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Av dlaBadeTe auTéG TIG TTANPOYOPIES, TOTE E0EIC KAl O YUpwW Cag TTIBavov BpiokeoTe oTnv apxr Tou Tagidiol oag
ME To oUvdpouo ReNU, pia veupoavatTugliakr] diarapaxr] TTou eTTNPeAlel TTOAATTAG CUCTHUOTA OPYAVWY Kal
TIPOKAAEiTal atrd TTaBoyoves TTapaldayég oto RNU4-2. EAtTiCoupe 611 auTég oI TTANpogopicg 6a oag
BonBrioouv va KaTtavonoeTe AUTH TNV TTABNGCN Kal TTWG VA ETTIKOIVWVACETE e AAAEG OIKOYEVEIEG Kal VO AGPBETE
UTTOOTAPIEN. ZTNV aPXI] MTTOPET va 0ag @avei DUOKOAO, OTTOTE TTAPTE TOV XPOVO 0AG, YPAWTE TIG EPWTHOEIG 0UG
Kl ETTIOTPEWTE YIO VA JABETE TTEPICCOTEPA OTAV EICTE £TOIMOL.

Ti gival To ouvdpopuo ReNU;

To ouvdpopo ReNU gival pia oTravia YeVETIKA TTABNoN Tou ava@épinke yia TTpwtn gopd 1o 2024. To
ouvopopo ReNU civar pia veupoavatrtuélakr diatapaxrf (NDD), TTou onuaivel 611 eTnpeddlel Tov TpOTTO
AeIToupyiag Tou eyKEQPAAOU Kal £XEI AVTIKTUTTO 0TN HABNON, TN CUUTTEPIPOPT, TNV OUIAIA KAl TV KIVATIKOTNTA.
ANa cuyvd XapakTnPIOTIKA TTEPIAANBAVOUV XAUNAG avaoTnuad, HIKPO PEYEBOG KEQAANG (MIKPOKEPOAIQ),
atTwAgIa 0paong i dlIaTapaxES KIVNTIKOTNTAS Twv 0@BaAuwy, eUBpaucTa 00Td Kal EMANTITIKEG Kpioelg. MoAAG
GAAa €TTITTAEOV XOPAKTNPIOTIKA £€xouv TTapaTtnpnOei oe droua pe ouvopouo ReNU.

Omrwg oupBaivel ouvhBwg e TIG YEVETIKEG TTABAOEIG, KABE dTopo eTnpedleTal diapopeTikd. Eival onuavTtiké va
EKTIMATE TO TTaIdi CAG yIa QUTO TTOU €ival KAl VA [NV TO CUYKPIVETE PE AAAQ. Ze TEAIKN avaAuon, Aol gipaoTe
HovadIKOi.

Ti rpokaAei To cuvopopo ReNU;

To auvdpopo ReNU trpokaAegital atrd cuyKekpiuéveS alayEg (YYWOTES wg TTaBoyoveg TTapaAAayEg) oTnv
aAAnAouyia DNA Ttou yovidiou RNU4-2.

Ta yovidia gival odnyieg TTou TTaiouv onUAvTIKO POAO OTNV aUENoN Kal TNV avaTTTugh Jag. AtroteAoUvTal atro
DNA Kal eVOWPOTWYOVTAl 0€ OPYAVWHEVES DOUEG TTOU OVOUAZOVTAI XPWHOOWHATA. Ta XpPWHOCWHATA
TTEPIEXOUV, ETTOUEVWG, TIG YEVETIKEG HAG TTANPOYOPIEG.

To DNA aTtroteAeital amré douikd aToIxEia TTou ovouddovTal BAcels 1] vOUKAeoTidIa. YTTApXouV TEOOEPIG BACEIG
DNA 110U puTTOpPOUV Va cuvToueuBouv pe Ta ypaupata A, C, G kai T. Autég o1 Baoeig DNA cuvdudlovtal 0Tn

ooun Tou DNA o€ Ceuyn Baoswv (BA. eikova Tapakdtw). H TTAApng aAAnAouyxia Tou DNA pag éxel AKog TTavw
aTTo Tpia dioekaToppUpIa Celyn PACEWV.

Xpwpocwua Authn éAtka DNA GG Zelyog BAoswv

Oetikn (forward) aluoida
0Q10NYD (3s49A34) Wxniliady

NoukAgotidLo

H eikdva dnuioupynbnke pe TN Xprion Tou biorender



O1 TTepIo00TEPES YEVETIKEG TTAOAOEIS TTPOKAAOUVTAI ATTO GAAQYEG OTA yovidla TTOU TTAPEXOUV 00NYIES yia TNV
TTapaywyn mpwTeivwy. Autd ovoudldovtal TTPWTEIVO-KWOIKOTTOINTIKA yovidia.

O1 rpwrTeiveg gival pépia TTou atroteAoUVTal ATTO JOKPIEG AAUCIOES XNMIKWY EVWTEWYV TTOU ovouadovTal
apivogéa kai diadpapati¢ouv KaBopiaTikd pOAO OTov opyavioud. AuTd OQEIAETAI OTO YEYOVOG OTI Ol TIPWTEIVEG
gival atrapaitnTeg yia ToAAEG Biadikaoieg, 6TTwg N dIACTTACT TWV TPOPWV, N Kivnon TwV HUWYV, N avaTTuén Twv
OpYAvVWY TOU CWHATOG Kal N d100@AAIoN ThG OWOTHG AEITOUpYiag TOUG.

Ymrapyouv €1riong TTOAAG yovidia TTou Oev TTapEXOUV 0dNYiES yIa TNV TTApaywyr] TTPWTEIVWY (KN KwOIKOTTOINTIKA
yovidia). Autd Ta yovidia divouv odnyieg ota KUTTapa va mrapdyouv GAAa popia, cuutrepIAapBavouévwy Twv
popiwv RNA 110U pUBpidouv 1} BonBouv oTnv TTapaywyr TTpwTeivwy. To ouvdpopo ReNU TrpokaAgital atro
OUYKEKPIMEVEG aAAaYEC O€ éva aTTd auTd Ta PN KwAIKOTToINTIKA yovidia, To RNU4-2, 10 oTToio €ival TTOAU evepyd
OTOV QVATITUGOOWPEVO eYKEPAAO. To RNU4-2 dev KWOIKOTTOIEI TTPWTEIVN, AAAG CUUUETEXEI O€ JIA TTOAUTTAOKN
oladikaaia TTou ovopadeTal PaTiopa () cuvappoyn) Kal Bondd Ta TepIccdTEPA YoVvidla TTOU KwAIKOTTOI0UV
TTPWTEIVES va TTapdyouv Tn cwaoTr TpwTEivn. OT1av auth n diadikacia dev AsIToupyei OTTWG avapéveTal Adyw
TwV aAAaywv oTo yovidio RNU4-2, autd odnyei o€ aAAayEG OTOV TPOTTO TTAPAYWYNG OPICHUEVWV TTPWTEIVWIV,
yeyovog TTou eTTnpeddel TNV avatrTugn Tou eyKEPAAOU Kal odnyei OTa XapaKTNPIOTIKA TTOU OXETICOVTaIl JE TO
ouvdpopo ReNU. MepioadTepeg TTANpoPopicg UTTOpEiTE va Bpeite £dW.

To RNU4-2 civail éva pikpd yovidio pe 141 Celyn Bdocwyv 1Tou BpiokeTal oTov Hakpu Bpaxiova «g» Tou
XPwHoowuaTtog 12, o€ pia Tepioxn mou ovouddletal 12924.23 (6TTwg QaiveTal oTNV TTAPAKATW £IKOVA).

Xpwpoécwua 12

p Bpaxiovag q Bpaxiovag q24.23
[ ]
e

yovidio RNU4-2

‘Exoupe dUO avTiypa@a TOU XPWHOCWHATOS 12 oTa KUTTAPA PAG, OTTOTE £XOUNE £TTioNG OUO avTiypagpa Tou
yovidiou RNU4-2 (éva atrd mn untépa kai €va ato tov Tatépa). To auvdpouo ReNU eugavietal étav
ETTNPEACETAI HOVO £Va avTiypapo Tou yovidiou RNU4-2. To deuTEPO avTiypa@o gival TTARPWGS AEITOUPYIKG. AuTO
gival yvwoTé WG QUTOOWHIKG ETTIKPATESG, KABWGS 6AQ Ta apIBuNUEVA XPWHOCWHATA OVOUAZOVTal AUTOCWHIKA
KalI Ol YEVETIKEG TTABACEIG TTOU eP@aviovTal OTav €TTNPEEAZETAI IOVO Eva aVTiypa@O VOGS QUTOCWHIKOU yovidiou
gival yvwoTEG wg emmkpaTeic. H Unique dnuooielel évav EexwpioTd 0dnyo yia TIG LovVoyovISIakES SIOTAPAXES —
QUTOOWWIKN ETTIKPATAC KANPOVOUIKOTNTA.

Na TN cuvTPITITIKA TTAEIOVOTNTA TWV ETTNPEACOMEVWIV OIKOYEVEIWY, N YEVETIKA aAAayr] TTou 0drlynoe oTo
ouvopopo ReNU gpgpavioTnke yia Tpwtn Opd OTNV OIKOYEVEIR TOUG OTO ETTNPEACOUEVO ATopO (BA. OgAida 17).

MeveTIK €kBeon

Ta amoTEAECPATA TWV YEVETIKWYV (YOVISIWHATIKWY) £¢eTACEWY gival TTIBavé va oag d0BoUv atrd Tov KAIVIKO
IaTPO TTOU OOG TTAPETTEUYE YIa €EETACT, O OTTOIOG PUTTOPEI VA €ival YEVETIOTAG, YEVETIKOG OUUBOUAOG 1] GAAOG
ETTAyYEAPATIOG UyEiag.

O1 epeuvnTég £x0UV BIATTIOTWOEI OTI O1 YEVETIKEG aAAayEG 0TO yovidio RNU4-2 gival utteUBuveg yia Tnv

TTPOKANCN Tou ouvdpdpou ReNU. Méxpl aTiypng, auTéG of TTapaAlayEG £XOUV EVTOTTIOTEN OE HIA KPIOIUN
meploxn 18 Celyn Bacewv Tou yovidiou, av Kal TTaboyoveg TTaOPaAAQYEG UTTOPET va EUPAVIOTOUV EKTOG QUTHG

NG TTEPIOXNG.

21NV €mméuevn oeAida TTapoucidleTal éva TTapadEIyHa ATTOTEAECHATOG YEVETIKAG £ETACNG VIO TNV TTIO KOIVH
aAAayn a1o yovidio RNU4-2 trou €xel avixveuBei péxpl oTiyung ge aAAnAouxion yovidiwpartog (GS). Auti n
évBeon piag Baong, 6tTou éva eITTAéOV VOUKAEOTIOI0 el0dyeTal oTnv aAAnAouxia DNA Tou yovidiou RNU4-2,
gival mBavo va atroteAei TNV aitia Tou ouvdpopou ReNU oTtnv TAglovoTATA TWV ETTNPEACOUEVWY ATOPWV.


https://rarediseasegenomics.org/blog/rnu4-2-the-small-gene-with-a-very-big-impact
https://rarechromo.org/media/singlegeneinfo/Single%20Gene%20Disorder%20Guides/SingleGeneDisorders%20QFN.pdf
https://rarechromo.org/media/singlegeneinfo/Single%20Gene%20Disorder%20Guides/SingleGeneDisorders%20QFN.pdf

GRCh38:chr12:120,291,839:T>TA; n.64_65insT (dn)

GRCh38 20G evnUEPWVEL TTOIA €KOOON TOU AVOPWTTIVOU YOVIBIWKATOG XPNOIKOTTOINBNKE YO
ouyKpion
chr12 n avdAuon ammokdAuye pia avwpoaAia Tou DNA 1Tou agopd 1o
Xpwuocwua 12
120,291,839 Ocixvel TN Béon Tou Ceuyoug Baoewv TG aAAaynig evidg TNG aAAnAouyxiog Tou DNA
T>TA onpaivel o1 o1 Bdoeig Tou DNA GAAa&av, TO OTT0I0 €W CNMPEIVETAI WG TTPOCORKN VOGS

A voukAeoTidiou petd o T *

n.64 65insT ekppadel TNV aAAayn TG aAAnAouyiag Tou yovidiou. ‘Eva emimTAéov T VOUKAEOTIOIO £XEl
evTeBei/TTpooTeBei (ins) oTn Pn KwdIkoTToINTIKN (N) TTEPIoXA Tou DNA peTagu Twv
VOUKAeOTIBiwvV OTI¢ B0eIg OTIC Béoeig 64 kal 65 *

dn n évbeon mrpoékuwe dn | de novo (wg éva «vEo yeyovogy): To DNA Twv yovéwv ExeEl
eAeyx0Oei, kal kapia évBeon 1 GAAN aAAayr Tou DNA dev €xel BpeBei omrdTE N £vBeon dev
£Xel KAnpovounBei atrd tov BIoAoyIKO TTatépa f Tn unTépa

* H ahhayry Tou DNA autig Tng TTapaAAayrig TTapoucialeTal wg €vOeon evog VOUKAEoTISIoU A, OPwWG N aAAayn
NG aAAnAouxiag Tou yovidiou gival n TTPocBrkn evog T. Autd oeileTal 0TO yeyovog 0TI To yovidio RNU4-2
Bpioketal otnv apvnTikn (i avtibetn) aAucida Tou DNA. 21n dour Tou DNA, éva voukAegoTidio A oxnuaTicel
TavTa {euyog Baoewv pe éva T oTnv GAAn aAuacida.

AMN\eG alhayég, OTTwG TTapaAlayEg evag voukAeoTidiou (SNVs), 61Tou £va voukAeoTidlo avTikabioTaTal atrd £va
GAAO voukAeoTidio o€ pia B€on TnNg aAAnAouyiag Tou DNA aTo yovidio RNU4-2, éxouv eTTiong avagepOei Ouwg
oTTavioTePa (Eva TTAPAdEIYHA QAIVETAI TTAPAKATW).

GRCh38:chr12:120,291,826:T>G n.78A>C

GRCh38 20G eVNUEPWVEI TTOIA £KOOON TOU AvBPWTTIVOU YOVIBIWPATOG XPNOIKOTTOINONKE yia
ouyKpion

chr12 n avédAuon otrokGAuwe pia avwpoadia Tou DNA o1o Xpwudowpua 12

120,291,826 Ociyvel TN B€on Tou Celyoug Baoewv TNG aAAayAG evTOg TG aAAnAouxiag Tou DNA

T>G ek@pPacel TV aAAayn Baoewv Tou DNA, n otroia edw avaypa@eTal wg n avTiKAatdoTaon
Tou G amé 1o T og autrjv T 6éon®

n.78A>C ek@PAacel Tnv aAAayr] Tng aAAnAouxiag Tou yovidiou. To VOUKAEOTIDIO A €XEl

avTikaTaoTadei atrd éva voukAeoTidlo C oTn Béon 78 *.

* H ahhayry Tou DNA autig Tng TTapaAAayig ava@épeTal wg avTikatdoTtaon Tou T atmd 1o G, dpwg n ahhayn
NG aAAnAouxiag Tou yovidiou gival atmdé A og C. Autd cupBaivel eeldA 1o yovidlo RNU4-2 evtotrifeTal oTnv
apvnTikn (A avTtiBetn) aAucida Tou DNA. Z1n dopr Tou DNA, éva voukAeoTidlo A travta oxnuari¢el Celyog
Baoeswv pe éva T otnv AGAAN aAucida kal To G oxnuaTifel (euyog pe 1o C.

H Unique €kdidel éva EexwploTé 0dnyo yia Tnv Epunveia AtroteAeopudtwy eveTikwy EEETAOEWV.



https://rarechromo.org/media/information/Other%20Topics/Interpreting%20genetic%20test%20results%20FTNW.pdf

Mola XapaKTNPIOTIKA KAl CUMTITWHOTA £XOUV TO ATOMO ME OCUVOPOHO
ReNU;

Omrwg ouvnBiletal o€ TTOAAEG yeveTIKEG TTaBRoEIG, Ta TTaIdIA pe oUuvdpopo ReNU evdéxeTal va £xouv éva eUpog
OUPTITWUATWY Kal XapakTnpioTIKwy. KaBwg TepiocdTepa dTtoua diaylyvwaKovTal, Kal Ol TTANPO®opieg
MoipdZovTal, To EUPOG TWV CUPTITWUATWY KOl XOPAKTNPICTIKWY, KAl N TTIOAvOeTNTa éva ATOPO va u@avidel autd
TA XAPOKTNPIOTIKA, Ba yiveTal Mo 0a@ng.

