AAHNIKH OMOXIIONAIA XYAAOTQN -
EIANIQN NOZHMATON AO@HZEQN
(E.0.X. - ZMA.NO.TIA.)
HELLENIC FEDERATION OF ASSOCIATIONS
FOR RARE DISEASES

(H.F.A. - RD.)

v aplOp. 130/28-03-2022 Swatayn] tov Etpnvodikeiov AOnvov,
pe avovta aplOuo eyypa@ng 841 oto BpAio opoomovdiwv tov lpwtodikeiov ABNVwY

Awayeipion Zraviov Nooyuarwv — labijocswv oty Hpwtofabuio Ppovrioa Yyciog
(11.9.Y.)

(Baoikés 0onyies kal katsvfiveerg)

H Awixnon g EAinvucig Opoonovdiog Xvildyov — Xraviov Noonpatov HHodoesov (E.O.X.
- ZITA.NO.ITA.) oto mhaiclo ovvepyaciog ™ pe v Etapio I'evikng/Owoyeveroxnic latpiknig
“ININMMOKPATHYX’ (mov givan Xvvepyo Mérog tng Opoomovodiog), pe ta avayvopispéva Kévipa
Eprepoyvopoocivig Znaviov ko [lodAvrrokdv Noonpdtmv mov £xovv avontuydei to tehsvTaio
aévte £ oty EALGda (37 K.E.) kot XvArdyovg AcOevdv péin g Opoomovdiog, 1pomdnoe tov
owaloyo, avagopwkd pe Oépotoa Xmaviov Noonpdtov kor ™ Owygipion ovtOV oTNV
potopadma ®povrida Yyeiog (IL.D.Y.).

Y10 TAaic10 0VTO, SropoPpPOONKAY 0dPEC KaTEVOVVTIPLES 00N YIES HE AVOPOPJ OTIS OLUOIKOCIES
APOINYNGS (TPOTOYEVOVS, OEVTEPOYEVOVS, TPLTOYEVOVS), PACIKNG OIYvVOGNS, TOPUTONUTNS,
owyeipong Kol wapakorovdnong Tov aclevav pe X.NIL. otnv wgproyn] mov dwProvv ko og
eninedo [potofadpac @povridag Yyeiog.

Eivar onpoavtikd va avaderyfei n onpocio AMMyng oTopikov Kol 0IKOYEVELLKOD 16TOPLKOY vyeiog
amd Tovg wtpovs T [IPY, mote va 600ei 1 duvatoéTnTo EVTOMIOHOD onueiov wov B goTido0oUVY
ot mOavi] aYveoeN TOV €V AOY® VOONUAT®V, 6TV OVOLNTNON VEOV TEPIGTUTIKAOV OTNV
EVPUTEPN OIKOYEVELD KOl GTNV KOWOTNTA, KOOOS KOl 6TIS S1001KAGIES TAPUTONUTNS, OALE KoL
O1pKOVg TaPaKOAOVON OGNS TOV 06OevOV, ne TN cuvepyasia Kol T vrodeitels Tov KL.E.
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BAXIKA XHMEIA

1. Tvoon g £vvouug TOV YOPUKTNPIGTIKOV KOl TOV WOWITEPOTITOV TOV XAAVIOV

Noonpatov — Madeewv (ENII), mpoxepévov va vrdpyel Kown Paorn aviiknyng kot
katovonong twv XNIT and 6Aovg Tovg 1 TpovS Kot exayyeApatieg vyeiog mov epyalovral oTnv
[oYy.
Yrdvio Noonuo givor avtd mov 1 cuyvotnta tov gival émg 5 acbeveic ava 10.000 dtopa
(1/2.000). Yrapyovv mepimov 7.000 émg 7.500 Tmdvio Noonpato, te HeyQAn ETEPOYEVELN Ko
TOALTAOKOTNTO TTOL OQPEIAOVTOL KATA KOPLO AOYO GE YEVETIKEG UETAAAGEELS TOV YOVIOI®OV
(&yovv KAnpovoukd yapoxtipa), evd kdbe ypdvo mpootiBevrar mepimov 30 pe 40 véa
voonuata. Iepimov 10 80% and avtd eppaviletor oty Ppe@ikn] Kot modikn nAKio Kot 1
Oryvmon Tovg givatl 006KOAO va Yivel, EpOCOV TOALA KAVIKE TOVG YOPAKTNPIGTIKA OV EYOVV
exonrwBel. Ta Zravia Noonpoata oty mAgioyneio toug dev Egovv Bepaneio, aviipetonifovion
LE QOPUAKEVTIKN Oy®YT| PACT TOV EKINADGE®V TOLS Kol To TEAELTAIN YPOVIOL 1 EpEuvaL €xEL
EMTVYEL TNV AVAKAAVYT) VEOV EEEOIKEVUEVOV BEPATELDV «OPPUVA QPAPLLOKAY, 01 OTTOTEC OLMG
gtvot vyMAob KdGTOVG e SuoKOAia TPOGPaomg TV acleVdOV GE QVTEC.

