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BAZIKEZ APXE2 A TON
NEOI'NIKO
[TPOZYMMNTQMATIKO EAEIXO

1. O éAeyxog Ba mpémel va tpoodiopilel SuvatdtnTeg yla va Bonbrjoel To veoyvd Kat Tnv
olkoyévela 600 TO Suvatov euputepa. AnAadr}, Ba Tmpémel va evromiCel KAWVIKA
Sloyelpiolpeg aoBéveleg oupmepAAUBAVOPEVWY TWV BEPATIEVOIUWY AOOEVELWV.

2. O NIE Ba mpémel va opyavwBel wg cuotnpa pe cadpwg kaboplopévoug poroug, euBUVEg,
uTIELBUVATNTA KAl POVOTIATIN ETILKOWVWVIAG TIou Ba €ival EVOWHATWUEVA OTO €BVIKO
oVOTNHA VYELOVORLKTIG TIEPIBOAYNG KA Bax avayvwplCovTat WG PNYAVIOUOG yLo TNV €yKalpn
S1&yvwon KAWVIKA Stoyelplolpwy aoBevelwv wg HEPOG TNG eVpUTEPNG 080V TEPBaAYNG.

3. ZTnV OlKOYyEVELa TOU Veoyvou Tou Ba €xel StayvwoTtel péow NIME Ba mpemel va apéyetatl
YuXOAOYLKT], KOLVWVIKY] KOl OLKOVOULKT UTIOOTHpLEN aTto TIG aApHOSLEG EBVIKEG UYELOVOULKES
APXES.

4. 'Ol ta evdiodepdpeva pépn Ba mpénel va oupmepiAndBolv ota diddopa otddia Tng
Sladikaoiag NIME.

5. Arnatteitat Stadavrig kat loxyupr] SLakuBEpvnon yio Tn Stevpuvon Twv TPoypappdtwy NME.
Kd&Be ywpa/mepidépeta Ba pemel va €xel piot cadwg kaBopiopévn, Stadavry, ave§dptntn,
OHEPOANTITN Kal Tekunplwpévn Siadikacia, ya va amodoaocioel moleg ooBéveleg Ba
KoAuTtTovTal ard to pdypappa NIME mou Ba epthapBdvel dAa ta evdiadepdueva pépn.

6. HdlakuBépvnon twv ipoypappdtwy NIME Ba pénet va eivat oadrig, katavontr, dtadavrig
Ka voe Aoyodotel oTig eBVIKEG ap)ES.

7. H dwdikaocio afloAdynong yia T oupmnepiAnyn/tov amokAelopd ooBevelwv ota
nipoypdppata NME Ba mpénel va BooiCetal ota kaAUtepa StaBéotpa ototyeia, mou Ba
avTikatomTpi{ouv Ta OLKOVOULKA OTOoLXEla yia TNV Lyeln, aAAd dev Ba kaBopilovtal pévo
amd Ta OLKOVOULKE TNG Lyeiag.

8. H evnuépwon kat n ekmaideuon OAwvV Twv evOLAPEPOUEVWV HEPWIV YLK TIG OTIAVLEG
aoBéveleg kat yla oAOkANpn TN Stadikaoio NME elvat amapaitnteg yla pio evpeia kot dikaun
epappoyr] mpoypappdtwy NME.

9. Evpwmaikd mpdtuma mou adopouvv TO xpovodidypappa, TG HEBSGSoug culhoyrig
Selypdtwy, TNV TapakoAoudnon kat Tig AN PodopleG TTOU KOLVOTIOLOUVTAL OTOUG YOVE(G
xpetdlovtal ylo va eyyunBouv tnv motdtnta ko '0An tn Stadikaoia.

10. Ta Selypata umtd ™ popdr) knAidag aipatog Ba Tpémel va amobnkevovtal o €BVIKES
Brotpdmeleg yla €pELVNTIKOUG OKOTIOUG, Kot Tautoyxpova va dtaodaiiletal ) Utapdn
KOTOANAWY SikAeidwy aodarelag yia tnv ipootacio Twv dedopévwy Kat Tnv tpdcBaon
o€ Sedopéva.
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11. Ta kévipa mou oxetiCovtal pe To Eupwmaikd Aiktua Avadopds (ERN) Ba mpémel va
EVOWMATWOOUV 0TI 0d0U¢ TepBoAPng Ttwv Slapdpwy CUOTNUATWY UYELOVOMIKTG
Tiep(BaAPng kat Ba tpémel va Bewpovvtal KaTtd TTPoTEPALOTNTA CUVEPYATES OTNV TTAPOXT
OUOTACEWV YLa TIG TIOALTIkEG NTE.

1 EIZATQrH

To Sikaiwpa Tou atdlov va amoAapBdavel To uYNASGTEPO SuVaTO €TITIESO VYEING EVOWHATWVETAL
0TO0 TAQ{O10 TWV aVBpWTIIVWY SIKALWHUETWY TIou €xEL KaBLEpWOEL Kal avayvwpLoTel o€ TTayKOoULO
emimedo. Ztnv Otkoupevikr] Atakrjpuén yla ta AvBpwriva Atkatwpate, To Hvwpéva EBvn éyouv
StaknpUL&el twg «H Toudikr) nAkia Sikatovtat 18ikrig dpovtidog kat BoriBelagy. ZuyKekpLpEvVa, 1
ZVpBaon twv Hvwpévwy EBvwv yla ta Sikalwpata Tou Ttatdlov avayvwpilel wg «kdBe todi €xeL
€yyeveg Sikaiwpa otn {wr» (dpBpo 6) kat dnAwvel Twg «Ba tpoomabricel va StaodpaAioel ot
kavéva Tatdi dev Ba otepeital Tou SIKALWHATOG TIPOCPOONG OE TETOLEG UTINPECIEG VYELOVOULKNG
niepBoAyme» kat wg «Ba e§aodalioel Tnv MAN PN ePappoyr] aUToU TOU SIKALWHATOG... YL VA
MelwBel n Bpedikn) kot madikry BvnolpdTnTa... ylot Voo avarttuxBel TIPOANTITIKY] UYELOVOMIKY
nep(BaAyn» (dpBpo 24)*

1o mpdodata Snpooteupéva Mpdtuna yia tn BeAtiwon tng Mowdtntag g Ppovtidag yix Mikpd
KoL AppwoTa NEOYVA OTIG LATPLKEG EYKATAOTATELG2, O MNaykdopiog Opyaviopog Yyeiag unevBipioe

! https://www.ohchr.org/en/professionalinterest/pages/crc.aspx
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™V avAaykn yla To SIKOLWHOTA TWV VEOYVWVY Vo yivovtal oeBaoTd, va TpOCTATEVOVTOL Kol VA
MpovvTaL XWpPIiG Slakploelg, PE SlaTripnon NG A&LOTIPETELNG Vi TTIAOX OTLYHT] KAl O OAEG TIG
EYKATOOTAOELG KATA TN SLdpKeLla TNG ppovTidag, TG peTadopds Kat TG TTapakoAovBnong.

O E181kd6 Elonyntrig Twv Hvwpévwy EBvwv yia to Aikaiwpa otnv Yyeia (OHCHR), Dainius Puras,
uttevBULoe OTL KABE sl €xel Sikaiwpa ot (i Kat otnv €mLBiwon, va TPOCTATEVETAL ATIO TLG
avTLEOOTNTEG TNG TTPWLUNG TTOLSLKTG NALKIOG, KoL TTWG T TToLSLA LE OTIAVLIEG AoD€veLeg Sev TIPETIEL VI
voiotavrtal Stakpioelg, kaBwg kat ekelva €xouv Sikaiwpa otnv ToloTikr Bepameia, otn ppovtida
KoL TNV uttootrptén (Dainius Puras (2017) The Right to Health and Rare Diseases).3

