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Evyoprotieg

Oa MPera va guyapotiom tov ko Koota Tloiitn, emPrémovia kabOnyntn, moAvTio
GUUPOVAO GTN GLYYPOPT AVTNG TNG OMA®UATIKNG epyacioc, Tov ko Mdpko Kovtpa yio to
xPOVO TOL APEPMGE VA TN OGYOAACEL emolkodounTikd kot tnv ko ‘Eieva ®@pvucipa,
yevetioTpla Yo OAN T Pondeta pe Ta wrtpikd dedopéva kot v wtpikn Bipaoypapio. Eriong
Ba MBeha va evyopiotnow Vv ka lodvva TLovAdkn, AEKTOPO VYIEWVAG HE EUOOOY OTNV
Emionpuoloyia, yio to oyoAlacud tov kepaiaiov yioa v Emonpoioyio tov PWS, kabmg kot
mv ko Mapio Katépn, tov ko INdpyo HAoOmovio kot tov Ko @avdorn Zoyid, yo Tig
Bempnrikég facelg ota dtakpitd dedopéva Ko T xpnon e R.

[ToArég evyaprotiec oty ko Christel Nourissier, péiog tov A.X Eurordis yio T1g
KatevBouvoelg Kot Tic ovpPovAéc g, Tov ko Frangois Faurisson ywo ™) Ponbeia tov pe 10
apyelo tov dedopévov g épevvag Eurordiscare3 wor tm Maria Mavris yuoo v Gueom
emkowvovia pe v Eurordis oe 011 yperdotnke.

Ao o k60 mandl pe PWS Ppioketor oAdkAnpn opdodo omd ylatpovg, Oepamevtés,
€101K00VG 0A0KAAOVG, YVYOADYOLS, KOVMVIKOVG AEITOVPYOVG, £101KOVG YOUVOAOGTEG, Ol YOVELS, Tl
adEAPLOL TOV, T EVPVTEPT OLKOYEVELD, Ol @IAOL, moAlol eBghovtéc. Oa 1Mfeha va Tovg
ELYOPICTNOW® OAOLG YO TNV OYOTT), TNV EMLOVN, TNV TOTN Kot TV Kadnpepwvn tpoondHeia
nov KataPdirovv. TELOG EvYAPIGT® TOAD TV OKOYEVELDL [LOV TOV NTAV KOVTE LoV, KO OAN
) d1dpKeln TOV 6Tovd®V Tov M.ILXE.






Mepiinyn

Avtikeigevo TG TOPOVCAS OWAMUATIKNG Epyoaciog &ivar M dlepebhvnon Tov EMTESOV
TOPEYOUEVOV LANPECIOV VYElNG, KaBMG KOl TV TPOCOOKIOV TV acHeEVOV ¢ TPos
onuovpyio EWIKOV KEVIPOV avo@opds Yoo T0 omdvio yevetikd ocbOvopopo Prader-Willi
(PWS) o¢ yopec g Evponaiknc Evoong. Ta dedopéva mpoékvyoay and vpmmaikn Epevuva
g un kvuPepvntikng opyavoong EURORDIS (Rare Diseases Europe) e €dpa to ITapiot, mov
eknpoownel og eninedo Evponaikng Evoong, cuAAOYOUG-eKTPocdToNS aoHevmdy Kol oTOUmY
pe Zmavieg IMaBnoelg. Xmbvieg yopoktnpilovior ot TAONGES TOV. EYOLV  EMMOAAGHO
(prevalence) <5/10.000 katoikovg coppova pe v Odnyia g Evporaikng ‘Evoong ap.
141/2000 yio ta. Opeovd @dppoka.

Apykd yiveton Tapovsioon Tov pOAOL KoL TOL gpevuvnTikov £pyov tng Eurordis, péoa ota
Ao TOV 1010HTEPOV SVGKOAMY OV OVTIUETOTILOVV. o1 acbeveig pe omdvieg mabnoelc.
Axolovbel chvToun TEPTYPOPN TOV YEVETIKOV KOl KAIVIKOV YOPUKTNPIOTIK®V Tov PWS, 6mov
yiveTon avo@opd 6e SloyvmOTIKA HEa, KOOGS Kol 68 TPOTOVG OVTILETOTIONG TOV KAMVIK®OV
ocvuntopdtov. Iapovcidlovior eniong amoTEAECUATO ETONUOAOYIKOV LEAETMV, TOL £XOVV
oG Wwitepo yopaktnprotikd ™ HeEBodo g anapifunong tov nepiotatikav. Eniong yiveton
OLYKPION TOV YOPOKTNPLOTIKGOV TOV delypatog e épevvag g Eurordis pe avtictoyo mwov
VILAPYOLVV GE YVOOTEG PAGELS 0E00UEVMV Y10 TOVG 0loOEVELS.

To emduevo pépog g epyaociag apyilel pe ™ O1GOACTOTN TEPLYPAPIKY OVOALGT TOV
oedopévov g épevvag kot yopileton - oe  tpia  pépn: (1)  onupoypagikd ko
KOIWVOVIKOOIKOVOUIKA YOPOKTNPICTIKA TOL OElyHaATOS, (2) 10TpIKég Kol KOWMOVIKEG OVOYKESG
Tov acbevav kat (3) mpoodokieg ylo ta €0KA kévipa. H epyacio oAokAnpaoveratl pe v
TOPOVCicT HOVIEAWDV AOYIGTIKNG TOAYOPOUNONG Yio dVo Bépata Tov avadeiydnkav og moin
ONUAVTIKG Y10 TNV OTOTEAECUOTIKY] OVTIUETOTION TOV CUUTTOUATOV Kot T PeATioon g
nmoldttog Cong Tov aclevayv: o. v £ykaipn odyveoon g mddnong kot B. Tic avaykeg yuo
KOW®VIKES VINPEGTES OTMG TIS Pudvouy Kabnpeptva ot acBevelg Kot o1 0IKOYEVEIEG TOVG.







Abstract

The main objective of this dissertation is to analyze the data for a rare disease, namely
Prader-Willi Syndrome (PWS) which was part of a European survey for 16 rare diseases in 22
European countries, organized and implemented by Eurordis (Rare Disease Europe) between
the years 2006-2008. The results of this study were published in 2009, and the views of the
patients themselves were presented in several workshops organized in many countries.

Initially the role and research activities of Eurordis are presented, along with an
introduction to the particular difficulties associated with rare diseases. Subsequently the
genetic types and clinical characteristics of PWS are briefly described and  diagnostic
methods, as well as behavior and other management techniques of the syndrome are
presented. Epidemiology findings are also included and are mainly characterized by the
method of counting known cases of patients. Clinical findings coming from published
international databases are compared and thus contribute to an improved understanding of this
current survey data.

After having set the framework for rare diseases and Prader-Willi in particular, a
descriptive analysis of the data is given, mainly combining the specific disease data to the
country specific data and thus giving a two dimensional view of the issues analyzed. This
section is divided into three (3) parts: a. demographic and socioeconomic profile, b. medical
and social needs of the patients and c. expectations regarding centers of reference for rare
diseases. Finally, two topics of particular interest to the rare disease community are
investigated, namely early diagnosis and the need for social services. The analysis here is
performed using logistic regression, which relates each of these two dichotomous variables to
a number of patient characteristics which are used as explanatory variables.
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Kepddoio 1
Ewooywyn otig onovies rabnoeig ko tyy Eurordis

KE®AAAIO 1

Ewoayoyn otic onaviec maOnosic kon tnv Eurordis

H ondvio dwbyvoon meptypdeetor o¢ o cuvibmg ypovia KOTAGTOGN, CLYVA
EKQUMOTIKY| (degenerative) Kot amelAnTikn Yoo T (@1 T0v acbevois. Or meplocOTEPEC
amd TIC TAONCES AVTEG £YOVV YEVETIKN OUTiol KOl TPOKOAODY QUGIKEC N YUYOAOYIKEG
avommpiec. [Hopolo mov eivor mOAD dSlopopeTikés HeTAED. TOVGS, TOPOVGLALOVV KOG
TPOPANUATO GE OTL APOPE TNV AVOYVOPLOT) Kot TN dloyeiplon Twv cuUTTORATOV Toug. H
avayvVOPIo KOW®V TPOPANUAT®V GTNV. OVIETOTICN TOVS, 00NYNOE APYIKE OCOLG
mabordyovg elyav acyoindel pe Ta petafOAIKE VOO |LaTo, GTNV OUAOOTOINGT TOVG VIO
mv évvown tov onaviov madfceov. H enionun and kpoatikd @opéo avayvopion g
évvolog «omdvia madnon» mponide and tic H.ILA, votepa and tnv vioBEmon tov vopov
v ta Oppova Dapuaka amd tov Opoonovolakd Opyaviopd Dapudkov (FDA Orphan
Drug Act) to étog 1983. O moAd wikpdg apBudg tov acbevov and po omdvio Tdhnon
dev guvoel v avamtuén eapuikmy oe cvvibelg cuvinkes g ayopdc. ‘Etot n avéyxn
Yo TV KaO1Ep®on 101koD KABEGTMOTOG NTOV ATapOiTNTY Y10l VO TPOKOAEGEL TO 1O10ATEPO
EVOLLPEPOV TOV PUPHOKEVTIKAV ETAPLOV Kol v SIlBEGOVY ToL LEGA Y10l TNV TTOPOYMOYN
«OPPOVAOV PAPUAKOVY.

Apyotepo axorovOnce mn pOOuon yu ta Opoavd Pappoke e Evpomoikng
Emutponng (EC Regulation 141/2000 for Orphan Medicinal Products) mov opilel o
onévia. wibnon, oOtav amavidtor o Aryotepa omd S5 dtopo avd 10.000 xoatoikovg.
Extydrar 011 30 exatoppvpio avBpomor oty Evpdnn mdoyovv amd kdmolo omdvia
wéOnon and tig 5.000 — 8.000 mabncelg mov Exovv avayvoplotel. Akoun kot LG ot
mAaiclo pog omaviog Tanong, Eexwpilovv KAmOlEG OV gival TOAD omdvies, aptBpovv
HETPNEVEG TEPUTTOGELS 6€ OAOKANPN TNV Evpddnn kot eivon opdoeg aitepa evdimtmv
acBevov (Eurordis 2009).

O Eeymprotég duokolieg mov avtipetonilovv ot acheveis pe kdmowo omdvia mhdnon

ouvéBaide otn dnuovpyia GLAALGY®V acBevmv, mov oe eBehovtikn Bdon Tpoomabovv yia
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Kepddoio 1
Ewooywyn otg onavies rabnoeis kar tyv Eurordis

TNV KOADTEPT EVNUEP®ON, KOOMDG Kot TNV LIOoTNPEN TMV OKOYEVEWDV TOVG OF
EMOTNUOVIKO KOl TPOCOMIKO EMIMEd0. XVAAOYOL dPACTNPLOTOOVVTOL GE EVPOTAIKES
Yopeg eite yoo pio wdbnon Eexwprotd (map. 3.1 ke@. 3, GOAALOYOL TOV EKTPOCHOTOVY TO
ocuvopopo mov efetdleton) eite yw opdoeg mabce®vV, OTOV EURMIMTOLV GE KATOLN
Katnyopio Pe KOwA yopaktplotikd (6mwg «to MéAlovy LoAhoyog Atopmv pe T'evetikd

[TpopAnpata, EAAGSQ).

1.1 H Eupwrraikn Opyavwon yia 1i¢ 2Zmravieg lNaénoeis

H Evponaikn Opydvoon yw tig Zmdavieg Ilabnoelg (Eurordis) eivor évag un
KEPOOOKOTIKOG opyaviopdg mov edpevel oto Ilapict kot eknpocwnel OAEG TIG OTAVIES
madnoelg (YVOoTtég 1 AyvmoTeS), KaBMG 1 GTOVIOTNTO TOVG OEV TOVG EMLTPEMEL TNV 1OYLVPN
EKTPOCGMOTNOT TOVG GE ELPOTOUIKO EMIMEDO Yol TNV TPOMONGN KATAAANANG TOATIKNG OE
Oépata vyelag. Apaoctnplonoteitoan Kupimg ot Pertioon g modTTog TANPOPOPNONG

Kot TV TpdcPaoct o Bepaneieg o Tic omdvieg madnoels. H Eurordis:

» 'Eyxel maiger mpotaywviotikd poro-otnv viobétmon g PvOuiong e EE yu ta
Opoava @appaxa (2000)

= ‘Exet mpodyetl onueio-kAedid HETp®V Yoo Tovg acBevelg otnv AVaUOpPo™n TNng
vopoBesiog @appdkov (2003)

= 'Eyetr ovpPdrier otn PuOuion g EE yia v Howdwrpwn Xpnon tov @oapudkov
(2006) kot pHOuton g EE ywa tic [ponyuéveg Oepaneieg (2007).

H Eurordis eknpocwnei 30 exatoppvpro acbeveic otov Evpomaikd Opyoviouod
Qapudkov (EMEA), ©og¢ pHéAOC emtpomdv Kot OpAd®V gpyaciag vrevbuvov yia
dpopetikd - pubiictikd  Prpata, Kotd TV avantuén TOV  0pEOVAV  QAPUAK®V.
Ewwotepa exnpécwnor g Eurordis coppetéyovv oe Emtponég kar Oudoeg Epyaciog
tov Evponaikod Opyavicpod @apudkov (EMEA) kot vrootpilovror [Mavevpomaikd
péoa amd €va diktvo gbehovtdv mov cvativouy Tig Onddeg Kpovong. Emtypappaticd 1
GUUUETOYN OF EMOTNUOVIKEG EMTPOMEG KAODS Kol Ol OHAdES KPOLGNG 7oL  EXEL

onuovpynoet 1 Eurordis givau:



Kepddoio 1

Ewooywyn otig onovies rabnoeig ko tyy Eurordis

= Yvpperoyn) oe Emotmpovikéc Emtponéc: COMP (Opeavd Ddapuoxa),

CHMP (®dppoka yio AvBpomvn Xpron), PDCO (ITawdratpikd Ofuata),

CAT (ITponyuéveg Oepameieg)
*  Opadeg PCWP (AcfBevov & Koatavorotov),

(Emompovikng Yroot)piéng)

gpyaociag:

SAWP

* Oupddeg xpovong (Task Forces) mov mapéyovv vmoompiln oTovg

EKTPOCAOTOVS TOV EMTPOTMOV o€ £0ehovtikn Baon (Eurordis, 2009).

1.2 To gpeuvnTiKO épyo TnNS Eurordis

H Eurordis peta&d GAAmv £xel €KTOVNCEL O, GEPA A EPEVVEG (Surveys) e TNV

ovopaoia: EurordisCarel, EurordisCare2 kot EurordisCare3 oyetikd pe 10 €mimedo twv

TOPEYOUEVOV VIINPESIOV VYEiag oe xdpeg ™ Evpomng (ITivaxoag 1.1). Ot épegvveg avtég

TpAyLOTOTOWONKOV HE TN oLvEPYUsio EBVIK®OV OpyOvVAGEDV EKTPOCAOTMOV 0GHEVDV

(patient organizations) ordvi®v Tadce®V 6g YOPeS ™G Evpdnne, kabmg kot Tov peAdv

Tovg, mov eivar ot 10101 aoBeveic N €yovv GTNV. OIKOYEVELDL TOLG ATORO HE Odyvaon

ondviag madOnone. H televtaia g oepag avtie EurordisCare3 amotéhece pépog evog

peyadvtepov £pyov ota miaicloe Tov mpoypdupatog RAPSODY g Evpomaikrg

EPMTNUOTOAOYLNL)

‘Evoong.
IINAKAZX 1.1 : Baagixég IAnpogopicg yio. tig tpeis épevveg ¢ Eurordis
Yrovyeia EurordisCarel EurordisCare2 EurordisCare3
Hpepopnvia NoéuBprog 2002 — | XZentéuPprog 2003 — | Mdnwog 2006 —
oelayoyng Ampiiiog 2003 lovviog 2006 Ampilog 2008
Iy Opyavmoelg AocBeveic AocBeveic
AcBevov
Méye0og 16 oelidec 4 celdeg 4 oelideg
Epomnatoioyiov
ApOpdog AclBeverov | 6 8 16
AprOpog 50 70 130
Opyavaoemv
AcOevav
Xaopeg 17 16 22
I'\®coeg 6 12 15
Amokpioelg 50 opyoavmoelg 5980 acBeveig (amd | 5995 acbeveis (amd
(Responses) 18.000 20.000

EPMTNUATOAOYLN)
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To amoteAéopata TV dVO TEAEVTOLMV EPELVAOV ONpoctevTnKaY T0 £T0¢ 2009 omd TV
Eurordis kot ta mpmtoyevr| dedopéva givor O100€GIO GTOVS EVOLUPEPOLEVOVS EPEVVITEG
vy meportépw oviivorn. H Eurordis cuvepydotnke pe Tig opyovooels aclevov 1660
KOTA TN OBPKELL TOV GYESIOGHOD TOL EPMTNUOTOA0YIOV OGO KOt KOTE TN OBpKED TNG
oLAAOYNG Kot eneepyaciog Tov dedopévev. H dtavoun towv epomnuatoroyiov &yve and
TG KOTA TOMOVG OPYOVMGELS TOL  €EEOKEVOVTOL  OTIG ONAVIEG TOONGES 7oL
CUUTEPIANPON KAV GTNV £PEVVA TPOG TAL LEAT TOVG TTOL £XOVV T J1dyVmoT TG AcBEVELOS.

"‘Eto1 0 polog Tov acbevav dtapoponoteital, kabmg N Eurordis Bewpel dedopévn v
e€edikevon To0Vg otV avtiotoyn omdvio. acHiveld Tovg Kot tovg avapabuiler oe
EVEPYNTIKOVG EPEVVNTEG, OTIC Tpoomdfeleg mov yivovton ylo T PeAtimon g vyeiog Toug
K0l TOV VINPESIOV vYeiag mov ypetdlovial, copuewva pe Tov Yann Le Cam, Atcvfovovia
YopPovro g Eurordis (Eurordis, 2009).

H emoyn tov mabncemv kabdg Kot TV Yop®dV ToL CUUTEPIANPONKLY GTNV £pevva
€ywve, 0oTEPA OO AVOIKTH TPOGKANGT TPOG GE OAEG TIS OPYAVAOGELS 0cBEVAOV oV givot
péAn ¢ Eurordis ywa eBehovrikry ovppetoyn. EmimAéov epoppdommke axoun évo
KPLTNPL0 TNG EMAOYNG 060EVELDV OV Var EIVOL AVIWTPOCHOTEVTIKES YO TNV ELPVTNTA TOV
YOPAKTNPIOTIKOV TOVG OC TPOS : TNV  OTic, TO KAWIKG GUURTOUOTO, TN (UOIKN M

SlovonTIKn avornpia, TV NAKie Kot Tov ETmoAacd (prevalence).

1.3 Zuvroun mrepiypaen tng pe@odoAoyiag yia tnv épsuva
Eurordiscare3

MebBodoroykd 1 meptypa@ikn avdivon tov dsdopuévov g épgvvag Eurordiscare3
mov €xel dnuootevtel and t Eurordis (miektpoviky] ékdoor pmopei kaveic va Ppel oto

ovvdeopo www.Eurordis.org/publications/voice-12000-patients/), ywpiletar oe tpia

pHepM:
»  [leprypagikny Avdivon Agdopévov 610 cvvoro Tov Epotdpevov avd
[TaOnon (meprrappdvovror 22 ympeg kot 16 madnoeig)
»  [Ieprypagikn Avédivon Aedopévov avd I1aOnomn, diveron deEodikd yia

OO TOL TULLOLTOL TOV EPOTNLLOTOA0YIOV
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= Yovroun [leprypaeikn Avdivon Aedopévov ava Xopa.

A. Heprypaguki) Avdivon Agdouévav 610 Xovoro Tov Epotdpevov

Aivovtal avd Kbplo Katnyopio pmdTNONG O1GPOoPOol TUTOL YPOPNUAT®VY, TOV TAPEYOLV
TANPOPOPIES Y10 TIC OVAYKEG TOV 00OevOV avd ydpa, oe KdBe mabnomn pe aviiotoryo
Swyphppota yoo T ovvheon tov delypatog ové GOA0, HEGO OIKOYEVELOKO ELGOOTLLOL KO
AVATEPO LOPPMOTIKO €Mimed0 pésa oty owoyévela. [Io ouykekpyéva tapovoidlovot
SlypoppoTikd to anoteAéopato omnd v enefepyacio Tov dedopévov Yo Tig 16
madnoelg Ko T1g 22 YMPEG TOV CLUUETE AV, OTWOG:

o YVVOMKEG EMOKEYELS GE 10TPOVG KaTd T S0 TEAeVTAin £TN

e YUVOMKEG OVAYKES Y10 EMOKEYELS, e€eThoELS Kot TepiBoiym

e Noonkeia oe Nocokopegio, % acBevay kot aptBpdc nuepmv

o Avaykeg v Kowovikés Ymnpeoieg wor IlpdoPaocn oe Kowwvikég
Ynnpeoieg

e [kavoroinon and Kowwvikeég Ynnpeoies.

B. Ileprypoagukn Avaivon Agdopévorv ava tanon

Evdewktikd avagépetal 611 € amavinon g epmTNONG moleg givar ot avaykes yo
WOTPIKES LANPESTIEG CLUVOMKEG (LATPIKEG EMOKEWYELS, 1ATPIKEG £EETACELS, GAAES 1TPIKES
vanpeocieg), to ovvopopo Prader-Willi (PWS) mov efetdletor oty mapovoa epyacio
Katéyel poali pe dAkeg 000 ombvieg mabnoelg v TpdT B€om, Kabmdg 0 pEsoc aplBuog
TOV WTPIKAOV VINPECIOV. EKTIHATOL peyaAdTepog and 11 vanpecieg ta dVo tehevtaio £
(0 cVVOAKOG EGOG OPOG Yo OAEG TIg TabNoElS lvan 9 vnpeoieg). Eniong mpocsdiopiletan
011 TovAdyotov 1 otovg 10 acBeveig pe 10 GUVIPOUO €xEL YPELOGTEL GUVOAIKE 10TPIKES
vanpeciec >35 ta dvo terevtaio £t kot PpiokeTon Kot TAAL oty VYNAOTEPT BEom pali

pe pio axopn ond t1g dAleg ondvieg acbéveleg mov cupmeptAapfavovol.
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Yvvolkd omnv €pevva Eurordiscare3 cvppeteiyov 6.000 mepimov acBevelg omd 22

xopeg kot 16 omavieg mabnoeig. Ewdwotepa yio to PWS mov e€etdletan, mpav pépog 371

owoyéveleg aclevov (6% oto cOUVOLO TV EpOTOUEV®V) amd Ydpes 6mmg N [aiiia, n

ItoAia, To H. BaciAelo kot dAdec.

H meprypagikry avdivon tov dedopévov avd mabnomn yivetol cOUPOVO  HE  TO

EPOTNUATOAOY10 TNG EpevVag (Tov emcvvanteTon 610 PEPOS IV Tov Tapaptrparog) oty

€Kooom TV amotelespatwv tov 2009 kot Teptrapfavel evotnteg Onwg:

EAAEIYH ITPOXBAXHYX H XOBAPH AYXKOAIA ITPOXBAXHX.

(Mépog 1-9 tov gpomuaroroyiov) I'veron avéivon oe kdbe kotnyopio

WOTPIKNG LANPESIAG TNG «TOAD dVGKOANGH 1 «adVVaTNG» TPOSPaong OTIg
oKT® (8) CLYKEKPIUEVEG 10TPIKES KOl TOPOIOTPIKES EOIKOTNTEG YO TNV
Kk&Oe maOnon.

EINIMEAO THX IKANOMNOIHZHX AIIO TIX IATPIKEX
YITHPEXIEX. (Mépoc 1-9 tov Epotmnuatoroyiov) I'vetar mapovcioon

og ypaonpua kot % eni Tov GLVOAOL Yo TIC OKT® (8) TpKég VINPEGiES O
Oleg TIc Katnyopieg g KAMpokag g epdtons: Ot emMOKEYEIS AVTEG
avTOmoKPiONKOY OTIG TPOGAOKIES GOG: TANP®G, HEPIKMS, Ol 1dwoitepal,
KaBoA0v.

EIIIIIEAO  IKANOIIOIHXHYX AIIO TIX KOINQNIKEX
YITHPEXIEZX. (Mépoc 11 tov gpwtnuatoroyiov) Nvetanr mapovoioon oe

ypdonuo kot % emni tov cuvolov ywo kéOe eminedo g wkAipaxog ™G
gpmtTNonG: Bacel tov akdAovBov KOTOAGYOL OVAYK®V, 0 KOWOVIKOG
Aertovpyos ovtamokpinke otig mpoodokieg oo AmoAOTOC, o€ KOAO
Babuo, kamms, kaborov, (Yrpye kot 1 anavinon Asv EEpw/Agv amavim)
Koty KaBe Katnyopio avoykadv (avoaeépovtat 7 Kotnyopiec)

AITIOPPIYH. (Mépoc 10 tov gpotnuatoroyiov) IIpdxertoar ywo €va

gvoiocOnto Bépa mov mPoKHITEL aMd TNV EUMEPIN KATOLOV OTOU®V UE
omdvia S1yvmon Kot £xEl yivel avaivon ova yopo. MdAeta givon to povo
EPAOTNUO TOL OVOAVETOL OVOL YDPO GE ETUEPOVS AVOADGELS Yo KAOE o

néOnon Eeywpiota.
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e EIINTQXEIX AIIO THN AXOENEIA (Mépog 14 tov
gpotpatoroyiov). Edd divoviar oe % enl tov cuvolov tov acBevov
KAmow KPioIUa 6TATIOTIKA oToLEln OTMG: MeTaKOHoN TG OKOYEVELNGS, I
AL YEG/OVOKOMEG OTIC EPYOCIOKES TPUKTIKEG KOt GV OELEC.

e ITPOZAOKIEX XXETIKA ME TA EIAIKA KENTPA. (Mépog 12 kot

13 tov gpotnuororoyiov). Tiveton pio 1Epdpynon @V TEGGAP®V

onpoeréstepov amd TG 12 mpotewvoueves Aertovpyieg evog  TETOLOV

KEVIPOUL, OTMG TPOEKLYE OO TIG AMOVINGELS TV EPOTOUEVDV.

. Ileprypagikn Avaiven Agdopévev ava Xapo

Aivetalr €ueoaomn o€ JPOPEG OVALEGO GTOL CLOTNLOTO VYENG TV YOPOV OV
cupueTelyov TNV épevva, KaBdS Kot Lo, GUYKPLoT TG IKOVOTOINoNG A0 TIG KOWVMVIKES
Kol TIG 10TPIKEG VINPEGiES, aviAlvorn ™G amdppyne ( U €OKOANG avayvadplong g
OTAVIOTNTOG TOV CLUTTOUATOV) KOl KOWOVIKEG ETMTOGELS NG acfévelag Kabhg Kot ot
TPOGOOKieC amd T KEVIPA avapopds (1] €101KE KEVIPA Yoo TIG omdvieg mabnoelg). Ta

Bépata avtd Bo cuinOovV TOAD avarvTIKA 6Ta, KEPAAma 4 Kot 5 TG epyaciog.

1.4 2Zuvouyn

H ninpopdpnon mov mponiBe and tig £psvveg g Eurordis Ntav ovoiddng yw v
KATOAANAN TPOETOLUAGIO THG TPOSPATNG EVPOTATKNG OPACNG Yo TN OLUOPP®CN TOL
HEALOVTOG TV KEVIPMV OvOPOPAS (1 EVIKAOV KEVIPOV) Y1al TIG OTAViEG TAONGES Amd TV
Evponaikny ‘Evoon. Ta dedopéva g €peuvag TPoEpyovtal amd TG EUMEPIEG T®V
ac0evav 0g OLUPOPETIKES YMPES KOl OOPOPETIKEG TOONGELS TOV OUMS GTO GHVOAD TOLG
AVOOEIKVOOLY MG TPMTAPYIKN OVAYKN TNV £YKOLPT Kol 0OCTH SIdyveon Kot akoAov0mg
Vv €0koAn mpdécPacn omv KaTAAANAN @povtida. To omoteAéopota deiyvouv OTL Ta
wpofAuate Tov aviipetonilovv ot acbeveic pe kamolo omavia wibnon £xovv aio kot
YL TG MO OLYVEG Kol Yvwotég mabnoels. Eyovv emopéveog mpootiBépevn afio ko
UTOPOLV VO, GUUBAAALOVY GTNV KOADTEPN KATAVONOT TOV OVOYKOV OAOV TV acheviv
KaOMOG Kot oTNV KOADTEPN AVTATOKPIGT] OTIS OVAYKES KOl TPOGOOKIES TOVG Y10 TO HUEALOV

(Eurordis, 2009).
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H mopovoa epyacia €xst og kvpto otdyo va ovadeifel TG OLOKOAIEG TOL
avtipetonilovy ot acbeveig pe 10 omdvio yevetikd cvvopopo, Prader Willi (PWS) mov
TPOEPYETOL OO OLOPOPETIKOVG YEVETIKOVS TUTOVG Kol TopAAANAQ yapaktnpiletal amd
SPOPETIKA Ko TOIK{Ad YopakINploTikd KAvikd cvpntdpota. To emdpevo ke@dimio
weplhapPdvel v wTpikn meptypaen tov PWS pe okond va yivouv akdun meptocdtepo
KaTavonTég ot avdykes mov dniAmvovv ot 371 acBeveig tov detypatoc g épevvas. Ta
KeQAAata 3-5 TEPEYOLY TNV TEPLYPAPIKT] AVAAVLON T®V OEOOUEVOV TNG £PELVOAC TTOV
Bacionke oto Tpwtoyevn otoryeia g Pdong dedopevav. mov mapaympndnke ard v
Eurordis. AvoAvovtal o1 KOW®VIKOOIKOVOUIKES cLVONKEG TV acBevdy Tov deiyloTog
KoOMOG Kol 01 10TPIKEG Kol KOWWOVIKES avaykeg tovc. Edd yivetan kor n avdivon tov
TPOGOOKIUMDY TOLG OO TN AEITOVPYio TOV EOIKOV KEVTPOV. To Kepdiato 6 mepthapPavet
™MV avantoén HOVIEA®V AOYIoTIKNG ToAwdpdunong ywr 6vo Oépata mov kpibnkav
VYNNG TPOTEPAOTNTAG GE GYECT LE TNV VYELR TV acBevdv Kot TV TotdtnTa {0Ng TOVG:

1. v avaykn &ykopng ddyvoong

2. TNV avAayKn Yo KOW®OVIKEG VITNPEGIES.
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KE®AAAIO 2

To Xvvépopo Prader-Willi: Mo Xravia Avgyvoon

2.1 Opicuog-I'svika

To ovvopopo Prader-Willi (PWS) eivar po odvBetn yevetkn - dwatapoyrn, mwov
yopokmpiletor amd VEOYVIKN VTOTOVia, YOpNAd avdotnua, HIKpa yéplo Kot moola,
aLENUEVO TOGOGTO COUOTIKOV AMTovg amd TNV TPMOIUN ToUdky] NAkio, HEIWUEVT] HOTKY|
pélo, petmpévn KotavaAmon evépyelag oe avdmoavon (REE), petopévn 00TIKY TUKVOTNTA
7OV UTOPel v 00N YNOEL GE OGTEOTEVIN KOl OGTEOTOPMGT), VIOYOVAIIGHO, SVGAELITOVPYIN
TOV VITOBAAALOV Kol GLUYKEKPLUEVO LLOPPOAOYIKE XOPOKTNPLOTIKA TPOS®TOL. Ta KAvIKA
OVTO CUUTTOUATO GLVOOEVOVTOL OO LITEPPAYi, YVMOOTIKA EAAEILIOTO Kot TpOPALOTaL
ovuneprpopds (Eiholzer, 2001).

H mpotn meprypapn tov cuvopopov €ytve 1o £€10G 1956 pe YOpaKINploTIKO TOL
vrovoovoay vobaiapuky dvciettovpyia: vrepeayia (Ayperphagia) , EMmn EKkpion TG
Avéntikng Opudvng (Growth Hormone Deficiency) kol vroyovadiopd (hypogonadism)
(Carrel, 2003). Eivail 6po¢ mhéov yvmotd OTL 1 ELOAVIOT] TOL GLVOPOLOVL OPEIAETAL CE
amovcio. £KEPUCNS €vOG N TEPLOCOTEP®V Yovidimv mov Ppiokoviol G6T0 TATPIKO
ypopocoua 15 (Eurordis, 2009).

To TPOTA CLUTTOUATE. TOV GLVOPOLOL (PTWYN EVOOUNTPLO OVTOVOKAAGTIKY dpdomn)
epeavifovton oM and ™ yévvnon. Neoyvd pe 10 ohvopouo mapovotdlovv cuvibwg
dvokoMMo ot oition. efautiog g cofapng vmotoviog mov To yapoaktnpiler Kot
dvokoievovTat vo. Tapovy. BAapog (Pactkn vVIToTovia OAMV TV OVOTVEVCTIKOV HVOV Kot
dvoKoAio. GLVTOVIGHOD OPPAYUATOC Kot KaTamoong). To pmpd epeaviletoar addvopo
(floppy) kot edkaunto. H dadikacio g oitiong umopel vo dlopKEGEL APKETH OPO KOTA
™ SLIPKELDL TNG NUEPOS KL TIG TEPLGCOTEPES POPES O1 YOVELS avarykalovTot va EuTviGovV
TO0 PO TOVG Ylo v pmopésovv va 1o taicovv (Eurordis, 2009). Odnyieg pmopodv va
00000V amd TOVG YLTPOVG, TO VOCTAELTIKO TPOCMOTIKO UIOG LOVADOS VEOYVDV KaOMDG Kol

EOIKOV PLGLO0OEPATEVTAOV Y10 TN CMOOTN GiTIoN TOL BPEPOVE KT TN PACT QL.
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H coPapn vrotovia 0dnyel ypnyopa TG OIKOYEVELEG O OUAOESG TPMOLUNG BEPATEVTIKNG
mapéupaonc, mov amaptilovror and e&edikevpévoug puctofepamevtés, pyodepanevtéc,
AoyoBepamevtéc Kal apyoTepa 101K0VG modaymyovc. Etvor modd onuaviikd va evroydel
10 oSt G€ «TPOYPOLLOY TPOUNG TopEuPacng (early intervention) To ToOTEPO dLVATO,
kaBmg 1 vrotovia dev Ponbdet To mandl va otabel edkoAa evaviio ot Papdnto pe
AmOTELECUA VO UMV S1EVKOAVVETAL 1) KIVNOT] TOL KOl UTOPEL VoL 00N YNGEL G€ TPOoPAfpaTo
KOKOU UETAPOMGLOV, KOKNG OTACNG TOV GMUATOS KO 0PYNG KATAKTNONG TOV Bnudtov
™me KwvnTikng e&éMéng tov avBpomov: ompilo T0 KEPEAL, KAOOUAL, - LTOVGOVA®,
nepnatd. To mpoypdupoata ovtd amottovy TV amOAVTN GUVEPYUGIO TG OKOYEVELNS TOV
modov pe ) Oegpamevtikn opdda, kKabmg N cmoT) KabodNyNon TV Yovidv cuUPAALEL
OTNV KOADTEPN KOATAKTNGON TV OTOX®V 7oL TiBevtol yio To modil Kol dtadpapatilet
omovdaio pOAO ot YuoKIVNTIKY EEEMEN TOL TALSLOV.

To emdpevo chumTO, TOL £pyeTal 6€ ovTifeon pe v TpoTn Tepiodo g Long Tov
Bpépovc pe 1o PWS, eivor 10 emipovo evola@épov yio to @ayntd, n epeaviopevn
EMAELYT] KOPEGUOV TOV TapaTnpeital Kot TOAAEG. @opéc M ampoPiemtn avalntnon
eoyntov  oe omowodnmote omueio vmhpyer Swbioun Tpoen. To @awvduevo g
VIEPPOYiNG UTOPEL VO ELPAVIOTEL GE YEVIKES YPOUUES LETAED TNG NAKiag Tov evog (1) kot
v €61 (6) etov (Cassidy, 1997). 'Etol n moyvoapkio ota Toudid pe 1o chvOpopo TUTIKA
umopel vo gpeaviotel otv mAkio. tov 2-4 gtdv, €av dev emtevyfel KaTAAANAN
dwayeipion tov Beppidwv mov Aapfdver (Driscoll, 2010). I'vopilovtag ) didyvmon amd
™ Ppeown nikia Kot pe v KatdAANAn @povtida, ot duokoAieg avthg TG TEPLOSOL
UTOPOVV VO, OVTIHETOMIOTOVV mo amotedecpotikd (Eurordis, 2009). Xuvviotdtor n
gykafidpvon 10N and T Ppeekn NAKio KOADOV O1ATpoPIKOV GLVNOELDV Kol TEPLOPIGUOG
TOV TPOPAOV, TOL TAPEYOLV. LYNMAES Bepuidec kot oev eivar yevikd KOTAAANAES Yo To
nadld. H coot) dtatpoen yperdleton va cuvovaletal e tnv Kivion Kot To YEYovos outo
amoPaivel TOAAES QOPES 6e €EAVTANGT TV SLVALEDV TV YOVEWYV, KOOGS Ba mpémetl va
Bpiokovv cuveymwg KivnTpa yio va S104Eovy 6T Tl VT TNV Aydmn yuo TV Kivnon
Ko TNV €Egpevvnon Tov TEPPAAAOVTOC Tov (ovV.

"Epevveg €xovv dgilel peydro 0pehog amd 1 Bgpaneio VIOKATAGTAONS TNG CLENTIKNG
oppovNG, NON €d® Kot TeplocdTEPO amd o dekoetia. (Cassidy, 1997). To yeyovog avtd

emPePardvetar amd 01EOVI EMTPONY| YITPOV EOIKAOV GTO GUVOPOLO, TOV GE GLVAVTNON

-10 -
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TOVG TTPoodoptooy amd Kowoh 1o £€1og 2001 TIG KATGAANAEG OTPATNYIKES Yo TN
dwayeipion Tov cvvopduov. H emtpony| cuppdvnce 0t eattiog tav 1apopOv SVGUEVOV
AELITOVPYIKOV KAOMG Kol HETOPOAIKADV EMMTOGEMY TOV TPOKOAEL TO COLVOPOLLO,
amatteitat po TotkiMa mapeppdoemv mov Bo PEATIGTOTOMGEL TV PLGIKN TOVG AVATTLEN
Kot TN yevikotepn e&€MEN tovg. Ileprapfavovror Bepameio vrokotdoTaoNng TNG
avénTikng opudvng, doutoroyikr| dwuyeipion (dietary management), puclofepomeio Kot
gpyobBepameia, AoyoBepameia, Olayeipion ocvumepipopdg (behavior management) Kol
e€UoQAMON €VOG VTOGTNPIKTIKOD TEPPAAAOVTOS HECO GTNV OWKOYEVELL [E GUECOVG
TPOTOVG eMKOWVOVIOG Kot Woykng @povtidag. [MapdAinio Bo mpémel 10 dtopo va
mapokolovdeitor amd SEMGTNUOVIKY OTPIKY Opada, Tov umopel vor mepthapPdavet:
EVOOKPIVOADYO, YEVETIOTN, YLYOADYO, O101TOAdYO Ko cvvtoviot] voonievtn (Eiholzer,
2001).

