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ZUMTTTWHATO

H aAkamtovoupia, emion¢ yvwotn wg AKU
i «acO&vela TWV HAUPWV 0OCTWV» Eival pia
omavia KAnpovopik madnon n omoia €xet
WG amoTéAeoa 0 X0v8pog Twv apOpwoswv
va yivetal pavpog Kat e00pavotog.

MpoxkaAeital e€aitiag mpoPArjuatog o€ €va yovidio kat odnyei
O0€ CUCOWPEVON UIAG OUGiag TOU OVOUACETAL OUOYEVTIOIKO
o&U (HGA).

To HGA ouvoowpeletal OToV OUVOETIKO 1016, 16iWg
oTtov XOovdpo, Kal PE TNV TAPOSO TOU XPOVOU TOV KAVEL
va oKoupaivel Kal va yivetal €0Bpavotog. Autdg o
ATTOXPWHATIONOC Eival YVWOTOG WG wxpovoan. Auto odnyei
o€ TIPWIUN eu@avion ooteoapBpitidag pe amotéAeoua va
amarroVuVTal CUXVA TTOAATTAEC AVTIKATOOTACELG OPOPWOEWV.

To HGA ekkpivetal og PEYANEG TTOCOTNTEG OTA OUPQA, ME
amoTéNECUA TA 0VPA VA oKoupaivouv OTav ekTiBevtal oTov
atpoo@alplkd aépa. Q¢ ek toutou, n AKU Kaheital emiong
«a0B&vela TwV HaUPWV OUPWV».

Nw¢ pumopw va fonbnow;

H Etaipgia AKU avalntd mdvta dtopa yia eBeAovTIKn
gpyaoia - pmopeite va BonbroeTe otn CUYKEVTPWON
XPNUATWY KAl OtV 0opydvwon €KOTPATEIWV N
va fonbrioste oe ouvédpla. EdQv  evdlagépeoTs,
TTAPAKANOUUE EMIKOIVWVAOTE padi pag oto

info@akusociety.org

MNa va kavete Swped, MAPAKANOUUE EMIOKEPDEITE TN
oeNiba pag yla n cuyKEVTPWON XPNUATwY oTn Slevbuvon
www.justgiving.com/alkaptonuria. Mnopeite emiong
va kdvete dwped otéhvovtag emrayr otn Sievbuvon Twv
ypa®siwv pag.

Ta aropa pe AKU pmopei va gpgpavicouvv
opiopéva amd Ta akoAovba cupmTWHATA,
HolovoTi Sev mapatnpovvrat OAa Ta
CUHNTITWHATA 0€ OAOUG.

Eva amdé 1o mpwta onuddia tng mAbnong eival ol
OKOUPOXPWHEG TIAVEG TTOU TIpokalouvTal and 1o HGA ota
oUpa. Eav autod 1o onuddt dev yivel avtiAnmto, n Satapayn
pmmopel va mePAcEL amapatipnTn HEXPL TNV evnAikiwaon,
kabwg ouvbwg O6ev  umdpyxouv AMa aloonueiwTa
OUUTITWHATO PEXPL TO ATOMO Va PTAcEL 0Ta 30 Tou Xpovia.

AOyw TNG wXPOVooNG Ta AUTIA UITOPEL va ep@avioouv pia
MTAE/pavpn amoxpwon. Mmopei va umdpxouv OKOUPEG
KNAide¢ 010 AeUKO TWV patiwv. To kepi Twv autiwy Ba gival
MO OKOUPO Kal 0 OKOUPOG 10pWTag Umopei va Aekiddlel Ta
pouxa.

Ot evamoBéoelg Tou HGA pmopei va kdvouv Toug avBpwmoug
TIO EMPPETIEIC OE METPEG OTA VEPPA, 0TNV 0Uupoddxo KUOTN,
OTn XOA Kal OTOV TIPOOTATN.

Ot evamoBéoelg yupw amod TG BaAfideg TG kapdiag pmopsi
va €Xouv w¢ ouvémela ot BaABideg va yivouv guBpauoteg
Kal pavpec. Ta alpo@opa ayyeia, ot AEREC kal ol aptnpPieg
pmopei emiong va yivouv SUoKaumTa Kat va amoduvapwOouv.
AuTO umopei va odnynoel og KapSlakéC TABAOELS Kal UMOPE(
Va XPELaoTEl avTikataotaon kapSiakig Baipidac.

