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1.

Ti eival to cuvdpopo Prader-Willi;

To ouvOpopo Prader-Willi (PWS) eival €éva yevetlkd voonpa Tou TPOKAAsiTal amod pia
olatapaxn os xpwpoowpatd. Ta madld pe PWS katd tn Bpe@ikn nAIKIa €XOUV HEIWHEVO
HUIKO TOVO, mapouctdlouv GUCKOAIEG KATA TNV OITION KAl £€XOUV HELWHEVN TTPOGANYN Bapoug.
Itnv mopeia n KAWIKN €lkova aAAdlel. e nAwia 1 €wg 6 €Twyv, mapouclaleTal aKOPESTN
ope€n ywa @aynto mou odnyel os umepgayia, n omoia £av dev eAeyxOsl odnyel oe coBapn
voooyovo maxucapkia. To Prader Willi amoteAei tnv mo ouvnBiopévn pHop@n cuvOPOUIKAG
maxuoapkiac. Ta maidld pe PWS pmopei emiong va €xouv pabnolakéG OUCKOAIEG Kat
OlaTaAPaxEg TNG CUUTEPLPOPAC.

Mdéoo ouxvo cival To cuvopopo Prader-Willi;

To ouvopopo Prader-Willispgaviletat pe ouxvotnta 1 otig 15.000 yevvioelg. Epgaviletal
1000 O£ ayopla 000 KAl GE KOPIToLld KAl ATopa omolacOnToTe £0VIKNG KATaywyng.

Moia sivai n artia tou cuvépopou Prader-Willi;

To ouvopopo Prader-Willi ogeidetal oe eAAsimovta 1 avevepyd yovidla mou Bpiokovtal o€
OUYKEKPIUEVN TIEPLOXN TOU TATPIKOU XpwHoowpatog 15 mou dwabétoups. H avtiotoixn
TEPLOXN TOU HNTPIKOU Xpwpoowpatog 15 eival avevepyn o€ OAa ta dtopa omote €Av yld
KAmolo Adyo Ogv UTIAPXOUV Ta yovidla amo Tov matépda Tote 0dnyoUPdoTE OTO VOond.

Ta XpWHOCWHATA £ival «TAKETA» YEVETIKAG TAnpo@opiag(yovidiwy) mou Bpiokovtal oxedov
0€ KABe KUTTAPO TOU OWHATOG. 'Exoups 46 xpwpoowpatd. Ta XpwWHOCWHATA HAG UTTAPXOUV
oe {elyn €meldn KAnpovopoUpe éva amd KABe yovid (6nAadn 23 amd KABe yovéa GUVOAIKA).
Ta yovidia n €AAewpn Twv omoiwv odnyei oto ouUvdpopo Prader-Willi Bpiokovtat oto
Xpwuoowpa 15.

To ouvopopo Prader-Willi kAnpovopeitat;

Ol EPLOOOTEPEG TEPIMTWOELG OEV KANPOVOHOUVTAL HE TNV KAACGGIKNA €vvold Tou 0pou, aAAd
gival omopadiKEG, AMOTEAEOUA TUXAIWV YEYOVOTWY Katd Tn Onuoupyia wapiwv n
onepparolwapiwv N vwpic katd tv epBpuoyéveon. AnAadn ouvibwg to TPOBAnpa Ogv
UTTApXEL 0TOUG YOVEIG. QOTOCO G GTIAVIEG TEPIMTWOELG HId YEVETIKA aAAayr uTeubuvn yia To
Prader-Willimou 0dev ekOnAwveTal otoug Yoveig Umopei va kAnpovounBei. O kivduvog
HETAPOPAG TNG AT £va ATOHO TTOU TACXEL OTOUG ATTOYOVOUG Tou £€aptdtal amd tov TUTo TG
YEVETIKNG autng aAAayng. Ot olKoyEveleg mou €xouv dtopa pe PWS kaAd Oa nrtav va
AauBAavouv YeVETIKN cUHBOUAN.

