Rettsyndromeaorg EXPERTISE CENTRE

MAnpo@opicg CUPPETOXNG

YTrNpEeCieg EMIKOIVWVIAG KAl UTTOOTHPIENG YIa Ta ATOHA NE oUvOpopo Rett:
EpwTnuaToAdyIo yIa TIG OIKOYEVEIEG.

KaA€ioTe va CUPPETAOXETE O QUTH TNV £peuva, €TTEION €i0Te £vag yoveéag / PovTIOTAG evog
atépou pe ouvdpopuo Rett.

Molog €ival 0 OKOTTOG AUTHG TNG EPEUVAG;

H épeuva auTh atToTeAEl HEPOG VO eupUTEPOU OXEDIOU YIa TNV avATITUEN BIEBVWV KAIVIKWY
KATEUBUVTAPIWY 0dNYIWY YIa TNV agIoAdynon, TTapéuBacn Kal HakpotrpdBeoun dlaxeipion
NG ETMKOIVWVIAG HE dtopa TTou €xouv ouvdpopo Rett. Xpnuartodoteital ammd  TO
Rettsyndrome.org kai €mMOIWKEI VO CUYKEVTPWOEl TTANPOPOPIES Kal EUTIEIPIEC aTTO OCO TO
QuUVATOV TTEPICOOTEPEG XWPEG.

H peAéTn akohouBei Kabiepwpuéveg PeBOBOUG yIa TNV AVATITUEN KATEUBUVTAPIWY 0dNYIWY,
TTou ouvduddel Ta DIOBETIPA OTOIXEIO HE TNV OUVAIVESH TWV EUTIEIPOYVWHOVWV.

e H ®don | culéyel TTAnpogopieg ammd TIG ONUOCIEUPEVEG KAl OONUOCIEUTEG TTNYEG
BiBAloypagiag, TTapoucidoelg amd €10IkoUg OTnv €TMKOIVWvVia oTo ouvopouo Rett,
KabBwg Kal TTAnpo@opiec atmd TIG 10TOCEAIDEC Twv €EEEIDIKEUPEVWY KEVTPWYV YIa TO
ouvdpouo Rett.

e H ®don Il culAéyel TTANPOPOPIEG OXETIKA PE TO TTWG OI ETTAYYEAUATIEG BEPATTEUTEG
TTPOAYOUV TNV ETTIKOIVWVIQ OTa ATOPA JE CUVOPOMO Rett.

e H ®don lll culéyel TTANPOQOpPIEG OTTO TIG OIKOYEVEIEG TWV ATOUWYV UE aUVOpouo Rett
OXETIKA WE TTOIEG OTPATNYIKEG VOMICoUV OTI gival ATTOTEAECUATIKEG i KN, Kal TI €idoug
uttooTAPIEN XpeIddovTal O0To BEua TNG eTTIKoIVWViag . H épguva autnh gival pépog Tng
@aong lll.

e H ®don IV oxnuartiel cuptrepdopata PBaciopéva OTIG TPEIG TTPWTEG PACEIG KOl TO
oTéAvel og €10IKOUG ETTIOTAPOVEG OTNV ETTIKOIVWVIA yia To oUvdpouo Rett. Kard 1n
didpkela autig TG @daong, Ba cuppeTéxouv dtopa pe oUvOpouo Rett, oIKOyEvelEg
QUTWV TWV aTOPWV Kal KAIVIKOI 1aTpoi pE euTTeIpia 0To ouvdpouo Rett. H ocupBoAr Toug
Ba cival onuavTikn yia TN dnuioupyia Twv TEAIKWV KATEUBUVTAPIWY 0dNyIWV.

To mpoypappa guvTtoviletal amo Toug: Kabnyntég Ap. Leopold M. G. Curfs kai Gillian

Townend o1ré 10 €10IKO KEVTPO yia To ouvdpouo Rett oto MdaoTpikt Tng OAAavdiag.
(Maastricht University Medical Center).

Juv-gpeEUVNTEG OTNV €peuva auTr €ival: ol Dr Theresa Bartolotta (MavemaTtiuio Stockton,
New Jersey, HINA), Helena Wandin (Zoundiké Kévipo Rett, Froson, Zoundia), Anna
Urbanowicz (Queensland KévTpo MNveuparikng kai AvarTuglakng Avarrnpiog, MRI-UQ,

MavemoTiuio Queensland, AuaTtpaAia) kai Sally-Ann Garret (Isle Talk, Killarney, IpAavdia).



