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AKU Society
C/O Advicehub
66 Devonshire Road
Cambridge
CB1 2BL

TnAépwvo: +44 (0)1223 322897

Email: info@akusociety.org

Awadiktuo: www.akusociety.org
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H AKU givat pua draxeipioun
malnon mou emnpeadlel tov
TPOTO HE TOV OTTOI0 TO CWHA

‘ OlaoTIA TIC TPWTEIVEC

Tieivailn
AKU;

Ta madid pe AKU mapouaotdlouv éva ehdttwua otn dtadikacia
mmou S1a0Td PEPOG MIaG TTPWTEIVNG TTou ovoudleTal TUPOGivn
(TYR).

Auté odnyei otn cucowpeuon evoc o&€og mou ovopddletal
OMOYEeVTIOIKO 0&U (HGA).

KaBwc¢ peyarwvelg, To HGA Ba emnpeddlel Ta 00Td Kal TIG

- apBpwoelg cou.
AAkamtovoupia , 5 : g
Me tnv KatdAAnAn diaxeipion, ta dtopa pe AKU goitolv oto

(akoUyetal oav aA-KamT-Tov-0u-pi-a) TTAVETIOTA IO, XTI(OLV EMTUXNMEVES KAPLEPEC KAl amTOAAUavouy

i AKU yia cuvtopia HIa EUTUXIOMEVN OIKOoYeVELlakr (wr), OTTwE GAot ot ANOL.
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Mrmopéei va mapatnenoELg KAamola
ArTo AUTA TA CUUTTTWHOTA:

e OKOUPOXpWHA oUpa
e OKOUPOXPWHO KEPI TWV AUTIWV
e OKOUPOXPWHO 10pwTa

Avuta dev movave Kat dev xperaletal va avnouxeig.

MeyaAwvovTtag HmopEi va
MAPATNPNOELG MEPICOOTEPA
CUUNTTWHATA

(o

> KOUPECG KNAideg ota pdtia oovu.

[M6vOC 0TO KATW HEPOC TNE TTAATNG KAl OTIC
apBpwocelc.
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Aldyvwon tnG

H diayvwon tng AKU yivetal pe
pia amAn €§€tacn ovpwv

Edv n e€€taon ovpwv Seifel uPnAd enimeda HGA, Ba o€

TTAPATTEUPOUE O€ EIOIKO YIATPO.
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Aev pmopeic va dwoelc AKU otoug @piloug oou.

Tieival ta yovidia;

1
JOL

Méoa o€ kKB KUTTAPO TOU CWHATOC A LTTAPXOUV CUVOAQ
odnylwv mou ovouddlovtal yovidla. Autd ta yovidla mapéxouv

00nyYIiEG yla TO TMWE PAIVOUAOTE KAl TTOLO XAPAKTNPIOTIKA
KANPOVOUOUPE ammd TOUG YOVEIG pag. Autd ta yovidla mapéxouv
TANPOPOPIEC OXETIKA UE TOV TPOTTO SIACTIAONC TWV TTPWTEIVWY,
oupunepIAapBavopévng TG Tupoaivng. To cwpa mEPLEXEL TAVW aTtd
25.000 yovidia, Ta omoia cuvepydlovtal peta&u toug. Mmopouue va
Ta SoUpE HOVO OTO UIKPOOKOTTIO.
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H AKU givat pia kAnpovouikn maénon Mepimov 1 otoug 500 avOpwmoucg givat
popéag Tou yovidiov AKU

Kaveic 6ev @taiel kat dev undpyel timota mou Ba umopovoeg va
€ixeq KAVEL Y10 va TO ATTOTPEYELG.

NMATEPAX MHTEPA A \ A » N N £ ) )} A
Dopéag Popéag = L' § L § L' §

Moaudi pe AKU . :
s ® ® B ® 9 P P
H paud kat o pmapmdg oou Ba €xouv éva yovidio AKU kat éva e A N A N B AE B
@UOI0AOYIKO Yovidlo. AUuTO onpaivel 6Tl gival QopEic. S _—
To va éxelg AKU onpuaivel 6Tt Ba éxelg KAnpovounoel 2 yovidia AKU, Ta dtopa mou €ivat popeic Tng AKU dev €xouv ot idlot AKU kat to
éva anod TN Hapd Kal €va amo ToV Umaund. ENATTWHATIKO YoVidlo dev Toug dnuiovpyei mpoBAnua.
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MNatépag

¥ - ®

3 () § ) ()
MNaudi pe Naudi Naudi Naudi xwpig
AKU popéa popéa AKU kat mouv
Xwpig Xwpic dev givan
AKU AKU popéag

Otav 2 atopa mou gival popeig Tou yovidiou AKU amoktouv maidi,
urtdpxel 1 otig 4 mBavotnteg auto to maidi va €xet AKU.

1

TO EMOTNHUOVIKO
KOMMATL...

