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Omnia Mapiog Bulditn, dtopo pe covopopo Acep Tomov 2A
Speech by Maria Vyzaiti, person with Usher Syndrome type 24

Ovopalopor Mapio Bulaitn kot katdyopot and v Spopen
XoAKIOTK.

Eipot puotkoBepomedtpia, evd £xm £pYUcTEL KOl OC TNAEPOVATPLO.
Elpor pntépa d0o madudv 61ov 10 £va amd autd TAoyEL Ao KUGTIKN
tvoon.

Eipot dtopo pe TopAoKk®QmGoT|, CUYKEKPIUEVE TAGY® OO TO
ouvdpopo Acep Tomov 2A.

Me 10 cuvopouo Acep SoyvAOGTNKO TPOGPATO. OV KO TO

VoY1 lOLoVV ¥povia. AAAG, 0C TAPOVUE T TPAYUATO, OTd TNV ApY.
Am6 161€ TOL Bopdpat TOV E0VTO POV dEV AKOVYO OTTMG 01 VTTOAOUTOL
YOpw Lov.

BOuuauot TNV TPMTN POPE TOV TO GVVEIONTOTOINGA, TOTE TOL
TOVTOYPOVA OVOKAADY O KOL TNV XEILEOVAYVOOT).

"Hpovv mepimov €& ypodvav dtav e pépa Toilope ot yeirrovid
apketd wondid. Kamowo otiyun n yioyud pov pynke oto umadkdvi Kot
Gpyroe va ue emvalet pe to ovoud pov. Eyo dpwmg dev v diovya.
Tnv drovye pia GAAn Mapio mov fTov KOVTE LoV Kol LoV TO EITE.
AMG gy NG €lma OTL POV QVTH TV AKOVEL, 1 YayLd Lov edvole
gkeivn, oyt epéva. Opme, To Kopitol ETEUEVE KL €YD YOPIOQ Ko €100,
OVTI®OG T Yloyld pov va pe owvalel. H povr g dev éptave ato autid
LoV, 0AAG €YD d1dfoca To GVOUE oL GTa XEIAN TNG.

Kénwg éto1 yvopiomko pe ™ Papnroio pov kot tantdypova,
avakdAvyo 6Tt propd va dtoPalm to xeiln.



270 GY0AEI0 OVGKOAELOUOVY OPKETA, OAAG Ol YOVEIG pov dev H0elay
Vo TapadEXTOVV OTL TAoY® amd Papnkoia K avTd £KOVE TO TPAYLOTA
10 SVGKOALL.

IMpw ota 14-15 kotdhapa 0Tt dev EPAema T viyTO. AV €lye aoTéPLa
Kol eeyyapt N Alyo emg povy evtdéet, aAld vid dAleg cuvOnkeg eiya
6¢pa. H 6paot| pov v nuépa frav mord Kaln. ‘Etot kaveig dev
£0M0E ONUOCI0 GE QTN T1 AETTOUEPELD.

Ta xpovia TEPVOLGAY, appoPOvVidoTnKo 6To 22 Kol TYo o€ Y1Tpo
Kupiog Yo va d® av pmopd va kive kATt pe T Papnkoio pov. Kot ya
va b av ivol KANpovopIK TN vanpyay KAmolo GTopo 6Ty
TAELPE TOV PO OV TTOV €Tiomg giyav BEpa e TNV aKon TovG.

O y10tpOG cLUTEPAVE OTL OEV VIAPYEL KANPOVOLKOTNTO 0OV
pikovoa kabapd Kot dpa kdtt pov giye copPel og peyardtepn niwio
Kal Oyl 0T yevvinonka.

Emiong, pov cvomnoe t pron akovstik®mv Papnkoiog.

"Exava Aourdv 600 mondid pe to de0TEPO VoL d10yLyVMOOKETOL [LE KUGTIKN
tvoon.

H xvotikn ivoon eivor exiong po KAnpovouikn Tabnon pe duekoin
KaOnpepvotnTa Yo Tov TAcKovVTa apoL yperaleTon Kabnuepva
AVOTVEVGTIKT QUGIKOOEPOTEIN, TPOCEYUEVT] OLUTPOPT] KoLl OPKETH
QapLOKaL.