[T mpoéopata emonuaivetal 0tL, 1 Eykaipn odyvoon emPePatopévn amd yeveTikn
avéAvorn, o€ oLVOLACUO HE 1OTPIKY QPOVIION Omd 10TPOVS TOAADV  EL0TKOTITMV
(multidisciplinary care), mov vo. copmepthoppdavel kor oppovikég Bepaneiec, pumopel va
odNynoet o€ OpacTIKN EEOUAAVVGT) TV SUGKOALDV TOV GLVIPOLOL Kot VO BEATUDGEL TNV
modTa (oG avtdv TV achevayv. Kabdg kot Tov owoyevelwv toug (Molinas et al,

2008).

2.2 I'evetikn tov Zovopouoo

SOHeova pE TG TPOCPATES EPEVVEG OV EXOVV YIVEL, TA YVMOOTO GLUTTOUOTO TOV
oLVOPOLOL 0PeiAoVTOL GTO YEYOVOG OTL TO BPEpog dgv £xel AdPetl evepyd yovidla and o
GLYKEKPLUEV TTEPLOYT TOV XPOUOCHUOTOS 15 mov mpoépyetar and tov motépa (Butler,
2005).

Ta ypopocopato givolr pKpooKomiKES doués mov Ppiokovror oyeddv oe kabe
KOTTEpO TOV cOUATOS TOV avOpdTov. Kdébe avOpomog Aappdvet 23 ypopocopata amd
TOV TOTEPO Kot 23 ypopocopato ond ™ untépa tov. Emopévmg dabétel 23 (evydpia
YPOUOCOUATOV TOL £YOVV TapoOpoto. didtatn ot kabe avOpmno ektdg amd to 23° Levydpt
mov KaBopilel o vAo tov. Ta 22 (evydpla ypoupocopdtov Exovv AdPet Evav aplBuo
nov Pacileton oto péyedog tovg: 1o 1° Levydpt ypwuocomudtmv mov £xel tov aptiud 1

givar 10 peyolvtepo kot to 22° Cevydpt oxedov 1o pukpdtepo. Ta ypoHOCHUNTO
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amoTELOVVTAL Ao YoVidla (genes), Tov TEPIEXOVV TOV KMOKA Y10, OAEG TIG TPMOTEIVEG TOV
amottoHVTOL Yo Tr ONovpyio Tov dedépmv cuoTnudtemy tov avlpdmov. AnAadr| ta
yovidwn mepriapPdvovv Aemtopepeic odnyieg yw v avdmrtuén Kot Agltovpyio. TOv
avOpomvov opyavicpov. Extdc dpmg and ta yovidla, kamowo tufue tov DNA extelet
ONUAVTIKEG pLOUICTIKEG AEtTOLPYiES.

[Tepiocotepa amd Eva yovidlo Oeiyvel vo. EUTAEKETOL GTNV. ELPAVICT] TMOV YEVETIKMOV
YOPAKTNPIOTIKOV TOL GLVOPOUOL Kol avTd To yovidw PBpiokovtor moAd Kovtd peta&y
TOVG GE [0 TTEPLOYN] OTO HOKPG OKEAN TOL Ypwpocouatog 15. H meproyn avt €xet
ovopaotet 15q11-q13 (Keder, 2005).

AvapépovTal TECOEPLS YEVETIKOL TOTTOL TOV TPOKAAOVY TOL GUUTTMOUATO TOV GLVOPOLOV
(®pvusipa, 2007):

1. De Novo (Néo — Aev Eyer supavietei Cavd oty (0o 01K0YEveLa)
HIKPO EAgupa 670 Tatpio ypoudcwuae 15 oty nepoyn 15q11-q13

2. Mnzpiky Movoyoveixy Aweouio (Ta 000 ypopocoOUATO TOV
amoteAobV to (evyapt 15 Tpoépyovral Kot ta 600 amd T UnTépa)

3. Metaiidaéers 6TV TEPLOYT| AMOTOTOGNG

4. Aopikég avapaiies ypOUOSOUATOV.

H De Novo éiietyn 610 mOTPIKO XpOUOGOHO, OTOTELEL TN TLO GUYVI] OLTI0 EPLPAVIONG
TOV GLVOPOLOV, KOOGS avagépetar 0Tt ovpPaivel oto 70% mepimov tv nepmtdcemv. O
kivovuvog emavainyng etvor pikpotepog and 1% ko cuvnbmg O  cuvieTdTon
TPOYEVVNTIKOG EAEYYOG GE EMOUEVT] EYKLUOGUVT, €KTOC av TO (NTHOEL 1 OKOYEVELD Y1
oo g gpnovyacpud. Otav to EAkelupa avtd eivar apketd peydro, 10te pmopetl va
EVIOTIOTEL PE TIC KAOOIKEG HEBOOOVG OVAALONG TOV YPOUOCOUAT®V LE TO UIKPOCKOTLO.
Av 10 éMleupo avtd elvon pikpotepo, T0te eviomiletal pe poplakn avaivon DNA ko
UEAETT)  TOALUOPPICUAOV  amd TNV vrevbovn mepoyn M pe v teyvikn FISH,
YPNOLOTOIDVTOS OVLXVEVTES atd TNV TeEPLoyn Tov eAleippotog (Opucipa, 2007).

To éMeppo oy mepoyn 15q11-q13 amodidetar e 600 S1POPETIKOVS THTOLS: OL.
Tomov I 6dmov mapatnpovvrar ta onueio Opavong (breakpoints) BP1 ka1 BP3. wou B.

Tomov II 6mov mapatnpovvion ta onpeia dakomng BP2 kot BP3. Meyodvtepo EAAeippa
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eppaviCetor omv mepintwon tov Tumov I kot yevikd €xel avapepBel 6TL TaL ATOUO VTG
g mepintong mapovstdlovv mo Eviova mpoPinuate coprneprpopds. (Butler, 2005)

Avt n De Novo é\hewyn 610 TATPIKO YPOUOCOUN NTOV T TPAOTH HOPPH TOV
GLVOPOLOL ToV avakaAVEONke to €tog 1981 amd tovg Dr. David Ledbetter kot tovug
ouvepydteg Tov. Ol EMGTAUOVEG AVTOL OVEPEPAV Y10 TTPATN POPE OTL TOAAG ATOUM TTOV
nmapovcialoy To YOPOKINPICTIKA TOV GLVOPOUOL glyav TNV {0 AmTOVGIN TUNHOTOG
Yovidiov o€ éva amd to 000 ypoUocOUATH 15, ympig va Eouy SlevKPvVIGeL av TPOKELTOL
Yoo T0 ToTPKO 1 UNTpkd ypopocopa. Avo ypdvia apyotepo o Dr.  Butler xor ot
GLVEPYATEG TOV aVEPEPAY OTL TO EAAELUO. OVTO TPOEPYETOL OO TO TATPIKO YPOUOCHLLN
15, evdd 10 €toc 1989 ot Dr. Robert Nicholls kot cvvepydreg avokoivocav tnv
avaKGALYY TOvg OTL TO GUVOPOUO NTOV £va TOPAOELYHO TNG YEVETIKNG OTOTOTOONG
(genomic imprinting), VGTEPA ATO TNV TAPATNPNGCT 0GHEVAOV TOV L0V 2 YPOUOCOUATO
amo T UNTEPA TOVG (UNTPIKN Scmpic) Kot Tapovcioloy T GUUTTOUATO TOV GLVOPOLOV
Prader-Willi. Anladn akdéun kot oy TePInT®mon mTov T0 Todi &ixe 600 YPOUOCHUOTO
15, mapovciale To cuvdpopo, kabmg kot TiM arovoiale to (1) Ta) kpiowo(a) yovidro(a)
TOV TOTEPA. AVOQEPETAL OTL 1| YEVETIKY OMOTOTMGN NTOV £V QOIVOUEVO TOAD YVMOGTO
OTN YEVETIKN TOV QLTOV, GAAG Yio TPpAOTH Qopd Tpocdopiletar oe avOpdmovg (Keder,
2005).

Kavovikéd to 000 aviiypapa £vog yovidiov exk@pdloviot 1G0T, aAAY Yo Eva, Kpo
T0G0GTO YoVIdiwV dgv 1oyvel avtd. EEautiog Tov povopuévou Tng YEVETIKNG OMOTOIMONG
Kdmoto yovidwa ek@palovior LOVo €POCGOV TPOEPYOVTOL amd TOV Eva dOTN TOV TTATEPA N
NV UNTEPQ, EVA TO OVIIYPOPO TOL YOVIOIOV TOL TPOEPYETOL AmO TOV GAAO OO
TOPOUEVEL «OIOTNAO» Kot 0ev ek@paletat. To PWS aveEdptnta and tov yevetikd tomo
pe tov omoio Umopel vo TPOKOVWEL, OQEIAETOL GTNV AMOTLYIOL GLVEIGPOPAS EVEPYDV
YoVdloV amd 1] CLYKEKPLLEVT] TTEPLOYT] TOL YPMOUOCOUATOS 15 oV Tpoépyeton amd Tov
TATEPO.  EVA - TO - UNTPIKO  YpOUOCOUO  Ogv  UmOpel VO VTOKOTOCTNGEL  TIG
TPOYPOUUATIGUEVES AEITOVPYIEG OO TO TOUTPIKO YPOUOCOUN TOV TOPOUEVEL GLOTNAO
(PWS Association UK).

To PWS amoterel v mpdn yevetkn dwatapoyr| mov avayvopiotnke 0Tt opeiieton
OTO QOIVOUEVO TNG YEVETIKNG OMOTOTMONG, KOOMG emiong Kol TV TPAOTN TEPITTOON

YEVETIKNG OAMOTOMOONG TOL OVOYVOPISTNKE OTL TPOEPYETAL OO UNTPIKN Olcouia
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(Cassidy,1997). 'Etot emiPePforddnke 1o yeyovog tng d1dyvmons Tov GuvopOLov GE TotdLd
oL gREEVICAY TO 0€VTEPO YEVETIKO TOTTO TOV OVOUALETON UNTPIKI] HOVOYOVEIKY dloWUia
(maternal disomy).

H mepintoon ovt nopatmpeitor 6g 1060610 25% TOV GLVOMKOV OYVOCEMV LE TO
PWS ka1 0 kivduvog emavdAnyng oe emdpevn komon eivan pukpdtepog and 1%.(dpusipa,
2007) Iapatnpovvior dVO TUTOL UNTPIKNG SIGOUING TOL XPOUOCHOUNTOS 15: N unTpkn
wwodtomuio (isodisomy) wor M unIpikn etepodicwpio (heterodisomy). H untpin
wodoopio  avagépetal oV mapovsic dVO  avIypdewv - Tov - {dtov  pNTPUKov
AAANAOUOPPOV 1| XPOUOCOUOTOS 15, evd M UNTpIKn £1€pOOIGOUIN TPOKVTTEL OITd TNV
Tapovcios OV0 JSPOPETIKOV YpOUOSOUATOV 15 g 1dwg g untépag. [Modd pe to
GUVOPOUO TOV TPOEPYOVIOL OO TN UNTPIKY 160dcopio mapovsidlovy peyardtepo
Kkivduvo va £xovv kat de0TEPT YEVETIKY ddyvwon o€ Kdmoleg mepintdoelg (Butler, 2005).
Emedn 1o AdBog Eekivd amd v mopovsio VoG TOPATAVE® YPOUOCHUATOS GTO MAPLL TNG
UNTEPAG Kot YNPAOTEPU ®MAPLO EXOVV HeYaAOTEPN THAVOTNTA VO TAPOVGIAGOVY TETOLOV
gldovg AaON, untépeg peyaAdTEPNC NAKING EYOVV LEYOADTEPN TOAVOTNTO VA ELPOVIGOVV
to tomo avtd (Keder, 2005).

O 1pitog YEVETIKOC TUTOG OVOPEPETOL G UETALILASELS GTHYV TEPLOYI] ATOTURWOHG
(Imprinting Defect) mov mopatnpovvIol 6T0 KEVIPO NG HeBLAimong Ko 0dnyohv g pun
@uoloAoykn pebvdimon (methylation). Emonuoaiveror 6tt Mebvdimon tov DNA
emruyydveror pe tnv. TpocHnkn puebvAopdowyv 6to 5° AKpPO TWV KLTOGIVOV TPOKELLEVOD
vo oynuaticfet 5’-peBui-kvtooivn (Read, 2011). O tomog avtdc mapovoidletal oe
T0600T0 < T0L 5% Kot LIEAPYEL KIVOLVOG EMAVAANYNG GE EXOUEVT] KOTOT| TTOL BE@pTIKA
@Bdavel o 50%. Ta kpiowa yovidia Tov matépa 6To Ypopdcoua 15 givor Tapodvia aArid
dev glvan evepyd e€ontiog e AavBaouévng dadikaciog amotummong (Ppucipa, 2007).

H dpactmpiomra tov yovidiov eréyxeton ond £vo KPOGKOTIKO KEVIPO OMOTOTMONG
mov Ppicketor oty d10 TEPLOY TV KPpiotuwv yovidimv. Zuvibwg Katd v petafifaon
TOV YOVIOIOV GTNV EMOUEVT] YEVIH, TPONYOVUEVEG OTOTVTOGCELS OMOAEIPOVTOL KOl VEEG
ATOTLTTMOGELS ONUIOVPYOVVTAL, AVAAOYA LE TO PUAO TOL YovEéa. Otav mapatnpeitol Kamolo
EMITTONO GTO KEVIPO OMOTONMOONG, 1 AELTOVPYIR TMV YOVIOIDV GTO YPOUOCOUO TOV
TPOEPYETOL OO TOV TATEPOL UITOPEL VoL UNV ivol TPOYPaUHOTIGUEVT Va Yivel cmotd. Eva

EMATTOUN 6TO KEVTIPO AmOTOTMONG Umopel va cupPel Eapvikd 1 vo vITEPYEL GTO TATPIKO
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YPOUOGOLA TOV 0 10106 0 TATéPUS iye AdPet amd tn dikn Tov untépa. Edv 10 ehdttopa
éxel mpoéAfel amd TN pnTépa TOv, TOTE O TMOTEPOS TOL TALSOL OV £YEL O 1010G TO
oVUVOpOLO (emedN] TO EAdTTOUA PpiokeTon 6To YpouoOcOU 15 g unTtépag), aAld pmopel
va 10 dmcEL 610 kO Tov modi (apov pmopel va givor avtd 10 Tatpkd ypopocope 15
mov Ba kKAnpovounBet). O podAog ™G YeveTIKNG GLUPOVAELTIKNG KAODS KOl TOV YEVETIKOV
eAEYYoL glval Wloitepa GNUOVTIKOG Y10 TIG TEPWMTMGELS 0VTHG NG Katnyoplag (Keder,
2005).

O 1elevtaiog  yeveTkdg TOMOG MOV OVOQEPETOL  OC  OOUIKES  AVOUAAIES
XPOUOCOUATHY €lval OKOUN O TO OTAVIK TEPIMTOOTN. EUPEAVIONG TOL GLVIPOLLOL
(apopd T0500To HKpOTEPO 0o 1%). E1d1kd oty mepintmon mov wpdxetton yia véa (de
Nnovo) YPOUOCOUIKT aVOUOAia, 0 KIvOUVOC ETOVAANYNG o€ emduevn KONon etvarl oyedov
unodevikog. Edv opmg n xpopocoukn avopoiio gival KANpovoukng evong, eite and tov
éva M ToV AALO yovéa, TOTE LILAPYEL KIVOLVOG EROVEUPAVIONG G€ T0G00TO ¢ Kot 50%.
Onote M YEVETIKY] GUUPBOVAEVTIKTY] KO O YEVETIKOG EAEYYOS KOTEXOVV CMUAVTIKO POAO Kol

OTNV MEPITTO®GT AVTOV TOL THTOL NG ddyvmong (Ppuacipa, 2007).

2.3 Kiwvika Xapoxtypiotikd-PorvoTonog

H meptypoon TV ¥opoKTNpIoTIKOV TOV GUVOPOUOL £YIVE YLOL TPAOTN POPE Ad TOVG
EABetodg wtpovg Kabnynt A. Prader, Dr.A. Labhart kot Dr. H.Willi to étog 1956.
(PWS Association UK). [ToAAéG ekONADOELG TOV GLVIPOLOV TYeTILOVTOL LE VTTOOUACIIKT
Aertovpywkn averapkelo. H doayvootikn aviyvevon OAmv tov atidv givol duvotn to
tedevTaio £T1), EMTPEMOVTOS TV £YKOLPT SAYVOOT KOl TNV KATOAANAT OVTILETOTION TOV
CUUTTOUAT®V TOV GLUVOPOUOVL, YEYOVOG TOV Umopel vor £xel onuavTikn OeTikn| emintmon
otV vyeio Ko wordtnTa {ong Tov atdpwv pe 1o cvvopopo PWS. (Cassidy, 1997).

Emonuaiveror 01t o cvuntodpoto pmopet vo givar moAd SopopeTikd HeTalld TV
actevav (considerable phenotypic variability) (®pucipa, 2007) xor pmopodv vo
dlymplotovy ce 000 KOpleg katnyopieg: 1. evdokpivoroywkéc dvoAeitovpyiec kot 2.
YUYOAOYIKEG  dlatapoayes mov  mEPAaUPAvovy  TOLG  TOMEIC NG OVOTTLEIOKNG
kaBvotépnong Kot duokolmv padbnong, kabmg Kot evog TOAD Eex®mPIGTOL POVOTHTOV

CLUTEPLPOPES KO CLVOICONUOTIKNG Katdotaong. Mepikmg 6e oxéon He Tov voOdAapo
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aAAGQ OYL EVOOKPIVOAOYIKEG GE TPOEAEVOT) Eival Ol SLOTAPAYES OVOTVONG GTOV VITVO, TOV
TEPLOUPEVOVY TOGO KEVTPIKES OGO KOl OTOPPOKTIKES GITVOLEG.
Ot o oVYVEG EVOOKPIVOLOYIKEG OATAPAYEG TOV TPOKVTOVV OO TNV VITOOOAGLIKY|

dvoettovpyia, glvar:

o Hvumepopayia (vrepforikn 0peén) kot 1 emakdA0VON ToyLSUPKia
e To yaunAod avaoctnuo Kot 1 EMAENYN TG avENTiKng opuovng

e 'Ellewyn yovodoTpomvedv (TV OPLOVAV. AVOTOPAY®YNG).

AAleg evOOKPIVOLOYIKEG Olatapayés mov o oxetiloviot dpeco e tov vrobdAapo
elvau:
e O owpnmg twomov 1 (diabetes mellitus) mov yevikd o@eiletar otV
TO(LGOPKIOL
o O vroBupeoeldiopndg mov ogeikeTor oe EAAeyn ™G BuPEOEBEOTPOTOVG

oppovng (TSH).

Ot yuyoroywkég kot cvvouoOnuotikés - datapayes oxetiCoviar pe tov dwitepo
QOWVOTUTIO GUUTEPLPOPAC, 1) OAMDG LK GEPA OO YOPUKTNPIOTIKE GUUTEPLPOPES TOL

GLVVOOEVOLY TO GHVOPOUO KO ElvaLL:

e H avalitnon tpoepng, ToAAES OPES Kot 1] KAOT parynTon

e Eeomdouata 1 Expnéelg Bupov

o Yvuyvéc ahlayéc ot 01Bson

o Enavaiapfovopeves epmToelg

e 'Euppoveg 10éec kot €upoveg ovpmeppopés —katavoykaopot. (PWS Association

UK).

2.4 Muayvoron-diayvootikd Kpitypia -I'svetikés eéetaoeig

[Taporo mov ot €£eTAGELS HOPLOKNG OVAALONG elval gvpémc OBECIIES, 1| TPAOTN

KAvikn diyvoon mov umopet va yiver pe ) Ponbeto evog mivaka pe KOWAS amodekTd
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kpunpw (consensus criteria), mOPOUEVEL TOAVTILOG oONYOs. Ta apyikd dSoyvooTtikd
KpLITHplo. Tov TEONKay TP amd TV avantuén Tov evaicinTomV Kol EWIKOV YEVETIKMOV
e€eTdoE®V, AMOTEAOVVTOL OO TPELS Katnyopies: To kKvupla kpiriple (pe 1 Pabud 1o
kaBéva), to devtepevovta (pe wod Pobud to KabBéva) Kot GAAN CUUTANPOUATIKE
kpunpu (yopig Pabud). To kpumpla avtd epgaviCovior 6To TOPAPTNHO KOl EXOVV
onuoctevtel og dvo  Piproypagikég mnyéc: (Burman, 2001) & (Cassidy, 2007) pe v
€ykpion tov meplodwkov Pediatrics. O oyoAaopog Yo T0 GUVOAKO aplBud Kprmpiov
BaciCetoar oto apBpo tng Cassidy. ZOpeova pe ovtd to kpreipta, vrdpyxet cofapn
vIoYio S yV®GONG TOL GLVOPOLOV GE TAOLL KAT® TMV 3 ETMV, OTAV £YOVV GUYKEVIPOGEL
ouvoAkd 5 Pabpovg pe 3 Pabupovg and to Khpa Kprtmpla 1 6€ Toudd dve Tov 3 eTmdV
otav £xovv GVYKEVTPOGEL 8 Babpovg pe 4 and to Kopia kprtipo. (Cassidy, 2007)

On yevetkég €€eTAGELG TOV YPNGLULOTOOVVTOL Vit T O1dyveoT Tov cuvdpopov Prader
Willi, cuvoyiloviot otov mivaka mov akolovdel. [Tpoxettar yioo Vo gupémg S100EcLES
g€etdoelc, OM®G: 1M YPOUOCOMKN avdAvon vyning evkpivewag (High Resolution
Chromosomal Analysis), mov yiveton pe 1o pkpookomnio kot n eE€taon FISH (Fluorescent
in Situ Hybridization) ¢Bopilwv «in situy vBpdopog, mov cuvnbwg yivovtor tavtdypova,
KaBdg Kot Yoo 000 poplakod OOV eEeTdoemy Kol dev givarl gupémg dradedopévec.
Inuetoveton 0t 1 e&€taomn FISH d¢ pmopel va aviyvevoel and mowdv yovéa mponide 1o
KOs ypopocopa 15 (av mpoépyetal amd ToV TATEPQ, TOTE MPOKVMTEL TO GLVOPOLO
Prader-Willi, eved av mpoépyetor amd 1 untépa, 10T mopatnpeitol Eva GALO cUVOPOLO
ov avaeépetol wg Angelman).

Avtifétog n e&étaon poplokov tOomov DNA  Methylation pumopei va ddoetr
dtbryvoon tov cuvopopov e akpipeta 99%, kabng divel To akpiPES LOVTELD AmTOTUTWGONG
otV kpiown meployn. Kavovikd vrapyovv 1660 100 unTtpikd 660 kot mTatpikd potifa.
Ed&v vrépyer Prader-Willi, mopotnpeitor povo 1o puntpikd potifo aveEdptnto amd 1o

YeVeTIKO TOTO (EAAEUA, UNTPIKY Stompio 1} LETAAAAEEIS GTNV TEPLOYN OMOTOTOOTG).
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IMivaxkoeg 2.2:T'evetikd Teot Avayvmong Tov Xvvopopov Prader-Willi

, , . T ¢ pmopei va AwBeopotnTo
Eidoc EEétaong Tv aviyvever avvebos Etéraonc
povoous | Mg disines | i sy
’Tl VAT 5 xP ,“ , HIKEG Movoyoveikn Alempia, Evpémg
gvkpivelog - avopoiies OTmg: . -
. . MetodrdEerg otnv owBéoipo
e&étaomn e petaféoeig kot . ;
\ . , TEPLOYT| OMOTOTWGNG
HKPOGKOTLO EMTAEOV YPOLOCOLLATOL
FISH - cuvnfmg
yivetal
TOVTOYPOVO. LIE TN
YPOUOGMUIKT|
avéivon
. Movoyoveikn ocopia, .
EMeippata , Evpémg
, . MetoAddEelg otnv .
OTO10VONTOTE PEYEDOVG , ; dwbéoio
TEPLOYN| OMOTOTOGTC.
Moproxég
Eetdosic
(molecular tests)
DNA Methylation | To HOVTEAO | Xe Told YeveTIKO TOTO, | Agv elvan
test TOV | OTOTUTTWOTG omv { 6  popwky  Pdon | evpémg
emPePardver M | mepoyn 15q11-ql3. avikel to wodi. (PA. | dwwBéoo (érog
amoppintel ™ Tapdypoapo 2.2). 2005)
duyvoon ue
axpifela
(accuracy) >99%.
DNA peiétec | And  mowdv  yovéa | MetaArdagelg otV | Agv elvan
TOAVLOPPIOUDV mponABe 10  KAGBe | mEpOY]  AMOTOTOONG, | EVPEWC

xpouocopa 15.

Kdmola eAAeippota.

dwbéoo  (étog
2005)

IInyn:Medical News, the Genetics of Prader-Willi, The Gathered View PWSA
March-April Issue 2005, Volume 30, Number 2. (Keder)

H 0debtepn e&étaom poprokod tomov eivor 1 DNA peléteg moALHOPOIGUOV TOV

yivovtal yio ) o1epebhivnon e UNTPIKNG SICMUING KOl OmonTeiTon apoAnyio amd 1o modi

Kol TOVg 000 Yoveilc yia dptotn axpifeta. :ov Kol To VO YPOUOCHUATO TPOEPYOVTUL OO
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™ untépa toTE MpokLITEL TO0 cLVOpouo Prader-Willi, eved av kot ta 600 ypopocopoto
TPOEPYOVTOL OO TOV TOTEPQ, TOTE TOPATNPEITOL GALO GOVOPOLO TTOV. OVOPEPETAL MG

Angelman. Mnopel emumAéov va dtoryvmoet kot kdmowo eAdeippara. (Keder, 2005)

2.5 Emimoiaocudog tov 2ovopouov

Yroxelo ywo v 660 10 dLvVOTOV OKPPBESTEPT EKTIUNGN TOL EMUTOAACUOD TOL
GLVOPOLOV GpPyLeaY Vo dNUOcLEvoVTaL OTIC apyEg TG dekaetiog Tov 90, kabdg yvotav
O TEKUNPLOUEVT] OAYVOOT Kol EEEMGGOTOV 1 £PELVOA YO TOL LTPIKA Kot GAAa BEpata
nmov oyetiCovioan pe to PWS. Ovoctlactikd dVo pdvo amd TG TPOTEC EKTIUNGELS
Boaciotmkov o emdnuoroywd dedopévo (PA. mivaka 2.3 mov axkoAovbel) Kot
ekmovOnkav oouemvo pe mopdpown  peBodoroyia, - avt g omapifunong TV
TMEPIOTOTIKMDY GE GUYKEKPLUEVT] YEMYPOUPIKT TEPLOYN, OPOD TPAOTO POTHONKAV YlOTPOL,
EWOWKA KEVTPA, OKOUN Kot EMOKENTES VYElOG o0& oyoAela, kabdS kot dArol €01K0l, OV

gpyalovtatl 6Tov Topén NG EWOIKNG oywyng Kot ekmaidgvong (Whittington, 2001).

MMivaxkag 2.3 Emonpoioyikég Meréteg yia 1o PWS, 1990-91.

. SKARABORG,

Agdopéva N.DAKOTA, H.IL.A SOYHAIA
Kotaypagn Atopwv (#) 16 9
HAuclokn opdoa 9-30 €1 7-25 €
MAnYuopos omy AARdoKN 263.444 (9-30 1) 70.151% ( 7-25 &)
opdoa
Em:nok(muog oTNV NAMKIOKN 1:16.062 1: 2.000
opdoa
Xuvolkog [TAnBvopoc 629.743 273.435
Emnoloopoc o010 GUVOAO 1:38.395 1:30 381 %*
TOL TANOBLGLOV

* O winBoouog avapépetar otny mpwtotony epyacio. (Akefeldt et al., 1991)
** Extiunon oixn puov, o€ oivetal 1o oxpifés ueyebog.

Ot 510p0pEG TOV TPOKVATOVY OVALESO OTIC OVO EKTIUNGELS, UTOPEl va opeilovTal
UEPIKMG GE GOAALOTA KATA TN SEYUOTOAN Wi, KOODG Kol SopopEG GTNV KATOYPOPT TV

neprotatik®v (Whittington, 2001).
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H endpevn peyordtepn emdnuoloyikn peAétn mpaypotomomdnke ot Meydin
Bpetavia oe cuvolko mAnBvopd S ekatoppvpiov Katoikmv mepimov. Avaeépetor OTL I
Wwovikn pEBod0g TG TLYUOTOINONG TOL JEIYUATOC OEV YPNOLUOTOMONKE OVTE GE QLTI
™V perén, kabag dev etvan mpaktikn néEBodog Yo Tig omaAviEg TN GELS, OOV omotteiTon
KAvikn odyvoon. ‘Etotr ypnowomomnke 1 puébodog g xotapéTpnong OAov tov
YVOOTOV TEPIMTOCEDV GTNV TEPLOYN, OT®G eEAAAOV KOl OTIS TpoovapepDeices HeAETEC.
Kotd ™ dudpkela g meptddov perémg petacd tov ZemteufPpiov 1998 kat tov Iovviov
2000, avaeepnkay 167 mepmtdoelg and t1g omoieg ot 123 amodeiybnkav mbavég yio
ouyvoon. Telkd ocoumeptAn@ednkay oTIG EKTIUNGELS OVTNG NG HEAETMG 96 dToua.
Avdapuecsa tovg Bpédnkav 68 pe emPePoropévn yEVETIKN 018 yv@OON Kot 0L LTOAOITOL LOVO
pe kMvikn odyvoon. (Whittington, 2001).

ZOUPOVE PE TNV TOPATOVE HEAETY), O EMTOAAGUOC 6TO GUVOAO TOV TANOLGUOV TNG
YE@YPOAPIKNG TTEPLOYNG, extipdTon oe 1:52.000. Oewpeitor 6TL TAPA TOV GLVIOVIGUO TOV
EWOIKOV Kol TOV KEVIP®V TOL GCLUUETEL OV, TO TOCOCTO TWV TEPIMTMOCEWDYV TOV OEV EYOVV
KoToypoel, TOPOUEVEL OXETIKE VYNAO Kot ogeidetal e eEAAeimovoeg TnéC. To yeyovog
aVTO EVIGYVETOL OO TNV TOPOVGI SLPOPDOV, TOV TAPATNPOVVTOL GTIG VTO-TEPLOYES TNG
€peuvag ava eOA0 Kot nAkio. AvagEpeTol €TINS 6€ GLVOLVOCUO KO LE TIG TPOTYOVUEVES
EKTIUNGELS OTL, Ol SPOPES AVAUESH OTIC EKTIUNGCELS Umopel amAd vo opeilovion og
Toyoio gpedvion tov cuvdpopov. H avtiotoym eldyom extipnon tov peyéBovg tov
EMMOAAGLOV GE oyéan Ue Tig Cmoeg yevvnoelg eivat 1:29.000 (Whittington, 2001).

To yeyovog Ot o1 mponyoveves pehétes lyav cuumepAdpel oty opdda TV ATOp®V
pe PWS, dropa xor pe khwviky poévo ddyvoon 1 pe «un tomkd PWS», eivor modd
TOavOV vo £yl 0ONYNOEL OE VIEP-EKTIUNOT TNG GLYVOTNTAS ELPAVICTG TOV GLVOPOLOV.
Etvon mAéov yvwotd 011 1 avdivon pebBviioong divel akpipn didyvoon tov cuvopoOrov
kot 1 ovéivon FISH xoBmg kot ov peréteg moivpoppicpdv DNA cvpfdariovv ctov
TPOGOOPIGHO  TOL UNYOVIGHOD TNG YEVETIKNG ovoporog (PA. moapdypago 2.4).
Avagépetal 0TL N TPAOTN ETONUIOAOYIKY] HEAETN OV PaCioTNKE AMOKAEIGTIKA GE dTopa
pe emPePoropévn yeveTkd Odyvoon mpaypatomombnke otnv Avotporio Kotd TNV
nepiodo 1998-2000. Zoppmva pe v Epguva avtr| Kataypaeoviot 30 yeVVICELS TV
pe PWS, péyebog mov divel pua extipnom oto ohvoro twv yevvnoewv 4/100.000 {doeg

yvevvnoelg N mepimov 1:25.000 {doeg yevvnoels ava £10¢.
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Ocopeitor 0Tt T0 pPéyeBog avtd amotelel pio €AAYLOTN EKTIUNON TNG GLYVOTNTOG
EUPAVIONG OTO TOCOCTO TMV YEVVIGEMVY, KUPIMG YTl 1] TPp®TN BETIKN AVTATOKPIOT) TV
Apyxov Ntav o€ 10600tO 97% punvidiog, OPLOS N TEAKY OTOGTOAN TOV CLUTANPOUEVOL
epoTpaToroyiov €yve Yo o 75% TV TEPOTATIKOV. AALOG AOYOS TOL AVOPEPETOL YLOk
TNV VLO-EKTIUNON TNG ELPAVIOTIG TOV GLVOPOUOL ivar 1 SuoKoAia O1dyveoNg Yo KAmolo
TEPLOTOTIKA, YL TOPAOELYLLOL TOV OEV EUPAVICAV 1OLOHTEPO VITOTOVIKG YOPAKTNPIOTIKA

KOTA TN YEVVNGT TOVG Ko 1) d1dyvmor kabvotépnoe (Smith, 2003).

ITivaxog 2.4 Emonpoioyikég Meréteg Yo 1o PWS, 2000-2004.

. . H. Baoiiero
Agdopéva (I));:)\(’)ip ¢ AD;B%‘;)“W (Anglia & Oxford)
2001
Kotaypaen Atopwv (#) | 78 emPBefariopéva 30 96 (68 e
LLE YEVETIKO emPefaropéva am[isﬁmcou &y
éEleyyo LLE YEVETIKO adl
evra YEVETIKA S1AYVOOT))
HAuciokn opdoa Neoyvd €mc 56 Neoyvd O\EC
Yuyvomra ['evvicemv 1:26.676 (yio tnv 1:25.000 (yw )
nepiodo 1993- NV TEPi0d0 1',29'000(71'& G\
2000) 1998-2000) nepiodo 1998-2000)
XuvoAkog ITAnBvopoc 6 ekaTouUVPLOL 5 ekaToppvplo
Emmoroopde = 1:76.574 M/A* 1:52.000
GUVOAO TOL TANOLGLOV

* M/A: My dwoféaiuo

Extymoelg yuo  tov emmolacpd tov ovvopdpov mov Paciomnrkov Kot AL
OTOKAEIOTIKA GE GITOMOL PE TEKUNPLOUEVT] YEVETIKA O1dyvoon £ytvay oto BEAylo yuo v
nepiodo 1993-2001 omv meproym g OAGvIpag e TANOLGUO 6 EKATOUUDPLO KATOIKOVG
nepimov kot Ppébnkav cvvorikd 78 dtopa (1:26.676 {doeg yevvioelg Kol ETITOAAGUO
0T0 GLVOAMKO mANOuopd 1:76.574). Avoaeépetor OTL TO EKTYUMUEVO TOGOGTO TV
YeEVVNGE®V avd £T0¢ PplokeTon 6€ CUUPOVIO UE TIG EKTIUNGELS TOV EMUTOANGLOV TOV
Whittington oto Hvopévo Baociielo mov mpomynfnke, xobmg ko pe v eAdytom
extipnon mov divetan oe avtiotoyn HEAETN Yoo TV AvotpoAios OT®G TOPOVCIACTNKE

nponyovpéveg (Vogels, 2004).
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H mo mpdceatn épguva yio to Bépa Tov emmolocpol £yve yo TNV TEPLOYN TNG
Avtikng Avotporiog mov €xet cuvolMkO TANBvouod 2,1 eKOTORHUPIN  KOTOIKOLG.
Evtoniotniav 56 dtopa (39 dropa povo pe emPePoropévn yevetikd odyvoon) nlkiog
amd veoyva €wg Kot 49 etdv. O emmolacpdc ektiunnke, pe Pdon tov apBud tov
YEVVIIOEMV LEGO GTNV TEPLOYN NG £pevuvag, dnAadn 31 drtopa amd 10 GHVOAO TV 56
atopwv, oe 1:29.500 {ooec yevvnoelg, pnéyeboc kpodtePo amd oVTO MOV AVAUEVOTAV.
[Twotedeton 6Tt 1 HEBOSOC NG KOATOYPOAPNS TOV TEPUTTOCEWMY - EVOEYETAL VO TEPLEYEL
oQAOALATO OTOKAEIGHOD KAmowwv atopmv. Tpdypatt to péyebog avtd elvon pikpdtepo
amd To ovTioTOlYo TOL &iyov katoypopel kotd TNV PPAloypagikny €mioKOTNoN TNg
€PELVOG AVTNG, ONAAON 1 EKTIUNGN TOV EMMOAAGHOV diveTol o€ éva gvpog 1/25.000 —
1/29.000 {doeg yevvnoelg pe Paon Tig EMONUIOAOYIKES LEAETEG TTOL eiyoav TponynOel
petald tov etdv 2000 kot 2003. BéPata Kot maAt OAEG 01 TapamAve LEAETEG EXOVV Yivel
pe Pdon ta dtopa mov givol yvootd 0Tt Exovy dtayvmabel. [Tibavdg vdpyet £va T060oTo
aTOU®V TTOV OgV £)EL emionun Obyvwon, Kabdg apyikd 1 ddyvoon yvotav uoévo pe TV
EQUPUOYYT] TOV KMVIKOV KPuItnpiov Kot HOTEPU Omd TNV KATOYOPM®GT TOLG oTn O1ebvn
Broypagia to étog 1993 (Thomson, 2006).

