To ouvdpopo Usher
Mnyn: http://www.betterhealth.vic.gov.au/
Metappaon: NkouvTia Eudo&ia, kadnynTpia AyyAikov

To ouvdpopo Usher €ival pia yevetikn avwuaAia, n onoia xapakTnpileral and PePIKN N oAIKN
anwAE&Ia akong €K YEVETNG Kal Jia oTtadiakn anwAgla 6pacng nou npokaAeital ano Tnv Retinitis
Pigmentosa (RP).

To dvopa, Retinitis Pigmentosa avagpépetal oTa oTpwuaTa Palpng XpwaoTIKAG oudiag n onoia
avixveleTal aTov au@IBANCTPOEIdN XITOVa Twv avBpwnwv W' auTh Thv kataoTtaon. AuTo eival éva
€ido¢ onTIkAG NdBnang, n onoia €xel WG anoTEAECUa To aTadiako XACIPo TNG 6PACNG KE TOV Kalpo
€EQITIag XEIPOTEPEUONG TOU AUPIBANCTPOEIDN XITWVA.

ApXIKa To dTopo napouaiadel TUPAwan Povo TNV vUXTa, KABWE Ta PATia dev UNopouv NAEov va
douv o€ apudpd PwC. Mg To XpOvo, To ONTIKO Nedio EAATTWVETAI £WG TO GNUEIO NOU 0 AoBevng
EXEl HOVO €va «TOUVEA» KEVTPIKNG 0paong. OpiouEvol aoBeveig pe ouvdpopo Usher napouaialouv
eniong npoBAnRNaATa Pe TNV Icopponia Toug.

To oUvdpopo Usher xwpileTal og TPEIG HEYAAEG KATNYOPIEG CUNPWVA PE Tov TUMO Kal TN
ooBapoTNTA TWV CUMNTWHATWV. O TUNOG 1 Kal o TUNoG 2 apopouv nepinou To 10% Twv NaAIdI®V
nou yevvioUvTal kou®d. Aev undpyel Bspaneia. O1 unNnpeaieg £xouv oav oToXo va Bondrigouv Tov
aoBevn va NPoETOIPACTE Kal va avTieETwNIoel auTn Tn SINARA anwAeia.

SupnTOpaTa

Ta cupnNTWEPATA Nou agopouv To cUvdpopo Usher eEapTwvTal and Tov TUNO aAAd yevika
nepiAapBavouv:

- AnwAe&la akorg, n onoia odnyei oTNV KOPWO.

- AnwAeia 6paacng, n onoia odnysi aTnv TUPAWGON.

- MpoBAnuaTa 1copponiac.

- AuokoAigg aTo Adyo.

EEfynon yia Tnv icopponia
To avBpwnivo ocwpa €xel Tpia cucTrAKaTa Ta onoia BonBolv oTnv Icopponia:
Ta paria: an\wg koitalovrag yUpw, EVNHEPWVOUV TOV EYKEPAAO YIa TOV NPOCaAvaToAIoHo Hag.

Mepipepelakd ocUOTNHA: AUTO APopa TNV NAnpopopia nou Aappavel o eyke@aiog ano €1d1koug
OEKTEG OTOUG HUEG, TIC apBpwaelg kal To dépua, Ta onoia avTiAapBavovTal Tnv Kivnon kai Tn 6€on
TV apBpwoEwV.

AKOUOTIKO oUOTNHA: auTo BpiokeTal yEoa OTO auTi Kal anoTeAeital and pia ogipd KavaAi®v
YEMATWV UYPO, TONOBETNHEVWV OE JIAPOPETIKEG YWVIEC. 'OTAV TO KEPAAI KIVEITAI, TO KIVOUUEVO
UYPO EVNHEPWVEI TOV EYKEPAAO aKpIBWG Yia To NOCO HAKPIA, NOCO ypryopad Kal og TI KaTeuBuvan
KIVEITAl TO KEPAAI PE TNV evandBeon TnNG NAnNpo@opiag oTo akouaTIkO VeUpo. Edv o eyképalog
yvwpidel Tn 8€on Tou KepaAiou, unopei va Bpel Tn B€on Tou UNOAoINOU CWHATOG.

O1 31aOPETIKEG KATNYOPIEG

To oUvdpopo Usher xwpileTal og TPEIG HEYAAEG KATNYOPIEG CUNPWVA PE Tov TUMO Kal TN
ooBapoTNTA TWV CUUNTWHATWV. AUTEC ovopalovTtal TUnog 1, Tunog 2 kail TUnog 3. Kabe Tunog
unodialpeiTal 0€ UNoOKATNYOPIEG.

20vdpopo Usher - Tunog 1 (US1)

MapoAo nou undapxouv 6 UNOKATNYOPIEG, TA XapakTNPIOTIKA Tou ouvdpopou Usher, Tunou 1
nepiAapBavouyv:
- EudIiakpITn K®PWON €K YEVETNAG.



- AuokoAigg Aoyou. AAAa péaa enikolvwviag onwg vonuaTikn yAwooa (Auslan) anaitouvTal.

- H 100pponia pnopei va ennpeacTei kal Ta naidid ouxva apyouv va kabicouv, va otabolv kal va
neEPNATnoouV.

- MpoBAfAuaTa pe Ta patia apxifouv va avantuooovTdl yUpw oTnv nAikia Twv 10 €TV,

- AnwAela 6pacng ouvnBwc napoucidletal yUpw ota npwTa 10 xpovia Tng {wng Tou naidiou.