Exeivo 1o dtdotnpa Aowmdv, eEantiag g KoOpaoNS Kot TOL AyXovg,
ocuvedntonoinca 0Tt dpyloa va un PAET® o mepiPdilovta pe Yoapnio
@G, L€ GLUVVEPLH, GODPOVTIO KTA.

Xpeldotnke va TepAcovV Tpilo-Tt€ceePa YpOVIa Yo va, yivel n
Syvaon TG LEAAYYPOOTIKNG AUEPBANGTPOEOOTADENS.

To ook peydro. Topa Tt yivetar, [Toto Oa gival to péAlov pov; Qg
Topa Pacilopovy oty 6pach pov. Tdpa tod o Bacilopovv; [ong Oa
EMKOVOV® L€ TOV VTTOAOUTO KOGLO, LE Ta Toudid pov; [1doco ypriyopa
Ba e&ehyBel n mdOno1 pov kot m6Go Ypovo Exw; Hbelo kamowa otiyun
va S0VAEY®, TMPO. TL 0, LITopovca VO KOV®;

[ToALG Ta epTAHOTA.

Zovtag otn Oecoolovikn ta TeAevTaio POV KL 0poD LEYAAMGV TO
7014 LoV TTOPACIoN KATOL0 GTIYUN VO «KaTEPm» otnv ABnva pe
TNV KOPMN L0V Y10, VO, GUVOVTIG® GTOWO [LE LEANYYPMOOTIKN
apeipAinotposdonddeia. Kvpimg yia va do mog eival n

KOO UEPIVOTNTA TOVG, TAC TEPVOVV TOV YPOVO TOVG KOl TL OOVAELEG
Kavouv.



Exel Aourov, épaba 6T1 o1 TEPIGGOTEPOL dovAELAVY, 1 EIYOV DOVAEYEL,
O TNAEPOVNTEC. ApKETOL glyav TEAEUDGEL KO TOvETIGTI L BEPoa.
Eniong, avagépovtag 6t £xo Ko fapnkoio, kémwotot pov piincayv y
70 oLVOpPOopO Acep Kat 6Tt gival TOUVO Vo TAGY® amd avTo.

"Eto1 Aowmdv, yupilovtog otn Oeccarovikn, Ty Kl €Kavo aitnon yio
N GYOAN] TNAEPOVIKNG 61N XyoAr TvpAdv. Tekeidvovtag Eekivnoa 1o
TEI puowoBepaneiog. [Iptv tedeidom 0 de0TEPT GYOAN Lov PpiKa
SOVAELL OC TNAEQPOVITPLO. OO OTOL Kot Bynka 6Tn cvvtaén.

IIptv 800 ypdvia cCLUUETELYD OE Pia EPEVVA YEVETIKOD EAEYYOL Y1aL TO
oVVOPOpO Acep OOV JATIGTOONKE OTL OVTIMG VTLAPYEL opolvyTio
670 Yovidto Tomov 2A.

"Htav kdtt avapevopevo yio péva apod ot yoveic pov givar devtepa
Eadépora peta&y Toug.

Inuepa E0deb® Tov EAEVBEPO XPOVO OV GE J1APOPES OPUCTNPLOTNTEG.
Xopedm mapadoctakovg xopovs o€ V0 GLAAGYOVLS. Me ToV évav amod
VTOVG YOPEVLM KOl GE SLAPOPES EKONADTELS. XOPEL® EMIONG TAVYKO.
[oipve pépog oe duapopa abAnTiKd yeyovota, w.y. £xo pikel ocpaipa
Kol 0loko Kt £xm kavel Kot ToEoPoAia.

MoBaive okdkt. Eniong, acyorodpon pe Prrpo, pov apécet va oo
Emumlo Kol vo TAEK®. AKOUO, LoV apEGOLV TOAD Ta, Ta&idlo Kot 1)
0dhacca. Kot va kolopumdo.

IIpoonafd va pn oxéptopat to péALoV kat va o 1o Tapdv.

Ooo &o £ot® Aiyn Opaon kot Alyn 0KO1 TOL TNV EVICYV® HLE TN
¥PNON UKOVOTIKADV, TO, «KEKUETUAAEDOUALY Y10 VO, AmoAauPdve ) (on.
My name is Maria Vyzaiti and [ come from the beautiful region of
Chalkidiki, Greece.