EkTipdral 0Tt 1o 72% Twv odviwy acBevelwv glval yEVETIKTG TIpogAeuong, Kot oxedOv To 70% €&
autwv epdavifovtal ATOKAELOTIKA oTNV oSk NAKia (Ewg Kot To 88% pmopel va EpdavioTOVV
otnv maudikn NAia, PeE To 18% va €xouv HETABANTH €vapén ocupmnepAapufavopévng tng Bpedikrg
nAkkiog-todikrig nAkiog)s. Mo MOAAEG omdvieg Tabrjoelg ov pmopel va givat xpovieg Kot
TIPOOSEVTLKEG, CUUTITWHOTA MTTOPEL va TtapatnpnBolv Katd Tn yévvnon 1§ 0TV TpwLn Toudikn
NAkio. O EAEYXOG TWV VEOYVWV YLO OPLOMEVEG SLATAPAXEG UTTOPEL VO CUUPBAAAEL OUCLACTIKG OTN
BeAtiwon tng mowdtnTog TG Jwirig Twv moudwyv. Mopadootakd Tpoypaupata Neoyvikou
Mpooupmtwpatikov EAéyxou (NIME) otoug Snpudoloug xwpoug apoxriG VYELOVOULKHG TiEpiBaAPng
OTOXEVOUV OTOV EVTOTILOMO VEOYVWV HE Bepamevolpeg aoBéveleg Tou N €yKaLpn avoyvwpLom
BonBd otnv amoduyr pun avaotpéPipwy PAafwyv otnv vyeia. O €heyyog emiTpénel TNV TPOANYN
acBevelwv péow G Stdyvwong cofapuwv Kal oTIaviwy Slatapaxwy 660 To duvatdv vwpitepa,
WOTE VO UTTOPOVV VA AVTLHETWTILOTOUV KATOAANAQ, Vo £xOUV KOAUTEPT SLayElpLon, akOpa Kot va
Bepamevtovyv. Moapéxel emiong tTnv eukalpio otoug ooBevei( Kol OTIG OLKOYEVELEG TOUG va
oxeSLA00UV TO HEANOV TOUG.

Yrdpyel a§loonpeiwtn StakVpavon otov TpoTo Ste§aywyrig Tou NIME evtdg Kot PETOEY TWV XWPWV,
KoBWG Kot otV KdAUVY”N Ttpoypappdtwy NIME. ETimAéov, UTIAPYEL EVTUTIWOLOKY] SLOKUMAVOT| O
OAn Vv Eupwmn oOTI§ CUVETELEG TIOU TIPOKUTITOUV OTNV TEPITTwon €vlog BeTikol eAgyyov,
oupTepAOUPaVOUEVWY SLadOPETIKWY TIPOCEYYIOEWY YLa TNV UYELOVORLKT] TIEPIBOAYN Kot TNV
KOLVWVIKT], OLKOVOULKT] Kall YUXOAOYLKY] UTIOGTY)PLEN TIPOG TLG OLKOYEVELEG.

H &pdon tng E.E. otov Ttopéa NG Anudoiag Yyelag mpémel va oé€Betar v apyr NG
ETILKOUPLKOTNTOAG, TIG APHOSIOTNTES KAl TLG EVOVVEG TWV KPATWV PHEAWV YLA TNV 0pyAvwoT KoL TNV
T PAS00T) UTINPECLWY VYEIG KAl UYELOVOULKTG TTEPBaAYNG, oupmephapBavopévou tou NIME. To
ZupBovAio tnGE.E. kain mpwnv Emitpomri EUMELpOYyVWHOVWY yLa TIG OTIAVIEG 0oBEVELEG CUVEOTNOE
ouvtoviopévn dpdon o€ eminedo E.E. diatnpwvtog mapdAAnAa Tig eBVikEG appoddTnTESs.

Mapd v ev Adyw ovotoon, mn opdda epyociag tou EURORDIS yio tov Neoyvikd
Mpooupntwpatiké EAeyxo (BA. katwteépw) avayvwpiCel 6Tt amod tdte Sev €xeL TTpaypaToTolNOEl
ouvepyoatik] 8pdon oe eninedo E.E. Zrjpepa, n mpdodog Twv TEXVIKWY EAEYXOU Kal 1) AUENUEVN
duvatotnTa TMPosEyyLlong evog eupuTtepou Bpedikol TMANBUoHOU emBAAAeL va emaveEeTaoTEL TO
status quo (kaBeoTwg). ZHEPA, UTIAPYOUV OTNHAVTIKEG ATIOKA{CELG HETAEY TWV TIOALTIKWV KOL TWV

3 http://download2.eurordis.org.s3.amazonaws.com/rdi/2.Puras%20Presentation-%20Rare%20diseases.pptx

4 Nguengang Wakap S, Lambert DM, Olry A, Rodwell C, Gueydan C, Lanneau V, Murphy D, Le Cam Y, Rath A. Estimating cumulative point
prevalence of rare diseases: analysis of the Orphanet database. Eur ) Hum Genet 28, 165—173 (2020) doi:10.1038/s41431-019-0508-0
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mipoypappdtwy NME otnv E.E., pe a§loonueiwto avtiktumo otnv mpdofaon Twv veOoyvwv o€
TIPWLUT TIPOANYN Kat ukatpieg Bedtiwong g moldtntag tng {wrig Toug®.

Etoy, o EURORDIS énuiovpynoe tnv Opdda Epyaciog yia tov Neoyvikd MPOCUPTTWHATIKG
‘EAeyxo, wote va opioel 11 faoIKESG apyEG TTOU pTtopovv va utoBetnBolv og eBviko emimedo, yla va
TAQLOLWVOUV TIG GUCNTIOELG YLa TLG TIOALTIKEG KL TNV avamtuén mpoypoppdtwy NIME. Autd to
gyypado meplypddel TG apyég mou e€etdotnkav amd tnv Opdda Epyoaociag, ev ouveyeia
avamntuxOnkav mepattépw PETE amd StaBoulevoelg pe opddeg SlodopeTIKWY eVSLAPEPOUEVWV
MEPWYV, Kol TTaPEXEL TN B€om Twv aoBevwiv e omdvieg aoBeveleg Twv omoiwv N yvwun {ntrbnke
avadoplkd pe Ta poypdppota NME.?

H Opdda Epyaociog yix tov Neoyvikd
MPOCUPTITWHATIKO ‘EAeyxo TOU
EURORDIS miotevel 61t givat kapdg va
enave&eTaoTouV dle€0dLkd Ta KpLtripla
Wilson kKalt  Jungner koL va
akoAouBnBouv EVOPLOVIOPEVA
Kplttjpla Tou Ba Aertoupyouv oOTO
mAaioto Tou NME kot Ba pmopouv va
eboppooToUV opodpopda, eneldr} Ba
€XouV oXESLAOTE( yLoL UTOV TOV OKOTIO.

Ot apx€g ouvodevovTtal amd pio EKkKAnomn yta Apdon yLo TNV UTIooTrpLEN MLOG EVPELNG XPTIONG TWV
BOOLKWYV 0PIV KoL TWV TIOALTIKWV TIou Ba ipémel va avartuyBolv, 1600 o€ eupwTaiko 600 KAl OE
€Bviko enimedo, wote va StaodalloTel Twg Ta veoyvd o OAn v E.E. Ba emwderovvral amnd ta
mipoypdupata  NeoyvikoU [Mpooupmtwpatikoy EAéyyou dmou ovutd  eivar  Suvatdy,
avTIpeTWTTI{OVTAG €TOL TIG TEPAOTLEG AVICOTNTEG TTIOU UTIAPYOUV 0 OAOKAT PN TNV Eupwtm.

2 EKKAHZHTIA APAzH

O Betikdg avtiktumog tou NIME kat n onupavtikry cUBoOAr tou otnv TpdAnYn acBevelwy, ot
Bepameia kat ot dppovtida amattel dAa Ta veoyva oe oAdkANnpn tnv E.E. va emwdderovvtal amod
auTOV OTou lval SuvaTdv KoL VoL AVTLHETWTILOTOVY OL TEPAOTLEG AVICOTNTEG TIOU UTIAPYOLV OTNV
Eupwrm. Ta tpoypdppota NME Stadépouv onpavtikd ota kpdtn péAN g E.E., katn éANAewyn piag
KOLVT|G TIPOCEYYLONG OO YEL OE ONUOVTIKEG AVIOOTNTEG LETAEY TWV WPV KAl TWV AoBEVELWV.