Molwkog €AeyX0G Yoo TN CLYKEKPUYEVT) YPOUOCMUIKY OVOUOADL GTNV TEPLOYY| TOL
glval vreHOBvvN YL TNV EPEAVIOT] TOL GLVOPOLOV KOl CLYKEKPIUEVA TNV Tepoyn 15q11-
ql3 dev eivar 0modekTOG pEYPL onuepa  amd mAEvpag Kootovg. ‘Etor m mo
amoteAecUATIKY HEBOOOC Yo TOV EVTOMICUO TV acBevov pe to ovvopopo Prader-Willi
etvan to teot DNA methylation mov pmopet vo npaypoatonomfel oe mAnBoucpd vyniov
Kvoduvov, 0mtmg €yve Yo topdderypo otig H.ITLA og 450 acBeveig, dmov vanpye n vroyio
YL TN GLYKEKPIUEVN dtdyvwor (Burman, 2002).

SUVOTTIKG OLOKPIVOVTOL OPKETEG OVOKOAIEG KOTA TNV TPOOTADELL EVIOMIGUOD TV
atopov pe PWS. Qo mpénet va 60000v amaviioelg oxetikd pe 1o mog opileton to
oLVOPOLO, 6V OAES O TOOVEG TEPIMTMOGELS £YOVV TPAYUATL OVTH TN S1dyvmon Kabmg Kot
oV TO VTOAOUTO. GITOMO TTOV OLOUEVOVV GTN GUYKEKPLUEVT] YEWYPAPIKY TEPLOYN TOL
eEetalerar, oev €govv avtn T ddyvoon. I[lapdro mov ot yevetikéc e€gtdoelg divouv pe
apketd peydAn oxpifeld ™ Sdyvoon KoBOG Kol TO YEVETIKO UNYOVIGUO TOL TNV
npokaAese, To(a) yovido(a) TOV EUMAEKOVTOL OTNV  EUEAVION TOV  YEVETIK®OV

YOPOKTNPLOTIKAOV TOL GLVIPOUOV deV £yovv axoun eviomiotel (Whittington, 2001).
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2.6 Avtiuerawmion tov courntwudrov & Eunsipixd Asdouéva,

Agv VTAPYEL KATOLOL PAPUOKEVTIKT Oy®yn Yo TV €EAAEYN TOL GLVIPOLOL, KOOMG
opeidetal og mBovmOG apKeTE Yovidlo kot 1 yovidlakn Oepaneio Bpioketot akdun pokpid.
Kowd oxevdopoto mov ypnoyomolovvior amd Tovg vaépPapovg avlpamovg yior v
EMATTOON NG OPEENG OV PAIVETOL VO EXOVV CNLOVTIKA OTOTEAEGILOTA Y10 TOVG 0o0eVEiQ
LE TO GUVOPOLO, GLYVA TPOKAAOVV TTaPEVEPYELEG Kol BEPata dev umopoHv va yopryovvTon
el mOAAG €1).

[TpoteiveTon (o celpd omd apkeTES OEPATELTIKES ay®YES, KAOMG Kot TEXVIKEG KAANG
dloyelptong, Tov UTOPOVV VO ELOYLGTOTOMGOVV TIG EMUEPOVG EMTTOCELS TOL GLVIPOLOV

GTNV COMOTIKN KOl YLYIKN LYEio TV atOp®V pe to ouvopopo. Tlepriappdvovral:

e Koin dwayeipton g Aotpoene.

e KoAn olayeipion tov QaVOTUTOV GUUTEPIPOPDV (GE O TO, KOWMOVIKE
nepairovta wov Cel To moudt).

e  YVVOMKTN €VOOKPIVOAOYIKN Tapakorovdnon pe Bepomeio vrokatdoTooNng
™mG  avénTikig  opuovNg Kot Oepamelo.  vmOKOTACTOONG  TOV
YOVOOOTPOTLVAV, OTTOV OTTOLTELTOL.

o Ilpoypappa @uowobepaneidv  (Kvpiwg — amod @vo100epamevTEG
VELPOEEEMKTIKNG aywyng), epyobepameiog OmOL GvoTHVETOL KOl 1
AweOntnprokn OhokAnpwon (Sensory integration) oviAOYo [LE TIC AVAYKES
kot AoyoBepameiag epOcoV YPEOCTEL.

e Aocknom, omov mpoteivetan petalh AAlmv 1 Ogpomevtiky wmnacio Kot M

Bepamevtikn koAvpupnon (PWS Association UK).

H dvvapikn mapovsio tov cVAAIY®V ac0evdv Tov EKTPOGHOTOVY TOVG acbeveig Kot
TIC OWKOYEVELES TOVG, €xel oLUPdAdel omnv ykoupr, KATAAANAN kot wAEov emikoipm
TANPOPOPNCON TOV 0chevdv, Yoo TV KaAvtepn dwyeipion TV mpoPfAnudtov mov

oLVVOOEHOLY TN O1yvwon] Tovg. Ol 16TOGEMOEG TOV CLAAIY®V OTOTEAOVV GTLLOVTIKN
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TANPOEOPNON Yl TIG OKOYEVELES KOOMDS KOt 11 GVAAOYN Tovg amd ApBpa, PiPfiio ko
TEPLOOIKA, TOV £KHIOOVTOL KOTA TOUKTA YPOVIKA OLOLGTILOTOL.

[TopdAAnio ot epevvnTIKEG ORAOEG TOL OOCYOAOVVTAL UE TO GOVOPOUO O1eBvac,
adtdkona wpocmadodv va Bpovv pebBddovg, dayvaotikd epyoirein, VEES TeXVOLOYiES KO
KOATOAANAT  QOPUOKEVTIKY] Oy®yn, OMOL omouteitol yww v mepimtoon  ovty.  H
OLVEPYOGIN OAMV TOV EMIGTNUOVIKOV OUAO®V £YEL 0ONYOEL GE GUVAVINGELS EWOIKAOV: M
npdTN 61 Zopiyn 1o étog 2002 kar n 2" otnv Toulouse to €r0g 2006, TPOKEUEVOL VaL
napBodv Kowég anoedcelg Kaboptotikég yioo T Pehtioon g vyelag aAld kol g
nmoldtntag Cmng tov achevav pe to PWS (Molinas et al., 2008).

Onwg emonuoaivetalr oty mopdypago 2.3, TO CUUTTOUOTO Kol 1) £VIOCYT TOLG
dapépovy amd dtopo o€ dtopo pe TN odyvoon. O cvAroyog twv HITA (PWSA USA)
Kot 10 €Wwo ké€vipo ywo to PWS om T'addic (PWS Reference Centre), &youv
ONUOGIEVCEL GTATICTIKG OTOLXEID Y10 TO TOCOGTO EUPAVIONG TOV GUUTTOUAT®OV TOL
oLVOPOUOV, GE oL TPOoTABE Vo YiVEL GUVOMKN KATOYpPAQN TOV OTOU®V HE TN
olyvoon, kobdc Kol ovaeopd oto  Jlieopa. TPOPANUATO OV  OVTILETOTILOVV Ol
acbeveic.

Kowd ototyeio g GLAAOYNS TOV TOPATAVED GTOLXEI®MV €lval O TUTOG TNG YEVETIKNG
ddyvoone, N nAkokr opdda Kot o @VUA0 Tov 0cBevovg. Kabaog ot PBdoeig avtég
OlPEPOLY G TPOG T LIWOAOWTA GTOLElDL TOL €YOVV OMUOGIEVCEL, TopoTifETOL paL
GLYKPITIKT] TOPOLGIACT) TOV OE00UEVOV e oToEl OV o€ KAmolo Pabud dev elval
TANPN, divouy OH®G pid EKOVOL YIoL TNV ETKPATNGCT KATOU®V YOPOKTINPLOTIKOV GE OO
SopopeTIKoL TANBVo UKD LEYEBOVG XD PEC.

Ta dedopéva tov cvALOyov twv HITA, mapovsidotnkay ce TPOGPATO GLVEIPLO TOL
AteBvoig Opyaviopot yio. to PWS (Heinemann et al., Taiwan 2010). H éx6eon pe ta
CLUTEPAGLATO TTOV  HOPAGTNKE OTOVG GULUUETEXOVTEG, elvon Oabéoiun Kot otV

10T00EAd0 TOV GVAAGYOV: http://pwsausa.org/research/. H opdda Tov €161K00 k€EVIPOL NG

Toulouse otn F'odAia £xel dnuocievoet To TpmTa aroteréopato omd ) Bdomn dedopévov
mov dwtnpovv (Molinas et al., 2008) kot mopovcioce emiong To MO TPOGEATO

amoteléopato 6to 0lefvég cuvédpro g Taiwan to 2010 (Diene et al., Taiwan, 2010).
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2.7 Aiglveis Baoeig Aedouévav yia to PWS

H npdtn mpoorndOeia palikng cvAloyng dedopévev yioo Tovg acbeveis pe 1o PWS
Eexivnog, pe v apotoPfoviio Tov Zvppoviiov Kiwvumg latpikng (Clinical Advisory
Board) tov ZvAloyov Prader Willi Syndrome (Prader Willi Syndrome Association USA
N mo ovvtope PWSA -USA), mov amoteieitor oamd KAMVIKOUG 1dTpods Kupimg
[Tavemomuoako®v Nocokopeiov Taidov tov H.ILA. O cOAloyog, pe ™ Ponbewa tov
ovpfovAiov avtov, oyediace kol ekmOvnoe TV mPAOTH wTpkn €pevva (first medical
survey) Tov cLAALOYOL To £t0g 2004, e GKOTO VO TPOGOIOPIoEL TN HAKPOYPOVIOL 1TPIKN
eEEMEN ko TN euowkn €EEMEN TV ATOU®V pE TN - Olyvwon Tov cuvvopouov. H
CUUTANPMOOT] TOV OCYETIKOV EPOTNUATOAOYI®V - €yIve  JOUECOL TOV  GLVOEGHOV

WWWw.pwsausa.org/population, mov [piokeror - 6TV 16TOGEADN TOV  GLAAOYOUL.

[MeprrapPavovrar dedopéva acbevmv, TOAVAOS Kot amd GALEG YDPES TOV KOGLOV, KOONDS
dev 1ifeton KAmOlOG TEPLOPIOUOG Yo TH YOpo Tpoéievons. Ag onueiwbel 0t 0
opyoviopdg avtoc dwbétel emiong Ko PBdon dedopévov pe 178 Bavdtovg, 6mov £xel
npocdoptotel | artia Tov Bavdtov otig 152 nepuntwoeic (Heinemann, 2007).

H npdt mapovoicon tov anotehespdtov g Bdong Asdopévov tov H.ILA éywve
otnv Toulouse to étog 2006 kotd t didpkea g 2™ cvvdvinong Edikdv oto Prader-
Willi, 6mov 16te elyav cvumepiAneBei 1471 dropa. ‘Eyive katoypagn OnUOYPOOIKOV
O0edOUEVMV KOl KOTIYOPLOTOINGT TV 01KOYEVEL®V G€ opdoeg nikiag: 0-5, 6-18, 19-34
Kot atopo peyolvtepa twv 35 etdv. H ohykpion tov wotpikdv dedopévmv £ytve cOUQ®VAL
pe to yevetkod tomo (PA. mwapdypopo 2.2 T'evetikn Tov Zovopopov): pkpd EAAEUNA GTO
ToTpIKd ypopocouo 15 ommv meproyn 15q11-ql13 ko Movoyoveiky Mntpikn Acopia,
KaBdg Kot GOUEOVO HE TO KPUTNPO YOPNYNong M un g ovéntikng opudvng.
(Heinemann, 2007)

Avti N avagepopevn wg tpot latpikn ‘Epevva (first medical survey) copninpodnke
apyoTePa e VEQ OEOOUEVA BALDV 0GOEVAOV KOt £TOL £mG TN OEVTEPT] TAPOLGIACT] TOVG TO
Mo tov 2010 oto 7° Emotnuovikd Zvvédpio mov dopydvooe o Aebvig Opyoviopog

vy 10 Xovdpopo Prader-Willi (IPWSO) elyav cvvoAiikd avtamokpifel 1787 dropa pe
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ebpog nhkiog and ) Ppepikn £mog to 67 €t (Heinemann et al., 2010). 'Evag apketd
peydrog aplfpuog and ta dropo g Tpdtng pguvag (520 dtopa) coppeteixav apyotepa
o€ 0gvTEPN €pEVVa, TOL €KTOC Omd 1TPIKA dedouéva mepleddupave ototyeio yo ta
EKTOOEVTIKG GYNHOTO TOL aKkoAoLOOVV Ta madd pe PWS, Bépato cvpmepipopds Kot
yoyoroyiag, cuvOnkeg dtafimong yia ta dropa dve Tov 18 etdv, Kabdg Kot diepevvnon
mhavng oxéong pe tov avtiopd (PWSA-USA, 2011).

Onwg iomg yivetow €bOkoAo KoTOVONTO, 1 GCLAAOYN T®V. OEOOUEVOV eV  EYEL
otopatnoet. H prhocoeia g Bdong avtng etvar va yiveton pio suveyng GuAloyn 660 1o
duvatov PeEYaADTEPOL aptBpoy dedopévev, Tov B Tuyxdvovv enefepyaciog o Kamolo
YPOVIKE SLOCTNUATO, £TCL MGTE VO, YIVOVTOL EVPEMS YVOGTA OA0 T 1TPIKA TPOPANaTA,
OV UITOPOVV Vo, BEGoVV o€ Kivouvo akoun Kot ) (N TV achevov aAld Kot dtoTapayEg
CLUTEPLPOPAS KO YUYIKNG VYOG TV ATOU®V [e TO GVUVOPOpO. Onwodnmote yivetol
avTANmTd omd Tovg SMUIOVPYOLG NG Phong 0Tt 0 TPOMOG GLAAOYNG AVTAOV TOV
dedopévov umopel vo 0EcEL TEPLOPIGLOVG Y10 TNV 1ATPIKT] EpEvva, KaODS Y10 Topdoety Lo
umopel va mepiéyel peponyio (ascertainment bias), mov umopel vo Eemepaoctel pe To
peyéro péyebog tov Oetypatog. Avoaeépetor emiong 0Tt 0ev vrapyet emPePfaimpévn
poplokn Sdyvmon o€ KAmowovg acBevels, yivetar OUmg Kotaypagn achevav peydiov
nAKliokod €0povg (amd ™ yévvnon €mg 67 €1®V) Kol AETTOUEPNG KAALYN TOAADV
oxetikav Bepdtov pe evolopépov (Heinemann et al., 2010).

Mo d10popeTiKy] Tpoodyyion yio. T onuovpyion Bdong Asgdopévov akorovOnoe m
opada tov Ewwod Kévipov yia to PWS mov €dpedel oto tpunqpa g Evookprvoroyiag,
I'evetuag, Tuvaukoroyiog kot acBeveidv tov Octdv  tov Nocokopeiov TTaidwv g
Toulouse ot ['oAlio. H ovykekpiuévn Baon Agdopévov dnpovpynnke omd tnv opdda
TOV KEVTIPOV, UE OKOTO VoL YIVEL EMIONUN KATOYPAPT TOV TEPUTTMOCEMY LE TO GLVOPOLO
omv mepoyn g Notwg ['aAkiog, €161 dote va yivel peco QKT 1 €KTOVNON H0G
TPOOTTIKNG NUL-TEPAPATIKNG 1TpIknG peAétng (Cohort Study). ZOpowvo pe T HeAETN
avtn ot acBeveic evromilovror amd v Evapén g Bepameiog Tovg Kot 0 EpeLVNTNG EXEL
o1 O61abeon| Tov otoyeia Yo T mopeia Tovg mov ta Kataypdeer (Katépn, 2010). ITwo
LoKpOTPOBECLOG GTOYOG TNG ORAdNG NTAV TO €PYO TOLG VAL AMOTEAEGEL TN PAon Yo TO

OYEOGO LEALOVTIKMV TOAV-KEVIPIKAOV LEAETMV TTOV O akoAovBovoav.
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To kévipo awtd 10pHOnke t0 2004, Votepa amd andpacn Tov Yrovpyeiov Yyelag g
ToAMog kot omotedel T0 TPOTO VPOTAIKO €O0KO KEVTPO (centre of reference) ywo. T0
PWS, pe meproyn evbbvng apywd t Notwo [oAria. Apydtepo amopacicOnke va
ocopmepAn@Bel oAdKANpM 1 emkpatee ™G ['adAiog oe cuvepyoosia pe 10 cOALOYO TOL
exmpoownel tovg oocbevels oe ebBvikd eminmedo. Kabodg £€va peyddho tunque. Tov
gpotnuatoroyiov ¢ Eurordis mov ypnoomoteital oty mapodceo SUTAOUATIKY pyacio
€xel mG KHPLO0 GTOYO TOL VO KATOYPAWYEL TIG TPOGOOKieG TV acbevdv amd ™ Asttovpyia
€VOGC TETOOL €OKOV KEVTPOV, dlevkpviletor 0Tl TO €W0WKO KEVIPO OMmG kol GAAQ
TapopoL KEVTIPA eELTNPETOVV KVPIMG TPELS GTOYOVG Agttovpyiag: 1. T PerticTomoinon
™G ddyvaoons tov aclevav kabmg Kot Tng epovtidag Kat dtoyeipiong OA®V TV Bepdtov
oL oyetilovion e T ddyvoon avtr oe oAOKANpT T (o1 Tovg, 2. TNV EVNUEPMOT KoL
™V ekmaidevorn emayyelpatiov vysiog kot 3. v oavdmtuén 1 kol vrootpién
TpoypoppdTOV PBacwkng épevvag kabmg kot KAwikdv kot Emdnmuoloyikdv Meletmv
(Molinas et al., 2008).

MeBodoroyikd mponynnke épevva ota oTpkd. apyeio (records) TV WTPOV TOL
noapakorovfovv toug acbevels, oe Katahdyovg mov £xovv dnpovpyndet omd cLAAGYOLG
acevadv KaBde kol oe PAcELG OEGOUEVOV A0 EPYACTIPLOL YEVETIKNG Oyveong, €101
MOTE VO YIVEL Lol TPOT EKTIUNOM TOL PO T®V ATOUMV TOL EXOVV TI GUYKEKPUEVN
odyvoon. H tedikn ektipnon tov peyébovg ntav 180 droupa yio v meployn evbuvng tov
Kévipov. Apyikd ovupeteiyav  acleveic mikiog 0 éog 20 etdv votepa  amd
emPePortpévn YEVETIKN 016 yvmOT e Hoplakd EAeyyo. AVO xpovia petd v Evapén g
ovALOYNG dedopévav. elyav. cvumeptnedel 146 dtopo ovtod TOL MAKIOKOD EVLPOVE
(mrocootd 81% G apyikng ektipmong). Kputmpilo amokieiopod amd v épguva NTav 1
EMewyn  emPBePoropévng  yevetikng Oowdyvoong pe poplakd  Eleyyo. Ot acBeveig
GUUUETEL OV VOTEPA OO YPATTH GLYKOTAOEST] T®V 1010V 1 TV Yovidv toug. H cuiioyn
TOV 0edopéveY €YvE amO TOVG 10TPOVS MOV TOPAKOAOLOOVV To GTOpM, TOLdId Kot
EVIIMKEG HE TO GHVOPOUO KOl TOPAAANAQ dOONKOV GTOVG YOVEIG TOV ATOU®V £VTLTTO Yo
TN GLALOYN TOV YLYOAOYIKMOV OEOOUEVOV.

To mpdto évtumo mov cvumAnpmOnke amd TOLG WTPOVS, TEPLEAdUPOvVE 1OTPIKA,
KOWmVIKA Kot dnpoypaeikd dedopéva (MSD form). Metd and éva ypdvo cupminpodnke

dgvtepo €viumo ocvveyllopevng mapoakoiovdnong (follow up) yuw pikpdtepo apBud
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petafAntov, votepa amd enaveEETaon TV achevodv HEcH GTo TAOIGLO TNG KOTOYPOPNG
enmavorapPavopevov petpnoewy yuo v vyeio toug (longitudinal study). Zroyeio yuo tnv
YUYoAOYioL TNG OIKOYEVEWS GLYKEVIpOONKOV pHe TN Ypnon TPV (3) OPOPETIKAOV
EVIUTTOV: TO TPMOTO AVTICTOWYEL OTO EPMINUOTOAOYIO ocvumeprpopds mordd (Child
Behaviour Checklist questionnaire CBCL). To dgbtepo évrumo mepthapPdver tpia
gpotnuatordylo kKApokag: Ayyog (14-media Perceived Stress Scale), Spielberger Test
Anxiety Inventory (STAI) xon Beck Depression Inventory —II (BDI-II). To tpito évrumo
etvar 10 gpompoatordyro tov Iaykdspov Opyavicpod Yyelog ywo v Howdmto Zong
(WHOQOL-BREF).

‘Eva and to cvpmepdopata ota omoion odonyndnke 1 opddo TOL KEVIPOL NTOV M|
EUQOVIG TTPOOOOG TV ATOU®Y OV eiyav AdPel £yKaipn O1dyvmon Kot ToVTOYpOva NTAV
AMOOEKTES OGS TOAD-TOUENKNG Qpovtidag (multidisciplinary care). Ta. dtopo avtd OV
niAiog kot tov 20 etdv Kol mopovsiacay Eekdbapo SPOPETIKY KAVIKY €1KOVO O
oLYKPLION UE LEYOADTEPO ATOLO TTOV KOTA TN SAPKELD TG TOSIKNG TOLG NAIKIG dev TV
OTOOEKTEG TOV VEOV Ol0YVOOTIKOV EPYOAEIOV OV dNUovpyndnkay ov apyn g
dexoetiog Tov 90 kot dev EraPav Bepoaneieg mov avoarthydnkav ToAd apydTepa.

To étog 2007 to Ymovpyeio ¢ [aidiog evBdppuve v epappoyn g Paong
dedopévov oe oAOKANpN TN ToAlikn emikpdtelo yeyovog mov odnynoe, yopic woapio
petafoAn oto AoyoKd TS PAonc, 6T GLALOYTN oTotKEl®V Yo Eva EVPHTEPO TANBVGLO.
To kévtpo avérafe TNV EKTOUOELON TOV VEOV 1OTPIKOV OUAO®V TOV ETPOKELTO V.
oLUTEPIANPBOVV KoL TV 0pYEvmoT TG CLALOYNG TV VEwV dedopévav.(Molinas et al,
2008) 'Etol, copomvo pe Tpdseatn Topovsioon TG opddas Tov KEVIPOL G€ SleBVES
oLVEDpLo, €xovv TTAEOV Katoywpnbel otoyeia yuo 255 dropo and to chvoro twv 417
aTOU®V [E TO GVVIPOUO TTov Exovy evtomiotel ot ['adAia (Diene et al., 2010).

Gaiveton 611 N avdrTLEN TS CLYKEKPLUEVNS PAomg dedopévav 6To E0KO KEVTIPO TNG
Toulouse Mtav M apyn yw@ T ONpovpyio MG EVPOTAIKNG PACNG OEOOUEVOV TOL
gykpibnke ota mhaicio Tov 6” Kowotikod IThoiciov ZtipiEng ¢ pépog evog moAv-
KEVIPIKOV £PELVNTIKOV TTpoypaupatog Baowkng Epevvag ko Kiwvikng Meiéng (Holland
et al., 2009). To mpoypappe vrootpiydnke omd OSEMOTNUOVIKY OUdda OV
wepleddpPove KAVIKOOS 10TPOVG HE OmOOEdEIYUEVY] EPELVNTIKY €VACYOANGON WE TO

GUVOPOUO KO TNV KAWVIKNY TPOKTIKT, £OKOVG GE aVATTUEN TPOYPAUUATOV AOYICUIKOD
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v Bdoeig Aegdopévav, kabdg Kol EKTPOCOTOVS 0GHEVAOV Amd TOLG OVTIGTOLOVS
ovAAOYoug ™ M. Bpetaviog ko g [NoAriag. O okomdg g Pdong avtng MoV va
VTOGTNPIEEL TNV TOAV-KEVTPIKT YPNUATOSOTOVUEVT] EPELVA KO OYL TNV, KAVIKT TPOKTIKY).
Ot gpevvntikég opddeg mov mpdkertor va N ypnoponomcovy, Ba kabopilovv to
dgdopéva mov Ba cuAiéyovtor kKabe eopd. Ta dedopéva TPOKELTOL VO CLGGMPEHLOVTAL
€161 Wote, og PAOog xpOVOL VO ATOPEVYETOL 1) OVAYKT] Y10 EXAVAANYY GTOLYEIWV TTOV OE
petapdAiovtor pe TV mapodo Tov YPOVOL Kot £TG1 Vo OIEVKOAVVOVTOL TOGO Ot acOeveig
0G0 KOl Ol EMGTAOVEG KATA TN GAoN TNG GLALOYNG VEOV OE00UEVMYV, LE TEMKO GKOTO
TIG LOKPOYPOVIES LEAETES KOl TIC KAMVIKEG OOKIUES (treatment trials).

YUVOTTTIKG OVOPEPETOL OTL TETOLOL TUTOV TOAVKEVIPIKEG UEAETEG €lval amopoitnTeS
OTOV TPOKELTAL Y10 Ho omdvia Thhnon émwg givon 1o cvvopopo Prader-Willi. Tpaypartt,
etvar ToAD dVoKoro va mpaypatomomBodv avaAdGELS 68 KAmowo YMpo e pkpod detypo
actevav, kabmg arartovvtal Kpiotua otowyeia, Onwe £va Ueydlo NAKIOKO €0Pog 1 O
OLOLPOPETIKOG TUTTOG TNG YEVETIKNG Oyveong 1 akoun 1o €idoc Bepancioc. EmumAéov,
Bewpeitan avaykaio  a&OTOTH Kot VORI cVALOYN, dlayeipton Kot avaAvon 0e00UEVMY
oe MOAMEG Yopeg TS Evpdnng tavtoypova, £tol dote va dievkoivvlel kat n cVykpion
petalh tov yopodv oe BEpaTo OTMG M TOPOYN LANPECIDOV EKTAIOELONG, VYEING KOt
KOWOVIKNG ¢povtidac. Télog por tétown perétn emrpémer v KobiEpwon pog
OLEMOTNUOVIKNG KMVIKNG EUTMEPIOG Kol 00MNYEL TNV avATTLEN TG APIGTNG TPOAKTIKNG
otV Evponaikr 'Evoon (Holland et al., 2009).

Xpovoroyikd mo mpOGEATe EEKIVIIGE M KEVIPIKY] KOTOYPA®N TOV acHevdv otnv
Avotpario kot ) N. Znhavdio, pe okomd Kuplwg TV TANPOEOPNOY| CYETIKA UE TIC
0@éleleg oAb ko TOOVEG TapevEPYELES amd T Yopnynon e AvEntikng Opuovng ota
ool pe PWS. Amotehel mpotepardotnra ¢ opddog va Pertidvovtar ot Ilpodiaypapég
xpong ¢ - Avéntikng  Oppovng  katd )  Odpkewr ™G paxkpompodesung
TapoKolovOnong Tov Toudidv Kot vo Onpovpyndel pio agldmotn myn TANPoeOpNoNG
OV VO LTOSTNPIEEL TO aTnUa Y10 T CLVEXLIOT TNG ALENTIKNG 0prdVNG 6TV eviiAikn {om
TV aclevav avtav. [Tapammpeiton 6t Eva peydio Prpa ot donpovpyia g Pdong otnv
Avotpario amotéhece 1M €Eaoc@dAlon NG ovvepyaoiag HETOEL TOV  O0POP®V

VOGOKOUEI®MV Kol KAWIKOV 7OV TOPaKOAOVOOLV TOvg 00OevelG OTIC YDPES OTEG,
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OWUECOV NG OUASOS TOV TOLd0- £VOOKPIVOAOY®V NG Avotporiog kot N. Znlovdiog
(APEG) (Scheermeyer, 2010).

Onwg mopatnpeitor omd v TOPOTAVEO TAPOVSINOT), £XOVLV YIVEL GUYKEKPIUEVES
TPOoTAOEIES GLAALOYNG dESOUEVMV Y TOVG AoBEVELG LTOVS ATd TIG APYES TNG OEKOETIOG
tov 2000, xvpimg petd v dvvatdtta g emPefaimong g S1yvOonS TOVG LUE HOPLOKT
avéivon DNA. EmutAéov, 0nwg €xel noN avaeepOel, n tekunpioon g otdyvoons £pepe
KOVTA oTovg acbevelg avtovg véeg Oepameieg, OmMmG MtV N YOPNYNoN TS ALENTIKNG
opudvng mov mpe adeta kukropopiag amd Tov Evponaikd Opyaviopd Papudkov 101kd
yww 10 ovvopopo Prader-Willi to €toc 2000 (Holland et -al., 2009). Zvvomtikd
TOPOVCIALETAlL OTOV €MOPEVO Tivaka 1 mePypapn) TtV Pdocwv dedouévav mov
avaeEépOnkay, oG mTPog Tov TPOTO GLAAOYNG TV OedOUEVOV, KABMG KOl TO GKOTO TOV

AVTEG KLUPIMG EYOVV EMTEAETEL.

Mivaxag 3.1: 2oyxpion twv Baoewv Aedouévav. mov ovopépOnkay, ¢ mpog tov
7POTO0 GVIAOYHS KOl TO GKOTEO TOVS

Popéag Tpoé1rog ZuAAoyng ZKOTTOG
dueon
Z0AAoyog dueoa atrd Vv TTAnpo®OpPnaOn o€
PWSA(USA) I0TOCEAIDO TOUG 1aTpoUg Kal
aobeveig
Kataypapn

E181k6 KévTtpo
PWS, Toulouse

oTa ypageia Twv
IATPWYV Kal a1rd TOUug
yoveig

(register), kKAIvIKA
TTPAKTIKI], TTOAU
KEVTPIKEG UEAETEG

EupwTraikni Bdaon
Agdopévwv

Oev £XEl AKOUN
ONMUOCIEUTEI OXETIKA
TAnpo@dpnon

TTOAUKEVTPIKN
XxpnuatodoToupevn
£€peuva

Bdon Agdopévwv
AuoTpaliag-N.
ZnAavdiag

Oev €xel akoOun
ONUOCIEUTEI OXETIKNA

TANPo@oPNON

Baseline & follow-
up data yia Tnv
Auéntiki Opudvn

H avdivon tov ctoyeiov mov mapovsialovial 6Ty Topohc SUTAGUATIKY EpYacia,
nmpoépyovtor amd £pevvo ¢ Eurordis, mov Bacikdg oKomog TS NTOV Vo KOTOYPAWEL TV
suneipia Ty aclevoy anoé tig vanpeoics vygiag oe YOpes S Evpodnng kabog kat tig
POGIOKIES TOVS Ao TH AE1TOVPYIo. KEVIPOV OVTICTOY®V LE TO E€01KO KEVIPO GTNV

Toulouse g INoAlioc. Emopévag avtilappdvetar koaveig 0Tt to gyyeipnua avtd yiveton
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Yoo TPOTN Qopd oe O1ebvEC emimedo kol amoteLel €VPOTAIKY TpwTOoTopia. Agv €yel
nmapatnpndel avtiotoyn €pevva oe moMteieg tov H.ILLA, obte oe dAla kpdtn mov dev
€Youv Kavel akOUN oVTe TN Pacikn KoTaypoaer] Tov acdevadv toug. To amoteAéspata Tov
TPOEKLYOAY  AmO TNV TWEPLYPOPIKY] OTATICTIKY] OVAALOT TOV  JEOOUEVOV  TOL
EPMTNUATOAOYIOL Ylo OAEC TIC YOPES Kol TG TOONOES Tov Elyov GLUTEPIANQOEL,
dnpoctevTnkav amd v Eurordis 1o étog 2009. Ta avovoua otoyeio yio 100G acbeveic
pe PWS mov ocvppetetyav, d60nkav oe apyeio tov Excel, votepa amd aitnpo mpog to
oVALoYo «To Mélhovy ZOAAoyog Atopmv pe Ievetkd TlpofAnuata mov efvarl péAog g
Eurordis. H meptypagikr] avéivon tov dedopévmv g pevvas ympiletar o€ Tpia pépn:
= Ilpato Mépog: mopovctdloviol To KOWMVIKOOIKOVOULKE Kol OMUOYPOOIKA
YOPOKTNPLOTIKA TOV dElyHaTOg
= Adegbtepo Mépog: divetar 11 TOPOVLGH KATAGTOOT TOV L0TPIKMOV KOl KOWMVIK®OV
aVayK®OV OT®G TN PLdvouy KabnUepva ot 0oOEVEIG Kot 01 01KOYEVELES TOVG
= Tpito Mépog: yivetal GLUVOTTIKN TOPOVGIOCT) TV OTOYEDV TOV 0cOEVOVY yla
TN AEITOVPYIN TOV EOIKDOV KEVIPMOV.
Ot mivokeg Kol T YPAPNUOTO €YOVV OGYXEOWNOTEL [E TN YPNON TOV OCTATICTIKOV
npoypbupotog SPSS. M neptypapn tov petapAntdv tov apyeiov divetoan 6to codebook

mov  ovvodevel Tto  apyelo kot  Ppioketor  oto  mapdaptnue  (Mépog  III).
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KEDAAAIO 3

Anpoypogika kot Kowvovikooikovopikd Agoopéva yio to PWS

3.1 Ewoayoyn

H mpdéorinon ya ™ ocvppetoyn oty épevva Eurordiscare3 tng Eurordis €ytve mpog OAeg Tig
EVOGELS Kol GLAAIYOVG 060eVAY, TOV glvor HEAN TNG KAl EOPEVOVV GE EVPAOTAIKES YDPES KOL TTLO
GLYKEKPIUEVO GE EKEIVEG TTOV EKTPOCMTOVV TIG TAONGELS, TOV ELYOV EMAEYEL Y10 TN GLYKEKPIUEVT
épevva. Atevkpviletor 0Tt n andPUCT TOV PEADY TV EVAGEMV KOl GLALOYMV Y10l TN GUUUETOYN
ToVg otV €peuva NTov ebelhoviiky). Emopévog moapatnpovvtal Slopopég 6T CLUUETOYN TOV
YOPOV 1660 6ToV aplfud TV TadNcE®V 0G0 Kot 610 PEYEBOC TOV JEIYUATOC TOV CUUUETEXOVT®V
acBevov and kdbe midnon. Ewdwotepa yio to PWS mov e€etaletar, ocvppeteiyov ot mopakdato

déxa (10) xdpeg oe cuvorko detypa 371 atduwy.

Iivaxag 3.1:4o0¢sveig e PWS avé. ywpo. mov oopucteiye otny Epevvor

Xopa N %
KYTIPOX 1 0,27%
AOYZEMBOYPI'O 1 0,27%
OYITAPIA 2 0,54%
TIEXIA 11 2,96%
IXITANIA-

KATAAONIA 15 4,04%
SOYHAIA 26 7,01%
POYMANIA 29 7,82%
H.BAZIAEIO 78 21,02%
TAAAIA 97 26,15%
ITAAIA 111 29,92%
Xovolro 371 100,00%

H exmpocdnnomn tov yopodv avtdv &ywve and opyovooelg uéAn g Eurordis kabog xot
EMOYYEALATIOV VYELOG, KUPIWG YITPOVG GE TEPITTMON TOL OEV LINPYE OVTIGTOLYN OPYAVMOOT| Yid
0 PWS. ITio ouykekpiéva, ot opyavacels 1 emayyeipatieg vyeiog mov GuppeTelyav o€ OAEG TIg

QACELG TNG EPELVOG MTOV:
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o Kumpog: emayyeipatioc Yyeiog

o Toeyla: Opada Acbevov

e ToAAio: Prader-Willi France

e  Ovyyapia: X0Aoyog Prader-Willi (Prader-Willi Barati Tarsasag)

e Itoiio: ZvAhoyoc Prader-Willi (Associazione per 1’Aiuto ai Soggetti Prader-Willi ed
alle loro Famiglie)

e AovéepuPovpyo: Oudda Epyaciag yia tic ondvieg madnoeig (ALAN asbl. & Groupe de
travail maladies rares)

e Povpavia: AteBving Opyaviopog yio to Xovopouo Prader-Willi (IPWSO)

e Jomavia: XvALoyotl Prader-Willi lonaviag kai Kataioviag

e >ovundia: PWS-foreningen i Sverige

e Hvopévo Baociieo: Prader-Willi Syndrome UK

3.2 Avaivon ava yopa

Yvvolkd ocvppeteiyov déko (10) ydpeg pe 371 GUUUETOYES OLKOYEVEIDV TOL £YOLV
nandl pe PWS. Onwg @aivetatl amd tovg mivakeg Kot to dStoypappoto mov akolovfovv, ot
YOPEG TOL EYOVV TN peyaAvTepN abpototikd coppetoxn (77% mepinov) oto deiypa Twv
acBevov pe PWS eivat: n Itadia, n FaAlia kot o Hvopévo Baciieto.
Idwitepa emonpaiverar 6t 1 Itadioc kotéyer to vyniotepo mocootd 30% emi tov
OLVOAOL, EVA 1 UIKPOTEPT) CLUUETOYN TPoEpyETaL amd Tig ywpes: Kompo, Ovyyapia kot
AovEeppovpyo. Emopévac kpivetar Aoyikd va yivel g mepoitép® OpadomToincn Tmv
YOPOV PE Bdon T TV GVVEICEOPE 6TO Oty Kot va dnpiovpyndel emmAéov o véa
opada yopav pe v weptypaen «Aileg Xopeo». H opadonoinon avt) devkoivvetl tnv
napovcioon O160140TATOV oTolElOV o8 TivakeG oLVAEEWS KOODG emiong Kot N
OVYKPION KOOV OTOTEAECGUATOV HE OTOVKEl TTOL TOPATEOMKOV OTO TPONYOVLEVO
kepdiato. H katavoun tov apiBuod tov cvupeteyoviov acbevov pe PWS avé yopa

CULPMOVO [LE TNV KATYOPLOTOINGN OUTY|, TOAPOLGIALETOL GTO ETOUEVO YPAPTLLOL
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Ipaonpa 3.1: Karavoun twv ovuucteyoviwv acbevav ue PWS, ava ywpo.

‘Eva 0épa onpavtikd yo v mopeia ¢ acOéveiag eivat n ykatpn o1dyvmon amd Th VEOYVIKT
niwia (0-3 punvov). Kabog n mopovca épevva Biyel Cavd 10 {ftnua avtd, mov &iye eupémg
eEetaclel ommv mponyovuevn €pevva  eurordicare2 ««Eykopn Audyvoon tov Emavieov
AcBeveidvy», Kpivetor okOmLo va. Yivel o GOYKPLoT TNG CUUUETOYNG TOV XOPOV UETOED TMOV
dvo gpevvav. 'Etol Ba giye vonpo va avtimapafécovpe KATowo amoTEAECUATO Y10 TIG YMDPESG TOL
e€etdlovrot Kot 1witepa Yo TIG TPELS TPMTEG.