T repIAauBavel N CUMHETOXE MOU;

MNa va Aapete pépog o€ autr) Tn HEAETN Ba TTPETTEL
* va €ioTe yovéag / povTIOTAG VoS aTOuOoU (0TToI008NTTOTE NAIKIOG) Ye ouvdpopo Rett,
* va dWOETE oUYKATABEDN YIa CUPUETOXN.

H cuppetoxn civar €BehovTikr) Kal €ioTe eAeUBEPOI va aTToOUPBEITE avd TTACA OTIVUR XWPIg
ToIv 1 OUOMEV] OUVETTEID. AV OCUPQWVEITE va OCUMPPETAOXETE, Ba ocag (¢nTnBei va
OUPTTANPWOETE TO £PWTNUATOAOYIO NAEKTPOVIKA (online) yia Tn PeAéTn auTr], kal Ba oag
¢nNTnBei va dnAwoeTe av PTTOPOUNE va ETTIKOIVWVIACOUNE pali oag ae YeTayevéoTepn ¢dAaon
NG MEAETNCG.

* H online épguva autr] Tpéxel PE Eva TTPOYPAK A AOYIOUIKOU TTOU ovouddeTal «Qualtrics» Kai

MTTOPEI va atravTnBei €ite o€ UTTOAOYIOTH 1 KIVNTA OUCKEUN.

* H mpwdTn 0086vn oag {n1d va emMPBERAILCETE TN CUYKATABECT 0OG yIa CUPMETOXN. Agv Ba
€ioTe 0€ BE0N va TTPOXWPAOETE PE TO EPWTNHATOASYIO, HEXPI VO ATTAVTHOETE OTIG EPWTACEIG
ouvaiveong.

* H peAéTn autn BETEl EpWTAMATA OXETIKA PE TNV EPTTEIPIA 0AG aTTO TIG TTAPEXOMEVES

UTINPETIEG ETTIKOIVWVIAG Kal UTTOCTAPIENG Yia To TTaudi cag (kABe nAikiag) pe auvdpopo Rett.

» Aev xpeldZeTal va atravTioeTe o€ KABE epwTnNoN, TTAPA JOVO OE EPWTACEIG TTOU

ETMIONUAivOVTal WG UTTOXPEWTIKES (Oev Ba gioTe o€ BEON va TTPOXWPNOCETE PMEXPI VO
ATTAVTAOETE TIG UTTOXPEWTIKEG EPWTATEIG).

 O1 amaviioelg cag Ba ammodnkevovTal autopaTta KaBwg Trpoxwpdrte. Mrropeite va

OTANATACETE avd TTACO OTIYUR KOl VO ETTIOTPEWETE APYOTEPA VIO v OAOKANPWOETE TO

epwTNUATOAOYIO av ouvdeBeite favd oTov idlo umoAoyioTh 1| Kivntr) ouokeur]. Eadv

OTAPATACETE TIPIV ATTO TNV OPICTIKA) OAOKARPWAN TOU EPWTNUATOAOYIOU Kal OEV ETTIOTPEWETE

mpiv ammé TN AN TnG TpoBeopiag yia Tnv UuTTOBOAN, ol eANITTEiC ammavtroelg oag Ba

KaTaypa@ouv Kal 8a cuptrepIAn@BoUV oTnV avaAuon Tng ¢peuvag.

* H ouptmAfpwon Twyv gpwTtriocwv Ba diapkéael TrepiTrou 15-20 AeTTTa.

* Oa oag ¢nTnBei va dwoete TO0 évopa Kal To email cag edv dev €xete TTPORBANPA va

ETTIKOIVWVAOOUUE Hadi oag oTo PEAOV, aANG dev XpelAdeTal va ATTOKAAUWETE QUTEG TIG

TTANPOPOPIEG, av dev BEAETE va Eava-ETTIKOIVWVHOOUWE padi oag.

Moioi gival o1 Kiviuvol kal Ta oQEAN yia Jéva;