[ am a physiotherapist, and I have also worked as a telephone
operator. I am a mother of two children, one of whom has cystic
fibrosis.

[ am a person with deafblindness, specifically, I have Usher syndrome
type 2A.

[ was diagnosed with Usher syndrome recently, although I had
suspected it for many years. But let’s take things from the beginning.
For as long as I can remember, I didn 't hear like the others around
me. I remember the first time [ realized it. This was also when I
discovered lip reading.

[ was about six years old. One day, several children were playing in
the neighborhood. At some point, my grandmother came out onto the



balcony and started calling my name. I couldnt hear her. Another
Maria, who was near me, heard her and told me. But I insisted that if
she could hear her, then my grandmother must have been calling her,
not me. The girl insisted, so I turned around and saw my grandmother
calling me. Her voice did not reach my ears, but I could read my name
on her lips.

That was how I became aware of my hearing loss and, at the same
time, discovered that I could lip read.

At school, I struggled quite a bit, but my parents did not want to
accept that I had hearing loss, which made things even more difficult.
Around the age of 1415, I realized that I couldn t see at night. If there
were stars or moonlight or some light, I was fine, but otherwise I had
difficulty. My daytime vision was very good, so no one paid attention
to this detail.

As the years went by, I got engaged at 22 and went to see a doctor,
mainly to find out if something could be done about my hearing loss
and whether it was hereditary, since there were some relatives on my
fathers side with hearing issues.

The doctor concluded that it was not hereditary because I spoke
clearly, and therefore something must have happened later in life, not
at birth. He also recommended hearing aids.

I went on to have two children, and my second child was diagnosed
with cystic fibrosis.

Cystic fibrosis is also a hereditary condition with a demanding daily
routine for the person affected, as it requires daily respiratory
physiotherapy, careful nutrition, and plenty of medication.

During that period, due to fatigue and stress, I realized that I was
starting not to see well in low-light conditions, such as cloudy
weather, twilight, and similar situations.

It took three to four years for the diagnosis of retinitis pigmentosa to
be made.

The shock was great. What now? What would my future be like? Until
then, I relied on my vision. What would I rely on now? How would [
communicate with the outside world, with my children? How quickly
would my condition progress, and how much time did I have? I had
wanted to work. What could I do now?

So many questions.



Living in Thessaloniki, Greece in recent years, and once my children
had grown older, I decided at some point to travel to Athens with my
daughter to meet people with retinitis pigmentosa. Mainly to see what
their daily life was like, how they spent their time, and what kind of
work they did.

There, I learned that most of them worked, or had worked, as
telephone operators. Many had also completed university studies.
When I mentioned my hearing loss, some people told me about Usher
syndrome and that it was possible I had it.

So, upon returning to Thessaloniki, [ applied to study telephone
services at the School for the Blind. After finishing, I enrolled in
physiotherapy studies. Before completing my second school, I found a
job as a telephone operator, from which I later retired.

Two years ago, I participated in a genetic testing study for Usher
syndrome, which confirmed that I have a homozygous mutation in the
type 24 gene.

This was expected for me, as my parents are second cousins.

Today, I spend my free time doing various activities.

I dance traditional Greek dances in two associations, and with one of
them I also perform at events. I also dance tango.

1 take part in various sports activities. For example, shot put, discus,
and archery.

1 am learning chess. I also work with stained glass, I enjoy painting
furniture, and I like knitting. I also love traveling and the sea. And
sSwimming.

1 try not to think about the future and instead live in the present.

As long as I still have even a little bit of vision and hearing—which 1
support with hearing aids—I make the most of them in order to enjoy

my life.



Opnia T'vavvn Mavaipin, Hpeopevtic Yo tnv EALGOa, dTopo pe
oOvopopo Acep tomov 2A

Speech by Yannis Panairlis, Ambassador for Greece, person with
Usher Syndrome type 24

I'el0 cog o€ GAOLG KOl GOG EVYOPICTM OV EIGTE E3C GNUEPOL.
Ovopalopan I'dvvng kot Exm Xovdpopo Acep thmov 2A.