Mopatnpeitoar 6t1  ovupetoyn g FoAiiog kabmg kot tov H. Baotieiov gival mepimov ota
0w emimedo, Evd 1 CLUUETOYT] GTO GUVOLO T®V gpOTOUEVOV £xel OumhactacOel yo v Itaiia
Kot €xel pewwbet yuo tig ahdeg yopeg. Ag onueiwbel dd OTL 01 GALES YDPES OEV ivan amapaitnTa
o1 101e¢g oTIg dvo £pevveg, kaBDG OnmS €xel avoeephel Kol TOPATAV® 1) CLUUETOYY] TOV QPOPEDV
ntav edelovrikn. Eivon dpmg onuovtikd va mapotnpndel 61t kdmoleg cvykpioelg Oo pmopovoav
va yivouv yia tig yopeg I'arria kot H. Baciiewo oe oyxéon pe kdmoa apBuntikd dedopéva mov
mBovog £xovv tportonomBel péca ota Tpia £ Tov peGoAafolv amd T GLAAOYN GTOYEI®V NG

épevvag Eurordiscare2 kot Eurordiscare3.
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IMivaxog 3.2: Zouuctoxn ava ywpa otig ovo épevveg s Eurordis: Eurordiscare2 kou

Eurordiscare3
, N o N o
Aaipd Eurordiscare2 % Eurordiscare3 %

FaAAia 218 27% 97 26%
ITaAia 101 13% 111 30%
H. BaaiAeio 181 23% 78 21%
AAAeG

Xwpec* 303 38% 85 23%
ZYNOAO 803 100% 371 100%

*To % TtV GALOV YOpOV Huropel vo paivetal VYNAO, 01 Ydpeg OLmS givat
SLPOPETIKES Y10l TLG OVO £PEVVEG KOt OEV VI PYE OVTIGTOLYICL.

3.3.1 'adria

H T'oAlio coppetéyet pe 97 owoyéveleg acBevav kot aroterel 1ocootd 26% eni Tov GLVOLOL
TV yopov. H coppetoyn g xodpag ovtig vrootmpiydnke ond to cvAhoyo acbevav Prader —
Willi France mov 18p00nke 10 étog 1996 wat givatl péroc e Eurordis (Prader-Willi France). To
delypa pmopel va Bewpnbel a&ioroyo, kabmg avtiotoryel mepinov oto 50% twv acbevav mov

&xovv Kataypagel amd to edkd kévipo g Toulouse yia to PWS (Molinas, 2010).

3.3.2 Itoria

H ItaAia coppetéyet pe 111 owoyéveteg acbevav kot amoterel 10cootd 30% €mt 10UV GLVOLOV
TV yopov. H ocoppetoyn g xodpag ovtng vrootmpiydnke ond to cvAhoyo acbevav Prader —
Willi Itoriog, mov eivan pérog g Eurordis. To delypa amoteAetl to 25% tov cuvorov tav 425
aTOU®V TOL £Y0VV KATAYPOPEL LEYPL TO TEAOG Tovviov Tov 2006 G emMONUOAOYIKT LEAETN TTOL
TPAYLATOTOMONKE UE TN GLVEPYOSIa 25 10TPIKAOV KEVIPOV TN ¥OPO, KOODS Kol TOL GLAAOYOV
avTol Kot amoterel £pyo eBVIKNG KaToypoenS TV acOevdv 6g OAOKANPN TNV ITOAKY| ETKPATELO.

(Grugni, 2008).

H mapovcioon tov arotelecpdtov £yetl yiver avd nAkiokr opdoa kot givar €0koAo va yivet

GUYKPIGT TOVG UE T oTotyEln TNG Tapovsag Epguvag. ['evikd mapoatnpeiton pHeimwon 1oV T0GOGTOV
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GUUUETOYNG TOV EVOLAUECHOV OUAdMV GTNV TaPoLGH Epevva KoTd 3 pe 4 TOCOGTIONES LOVAOEG,

EVO M LIKPOTEPT] KO 1] LEYAADTEPT) NAIKIOKA OUAO0 ELPOVILEL LEYOADTEPT) GUUUETOYN

ivaxog 3.3: Zouuctoyn aclevav ava niixio otny itoiikn exonuioloyikn ueAétn (Grugni, 2008)
ko1 atov winBoouo e épevvag Eurordiscare3

HAikia N E N E
Grugni Grugni Eurordiscare3 Eurordiscare3
[0-6) 76 18% 24 22%
[6-12) 80 19% 17 15%
[12-18) 77 18% 17 15%
[18-24) 64 15% 15 14%
[24-30) 66 16% 12 11%
>30 62 15% 26 23%
ZGvoho 425 100% 111 100%
3.3.3 H. BooiAclo

To H. Baciielo ooppetéyet pe 78 owkoyéveleg aolevav kot anotedel mocootd 21% emt tov
oLVOAOL TeV Ywphv. H coppetoyn g yopog avtig vrootnpiydnke amd to cOALoyo acHevov
Prader —Willi UK, mov 10p0Onie 1o étoc 1982 wan etvor péhoc g Eurordis. To detypa kabng
avtiotolyel mepimov o010 80% TOL GLVOAOL TV 96 acBevdv moL Elyav KATOYPOPEL KATA TNV
EMONUIOAOYIKY] HEAETN 7OV €yve Yio piot HOVO OLOIKNTIKY TEPLOYN NG Y®POS (UE GLVOMKO
mAnBoopd 5 exatoppdplo katoikovg) oto drdotnua XemtepPpiov 98 - ITovviov 2000, dmwg
OVOQEPETOL OTO  TPONYOLHEVO Keparato. (Whittington, 2001). Agv vmdpyer mo mpdoeot
emdnuoroykn puekétn yio to H. Baoilelo, o cOAA0yog dpmg divel ektipnon peyébovg cuvolikd

2.000 acBevav pe 10 PWS ot yopa avtr. (Annual Report 2010-11, Prader Willi UK)

3.3.4 Adrec XOPES

O yopeg Kdnpog, AovEeppovpyo kat Ovyyapio. GOUUETEXOVV YO TPAOTN POPA GE £PELVA TNG
Eurordis evoo n Zovndia kot 1 Iomavia-Katodovie cvppeteiyov ommv mponyovpevn €pgvva

Eurordiscare2 pe mepinov v idia ovppetoyn atdépmv yio to PWS. H Povpavia giye mapet pépog
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OTNV TPONYOVUEVT] EPELVO LE GULUUETOYN Mkpdtepn omd 60 dtopa M pe AyoteEpeg amd TPEIS
madnoelg, 6000 amd TOVG TEPLOPIGUOVE oL glyav Tebel Yoo TV avdAvomn Kot TOPOLGinoT TV
dedopévav g €pevvog ava yopo. A&iler opmg va avapepbel 6Tt 0 cvAloyog Prader-Willi
Povpaviog amoterel kévipo mAnpoedpnong oyt povo ywo to PWS oA kot yio dheg 115 GAAES
ondvieg TaNoelg e TPOOTTIKY] €EEMENG GE €0IKO KEVIPO OVOPOPOS Kol  eKTaidELONG Yo TN

yopa oot (Eurordis, 2009).

3.3 Avaivon ava Hukia

2Ooppova pe ta otoryeion e £pevvag 0 HEGOG OPOG TG NAIKING TV 00OEVMV TOV delyaTog
gtvan ta 18 €t mepinmov (amdvinoav ot 363 otovg 371), evd n péon nAkia Katd T Sidyvmon
ntav 1o 6 & mepimov (amdvinoov 357 otovg 371). [Hapanpdviog T0 €0pOg TOV TIUAOV NG
niiog tov acBevov topa (and ™ yévvnon g ta 55 £n), PropoldUE Vo SLLUOPPAOGOVUE S
KAdoelg avd 6 £t puéyxpt v nikia tov 30 eTOV Kot o Eexmplot] KAAOT Yo 060VE EVAMKES
etvan 30 etdv kot dve. H xatnyopronoinon avt sivat cOp@mvn L T yevikotepn eEEMEN Kat Tig
OvoKoAleg mov Tapovcldlovial 6E OVTEC TIG MAKIOKES OHAOES, TOL &ivol YVOOTEG amd TO
TPONYOVUEVO KEQAANLO, KOOGS KoL TN StoncONTIKY eQappoyr Tov Bewpntucod toHmov tov Sturges

(Toiumog, 2010) yio ) dnpovpyia KAAGEWV.

Mivaxag 3.4: Ieprypogpixa Métpo. yio. tig Metafintés Hlikio onuepo kou HAikio kotd, )
o16yvawon twv atouwv ue PWS mov ovuueteiyav otnv Epsovo,

Ieprypagikd Hlwia onfpepa H)“g:; Kg;a ™
Métpao yveen
M. Opog 18 &t 6 ém
Awdpeoog 16 &t 2 ¢
Toru Aréxiion 12 7,5 ém
Ehraypotn Ty 1,2 pnveg Koatd ™ yévvnon
Ménotn Tipn 55 ém 42

2OUQOVA LLE TN KOTNYOPLOTOINGT LT TPOKVTTOVV O TAPOKAT® GLYVOTNTES Yo KAOE NAKIoKN
opdoa.
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Mivaxag 3.5:/Tivarxaoc Zvyvotntwv ova niikioxn oudoo. aobevaov ue PWS, nlikio onuepa

HAIKia N % ABpoIoTIKO

%
[0-6) 78 21,0 21,0
[6-12) 66 17,8 38.8
[12-18) 67 18,1 56,9
[18-24) 56 15,1 72.0
[24-30) 32 8.6 80.6
>30 72 19,4 100,0
X0volo 371 100,0

To ovykexpyévo detypa epeoviCerl T peyoardtepn cuppeToyn otig nikieg 0-6 £, yeyovog
mov Bewpeitar BETIKO Yo TV aAVayvOPLOT) TOL GLVIPOHOL Kal TNV £yKaipr didyveor| tov. Eriong
onuovtiky Bempeitar n ocvppeToyn atopwv mov givar avo tov 30 etdv Ko €og tor 55, av
avaAoY1oTEL KOVEIC OTL o€ TpoTyovueveg emdNUoroYikég peréteg (Whittington, 2001; Thompson,
2006; Grugni, 2008) mov €&yovv vyivel, vmdpyel OLVOKOAIM EVIOMIGHOD EVAAIK®V 0aGOEVAV.
Amodeikvietar €Tl 6tL N ONovpyio. GLAAGY®V acBEVAV Kol 1| TEPALTEP® OPYAVMOCN TOVG GE
UEYOADTEPES EVPOTAIKES Oopyovdoels Omwg M Eurordis, éyel ovvelicpéper otn 61ddoon g
TANPOPOPNONG TPOG TOVS 0loBeVEiS KabBdg kot TV evovvaumon tovs. (Eurordis, 2009)

Apretég dlopopés mapaTnpovVTOL OTIG NMAKIEG vl YDPO TOV GLUUETEXE GTNV £PELVOL.
Heyopiler 1 peyordtepn oxetikd cvppetoyn g Itaiiog oe opddeg 0-6 ko eviiikeg dvo tov 30
kaBmg Ko ¢ Fadriog omv nAikia tov 6-12 etov, OTmO¢ emiong KAl 1 WIKPT GYETIKA CLUUIETOYN

tov Hvopévov Bactieiov og nAikieg 6-12 kot 24-30 etmv.
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COUNTRY OTH

WFrance
Mittaly
Ouk

M other

30

207

Count

6-12 12-18 18-24 24-30 =30

age in groups

I'paonpa 3.2: Hiikioxn 20vOean tov delyuotos ava ywpo.

"Yotepa and 10 oTatioTikd EAEYY0 Y10 TNV aveEUPTNOIN TOV NAIKIOV KoL TNG YOPOS TPOEKLYE OTL,

dev amoppinteron 1 peTa&y Tovg aveaptnoia og eninedo onuovtikotnrog 0,05 (p-value 0,256).

ivakag 3.6: X° 1ot avelaptnoiac Hhxio oe ouddec xou X Opo.

Asymp. Sig. (2-
Value df sided)

Pearson Chi-Square 18,1272 15],256
Likelihood Ratio 18,873 151,220
Linear-by-Linear

175 11,379
Association
N of Valid Cases 371

a. 0 cells (,0%) have expected count less than 5. The minimum

expected count is 6,73.
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MaparnpoUueveg Kai

NAIKIOKEG A ) ) ) } R .
opdBeg/xwpa A;z;‘s’\g:s:::g 0-6 6-12 12-18 18-24 24-30 >30 ZUvoAo
FaMia Count 16 24 17 16 10 14 97.00

Expected Count 2039 1726 1752 1464 837 1882  97.00
Expect
é’T‘ﬂth'” COUNTRY 1649 2474 1753 1649 1031 1443 100,00
% within age in groups 20,51 36,36 25,37 2857 3125 19,44 26,15
Irohia Count 2400 1700 17,000 1500 12,00 26,00 111,00
Expected Count 2334 1975 2005 16,75 957 2154 111,00
Expect
c/;’T"ﬂth'” COUNTRY 2162 1532 1532 1351 10,81 2342 100,00
% within age in groups 30,77 2576 2537 26,79 37,50 36,11 29,92
H.Baoiketo  Count 16,00 700 1500 1500 6,00 1900 7800
Expected Count 16,40 13,88 14,09 11,77 6,73 15,14 78,00
Expect
c/;’T"nth'” COUNTRY 2051 897 1923 1923 7,69 2436 100,00
% within age in groups 20,51 10,61 - 22,39 26,79 18,75 26,39 21,02
AMeg Count 2200 18,00 1800 1000 400 1300 85,00
Expected Count 17.87 1512 1535 12,83 733 1650 8500
Expect
é’T"l"_:th'” COUNTRY 2588 2118 2118 1176 471 1529 100,00
% within age in groups 28,21 - 27,27 2687 17,86 1250 18,06 22,91
S0voho Count 7800 66,00 6700 5600 3200 7200 371,00
Expected Count 7800 66,00 67,00 5600 3200 72,00 371,00
C/;’T"|V_:th'” COUNTR¥ 2102 1779 1806 1509 863 1941 100,00
% within age in groups 100,00 100,00 100,00 100,00 100,00 100,00 100,00

‘Eva 0épo mov €tvuye amokAEloTIKNG depedivnong oty mpornyovuevn épgvva Eurordiscare2

nTov 1 £ykopn ddyvoon o veoyvikn nikio oniadn 0-3 unvav. ZOpeova e Ty £€pguvo avt M

gykoipn dudyvoon eivor éva KaBoploTikd Prpo yioo TNV omOTEAECUATIKY Sloyeipon TV

Inmuatov vyeiog Kot g Todtntos Long 6Awv Tov acbevav pe oravio voonua. H nlwio kotd

™ Odyvwon @oaivetol va givon €vag mapdyovtag, mov ennpedlel v petémerta eEEMEN Tov

atopov pe PWS kot mapapével o epmdtmpa kot oty napovca épevva (Eurordis, 2009).

Oopemva pe o dEdOUEVO TG TOPOLGH E£PEVVAG, TOGOCTO 65,5% TOL GLVOAOL £xel N

oyvoon yia to PWS 1on and v nAikia tov 0-6 etov. To emBountd Ba Ntav n didyveoon va

yivetat kotd TV veoyvikn nAkia, dnAadn HEGH GTOVE TPDOTOVS TPELS UNVES TNG LONG TOV Tond10V.

_4] -




Kepaldoio 3
Anuoypogpixa kou Koiwvwvikooikovouika Asoouéva yio. to PWS

age in groups

Woc M15-24 age at diagnosis
Me-12 O24-30 in groups
O12-18 W=30 Mo-s
He-12
O1z18
W18-24
02430
H-30
'péaonpoa 3.3: Ipéonpo 3.4:
% 2ouuetoyn ave, «Hlikraxn Ouadoy % 2ouuetoyn ave, « Hlkraxn Ouadoy
Hiixio onuepa. Hlixio kota ) Aiayvaoon.

Av xottdéel kavelg to dgdopéva Mo ovOAVTIKE, pmopel va dgl Ot 6e mocootd 40% TV
TEPUTOCEMV £)EL Yivel n dbyvmon oe Ppéon niwiag 0-1 £tn, péxpt ta 2 € €xel dwryvootel
1060010 50% Kot péypt ta 4 £ mtocootd 60%. e oOyKpion pe v €pevva g Eurordis pe 0épa
mv  «Eykoipn Audyvoon tov Zndviov AcBeveiwvy (Eurordiscare2 survey) mov &iye
npaypatorombel petald tov etov 2003-2006 kot cvppeteiyav mepiocdtepo dtopa (803
owoyéveleg moaddv pe PWS), n ddyvoon xotd tn veoyvikn nikio avagépetor vo givol og

1060010 32% (Eurordis 2009).

Mivaxag 3.8: Xoyvotyreg ava niikioxn ouado oc0svarv ue PWS, nlikio kotd t oi6yvaoon

HAikia N % ABPOIOTIKO %

[0-6) 243 65,5 65,5
[6-12) 48 12,9 78,4
[12-18) 46 12,4 90,8
[18-24) 11 3,0 93,8
[24-30) 4 1,1 94,9
>30 19 5,1 100,0
Zovolo 371 100,0

Ot acBeveig mov giyav dibdyvoon amd T veoyvikn nAkio (0-3 unvav) amotelodv T0c0GTO
20% emni Tov cvvoroL TV acbevav (74/371). To m060oTd gpEavIlETOL VYNAOTEPO Y10l TIG YDPES
[NoAMMa kot H. Baoileo evo givor ameAmiotikd yopumAd oTic GAAEG YDPEG TOV GLUUETELY OV GTNV

épevva.
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Hivaxag 3.9: AcOeveic ue niixio diayvawanc 0-3 unves ova yawpa

N N %
. AcBevwv €ykai
Xwpa IR yKaipng
i ouvolo didyvwong ava
Siayvwong .,
Xwpa

FaAAia 29 97 30%
ITaAia 15 111 14%
H. BaagiAeio 26 78 33%
AAMEG Xwpeg 4 85 5%
ZUvoAo 74 37 20%

3.4 Avaivon ava ®ovro

Ta mocootd cuvppetoyng avd @VA0 O OWPEPOLY amd €KElve TOL OVAPEPOVTOL GTO
TPONYOVUEVO KEPOAO0, Yoo mopdderypo ot Bdaon oedopévov tov HILA kataypdeston
1060010 48% and dppeves acbeveic (Heinemann et al., Taiwan 2010) kot ot fdon Tov €181k00
kévtpov ¢ Toulouse otn IN'oAlior 51,5% (Diene et al., Taiwan 2010). EmmrAéov omnv wotpikn
Broypapio avapépetor 6TL dgV VITAPYEL OLOPOPA GTNV ETLONHLOAOYIO TOL GLVOPOUOL GE GYEOT
pe to @Oio (Cassidy, 1997; Carrel, 2003). H 5w mAnpopdpnon divetor kot otn cOVTOUN
epypaPn ¢ tabnong amd v Eurordis. ‘Eva eviiagépov ototyeio mov Ba mpémet va det Kaveig
o€ oyéon He 10 QA0 glval mBavdg 1 010popd 6To YPOVO dAyVmOOoNS Yol TO KOPITooL KOt TOL
ayoplo. ZOpeova pe v mponyovpevn épevva Eurordiscare2, n kabvotépnon ot dibyveon
€POCOV aVTH TEMKA £yve TPV TaL 3 €11, NTOv peyaAddtepn ota kopitow (30 pveg) amd 6t ota

ayopia (7 puqveg) (Eurordis 2009).
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Ilivaxog 3.10: ddLo Acbevav ue PWS

ABpoIoTIKO
MNooooT6 (%)
i MocoaT6 (%)
. . wpig TI
HAikiakn Opasa TuxvoeTnTa MNoocooTd (%) Xwpls Tis XWpig TIg
EAAgitrouoceg
eAAeiTrouoeg
Tipég i
TINEG
AppPEVEG 177 47,7 48,8 48,8
Onhea 186 50,1 51,2 100,0
>0voho 363 97,8 100,0
EAMeiTrouceg Tipég 8 2,2
ZUvoAo 371 100,0

2UVOAIKA TO TOC00TO TV OnAvk®Vv aclevav otnv Tapovoa

apoevik®v gtvar 49% avtictorya.

gender of the patient

male

female

épevva gtvar 51%, evd tov

60,0

50,04

? 7

age of the patient
9

10,07

60,0
50,0
@
00 2
[=]
=3
g
00 B
=
=
oo B
-+
10,0
Lo

T
10 5

[ T
o] B

Frequency

10

15 20

Ipaonpa 3.5: ITAnGvouioxny [Hvpouioo Aclevav ue PWS, ava poio
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SHUEOVO e TO TOPOTAVE® YPAENUO TS TANOVOUIOKNG TUPAUIONS GUVOAKE Y10, OAOVS TOVG

acBeveic, dev TapaTNPOVVTOL IO10ATEPO HEYAAES SLOPOPES AVE NATKLOKT] OUAdOL.

3.5 Avaivon ava tomo Kartoikiog

Ot Tep1ocOTEPES OIKOYEVELIEC TOV GLUUETEXOVV TNV £PEVVA, KATOIKOVV o€ TOAES TV 1.000-
100.000 katoikwv (tococtd 50% mepinov). To pkpOTEPO TOGOCTO TOV GLUUETEXOVIMV KATOWKEL

G€ TPOTEVOVGEG.

Iivaxag 3.11: Toroc Karoixiog tov aclevovs ue PWS

ABpoIoTIKO
MooooT16 (%)
i MocoaT16 (%)
. . XWPIg TIg
Tétog karoikiag ZuxvoTnTa MNocooT6 XWpig TIg
eAAeiTToucEg
i eMAeiTrouoeg
TINEG .
TINEG
<1.000 82 22,1 23,2 23,2
1.000-100.000 178 48,0 50,3 73,4
>100.000 55 14,8 15,5 89,0
TTPWTEUOUOEG 39 10,5 11,0 100,0
2UvoAo 354 95,4 100,0
EAAeiTrouoeg Tipég 17 4,6
XUvoAo 371 100,0

[Switepo  evolo@épov  mPOKOMTEL OmMO TN LIKPY] GYETIKA GUUUETOYN OIKOYEVEIDV O
TPOTELOVGEC, YEYOVOS MOV TAPOTINPEITOL Kol KOTA TNV OVAALGY OVl YDdpo oL YIVETOL GE

EMOUEVO YPAPTLLOL.
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residence

W=1.000

1 .000-100.000
[J>100.000

W capital city

I'paonpa 3.6: % xotavoun tomov Karoikiog tov Aclevovg ue PWS

Onwg eaivetal 6To TapakdTo ypaenua, wiaitepa oty Itaiio aALG Kot 0TIG AALES YDPES, T
peyoldTEPT] ovppetoyy oTo delypo £xovv OKOYEVELEG OV KaTowoOv o moAelg Ttov 1.000-
100.000 katoikwv. Emednq ot Piprloypoaeio (Whittington, 2001; Grugni, 2008) dev £€xet
avapepOel KAmo10¢ TapdyovTag TOv Vo EMNPEAlel TNV EUEAVION TG TAONONG G ayPOTIKEG 1|
OOTIKEG TEPLOYES, O HITOPOVCOUE VO OTOOMGOVUE LT TNV Kotavour] oto péyeboc g
€0EMOVTIKIG GULUUETOYNG TWV OWKOYEVEIDMV oTINV - épeuva. Tomg Ouwg o mapdyoviag «TOTOC

Kkatowkiog Ba propovoe va diepevvnOel oe erOpEVN EMONUOAOYIKT HEAETT).

residence

W =1.000

1 .000-100.000
60 [O=100.000

M capital city

France ltaly Lk other
COUNTRY OTH

I'péonpa 3.7: Torog koroikiog tov AcBevoig ue PWS, ova. yapo.
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"Yotepa amd 10 oTaTIoTIKO EAEYYXO0 Yio TNV aveaptnoio Tov TOTOV KATOIKING Kol TNG YMPOS
TpoEKLyEe OTL amoppinteTon N petald tovg aveapoia o eninedo onuovtikdotrog 0,05 (p-value

nepinov 0).

Iivaxaeg 3.12: Torog Karoixiog tov agOsvois ue PWS ava ywpa, wivoxos aovageiog

Xa . MaparnpoUueveg Kai
wpa / TéTO A A . . i
KOTOIKiOg MOHEVOIENES <1.000 1.000-100.000 >100.000 | capital city | ZuvoAo
OUXVOTNTEG
Count 31 42 13 5 91
) Expected Count 21,1 45,8 14,1 10,0 91,0}
FaAAia
% within COUNTRY OTH 34,1% 46,2% 14,3% 5,5% 100,0%
% within residence 37.8% 23,6% 23,6% 12,8% 25,7%
Count 15 61 22 10 108
; Expected Count 25,0 54,3 16,8 11,9 108,01
ITaAia
% within COUNTRY OTH 13,9% 56,5% 20,4% 9,3% 100,0%
% within residence 18,3% 34,3% 40,0% 25,6% 30,5%
Count 30 26 7 9 72
H. Baoilelo Expected Count 16,7 36,2 11,2 7,9 72,0}
% within COUNTRY OTH 41,7% 36,1% 9,7% 12,5% 100,0%
% within residence 36,6% 14,6% 12,7% 23,1% 20,3%
Count 6 49 13 15 83
1
AMec Expected Count 19,2 41,7 12,9 9,1 83,0
% within COUNTRY OTH 7,2% 59,0% 15,7% 18,1% 100,0%
% within residence 7,3% 27,5% 23,6% 38,5% 23,4%
Count 82 178 55 39 354
Expected Count 82,0 178,0 55,0 39,0 354,01
% within COUNTRY OTH 23,2% 50,3% 15,5% 11,0% 100,0%
Zovoho % within residence 100,0% 100,0% 100,0% 100,0% 100,0%
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Mivaxag 3.13: X’ teor avelapmnoioc Tomoc Kazoukiag tov acbevoic ue PWS kai ydpa

Asymp. Sig. (2-
Value df sided)
Pearson Chi-Square 43,6947 9/,000
Likelihood Ratio 45,392 91,000
Linear-by-Linear Association 8,874 1{,003
N of Valid Cases 354

a. 0 cells (,0%) have expected count less than 5. The minimum

expected count is 7,93.

3.6 Avaivon ava eminedo eKTAidgVoNS

Exto¢ and otoryeia yio tov achevi], Kataypa@ovrol oTowyEio Yoo TNV OKOYEVELD TOV GTNV
épevva, 0TS etvol To VYNAOTEPO MINEDO EKTOUOELONG TOL TOPATNPEITOL LEGA GTNV OLKOYEVELL
tov. Ta otoyeia deiyvouv 0Tt T0GOGTO GAved Tov 50% TOL JelyOTOG KOTEXEL TOVETIGTNLLIOKTY
HOPGOT.

Qaivetar 6TL T0 PIKPOTEPO TOGOCTO MpwToPaduiag ekmaidevong katéyel 1 ['aAlia evd to
VYNAGTEPO TOGOGTO devTEPOPAbnag/Texvikng exmaidevong moapatnpeitor oty Itaiio. I[To

opoAn ewdva mapovctdlel n ovvleomn tov delypatoc mov npoepyeton amd to H. Baoileto.

60 highest level of
education in the
50 family

M primary

@ secondarytechnical

407 Cuniversity

Count

309

France ftaly LK other
COUNTRY OTH

I'paonpoa 3.8: Yyniotepo Eninedo Exraidcvons atnyv otkoyévela tov aclevoig ue PWS ava ywpo.
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Hivaxag 3.14: Yyniotepo Eninedo Exmoiocvons otny oikoyévelo tov oabevoig ue PWS

ABpoIoTIKO
Noocoa16 (%)
. MoocooT6 (%)
. . XWPIg TIg
Totog karoikiag ZuxvoTtnTa MNooooTto XWpig TIg
eAAeiTTouoeg
. eNAeiTrouoeg
TIPEG i
TIMEG
[MpwTtopRa&6uIa 17 4,6 4,7 4,7
AeutepoBabpia/ Texvikr 150 40,4 41,9 46,6
AVWTATN 191 51,5 53,4 100,04
>0voho 358 96,5 100,0
[EAAeiTToUOEG Tipég 13 3,5
ZUvoAo 371 100,0

"Yotepa amd 10 otomioted éheyyo X2 (oAl kat GP) yia v aveEapoio Tov VYnAGTEPOL

EMMEOV EKTOUOEVONG KAl TNG YDPOAG TPOEKVYE OTL amoppimteTor 1| LETAED TOVg aveEapTnoia oe

eninedo onuavikotrag 0,05 (p-value 0,008).

Mivaxoag 3.15: Teot avelaptioiog vynidtepov emmédov exmaidevone ko ydpag, X° Pearson kou
mpooouoiwan Monte Carlo

Monte Carlo Sig. (2-sided) Monte Carlo Sig. (1-sided)
99% Confidence
Asymp. Interval 99% Confidence Interval
Sig. (2- Lower Upper Lower Upper
Value df sided) Sig. Bound Bound Sig. Bound Bound
Pearson 17,324° ,008 | 0,008° ,005 ,010
Chi-Square
Likelihood 16,381 ,012 1 0,016° ,012 ,019
Ratio
Fisher's 15,954 0,012° ,009 ,014
Exact Test
Linear-by- 2,069° 150 | 0,148° ,139 ,157 | 0,080° ,073 ,087
Linear
Association
N of Valid 358
Cases

a. 3 cells (25%) have expected count less than 5. The minimum expected count is 3,56.
b. Based on 10000 sampled tables with starting seed 2000000.
c. The standardized statistic is -1,438.
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[Mapamnpeitor Opmg OtL 68 0ploKod eMinedo Oev elval 0EIOTIOTO TO, GUUTEPAGLOTA TOV EAEYYOL
X? yo Vv aveEapmoio peTofd TOV 800 peTaPANTdV, KoOOG 25% TOV KEMMV £xouv
avopeEVOLEVEG cuyvOTNTES LIKpOTEPES amd 5. 'Etot emdéyovtog ™ pébodo mpocopoimons Monte
Carlo mov givat To KATAAANAN GE OVTEC TIG TEPUTTAOCELS, OMOPPIMTETAL Kol TAAL 1) aveEaptnoia

oe eminedo onuavikoétrog 0,05 pe p-value 0,008 kor Sdomnuo epmotocvvng 99%

(0.005,0.010).

Iivaxag 3.16: Yyniotepo Eninedo Exnaidcvong kot Xwpa, mivoros ooVapELoS

Xwpa/ETiTredo ﬂapumpoyuavsg e A’Buia L & [ "Buia .
2 Avapevopeveg 2 Texvikn o 20voho
Ektraideuong . Extmraideuon g ExTraideuon
>uxvoTnTeEG ExTraideuon
aAAia Count 2 33 59 94
Expected Count 4.5 39,4 50,2 94,0
% within COUNTRY
2,1% 35,1% 62,8% 100,0%
OTH
ITaAia Count 3 58 49 110
Expected Count 52 46,1 58,7 110,0
% within COUNTRY
2,7% 52,7% 44.5% 100,0%
OTH
H. BaaiAeio Count 8 24 43 75
Expected Count 3,6 31,4 40,0 75,0
% within COUNTRY
10,7% 32,0% 57,3% 100,0%
OTH
AMeg Xwpeg  Count 4 35 40 79
Expected Count 3,8 33,1 421 79,0
% within COUNTRY
51% 44,3% 50,6% 100,0%
OTH
2UvoAo Count 17 150 191 358
Expected Count 17,0 150,0 191,0 358,0
% within COUNTRY
OTH 4,7% 41,9% 53,4% 100,0%
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3.7 Avdiven avd kotnyopia E160ONUATOS

Ext6¢ and 1o otoyeio yioo tov tOMO Kotowkiog tov achevois, divoviol Yo mpdT Popd oE
épevva g Eurordis otoygelo yio tv owkovopkn katdotoom tng owkoyévelas. Qo mpémet va
avaeepOel €0 OTL 1) KOTNYOPLOTTOINGT) TV EICOONUATOV GTO TAPUKAT® PEYEDT £ytve pe Bdon Tig
ocuvOnkeg mov emkpaTovy oe kGbe yopa Eexwprotd. Ot kornyopieg mOL TPOKHATOLYV €O,
avTIGTOYO0VV 6T0 EAMANVIKO epmtnuatoroylo (Eurordis, 2009).

2OUQovVE e TO TOPOKAT® YPAENUO, TOPATNPEiTol [EYOADTEPN GYETIKO. GUUUETOYN TMOV
owoyevelmv pe ewcodnua 1.600-3.900 Evpd avd pnve, mov katotkovv og moAelg tov 1.000-
100.000 xatoikwv. Tavtdypova mopatnpeitor Kot 1 UEYOADTEPN GYETIKG GUUUETOYN TOV

AVAOTEPMV EIGOOMNUATOV GE KATOTKOVS OVTMOV TMV TOAEMV.

100 net family
Income per
1 month fraom all
S0UICes
50
W -c30
B &30-1.600
01 500-3.900
E 60 H-39000
=
=]
Q
40
20
D_
=1.000 1.000- =100.000  capital city
100.000
residence

I'paonpa 3.9: Myviaio kabopo e1600nu0. amo OAES TIS TNYES OVA TOTO KATOIKIOG

Yotepa and 10 61aTIoTIKO EAeYX0 Yoo TNV aveEaptnoio Tov pnviaiov €1G0ONUATOS KOl TNG
YDPOG TPOEKVYE OTL amoppinTeTOL 1| LETAED TOVG avelaptnoia og enimedo onuavikotrag 0,05
(p-value 0,001).
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Mivaxag 3.17: Myviaio kaBapo e1600nua Ao OAES TIC TNYES KO TOTOS KOTOIKIOG

Mnviaio KaBapod Eicédnua atméd 6Aeg Tng TTnyEg
<630 630-1.600 1.600-3.900 >3.900 Z0voho

KaTolkia <1.000 Count 7 19 42 7 75
Expected Count 3,0 19,8 39,4 12,8 75,01

% within residence 9,3% 25,3% 56,0% 9,3% 100,0%

1.000-100.000 Count 2 41 89 32 164
Expected Count 6,6 43,3 86,1 28,0 164,0}

% within residence 1,2% 25,0% 54,3% 19,5% 100,0%

>100.000 Count 0 15 23 10 48
Expected Count 1,9 12,7 25,2 8,2 48,01

% within residence ,0% 31,2% 47,9% 20,8% 100,0%

TTPWTEUOUCEG Count 4 10 15 6 35
Expected Count 1,4 9,2 18,4 6,0 35,0]

% within residence 11,4% 28,6% 42,9% 17,1% 100,0%

>Z0voho Count 13 85 169 55 322
Expected Count 13,0 85,0 169,0 55,0 322,01

% within residence 4,0% 26,4% 52,5% 17,1% 100,0%

Mivaxag 3.18: X’ zeot aveaptnoiac témov katoikiac kar unviaiov kabopod e1600fHaTos

Asymp. Sig. (2-
Value df sided)
Pearson Chi-Square 20,438° 9,015
Likelihood Ratio 21,089 9],012
Linear-by-Linear Association ,137 11,711
N of Valid Cases 322

a. 3 cells (18,8%) have expected count less than 5. The minimum

expected count is 1,41.
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3.8 Avdivon emATOOEMY GTNY 01KOYEVELQ

Zvyva ot yoveig tov moudod pe PWS pihodv yio Kowvovikn omopdévmon, kabog 1 cuvexng
EMTNPNOT YOP® 0md TO PayNTod, eV YiveTan 0KOAN KATOVONTY OO TOV KOW®VIKO mepiyvpo. H
Tapovca £peuva, E0TIALEL 6€ 000 PACIKES KOWVMVIKOOIKOVOKES EMMTMOOELS Y10 TNV OIKOYEVELN
amd T1g TOAD TepLocdtepeg o€ apBud mov mapatnpovvion (Eurordis, 2009).

oppova pe to otowyelo g épevvag mocootd 11% tov acbevav - ypeidotnke va
petaxopiocovv € €va Mo KOTAAANAo Sapopeopévo omitt (32%), Ny vo gival To Kovid o€
€101KO KEVTPO PpovTidag (32%) aAld kol yio va Bpickoviol KOVId G€ GUYYEVEIG 1] G€ E01KOVG GTN
ovykekpiévn madnon. To mocootd avtd KatavéUETOl - GXEOOV  10OTIHO OTIC YMOPES TOL

eetalovton pe o ediytota pkpotepn dwpopd oto H. Baciiero.

100 forced to move
because of the
disease
80 o
B ves

Count

France ftaly LK other
COUNTRY OTH

I'paonpa 3.10: Avaykaotnke vo puetaxopioer eloutiag e nadnons avae yawpo.

Emumiéov, éva pérlog TG owKoyévelns o€ mOGOGTO GUVOAIKA 63% T®V GUUUETEYOVTI®V
OVOYKAGTNKE VO HELDCEL 1] KOL VO GTOPOTHGEL TNV EMOYYEAUOTIKY TOV OpAGTNPLOTNTA Yo VO

@povticel to mpootatevdpevo pérog pe PWS (Eurordis, 2009).
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KE®AAAIO 4

ALEPEVVIIG] TOV AVAYKOV Y10 LOTPLKES KOl KOIVOVIKESG
VI PEGLES

4.1 Ilpocfacn oc Kvpies latpikés Yanpeoies

To mpdTO PéEPOG TOL epmTNUATOLOYioV (Mépog 1-8) sivar povadikd yia kdbe madnon Kabng
neprapPdvel Tig eumelpieg TV acevav oyxetikd pe v TpocPacn o€ 8 eMAEYUEVES 10TPIKES
vanpecieg, mov giyav mpotabel amd TOVG GLUUETEXOVTES POPEIS OC Ol O CTUAVTIKES Yo KAOE
wéOnon. Avtég mov eiyov mpotabel yio to PWS nrav: o evdokpivoldyoc, o opBomaidikoc, o
wodiaTpog, 0  S1outoAdY0S/d1aTpoPordyos, 1 @uotlobepameia, M  youyobepomeio/Oepameio
yoyokvnTikoétntag, 1n Aoyobepameion Kot 1 0dovrioTpikn @poviioa. O acBevig €xel €0 ™
duvatdNTo Vo TEPLYPAYEL GUVOMKE TNV EUTEPIO TOL GO TIG EMCKEYELS TOV YPEWAGTNKE VL
Kéver Yo kabe éva Eexwplotd €ldog mepiBoiyme (epdoov 10 ypeldotnie) Kab’ OAn tn dStdpKeLd
TV teErevTaioV 12 punvav.