ZVpdwva pe t Séopeuon g E.E. va emituxel KaBoAkr) Yyelovouikry KdAuym (KYK) otnv
ETIKPATELX TNG £WG TO 2030 Kat KE TNV MoALTik) Alakripuén Twv Hvwpévwy EBvwv yia v KYK tou
eykpiBnke tov ZemtépPplo tou 2019, n Opdda Epyaciag yia tov Neoyvikd MPooUPTTWHATIKO
‘EAeyyxo tou EURORDIS {ntd ) B€omion katdAAAwv oAtikwv NIME Kol plo ouvenr Tpooéyylon
yta NME og oAdkAnpn t yewypadikr) Eupwn, wote va dtaodaAiotel n tripnon Twv avBpwrivwy

6 The Council Recommendation of 8 June 2009 on an action in the field of rare diseases, recommends that the Member States “Gather
national expertise on rare diseases and support the pooling of that expertise with European counterparts in order to support: the
development of European guidelines on diagnostic tests or population screening, while respecting national decisions and competences”.
Moreover, the EU Committee of Experts on Rare Diseases identified areas where collaboration between MS would have an added value and
respect the principle of subsidiarity (Newborn Screening in Europe: Opinion of the EUCERD on Potential Areas of European Collaboration,
July 2013).

7several rounds of consultation have been carried out between June 2020 and December 2020 including Council of National Alliances,
Council of European Federations, EURORDIS Roundtable of Companies Workshop participants and EURORDIS members. As well as
consultation by voting on the principles and the call to action, the participants have been invited to provide written and verbal feedback and
the document has been edited accordingly after each consultation, considering the input and views provided by the stakeholders.
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SikalwpdTwy, va emiteuyBel To uPnASTEPO ETiTESO LYEIDG YO TX VEOYVA TIOU YEVVIOUVTOL PE UL
omdvia acBévela kat va e§aopaliotel vag BeTikdg avTikTUTIOq 0T {WT| TWV VEOYVWV.

Emopévwg, o EURORDIS, pe v Opdda Epyaciag yia tov Neoyviko Mpooupmtwpatiko EAgyyo, To
SupBovAlo Twv EBvikwv Evwoewv Zmoviwv Noonpdtwyv, 1o ZupfovAlo twv Eupwmalkwv
OpooTmovdiwy Zmaviwv Noonpdtwy kot OAa ta LéAN Tou {ntouv:

1. ™ dnuuouvpyia plag Opadag Epyaciag Epmeipoyvwpdévwy oe emninedo E.E. mou Ba
QTIOTEAE(TAL OO EKTIPOOWTIOUG TWV KPOTWV HEAWY, OYETIKOUG EUTIELPOYVWHOVEG
Kot evdladepdpevoug dopeig yia tn B€omion ocuvepyaoiog oe Topei Omou Ba €xel
mpooBeto dderog, TNPwvTag TAPEAANAa TNV apx] TNG EMKOUPIKOTNTAG, TL.X.:

e Avtadlayr] YVWOoewV Kot BEATIOTWY TIPOKTIKWYV yla Tov NIME yia omtdvieg aoBéveleg,

e «Aviyveuon Tou opiovtor yia veeg Bepameieg oe e€€MEn Tou Ba emiTpEMOUY TNV
gykatpn AWn anodpAcewV Kot ToV oXESLATHO KATAAANAWY TIAOTIKWY HEAETWY,

e 2ulAoyr] oTolyelwv Kol SeSOUEVWY PUOIKTIG LOTOPING YL TNV ATIOTEAECUATIKOTNTA ATIO
TAOTIKEG MENETEG 1] OOKIWEG TeS(OU, €VOYEL TNG CUMPTEPIANYNG OCUYKEKPLUEVWV
aoBevelwv ota tpoypappata NIE,

e AvdBeon a&loAdynong véwv ipotdoewy yia NIME, dtav ot vEEG TeExVOAOYiEG ETILTPETOLY
pio T€Tola eKTiPNON, o€ pia amod kovou a§loAdynon tng texvoAoyiog vyeiag (ATY) o€
EVPWTAiKS emiTedo,

e [poodloplopodg kat cupPwVia €T KPLTNPIWY KAl PNYAVIOPWY Yo TN Slevpuvon Twv
UTIOPXOVTWY EPEUVNTIKWYV TIAVEA TIPOYEVVNTIKOU EAEY)XOU,
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e KaBoplopdg kateuBuvtriplwy YpappHwy, yla Tapadelypa, yla tTnv ekmaideuon Kot tnv
KOTAPTLON TWV ETIAYYEAUATLWV, YL TNV ETILKOLVWVIX LE TIG OLKOYEVELEG KOl TOUG TTOA(TEG
YEVLKA K. AT Kol

e AM\ol Topeig ouvepyaoiog OTwg €xouv 1jdn poaodloptotel otn MNvwpoddtnon tou 2013
G Emitportrig Epmelpoyvwpdvwy yia Tig odvieg aoBéveleg [2].

H O.E. Ba diepeuvrioel Tn Suvatdtnta avdBeong tou Kotvou Kévtpou Epguvwv g

Eupwmaikrig Emitpotig 1} dAAwv dopéwv 1] opyaviopwyv o€ eninedo E.E. (cupmepilapBavopévou
Tou Eupwmaikol Kévtpou MpdAnyng kat EAEyxou Néowv - EKME) pe tov ouvtoviopd kat
d\oevia Tng emTpOT.

2. EmumAéov, kaAoUpe Toug appodloug opyaviopous kot Ta Beopikd dpyava tng E.E. kot Ta
Kpatn MpEAN tng E.E. va mpowbrioouv tnv uwoBétnon twv Boaolkwv Apxwv ToOU
neptAapBdavovtal og autr) TNV ‘EkkAnon yia Apdon, Kot OUYKEKPLUEVAL:

e H Zvuvrtoviotikr Opdda yix tnv Mpoaywyn tng Yyeiag kat tnv MpdAnyn (SGPP), wg
n kUpw oupPouleutikry emtponry NG Eupwmaikrig Emtpomrg oxeTikd pe
SpaOTNPLOTNTEG OTOV TOHEQ TNG TIPOAYWYT|G TNG UYELDG, TNG TTPOANYNG Twv aoBevelwv
KoL NG Sloyelplong Twv W HETASOTIKWY VOowyV, va EeKvrjoel pia ouvepyoaoia eri
BEATIOTWY TIPOKTIKWY HE HEPIKA KPATN MEAN Tou embBupoulv va Sokipudoouv
nipoypdppata NIME 1ou Ba xproLHoTIolovV QUTEG TIG APXES, HE ATIWTEPO OKOTIO TNV
ebappoyr] Toug o€ eupuTEPN KAlpaka. Katd ouvénela, 1 SGPP pumnopei va ouotrioel ota
Kp&tn HéAN TG E.E. va e§eTdoouy auTég TIg apy€g wg UTtooTripLén yLo TNV avamTugn Kat
™V edappoyr] Tou Sikou Toug tpoypappatog NIE,

e H Eupwmaikr Emtpomr, und 1o dwg Twv ouotdoewv Tng SGPP, va otnpi§el autr| tnv
mpooTdBela péow NG UTIOOTHPLENG TWV Baolkwy Apxwv wg BEATIOTNG TIPAKTIKIG
UTTOOTNPLCOUEVNG OaTd EKTETAUEVA OTTOSELKTIKA OTOLYE(, Kal NG oUOTOONG Yld
vloB€tnor| Toug o€ €BVIKO KAl EVpWTIAikS eTtiTiESO,

e OLKUBEPVIOELG TWV KPATWV HEAWV VA EEETATOUV TNV ULOOETNOT QUTWV TWV ApYWV yLd
NV aVATTUEN KoL EGAPHOYT] TWV TIPOYPAUUATWY KoL TWV TIOALTIKWY Toug yia tov NIME
o€ eBvikd/mepLpepelakd emimedo.

3. H O.E. kael emiong To Evupwnaikd KotwvofouvAto:

Vo YKPIVEL TIPWTOPBOUAIEG TTOU OTOXEVOUV OTOV GYESLAOHUS EVOPUOVIOUEVWVY TIPOYpapdTwy NIME
o€ 0OAOKAN PN TNV Eupwtm Kat 0TtV KEAAUYT TWV UPLOTAUEVWY KEVWV OTNV TIPOKTLKT Tou NIME otnyv
Eupwrm- Kol yla Tov okottd autdy, va ouveXioEL v aoKel Tiieon o€ GANQ EVPpWTIAiKA BeopLKd
opyava, HEOW, YL TTIOPASELYHO, KOWVOBOUAEUTIKWY EPpWTNOEWY, cUPbwWVA HE TNV EKKANON yla
Apdon Tou TipowBeitart amd to ScreensRared.

