MEPOZ 2°

ANTIMETQMIZONTA:X TA NPOBAHMATA ZITIZHZ-AIATPODHZ

TNV evoTNTa QUTH Ba doUWE ETTIYPAUUATIKA TOUG TPOTTOUG AVTIMETWITIONG TWV BACIKWY TTPOBANUATWY TTOU
avTIHETWTTI(OUV Ta KopiTala Katd Tn oiTiof Toug. EtTravaAauBdavoupe, OTI yia KOAUTEPO QTTOTEAECHA Eival
aTrapaiTNTO N OTTOINdNTIOTE TTAPEPPAC va yiveTal 0€ ouvevvoOnan HUE TOUG BEPATTEUTEG WOTE va UTTAPXEI
éva eEaTouikeupEvo oxEDI0 TTapéupaong.

1. AuokoAieg pdonong — KATAToong

O1 duokoAieg TTou ekdnAwvovTal Katd Tn dladikagia TnNg YAonong Kai TG KATaTroong Eival atrapaitnTo
va agloAoyouvtal atréd €181k 10Tp6 (QPA) mTpokeipévou va kabopiletal n fapltnTd Toug Kal va divovTal
OUYKEKPIPEVEG 0oOnyieg w¢ Tpog Tnv ekmaideuon TTou TPETTel va AdPel n aoBevrig amd €1dIkO
AoyoBepatreuTh yia BeATiwon Twv AEITOUPYIWY aUTWY, AAAG Kal 0dnyieg WG TTPOG TNV UQPK) TwV TPOPIPNwWV
TTOU €ival EUKOAQ Kal PE AOPAAEIa DIaXEIPITINN aTTO TNV 0BV, ZTIG TTEPITITWOEIG QUTEG Ol TPOYEG UTTOEI
va divovTal WIAOKOPMPEVEG, NIWPEVES, OE Pop@r TToupE 1 g€ Hop@r Kpéuag. Otrou dev gival duvatA n
AWn uypwv (vepd, XUNOG, ooUTIEG) UTTOPEI va yivel XpAon okeudopaTog TTUKvwaong (thickener) pe Tn
BonBela Tou oTroiou emmITUYXAVETal N €mBUPNTA uPA. OTtav €xel TNV TTAnpogopia autr, n OlaIToAdyog
MTTOPEI va GUUBOUAEWEI TOUG YOVEIG YIa TIG TPOYEG TTOU €XOUV TNV KATAAANAN u@r, TauTOXPOVA UE TNV
KATdAANAN BpeTTikn aia. AveEdpTnTa AoITTov atrd 1o €Av N acBevAg xpeldletal va AauBdavel Tnv TpoQn
0€ UIKPA KOUUATIa 1 aAeouévn, €ival onpavTtike To nUEPROIo SIaITOAGYIo va oXedIAZeTal o€ oUVEPYOTia
ME TN SIITOAGYO WOTE Va gival ETTAPKEG O€ BEPUidES Kal BPeTTTIKG CUCTATIKA.

2nUavTIKO gival €TTiong N aoBevrg va €xel TNV KATAAANAN 0Tdon KaTd Tn oiTion, £vw BonBd kai n xprion
€I0IKWV OKEUWYV OEPPIPIoUaTOg (KOUTAANIA, KAAAUAKIO KATT).

2. Epetoi — avaywyég — @TUOINO TPOPHS
H ocwoTh ot1don katd tn oition aAAG kal HeTd TN AREN Twv yeupdtwy, Ta PIKPA Kal ouyxvd yelpaTta, n
ETMAOY TPOPiUWV TTOU deV TTPOKAAOUV Ta CUUTITWHATA (KATAAANANG UPRG, OxI 6¢iva, Tnyavitd, ME
Kapukelpata), n AoyoBepatreia aAAd Kkal N IOTPIKA OVTIUETWITTION TOu dapyIkoU aitiou (TT.X.
yaoTpooloco@ayikr TTaAivdépdunaon), atroTeAOUV OTPATNYIKEG AVTIUETWITIONS TWV TTPOBANUATWY QUTWV.