2. I'vodon g NopoOeoiog kot Aowtav puBpicemv o o XNIT otnv EALGda, yo katavonon
oV TAoGioL TV puBuicemv mov kabopilovv, TOGO Ta dSIKAOHATH TOV 0cOEVAV, GO Kot TNV
OVATTLEN TOV VANPESIDOV, TNV TOPOYT PPOVTIONG KOl OLEVKOAVVGEWV KATL.

Amd 10 2013 €mg onuepa €xetl Stopopembet Eva apkeTd onuavtikd Becpikd mAaico mov B€tet
) Bdon v v avayvopion tov Xroviov Noonudtov oty EALLSa kot v mietonoinon tov
OTOLLMOV TTOV TAGYOLV A0 QLT EVIGYVOVTOG TIG TOPOYES KOl TIG VINPECIES GE O1A.POPa. EMHTEDL.
‘Exer avayvopiotel 1 Evponaikny TToAn Traviov Noonudtov Orphanet yio thyv EAAGda, 1
ovykpoton Ebvumg Emupomng Zmaviov kot TToAvmiokwv Noonpdtov oto Ymovpyeio
Yyelag, n dapopemaon tov oyetikov EOvikon Xyediov Apdong, n avayvopion tov Kévipov
Euneipoyvopoctiving Zraviov Noonpdtov, n dapdpeocn Mntpowov Acbevav pe Zndvio
Noonpoarta, n motoroinon avamnpiog amd ta KEIIA, n avayvopion apketdv ENIT og pn
OVOOTPEY IOV TAONGE®V e LOVIUT avarnpio KAT.

To oyetkd Beopukd mhaiclo, emkaporompévo apatifetor oty evotnta _NOMOGEXIA -

HAPOXEY tov 1ototonov g EOX-ZITANOITA (www.federationrarediseases.gr).
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3. I'voon g dwdikaocioc moetomoinong s avarnpiog yio aropo pe XNII, tpokeipévon va
GUVTAGGOVTOL KOTAAANAES YVOLATEDGEL KOl VO GUUTANPAOVETAL UE TANPATNTA O EIGTYNTIKOG
@daxehog v to. ZNIT mov katatiBetal ota KEITA yo v motomoinon g avammpiog Kot
ANy OTOL®V TTOLPOYMY GLVOEOVTOL [LE AVTNHV.

Xopupova pe 1o ®EK 5074t'B/02-11-2021 «Kavoviopdg Asguovpyiog tov Kévipov
[Motonoinong Avammpiog (KE.ILA.) tov Hlektpovikod EBvikov @opéo Kowwvikng
Acpdiiong (e-E.@.K.A)»,0mo¢ avtd tpomorombnke kot oydel, tpoPrénetar oto dpbpo 2.
nap. 2 & map 3. n katdBeon ota KEIIA 1oV anoitodpevov atpik@v TIGTOTOMTIKOV Ko
eetdoewv, KoOMOG Kol 1M AVIIGTOYN CLUTANP®ON TOV EGNYNTIKOD QAKEAOV, TOL VO
TEKUNPLOVOLY TNV KATAGTACT VYEING, MOTE VO TPocdlopiodel T0 T0G0sTO avannpiag.

210 TAAIG10 0T, VIAPYEL EWIKOG EWGNYNTIKOG PAKELOG Y10 TOL GTAVIL VOGN LOTAL, OOV O
VELOVVOC 10 TPOS TOV TO GLVTAGCEL ATOPAITHTMG B0 TPEMEL VOL EMCTLOLVEL, EPOGOV TPOKVTTEL
and v wOAN orphanet 6t1 0 acOevig mAoYEL OO OGTAVIO VOGMUO KOl VO, OVOPEPEL TOV
avtictotryo apBuod orphacode.

Emiong, oto motomomtikd avammpiog mov ekdideTal, TPEMEL GTO MESIO TOL AVOYPAPETOLT
POV TAONGN, PNTOS VO TPOGOOPILETL QLT OC GTTAVIC GOUPMOVA LLE TOV EICYNTIKO QAKEAO
KOl VoL 0vopEPEL ToV avTiotoryo apBud orphacode.