Aev TTapaTnpeital dla@opd OTOV TPOTTO TTOU £TTNPEAZovVTal Ta aydpla Kal Ta KopiTola (1) oI AVTPES Kal Ol
YUVQIKEG).

O1 akbAouBeG avnouxieg OXeTIKA hE TNV avaTTTUEn Kal TNV uyeia £xouv avagepBei o€ dtopa e oUVOPOUO
ReNU, opwg civar onpavtikd va BupdoTe TTwg Kavéva aTouo dev Ba €xel OAa Ta TTAPAKATW XOPAKTNPICTIKA Kal
TTWG KABE ATOMO Ba €xel DIGPOPETIKA avaTrTuElakd Kal IaTpIikG ¢nTruaTa.

2UXVA XOPOKTNPIOTIKA
Kdatrolog BaBudg avattuglakig kaBuoTépnong, cuvhnBwg PETPIAG Ewg ooBapnig
KdaTtrolog Babuog vontikig uotépnong (N.Y.), ouviBwg PETpIog éwg coBapdg
KaBuoTtépnon Adyou Kai opIAiag: ol TTEPICGOTEPOI OEV ETTIKOIVWVOUV AEKTIKA, EVW KATTOIOI
XPNOIUOTTOIOUV TTEPIOPIGHEVO AEEIAOYIO
Alatapayr AutioTikou ddopatog (A.A.D.)
ZUUTTEPIPOPIKG TTPORAAuaTO
Melwpévog Puikog Tévog (utroTovia)
ETIANTITIKEG KpioeIg dla@opwV TUTTWV
AvwpaAieg eykepahou otnv MRI (uayvnTikh Topoypagia)
E1diIk& xapakTnpIoTIK& TOU TTPOCWTTOU
KovTté avaoTtnua
Mikpd péyeBog KePAANG (MIKpokePaAia), Kupiwg TTapouoa atrd Tn yévvnon (CUYYEVAG)
Alatapayég 6paong
AuokoAia aiTiong
KaBuoTépnon avdamruéng
AucoKOIANIOTNTA Kal yaoTpooloopayikr TTaAivopopikr) vooog (IM.O.M.N.)
OOTIKEG/ZKEAETIKEG AVWUOAIEG

AAAa TIOAVA XOPOAKTNPICTIKA
APKEeTA GAAO XapaKTNPIOTIKA £X0OUV TTapaTnenbei o€ HIKpOTEPO apiBud aTtdpwy. Z& autd TrepIAapBavovTal:
ATTwAEIO aKong
Aduvayia Badiong A dlaTapaxEg padiong
OpPOVIKEG (EVOOKPIVIKEG) BIOTAPOXES
AvwuoAieg dkpwyv, KUpiwg TTEPIAAUBAVOVTAG AVWHOAIEG XEPIWV KOl TTODIWV
Alarapayég UTrvou
AVWUOANIEG TWV VEQPWV KaI TWV YEVVNTIKWY opyavwy (OupoyevvnTIKEG AVWHOAIEG)
OdovTiaTpIKEG TTABAOEIG
Kapdlakég TTabnoeig
AeppaTIKEG TTABNACEIG
KAAeg



Eykupoouvn

Evw opiopéveg unTéPEG TTOU €ival £YKUES PE pwpd he olvdpopo ReNU €xouv ava@épel KUNon Xxwpig
ETMTTAOKEG, TTOAEG avTINETWTTIOAV TTPORAAPATA KOTA TN SIAPKEIA TG KUNOKG TOUG. ZTIG TTEPITITWOEIG TTOU
EPPAVIOTNKAV AVNOUXIES, ATTEIKOVIOTIKEG ECETAOEIG KATA TNV BIAPKEIA TNG EYKUPOOUVNG €XOUV avIXVEUTEl apyn
avaTTuén evtog TnG INTPaAg (evdounTtpia kabuoTtépnon Tng avarmtuéng (IUGR) f éuBpuo pikpd yia Tnv nAKia
Kunong (SGA)) kal avwpalieg ol OTToiEG CUPTTEPIAAUPBAVOUV BIOYKWHEVEG KOINIEG TOU EYKEPAAOU
(kolhlopeyaAia) kal acuvABioTa PIKPS KEPAAI Kal eykEPAAO (UIKpoke@aAia). MNepioTaaiakd, aipoppayia/KnAideg
QiMaTOC KAl PEIWMEVN EMPPUIKN KIVNTIKOTNTA £XOUV avagepOei.

«H avarrtugn Tou euBpuou emPRpaduvOnke TTepITToU OTIG 28 €LOOPADES. »
Neoyva

Evw opiopéva pwpd avTipeTwtrifouv KATTolov Babud SUoKOoAiag GTn VEOYVIKN
TEPI0dO, AAAa £XOUV TTIO OPOAG TOKETO Kal JETAYEVVNTIKA TTEPiI0dO. KaTToIa Hwpd
eppavifouv onuadia dUoKoAiag aTn yévvnaon, ouvABwWG OXETICOPEVA PE TNV CITION KAl
TNV AvaTIvVor|. Z€ OpPIoHUEVA VEOYVA £xel TEBEI DIdyvwan eyKeQPAAIKAS TTapdAuong.
MoAAG TTepiypd@ovTal TTwG epPavifouv Xahapo puiko Tévo (‘floppy’) oTnv veoyvikn
mepiodo. O1 eTayyeAUATIEG TO ATTOKOAOUV UTTOTOVIO KOl EVOEXETAI VA TTPOKAAETEI
OUOKOAIEG aTov BNAACO Kal TNV KaTdtroon, B/Kal TNV TTPOOKOAANoN 010 0Tr60¢. H
UTTOTOVIa EVOEXETAI ETTIONG VO 0ONYACEI O KABUOTEPNON TNG ETTITEVENG
QVATITUEIOKWY OPOCT WYV OTTWG TO KUAIoHA, TO KABIGUA, TO ITTOUGOUANUA Kal TO
TePTTATNHA. Oplopéva pwpd Xpelddovtal o§uydvo OTn VEOYVIKN TTEPI0d0, HEPIKA €K
TWV OTTOIWV TTEPVOUV KATTOIOV XPOVO OTNV hJovada evTaTIKAG BepaTreiag veoyvwy
(ME®N) Tou voookopegiou.
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4 ¢Bdouddwv

«IMoAU xaAapd (floppy) Hwpd. MoAU aduvapuog BNAACHOG. ZUCTNUWA CUPTTANPWHATIKAG aiTiong (Supply line)
[Eva pnxdvnua TTou TTapEXEl 0TO HWPO TTapaATTavw YAAa Katd Tov BnAaopd] evwy BnAAdel, TEAIKG SPwG
KaTapepe va BnAadel emituxnuéva yia Kamoia Xpovia, TTapdAAnAa JE TNV €l0aywyr) OTIG OTEPEEG TPOPEG. »

«YTToTovia, duagkoAia aTov BnAacud, éxaoce BAapog (avetrapkng TTpdaAnwn Bapoudg/failure to thrive).»
Ep@dvion

2UYKEKPIYEVA XAPOKTNPIOTIKA TOU TTPOCWTTOU €ival axXedOV KABOAIKA yvwpiouata ota TTaidid ye oUvopouo
ReNU, opliouéva ek TwV OTTOIWV OQEIAOVTAI OTNV MUIKI aduvapia TTou odnyei o€ Eva OXETIKA AVEKPPAOTTO
TTPOOWTTO (HUOTTAONTIKO TTPOCWTTEID). AUTA TA XOPOKTNPIOTIKA PTTOPET va aag odnyr oouVv va TTapaTnpProETe
opoIéTNTEG PETAEU Tou TTaIdIoU 0aG Kal GAAwWV TTaidiwyv pe ouvdpopo ReNU.

Ta 0 cuxVA XAPOKTNEIOTIKA TTEPIAAUBAVOUV ETTIUNKUCUEVO OXNHA TTPOCWTTOU PE TTANBWPEIKA JAayouAa Kal
TAaTEia PIvIKA YEQUPA, BABOUAWTA UATIO (MEPIKA TTEPICOOTEPO ATTOUAKPUOHEVA PHETAEU TOUG
(uTTEPTEAOPIOPAG), MEPIKA TTIO KOVTA PETALU TOUG ATTO TO AVAPEVOUEVO (UTTOTEAOPIOHOG)), BEPUATIKEG TITUXEG
TTOU KOAUTTTOUV TIG ECWTEPIKES YWVIES TWV YATIWYV (€TTIKAVOOG), HUTN ME avuywuévn Kopuer (anteverted
nares), utroavaTTuypéva poubouvia (hypoplastic nasal alae), kar yeydAa, Kuptd auTid (opiouéva pe otrioBia
KAion). Ta TTaidid ouyva £Xouv XapakTnPIoTIKO OTOPA PE TTANBWPIKG udyouAa Kal TTANBwPIKE XEIAN YE YwVvieg
OTOPOTOG OTPAUMEVEG TTPOG T KATW, BOAWTH UTTEPWA, KOl HEYAAN 1) TTPOEXOUCT YAWCOQ.

«To maudi eppavide Evrovn TTPOEXOUCO YAWOOO GTO TTAPEABOV, OUwG dev @aiveTal TOOO £VTOva TWEA TTOU gival
TEOOAPWV.»

Avartrtudn

Adpn Kal AETTTH KIVATIKOTNTA

KaTtrolog Babudg avatrtuglakng KaBuoTEpnong £xel avagepBei Péxpl OTIYUNAG o€ OAa Ta TTaIBIA e OUVOPONO
ReNU [2025]. H kaBuoTépnon KupaiveTal ouviRBwg atmd PETpia £wg ooapr], TO OTTOI0 CNHAIVEl TTWG

avaTTTuélokd opdonUa OTTWG TO KUAIOWA, TO KABIoWA, TO TTEPTTATAMA, TO TTaIXVidl Ye avTiKeiyeva/TTaixvidla, n
XPron HaxaIpoTTipouvwy, N XpHon @EPUOUdP Kal KOUPTTIWY, N EKTTAIOEUTN TOUOAETAG OUXVA KOBUGTEPOUV.



Opiopéva TaIdId ue CUYKEKPIPEVES TTaPaAAayYEG eu@avifouv avaTTTugiakr) kaBuoTépnaon NmoTepou Babuou.

O peIwpPEVOG PUIKOG TOVOG (UTToTOVia) €ival TUXVOGS KAl EVOEXETAI VA ETTNPEATEI TNV KIVNTIKOTNTA, OPWG TEIVEI VO
BeATiwveTtal e TNV nAIKia. ‘Ewg Tnv nAIKia Twv 5 €Twv, Ta TEPIcoOTEPA TTAIdIA €ival IKavd va Badiocouy,
opIopéva OuwG eppavidouv Badioua pe eupeia Baon A arafiko Badioua. MNa opiouéva TTaidid, n autévoun
Badion ptropei va pnv emTeUYBEI.

Mpwiun TTapéuBacn Pe TAKTIKY QUOIKOBEPATTEIa Kal EpyoBepaTTEia EVOEXETAI VA Eival ETTWQPEANG, Kal N Xprion
0pPOWTIKWYV BonBnudtwy O6TTwG PTTOTEG OTAPIENG, TTEAPOTA KAl VAPONKES eVvOEXETAI ETTIONG VO AUEAOEl TNV
KivnTIKOTNTA. Opiopéva TTaidid XpnoIpoTTolouv Kataképu®o opBoaTdrn (standers), i emw@eAouvTal atmd
ekTaudeuTnh Badiong (gait trainer) A Tadiké avatTnpiké apagidio (special needs strollers).

H exTraideuon TouaAétag gival Idiaitepa mOavo va KaBuoTEPATEL, OPWGS OPICHEVA TTAIBIA ETTITUYXAVOUV
auTOVOWia OTNV TOUAAETO.

H Unique €kdidel {exwpioToug 0dnyoug yia OepaTreieg kal EkTaidsuon Touahétag kai ‘EAseyyxo akpdTeiac.

«H utroTovia dev ava@EpBnKke atrd Toug eTTayyeAUATIEG UyEiag, ouTe aTTd
EMAG AAAWOTE, PEXPI TTEPITTOU TOUG 4 PAVES (WG TNG, OTTOU
TTOPATNPNOAUE TTWG €ixe OUOKOAIa OTOV EAEYXO TOU KEQOAAIOU TNG Kal
apyoTepa étav TTpooTrabouoe va TTidoel TTaixvidla KATT. O peiwpévog
MUTKOG TNG TOVOG BeV TTNPEACE TNV IKAVOTNTA TNG OTNV QVATIVOR | 0TN
oiTIoN WG VEOYVO.»

«H udpobepatreia ammodeixOnke 181aiTEPa BonONTIKA OTNV AVTIMETWTTION
TNG UTTOTOVIaG OTAV ATAV HWPO.»

«ZTa 3 Xpovia TnG K&Bioe povng TG (AvAuepa XpIoTOUYEVVWY, TO
MeyaAUTEPO dwpa!). ZTa 4 Xpovia TNG UTTOUCOUANCE PTTPoUUUTA, OTA 6
XPOvia TNG ékave BAPOTA OTNPICOVTAG TNV ATTO TIG HAOXAAES. 2Ta 7 XpovIa
NG TTEPTTATNOE aveEapTnTn (UTTO €TTiRAEWN). ZTa 15 XpovIa TNG EAEYXE TA
oupa TNG (MEPIKEG POPEG Kal TN VUXTA). ZAPEPO OTa 28 TNG AEITOUpYEi OTO
eTTiTTed0 evog TTaIdIoU PeTagU 18 unvwy Kai 3 eTwv. ‘Exel yeiwpévo Puikd
TOVO, UTTOPEI VA TTEPTTATHOEI MIKPEG ATTOOTACEIG, TTEPITTOU 25 PéTpa
(xpnoigoTrolei apagidlo yia PeyaAUTEPES) — TTPOTIMG VO JETAKIVEITAI
kaBioTr. Tng apéoel va TTailel Ye Ta TTaIxvidla TG aTo TTATWHUA TOU
omTiou. 21a Hueproia Mpoypdupata KGBeTal oTa TPATTECIO TWV
OpaCTNPIOTATWY A KIVEITAI OTOV XWPOo OTTWG eTBUuEi. H koupaaon
atroTeAEi éva TTpOPRANUa - Ba TTAEl TTPOG TO UTTVOOWMATIO TNG YIA VA JOG
evNUEPWOEl TTWG BEAEI va KOIUNBET o€ QUTEG TIG TTEPITITWOEIG - DEV
oupBaivel TG00 cuxvd, aAAG PE avnouyei 6Tav To KAvEl, KabBwg YTTopEi va
ONUAivel TTWS apPWOTaivel 1 atTAd OTI €ival KOUPOOUEVN.»

«Ta mpwiga avamTuiakd opdonua KabuoTépnaay, OTTWG TO TTEPTTATANA
Kal n odiAia. evikeupévn kahonBng utroTovia. MepTrdrnoe pe
TTEPITTATNTAPA TTEPITTOU OTNV NAIKIO TwV 8 ETWV.»

«H TTpWwIun TTapéuBacn pe udpobepaTreia TTpayuaTika foriBnoe Tnv
uTToTovid TNG. ZAPEPA 16 €TWv, gival Eva TTOAU duvaTtd KOPITOI PE Kavéva
OUUTITWHA MEIWPEVOU PUIKOU TOVOU TTAEOV.»

