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EYXAPIZTIEZ

Me Tnv oAOKANpwON autig TNG TTOAU ONUAVTIKNAG TTEPIODdOU yia TNV (wn
MOou, KaBwG Kal yia TNV TTAYYEAUATIKN) Jou TTopEia, Ba nBeAa va ekppdow TIG
EUXOAPIOTIEG JOU KAl TV EUYVWHPOOUVN Pou, 0€ OAOUG OO0UG CUVETEAECQV O’
auTtd.  Apxikd euxapioTw Bepud TV EmPBAéTTouca  KaBnyntpia  Tng
AITTAwWMATIKAG gpyaciag, ka Xapuavddpn EuayyeAia yia Tnv EUTTIOTOCUVN TTOU
Mou €0€1Ee pe TNV avdBeon evog euaiobnrou BEépartog, divovidg Mou  Tnv
EUKaAIpia va avakoAUWw Tov KOOPO TNG €peuvag. OEAw va ekppdow Tnv
EUYVWHOOUVN POU Kal TO 0EBAcPO hou yia Tnv nBIkA TG evBappuvaon Kal Tnv
OUCIOOTIKA TNG OUVOpPOour O€ OAn TNV OIAPKEIA TOU TTPOYPAUPATOS KAl TNG
ouyypaeng, kKabwg utApEav KaBopIoTIKA yia TNV  OAOKAApwOn TOu.
AicBd&vopal TTpayhaTiKG UTTEP@Avn Kal voliwbw TUXEPA TTOU €iXa TNV TIUA va
dlaTEAECW  MOBATPIA TNG KAl VO OTTOKOMIOW TTOAUTIMEG YVWOEIG ATTO TNV
ETTIOTAPOVIKN TNG TTOPEIQ.

ISlaitepa emmiong Ba BeAa va euxapioTiow Tnv Ka [Mepydavrou EAévn,
AiguBuvtpia Tou Kévipou Aigoppo@idiag tou Noookopeciou Maidwv “Ayia
200ia”, n otoia av kal dgv atToTeAEl MEAOG TNG TPIMEAOUG POU ETTITPOTING,
EEDEICE ATTO TNV TIPWTN OTIYU TNV QUEPIOTN ouptTapdoTtacn Tng. Me
evlouoliaopd a@iépwoe TTIOAU TTPOCWTTIKG XPOVO VA HOU HETAdWOEl TIG
ETTIOTNUOVIKEG TNG YVWOEIG Kal TNV EUTTEIPIO TNG Kal PeE evBdppuve va
ceTepAow TIG OTTOIECONTTOTE DUOKOAIEG KAl va OAOKANPWOow Tn MEAETN. ‘HTav
OiTTAa  pou, OUPPOUANSG pou, o€ KABe PBripa, ammod TNV €UPECn TwV
epWTNPATOAOYIWY £WG KAl TNV GUAAOY Kal TNV OAOKANPWGON TG DITTAWMPATIKAG
MOu.

Euxapiotw Tov KaBnyntj K. lewpyio Xpouooo kai Ttnv OuOTIUN
KaBnyntpia k. Xpuoa MtakoUAa yia TIG TTOAUTIMEG YVWOEIS TIOU [OU
METEOWOQV.

Emiong Ba nBeha va esuxapiotiow Ttnv Alcubuovrpia Tou Kévrpou K. E.
IMAQTOKOUKN, TOUG VOONAEUTEG TOU KEVTPOU, K. ZTapATn lwavva, K. Mapyapitn
Aikatepivn kal K. MoAiTn  ARunTpa, o1 OTT0IEG PE Xapd POU TTPOCEPEPAV TNV
BonBeid Toug, 6TTWG etriong Tnv K. Matrayiavvn Avdpoudxn, MNaidiatpo oTo
Kévtpo Aigoppo@iAiag TG @eooalovikng yia TNV UTTooThpIEN Kal BorBeid Tng.



Aev Ba TTapaAsipyw va euxapioTACOW Kal TOUG aocBeveig TTou pE TTpoBupia
OUMMETEIXQV OTN YEAETN, TTAPA TIG DUOKOAIEG TTOU AVTIUETWTTICOUV.

2Tnv TIpoioTapévn pou, €Tmiong, K. A. Mavouka, o@eidw €va peyalo
EUXAPIOTW Yia TNV NBIK TNG oTAPIEN, aAAG Kal yIa TIG OTTOIEG OIEUKOAUVOEIG
MOU TTaPEiXE TTPOKEINEVOU VA OAOKANPWOW TNV £€PEUVA HOU.

EuxaplioTw €1Tiong TNV OIKOYEVEIA PJou, ToV oUCuyo, TOUG YIOUG POoU, TOUG
YOVEIG You, oI OTToiolI e OTAPIEAV NOIKA OTIG KAPTTEG AUTAG TNG TTOPEIAG, WOTE
vVa aTTOKTHOW BAppog Kal dUvVaUN VO CUVEXIoW.

Kai T1éAog, emeidfy “o1 éoxarol €oovral TrpwrTol”, voiwdbw 1d1aiTepn
ouyKivnon €pxOMEVN OTO ONUEIO va EKPPACW £va PEYAAO EUXAPIOTW OTNV
agiyvnotn ABnva =aiddpa, n oTroia TTioTEWe O PEvA, UE €vBAPPUVE Kal ME

TTOPOTPUVE VA EEKIVIIOW TO METATTTUXIAKO.
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NEPIAHWH

MOIOTHTA ZQHZ NAIAIQN ME AIMOPPO®IAIA

2komo¢. H Tmapouca peAétn  OkKomO  €xel TN METPNON NG
avTiAapBavépevng  TmoloTNTaG TG CWAG  TTaIdIwV  TTOU  TTACOYOUV  aTro

alopPPOPIAIa .

Aciyua kai MéBodog:. To dciypa avagépetal o€ 47 mmaudid, nAikiag 4-16
ETWV, TToU TTapakoAouBouvtal oto Kévipo Aigopo@idiag Tou Noookouegiou
Maidwv “Ayia Zogia”. H ué6odog cuAAoyrg OedoUEVWY Eival TO TTICTOTTOINUEVO
yia TNV €AANVIKL €kdoon €EEIBIKEUPEVO OTN VOO0 epwTnuaTtoAdyio Haemo—QolL
Children I, Il kai Il av@dAoya pe Tnv nAikia. O xpovog avagopds ATav TO
deuTepPO TPiuNvo Tou 2018.

Ta dNUOYPAPIKA XAPOKTNPIOTIKA TWV YOVEWV KOl OTIG APXIKEG BACIKES
EPWTACEISC TWV gpwTnuatoloyiwv Haemo — QoL Children 1, I, |l
TTAPOUCIACTNKAV HE TTEPIYPOAPIKA OTATIOTIKA TTOU AQOPOUCE KUPIiWG OTnV
ammOAUTN Kal TTooooTiaia Katavouy ouxvothTwyv. O1 BaBuoAoyieg yia tnv
ToId0TNTA WNG Kupaivovtal atrd 0 (BEATIOTN TTo16TNTA (WAG) €W 100 (XeipIoTn
ToIdTNTa  CWAG). [NpayuatoTToinenke  WUXOMETPIKN agloAdynon, £€AeyXog
agloToTiag Tou epwTnuartoAoyiou pe Baon tn dokipacia Cronbach’s a oTig 12
UTTOKAIJOKEG TOU pE ouvTeAeoTr >0,7 va deixvel IkavoTToinTik alotriaTia. [Na
KABe TTO0OTIKN) WETOBANTA TNG MEAETNG uTToAOYiCeTal N PEON TIPA, N TUTTIKN
aTTOKAION KAl TO TTOO00TO WG apBunTikh TTepiypaery. Ooov agopd Tnv
moiétTNTa {WNS TToU aTToppéel atrd TIC BaBuoloyiec Twv KAINAKWY KaBwg Kal
amdé TIC OUVOAIKEG [BaBuoAoyiec, TTPAYMOTOTTOINONKE  TTOIOTIKA  TOUG
agloAdynon, ol CUYKPIOEIG TWV BaBUOAOYIWY TwV KAIMAKWY PE JETABANTES TTOU
a@opouv oTnVv KAIVIKA €IKOva Trpayuatotroindnkav ecite e 10 t-test yia
avegdptnTta Ociyyata OTIG TIEPITITWOEIS TTOU UTTHpXAV OUO Opadeg (TTX
aigapBpa 3 Baputnta TNG vooou) Kal PE TRV avdAuon dlacTiopdg OTnv
TTEPITITWON TTOU UTTAPXAV TTEPICOOTEPEG aTTd dUO ouddeg (SiafdOuion TOU

IOTOPIKOU TWV aIapBpwv). To ettiTredo onuavtikéTnTag T1€8nKe 010 p=0.05.



AmoreAéopara: Me [Bdon TIC PEOEC TIMEG yia TO OUVOAO TwV
EPWTACEWV TWV €pWTNUATOAOYIWY, N TToOIOTNTA (WAG TWV AIJOPPOPIAIKWV
TaIdIWV Tou OtiyuaTtog €ival OPKETA IKAVOTTOINTIKY, ME KATTWG XEIPOTEPN
BaBuoAoyia otnv nAIKiakr oudda | (4-7 €Twv). ZTNV NAIKiakA opdda Il (13-16
ETWV) N XeIPOTEPN BaBuoAoyia cival otnv KAipaka “AOAHZH/ZXOAEIO”. To
id10 10xUEl Kal 0TNV NAIKIAKr opdda Il (8-12 eTwyv), evw oTnv nAIKIakr opada |
(4-7eTwV) o1 xelpoTepeg Babpoloyieg cival oTig KAipakeg “OIKOMENEIA” kai
“©OEPATIIEIA”. O1 cuoxeTioelg petagu Taidlwyv Pe aipabpa kal Xwpeic aipadpa
TOUuG TeAeuTaioug 12 prveg €de1Cav oTaTIOTIKG onuAvTiki dlagopd pe Ta TTaidid
TTou Biwoav aipabpa va divouv xapnAdtepn Babuoloyia otnv TTOIOGTATA (WG
Toug. H ouoxétion Opwg, avaueoa ota TTaIdIA PE dIAPOPETIKNG BapuTnTOG
aioppo@idia €6€1Ee OTI KaAUTEPO eTTiTTEdO TTOI6TNTAG (WNG TTApoUCIGlouv Ta
TTaIdId PE PaPEIGS HOPPNG AIOPPOPIAIQL.

2uutrepaouara: H xapnAétepn mmoidotnTa (WG 0TA AINOPPOPIAIKA TTaIdIA
EXEl AUEON OUOXETION ME TNV UTTapEn aigoppayiwv. H €ykaipn évapén tng
Tpo@UAaENG oe Taidid ue Bapeld aioppo@iAia BeATILvEl TNV TTOIOTNTA (WS

KaBw¢ MEIVEI TOV apIBud Twv aIudpBpwv.