4. A&womoinon g Evporaikig [Moing Orphanet ywa ta XNII, npokeiévov vo avalnrovvrol

eKoTEPES TANPOPOpie Yo KABe omdvio voonua, ot SAYVOOTIKEG JadKaoieg, Ot
Oepamevtikég eEelifelc, aAld kot 0 povadikog apuog Orphacode mov Ba avoypdgetatl oo
GYETIKA £YYPOPO KO TIGTOTOUTIKAL.
"Exet avatedel pe yypaeo tov Yrnovpyob Yyeiag otov OAIITY kot og cuvéyeln Eykpiong omod
ToV GLVTOVIOTIKO Qopéa ™G ['aAlMag, n avantuén g eAAnvikng ékdoong tov ORPHANET
omov Ba xataypapovrtal, Oa petaepalovtal kot Bo avaptdvtol dedopéva Yo To GThvio
VOONLOTO, OTtO OAT TN YOPO, DCTE VO, EVIUEPMDVOVTOL Ol ETIGTHUOVES, Ol VANPESIES VYELNG,
opyoavicloi, GOALOYOL AGOEVAY Kl TAGYOVTESG OO GTAVIO VOCTLLOTO, LLE TTPOOTTIKT] VO YiVOouV
EMPUOPOOTIKE GEUWVAPLOL WITPOV KOl ETOYYEALATIOV VYEIOG KOl OPAGELS EVNUEPOONG TMV
ofevav.

5. Iinpoeopnon 1w vmopén toyxov ENII oty meproy] €PYOcios TOV WTPAOV KoL
enayyepoTiov vyeiog e IPY, mpokelpévon va aviyvedetot 11 cuyvotnto HapEng TETOIWV
VOOTLAT®V KOL TUYOV TOPAAAAYDV TOVG, DGTE VO VILAPYEL TAVTOTE 1) VITOY IO Y10 EVIOTIGHO KO

AAyveon VEOV TEPICTATIKMYV.
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Evtomopdg W0witepov KOTAGTAGEMV VYEIOG KOL CUUTEPLPOPAV GTNV KOVOTITA 7OV
mlavag vrodniovovv v moapovcsio. XNII, «pivetor Waitepa  onpoviikd va
Tpocdlopiloviarl evpuTEPN JOLOESOUEVEG KATAGTAGELS VYEIOG TOL 001 YOUV GTNV VIOYin Vg
OTAVIOL VOGT|LOTOC, AAAG KOl YUYOKOWMVIKEG WOWTEPOTNTEG — GUUTEPIPOPES TTOV UITOPOVV
VoL 00NYNGOVY LETA OO OPKETN OlEPEHVNOT GTOV EVTOTICUO £vOG ZNIT (cuyva Asttovpyodv ¢
KAAVULLOL, 0N YDVTOG 6€ SLOKOA aviyvevong Kat eviomiopov Tov NII). ). Eivot onpavtico
o1 wtpoi wov mapEyovv vanpecieg oy IDY va £xovv ekmandevtel KatdAAnha dote vo OETovy
mo ovyva 1o gpatnua: "Mmopel o acBevig pov va €xer po omdvio acBéveln;". Ot
enayyehpartieg oty [IOY ypedletarl va avayvopicovy Tig amokAIcES amd Ta Kowvd Tpdtumo
TOV XpOVIwV  voonudtwv mov ocuvibmg avrtipetonilovv (my, TaBoAoyikég aAAOIDGCELS
OéPUOTOC, LOTIDV, OVOYX®OV, TPY®OV) Kot va TiG Katoypdeovv pali pe kdbe aAro bpnua pe
dounuévo TPOTO GTOV NAEKTPOVIKO QAKELD TOV aLoBevolC.

Evromopog owoyeverov pe ENII otmqv meproyn, e oviyvevon HEC® €VOG OVAALTIKOD
OIKOYEVEWKOD  10TPIKOD  10TOPIKOD 1 HECE®  OOLUOPPMONG  YEVETIKOV SOy PUUUAT®V
KAnpovopkotntac tov NI, mwov Bo 0dnyNoovv GTOV EVIOMIGUO VEWV TEPIGTOTIKMOV GE
ovyyevikég owoyévelec. H ddyvoon evog omaviov voonuatog etvar pio pokpoypdvio
Odvooew Yo Tovg achevels Kot TG 0Koyéveleg Tove. YmoAoyiletatl 6Tt Kot TNV S0y VMG TIKY|
depevvnon ot acBeveis emMoKENTOVTOL KATA LEGO OPO 4 10TPOVG SLULPOPETIKMVY EOIKOTHTOV KO
v 10 25% TV ac0evdV TO YPoVIKO ddoTn HLEYPL TV ddyvmon vrepPaiverl Ta S xpovia.

H a&lomoinon tov duvatot|twv mov tpocpépein DY eivar kopfun yio tnv Tpodun eviomion
ATOUMV [LE GTAVLIO VOGT|LLOLTAL, TNV KOTAAANAN KaB0odyNnon Toug Héca 6To GOGTNHA VYEIOS, TOV
TEPLOPIGULO TNG AGKOTMNG YPNONS VINPESIDOV VYELOG, TNV Helwon Tov KOGTOVS Kol TNV PerTinon
NG TOOTNTOG TG PPOVTIONG.