18 eTWV

NonTik avarrTuén Kai paénon

OAa 1a Taudid pe ouvdpouo ReNU egpgavifouv kédtrolov Babud vonTikrg uotépnong (N.Y.) kai ivar 1diaitepa
mOavo va XpeIaoTouv EyKaipn Kal CUVEXICOUEVN UTTOOTHPIEN OTNnV ekTTaideuar] Toug. ‘Eva pikpd TocooTd Twv
TTaIdiwv PtTopei va diaBdacel kai va ypdwel. H TTpwiun apéuBaaon evdExetal va atmodeixOei 1IdIaiTepa eTTWPEANG
Kal yIa QuTO TTpoTEiveTal ETTIoNUN a&IoAGYNON YIa TNV EKTIUNON £EEIBIKEUPEVWIV AVAYKWV.

H Unique €kdidel ¢exwpioToug 0dnyoug yia Tnv Exmaidsuon kai [NepeTaipw ekTTaidcuon, KATAPTION KOl £QYOTia.



https://rarechromo.org/media/familyguides/English/Therapies%20FTNW.pdf
https://rarechromo.org/media/familyguides/English/Toilet%20Training%20and%20Continence%20FTNW.pdf
https://rarechromo.org/media/familyguides/English/Education%20FTNW.pdf
https://rarechromo.org/media/familyguides/English/Further%20Education,%20training%20and%20work%20FTNW.pdf

«BA€tTOVTAG TNV KOPN HAG va paBaivel KATI Kaivoupyio KABe pépa pag, kKavel TOoo Treprjipavoud. Kabe pépa
gival pia véa gukaipia eKuddnong yia 6AoUg Pag wg olkoyévela. ‘Exouyv emmiong uttdpéel BUOKOAEG PHEPES, QWG
TTAVTA TIG €XOUUE EETTEPAOEI, KATI TTOU Ogixvel TN dUVAUN Kal TNV avTOXH TTOU €XEl TO KOPITOl Jag. 'Exel
TTPo0deUCEl TOOO TTOAU aTTO OTAV EEKivnoe TOV TTAISIKG OTABNO, Kal TTAvTa Pag Ogixvel TTOCO KAAG Ta TTNYAiVEl
KABe @opd TTou TTAPE OTNV EVNUEPWON YOVEWY 1 WIAGUE PE TOUG OACKAAOUG TNG.»

AO6yog Kai opiAia

Ta TTaidid pe cuvdpouo ReNU gival cuvnOwg pn AekTIKA. Ekeiva TTou avatmrtuooouv opIAia evoéxeTal va
XPNOIUOTTOIOUV HEPNOVWHEVEG AEECEIG, VWD OpIoHUEVA (TOUAAYIOTOV BUO TTaIdIA PE TTapaAAayr evog
VOUKA£0TIBIOU) gpgavifouv péouaa opiAia. Zxeddv KaBoAIKd, ol yoveig Bewpouv TTwG TO TTaIdi TOUG KATAVOET
TTOAAG TTEPIOOOTEPA ATTO OCA UTTOPEI va EKPPATEL.

Mia agloAéynon atméd AoyoBepatreuTh avapéveTal va TTPoadlopioel TIG €I0IKEG DUOKOAIEG TOu TTaIdIOU OaG,
EMTPETTOVTAG £TC1 TOKTIKA AoyoBepatTeia, £CEIDIKEUPEVN VIO TIGC CUYKEKPIUEVEG AVAYKEG TOU. ZTIG TTEPITITWOEIG
6trou Ta TTaIdIA €ival PN-AeKTIKA 1) XPNOIKMOTTOI0UV TTOAU TTEPIOPICHEVO AEEINOYIO, HEBOSOI EVAAANAKTIKAG Kal
EmaugnTikig Emkoivwviag (E.E.E./AAC), éTTwg BEIKTIKEG XEIPOVOUiES (pointing), eikovoypduuata (pictograms),
Xelpovopieg (gestures), ekppdocig TTpoowTrou (facial expressions), atrAotroinuévn vonuatiky yAwooao
(simplified sign language) ka1 cucTAPaTa €MKOIVWViag TTponyuévng TEXvoAoyiag (uttoonBoupevn ETTIKOIVWVIA)
eVOEXETAI VA BEATILOOOUY TNV IKAVOTNTA ETTIKOIVWVIAS TWV OKEWEWV KAl TWV AVAYKWY TOUG.

H Unique €kdidel ¢exwpiotd odnyo yia Tnv Emkoivwyvia.

«ZKEPTEITE Va Bpeite évav AoyoBepaTtreuTr) TTou e€eidikeueTal otnyv E.E.E., kaBwg autdg Tav o Topéag otov
OTTOI0 dWOAUE 1DIAITEPN EUPATT.»

«MTtrapTmdAioe wg pwPo- «Maud» & «MTtTa» — Ta oTToia éxace yUupw oToug 18 unRveg Cwng YETA atro
OAAETTAAANAES appwaoTIEG Kal Bev gavarpBav. Opwg cival TTOAU @uvnTIKN Kal dev BIOTACE! va ek@paaoTeil Zuxva
Qwvadel duvard, Kal Ba avTaywviaTei o€ évTaon Tnv TNAedpaacn | Toug avBpwTtToug TTou PIAGvE yUpw TnG.
APKETEC Popég ptTaivel oe «/Aeiroupyia KivntoU» kal Ba @uvadel TToAU duvatd 600 N uNTéPa TNG TTPoaTTabei va
Kavel éva TnAepuvnual!! ‘Exel apketd KaAr katavonon Tou Adyou — aTTAEG HOVOAEKTIKEG 0BNYIEG OTTWG « ZKAAI»,
«Mavw» N «KaTw» TNV TTPOEIDOTTOIOUV YIA EUTTOBIO OTO £D0POG. XPNOIUOTTOIEI TTOANEG EKPPATEIC TTPOTWTTOU.»

«MrTropei va Tpayouddel Tpayoudia. Agv Aéel EekaBapa TIG AEEEIG, AAAG PTTOPEIG va KATAAGRBEIG TI TPOYOUDJEL.
‘ET01 KaTaAaBaivw TTWE ayaTTdel TNV JOUCIKN KAl TTwWG ATTOAAUBAVE! KATI TOOO €VIOVA.»

«H opiAia TTapauével Idlaitepa kabuaTepnuévn oTnV NAIKia Twv 4 €Twv. Zuveyilel TN AoyoBepatreia Tng Kal
TeAeuTaia xpnoipotrolei pia E.E.E. ouokeun yia emikovwvia. Eival ikavr] va oxnuaridel Tpotdaoelg 1-3 Aé€ewv
yIO VO ETTIKOIVWVET TIG BaOIKEG TNG avAyKeS. Mag deixvel €TTIONG AVTIKEIPEVA KAl KAVEI XOUG YIA VA PAG TTEN TI
B¢éAel. MmrauTraAidel TTOAU, eTTavalaupavel @pAaceig atrd Talvieg i Tpayoudia Kal Tpayouddel i ouppoupilel
ouxvd.»

«Kavel xoug kail Aatpevel va Tpayouddel Kal va pouppoupicel, Aéel «Max kal «Mtra», «Nai». XpnolyoTrolei
utroBonOnTIKA TeEXVOAOyia aTo GXOAEI0 yia va OIOAEEEl HETAEU €1 AéEewv O€ Pia 006vN.»

«H Aoyobepartreia, n EvaAAakTikn kal ETraugnTiki Emikovwvia (E.E.E.) kal Ta BonBriuata emmKoIvwviag
OUVIOTWVTAI Va £QapuodovTal EVTova Kal YKaIpA. ZEKIVAUE HE OUOTNHA BACIKWY AEEEWV UE XEIPOVOIEG,
Emeima pe Zuotnua Emkoivwviag pe Avialdayn Eikévwy (PECS), kal apXIKG XpNOIUOTTIOINCAPE TRV EQAPUOYNA
TouchChat kai apyotepa Tnv epapuoyr Proloquo2Go oT1o iPad. H emikoivwyvia atroteAei Tov Bacikd oT1dX0g TNG
OIKOYEVEIAG JaG, KaBwg N KOPN Pag gival IBIAITEPA KOIVWVIKI KAl ATToQacIOTIKH, dpa n d1EUKOAUVOR TG €ivai n
TTPOTEPAIOTNTA HaG. Eival 16 xpdvwy Kal XpnoiuoTtrolei xeipovouieg, Proloquo2Go kail AXoug yia £vav JeyaAo
apIBud evvolwy TToU POVO Ta OIKEIQ TNG TTPOCWTTA JTTOPOUV VA AVAYVWPICTOUV.»

ZiTion

O1 duokoAieg oiTIoNG €ival GUXVEG KAl ITTOPOUV VA EPPAVIOTOUV O€ VEOYVA, TTaIdIA, EQrBOUG ] YEVIKOTEPA OE
OAa Ta otddia TNG avaTTuéng.

Ta pwpd Pe PEIWPEVO PUIKO TOVO (uTToTOVia) EVOEXETAI Va TTAPOUCIGouv aduvauo BnAacuod kai va Bpiokouv


https://rarechromo.org/media/familyguides/English/Communication%20FTNW.pdf

TOoV BnNAacpd atmd oTRB0G i} UTTOUKAAI TTOAU attaITnTIKO/KOUPAOTIKG. Eival TBavo va atraitouv TTepIccoTEPO
XPOvo aiTiong f va airiovial ouxvotepa. Opiouéva pwpd XpeiadovTal yaAa TTAOUCIO o€ Bepideg yia va
utroBonBnBei n auénon Bdapoug.

2X€00V Ta PIOA Hwped gpgavitouv yaoTpoolcopayikh TTaAivopdunon (IM.0.11.) (dnAadr To eaynTo £TTIOTPEPEI
€UKOAQ a1Té TO OTOPAXI TTPOG TOV OICOPAYO), OPICHUEVA €K TWV OTTOIWV XPEIGdovTal BepaTTeia, OTTWG TTPOCEKTIKI
TOTTOB£TNON CWHATOG KATA TN CITIoN, @APUAKA, dIATPOPIKA CUUTTANPWHATA 1] OE HEPIKES TTEPITITWOEIG
g10aywyn pivoyaoTpikoU cwAnva (NGT) ) cwAiva yaoTpooTopiag péow evdookotnong (PEG/G-tube). AANa
¢NTAMATA TTOU £X0UV avaQePBei cupTTEPIAaUBAVOUY TIG elI0po@rioclg (OTTou uypd, eaynTo 1] GieAog eIoépyovTal
OTOUG agpaywyougs f Toug TIVEUOVEG).

Ooo 1a Taidid peyaAwvouy, evoEXeTal va OUOKOAEUTOUV OTNV PETARACT OTIC TTOATOTTOINUEVES TPOPEG KAl
apYyoTEPQ OTIG OTEPEES TPOPES. KATTOIO!I YOVEIG aVAPEPOUV TTWG TO TTAIDI TOUG ATAV EKAEKTIKO OTIG TPOPEG, EVW
GAAa TTaIBIA DUOKOAEUOVTAI HE TPOPEG E DIAPOPETIKAG UPNG Kal TN pdonorn. Opicpéva TTaidid ocuveyiouv va
ETTOUPOUV TTOATOTTOINUEVT, MOAQKA ) TEPAXIOCHEVN TPOVH.

H oition yia 1a pwped kai Ta maidid ival cuvnBwg pia euxapioTn eutrelpia. OPws oTa HWPEA PE TTPWIKES
OUOKOAIEG TITIONG eVOEXETAI VO TTPOKAAETEI OTPEG KAI OPIOUEVA TTAISIA TTOU £X0UV CETTEPATEI TIG DUOKOAIEG TOUG
ME TNV KaTATTOoN, TNV TTAAIVOPOUNoN Kal TN donon, egeavifouv TTapoAa autd ATTooTPOQr GTNV TPO®H.
ZUMPBoUAeuTEITE TOV TTAIBIATPO, TOV ETTAYYEAMATIO UYEIag, AOyoBepaTTEUTH] ] OIKOYEVEIAKO 1aTPO GOG Yia €IOIKG
BepatreuTikd KEVTPQ OiTIoNG 6TTOU UTTOPET Va TTpaypaToTToinBei aloAdynon kal CUPBOUAEUTIKA yia TV BepaTreia
OTTOIOUBATTOTE OXETIKOU {NTANATOG.

H Unique €kdidel EexwpioTd 0dnyo yia Tn ZiTion.

«Me emmipovn], atroAauBAavel Pia TTOIKIAIQ JOAGKWY TPOPWYV — O KivOuvog TTVIYHOU gival UTTAPKTOG, OTTOTE N
eTTiBAEWN, n BorBeia Kal N TTPOETOINOCIA TOU @aynToU gival aTTapaiTnT. € CUVOUAOUO PE TO TAIOUA TNG,
MTTOpPEI va Tdioel Tov €auTd TNG (TPOYES TToU TpwyovTal he Ta Xépia/finger food), aAAG TnG TTaipvel TTOAU wpa...
MEXPI KAl TPEIG WPES TN POPA.»

«[lMpétrel va XpnolpoTTolouphe PTTOUKAAI, XPNOIKOTIOIET EIBIKA TTOTHPIA KO TPWEI HOVO NIWHEVES TPOPES. »

AucokolAiéoTnTa

H duokolNIoTNTa, dnAadn OTav N EVTEPIKN KIVATIKOTNTA YEIWVETAI HE ATTOTEAECUA N apOdEUCN va YiveTal TTIO
OUOKOAN, gival ouxvA oT1a TTaudId e oUvOpouo ReNU kal eveéXeTal va OXETICETAI PUE TOV PEIWPEVO HUTKO TOVO,
N PEIWPEVN doknon, dicuta XapnAr o€ QUTIKEG iveg (XapNnAOU UTTOAEIMPOTOG) KaI O TTPOCANWN Uypwv, 600 Kal
ME AOyoug TTou akopn &gv gival TTAfpwG KatavonToi. Eival onuavtikd va culnTrioeTe yia TIG TIOAVEG QITiEG PE
ToV TTaIBiaTPG 0OG O OTToI0G UTToPEl va TTpoTeEivel aAAayEéG oTn diaita Tou TTaidIoU oag i va Xopnynoel JOAAKTIKA
KOTTpavwv/kaBapTikd @dpuaka. Opiopéva TTaidid £xouv ETTWPEANBEI atrd KAUCHATA OTAV TA CUUTITWHOTA TOUG
gival 1IdlaiTepa évrova.

«ZOQVIKG €yive BuokoiAiog aTa 15 — AApa avAaTTTUENG ] OPHOVEGS;»
Avarrtugn kai Avaoctnua
‘Exel maparnpnOei Twg ToAAG TTaudid pe ouvdpopo ReNU gugavifouv Kovio avaoTnua Kai JIKPOTEPO PEYEBOG

KEPAAIOU aTTd TO AVAPEVOPEVO (MIKPOKEPOAia), TO OTTOIO €ival CUVHBWG TTOPWV aTrd Tn yévvnon (OUYYEVAG),
OHWG eVOEXETAI KAl VO QVATITUXOEI PETETTEITA (ETTIKTNTN).

«Htav TTavTa hIkpbdowuog yia TNV nAIKia Tou, atrd Tnv yévvnaor) Tou.»
MpoowikéTNTA

Ta TTaidid pe cuvdpouo ReNU teivouv va TTapouaidlouv CUUTTEPIPOPES TTOU ApPOlouv aTo avAAOYyo CUVOAIKO
avatrTuélokd Toug eTTITTEDO Kal TTEPIYPAPOVTAI ATTO TOUG YOVEIG WG TTOAU OTOPYIKA TTaIdIA, PE TTOAAEG AYKAAIEG,
ayyiydaTa Kai QIAIG.

Ta madid amroAapBdavouv 181aiTEPa TIG AICONTNPIOKEG BPACTNPIOTNTEG, OTTWG N YOUTIKI), TO JOUCIKA TTaIXVidia
Kal ol AX0I apagIwV Kal agPOTTAAVWYV, Kal attoAapBdvouv va maiouv e 1o vepd Kal TV aicBnon Tou avéuou.
MoAAG TTaudid atroAappavouy éva eUpog dPACTNPIOTATWY, OTTWG Ol KOUVIEG KAl TTaixVvidla pe Kivnon.


https://rarechromo.org/media/familyguides/English/Feeding%20FTNW.pdf

«Eival TToAU xapouuevn atmd Tn Uon TNG — £€va TTOAU €UKOAO, IKAVOTTOINUEVO
Kal Xapouuevo dtopo. Mtropei va pag deigel Tov ekveupiopd TnG 1 v
QUOAPECKEIG TG OPIYYOVTAG TO CWUA TNG, HOUYKPICOVTAG, KOUVWVTOG Td
¥xépia TNG  dayKwvovTag Ta. Oa avaoTaTwOEl Kal JEPIKEG POPES UTTOPEI va
KAQel, av TTaifel To «AaBog» €idog PouaIKAG!»