Molo €ival To YEVETIKO ditio Tou cuvipopou Prader-Willi;

To ouUvOpopo Prader-Willi gpavidetat otav éva maidi 0ev €xel KANPOVOUNOEL OPLOHEVA
evepyd yovidla amo to XpwHoowpa 15 Tou matépa tou. YIAPXouVv TPELC SLAPOPETIKOL TPOTIOL
HE TOUG otoioug pmopei va dnploupynBei auto to EAAsLua:

1. Agimel éva PHIKPO TUAHA TOU XpWHOOWHATOG 15 TTOU MPoEpXETAl AT TOV TTATépA

Auth givat n mo kowvr) pop@n PWS, gpgaviletat oe mocootd 70%. Tn otiypn TG GUAANWNG
£va PIKPO PEPOG TOU XpwHOoowHatog 15 mou mpoépxetal and tov matépa s€agaviletat. Auto
ovopdadletal Slaypagn xpwpoowuatog. Eival ami®avo va EavacupBei o€ GAAN eyKupoouvn.
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2. Ynapxouv 600 avtiypa@a Tou XpwHoowHaTtog 15 mou mpoépxovtal amd tn Pntépa

Auti n popen PWS epgaviletat o€ moocootd 25%. Autd onpaivel ott to madi €xel OUO
avtiypaga Tou XpwHoowpatog 15 amd t gnTépa Tou Kal Kavéva avtiypago amod tov matépd.
To amotéAeopa gival To idlo pe pla matpikn olaypagn: Asimouv ta yovidla mou mpogpxovtal
amo Tov matépd.

3. Ta yovidia gival «amevepyomoinyéva»

Imavia, o€ mTocooTo 5%, ta yovidia oto xpwpoowpa 15 Tou matépa sival mapovra, aAAd dev
AsttoupyoUv owoTd Kal (paivetal va sival «amevepyomolnyéva». To YEYOVOG auto ogeiAeTal
otnVv Tmapoucia METAAAENG OT0 Xpwpoowpa 15 Tou €xel oav  AmoTEAEoHA TNV
anevepyomoinon yovidiwyv. H dladikacia svepyomoinong Kal amevepyomnoinong tétolou TUTou
yovidiwyv eival yvwotn dlebvwg pe Tov 0po amotumwon (imprinting). Autog o omaviog TUTog
HETAAAAENG pmopel va KAnpovounBel i pmopel va sp@aviotel yua mpwtn @opd o€ €va maidi
TTOU €Xel TPOGBANOEL.

Ti mpoBAnpata avtipetwmidouv ta maidid Pe cuvopopo Prader-Willi;

MNaxucapkia - Ymepayia: Ta madd pe ouvOpopo Prader-Willi éxouv tepdotia Opegn.
Mmopei to paynto va toug yivel Egpovn 10éda. O cuvOUAoHAg TG UTTIEPBOAIKAG KATAVAAWGNG
Kal tng EAAEWYNG CWHATIKAG Opactnplotntag pmopei va odnynoel oe auénon Bapoug Kat
maxuoapkia. Ot yoveig SuckoAeuovtal va €AéyEouv TNV UTEPBOAIKA KatavaAwon @ayntou
amo ta madld toug. lMpoKePEVOU va umdpXxel EAEyxXog BAPOUG cuxvd amalteital auotnpog
TEPLOPIOHOG TNG TPOoBaong tou matdlol o€ TPO@IUA (T.X KAEIGWHA TWV VIOUAATIWY HE Td

TPoOPIUa).