Aégeig-KAe1d1d: AipoppooiAia, tTaidid, Haemo—QoL Children, troiétnTa
{wng, EANGda



SUMMARY

Abstract

LIFE QUALITY OF CHILDREN SUFFERING WITH HAEMOPHILIA

Purpose: This study aims to determine the perceived life quality of
children suffering from haemophilia.

Sample and Method: Forty-seven children aged 4-16 years attending
the Haemophilia Center of "Aghia Sophia" Children's Hospital were recruited
prospectively to participate in the study. The data collection method is the
certified for the Greek version — specialized for the disease- Haemo-QoL
Children I, Il and Il questionnaires, which are age-specific. The study was
performed during the second quarter of 2018.

The demographic characteristics of the patients and the initial basic
guestions of the Haemo - QoL Children I, 1l, Ill questionnaires were presented
with descriptive statistics mainly concerning the absolute and percentage
distribution of frequencies. Ratings for life quality range from 0 (best quality of
life) to 100 (poorest quality of life). A psychometric assessment was
performed, a Cronbach's a test based on a 12-subscale test with a factor of >
0,7 showing satisfactory reliability. For each quantitative study variable, the
mean value, the standard deviation and the percentage as the numerical
description are calculated. Regarding the life quality resulting from the scores
of the scales and from the overall scores, their qualitative evaluation was
performed, the comparisons of the scores of the scales with variables related
to the clinical picture were made either with the t-test for independent samples
where there were two groups (e.g. haemarthrosis or the severity of the
disease) and by spreading analysis in cases there were more than two groups
(grading of the haemarthrosis backgroung). The significance level was set at
p = 0.05.

Results: Based on the average values for all questionnaire questions, the
quality of life of haemophiliac children in the sample is quite satisfactory, with

somewhat poorer scores observed in the age group | (4-7 years). In the age
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group Il (13-16 years), the poorest scores are in the "SPORTS / SCHOOL"
scale. The same applies to the age group Il (8-12 years), while in the age
group | (4-7 years) the poorest scores are in the ranges "FAMILY" and
"TREATMENT". The correlations between children with or without
haemarthrosis over the last 12 months showed a statistically significant
difference with the children who experienced haemarthrosis, lowering their life
guality. However, the relationship between children with differential severity of
haemophilia showed that children with severe haemophilia have a better
quality of life.

Conclusions: The lower quality of life in haemophiliac children is
directly correlated with the presence of haemorrhages. Early onset of
precaution in children with severe haemophilia improves the quality of life as it

reduces the number of haemorrhages.

Key words: Haemophilia, children, Haemo-QoL Children, quality of life,
Greece
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EIZAIrQrH

O aipooTaTIKOG PNXAVIOUOG PE TOV OTTOIO ETTITUYXAVETAI N ETTIOXEON TNG
aioppayiag  ME  TOV  OXNUaTIONd aiyooTatikoUu Bpdufou, eival  €vag
(QPUOIOAOYIKOG INXAVIOPOG APuvag Tou opyaviopou. OTToIadATTIOTE EKTPOTT) TOU
EXEl WG aTToTEAEOPO  TTABOAOYIKEG — KATOOTACEIG. 2€ QUTEG QVAKEL N
aigoppo@IAia TUTToU A Kal B, éva KANPOVOUIKO UAOCUVOETO vOONUA, TTOU
xapakTtnpiletalr atmrd atroucia r; Bapid EAAeipn Tou Trapayovta VI (FVII) kai
IX (FIX) avtiotoixa. H ouxvotnta tng aigoppo@iAiag ektipdarar o€ 1:10.000
yevvAoelg. ETTi Tou TTANBuopoU n cofapr TNG Hop@r €XEl ouxvotTnTa 6% avd
1.000.000 dropa (Islam et al., 2015). O TUTTOG A €ival AuTOG PE TN MEYAAUTEPN
ouxvoTtnta n otroia ayyilel 10 80 pe 85% Twv TTaoxoviwyv. H aiyoppo@iAia
QATTOVTATAI OTOUG APPEVEG Kal Oev €TTNPEACETAl OTTO €BVIKA 1 yewypa@ikd
XOpakTNPIOTIKA (Hoyer, 1994).

O1 mapdyovteg TNENG VIII kai IX gival TpwTeiveg TTOU KUKAOQOPOUV OTO
TAdoua, o1 otmoieg ouufdAAouv oOTnv TTapaywyr Bpopfivng kal oTO
OoXNUOTIONO aigooTaTikou BpdéupBou (Chavin, 1984). H oofapdtnta TNng
aioppo@iAiag Tagivopeital avdAoya pe Ta €miTTEdA TOU TTapdyovta TTAENG
otov aoBeviy. ‘ETo1 N aipjoppo@idia Bewpeital Bapid (emiteda TTapdayovra<i %
lU/dL), pétpia (1%—-5% IU/dL) kai Atma (5%—40 % IU/dL) (Srivastava et al.,
2013).

H petdyyion otnv apxr Kai apyotepa n Xprion TTAACHATIKWY TTApAayOvVTwY
eAayioToTroinoav Tov Kivduvo Bapidg aigoppayiag Kai  avarmpiog  armo
QIOPPOPIAIK  apBpotrdBeia  kal  PBeAtiwoav Tnv  TToiIdTATA  CWNG  TWV
aigoppo@IAIKwY. Ouws n péAuvaon Twv acBevwv pe Tov 16 TNG nTraTitidag B, C
Kal Tov 160 HIV atmmoTtéAecav pia Tpaywdia yiati “péoa amd pia Bgpatreia (wng,
dleoTrapel 0 Bavatog” (Apwvn-Boupvd, 2004). H avaTTuén avaoToAéEwVY EvavTi
TWV TTapayovTwy TMENG aTToTEAEDE £TTIONG £va dlaXpovikd TTPOBANua.

Mo aPKETEC DEKAETIEC N AIMOPPOPIAIC AVTIMETWTTICETAI BEPATTEUTIKA PE TNV
evOOOQAEBIa xopriynon (Bepatreia  uttoKaTdoTOONG) TOU TTAPAYOVTA  TTOU
QVETTOPKEI. 2TIC MEPEC Mag, véeg Oepatreieg dokipalovral (Mannucci &
Tuddenham, 2001), TTPOKEINEVOU va UTTEPKEPAOOUV Ta TTPORARuaTa armd tnv
avaykn vyia ouxvhy evOOQAERIa €yxuon Twv OUPTTUKVwMEVWY FVIIE i FIX
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TTapayoviwy TAENG, N oTroia atroTeAei cuyxvd pia duocdpeoTn KATaoTaon yia
Toug aoBeveic (Balkaransingh & Young, 2018). O1 TrpokAno€Ig oTa TTaIdId €ivai
OIAQOPETIKEG ATTO €EKEIVEG TTOU APOPOUV OTOUG eVAAIKEG. 2TA TTAIBIA, AV Ol
aigoppayieg OEV AVTIMETWTTIOTOUV £YKAipwWS Ba 0dnyroouv o€ aldopPOPIAIKN
apBpoTtrddeia kai eTTakdAoudn avarrnpia Tou Ba ekdnAwBei oTnv eviAiko {wn
TouG. H Tro16tnTa TNG (WNG TOu TTAIBIOU WE QINOPPOPIAIQ ATTOTEAEI Hia ATTO TIG
MEAETWUEVEG TTAPAPETPOUG TNG VOOOU.

Me dagova Tnv digpelvnon TnG oOxéong Twv OUO KATAOTACEWV
(aipoppowiAia kai MoidétnTa TNG ZwNAGg) N TTapouca YeAETN oTo Mevikd Mépog
d1e¢dyel ouoTnuaTik avaokotnon Tng d1ebvoug BiAloypagiag kal  yiveTal
avaopd ota epyaAeia eEENIENG TNG £peuvag.

O1 peAéTEG yIa TNV AIHOPPOPIAIC KAl TN CUCXETION TNG ME TNV oidTnTa
NG Zwng (quality-of-life-QoL) eival oxetik& TrEPIOPIOPEVES. AvagépovTal
eVOEIKTIKG o1 €Ce1dikeupéveg KAipakeg oTtnv  aigoppo@idia  HAEMO-QoL
(Bullinger et al., 2002; von Mackensen & Bullinger, 2004; Pollak et al., 2006)
kai Hemophilia Activities List-HAL, (Baumgardner et al., 2013) kabwg ka1 n
YEVIKOTEPN KAipaka pétpnong Tng Moidtntag tng Zwng Short Form 36 Health
Survey-SF-36, (Witkop et al., 2011; 2012; Khawaiji et al., 2012).

MapdT otnv epeuvnTikn BIBAIoypagia utTdpxouv epyaleia, KAIMOKES A
METPA yIa TN WETPNON TNG Mo1dTNTAg TNG ZWNG, N €QAPUOYI TOUG OTNV KAIVIKH
TTPAgN cival Trepiopiopévn. H xprion €ite JIKpoUu BeiyuaTog, €iTe TTPORBANPATWY
TWV  XAPOKTNPIOTIKWY TOU OEiyMaTOG OV  ETITPETTOUV TNV YEVIKEUON
OUMTTEPACHATWY OTNV OpAda Twv aINopPo@PIANIKWY. apdAAnAa utrdpyxouv
EPYOAgia TTOU dev €xOUV UTTOOTEI TNV BIAdIKOCIA £yKUPOTNTAG KOl QEIOTTIOTIOG
o€ IKavo apiBud xwpwv.

AapBdvovtag utmowiv auth 1 diattiotTwon oT1o Eidiké Mépog die€rixon
épeuva pe TN XpAon Twv dlatmoTeudévwy TTAéov oTnv EAAnvIK yAwooa
epwTnUaToloyiwv yia TNV aigoppo@idia oe mmaudid (Haemo-QoL LILIIY) oTig
NAIKIOKEG opadeg 4-7, 8-12 kai 13-16 €Twv. ATIO TIG EPWTNOEIS AvTAOUVTAI
OTOIXEIO yia Ta aihoppayikd eTTeicodia  (ouxvotnTta, ooBapdTtnTa), TOV
BepaTTeuTr), VOONAEUTH 1 OIKEIO TTPOCOWTIO TTOU XOopPrynoe TOov TrapdyovTta
TTNENG, TN QUOIKN KATACTAON KAl TRV TTApoUdia TTOVOU, TNV WUXIKA KATaoTaon

TOU TTaAIdIOU YIa TNV ACBEVEIR TOU, TN OXEON UE TOUG YOVEIG KAl TO TTEPIBAAAOV
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TwWV OuvounAikwy, TNV aBAnTik dpacTnEidTnTa Kol GAAa oToixeia auTod-
agloAdynong TG ouvaiolnuaTIKAS KATAoTAONG TOU EPWTWHEVOU.

