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2YNAPOMO RETT

To Zuvdpouo Rett gival uia moAUMAOKN veupoAoyt-
K} dlarapaxmn Kat EVTorioTnke aro 1o ylarpd Dr.
Andreas Rett, To 1966, otnv Auotpia. BIOXNUIKES
KQl YEVETIKEG EPEUVEG, TTOU EXOUV YIVEL LUEXOL OTIUE-
pQ, arodidouv To OUVOPOUO O UETAAAQEN yowvi-
Olwv oro uBpuo. H uetdAraén mou npokalel To
2uvopouo Rett Bpioketar oro xpwuoowua X’
gu@avifovrac To oUvOPOUO KUpIwG oe Kopitota. H
dldyvwon Tou Rett uropei va yivel ue yeveTiko TEOT
Kal e maparnpnon G KAIVIKNG EIKOvVAG TToU
rnapouotddet To naidl.

H ouxvdtnta eu@dviong tou ouvdpduou egival 1
ot 12000 yewnoelg, dvkal mpooPaTeg EPEUVEG
glonyouvral v Unapén erappotepwv LUOPPWV
TOU 2UuvOopouou Rett, aveBdlovrag ETol apkeTd TO
ITOCOO0TO OTN CUXVOTNTA EUPAVIOTIG TOU.

To Rett npokaAel coBapr) vontiKn} KAl CwWUATIKN
avarmpia kat ennpedlet Babid ™ {wrj ToU ATOLUOU
kablotwvrag 1o eEaptwuevo and dAAoug yia tnv
KAAuWn Twv avaykwv Tou o€ OAn Tou T {wn).



XAPAKTHPIZTIKA

ZUppwva pe to DSM IV (American Psychiatric Association,
1994), To omnoio eival To Apepikavikd Wuxiatpikd AlayvwoTl-
k6 Eyxelpidlo, Ta XapaKTnploTIKA Tou ouvdpduou Tagvo-
pouvTtal wg eENG:

A. OAa Ta akéAouba

1.
2.

3.

®UGCLONOYIKY] TIPOYEVVITIKY] KL TIEPLYEVVNTIKA QvATTTUEn.
®DuUCLONOYIKY] YPUXOKIVNTIKY] avdArtTtuén oToug 5 mpwToug
MrVEG UETA TN YEvvnon.

®UGCLONOYIKY] TIEP(UETPOG KEPAANQ KATA TN YEVVNOM.

B. 'Evap&n Awv Twv MapakdTw CUUTITWHATWV PETA
TNV MePiodo TG PuoioAoyikrig avanTuing (dnAadn
TOUG 5 MPWTOUG UVEQ)

1.

EmBpdduvon g av&nong Tou HeyE€6oug NG KEPANNQ
and TV NAia Twv 5 uNvav PHEXPL 48 LNVav.

AnwAela mponyoUpevwyv EMKINTwV OeElOTATWV TwV
Xeplwv ard 5 wg 30 pnvwv, pe erakoAoudn avdrrtuén
OTEPESTUTIWV KIVAOEWV TWV XEPLWV (KIVATELG TL.X. TPW(-
MaTOG 1) MAUCI{UATOG).

ATWAELO TWV KOWWVIKWV OXE0EwV VWPIG otnv mopeia
avdmtuéng (dvkal ouxvd avarrtiooetal apydtepa Kol
VWVIK] GUVAA\QYT)).

Eugdvion Bdadlong 1 Kwvrioewv Tou KopuoU UE KAKO
OUVTOVIOMO.

Bapid €kmrwon g avdmruéng g YAWOOIKNG avTiAn-
Yng Kat Ekppaong pe Bapld YPuxoKvnTikA KaBuoTépnan.
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2T1a Kopitola pe ZUvdpouo Rett ouxvd maparnpouvral ta
akdAouba:

g

AouvriBlotog Tpdrog avarvorg ( ry. drvola / Kpdtnua
avanvong 1 unepaeplopdg / oAU Ypriyopog pubudg
avanvong ).

2naopol (mdvw amd 50% Twv MEPIMTWOEWV TEPVOUV
KAroLa Hop@n} EMIANTTTIKNG kplong).

>KOAlwOoN NG OTIOVOUAIKNG OTNANG.

Tp(€Elpo dovTiwy.