«AyaTtrdel va BpiokeTal £€w, va KAvel kouvia, va Trnyaivoupe BOATa, va TTaidel
ME TO vePO Kal PE TTaIXVidIa TToU WTICouV, va TPayouddel, va ayKaAIdgel Kal
va yeAdel - N Xapd TG gival JETODOTIKA!»

«Tng apéoel va BAETTel Taivieg (dpdong). TnG apéoel TTiong N JOUCIKA Kal O
XOPOG.»

«Eival éva xapoupevo kopitol. OTtav xapoyeAdel, givar adlvarto va unv
XauoyeAdoeig kal eoU! Ayartrdel Tn JOUGIKA Kail To Tpayoudi. Tng apéoel va
TTEPVAEl XPOVO PE TO ATOPA TTOU AyaTTAEl, AAAG eKTIUG £TTIONG KAl TOV
TTPOCWTTIKG TNG XPOVO 0TO dWHATIO TNG. AaTpeUEl OTIDATTOTE £XEI VO KAVEI JE
Cwa! EIdIka pe 1a ¢wa TNG @Apuag. Tng apéael TTPAYHOTIKG TTOAU va
TAKTOTTOIEI MIKPG TTAIXVidIO KAl QIyoUPES KAl T TOTTOBETE p€oa Kal £Ew aTTd Ta
KOUTI& Toug. lMaipvel Tov Xpdvo TNG va KOITAEEl TO KaBEva EEXwPIOTA Kal
ouxva Aéel wvaxTda TTolo (wo €ival Kal TI AX0 KAVEL »

«Tng apéoouv ol KOUVIEG, Va XOPoTINdAEl Kal va BpiokeTal 0TO vePO (€iTe
gival moiva, €ite PTravio oTo oTTiTI). TNG apéoouv €TTiong ol BOATEG g TO
QUTOKIVNTO, TO TTEPTTATNMA OTN QUON Kal Ol BOATEG Pe TO TpiKukAo. AyaTTdel ;
TNV Jouaikn kal va BAETTel TTaidikd. Tng apéoouyv eTtiong Ta BIRAia.» "

«Eival TToAU Tpugepn Kal oTopyiKr. AATpeUEl TO VEPO, TA QUITA KAl TO
TTaIXVidIa TTOU OTPIPOYyUpifouv. AyaTTdel TNV JOUCIKN KAl va KOUVIETOI aTTO
akpn o€ akpn — xopevovtag. ‘Exer aiocbnan Tou xioUuop Kal yeAdEl he
o1Ggopa TTpdayuaTa. Eival TToAU KoIvwvIKA — Ogv €xEl ETTIYVWON TwV EEVWV N
TOU KIVOUVOU.»

Alagpopég oTnV ZupTtrepiQopd 10 etV

Aev gpgavidouv OAa Ta TTaIdid ) ol eVAAIKEG e oUvOpopo ReNU cuutrepi@opIkéG BUOKOAIES, WG WG opdda
TEiVOUV va TTapouaIGfouv UPnAGTEPO TTOCOOTO CUUTTEPIPOPIKWY KOl KOIVWVIKWY OUCKOAIWYV Kal evOEXETaI va
EKVEUPIOTOUV EUKOAQ. AUTEG OI CUUTTEPIPOPEG evOEXETAI va BaaifovTal o€ ayXwdn TpodidBeon Adyw GAAwY
OUOKOAIWYV O€ TOWEIG OTTWG N KATAvONoN Kal N €TTKoIvwvia. Ta Taidid ouviBwg eTw@eAolvTal atrd oTabepég
POUTIVEG, 0pIBETNON, avTapoIBEG KAl AANEG TEXVIKEG DlaxEipiong cuuTTeEPIPOPAS. MpooTrdbeies va
EVOWMATWOETE OTPATNYIKES VIO TNV €EOUAAUVON TNG ETTIKOIVWVIAG 1 GAAWY {NTNPATWYV EVOEXETAI VA Eival
BonenTikég.

Ta piod maidid pe auvdpopo ReNU ekdnAwvouv diatapaxr auTioTikoU @acparog (A.A.@.) ) eygpavifouv
QUTIOTIKA XOPOKTNPIOTIKA. Agv UTTAPXE! MIA ‘I0TPIKN €6€TaoN’ yia Tnv didyvwon Tng A.A.P., Spwg Ta TTaIdId
MTTOPOUV va utToBANBoUV o€ pia €18IKA yia TNV A.A.@. cupTTepIQopPIKN agloAdynon atrd évav eKTTAIBEUPEVO
1aTpd } YuxoAdyo. H a&loAdynan evdExeTal va ivail SIETTIOTNUOVIKN KAl va cuuTrepIAauBavel AoyoBepaTreuTr)
Kal epyoBepaTtreuTny. MpooapuddeTal, emiong, oTnv nAIKia Tou TTaidiou. AvaAoya Je To atToTéAeoud TNG,
evoéxeTal va ¢nTnBei emitTAéov agloAdynon atrd €181Kkoug, OTTwGS avaTtrTugioAdyog TTaidiaTpog, vEUPoAdYog,
wuyiarpog A YuxoAdyog.
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H Unique €kdidel EexwpioToé 0dnyo yia TV [1pokAnTIKA/AUCKOAN TTpOC AlIOXEIPION ZUPTTEPIPOPAC.

“AlayvwaoTnKe Pe auTiond étav ATav TTepITTou 3 €TWV.”

“AUTIOTIKA XOPAKTNPIOTIKA: KIVACEIG XEPIWYV, avalATNon aiodNTnEIaKwyY ePEBICUATWY, KIVAOEIG KEQAAIOU Kal
owpartog.”

“EkdnAwvel BIaQOpPEG OTNV CUUTTEPIPOPA JOVO AOYw OpHOVWYV Kal epnpeiag, kal 6Tav QUOKOAEUETAI OTNV
ETTIKOIVWVIa.”

“YTrvog

2X€00V TA PIOA Jwpd he ouvdpopo ReNU £xouv Biwoel SUOKOAieg 0 oxéon Pe Tov UTTvo. O1 aITieg yia TIg
dlatapax£g Utrvou dev gival TTavToTe TTANPWS KaTavonTég. O SBUOKOAIE auTég epgaviCovTal £TTIoNG Kal O€
TTOAAG TTAIBIA hE TUTTIKI avaTtrTugn. MTTopei va gival atrairnTikO yia OAn TNV OIKoyEvela oTav éva TTaidi dev
KolpaTal KaAd i dgv atmoAapBdavel apketd UTTvo KAAAG TToI0TNTAG. To TTpdypappa UTTvou 1 BonBrjpara UTrvou
evOEXETAI Va eTTW@PEAGOUY To TTaIdi, OPWG auTo dev £xel aglohoynBei oTo ouvdpouo ReNU, kai TpoTteiveTal va
TO oU{NTACETE e TOV TTAIBIOTPO OAG.

O 0dnyog 'Ymvou TnG Unique TTapéxel eTTITAEOV TTANPOQYOPIEG.

«Eva KOKTEIA NPEPIOTIKWY gival attapaitnTo - aAMIWG EUTTVAEI TTOANEG QOPEG HECT OTN VUXTA.»
«OT1av augninkav ol eMANTITIKES KPIo€IG dpa Kal Ta @ApHaKd Tou, auénonkayv Kal ol diatapax£ég UTTVou. »

EviAAikn wn

O1 gpTTEIpieg TNG evnAIKiwong gival TTBavo va dIa@EPOUV oNUAVTIKA Kal €CapTwvTal atro dIAQopous
TTapayovTeS. AuTtoi cupTTEpIAaUBAvouyY Tn BapUTnTa OTTOINCdNTIOTE HaBNCIaKAS SUCKOAIAG Kal vONTIKAG
uoTéPNong, MOava 1aTPIKA TTPOBAANATA KOBWG Kal BEATIWOEIG OTNV TTPWIKN TTAPEUPACT Kal OTIG BEpaTreieg Kal
QYWYEG.

H Unique €kdidel ¢exwpiotd 0dnyo yia Tnv MetdBaon.

«H k6pn pag AIAIMTAEI To ¢Bdopadiaio Traixvidl Pe TO vepd — UTTOPET va gival o€ OTTa A, O€ TTI0 NOUXEG UEPEG,
o€ BepPaIvOPEVN TTICIVA JE TOV TTPOCWTTIKO QPOVTIOTA TNG, KABWS Tnv atroBappuveTtal atrd Tov Eviovo B0pufo.
Tng apéoel va Aéel TN yvwun NG 6tav GAAoI JIAAvE yUpw TNG Kal ouxva JIAdel TTio duvaTtd atrd autoud...

H imrracia gival pia TakTik dpacTtnpidtnTa Tou atroAaufavel. H Itrracia yia Ta Atopa pe Avatrnpia (Riding for
the Disabled) ATav pia eCaipeTika BETIKA eukaipia, TOGO 600 KaTA TN SIGPKEI TTOU TTRyaive oTo E1dikd ZxoAgio
000 Kal oTa TTPWTA TNG XPovia o€ Mpoypauuarta Hueproag @povtidag EvnAikwy. Autd TTpdo@aTa
QVTIKOTAOTABNKE aTTd £va TOTTIKG KEVTPO ITTTTACIAG, 6TToU £TTeiTa aTrd 12 PAvESG XWpIG IMTTTTacia TTpocapudoTNKE
ypPryopa oTIG OUVEDPIEC ITTTTACIOG TTOU TTPAYUATOTTOIE EKEI.

AtrohapBdver va repvdel Xpdvo Pe TOuG ouvopnAikoug NG ota Hueproia Mpoypdupata TTou TTapakoAouBei
TEOOEPIGC POPEG TNV ERDdOUAdA — TuXVA KAl apyoTTopNnuEVN YIATI TNG APECEl VA KOIMATAI TTAPATTAVW TO TTPWI.
ZUYKEKPIYEVOI PPOVTIOTEG TNV TTAPAAGUBAVOUV PETA TIC GUVAVTHOEIC KAl ETTICKETTTOVTAI TN YEITOVIA yIa JOTAd,
BOATEG (UE TO aPagidIo), ETTIOKEWEIG OTA KATAOTAUATA i TNV ETOTPEPOUV OTO OTTiTI. ‘Eva atrdysupa tnv
eBOouGda, o epovTIoTAG TNV TaiCel kal TNV Badel yia UTTvou, divovTag oTnV Papd éva atTéyeupa Eekoupaong.
Mepikég @opég Tov urjva oTa oaBBaTOKUPIOKA Byaivel OTAV YEITOVIA PE TOV QPOVTICTH TNG YIA TV NUEPA — TNG
QpPECOUV O avWPaAol BPOOI Kal Ta duvaTd GWTa aTTO TNV Kivhon 0Toug dpduoug.

Tpeig vuxTeg Tov Prva, AauBaver uttooTrpIEN atrd @POVTIOTH, KAl OAOI JTTOPOUNE VA KAVOUUE Eva SIGAEINUO
atro TNV O0UAEIR TTAf|poUG atraoXOAnong, TTou gival n epovTida TnG. Kai ekeivn Kavel éva SIGAEIJUa aTro To
OTTITI TNG. ZUXVA oI QiAoI TNG EKTOG TNG TTOANG aTTO Ta OXOAIKA TNG XPOVIA TTAVE OTO iBI0 KEVTPO UTTOCTNPIKTIKAG
@povTidag Ta idla caBBaTokuplaka: ival EEAIPETIKO va TTEPVAVE AUTOV TOV KOIVO XPOVo Padi.»
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larpikd {nTAMATO
m EmAnTTIKEG KpioEIg

MoAAG TTaudid pe ouvdpouo ReNU trapouacidouv KAtTola pop@r] EMANTITIKAS KPiong (Mo EaQVIKA Kal
avatrévTexn aAAayr oTnv NAeKTPIKA dpaoTnEIOTATA TOU eyKEPAAOU). H nAIKia évapgng TToIKIAAEL, KAl KUpAiveTal
a1Td TO TTPWTO £T0¢ CWNG €wg TNV NAIKia Twv 10 eTwv. AvaAoya e TIG TTEPIOXES TOU EYKEQAAOU TTOU
£TTNPEACOVTAI, TO CUPTITWUATA DIAQEPOUV KAl CUUTTEPIAAUBAVOUV TTAPOBIK GUYXUOT], AVECEAEYKTEG CUCTIACEIG
Kal oTTwAEIa TNG ouveidnong | TNG ETTAPAG ME To TTEPIBGAAOV.

To nAekTpoeykeparoypdenua (HEN) kai To Bivreo-nAekTpocyke@aloypapnua (Bivieo HEI) gival 1atpikég
€CETAOEIG TTOU XPNOIUOTIOIOUVTAI YIA TNV PETPNON KAl KaTaypa®n TN NAEKTPIKAS dpaaTnpidéTnTag Tou
eyKe@AAou Kai gival epyaAgia Tou, 6Tav XpnoipotroinBouv padi pe GAAeg e€eTAOEIG, EMITPETTOUV Th SIAYVWOT
TOU TUTTOU TNG ETTIANTITIKAG Kpiong. 'Eva ATopo PTTopEi va epgavioel TTEPIcOOTEPOUG aTTo £vav TUTTOUG KPIoEWV.
Méxpl oTIyung, £Xxouv ava@epBei dIAQoPOoI TUTTOI ETTIANTITIKWY KPICEWV, Ol OTTOI0I TTEPIAANBAVOUV:

EoTiakég Kpioelg AUTOG O TUTTOG ETTIANTITIKWY KPIoEwV EEKIVAEI aTTO TN Wia TTAEUPd TOU eyKEPAAOU Kal
TTOAQIOTEPA ATAV YVWOTEG WG PEPIKES Kpiaelg. O KpioeIg Ye ETTIAKN Evapgn €ival 0 CuXvOTEPOG TUTTOG O€ ATOMA
ME ETTIANYIQ.

Bpegikoi otracpoi Autog 0 TUTTOG ETTIANTITIKWY KPICEWY OUVABWG TTapoucIaleTal o€ CUPPOES (MaleNEVES OE
OuddEeg) 0 pwPA NAIKIag petagu 3-10 pnvwv. O1 Kpioelg epgavidovTal ouxvoTepa OTav Eva HwEO EUTTVAEL ATTO
TOV UTTVO KaI utTopei va €kdnAol A SuodIdkpITol (UTTOKAIVIKON).

MupeTikoi oracpoi Ta emreiocddia TTPoKUTITOUV Jovo otav To TTaudi epgavidel uwnAr Bepuokpaacia.

["evIKEUPEVOI TOVIKO-KAOVIKOI AUTOG gival O TUTTOG TTOU OI TTEPICTATEPOI AVOPWTTOI CUVOEOUV WE TNV ETTIANYIA.
Katd tnv £vapén TN Kpiong, n avwuaAn nAEKTPIKH dpaaTnpIOTNTG CUPTTEPIAANBAVEI KAl Ta NUIC@aipIa TOU
eyke@AaAou. H kpion TrepIAapBavel pia aon rapateTapévng oUoTTaonG TTOU akoAouBeiTal atrd oTTacoUg.
EmAnTTIKA katdoTaon (Status epilepticus) Autd cuufaivel 6tav pia Kpion diapkei TTapaTTdvw attd 5 AeTrTd N
OTav Ol KPIoE€Ig TTPOKUTITOUV TOGO KOVTA N Hia oTAV AAAN TTOU TO ATOUO dEV AVOKTA EVOIGUETQ TNV CUVEIONON
TOU.