Ta dtopa pe AKU €xouv @uotoloyikd mpoodokipo {wng.
Qot1600, Ynopei va gUEavicouv CUPNTWHATA, OTIWG TTOVO
Kal JElwPEVN Kivnon oTi¢ apBpwoelc, Ta omoia emnpedlouv

ONMAVTIKA TNV TotdTnTa {WNC.
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Ynapxel Oepancia;

H AKU eival pia dia Biouv mabnon kat emi Tou mapdvtog dev
unidpyel iaon 1 edikn Bepaneia, av kal Ta mavaoimova Kal
N XEPOUPYIKH eméuPacn avTikataotaong apBpwoswv
MTTOPOUV VA aVOKOUQIoOUV TA CUUTITWHATA.

Yrdpyel éva @APHAKO TTOU OVOUALETAL VITIOIVOVN, TO OToio
mapouctdlel eAmdo@opa AmoTeEAECUATA KAl N €pEuva yid
TO PAppaKo autd cuveyiCetal H vitiowvévn mpoo@épetal
«EKTOC  eYKeKpIUévwy evdeifewv» oT10 EOVIKO Kévtpo
AMkantovoupiag oto Baoihiko Mavemotnuiaké Noookopueio
Tou Aifepmoul. Autd onpaivel otL Sev €xel AdBel €ykplon
yla xprjon otnv avtpetwmon tg AKU, aA\da ol yatpoi
TMOTEVOULV OTI UTOPEl va BepameVOEl AMOTEAECUATIKA TNV
AKU.

Oplopéveg alayég otov tpoémo (wng Mmopel va oag
BonBnoouv va dlaxelptoteite TNV AKU Kal va avTIHETWTTIOETE
TO CUMTITWHATA.

Awatpopn

EivalonuavTikd va akoAoUBEITE LA LYLEIVH KALICOPPOTINUEVN
Slatpoen. Mia Siatta XapunAnG TEPLEKTIKOTNTAG OE TPWTEIVEG
pmopei emiong va givatl xpriotun yla tn peiwon tou kivduvou
mMOAVWV TTOPEVEPYEIWV TNG VITIOIVOVNG KATA TN SIAPKELD TNG
evNAIKNG Cwne. O ylatpog i o StaitoAdyog oag Umopei va oag
OUMPBOUAEVDEL OXETIKA.

Aoknon

Eival onuavtikd va Siatnpeite Ti¢ apOpwoelg oag o€ Kivnon
Xwpig va Tig empPapuvete unepBoAikd. H koAUuBnon eival
€vag KOAOG TPOTOC yla va 1o Kdvete autd. MNMpoomabriote
VA ATTOPEVYETE TIC AEYOUEVEC AOKNOEIC «UPNANG KPOUONG»,
OMWE TO PAYKUML 1 TO KOPATE, KOBWG AUTEG UIMOPOUV va
KOTATTOVAOOULV TNV TAATN Kal TI¢ apOpwoelg oag. H TakTikn
AT AOKNON UImopei mpayuatikd va Bonbrioet xti(ovtag pug
Kalt evioxuovtag TiG apBpwoelg oag. H daoknon eival emiong
KaAR yla tnv avakou@ion amé To ayxog, TNV anwlela Bapoug
Kal ™ PBeAtiwon TNG 0TAoNg ToU CWHATOC Oag, Ta omoia
MITOPOUV VO AVAKOU@IOOUV T CUUTITWHATA OOG.

Avakou@ion amd Tov mévo

Mmopeite va oulnTAOETE TIG OTPATNYIKEG SlOXEIPIONG TOU
TOVoU HE TO ylatpd oag. YTAPXEL pla TTOIKINa @apUdKwy
KOl OUPMANPWUOTIKWY Bepamelwy, KaBW¢ Kat opddeg
urooTAPIENG OV pmopouv va Bonbrioouv otn Siaxeipion
TWV CUPTTTWHATWV.

Yuyxoloyikn umootipién

H Siayvwon tng AKU pmopei va mpokaAéoel olyxuon Kalt
va oa¢ kataBdier otnv apxn. Omwg moA\oi avBpwmol
HE pakpoxpovia katdotaon uyeiag, 6col pabaivouv ot
niaoyouv anod AKU pmopei va ateBavBolv dyxog 1 katdOhyn.
Mnopeite va pINfoeTe pe Tov maboloyo cag kat n Etaipeia
AKU pmopei va mpoo@épel umootipién Kat ANPoYopieg
OTOUG AOHOEVEIC, TOUC PPOVTIOTEG KAl TIG OIKOYEVEIEC TOUG.