3. AugkolAIdTnTA

To ouxvd autd TTpoRANua ogeileTal oe Yeydho Babud oto idlo To oUvOpPOoUo, OTNV HEIWMPEVN Kivnon,
oTnNV Qvetrapk TPOcANWn uypwyv, oAAd kal ot AavBaouéveg OlaTPOPIkEG ouvhBeieg. MTropeite va
UTTOAOYIOETE TIG aVAYKEG UYPWV yIa TO TTaIdi 0AG XPNOIMOTIOIVTOG TOUG UTTOAOYIOUOUG GTO TTIVAKAKI
TToU akoAouBei. EKTOG atmd 10 vepd, oTa Uypa cuvuTtoAoyifovTal Ol XUMOI, T QQEWYAUATA Kal OI OOUTTEG.
Eival onuavTikd Ta po@rjuaTta TTou TTAPEXETE va €XOUV BeppoKpaaia atrodekTr atd TNV acBevi yia va
OleUKOAUvVETal N TTPOCANWH TOUG. 2TV TEPITITWON TTOU N acBeviig aduvaTtei va TTPooAdBel uypd,
MTTOPEITE VO XPNOIYOTTOINOETE KATTOIO TTUKVWTIKG (thickener) TTpokeiyévou va PETABRAAETE ThV UL TwV
uypwv (NUipeuoTn, KPEPWON 1 o€ Hop@r) CEAE) WOTE va gival EUKOAGTEPQ BIaxEIpioIN.



ZQOMATIKO BAPOZ (2B) | ANATKEZ ZE YT'PA
<5 kA 150 ml x ZB

5-20 kiAa 750 ml + (50 ml x ZB)
> 20 kiAG 1500 ml + (20 ml x ZB)

MapdAAnAa onuavtikf eival €miong n TTPOoANWN OIOAUTWYV QUTIKWY VWV Ol OTToieg Bpiokovtal aTa
60TTpIa Kal aTN BPWHN, OTa Bpacuéva AaXaviKd, oTa wpIiha @eouTd, aAAd Kal WPWVY AAXAVIKWY Kal
TTPOIOVTWV OAIKAG dGAeong. ETriong, 1o TTapadociakd yiaoUpTl 1 yiaoUpTia e TTPOOBETEG TTOIKIAIEG
WeENIPwY BakTnpidiwy, cupBallouv atn BeATiwon TnG Aeimoupyiag Tou eviépou. O1 TTPOKTIKEG QUTEG
BonBouv TTapdAAnAa pe TNV €TTAPKN Kivnon, TNV KAaTdAANAn oTaon Kal Tov XpOvo TToU aQIEPWVETAI KOTA
Tn d1adikaaoia TNG apddeuong.

. Evuddrwon
21O TIIVAKAKI TTOU TrapatiBetal oTtnv Trponyouuevn €voTnTa QaiveTal O TPOTTOG UTTOAOYIOWOU Twv

NUEPNOIWV avaykwyv o€ uypd. MN.x. éva aropo 1ou Cuyilel 15 kIAG xpeiadetal 750 + (50 x 15) = 1500 ml
uypwyv. Ta uypd autd TpocAaufdvovTal CuVOAIKA atrd To vepOd, TO YAAQ, TOUG XUMOUG, aAAd Kal atrd
TPOYEG OTTWG Ta PPOUTA Kal Ta wHA Aaxavikd. Edv n acBevig €xel TNV IKavoTnTa va TTpocAauBavel uypd
aAAG Oev TNG apéCel TO VEPO, PTTOPEITE va BOKINACETE apewrnuaTa (TT.X. Todl pe yeuoeig 1 dAAa Botava),
va mmpocBéaete Aiyn Caxapn 1 péN oTo vepd. Otrou atraiteital evioxuon Tng BepuidIknig TPodoAnwng
MTTOPEI N KAAUWN TWV UYPWV Va YiVEl JE QUOIKOUG XUNOUG GPOUTWYV I HE POPRAUATA TTOU VA TTEPIEXOUV
yaAa/ppouta/Aaxavik@/péAl (oulntiote pe TN OIAITOAGYO yia Tov OXEOIOONO KATAAANAwY TETOIWV
POPNUATWY).

. XaunAn ooTIKA TTUKVOTNTA

H eCao@dlion emmiTeuéng MPEYIOTNG OOCTIKAG TTUKVOTNTAG KAl TNG dIATAPNONAS TNG €gapTdral atmmo Tn
1aTPOPIKA TTPOCANYWN acBeoTiou Kal AAAWV CUCTATIKWY TIOU CUMMETEXOUV OTOV OXNUATIONO TWV
00TWYV, Aatrd Ta £TTAPKN eTiTreda Birapivng D kal amd Tnv Kivhon (B&dion, koAUuPnon, euaioBepatreia,
epyoBepatreia). Mnyég aoBeoTiou gival Ta YOAGKTOKOMIKA TTpoidvTa (YAAQ, yiaoupTi, Tupi), aAAd kal Ta
Tpdaaiva @UAAWDSN Aaxaviké (Kupiwg ITTPOKOAo, KouvouTridl) Kal Ta apuydaAa Kal To goucdaul (Tayivi). H
Birapivn D ouvTiBetal oto d€pua KaTtd TNV £KBeCT] TOU aTOV HAIO (XWPIG avTnAlokA TTpoaTaacia), £0Tw yia
15 Aemrtd k&Be @opd. H tmAouaiotepn TNy TG BITauivng autrig €ival TO JoupouvéAaio aAAd Kal Ta
AiTapd wdpia (cohopdg, oapdéAa, okoupTrpi, BAKAAAOG). ZTIG TTEPITITWOEIG TTOU KPIVETAI QVETTAPKAG N
d1aTPOPIKA TTPAGCANWN TWV CUCTATIKWY AUTWYV A Ta ETTITTESA TOUG gival oTaBepd XaunAd oTov opyaviouo,
uTTOPEl va xopnynBouv ocuuttAnpwuata, TTAvia o€ ouvevvonon e Tov €1dIKO opBoTredIkd Kal Tn
olaIToAdyo.