Mo TEPICOOTEPES TTANPOPOPIESG ETTIOKEPTEITE TOV I0TOTOTTO Www.epilepsysociety.org.uk/

O1 emANTITIKEG KPIOEIG UTTOPET VO TTPOKAAECOUV PEYAAN avnouxia OTIG OIKOYEVEIEG KAl UTTOPEI va €ival
TPOMOKTIKEG OTAV CUUBAIVOUV, OUWG OTAV TTAEIOWNQIa TOUG UTTOXWPEOUV QUTOUATA 1) TEpUATICovTal PE
QapUaKeUTIKN aywyr. To Keppra (AeBeTipakeTaun) £xel ava@epOei WG aTTOTEAETUATIKO YIO TOV EAEYXO TWV
Kpioewv o€ opiopéva droua. Av 1o TTaIdi oag TTAPOUCIAcEl ETTIANTITIKA Kpion yia TTpwTn @opd, gival TTOAU
OnNUAVTIKO VO a@aipECETE OTTOIOOATTOTE ETTIKIVOUVA avTIKEiyeVa atrd To TTEPIBAAAOV WAOTE va YNV TPAUPATIOTEN
1O TTAIdi 0OG KAl VA ETTIKOIVWVACETE e Evav ETTAYYEAUATIA UYEiag.

«OT1av ATav pikpod TTaidi (3 & 4 €Twv) - U0 TTUPETIKOI OTTACHOI Kal apyOTEPA UIG OKOMN ETTIANTITIKA Kpion atTd
MeTABOAIKA oEwan (6 eTWV).»

«Eixe éva coBapd emANTITIKO €TTEI0O00I0 Aiyo PETA Ta 4% yevEBAIG TNG. XpeIdoTnKE SIaCWANvVWaoN yia Aiyo Kaipd
0600 voonAeuotav. To HEI katd tnv voonAeia dev eu@dvios KAtola GAAN eTIANTITIKA dpacTneidtnTa. Katd n
d1dpkKela NG voonAeiag TG eNQAvioe uwnAoUg TTUPETOUG Kal évav 10 (adevoid).»

«2Uvdpouo Lennox Gastaut - Kupiwg TOVIKO-KAOVIKEG ETTIANTITIKEG KPIOEIG, OWG TTAPOUCIAlEl £TTIONG
QQAIPETIKEG KAl EOTIOKEG KPIOEIG E ATTWAELIQ TNG OUVEIdDNONG.»

«lMapouoiadel EOTIAKEG, YEVIKEUPEVEG TOVIKO-KAOVIKEG, AQAIPETIKEG KPIOEIG KAl ETTIANTITIKI KATAGTOON. »
B AvwpaAieg eyke@dalou

H payvnTikr) Topoypagia eykepalou (MRI) gival pia TEXVIKR TTOU XPNOIYOTTOIEITAI VIO VO ATTEIKOVIOEI TOV
EYKEPAAO. ZTIG OTTEIKOVIOEIG AQUTEG, TA TTEPICOOTEPA TTAIOIA PE oUVOpouo ReNU gugavidouv dopIkEG avwUaAies
Tou gyke@AAou. O1 aAAayEg TTOIKIAAOUY Kal cUUTTEPIAAPBAVOUV PEIWPEVO GYKO AEUKNG OUGIOG OTO EYKEPQAO,
utroavattuén (uttorAacia) A pepIKA/TTARPN atToucia (ayeveoia) TNG AEUKAG ouaiag TTou cuvoéel Ta duo
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EYKEQAAIKA NUIC@aipia (LECOASPIO), HEIWNEVOG OYKOG TNG TTAPEYKEPAAIDAG (TTAPEYKEPAAIBIKY aTpOPia),
EYKEPAAIKEG KOINIEC peyaAUTEPES aTTO TO AvANEVOPEVO (KOIANIoPEyalia), kaBuaoTepnuévn HugAivwaon Kal
OXNMOTIONOI OTOV EYKEPAAO, YEUATOI PE UYPO (KUOTEIG). AUTEG OI aAAayEG ouviBwg diaylyvwokovTal aTTd
VEUPOAOYO Kal dev £xouv €10IKN BeparTreia.

«MeyeBupéveg KolAieg Kal AeTTTO ueaOAGBIO. »

«Kavape payvnTikr TOPoypa@ia EYKEQAAOU OTa 2 €T, KAl TAV QUOIOAOYIKH.»
«Meiwpévn Asukn oucia.»

m O@OaApoi kal 6pacn

Ta TTpoBAAuaTa PE Ta PATIO Kal TRV Opacn gival ouxva ota TTaidid pe ouvdpopo ReNU. ‘Exel avagepbei éva
MeYGAO @aopa TTaBioewyY Kal OTTOIOOATTOTE TTAIdI UTTOPEI VA EUPAVIOEl TTEPIOCOTEPA OTTO £va TTPORAANATA UE
Ta YaTIa 1 TRV 6paaH) TOu.

Ta TeplocoTePa TTAIdIA EpPaviCouv TTpoBAApaTa e TNV Opacn Toug. MTTopei va duoKoAsUovTal va douv
KaBapd Ta avTiKEieva TTou BpiokovTal JaKPIA (MUWTTIA) 1 KOVTA (UTTEPUETPWTTIO), KATAOTACEIC TTOU GUVIBWS
dlopBwvovTal pe TN Xpnon yuaAiwv. Mepikd TTaidid, 0pwg, £Xouv tmionun d1dyvwaon VOUIKAS TUPAwong. 'Evag
TTAPOUOIOG APIBUOS TTaIdIWY (TTPooeyyIOTIKA 1 in 2 (50 TOIG £KaTd)) TTapouaidlouv aAAnBwpicua (oTpaBioud),
610U TO éva A Kal Ta dUO PATIO GTPEPOUV TTPOG T MECA N TTPOG Ta £€w, TTPOG Ta TTAVW i KATW, KATI TO OTTOIO0
MTTOPEI VA AVTIMETWITIOTEN HE EUTTAACTPO TTOU KOAUTTTEI TO PATI, YUOAIA, AOKACEIG | XEIPOUPYIKN £TTIDIOPBWOT.
Mapdpoio TocooTd TTAIdIWY EP@avi(ouv aveCEAEYKTEG OPBAAUIKES KIVIOEIG (VUGTAYHOG). YTTOQVOTITUYHEVO
(uttoTTAOCia) OTTTIKG VEUPO £xEl £TTIONG ava@epBei o€ PIKPO TTOCOOTO TWV TTAIdIWY, OTTWG ETTIONG Kal GAOIIONG
otrTikr) BAGBN (Cortical Visual Impairment/CVI) 61rou n duokoAia oTnv épacn ogeileTal o€ eyke@ANIK BAGRN
(avTi yia opBaAuIkA BAGRN). Opicuéva TTaidid epgavidouv euaiodbncia aTo Qwe, JE ATTOTEAETHUA T PATIA TOUG
va avePaivouv TTpog Ta TTavw.

«®Aoiwdng otttk BAGRN - KaTd peydAo Babuod éxel uttoxwpnaoel. Ecwtpotria (TUTTog aTpaficuol)- duo
xelpoupyeia. ‘Hma ommikr atpoia. OpilOVTIOC TTEPIOTPOPIKOS VUCGTAYHOG - EUMPEVEL»

«O@BaAuokivnTikA atrpagia (Ocular Motor Apraxia/OMA) [aduvapia va eKTEAECEI OPICOVTIEG YPRYOPES
OPOAAUIKEG KIVAOEIG €K YEVETNG]. ZTPARIOPOG KATA TN yévvnaon, aAAd €xel utTtoxwproel. NuoTaypog - Ta PdTia
TTAVE TTPOG TA TTAVW KAl KAVOUV OTTOOHWOIKEG OOKKADIKEG KIVIOEIG. »

«Popdel yuahid atrdé TNV NAIKia Tou €vog £€TOUG.»
m 21oVvOUAIKA OTAAN Kal 00T

21a TTaIdIé e ouvdpouo ReNU avagépetal augnuévo TTooooTd XaunAnG 00TIKAG TTUKVOTNTAG (OO TEOTTEVIA),
KATI TTOU au&dvel Tov KivOuvo eTTaVOAQUBAVOUEVWY OCTIKWY KATOYHATWY.

Opiopéva TTaidid epgpavi¢ouv katolov Babud duoTrAaciag Tou 1I0Xiou, Je aTmoTEAEOUA TNV €UKOAN €GpBpwan
TWV 10Xiwv. AUTH eVOEXETAI VA €ival TTAPOUCA KOTA TN yEvvnon A va ePeavioTei apyotepa. Kai oTig duo
TTEPITITWOEIG, AVTIMETWTTICETAI JE VAPONKES Kal, av KPIOEI atTapaitnTo, aKIVNTOTToIiNGN YE YUWo Kal TTfavé
XElpoupyeio.

O1 avwpaAieg TNG oTovouAIKAG 0TAANG gival ouvhBelg. Ta pwpd evdEXeTal va yevvnBouv i va avaTTugouv
KQUTTUAOTNTO 0T OTTOVOUAIK) OTAAN, WG TTAAYIa KAPTTUAGTNTA (OKOAIWGON) i KAUTTUAOTNTA GTO AVWTEPO PEPOG
NG oTTovOUAIKAG OTAANG (KUQWON) | WG CUVOUACHO Twv dUO (KUPOOKOoAiwaon). H KauTTUAGTNTA QuTr) UTTOPEI
VA QVTIMETWTTIOTEN JE PUOIKOBEPATTEIO KAl AOKATEIG ) JE UTTOOTNPIKTIKO KNOEPOVA KAl XEIPOUPYEIO, OTIG
TTEPITITWOEIG TTOU KPIBOUV atrapaitnTa.

KZKEPTOUAOTAV TO XEIPOUPYEIO I0XIOU Kal TOV yUWOo TUTTOU Spica/oTTika yia KATToIa XPOVvIa Kal Hag AyXwVE TTOAU
va uttodAoupe TNV KOpN pag o€ autr Tn diadikacia. Opwg Ta KATa@epe TTOAU KOAG Kal SIaXEIPIOTNKE TOV
spica/oTrika yuwo yia évte €BOoudadeg pe emruxia. O1 8 eBOoPAdES PETEYXEIPNTIKNAG VOOonAgiag Kal Ta dU0
XPOvIa YEXPI VA AVAKTAOEI TNV KIVATIKOTNTA TTOU EiXE TTPIV TO XEIPOUPYEIO Eival auTd TTOU pag SUCKOAEWwav
TTPAYMOTIKA. TEANIKA OpwG, TTAéoV Bev TTovdael OTav KABETAI Kal auTr n TEPAOTIO dIa@Oopd @AVNKE CUVTONA PETA
TO XEIPOUPYEIO.»
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«AuoTrAacia 1oxiou: TToTé dev £€apBpwONKe, oUTE Pag TTPOTEIVAV KATTOIO
Xelpoupyeio. 'HTav utrd TTapakoAouBnon o€ eEEIBIKEUPEVN KAIVIKT VIO
TTOAAG Xpbvia. OoTeoTTOpWOonN: €iXe £va KATAYUA 0TO TTOdI OTAV KATA AdB0g
KAWTONOE TO yOvaTto TNG adeA@ng TnG (ATav 5 xpovwyv) - Hag TTapETTENYav
O€ QTTEIKOVIOTIKEG £CETAOEIG OTTWG UTTEPNXO KAl JETPNON OOTIKAG
TTUKVOTNTOG. BpéBnke avicookeAia KATw AKPWV.»

«Hma ap@otepdTTAcUpn duoTTAAGIa I0XiIWY, YIO TV OTTOoIa dEV £XOUV
XPEIAOTEN XEIPOUPYIKEG ETTEURACEIG HEXPI OTIVUNG.»

«'Eva Tuxaio katayua ootou.»

«Eugavioe duoTtthaaia i1oxiou 0Ttav yevvABnke, aAA& d1opBwONKe Je
vapBinKa Io0Xiou yia ToUG TIPWTOUG PAVES CwG. Eixe xapnAni ooTIKN
TTUKVOTNTA, OPWG N evéaiun Bepartreia CoAevdpovikoU o&éog Tn Boridnoe.»

m Evookpiveig (Oppovikég) diatapaxég R

Ta TTaidia ye auvdpouo ReNU evdéxeTal va epgavioouv TTaBrRoeis ol 27 ety
0TT0iEG ETTNPEACOUV TIG OPHOVEG TOUG. AUTEG 01 TTaBROEIS TTEPIAANBAVOUV

Tov UTTOAEITOUPYIKG Bupeocidn adéva (UTToBUPEOEIBIoNAG) Kal TV

QVETTAPKEIO AUENTIKAG OPHOVNG, OTTWG ETTIONG Kal TTPOPAAUATA UE TN YEVIKOTEPN UTTOQUOIAKK AgIToupyia
(TravutroUTTOQUOCICHOG). Mia agloAdynon atrd evOOKPIVOAOGYO TTPETTEI VA TTPAYUATOTTOINGET (WOTE VA EKTIUNBOUV
Ta €TTTTESA TWV OPUOVWV KAl N avAykn yia BepatreuTikA TTapéupaon.

m AKpog TToédag

Ol yoveig utropei va trapatnprioouv TTwg To TTaIdi Toug €xel BabiEg eviouég oTIg TTaTouoeg Tou. EvoExeTal
eTTioNg va €xel aouvnRBIoTo oxNKa f B€on Tou AKPou TTOdAG, OTTWG OTAV TO TTOdI ival eTTiTTEdO (TTAATUTTOdIA) N
paiBoitrroTrodia, 1Tou To TTOdI OTPEPETAI TTPOG T JECA KOl Ol TTATOUCES BpioKovTal N Yia atrévavt oTnv GAAn.
Ta dAKTUAQ TOu TTOBIOU £vOEXETAI VO AAANAETTIKOAUTITOVTAI KOl VO EUPAVICOUV UTTOAVATITUYHMEVA (UTTOTTAGOTIKG)
N TTapapopPwpéva voxia. Opiopéva TTaidid etTnpeddovTal ATTIA Kal oTroladATToTE TTABNOoN £ugavicouv dev Ba
QTTAITACE! AVTIMETWTTION. AAA TTaIBIA OuWG evOEXETAI VA ETTWPEANBOUV atTd Hacdl (MaAAEEIS), xpron
opBWTIKWYV BondnudTtwy Kal puoikoBepartreia. H BEPATTEUTIKY AVTIMETWTTION TPOTTOTTOIEITAI AVAAOYQ UE TIG
QVAYKEG TOU TTAIBIOU KOl OE PEPIKES TTEPITITWOEIG N XEIPOUPYIKN dI0pBwaon ival 0 KAAUTEPOG TPOTTOG YIa TNV
BeATiwon TnG KIVNTIKOTNTAG.

«MAatutrodia kal kK6Tol. PdOpece 0pOWTIKA Bonbruata acTpaydAou-rodioU yia Aiya xpovia, aAAd dev
MTTOpoUCE va Ta avexBei. MNMALov @opdel paAakoug diaxwpIoTES SAKTUAWY (spacers) atrd olAIkovn. ETAECape
TTOTTOUTOIA YIA VA QIAOLEVOUV T OTAUPWHEVA TNG OAKTUAQ Kal TTpocBEcape €101KO TTATO oTo BEEi TTATTOUTOI VIO
VO avTIOTaBOUIooOUpE TNV avicookeAia kal T dIa@opeTiKh B€on Kai Kivnon Tou 1Tod1oU TnG (BAadion pe Auyiopuéva
yovara kal yévaTto OTPAUPEVO TTPOG Ta PEoa (BAaigd yovaTo)).»

«To peoaio BAKTUAO DITTAWVEI KATW a1t Ta ITTAAVA TOU.»
m Akon

Opiopéva TTaidid rapoucidlouv Bapnkoia f KWPwan, akOUn KAl av n akKor) avagEPETal AVETTNPEACTN 0TV
TAciown@ia Twv TTaIdIWy. H attwAgia TNG akong evoEXETal va gival aywyiuoTnTag, 0TTou 0 AXO0G OV TAEIOEUEI
OTTOTEAECUATIKA 0TO £0W 0OUg (auTi) A veupoaioBnTApIa, OTTOU eu@avifeTal dIAaTapaxr OTo £€0W OUG, OPICHUEVEG
POPEG OTOV KOXAIO 1) OTO aKOUGTIKO VEUPO (TO VEUPO TTOU OTEAVEI GAPATA OXETIKA PE TOV (X0 OTOV EYKEQPAAO).
TéANOG, 0 ouvduaou6g auTwy Twv dUo TUTTWV gival TTionNg TTIBAVOC.