Mikpd pé€yebog modlol Kat Twyr) KUKAogopia pe arto-
TéAeopa Ta nédla va eival Kkpua 1) POUCKWEVA.
Melwpévn avdrtuén Ugoug kat Bdpoug oe oUyKpLon e
nadld g nAkiag Toug.

Alatapax€g umvou.

Alatapax€g udonong kat katdrnoong.




ANTIMETQIIZH

AgouU npwTta Yivel n didyvwon arnd nMoAubepatikr) opudda n
orola anoteleiral and nawdiatpo, nadoveupoAdyo, natdo-
Yuxlatpo kat YuxoAdyo, akohouBel €ykaipn mapéupaon, n
oroia, Onwg KAl e AANEG TIEPUTTWOELG TIADIWOV UE EIOIKEQ
avdykeg, elval oAU onUAavTiKr]. ZUVETIWG, 1) eKmaideuon Kat
arnoKatdoTacoT Tou KopltoloU e ouvdpouo Rett, mpérnel va
apxioel 600 Mo ypriyopa yivetal. Ta pakporpdbeopa Kat
KaAd opyavwpéva poypdupata eknaideuong kat arokatd-
oTaong, €Xouv wg arnotéAeopa va KakutepeUouv T BeATiw-
on ™G nowdtnTag TG wng Twv atdpwyv pe olvdpouo Rett.

ASYW TWV MOAAMAWOV AvATINELWY TOU KOPLToloU Je ouvdpo-
Mo Rett, To oxoAeio oto omoio Ba golitrioel MPEMEL va TapéE-
XEL TIG TIEPIBANOVTIKEG DIEUKOAUVOELG Kal TIG EEEIDIKEUNEVEG
YVWOELG TOU TIPOCWTTKOU, WOTE VA TIPOCPEPEL TTPOYPAUUATA
TIOU va QVTATOKPI{VOVTAL OTIG EKTIALOEUTIKEG, BEPATIEUTIKEG
kal AA\eg avdaykeg Tou atduou. Otav mpoKelTal va KatapTl-
otel To aTouIKS eknaAdeUTIKO TPdYypPAUpa Tou Tadlol, o
KdBe €IBIKOG EMIOTAMOVAG TIOU €XEL PONO OTO TIPOYPAUUA
autd 6a ocupBdAel otnv 600 TO duvaTd TIANPECTEPN LOPPY
Tou. OL eldikoi ou epmAékovtal propel va eivat ot akdAou-
Bol: Mawdiatpog, puoloBepaneuTnq, EpYoBePAMEUTNS, [OU-
OlKoBepareuTr|q, AOYOBePATIEUTNG, EKTTAIDEUTIKOG WUXOAS-
YOg, e1dkéG madaywyog.

H ouvepyaoia Twv eldkwv pe Toug Yovelq Tou Taidlou,
KaBwg kat 1 KatdAAnAn mAnpopdépnon kat otripLEr Toug eivat
anapaitnt. MNapdAAnAa, ol yoveiq umopouv va dwoouv



otoug daokdAoug Tou TadloU JIAPOPES ONUAVTIKEG TIANPO-
popieg, mou Ba Toug Bonbrijcouv otnv kaAUTePN katavonon
g Wloouykpaoiag Tou maidlol. Téroleg XPHOUES TIANPO-
popieq elvat: Mwg to madi ekdnAwvel &L €XEl KOUPAOTE;
MNwg ekppdlet ™ Xapd 1 ™ AUmm Tou; TiL TO xaporolel Kat Tt
To otevoxwpel Wlaitepa; Mola ayntd MpoTIud;

Ot o mdvw mMAnpopopieq Ba anoteAéoouv Tnv apetnpia yla
Toug €1dIKoUG TIoU Ba EMIXELPHIOOUV VA EPAPOCOUV KATOLO
eKTIALOEUTIKO 1) BepameuTIKO MPdypappa e To tadi, epdoov
TO {310 dev propel va ekPppAcel AeKTIKA TIG AVAYKEG TOU.