. XaunAé cwpatikd Bapog

Aedopévou OTI PeydAo TTOCOOTO TWwV KOPITOIWY TTapoudidlel averrapky TpooAnwn Bdpoug N
oTaCIuOTNTA BApoug o€ KATToIa OTIYURA TNG CWNAG Tou Kal 0edoPEVNG TNG ONUACIag TNG KAANG KaTtdoTaong
Bpéywng otnv eEEAIEN Tou auvdpduou Kal aTnv TToIdTATA TNG WG, €ival aTTapaiTNTO N KATACTACN AUTA VA
QVTIMETWTTIETAI EYKAIPWG Kal e TOV owaTo TpOTTo. H afloAdynaon Tng mmopeiag avattuéng yiveral ue tnv
avd TOKTA XPOVIKA OlacThNaTa KaTaypa@r Tou BApoug Kal Tou UWoug Kal Tn OUYKPIGH TOUG HE TIG
QVTIOTOIXEG KAWTTUAEG TTOU aA@Opouv TIGC acBeveic pe ouvdpopo Rett. Xproiyog eivar etmmiong o
uttoAoyiopég Kai n TapakoAouBnon Tou Aciktn Mdalag Zwpuartog (Body Mass Index) pe Bdon kai TTaAI TIG
€I0IKEG KAPTTUAEG yia To oUvdpouo Rett, o1 omoie¢ avatrtuxBnkav amd tov Tarquinio DC kal Toug
ouvepydaTeg Toug, To 2010 kai TrapatiBevTal oTo TEAOG TG evoTnTAG aUTAG (Tarquinio DC et al, Neurology
2012; 79:1653).



Eivar Baoiké — og kGBe mepIiTTTwon — va evroTrifeTal KABe @opd Kal va QvTIMETWTTICETAI TO OTTOI0
opyavikd aiTIo TTPOKEIPEVOU Kal N SIATPOWIKI) AVTIMETWTIION va €ival N KATAAANAN. ZuvABwg atraiTeital n
auénon TnNG evePYEIOKAG TTPOCANWNG TTAPEXOVTAG MIKPA Kal CUXVd yeUpata, aAAG Kal TPOQWV Ol
oTToieg €ival UPNARG BPETTTIKAG TTUKVOTNTAG (TTAOUCIEG O€ BEPUIdEG KAl BPETTTIKA GUCTATIKA OE MIKPO
OyKo) oTnv KaTaAANAa atrodekTtr) u@n. TEToIEG TPOYES gival TO ehaidAado * n maoTa eAIdg * TO
BoUTupo * n Kpéua YAGAGKTOG * Ta TUPIG * TO OTPAyYIOTO YIGoUPTI * Ta GAgiypaTa ENPwv KapTTwV (TT.X.
Tayivi, @IOTIKOBOUTUPO) * TO ABOKAVTO.

*

OTrouU B¢V gival €QIKTH N TTPOCANWN QUOIKAG TPOPNG, TA YEUPATA PUTTOPOUV VO AvTIKATaoTaBoUV e €I0IKA
OUPTTANpWHATa G€ OKOVN VIO OVOKATOOKEUR ] O€ uypr] HOp®R N KPEWa, £TOIMA yia XPAOn Kal o€
O10QOPETIKEG YeUaelG. H emmiAoyr) Tou KATAAANAOU CUPTTANPWHOTOG Ba TTPETTEN Va YivETAI OE CUvEVVONON
pe TN dlauToAdYO0, N oTroia Ba kaBopiagel TNV atraiIrolevn aUoTACT KAl TNV NUEPRTIA TTOGATNTA.

. Elopo@iosic — Aduvauia Mdonong / Kardmroong

Mpodkerral yia TR duOKOASGTEPN KatdoTacon 60OV agopd Tn OiTiIon Twv acBevwyv, aAAd Kal Tnv TTIo
eTKivouvn, T600 60V agopd TNV KAIVIKA TTopgia TNG acBevoug (Kivduvog AOINWEEWY TOU AVATTVEUCTIKOU
AOYW TWV €1pOPROEWY, KivOuvog TTviyuoU), aAAG Kal Tr CWPATIKR avaTTuén.