8 Screen4Rare is a multi-stakeholder initiative launched by the International Patient Organisation for Primary Immunodeficiencies (IPOPI),
the International Society for Neonatal Screening (ISNS), the European Society for Immunodeficiencies (ESID).
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O é\eyyo¢ Ba mpemel va mpoaoblopilel kat va mpoodépel dSuvatdtnteg, wote va Bondroesl To veoyvo
KOLL TNV OLKOYEVELA 000 TO Suvatov euplTepa. Anhadr), Ba mpémel va eviomilel KAWVIKA SLOXELPIOLUEG
000éveleg cupmepAapBavopévwy Twy Bepamnelolpwy aoBevelwy.

Mapadootakd  mpoypaupata  NME  otoug
ONUOCIOUG  YWPOUG  TIOPOXT]G  UYELOVOULKNG
Tep(BoAYNG OTOYEVOUV OTOV EVTOTIOMO TWV
Bpepwv pe Bepamelolpa voorjHaTo OTIOU N
gykatpn avayvwplon BonBd otnv amoduyr] un
avooTpEYLHWY PBAaBwyv otnv uyela. Auty n
gotTicon oe  O¢derog TOU  ATOMOU  TIOU
avayvwpiCetal OSnploupyel €va TEPLOPLOUEVO
nedlo mpooPaong ota opéAn tou NIME. Eva
€UPUTEPO OUVOAO Tipovopiwv Ba Tpémel va

# — ~ Uy

uttdpyel, mou Bo mephapPavel aobevelg kat yovelg. OL kAwikd Sloyelplolpeg aoBéveleg
mepthapBavouv (1) aoBéveleg OTov ol Eykalpeg tapeUPdoelg 0dnyolv oe KaAUTEPN VYE(d yla TO
veoyvo, (2) aoBéveleg dmou n €ykaipn Sidyvwon odnyel o€ amoduyry NG Hakpoypoviag
SloyvwoTikrG 0dUooeLag Kal (3) aoB€veleg 6TTou oL yoveig Ba Exouv avaropaywyLKES ETILAOYEG KOTA

TLG ETIOPEVEG EYKUUOOUVEG (BA. emtiong apyr 3):

® ATIO TNV OTITIKY] ywvia Twv acBevwiv, To dderog Tou NIME yia Tig pn Bepamnelolpleg, arld
KAWVIKG Sloyelpiolpeg aobéveleg éykeltal otn SuvatdtnTa owoTtrg Slayelplong g vooou,
BeATiwvovTog €ToL TNV uyeia Kot TNV Ttold TN T {wrig Toug, AAAE €XELKAL KOLVWVIKA 0PEAT yia
TO VEOYVO KOl TNV OLKOYEVELA TOU. AKOpa KL av SV LTIAPYXEL (aom 1) Beparmeutikn aywyr, N
gykatpn Sldyvwon pmopel va odnyrioel o€ oTpatnyLkég dpovtidag Tou avTiHeTWTouV
ToAamAd Sedopéva Kol SleukoAUvouv TNV TPOoPaoT 0 OAOKANPWHEVT LOTPLKT] KOl
Kowwvikr] TepiBaAym. Ta UyelOvVOULKA Kol KoOwwvikd odEAn meplhapfdvouy, yla
mopadelypa, Vv mopoxr) PeAtiwpévng dpovtidag Paotopévn otn Sidyvwon, TpOANYN
ouvvoonpotntag, Stevukoiuvon Tpdofaong otnv Kowwvikn TEpBaAPn kol umtootrptén,
avénuévn modtnta {wrig Kot evOEXOUEVWS TTPOOSOKLIHOU {wrig, 0dNywVTaG TEAIKA Kal O
KaAUTepN €vtagn oTnv Kowvwvia.

® ATIO TN OKOTILA TWV YOVEWV KOl TWV MEAWV TNG OLKOYEVELNG, amd TNV amoduyr| HLag
SLayvwoTIKTG 00UO0OELOG KO TNV EVILEPWOT) YL EVAV QUENUEVO KIVOUVO YLO TIG ETIOPEVES
EYKUHOOUVEG UEXPL TNV EVIEPWOT) VLA TLG AVATIAPOAY WYLKEG ETILAOYEG TIOU €YOULV OL YOVE(G Kat
yla TG amodEoElg OYETIKA PE Tov TpOTo {wrig Toug (Yl ekeivoug Tou (ouv KOVTA OTLG
UTINPEGCLEG UYELOVOULKTG TIEPIBOAYNG KAl OTLG EKTIOLSEUTLKEG EYKATOOTATELG), KOL QAN LEAT)
NG OLKOYEVELAG UTTOPOUV VO wheANBoUV artd Tov EAeyxo yla pn BepameVotpeg AN KAWVIKE

Boaoikég apyEg yia tov Neoyviko Mpooupmtwpatiko ‘EAeyyxo
This document has been translated by g5, Rare Alliance Greece

10 /18

g5 e EURORDIS.ORG



**'n. *
****

Slayelplolpeg aoBéveleg.® TENOG, UTIO TO TPIoHA PLAG EVPUTEPNG KOWVWVLKT]G TIPOOTITIKTG, O
ENeyX0G yla KAVIKA Staxelpioipeg aoBeveleg Ba otnpi&et v mpdoPaon otnv Epeguva, kabwg
n umnapén pog opddag Sloayvwopévwy atduwv Tipodyel tnv ‘Epguva, adou Sivel
duvaTtotnTa yla TNV andKTNoT yvwong yupw amo T GuoLKr] LoTopia TOU VOOTILOTOG KAl YLot

TN HEAETN OGS WV.

O NME Ba mpémnel va opyavwOei wg cvotnpa pe capwg kaboplopévoug poioug,
€VOUVEG KalL LOVOTIATLO ETILKOVWVIAG TIOL Bt Eivall EVOwpATWHEVA 6TO EBVIKG cUOTN P
UYELOVOULKNG TEPLBaAYNG kat Ba avayvwpifovral wg PNYAVIGHOG ylo TNV €yKALPT)
Siayvwon KAwika Siayelpiolpwyv acBevelwv wg HEPOG TnG €upvUTEPNG 060V

TiepiBaAPng.

To ovotnua Slabétel MANBWPA CUVICTWOWYV TIOU
TIPETIEL VO OPLOTOVV TIA)pwG o€ SAa Tal oTAdLX TOU
eENéyxou OAN& kal o€ OAa TO OTOLXElol OTNV
mMAatdOppa Tou eAéyxou. Eva povo onueio €0vikrg
Aoyodooiag amatteitar yiao vo StaodoAoTtel 1
AelToupyio, N TMOLOTNTA KOl N EVOWHATWOY TOU
HovoTaTiov KAt TNG MAATPOpuag. O EAeyxog aipatog
veoyvwv Ba pémel va evowpatwBel o€ éva TIATpEg
mipoypappa NME mou Ba pmopel va mepthapfavel
ENEYXO Yyl amWAEl  oKkoNG,  yla  KAPOLOKES
avwpaAleg, ya avartuélakr SuoTAacia Tou toyiov.

Ta otddia Tou povoratiol Tou NIME mepthapfavouv Tnv evUEPWON Kol EKTIA(SEVOT] TWV YOVEWYV,
™ AjYn tou SelypaTOog, TN CWOTH TIPATIOUTIT] TWV VEOYVWV 0 EAEYX0G TwV oTolwv Byrike BeTIKAG,
™ Sidyvwon kat Tig opepPdoelg. Kabe otddio mpémel va oxedlooTel EMOpKWG Kal va yivetal

owoTr Staxelplomn (CUPTIEPIAAUBAVOVTOG TAKTIKOUG EAEYXOUG).
The screening platforms need to include the following elements:

Ot mAatddppeg eAéyyou Ba mpémel va tepAapdvouy Ta akdlouBa oToLyeia:

® Exotpateieg evaloBntomoinong tou kovou, ekmaideuon Tptv T CUANYN Kal
EVNUEPWON KOTA TN SLapKeLa KABE eykupooUvNG.

