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2UVOLOTTLOMOG Yol To ZUvOépopo Aoep (22ZA)

Molot elpaote;

O ZuvaoTilopoc yia to 2uvdpopo Acep (2ZA) 1bpuBnke to 2008 Kol elval 0 LovadLKOC OPYaAVLIOOC OTOV
KOOUO TOU €PYALETAL YLA VOL EVTIOTLOEL KoL vaL uTtootnpiéel KOs TuPAoKwPO ATONO KOl OLKOYEVELDL
mou (gL pe ouvdpopo Acep, aveeaptnta oo to mou (gL, e TL elbouc oUVOpoLo YeEvwnONKE, N UE TOV
TPOTIO ETUKOLVWVLAC TOU.

2ApEpa ekTLATOL OTL 400.000+ dtopa mayKoopiwg Kat 500+ otnv EAAada {ouv pe cuvdpopo Aoep.
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2UVOLOTTLOMOG Yol To ZUvOépopo Aoep (22ZA)

Moia €ival N amooTtoAn Ho;

H amootoAn poOC €ival va guolocOnTOMOLUioOUME KOl VO ETLTAXUVOUUE TNV EPEUVA, TIAPEXOVIOC
napAaAAnAa mAnpodopiec kot utootnPLENn o€ TUGAOKWEPHA ATOUO KOL OLKOYEVELEC TIOU emnpeadovtal
aro to cuvdpopo Acep.

MpoomaBoupe va slpaote n 1O OAOKANPWHEVN TNy TAnpodopnonc yla TNV Kolvotnta Tou
ouvbpopou Acep, yvepupwvovtac TO YOAOMHO HMeTAED EPEUVNTWV KOL OLKOYEVELWV, KABwWC
OUVEPYAL{OUOOTE LE LEPLKOUC aTto TOoUC KaAUTEPOUC SLeBVELC OpyaVIOUOUC OTOV KOOUO.

2AUEPOA CUUUETEXOUV OTOV 22 A 85 XWPEG artd OAEG TLC NTTELPOUG.
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2UVOLOTTLOMOG Yol To ZUvOépopo Aoep (22ZA)

KdBe ywpa MOV CUUMETEXEL OTOV 22ZA EKTIPOCWTELTOL QMO MPECPEVTEG KAl MPEGBEVTPLEC OL omoiol
EXOUV eKTIOLOEVUTEL KATAAANAQ yLat TNV KAAUTEPN EKMTARPWON TWV OTOXWV Tou 2A.

NpeoBeutec / MpeoBevtplec (Ambassadors) yio tnv EAAGSA:

NAepovia Koupakn, Tuplokwdo atopo pe ouvdpopo Acep tumou 2D, SaokaAa

Navvng MNavaipAng, tupAokwado atopo e cuvOpopo Acep TUTIOU 2A, OPXLTEKTOVOC LNXOAVLKOC
Katepiva Mmneleplavou, KOLVWVLKN AELTOUPYOC

rewpyia Nanna, epyobepanevtpla
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2UVOLOTTLOMOG Yol To ZUvOépopo Aoep (22ZA)

Erikolvwvnote padl pog:

Aegpovia / Katepiva / FTewpyio: ambassador.greece@usher-syndrome.org

[lavvnc: ambassador.greece2@usher-syndrome.org

MaBete eplocotepa: ylo tov 22A gdw

ylo tnv opada MpeoBeutwv/Tplwy tou 22A yia tnv EAAada dw

OL wtooeAibec tou 23A eival OlaBecipec oe OAec TIC YAWOOEC WE TNV umootnpLeEn
Tou gpyaleiov petadppaong tng Google otnv kopudn kaBe LotooeAidac.
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2uvdpopo Acep (Usher)

To oUvdpopo Acep eival n Mo ocuxvn YeEVETLIKA attia tupAokwdwong kat amoteAeital amo 3 TUNoUC:

Tumoc 1: JoBapn Bapnkoia N KwWPwon €K YEVETNCG, TMPOOOEVUTIKN OMWAELA Opaong Kol SLATAPOXES
LOOPPOTILOLC.

TOmo¢ 2: Bapnkola €k YEVETAC KAl TTPOOSEUTLKNA atWAELO OpAONC.

Tumocg 3: NpoodeuTtikA amwAeLa akong & opaong Kal TBaveS SLatapaxEC LOOPPOTILOC.

Mpoc to mapov dev umtapyet Beparmeia yia to cuvdépopo Acep, aAld n oAoéva avéavopevn Kovotnta
ToUu ouvdpopouv Aocep olkodopel KOAUTEPEC KOl TILO OUOCLAOTIKEC ouvBnkec ekmaidevong,
urmootnpPLEne, LEBOSwWV emkovwviag & KvnTikotntag Kal avantuéne Oepamneilwv.