H pEAETN TNG KATAOTAONG TWV AIJOPPOPIAIKWY TTaIdIwv oTnv EAAGDa Kai
TNG AVTIANWNG TTOU €XOUV yia TNV aoBéveld Toug oe emmimedo oidtnTag NG
ZWNAG €xel evOla@EPOV yia Tn BIEBVR ETTICTNHOVIKA KOIVOTATA KABWG £wg Twpa
TA AIJOPPOPIANIKA TTAIdIA WG IDIAITEPN  DIAYVWOTIKI OPAdA, dEV TTPOCEAKUCQAV
TO EPEUVNTIKO EVOIAPEPOV TWV ETTIOTNPOVWYV UYEIQG.

H peAétn xwpietal o dUo pépn. To TTIPWTO PEPOG AVAPEPETAI OTNV
avaokoTtnon TnG d1EBvouc BIBAIoypa@iag oxeTIKA pe TNV Algoppo@iAia Kal TV
MoidétnTa TNG ZWNG. 2T0  TIPWTO KEPAAAIO TTAPOUCIAETAlI TO vOONUA TNG
aIoPPO@IAiaG, o1 TUTTOI TOU Kal oI dlaB€oiueg BepaTreieg PATEI TwWV KAIVIKWV
TTPWTOKOAAWYV Kal TNG TPEXOUOAG KAIVIKAG TTPOKTIKNG. 2T0 Agutepo KepdAaio
TTapatifevral o1 évvoieg Kal Ta gpyaAeia pétpnong tng MoidtnTag Tng Zwnig
QPXIKA O€ YEVIKO ETTITTEDO KAl OTN OUVEXEIQ O€ €10IKO eTTiTTed0. H BIBAIOYpa®IKA
épeuva yia Tnv OUtTapén €1dIkou pEtpou Moidtntag NG CWAG o€ AIHOPPOPIAIKA
TaIdIA £0€I1Ee OTI TTAPOTI UTTAPXOUV OTTO KalpoU METPA YEVIKAG EQPAPPOYAG,
aveCapTATWG dnAadn dlayvwaoTIKAG KaTdoTaong A aoBévelag, JOAIG To 2002 ol
Bullinger et al. (2002) avémtuéav TTIAOTIKG TO €10IKO £pWTNUATOAGYIO YIa TNV
aioppo@idia Haemo-QoL, kai duo xpodvia apydtepa ol von Mackensen &
Bullinger (2004) To BeAtiwoav Kal To d1€Becav yia xprion o€ TTaidid Kal YOVEIG.
Avalntnenke BiBAIoypagia OXeTIKA Pe Tnv e@apupoyy Tou Haemo-QolL o€
TTaidId, Kal SIaTmoTWONKE OTI EPEUVNTIKA €XEI HEAETNOEI EAAXIOTA, YEYOVOG TTOU
QVOOEIKVUEI TO CUYKEKPIPMEVO EPWTARATOAOYIO WG TIPOCPOPO BEPa PEAETNG. Qg
€K TOUTOU, N avadnTnon Oedopévwy O€ BIAPOPES XWPES XOPAKTNPICETAI ATTO
ETTIOTNUOVIKO KeEVO OXETIKA pe Tnv lMoidétnta Zwng 1ou atmoAapBdvouv Ta
QIMOPPOPIAIKA TTaIdIA KAl TTWG auTA TNV a&loAoyouv.

210 Acutepo Mépog dIE€nXOn TO €peuvnTIKO PEPOG TNG €PYACIiag HPE TN
XPnon Tpiwv epwTnuatoAoyiwv Haemo-QoL TTpoCapUOCHEVWY OTIG NAIKIOKEG
OMAdEC TwV TTaIdIWY, 4-7 €Twv, 8-12 kai 13-16 €Twv. 21NV TTPWTN OMAdA TO

epwTtnuatoAdyio TrepiEAaupPave 21 gpwTAoelc pe duvatdtnTa €TTIAOYAG
METALU TPIWV ATTAVINCEWV WG ETTi TW TTAEIOTOV (TT.X. TTOTE, WEPIKEG QOPEG,
TTOAU ouxvd). ZTn &euTeEPN Kal TPITN NAIKIAKK opdda ol EpwTACEIS TAV 23 Kal
N KAigaka ammaviioewyv nTav Treviapadun (m.x. moTé , OTavIia , PEPIKEG
POPEG, OUXVA, CUVEXEID).
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Amé Tnv épeuva Tou O1eEnxBel oto Kévipo Aigoppo@IAiag  Tou
Noookopegiou [Maidwv “Ayia Zogia” onuavTikd ATAV Ta €UPAPOTA TTOU
TIPOEKUWAV OTTO TN OTATIOTIKA avAdAuon Twv 47 £yKUpwV €PWTNUATOAOYIWV.
EvOelkTIKG avagépetal 6T Ta €mTTeda OonuUaAvTIKOTNTAG aVvEDEIEaV OTI Ol
NAIKIOKEG OpGdeg 13-16 kal 8-12 eTwv eixav xeipodTtepn PBabuoloyia otnv
uttokAipaka  “AGAHZH/ZXOAEIO”. H nAikiaky opdda 4-7¢twv  €ixav
XeIpOTEPEG Babpoloyieg oTig uttokAipakes “OIKOIMENEIA” kal “OEPATMEIA”.
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FENIKO MEPOZ
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1. H AIMOPPO®IAIA

1.1 EvvoioAoyikn Osewpnon Tng aipoppo@iAiog

H aigoppo@iAia €ival n 1o cofapr] Kol ouxvh YEVETIKA diatapax Tng
aiyooTaong kalr peTaBifadetar ye 10 X XPpWHOOWHA atrd Tnv uyif Pntépa
Qopéa oTa ayopia Tng, Ta otroia éxouv 50% TmBavéTnTa va gival vy kal 50%
va gival aipoppo@IAIKg, evw Ta Kopitola 50% va eival gopeig. Eival duvatdv
OMWG va OUPPoUv Kal VEEG WETAANAEEIG, TTOU onuaivel OTI UTTOPEI va
TTopATNENOEi AINOPPOPINIQ KAl OE OIKOYEVEIEG MWE TTPONYOUUEVO EAEUOEPO
“loTopikd” (de novo mutation).

XapakTtnpei¢etar ammd TTAAPN atmoudia . PEPIKN EAAEIYN TOU TINKTIKOU
mapayovta VI (FVIIEC) kol Tnv aduvapia Kot €TEKTACN  YIO OXNUATIONO
OpoOuPoU, PE ATTOTEAECHUO QIUOPPAYIEG VIO POKPUTEPO XPOVIKO dIA0TNUO OF
oxéon ue Tov uyin TTANBuoud. OgeileTal o€ yeveTikry BAGBN Tou yovidiou TToU

puBuiel Tnv Tapaywyn Tou TTapdyovta VIII:C (MavreAng Makpng).

1.2 loTopikn avadpoun

H 1TpwTtn ypatTh avagopd yia TNV algoppo@IAia yivetal oTIG eBPaikég
YPOQPEG, CUPPWVA PE TIG OTTOIEG, AV Ta dUO TTPWTA AyOpIa PIOG YUVAIKAG gixav
meBAvel amd aiyoppayia WETA TNV TIEPITOMN, O TPITOG €Eaipouvtav QUTAG
(Katzenelson, 1958). Ta ayodpia TOU aigoppayoucav ovopalovTav
‘bleeders”, evwy 0 06pog “aigo@IAia” cuvavtarar Tpwin @opd TO 1828
(Hopff,1828). H 1Mo didonun @opéag cival n Bacilicoa Tng AyyAiag BikTwpia,
n otroia PETEdWOE TNV acBEvela HETAEU AAAWYV OTIGC BACIAIKEG OIKOYEVEIEG TNG
lotraviag, Tng MNepuaviag kar TNG Pwaiag . O yi6¢ Tng AgotmmdAdog, doukag TnG
AABaviag gixe aipoppo@iAia kal o o dIACNUOG AINOPPOPIAIKOS ATavV 0 ANEENG,
yi6¢ Tou Todpou Tng Pwoiag NikoAdou kal Tng koépng Tng BikTwpiag,
AAeEavdpag (Massie, 1968).

O BdavaTog atd akaTtaoxeTn aigoppayia frav oAU mlavog, ol avarrnpieg
atré TIG ETTAVOAAPBAVOUEVES QINOPPAYIEC OTIC apOPWOEISC O KAVOVAS, Kal TO

TTPoodOKIPo eTTIRiwong dev Eerepvouoe Ta 20 £t (Apwvn-Boupvd, 2004).
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loTOpIKA, KATTOIEG OEPATTEUTIKEG TOKTIKEG TIOU E€QAPUOCTNKAV ATAV
EIOTTVOEG 0EUYOVOU, EKXUAIOHA PUeAoU, uTTEPOEEidIo Tou udpoydvou, CeharTivn,
KITPIKO VATPIO, YOAGKTIKO aoBE£oTio, YOABaviKEG PBeAdveg, Bepartreia  pe
o10Tpoyova, BiTapivoBepartreia, HETAYYION aipaTog Kal agaipagn. Puoikd RTav
QVETTITUXEIG, iIOWG KATTOIEG ATTO QUTEG VA €KAVAV TOTTIKA AIMOOTOOTN, OJWG O€
Kapia Trepitrtwon Ogv mrapeutrddifav TRV avarrnpia | éowdav 1n (wn Tou
aigoppo@iAikoU (Birch & La, 1937). 'Ewg TiI¢ apxéG Tou 19°Y aiwva Trou dev
UtTAPXE N OBepatreia TNG TTPOQUAALNG, O QINOPPOPINIKOI aoBeveig eixav
MIKPOTEPO TTPOCOOKIMO €mMIRiwong Kal cofapry ocuvvoonpoTtnta (Mannucci,
2008).

H mpdodog Tng 1aTpIKAG OTNV QIJOTOAOYiO KOl n avakdAuwn Tng
MeTayyiong katd tov A" Maykoopio MNOAEPo Kal n TTPOKTIKN TG duvaTtoTnTa
MeETa TOov B’ lMaykoopio MNoAepo (Learoyd, 2006), odrjyncav o€ avdaAioyn
eCENEN ki Tnv dlaxeipion TNG aigoppo@iAiag. H perdyyion aipgatog o€
alopPOo@IAIKG TTaidi, 1840, BEATIWOE TO CUPTITWHATA, OPWG EVAV AIWVA PETA
KaBiepwBnke wg popen Bepartreiag. Kard Tov Mc Farlane, n petayyion ytropei
va TTIPOCEPEPE BepaTreia, UTTOKABIOTWVTAG KATTOIOV ONUAVTIKG TTapdyova,
AyvwaoTo akoun Toidv, nTav ouwg mpoowpivry (Mc Farlane, 1967). H
emvonon amd Toug Biggs kal Douglas piag dokipgaciag mpoodlopiouou Twv
emTTEdWYV TOUu Trapayovta VI, avoiyel 10 OpOPO yia TNV QVTIUETWTTION TNG
aioppo@idiag (Biggs, 1967).