Av Kal To mPdypaupa Tou Kdbe kopttoloU dlagEpel, O YEVI-
KEG YPAUMER, O EKMAIDEUTIKOG BETEL OTOXOUG OTOUG AKOAOU-
Boug Topelq:

O  Avdrtuén péowv erikovwviag (ophia, vonuatikr) YAwo-
oa, Xelpovoylieg, oUuBoAa, ewkdveg K.A.Tt.), Ta omoia 6a
OUUBAAOUV OTNV AVATTTUEN TIEPAUTEPW KOWVWVIKWV deELO-
THTWV
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O AvArTugn QUOIKOOWMATIKWY OeEloTATWY (va mepnatd,
va oTékeTal, va kdbetat, va apmdlel, va Kpatd, va KOAu-
urd).

O Avdrtugn yvwotikwyv de€lotritwv (epeblopata amnd tnv
enaen pe dldpopa UAKG, ratyvidia, NAEKTPOVIKG UTIOAO-
ylotn, BIBAla, elkdveg).

O Avdrtugn de€lotitwv autouépluvag (oto Babud mou
propel To ATopo va CUPBAAEL OTNV TIPOCWTTLKY TOU PPO-
VTida).

Ta kopitola pe ouvdpopo Rett £xouv dikaiwpa, énwg oAa Ta
d\\a madld, va éxouv éva eupU Kal lOOPEOTINUEVO EKTTAL-
deuTikd mpdypauua, to oroio uropel va meplhauBdvel
OA\oug Toug Topelg Tou avaAuTikoU TPOYPAUMATOG, OMwS
Mwooa, Mabnuatikd, Emotiun, Téxvn, OIKOKUPIKY, OTO
HETPO TAVTA TWV SUVATOTATWY TOUG.




Ot eldikoi Tou aoyoAouvtal Pe Ta Kopitola pe ouvdpopo Rett
KaAd eival va yvwpifouv Ta mo KATW XAPOKINPLOTIKA, Ta
oroia au&dvouv TIC Habnolakég Toug dUOKOAIEG:

1. ZtepedTuneqg KIVAOELG TWV XePLOV: AUTEG elval avarmo-
OTIA0TO XAPAKTINPELOTIKG TOU KOPITOLOU KAl avTavakAouv
Ta ouvaoOrpard tou. Otav eivar evBouolaopévo ol
KIVAOELG auTEG auEdvovtal Kal Uropel va mPOoKAAETOuUV
oUyXuan OXETIKA e To TL BEAEL va eKPPATEL. Z€ UEPIKEG
TEPUTIWOELG Urmopel va xpnotuoroinBolv oL KV oELg
QUTEG Yla EMITEUEN TIEPLOOATEPNG AUTOVOUIOG TOU KoplL-
TowU (m.X. va dnAwaoel TNV TpoTiunon tou deixvovtag
KATTIOU 1) MATWVTag €va KOUTT).

2. Ampagia: Avagépetal otnv avikavotnta Tou Kopttolou
va SleKTEPALWOEL EKOUOLES, OKOTIEG KIVIOELG. Agv €XEl
Vv KkavéTNTa va PEPEL €1q MEPAG TIPAEELG KAL KLV OELG
Tou evouveldnta embupel.

3. Bpadeia avrandkpion: Xpeldletal apketdg Xpovog yia
va avrarokplBel oe éva epgbloua, mapd TIg MEOCTABEL-
€q Tou. O eknadeuTikdg pnopel Aavbaopéva va urobg-
o€l OTL TO KOPITOL dev evOLAPEPETAL VA AVTATOKPLOEl 1
dev €xel KataAdBel TL Tou {NTABNKE, VW N TIPAYUATIKO-
mta elval étL xpeldletal an\wg mepLoodTEQO XPOVO.

‘Onwg 6Aa ta dropa pe ooBapég Kat TOAAMAEG avannpleg,
€10l Kal Ta Kopitola e Rett xpeldletal va avrtiuetwriCovral
pe aflompénela Ka oeBadud wg MPOG TG LOLATEPOTNTEG
Touq. H mpdoddg toug eival apyn, Spwg epiktr). MdAlota ta
Kopitola e ouvdpopo Rett umopouv va npoodelcouy onua-
VTIKA, Otav Toug dobouv Ta amapaitnta Kivntpa Kal ta
KatdAAnAa epebiopara.
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‘Exel napatnpnBei 6Tt oL akdAoubeq poppEg Beparneiag Bon-
Bouv Ta kopitola pe ouvdpopo Rett:

duaciobepaneia

O puoloBeparmeuTr|q €xel onUAvTIKO pOAo va Taiel oto npod-
YPaua Tou kopttoloU pe auvdpopo Rett. Eival eEalpeTikng
onpaociag n puolobeparneia, WoTe va dATNPAHOEL TNV KIVNTL-
KOTNTA TWV aPBPWOoEWV Kal va evBappUVeL TO TEPTIATN A Kal
NV doknom Twv Juwv. Mepimou ta piod and ta kopltola e
auté To OUVOPOUO KATAPEPVOUV TEAIKA va TEPTIATHOOUV
Xwpig Bonbela, kamota pAAloTa PeTd amnd Ta dEKa Toug XPo-
via. ‘Otav to KoplTol TeENkA epriatioel, Xpeldletal ouvexn
KAl OUCTNUATLIKY) eEAoKNON.

Ta kopitola pe ouvdpopo Rett €xouv MPoRAUATA [E TN
omtoVvOUAIKY) 0TAN (OKoAiwon) yU' autd xpeldlovral OIKES
aoknoelg. EEalpetiknig onuaoiaq eival emiong kat n ocwot
TomoBETnon tou madlou, Té00 KATd TIS WPEEG TOU eival
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Eumvio 600 Kkal Katd TIg WPEQ Tou Koludrat. Emeldn ta nadid
niepvoUv TOAU Kalpd oe Kablotr) 6€om, eival oAU ONUAVTIKY)
N owoTr ToToBETNOoN Toug Ot e1dIKA Kabiouara.

To paodl Kal oL ackroelg oto vepd eival onuavtikd yla tnv
KukAo@opia Tou aiparog ota dkpa. Mevikd n udpobepareia
elval BondnTikn kat oAU Puxaywylkr| yia To Kopitol ue Rett.
To koAUpumt oe xAlapd vepd Bondd va petaBel To kopitol and
Ja katdotaon UYPNnAAG umepdléyepong o [ila KatdoTaon
XaAdpwong. Enilong n udpobepareia BEATIWVEL TNV KUKAO-
popia Tou aipaTog Kat TNV KWNTIKOTNTA TWV JUWV. AKOUA 1
dvwon tou vepoU anarldooel To Kopitol and 1o BApog Tou
OWMATOG KAl TO BonBd otV EKTEAEOT) ONUAVTIKWY ACKIOEWV
e TEPLO0dTEPN EUKOAIQL.

MouoikoBepaneia

Ta neploodtepa kopitola pe ouvdpopo Rett avtidpouv Beti-
KA 0T MOUaIKY). H pouotkn] eAKUEL TNV IPOCOXT] TOUG, KeVTP(-
CelL TO evOLAPEPOV TOUG Kal Ta evOOUOLAZEL, MAPAKIVWVTAG TA
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va avtidpdoouv pe kKdrmolo Tpdmo. XN JoudikoBepareia ta
kopitola pe Rett dnuioupyouv LOUGIKY] e EVvEQYNTIKO TPOTO,
autooxedldlovTag.

H enaen ue pouaoikd épyava avaykdadel Ta kopitola va xpn-
OLUOTIOIO0UV TA XEPLA TOUG TILO AEITOUPYIKA KAl ETOUEVWG
VQ LELWOOUV TIG OTEPEGTUTIEG KIVIOELG.

Eniong n pouoikoBepareia evBappuvel Tnv avdartugén kava-
AWV N AEKTIKNG ETIKOVWVIAG OTWwG TO Koitayua, TG eKPppd-
O€1G TOU TIPOCWTIOU, TN GWVNTIKY CUVSIAAAQYT.

Akdpa evBapplvel TNV QVATITUEN QWVNTIKWOV EKPPACEWV
KaBwg Kal TNG evouveidnTng emkolvwviag kat dpaotneLotn-
T0G. H mapaywyn xwv ek éPoug Tou KopIToloU, wg AroTE-
AEO|IQ TOU eVOLAPEPOVTOG KAl TOU evBoualaopoU yia T [ou-
OlKr}, oTadlakd odnyel otnv avtaAAayr) NXNTIKWY UNVUUATWV
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pe dA\o dropo, und poper} dlaldyou. ‘Eva dANO onuavtikd
anoTéAeoua NG HouaikoBepareiag eival n avarrugn tng
IKavATNTAG TOU KoPITOloU va ekPPAlEL TIC OUVAITONUATIKES
Tou avdykeg Omwg AUTM, Xapd, anoyonteuon.