Alatapaxég tng Zupmepipopds: Ta Bpépn kal ta pikpd maldia pe PWS eivat ouvnbwg
EUTUXIOPEVA Kal Oev €xouv coBapd mpoBARpata cupmepupopds. MNa ta peyaAltepa maldid
KAl Toug €VAALKEG, woTO0O0, N Katdotaon eivat Stagopetikn. Mapoucidlouv Eeomdopata
Bupou, emMOETIKOTNTA, KINTIKOTNTA, TAPOPHUNTIKOTNTA, EHHOVIKEG I(0£EC  Kal TAON
autotpaupatiopol. H dwatipnon pag  kabnueptvig poutivag Kat  evog  otabepou
nmepIBAAAovTog @aivetal va BonbBouv otn Slaxeipion twv MPOBANUATWY CUNTIEPLPOPAC.

Neupoavantuélakda MpoBAnuata: Ta mawldia pe PWS mapoucidlouv kabuotépnon otnv
KivnTikn  avamtuén  (dev  akoAouBouv Tta ouvnBn KvnTiKA avantuélakd opdonpua).
JUYKEKPLUEVa, Kabovtal cuviBwg otabepd otoug 12 pnRveg {wng, HTTOUGOUAAvE otov 16°unva
Kal mepmatdave xwpig umootAplén oe nAkia mepimou 27 pnvwv evw ep@avifouv  Kat
kabuotépnon Aoyou (Aéve 10 Aé€elg o nAkia 39 pnvwv).EmmAéov pmopei va mapouctdcou
VAmAa €wg METPla vontikhg uotépnon (péoog Oeiktng 1Q:60-70). ‘Eva mocootd 5%
mEPLypa@eTal Pe Bapld vontikn ucTtépnon, evw £va mMoocooTo 5% €xel Osiktn 1Q>85, kovtd ota
KATWTEPA (PUOLIOAOYIKA Opla. EmMAnyia £xel mapatnpnbei oe mepimou 25% twv ATOPWY PE TO
oUvOpopo auto.

MpoBARpata Siatpo@ng Kai opiAiag: Huulkn umotovia sivat umeubuvn ya ta mpoBARuata
oitiong otn Bpe@Ikn nAKia evw oxetidetal kKal Je TNV Kabuotépnon tng oplAiag. H avaykn yia
AoyoBeparmeia 6a mpEmel va afloAoyeitat.

Ekmaideuon kat padnon: Ta madd pe PWS €xouv pabnolakég OUCKOAIEG. ZuvnBwg
xpelalovral €101Kn Bonbela oto oxoAsio.

Avamtuén: Ta Bpépn pe PWS AOYw TwV OITICTIKWY TPOBANUATWY TOUG CUXVA UTIOAsiTOvVTAl
og BAPOC Kal PEPIKEG (POPEC UTTOPEL VA XPEIACTOUV PLVOYACTPIKO GWANRVA Yid vd GLTIOTOUV.
Ta mada pye PWS emw@eAouvtal amd tn Bepamneia pe augntikn oppovn. H avaykn i pn yua
Bepameia pe au€ntikn oppovn Ba mpemet va afloAoyeital amo matdoevOoKpIVOAOYO.
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EpnBeia: Ta emimeda oppovwy TOoU QUAOU (TECTOOTEPOVN KAl OloTpoydva) Eival ouvnbwg
XaunAd ota mawdia pe cuvopopo Prader-Willi, aAAd avramokpivovtal o Bgpameia opHOVIKAG
umokataotaong. Eivat mBavo va spgavicouv kabuotépnon ABNG N akOun Kat nutteAn ABn.

Ynvikn dnvoia: Mpokettal ya coBapry diatapaxn Tou UTVOU KATA Tnv omoia n avamvon
OlAKOTITETAL KATA TN OLAPKELA TOU UTIVOU Kal OXETIETal PHE TNV TTAxucapkid.

Mwg yivetat n didyvwon tou cuvopopou Prader-Willi;

Ymapxouv KAWVIKA KpLTApla yla tn Oldyvwon TOU GUYKEKPIPMEVOU ouvOpdpou. Qotooo,
amatteital va yivel Hoplakog YEVETIKOG EAEyX0G yila tTnv emBeBaiwon tng dldyvwong Kal Tou
€idoug NG dlatapaxng oto XpwHoowua 15.