To mpwTo CUPTTUKVWHA TTapayovTta VIl TTapaokeuddetal otn Zoundia 10
1950 kol TO TIPWTA TIPOYPAUMATA TIPOPUACENG atmd Béeia 13 xoipeia
avTiaigoppo@IAIKn oeaipivn (AHG) apxifouv va spapudlovTtal. Ao Ta €O
NG dekaeTiag Tou 60’ TTpooTiBevTal véeg Beparreieg pe Bdon éva ouoTaTIKO TOU
TTAAOHATOG, TO KPUOIZNUa TTOU TTApaCKEUAZeTal atmd TTPOCPATO KATEWUYHEVO
TAdopa. Kard tnv Tmapaockeury Tou dlaxwpiovTial oI TTPWTEIVEG PECW TNG
d1adIkaoiag Wyugng Kal ammdyugng Kal 0Tn CUVEXEIA YIVETAI CUPTTUKVWON KOl
ETTAVAIWPENON TOU ICANATOS TWV TTPWTEIVWY O HIKPO OYKO TOU TTAAOMATOG.
(Kasper, 2012).

H péBodog autr) dnuooieubnke apxikad 1o 1959 aAAd 1o 1964 kataypdenke
n TPWTN €MTUXAS €QApUoyr TNG oTnv aigoppodidia (Pool et al., 1964; O’
Brien, 1967). H e¢ENgn TnG peEBOOOU OuvexioTnke Kal avatTuxdnkav Ta

oupTrukvwpara tou trapdayovra VI evw ota 1€An 1ng dekaetiag Tou 70°
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€10NXBNoav CUVOETIKA QAPPOKEUTIKA TTPOIOVTA TA OTToia autavav Ta ETTITTEOQ
Tou Trapdyovra VWF (Von Willebrand Factor) kai Tou tmrapayovra VIl oTo
mAdopa  (Mannucci, 2000). H péBodog atreuBuvdtav TTEPIOCCOTEPO OF
QAIMOPPOPINIKOUG PE NTTIO AIJOPPOPIAIQL.

O1 gupTTukvwuévol TTapAyovTeG ol oTroiol eyxéovTtav o€ 10° BeATiwoav Tnv
ToIéTNTa {WAG, KABWGS PeIwBnKav ol aihoppayieg. Ta aipapBpa, o1 avaTTnpieg
KAl N TTOPATETAPEVN OKIVATOTTOINCN EUEIVAV EQPIAATNG TOU TTAPEABOVTOG, EVW
N TTPOOTITIKA yIa gpyacia £ylve opaTr] Kal TO TTPOCOOKIYO €TTIRIWONG OOIo
OXEOOV HE AUTO TWV UYIWV.

Tnv aiociodoéia TnNG OepaTtreiag €pxeTal va €TMOKIACEI N OTTEINf TNG
Aoipwéng pe Toug 10U¢ TNG nTratindag B,C kar HIV amd mapdyovreg atrd
AIMOBOTEG PE TIG TTAPATTAVW AOIMWEEIS. MoAAoi acBeveig Exaoav Tn (wr) TOUG,
OUWG Ol €peuveg ouvexiCovrav Kal €Tol YETA TO 1998 pe TPOTOON TOU
Maykdéopiou Opyaviouou Aigoppo@idiag (WFH), “mraidid nAikiag <16 eTwyv,
OTTWG KAl  KABe Kaivoupyla TTEPITITWON  QINOPPOPIAIQG, UTTOPOUV  va
Bepatrevovial Y€ AVOOUVOUAOMEVOUG TTOPAYOVTEG KAl PANIOTA av  Eival
duvaTtdv, avacuvluaOouEVOUG TTOU OEV XPNOIPOTTOIOUV WG OTABEPOTTOINTIKO

avBpwTrivn aABouyivn”.

1.3 Mop@ég kai emidnuioAoyia véoou

H aipoppo@iAia diakpivetal o€ aigoppo@iAia TUTToUu A Kal 0€ alJOPPOPIAIa
TOTTOU B. ZTNV TTPpWTN TTEPITITWON TO ATOPO TTAPOUCIALEl EAAEIYN 1) AVETTAPKEIA
Tou Trapayovra VIl kal €ivar 0 TUTTOG QIMOPPOPIAIAG HE TNV UuWnAOTEPN
ouxvoTnTa. ZTNV aigoppo@iAia TutTTou B, 0 acBevrg Trdoxel ammd EAAsIwn R
avetrdpkela Tou TTapayovta IX. Kal oTig dU0 TTEPITITWOEIS N eKOAAWON TNG
vooou eival idla. H Baputnta TNG algoppo@IAiag GUOXETICETAl JE TV TTOCOTNTA
TOU TTapAyovTa TTAENG TTou UTTApPXEl OTO aipa kal ekTipdral o€ (a) Ama, (B)
pETPIa Kal (Y) ooBapn (BA. Mivaka 1).
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Nivakag 1: Katnyopieg BaputnTag TG aipoppo@iAiag

Etritredo BapuTtnrag % ApaoTikéTnTag Mapayovra MNAgNg
Aipoppo@idiag oTto Aipa
PuoioAoyIKOG TTANBUCPOG 50-150%
Hma 5-30%
MéTpia 1-5%
2oBapn NAiyétepo atd 1%

lnyn: World Federation of Hemophilia
BA. [https:/lwww.wfh.org/en/page.aspx?pid=643]

Me Bdon Tnv avwTépw avagopd (World Federation of Hemophilia, 2015),
n aigoppo@iAia otnv EANGOA katavépeTal o€ 829 dTtopa yia Tov TUTTO A Kal O€
174 yia Tov TUTTO B (BA. MNivaka 2). H ouxvotnta tou TUTTOU A €ival dnAadn

TETPATTAGOIO ATTO QUTH TOu TUTTOU B.

MNivakag 2: Katavoun aipoppo@idiag otnv EAAGda Bdon TutTou A kai B

% €TTi TOU % €TTi TOU
Alpo@iAia A i Aipo@iAia B )
TTAnBuocpoU TTAnBucuou

EANGSa 829 0,008 174 0,002

lnyn: World Federation of Hemophilia (2015), Annual Global Survey, October
2015, Montreal, Canada; BA. [http://www1.wfh.org/publications/files/pdf-
1627.pdf].

2nueiwon: H otAAN «% €T1Ti TOU TTANBUCHOUY» TTPOEKUWE aTTd THV avaywyn
NG 0TAANG «AluoppoPIAikoi AcBeveicy aTov yevikd TTANBUouO Tou éToug 2014
Baoel idiwv uTToAOYIOUWV.

2t1ov livaka 3 1Tou TTapouaiadlel otoixeia Tou 2014 1ng World Federation
of Hemophilia yia 140 xwpeg, diakpivetal 611 oTnv EAAGDA TO TT0000TO TWV

aIopPPOPIANIKWY acBevwyv gival oA 0,0093%. H avaywyn og Taidid nAikiog
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0-14 eTwv TTOU KUMaiveTal YUpw o0T0 15% TOU yevikoU TTAnBuopoU OeixVvel
avTioTolXo TT0000TO  algoppo@IAkwy  TTaudiwyv  (0,0090% Bdaoer  idiwv
UTTOAOYIOHWV).

ATO Ta oToixeia Tou lNMivaka 1 diakpiveTal 0TI O XWPEG ME TOV UYNAOTEPO
EMTIOAQOUO OTNV algoppo@lAia cival n AucoTtpadia, 10 Alepptrait¢av, TO
BéAyio, o Kavadag, n Toexia, n MNaAAia, n Ouyyapia kai n IpAavdia. Etriong
QaglIooNUEIWTO €ival TO YEYOVOG OTI XWPEG TTOU £XOUV UYNAO TTOCOOTO PTWXEING
€Xouv TTOAU HIKPA TTOOOOTA QINOPPOPIAIKWY acBevwv (BA. MTTaykAQvTEG Kal
AiBiotria). Evdexouévwg AOYyw TnG UTTodIAYvVWOoNG Twv  TTEPITITWOEWYV
QAIHOPPOPIANIAG ) PN TTAPEXOPEVNG ETTAPKOUG £PYAOTNPIOKAG dIAyvwong Kal
Bepartreiag amd 10 cUCTAPA UYEIAg TwV Xwpwv autwyv. H EAAGda pe TToo000TO
aigoppo@IAikwyv acBevwyv 0,001 kKupaiveTal o€ eTTiITTEdA TTOAU XANNAOTEPQ TOU

TTaykdéopiou péoou 6pou (0,005%).
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MNivakag 3: MocooTd TTANBUCHOU e aipoppo@IAia avda Xwpa

Aipop/koi | % &1i TOU Aipop/koi | % e1Ti TOU

AoBeveig [TTAnBuopoU AoBeveig [TTAnBucpuou
EAANGOa 1.003 0,0093 divAavdia 227 0,004
AopyavioTav 288 0,001 "aAAia 6.601 0,010
AABavia 150 0,005 Mewpyia 301 0,006
AAyepia 2.066 0,005 eppavia 4.066 0,005
ApyevTivi 2.537 0,006 kava 73 0,000
AuoTpalia 2.332 0,010 NouarteudAa 119 0,001
AucoTpia 722 0,009 Ovdoupa 214 0,002
AleppTTaiTCav 1.201 0,012 Ouyyapia 1071 0,011
Mtraypé€iv 28 0,002 Ivdia 17.470 0,001
MrraykAavTég 663 0,000 Ivdovnaoia 1.593 0,001
Neukopwaia 584 0,006 Ipav 5.724 0,007
BéAyio 1.051 0,010 Ipak 1.196 0,004
MrTreAiC 15 0,004 IpAavdia 812 0,017
BoAiBia 66 0,001 ITaAia 4.529 0,007
BpadiAia 11.497 0,006 laTTwvia 5.904 0,005
Kautrotin 99 0,001 lopdavia 349 0,004
Kaugpouv 131 0,001 Kopéa 2.031 0,004
Kavaddg 3.822 0,011 KupyuoTtav 342 0,006
Kiva 11.108 0,001 NeTovia 155 0,007
KoAouBia 2.149 0,005 AiBavo 165 0,003
Aty ENoTou 73 0,000 AiBouavia 168 0,005
KouUBa 469 0,004 MaAaioia 1.300 0,004
KUtrpog 99 0,008 MaAdiBeg 9 0,002
Anp. Toeyiag 1.060 0,010 Maupikiog 51 0,004
Aopivikav Anp. 187 0,002 Me€iko 4.938 0,004
Exkouaddp 114 0,001 MoAdaia 224 0,006
AiyuTtrTog 5.246 0,006 MoykoAia 78 0,003
EA ZaABadop 139 0,002 Maupoouvio 43 0,007
Epubpaia 55 0,001 Mapdko 1.116 0,003
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Aipop/koi | % eTri TOU Aipop/koi| % eTri TOU
AcbBgeveig |TTAnBUOpUOU AobBeveig [TTAnBuopOU
EoBovia 104 0,008 NEeTTAA 470 0,002
AiBioTria 175 0,000 OMA\avdia 1.210 0,007
N. ZnAavdia 437 0,010 loTravia 3.050 0,006
Nikapdyoua 225 0,004 2oudav 866 0,002
Niyepia 203 0,000 2oundia 1.014 0,010
NopBnyia 443 0,009 EABeTia 701 0,009
Ouav 124 0,004 2upia 627 0,003
Makiotav 549 0,000 Tavcavia 64 0,000
MaAaioTtrivn 290 0,016 TaiAévon 402 0,001
Mavaudg 288 0,008 Toyko 18 0,000
Mapayoudn 416 0,006 Tuvioia 419 0,004
OINTTTTIVEG 1.229 0,001 Toupkia 5.738 0,007
MoAwvia 2.717 0,007 Ouykavrta 80 0,000
MopToyaAia 700 0,006 Oukpavia 2.188 0,005
Kartdp 54 0,003 v 6.811 0,011
BaaoiAglo
Poupavia 1.635 0,008 H.IM.A. 17.131 0,005
Pwoaoia 6.793 0,005 Oupo:youd 192 0,006
2. ApaBia 389 0,001 OUC“(;SKIOT 1.432 0,005
2 EVEYAAN 171 0,001 Bevelouéha| 2.556 0,009
2epPia 519 0,007 Bietvap 2.373 0,003
2 ofakia 589 0,011 ZIUTTAUTIOUE 116 0,001
N. Appikn 2.124 0,004