20vdpopo Usher - TUnog 2 (US2)

Ynapxouv TPEIC UNOKATNYOpPieg Tou TUnou 2. Ta XapakTnpIioTIKa Tou TUNou auTtou
nepiAapBavouyv:

- M€Tpia anwAeia akong oTn XaunAdTepn KAigaka ouxvoTnTag nxou.

- ZoBapn anwAeia akong oTnv uwnAdTePN KAigaka ouyxvoTnTag rxou.

- H 100pponia dev ennpedderal.

- AnwAeia 6paaong ? knAideg TupAoU, apyifouv va eugavifovral katd Tnv @nBeia kal Pnopei va
peyaAwael kata Tn didpkeia TnG {wng.

20vdpopo Usher - TUnog 3 (US3)

Movo pia unokaTnyopia auTtou Tou TUMOU €xel avakaAu@Bei YEXpI onuepd. Ta XapakTnpIoTIKA
auTtoU Tou TUNou nepiAapBavouv:

- O aoBevG YEVVIETAI JE KAVOVIKN aKOn Kal gXedOV Kavovikn igopponia.

- H anwAeia akong yiveral nio évrovn kabwg To ATOHO HEYAAWVEI.

- AnwAegla akong nou eival duvaTtov va PeTpnBei eppavideTal aTnv epnpeia.

- AnwAela 6paong &ekiva va avanTUooeTal KaTa Tnv epnpeia kai gival nibavov va yivel nio evrovn
kaTta Tn didpkeia TnG {wng Tou acBbevouc.

- H 100pponia xeipoTepeUsl KABWG TO ATOUO PEYAADVEL.

H nAsiowngia Twv avBpwnwv pe US3 fouv otn diAavdia.
H aitia gival yeveTiki

Ta avBpwniva 6vTa £xouv 46 {euydpla XpWHOOWHATWV He dUo {euydaplia nou anogaaifouv nolo
Ba eival To QUAO Tou atopou kal 44 (euydapia Ta onoia kaBopifouv AAAOUG NapayovTes. Ta
unoAoyiopéva 30.000 - 40.000 yovidia gival oixTa depéva o’ auTd Ta XpwpoowuaTta. AuTta Ta
yovidia eniong BpiokovTal gav {euyapia ? €va yia kKade yovio. O1 diapopeTIKOi TUMOI TOU
ouvdpopou Usher npokaloUvTal and PHETAAAQYEG TV dIAPOPETIKWV YoVvIdiwv. OI EpEUVNTEG
nioTelouv OTI UNApyouV nepinou 15 yovidia Ta onoia Pnopouv va NPoKaAéoouv To cUVSPONO
Usher. 'Evag oTtoug 75 avBpwnoug kouBaAoUv éva ano Ta yovidia Tou Usher. MNa va avanTtu&el
£€va naidi To guvdpopo usher Ba NpEnel va KANPOVOUNCEl TO CUYKEKPIPEVO yovidlo Usher kal ano
Toug duo YoveiG. Eav pdvo €va yovidio Usher kAnpodotnBei oto naidi, To naidi dev Ba avanTUEel
Tnv acBévela aAAa Ba eival popeag. Edv kal ol dUo yoveig gival popeic dUo dIaPopPETIKWV
yovidiwv Usher, To naidi Toug dev Ba avanTtu&el kavéva ouvdpopo Usher aAAa Ba sival gpopeag
Kal Twv duo.

A1ayvmOTIKEG HEBODOI

To oUvdpopo Usher €ival n 1o KoIvVA YEVETIKA aITia yia Tn ouvduacuévn anwAeia r avwpaAia
0pacng Kal akong.

Ta TeoT nou pnopoUv va eniBeBaiwoouv Tn didyvwon nepIAaupavouyv:
- TeoT oBaApPOU yia EAeyXO TNG retinitis pigmentosa.

- TeoT akong.

- TeoT yia Tov kaBopiopod Tou Babuou Icopponiag Tou atopou, ONwe N
ENG(electronystagmography).

EniAoyég O@epanesiag.

Aev undpyel Bgpaneia Tou ouvdpopou Usher. Avaloya OPwG PE TN coBapoTnTa, undapxouv
Bon®éruaTa.

Bon®nuarta akong.
- Tupnavika egeuTelpara.



- Eknaideuon Twv IKAvoTATWV ENIKOIVWVIAg.
- Eknaidsuon npoocavaTtoAiopoU Kal KIvnTIKOTNTAG.

TexvoAoyia nou BonBa oTnv npocapuoyr Tou aTopou
- AvayAuon ypagn yia Tu@Aouc (Braille).

SUpBOUAEUTIKR BorBela.
- MpooBacn o€ uNnNpPecieg yia XaunAn 6paon.

Ti1 6a npénel va BupdaoTe

To ouvdpopo Usher €ival yeveTikr avwpaAia n onoia xapakTtnpiletal and Tnv an®A&la akong kal
opaong.

Opiouévol avBpwnol €xouv gniong NnpoBARuaTa Icopponiac.

MNa va avanTU&el £va naidi To cUvdpopo Usher, npénel va KANPOVOUNCEl TO EAATTWHATIKO YoVidio
Kal ano Toug dUo YOVEIG.

3TO €EWTEPIKO UNAPXOUV €IBIKEG UNNPETIEG NANPOPOPNONG KAl OTAPIENG. TN XWpPad Hag, dev
gipaoTe og B€on va yvwpifoupe d16TI dev €XOUUE Kapia NAnpo@opnaon.