Onwg NTov avapevOUEVO, EMICKEYELS G EVOOKPIVOAOYO YPELAGTNKOV Ol TEPICCOTEPOL ATO
Tovg aobeveic mov cuppetelyav oty €pevva, Kabog etvatl yvootd 0tt 1o PWS eivan katd kopro
Aoyo o evookpwvoroyikry mdOnon (PWS UK). To yeyovog Ouwg mov amortel mepoitépm
dtepevvnon eivar 6Tt 4% TV acBevdv OV ATAVINCAV GE OVTO TO EPMTNUA, ONAWGOV OTL EVE
YPEWoTNKAY EVOOKPIVOLOYO M TpdoPacn o€ avt v &wikdtnTa NTav advvarn. Eva dailo
onueio mov ypnlet mpocoyns eivar Ot evod givar yvootd 6t 1o PWS pmopel va odnynoet oe
nayvoopkio, povo 196 and tovg 371 amdvinoav 0Tl ¥perdoTKay SUTOAdGYO 1} SATPOPOAHYO

KaTd TOVug TEAELTAiOVG 12 pnveg.

Yynid oyetikd epgovifovior ta mocootd e adbvatng mpdcPoonc oe Bepomentiég
ovvedpieg AoyoBepameiog (18%) xor @uoobepaneiog (20%), yeyovdg mov dmpovpyel TOAAG
EPMTNUATO KOl KUPIMG Y10 TOOLG AOYOUG NTaV adhHvoTn Kol UATOG O0PEPEL TO TOGOGTO AVTO

avQL YOPOL.

-55-



Kepdiaio 4
A1epedvnon TV avaykmy YLo. LATPIKES KOl KOIVWVIKES DTTHPECLES

H é\heryn moapamounnc (lack of referral) ftav n mo cuyvn attia yo v addvorn tpoécPoon
oe modiaTpo (91%), puciobepamneia (86%), daitordyo (81%) kot Aoyobepamevty (81%) Kot
Kopaiveron petald tocootol 61% - 79% yia 11 dAleg 4 1otpikég e1dKOTNTES TOL £€eTdlOVTaL
mopokdato. H un dobecinomra tov vanpeciav avaeEpetol Yo Kamoleg Oepansieg OTmc ivor n
yoyoBepamneia (33%), n puoobepancio (31%) ko n Aoyobepaneia (30%). To Tpocmmikd
YPNLULOTIKO KOGTOG NTOV TO TLO CTLOVTIKO MOS0 Yo TV TpdsPaocm oe odovtiatpo (14%) evod o
xPOVOG avapovig amotédese duokoAia yia T puctoBepaneia (33%), droutordyo (24%) Ko
yoyoBepamneia (22%) (Eurordis, 2009). ToviCetot 1 o1 Adyor un mpodSPaong 6Tig LTPIKES
VANPEGIES amoTEAOVV HEPOG TOAAATADY OTAVINGEWV Kot KaBe acBevic umopel va avagépet

TEPLGGOTEPOLS ATd Evay AOYO Yl KaOe e101KdHTNTO.
Iivaxac 4.1: Ilpoofoon ae Kopieg latpixés vmnpeaies ova. e101kotnTa

MpécBaon oe
OIS TTOAU TTOAU
YTmnpeoieg (Toug " €UKOAN OSUOKOAN . aduvarn ZXYNOAO
. €UKOAN SUoKoANn
TeAguTaioug 12
T\ ZX9)
Ev50KpIVOAGYOC 66 169 27 6 11 279
(Kwa' 4) 0 0 0 0 0 0
24% 61% 10% 2% 4% 100%
OpBOTTAIBIKGS 31 96 24 11 20 182
(xwd. 8)
17% 53% 13% 6% 11% 100%
(kwd. 14) 36% 50% 7% 1% 7% 100%
AlciToAbyog- 37 90 39 9 21 196
Alatpo@oAdyog
(kwd. 17) 19% 46% 20% 5% 11% 100%
®uaiobepareia 44 78 18 4 36 180
(xwd. 19)
24%, 43% 10% 2% 20% 100%
WuxobBeparreia- 24 98 23 9 18 172
YuxokivnTikn
h5.249) 14%  57% 13% 5% 10%  100%
Aoyo@spaTreia 24 71 17 8 27 147
(kwd. 28) 16% 48% 12% 5% 18% 100%
030VTIOTPIKNA 87 112 26 2 14 241
@poVvTida (KW3.
30
) 36% 46% 11% 1% 6% 100%
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H yvoun tov ac6evoig yio 1o péyebog g avtomdkpiong 6Tic TPOGOOKIEG TOV KATAYPAPETOL GTO
TAaoL0 TNG TAPOVGOS £pEVVaG Yo KAOe pio amd Tig KUPIEG LOTPIKES VIINPEGIES TOV ovapEPONKaV
Tapondve. To peyaddTtepo T0c0GTO TANPOVG AVTUTOKPIONG TPOEPYETOL GO THV VANPESIOL Yo
odovtiatpikn epovtida (70%), evd 10 YUUNAOTEPO TOGOGTO TANPOVS AVTUTOKPLONG ATOTIUATOL
v v yoyoBepameia (31%). Zvvolkd 1 TANPNG KAl HEPIKT| AVTOTOKPION OTIS TPOGOOKIES TOV
acBevoug emtevyBel oe éva 1060010 90-94% Yo Tov TOUdiaTpo, EVOOKPIVOAOYO, 0pBoTadko,
ovooBepancio evd oe T0cootd 80-88% Yo Tov datordyo, yuyobepaneio Kot Aoyobepamneia.

Hivaxag 4.2: AvioroxpiOnke oc Tpoadokies Tov 0g0svovg

AvTatrokpidnke oxi

ot MPoodoKieg TARPWG MeEPIKWG 101aiTepa  kaBéAou ZYNOAO
EvdokpivoAbyog

(kwd. 4) 50% 41% 8% 1% 100%
OpBotraidikog

(kw?d. 8) 50% 41% 6% 3% 100%
Maidiatpog

(kw3. 14) 55% 39% 5% 1% 100%
AlaiToAb6yog-

Ailatpo@poAdyog

(xwd. 17) 40% 40% 16% 4% 100%
Qduoiobepartreia

(kw3. 19) 49% 42% 8% 1% 100%

YuxoBepatreia-
YuxokivnTikA

(kwd. 24) 31% 52% 14% 3% 100%
AoyoOepaTtreia
(xwd. 28) 38% 50% 7% 5% 100%

odovTIaTPIKA
@povTida (KWd.
30) 70% 25% 4% 1% 100%

Kobng o1 avaykeg tov acbevolc yio wtpikr] mepiBaiyn dev €£avTAOVVTOL OTIS TOPATAVED
EWOKOTNTEG, O 000V KOAEITOL VO CUUTANPMOOEL GE EMOUEVN] EPMTNGCN TMOEG 1OTPIKES
€101KOTNTEG, TL €ldovg eEetdoeic/diepeuvnoelg kol Tt €100vg eEgdtkevpévn mepiBoaiym mov

oyetilovtal e TNV TABNGN TOL, YPEUCTNKE KATA TN SIUPKELD TOV TEAELTAIOV 24 UNVOV.
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4.2 Xvvoio avaykav yo latpikés Yaypeoics 5 mwepiQalyn

O acBevig €xel Vv emloyn €lKoot okTd (28) 10TPIKAOV EWOIKOTNTOV Y10 VO OVOPEPEL TTLO
OAOKANPOUEVO, TIG OVAYKEG TOV Y10 WOITPIKES LANPEGIEC Katd TN OldpkeEln TOV TeEAEvTAinY 24
unvov. H petapfinm «Zovoro latpikav swdwotitov 1-28» nepiéyet afpototikd to aptBud tmv
OLPOPETIKMY EWIKOTNTOV, TOL THAVMOG YPEWCTNKE O 00HEVIG 6TO 1010 Ypovikd S1doTnua
(Mépog 9 1oV gpopOTOA0YiOV). TO GUVOAD TOV WTPIKAOV EWIKOTATOV. TOY KATA HEGO Opo 3
ewwoTNTEG UE péylom) Ty TIg 12, 6mwg mpoodopiletar otov mivoka Tov  akKOAOLOEL.
AevkpviCetar 6t 0 apBudg TV emokéyemv oe kdOe oTptkn eWKOTNTO pmopel va NTav Kot

UEYOADTEPOC.

Hivaxog 4.3: latpixés Yrnpeoicg n wepiOalyn Kotd Tovg teAevT0iong 24 Unjveg

Mepiypaikda MéTpa yia
oUVOAO 1aTPIKWYV
UTTNPECIWYV Kal
@povTidag

Tumikn EAdaxioTn

M.Dpog ATToKAION Tiyn

Méyiotn Tipn

ZUgvolo larpikwv
EidikotATwyV 1-28 4,92 3,24 0 27

2U0VoAo AIQyVWOTIKWYV

ESerdoewv 1-12
2,95 2,35 0 12

Zuvolo MepiBaAyng 1-
13 3,51 2,23 0 11
MNoéoeg popég Eyive
€10aywyn o€
Noookopegio
(arédvrnoav o1 161
oToug 271 TTou
XPEIAOTNKE VA
VOO nAguToUuV) 2,49 3,35 1 20

[Tio ovykekpiéva, GOUPOVA LE TO ATOTEAEGHATA TNG £peLvas, 38% tav acBevav (ntmoav
opBoipiatpo kot 31% koapdordyo. latpucéc edwotnteg Omwg yevetikn, QPA, depupatordyo,
TVELUOVOADYO Kot vevpordyo (ntmoav oe gvopog 11-24% twv acBevav (Eurordis, 2009). H
KoToOvoun Tov aplfuod TOV EWVIKOTNTOV TOv Ypeldotnkay ot acbevelg, mapovclaleTor 6To

TOPOKAT® YPAPT LA TOV AKOAOVOEL.
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Total # of consultations from other doctors 1-28

Cpaonpa 4.1: Pafooypouuo «Xovolo 1ompikadv eidikotitwv 1-28» yia tovg acbeveic ue PWS

[MapdAinio pe TG 10TPIKES €101KOTNTEG 0 0oBevnc £xel T duvaTdTNTO Vo EMAEEEL TOlES OO
g 12 dwyvootikéc €EETACE; TOL  avOEEPOVTAL. OTO 1010 epdTNUA  (HEPOS 9  TOLG
EPOTNUATOAOYIOV) XPEWIGTNKE KATA TN OAPKELD TV TPONYOVUEVOV 24 Unvev. ZOUQ®VAE LE T
amoteAéoUATO TNG £pevvac ol aocbeveic ypeldotnkay o€ peyaAddtepo Pabud MikpoPloAoyukéc
egetaoelg (71%), Axtwvoypagies (45%) kot ECG (34%) kabng kot oe pukpotepo Padud kvping
vrepnyoypaenuata, yevetikd éieyyo ko EEG (18-28%) (Eurordis, 2009). To ocbvoro twv
dlyvootik®v efetdoewv Nrav Katd péco 6po 3,5 efetdoelg pe péytotn tyun tig 11 onwg
VOPEPOVTOL GTOV TTOPUTAV® TIVOKOL

Emniéov mpocdiopiloviar 13 drapopetikd €idn mepiBaiyng mov oyetiCovion pe v mabnon
TOV, TOV KOTA HEGO Opo.- avépyovtol o€ 2,5 eidn mepiBaiync pe péyrom Ty to 12. TepiBaiym
v yooAld yperdotnke tocootd 50%, yeyovoc mov dev mpokarel EkTANEN kob®G 0 otpafiopdg
Yo TOPAOELY LA AVOPEPETAL VO TOPOLSLALeTOl 6€ T0c00Td 35% TV acBevav (Heinemann et al,
2010). A&oonpeiotog etval TEA0C 0 onuovTikdg aplBpos tov elcaynydv e NoGoKoUElo Tov
OTMG AVOPEPETOL KOl OTOV TOPAKATO TIVOK YPELAGTNKE Vo Yivel Yo To 56% tv acBevav yia

Katd pEco O6po 26 nuépeg (Eurordis, 2009).
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Ilivaxag 4.4: Zvyvotytes « Eiocaywyn oe voookoueio kKota To0g TEAEDTAIONG 24 IVeS» Yia TOVG

oa0eveic ue PWS
MocoaTo (%)
, ABpoioTIké MNMocoaTd
Ewoymyn oe . . S %) XWPIG TIg % .
; uxvoTnTe 000076 WpPIG TI
Noocoxkopeio KVOTITES ° EMAciTrouceg VeRisw
. eANAeiTTOUTEG TINEG
Tipég
OXI 139 37,5 44,3 44,3
NAI 175 47,2 55,7 100,0
ZYNOAO 314 84,6 100,0
EAAeiTrouoeg
. 57 15,4
Tiuég
FENIKO ZYNOAO 371 100,0

H xatavoun tov ocuvoéAov TV O0yVOOTIKAOV €EETACE®MV KOODC KOl TOL GUVOAOL TV

SLLPOPETIKMVY EW0MV 10ITPIKNG TEPIBAAYN S TaPOLGIALOVTOL GTO OVO TAPUKATM YPUPNLATO.

60

Count

20

: Hﬁﬁﬁﬁ
T T T T T T

T T T T T T
00 100 200 300 400 500 600 7,00 800 900 11,00 12,00
Total # of diagnostic tests 1-12

I'paonpa 4.2: Pafidoypouuo «2ovoio oiayvootikav eéetdoewvi-12» yia tovg acbeveis e PWS
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a0

607 ]

Count

10

ur I | ] 1 1 | 1
00 100 200 300 400 500 600 700 800 9,00 10,00 11,00

Total # of other care 1-13

Cpaonpa 4.3: Pofooypauuo «Xovoro driwv vrnpeoiav wotpixng nepiGotyns 1-13» yio tovg
ooOeveic ue PWS

Qo potovce Kovelg: ot mopamdve  avaykes TV - acfevav  mov  meprypagovtal,
dwpoporotovvtar pe v nhkia; [pdypott, dnwg Exer avapepbel 6To TPONYOLEVO KEPAANLO, OL
TEPLEGOTEPES OKOYEVELES TV NALKiaG 0-6 £ €rovy 10 peyarvTepo Papog g vhLVNG, TOGO
Y10 WOTPIKEG EMOKEYELS TOAADY EWDIKOTHTOV 0G0 KO Y10 TO TPOYPAUUATO TPMOIUNG TapEUPAoNS

onw¢ petald dAlwv puctofepaneiog, epyodepamneiog kot Aoyobepamneiog.

30,001
191

233,005

20,00

166 194 218

o]
264 2098

—
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1

5,00

Total # of consultations from other
doctors 1-28
T
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|
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0,00

T T T T T
0-& 6-12 1218 18-24 24-30 =30

age in groups

I'paonpa 4.4: Box-Plot « 2ovolo latpikav Eidikotitwv 1-28», ova niikiaxin ouddo acbevoig pe
PWS
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Avoapeiopnmro yeyovog OpmG Tapapével 0Tl 68 OAEG TIG EMOUEVEG NAIKIOKES OUAOES, AV OEV
YIVETOL OMOTEAEGUOTIKY] OloXElPIoN TOL PAPOVE Kol TOV 1O0UTEPOTHTM®V GUUTEPLPOPAS TOV
actevoug, 10te 0 acBevng pmopel Kot vo vooet moAD cuyvd kot modd emkivovva (Eurordis,

2009).

Mivaxac 4.5: eprypogixa Métpo yio 1 10TpIKES EIOIKOTNTES OVO. NAIKLOKY OUOO0,

Mepiypa@ika
MéTpa «ZUvoAo
laTpikwyv M.Opo Tutmiki EvdoteTapTnopIaKko MéyioTn
EidikoTATWV 1- -OPos ATToKAIoN EUpog Tipyn
28", ava
NAIKIOKK Opdda
0-6 6,39 3,59 3,25 27
6-12 4,96 2,61 4 11
12-18 513 2,87 5 12
18-24 4,41 3,32 5 15
24-30 4,68 2,69 3 10
>30
3,61 3,25 5 15

H opdda towv 0-6 givar ooty mov €xel Kot TI§ TEPIGCOTEPES OKPOLeg TIUEG, OMWG OElyveL TO
T ; Bt . 20 . 70 25%
napondve Onkdypappa mov mapovcstdletar. Emmiéov paiveton EekdBapa 6Tt T0 TpdTO 25% TV

TOPATNPNCGEDV Y1 TV ORAdA VT EEKIVAEL LYNAOTEPO ATTO TIG VITOAOUTEG NAKIOKES OHLADES.

Gaiverar 6tt o1 avaykeg mov oxetilovror pe v mdOnon Toug d¢ dapopomolovVTOL WLaiTEPQ
avé kotnyopio ewoodnuotog tov aclevav. H mpdtn katdtepn kol 1 ovoOTEPT KATNyopio
EGOONUATOC TOPOVCLALOVY - TOV 1010 HECO aplOHO  EWOIKOTNTOV Kol EAGYIOTO  UELOUEVT
eppaviCeton n devtepn Katdtepn Katnyopio. H peyoakdtepn tomikn) omdkAion eKTpdTol yuor T
OEVTEPT] KOTATEPT KATNYOPi EIGOONUATOG, OOV gp@avileTorl Kol 1 peyoAvtepn puéytotn T (27

EOIKOTNTEC).
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Mivaxag 4.6: Iepiypagpixe Métpo «Xvvolo lotpikawv Eidikotntwv 1-28», avd kotnyopio.

ELTOONUATOG
Mepiypagikda MéTpa
yio "aAAgg 10TPIKEG . .
emiokéWeig 1-28", M.Opog A:lr'rl:')T)\Klgn EA%Xu'gm Méyiotn Tign
avd Kartnyopia
€1008pATOG
<630 5,15 2,57 2 10
630-1600 4,89 3,77 0 27
1600-3900 5 2,89 0 13
>3900 5,1 2,99 0 15

4.3 Aroppryn ano Ernayysiuatics Yyeiog

To emduevo cvvIopo GYeTIKE TUNUO TOL gpmTnuatoroyiov (Mépog 10) avapépetor o €va
evaictnto Bépa mov avtipetonileton PdAAOV amd €vo peyoAHTEPO TOGOGTO TV achevdv, amod
eketvo mov Kataypdpetat. Ot TPMOTEG EVIVTADGCELS KOL TOL GXOALO TOV WTPAOV TOV OKOVV CUTH THV
mAnpoopia dev givar TOAD Oetikd. @aivetal OUOG TOG VOTEPO AMO KATOEG OEVKPIVIGELS, TO
0épa avto yivetan meptocoTEPO KoTovonto Kot agilel peyding tpocoyns (Eurordis, 2009).

[Mopatmpeitor Aowmdv €vo 060016 achevav mov avépyetat o€ 8,4%, mov £xetl amoppipbet and
Kdmowovg €wwove. Ov Adyor mov avagépovion eivor kvplowg «n  oampobupic Ady® 1ng
moAvmAokOTTaG» Tov - PWS (65%) ko Arydtepo yuwoti mpoékvyav Cnmuota  «idaitepng
GLUTEPLPOPEG), TOV O€ dEVKOAVVE TN HeTALD TOVG emKovmvia. Ta TEPIGEOTEPU TEPIOTUTIKA Y10l
TIG TEPLGGOTEPES autieg mapovstdotnkay. otn Toeyia, oAy Mydtepo otn [N'oAAia Ko [tadio odAd
Yoo mopomave omd - Evay Aoyovg kot otmv lomavia povo efoutiog «ampobBopiog Ady®m g

noAvmAokottac» (Eurordis, 2009).
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Ilivaxac 4.7: Anoppiyn amod emoyyeiuatics vyeiog eloutiog e TaOnons

n 5 (%) ABpoICTIKO
. . 0000TO
ATroppIyn amod 1 NocooTo (%)
ETMAYYEAPATIEG . XWwpig TIg i
uyeiag eSaitiog TNG ° ) XWwpig TIg
. eAAeiTrouoE
maénong ] g eMAeiTrouoeg
TINEG .
TIMEG

OXI 337 90,8 91,6 91,6
NAI 31 8,4 8,4 100,0
ZUvolo 368 99,2 100,0
EMeitrouoeg Tipég 3 8
ZUvoAo 371 100,0

4.4 Kowvwvikég Yanpeoicg

Avéyxn v kowvovikeés vinpeoieg (Mépog 11 tov gpmtnuatoroyiov) avépepe mocootd 42%
(156 drtopa) oto ocvvoro TV epoTOUEVOV - pe ddyvomon PWS. H mpdcfacn oe avtég Tig
VANPEGIEC NTAV YEVIKA EDKOAN G& TOGOOTO GUVOAKA 74,5% (g0KOAN £wg TMOAD €VKOAN), EVD
dvokoAn amodelydnke Y mocootd 15% kar advvatn v 10606td 2,3% TV EPOTOUEVOV, TOV

amAVINGOV GTN GLYKEKPLUEVN epdTnom. AtevkpviCetor €d® o0tt 23 and to 156 dropo mov

YPEWACTIKAY KOWVOVIKY] forifgta d€ oyolMacav 1o eminedo ¢ mapeOUEVNG VN PEGTOC.

Iivaxac 4.8: Eninedo [lpoofoons oe Koivavikes vrnpeaie

Emimedo
MpéoBaong

%

ABpoIOoTIKO
MocooTé (%)

TTOAU EUKOAN
€UkOAN
8UO0KOAN
TTOAU
8U0KOAN
aduvarn
ZYNOAO

34
65
20

11

133

25,56%
48,87%
15,04%

8,27%
2,26%
100,00%

1

25,56%
74,44%
89,47%

97,74%
00,00%

- 64 -




Kepdloio 4

A1ePeEDVNON TOV AVOYKMOV VIO LOTPIKES KO KOIVWVIKES DTHPETIES

MMivaxag 4.9: Exitedo Aviarokpions ae Avaykeg kotvaovikwv Yanpeoiwv, uépog 11 tov

EPWTNUATOLOYIOD

Emimedo o€ KOS Sev
AVTOTTOKPIONG O€ aTTOAUTWG Badué KATTWG Ka06Aou EEpw/dev 2YNOAO
Avdaykeg H ATTaAVTW
mTANnPOoPopNOoN 35 54 22 19 26 156
yia Sikaiwpara

22,44% 34,62% 14,10% 12,18% 16,67% 100,00%
TAPATTONTI OF 19 45 27 27 38 156
dAAeg utTnpECieg

12,18% 28,85% 17,31% 17,31% 24,36% 100,00%
TANpo@opiteg yia
£€EIBIKEUPEVN 9 22 30 20 75 156
TEXVIKA
UTTOOTHPIEN

5,77% 14,10% 19,23% 12,82% 48,08% 100,00%
BonBeia pe
OIKOVOHIKG 26 22 14 47 47 156
eviuma 16,67% _ 14,10% 8,97% 30,13%  30,13%  100,00%
BoRBeia yia
OIKOVOMIKN 10 29 16 24 77 156
UTTOOTHPIEN
6,41% 18,59% 10,26% 15,38% 49,36% 100,00%

gupeon
TTPOCWITIKAS 20 27 30 23 56 156
Bonbetag 12,82%  17,31% _ 19,23% 14,74%  3590%  100,00%
Bon6sia pe 44 30 23 25 34 156
KOIVWVIKA évtagn

28,21% 19,23% 14,74% 16,03% 21,79% 100,00%

20peova [e TOV Tapomdve Tivaka, Tapatnpeitol Tocootd mov Kupaiveror petasd 16% ko

48% twv gpotnBéviav, mov amdvinoav «Agv EEpw/Agv andvidv» GTO TOPATAVE EPOTAHOTO,

OYETIKA pe TO. emimedo avTomOKPIONG OTI CLYKEKPLUEVES KOWMVIKEG vanpecies. [dwitepa

AVENUEVO TOGOGTO OV ATAVINGOV OTL OeV EEPOLV/ JEV ATOVTOVV KATOYPAPETAL GTNV KOTIYOpia

™G «ITANPOPOPMNONG Yo eEEdIKEVUEVN TEYVIKT Pondeion. Daivetan emiong 6Tl TO TOCOGTO OG®V

KOVOTOMON KOV AmoADTOC Ao TV TOPOYT VTG TG VANPESINS NTOV TO To XoUNAo (5,8%) .

-65 -




Kepddoio 4
A1epedvnon TV avaykmy YLo. LATPIKES KOl KOIVWVIKES DTTHPECLES

info about technical support

80

(3]
[}
1

Frequency
T

fully well somewhat riot &t al

info about technical support

I'paonpa 4.6: Pafooypouuo «Eninedo Aviamokpions oe Avaykeg yio «I[IAnpopopnon oyetika. e
Eleioicevuévn Teyviry fonbeion

Avtifeto T0 mOoc00TO NG avtamokpons o Bépato Kowvovikng éviaéng omwc oyoAeio,
gpyocio, yoyoywyio 1 KoOAOKAPWN omacyOANGN, NTOV VYNAOTEPO amd TIG GAAES Kotryopieg
vnpectdv (28,2%). Onwg gaiveTon kot 6To mTopaKdto ypaenua, 44 dropo dSnAwcav amdAvto
EVYOPIGTNIEVOL OTTO TNV TOPOYT| VTG TNG VITNPEGLNG.

Evolagpépov mapovstdlet Kot 1 oy 0Tt 1 ovTomOKPIoT NTOV amoyonTevTiky| (Kaboiov) oe
OAeg TIG TTpoavaPepOuEVES KOWVIKES vanpeoieg (12 — 30%). 'Etot, to Bépa g Kowvmvikng
QPOVTIONG OTOSEIKVVETAL VO, PPICKETAL GE YEPOTEPN KOTAGTACT OO TO EMIMESO AVTOTOKPIONG
oTIG KUPlEG wtpkéC vanpeciec (PA. wivaka 4.2), OTOV TO TOGOCTO TOL OEV 1KAVOTOONKE

KaBOAOL OO TIG CLYKEKPLEVES 1OTPIKES £101KOTNTEC NTav 1-3% pdvo.
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assistance with social inclusion programs

Frequency

well somewhat not at all

fully
assistance with social inclusion programs

Cpaonpa 4.7 : Pafooypouuo « Exiredo Aviomoxpions oe Avaykes yio. BonBOsia oyetixn e
mpoypauuoto Kovwvikng Eviadney

O ocvvolkdG apPOOG TOV VIINPESIOV KOWMVIKAG BoNOELNG TOV TaPEYOVTOAL OO TPOCOTIKY

enoon (face to face) etvon xotd péco 6po 1,03 popéc otovg 156/271 mov andvincav 6To EpOTNLLO

(42% T0oVv GLVVOLOL), pe TumiKn amdkAon 0,57, eAdytotn Tiun 0 Kot péytotn Tun 3.
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KE®AAAIO 5

IIpocookies TV 060EVAOV GYETIKA NE TO ELOIKA KEVTPO,

5.1 Eicaywyn

«Baoikr amoctoAn evOC KEVIPOL TOV EOIKEVETOL GE UL GTAVIO VOGO givat vo SlocQaiicet T
Olyveon Kol TopokKoAovOnon TV  acBevdv, TPOCEEPOVTAG OTIG 101EG EYKOTAGTACELS,
YVOUOOOTNOEL, O€ TOAALOUG Touelg, 1aTpikéc efetdoelg KO €EOMAMOUO KOl YEVETIKN
ovpPovievtikny (BA. Epotnuatoroyo Epevvag oy EAANVIKY] YADGGO GTO TOPApTHLLAL).

O\ot o1 gumiexdpevol popeic xovv cupemvnoet 0Tt N kadiEpwon Ewwav Kévipov (Centers
of Reference) e evpomaikég ydpeg, KOOGS Kol 0 GVVIOVICUOS Tovg and Evpomaikd Aiktva
Avaeopdg (European Reference Networks), amotehodv A0oEIG yia @ o TNV £yKoupn Kol 6OOTN
oayvoon (avtikeipevo épevvag g Eurordiscare2) kat B. tnv avepmoOd1oTn 10TPIK| KOl KOWVMVIKY|
epovtida, mov eetaleton oty mapovoa Epsuva Eurordiscare3.

H T'evikn AebBvvon yia v Yyeia ko tovg Katavarotés (DG SANCO) g Evpomaiknig
Emitponng éxel avayvopioet m omovoadtta tov Ewdikav Kévipov e eBvikd eninedo, kabag
Ko TNV gupomaikn mpootBépevn a&ia g vrootnpiEng T@v Awtdmv Avagopds. [Tapdio mov
dev vmhpyel KOWOC OPGHOG TOV. KEVIPOV OTO KpAtn WEAN, moAAol €xovv avadeifer ta
Noocoxkopeio ®g PLOIKES dopES EEEIOTKEVOTG Y TOVG aoBEVELS Le omdvia Tdonon.

YOppova pe dNuoctevpéve ototyeio o acbeviic oto chvoro tov detypartog (5.995 acbeveic)
and 22 yopeg ywoo 16 mwabnoeig, ypeldotnke Kotd HEGO 0po 4 SPOPETIKA €i0N 1TPIKOV
vanpecov (3 oto PWS), 3 Swpopetikd €ion eEetdoemv (3,5 yio to PWS) kot 2,4 €ion dAAng
WTPIKNG Ppovtidas (2,5 yia 1o PWS) katd ) didpkela tov 2 tedevtaiov etdv. Katd m didpkeia
¢ 1dwg meptodov 47% tov acbevav (56% vy to PWS) voonievtnkav 6e vocokopeio Katd
péco 0po o 3 popég ka drapkela 20 nuépeg (26 nuépeg Katd péco 6po oto PWS).

To étog 2008 1 Eurordis, votepa amd v ekmdvnon g mapodcos EPELVOAG Yo TO EMITESO
TOPEYOUEVOV 1TPIKAOV KOl KOWOVIKOV VINPECLOV TPOS T ATOU LE KATOW Gmdvia mhdnon,
onuooievoe pia Anhoon Kowov Apyov yio ) Asttovpyia tov Ewdwov Kévipov kabng kot tov

Evponaikov Aiktoov avoaeopdc yuo T1g ondvieg madnoeig (Eurordis, 2009).
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Avaueco oto onueio mov avagépovtol otn OMAwmon avty, Ppiockoviar oe mpmdT) BEom TO

okorovOa:

KaBoc ov omdvieg mabnoeig eivor cuyvd odvBeteg, ta edkd kévipa ogeilovv va
TOPEYOVV U0 TOAVGLGTNUATIKY TPOGEYYIGT OTNV OVTIHETMOMION TOL 0acbevoic pe
GUVTOVIGLEVT TTAVTO TPOSTAOELAL.

Ta gdwd kévipa B mpénel va popalovtal TS YVMOGELS Kot TV £EE0TKEVOT| TOVS GE
€BVIKO Kot evpOTAiKO eminedo kot va ppovtilovv Yo T cvven avaBaduion Tovg.

Ta e01Kd kévipa opeidovv va givor pépn 6mov o achevic ocBdvetol acPaAng Kot
Kahodexovpevog kot o Tov dlevkoAvvouvy, ol mote v pmopel v givor 660 To
dvvatdv avtdvopos. Emiong Ba tov mapéyovv npdsfaocn o€ kowvavikny fondeia mTov va

AVTOTOKPIVETOL OTIC 1010HTEPES AVAYKES TG TAONONG TOVL.

5.2 A&1oioynen Asttovpyiddv mov umopovy va wapacyedovy

Ed® dtveton ) duvatdtnta 6T00g 060EVEIS VoL EKOPAGOVV TNV ATOYT TOLG LE PAom TIC avEayKeg

TOVG, OYETIKA pe TBavEG Aettovpyieg Tov Ba pmopovcay va tovg mapacyefohv ota e101KA KEVTIPOL

"Yotepo amd v mEPLypagikn avlAvcn Tt@v VO TPONYoLHEVOV KEQOAoiwV, €yel yivel

avTiAnmTo 10 péyebog g Tpikng mepiBaiyng mov oyetiCetan pe to PWS, gite avtn gival cuyvn

(6nwg:  @uoloBepomeia, AoyoBepomeio 1 yvyoBepomeia), eite eivor mepiotaciokn (OTMC

YEWPOVPYIKN N 0pBOTadIKT) O€ OAEC TIG MAIKIEG. AVOPEPETAL EVOEIKTIKG OTL TEPIGSHTEPOL OO

TOoVG pIoovg acbeveig ypeltdotrov T 5 and 11 8 kupleg ewdwotteg (PA. kepdrato 4) pe

peyoAvTEPT] ovayKn Yo vOoKkpvoAdyo (76%), Odovtiatpikry @Ppovtida (65%) kot Atotordyo

(54%).

SOHeova pe v amoyn Tov achevov 1 TV GLYYEVOV TOVG oV avTol glval oviAtKol, eaivetol

OTL TN peyaidTepn xpnootnTa Exouvv (63-64% cto chvoro TV epmTNBEVTOV):

0 GLVTOVIGHOG TG KOTAVOUNG TMV L0TPIKMV TANPOPOPLHV TOV acBeVODG HETAED OAV
TOV ETAYYEALATIOV TOV TOV GPOVTILOVV GTO EEEIOIKEVUEVO KEVTPO,

n dtevkdAvvon ™G mapakorlovdnong Tv achevodv ce ddpopa otddia g Lomng Tovg,
KAVOVTOG 10 OHOA TN HETAPAOT) amd TNV TOSITPIKN GTNV WOTPIKT EVNIAMK®V Kot omd

LTIV GTNV YNPLOTPIKT,
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e  KoOOG KOl 0 GLVIOVIGUOG TNG UTPIKNG TANPOPOPNONG HETAED TOL KEVTPOL KOl TV
EMOyYEALATIOV  LYeldg MG  TEPOYNS, TPOS  OLELVKOALVOTN - TNG - CLVEXOVG

TOPOKOAOVONOTG TOVG,.

MMivaxag 5.1: Xpnowdtnto twv gpoteivousvmy vanpesiav evog E10IKOD KEVIPOD YIo, TIG OTAVIES

raOnoeig
Mpoteivopevn KaB6Aou Aiyo . . Agv
Yrpeoia XpAoigo  XpAaiuo Xprioigo ATtrapaitnTto e 2YNOAO
. . 12 27 108 185 39 371
Zuyvi Ppovrida
3% 7% 29% 50% 11% 100%
Zopadikn 21 36 134 72 108 371
®povrida 6% 10% 36% 19% 29% 100%
Opadotroinon 9 19 126 181 36 371
Emoképewyv 2% 5% 34% 49% 10% 100%
laTpikn 7 1 89 239 35 371
MAnpo@opnon
MéoQ OTO KEVTPO 2, 0% 24%, 64% 9% 100%
AigukdAuvon 6 2 93 234 36 371
HETABAONG OTIG
NAIKIOKEG
ouadeg 2% 1% 25% 63% 10% 100%
n)\npo(p()pno'n 5 6 137 189 34 371
AcBevwv 1% 2% 37% 51% 9% 100%
IATPIKG UAIKO 1% 2% 37% 50% 9% 100%
Zuvepyaaoia pe 2 5 131 194 39
EPEUVNTIKEG 371
opadeg 1% 1% 35% 52% 11% 100%
MNapakoAoudnon 3 12 174 134 48 371
TPEXOUCWV
avayKwv 1% 3% 47% 36% 13% 100%
Emuépewon 2 3 122 205 39 371
€mayyeApaTiwyv
uyeiag 1% 1% 33% 55% 11% 100%
ZUVTOVIOHOG 3 3 100 235 30 371
IATPIKWV
TAnpogopiwv 1% 1% 27% 63% 8% 100%
ETikoIvwVvia pe 2 6 101 225 37 371
GAAa kévrpa &
SikTua 1% 2% 27% 61% 10% 100%
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Extoc amd 711 mpoavapepduevec Aeltovpyiec, mopatnpeitor VYNAO  OYETIKO TOGOGTO
«OMNUOVTIKN G Agttovpyiog kot Yo to Oépa g emwkovaviag pe ahda kévipa & diktva (61%),
EVD TO MKPOTEPO TOGOGTO LYNANG XPNOLLOTNTOS TOPOLGLALEL 1] TOPOYT] CTOPASIKNG OPOVTIONG
(19%).

sharing of
medical
information
within the centre

facilitating
transition by
age group

M of no use M of no use

I of little use M of little use
_c B,
£ [CIno opinion O no opinien
I'paonpa 5.1: Fpaonpa 5.2:
«lazpixn [1npopdpnon» «Aievkdloven g Metdfooncy
Méoa oto Kévipo Ava Hlxraxn Ouado

To emdpevo Ko teEAevToio epdTNUO OOV 0 AGHEVIC N TO GLYYEVIKO TOV TPAOGMTO, OV £ivat
aVAMKOG, KOAEiTOl VO EKQPACEL TNV Amoyn Tov, €ivor Pacikd Yoo T YAPAEN EVPOTUIKNG
TOMTIKNG GTO YOPO TOV oraviov todnocemv. Ot acbevelg pe PWS ondvimooav 6tt péiiov
GLUUEOVOHV amOAVTO, e TN dNUoLPYict SIAPOPOV EWIKOV KEVIP®V Kol OYL VOGS HELOVMOUEVOL
€Bvikol kévtpov, £T61 ®oTE VA EYovv KoAOTEPT TPOSPaoT GE aVTA.

Onwg @aivetor otov mivako mov akolovbel, oAAd Kol oTa €mOUEVA SVO YPOPNLOTO, TO
T0G00TO TV acevdv Tov GLUE®VOVV pe TN dNUoVPYic EVOC LELOVOUEVOD EOIKOV KEVIPOL
etvar 22%, evd 10 TOCOGTO TV 0GOEVOV OV GLUP®VEL amdAVTA Yo TN dnuovpyia Sdpopwv
Kkévipov givar 62%. MapdAinda pe ) BeTIKn Yvoun mov eKepalovv yia Tn onpovpyio dSideopmv

KEVIP®V, SNADOVOLY GOUE®VOL LE TNV TPOTOCT OTL N TapakoAoHON oM VYN0 ap1Boh achevodv
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TPoAyeL TNV €EEOIKEVOT TOV EMAYYEAUATIOV VYELNG, EMOUEVEDG Eva TETOL0 KEVTPO Bo Tpémel val

mopoakorovdel LYMAO ap1Bud achevodv amd pia oravia Tddnon.