lnyn: World Federation of Hemophilia (2015), Annual Global Survey,

October 2015, Montreal, Canada; BA.

[http:/www1.wfh.org/publications/files/pdf-1627.pdf].
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2nueiwon: H othAN «% €11i TOU TTANBUOPOU» TTPOEKUYE ATTO TNV AVAYWYN)
NG 0TAANG «Aipgoppo@IAikoi AcBeveic» aTov yevikO TTANBUCPO Tou €Toug 2014
Baoel idiwv UTTOAOYIOUWV.

2UPQWva e TNV TeAeuTaia TTaykoopia kataypaen tng WFH, yia 1o 2016
uttdpxouv 149.764 aoBeveic pe aioppo@idia A kal 29.712 aoBeveig e
aioppo@iAia B TTaykoopiwg.

21nv Eikéva 1 mapoucidlovTal Ta TTOC00TA TWV AIJOPPOPIAIKWV acOevVwWV
ME aiyoppo@IAia TUTTOU A avda nAIKIakr) opada. O evAAIKEG PE aAINOPPOPIAIQ
TUTTou A, €ival 82% kai Tto uttohoito 18% avTtioToixei O  avnAikoug.
AlakpiveTal 0TI 0TNV TTPOOXOAIKA NAIKia To TTooooTd ATav POAIG 3% evw oTnV
AQUEOWG eTTOMEVN KaTnyopia 5-13 eTwv 1o TTOO0OTO avépyeTal oto 10%. 2Tnv

epnpeia To TooooTd avépxeTal oTo 6%.

Eikéva 1: MNoocooTé aipoppo@IAIKwV acBevwy TUTTOU A avd nAikia
otnv EAAGSa, 2014

W 0-4 ety
m5-13 eTWv
M 14-18 eTwv
m19-44 TV

W Guw Twv 45 ETWV

lnyn: Emeéepyacia dedouévwy Tou World Federation of Hemophilia (2015),
Annual Global Survey, October 2015, Montreal, Canada; BA.
[http:/www1.wfh.org/publications/files/pdf-1627.pdf].
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1.4 KAIviIKéG eKONAWOEIg

To KUpIO CUUTTITWUA TNG VOOOU Egival Ol alJoppPayieg, Ol OTTOIEG UTTOPEI va
TTPOKANBOUV e acAuavtn agopur (aQutdépaTta) i YETA aTrd TpauuaTioud A
Xelpoupyeio. Etmiong ptropei va cival eravaAappBavopeveg, GAAOTE GAANG
BaputnTag Kol QUOKOAQ eAeyXOUEVEG. OPIOUEVEG POPEG Eival OPATES Kal AAAEG
TTAAI OXl.

O1 ekdnAwoelg PTTopei va Eekivouv aTTd TNV VEOYVIKN NAIKia Pe aigoppayia
KATA TOV TOKETO WG ATTOTEAEOUA KAKWOEWV KATG TNV didpkela autou. ‘Exouv
TTEPIYPOAPEI  aigoppayieg amd  Tov OP@AAIO  AWPO, KEQAAAIYATWHOTA,
EYKEQPAAIKEG QIPOpPAyYiEG Kal  €TMIOKANPIOIA  QIJATWMPATA, aKOPNn Kol o€
QPUOIOAOYIKOUG TOKETOUG. ETTiong peTd Tov yévvnon, €ival eVIOTTIOPEVN OTA
MoAakd pépia, PTG atmd evOOMUIKA 1 eVOOQPAERIO évean | MIKPOETTENPAOTEIG,
OKOUA Kal JETA TOV EPBOANIACUO.

Katd tnv BPe@Ikn nAIKia, n €U@AVION TWV TTPWTWYV VEOYIAWY OOVTIWY,
MTTOPEI va gival n aitia PIOG TTOPATETAUEVNG dlgoppayiag, OTTwWG Kal ol
TPpOUUATIOPOi  Tou Avw XEiAoug, Tou XOAIvoU Tng yAwoodag e OKAnpd
QVTIKEIJEVA 1] TTaIXVvidla TToU QEPEI TO TTAIdI OTO OTOPA TTPOG AvayvwEIoH TTEPI
Tov €kT0 pRAva TG Cwnc¢ (Kulkarni et al., 2009). AgiCel va onueiwdei, Ot n
aigoppayia arrdé Tn oToUATIKN KOIAGTNTA €ival cuvABNng oTa BPEPN Kal Ta VATTIA
Kal QUOKOAQ eAEyxeTal e Tn BepaTreia, yiati Ta TTaIdi  a@aipei  Pnxavikd 1o
Opéupo pe TN YAwooa. Otav apxifel va JTTOUCOUAQEI, TTAPATNPEOUVTAI
ETTIMEVOUOEG KAl EKTETANEVEG EKXUMWOEIG OTOUG AYKWVEG, OTA yovaTa KAl OTO
METWTTO, Kal 600 MeEYOAWVElI Kal apxiel va oTékeTal OpBio kalr va PBadilel,
eEd@aviCovtal Ol TTPWTEG QIPoPPAyieg OTIC TTOOOKVNUIKEG aAPBPWOEIG, OTA
yovaTta Kal 0TOUG aykKwveg (aipapBpa). H e€aywyr) dovTiou eTTiong PTTOPEI va
TTPOKAAEDEI aloppayia OTTWG €TTIONG UTTOPEI va TTapaTtnenBei kal aiyoppayia
aTTO TO YOOTPEVTEPIKO KAI TO OUPOTTOINTIKO.

Apyotepa, ol evoapBpIkES alpoppayieg (aipapBpa) civar n ouvnbEéoTepn
ekdNAwaon kai ammoteAouv 10 90% Twv algoppayikwy eTTeIcodiwyv. H cuxvotnta
Kal BapUTnTa TWV QIJoPPAYIKWY eKONAWCEwWY, e¢aptaTal atrd Tn BapuTnTa TNG
aigoppo@iAiag. O1 TTOSOKVNMUIKEG apBpwaEIG, O KAatd yovu Kal oI apBpwaoElg

TWV QYKWVWV Eival QUTEG TTOU AIJOPPAYOUV OUXVOTEPA. ZUPQWVA HPE TNV
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Maykdéopia OpooTtrovdia Aipoppogidiag (World Federation of Hemophilia) ol
TTAOXOVTEG hE cofapn aigoppo@iAia gival duvaTtdév va aigoppayolVv  OTOUG
MUEG (Mnpiaiol, BpaxIdviol, YAOTPOKVHMION KAl WOITEG) Kal OTIG apBpWOEIG HE
ouxvoTnTa pia r; dUo Qopég TNV eBOONGdA. Ta algoppayikd eTTEICODIA TTOAAEG
QOPEG €ival QUTOPATA  XWPIC va TTPoNyeiTal onuUAvTikOG TPAUPATIOUOG.
2UpBaivel €TTiong N aioppayia va TTPOKAAEITal atTd €va KOIVO 1] éva IATPIKO
TpaUpa PETA atrd 1aTPIKA TTapéuBacn, OTTwG 0dOVTIOTPIKA GPOovTida | KATA TN
METEYXEIPNTIKN TTEPIODO.

H avTIJETWTTION TWV AIOPPAYIWY QUTWVY Eival AVAYKAio va YiveTal AuNECa
N evidg oAiywv wpwv (Ingram et al., 1979). O1 aiyoppayieg auTéG auxva
ouvodeuovTal atrd TTOVO KOBWGS TTPOKAAOUV QAEYHOVH (UMEVITIOA), UTTEPTPOPIT
Tou apBpikou upéva kal BAABeg oTic apBpwoelg (Rodriguez-Merchan, 1996;
2012), TTOU PTTOPOUV Va £¢eAIXBOUV € XpOVIa TTAPAPNOPPWAN TWV 00TWV TWV
apBpwoewyv kal avarnpia (Roosendaal et al., 1998; Roosendaal & Lafeber,
2006). 2tnv otcia gdaon, To TTaIdi “kpaTdel” TNV ApBpwaon o€ avtaAyik Béon.
MeyaAuTtepa TTaidId  TTOU  €XOUV TNV EUTTEIpIO  ETTAVOAQUBAVOUEVWV
aigoppayiwy, TTeEPIypd@ouv éva aiobnua BepudTNTAC i KOl JoudidouaTog OTNn
apbpwon, kKA&mn oav aupa, TPodyyeAo emmikEiyevnG aipgoppayiag. Ol
ETTAVEIANUUEVEG aIoppayieg TTPoKAAoOUV dIdBpwaon Tou apBpikoU Upéva Kal
TOoU XOVOpou, evaTtoBETEIC alooIdnpivng oTov apBpIkd Uhéva PE aTTOTEAECUA
VO KATAPYEITAl TTPOOJEUTIKA N KAPWN, N €KTAON TWV CUCTOIXWV PUWV Kal Ol
apBpwoeEIC va TTAPOPOPPUIVOVTAI, VO OYKUAWvovTal Kal  TEAIKA va
kataoTpépovtal (Valentino, 2010).