MaOBete meplocotepa ylo to oUVOpopo Acep 6w.
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https://www.usher-syndrome.org/resources/

2uvdpopo Aoep otnv EAAGda

«Evac nouxocg Kal UTTOPWTLOUEVOC KOGLOG»

Auto eival to mpwto Bivteo yia tnv tupAokwdpwon Kat to
oUvdpopo Aocep otnv EAAada.

MaBete yia tnV €€EALEN TWV UTTNPECLWV KOL TNG UTTOOTAPLENG,
KoBw¢ Kal ylo OAOUC TOUC UTIEPOXOUC avBpwroug otnv

EAAada. mou amoteAolv HPEPOC TNG KOWOTNTOC TWV
TUPAOKWDWV.

Agite 1o Blvteo e6w. nAlotponio
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https://www.youtube.com/watch?v=1TkdS-HWjRY&t=9s

MaveAAnvioc ZUAAoyoc TudAokwdpwv «HAloTpOTTILO»

O NaveAAnviog ZUAAoyoc Tudplokwdpwv — MNovéwv, Kndepovwv Tudrokwodwv Matduwv kat Olwv
avtwv «To HAlotpomio» dnuioupynOnke to 1992 amod pia opdda yovewv TUGAOKWPwWV TToOLWV E
TN otApPLEn emayyeApatiwy Kot hilwv.

AmoteAel tn povadikn opyavwon otnv EAAGSa mou €xeL otoxo tnv kataypadn & evnpUEPwon HEOW
dpacewv touv tupAokwdol mMAnBucuol otnv EAAada, tnv avayvwpion tng tupAokwdwong wg
Eexwplotic avamnpiag, tn dnuoupyla EKMOSEUTIKWY SOouwV Kol SOpWV aAmoKotdotaong yla
TudAokwda rodLa Kot eVAALKES, KABwC Kol TNV ELOLKN KOTAPTLON ETIAYYVEALOTLWV.

MaBete neplocotepa yla to «HALoTpOTLIO» oTNnV LotooeALda Tou W, NAIOTPOTrIIoO

otn Facebook opada tou edw. USHER SYNDR #ME
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https://deafblind-hellas.gr/
https://www.facebook.com/share/g/18MSiKjB6W/?mibextid=wwXIfr

Evvpadn otn dtadiktvakn mAatdpoppa
NG tayKkoopac kowvotntac tou 2ZA (USH Trust)

Edv eoelc, | HEAOC TNG OLKOYEVELAC OOC, £XeTe oUVOpopo Aoep, 1 elote gpeuvntng / mapoxocg
UTINPECLWV LYelag, yivete pEAog TNG SLadIKTUaKAG TTAATPOPUAC TNEC TTAYKOOULAG KOLVOTNTOC Tou 22A,
IOV W¢ onpepa amnaplOuei oxedbov 3.000 pEAn.

Ta MPOCWILKA 00 OTOLXELOL TNPOUVTAL AUOTNPEA EUTILOTEUTLKA.

ArtoteAel TO O LOXUPO MG EpYOAELO yia T 6UVOEDN, TNV EVNHEPWON KL TNV UTLOOTAPLEN ATOUWV
NG Kolvotntag Tou cuvdpopou Acep.

[vete Swpeav LEAOC TNG KowvoTnTag Tou 22A (USH Trust) edw.
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https://www.usher-syndrome.org/sign-up/ush-trust.html

Aladiktuakn opada NAEKTPOVIKOU TOXUOPOMELOU
tou 22A (USH Blue Book)

To USH Blue Book eivat pa tdtwtikn opada nAektpovikol taxudpopeiov mou dnploupyndnke ya va
ETUTPENMEL 0 ATOHO e oUvOpopo Acep (18 stwv Kat Avw), /KAl OTIC OLKOYEVELEC TOUC YL va
ETMUKOLVWVOUV HETOEL TOUC yia BEpata mov oxetilovtal LE To cUVOpopo Acep.

OL avoptnoelg ¢ opadac amobnkevovtal yla peAAOVTIK avadopd, Onupoupywvtag Eva
avéavopevo ocuvolo MAnpodopLWV ano 0ag Tou idloug, Toug kat’ e€oxnv «ELOLKOUGH!

[vete Swpeav perog tou USH Blue Book edw.
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https://www.usher-syndrome.org/resources/connect-with-others.html

Eyvpadn oto mpoypappa cuAAoync dedopevwv
yla avamntuén Oepaneiwv (RARE-X)

Atopa e cuvOpopo Acep, OL OLKOYEVELEC TOUC KoL N EUPUTEPN Kolvotnta Tou ACEP UITOPOoUV TTAEOV val
EVIOXUOOUV Kol va BeATLWOOUV TNV LATPLKA EPEuva CUMPETEXOVTOC Odwpedv oto Mpoypappo
ouAAoyn¢ dedopévwy yia to ocuvdpopo Aoep (USH DCP) péow tng mAatdpoppac RARE-X.