AEMTOPEPELOKT] AP ATOMIKOV KO OIKOYEVELLKOV LIGTOPIKOD MDGTE VU EVTOTIGTOVV TOavVa
YNII.

O 1wtpog xabe ewdkdMrag mov mopéyer vanpecieg oty DY eivoar o 1atpdg €vog
GLYKEKPIULEVOL TANBVG 0D, TO LLEAT TOV 0TtOioV LOPALoVTOL KOWVES OLLAOES YOVISI®MVY amtd yeved
oe yeved (yovidwkn Oe€apevn). Me v voBémorn oG OQOPETIKNG TPOGEYYIoNG
mpotofdduiac epovtidag, yvooty oty oebvn PPrloypaeio wg “Think genetically, act
accordingly” etvat og Béom va KatevBvver Eykatpa TV 1QPoPO-OloyVOGTIKY| SlEpeHvVNGT TPOG
NV TOavVOTNTO VOGS GTOVIOL VOGT|LOLTOG.

Me v Tpd0odo NS XapPTOYPAPNONS TOL AVOPOTIVOL YOVISIOHOTOG KoL TG G HVOESTG TNG
vevetwkng pe v [HDY, n kataypoer] Kot n epUNVEIL TOL OKOYEVEILKOD 1GTOPIKOV TPV
vevemv (yevealoywod Oévopo, Pedigree) miéov mpowbeiton wg mpdtumo @poviidag o€
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10.

11.

e¥woTTeg Ommg M exxy ['eviky/Owoyevelokn latpikn Kot og Packny woavotnta Yoo OA0LG
toug emayyeipatieg vyeiag ot IIOY. To yeveahoywd 0évdpo eivar po ontikny péBodog
KOTOYPOLPTS TANPOPOPIDV TOV ATEKOVILEL TO HOTIPO TNG KANPOVOUIKOTNTAC, TANPOPOPIES Yo

TOVG GLYYEVELG TOL TAGYOVTO KAOMDS Kot To. dTopa 6€ Kivouvo.

‘Eva tekunplopévo kot 101itepo amoTeEAECUATIKO EPYOAEID TPAOUNG EVIOTIONG OTOU®V UE

vroyia yo oravio voonua o€ eninedo DY eivar o pvnuovikog kavovag F-GENES yo v
avolntnon npocwomomrtik®v onueiov, red flags (Iapapmua ).

Evnuépoon tov 1610pKkod 6g dapopo otadta ywo acBeveig pe XNII, yeyovog mov Ba
EMUTPENEL TNV KAADTEPT TOPpAKOAOVONGN TG VYElG Tov acBevn, Tng e£EMENG ™G VOGOV, TNG
EULPAVIONG VE®V CUUTTOUATOV PACT) TS TPOYVOGNS, OALL KOl TNV SEVEPYELD KATAAANA®Y
eetdoemVv SyVOOTIKOV 1 TopokoAovOnong g mopeiog, kabdg kot yopnynons g
KATAAANANG OepamenTikng aymyng. Ot wtpol g DY kot ot dAAot emayyehpatieg vyeiag g
Oupadag Yyeiac g [IDY eivarl o 6o va mapéyovv oOAOKANPOUEVT PPOVTION GTOV 0.oBeVN o€
KkaOe nhicio. Avto onpaivel 0Tt S PaAIleToL | TOPOYN OEGUNG VINPECIHOV VYNANG TOIOTNTOG
Kal yioo Ao Oépata vyeiog, cvpmepAapupavopévev TV cuvilOV KoTaoTAcE®Y OV gV
oyetiCovtol pe to omdvio. voonuato kKo0dg kot Oepdtov mpoAnyng (m.y., eupoiacuog,
TPOCVLUTTOUATIKOG EAEYYOG KOL TPOAYWYT) TNG VYELOG).

Enwowovia pe to appodwo Kévrpo Epmeipoyvopociving Xaaviov ko IHoAvmhokwv
Noonpdrov (KEXIIN) yio avelijtnon tinpo@opidv Kol Sle6OVOEST UE OVTO, OGTE Vo
TOPEYOVTAL KATAAANAEG 0dMyiec Sdyvmong Kot TopokolovONoNS TOV TEPICTATIKOV GTNV
TEPLOYT] KATOWKIOG TOVG.

[Ipooowpiopos owodwkaciog  moapomopmis ooBevdv pe XENII ota KEXIIN T
akpiféotepn owdyvoon).

YroomipiEn ™S owkoyévelng kKo tov 0o0eviy Yo yevetikn toavrtomoinoen tov XNII,
TPOKEYEVOL VO TPOGIOPIGTEL OKPIPMG 0 TOTOG TNG VOGOV, SIEDKOAVVOVTOG TNV TPOYVOGCT Kol
™V KaAOTEPT Olayeiplomn g OepamenTIKNG AVIILETOTIONG.