Ta evOOMUIKA QINOTWUATA €ival €TTIONG OUXVA KAl aTTaITOUV 101AITEPN
TPOCOXH, KOBWC MTTOPEI va TTPOKAAECOUV ETTITTAOKEG aTTd TTiEon ayyeiwv
(1oxaipia-yayypaiva) i veupwv (TTadpeon), ouvdpopo SIQPEPIOPATOG, aTpoPia
TWV TEVOVTWVY Kal YEUBOOYKOUG, OTAV TO QINATWHA ApYEi va attoppo@nOEi Kal
onuioupyeital  aigoppo@IAikry - “kuotn”  (Sorensen et al, 2012). H
ouvvoonPOTNTA OTNV AIJOPPOPIAIa ATTOTEAECE KAl TO £EVAUCOUA YIA PMEYAAUTEPO
evola@épov atnv dlaxeipion Tng vooou o€ emitTredo roidéTnTag (WG (Mannucci
et al., 2009).
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1.5 AVTIMETWTTION TNG aIOpPOPIAiag

H aipoppo@iAia, wg KANPovouikd voonua YEVETIKAG OlIATAPAXNG, TTPOG TO
TTapov dev TuyXAvel TTAPOUG BEPATTEUTIKAG ATTOKATACTAONG. NPWTOKOAAQ KAl
TTAGva  @povTidag €xouv avarTuxBei kal TrepIAauBavouv pia oeipd atrd
EVEPYEIEG QVTIUETWITIONG TNG algoppayiag avaloya pe 1o BaBud coBapdTtnTag.
H dnuioupyia €18IKwv KEVTPWYV dIaXEipIoNg TG AIMOPPOPIAIAG ATAV ETTITAKTIKN
avAYKnN YIa TIG OUYXPOVEG KOIVWVIEG, META TNV BEATIwWON TNG Bepartreiag Pe o
QOQAAr] BEPATTEUTIKA UTTOKATACTATA (CUMTTUKVWUATA TTOPAYOVTWY) Kal TN
XPon TNG SECUOTTPEDIVNG OTIG NTTIOTEPEG HOPPES AIUOPPOPIAIAG.

H Bepatreia Tng cival ouciaoTikd BepaTtreia uttokaTtdoTaons. H éykaipn
évapén TTpoAapBavel TIC PAKPOTTPOBEONEG ETITIAOKEG. AUTO  ETTITEUXONKE
QpPXIKA €iTE PE TNV Xoprynon vwiroUu Katewuyuévou TTAdouartog (FFP) kai
KPUOKaBICNPATOG,  €iTE  OTA  METETTEITA Xxpovia, MdE  OKeudouaTa
OUUTTUKVWUEVWY TTAPAYOVTWY  TTAQOPATIKWY 1} avaouvdlaouEvwy 1ng, 2ng,
3nG Kal 4ng yevidg, pe XpOvo nuicelag Cwng 8-12 wpeg. 2Tn ouyxpovn
BePATTEUTIKN TNG AIJOPPOPIAIaG, TO TTAAOPO OEV XPNOIUOTIOIEITAlI oav BepaTreia
EKAOYAG YIO TNV QVTIMETWTTION TWV AIJOPPAYIKWY ETTEICODIWV TTAPA PMOVO ETTI
eMEIPeWCS ouPTTUKVWHEVWY TTapayovTwy (Gringeri, 1998).

H ouvABng BepaTreuTikh AvTIMETWTTION €ival Baciouévn oTnV eVOOPAERIa
€yXUuon TOU OUPTTUKVWUATOG Trapdyovia Trou  avetrapkei. O xpovog
TapEéupaong cival €ite KAtd TO aIgoppayikd cupPBdv (on—demand) dnAadn)
oTav 0 aoBevnG TTAPOUCIACElI QIMOPPAYIKO ETTEICODIO, E€ITE TTPOANTITIKA O€
TOKTG Xpovika OlaoTtriiuata. H mTpoAnTITikr) Bepatreia Aéyetal «TTpo@UAAcn»
(Srivastava & Brewer, 2013).

2tnv “kar’  emmikAnon BOegpatreia” (on demand) TO OUPTTUKVWUA TOU
TTAPAYovVTa XOpnyeiTar 600 1Mo ypryopa YIiVETAI, WOTE VA UTTOXWPENOEl TO
duvaTdVv  ypnyopdTEPA N algoppayia.

H epapuoyn Tpo@UAagNs Bewpeital onUavTIKr) 0TOug aoBeveic pe coBapn
aloPPO@INia  KOBWG ocuvdéeTal PE AIyOTEPA  QIPOPPAYIKA  ETTEICODIA KOl
Aiyotepa TTpoBAfuata ot apBpwoel. Q¢ €k ToUTOU N TTPOQUAAEn  givai
atrapaitnTn Kol atroTteAei avaykaia Bepatreia (Roosendaal & Lafeber, 2006)

yia Tnv TPoANWnN Twv aigoppayiwv kKal TG BAGBNS Twv apBpwoewyv. lNa 10

27



AOYO auto TTPETTEl va aTToTEAE BEPATTEUTIKO OTOXO WOTE va dlatnpnbei n
KAvVoVIKOTNTA OTIC CWHATIKEG A&iIToupyieg Tou aoBevr (Aronstam et al., 1976;
Astermark et al., 1999; Fischer et al., 2002) kaI Kupiwg TwV PIKPWYV TTAIBIWV
(Gringeri et al., 2011; Manco-Johnson et al., 2007; Luchtman-Jones et al.,
2006). O1 evhAikol acBeveic TTou €xouv  PEYAAN OUXVOTNTA QIPOPPAYIWV
MTTOPOUV HE T OXAMATA TTPOPUAAENS va dlakOWouv Tov KUKAO aipgoppayiag. H
@povTida auth dlapKei TOUAGXIOTOV £va PE EVAPIOT PRva Kol ouvOUAZeTal UE
QuoloBepatreiac 4 akOPa  Kal  PE  agaipeon TnG apBpIknG pePBPAvng
(upevekTopn) (Kavakli et al., 2008). AoBeveic TTou €xouv  dpaACTNPIOTNTES
upnAou KivOUVOU TPOUUATIOMOU, E€ival XPAOIMO Vva aKoAouBouv oxnuarta
TTPOPUAAENG TOU CUPTTUKVWUATOG TOou TTapdyovta TTou avettapkei (Petrini &
Seuser, 2009).

Ooov agopd ota TTaIdIG pe aigoppo@iAia, ammd 1o 2000 oTIG XWPES TNS
EupwTraikig 'Evwong, to Hvwpévo BaaiAeio, 1ig HIMA, Tov Kavadd kai tnv
AucTpalia, spappolovTal Ta akdAouBa oxnuara ue Baon odnyies Tng WFH
(World Federation of Haemophilia):

a) 2Tn Bapid aiyoppo@idia, TTpo@UAagn 1, 2 A Kal TPEiC PopEég TNV eOONAGDA,
META TO TTPWTO aipapBpo 1 amd 18 unvwv (100% Twv TTaAIdILWV). ATTO TN
OXOAIKI NAIKia Kal PETA, N ouxXvoTnTa XOPHYyNong Tng TTpo@uAaing Teivel
va gival 3 Qopég TNV €OoPAdA, OTIC TTEPICOOTEPES ATTO TIG “OVETTTUYHEVES”
XWPEG.

b) Ztnv péong PBaputnTag aigoppo@lAia, apxika n Oepatreia yiveral €Tmi
avAYKNG Kal O€ TTEPITITWOoN dapBpwong oTdéxou 1 TTOAAWV QIJOPPAYIKWV
emeIoodiwyv, akoAouBei Evapgn TmpopuAagns (30% Twv TTaudiwv Pe péong
Baputntag aigoppo@iAia, ammd TNV nAikia 3-5 eTwv kol peTd). Qg
apBbpwon otdéxog (target-joint), opietal n dpBpwon TTOU €XEl UTTOOTEI
eTavalaupavopeveg aigoppayieg, 3 1 TePIOOOTEPES, O€ ddoTnUa 6-12
MNVWV.

C) ZTnv Ama aiyoppo@idia, Beparreia €T avAykng Kal O TTEPITITWON
apBpwong- otéxou Evapén TTPo@UAaENS (<5% Twv TAIBIWV MPE ATTIA
QAILOPPOPIAIQ).

H Bepatreia (evOOQAERIa xopriynon oupTrukvwuartog tmrapdayovra FVII A

FIX) ytropei va yivel o€ €¢€10IKEUPEVO KEVTPO I KAIVIKA) AAG KaI OTNV OIKEIQ TOU
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aoBevl. H kar’ oikov Oepartreia TTAEOVEKTEI OTO yeyovog OTI O QO0BEVAG
AauBavel GUeECa TO CUPTTUKVWHA TTAPAYOVTA, E CUVETTEIQ va UTTAPXEl AUEDN
avakou@Ior] Tou atrd TOov TIOvo, Tnv adiabeoia, Tn OuoAsiToupyia Kai
YEVIKOTEPA aTTO TNV TMOav €l00ywyrl OTO VOOOKOUEIO AOYW ETTITTAOKWV
(Soucie et al., 2001). H Bepartreia o010 OTiTI OTTAITEl WOTOCO KATAAANAN
eTTiBAewn apxiké atrd €EEIBIKEUPEVOUG ETTAYYEANATIEG UyEiag agou TTponynBei
OXETIKA eKTTAIOEUON OTOV A0BEVH KAl OTO OIKOYEVEIOKO TTEPIBAAAOV Tou (Teitel
et al.,, 2004). O1 yovei¢ ekmraidevovral ammd TO VOONAEUTIKO Kal 1ATPIKO
TTPOCWTTIKO TWV KEVTPWYV AIMOPPOPIAIAG OTIG AEBOKEVTACEIG, NEXPIS OTOU va
MTTOPOUV VO £QapPOoouV ol idIol TNV BepaTreia Twv TTaIdIWY TOUG OTO OTTITI. Z€
ETTIAEYMEVEG TTEPITITWOEIG TTAIDIWV PE QUOXEPH QAEPIKA TTPOCRACN, YiveTal
TOTTOBETNON UTTOBOPIOG ENPUTEUCIUNG OUOKEUNRG AeBokaBeTApa (Port-a-Cath)
yla Tnv dleukdAuvon TnG evéoiung €yxuong (Valentino et al.,, 2004; Ljung,
2007; Neunert et al., 2008).

EpeuvnTikd TTPpWTOKOAAQ epapudlovtal, ME véa BIOCUVOETIKA
OKEUAOUATA PE AVAOUVOUAOPEVOUG TTOPAYOVTEG TTAPATETANEVNG dpdong (>12
WPEG), TTapacKeUaapéva pe TN pEBodo TG TreykuAiwong (PEG-ylation) kai Tn
MEBODO TNG ouleuéng mpwreivwv (Fusion Proteins) mmou Ba BeAtiwoouv
ONMAvTIKA TNV TToI0TNTA (WG TWV aocBevwy, 1IB1aiTEPa UE Bapid aipoppoIAia.