Iivakag 5.2: ACioAoynon Aniwoewv oyetikav ue v mhovn vAoToINoy EL0IKOYV KEVIPWY

. . , Agv
. ., Aldcpwvw AldpWVW CUPPWVW e ,
AgioAdéynon ARAwong év(Tpova v (Sépﬁl £\y:.ll)ép£I oupPWVW  EEpw/Aev  TYNOAO
ATTAVTW
1. Megpovwpévo £0vikO 80 94 71 B2 - 371
KEVTPO
22% 25% 19% 22% 12% 100%
2. Karavopn o€ 5 22 57 230 57 371
Aidpopa kévtpa yia
kaAUtepn Tpoofaon 1% 6% 15% 62% 15% 100%
3. NapakoAoubnon 6 23 100 211 31 371
uypnAou ap. AcgBeviwv
TPOAyEel TNV
e&e1dikeuon 2% 6% 27% 57% 8% 100%
4. Tlpotiuctepa Ta 13 28 88 214 28 371
€151KA KEVTPA YIA
egéraon & €181k6TEPN
TEPIOAAYN 4% 8% 24% 58% 8% 100%
5. np°T|p6T£po| ol 1 53 152 118 37 371
€TTayyeAPATIEG UYEiag
TNS TEpPIOXNS 3% 14% 41% 32% 10% 100%
6. To k60TOG
HETAQOPGC N/Kal N 12 38 117 170 34 371
avdaykn cuvodeiag
gutrodifouv Kupiwg
TNV Tpoécfacn o€
KEVTPO 3% 10% 32% 46% 9% 100%
7. O xpoévog R/kai ol
PUOTKEC BUTKONIES 8 42 123 162 36 371
guTTOdifouv Kupiwg
TNV TpoécBaon o€
KEVTPO 2% 11% 33% 44% 10% 100%
8. O p6Aog Tou
aBoAGyou Eival 77 62 100 103 29 371
KUpiwg n dlaxeipion
HN €181IKWV
TPOBANUATWY UYEiaG 21% 17% 27% 28% 8% 100%
9. Amrapditnm n 2 6 54 283 26 371
ouUVEPYATia TOU
KEVTPOU ME
OPYAVWOEIG 00BEVIV 1% 2% 15% 76% 7% 100%

{ ) TIKO TO OT 0T ola o0evav 6g T0GOOTO 0, OYETIKA UE T
Eival pairov fgtikd to otoryeio oLlpOViac Tov aobevav og m1ocootd 21% £TIKG, pe tnv

npdtacn 01l 0 pOAlog tov maboAdyov eivar vo dwyelpileton mpoPAnuata vyeiog, mOv OV
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oyetilovion pe ) ondvio voco. Evivtooiokd t€Ao¢ mapovstaleTol T0 T0G00TO GUUEMVIOG Yol
TV OTOPOiTNTN GLVEPYACIH TOV E101KOV KEVIPOL WE TIC OPYOVMOELS TOV aoHevov, Yo va

«OEEAEITAL OO TN YVAOOY TOVS GYETIKG LE TNV KOONUEPIVOTNTO KO TIS OVAYKES TMV 0GHEVOVH
(Eurordis, 2009).

a single
national
centre

several centres

] strongly disagree
H partially disagree
O partially agree

| strongly agree
Cno opinion

W strongly disagres
@ partially disagree
O partially agree
B strongly agree
Oro opirion

I'paonpoa 5.3: Cpaonpo 5.4:
«Meuovaouévo lotpiko Kévipor «Adiopopo. Kévrpay
% ovupwviog % ovupwviog

high # of patients

.slrungly disagree
M partially disagree
[ partially agree

M strongly agree
Ono opinion

role of general
practitioner

W strongly disagree
M partially disagrees
Cpartially agree

M strongly agree
Cno opinion

I'paonpa 5.5: I'paonpa 5.6:
«Yyniog Ap1Buog Aclevarvy «O poiog tov waboloyovy
% ooupwviag yio v eeidikevon % ooupwviag
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KE®AAAIO 6

Eg@appoyn Aoyrwotikng Illaiwvopounong o Asdopéva tng
"Epgvovag

"Yotepa omd v TEPLYPAPIKT] avAALGN TOL £YVE OTA TPIOL TPONYOVUEVO KEQPAAMLO, YiVETOL
aVTIANTTO OTL Ol 1ATPIKEG Kol KOWOVIKES avaykes tov acbevav pe PWS eivonr moAdég ko
ouvBeteg. 'Evag mpotetvopevog tpomog avILETOTIONS TOVS Eivot 1) ONliovpyio EW0IKOV KEVIP®V,
omov ot acBeveig Bo pmopohv vo €YOuV Ho TOAVGUGTNUATIKY PPOVTIdN, £POGOV £YOVV ThPEL
gykoipa ) owotn odyvoon. H Eurordis dwaitepa avadekvoet Ty dueon eoufoln twv sditkov

KEVTPY Y10, TNV OVTILETOTION TOV TAPUKATO OepdTov o Okeg TG Ypeg g Evpdnng:

® TNV QVAYKN EYKAIPNS OLAYVWONS Y10 TNV OMOTEAEGUOTIKY] OVTILETOTIOT TOV GLVOIMV
GUUTTOUATOV
o TV avayKn PeAtimons TS TPOGRACHS GE KOWVMVIKES VANPESIES Y10 OAOVG TOVG

acBeveig Kot TIC OIKOYEVEIEG TOVG.

Aopfdavovtoag vmoyn Tic emonUaveels avtég, Tov Bacilovtol 6T GUUTEPAGLOTO TN EPEVVOG
Eurordiscare3, 10 mp®to péPOG TS avAAVONG 0VTOV TOV KEPOANIOL ETIKEVIPOVETOL GTO BEpAL TNG
gykopng odyvaong, kabmg ot KaBuoTePNOES TOL TAPATPOVVTOL, TOAAES POPES UITOPOVV Vi
amodeyBovv potpaiec (Eurordis 2009). Zxomdg eivar vo diepevvnBovv dtapopés oto BEpa g
Syveong ava xopa, kabmg Kot oe oxEon pe AAAoVS ThovoOS TapAyovTES, OTMG Y10 TAPAELY LA
ToV TOTO Katoikiag N To eil06dnpa. BéPata to BEpa g £ykarpng d1dyveong NTav To avTIKEIIUEVO
peAétng mpomyoovuevne €pevvag ¢ Eurordis, 6mov Mtav Swbécyueg moOAD meplocdTEPEG
petapAntég, mov Ba umopovoav va cuopParlovv oty epunveio toyxov oapopav. Ilapd to
yeYovOos OTL auT M €pevva E0TIALETAL OTIS OVAYKES OTPIKAOV Kol KOW®MVIK®OV VLTNPECIDV,
Bewpeitar and ) Eurordis Bépa vyiotng onuoaciog kot Oa mpémel va yivel avapopd, av Kot 1
TANPOPOPNON TTOV £YOVLE Yo TO BERA 0VTO OeV Elvatl OLOKANP®UEVT.

To debtepo PUEPOG TG OVAALGNG TOL KEPAUANIOV EMIKEVIPMOVETOL GTNV OVAYKN PBeATioong g

npdoPaong oe kowvwvikég vinpeoies. [lapatnprOnke 0TL o€ oy€on He TIC WTPIKES VANPEGIES, M

=75 -



Kepdiaio 6
Egpapuoyn Aoyiotirng Iaivopounons oe Acoouévo. tns Epevvag

TPOGPOoT GE KOWMVIKEG VINPESIEG O OIAPOPES EVPOTATKES YDPES EIVOL GYETIKA TTO OVGKOAN,
OT®¢ emiong 0Tt o1 acbeveig dev emAéyovv vo angvBuvBovv 6e KOVOVIKEG VINPETies, kpivovtag
amd TO GYETIKA YOUNAO TOGOGTO OCMV AMAVINGAV OTL YPEWUCTNKOY KOWMVIKES VINPECIES.
[Mopdépola cvumepdopata pmropovv va e€ayxbodv Kot and to oyeTkd vynAd mocootd (17% -
50%) 6cwv dev amdvinoay (6ev EEPM/OEV amAVI®), O EPOTNOEIS GYETIKEG UE TNV IKOVOTOINoN

TOV 060EVAOV 0O GLYKEKPIUEVES KOVMVIKES VIINPEGIES, OTMC:

® 1 TANPOPOPNON CYETIKA LE T STKOUDLOTOL
® 1 TOPOTOUTY| GE GALEC VTN PEGTIES

® 1 TANPOEOPNON YO TEXVIKT VTOGTNPIEN

e 1 Pondein pe oovopka Evivma

e 1 Bondelo pe emdopaTo

e 1 Bondewn pe mpocwTIKEG VANPEGiES

e 1 Ponbela pe TPOYPAUUATO KOWMVIKNG EVTOENG TOV 0G0EVDV.

6.1 Migpevvnon Eyxoipng Aidyvwons

Yoppova pe v mponyoduevn épevva g Eurordis (Eurordiscare2), to mocootd g
veoyvikng owdyvoong Mtav- 32% oto ovvoho Tov dciypatog 803 atdpwv pe PWS mov
ovppeteiyov. EmumAéov, ntapatnprinke kabovotépnon ot ddyvoon, Tov yuo To Kopitolo NTav
KaTd péEco 6po 30 pnveg Ko yra ta ayopia 7 unveg (Eurordis, 2009) oe d6ovg acbeveic dev mpav
dtbyvoon péxpt tov tpito univa. To Bpa g €ykopng ddyvoong Oiyeton Eavd oty mapodoa
épevva Eurordiscare3, a@ol kotaypd@etol ekT0¢ amd v nAkio Tov 0cbevodc onuepo Kot 1
nAikio tov kotd ™ ddyveon. Eivor eEdArov eppavég amd v mapovsiaon tov Kepaiaiov 2
(map. 2.1), 6TL N Eykoupn S1AyvmOT OmOTELEL ONUAVTIKY TPOPAENTIKY UETAPANTN Yo TNV EYKALPT
avtipetonon g tadnong (Molinas et al., 2008).

Kabnhg 10 evdropépov eotialetor oty petafint anokpiong « Eykoipn Adyvoony, mov eivat
po dttiun petaPAntn, emiyelpeitor N aviAvon TV OedOUEVOV HE TN ONUOVPYIN HOVTEA®V
AOYIOTIKNG TOAVOPOUNONG. APYIKA YIVETOL U0 TPAOTY SIEPEVVION GE GYECN HE TO GVAO, QpOV

mapoTnpeital po dtapopomoinon oto Bépa g kabvotépnong g dbyvoons. To exduevo Ppa
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glval n dnovpyia vOg LOVTELOL AOYIGTIKNG TAAVOPOUNONG LE OAEG TIC KVUPLES EMOPACELS TV
petapAntav, mov Bewpovviar 01t Bo umopovoav va epunvedoovy . ThavOTTO £YKOpNg
dtbyvoong. Ot petafntés avtég eivon ovveyeic, omwg mn mikio tov - acBevodg onuepa
(AGEMAL), kot xatnyopikés, 6mwg eivat: n xodpa (PAYSB), o tomog katokiog (HABITAT), to
elooonua. (RESSOUR), to vyniotepo poppmtikd eninedo omyv owkoyévela (NIVEAU), o gvuro
(GENDER). A@o?¥ d1epeuvnBei n 0TOTIOTIKT ONUOVTIKOTITO TOV GUVIEAECTMOV Y10, TIC TOPOTAV®D
petapintés, Bo mpotabel €va KATAAANAO HOVTEAO TOL VO €IVOL GTOTIOTIKO OTOdEKTO Kot O

d0000V o1 oyeTIKEG EpUnVEieC.

6.1.1 'Eykoipn Awdyvoon og oyéon pe 10 oo

Apyikd yivetar diepedvnon g oyéong petald tov «@vrlovy kot g «Eykaipng dibyvoonoy,
ommg £xel oprobel oy ponyovpevn Epevva ¢ Eurordiscare2 (émg v nlikia tov 3 unvov).
Aivovtal to. ototyelo o€ mivako cuvAaEelag HETOEY TV dvo peTafAintov. Iapatmpeitoar 6T T0
derypotikd mocootd TV ayopudv (23%) mov €xovv Tn Sidyvoon péxpt tov 3° pRva givol

£yaA0TEPO amd TO dELYUOTIKO TOGOGTO TV Koplrtoldv (18%).
pey p yu p

Mivaxag 6.1: Eyxaipn Aiayvwaon (6w 3 unveg) ove @olo

‘Ewg 3 urveg
Oxi Nai >Uvolo
dUAo ayopia 134 41 175
KopiToIa 147 33 180
>0voho 281 74 355

O derypotikdg AOYog oxetikdv mhavottev (Sample Odds ratio M é) elvat ioog pe 1,36, 6mwg
TPOKVTTEL O TOV. TOTO:

(0,82*0,23)/(0,77*0,18) =1,36.

"Eto1 1 oyetucn mhovotnta £ykopng odyvmong ota ayopa ivarl 1,36 popéc peyolvtepn amnd
™ oyeTik mhavotra ykapng ddyvoong ota kopitowa. To didotnua epmetoohvng 95% ya
AoyapiBuo tov odds ratio extipdron oe (-0.20,0.82) apov €xer extiunBel 10 TLTIKO GEAAUA

SE=0,2624 pe tov tomo:
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SE:\/L+L+L+L:O.2624.
134 41 147 33

To avticToy o SUoTNILE EUTIGTOGVVNG TTOV TPOKVITEL Y10, TO AOYO CYETIKMOV THAVOTNTOV Eivat
votepa omd aviihoyopifunon:

(e7%,e"%) =(0.81,2.27)

To mopoandve dwotnuo TeplEyel T Hovada, emopevas dev. anoppintetorn Hy 1 0 = 1 évavtt
™G evolAaKkTiKng vdbeong Hy: 0 #1, o€ eninedo onuovikottog 5%.

Oewpdvtag 0Tl 6€ KATOES YDpeG Umopel va mapatnpnlodv ypagelokpatikéc kabvotepnoelg,
Yo mopdderypo: eykpicels €60V amd To acQUMOTIKG Topein, lepapyion oe OlepELVNTIKEG
e€etdoelg mov €yovv kOGTOG 6T dbryveon evog Bpepovg pe PWS, yiveton pia depevvnon g
oxéong petad tov 6vo petafintadv: OOAoL Kot £yKoapng ddyveons, opilovtag g £yKoipm
odyvoon v nAkia éog tovg 6 pnvec. Ta otoryeia mapovctdlovtol GTOV TOPUKATO TIVOKO
ocuvvdopewoc. TTapatnpeitor avEnon tov SEYHATIKOD TOGOGTOU £yKOpNG O1dyvmong Kol oto 000

eVa (30,8% ota ayopla kat 26% ota Kopitoia).

Mivaxag 6.2: Eyxaipn Aicyvawaon (wg 6 unveg) ava @olo

‘Ewg 6 prveg
Oxi1 Nai >Uvoho
duAo ayopia 121 54 175
KopiToIa 133 47 180
>0volo 254 101 355

O derypotikodg Adyog oxetikmv mbavotitov (Odds ratio 7 é) elvan {ioog pe 1,26, dmwg
TPOKVITEL OO TOV TOTO:
(0,739*0,308)/(0,692*0,261) =1,26
‘Etol n oyxetwen mbavotnta ykaipng didyvaoong oto ayopla givar 1,26 opég peyarvtepn ond
N OYETIKN ThovoTNTO EYKOpNG ddyvmong ota kopitola. To didotnua epmictoohving 95% vyia

t0 AoydpiBuo tov odds ratio extipdron oe (-0.23,0.69), apov £xel ekTyunOel 10 TLIKO CEAAL

(SE=0,2357).
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To avtictoryo ddotnue EUMTIGTOCHVNG TOV TPOKVTTEL Y10, TO AOYO GYETIKAOV THovOTHTOV Eivart
votepa and avtiloyapiOunon:

(6—0.23560.69) — (0'79’2)

To mopamdve Siotnua TeptEyel T povada, emopuévag dev amoppintetat 1 Hy 1 6 = 1 évavtt
g evarraktikng vedbeong Hi: 0 #1, o€ eninedo onuoviwomtag 5%.

"Yotepo and v mopamdve ovdAvon eoivetor 0Tt 0 O1pOPOToLEital SNUAVTIKA 1 £yKopn
duyvwon og oxéon He To QUAO OTO Ogiypo avtd, OTMG emiong O UETOPGAAETOL 1) GYETIKN
mhavotTo EyKaipng Olyvmong oto ayople GE GYECN HE To Kopitola, av mpootehovv otnv
avélvon ta Ppéen éo¢ kou 6 pnvov. H pn onupaviikomta tov. @OAOL ®¢ emeénynUaTiK
petafAnt yw v £yxoipn dwyveoon Ba eovel Kot 6To HOVTEAO AOYIGTIKNG TOALVOPOUNGNG, TOV

OKOAOVOEL.

6.1.2 <Eyxaipn Avdyvoon» pe Kopieg enopaoeis 0Lov TV peTafintav

Apywd yivetor mpooapuoyn €VOG HOVIEAOL AOYIOTIKNG TOAVOpOUNoNG Yo N Oltyun
petafAnt) «Eykopn Awdyvoony, pe emeEnynuotikés petapintés i AGEMAL (Hiwio tov
acBevoig onuepa), PAYSA (Xopa), HABITAT (Torog Katowiog), RESSOUR (Eiwcoonua),
NIVEAU (YynAotepo Mopowtikd Emimedo omv owoyéveln) kar GENDER(®VOA0). To
TPOTEWVOUEVO LOVTELO GUVETMG EYEL TNV TOPUKATE® YEVIKT] LOPON:

]=a+ﬂ1AGEMAL+ﬂiPAYSA +ﬂ'HAB[TAT +ﬂkRESSOUR +ﬁ1NIVEAU +ﬁmGENDER.

J

log it[ﬂ.ijklm

H moapovcioon tov mapaydviov Tov HOVTEAOD, OTMG Kol 0cmV akoAovOncovy, Ba yivel pe
xprion tov omov ANOVA (ANOVA type), 6mov o kéOe 6pog B mov £xet kdmoto deiktn, dSNAdVEL
v emidpaon oto logit g katdraéng omv Kabe Katnyopio Tng KOTNYOPIKNG UETAPANTNG OE
otabepd enineda v vroloinwv (Agresti, 2002).

Ot éleyyor Wald yio ™ onuoavtikétta tov petafAntov cvvolkd (kot Votepa amd v
epappoyn g step dwdikaciog omv R) divovv ta amoteléoparto, mov mapovoidloviar GTov
napokdto mivako. H vmoBeon mov edéyyxetal oy mepintwon ovt) yio ) petafAnt) Xopao

(PAYSA) yw mapaderypa, givar:
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PAYSA PAYSA PAYSA PAYSA .
H,:p =4, =B =p, =0 évavtL g

H, :éot1m éva dopopetikd amd to 0

Mivaxag 6.3: Eieyyor Wald yia. tyv odikn onuovtikotyTo tawv UETOLANTOV TOD HOVTEAQD

Type Il
Wald Chi-

Source Square df Sig.

(Intercept) 1,403 1 ,236
PAYSA 30,651 3 ,000
HABITAT 1,866 3 ,601
RESSOUR 5,202 3 ,158
NIVEAU 1,379 2 ,502
AGEMAL 40,619 1 ,000
GENDER ,461 1 497

Dependent Variable: by 3 months
Model: (Intercept), PAYSA, HABITAT, RESSOUR,
NIVEAU, AGEMAL, GENDER

Onwg eaivetor amd tov Tapamdve Ttivako, o000 ard Tic 6 HeTAPANTES KpivovTal GTOTIGTIK
ONUOVTIKEG Kol TPEMEL VO SLUTEPIANEOOVV 610 povtédo: 1 Xopa (PAYSA) kot 1 Hhxia tov
AcBevoug onpepa (AGEMAL), kabBdc amoppintetal kKot 6tig d00 avtég petafaAnteés 1 Mndevikn
vdbeon og enimedo onuAVTIKOTNTOS 5%. MetafAntég 6mws: 0 TOMOGg KATOKING, TO EIGOOMUA 1)

GAAOL TTOPEYOVTEG TTOV. OVOPEPOVTOL, OEV ATOTEAOVV GTATIOTIKG CNUAVTIKES HETAPANTES Yo TNV

£yKopn dyvoon.

Emonuaiveror 6t ovppova pe v mponyovpevn épevva ¢ Eurordis (Eurordiscare2) n
gykoipn dudyvoon yio to 2/3 1ov veoyvav mponibe and duckolieg mov mapotnpnOnkav, gite
KATO TNV €YKLHOGVVY, €1Te KaTé TN Yévvnon, evad Yo To vorowto 1/3 mponAbe amd veoyvikod
éleyyo (neonatal testing) (Eurordis, 2009). Ymdpyer emopévmg n vmoyio 6tL 1 duvatdOTnTo

TOPATAPNONG SVGKOADV KATA TN KOG N KOTA TN YEVVNOT|, KOOMG Kot 10TPIKAOV S0y VOCTIKOV

e€etdoemv ot vEoyviKn NAKia, dlopEpEl oTIS YOPES Tov e&gTalovTal.
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6.1.3 «Eykoupn owayvoon» pe coppetafint) v «nikio tov aclevovg onuepo» Kot
napayovra 11 «XOpo»

To mpotewvoOuevo HOVIEAO AOYIOTIKNG TOAVOPOUNCTG OlEPELVA TN GYEGN TG EYKOPNG
dldyvoong pe v nikio onpepa (to €tog 2007) ko tnv katnyopikn petafint Xopa (PAYSA)
nov €xel 1éooeplg katnyopiec: 'orra (1), Itaria (2), H. Baociiewo (3) xor Alreg Xopeg (4).
Zroyetlo yio v nlkia tov acBevoidg onuepa eivor dabéoua yioo 6Ao 1o deiypo tov 371
acBevov pe PWS. H péon nlia tov acBevotg givar 17,66 £t (amd ) yévvnon €mg ta 55 €1n)
Kat to 25%, 50% kot 75% mocootnuopwa givar 7, 16 ko 26 €. H nAcia tov acBevoig katd
duyvoon dev givar daféoun v 6do to delypa, kabdg dev Exel amavinbel 1o epdTua amd 15
acbeveic. 'Etol to povtédo avtd Paciletar oe 356 mapatnpnoels and 1o deiypa tov acbevov. H
ottun petafAnt «Eykaiprn dyvoon» £xel TpokOyel o¢ e€Ng: «nAlkio Tov 0c0evovg Katd
Syvoony <=3 unvav, &ykopn otdyvoorn:Nat kot «niikio. Tov 060evovg Katd ™ ddyveoon»
>3unvav, éykapn Sidyveon:Oyl Ta otoyeio g éyxapng didyvoong (§wg tov 3° pAva) ava
YOPa OtvovTal GTOV TAPUKAT® TTivaka.

[Mopatnpeitor n peydAn aplBuntiKd Soeopd IOV VILAPYEL LETAED TOV OELYLOTIKOD TOGOGTOV
yw ™ Fodria kor to H. Baciielo oe ovykpion pe 11g «AAdeg Xopeoy. [pdyuatt téocepa (4)
uoévo amd to gfdounvia okt® (78) dropa mov £xovv dNAMGEL TNV NAKIO TOVG Kol TPOEPYOVTOL
amd «Alec Xopegy, €xovv AdPet Eyxapn owdyvmon. Ta tpio (3) amd tao dropo ovtd
npoépyovtol amd T Zovndio (oe cHvoro 26 atép®V amd TN YOPO AVTN) Kot 0t NAKIEG TOLG
onuepa gtvan 1.5, 4 kot 22 €1adv kot to TETAPTO TpoépyeTan amd TV lomavia kot eivon onpepa 11
ETOV.

MHivakag 6.4: Eyxoaipn Aicyvwon ava Xwopa, Astyuatixd Ilocoota

‘Eykaipn
Xwpa Sidyvwon ZGvoho .A.f('l’,[l" %
Oxi Nai —hal

FCaAAia 65 29 94 30,85%
ITaAia 91 15 106 14,15%
H.BagiAgio 48 26 74 35,14%
AMAEG

Xwpeg 78 4 82 4,88%
Zuvolo 282 74 356
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To mpotevopevo poviéro givat:

logit(z) = a + fAGEMAL + """,

omov m = P(Y=1), AGEMAL = n\wio tov acOevoig ofjuepa Kot ,BiPAYSA M enidopoomn TG

PAYSA

petafAnmg «Xmpa» 6To HOVTEAO AOYIGTIKNG TaAvOpOUn oS . Ioyvet o meplopiopog f, =0,
OMAadn OAeg o1 voAoITES TILEG TV Bi petafdriovtol og oxéon pe 1 yopa ['adiia, wov givol To
eninedo avapopds. To evdiapépov eotidleTon oTn HETAPOATY TOV TIHAV QVTOV, KOTA TN
HETAKIVION amd T Lo KoTnyopio Tng YOpog 6TV GAAT.

Ol OLVTEAEGTEG OV EKTIUMVTOL [E TN YPNON TOL TPOoYpAupatos R, mapovsidloviar ctov
TOPOKATO TIVOKO OTOTEAECUATOV, LE TO TLMIKO TOVS CEAApATH Kot tovg EAéyyovg Wald

H,:pB=0 évavtr H, : f # 0,710 k40e cuvteheot (0 KOIKOG LE TIG EVTOAES otV R yio OAeg T1g

mocotNTEG OV €Yovv ekTiunBel, Ppioketon otov wivaxka 1.1 Tov mapaptiuatog). Tapatnpeiton
OTL Y10 TNV KATNYOPIKN HeTAPANTH «XOPa» Ol GUVIEAECTEG EKTIULMVTOL PE EMITEOO AVOPOPAS TV
katnyopia 1 (FoAlia). Zopeova e oG EAEYXOVS 0VTOVS ATOPPITTETOL 1] UNOEVIKT VITOOEST] Kot
KPivovTol OAOL Ol GUVTEAEGTEG GTOTIOTIKA GNUOVTIKOL 0€ Minedo onpavtikdmtag 5%, ekToc amd

t0 ovvtedeotn g Katnyopiog 3 (H. Baciiel0) o oyxéon pe v xatnyopia avagopdg 1 (Fairia).

Mivaxag 6.5: Xvvreieotéc Aoyietikng alivipounong yio to poveeio Hikio tov ac0evoivs Lnuepa
ko1 Xapa. (wg mapayovrag), output R

’ Wald

ZuvteAeoTég | EkTipnon TU.'.T'KO Wald 95% 'Opia | Statistic P(>|z|)
Z@AaApa (2)

ITaepd 1,7553 0,40699 | 0,98645 | 2,58984 4313 | 1,61E-05

HAIKia

onuepa

(AGEMAL) -0,19203 0,02697 | -0,2493 | -0,1431 7,12 | 1,08E-12

Xwpa (2) -1,41175 0,4371 | -2,2963 | -0,5756 -323 | 0,00124

Kype(3) 069931 | 0,43442 | -0.1438 | 1,56767 161| 010745

Xwpa (4) -2,94794 0,61472 | -4,2919 | -1,8362 | -4,796 | 1,62E-06

Oa npénel va avapepdel 6to onpeio owtd OTL €ytve EAeyyog Ko Yo TV oAANAERiOpacT TV
ovo petafintodv Xopog kot HAkiog tov AcBevovg onuepa, mov dev amodeiybnke cuvolikd

otaToTikd onuovtiky oe emimedo 0,05 (p-value 0,0944). TMopdAAnio O EKTIUNOCELS TOV
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GUVTIEAEGTOV TOV TPIOV OOPOPETIKAOV OpwV AAANAETIOpaonG Yia kaBe eminedo TG YDPAG EXOVV
O\eg 1o 1d10 apvntikd mpoonuo. Emopévac kpiveror 1t o puBudc petafoing g mboavotntog
gykapng duyvoong de dpoporoteitar kKobdg N nAkia avEdvetar, amd ™ pio Kotnyopio g
petapinmg «Xopo» ommv AN (ta amoteréopata emcvvdmtovtor otov  mivaka 1.2 tov
TOPOPTNLOTOG).

Ot exBeticés Tyég exp(ﬁ’) TOV GLVIEAECTAOV ,@ , EKOPALovv TOvG AGYOUG OYETIKMV
mBavot)tev (odds ratio), T0c0 Yo T cvveyn HETAPANTY, 6€ otabepd emineda g YOS, 0G0
Kot Yo T €minedo g xopos, o€ otabepd enineda e nAwcias. Eropévag etvar ta vd covinim
odds ratio, kaBdg oev vmapyet Opoc oAANAemiOpacNS HETAED T®V 000 EMEENYNUOTIKOV

petafAntov. Atvovtol otov Topakdto tivaka poali pe ta Ataothpata Epmotoocvuvng tomov Wald

95%.
[Mopatnpeitor 6Tt pe Pdon ) oA eKOETIKAOV TIUDV TOV GUVTEAEGTMOV exp(,@) , (ITivaxag

6.6 Tov axolovbel):

e 1 oxetkn| mBavotnTa Eykarpng ddyvoons ot Xopa 2 (Itaria) etvor 0,24 gpopéc
otk mBavotra Eykaipng didyvaong ot I'aAlia, oe otabepd emineda tng niwciog
TOV a60evong

e 1 oyetikn whoavotTo £yKoupng ddyvmong ot Xopa 3 (Meydin Bpetavia) sivar 2
QOPEC PeYaADTEPN amd TN oxeTIKN mhavoTTa £yKoupng odyvmong ot [oAlia, og
otafepd emineda T nAMKiog Tov 0c0evong

e 1 oyetkn mlavotnTo £ykapng dwyvmong ot Xopa 4 (Ailec Xopeg) eivar 0,05
QopéG TN oyetikn mboavotnta £yKapng dwyvoone ot 'aiia, oe otabepd eninmedo
™¢ NAkiog Tov acdevong

e v M nlukia avéndel kot va xpovo, tote to odds ratio g £ykapng ddyvoons Oa

pelmBel xkatd 0.825 (roAlomAaclacTIKY ENIOPACT), € GTAOEPA EMIMEdA TNG XDPOS.

H onpoavtomta tov 0AkoO POVIELOL EAEYYETOL LE TOV EAEYXO TOV AOYOL TOOVOPAVELDV:
votepa amd v ogaipeon (2logl, —2logL, ) = 138.1569 ko avtictoya tov Paducv

erevBeplag d.f = 4, ko p-value = 0. Enopéveg anoppintetar 1 Mndevikn Yndbeon: 1o poviéro
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HE TIG OVO UETAPANTEG OE SPEPEL CNUOVTIKA atd TO HOVTEAO MOVO pe 10 otabepd O6po (null)

évavtt ¢ Evolloktikng: o1t to povtélo stopépet.

IMivaxag 6.6: Odds Ratio yia 70 povrédo Aoyionixic lodivopounong, Hlikia tov acbevodg Xiuepo
ko1 Xapa. (wg mopayovrag), output R

2uvteAeoTég | exp(b) Wald 95% 'Opia

X1a0epd 5,785159 | 2,6817 | 13,3276
HAkia

onpEpa
(AGEMAL) 0,82528 | 0,77936 | 0,86663

Xwpa (2) 0,243716 | 0,10064 | 0,56238
Xwpa (3) 2,01237 | 0,86609 | 4,79547
Xwpa (4) 0,052448 | 0,01368 | 0,15942

Emmiéov mopatnpeiton 6Tt o poviého avtod givan emapkés, kabang n péyiom mbavopdveia tov
HoVTéLOL (oTomTioTikd mnAikov mbavopdvewns G extdtar o 225.76 (Ilivakag 6.7) kot ot
oyetikoi Pabpoil elevbepiog sivon df = 356-5 = 351 (uéyeBog deiypotoc-tAN00G TOPAUETPOV TOL
ekt Onkayv), votepa and TV TPocHNKn ™ HETAPANTAG «NMKi 0TO HOVTEAO UE TO oTafEPO
OpO KOl GTN GLVEYELWD TNV TPOCSHNKN TG LETAPANTNS «YDPI» GTO HOVTELOD LE TO 6TafePO OpO Kot
v Nlkia. O éheyyog AOYoL THAVOPAVELDY GE GYECT E TO KOPESUEVO HoVTELD (KAOE Tun Kot
po wapapetpog pe 0 Babuode ehevbepioc) diver p-value =1. Ovolootikd €d® yiveton 0 EAeyyog
77(225.76,351), n Mndevikny Ynobson dev amoppintetan og eninedo onpaviikdmrog 5% Kot To
LOVTELO aVTO dE SLOPEPEL CUAVIIKE OO TO KOPEGUEVO, ETOUEVMG KPIVETOL EMAPKEC.

Ext6c and tovg ektiuntég peyiomg mbavopavelos tTov TopoptETpOv TOV LOVIEAOL ,3 , TTOAD
onuovtikd eivor vo ektyunfovv kat ot mbavomteg y=1 «€ykapn odyvoon: Now yuo to
drapopetikd eminedo TG peTaPANTG «XDpoy 6€ TIUES TNG GLVEYXOVS peTaAnTig X (N HAwla tov
acBevovg onuepa,).

Hivaxag 6.7: Avdivon G° ue ) mpoobiikn twv uetafintdv
Df Deviance Resid. Df  Resid. Dev ~ P(>|Chi|)

NULL 355 36391

agemal 1 82.826 354 281.09 <2.2e-16
sksksk

as.factor(country) 3 55.331 351  225.76 5.837e-12
sksksk

Signif. codes: 0 “***>(0.001 “*** 0.01 “**0.05 0.1 “’ 1
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[Mopakdtom divovtal exTUNoElS TOV TOAVOTATOV G€ Tpio emimedo tng HETOPANTIC NAkio:
péomn nikia, Tpdto teTaptnropo (Q1) kot tpito tetapnuopilo (Q3) kabdS Ko 1) HETAPOAN OTIC
mOavoTNTEC OMO TO TPITO GTO MPATO TETOPTNUOPLO YO SAPOPETIKA Emimedo TNG HeTAPANTIG
«Xopan. Ot exktyunoelg otvovior amd v R kot 0 oyetikdg KMOOKAG EMGVVATTIETOL GTO

mapdptnua ([ivaxog I1.1).

IMivaxkog 6.8: Extyunjoeic tov 7 yia ta enineoo s "Xapag", oe tiuéc e «Hlikiog onuepoy

. . HAIKIG | -oaha | Irakia | M. Bpetavia | AMES

£plypaen onpepa % % % Xwpeg
(o€ €1n) %

Méon HAIkia 17,66 16,29 4,52 28,14 1,01

Q1 7| 6013 | 26,88 75,22 7,33

Q3 16 21,12 6,12 35,02 1,38

atré Q3 oe Q1 o¢

etrieda g

"Xwpag" 39,01 20,76 40,2 5,95

ZOUQOVO e TIG EKTIUNGELS TOV THOVOTHTOV EyKalpns 01dyvmong Tov Topovcstalovtal GTov
Tapomdve mivoko, Topatnpeital 0Tt 6t péomn nhikio Tov delypartog, ta 18 £t mepinmov (17,66)
TO0 TOG00TO Eykopmg Odyvoong ivar vynilotepo ot M. Bpetavia, oniladr éva drtopo mov
vevwnOnke ot dekoetia tov 1980, eiye 28% mBavomnta va €xer Eykoupm  dbyveon.
[Mopatnpeitor 6Tt otV NAkia. Twv 7 €tov wdA ot M. Bpetavia, n mbavotnta Eykoipng
dudyvoong eivan 75% mepimov kot axorovbel n 'oAlia pe mocootd 60,13%. To yeyovog 0Tt 1
wpoPAemodpevn mBavdTYTa £yKapng otdyveons v i AAeg XMpeg TOPOUUEVEL CLUYKPITIKO CE
TOAD yapnAd emineda, Oa mpémel va mpoPAnuatiost toug eopeic vyeiog, Kabdg akdun Kol ce
veapég NAMKIES, TO TOCOGTO TAPAUEVEL AKOUT TTOAD YOUNAO.

To emduevo Bépo mov mpokeTtar va depeuvnbel 610 KEPAAOO OLTO, €ivar 1 OvAyKn Yio
KOWOVIKEG VINPecies. YmApyel 1 vmoyio OTL G€ TOAAEC YMPES OV VIAPYOLV KAUTAAANAQ
TPOYPAULOTO KOWVOVIKNG DTOGTNPIENG, 1| EPOCOV LILAPYOLV, UTOPEL VO UNV €xEL Yivel KATAAANAN
mpomOnon avtov tev mpoypapupdtov (Eurordis, 2009). Ot vanpeoieg avtég ivar €va axoun
UEPOG T®V apUOdIOTTOV 7oV Oa pmopohoe va avoddapel €vo €01KO KEVIPO Yo TN OTAVIX

mionon.
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6.2 Aiepeuvnon Koivwvikwv Ynpeoiwv

O 1Tol€0G TOV KOWVOVIKOV DINPECIOV KOADTTEL OEHOTA 0TS 1| TANPOPOPNOT, N TOPOTOUTN
oe GAleg vanpecieg, N vrootNPEN kot n Pondeta pe dikonoparta. Onmg £xel oM avapepbet 6to
KepdAao 4 (moapdypagog 4.6), mocootd 42% twv epoTNOEVI®OV YPEWUCTNKE TIG VANPECIES
KOW®VIKOD AEITOLPYoD Kot Toug teevtaiong 12 unvec. To mocootd awtd Bsmpeitor pikpd, o
oyxéomn pe o {NTrato Tov KaAEITon Vo avTLETOTIoEL £VaG 00cOEVIG KOl 1] OIKOYEVELL TOV GE OAEC
11§ nMkaxég opdodeg (Eurordis, 2009). Aappdvovtog vadyn Tig KOWVOVIKEG ETMTTOGELS Y10 TOVG
acBevelg Kol TIG 01KOYEVELES TOVG, OlaoONTIKG O Lmopohioe va el kKavelg 0Tt 060 PEYOIAVTEPECS
gtvarl avTtég, T060 UEYOADTEPT TPOKVTTEL KOl 1) OVAYKY Yo KOwmViKEG vanpeoies. [TapdAinia
000 o1 1witepec avayKes TV acHEVOV Kl TOV OIKOYEVELDV TOVS YIVOVTOL KOAVTEPO AVTIANTTEG
amd TNV Kowovia, dSNUIOVPYodvVTaLl KOWVOVIKEG O0LES OV 6TNPIlovV OVTEC TIG OWKOYEVELES £TG1
MOOTE VO EMOLV TIC €AAYIOTEG OLVATEG KOWMVIKEG EMITMOGES. AV Kol T0 GTOlKElo oL
npoépyovtol amd To delypa eivar meplopiopéva, a&iler va diepguvnbel av kol Kotd TOGO
emnpealetal N oxeTkn mOAVOTNTA ovalTnoNg KOWMVIKOV LANPECIOV ond TV nlkio Tov
acBevoig, 10 péyebog TV 1aTPIK®V OEUATOV TOL OVTILETOTICEL, TIC KOWMVIKEG EMITTOCELS TOL
£xel MMADOEL GTIG ATOVTIGELS TOV KO KOO0 KOVMVIKOOTKOVOLLKA YOPOKTIPLOTIKA TOV.