Exo v tiun va vanpetd og évog and toug [pesPevtés g EALGSag
G6TOV ZuvaoTicud yia 1o Xuvopouo Acep, pali pe  Agpovid, tnv
Katepiva ko ™ Feopyio mov Ppiokovratl edm pali pov onuepa.

®a 10eha eniong va evyopiotiom ) Mapia, 1 omoia amwodéytnKe TV
TPOCKANGN LOG VO LOPACTEL GTIEPO TI GYEOT] TG LE TO ZHVOPOUO
Aocep.

Eivar moAd onpovtikd va rhag o€ avBpmmoug mov kataAafaivovy, o
KkaBévag pe Tov 01kd Tov TpOMO, TL oNUaivel va (Elg Le To GHVIPOLO
Aocep.

Oy wovo og pio 1Tpikn Katdotaot, oALG o¢ Evay oo Blov GuVIPOEo
OV SLULPOPPADVEL TOV TPOTO [LE TOV OTOI0 KIVOULOGTE LEGO GTOV
KOG 0.

Inuepa, 0EA® Vo, LopooT® T 01K OV TPOCMTIKY SL0dpouT.

Oyt novo To KAMVIKG KoL ETOYYEALATIKA OV 0pOCT LA, ALY KO TO
cuvosOnpoTKd.

I'evvOnka o 1988 otn Apdua, pio pikpn moAn otn Bopeia EALGSa.
H 1otopia pov pe v avoammpia Eexivnoe vopic, Toporo mov Koveig
SgV TNV aVAyVAOPLSE GTNV apyN.

Orav Npovv TpLdv 1MV, 01 YOVEIG LoV TapaTnpNoay OTL dgV
avVTIOPOVGH GTOVG NYOVG OTOC Ta AN TTOdLA.

O matépag Hov Moy WTOPVOAXPLYYOLOYOS, OAAA apyikd Kot ot §00
YOVELG LoV TioTEYAY OTL ATAMG NHOVY VIPOTAADS 1} LT PIUEVOC.
Ouomg ot wotpikéc eEETAGEIS ATOKAADY Y TN VEX TPOYUATIKOTNTA.
Eiya coPopn amdAeio axong.

Am6 exeglvn v nAkia £yva ypNoTNG 0KOLGTIKGV Popnikoiog.

Ka e€axolovdo va gipon péypt ofjuepa.

I Tovg yoveig pov, n dudyvoon ftav va Gok.

Avnovyoboav yio To otiypa, yio To HEAAOV oV, Yo TO av Ba yivopovy
ATOOEKTOC GTN UIKPT EXOPYLOKT TOAT OOV PEYAAWDOOL.

AMG Ekavay 0,TL LTOPOVGAV: TPOIUN TopEUPaoN HEC®
AoyoBepameing Kot, Thvo o’ OAa, 1 AYATn TOVS NTOV TAVTO TAPOVGA.



Xapn 6€ aTOVC, QOITNoN GE YEVIKA GYOAEIN 0TO TO ONUOTIKO LEYPL TO
YOUVAGLO KoL TO AVKELO.

Youvolkd, glya oTplEn omd daoKALOVS Kot GUUHAONTES, Kot
UEYOA®MGO TIGTEVOVTAG OTL 1] AIMAELD, AKONG NTAV ATAMG VO LEPOG
ToV TO10¢ glpat.

Xwpig va anotehel coPapd eumoddio otig emtBupies, T0Vg GTHYOVG Kot
T1G rhodotieg pov.

To 2005 petoxopca ot OecGoA0ViKN Y10 VO GTOVSACH
APpPYITEKTOVIKY] GTO TOTIKO TOVETIGTIHLO.

"Huovv 18 ypovav, yepdtoc oxédia Kot evOoVGLaGHO.

A\ eketvn TNV TEPi0dO APYLoO VO TAPATNP® KATL TOPAEEVO.
AVGKOAEVOLOVY VO O® KIVOOLEVO OVTIKEIUEVAL.

"Eneprta mivo og yopnAd Emmlo o€ YOPOLS HE YOUNAO OOTIGUO.
Nowla 611 glye xepotepEWel N ool pLov.

To 2008, og o opBaiporoyikn e&€tacm, Akovsa dvo AEEEIS Tov dgv
elya Eavokovoet:

Mehayypwotikn Augipinctpoeidonddeio.