Emiong n yowvidiakry Bepatreia, n d16pBwon OnAadr] TnG VYEVETIKAG
dlatapaxng, €ival pia EAKUCTIKN eVOAAOKTIKA TTPOCEyyIon OoTn BepaTreia Kal To
“Opaua” T6o0 TNG BEPATTEUTIKAG KOIVOTNTAG, 600 KAl TWV 00BEVWV.

2TNV ouyxpovn OepaTTEUTIK ) TNG AIMOPPOPINIaG UTTApXEl MIa cofapn
EMTTAOKA-TTPOKANCN  TTOU  TTPETTEl VA avTIyeTwTToTel.  H  avamruén
€EOUBETEPWTIKWV AVTIOWHNATWYV (avaoToAéwv) évavti Tou Trapayovta VI givai
n 1o cofapr €mMTTAOKN TNG BepaTreiag TToU TNV KABIOTA AVATTOTEAEOUATIKN
(Franchini et al., 2013), pe kivbuvo COBOPAG KAl QVECEAEYKTNG QIPopPAYiag.
Mpokerral  yia  aAAo-avTICWHPOTA  €VavTl TV EEWYEVWIG  XOPNYOUMEVWV
mapayoéviwy (Matrayidvvn, 2016), TTOU €EOUBETEPWVOUV TNV AIJOCTATIKI
0pdon Touc. Avagépetal OTI n MOavOTNTA AVATITUENG TOU AVOOTOAéQ O€
aoBeveic pe Bapid aigoppo@idia kKupaivetal petagl 20-30%, evw OTOUG
aoBeveic pe péTpIa 1%. O1 avaoTaATEG ep@avifovTal ouviRBws oTIG TTPwTES 50
000EIG CUUTTUKVWHATWY Kal a@opouv Ot HIKPA TTaidid oTa TTpwTa Xpovia
EQAPUOYAG  TNG OBepaTtreiog  TOUG.  ZTOUG  TTAPAYOVTEG  KIVOUVOU  TTOU
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ava@épovTal, ouTTEPIAaUBAvovTal O TUTTOG TNG AIMOPPOPIAIaG, N €BVIKOTNTA
(o1 Appikavikng Kataywyng €xouv dITTAGoIa TBavoTnTa avamtuéng atmod OTi ol
Kaukdaolol), yeveTikoi TTapayovteg (OTav  UTTAPXEI OIKOYEVEIOKO 10TOPIKO
QAVATITUENG avaoTOAEQ), O XPOVOG £vapgng TNG Bepatreiag OTTWG Kal 0 apiBuog
eyxuoewyv (Carcao, 2012).

Ta TeAeuTaia €ikool xpovia UTTAPYXOUV OUO BEPATTEUTIKEG TTPOKTIKEG ETTI

avaTTugng avaoTaATwy (BA. etriong kai Eikova 2):

1. Emi aigoppayiag pe OTOXO TOV €AEyXO TNG, HME Xopnynon
TTapayoviwyv Tou Trapakduttouv tov FVIIIL (bypassing agents).
TETOl01 €ival 0 avaouvOUAOPEVOG  EVEPYOTTOINUEVOG TTAPAYOVTAG
VIl (rVIla) kal  TO OUPTTUKVWHA  TOU  EVEPYOTTOINUEVOU
TTPoBpouPIvikou ocupTtAdkou (activated prothrombin  complex

concentrate. aPCC).

2. H Bepartreia avoooavoyxng (immune tolerance therapy, ITT), pe
xopnynon vynAwv déoewv FVII, kal pe otdxo TNV KATAOTOAA N
eCapdvion Tou avaoToAéa. To KOOTOG Twv TTPOIOVTWY gival uwnAod
Kai n Bepatreia  yiverar  TTpoBAnuUaTIKh  O6Tav  aTTaITOUVTAI
emavahaupBavépeveg  dooelic. H  emtuxia  Tng  Beparreiag
avoooavoyxng avépxetal oe 80-90% kai TO aTraitouuevo didoTnua
EQPAPMOYAG TNG, MEXPI TNV €Ca@AvIOn TOU avaoTaATH, €ival 4-24
MIAVEG. Z& MEPIKEG OUWG TTEPITITWOEIG UTTOPEI va dlapKEDEl Kal 5

xpovia.
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Eikéva 2: ZuxvoTnta avaoToAéwyv TTAENG TOU aiaTog Kal véa

ouuBdvra otnv EAAGSa, 2014

B AvaoToAsi Alpodula A
m Apodhla A vEEG REPUTTLOEL
2 Avaotodsic Atpodukia B

B Apodhic B vEEC NEPUTTWOEL

lnyn: Emeéepyaacia dedouévwy tou World Federation of Hemophilia (2015),
Annual Global Survey, October 2015, Montreal, Canada; BA.
[http:/www1.wfh.org/publications/files/pdf-1627.pdf].

ZUNQWVa  JPE TNV TPEXOUCO TIPAKTIKA, €KTOC amd Tn Oegpatreia
UTTOKOTAOTOONG TTOU OTOXeUEl OTnv €EAAEIYN TNG voonpdtnTag Kai Tng
OvnToTNTag aTTd TN VOOO, N YEVIKA QPOVTIdOA TWwV AIJOPPOPIAIKWY a0BEVWV
TTEPIANAUBAVEI TN CWHPATIKA KAl TNV WUXOAOYIKA UTTOOTAPIEN YIO TNV ETTITEUEN
evog IkavoTroinTikou emimmédou lMoidtntag 1ng Zwng toug (Berntorp et al.,
1995; Soucie et al., 2000). Aappdvovrag utméyn OTI O AVAYKEG Twv
QIMOPPOPIANIKWY acBevwVY TTOIKIAOUV, N 1I0AVIKOTEPN BEPATTEUTIKA TTPOCEYYION
TeEPINOUPBAVEL  TO  OUVTOVIOPO TNG  @POVTIdOOG MECW TNG OCUMPMPETOXNAG
OIETTIOTNPOVIKNG OuAdag TTayyEAUATIWV UYEIag o1 0TToioI AsiToupyouv pe BAon
Ta B1EBVN 1 €BVIKA KAIVIKG TTPWTOKOAAA Kal TIG KATEUBUVTHPIEG 0dnYieg (Colvin
et al., 2008; Evatt, 2006; Evatt et al., 2004). H TTapakoAoubnon auth
TTEPIAAUBAVEI AIPATOAOYIKY, MUOOKEAETIKI KAl CWHATIKY agloAdynon Ye okotrd
TNV avaynAdenon Tou TTAdvou diaxeipiong Tng vooou (Canadian Hemophilia
Standards Group, 2007; de Moerloose et al., 2012).

To Bépa TNG owPATIKAG AOKNONG TWV TTAIBIWY HE AINOPPOPIAia gival

€CAIPETIKA OoNUAVTIKG KAl CUCTAVETAI N €vOAPPUVOT TG KOBWG ETTITPETTEI TNV
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OMaARl veupouuik avamTuén Kal TNV evouvdpwon Twv puwv. MapdAAnAa
EMTPETTEI TNV €UECia Kal TN dIATAPNON QUOCIOAOYIKOU CWHATIKOU BAPOoug Kai
IKOVOTTOINTIKAG  OCWMATIKAG AEITOUPYIAG, TTOU €XOUV WG QATTOTEAECHA TN
BeATiwoN TNG AUTO-EKTINNONG TWV TTAIDILV KAl TWV EVNAIKWY PE AIOPPOPIAIa
(Gomis et al., 2009). Me aAAa Adyia, n cwuaTikh doknon dev avtevoeikvuTal
oAANG avTIBETWG uttooTnpPICeTal, KOBWS CUPPBAAAEl oe pia ocipd atmd OeTIKEG
ETTITITWOEIG OTN AEITOUPYIQ TOU OpYyaVIOPOU KAl CUPBAAAEI TNV UYEIQ HUWV KOl
apBpwoewv.

Idaviky doknon yia Ta TTaIdId Pe aioppo@IAia gival n KOAUPPBNON e TNV
kaBodriynon TrpotrovnTr, VyiaTi OTn doknon ouTth  UTtdpXel €AAXIOTN
EMPRApuUVON TWV aPBPWOEWVY Kal EAAXIOTOG KivOUVOG AIJOPPAYIWY. ZUVIOTATOI
ATTOQUYH avTaywvioTIKwWV abAnudatwv (contact games), 6TTwg TOOOCPAIPO
KAl PMTTAOKET, OTTOU O KivOUVOG TPAUMATIOMOU KATA TNV €TTAQr Twv aBAnTwv
gival ueyadAog Kal wg €K ToUTOU gival JeyAAn n empBapuvon TwWV HUWV Kal TWV
apBbpwoewyv. AvTi QUTWV OCUCTAVOVTAI €KTOG TNG KOAUUPBNong nmoTepa
aBANuarta 6TTWG TTodnAaacia, TEVIG, TTIVYK TTOVYK, UTTO TV KaBodrynon €1dIKwy
mpoTrovnTwy, OAAG kKol d&BAnon o€  yupvaoThpia, ME  TTPOYPAUMATA
evOuvauwong JHUWV | GBANon Pe eVOAAQKTIKEG PMEBODOUG, OTTWG YIOYKO KOl
TNIAGTEG.

ZUUTTEPAOUATIKA, N TTapoxy OAOKANPWHEVNG @POVTIOAG UYEIaG Twv
TSIV PE aINOPPOPIAia (OMIOTIKA QVTIMETWTTION), CUVOEETAI ATTOAUTA [E TNV
MEpIMva yia TNV TToI6TNTa (WG Toug. H TToioTnTa (WS £¢ac@alileTal ye TNV
@povTida yia eAATTWON TNG voonpPoTNTOG Kal €EAAEIPN TNG OCWHATIKAG
avatrnpiag, oAAG Kal TNV TTPOANWN 1 QVTIMETWTTION TWV  WUXOAOYIKWVY
ETMTITWOEWY TNG VOOOU OTOUG PIKPOUG Q0BEVEIC Kl OTIC OIKOYEVEIEC TOUG. 2TO
TTAQiOI10 TNG BIETTIOTNUOVIKAG TTPOCEYYIONG YIa TNV dlaxEipion TNG vOOOU €XOUV
avaTITuXOei OXETIKA TTPWTOKOAAA Kal KAIVIKEG 0Onyie¢ MEOCW TWV OTTOIWV
d1ac@aAIfeTal O CUVTOVIOUOG TwV eTTayyeAPaTiwy uyeiag (Colvin et al., 2008).