Ot vmnpeocieg mPoyevwnTIKNG aviyvevong /Silyveong He Tn YPNoN TOV VLIEPNYOV Kol
Boymukadv dekT®dv mov yovv avantuybel ot xopo pog,0o tpémetl vo eivot mpocsPloieg oe
OLovg Tovg VTOYNPLoVG Yovels. H evepydg ocvppetoyn tov IMivaikoAdywv /Matevthpmv Kot
tov Moaevtov pmopelt va Bondnoer mpog ovt v katevBvvon. H mpdodog g
EUPPLOUNTPIKNG 1OTPIKNG LE TNV TPOYEVVNTIKY TTapakoAovOnon pmopel va cvuPdiier oty

aviyveLoN TOALDY VOCT|LATOV, OPKETA OO TOL OTTOI0 OVIIKOVV GTO GTLAVIC VOGT|LOTA.
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12.

13.

14.

15.
16.

17.

18.

Yvvepyooio pe to KEXIIN yw v zmepodikn mapoakorovdnon tov acBevi) otny
TEPLOYN/KOTOKIO TOV, TOGO (OG TPOS TN OLEVEPYELN EPYOOTIPLOKOV £EETACEMV YU
TaPOKOAOVON G OEIKTAOV, 6060 KL Y10, TO.POYN] KOTAAANA®V 00NYIAOV.

I[MapaxorovOnon TpNONS TS QUPRUKEVTIKIG AYMYNS TOV YOPNYEITAL, EMLCNNOVOT] TVYOV
EMTAOKOV KOl TAPEVEPYELOV, evuépmon Tov KEXIIN ywo katdAinieg oonyisc.
Yovepyooio pe o KEXIIN ywo 0épota owwtpo@is, OEVEPYELOS AOWTAV TPOANTTIKOV
eEETAGEMV KL O100IKAGLOV 0TOKATAGTOONS Kol dtayeipiong Oepatov cvuvosnpotnrac.
[opamopmn) o€ GALES EWOIKOTNTES LATPAOV TNGS TEPLOYNS EPOGOV amarTeiTor.

Evnuépoon ywo véeg Oepomevtikég e€eMlels kKou KMVIKEG MEAETES, DOTE Vo €(OLV Ol
acBeveic ™ dvvatdTo vo EMAEEOLV TV TOOVI] GLUUIETOYY] TOVG GE OVTEC, AL Kot Yo val
TALPaKoA0LOOVY TNV Topein TOV EMOTNUOVIKOV eEeMEEMV, eVIoYDOVTOG TO EVOLLPEPOV TOVG
Yl TV OTOUIKT] TOVG VYELL.

AwovvoEST PE GVALOYOVS 000EVAY 6 TOTIKO Kol EOVIKO emimedo, TpokeyEVoL ol achevelg
K01 01 OIKOYEVELEC TOVLG VO AABOVV EWOIKOTEPEG TANPOPOPIES Y10 TAPOYES, VO £XOVV VITOGTHPIEN
pe Baomn dibpopeg avAayKes TOL TPOKVTTOLV KoL Y10l VO OTOKTHOOVV GLVEIONGT KOl TAVTOTNTO
TOV TPOPANUATOG TNG VYEIOG TOLS, EVOLVOUAOVOVTAG TNV KIWVNTOTOINGN TOVUG GE OUAOIKO
eminedo.

Ot X0Ahoyot mov ekmpocwmodv Atopo pe Zmdvio Noofpota kot ot Opoomovdies tovg,
TOPEYOVY TN LVATOTNTA OIKTO®ONG TV acOevdv, OlEKOIKNONG Kol VTOGTHPIENG TV
OIKOIOUATOV TOVG, EVTNPETNOTG EEEIOIKEVUEVOV AVOLYKDY TOV TAGYOVTO KO TNG OIKOYEVELLG
TOV, SLlELKOAVVOTG TPOGPAGNG GE EVIUEPMOT), d1dyvmao Kat Bepameia, Kabmg Kot cuvepyaciog
pe oweopo Kwnuato kot opyavooelg g Kowwviag tov IMoAtov kot towv @opémv
SLUOPPMOTG TOATIKOV KOl AYNG ATOPAGEDV.

Evnuépoon 7o ow0dkocies vrooTipéne 6€ YUYOKOWVOVIKO EMITEDO, OALG KOl OE
napoyéc TV atopmy pe XNII.

H exnaidevon tov enayyelpatiov [IOY apopd de£1dtnteg OV Umopovv vo eVieyOGouY TNV
evouvapmon tov acBevi. H teyvik g dtafovrevong mov ypnoiponoteital oty [IOY pnopet
va evBapphvel Toug aohevelg KoL TOVG PPOVTIGTEG TOLG VAL KAVOLV EPMTNGELS, VO ovadeilet
mhavd Kevd 6TV avToPpovTidn Kol va GOUPAAEL TNV ATTd KOWVOU ANYN ATOPAGE®V.