Meprypapn Tng
MPWTEIVNC




Narti xperalOpaote mMPpwWTEIVEC;

H mpwteivn eival éva BpenTikd ocuoTaTIKO TTOU XPEIALETAL O OPYAVIOHOC.

BonBd otn dnuiovpyia, TnVv emokeun Kat tn dlatripnon Twv KUTTApwv
KOl TWV IOTWV TOU OWHATOC, 61w To §€pua, ol LUEG, Ta 6pyava, To aipa
Kall aKOWN Kal Ta 00Td.
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Otav n mpwteivn katavalwvetal, Slaomatal 0To owpa (katd tn Sidpkela
NG MEYNG) OE UIKPOTEPA KOUUATIA (Oav SOUIKA OTOIXE Q).

AuTd Ta HIKPOTEPA KOPPATIO ovopdlovTal apvo&éa.




H mpwteivn amoteAsital and
MOoAAG SOMIKA GTOLXEia TTOV
ovopalovtal apivoééa

Yndpxouv 20 apivo&éa (dopikd oTolxeia) mou cuvBETouv TNV MPWTEIVN.
Optopéva and autd sivatl AMAPAITHTA kat dsv pmopouv va mapayBouv

OTO OWUA - EMOUEVWG TIPETTIEL VA TIPOEPXOVTAL ATIO TNV TPOPK| TTOU TPWLIE.

H tupoaivn (Tyr) eivat éva anoé autd ta 20 apvoééa.
Eival autd akpiBwg To CUYKEKPIUEVO apIvo&D TTou éva dtopo pe AKU Sev
pmopei va dlaomdoel cwoTd..

TioupBaivel cuvROwWG

H peratponn tn¢ mpwteivng o€ apvoééa

Apwvoééa

NpwTeivn ﬁ ‘Ev{upa # (Sopka

oTolxeia)

To owpa Xpnoluomolel auTd Ta apvoééa yia Tnv avamntuén, Tn
Snuiovpyia puwv Kal Tn SlaThPNoN TNG LUYEIOG TOU CWUATOC.



2 € éva atopo xwpic AKU, n
Tupooivn (Tyr) draomarail kat
ATMMOUAKPUVETAL ATTO TO CWHA

Asgv

HGA q ‘Eviupa q UTTGp)EL

HGA
" = .
F 3 R
‘ MNati Kamotioc¢ HGAR G R G - e
pe AKU dev ummopei
va S1a0TTAoEL Hep

cwota tnv Tyr;

H tupooivn (Tyr) petatpénetat oe HGA.

‘Eva évCupo mou ovouddletat HGD Siaomd to HGA kat to
QTTOUAKPUVEL ATTO TO CWHA.




2 € éva atopo pe AKU, to HGA
Oev umopei va drtaomactei Omwg
Oa énpene.

To éviupo HGD Asimel, autd onpaivel 6Tt ot AvBpwmot €xouv
ndapa moAU HGA. To HGA npokaléei ta cupntwpata tng AKU.

E)\a'n"w!mrlxél Apa TTOAD Y
HGA mmmmmp el Mapamohd HGA ‘ AlaXEIpIO'I]mIMG <
UYIELVH Statpon)
otnv AKU

To évCupo HGD éxel AdBog oxnua kat £Tot eV PUMmopel va KAVeL T
O0ouAeld Tou, dnAadn va diaomacel o HGA.

Aedopévou 6Ti To HGA npoépxetal amd mpwTeiveg, Umopei va ival
XPNoltpo va kataAdfelg Tig mpwteiveg otn dtatpony cou. Auth T

otiyun dev xpetdletal va aANA&elg auto mou Tpwe. Mia uylelvn Kat

looppoTnuévVN dlatpo®n €ival o ONUAVTIKH.



H vyiewvi) dtatpopn yia ta maidid

Katepuypévog

©

Wiokoppéveg 0 , ’ ’ ’ y , , ,
- fas.s Tpwye dgBova apuloLxa TPOPIUA, OTIWG TTATATEG, PUCL, (UHaPIKA
’ - > N Ywui, emAéyovtag, 6mou gival Suvatodv, SnunTplakd oNKAG
®povTa kat ‘ KoV A
; .

Aaxavikd

AAeonc. AUTEC oL TPOPEC oou Sivouv evEpyEla.

V\ ’ , ’ ’ ’ Ve
Tpwye TouAdxIoToV 5 HEPIdEC PPOUTWV Kal Aayavikwy KAOe
\T/ e pépa. Mia pepida €xel To péyebog Tou XePLov cou.
Na KatavaAwvelg 3 YOAAKTOKOUIKA KABE pépa yla Ta 00Td Kat Ta

dovTia oov.

Yoopi o)\lmc
dheong

Tpwye YEPIKA PacodALa, O0TIPLa, PApPLa, auyd, KpEag Kal AANEC
TTPwTEiveC o€ KABE yeLua.

MpoTiunoe ehatdhado r KpauPENalo yla To payEipea.