2TIG TTEPITITWOEIG QUTEG GUOTAVETAI N €vapén oiTiong Péow pIvoyaoTpikoU owAnva, eEac@aiifovtag e
TOV TPOTIO autd ao@AAR Kal €TAPKN aiTion. H To01T00£TNON TOU pIvoyacoTpikoU CwAARva YivetTal OTO
VOOOKOWEIO, EVW N CiTIoN YiveTal Je KATAAANAQ £TOIUO OKEUAOUATA O€ UypPr Mop®n Kal TN Xprnon €10IKAG
avTAiag yia Tn puBuIon Tou Xpdvou Kal Tou puBuou €yXuong ToU OKEUAOUATOG.

H pivoyaoTpikr) oiTion e@apudleTal oTIS TTEPITTTWOEIS OTTOU N BUCKOAIG OTn QUGIOAOYIKY aiTiIon €ival
TTapodIKA (aTTOKATAGTAON TNG AEITOUPYIag TG KATATTOONG 1} GUECN avAyKn £vioXuong TnG CiTiong TIPpIV 1)
METE atmd KATTOIO XEIPOUPYIKA ETTEPRACN).

OT1av Opwg 10 TPORBANUA KATACTE YN avaoTpEéWiun Kal n aition ammd 10 oTopa cival €€ OAOKArpou
QvEQIKTN i onuavTIK& QaveTTapKng, N PBEATIOTN AUon eival n e@apuoyn SIOdEPUIKAG YAOTPOOTOUIAG
(Percutaneous Gastrostomy).

Ta o@éAn Tng FaoTpooTOUiOg

Stomach
/ Port e BeAtiwon Tng katdoTaong Bpéwng
/ (outside body) o EAATTWON TOU KIVOUVOU €10p0PHOEWV
! e AvakoUgion atd Tn Ol kal Tov JETEWPITHO
e BeAtiwon Tng evuddtwong
Sy e G-J lube ends here e EAATTWON TOU XPbVOU TWV YEUUATWY KAl TWV
Tom— OUOKOAIWYV TTOU ETTEQPEPAVY OTNV KABNuePIVH Cwn
B » Jejunum aoOevWV Kal yovEwV
(section of e Aev QTTOKAEIEI TNV TAUTOXPOVN ATTG TOU OTOHATOG
?nr?:;ll:ne) AAWN TPOYNGS YIo GCUUTTANPWHATIKA CiTIoN, YIA
EKTTAIBEUTIKOUG OKOTTOUG Kal yia dlaTipnon Tng
guxapiotTnong Tng oiTiong
o EukoASéTEPN XOpPrynon TwWV QAapPAKwY

vt —— G-tube ends here




Me Tnv epappoyr TNG yaoTpooTopiag, n acBevig aimifetal atr’euBeiag oto oTopdyl, XPNOIMOTTOIVTOG
£€va KaTaAANAo £T0IMO yia XpAON OKeUAOUA 1 JE TTOATOTTOINUEVN QUOIKY TPOYN Kal PUE TOV TPOTTO TTou Ba
uTTodEigel 0 BepdTTWY 1aTPOG G€ ouvepyaaia Pe Tov diaitoAdyo (bolus r cuvexng aition péow avtAiag). O
TPOTTOG QUTOG CITIONG OEV ATTOKAEIEl TN XOoprynon QUOIKNAGS Tpo@rg. QOTOC0, XPEIAETAl APKETH TTPOCOXT)
KAl @POVTIda WOTE va UTTApXEl Eva KaTAAANAa oxediacuévo OIaIToAdyio (giTe XpnoluoTrololvTal £TOIUA
OKEUAOHATA €iTE PUOIKN TPOYPR) TO OTTOI0 Va TTAPEXEl OAA T BPETITIKA GUOTATIKA GTOV OYKO TTOU UTTOPEI
va avexBei kabnuepiva n agBevrg, TaUTOXPOVa UE TNV AUOTNPER £QAPUOYN TwV KAVOVWY UYIEIVAG KATA
TOV XEIPIOPO TWV OKEUAOUATWY H TWV TPOQPiIUWYV Kal TN XopAyNnon Toug. e K&Be TrepitTrTwaon ol yoveig Ba
TTPETTEI va ouvePYAdovTal SIaPKWG e TOUG BEPATTOVTEG 1aTPOUG Kal T SIAITOAGYO.

Kwvotavtwvidouv Mapia

AwattoAoyog-AlatpodoAdyog, MSc
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Helght and welght in unaffected children (orange) and children with classic Rett syndrome (blue)
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Height in Rett syndrome falls below the normative population at 21 months, and weight is lower at 13 months. Pubertal

growth spurt is attenuated.
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