O enayyehportieg IIOY exmaidevoviar va epapuolovv TNV OMOTIKY| TPOGEYYIoN Kol Vo
TaPEYOVY QPOVTION pLe eMKEVTPO TNV owkoyéveln. H mpocéyyion avt prnopet va fondnoel mv
OKOYEVEW KOl TO €upliTtePo OikTLO VIOSTNPIENG TOL acBevovg, kabdg avayvopilel Tig

COUATIKEG, CLVOLGOMUATIKES, YVYOAOYIKES, TVEDUOTIKES KOl KOWVMVIKES OVAYKES TOVC.
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O wtpdg kdOe ewowco™Tag ™G IIDY (TNevikdg/Oucoyevelaxog watpdg, [aborodyog, [adiatpog),
€POCOV £xel eKmadeVTEL avhAoyo pmopei va Agttovpyel mg «Zvvipyopoc» tov acBevr). Otlatpoi
kot ot Emayyedpatieg Yyelog g ekdotote Opddac Yyelag g [IOY pmopovv va
vrootnpifovy 10 Ta&idt TOv acOEVOVNE HECH TMOV KOWMVIKMOV VINPECLOV KO TNG OLTPIKNG
YPOQEWKPOTIOS KOl Ve TOV ondcouV 6TV pUNVELN YPATTOV KOl TPOPOPIKDOV TANPOPOPLDYV,

pe Tt omoieg 0 asBevng iowg va pnv gival eEotkelmpévoc.

ITAPAPTHMA |

Mvyuovikog kavovag F-GENES ya tov mOavo evromicuo Xroviov llobcewy oty

Ilpwtofabuia Ppovrida Yyeiag (I1.D.Y.)

F—Family history: ®gtucd oucoyevelokd 16Topkd Yo ELPAVIOT AVOUIAMODY 68 TOALUTAN
adépeLaL 1 ATOUO SILPOPOV YEVEDV, EMOVOAAULPAVOLEVES ATTOBOAES, aveEnym T GTEPOTNTA (TO
GYV®OGTO OIKOYEVEIOLKO 1GTOPIKO OEV OTOKAEIEL TNV YEVETIKT OaToparyn).

G—Groups of congenital anomalies: Avo M| meploGOTEPES €K YEVETNG QVOUAAIEC GE &val
dtopo VTOdNA®VOLY GUVOPOUO YEVETIKNG alToAoYing. Adym Tov OTL 1| KAWIKY YEVETIKN
ddyvoon Poaciletar mepiocdtepo oe yevikd potifo evpnudtwv, mopd e UELOVOUEVESG
EKONADGELS, N avalTNOT CLUTAEYUATOV COUATIKOV avOUoAdV (clusters) og eninedo T[IDY
SVUPAALEL CNUOVTIKG GTNV TPOIUY EVIOTIOT achevdV Tov YPpelalovIol TEPATEP® YEVETIKNG
extipunong.

E—Extreme or exceptional presentation of common conditions: Apauatikéc 1
aAoLVNOIOTEG EKONADGCELS CLUVNOIGUEVOV TOOOAOYIKAOV KATAGTAGEWDY [LE OTPOGUEVA porydoio
emOeivon o€ AOUAOEELS, HeTafolkd oTpeg 1Y/ Kot ELPavVioTn o€ vedtepes amd T0 cuVNOIGHEVO
NMKieg Ty, Kapolohoyikd VOOTLO, VEQPIKY| avendpkela, Kapkivog. H avénuévn doyvmoTtikn
voyio Yyl YEVETIKN avoUoAio umopel va GUUPAALEL CUAVTIKO OTN TEAIKT] OWyvmOOon Kol
KATAAANAN doxeipion.

N— Neurologic symptoms including developmental delay: Kafvotepnuévn 1 maboroywn
VONTIKN KOl VELPOLOYIKT avATTTLET TOV Tod0D, TPOUN ELPAVICT) VEDPOAOYIKDOV OLOTAPUY DV

0€ VEOUG EVIMKEG ATTOTELOVV 1GYLPT VITOWIO Y10t VOGTLLOITOL YEVETIKNG ALITIOAOYING.
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1)
2)
3)
4)
5)
6)
7)
8)
9

E—Extreme or exceptional pathology: XoPapd 1 acvvifioto Ttaboloykd gvpripata o€
KAk e€€taom povtivag o€ enimedo [IDY my, appotepomiepeg avoparieg oe (ebhyn opydvavy,
omdvio. 10TOAOYIKG TOBOAOYIKA gvuprpota, omdviol OyKol, TOAAATAOL TPWTOYEVELS OYKOL
OLLPOPETIKNG TPOEAEVONG ATOTEAOVV 10YVPN EVOEIEN YEVETIKAOV OVOUAMOV Kot ypniovv
TEPALTEP® OEPEHVNONG=