o OMNokAnpwpévn KAAuYM Kol TipOofaon OTov VEOyVikO TANBUops €ite péow NG
TPOOPRAONG OTOV XWPO OTIOU TIPAYHOTOTIOLEITAL 1) YEVVNOT) E(TE KATA TNV ETHOKEYN OTLG
KALVIKEG OTNV Gpeon HETayeVNTIKY Ttepiodo. MpdTuma yla tnv mapddoon Kat TV motdTnTa
™G HETadOPAG TV SelypdTwy TIPETEL Vo KaBoploTouv. ‘ONo TO LATPLKS TIPOCWTILKS TIOU
oUVOVTA €yKUEG yuvaikeg 1} veoyévvnta Ba mipémel va €xel €61k ekmaidevon mou Ba
oxetifetal pe TOV POAO TOU Kol TOKTIKA Ba evnuepwveTal. AmaTe(Tal KATEAANAO
TPOOWTIKG  ylor TN Sle§aywyr] Twv eAéyywv Kol TNV  TopakoAovbnon Ttwv
QTIOTEAECHUATWY, CUMTIEPIAAUPAVOVTAG KAL TNV OVILHETWTILOT) TWV OVETINPKWY EAEYXWV
KOl TWV BETIKWV AMOTEAETUATWV.

s https://www.healthcouncil.nl/documents/advisory-reports/2020/09/30/screening-early-in-life-for-untreatable-conditions
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e Ta epyootrpla Tou Ba mpaypatotolovy Toug NeoyvikoUg [MpoCUUTITWHATIKOUG
EAéyyoug Ba mpémel va ouvepydlovtal ylo Vo TIAPEXOUV OAOKANPWHEVT KAAUYN Tou
mAnBuopov-otdyou. Oa Tpémel va TouTtoTonBoUv Kal v SlATIOTEVTOUV o€ €BVIKO
eninedo, ya ) Staoddiion g opolopopdiag Twv peBddwv mou Ba ypnoipomolovvTal,
BeATIwpEVEG yla TNV artodpuyr] PeUSOBETIKWY ATIOTEAECUATWV.

® ALQTILOTEVPEVA EPYQOTY)pLa YLia ETILRERBALWTIKESG SLOYVWOTIKEG EEETATELS.

o KAWIKA KEVIPA yla SlayVWOpEVEG aoBEVELEG Yl TNV TIAPAKOAOUON O VEOYVWV TIOU
Bynkav Betikd. Oa mpémel va eival pEAN Tou  €BVIKOU  SIKTUOU  KEVTPWV
EUTIELPOYVWHOOUVNG. OAoKANpwuévn Bepamneia/dpovtida kai/ri urtootripiEn Ba pémel va
elvat StaBéoipeg og OAa Ta veoyvd ou Stayvwotnkav péow NIME.

Ké&Be otolyeio tng mAatdpdppag eAéyxou Ba TipEmeL va €xeL eMApPKE(G TTOpOUG, EMAPKN
EKTIO{SEVOT, TUTIOTIOLNUEVEG Kall SLATILOTEVHEVEG SLOSIKOTIEG KAl EVAL TIOLOTIKO TIPOY P
mov Ba mAnpol Siebvry mpoétuna. To ovotnua Ba TIPETEL Vo €(VOL CUVEKTIKO, ylot Vol
Aeltoupyel owoty, evw To KABE otolyelo Ba TpEMEL var ETIKOWVWVEL PE T AAAQ, Kal M
ETOTITE(Q TOU OUOTIHATOG Ba TIPETEL VAl OTOXEVEL OE OHOLOHOPT EVOWHATWOT] TOUG Kal
otnVv €Vpubun Asttoupyio toug. ‘Eva mpodypappa NME Ba dnploupyr|ogl ONUOVTLKEG
TOOOTNTEG TOAUTIHWY dedopévwy. Elval onpaviikd yla Tnv Kowotnta TwV OTIAVIWY
aoBevelwdv va xpnolpomolovvtal autd ta dedopéva. To Sedopéva Ba mpémel va
XPNOLUOTIOOVVTOL EOWTEPLKE, Yyl Tn SlEUKOAUVON pLoG TAKTIKAG avaBewpnong Kot
BeAtiwong twv Tpoypappdtwy eléyyxou. Ta dedopéva Ba TpEMEL va KovoTolouvTal
KOTAAANAQ Tpog Ta €€w, yia tnv umootnptén tng Epeuvag kal tn Sieukdiuvon tou
oxedloopoU Twv Tapoxwv vyeiag. H evnuepwpévn ouykatdBeon yla tn culMoyr] kat
XPrion auTwyv Twv dedopévwy Ba Tipémel va evowpatwOel otn Stadikaoio (BAETe apyr] 10).
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2TnV OlKOYEVELX TOU VEOYVOU Tou B €xel StayvwoTtei péow NIME Ba ipémel va
9 TapEXETAL YUY OAOYIKY], KOLVWVLKT] KOl OLKOVOLKY] UTIOOTHPLEN ATtO TIG ApOSLES
€OVIKEG UYELOVOMIKEG OLPXES.

H YuxoAoyikr] urtootriptén Ba mpémel va tpoypappatileTal yia TLG OLKOYEVELEG KATA TN OTLy T TOU
{Slou Tou TEOT aviyveuong kat emiong HETA TNV TTPWTN SoKLur} Stadoyrig Kot Ta eTILRERALWTIKE
amoteAéopata. Ol yoveig Tou veoyvou Tou €xel StayvwoTel péow NME Ba mpémel va
EVIEPLIVOVTOL AUEDQ YLO T ATIOTEAEO AT, TNV aoBévela, Tnv Bavr] Bepamneio kat dpovtida,
KoOwg kat yla ta KEvTpa EUTELPOYVWHOOUVNG YL TO CUYKEKPLUEVO VOO . ETiimAgov, Ba Tpémel
va AdBouyv, amd ) otiypr| g emPBePatwpévng Stdyvwong, YuxoAoyLKT), OLKOVOULKT Kat
KOLVWVIKT] UTIOO T pLEN, cupmepAapBavopévng TAnpoddpnong yLa OXETIKEG OpyavwoELS
AcBevwv.

e ‘OAa ta evoladepopeva pépn Oa ipémel va cupmeptAnpOouvv ota Siadopa otadia Tng
Stadikaoiog NIME.

‘O)a T eviladepOUEVA HEPT), CUUTIEPIAAUBAVOUEVWY TWV KCBEVWV, TWV CUVNYOPWYV TWV
OPYOVWOEWY TWV 0l0OEVWV, TOU KOLVOU, TWV VOOOKOUEIWY, TWV ETTIOYYEAUATLWV UYELQG, TWV
EPEVVNTWY, TwV Eupwrmaikwyv Alktiwv Avadopds, Twv Blotpamelwy, Twv OVIKWY apxwV Kat
TWV KPATWV HEAWV NG E.E., Ba tpémel va oupmepiAndBoiv otn Stadikaacio NIME kat va Bewpoiv
TO veOyVO wg To kéVTpo NG Stadikaociag. Ot aoBeveig & ol cuvriyopol Twv acBevwyv Ba tpémel va
€xouv poro/oupoAr otn Stadikaoio Adng amopdoewv kaBwg gival 1 opdda ou enmpedleTal
TIEPLOCOTEPO ATIO TO ATIOTEAECHA TNG EKAOTOTE atddaoNG.

Ta kpdtn péAN G E.E. Ba ipémel va avamtugouv ox€dia mou Ba cuvtoviCouv Tig Stadikaoieg NIME
OTOXEVOVTOG OE ATMOTEAECHATIKOTNTA KAl ATOSOTIKOTNTA yUpw artd T BeATtiwon g vyeiag
aUTWV TwVv aoBevwy Bpayurpobeopa. Aedopévou 6Tt o NIME yivetatl ylo dSAa Tt veoyvd, ot
VEOYVOASGYOL Kol oL TIPWTORAEB Lol dpovTIOoTEG UYEiag KAl AANEG OYETIKEG ETTAYYEAUATIKES
opyavwoelg Ba TipETeL eTiong va oupTiepIAN GO0V we evdiadepdpeva pepn. Eva TiEpLEKTIKO
TpOypoppa Ba TipEmeL va Ao pBAveL UTIOWT TLG OLKOYEVELEG UYLV VEOYVWV Kall PEUSWIG BETIKWV
VEOYVWV WG evalapePOPEVA LEPT) KOL VO TOUG TIAPEXEL TTOpakoAoUBN o Kat uttooTrpLEn.

Amtauteitan dtapavrig kot loyupn StakuBEpvnon yia tn Stevpuvon Twv TIPOYPUUUATWV
NME. KaBe ywpa/mepipépela Ba mpemel va €xel pio capwg kabBoplopévn, dapavry,

e ave&ApINT, UEPOANTITN KOl TEKUNPLWHEVN Sladikaoia, yio va amopacicel ToLeg
acBEveleg Ba kaAumTovtal amnd to mpoypappa NME mouv Ba mepthapfaverl Ao ta
evladpepOpeva PEPT).