EpyoOepaneia

O otdxog NG epyobepaneiag yia To KopiTol e ZUvOPOLO
Rett, eival va to kdvel mio evepynTikd Kal va to Bondroel va
Xpnotuorolel Ta X€pla AEITOUPYIKA, PEWVOVTAG TIG EMAVA-
Aappavopeveg kal oTepedTUNEG KV OELG Tou. Emiong pelwvel
TNV ATtk apUvVTIKETNTA KTiCovTag TNV avekTikétnta ota
epebiouara apngq.

H epyobepareia eival onuavtikr yia va Bondroel To kopitot
va aoknBel oe dpaoctnpldtnteq kabnuepwrq {wng, Onwg
elval n oition, n évduon k.A.m. Eniong to BonBd va amnokTn)-
oel owpatoyvwoia, Kabwg kat avtiAnyn Tou owuatdég Tou
OT0 XWPo. Akdua propel va Tou TPOCPEPEL EUKALPieq va
MPOCAvVATOANOTEl OTO XWPEO Kal va eEolkelwOel e TO TEPL-
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BdAA\ov oto ormolo Cel. Av kal autd apxikd uropel va eivar eri-
TIOVO Yl TOUG YOVEIG Kal Toug Bepameuteg, apyotepa aro-
delkvUeTal e€alpeTIKAG onpaaiag, étav To Kopltol pe Rett 6a
xpelaotel va mpooappootel oe KATAOTACELG TTIOU AnAToUv
va gival pe d\\oug, onwg oe eaTlatopla, kataotiuara, Tagi-
dla.

Noyobepaneia

Ol dlatapax€g otnv emkolvwvia atépwv pe 2uvdpopo Rett
elval mapduoleg e AUTEG TWV ATOUWY HE auTIoud. H amw-
Aela opNiag eival ouxvd XapPAKTNPELOTIKO KAl O AUTEQ TIG
TIEPIMTWOELG XPNOoLpoTioloUvTal avIlkelpeva, elkéveg, oUppo-
A\Q, vorjuata 1 Kat NAEKTPOVIKOG UTTOAOYLOTNG WG €T TIOU
BonBouv atnv emkowvwvia. H o oguvnBlopévn Lop®r| ermt-
Kowwviag ota droua pe 2Uvdpopo Rett eivar n BAeppaTikn
EMIKOWVWVIQ.
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O o1éxogq NG Aoyobepareiag eivar kupiwg n avdmruén
de&lottwyv emkowvwviag. Eivat onuavtiké to nadi va avti-
Anedel étL unopel to (B0 va ennpedoel To ePIBAAOV TOU
Kal va evOUVAPWOEL TNV IKAVOTNTA EKPPAONG TWV AVAYKWOV
Tou. TeXVIKA PETQ, TL.X. DLAKOTITEG EVWMUEVOL E PWTLOTIKA,
paddpwva, ratxvidla eivatl oAl Bondntikd. Me autd, akdun
Kal madid pe mpdBANUA OTIg KIVNTIKEG deEldTNTEG, UrmopoUv
va eAéyEouv 1O mepPIBANOV Toug. Madid kat evrAKeG e
2Uvdpopuo Rett diddokovTal WG va KAVOUV TIG OIKEG TOUG
emAoyég, T.X. avdueoa oe dldpopa Payntd, EMKOWVWV®-
vtag pe 1o BAEuua 1} deixvovtag To {NTOUIEVO QVTIKE(UEVO e
TO X€pL, BEATIVOVTAG €TOL TO GUVTOVIOMO XEPLOU-UaTioU.

‘Ocov apopd v ouAia, petd and tnv maivdpdunon mou
MapoualdleTal ota mPWTa XEovia, n Ikavotnta ouAiag peww-
veTal oe pepovwuéveg AéEelg 1 ouNaBEg. ‘Etal, n Aoyobe-
parteia €xel wg oTéx0 Kupiwg TN YevikdTEEN emKovwvia Tou
nawdol. H avTtiAnmTikn ikavotnTa Twv atOuwv pe ZUvOpouo
Rett elval katd oAU avwtepn and TNV EKPEAOCTIKY] TOUG IKA-
vomnta, €tol duadpeaTeq AVIIOPATELG CUUMEPLPOPAG WITo-
pouv va ano@euxBoulv, dtav utdpxel TPOTIOG ETIKOWVWVIAG
TWV AVAYKWV A ETOULWY TOU aTdoU e To TEPIBAANOY TOoU.