S—Surprising laboratory values: Mn avapevopeva ma0oloyikd epyocTnploKd EVPAUATO GE
KMvikn  g€€taom povutivac (my, moBoAoyIKO AWmASIKO TPo@il, oavEnuEvn @epprrivn,
daTapayég NAEKTPOAVTMV) Kol 01 CNUOVTIKEG ATOKAIGELS TOV ATOTEAECULATOV EPYAGTNPLOKOD
eLEYXOV cLVNOICUEVOV TAOOAOYIKMOV KOTOGTAGEMY GE POUIVOLEVIKA VYIEIG dTopo pmopel va
wponyoHvTal TNV EKONAMON OGS GTAVIOG VOGOU 1 va €ival EVOEIKTIKG Yo TNV TAPOVGin
YEVETIKNG OVOUOATOLC.

(A.J. Whelan et al / Prim Care Clin Office Pract 31 (2004) Genetic red flags: Clues to thinking

genetically in primary care practice)

ITAPAPTHMA |1

Baoika Znucia — Evociéers (Reds Flags) yia tov mbavo evromiouoé Eraviov Hoabijcewy
otnY TaldIkl] — epnfixy nlikia ya aéromoinon oty Ilpwtofabuia Ppovrioa Yysiog
(11.9.Y.)

A) OETIKO 0IKOYEVELOKO 1GTOPIKO

B) Xopntoportoe/onpeio:
Xapunio copatikd Pépog

Yofapn Tayvoapkio

Kovto avdotua

Y1Ao avdotnpo

Yreletikés avoparies (cuunepiappdvovtal ckoAiwon/KOewon)
EbYxoAa katdypoto

[lepiepya dxpa yEpra

Papoxpavo

YoPapd ootk diyn

10) Aoykmoelg mov potdlovv pe dyko Tumor-like swellings
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11) Kepd -IIpdcmno énwg :
°  Muwpokepaiio

o

Maxpokepatio

o

AVGLOPOO YOPOKTNPIGTIKA TPOGAOTOV

o

Aocvppetpio TpoG®OTOL

o

Ynromlocio e kdTm yvadov
12) Méara:

o

MoyyoAO€IONG | OVTILOYYOLOEWNG PAEQOPIKT GYIOUN

(o)

Agppogidng kKHotn HaTiov

o

Mikpd pétio

(o)

Mewwpévn 6paoct, andiew onTikng o&HTNTOG

°  Mnrke xpOUO GTO AGTPO TOV LOTUDV

o

Z1pofiropog

o

13) Avtia:

o

Avopaleg Kivnoelg oeHaipav

Avopaliec tov ttepuyiov

o

AndAelo aKong

14) Advtia:
°  IIpdéwpn andrelo SOVIUDV
°  KoBvotepnuévn avatodn] veoyildv 1| LOVIH®V SovVTidV
°  ZoPapég opBodovtikég avopaiies
15) Aépua:
°  XoPapn oxpdtTa

[e]

KnAideg oto 6éppa

[e]

AgvKo YpOUO GTO FEPUOL KOL TO LOAAA

°  Evkoleg pelaviég
16) Avamtv&lokn kaBvotépnon: YVOOTIKY, YAMGGIKY, KIVITIKY, KOW®MVIKO-GUVAIGOMUATIKN

17) AnoAewn Kataktnpévev deElotTov

17) AALayn ot copmepipopd Tov ETUEVEL
19) Andtoun 6YOAIKN EKTTOGN

20) Awtopayéc Paoiong, SLOKOMEG GTOV  GUVTOVIOUO TV KIvcemV (SvokoAia oto Tpé&o,
E0KOAEG TTMGELC, TPOLLOG)

21) Endimntikéc kpiogic og ekdNAmon evoc cuvapoov

22) Avcapbpia
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ON/MO ®OPEAX IAIOTHTA
, Avtig EZY Teviknic/ Owoyeveloknc
. , Evapeia , latpucnc, Keévipo Yyeiag Avr.
Hanow,ucokaov Ievueng/ OIKOYSV’SI(XKT]g Dporyrioroc, Avimpdedpoc
Nucsroog E?ﬁ%ggjﬁﬁ; ’g’ Etoupeiagl evikng/Owoyevelakng
latpikne EAAGSoc- TITIOKPATHXE
Frotosia ArvBovipo EXY
Béoeha Tevict /OIK% CVELOLKT I"'evucn/Owoyeveloxng latpkng,
INokipopa-TToAvlov IOZ?]EK’ Eg/»kdé‘)o 6 Kévtpo Yyelag [ToAng, Méhog g
. ’IH‘}[(;]IQ(P AT ,g, Etapeiog [Nevikng/Oucoyevelokng
latpiknc EAAGooc - ITITIOKPATHX
Eraioeio Awrvbivipa EXY
Tevict /(T) Kp ! o I'evucng/Owcoyeverakng lotping,
Kepavn HAdva S\I/(;rgfmé E}i\g{ggng Kévtpo Yyelag Apyoaraotne, HEAOG TNG
SIMOKPATHS Etapeiog INevikng/Oucoyevelokng