‘O\eG oL UTNpeaieg LyELOVOUIKTIG TTEPIBaAYNG PN BAvouv cUUBLBACUOUG OXETIKA E TN XPTION
Twv épwv. Evag opyaviopds Ba ipémel va AoyodoTel yla Tig amtodAoeLg Tou oxeTikd pe tov NIE.
AUTOG 0 opyaviopds Ba ipEmel va TepAaUBAVEL OAa T eVOLODEPOEVA PEPT], WOTE VAl UTIOPEL v
ANdOel pia Looppotmpévn amoddaon, Kot auTr) 1 CUPHETOXT Ba Tipémel va eivat Téoo otn Ajyn
armopdoewy, 600 Kol otnV TOopPoxr) OMOSEIKTIKWY otolyeiwv. O amoddoelg ya T
oupnepiAnyn/egaipeon evog VOO ATOG OTO TIPOY PO TIPOCUPTITWHATIKOU €AEyxoU Ba Tipémel
vo. AapBdvovtal oUpdPwva PE TIG TIPOOTITIKEG TNG KOWAOTNTAG Twv omaviwv mabrjcewyv Kot
ETILOTNHOVIKA oToLYEla — OAa Ta oTOLYElo B TIpEmeL va elvart StaBéatpa SLeBvwg,.

Ta dpyava AYng anopdcewy, CUPTIEPIAAUBOVOUEVWY OAWY TWV eVOLAPEPOUEVWY PEPWV, Ba
TIPETEL VoL oUCNTOVV TIG TEXVIKEG, OLKOVOULKEG Kol NOIKEG TTTUXEG (euatoBnoia, €6IKOTNTA TOU TEOT,
ATY, avadopd tng katdotaong tng popelag TpLv TNV elcaywyn] plag véag aoBévelog oto g0viko
npoypappa NME. H Sadikaoio O mpémel va mepthapBavel pétpa yia va StaodaAloTel OTL oL
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amoppldpBeioeg mpotaoelg €xouv cadr] €§rjynomn twv amodedelypuévwv KEVWVY TIou Ba TIpETEL va
KoAudBoUV yla va glvat ETIITUXTG Lot LEAAOVTLKY] amtaiTnon. AUTEG OL ATIALTHOELG TIPETIEL VAL Elval
AVAAOYEG TIPOG TNV TIPAYHUATIKOTNTA TWV ATTOSESELYEVWYV TIPOKAT|OEWV OTOV KOGHO TWV CTIAVLWY
aoBevelwv kat Sev Ba mpémel va eival mapddoyeg 1) aduvateg. Ot amoppidpBeioeg mpotdoelg Ba
TIPETEL VO UTTIOPOUVV va Eavapmovv otr Stadikaoior a&loAdynong apECWS HETA T CUAAOYT] TWV
ATOSELKTIKWY OTOLYElWV TTIou A€iTouV (Kot Sev Ba TIPETEL VAl TIEPLPEVEL YL TNV OAOKAT|pWOT) TOU
KUKAou). ATd tnVv TAeupd Tou aoBevolg Kat Tou yovéa, Ba Tav TPOTIHOTEPO VO UTIAPYXEL (oM
npooPaon otn OSwadikacio eAéyxou o€ oAOkAnpn v Eupwmn. Ot aoBéveleg mou Oa
neptdapBavovtal ota mpoypappata NME Ba ipémet katd ipotipnon va ivat ot (Sleg o€ KABE ywpa
(éva evpwTaliko Tpoypappa NIME) ekTdg amtd aoBeveleg TTou €xouv e§aLPETIKA UPNAS ETILIIOAAC O
o€ Pl eploxm 1 €lvat oxed6V avUTIHPKTEG OE GAAEG,.

G H SakuBépvnon twv mpoypoppdtwyv NME Ba mpémel va eival cadrig, TEPLEKTLKN,
katavontr, dtadavrg kot va Aoyodotei otig eOVIKEG apxES

H StakuBépvnon twv mpoypappdtwy NME mpémnel va amoppéel amnd pio €Bvikr} vIoAr kat va
EVOowMaTwWVeTaAL o€ éva EBvikd Kévtpo Zuvtoviopov. H (Spuon EBvikwv Kévtpwy Zuvtoviopou o€
eninedo Kpdroug Méhoug eival avaykaia yio Tnv mapakoAovBnon g ebappoyrig TpoTuTwy Kot
SpaOTNPLOTITWY TIOU ATIALTOUVTAL.

Oa mpémel va uTtdpxetl avgnuévn Staddvela otn dopr StakuBEpvnong Tou poypdppatog NME oe
KABE xwpa, TOOO yla TLG TIOALTIKEG amoddoelg OTiwG N oupTepiAnyn/eaipeon véwv aoBevelwv oto
TIPOYPOAHH, KABWGE KoL yLot TNV EKTEAEDT) TOU TIPOYPAUHATOG. Ot aoBeVEIG KOL OL OLKOYEVELEG TOUG
Kol ol ekpdowtol Toug poll e EUTIELPOYVWHOVEG YLo TIG OTIAVIEG AODEVELEG Kal HE GAAQ
evdladepopeva pépn oe eOVIKO emimedo, OTIWG OL EKTIPOCWTIOL ETITPOTIWV SEOVTOAOYING Kal OL
ToA(TEG 1) oL aodaAloTIkEG eTaLpEiEG, Ba TTpETEL va tepAapBdvovTal oTig Sopég dlakuBEpvnong Kat
0TLG oUlNTNOELG yLo TNV TILOOVT] ETIEKTOOT TWV TIPOYPAPHATWY NIE yia Tig SIKEG TOUg aoBEvelLEg.

KaBe kpatog pérog mpémel va pubpilel tn dtadikaoio péow €Bvikng vopoBeoiag 1) loodivapwy
SeoUEVTIKWV TIPAEEWY, avahoya Pe To apuodio eminedo dtakufépvnong, yia T StaodpdAion NIME
o€ OAa Ta veoyvd wg Sikalwpa otnv vyela, divovtag otoug yoveig tn Suvatdtnta e§aipeong. Eldika
KpaTikd kepdAata Ba ipemel va dtatiBevtat otov NIME, €101 WOTE 0 EAEYXOG VO TIPAY LATOTIOLETAL
Swpedv og OAa Ta veoyva. TENOG, Ta EBVIKA KEVTPA CUVTOVIOUOU Bat TIPETIEL VA CUVSEOVTAL PE TNV
emitponr) o€ eninedo E.E. dnwg avadepetal otnv EkkAnon yia Apdon.

o H diadikacio a&loAdynong yLa tn cupmepiAnyn/Ttov amokAEIoNO acOevELWV oTa
nipoypappata NME B tpémnel va Bacietal ota kaAUtepa StaB€aipa otolyia, TTov Ba
AVTIKOTOTITPIOUV TO OLKOVOMIKA OTOLYEIX yla TNV VYEia, aAAa dev B kaBopifovral
MOVO aTIO TO OLKOVOMLKA TNG VYELNG

Ol TOALTIKEG Kal ot TIPakTikéG Tou NIME Ba mpémel va avaAuBoulv amd kdBe kpdtog pHéNOG yla va
avamtugouv KovEg odnyieg yia T Stadikaoia a§loAdynong oxeTikd pe Tn cupmepiAnyn peBddwv
NME ota €Bvikd mpoypdppota. Ekel Bo ipemel va uttdpyeL pio EAGYLOTN EKTIPOCWITINGT) EVWOEWV
000EVWIV KaL ETIOYYEALOTLWV EUTIELPOYVWHOVWY £LSLKA yLa TIg aoBEveleg TTou Ba culnTouvTal, Tov
Ba oupmepthapfdvovTtal Kol oTig emitpomég ou Ba eival apuddieg ya TV a&loAdynon twv
Tipoypappdtwy NME.