MoAAoi TUTTOI ATTWAEIAG TNG AKONG AVTIMETWTTICOVTAI JE TN XPriON GKOUCTIKWY BapnKoiag.
H Unique €kdidel {exwpiotd 0dnyo yia Tnv AKoN.

«Hma Bapnkoia - popouce aKOUCTIKA Bapnkoiag TTou TTpokdAecav depuatikéd epeBiopd. Kavel eTAoIa
agloAdynon.»
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B AVWHOAIEG TWV YEVVINTIKWY OpYAavwyv

EAdoooveg avwpualieg Twy YEVVNTIKWY OPYAVWY TWV ayopiwy £Xouv ava@epBei ae opiopéva TTaidId, KUPiwg Jn
Katepaopévol 6pxelg (kpuyopyia). Auto TTapartnpeital £mTiong kal o€ TTadid Xwpic cuvdpouo ReNU, kai n
TAsIoWN@ia d1opBWVETAI XEIPOUPYIKA. Agv €XOUV avaPePBEi avWHAAIEG TWV YEVVNTIKWY OpYyAvVWY OTA KOPITOIA.

m Ne@poi Kal avWHaAIEG TOU OUPOTTOINTIKOU CUCTHMATOG

Opiopéva pwpd yevviouvtal e EAAOOOVEG AVWHANIEG TWV VEQPWYV A/KAI TNG OUPOTTOINTIKAS 0doU. OI
OUPOAOIMWEEIG ival OXETIKA OUXVEG Kal EVOEXETAI VO XPEIAOTOUV BepaTreia pe avTiBioTikh aywyn. Ol
ETTAVOAAUBAVOUEVEG OUPOAOIHWEEIG EVOEXETAI VO XPEIOOTOUV TTPOQUAAKTIKI avTIBIOTIKI aywyh.

O1 avagepdpeveg avwualicg TrepIAapBavouy peyeBupévo veppo r ve@poug (udpovEéppwan) Adyw
OUCOWPEUONG OUPWV EVTOG TOU, N OTTOIA EVOEXETAI OPICHEVEG POPEG VA BIAYVWOTEI KATA TNV KUNON PE TN
xpnon utrepnixwv. O1 eEAa@PIES TTEPITITWOEIG ATTAITOUV TTapakoAouBnon Ouwg oxi1 Bepatreia. O1 TTEPICOOTEPO
00BapPEG TTEPITITWOEIS AUEAVOUV TOV KiVOUVO OUPOAOIPWEEWY, N OTTOIEG AVTIMETWTTICOVTAI JE QVTIBIOTIKY aywyh,
N, O€ €IBIKEG TTEPITITWOEIG, EVOEXETAI VA XPEIAOTEN N E1I0AywWYr KABETAPA WOTE va a@aipedei N cucowpeuon
oUpwv Kai va atro@euxBei BAGRN oTov veppod. ‘Exel eTTiong avagepBei kuaTeooupntnpikr TTaAivopdunaon, 61rou
Ta oUpa PEOUV TTPOG TA TTAVW (aTTd TNV KUOTN TTPOG TOV VEPPOD), EVOEXOUEVWGE TTPOKAAWVTAG BAGBN OTOUG
VEQPOUG KAl 0dNYWVTAG 0€ CUXVEG OUPOAOINWEEIG.

AMN\eg TTABAOEIG TTOU €XOUV avapePBei TTEPIAAPBAVOUV TTEQITITWOEIS JWPWVY TTOU YEVVHBNKAV JE TTETPEG OTOUG
VEQPOUC (VeE@POAIBiaan), YEVIKEUUEVEG EVOATTODEDEIC aoBeaTiou OTOV VEQPO (VEQPAoREOTwWwON), KAl KUOTEIG
YEMATEG PE UYPO OTOUG VEQPOUGS (VEQPIKESG KUOTEIG), TTOU OUVABWG evToTTiCovTal KaTd TNV eUBpUIKA (wh. Mia
MEMOVWMEVN KUOTN EVOEXETAI VA PNV ETTNPEACEI TNV VEQPIKN AEITOUpYia EKTOG av gival JeyAAn, Opwg
TTOANATTAEG KUOTEIG UTTOPET VA TTPOKAAECOUV aTTWAEI ASITOUpYiag Tou eTTnpealouevou veppou. Edv évag
TTOAUKUOTIKOG VEQPOC TTPOKAAET ETTITTAOKEG, eVOEXETAI VA aPaIPEDEI.

«Eixe ouxvég oupoAoiuwéelg otav ATav PIKPOG TTaIdi — Ta CUPTTANPWHATA KPAVUTTEPI BorBnoav. H
utTEPacBEaTIOoUpia TTPOKAAECE AiBoug oTa veQpd, TTOU 0drynoav o€ ppayuévo aploTepd oupnTrpa. ‘Ekave
XEIpoupyeio Kal ETeiTa éva TTpoowpivo oupnTnpikd stent (evdotrpdBean) TUTToU double-J TTepitrou éTav ATav 3
eTWV. OIKOyeVEIG KUOTIKOI ve@poi. 'Ekave TOKTIKOUG VEQPIKOUG UTTEPAXOUG Kal ETPNoN Adyou
aoBeaTiou/kpeaTivivng o€ Tuxaio deiyua oupwyv. Tov TTapakoAoubouoe veQPoASYOGS.»

m KnAeg

Opiopéva pwpd yevviovtal he KAAEG, dnAadn étav éva dpyavo 1 AiImmwdng 1I0TOG TTPORAAAEI péoa aTTd Eva
adUvapo anueio Tou TTEPIBAANOVTOG PUOG 1) 1I0TOU. AUTEG TTEPIAANPBAVOUV TTEPITITWOEIG KNANG HEOW 1) KOVTA
OTOV OUQPOAS (OP@PAAOKNAAN) KOl OTO ECWTEPIKO PEPOG TNG BOUBWVIKNAG TTEPIOXNAS (BouBwvokAAn). O1 KAAEG
EVOEXETAI VO UTTOOTPEWOUV XWPIG TNV avAykn Bepatreiag, Opwg oTnv TTAEIOVOTATA TWV TTEPITITWOEWY N
XEIPOUPYIKFA OaTTOKATACTAOCN €ival aTTapaitnTh.

«Eixe opgparoknAn atrd veoyeévvnto, aAAG dev XPpEIGOTNKE BeparTreia. »
«AU0 XelpoupyEia yia TNV AVTILETWTTION KAANG.»
m Kapdiakég rabnoeig

Kapdiakég TaBrioeig £xouv avagepBei oe dropa pe ouvopopo ReNU, ol otroieg ptropei va gival Trapoloeg atmo
TNV yévvnon (CUyyeveig) A va avatrtuxBouv apyoTepa KAt Tn ¢wr. ZTa TTaIdId TToU UTTOWIALoVTal KOPOIOKES
TTABAOEIG, AUTEG JTTOPOUV va dlayvwaoToUV e £EETAOEIG OTTWG TO NAekTpokapdioypdenua (HKI) (kataypdoel
TNV NAEKTPIKN dpacTnpIdTNTa TNG Kapdiag), n utrepnyxokapdioypagia (atreikdvion TG KapdIAg PE TN XpHon
UTTEPHXWV), 1 N aKTIVOypa@ia Bwpakog.

YTTapxXouv TTOIKIAEG KaPBIaKES TTABNOEIG Kal TTEPIAANBAVOUV avwPOAIEG TTOU eTTNPEAlOUV TO PEYEBOG Kal TNV
ooun Tou Kapdlakou Puds Kal Twv BoABidwy. AuTEG evoExeTal va TTepIAapBAvouy, oTTh HETAEU Twy dUOo
KATWTEPWV BIAPEPIOPATWYV TNG KapdIdg (ueookolAiakn etmikoivwvia (VSD)), aAoiwon o€ kdmoia atré TIg
Kapdlakég BaABideg, OTTwG TTadroelg TNG pITPoeIdoug BaABidag ) ditrtuxn aopTikA BaABida, Tnv arroTuyia evog
MIKpOU eAAgiNaTOG Va KAgioEl ETA TNV YEVVNON (avoIXTO WOEIBEG TPAKA), KOBWG Kal TTOAU ypriyopo Kapdlakd
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puBO (uttepKoIAiakn Taxukapdia). Opiopéveg atrd auTEG TIG TTABNOEIG ival GXETIKA ATTIEG KOI UTTOOTPEPOUV
MOVEG TOUG. POPUAKEUTIKN ] XEIPOUPYIKI BEpaTTeia eVOEXETAI VA XPEIAOTEN VIO OPICUEVES ATTO AUTEG.

«Eixe utraopTikn €0TIOKA OIOQEAYHATIKA UTTEPTPOPIKI JUoKapdIoTTaBelia. Mag €xouv evNUEPWOE! TTWG OV EXEI
MeyoAwoel o€ NEyeBOG PEoa oTa XpOVvIa KAl TTWG OV aTTOPPACOEl TNV PO aiJaTog aTnV Kapdid TnNG. Agv Tnv
TTaPAKOAOUBEI TAKTIKA TTaIOOKAPSIOAGYOG Kal gival UTTO TNV QPOVTIOa TTaIBIATPOU. »

«Eixe éva @uOIoAOYIKO NAEKTPOKAPDIOYPAPNUA PETOG, OTO TTAQICIO EVOG TAKTIKOU TTPOANTITIKOU EAEYXOU.»

«Kapia kapdiakr TédOnon. MapdAa autd £xel TTOAU uWPNAG GQUYHO NEEUIOg Kal ONUAvVTIKEG SIAKUPAVOEIS OTOV
KapdIakd pubuo.»

m AeppaTikég TTaBROEIG

Opiopéva TTaudid pe ouvdpopo ReNU gpgavidouv depUaTIKEG TTABNOEIG, OTTWG EKCEPa, OTTOU TO dEPUA YiveTal
KOKKIVO, QAgylaivel Kal TTPOKAAEl payoupa. O 1aTpOg 0O UTTOPEI VO 0Og TTPOTEIVEI TEXVIKES BIaXEIPIONAG Tou,
MOAGKTIKEG KPEPEG, KAl AAAEG BepaTTEiES YIA TNV AvaKOUPIoN TWV CUUTITWHATWY.

AMN\eg depuaTIKEG TTABNOEIC TTOU £X0uv avagepBei TrepIAauBdavouv café-au-lait avoixToxpwueg Kapé KnAideg
(MEAQYXPWHATIKEG KNAIBEG), aTTWAEI TNG MeAavIVNG (Xpwong) Tou dEPPATOG (AEUKN), KUAVEPUBPOG/UTTAE-
KOKKIVOG ATTOXPWHATIOHOG TOU dEPUATOG PE DIKTUWTO TTPAOTUTTO (SIKTUWTA ££avONPATA), HIKPEG TPOXIESG
QVUYWOEIG TOU OEPUATOC (BUAQKIKR UTTEPKEPATWON), auEnuévn TpIXopuia 0To owua (UTTEPTPIXWON), KAl Hia
QVWHAAN CUCCWPEUCH PIKPWV ayYEiwy, TTAVW A KOVTA oTnV £TIQAVEIA TOU OEPUATOG, N OTToIa HOIAEl hE
KOKKIVO onuadl yévvnong (depuatikd aiyayyeiwua).

«Poddxpoug vooog TTpocwTrou. ZoBapr depuaTiTida yupw atrd TO0 OTOUA AOYW TNG TTOPOUCIAG O1EAOU PEPIKEG
QOpPEG, OTNV TTAIBIKA Kal EVAAIKN Cwr).»

«Eklepa ota 6010, Kal EPIKEG POPEG aTO TTPOCWTTO. EuaiocBbnTo &dépua.»
m AdvTia

OdovTiaTpikég TTaBRoeIg avagépovtal o€ AilyoTepa atrd Ta piod TTaidid e ouvdpouo ReNU. Aidgopeg Tadrocig
€xouv ava@epBei atrd Toug yoveig OTTwg aocuviBioTo péyebog KATw yvaBou, TTou 0dnyei o€ CUVWOTIOKO 1) apain
O1dTagn Twv dovTiwy, acuviABIoTa AeTTTO Kal euaicBnTo GUAATO (UTToTTAGCia adapavTiving), Kal TTPdwen
avaTtoAr veoylAwv f/kal gévipwy dovtiwyv. Eivalr anuavTikh n emPeAng @povTida Twv doVTIWV WOTE Va
TTPOANPOEi 0 TEPNdOVIOUOGS. Maidid Kal EVAAIKEG evOEXETAI VA ETTWPEANBOUV ATTO VOOOKOUEIOKT) OOOVTIOTPIK
TTEPIBAAYWN Kal EVOEXETAI VA XPEIATTOUV XEIPOUPYIKN BepaTtreia uTTd yevIKN avaiodnaoia.

H Unique €kdidel EexwpioTolg 0dnyoug pe dvoua Ppovridovrag 1a dovTia Tou TTaidiou oag Kal AGvTia: GUVNBEIC
QVNOUXIEG.

«MpoBAjuaTa adapavTivng Twv TTAVW PTTPOCTIVWV doVTIWY. Xwpig TEpndOva - he agrvel va BoupToiow Ta
OOVTIa TNG Kal VA KAVW 0d0VTIKO vriiua. Mou ddykwoe duvaTd Ta dAXTUAQ HOVO [ia Qopd... TTAEOV KPATAME
OIAQOPETIKA TO KEQAAI/CayOVI.»

«Exel mo pahakd grrpooTivd 86vTia aTTd TO AVAPEVOUEVO, HE KOVTEG PICeC.»

m Zi1EA6ppola

MeydaAog apiBudg yovéwv avagépel TTwg Ta TTaidId Toug ep@avifouv auénuévn Trapaywyr] oi€Aou (o1eAéppola)
r/ka1 duokoAia dlaxeipiong Tou, o€ Katolo Badud. H duokoAia KaTATTOOTG TOU EVOEXETAI VO CUMBAIVEI KOl
XWPIg TNV TTapouadia augnuévng TTapaywyns ol€éAou av UTTApXEl BUCKOAIO va KPATIETAI TO OTOPA KAEIOTO 1) av
UTTAPXEI AVETTOPKAG MNXAVIOUOG i} pUBPOG KATATTOONG, OTTWG OPICHUEVES POPEG TTAPATNPEITAI OTIG VEUPOAOYIKEG
TTaBnoeIg (eyKe@aAikh TTapdAuon Kai vonTikr) uoTépnaon). AIGQopes BePATTEUTIKESG ETTIAOYEG gival dIABECIUEG, Kal
POPUOKEUTIKN aywyr evOEXETAI va TTPOTaBE av gival atrapaitnTn (OTTWG EMBEPATA UOOKIVNG), AV Kal EVOEXETAI
va TTpoKaAEael TTapevépyeleg. O1 yoveig eTTiong ava@épouv TTwg oTo TTaidi Toug dpeae va paodel ) va Badel oTo
OTOMA TOU QVTIKEIMEVA KOI TTPOTEIVOUV TNV XPAON HAONTIKWY CWANVWY 1) TTEPIdEPAiWY pdonong.
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https://rarechromo.org/media/familyguides/English/Looking%20after%20your%20childs%20teeth%20FTNW.pdf
https://rarechromo.org/media/familyguides/English/Teeth%20Common%20Concerns%20FTNW.pdf
https://rarechromo.org/media/familyguides/English/Teeth%20Common%20Concerns%20FTNW.pdf

«H yAwaooa tng gival To ayaTtrnuévo TNG «TTaixVvidi» - Tpadael TNV YAwooa Tng TToAU. To d€pua oTa XEpIa TNG
epeBioTnKe TTOAU, OUWG BeATILWONKE e €161KO oTTPél Cavilon, TTPOCTATEUTIKEG KPEUES Kal EIOIKA YAVTIO XWPIG
0dkTUAa. MaonTiké Bondrpara yia 1o otoua, 6Twg Ta ChewyT, €xouv Bonbroel To déppa oTa DAKTUAG TN,
Kabwg ouvnBiZe va paadel Ta Traixvidla g, va Badel Ta SAKTUAG TG 0TO 0TOMA TNG Kal va Tpapdel Tnv yAwooa
nG.»