latpucnc EAAGSoc ITITIOKPATHXE

Tatowwovn AOnva

latpucn ZyoAn
[Movemopiov loavvivov

Kabnyntpia I'evikng Owcoyevelokng
latpunc, Tatpikn Xyoin
[Hovemouiov loavvivov

Maoapio —Pol¢ TTovg

Nocokopeio “’Ayia Zogia’

2

[Modiatpoc Nevpordyog, Av.
Kabnynrpio Iobwtpikng —
[Modratpikng Nevporoyiog latpikng
Yyoang EKITA, A’ Toudotpixy
KMvikn, Nocokopeio “’Ayia Xogia’’

[Momwadomoviog
Kovotavrtivog

Avywvnteio Nocoxkopegio

Nevporoyoc, EAIIT B’, A’ NevpoAoyikn
K EKTTA, Arywnreto
Noocoxkopeio

Xpotiva Kovakd-
Gantenbein

Noocoxopeio Taidwv

"H Ayia Zoopia"

Kadnyntpo Hodotpikng-
[Modwtpikng Evookpivoroyiog,
ArvBovrpua A' Madtpikng Kiwvikng
kot Xopepeiov Epguvntikon
Epyaotmpiov latpwmng XxoAing EKIIA,
Noocoxopeio [Taidwv "H Ayia Zogia",
[Ipoeodpoc Ivetitovtov Yyeioag I[Todion
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Kowawviordyog, MSc Poyumcg Yyeioc,
Kowawmvikn Awiknon EXAAA,
EAMvuc Opoocmovdia [Ipoictapevog Tunuatog AvdmtoEng
Xty ape G pumous 2VAMOYOV — Zraviov [Ipoypappdtov Ayoyns Yyeiag kot
Evotpéitiog Noonudrtwv [abnoemv [MpoAnyne, Alon IpwtoPdduiag
(E.O.xZ. - ZTIA.NO.ITA.) ®povrtidag Yyeiag, Yrovpysio Yyeiac,
[Ipdedpog EAAviKTg Opoomovoiog
Eraviov Noonpdtov [adncewv
. . Iev. I'pappotéac EAAnvucng Etoupeiog
) %ﬁ?;;‘;g\?f;iﬁ?{i? Avtipeopatikod Ayovoa (EAEANA) &
9 AVT@VOWO})XOU N sty Tlaon EAAnvikrg Opocmovdiog Zraviov
Awortepivn OOTHOTV HI0DT0EMY Noonudrtwv [adnoewv (EOXZ-
(E.O.X. - ZIIA.NO.TTA))
2ITANOIIA)
[Moavedqvia 'Evoon
Apoeipinotpoctdonaddv
) ’ (H-E-A-?, Ekkn\,/ucf] Moaevtipag 'vvakoroyog,
10 BAdyov EAévn Opoocmovodio ZvALdywv —
Traviov Noonpdtov Méhog ILE,A, & E.O.X. - ZITA.NO.TIA.
Mobnoewv (E.O.Z. -
YITA.NO.ITIA.)
Yopoateio Atopmv pe Noco
Crohn kot EAx®don Koiitida
11| 1B . Aoiag (Id?NE AXAIA,Z)’ BoAdyog, pérog IODNE & E.O.X. -
Bavtouc Ovidva EXAnvikn Opoocmovdio
, , YITA.NO.IIA.
2VAOYOV — Zmovimv
Noonudtov [adncewv
(E.O.X. - ZTTA.NO.TTA.)
Opotyun Kabnynrpa
EAAnvicn Erarpeia latpucis | Khviuchg/lotpikng Tevetikrg, latpuc
dpuoipa Erévn [eveteng, EMAnvicy Xyohlq EKIIA, TIpdedpog tng
12 Etapeia YrootpiEng EXAnvucc Etapeiog latpikng
[Mowwov pe lNeverikd I"evetumc
[TpopAnuata «To MéAAovy
Kadnynrpa
Evdokpwvoloyiag- Bloynueiag,
13| Koaoon EvavOia I'NA «AAIKO» A’ Tlavemotnokn Iporadevtikyg
MaBoroyun Kiwviky I'NA «AAIKO»
EekoAdkn Ivetitovto Yyelog [Maoo0 .AV(XT[’FD@O)LO}/OQ Hosiazpos, ,
14 ASapavrio (IYTD) IIpoicTapevn Avfzu@uvcng Kon’/oavu(ng
kot Avarto&akng Hodarpung, TYTI
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