H oxéomn KOOTOUG/ATIOTEAECHATIKOTNTAG B TIPEMEL VAl EVOWHATWOE! OE UL OAOKATNPWHEVT
OLKOVOMLKT] AVAAUOT) TNG LYELAG, oUUTIEPIAAUBAVOUEVWY TIPOCOETWY ATIOTEAECUATWY KoL LEAETWV
TIEPLTITWOEWY PEYAANG onpaciog yla Toug aoBeVE(G KAl TG OLKOYEVELEG TOUG YLOL TO OLKOVOLKO,
YuYOAOYLIKO Kol KOVWVLKS BAPOG, CUUTIEPIAXUBAVOEVOU CUYKPLTIKOU HOVTEAOU TOU QVT(KTUTIOU

SR Boaoikég apyEg yia tov Neoyviko Mpooupmtwpatiko ‘EAeyyxo 14 /18
w 0 * This document has been translated by g5, Rare Alliance Greece

(J [o]
Y & EURORDIS 95 e EURORDIS.ORG



™G AWNG kaBuotepnpévng Stdyvwong EvavtL Tng AfjPng Katd tn yévvnon 1] LETA ato Alyo. MNMpémnel
VO UTIAPEEL €VOG UNYAVIOPOG YL TOV TIPOCSLOPLOKO TNG ATIOTEAECHATIKOTNTAG TNG CUUTIEPIANYNG
Mg aoBévelag ota poypdppata NIME ou €youv 1dn vAomoinBel og GAAa kpdTn HEAN KABWG Kal
a&loloynoelg L6IKA yla YWPESG XAUNAOU Kol Pecaiou EL0OSTHATOG OTIOU eVOEXETAL VAL UNV €lval
bkt 1 Sle€aywyrn] piag HEAETNG KOOTOUG/ATIOTEAECUATIKOTNTA.

H evnpépwon kot 1 eknaideuon OAwV Twv eVOLXPEPOUEVIWV HEPWV YLA TLG OTIAVLEG
0 acBéveleg kat yla oASkANp1 ™ Stadikacio NME givon amapaitnTeg yia pio eupeio kot

Sikoun epappoyn poypoppRATWY
NTIIE.

Apaotnpldtnteg té00 yw tn Sddoon
TANPODOPLWIV OXETIKA HE TNV aVAYKN
dlevpuvong/Beitiwong (ong mpdoPfaong
otov NIME, 6co «kal ywa 1NV
gvatoBntomoinon Tou KowvoU CXETIKA ME
TO TWG pmopel va aAAd&el ) Cwn) pia
éykatpn  Sldyvwon Ba  mpémel  va
TIPAYHOTOTIOLOUVTOL HECW EKOTPATELWV
mou Ba ypnuoatodoToUvTal PE KPATIKA
kovOUALa. ‘ONot ol EmtayyeApatieg Yyeiag
mov B ouppeTéyouv otn Stadikacio NME
(oupmepAapPavopévwy Twv
YUVOLKOAOYWY, TWV VOONAEUTWY, TWV
MOLWYV, TWV YEVETIKWY OUMBOUAWY, Twv
VEOYVOAOYWY, Twv TdIATPWY, TwV
KALVIKWV YEVETIOTWV Ko Twv
THOOASYWV/YEVIKWV  LATPWV KOl  TWV
mpwtoBdbuiwy latpwyv TpwtoBadulag
mepiBaiymg) Ba TpéTeL va ekadeutouv.
H exkmaidevon Ba mpémer va  eival
TIPOCAPHUOCHEVN OTLG ABEBALOTNTES, OTIG EEALPETELG 1] OTLG TTAPAAEIPELG, KAL OTOV QVTIKTUTIO TG
€€EAENG Tou TEOT NIME Kol TWV HOVOTIATLWY PETA T Stdyvwon. Ta TpwTOKoAAa TtapakoAovBnong
Ba tpEmeL va elvat oxESIAOHEVA YL TNV EKTIA(GEVOT TWV YOVEWVY VEOYVWV TIOU €XOUV SLayVWOTEL
péow NIE.

Ol vopoBéteg Ba TpETEL va EviepLIVOVTAL yLa T onpacio Tou NME péow aplOunTikwy ototyeiwv
ylo TLG BEATIOTEG TIPAKTIKEG, WOTE Vo uttoypappiCetal n aia Kol To BETIKA ATIOTEAETUOTA OTOUG
TPOUTIOAOYLOPOUG Yyl TNV UYElo Kal TNV KOWWVIKY Héplva. Autol Ba mpémel emiong va
ouvepydlovtal HE TG BLOPNXAVIES, YL VoL EVILEPWVOVTAL YLX TIG UTIO avaTTugn Bepameieg kat yla
va dtaodailetal dtLumtdpyet Eykatprn Ay atoddoewv yio acBEveLeq pe Bepateieg TToOL TTPOKELTAL
ouvTopa va kukAodpopriocouv otny ayopd. ETimAéov, oL appddieg eupwmaikég kot eBVIKEG apxEg Ba
mpénel va vrootnpiouv TG Opyavwoelg AcBevwv yla tnv moapoxr) TAnpodoplwv péow
OUYKEKPLUEVWY XPNHUATOSOTOUHEVWY €PYWV 1] EKKAJOEWYV, KOl va SnpLoupyolv ouVOETHOUG
METOEY OAWV TWV eVOLAPEPOUEVWV LEPWV TIOU EVNUEPLIVOLV Yia Tov NIME.
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EvpwTaikd tpotuta Tov aipopoulv To Xpovodidypappa, Tig pE@dSoug cuAoyrig
9 Setypdtwy, TV mapakoAovBnon Kat Tig AN poPopiEG TTOU KOLVOTIOLOUVTOL GTOUG
YoVeig xpetadovral yia va yyunBouv tnv moldtnta kab’ 6An t diadikaoia..

Kd&Be kpdtog péNOG TIPETIEL VO TIAPEXEL TIPOTUTIA TIOU VX EYYUWIVTOL €V OPLOPEVO ETITTESO GUVOXTG
otnv motdTnTa Kat otnv epappoyr] Twv daddpwv Prnudtwy Kot Stadikaolwyv ov adopolv Tov
NIME cupmeptAapfavopévou Tou xpOvou EKTENEOTG TOU TEDT, TNG EVNUEPWONG TWV OLKOYEVELWY,
NG CUAAOYTG SELYLATWYV AHATOG, TNG ATIOOTOAY]G TOUG OTO KEVTPO £EETAONG, TNG EMEEEPYOTIAG TWV
OElYHATWY, TNG EMAVAKANGONG TNG OLKOYEVELNG O€ TEPIMTWON Tou amatte(tal Sevtepn
emPBefoiwTikn} Sokiun, TG mapoxri§ EKTAKING voonAeiag otav xpeldletal, g emBefaiwong g
S1&yvwong Kal TnG KOVoTIoin oG TOU ATOTEAECUATOG 0TV OLkoyEVeLla. AUTd Ta ipdTuTia Ba Tipémel
va TopakorovBouvtal, va avadpépovtal kat v epappdlovtal péow piag aodAAELAG TIOLOTNTAG,
SLaSIKOOLWV YLa TOV EAEYYO TNG TTOLOTNTAG Kol TAKTLKTG SLaTioTEVOTG.

H dtadikaoia epappoyrig KatdAANAwWY SLadLtkaoLwv ylo T SpacTnpLodTn T TOU EPYAOTN POV KALTNG
TILOTOTIOMONG TWV YWPWV Kal Twv HEBGSwY cVupPwva pe SleBvr| emikupwpéva TTpdTUTIAL E(val
Wraitepa onpavtikn otov NIME. Ot EmayyeApatieg Yyeiog Ba ipémel va mapakoAouBouv pabrjpata
e€eldlkevpévng Kataptiong, evw Ba mpémel va dnpoupynBel €val unTpwo yla va UTIAPYEL
CUOTNHATLIKT TIApakoAoUONon OAwv TwV VEOYVWV TIou SlayvwoTtnkayv e pia mdbnon péow Tou
NTIE.

Ta delypata uttd ) popdn knAidag aipatog Oa mpémel va amoOnkevovtal o €BVIKEG

@ Blotpameleg yla EpEVVNTIKOVUG OKOTIOUG, KAl TauToypova va dtaopalifetar ) vtapén
KOATAAANAWV SIKAEiSwv aoPaleiag yLa TNV TPOoTACia TV SESOUEVWV KoL TNV
npéoPaon o€ dedopéva.