Adyia yoviwv mrou €xouv maidi pe ouvdpopo Rett

«Mpoomaboupe va cuUnePLPEPOUATTE OTNV KOPN Hag Aeg Kat
katalaBaivel 6Aa éoa g Aéue. Zuxvd Ouwg xpeldletal va
urievbupiooupe tov eautd pag yU' autd, ddTt elval elkoho va
BuBloToupe OTIG DIKES ag OKEWELG Kal £yVOleg Kal va EgexAoou-
ME».

«Me TO MéPAocuA TOU XPOVOU ETIKOWVWVOUE UE TNV KOPN Hag
o dlaodnTikd. ‘Exel apxioel va xpnoytomolel oUppBola al\d
€xel meploadTepn emtuxia pe autd oto oxoAeio mapd oTo
oTi(TL>.

«MeyaAwvovtag n képn Hag xenotdorolel OAo Kal TieplocdTeEPO
™ Qwv TNG Kal Tnv OTTkh enagr. Md\dota vikBoupe 6t
KaBWwG Ol PUOIKEG/CWUATIKEG TNG tkavotnteg £&aabeviCouy, N
avtiAnyn kat katavonor g au&dvovral. Tng whoupe €xovrag
WG apxn Hag ot avrihauBdvetal kdBe AEEN Tou Tng Ague. Ert-
pEvoupe PEXPL va Yuploel va pag kortdgel. Kat mpdypart, ) kata-
vonor g eival Tétola mou avaykalouaoTe va anoPelyoule
Béuara mou yvwpiloupe Otl elval duvatd va TNV avaoTaTtwoouy.
Ae xpnowomotel kaBoAou Ta xépla tg. Akdua kal otav rtav
Hikper) &e ouvriBie va mailel e matyvidla.

«H képn pag ayard ta mdaviva mavidla kat Ta xvoudwtd
apkouddkla. Kpatd 6Aa ta apkouddkia oto dwUdTId TG Kat
B€Ael va kowudral pe éva amnd autd. MAAlota aoteleudpacTe Kat
v mepdloupe yla ) ouvnBeld g autr. Otav sipaote €Ew
™V evBappUVOULE va €XEL KOWVWVIKY emagr] e AdAAoug avepw-
TOUG KAl Ouyxpovwg evBappuvoupue Toug AAAoug va Tn PAE-
Touv wq evrAika. Autd BéRata dev eival eUkoho dIdTL paivetal
TTOAU To IKpr} ard Tnv nAtkia g Kat eival Téo0o PIKPOKAUWUE-
vn. Epelq dpwg empgvoupie va unodelkvuioupe otoug AANOUG OTL
elval eviiAikag. Mioteloupe Ol eival onuavTiko».

(A6 To evnuepwTIKO deATio Tou Rett Syndrome Association UK)
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Opyaviopoi kal Ynnpeoieg omou pmopouv va
armeuBuvovTal ol yoveig i dAAol evaiapepopevol
Yia TIEPICCOTEPEG TTANPOPOPIEG:

Yrmpeola Eknadeutikrig Wuxohoyiag, Yrnoupyeio MNawdeiag
kat MoAttiopou

Enapxiaké ypageio Aseukwoiag, Tnk. 22800740

Enapxiaké Mpageio Aepeocou, TnA. 25305352

Enapxiaké Mpageio Adpvakag, TnA. 24821363

Erutponr Mpootaciag Nontikd Kabuotepnuévwy ATOpwy
TnA. 22871336

Rett Syndrome Association UK
113 Friern Barnet Road

London N11 3EU

Email: info@rettsyndrome.org.uk
www.rettsyndrome.org.uk

International Rett Syndrome Association
9121 Piscataway Rd., # 2B,

Clinton, MD 20735, USA

Email: irsa@rettsyndrome.org
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EuxapioTieg

Euxaplotolpe 10 Rett Syndrome Association UK, yia v
TapaxwpEnomn MANEoPopLakoU Kal pwToypaPlkol UNKOU.
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