«Tou apéoel va yaodel QVTIKEINEVA OTTWG HAONTIKOUG OWAAVEG. »

Néoo ouyxvo cival To ouvdopopo ReNU;

Eival duokoho va rpoadiopioTei e akpifeia. Méxpl onuepa [lavoudpiog 2025], repioodTepa ammoéd 250 dtopa
pe ouvdpopo ReNU €xouv avagepBei otnv 1atpikr BiBAloypagia. Mia peAETn Twv Chen kar guv. 10 2024 exTING
TTwG o1 TTaboyoveg TTapaAAayég oTo yovidio RNU4-2 evdéxetal va e€nyouv 1 oTig 250 (0.4 Toig €KaTo)
VEUPOQAVATTITUEIAKEG BIATAPAXEG TTAYKOOHIWG, TTOavwg eTnEedlovTag dekAdeS XINIAOES OIKOYEVEIEG OE OAOV TOV
KOO JO.

MNati cuvéRn auTto;

Otav cuMauBavetal éva TTaidi, To YEVETIKO UAIKO Twv yovéwv (DNA) avTiypd@etal 0TO WAPIO Kal 0TO
otreppaTolwdpio TTou dnuioupyouv 1o veo TTaidi. H BioAoyikr diadikacia Tng avTiypa@rg dev gival TEAEIQ Kal
TUXQIEC AAAQYEG TTPOKUTITOUV OTOV YEVETIKO KWOIKA OAWV Twv TTaIdIWYV, O 0TToieC Oev evTtoTTiCovTal 0To DNA
TWV YovEwV TOUG. AUTEG CUMBAiIVOUV QUOIKA Kal Ogv gival TO ATTOTEAECHA TG SidITAG TWV YOVEWY, TOU
mepIBaAAovTOG i Tou TPpoTTOU {WNG. O TTEPIcodTEPES aTTO AUTEG TIG aAAayég aTo DNA dev €xouv gugavi
etTidopacn. Ouwg oe oTTavieg TTEPIOTACEIG AUTEG oI Tuxaieg aAAayEG 0To DNA evdExeTal va odnyrfoouv o€
TPoBAAHATA UYEiag A va eTTNPEACOUV TNV AVATITUEN.

Orav 1€101£G TUXAiEG aANAYEG eTTNpedlouv TNV AciToupyia Tou RNU4-2 yovidiou, TOTE TO TTaIdi eppavidel TO
ouvopouo ReNU. Méxpr oTiyung [2025], oTn ouvTpITITIKE TTASIoWNn®ia Twv aTOPwy Pe ouvdpouo ReNU, n
YEVETIKN aAAayr ATav Tuxaia (A “de novo” (dn)), dnAadrh n aAlayr TTPoEKUYE yia TTPWTN @opd o€ AuTd TO ATOWO
MEOQ OTNV OIKOYEVEIQ. ZTTAVIA, Evag yovEAg eVOEXETAI va QEPEI TNV idIa aAAayr] () TTapaAAayr]) o€ KATToI0 aTTo
Ta WAPIA | OTTEPPATOWAPIA TOU Kal va TRV KANPodoTr o€l 0To TTaIdi TOU (YVWOTO WG HWOAIKIONOG YOUETIKAG
oeIpag).

Eival onupavTiké va avayvwpiooupe TTwG KAVEVOS DEV TTPETTEI VA KATNYOPEiTal yia TIG TTapaAlAayég oto DNA Tou
Kal Kavévag yovéag Oev gival o uTTaiTiog otav pia véa aAAayr TpokuTrTel 0To DNA Tou TTaudiou tou. OAol £xoupe
TO OIKO NOG OUVOAO XOPAKTNPICTIKWY TTAPAAAAYWY KAl Ol TTEPICOOTEPEG ATTO AUTEG OEV €XOUV EUPAVI)
eTTidOpacn.

Mrtropei va cupBei {ava;

H mBavotnTa va yevvnBei éva akéun mraidi TTou Ba @épel éva aTTavio YEVETIKO vOonua eEapTATal atrd Tov
YEVETIKO KWOIKA TwV YovEWV. 2Xe0OV o€ OAa T ATOPA TTOU £X0UV, HEXPI OTIVUAG [2025], avagepBei pe
ouvdpopo ReNU n yevetikn rapaAliayn €xel avixveuBei de novo (dn), dnAadr kavévag yovéag dev BpEOnKe va
@épel TNy idia TTapaAAayr oTo yovidlo RNU4-2 61twg 1o TTaidi Tou. ETTopévwg, n mlavoTtnta va yevvnBei éva
akéun Traidi ye ouvdpopo ReNU gival cuvABwg piIkpdTePn atmd 1%. ‘Evag atrd Toug Adyoug yia TOuG OTToioug
€EAKOAOUBE va UTTAPXEI EVOEXOPEVO ETTAVEPPAVIONG Eival TO OTTAVIO QAIVOUEVO TOU HWOAIKIOHOU YOUETIKAG
o€1pdg, TO OTTOI0 avaEEPOnKe TTapatmdvw, Ouwg dev £xel TrTapaTnenBei oto ouvdpopo ReNU. Katd 1o
OUYKEKPIMEVO QAIVOUEVO £VAG YOVEAG QEPEI YIa YEVETIK aAAayr], OUWG QUTH €ival TTEPIOPIOHUEVN GTO WAPIO M)
oTTEPHATOCWAPIO TOU. ETTOPEVWG N YEVETIKA aAAayr] dev avixveUeTal 0TOug eAEyXOUG aiaTog Tou yovéa. H
Unique €kdidel éva oUvTOPO 0dnyo YIa TOV JWOAIKIOUO, TTOU KOAUTITEI TO OUYKEKPIKMEVO PAIVOUEVO.

‘Evag KAIVIKOG YEVETIOTNG 1] YEVETIKOG CUUPBOUAOG UTTOPET va TTAPEXEI EEEIBIKEUNEVN CUMPBOUAEUTIKN yIa TNV KAOE
OIKOYEVEIQ, OXETIKA PE TNV MOavoTnTa va yevvnBei éva maudi pe 1o ouvopopo ReNU otnv emméuevn
eykupoouvn. H Unique exdidel EeXxwpioToug 0dnyoug OXETIKA Pe ZXeOI00UOC ETTOUEVNG EYKUPOOUVNG,
MpoyevvnTIKOC VEVETIKOC €AeyXOC Kal idyvwon, ETiokewn o€ KAIVIKA YEVETIKAG and YTTOoTPIEN TwWV adEAQWY
TTaIdIWY PE OTTAVIO VEVETIKA TTABNON.
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https://rarechromo.org/media/information/Other%20Topics/Mosaicism%20QFN.pdf
https://rarechromo.org/media/information/Other%20Topics/Planning%20your%20next%20child%20FTNW.pdf
https://rarechromo.org/media/information/Other%20Topics/Prenatal%20genetic%20testing%20and%20diagnosis%20FTNW.pdf
https://rarechromo.org/media/information/Other%20Topics/A%20Clinical%20Genetics%20Appointment%20FTNW.pdf
https://rarechromo.org/media/familyguides/English/Supporting%20Siblings%20of%20Children%20with%20a%20Rare%20Genetic%20Condition%20FTNW.pdf
https://rarechromo.org/media/familyguides/English/Supporting%20Siblings%20of%20Children%20with%20a%20Rare%20Genetic%20Condition%20FTNW.pdf

Mtropei To ouvdopopo ReNU va BegpaTreuTei;

Méxpi oTiyung, dev uttdpxel Bepatreia yia 1o cuvdpouo ReNU. Ouwg, n didyvwaor Tou SIEUKOAUVEI TNV
KAaTtaAANAN uTTOOTNPIKTIKA @povTida, TTapakoAouBbnaon Kai diaxeipion Tou aTtdUou Kal TNG OIKOYEVEIGS TOU.

Odnyieg yia Tn @PovTida KAl AVTIMETWITION

Apeoa JeTd TRV didyvwon
Ortav autr dev cupPaivel Katd TN SIAPKEIR TNG BIAYVWOTIKNG dIadIkaoiag, HIa agloAdynon TwWV CUPTITWUATWY
Tou ouvdpodpou ReNU Ta otroia rapouacidlovral gTo ATouo OTO OTToio TE0NKE n didyvwan gival atrapaitnTn.
AuTtr] 6a KaBopioel TTola XapaKTNPIOTIKA €ival TTapovTa Kal TT000 gofapd cival.

YTTOoOTNPIKTIKH PPOVTida

H @povTida evog atdpou pe cuvdpouo ReNU evdéxetal va xpelaaTei GUVTOVIOHEVN EvaoXoAnon atrd pia
OIETTIOTNHOVIKA OMAdA EIBIKWYV OTTWG:

Maudiartpol - 1aTpoi TTou £¢EIBIKEVOVTAI OTN CWHATIKI, WUXIKI KAl KOIVWVIKH UyEia Twv TTadiwy atmd Tnv
yvévvnon éwg Tnv veapr] eviAikn Cwi.
MaoTpevrepoAbyoOI - IATPOI TTOU AVTIMETWTTICOUV TTABrCEIG TOU OTOMAXOU Kal TWV EVTEPOU.

NeupoAdyol - 1aTpoi TTou avTIYETWTTICOUV TTABACEIG TOU EYKEPAAOU, VWTIAiou HUEAOU Kal VEUPIKOU OUCTHUATOG,
OTTWG EMANTITIKEG KPITEIC. AUTEG EVOEXETAI VA TTEPIEXOUV KO OPICHEVES TTABNOEIC TOU JUOOKEAETIKOU.

OpBOoT1redIKOI - 1ATPOI TTOU AVTIMETWTTICOUV TTABNOEIS TWV OOTWYV KAl TWV HUWV.

AKTIVOAGYOI - 1aTPOI TTOU XPNOCIUOTTOIOUV TEXVIKES IOTPIKAG ATTEIKOVIONG, OTTWG AKTIVOYPAPIEG Kal aoviKN 1)
MayvnTIKI TOPOYpagia.

EvdokpivoAdyoil - 1aTpoi TTou acXoAoUvTal JE TIG OPUOVEG Kal TIG ETTITITWOEIS TOUG (TT.X., TTABACEIG OTTWG O
oakxapwdng d1aBATNGS ) 0 UTTOBUPEOEIBIOHAG).

OupoAdyol - 1aTpoi TTou e€eidikeUovTal oTnV dIAYVWwon Kal BepaTtreia TTaBAoEwWY TOU OUPOTTOINTIKOU
OUOTHUATOG.

O@OBaApiaTpol - 1aTPOi TTOU AVTINETWTTICOUV TTABACEIG TTOU £TTNPEACOUV Ta PATIO.

ModiaTtpol - 1aTPOoi TTOU AVTIMETWTTICOUV TTABRCEIG TOU dKpou TTédA, TaPOoOoU Kal YEVIKOTEPA TOU KATW AKPOU.
AkooAdyol - eTTayyeAdaTieg uyeiag Tou diaylyvwoKouv Kal Bepatrelouv 1 auuBaAAouv aTnv diaxeipion
TTaBnRoEwWV TNG OKONAG f TNG I00PPOTTIAG.

QropivoAapuyyoAdyol - 1aTpoi TTOU £EEIBIKEUOVTAI O€ TTABNOEIG TOU AuTIoU, TNG HUTNG Kal Tou Adpuyya (QPA).
AgppaTtoAdyol - 1aTPOoi TTOU AVTIMETWTTICOUV TTABROEIG TOU OEPUATOG.

Kap®dioAdyol - 1aTpoi TTou avTigeTwTTi(ouv TTaBA0EIS TNG KAPdIAG.

FeveTioTéQ - 10TPOI TTOU aoXoAouvTal pe TNV dIdyvwaon Ka TNV SIaxEipIon YEVETIKWY TTABACEWV.

AilaitoAdyoi-Alatpo@oAdyol f/kal dAAol eTrayyeApaTieg uyeiag - evdExeTal va oupBAaAAouy oTov
OUoTNPATIKG KAl OAOKANPWHEVO OXESIOONO TNG BEPATTEUTIKNG QVTIMETWTTIONG TOU TTAIBIOU.

OepATTEUTIKES TTAPEUPACEIG KAl OepaTTEIES

H mpwiun TTapéupacn evoéxetal va atrodeixOei 1Id1aiTepa eTTwPEAAG Kal guvioTATal N agloAdynon Twv
€CEIBIKEUPEVWIV avayKWYV TOu K&Be aTtéuou. ‘Eva €18IKO, TIPOCAPHOCUEVO OXEDIO VIO ThY EKTTAIOEUCN Kal TN
@povTida Tou TTaIdioy, TTou 0TI HIMA Aéyetan IEP kai oto Hvwuévo BaaiAeio EHCP, 1 avtioToixo €yypa@o o€
GAAEG XWPEG, EKBIBETAI JETA TNV AEIOAOYNON TOU TTAIBIOU. ZKOTTOG TOU Eival va eEAc@AAioEl TTwG Ol
EKTTAIOEUTIKEG, 1ATPIKEG KAl KOIVWVIKES avAyKeS Tou TTaIdI0U Ba KAAUQTOUV ETTAPKWG.

Méxpl oTiyung dev uttépxel diabéoiun Bepatreia yia 1o ouvdpopo ReNU. O1 BepatreuTikég TTAPEUPATEIS
OTOXEUOUV OTNV AVTIMETWITION CUYKEKPIMEVWV XAPAKTNPIOTIKWY KAl CUPTITWHATWY OTTWG:
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QuoikoBepartreia ETTw@eAei dTopa TTou €XouV €TTNPEACTEI ATTO TPAUNATIOPO, aoBEveIa i avaTTnpia HEow
TNG Kivnong kail TnG doknong, TNG XEIpoBepaTtreiag, TNG EKTTAIdEUCNS Kal TNG GUMBOUAEUTIKNAG. Ol
QPUOIKOBEPATTEUTEG TTAPEXOUY, ETTIONG, CUMPBOUAEG yia TN diaxeipion Tou TTOvou.

EpyoBepartreia O1 epyoBepatreuTéq gival TTaYYEAUATIEG UYEIQG 01 OTTOIOI TTPOWBOUV TNV UyEia Kal TNV
eUECia HEOW OUYKEKPIPEVWY OPACTNPIOTATWY WG UTTOOTNPIKTIKG HECO auTodlaxeipiong Piag TTanong.
BonBouv dtopa e yeveTikéS TTABAOEIS va avaTTTuCouv TNy adpr] Kai Tn AETTTH KIVNTIKOTNTA TOUG Kal
TTapEXouv Tov KATdAANAo €OTTAICHO yia auTo.

NoyoBepaTtreia AvTiueTwTTICEl BUOKOAIEG TOU AGYOU, TNG OMIAIOG KAl TNG ETTIKOIVWVIOG.

O1 yoveig ouvioTouv TTolKiAeg BepaTreieg 6TTwg MouoikoBepartreia, ITrrofepartreia kar Eapuoopévn
avdAuon cuptrepipopdg (ABA).

Aicita upnAnf o€ QUTIKES IVEG ] HAAAKTIKA TWV KOTTPAVWY A/KAI UTTOKTIKA QAPUOKA EVOEXETAI VO
QVOKOUQIoOUV Tr SUCKOINIOTNTA. 2€ 101AITEPA OOBAPES TTEPITITWOEIG, OPIOHUEVOI ETTWPEAOUVTAI ATTO TNV
XOPAYNON UTTOKAUGUWV.