Aev Tepigévoupe va uTTdpEouv Kivouvol i AAAEG ETTITITWOEIC TTOU CUVOEOVTAl ME TN
OUMUETOXN O€ auTh Tn @dcon Tou €pyou, €KTOG ammd TO Ol0Béaiyo xpovo cag. Aev Ba
OWOOUUE XPNUATA VIO CUMMPETOXN O€ QuT TN MEAETN. MTtropeite va €mAECETE va Pnv
QTTAVTHOETE OTIG EPWTNOEIG KAI UTTOPEITE VA ATTOOUPETE TN OUYKATABEDT) 0OG YIO CUPMPETOXN
avd mmdca oTiyun. Mtopeite va Tére Tiow Kal va SIaypAYETE TIG ATTAVTHOEIG 0AG av eV
£xete NON uTToBAAEl TO EpWTNUATOAGYIO cag. MOAIG uTToBANBEI n £peuva dev Ba eioTe o€ Béan
va TNV avoigete AN ammd TOov UTTOAOYIOTH 0ag¢ A TNV KIvNT oUuokKeun. Av Oev BEAETE Ol
OTTOVTACEIC O0OG¢ VO  CUPTTEPIAN@BOUV oTnv  avdAuon a@otou €xete  UTTORAAEl  TO
epwTNPATOAdYIO online, TTAPAKAAOUME ETTIKOIVWVHOTE PE TOV OUVTOVIOTA Tou €pyou(BAéTTe
TTAPAKATW) Kal ¢NTACTE va dlaypa@ouv ol atravTAoelS 0aG. Agv XpeIdleTal va BWOETE TOUG
Adyoug yia Tnv atméoupon oag. Aev Ba AdBete dueco O6@QEAOG aTTO TN CUPMPETOXN OOG OTNV
épeuva. QoT600, n OUPuETOoXl 0a¢ Ba CUPPBAAAEl oTnv  avdaTTuén MIOG  O€IPAg
KaTeuBuvTrpiwv odnyiwv yia KAIVIKI) TTPOKTIKA TTOU Ol oIKoyéveleg Ba eivar o Béon va
MOIPOOTOUV PE TOUG ETTAYYEAUATIEG ETTIKOIVWVIOG KAl N OTToia 6a W@PEANOEI TIG OIKOYEVEIEG OTO
MEANOV, BivovTag KATEUBUVTHPIEG 0BNYiEG KAl UTTOOTHPIEN VIO TNV QVATITUEN TNG ETTIKOIVWVIAG
TOU TTaIdI0U TOUG.



Mwg TrpooTarevovTal N IBIWTIKA WK KAl TO ATTOPPNTO HAG;

MOAIC 10 epwTnuaToAdyI0O OAOKANPwOEl, kKABe TTAnpogopia (6voua o©ag Kai OToIXEia
ETTIKOIVWVIOG) TTOU PTTOPEI va xpnoidoTToinBei yia Tov eviomopud cag Ba diaxwpIoTel atTd 10
UTTOAOITTO TNG €PEUVAG. Oa dWOOUUE OTIG ATTAVTHOEIG 0AG VA HOVODIKO EEXWPIOTO aPIBUO.
H 1TAnpogopia 1Tou cuvdéel To Ovoud oag Kal OTOIXEIa ETTIKOIVWVIAS PE TIG ATTAVTHOEIS 0ag,
Ba eival yvwoTd poévo oToug dUO apXIKOUG EPEUVNTEG.

OAeg o1 ammavtioelg / dedopéva Ba XpnoipgotroinBolv avwvupa Kal JOvo Ta €61 JEAN TG
EPEUVNTIKAG OPAdAG (KUPIOI KAl OUV-EPEUVNTEG) TTOU ava@EépovTal OTNV TTPWTN TTaPAypa®o
Tou TTapévTog gyypdgou Ba éxouv Tpéofacn ota dedopéva Tou cUAAéyovtal. OAa Ta
oedopéva Ba puAdooovTal pe AoPAAEIa 0€ £va KAEIOWUEVO VTOUAATTI OTO £PEUVNTIKO YpAPEio
TOU TTAVETTIOTNUIOU Tou MAQOTPIXT, KAl 0€ NAEKTPOVIKA apxeia TTPOCTATEUNEVA ME EIDIKO
KwoIKS. Katd Tn ouyypa®n Twv atmmoTeAEOHATWY TOu €pyou, UTTOPEI va ava@EPOUNE OE
YEVIKEG YPAMMES TO QACHA TWV XWPWV OTTo TIG OTToiEC GUAAEXBNKAV ATTaVTHOEIG O€ QUTH TNV
£épeuva, aAAG dev Ba avagpépouue OTTOIOBATTOTE TTANPOPOPIa TTOU ETTITPETTEI TTPOCWTTIKA TOV
EVTOTTIONO OQG.