Kot tote, pio ylotpoc mapoati|pnoe to aKoVGTIKA LLOV.

Bynfke and 10 dopdtio, enéotpeye e Eva xovipd wTpikd Piiio kot
gime:

«Av10 dev givar amAdg peayyp®oTikn. Avtd eivar chvopopo Acepy.
"Hpovv 20 gtadv.

H dudyvoon ftav to dedtepo ook otn {on Hov.

To Tp®TO -1 ATOAEW OKONG- Elye ADOT).

AMG Thpa ovTILETOTILO [0 TPOOSEVTIKT, avioTn KOTAGTAGT TToL Ool
ePOpile oTASIOKA TOV OTTIKO OV KOGLO.

AEKoyo TPOSmPIVA TIC GTTOVOES LLOV.

Xperalopovv ypdvo yio va KatoAdPm Tt opave ovtd Yo o UEALOV
LLov.

Atya xpovia apyotepa, yopw oto 2011, Eexivnoa yoyobepameio, KAt
oL cuveyileTon PHEYPL oNEPQL.

Me Bonnoe va dwyepiotm tov oo, tnv afefordtnra Kot 1o
aicOnpa 6T T0 cOpA pov aAAALEL e TPOTOVG TOL UTUITOVLY GUVEYN
TPOGUPLOYN.

‘Enpene va uédbw va, tihdm ovorytd yio thv avomnpia (ov.

"Enpene va pédbwm va {ntd Bonfeta, kdtt mov dgv pov nTav Kaborov
QLGIKO.



Kan énpene va péabom va amodéyopon 6t m {on pov dev Oa
axoAovBovoe Vv mopeia Tov elyo ovTacTEl.

Me tov kapd, avETTuEa 0VTO OV ATOKOA® ia «EV0pavoTN
160ppoTiON, £vav TPOTO va {® LE To GUVOPOIO Acep YmPig va
EMTPEN® VA Kupropyel og Kabe mruyn ™G TaVTOTNTAS LOV.

To 2013 petakopca 1o Aovoivo ¢ VITOTPOPOS LETATTVYIOKDV
GTOVOMV.

Avt 1 petokivnon aAlage ™ {on pov pe TpdTovG TOL dEV UITopovoa
va TPoPAEY®.

INo Tpdn Popd, pumnKo og Eva dNUOGLO GVGTN U VYEING TTOV
aVaYVAOPLOE AUECHG TNV KOTAGTOGT LLOV.

"Exava yevetiko éheyyo, o onoiog emPePainoe to Zuvopopo Acep
Tomov 2A.

"EArapa [Tistomomtikd Ontikng BAGPNG, To omoio Yo mpdTn Qopd ot
Co1 pov pov £dwaoe TPOGPacT G OUKOVOLULKT OTNPIEN KO KPATIKES
VN PEGIES.

Ta exdpeva ypdvio epYAcTNKa OG APYLITEKTOVOS 6TO AOVIivo, Yia
aePOOPOLLN, VOCOKOLEIN Kot PLEYAAL dnuocia Epyal.

Exeiva ta ypdvio cuppeTeiya Kot o€ pio LaKpoypovie. EPELVITIKN
peAétn oto Opbaiporoyikdé Nocokoueio Mobpeiivig, perétn 1 omoia
ovveyileton péypt onuepa.

211 S18pKED OVTNG TNG EVVIRETOVG UEAETTG TOPEXW ETNGIMG dedopéva
GYETIKA LE TNV OPOOT LoV, GUUBAAAOVTAG GTNV AVATTLEN
UEALOVTIKDV KAVIK®V S0KIU®VY Y10 GTOpO Pe GUVOPOUO AGep.

To Aovdivo pov £dwae aveEoptnoia, avtonenoibnon kat éva aicOnua
OTL OVIK® KATOV.

Mov édmae Omg Kot KATL ampocdoknto: uia Pabdtepn oyéon ue
Aoyoteyvia.

KaBdg aAiale n 6pact| Lov, GTPAPNKO GTN CUYYPUPY] dUNYNUATOV
Kol gV TéAEL EVOG LuBIGTOPNLATOG.