8) Nuwg mapakoAouBouvtar/avtipetwmnilovtal ta maidld He To cUVOPOLOo
Prader- Willi;

*  AVTIHETWTION TWV AVATIVEUCTIKWY KAl GITIOTIKWY TPOBANUATWY TWV VEOYVWY KAl HIKPWY
Bpepwyv, TOU oO@eilovtal oOTn MUIKA uTmotovia. Mmopel va Xpelaotei tomoBétnon
pIVOyaoTtplkoU Kabetnpa BpEWng Katd Toug MpwToug HNVES {wNG.

* MapakoAoUBnon NG veupoavamtu&lakng Toug eEEAIENG.

* Taktikn mapakoAoubnon amd OlattoAoyo, oxeOlACHOG Tou KATAAANAou dlattoAoyiou Me
OTOXO TN HEIWON TOU CWHATIKOU BAPOUC KAl CUVEXAG TapakoAoubnor Tou.

» QuoloBepaneia pe okomd TN BeATiwon Tou pPUIKOU TOVOU, TNG Kivnong Kal TNG Avrioxng
TOUG.

* AoyoBepaneia pe otoxo Tn BeATtiwon Tou Adyou, TnG opAiag KAl TNG EMKOIVWVIAg TouG.

» EpyoBepaneia pe otoxo tn BeAtiwon twv Sla@opwy dpactnPlOTATWY TNG KABNUEPIVOTNTAG
TOUG.

* apakoAoUBnon amod €0lko maldaywyo yla Tov mPoodloplopd Twy OEIOTATWY TOUG Kal
gvioxuon autwy, Kabwg Kat £vtaén oc €10IKA EKTTAIOEUTIKA TTPOYPAppATa.

* apakoAouBnon amd YUXoAdYOo-AVTIHETWITION TWY WPUXOAOYIKWY OlATAPAXWY TWV TAldlwY
autwv, aAAd Kat uTooTAPLEN TNG OLKOYEVELAG TOUG.

* MeAftn Umvou og mepimtwon dlatapaxwy UMvou N mapouciag umvnAiag Katd tn OlapKeld
NG NUEPAC KAl AVTIUETWTIION TOUG OTTOTE AUTO KpLBsi amapaitnto.

* Abpbwon tnNg Kpuyopxiag

* AEV UTTAPXEL OUYKEKPLUEVO TTPWTOKOAAO XOPHYNoNG OPHOVWY TOU (PUAOU OTd ATOHA HE TO
oUVOPOHO auTO. € TEPITTWOEIS OPWG MEIWHEVNG OOTIKAG TUKVOTNTAG KAl amouciag
OEUTEPOYEVWYV XAPAKTNPIOTIKWY TOU PUAou, pmopel va oulntnbei 10 €VOEXOUEVO
OPHOVIKAG umokatdotaong o€ XapnAég O00el¢ AOyw Kal TwV OCUVUTIAPXOVIWY
ouvValctNUATIKWY SlATaApaxwy.

* H Bgpameia pe au€ntiki oppdvn CUUBAAAEL OxL pOvo otn BeAtiwon Tou €TRclou pubuou
au€énong, aAAd kat otn BeATiwon Tou PETABOAICHOU HE HEIWON TOU CWHATIKOU TOCOOTOU
Almoug kat BeAtiwon tou Atmdaipikou mpo@iA. ‘Exel avagepbei emiong BeAtiwon twv
YAWOOIKWY KAl YVWOTIKWY Kal KIVNTIKWY AEITOUPYLWV.
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* AMAeg Oepameiec MeEPIAAUBAVOUV TNV AVTIPETWITION OUYKEKPIUEVWY OCUPTITWHATWY N
EMMAOKWY ToU gpgavifovral m.x. mpoBARuata opacng, umoBupeosldlopog, OlaBATng,
OKOAiwon.

9. Xpnoiuol ZUVOECHOL YId TOUG YOVEIG

https://www.pwsa.co.uk/what-is-pws
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