Mropeite va KAVETE TO MPWTO BAUA YLl VOU KOTOLOTIOETE TIC LATPLKEC oac TTAnpodopilec SLaBEoLEC
OTOUC EPEUVNTEC. ETOL, UIMOPOUE VA EMLTOXUVOULE TNV £PEUVO KAL TNV AVATTUEN VEWV GaApHAKWY,
OUOKEVUWV 1 AAAwvV Bepaneilwv.

Ta MPOCWTILKA GO OTOLXELL TNPOUVTOL AUCTNPA EUTILOTEVUTLKA.

Mabete neplocotepa kal eyypadeite oto USH DCP tng RARE-X ebw.
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https://rare-x.org/ushersyndrome/

Evvpadn oto EBviko Mntpwo AcOevwyv e ZIMAVLEC
Nadnoesig tov OPpOBaApov kat tnc Opaong

To EBviko Mntpwo AcBevwv pe Imaviec Nabnoelc tov OdpBaApol kot tng Opaong eival pla vea
Pnolokn Baon 6edopevwv tou Ymoupyeiou Yyeiac mou BeocpobetnBnke yla tnv Koatoypadn,
napokoAovOnon kat BeAtiwon tng ppovridac acBevwyv pe onaviec opOaALoAoyLKES MaBoeLlc otnv
EAAGOa. ZTtOXoC eival N KAAUTEPN EMONULOAOYLKN QmOTUNMwWOon, N €peuva Kol n mpoofoacn o€
e€elOLKEVUEVEC Depaneisc.

Ta atopa pe 2Uvépopo Acep pmopouv va evtaxbouv oto Mntpwo.
MuARote pe tov/Ttnv Bgpamnovia LaTtpo oo yiol va OAOKANPWOETE TN Stadikacia eyypadnc.

Mabete neplocotepa edw amo tnv NaveAAnvia Evwon ApudiBAnotposidbonadbwy.
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https://www.retina.gr/anakoinosi-thesmothetisi-tou-ethnikou-mitroou-asthenon-me-spanies-pathiseis-tou-ofthalmou-kai-tis-orasis/

Fevetikoc €Aeyyoc Ko ZUvdpopo Aoep / tupAokwdwon

ApBpo tn¢ EvayyeAioc Navaywwtov, MD, MSc, PhD,
Xelwpoupyoc OpOaApuiatpoc & ZUBouAog
OdBaApoyeveTIKWY TTOBNCEWV

Ti elval o YEVETIKOG EAEYXOC;
Moti va KAvw YEVETLKO EAEY)XO;

TuneptAapPAaveL 0 YEVETLKOG EAEYXOG;

MaOBete meplocotepa oto ApOpo e6W.
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https://docs.google.com/document/d/1Q76A87Y5Yff3A5PC-_A_OofxFyjgmoAi/edit?usp=sharing&ouid=101041991395043117392&rtpof=true&sd=true

«Tot AEUKOKOKKLVOL LTTalCTOUVLALY

Bliwpatiko keipevo tou MNnavvn NavaipAn, tuprokwado
atopo Kat tpecPfeutnc tou 22A otnv EANASQ, OXETLKA pE TNV
KaOnpepLvn Tou «oupPBiwon» pe to cuvdpopo Acep.

To keipevo amote)el optAia tou biov n omoia 666nke otov
Kwwnuatoypado lpdba otnv ABnva, tnv 1n lovAiov 2023, oto
ogpvaplo « Kivnpoatoypadog kot Avamnnpio» mou
SlopyavwBnke amo tov MoAttiotiko Optho Qottntwy
MNavemiotnuiov ABnvwv.

AlaBdote oAOKANPO TO KELUEVO EO6W.
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https://parallaximag.gr/parallax-view/ta-leykokokkina-mpastoynia

2UVOLOTTLOMOC Yo To Zuvdpopo Acep (22ZA)
Usher Syndrome Coalition (USH)

2>A (USH): usher-syndrome.org

USH Trust: usher-syndrome.org/sign-up
RARE-X: ushersyndrome.rare-x.org
HAlotpoTmLo: deafblind-hellas.gr

Ertikolvwvnoe e touc pecPeutec/tpLec tou 22A otnv EAAada:
Aepovia / Katepiva / Nlewpyio: ambassador.greece@usher-syndrome.org
Mlavvne: ambassador.greece2@usher-syndrome.org
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