"Eto1 10 evdlapépov eotidleTon ot dnpovpyio evOg LOVTEAOD, TOV TPOSTHOEl v epunvedoeL
™mv  «ovaykn  yo  Kowevikég vanpeoiesy (ASSIST:vaioyt) pe 1 Pondewa  cvveyov
eneEnynUotikov peTofAntov émmwg: n nAkio tov acbevovg onuepa (AGEMAL), «to civoro Tmv
dwyvootikov egetdocwvy (EXAMTOTI 12) kot «to 6OVOAO TMV WOTPIKOV VINPEGLOVY, TOV
ypeEWoTNKE 0 0oBevig katd Tovg tedevtaiovg 24 pnveg (CONSTOTI 28), xabog o
Katnyopikayv petafintov onmg: n Xopa (PAYSA), o Tomoc Koatowiag (HABITAT), to
Ewcoonua (RESSOUR), 10 Yyniotepo Mopowtikd Eminedo otnv owoyéveln (NIVEAU), to
®vro (GENDER), n «Metakdpion Aoym g nddnone» (DEMENAG: vai,oxt), 1 «Meilwon 1 kot
OlOKOTN EMOYYEALATIKAOV OPACTNPLOTHTOV €VOG HEAOVG TNG olKoyévewng e&attiag g mdonongy
(REDACT1:vai,6y1) kot np NoonAeio oe Nocokopeio tovg tedevtaiovg 24 punveg (HOSPL: vau,
oxL).
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Edd epapuodleton n emavoinmtikny 010d1tkacio Pe TV EXTIAOYT TNG OMOUAKPLVONG LETAPANTOV,
Eexvavtag pe Oheg tig emeEnynuatikés petapantég (backward elimination) pe tn pébodo tov
Moyov péywomg mibavoedvewns (Likelihood ratio). Kotd v emavoinmrikn)  dwadikocio
npoteivetonr povtédo pe téooepic petaPintés:  EXAMTOTI1 12, PAYSA, HABITAT «ko
HOSPI. Atevkpwviletor 6Tl T0 KPITNPLO TOPAUOVIG Hog HeTaPAntig eivon p-value 0,10 xot
onuovtikotto g petafantg HOSPI, oplakd dev amoppintetar (p-value 0,099). EmmAéov ot
eMeimovoeg Twég G petafAntig oavtig  eivor  moAAég (57/371), omdte TeMkd Og
ocoumepthappaverarl oto mpotevopevo povtéro (Iivaxoag 6.8).

To omOTEAEGUOTO TNG EMOVOANTTIKNG O100IKOGTIOG EMAOYNG HOVTEAOD EMIGLVATTOVTOL GTO
nmopdptpa (ITivakag 11.3). Oa wpénel va avapepbel 0T1 o1 cuveyeig petafantég CONSTOTI 28
kot EXAMTOTI1 12, elyav cvumepiinebei oto apyikd povieho mg ogikteg e emapuvong g
KoOnpUePIVIG OLOKOAING TV OGHEVOV KOl TOV. OIKOYEVEL®V TOVG. MAMGTO TPOEPYOVTUL, OTMC
&xel TovioTel 6To KePAro 4 (Tapdypaeoc 4.2), amd TNV Afpolon TV ETUEPOVS EIOTKOTNTOV KoL

eEetdoe®V oL YpeldoTnkay o1 acheveig Katd Tovg TEAEVTOIOVG 24 UNVEC.

IMivaxag 6.8 IMoieg uetofintéc mopouévooy oo Hovieio

a/a Merapinti (0vopa) Anégaon
(IMMapapéver 1

(4))

1“P | AGEMAL, CONSTOT1 28 OXI
PAYSA NAI

3 EXAMTOTI 12 NAI
HABITAT NAI

5% | RESSOUR,NIVEAU OXI
GENDER OXI

7% | DEMENAG,REDACTI OXI
8 HOSPI OXI

O Adyog TV PEYIOTOV TIUAV TNG TOAVOPAVELNS Y10 TO HOVTEAO UE TIG TPELG HETAPANTEG OF

oLYKPION UE TO UOVTEAO OV £€xel HOVO TO otofepd Opo, eival COUEOVO pHE TOV TIvVOKO

L
amoteleopdtov: —2In—>=58.115, 6mov Lo n Tipn To0g suvaptnong mov nepthopBavel povo to
3
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otafepd Opo ko Lz m péytom 1y mBavo@Avelng Tov HOVIEAOL HE TIC TPELS METOPANTES.
Amoppintetar 1 undevikn vedOect OTL T0 HOVTELO E TIG TPELS LETAPANTES O OLAPEPEL ONULAVTIKAL
a6 10 POVTELD LOVO piE To oTadEPO Opo (p-value ~ 3.50x107).

Kobnhg opmg to poviého avtd dev kpivetor otatiotikd emopkég (423.738,347) pe p-value
0,003, depgvvatar 1 xpnon Kamolov dALOL HOVTEAOL TTOL Bo UTOPOVGE VoL EPUNVEDGEL KOADTEPQL

™V TOAVOTNTO AVAYKNG Y10l KOWVOVIKEG VIINPETIEG. ZVVOAKE Tpocapprdlovtol akoun 4 povtéla:

o  Movtéio 1: 10 apykd LOVTELO LE TIG TPELS AVTEG LETAPANTEG, apoV Exovv eEapebel ot
Tipég g  katnyopiag «llpmtebovco» omd 1t  perafAnty Tomog Kartowiog
(HABITAT), kaB®g o1 mopatnpnoelg g Kotnyopiog avtng eivar moAd Alyeg o€ oyéon
pe 1o vroAouro ostypo (11%)

e Movtéio 2: 0 povtéro 1 pe v mpocOnkm g aAnienidpaonc «Xaopac» kot «Tomov
Koatowiooy

e  Movtéio 3: 10 povtéro 1 pe v mpoobnkn véag petafintg « Eykaipng Awdyvoongy,
kaBag o mapdyovtag avtog Kpidnke onuavtikog yio  peténetta eEEMEN Tov acBevoig

o Movtéio 4: 10 apyd HOVIELO UE TIS TPES UeTaPANTES Ko akoun pia v €ykoupn
dubryvoon, aeod £xovv e&opebel o Tipéc g katnyopiog «Alkec Xmpegy, kabag ot
TOPOTNPNOELS OVTNG TS KOTNYOPIOG OTNV TEPITTMON LT deV amOTELOVV OHLOL0YEVEG

GLVOAO.

Ta amoteléopato TG KOANG TPOSAPLOYNS TOL OPYLKOD LOVIEAOL KOOMG Kol T®V TECCAP®V
mov akoAovOnoav, cuvoyilovial otov mapokdtw mivaka, 6mov P=PAYS, EX=EXAMTOTI1 12,
HAB=HABITAT, EARL=EARLY DIAG3, (Bacifovior ot0U¢ 7IVOKES TOPAPTNLOTOS
I1.4,11.5,11.6).

To povtého mov kpiveton (o€ eminedo onuavtikotag 0,01) oplakd enapkég e cOykplon Le
TO KOPECSUEVO HOVTELO givarl TO teElevtaio pe Tig téooeplg emesnynuatikés petapintés, votepa
amd v eEaipecTn TOV TAPUTNPNCE®Y Yo TIG «AAlec XMdpegy amd TN HETAPANTH «XMdPoy

(Movtélo 9).
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Iivaxag 6.9: AC10Adynon llpoaopuoyns poviéiwy Aoyiotikng loivopounong

Movtého -2logl. | Moapapetpor n d.f p-value 1o
™V enqpkelo
(1) PHrEX+HAB 423.738 | 8 354 | 346 0,002
(2) P+EX+HAB (yopic | 373.985 |7 315 | 308 0,005
™V Katnyopio
4:tpwtevovcec g HAB)
(3) P+tEX+HAB +P*HAB | 369.490 | 13 315 | 302 0,004
(xopic Vv xatnyopio
4:tpwtevovoeg e HAB)
(4) P+tEX+HAB+EARL | 361.647 | 8 308 | 300 0,008
(xopig v Kot yopia
4:tpwtevovoeg g HAB)
(5) P+tEX+HAB+EARL | 310.568 | 8 265 T-287 0,012
(xopic v xatnyopio
4:AlMeg Xapec g P)

To mpotevdpevo povtéro tvat:

logit(z) = a + BEXAMTOTI 12+ """ 1+ g,

HABITAT EARLYD
j + B,

2

omov m = P(Y=1), EXAMTOT]1 12 =Z0voLo d10yVOCTIK®V EEETACEMY KOTA TOVG TEAELTAIOVG

HABITAT

24 pvee, B, P enidpaon e petaprniig «Xodpay, S ! N emidpaon ¢ petafAntmg

«Témog Kartowciogy kot S, FARLID 1 eniSpaion TG «&yKatpng S16yvmono» 610 HOVTELO AOYLOTIKHG

r 7 ’ PAYSA HABITAT EARLYD
TaAvOpoOunonG. Ioyvouvv ol teplopispol S, =p, =

=0, dNradn OAeg o
VLOAOITES TIHEG TOV GUVTEAEGTMV Y10l TIC KOTNYOPIKES HeTaPANTEG petadAlovTal o Gyéon e
v terevtaio katnyopio avagopdc. To evolapepov eotidleton 6N LETAPOAN TOV TILAOV OVTAOV,
KOTO TN LETAKIVION amd T L KoTnyopio TG YOpog 6TV GAAT.

H onuovtikdtta 1o 0AKoH HOVTEAOD EAEYYETOL UE TOVS EKTIUNTEG HeYioNe mbavopdvelog:
votepa and v agaipeon (2logL, —2logL, ) = 45.301 wou p-value = 2.36x10™"° . Emopévac
amoppinteror 1 Mndevikn Ynd0eon: 1o poviédo pe tic 600 peTtafAntég oe Slopépel oNUOVTIKA
ond to povtéAo pévo pe 1o otabepd O0po (null) évavtt g EvaAloxtiknig: 0Tl TO pOVTEAO

SpEPEL.
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Ot GVVTEAEGTEG TTOV EKTIUMVTOL UE TN ¥PNoMN Tov Ttpoypaupatog SPSS, tapovsialovriar ctov
TOPOKATO TIVOKO OTOTEAECUAT®OV, UE TO TLUMIKO TOVG G@AApata, Touvg EAéyyovg Wald

H,:B=0 évovit H,:p #0,ya k40e ocvvieheot) kabag kot ta Awotipoto Epmotoodvng

95%. Ilopatnpeitor OTL Ol GUVIEAEGTES TOV KATNYOPIKAOV UETAPANTOV EKTIUOVTOL UE EMITEOO
ava@opdg TV Tekevtaio Katnyopio (GOUE®VA HE TOVS TOPATAVE TEPLOPIGHOVGS). Ommwg paiveTat
amd To, OmOTEAECUATO TOV EAEYXOV, 1 UNOEVIKY] VTOBeoT amoppinteTan kol Kpivovtal OA0L Ot
OUVTEAECTEG OTOTIOTIKG onpavtikol oe eminmedo onuovtikomtag 0,05, extdg amd TOvC
ouvteheotég TG katnyopiag 1 (moreg <1.000) ko 2 (méAerg Tov 1.000-100.000) oe oyxéon pe v

Katnyopio avoeopds 4 (TpOTELOVGES).

Iivaxag 6.7: EAcyyor kar Aiaotiuoro Eumiotoadvng yio tovg oovieAeotés tov Moviéiov

95% C.l.for
MeTaBANTEG EXP(B)
B S.E. Wald df Sig. | Exp(B) | Lower Upper

PAYSA 20,325 2 ,000

PAYSA(1) -1,717 ,383 20,089 1 ,000 ;180 ,085 ,381
PAYSA(2) -,869 ,407 4,557 1 ,033 419 ,189 ,931
EXAMTOT1_12 ,256 ,074 11,873 1 ,001 1,292 1,117 1,495
HABITAT 9,643 3 ,022

HABITAT(1) ,337 ,516 428 1 ,513 | 1,401 ,510 3,850
HABITAT(2) ,090 ,483 ,034 1 ,853 | 1,094 424 2,821
HABITAT(3) -1,205 ,612 3,875 1 ,049 ,300 ,090 ,995
DIAG_EARLY3(1) ,753 ,343 4,816 1 ,028 | 2,124 1,084 4,162
Constant -,827 522 2,510 1 113 437

[Mopatnpeitor 6t pe Béon T 6THAN EKOETIKOV TIHOV TOV GUVTEAESTOV exp( ﬁ’) :
® 1 oyxeTK TOHAVOTNTA OVAYKNG Y0l KOWOVIKEG LIINPEGIEG, OTAV 0 aoOEVNG dev £xel
«Eyrarpn orayvweny glvar 2,12 @opég TN oxeTIKN TOOVOTNTA OTOV EYEL «EyKaipn
Oyvoon», aveEapTNTa oo TIG AALES LETAPANTES
e 1 oyeTikn THAVOTNTA AVAYKNG Y10 KOWMVIKEG VANpesies elval 1,4 @opég peyoAvtepn
o€ acleveig mov {ovv o€ mOLY pIKPES TOAEIS amd TN GYETIKN TOAVOTNTA AVAYKNC Yid
KOW@VIKES VINPEGIES TV 000eVAOV TOL (OVV GE «TPMTEVOVGED», AVEEAPTNTO OO TIC

dAdec petaPAntég
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® 1 OYETIKN TOOVOTNTA AVAYKNG Y10 KOWOVIKEG LN pETieg etvart 0,3 opég IKPOTEPT OE
acleveic mov {ovv oe moleis >100.000 ond ™ oxetiky mOAVOTNTO AVAYKNG Yo
KOWWOVIKEG LANPEGiEg TV aoBevmdv Tov (OVV 0 «TPMTEVOVCESY, AVEEAPTNTA ATO TIC
GAleg petaPAntég

e 10 odds ratio ¢ avdykng ywt Kowovikeés vanpecies o modhamioociaotet pe 1,292

(") 6tav To mMABOC TOV dtayvweTikdy sletdosmy avEndsl katd pio povado, oe

otafepd eminedo TV AAA®V HETAPANTOV.

To yeyovdc 611 10 pOVTEAD aWTO KpiveTon oplokd emapkés, B€tel Kamowo {ntnpaTo yioo ™
GUVOAIKT] TTPOCOPUOYT] TOL Kol TN dvvatdtnta TPoPAEyemv Yo TIC TOAVOTNTEG OVAYKNG Yo
KOWMOVIKEG VIINPECIES, € SUPOPETIKES TIEG 1 EMIMEN TOV EMEENYNHATIKOV peTafAntav. Evag
AGYOG Y10 1 OLGKOATLN AVELPESNG TOV EMOPKOVS LOVIELOV TTIGTEVETOL OTL Elvar 0 peydAog aptOudg
EMAEMOVCAV TILAOV Y1 TIG TEPIGGOTEPESG UETAPANTEG TG €pevvac. To B€ua avtd Ba propovoe va
AVTILETOMOTEL av Tay dtobéoipa OAa Ta dedopéva. Yio, Tovg 6.000 acbeveic e épevvac. AALOG
TEPLOPIOUOG NTOV Ol EAAYLOTEG TAPATNPNOELS A0 KATOEG YDPES TOL OUAGOTOMONKAV MG «AAAEG
AOPESH, YWPIG va £(OVV OUOLOYEVT YOPOKTNPIOTIKE, Yewypopud, mAnbvopaxd 1 GAAoL.
ZNUOVTIKO OUMG TOPAEVEL TO YEYOVOS OTL AVAOEIKVDOVTOL GYEGEIS O JEPELVNTIKO EMIMEDO TOV

UTOPOVV VO dDGOVV KATO0, TANPOPOPTOT] GTOVG EVOLAPEPOUEVOVG POPEIC.

6.3 EmiAoyog

H éykapn d1dyvoon e€aptdtor amd tn ydpa Kot TV NAKio Tov ac0evovg onpepa. XmPEg
omwg n 'aAdia ko to H. Baciiewo £rovv éva onuavtikd tpofddicpo 6To T0c06Td TG YKOpNG
olyvoong oe ovykpilon pe v Itadio ko tig «Aldeg Xaopegy mov eetdlovtatl. To detypatikd
T0G00TO £yKaipng dibyvmong éwg Tov 3° puiva tov Bpépoug yia tig «Alkeg Xdpegy £xel Siapopd
30 mocootwimv povadwv oe oyxéon pe to H. Baoilelo. H ektipnon g mbavotrog €ykopng
dyvoonc ywo éva modl nlkiag 7 etdv onuepa givol cOUE®VO PE TO UOVTEAD AOYIGTIKNG
TaAvdpounong mov avarntvydnke poig 7,5% otic «Aileg Xopeo» kar 75% oto H. Baciiero.
Agv NTav €@kt n cvykpilon TV yopov H. Bactieiov, IN'aAliog kot ItaAiog pe kébe pio and tic

dALeC xDpeg EEXOPLOTA, KOONDS O TOPATNPNCELS Omd TIC XDPES AVTEG NTOV TOAD Alyec. Agv givan
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Kepdiaio 6
Egpapuoyn Aoyiotirng Iaivopounons oe Acoouévo. tns Epevvag

EMOUEVMG YVOOTO TOEG Ao TIG AAAES YMDPEC UTOpEl va eivan o€ KaAVTEPO Mimedo amd avtd TOL
nmopovordletal. H mepaitépw diepevvnon tov Bépatog oe emduevn epevvnTikn gpyocio Oa giye
WaitePO EVILAPEPOV.

O gumeipieg TV acBevadv dapEPovv: dev TaPoLGLALovV T0 1010 eMinedo wKovomoinong amod Tig
TOPEYOUEVES 1ATPIKES, TAPOUIOTPIKES KOl KOWVMVIKEG VIINPECIEG G EVPOTATKEG YMDPES, OVTE EYOVV
onAmoel 1o 1010 eminedo mpdsPacng oe avtég TIg vnpeoies. Eivar a&loonueiwto to yeyovodg oti
1060010 11% tev achevav dMNrwcav Ot dev elyav npdsPaon ce ophomardkod 1 dontordyo, VA
v uclobepaneio Kot AoyoBepamneio 10 T0c0oTd adLVATNG TPdSPacNg NTAV. AKOUN To YNAO
(18-20%). Emumhiéov mapotnpeiton mOAD YOUNAO TOGO0TO OCMV  avalnTnooy KOWM®VIKEG
vinpeoieg (42%) mAPOLO TOL Ol OWKOYEVEIEG £PYOVIOL OVIUETOMES WE TOAAL WOTPIKA Kol
YLYOAOYIKE BEpaTa.

Ot avdykes yio Kowovikég vnpecieg e€optovrol omd ) Xdpao Kol ToV TOTOo SlooviG Kot
delyvouv emmAéov va emnpedlovtarl and dsiktec emPapuvong g Kabnuepwng (mng Toug OTmg
elval 1o TA00G TV d1YVOOSTIKOV £EETAGEMV. AVTIKEILEVO CUOTNUATIKNG TPOSTADEIOG amoTEAEL
n Kobpwon e epovtidag Ttov - aclevav. pe PWS ond opddo mOAAGOV 10TpKOV Kot
TOPOIOTPIKAOV EOKOTATOV GE GLVEPYACTIH UE KOWMVIKEG VINPEGIES, TOV OUMG LE TNV £YKOLPT
SIyvV®GoN Ko OVIILETOTICN TOVG UTOPOLV Vo eAayioTomtotnBovv. 'Exet do0el peydin éupacn ta
terevtaio £ ot Asttovpyion TOV EWOIKOV KEVIPOV Yoo TIC ONAvVieG TabNGES Kot yivovtol
mpoondOeleg yio ) dnpovpyio vog Kowov TAGIoV Agltovpyiag G€ €VPOTAIKO Kot O1EBVEG
eninedo. Baowol dEoveg yia tn Agttovpyio T@V KEVIPOV, OTMOS TPOEKLYAV OO TIC OTOYELS TV
OV TV acevov glvat:

® 1 CLVEPYOCIN AVALESH GTOVG E101KOVE OV gpYdlovTal LEGH GTO KEVTPO

® 1 ovvepyasio UETAED TV KEVIPWV aveEaptnta omd 10 Héyehog g e£€18IKEVOTG TOVG

® 1 ocvvepyacio TOv KEVIPOL pe TOBOAGYOVLS Kot TpovS YEVIKNG 0TPIKNG KOODS Kot
TOLOLATPOVG Y10 TNV EVILEPWGT) TOVG

® 1 opOoAN peTdPact oTIC NAMKIUKES OPAOES
Ta 0épata mov Oiyoviow otnv épevva eivarl TOALTOIKIAN, OTMG GAAMOTE KOl Ol GTAVIEG

nobnoeis. Ileplopiopdc oty avaivon tov dedopévov Mtav ot eAleimovcseg TWEG TOV

TOPUTNPOVVIOL 6€ TOAAEG amd TG pHeTaPANnTéG TG Pdong dedopévav. Tlpotdoels yio meportépm

-9) .



Kepdlaio 6
Egpapuroyn Aoyioting Iaivopounons oe Acoouévo. tns Epevvag

OTATIOTIKY] avAAvoT, €pdcov givar dtabécio oAdKANpo 10 Oetypa amd tovg 6.000 acbeveic,
ocvvoyilovtar oe: 1) mepartépw Oepedhivnon TV amdYem®v TV acbevdv o€ GYECN HE TN
Aertovpylo TV EWOIKAOV KEVIPOV Kol 2) Tepoutépm depedhivnon Tov. CNTNHOTOC TG EYKOPNG

S yvwons mov amoteLel LYNAO GTOYO Y T EO01KE KEVTPAL.

-03 .






IHAPAPTHMA

Mépog 1

Hopdptyuo

Mivaxog 1.1: Koivarg Awodexta Kpirypia yia tyy Kiwvikny Avayvwon tov Lovopouov Prader-

Willi 1993.

A/A

KPITHPIA

KYPIA KPITHPIA (évog paOpog To kaOéva)

Kevtpum Neoyvikn Ymotovia

[IpoPAnpata Zitiong ko avenapkng avénon Pépovg
(failure to thrive)

Andtoun avénon PBépovg petald 1 kot 6 gtav

Idwitepa Duoikd XapoKTnpIoTIKE TPOCHTOV

Ynoyovaoiopds: Yroniacio, EAAenyn sonfPiog

NN | |W(N

Avantvélokn Kabvotépnon pe Nontikég EAdeiyelg

AEYTEPEYONTA KPITHPIA (1/2 BaOpég to
Ka0éva)

[a—

Meiopévn evdopntpla kivien kot A0apyog

[\

Tomikd TpofAnUaTe GUUTEPLPOPAC

[98)

Awtapayéc Ymvov/Anvoleg

Xopunio Avdotnuo o€ oxéon Le TO OIKOYEVEINKO
16TOPIKO PEYPL TRV NAIKia TV 15 eTtdhv

A€ppo. avOIKTOU YPOUOTOC

Mukpd Xépra kot wdOL 68 GYEGN UE TO VYOG

X1eva yéplao pe VPEGUEVO KEPKIOIKO GKPO

Ecotpornia, Muomrio

[Tokvd Kolmoeg ZaAto

Avokoliec oV apHpmon tov AdyoL

— OO |0 || ||~

p— | —

Axpaio Heipaypa Aéppatog

AAAA KPITHPIA (yopic podpé)

Y ynan Avtoym otov I16vo

[Tepropiopevo Avtavakiaotikd Epétov

ITpopAnuata EAEyyov Oepuokpascioc XOUaTog

YxoAilwon/Kopwon

[Tpéwpn HPn

Oocteondpmwon

AcvvinOiom kavotta pe puzzle

R [QA NN | |W[NI[—

Ddvcloloyikég Nevpopvikég Meléteg
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Hapoptnua

MMivoxkog 1.20: Xapoxktnprotikd kot Zopatopate Tov PWS copgpovae pe Aredveic
Bdosgic Agdopévav

Mépoc I: ‘Epguva ‘Epeuva 2010, ‘Epeuva 2008,
post p Ei131k6 Kévtpo Ei131k6 Kévrpo
XapakTnpIoTIKA 2004, HNA FaAAiag FaAhiag
Acgiypa 1787 255 146
Appeveg 48% 51,50% 52,70%
EmBeBaiwpévn M/A 88,70% 100,00%
eveTikn didyvwon
HAIKia TTou éyive n 2 unveg (5 ; I
eveTikA didyvwon M/A nuépes-16,3 ZyES (£5T r])uapsg 12
(AiGipecog) €Tn) f
"eveTikGg TUTTOG: 429% 58.00% 63.70%
MaTpiké ‘EAAEIpua ; ’
eveTikdg TUTTOG: 19% 29 00% 24 00%
MnTpikr Alcwyia : ’
. . 7,24 (0,21-18,75)
Xpovop)\\:)’y 'KnVHNK'a 0-67 ¢1n 7,3 (Aidpecog) | Aiduecog (EAayioTn-
OHW Méyiotn)
Xoprynon AugnTIkAg M/A 85,00% 85,60%
Opuovng ’ ’

* Dnueiwon.: M/A My debéaiuo.
IInyn: Molinas et al. 2008, Heinemann et al. 2010.

Yovéyewa Tivako -
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Hopdptyuo

Hivaxkeg 1.2B: Xapoaktnprotika ko Xoprtopote 100 PWS copgova pe Awelveig

Bdogig Agdopéveov

% % ep@aviong
. HE Bdon Tnv % epPAvIONG HE
Mépog ll: Eauépg(\,llo:lgv £€pEUVa TOU Bdaon Tnv épeuva
ZUUTITWHOTO ‘:: suvqn'ronu 2010, E181k6 Tou 2008, E151k6
2%0 4. HMNA Kévtpo Kévtpo MaAAiag
’ FaAAiag
] 45,25%
Ill(gsgggpl‘(’gl (nAikieg 3-18 39,30% 43,50%
xuoap emn)
YTroyovadiopog M/A 46,00% i
YT1moBupeocIdIouog 9% 30,00% R
M/A
NuxTepivh Attvoia
XTepivi 43% M/A
AAMAEG AVaTIVEUGTIKEG M/A M/A
EmmirAokég 20%
. M/A M/A
2KoAiwon 339
FaoTpevTepPIKA M/A M/A
TTpoBARUaTa 1%
M/A
AlaBAT
BAme 10% OXI
Kapdiakd MNpopAfuata 10%
OgoTeommépwon 9%
Katayuarta 14%
AuoTrAacia i
e€dpBpwaon loxuwv 7%
M&dnon XoAndoxou
KioTtng 3%, /A
Akpaio Meipayua
Aépparog 34,50%
2TTOCGOI
11%
AUTIOTIKN
2UTTEPIQPOPT 14%
>1paBiouog 359%
Mpdéwpn HPRN<8 eTwv 15%
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Hapoptnua

Mépog I1

Iivaxkog I1.1: Koowkag R yia to Movtéro Aoyrotikng Ilaivopopunong,
Eoappoyn < Eykaipn Avayvoon

Hopyelo dedouévav ot txt
mydata<-read.table("C:/Documents and Settings/Administrator/Desktop/Eurordiscare3b.txt",
col.names=c("country","diagnosis","agemal"))
attach(mydata)
mydata
class(agemal)
table(country,diagnosis)
#Huovtélo Aoyiotikng ralivopounong
mylogit<-glm
(diagnosis~as.factor(country)+agemal,family=binomial(link="logit"),na.action=na.pass)
summary (mylogit)
mylogit$null.deviance-mylogit$deviance
mylogit$df.null-mylogit$df.residual
1-pchisq (mylogit$null.deviance-mylogit$deviance,mylogit$df.null-mylogit$df.residual)
anova (mylogit,test="Chisq")
1-pchisq (225.76, 351)
confint (mylogit)

# odds ratio n exp twv ovvteleat@v
exp (mylogit$coefficients)

#AE yi0. T, eXp TV GOVTEAETTOV
exp (confint (mylogit))

Hexriunoels twv mhavoTNTwV Yo eXITEOO. THS KOTHYOPIKNG UETOPANTIS OE TIUES THG X
country<-c(1,2,3,4)

agemal<-c(16)

newdatal<-data.frame(agemal,country)
newdatal$countryP<-predict(mylogit,newdata=newdatal ,type="response")
newdatal

agemal<-c(7)

newdatal<-data.frame(agemal,country)
newdatal$countryP<-predict(mylogit,newdata=newdatal,type="response")
newdatal

agemal<-c(mean(mydata$agemal))

newdatal<-data.frame(agemal,country)
newdatal$countryP<-predict(mylogit,newdata=newdatal,type="response")
newdatal
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Hopdptyuo

Hivoxog I1.2: ITivokeg Amoterlespdtov R yia 10 Movtélo AoyioTiKG
Holvopounonc < Eykaipn Avdyveoon» pe alinieriopocn

Call:
glm(formula = diagnosis ~ as.factor (country) * agemal, family = binomial(link = "logit"),

na.action = na.pass)
Deviance Residuals:

Min 1Q Median 3Q Max
-2.28280 -0.45347 -0.24626 -0.05481 2.81425
Coefficients:

Estimate Std. Error z value Pr(>|z|)

(Intercept) -2.10488 0.82844 -2.541 0.0111 *
as.factor(country)2 5.09448 1.17663 4.330 1.49¢-05 ***
as.factor(country)3 1.97859 0.95190 2.079 0.0377 *
as.factor(country)4 4.60542 1.07255 4.294 1.76e-05 ***
agemal -0.06980 0.06591 -1.059 0.2896
as.factor (country) 2: agemal -0.16057 0.08553 -1.877 0.0605.
as.factor(country)3:agemal -0.06174 0.07757 -0.796 0.4261
as.factor(country)4:agemal -0.19137 0.08780 -2.179 - 0.0293 *
Signif. codes: 0 “**** (0.001 “*** 0.01 “**0.05°.>0.1 *’ 1
(Dispersion parameter for binomial family taken to be 1)

Null deviance: 363.91 on 355 degrees of freedom
Residual deviance: 219.37 on 348 degrees of freedom
AIC: 235.37
Number of Fisher Scoring iterations: 6

> anova(mylogit,test="Chisq")
Analysis of Deviance Table
Model: binomial, link: logit
Response: diagnosis

Terms added sequentially (first to last)
Df = Deviance Resid. Df  Resid. Dev  P(>|Chi|)

NULL 355 363.91
as.factor(country) 3 33.406 352 330.51  2.644e-07 ***
agemal 1 104.751 351 225.76 <2.2e-16 ***
as.factor (country):agemal 3 6.383 348 219.37  0.0944 .

Signif. Codes: 0 ‘****(0.001 “**’ 0.01 “** 0.05 ‘0.1 *’ 1
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Hapoptnua

Iivaxkog I1.3. Movtélo avaykng yio «Kowvovikég Ynpeoiso) mov Ttpofkoye
ané tnv backward LR SPSS

Awdkaoio A@aipeons Metafintaov

Variables in the Equation

B S.E. Wald df | Sig. | Exp(B)

Step 1a _ PAYSA 19,795 3| ,000
PAYSA(1) -1,047 459 5,213 1 |a =022 351
PAYSA(2) -,279 397 495 | /482 756
PAYSA(3) 1,026 480 4,568 1| ,033| 2791
EXAMTOT1_12 253 ,008 6,597 1| 010 | 1,288
HABITAT 9,088 3] -,028
HABITAT(1) 1,133 575 3,889 1| 049 | 3,105
HABITAT(2) 932 522 3,193 1| 074 2539
HABITAT(3) -103 620 ,028 1| 868 902
CONSTOT1_28 ,008 ,063 015 1| ,901| 1,008
HOSPI(1) -536 319 2,824 1,003 585
AGEMAL ,010 013 607 1| .,436| 1,010
SEXE(1) 396 287 1,902 1] 168 | 1,486
DEMENAG(1) -,422 528 639 1| 424 656
NIVEAU 422 2| 810
NIVEAU(1) -,333 795 176 11 675 717
NIVEAU(2) -187 322 337 1| 562 830
RESSOUR 941 3| 815
RESSOUR(1) 553 797 481 1| ,488| 1,738
RESSOUR(2) 364 483 567 1| ,451| 1439
RESSOUR(3) 115 426 ,073 1| 787 | 1,122
REDACT1(1) -,438 326 1,808 1] 179 645
Constant -1,461 938 2,429 1| 119 232

Step2a  PAYSA 19,779 3| ,000
PAYSA(1) -1,048 458 5,223 1] 022 351
PAYSA(2) -,285 394 525 1| 469 752
PAYSA(3) 1,024 480 4,555 1| ,033| 2783
EXAMTOT1 12 261 077 | 11,360 1| ,001| 1,298
HABITAT 9,099 3| ,028
HABITAT(1) 1,135 575 3,898 1| ,048| 3,110
HABITAT(2) 932 522 3,191 1| 074 | 2540
HABITAT(3) -102 621 027 1] 869 903
HOSPI(1) -539 319 2,860 1] 091 584
AGEMAL ,010 013 593 1| ,441| 1,010
SEXE(1) 395 287 1,894 1| 169 | 1,484
DEMENAG(1) -,423 528 643 1| 423 655
NIVEAU 451 2| 798
NIVEAU(1) -,349 785 198 1| 656 705
NIVEAU(2) -189 321 348 1| 555 827
RESSOUR 971 3| ,808
RESSOUR(1) 560 795 496 1| 481 ] 1,751
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Step 3a

Step 4a

Step 5a

RESSOUR(2)
RESSOUR(3)
REDACT1(1)
Constant
PAYSA
PAYSA(1)
PAYSA(2)
PAYSA(3)
EXAMTOT1_12
HABITAT
HABITAT(1)
HABITAT(2)
HABITAT(3)
HOSPI(1)
AGEMAL
SEXE(1)
DEMENAG(1)
NIVEAU
NIVEAU(1)
NIVEAU(2)
REDACT1(1)
Constant
PAYSA
PAYSA(1)
PAYSA(2)
PAYSA(3)
EXAMTOT1_12
HABITAT
HABITAT(1)
HABITAT(2)
HABITAT(3)
HOSPI(1)
AGEMAL
SEXE(1)
DEMENAG(1)
REDACT1(1)
Constant
PAYSA
PAYSA(1)
PAYSA(2)
PAYSA(3)
EXAMTOT1_12
HABITAT
HABITAT(1)
HABITAT(2)
HABITAT(3)
HOSPI(1)
SEXE(1)

364
112
-,440
-1,433

-1,077
-,275
1,018

,258

1,123
,844
=172
-,537
,011
,392
-,389

-,163
-,106
-,420
-1,267

-1,060
-,273
1,021

,253

1,091
,813
-,186
-,540
,010
,390
-,408
-,410
-1,251

-1,061
-,236
1,051

247

1,080
,783
-,191
-,504
,398

484
426
326
,908

,453
,383
,469
,077

,568
,508
,610
,316
,013
,285
,525

,751
,307
314
,845

450
,382
,469
,076

,561
,498
,604
315
,013
,283
,620
;311
,842

,450
378
467
,075

,562
,498
,606
311
,283

- 101 -

,568
,069
1,824
2,489
20,651
5,652
515
4,703
11,249
8,995
3,905
2,757
,079
2,892
,651
1,892
,549
,145
,047
119
1,787
2,251
20,782
5,556
,508
4,741
11,195
8,897
3,776
2,665
,095
2,933
,563
1,897
,616
1,742
2,206
21,414
5,565
,391
5,064
10,730
8,643
3,692
2,469
,099
2,624
1,983

JEEE G A U G U G0 YOS A U G U &% Y GO G (A U U QL QU I U 0 JEE G U U G @0 JRESE G i G G N, PUAE G S UK (U UL G Y &% YRS GO G G N 'V [ G G G

451
,792
A77
115
,000
,017
473
,030
,001
,029
,048
,097
178
,089
,420
,169
,459
,930
,828
,730
,181
134
,000
,018
476
,029
,001
,031
,052
,103
,758
,087
,453
,168
432
,187
137
,000
,018
532
,024
,001
,034
,055
,116
,752
,105
,159

1,440
1,119
,644
,239

,341
,760
2,766
1,294

3,074
2,325
,842
,585
1,011
1,480
,678

,850
,899
,657
,282

,347
,761
2,776
1,288

2,977
2,256
,830
,583
1,010
1,477
,665
,664
,286

,346
,789
2,860
1,280

2,946
2,188
,826
,604
1,489
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Step 6a

Step 7a

Step 8a

DEMENAG(1)
REDACT1(1)
Constant
PAYSA
PAYSA(1)
PAYSA(2)
PAYSA(3)
EXAMTOT1_12
HABITAT
HABITAT(1)
HABITAT(2)
HABITAT(3)
HOSPI(1)
SEXE(1)
REDACT1(1)
Constant
PAYSA
PAYSA(1)
PAYSA(2)
PAYSA(3)
EXAMTOT1_12
HABITAT
HABITAT(1)
HABITAT(2)
HABITAT(3)
HOSPI(1)
SEXE(1)
Constant
PAYSA
PAYSA(1)
PAYSA(2)
PAYSA(3)
EXAMTOT1_12
HABITAT
HABITAT(1)
HABITAT(2)
HABITAT(3)
HOSPI(1)*
Constant

-,472
-,376
-1,039

-1,022
-,240
1,071

,254

1,039
,731
-,257
-,519
415
-,400
-1,450

-1,082
=273
1,069

,264

1,036
,690
-,327
-,490
,403
-1,564

-1,075
-,260
1,065

,262

1,029
,636
-,353
-,506
-1,328

,512
,307
,792

447
379
466
,075

,556
,492
,599
,310
,282
,305
,656

443
377
467
075

,555
489
,598
,308
,281
,649

441
375
465
075

,653
,488
,598
,307
,629

849
1,504
1,720

21,277
5,241

401

5,276
11,359
8,616
3,487
2,211

184
2,803
2,166
1,719
4,884

22,918
5,971

523

5,248
12,270
9,021
3,486
1,990

,300
2,538
2,059
5,799

22,877
5,939

A79

5,234
12,061
8,945
3,455
1,702

349
2,725
4,449

R P N U J i G G (O (5 R QT G R O G SIE (¢'o JEE Wit Gt G Gy ', SRR Qi I G A N R Y R GO O G S T G G |

357
220
,190
,000
022
526
,022
,001
,035
,062
137
668
,094
141
,190
,027
,000
015
470
,022
,000
,029
,062
158
584
A11
151
,016
,000
015
489
,022
,001
,030
,063
192
555
,099
,035

,624
,687
;354

,360
,786
2,918
1,289

2,826
2,077
773
,595
1,514
,670
,235

,339
,761
2,912
1,302

2,819
1,994
721
,612
1,496
,209

,341
771
2,901
1,300

2,797
1,890
,702
,603
,265

* Telixa oe ooumeptloyfaveTor ato HoviéAo
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Teot pe to null povréro

Chi-
square df Sig.
Step 1 Step 58,115 ,000
Block 58,115 ,000
Model 58,115 ,000

Méywotn IBavo@avels Tov povTELov

Cox &
-2 Log Snell R | Nagelkerke
Step likelihood | Square R Square
1 423,738 ,151 ,204