NMapakoAouBnon
O1 TTapakdTw agloAOyACEIG CUVICTWVTAI YIA TNV TTAPAKOAOUBNON TWV CUUTITWHATWY VOGS ATOUOU UE

ouvdpouo ReNU, Tnv avtatmmdékpior Tou aTn @povTida Kal Beparreia Tou cuvOpOloU Kal yia TO EVOEXOMEVO TNG
EMPAVIONG VEWY CUNTITWUATWY HE TNV TTAPOdO TOU XPOVOoU:

MapakoAoUBnon TNG AvATITUENG KAl TNG ETTAPKOUG TTPOCANWNG BPETTTIKWY CUCTATIKWV.

Neupowuxiatpikh aloAdynon kai aloAdynon pabnolakwy IKavoTATwy KABe Aiya xpovia, waTe va
TTpocapuoleTal KAAUTEPQA TO OXEDI0 OTTOUBWY Kal @povTidag Tou TTaidiou (EHCP/IEP).

TakTiKA (ouvABwg €To1a) agloAdynon atroé oBaApiaTpo.

YTTEPNXOYPAQPIKI ATTEIKOVION, JE OTOXO TNV TTAPAKOAOUBNON evdeifewv DUCAEITOUPYIAS TOU OUPOTTOINTIKOU
ouoThpaTog. Epocov evdeikvutal, auTh TTRETTEl va eTTavaAngBei cuugwva pe TIS odnyieg TNG ouadag
IATPIKAG PPOVTIdAG

H ve@pikA AciToupyia TTpETTEl va TTapaKOAoUBEiTal, 1I8iIWG O€ TTEPITITWOEIG TTABOAOYIKWY UTTEPNXOYPOPIKWV
EUPNUATWY A ETTAVAAOUBAVOUEVWY OUPOACINWEEWY, CUUNPWVA HE TIG CUCTACEIS VEQPOASYOU Kal avaAoya
ME TNV TTapouacia Kal TV EENIEN VEQPPIKAG VOOOU.

H agioAéynon yia duokolAidTnTa (TOUAGXIOTOV £TNCIWG) Kal N Bgpartreia NG TPETEl va kaBodnyeital atro
TOV TTaIBIATPO 1 YAOTPEVTEPOASYO CGAG.

MapakoAoUBnon yia TBavr aTTWAEIa aKONRG.

MapakoAoUBnaon evOOKPIVIKAG AeIToupyiag, 18iwg uTToBUPEOEIBITUOU.
MapakoAoUBnon yeVIKAG aipaTog Kai BIOXNMIKWY EEETACEWV QiNATOG.
MapakoAoUBnaon yia ooTeOTTEVIAL.

2uvioTaTal va e¢eTaoTel N avaykn yia KapdIoAoyIKr TTapakoAoudnaon.

TOKTIKEG ODOVTIATPIKEG ETTIOKEWEIG.
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‘Epeuva utré €€€AIEN

H digpedvnon Tou poAou Tou “pn KwAIKOTTOINTIKOU” HEPOUG TOU YEVETIKOU JaG UAIKOU €ival éva avaTITUCOOUEVO
medio. H avakdAuyn Tou pdAou Taboyovwy TTapalAaywy 0To PN KwdikoTtroinTikd yovidio RNU4-2 wg aitiag
veupoavatTuglakng diatapaxns (NDD) civar 1diaitepa TTpdo@atn (TTpwTn TTEPIypagn Tov AtTpidio Tou 2024).
Epeuvntég o€ OAOV ToV KOOHO PeEAETOUV TTAEOV QUTAV TNV TTABNCN TTPOCTTABWVTAG VA ATTAVTIOOUV EPWTACEIG
OXETIKA PE TNV oUuXvoTNTA TOU cUVOPOUOoU ReNU, Tov CUYKEKPIPEVO INXAVIOUO PE TOV OTTOI0 O AAAAYEG TOU
DNA o710 yovidio RNU4-2 0dnyouv oTa GUYKEKPIYEVA XAPAKTNPIOTIKA TOU GUVOPOUOU, Kal TNV avaTTTUgn
QTTOTEAECPATIKWY BEPATTEIV KAl BEPATTEUTIKWY TTAPEUPACEWY TTOU Ba BEATILWOOUV TIG CWES TWV
eTNPEAlOPEVWY OTOHWV.

Avapévetal 0TI N evOWPATWon TTPOANTITIKOU eAéyXou TTaBoyovwy TTapallaywy aTo yovidio RNU4-2 otnv
KaBiepwuévn KAIVIKA YEVETIKA agloAdynon Ba TeppaTioel TIG SlayvwOoTIKEG 00UCoeIeg XIANAdWY aTOUWY JE
VEUPOAVATTITUEIAKEG BIATAPAXEG TTAYKOOHIWG, Ol OTTOI0l TTAPAUEVOUV adIdyVWaTOol ETTEITA OTTO TNV KABIEPWPEVN
YEVETIKN aIoAdyNaon, Kupiwg 6cov agopd yovidia TTou KwIKOTTOIOUV TTPWTEIVEG.

O1 oiKoyéveleg Aéve ...

“Ta TTavta OXETIKA hE TNV KOPN MOG gival gexwpioTd. H IkavotnTd TNG va EPTTAEKETAI O€
oulNTACEIC XPNOILOTTOIWVTAG JOVO Ta JWATIA TNG KAl TN YAWOOO TOU CWHATOG TN gival
EKTTANKTIKY. TO YENIO TNG Kal 01 “ayKaAIEG KEQAAIOU” TNG ATTOTEAOUV XAPAKTNPIOTIKA TNG
TIPOOWTTIKOTATAG TNG. Mag £xel paBel TOoa TTOAAG yIO TOUG EQUTOUG POG — Ta duvaTd Kal
Ta aduvarta onueia pag. Kai ol dU0 adeAQEC TNG €XOUV EUTTVEUCTEI OTTO TIG
TTOPATNPNOEIG TOUG, TIG EPTTEIPIEG TOUG KAl TNV AyqaTTn, TTOU divouv Kal TTou dEXovTal,
MeyaAwvovTag dITTAa oTnv adeA@r] Toug. H TOTTIKR KOIVOTNTA TV avayvwpilel cuxva
oTav Byaivoupe £€w — oI AvBpwTTol Pag TTpoceyyiouv Kal pag Aéve o1l TNV yvwpilouv
OTTO TO KOAUMTTI ] €TTEIONA TNV €XOUV O€l O€ E0PUNATEIG UE TOUG PPOVTIOTEG TNG. ”

“Mpiv kav akoéun d00¢i dvopa o€ autr TNV KATACTACN, TOCO 0 OUCUYOS oU OCO0 Kal YW
avegdpTnTa e¢eTAcauE TNV avayvwpliopévn Tapailayr oto RNU4-2 kai diaBaoapue
“renew”. lNa epdg, Tavra ATav 10 “cUVOpPOO Renew” — pe kABe TpdTTO TTOU N {WN TNG
KOPNG HOG £XEl PEPEI AVAVEWON OTNV OIKOYEVEID PAG, HECW TNG AydTTNG TTOU JAG
TIPOKAAEL Kal TNG eATTIOAG TTOU PEPVEL N didyvwaon yia To PéANoV TNG. ”

“H k6pn pag, pou éxel B10GEel TOOO TTOAAG, TTPpdyHOTa TTOU TTOTE Hou &gv TTioTeua Ba o1 xpeialdtav va Jabw.
Me éxel kKAvel, €TTIONG, va yVwWPIoW KATATTANKTIKG ATOUA TToU £Xw BonBnoel Kal ekeiva Pe £Xouv €TTiong
BonBnoel e 1o Tagidl TNG. Ta GAAa pag TTaidid €xouv PdBel TTOAAG yia Ta TTaudId Pe avaTTnpies. Tnv @wvaloupue
TO MIKPO POG AOTEPI KAl TIIOTEUOUME TTWG EiNACTE EUAOYNUEVOI TTOU TNV £XOUHE KAl VOIWBOUUE TUXEPOI Kal
EUYVWHOVEG KABE pépa.”

“©Dépvel TOON xapd aTnV KOIVOTNTA Jag. Tnv ayatrdve TTOAU 0TO OXOAEIO TNG KAl OI 10TPOI Kal BEPATTEUTES TNG
TNV Aatpelouyv. MNavta Aéw TTwG €XEI TTAYKOOHIO @AV KAQWUTT, KOBWGS €XOUUE POIPOOTEI TNV I0TOPIA TNG ME PIAOUG
KAl ouvepydTeg o€ OAO Tov KOOPO. ‘EXw yvwpioel TTOAAOUG EQIPETIKOUG avBPWTTOUG EQITIOG AUTAG TNG 10TPIKA
QTTAITNTIKAG EMTTEIPIAG TTOU €ixaue aTnV Cwh pag. Exw pabel va yioptddw KABE Pikpd eTTiTEUYHA Kal €pada va
BAETTW TNV Cwn) dla@opeTIKA. QG yovidg, HETA aTTO OTIYHEG TTOU KIvOuveUel n Cwr Tou TTaidiou oou, yiveoal
IKavOG va unv o€ eTnpedlouv Ta PIKPATEPA TTPAyHaTa Kal XaAapwvelg attd dAAeG avnouyieg.”

“Mag pabaivel TTwg TTapdAo TTou N Cwir TNG YTTOPEI va PNV €ival auTtd TTOU TTEPIMEVANE 1 EATTICAME yIa auTrv,
ypAa®el TNV BIKN TNG OuoPPN 10TOPIA, TTOU OAOI JOG UTTOPOUE VA AYATTIIOOUHE Kal va ayKaAidooupe.”
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Mnyég

O1 TAnpo@opieg o€ auTdv Tov 0dnyod TTPOEPXOVTAI ATTO IATPIKES BNPOCIEUOEIC KAl TTANPOQOPIEG HEAWY TNG
Unique kai oikoyevelwv pe ouvdpouo ReNU. O TpwTog ava@epdUeVOS ouyypagpéas Kal n nuepounvia
dnuooisuong Tou apbpou oTnv 1aTpIKA BIBAIoypagia diveTal TTApaKATW YIO VO 00¢ ETITRPEWOUV TNV avalnTnon
TEPINAYWEWY 1] TTIPWTOTUTTWY GpBpwv oTn diadikTuakr] I0TooeAida PubMed (https://pubmed.ncbi.nim.nih.gov/).
MrTTopeiTe va atmokToeTe TTPOCROCN oTa TTEPICOOTEPA ApBpa péow TnG Unique.

BiAloypa@ikK ava@opd

* Chen Y (2024) De novo variants in the RNU4-2 snRNA cause a frequent neurodevelopmental syndrome.
Nature. PMID 38991538.

(De novo mmapaAiayég oto RNU4-2 snRNA 1TpokaAoUv cuxvo veupoavaTTugiokd oUvOpouo)
https://www.nature.com/articles/s41586-024-07773-7

2nueiwon: o aoTepiokog UTTOdNAWVEI TTWG Ta APBpa cival “avoixtrig TpdoRacng (open access)” kal dIABECIUA
o€ 6Aoug oTn dievBuvon https://pubmed.ncbi.nlm.nih.gov

lotooeAideg, opadeg Facebook kai dAAol ouvdeouol [ZTa AyyAIKd]

m www.renusyndrome.org — YTTooTApIEN Kal TTANPOo@OpNCT OIKOYEVEIWY TTOU £XOUV ETTNPEACTEI ATTO TO
ouvopouo ReNU

m RNU4-2/ ReNU Syndrome Family Connect — ouddeg utrooTtrpigng o1o Facebook yia yoveic Kal povTIoTEG
ATOMWYV dlayVWoPEVWY Pe auvdpopo ReNU

m RNU4-2 / ReNU Syndrome United — oeAida oto Facebook TTpoodaaoiun o€ 6Aoug, OTTwg OIKOYEVEIES, PIAOUG,
EPEUVNTEG, KAIVIKOUG 1aTPOUG, BEPATTEUTEG, OPYAVIOHOUG KAl OTTOIOdNTTOTE ATOPO EVOIAPEPOUEVO YIA TO
ouvdpouo ReNU

m ReNU Syndrome United LinkedIn — ogAida LinkedIn
m www.syndrome-renu.fr — FTaAAIKOG GUANOYOG yia TO oUvdpopo ReNU
(email: syndrome.renu.france@gmail.com)

m www.facebook.com/groups/1671427560388792 - oehida o1o Facebook TTpooBdaciun o€ OAEG TIG OIKOYEVEIEG
Kal €TTa@Eg TNG AuaTpaAiag (email: renusyndromeaustralia@gmail.com)

m www.sindromerenu.es/ - loravikdg aUAAoyog yia To ouvdpouo ReNU
(email: asociacionsindromerenu@gmail.com)
(WhatsApp: chat.whatsapp.com/HndJbVAoqx1GISKUhPMEVJ)
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\ Opdda Ymootipigng Zmmaviwv XpwHooWHIKWY AloTapaywyv
The Stables, Station Road West, Oxted, Surrey, RH8, 9EE, UK,

Tel: +44(0)1883 723356
info@rarechromo.org | www.rarechromo.org

UnidlUe

Understanding Chromosame & Gene Disorders

Eyypageite oTo Unique yia OIKOYEVEIOKOUG CUVOEGHOUG, TTANPOPOPIES KAl
utmrooTAPIEN (Z1a AyyAikd) https://rarechromo.org/join-us/

To Unique givail éva @IANavBpwTTIKO idpupa XwpPig KPATIKA XpnuaTtoddTnon, Tou
uTTapxel €§ OAOKARpoU aTTd dwPEES Kal ETTIXOPNYNOEIS. Edv utropeite, KAvTe pia
dwped YEoWw TOU 1I0TOTOTTOU pag oTn dieuBuvon www.rarechromo.org/donate
MapakaAoupe BonBroTe pag va oag BonbrAooue!

AUTOG 0 00NYSG TTANPOPOPIWY BEV UTTOKABIOTA TNV TTPOOWTTIKA 10TPIKA CUPBOUARA. OI oikoyéveleg Ba TTpETTEl va
OupBouAguovTal £vav 1aTPIKA KATAPTIOKEVO KAIVIKO 10TPO yia OAa Ta BEUATA TTOU OXETICOVTAI JE TN YEVETIKN
o1dyvwan, T diaxeipion kai TNV uvyeia. O1 TTANPo@opieg OXETIKA HE TIG YEVETIKES GAAQYEG gival éva TTEDIO TToU
KIVEiTal TTOAU ypAyopa Kal evW ol TTANPOQYopieg o€ auTOVv Tov 0dNyO TTIOTEUETAI OTI €ival O KAAUTEPEG DIABETINES
TN OTIYUA TNG BNUOCIiEUoNG, OPICHEVA YEYOVOTO UTTOPET apyoTEPA VA OAAGEOUV.

O 00nyo6g autdg ypdeTtnke atmd: Unique (CA) kai Nicky Whiffin (PhD), Big Data Institute, MNMavemoTtAiuio 1ng
O¢pb6pdng, Hvwpuévo Baaikelo

Anne O’Donnell-Luria (MD, PhD), TuAua lMevetikng kai MNovidiwpaTikig, Boston Children’s Hospital, Bootévn,
HIMA

Gabrielle Lemire (MD), Kévtpo Mendelian Genomics, Broad Institute, Ké&iutrpit¢, HIMA

Sarah L. Stenton (MD, PhD), Kévrpo Mendelian Genomics, Broad Institute, Kéiytrpit¢, HMA

kal Stephan Sanders (MD, PhD), IvoTitouto Avamtu¢ng kai AvayevvnTikAg laTpikig, MNMavetmioTipio TG
O¢pb6pdng, Hvwpuévo Baaikelo

AUTOG 0 00NYOG PETAPPAOTNKE OTa EAANVIKG o116 Tov AnuATpio KwoTtoBaaiAn, MD latpdg kai £xe1 eAeyxBei atmd
TNV Z0vBia Avtwviadou, PhD, kaBnyiTpia Tou Travetmiotnuiou King’s College London, Aovdivo, Hvwpévo
BagoiAeglo.

MpwTtn €kdoon (2025)
Mveuparikn 1d1IokTnoia © Unique 2026

Ouada YTooThApIigng Zmaviwy Xpwuoowuikwy Alatapaxwyv ApiBuog @iIAavBpwTrikhg opadag: 1110661
Eyyeypappévog otnv AyyAia kai Tnv OuaAia, ApiBudg etaipeiag: 5460413
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