Ti cupBaivel 6Tav TEAEIWOEI N €pEuva;

H oupuetoxn oag TeAclwvel OTav EXETE OAOKANPWOEI TO EPWTNHATOAOYIO EKTOG €AV EXETE
OUMQWVACEl aTTOd0XNG TTEPAITEPW ETTIKOIVWVIAG ATTO TOUG €PEUVNTEG OTO MEAAOV yIa va
dlepeuvAooUY, Yia TTApAdElyda, o€ BABog Tuxdv amavtrioelg TTou éxeTe dwoel. Etiong, av
OUMQWVEITE, 01 EPEUVNTEC UTTOPEI va emmIKoIvwvRoouv padi oag (i) oe peTayeveéoTepa oTadIO
NG MEAETNG yIa va OXOMIACETE OXETIKA HE TIC KATEUBUVTAPIEG 0BNYIES ETTIKOIVWVIAG, Kal

(i) oo PEANNOV, HE TO QITNPO VO CUPHETEXETE O TTAPOUOIEG EPYATIEG TTOU OXETICOVTAI PE TNV
ETTIKOIVWVia Kal TO oUvOpouo Rett.

Ta amotreAéopaTa atmmd 10 HEAETN Ba dnuoaieubouv o€ eMOTNMOVIKA GpBpa | TTAPOUCIACEIS
o¢ oxeTIKA ouvédpla. OAeg ol TTAnpogopieg Ba TTapouUCIACTOUV e TETOIO TPOTTO TTOU dev Ba
EMTPETTEI TNV AVAYVWEION A EVTOTTIONS 0ag, OTTWG AVAPEPETAI AVWTEPW.

MTTopw va evNEPWOW GAAA ATOUO OXETIKA ME TNV £PEUVA;

Mn dioTdoeTe va poipacTeite TN oUVOEDN yIa TV £PEUvVA QUTH PE GAAOUG YOVEIG / OIKOYEVEIEG
ATOMWYV PE oUVOPONO Rett.

H épeuva auth utropei va TTpooeyyioTel ammd T odpwaon Tou KWAIKa QR OTO KATW HEPOG
QUTAG TNG 0€AidAG 1 KAvovTag KAIK o€ auTd TO OUVOECO:

O ouvdeopog JtTopEl va avTiypagei Kai €TIKOAANBEl o oTrolodnTroTe TrepInynT) (web
browser).

Ti rpEéTrel va KAVW av £€XWw OTTOPIEG OXETIKA PE T CUUMETOXN HOU OTNV épEUVa aUTA i
AAAEg PAOEIG TOU EPEUVNTIKOU £PYOU;

Av eTIOUUEITE TTEPICOOTEPEG TTANPOPOPIEG OXETIKA PE TN MEAETN 1 Qv €XETE OTTOIOONTIOTE
QvNOouUXia OXETIKA PE TN CUMMPETOXN O0AG OTO TTPOYPAUMG, UTTOPEITE VA ETTIKOIVWVACETE UE
KATTOIO aT1Td T WEAN TNG EPEUVNTIKAG OUAdAG:

Gill Townend (project coordinator) - g.townend@maastrichtuniversity.nl
Theresa Bartolotta - Theresa.Bartolotta@stockton.edu
Sally-Ann Garrett - sallyann.garrett2@btinternet.com
Helena Wandin - helena.wandin@regionjh.se

Anna Urbanowicz - a.urbanowicz@ug.edu.au
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To épyo €xel eykpiBei atd Tnv Emitpot HBIkAG, WuxoAoyiag kal Neupoemiotnuwy (ERCPN),
Tou MavemmoTnuiou Tou MaaoTpixt, Katw Xwpeg(OAavdia).

Av €xeTe OTTOIAONTTIOTE TTAPATIOVA OXETIKA WE OTTOINQATIOTE TITUXN TOU €pyou N / Kal Tov
TPOTTO Pe Tov oTroio OleEAyeTal, Ta OTToi0 OEv PTTOPEITE va €TMAUCETE WE TNV EPEUVNTIKNA
ouaGda, TTapakaAoUe ETTIKOIVWVAOTE PE Tov ypapuaTtéa Tou ERCPN oTo

e-mail: ercpn-fpn@maastrichtuniversity.nl.

Z0G EUXAPICTOUE YIA TO EVOINQPEPOV KaI TN CUMHETOXNA OOG.
EATrioupe 0TI 00 SWOETE XPOVO VA TTPOCOECETE TH YWV OAG KAl TV EUTTEIPIA O€
auTo TO épyo.

Gill Townend and Prof. Dr. Leopold Curfs (ek p€poug TnG €peuvnTIKAG ETTITPOTIAG)
Rett Expertise Centre Netherlands — GKC

April 2017.



mailto:ercpn-fpn@maastrichtuniversity.nl