3 € TIOAEG XWPEG, oL Enpapéveg KNAdeG aipoTog amoBnkevovtal HETE TNV EKTEAEDT) EVOG EAEYXOU.
Ot otdyol TG amobrikeuong eival KUPIwG yLo 0KOTIOUG TIOLOTIKOU EAEYXOU, QAN Tat SElypaTa TTOU
amoBnkevovtal UTOPOoUV €TONG va  XPNOLHOTIONBoUV  ylo €PEUVNTIKOUG OKOTIoUG. Ta
amoBnkeupéva delypota Pmopouv va XpnototonBouy yia LEAAOVTIKEG LEAETEG Yo TN BeATiwon
Tou NIME Kat TG uyelovouLkrg TtepBaAymg. Ot yoveis Ba pémel va evnpepwvovTtal cadug ylo Tnv

amnoBrikeuon Ko ™
duvatdétnta  xpriong  Twv
detypdtwv o€ mlaveg
MEANOVTIKEG EPEVVNTIKEG

peAéteg. Ou yovelg, katdmiv
evnuépwong, Ba mpémel va
ouvalvouv eyypadws yla To
gqv emBupovy va
OUMMETAOYOLV 1] OXL.

H ouMoyry tou delypatog
yivetal pe éva pikpd Tolpmmpua
otn $tépva, o€ €OIKY] X&pPTLVN
; : Kapta. Ou €ldkég  KAPTES

L\ ‘4 : = - pTopovv va opyavwBolv Kat
amoBnkeutolv oe ocuvepyooia pe ta Eupwrnaikd Aiktua Biotpdmelwv . H amoBrikeuon kat 1
TipOoPaon o€ CUAOYEG ENpapévwy KNABwVY aipatog Pmopouvv va Bactotouv oTnyV Texvoloyia o
xpnotpototeital amd Tig PBlotpamneleg mou Maipvouv KATAAANAEG Eyyur|oELg yla Seutepevouoa
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xprion Sedopévwyv. To Sikaiwpa mpdoBaong Ba mpémel va petadepbel amd tov yovéa oto
evOLADEPOEVO ATOMO 1] OTOV VOULUO KNSEPOVA UOALG TO ATOPO EVNALKLWOEL.

KdaBe Kpatog MéAog Ba ipémel va givat urtevBuvo va Staopalifel Twg akoAouBouvtal KatdAANAa
TPOTUTIO KOl TIPWTOKOAAX (cUpPwva pe To GDPR, kat dAAeg eBVikEG vopoBeoieg, edv ypetdleTal)
yia Vv  mpdoPaon oe Sedopéva Kal ylx TNV KaBlEpwon evog MAaLoiou Kal LG UTIOSOMT|G
avtoAAayrig Sedopévwy.

Ta kévtpa ou cuvdéovtal pe ta Eupwmaika Aiktua Avadopdg (ERN) Ba ipémel va

@ EVOWMATWOOUV ota povomdtia epiBaAPng Twv acBevwyv ota EBvikd Tvotrjpata
Yyeiog ko 0o TIPETMEL VAL GUMUETEYOUV HE TIPOTEPALOTNTA GTNV TIAPOXY] CUCTACEWV YL
TIG TToALtikéG NIME.

Mpokelpévou va amnodeuxBel n Tpéyovoa aviodtnta twv mpoypappdtwy NIME o€ 0AOKANpN TNV
Eupwm, Ta KEVTPA EUTIELPOYVWHOOUVNG TIoU cuvdéovTtal Pe Ta Eupwmaikd Aiktua Avadopdg
(EAA) Ba pémeL v EUTTAAKOUV OTNV avATTUEN Kavoviopwy NIME ota EBvikd Zuotripata Yyeiog
MEOW YVWHOSATNONG EUTIELPOYVWHOVWY, ETOL WOTE 1| SUVATOTNTA TIPOCoPaoNG o€ OAEG TIG XWPES
¢ E.E. otov NIME va givat ) (dia yia k&Be dtopo aveEdptnta amod to mov yevvrOnke. AeSopévou
otL Tat EAA dprho&evoiv aoBevelg kat kAVikoug Latpoug Stadopetikwy uttofdBpwv otn Sour| Toug,
autol elvat oL LOAVIKEG OPASEG Epyasiag yia TNV avATTugn KateuBuvTrplwy ypappwy yio tov NIME
mov Ba AdBouv uttdym Toug NBIKOUG, VOULIKOUG Kal YEWYPOPIKOUG TTEPLOPLOHOUS,.

H kataywpton Kat n mopakoAovinon dAwv Twv BETIKWY TTEPIMTTWOEWY OTA UNTPWA 6COEVWV TWV
EAA Bo PTIOPOUCE Vo ETUTPEPEL T CUYKEVTPWOT EVOG TAOUTOU YVWOEWVY HE EVNHEPWHEVA
erdnuoloytkd dedopéva Kat GAAoUg TUTIOUG TIANPOodOPLWYV, HETAEY QUTWV TNG EMOTITEG KOl
T PAKOAOVONONG TWV ETIMTWOEWV TNG Bepameiag kot Twv TTAPEUPACEWV.
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	ΑΡΧΕΣ
	Στην οικογένεια του νεογνού που θα έχει διαγνωστεί μέσω ΝΠΕ θα πρέπει να παρέχεται ψυχολογική, κοινωνική και οικονομική υποστήριξη από τις αρμόδιες εθνικές υγειονομικές αρχές.
	Η ψυχολογική υποστήριξη θα πρέπει να προγραμματίζεται για τις οικογένειες κατά τη στιγμή του ίδιου του τεστ ανίχνευσης και επίσης μετά την πρώτη δοκιμή διαλογής και τα επιβεβαιωτικά αποτελέσματα. Οι γονείς του νεογνού που έχει διαγνωστεί μέσω ΝΠΕ θα π...
	Όλα τα ενδιαφερόμενα μέρη θα πρέπει να συμπεριληφθούν στα διάφορα στάδια της διαδικασίας ΝΠΕ.
	Όλα τα ενδιαφερόμενα μέρη, συμπεριλαμβανομένων των ασθενών, των συνηγόρων των οργανώσεων των ασθενών, του κοινού, των νοσοκομείων, των επαγγελματιών υγείας, των ερευνητών, των Ευρωπαϊκών Δικτύων Αναφοράς, των βιοτραπεζών, των εθνικών αρχών και των κρα...
	Τα κράτη μέλη της Ε.Ε. θα πρέπει να αναπτύξουν σχέδια που θα συντονίζουν τις διαδικασίες ΝΠΕ στοχεύοντας σε αποτελεσματικότητα και αποδοτικότητα γύρω από τη βελτίωση της υγείας αυτών των ασθενών βραχυπρόθεσμα. Δεδομένου ότι ο ΝΠΕ γίνεται για όλα τα  ν...
	Η διαδικασία αξιολόγησης για τη συμπερίληψη/τον αποκλεισμό ασθενειών στα προγράμματα ΝΠΕ θα πρέπει να βασίζεται στα καλύτερα διαθέσιμα στοιχεία, που θα αντικατοπτρίζουν τα οικονομικά στοιχεία για την υγεία, αλλά δεν θα καθορίζονται μόνο από τα οικονομ...
	Η ενημέρωση και η εκπαίδευση όλων των ενδιαφερομένων μερών για τις σπάνιες ασθένειες και για ολόκληρη τη διαδικασία ΝΠΕ είναι απαραίτητες για μία ευρεία και δίκαιη εφαρμογή προγραμμάτων ΝΠΕ.
	Ευρωπαϊκά πρότυπα που αφορούν το χρονοδιάγραμμα, τις μεθόδους συλλογής δειγμάτων, την παρακολούθηση και τις πληροφορίες που κοινοποιούνται στους γονείς χρειάζονται για να εγγυηθούν την ποιότητα καθ’ όλη τη διαδικασία..
	Τα δείγματα υπό τη μορφή κηλίδας αίματος θα πρέπει να αποθηκεύονται σε εθνικές βιοτράπεζες για ερευνητικούς σκοπούς, και ταυτόχρονα να διασφαλίζεται η ύπαρξη κατάλληλων δικλείδων ασφαλείας για την προστασία των δεδομένων και την πρόσβαση σε δεδομένα.
	Τα κέντρα που συνδέονται  με τα Ευρωπαϊκά Δίκτυα Αναφοράς (ERN) θα πρέπει να ενσωματωθούν στα μονοπάτια περίθαλψης των ασθενών στα Εθνικά Συστήματα Υγείας και θα πρέπει να συμμετέχουν με προτεραιότητα στην παροχή συστάσεων για τις πολιτικές ΝΠΕ.