H ypaoen éywve évog véog tpomog va PAET® Kal VoL akov®, EvVog TPOTOG
va dnpovpy®d KaBapodtnTa dTav 10 TEPPAALOV YOp® LoV YIVOTAV O
GKOTEWO.

To 2021, petd and oxeddv pa dekaetior 6To EMTEPIKO, UETAKOUIGO
oV Abfva.

Yuvéyioa vo epydlopal oG apyLtEKTOVaS, AT TN Popd Yo
Eevodoyeloka £pyoa. kal data centres.



Ed® ko évav ypovo epyalopot oto Yrovpyeio ITodtiopnov, oto
Tunpa Apyrtektovikedv Meietdv Movceiov kot [oAtiotikdv
Kripiov.

Atyo petd v emotpon] pov otnv EAAGSa, evtdyOnia otov
[Toavedinvio X0AA0Y0 ToPAOKOOOV.

TNo Tpdt Popd, YvdpLoo AL TVPAOK®OPE ATOLLA.

"Epafa emiong yuo tig TpokAnceig mov avipetotilovpe otnv EAAGSQ:
TNV EMAENYT] VOUIKNG OVOYVAOPLIoTC TNG TVPAOKD(Q®CTG MG OKPLITAG
avamnpiog,

TNV OTOVGI0 KPOTIKOV DANPESLOY VTOGTHPIENG,

TN YOUNAT SNUOGLO EVIUEP®GT Y10 TIV TVQAOKDPOGT).

"EpaBa kot kéti mov dg yvopilo:

OTL T0. TVPAOK®OPE ATOUA OPEIAOVV VO YPTGLLOTOLOVY AEVKOKOKKIVAL
UTOGTOOVLA, OYL TO AEVKA TTOV YPTGLLOTOLOVV Ol TUPAOL.

Avti 1 AemTopépeta Le EKOVE VO GUVELONTOTTONG® TOGO 0OPAT
TOPOUEVEL 1] KOWVOTNTA LOG.

Inuepa (o e HEPIKN OPAGCT), OTOAELN KOG KOl VOYTEPIVI] TOQAMOT).
A€ YpNCILOTOID VONUOTIKY, OTTIKT VOUATIKY 1] Kddwka Mrpdry.
Agv €yo axdun eKTUdELTEL GTO AEVKOKOKKIVO UTAGTOUVL, CALY
GKOTEV® VO TO KAV® TO EMOUEVA YPOVIOL.

Bacilopot ota akovotikd fapnkoiag, 6Ty YELEAVAYVOGCT), GTOV
KaOnpeptvd TPOYPAUUOTIGHO Kol 6T 6THPLEN TV avBpdrov YOpm
LLov.

H xofnueptvotntd Lo Slopop@@mveTal 0md GUVEXEIC TPOCUPUOYES:
Amopevym va mepmatd povog T voyto. Opovtilm va gipat omitt Tpv
T 6001 TOV MOV - KATL TOL ACTEEVOHUEVOS OTOKAAD «XHVOPOLLO
2Ty TOmoVTACY.

Opyavove kdbe Aemtopépela Ty EToKEPOD Ayvwoto TepIUrlovTa.
Znto Ponbeia dtav ypetdleTon - KATL OV POV TTHPE XPOVIOL VL
ATOOEYTA.

AToQeDY® KOTOOTAGELS TTOL Umopel va 0écovy Gg Kivovvo T
AGPAAELL LoV 1 ydpovg 6mov Vimbw dfoia.

AvTtég o1 olhayég dev gival onuadie ATOpOVOOTG.

Eival onudodia Tpocapuoync.

Agtypoto emA0YNG AoQAAELOC, OEIOTPETELOS KOl QVTOVOLLOG.

To cvvdpopo Acep glval, oTn SIKN LoV TEPITT®ON, Ha adpaTn
avamnpia.

O1 avBpwmot cuyva vmobétovy 6Tt PAET® 0,71 BAEmOVY KU eKEvOL.



AMG o€ YoOUNAO QOTIGUO OV UTOPM VO OVAYVOPIoH EKQPACELC
TPOCHTOV 0VTE VO KvNO®D e acQAAELD.