Hopdptyuo

Yvovreheotéc ToV [lpotervopevov amd T Swdikacio povrérov pe Tig 3

netafintés (n=354

95% C.l.for EXP(B)
B S.E. Wald df Sig. Exp(B) Lower Upper
Step PAYSA 21,647 3 ,000
1a PAYSA(1) -1,142 ,373 9,349 1 ,002 , 319 ,154 ,664
PAYSA(2) -,192 314 375 1 ,540 ,825 ,445 1,528
PAYSA(3) ,545 ,378 2,080 1 ,149 1,725 ,822 3,620
EXAMTOT1_12 ,276 ,060 21,492 1 ,000 1,318 1,173 1,481
HABITAT 11,708 3 ,008
HABITAT(1) ,889 ,443 4,027 1 ,045 2,432 1,021 5,792
HABITAT(2) ,557 ,391 2,033 1 ,154 1,745 ,812 3,754
HABITAT(3) -,436 ,485 ,807 1 ,369 ,647 ,250 1,674
Constant -1,398 ,448 9,752 1 ,002 ,247
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ITivaxkag I1.4. Model pe select cases if HABITAT<4 (exclude capital cities)

Iivakog Metafintav tov Movtélov

95% C.I. for
EXP(B)
B S.E. Wald df Sig. Exp(B) Lower Upper
Step PAYSA 22,336 3 ,000
1a PAYSA(1) -1,282 395 | 10,517 1 ,001 278 ,128 ,602
PAYSA(2) -,411 ,340 1,460 1 227 ,663 ,340 1,291
PAYSA(3) ,463 412 1,262 1 ,261 1,588 , 708 3,561
EXAMTOT1_12 ,287 ,064 | 20,205 1 ,000 1,333 1,176 1,511
HABITAT 10,067 2 ,007
HABITAT(1) 1,341 ,434 9,544 1 ,002 3,823 1,633 8,950
HABITAT(2) ,993 ,369 7,259 1 ,007 2,700 1,311 5,562
Constant -1,752 ,481 13,233 1 ;000 174

Tgot pe to null povrélo

Chi-
square df Sig.
Step 1 Step 56,247 6 ,000
Block 56,247 6 ,000
Model 56,247 6 ,000

Méyrwotn IBavo@avela Tov povrtéAov
Cox &
-2 Log Snell R Nagelkerke
Step likelihood Square R Square
1 373,985 ,164 ,220
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Hopdptyuo

Hivaxaeg I1.5. Model pe select habitat<4 (without CAPITAL CITIES) kot
owtA aAlnienmiopaon Pays, habitat

Iivakoc Metafintov too Movtélov

95% C.1. for
EXP(B)
B S.E. Wald df Sig. Exp(B) Lower Upper
Step 1a PAYSA 4,095 3 ,251
PAYSA(1) -2,105 1,201 3,074 1 ,080 ,012 1,282
PAYSA(2) -1,207 779 2,402 1 121 ,065 1,377
PAYSA(3) -1,031 1,241 ,690 1 ,406 ,031 4,061
EXAMTOT1_12 ,294 ,065 | 20,300 1 ,000 1,341 1,181 1,524
HABITAT ,223 2 ,894
HABITAT(1) ,468 1,038 ,204 1 ,652 1,597 ,209 12,215
HABITAT(2) ,225 ,655 ,118 1 731 1,252 ,347 4,525
HABITAT * 4,312 6 ,635
PAYSA
HABITAT(1) by 711 1,549 211 1 ,646 2,036 ,098 | 42,423
PAYSA(1)
HABITAT(1) by 1,035 1,276 ,658 1 417 2,814 ,231 34,297
PAYSA(2)
HABITAT(1) by 2,072 1,554 1,776 1 ,183 7,938 377 | 167,004
PAYSA(3)
HABITAT(2) by 1,239 1,290 ,923 1 337 3,454 276 | 43,294
PAYSA(1)
HABITAT(2) by ,978 ,878 1,241 1 ,265 2,659 476 14,858
PAYSA(2)
HABITAT(2) by 1,451 1,334 1,183 1 277 4,268 312 58,342
PAYSA(3)
Constant -1,145 ,621 3,394 1 ,065
Teot pe To null povréro
Chi-
square df Sig.
Step 1 Step 60,742 12 ,000
Block 60,742 12 ,000
Model 60,742 12 ,000

Méyvwotn IIBavo@avela Tov povrtéAov

Cox &

Snell R | Nagelkerke
Step -2 Log likelihood Square R Square
1 369,490 175 ,235
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Iivakag I1.6. Model pe select cases if HABITAT<4 (exclude capital cities) ko
early diagnosis

Variables in the Equation

B S.E. Wald df Sig. Exp(B)

Step EXAMTOT1_12 ,307 ,066 21,430 1 ,000 1,359
1a

PAYSA 22,592 3 ,000

PAYSA(1) -1,112 ,406 7,507 1 ,006 ,329

PAYSA(2) -,421 ,349 1,458 1 ,227 ,656

PAYSA(3) ,702 434 2,611 1 ,106 2,017

HABITAT 8,558 2 ,014

HABITAT(1) 1,239 ,441 7,912 1 ,005 3,454

HABITAT(2) ,957 ,375 6,505 1 ,011 2,603

DIAG_EARLY3(1) ,718 ,347 4,266 1 ,039 2,050

Constant -2,435 ,621 15,399 1 ,000 ,088

Teot pe To null povréio

Chi-
square df Sig.
Step 1 Step 59,025 7 ,000
Block 59,025 7 ,000
Model 59,025 7 ,000

Méyiwotn [IBavo@davero Tov povtérov

-2 Log Cox & SnellR Nagelkerke R
Step likelihood Square Square
1 361,647° 174 ,234

a. Estimation terminated at iteration number 4 because

parameter estimates changed by less than ,001.
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MEPOX II1: CODING BOOK

Hapoptnua

QUESTION

SPSS variable

NO. A/A VARIABLE name SPSS label Coding instructions
1 Identification number ID code number of participant
2 country PAYS individual country
1 Cyprus
2 Czech Republic
3 France
4 Hungary
5 ltaly
6 Luxemburg
7 Romania
8 Spain
9 Sweden
10 UK
PAYSA COUNTRY OTH 1 France
3 country in categories 2 ltaly
3 UK
4 Other
4 ACCESS4pw access to consultations ENDO
5 ACCESS8pw access to consultations ORTHOPED
6 ACCESS14pw access to consultations PEDIATR 1 very easy
1,2,3,4,5,6,7,8 7 Access ACCESS17pw access to consultations DIETIC 2 easy
8 ACCESS19pw access to consultations PHYSIO 3 difficult
9 ACCESS24pw access to consultations PSYCHO 4 very difficult
10 ACCESS28pw access to consultations LOGO 5  impossible
11 ACCESS30pw access to consultations DENTIST
1,2,3,4,5,6,7,8 12 Adequacy NBSUFF4pw adequacy of the number of consultations ENDO
13 NBSUFF8pw adequacy of the number of consultations ORTHOPED
14 NBSUFF14pw adequacy of the number of consultations PEDIATR
15 NBSUFF17pw adequacy of the number of consultations DIETIC 1 well adapted
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QUf‘lsoT_'ON AA VARIABLE Spsﬁ;’:‘gab'e SPSS label Coding instructions
16 NBSUFF19pw adequacy of the number of consultations PHYSIO 2 sufficient
17 NBSUFF24pw adequacy of the number of consultations PSYCHO 3 insufficient
18 NBSUFF28pw adequacy of the number of consultations LOGO 4 very insufficient
19 NBSUFF30pw adequacy of the number of consultations DENTIST 5 no opinion
20 COUT1serdpw cover personal costs ENDO
21 COUT1ser8pw cover personal costs ORTHOPED
22 COUT1ser14pw cover personal costs PEDIATR
1,2,3,4,5,6,7,8 23 cover personal costs COUT1ser17pw il g < Tl
24 COUT1ser19pw cover personal costs PHYSIO 2 partial
25 COUT1ser24pw cover personal costs PSYCHO 3  total
26 COUT1ser28pw cover personal costs LOGO
27 COUT1ser30pw cover personal costs DENTIST
28 TARIFEURO4pw cost per consultation in euros ENDO
29 TARIFEURO8pw cost per consultation in euros ORTHOPED
30 TARIFEURO14pw cost per consultation in euros PEDIATR
12345678 31 cost in eUros TARIFEURO17pw cost per consultation in euros DIETIC
32 TARIFEURO19pw cost per consultation in euros PHYSIO
33 TARIFEURO24pw cost per consultation in euros PSYCHO
34 TARIFEURO28pw cost per consultation in euros LOGO
35 TARIFEURO30pw cost per consultation in euros DENTIST
36 COUT2ser4pw opinion about the amount ENDO
37 COUT2ser8pw opinion about the amount ORTHOPED
38 COUT2ser14pw opinion about the amount PEDIATR
39 COUT2ser17pw opinion about the amount DIETIC
12345678 40 Opinion about the cost COUT2ser19pw opinion about the amount PHYSIO
41 COUT2ser24pw opinion about the amount PSYCHO
42 COUT2ser28pw opinion about the amount LOGO
43 COUT2ser30pw opinion about the amount DENTIST
1 acceptable
2 excessive
1,2,3,4,5,6,7,8 44 location LIEU4pw location of consultation ENDO
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QUf‘lsoT_'ON AA VARIABLE Spsﬁ;’:‘gab'e SPSS label Coding instructions

45 LIEU8pw location of consultation ORTHOPED
46 LIEU14pw location of consultation PEDIATR
47 LIEU17pw location of consultation DIETIC 1 athome
48 LIEU19pw location of consultation PHYSIO 2  private practice
49 LIEU24pw location of consultation PSYCHO 3 hospital
50 LIEU28pw location of consultation LOGO 4 clinic
51 LIEU30pw location of consultation DENTIST 5 specialized centre
52 ORIG4pw geographical area of consultation ENDO
53 ORIG8pw geographical area of consultation ORTHOPED
54 ORIG14pw geographical area of consultation PEDIATR

12345678 55 geographical area ORIG17pw geographical area of consultation DIETIC 1 same region
56 ORIG19pw geographical area of consultation PHYSIO 2 other region
57 ORIG24pw geographical area of consultation PSYCHO 3 other country
58 ORIG28pw geographical area of consultation LOGO
59 ORIG30pw geographical area of consultation DENTIST
60 kkm4pw distance km from home ENDO
61 kkm8pw distance km from home ORTHOPED
62 kkm14pw distance km from home PEDIATR

1,2,3,4,5,6,7,8 63 distance from home in km 7P distance km from home DIETIC
64 kkm19pw distance km from home PHYSIO
65 kkm24pw distance km from home PSYCHO
66 kkm28pw distance km from home LOGO
67 kkm30pw distance km from home DENTIST

1,2,3,4,5,6,7,8 68 Opinion about the distance DIST4pw opinion about distance ENDO
69 DIST8pw opinion about distance ORTHOPED
70 DIST14pw opinion about distance PEDIATR
Al DIST17pw opinion about distance DIETIC
72 DIST19pw opinion about distance PHYSIO 1 acceptable
73 DIST24pw opinion about distance PSYCHO 2  excessive
74 DIST28pw opinion about distance LOGO
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QUf‘lsoT_'ON AA VARIABLE Spsﬁ;’:‘gab'e SPSS label Coding instructions
75 DIST28pw opinion about distance DENTIST
76 TRAJ4pw travel alone or with other ENDO
77 TRAJ8pw travel alone or with other ORTHOPED
78 TRAJ14pw travel alone or with other PEDIATR
1,2,3,4,5,6,7,8 79 travel alone or with other TRAJT7pw travel alongropMIlRag 2T IC 1 alone
80 TRAJ19pw travel alone or with other PHYSIO 2 with a relativeffriend
81 TRAJ24pw travel alone or with other PSYCHO 3 with prof. assistance
82 TRAJ28pw travel alone or with other LOGO
83 TRAJ30pw travel alone or with other DENTIST
84 DELAl4pw time to obtain the first consultation ENDO
85 DELAI8pw time to obtain the first consultation ORTHOPED
86 DELAI14pw time to obtain the first consultation PEDIATR 1 very short
12345678 87 opinion abput the t!me to obtain  DELAI7pw time to obtain the first consultation DIETIC 2 short
e 88 the first appointment DELAI19pw time to obtain the first consultation PHYSIO 3 long
89 DELAI24pw time to obtain the first consultation PSYCHO 4  verylong
90 DELAI28pw time to obtain the first consultation LOGO
91 DELAI30pw time to obtain the first consultation DENTIST
92 ATTENT4pw response of consultations to expectations ENDO
93 ATTENT8pw response of consultations to expectations ORTHOPED
94 ATTENT14pw response of consultations to expectations PEDIATR 1 fully
123.4567.8 95 fulfillment of expectations ATTENT17pw response of consultations to expectations DIETIC 2 partially
96 ATTENT19pw response of consultations to expectations PHYSIO 3 poorly
97 ATTENT24pw response of consultations to expectations PSYCHO 4 notatall
98 ATTENT28pw response of consultations to expectations LOGO
99 ATTENT30pw response of consultations to expectations DENTIST
9 100 Total # of visits to doctors (during Total # of consultations from doctors 1-28
the last 24 months) CONSTOT1_28
9 101 Total # of diagnostic tests(during Total # of diagnostic tests 1-12
the last 24 months) EXAMTOT1_12
9 102  Total # of other care services Total # of other care 1-13
(during the last 24 months) SOINTOT1 13
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QUESTION SPSS variable L .
NO. A/A VARIABLE name SPSS label Coding instructions
9 103 HOSPI hospitalization for last 24 months 0 no
hospitalization yes
9 104 NBHOSP number of times hospitalization
9 105 NBJHOSP total number of days hospitalization
9 106 REJET rejection by health professionals because of the disease 0 no
9 1 yes
- total # of reasons for rejection (physical causes, communication,
10 reasons for rejection . .
complexity of disease)
107 REJTOT
11 108 Need for social services ASSIST need for a social worker within the last 12 months
0 no
yes
11 109 @11Q1cat access in the supply of a social worker (cat)
1 very easy
2 easy
3 difficult
4 very difficult
5 impossible
110 @11Q2tot total # of organizations a social worker belongs to multiple responses
111 @11Q3tot total # of face to face or telephone services multiple responses
112 @11Q4cat info on rights
11 113 @11Q5cat referral to other services
114 @11Q6cat info about technical support 1 entirely
115 @11Q7cat assistance with financial documents 2 partially
116 @11Q8cat assistance for financial help 3 poorly
117 @11Q9cat personal services assistance 4 notatall
118 @11Q10cat assistance with social inclusion programs 5 N/A
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QUf‘lsoT_'ON AA VARIABLE Spsﬁ;’:‘gab'e SPSS label Coding instructions
119 @12Q1cat occasional care related to the rare diseases
120 @12Q2cat frequent care related to the rare diseases
121 @12Q3cat option of grouping consultations inthe centre
122 @12Q4cat sharing of medical information within the centre
123 @12Q5cat facilitating transition by age group 1  ofnouse
12 124 evaluation of "other" services @12Q6cat information to patients 2 oflittle use
125 offered at a specialized centre @12Q7cat medical brochures and other material 3 useful
126 @12Q8cat collaboration with research teams 4  essential
127 @12Q9cat monitoring the current needs of patients 5 no opinion
128 @12Q10cat training of local health professionals
129 @12Q11cat coordination of medical information
130 @12Q12cat communication with other centers and networks
131 @13Q1cat a single national centre
132 @13Q2cat several centers 1 strongly disagree
133 @13Q3cat high # of patients 2 partially disagree
134 evaluation of the following @13Q4cat preferable to travel to centre 3 partially agree
13 135 statements regarding future @13Q5cat local professional preferable 4  strongly agree
136 creation of specialized centers @13Q6cat difficult to travel 1 5 no opinion
137 @13Q7cat difficult to travel 2
138 @13Q8cat role of general practitioner
139 @13Q9cat role of patient associations
140 AUTEUR who completed the questionnaire
14 personal data 1 patient
2 relative
other
14 141 personal data 1 AGEMAL age of the patient (in years)
142 AGEMALCAT age of the patient by group
1 0-6yrs
2 6-12yrs
3 12-18yrs
4 18 -24yrs
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QUESTION A VARIABLE SPSS variable SPSS label Coding instructions
24 - 30 yrs
> 30 yrs
143 SEXE gender of the patient
male
2 female
144 AGEDIAG age of the patient at diagnosis (in years)
145 HABITAT where the patient lives (in # of inhabitants) 1 <1.000
2 1.000- 100.000
3 >100.000
4 capital city
14 personal data 1
146 DEMENAG forced to move because of the disease
0 no
1 vyes
147 DEM1 if forced to move "yes", specify the reason
1 more adapted house
2 adapted care centre
14 personal data 1 3 nearer to specialists
4 closer to a relative
15 148 personal data 2 FAMADU total number of adults in the family
149 FAMENF total number of children in the family
150 FAMMAL number of patients in the family
151 NIVEAU highest level of education in the family
1 primary
secondary/technical
university
152 ACTIVA1 activities of patient or parents
1 employed
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QUESTION
NO.

A/A

VARIABLE

SPSS variable
name

SPSS label

Coding instructions

a A WO N

unemployed
never worked
pension

student

15

153

personal data 2

ACTIV2

occupations of patient or parents

N OO OB WODN -

farmer/fisherman
craftsman/tradesman
senior management
middle management
office work or services
skilled worker

unskilled worker

15

154

155

156

157

personal data 2

ACTIV3

RESSOUR

REDACT1

REDACT2

specification sector of occupation

net family income per month, from all sources (in euros)

because of the disease a member of the family have to work less or
stop his/her professional activity

a member of the family have to work less or stop his/her professional
activity as patient or to take care of a relative

A WO N -~

health/research
teacher

<630
630-1.600
1.600-3.900
>3.900

no

yes

as a patient
to take care of patient
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Hopdptyuo
Mépog IV: Epwtnuotoioyio

MeAETn Tn¢ Eurordis oXETIKG HE TIC q&
aivBpopo EMTTEIRIEC Kal TIC TTROCBOKIESG TWV 'b'
Prader-Will aocBevwv 600V agopd Thv TTpéofaon EURORDIS

Ot UTTNpECieg uyeiag otnv EvpwTn. Rare Diseases Europe

AyommTol gikol, O1 EpWTNCEIS TIOW QPOEOIY OTIG TTROOWINKEG O0g EPTTEIRIES KUTADTIOTNKAY
Mpdgouys oF £00¢, ToUC acBeveic f) oUyYEVEC Tww aoBeviv, Tou daTe pédn T8 UWED:"’W"‘I HE cpyay auolc via é-"ECJ Tig UUE‘EVE'_EC- ouTWE m va
Tou To Méddoy, Tou ouvepydleran pe Tn Evrordis yia v EpEuva auTr. TPOOTpPOLOVTAl KAATEPD OF OUYKEKpINEVES TepimTwoel;. O pwmozig

oW OYETICOVTON WE TIC TTROCOOKIES Cag, KOBWC Ko O IPWIROE Tou
ponBolv OTov TIROCTIORITEG TNC TROEAEUONG TWW CMICOTATWY TTOU
O}ETICOVTON UE TNV TIPOORQON OTIC UTINPECIES WYEIRC AOYW TUYKEKDIPEVIIY
CUVENKWY, ElVal KOIVEC yIa SAEC TIC vOoOUC. Sa TTRETTE v amavInBoly GAEg
Ol EPWITRTEIC. I TEQITITWEN TROU UTTAPKOUY EVOTNTES TTOU SEV T0C apopoly
(evamnreg 1 éwg &, 11 wan 12), ONPENDCTE «O)In CTW TIRWTN ypauur Tng
EVOTATAC, TRIV TIPOXWRNTETE OTnv ETOMEVN. LE TERITITWON Tou Gev
GivovTan Siapopenikés obnyics, ammaImeTal yia amdvTnan avd £puTnaT.

H Tipoofoogn oTIC UTMpEdie; uyeiog eivan pia amo T Buokohieg Trow
OYETIJOVTON PE OTAVIES QOBEVEIEC TIC OTTOIES QVTILETWITIZOUV OF NUEPROA
Bdon o acBavEic Kol o ouyyeveis Toug. Ta euTodia Tou Suoxepaivouy T
Tpoofacn oTg UTMpECiE; wyeing £xouv we £EAC elpecn EBIKEUUEWOY
EmayyEAUaTIoY, TPOCBaoN OF umodouEs Tou cuvhSwe Ppickovial of
uaxpvEC amodTddgeg, amobox TNC cKovopIkne umoxpEwaonckdiuwng f
amofnuiwang  Twv  ITpIKWY  UTMPpEmIGN kol oBormopkay kTh O
QUTIMETWZOPEVEG SUTKOMES UTTOPET va TToIKIAAOUY OpRETE, Ovahova WE TNV } )
aoBEvEI, T XW0a K PepoviepEvoug TapdvovTES: KGBE aoBevic éya To Gk H Blavopr Twy FpuTnpaTohsyiwy amd Toug opyamIoHolE TwY STIDiWY EioTe
QUG ITTooIKS. PEAN Kl o omoiol £XoUv amoRASICTIEG TROCROON T TROCWTKG oog
Bebopéva, Pag EMTRETTE VO TPAYUATOTHMAGOUNE TNV Epeuva aifikd oToug
OOBEVEIC TTOU TTATKOUY ammd TIg UTTd PeAETN voooug. Merd T oupTifpwor
TOUG, TO CWUNWUPG QUTE EpWTNUOTOASYIO amOoTEAMOVIOl ameuSeiag o
Eurordis (¥pnoIpoToiavTag 1oV TROTANpwPévo Gakeka), n omoia pe
oEipd NG Ba Siasgarige TV aTakUT EUTIGTEUTIKGTNTG TWW TIANPOEOEIL
Tou gag Gpopoly kOl Twy amavTioewy oag. H Eurordis 8a avakios o
Bebopéva autd kol Seapelera uTEp TN Un SIovopngiyWoToTToinong Tww
TpoowmEwy gag Sedopéviey. KAaBe fvag e Twy opyaviopwy 8o mapohdBe
TO OTOmMoTKG gmoTshicpara g avahuong Tou Ba avnatoigolv OTig
CTTaVTATE TV PENIV TOU.

Lugfdyoupe TV EpEuva QuTrh pe owomd Ty afiohdynon TG Mopoudog
EOTAOTEONG KOl TOV TRooliomous Twy TpocGokun Twwv aoBoviv Trou
mdoxouy amd 16 dhkec omdwieg cofSivaeg oty Eupdomn  [AwipSio,
evaAAoooouevn nuimknyia, woogo g arofiog, kuoTkn ivwon, oivBpopo
Ehlerz-Danlos, mopguwhywdn emBeppoiuan, olvipopo elBpavatou X, vooo
Huntington, olvipopc  Marfan  (apoyvoboktukia), puooBévein, oTedn
oogreoyévean, ouvdpopc  Prader-Will,  mveupowvier,  umépraon,  ofwdn
orhrjpuvon, cuvBpouo Williame km Blaropayes ypwpociyarcs 11q]. Zromog
yag eival va eicakoucBe o Tou agdevols, koSG apkeTEg EUpLITTCikEg
ywpeg Exouv  Ewnoe T Sodkacicg avabopydvwaong TG TOpoxnc
TEpiBahnG yia oTTdviE aoBévees. H meidTnTa Tng Tapeioac fpeuvac kaBg (TR vuvia: mherassed@eurodis.org)

Kl o RBaBpoc oTov ommoio Ba TpoTEAKUOE TNV TTROTOyT Twy ToMTIKWY uyeiag  Iag EUXoploTOUPE Yia TNV dUECT] avTQTOKPIOT) Oag, Tou eEaopahilel
Bo ctopnBolv amd Tow apiBpd Tww amavinoewy Tou 8a MIBoupE. To oUVUTTOAGVIONG OAWY TWV OTTAVTINOEWY oTNV avdhluon (mpiv Tig 18

NpoTEpQIOTTA £XEI 1 WU TWV QoBEVUIV. loukiou 2007},
/]\l Eyel ypaiaoTs va guPBoUALUTETE evBokpivoddyo Toug TEAEUTaIoUE 12 PAvES; lmu Y1 — = TIpoC @
[~ Eiyare WpooPaoT) OF QUTEC TIC EMOKEWEIC OTOV IOTPG; [y [ &1 . ) : o
» H ipdofacn o quTéC TIC EMTKEPEIS OTOV IGTRG fTav: Ma oo Aoyo: (mokhic mBavic amavinigei)
okl sivodn  [Jedrobn [ Sdoxohn [ mohix Bdorakn - .D EBIKGS fTav ammiv 1 ”,n DiaBéaiuag ... D'M'DE:’:‘\
» ZuvoMKG, 0 apiBuC Twv EMOKEWEWY TTOV IaTRO fTOV: = Endeiun 'rcltpc:lrtlu'rrn-.:-u : D'M'DE,’:"
C«ahé mposappoopéve; [ emapwic (] avemapric [Imoni ouemoprdc ] Bev Eepu f Bev omonry = ¥ MERBOAIKGE HPOVOL OVILOVIS o v Céiy
» Ta Tpoowmkd E£0a fTo: Kpivate auté To mogd: BzurpuvioTe BdoTHa Hiveg
Cpngewkéc Cmwnuareés Cokec Seukpniors I:I £ ywwpeEimeon | [ hoywa [ umepBokks = YTEPROAKD UPnAG TpooWMKG ££08a ... Ovaiday
» To peyakUTeEpO PEPOC TWY YWIIPOBOTROEWY TIRGYUaTOTTOINSnKE: BicwkpivicTe l:l £ [ ywoBdmmen
Oora awin Cae Swwmms iipgio[ ] oe vogoropeio [loz shver) (ot ebabmzupve yio v aoSiveid KIS« O rémoc 1ng stiraans ATav umepBokid pokpId ... . Oven [ én
BIgukpIVIoTE TTOU: ¥hpamo | Kpivere aum) v emaoTaoT: ) . . i .
Dmnsibm mepiogd [Joe aikn mepiogn [ oe dkin yipa l:l Lﬁ.‘:gﬂ% O heyen  JumepBobing Besrgaene A OIS TOUTOTS KaTias
. ) o ] . L ., DeuspivioTe mol: O ooy v msprogny [ o awwn mepicy [ s A FEipa
shorhnplicare To ragisJpoves (] pe cuyyewd / gite []pe BofBoa amé emayyehparia § pe peropopks péoo « YTTepRohikd Leyahn BIdprein TaliBIol oo .. Cvan[é
» Kpivame Tov ypovo Trou uecohd@nae LExp Ty TIpUITY ETHOKEWN OTOV IaTpG: = LV UTTPYE SICGEmEn ouvobeia . ... vy
] moki hivo O Ky [ okl O mépa maki GeeunpmioTe 6|:'Jcrr||.|u:|:| ufves = Mokl wpnhd KooTog TaEGod Ovan [ éiy
» O emoriyelg auTég avamokpinkay ong TpooGokieg oag: = ‘ERAENDN KOTAAANAOU PETOQOpIKOD pETou . Ovaildey
[ mhdprag Opzpwese O éyiBiaitepe [ eaBthou = EuvBrike Tofifiod Showoheq (movog, mema, tpoupamoyc) Cva[ay
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» Bdoe Tou axoAouBow KOTOAOYOU avaykly, O KOIV. AEITOUpYOC avTaTToKpIBNKE OTIC TpOoBoKiES oug: aTohlTLg ?&Bﬁ? kamwg kaBdhou | ASIAA
= MANPOEOPNON TXETKA PE KOMWVIKD, YOUIKG Kol OIKaVORIKS SkawiaTra
= NapammopT of GRAES UTTNPECIES (WUXDADYIER OTADEN, KaT' oikov TepiBakyn K.ATT.)
= MANpOPORIES THETIEG PE EEEITIKEUPET) TEXVIKT UTTOTTARIEN (PHETOTROTTES OTNV OIKIG Kol TO QUTOKIVITO, KOTOKIBID AT
= BonBaia PE CUUTTANPWOT] OROVOIKEY EVTUTTWY (Eyepan TTasnmkol [ amednuiwon, emSouara k. Am.)

= BonBaix pe eifIkn CIKCVOPIKT UTTCOTNRIEN (Oyopd cvamnpiknc ToAUBpOVaS, CIKIGKES LETATROTTES, IGTRIKD
WWwpoBoTNoN f PooVTIBa TTe ESWTERIKD K.ATT.)
= YTrooTMEN yia e0peaT) TTpodwmkrg BorjBaac (ko oikov BonBed, MpocwimKkn TEDIBaAYN K.ATT.)

OO0 oooo
OO0 oooo
OO0 oooo
OO0 oood
OO0 0 00ooao

» YTooTO@IEN yia Kolvwkn EvTaln (oxokzic, avapuyr, emayyeApamKos oTiRog KAT)
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Hapoptnua
Mépog IV: Epwtnuatoloyio

Q1 TpooGoKiEs TOC OXETIKG UE TO EEEIBIKEUNEVT KEVTRO
Bagikr ammoaToAr] svo KEVTpou Trou aifikeUETal OF [Ia oTTavIa vOoo eival va Siasgakioe Tn Sidyvwon ko mapakokol8nan Twy aoSEvUV TIPOOREDOVTHG,
o, TG IBIEG EYKATAOTATEIS, YWWPOBOTNTEC OF ToAMDUS TopElS, iampikég eetaoag, efikd eEomAIop0 Kan yevaTIkR CUPROUAEUTIER

AVGATYT LIE TIC OVEYKES TS, TILC B0 XUPOKTNRIZOTE TIC UTTOADITTES OKOAOUSES ASITOURVIES TTOU axl Kiyo S e Bev EEpu |
pmopoly va TTapaokeBoly Ot eEaBKEUPEVD KEVTPD; FPATUES XRRTIHES Bev amavTi
Mapoyn TepoTaomaKnC TeEpiBalyng Trou oxeTIZeTal LE TNV ooBEVEID (XEIpOUDYIKR, TipoBEédelg, opBomedikn k.am) [ O O O O
Mapoxn cuxvhc TepiBakyng TTou oxeTileTal ue TV aoBévaa {pumoBepamsia, AoyoSspasia, YuxoBzpameia O O O
K-ATT)
Mapoxn ot aoSeveig GUvaTSTTOS TIEARTTALY EMCKEYPEWY f eEETGaewy TV iBi0 npépa of efafikeupivo kEvpe O O O O O
KON Oy avWoT Tww pavTeRol.
TUVTOVIOUOE TN KOTOVOUREG TWV IGTRIKLDY TTANPOEORIGIY Tou aoBevolg HETED GAUY TWW ETTOYYEARCTIOY TICU TOV O O O O 0O
ppovTifouv oo sEEISIKEUPEVD KEVTPD
Luzukdhuvan g TapaxoholBnonS Twwy aodevioy ot Sidpopa oTaBia TG Jwig Toug, kavovTag mo opahn Tn O O O O O
WETARaTT amd Ty TaSIaTpikn) ST KTPIEr] EVAIKLY Kl oo QUi o ynplaTpekn.
Evnuépiicn Twy aogBeviuy TRETIKG PE Ta SIKOIUPATd Toug kal KaBodynor Toug TTpog TIC KOIVWVIKES UTTNPESIES, O O O 0O O
TO TX0AEID, TIC SROCTRRISTATES AVaWUXAS R ETayYEALOTIES KaBoSiynon kAT
Kardgman uhikod yia Sackaious, EpY0BOTES, KONMWVIKES UTTIRETIES, aoqalaTIkES ETQIPEIES KOl TO YEVIKOTERD O O O O O
KOIVG JE OKOTTO TNV EVIPERWTN YURW OTT0 TIC OVaYKES TWW QODEWWY Kol T BEATIWST) TNE KOIVIWVIERS TOUG EvTadng.
ZUVEQYQTIO WE EPEUVITIKEG OPABEC TIOU aTyOAOUNTA WE Trv aoBEver (E5Ka yia KAVIKEG LERETEC). O O O O O
MapakeholBnon Twy TREXSUCUNY GYOYELY TN KONMOTITAE TWY GUDEVY TISU TIGTKOUY TTTO T OTTGVIGH auTr O O O O O
ooBEvEd (PECw PENETIV ) apyEiwy Twv asBevinv).
ExmaiSewan eTrayyEAMCTIWY TNS TIEPIONTC VIG OVTATOKpIoN aTIC EI5IKES aVaYKES TWV OOBEVY Kl TIapoxR Twv O O O 0O O
OTOERYY ETIKOIVIUVIEE TOUC OToug aodeveic
TUVTOVIOUSE TS KOTOVOUNEG TW IGTRIKLWY TTANPO@ORIEY PETHED TWV ETTOYYEALCTIOY TOU TopEa UyEing Tou sE815i- 0 0 O 0 0
KEUPEVOU KEVTROU KOl TLOV ETTOVVEALGTILW TNG TERIOYAC, Tpog Sisukdhuvan Tne ouvexols Tapakoiol8nahic Toug
Emwoniwvial pe ahha eEEEBIKEUWET KEVTPA Kl ETTOYYEALOTIRG BIKTUG VI TV EVORUOVION TWy BEpOTTEILNV Kol TNG O O O O O
EPEUVEC OF EBVIKS KOl EUPWTTGIKG ETTTEGO
\‘1_3) AfiohoynioTe Tig ardhouBeg SnAwaag TTou apopoly TV MBavr uhoTroinon eEEBIKEUNEV WY Roguvis Boguv SuppLve ouppuy  Bev Spu |
KEWTPLIV EvTOWT  EV pEpEI W pEpEl w Bew amavTL)
Eva pepovipive eBvikd kEvTpe Ba Moy TRCTIUGTERS SI6TI B0 CUYKEVTRWVE GAES TIC IKOVOTNTES Kal O O O O O
BuvaTSTNTES TOU 10TEIKOU TRooWMKoD Kol Tov TThEoy TUyypovo eEoThoud oTo iblo anpeo
A idt TUYKEVTDUWTT) GANG g Eum:lpmq KOl T Ewumirm.uv oE éva u[uwmutm £BVIKG I\E\J'Tpl] Ba frav O O O O O
TROTINATEPD Vi KaTaveUnSolv ot ﬁngogu FCWE &Trow ol actevEic Ba Exouy KaklTIpn TpooRaoT.
Mpokapévou va SiatnonBoly o kavOTNTES KOl N EuTepia Twy epyadopévioy Tou, Eva eEadikeupivo 0 0 0 0 0
KEVTRO Ba TRETE! v TTapakahowdel LynAd apBpd aoSevioy TTow TIATHOoUY aTTo Uiz ouyKEKpIpEN VOO O.
Ch ommavieg aoSiveeg Bev Eivan YWWOTEG OTMV TTAEISVOTITA TWY ETTOYYEAPOTIOY TNC UYEITS Kan i’ gutd vl O O O O O
KaATERS O aoBeveic va amsuBivovTal o fafikeupEva KEVTPO yia eSETaon Kol aifikoTpn mEpiBoAyn..
H TroIaTnTa TWY SRETILY SVl ESITOU ORUOVTIES PE TA TTROTEVTA Kol TIC IKAVETITES Kol WG EK TOUTOW, O O O O O
EVOCETTOYYEAPCTIOE TG TEMOXAC Eival TROTIUGTERSS, Adyiw EAEUSEpias emAoyrc..
Ta klpia sumddia oo Tatid mpos fva cSafikeupévo KEVTPO Eivial To KAOTOC UETaEoPAS [kl I avdykn 0 O 0 0 O
ouvodeiag amd kdmolow
Ta kipia suméia oo Tafif Tpog fva eEafKeupivo KEVIPOD Eival o ¥pOVOS TIoU aTTQITETAl yia va GTaoE O O O O O
KaVEIC EkEl ffkon of puoIkEg BUoKOMES TIOU OVTIPETWITIZE! ¢ aoBawg (Movog, KOTIHWET Kl TRSUPCTIoUS).
O pdhog Tou TTaSokdyou eivan Kupitwg n Siageipion Twy mpoBAnpdTwy uyEiaog TTow Sev axeTiZovTal UE T 0 O 0 0 O
oTaVial vooo
Eva efa1fikeupivo hE'\u’TDD B TRETTEN v TUVERYGIETD HE ORYOVUITES GOSEVIUY VIO Y WQEAETR amd T 0 O 0 0 O
YWLIOT] TOUS OXETIRG PE TNV KOBNPEpvETITTE K TIg OVAYKES TWW QoBEVUN
r/_"\\
'J_"-}}' To epwinpatzhdyie supminpwanke amd: [ tov agbevr) Oowyyevy Ovoogoxope [ dike
niikia Tou aoBevol I:I £mn poro: OavBpag [ yuvaika nhxia Tou agBevolg Kard T Sdyvuan l:l £mn
Mol KoTolkE O GTBEVHC
O mékn pe Ayétepoug amé 1000 katoicous (] AR pe 1000 £wg 100.000 kateikoug [ wokn pe mepiosdtepous ammd 100.000 karoikeus [ mpwredouoa
AVOYEATTAKATE vl JETOKOPITETE EEQImiac TG aoSévelds oag; Oy O v, Sizukpiviore:
ot #va karahAnpéepo omin - [0 dva katahAnAGTepe kévipe TepiBahyng  []via va eipm me kovtd ot eifkols om vooo m| KEW?DEJ”;WT;;DW“ ot
\1_5) Aopn TG olkoyEvaIag: CUVORIKGS opiBuos evihikwy I:I OUVOMKOS apIBUGE TGy I:I apiBpog aotewiy I:I
AVITERD pop@wTikS smimedo atny orxeyévaa: mpwrofdbma exmaifeuon  [@curepofddume Texvie exmaideuon  mavemnomnuiakn/ aviimorn exraibeucn
ALpagTnpidTnreg Tou aodevols ) Twy yoviwy: Oepyafdpsvog  Odvepyog [18ev epydomera moré Cowrabiolyos Clgomniig
EmdyyeANa Tow aoSevols ) Tuw yovEwy (onuepnvd, edv epyddovtal, maradrepo, =dv &yl [ vewpyde / wapdc
Oregvitng, épmopog  [owwtepn Swiknon  Cuecaia Swiknon [ epyadia ypapeiou  utmpegieg [ karapnopévog TEgvitng  [JHn KOTGpNIoUEVSS TEXWITNG
LMgukpivioTe ov o Topéag eivar: [ emayyehpariag uyeiag epeuvvnic [ Gaoraheg
MEgo punvigic oikoyEveakd SICOBnua oTtd Gheg TG TIMYES {oBog, embopana kA [ <830 € [Damd 630 éwc 1800 € Camd 1 600 fwg 3 900 € (J=3 900 €
Adyw TN aoBévaag, avaykdoTnKe KGOS HEADC TNG CIKOYEVEITC Va EpyGlenal AryOTEPD M Wa STAUCTRTE TNV ETayyeAuamikr Tou SpaaTnpornTad;
Oow  Owva, Gievkprviore: Cwe aoBevic [y va gpovTioe kdmsov ouyyer

Tog EUNCpITTOUWE VI T GUVERYOTia
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