Enpol
xapmoi g < Bo
qu““mxmupb
-
=~ w
U ATIOXOG KIPAG /< Tévog ‘

« [Mpotiunoe vepo, yaAa e AMiydtepa Aimapd,

' [ moTd Xwpig (axapn. MNeptdoploe Toug xupoug
- U dacsNa, FahaKToKoIKG NGB kau @POoUTWV f/Kal Ta smoothies oe cuvoAikd
> ompia, Yapia, Kal EvaZ\?\aKTle aAgippata
Pl e PO 150 ml Tnv nuépa, Ta omoia umohoyilovtat

TIPWTEIVEG

w¢ 1 amd TI¢ 5 pepidec ppouTWV Kal

AQXQVIKWV TNV NUépa.

EmiAe€e pia motkiia S1apopeTIKWV TPOPiHwy amd Kabe opdada
TPOYIilwy, yia va Bonbroelg Tov opyaviouo va maipvel Oha 6ca
XpEetadeTal yla va mapapeEivel UYIRG Kal va O€ KPATrOEL O POPUAL.
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ZwHaTiKn dpaoctnplotnta Kat
AcKnon
Eival onupavtiko va diatnpeic Ti¢ apBpwaoelg oou o€ Kivnon Xwpig

va TI¢ emPBapuvelg umepBoAikd. H koAUpuBnon eivail évag Kalog
TPOTTOC V1A VA TO KAVELIG QUTO.

MpoomdBnoe va amo@eVYEIC TIC AEYOUEVEC AOKATELG «<UPNANG
KPOoUOoNGC», OTTIWCE TO PAYKMTTL I} TO KAPATE. AUTEC UTTOPOUV va
KATATTOVAOOULV TNV TIAATN Kal TIC apBpWaEIC Cou.

H owuatik dpaoctnpiotnta Ba o€ Bonbnroel.




Méxpt Tnv nAkia Twv 16 eTwv Ba o€ PpovTilel 0 YIaTPOG oL Kal
£VAG YIOTPOG O€ £va TOTTIIKO VOOOKOUEi0. MTTopei va XpelaoTei
Va KAVEIC AIUATONOYIKEG EEETATEIG, AKTIVOYPAPIECG Kal EIOIKEC

OAPWOEIC.

2Ta 16 00U XPOVIQ, O YIATPOG OOV UITOPEL VO O€ TAPATIEUPEL OTO
EOvikS Kévtpo ANkantovoupiag oto Aifepmoul.

Oa EMOKENMTEOAL ETHOLA TO KEVTPO Kal Ba ouvavtdg pia opada
€1dikwv ¢ AKU mou Ba og @povTilel. Oa PEVEIC OTO KEVTPO €W Kal
4 NUEPEC KAl N HAMA KAl O UITAUTTAG 00U UrmopoUV va €pBouv padi

Oou.
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Etaipeia AKU - pia @idavBpwmikr opydvwon mou BonBd kal umootnpilel Ta
atopa pe AKU.

Alopyavwvouv eKONAWGCELC OTTOU UTTOPEITE va cuvavTtrioelc dAouc pe AKU kat
Va KAVELIC VEOUC @IAoUC.

‘Otav yivelg 16 etwv, 6a og fonBriocouv va cuppeTaoyel; oto EBviké Kévtpo AKU.

‘Eva péhog tng opddag tou AKU Society Ba og umootnpiel 0To KEVTPO Kal
pmopei va o€ emokepOei oTo omiTt yia va o€ BonOroel

” I 4 VA TIPOETOLUACTEIC Y1a TNV ETOKEYT COU.
(. MoV aAlo?¥

Oa Bpel¢
BonOsia




MNeploocoTePEC MANPOYPOPIEC EuXaploOTOUME TNV...
Vitaflo International Ltd mou pag emétpee va XpnoLUOTIOICOULE TA YPAPIKA TOUG.

Q_KU AKU Society (Etaipeia AKU) w@

+Alkaptonuria Society’ WWW.a kUSOCiety.Org

| ——
Climb e et S oy
g Children Living with Inherited Metabolic Diseases (MaiSia " FATOPIKE ONETTC SocEtddes ProdfsNeste A
' N 110U {OUV UE KANPOVOUIKEC IETABONIKEC A0DEVEIEC)
Climb www.climb.org.uk
H mapaywyr autou Tou puAladiou xpnuatodotriBnke amod tn coundikr Orphan
Ui Genetic Alliance UK (Tevetikn Zuppayia et (Ll
h gIE_I'_‘IEAT':gE « Tou Hvwuévou BaatAeiov)

www.geneticalliance.org.uk Q SO bl

Pioneer in Rare Diseases

NHS

Fpapuatéag Tou KAvikoU Sievbuvtry:  +44 (0)151 706 4197
Emkepalig Sloiknong:  +44(0)151 706 4289
Kivnté:  +44 (0)7785447421