Avti 1 éMheyn opatdtrag eivorl amd To To SVGKOAN KOUUATLOL.
Oy o1 101eg o1 PAGPEG, 0AAG 1) cLVEXNG aVAYKN V. TIG EENYD GTOVG
GAAOVG.

®a 10eha va popactd 00 TeEAEVTAIESG OKEVELS.

IIpdtov, n KowdtnTa dev eivar Tpoarpetiky. Eival ovclootikd pépog
NG MOPEING TPOG TNV CVTOYVMOSIN KO TIV (UTO-0TOJ0YN.

Oroav popaldpacte Tig 10T0pies Lo, LEWOVOVE TO CTIYLLA.

Orav ompilovpe o évag tov dArov, ytilovpe Eva péAlov 6ToL Ta
TVPAOKOPA dTopa og Ba eival adpata.

Ioyvpdtepor ZuAroyor propov va adddEovy Tov vouo, va PEATIOGOVY
NV TPooPacipodTnTa Kot vo eE0c@aiicovy 0Tt Ta TVPAOKOEA ATopd
Aappavovy v vrootnpiEn mov a&ilovv.

Agbtepov, ypelaldpoote eEOOTPEQELX.

EEwotpépela amd v kowvwvio; Not.

A6 kol eEOOTPEPELN OO EUAG TOVS 1010VG,

To va pidape yo avommpio kot PAGPeC dev eivar TavTo 0KOAO.

AMAG OTav PddpE EIMKPIVE Y100 TIC TPOKANGELS LLOG, ONULOVPYOVE
KaTovonon.

Kot n xotavonen odnyet oty évraén.

To c0vdpopo Acep LoD Exel mapeL TPAyHOTA, OALN POV £XEL ODGEL
eniong avBexTiKoTNTO, ONpoVPYKdTNTA Kot o fodid extipmnon yuo
TN ovvdeon Uetald TV avOpaTOV.

20 EVYOPLOTM TOL LE OKOVCOTE KO TOV €16TE PEPOG AVTNG TNG
KOWOTNTOG.

Na €yete pia dpopon pépa.

Hello everyone and thank you for being here today.

My name is Yannis and I have Usher Syndrome Type 2A.

[ have the honour of serving as one of the Ambassadors for Greece in
the Usher Syndrome Coalition, along with Lemonia, Katerina and
Georgia who are here with me today.

Also, I would like to thank Maria who accepted our invitation to share
her Usher story with us today.

It is a great deal to speak to people who understand, each in your own
way, what it means to live with Usher syndrome.

Not only as a medical condition, but as a lifelong companion that
shapes how we move through the world.



Today, I want to share my personal journey.

Not just my clinical and professional milestones, but the emotional
ones too.

[ was born in 1988 in Drama, a small town in northern Greece.

My story with disability began early, even though no one recognized it
at first.

When I was three years old, my parents noticed that I didn t respond to
sound like other children.

My father was an ENT doctor but at first, both my parents thought, 1
was simply shy or inattentive.

But medical tests soon revealed the truth.

1 had severe hearing loss.

1 became a hearing aid user at that age.

And I still am today.

For my parents, the diagnosis was a shock.

They worried about stigma, about my future, about whether I would be
accepted in the small countryside town in grew up.

But they did everything they could: early intervention through speech
therapy, and above all, their love was always present.

Thanks to them, I attended general schools from primary to junior
high and to high school.

Overall, I was supported by teachers and classmates, and I grew up
believing that my hearing loss was simply one part of who I was.
Without being a serious barrier to my desires, goals and ambitions.
In 2005, I moved to nearby Thessaloniki to study Architecture in the
local university.

Iwas 18, full of plans and excitement.

But around that time, [ began noticing something strange.

1 struggled to see fast-moving objects.

1 bumped into low furniture in dimly lit spaces.

1 thought my short-sightedness had worsened.

In 2008, during an eye exam, [ heard a word I had never heard of
before:

Retinitis Pigmentosa.

And then, a medical professional noticed my hearing aids.

She left the room, returned with a thick medical book, and said:
“This is not just RP. This is Usher syndrome”.

I was 20 years old.



The diagnosis felt like a second shock in my life.

The first -my hearing loss- had a solution.

But now I was facing a progressive, incurable condition that would
slowly narrow my visual world.

1 paused my studies briefly.

I needed time to understand what this meant for my future.

A couple of years later, around 2011, I began psychotherapy,
something that goes on up this day.

1t helped me process fear, uncertainty, and the feeling that my body is
changing in a way that needs constant adaptation.

1 had to learn how to talk about my disability openly.

1 had to learn how to ask for help, something that didn't come
naturally.

And I had to learn how to accept that my life would not follow the
path I had imagined.

Over time, I developed what I call a fragile balance, a way of living
with Usher syndrome without letting it dominate every part of my
identity.

In 2013, I moved to London in the UK for a postgraduate degree,
supported by a scholarship.

That move changed my life in ways I couldn t have predicted.

For the first time, I entered a public healthcare system that
immediately recognized my condition.

1 underwent genetic testing, which confirmed Usher syndrome type
24.

1 received a Certificate of Visual Impairment, which, for the first time
in my life, opened access to financial support and state services.

For the next few years, I worked as an architect in London - on
airports, hospitals, and public large-scale building projects.

During those years, I also joined a long-term research study at
Moorfields Eye Hospital which continues up to this day.

During this nine-year study I contribute vision-related data on an
annual basis to help the research & medical community develop future
clinical trials for people with Usher syndrome.

London gave me independence, confidence, and a sense of belonging.
1t also gave me something unexpected: a deeper relationship with
literature.



As my vision changed, 1 found myself turning to writing fiction, short
stories, and eventually a novel.

Writing became a new way of seeing and hearing, a way of creating
clarity when the environment around me grew dimmer.

In 2021, after nearly a decade abroad, I moved to Athens, Greece.

1 continued working as an architect, this time on hotels and data
centres. And the last one year I am working in the Greek Ministry of
Culture, in the Department for Architectural Design of Museums and
Cultural Buildings.

Soon after my relocation in Greece I joined the Greek National
Association of Deafblind People.

For the first time, I met other deafblind people.

1 learned also about the challenges we face in Greece:

the lack of legal recognition of deafblindness as a distinct disability,
the absence of state support services,

the limited public awareness on deafblindness.

1 also learned something [ wasn t aware of.

That deafblind people should use red-and-white canes, not the white
ones used by blind people.

This detail made me realize how invisible our community still is.
Today, I live with partial vision, hearing loss, and night blindness.

I dont use sign language, tactile sign language or Braille code.

1 haven t yet been trained in the red-and-white cane. But I aim to do so
in the next couple of years.

1 rely on hearing aids, on lip reading, on careful planning, and on the
support of people around me.

My daily life is shaped by constant adjustments:

1 avoid walking alone at night. Also, I ensure that I'll be back at home
before sunset time, something [ funnily call Cinderella Syndrome.

1 organize every detail of unfamiliar environments.

1 ask for assistance when needed - something that took years to
accept.

1 try to avoid situations where my safety might be at risk or places that
1 feel inconvenient.

These changes are not signs of isolation.

They are signs of adaptation.

Of choosing safety, dignity, and automony.

Usher syndrome is, in my case, an invisible disability.



People often assume I can see what they see.

But in dim light, I cannot recognize face expressions or navigate
safely.

This invisibility is one of the hardest parts.

Not the impairments themselves, but the constant need to explain them
to others.

A few months ago, I became the Ambassador for Greece in the Usher
Syndrome Coalition.

This role will connect me to a global network of people who share
similar experiences, people who understand the emotional complexity
of living with a dual sensory loss.

Also, this role will help me pass these experiences, knowledge and
information to the local community here in Greece.

I would like to share with you two last thoughts.

First, community is not optional. It is an essential part of the self-
awareness and self-acceptance journey.

When we share our stories, we reduce stigma.

When we support each other, we build a future where deafblind people
are not invisible.

Stronger associations can change the law, improve accessibility, and
ensure that deafblind people receive the support they deserve.
Secondly, we need openness.

Openness from society? Yes. But also, openness from ourselves.
Talking about impairment and disability is not always easy.

But when we speak honestly about our challenges, we create
understanding.

And understanding leads to inclusion.

Usher syndrome has taken things from me, but it has also given me
resilience, creativity, and a deep appreciation for connection.

Thank you for listening and thank you for being part of this
coOmmunity.

Have a lovely day.