H tmoiotnta {wng ota tmaidid Pe aigoppo@IAia ocuvadel JE TTPWTAPXIKA
EPEUVNTIKA EPWTANATA OTTWG (a) N oUvOECN TNG TTPOPUAAENG YE TNV KOAUTEPN
TToIéTNTa CWNG, (B) N ouvdeon TNG TTPOPUAAELNG aTTd TNV TTPOCXOAIKN NAIKIa PE
TNV KaAUTEPN TTOI0TNTA (WG KATA TNV evnAikiwon, (y) n avarmnpia, (&) n

ouxvoTNTa Adlgoppaylwy K.4.. 210 TTAQicIo auTtd n TTapoUca Epyacia ETTIXEIPEI
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ME OUVOTITIKO TPOTTO VA TTAPOUCIACElI TV TPEXOUCA YVWON yia TNV TToI0TNTA

™G (wNG o€ TTaIdIA PE aluoppoPIAia.

Eikéva 3: Aipoppo@IAIkn) ApBpoTrdadeia

LEFT KNEE
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2.H NOIOTHTA ZQHZ ZE NAZXONTEZ ME AIMOPPO®IAIA

2.1 NoiétnTa Zwng oXeTI(OPEVN HE TNV UYEiA

H digpetvnon tng 1moIdtNTag (WNG o€ TTACXOVTEG UE QINOPPOPIAIO | PE
GAAn véoo, avayetal oTnv TTapadoxrn OTl n dlaxeipion uyeiag dev TTPETTEN va
TTePIOPIeETal HOVO OTNV 1ATPIKN @POVTIda TTPOANWNG cofapou cupBavrtog,
atrelAnTIkoU yia TN Cwr], oAAG va €TTEKTEIVETAI O€ TTOAAEG TTAPANETPOUG TNG
utrapéng tou aropou (Ferreira et al., 2013). 1o mAQicio autd, n TTOIOTATA
CWNG TTOU OXETICETAI PE TNV KATAOTOON TNG UYEIAg €ival «n Ikavorroinon n
eunuepia evoc arduou oe media tn¢ {whic orov Babud kard Tov OTT0I0
emrnpeadovral N Exouv EmNPEATeEl arro tnv uyeia» (Kuplotroulog kal AaoTd,
2011:133).

MNa TNV ammoTuTTwon TNG TTOI0TNTAG TNG (WIS O OXEON WE Jia KaTdoTaon
uyeiag, £xouv avaTrTuxBei KAIMOKEG PETPNONG ME TN XPNON EPWTNPATOAOYIWV.
O1 epwTAOEIC Bivouv EUQacn OTIG ETITITWOEIC TNG VOOOU TNV KABNUEPIVOTATA
Tou acBevr). Baoikég dla0TAOEIC aTTOTUTTWONG €ival N CWHATIKA AgIToupyia
(Trévog/Tpaupa, OSuc@opia, KIvATIKOTNTA, auTOEEUTTNPETNON K.G.) KAl N
WuxoAoyiky d1dBeon (KaTdBAIwn, Ayxog, KOIVWVIKOTTOINON, €VOXH, VTIPOTN
K.4.). Me dA\a Adyia n owpaTikny didoTaon BabuoAoyei wg €T Tw TTAEIOTOV
TNV €KTaON Kol €viaon TIapoudiag OUUTITWUATWY, voonpoTnTag Kal
ouvvoonpPOTNTOG VW N WUXOAOYIKA OIACTOON avTavakAG TNV TTPOCWTTIKA
avTiAnyn Tou acBevr yia TNV KATaoTaon TnG uyeiag Tou (ibid:65,134).

To evdla@EpPOoV yIa TNV EKTIUNON TNG TTOIOTATAG TNG (WG a0BEVWYV PE BAoN
Mia OUyKeKPIYEVN OIayVWOTIKI oudda TTnydadel atmd TNV avAykn OuveXoug
BeATiwong Twv OUuCTNUATWY UYEIAC KOl YEVIKOTEPA TWV TTAPEXOMEVWV

UTTNPECIWY UYEIaG.
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2.2 MoiétnTa Zwng oxeTI{OpEVN HE TV Alpoppo@IiAia

21NV d1ayVWOTIKA Oudda TwV AIHOPPOPIAIKWY N £€pEUVA TNG TTOIOTNTAG TNG
CWNG ETTIKEVTPWVETAI OTNV KIVATIKOTNTA KAl OTA QIJOPPAYIKA £TTEI0O0dI0. H
KIVNTIKOTNTO OUVOEETAI PE TNV €KTAON I TOUG TTEPIOPIOUOUG TNG CWHATIKAG
0pacTnPIOTNTAG AOYW TWV HUOOCKEAETIKWY OUOCAEITOUpYIWV Ta aigoppayika
eTTEIoO0Ia €XOuV PEYAANn BaputnTa oTo BaBud TTOU N Xpovifouoa KATaoTaon
EKONAWVETAI 0€ OUVVOONPOTNTA, EVW UTTOPEI va AEITOUPYNOEI KAl WG ATTEIAR
TNG CWNG TOU aIuopPO@IAIKOU acBevr). ZTTavioTepa O gpeuvwvTal BEpaTa
METAdOONG aoBeveIwV PEOW TOU aipatog A TTapaywywv Tou (Beeton et al.,
2005).

H xpnoiydotnta twv epyaAeiwv PETPNONG TNG TToIOTNTAG TNG CWNG TWV
QIMOPPOPINIKWY ACBEVWV EYKEITAI OTNV KATAVONON TNG ATTOWNnG ToUu a0Bevi
600V agopd OTo Biwpa TNG acbévelag kal 0Tn Bepatreia TTou AApPAvel, Je
OoTOXO TNV BeEATIWON TNG TTAPEXOMEVNG PPOVTIdAS. Ta epwTNUATOASYIO TTOU
XPNOIUOTTOIOUVTAI YIO TNV KATAYPA®PR KAl TTOOOTIKOTTOINONG TNG «PWVAS» TOU
aoBevly Ba TIPETTEl va €XOUV €QAPUOYR O€ TIOAAEG XWPEG MEOW TNG
TIPOTUTTOTTOINONG KAl TNG METAPPAONS TWV EPWTIOEWY WOTE VA TTANPOUV TOUG
KAvOveG eyKupOTNTAG Kal a&loTTioTiag.

O1 Bullinger et al. (2009) diegriyayav peAétn ota OlaBéoiua epyaleia
avagopds Twv acBevwv yia Tnv  aigoppoidia  (PRO-Patient-Reported
Outcome Assessment in Hemophilia). H cuotnuatiky avaokdtnon avedeite
20 KAigakeg TTOIOTNTOG CWNG OTOV TOUEQ TNG aloppo@IAiag. Ao auTég ol 10
agopoucav 0€ eVNAIKEG, ME TIG MIOEG va E€ival YEVIKOU TTEPIEXOMEVOU KAl TIG
GAAEG HIOEC VO aPOpPOoUV 0 OHADEG-OTOXOUG EVNAIKWY. ZTNV TTEPITITWON TWV
TSIV, EVIOTTIOTAKAV €¢I YEVIKOU TTEPIEXOMEVOU KAl TEOOEPIG TTOU APOPOUV
0€ OMAdEG- OTOXOUG TTAIBIWY. 2TOUG EVAANIKEG, TO TTIO Oladedouéva epyaAEia
METPNONG VYEVIKNG e€@apuoyng nArav (a) 1o Sickness Impact Profile (SIP)
(Bergner et al., 1981), (B) To Nottingham, Health Profile (NHP) (Hunt et al.,
1981), (y) 10 the World Health Organization Quality of Life Assessment
(WHOQOL) (WHO, 1998), ka1 (8) 1o SF-36 Health Survey (Ware &
Sherbourne, 1992).
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Ta TTpoava@epOuEVa EPYOAEia YEVIKAG EQAPUOYNS, Bpiokouv £€5a@pog o€
TTANBWwpPa dlIayVWOTIKWY OPAdWY Kal TTONITIONIKWY (YEWYPAPIKWY) TTAQICIWY
Kar  Oev  TreplopiCovTal  ATTOKAEIOTIKA OTOUG  aIoppo@IAikoug.  ‘Exouv
METAPPOOTEI 0€ TTOANEG CEVEG YAWOOEG Kal £Xouv OOKINAOBEI wg TTPog TNV
EYKUPOTNTA O€ TTANBUOHOUG BIAPOPETIKWY Xwpwv. AfloonueiwTo eival TO
YEYOVOG OTI ENAXIOTEG €ival O PEAETEG TTOU XPNOIMOTTOINCAV TA AVWTEPW
epyaAcia o€ aigoppoPIAIKkoug aoBeveig, ye To SF-36 Health Survey va €xel
TNV MEYOAUTEPN ouxvotnTa. (Bullinger et al., 2009). H epappoyry Tou Sickness
Impact Profile (SIP) o¢ aigoppo@IAIKOUG aoBeveiC TTaPAPEVEI EWG OANEPA ME
Mia povo BiAioypagikry avagopd (BA. PubMed; de-Joode et al., 2001).
Emiong n avalritnon oto PubMed Ttwv Nottingham, Health Profile (NHP) kai
World Health Organization Quality of Life Assessment (WHOQOL) o€ oxéon
ME TNV aigoppo@ihia Oev amméPepe KATTOIO ONPOOCIEUPEVO ApBpo TTou va
Baoiletal oe autd, KATAOEIKVUOVTAG TNV EAAEITT) EQAPHOYA TWV YEVIKWV
METPWYV OTOUG QINOPPOPIAIKOUG.

Ta eCeidikeupéva epyaleia pétpnong tng  ToidTnTag (wrg (QOL) TtTou
EQAPUOOTNKAV O€ aIopPOPIAIKOUC acBeveic Tav (a) To Western Ontario and
McMaster Universities Osteoarthritis Index (WOMAC) (Bellamy et al., 1988)
kal (B) 1o Arthritis Impact Measurement Scales-AIMS-2 (Meenan 1982;
Bullinger et al., 2009).

To WOMAC ¢@apudotnke o€ TreviagTouc Oidpkeiag  follow-up
QIMOPPOPIAIKWY acBevwv, UOTEPA ATTO UPEVEKTOMN TOU aPBPIKOU UPEVA KOl
a@opouV 0t OPOUG OCUXVOTNTOG QIhOoPPAYIWY, AEITOUPYIKOTNTAG  TNG

apBpwong Tou yovaTog Kal TroioTnTag (wns (de Almeida et al., 2015).

2.3 MNoiétnTa Zwng oxeTi{opevn HE TNV Aipoppo@iAia o€ TTaidid
2.3.1 Mérpnon tng Moidrnra¢ Zwng os maidia

Ta mpwTta BAPATa avatTuéng epwrtnuatoloyiwv Moidtntag  ZwnAg yia
TaidId Bacifovrav oTIG aTTavTNoEIS TwV Yovéwyv. QoT1doo ol Petrie & Weinman
(1997:4) €B6eocav TOV TTPORANUATIONG WOTE VA UNV AvTIMETWTTICOVTAl Ta TTAIOIA

«WG aTeAEiG eVAAIKES» AAAG WG «auTopUBUICOPEVA ATOPA IKAVA va AauBavouv
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ATTOQACEIG KAl VO KAVOUV €TTIAOYEG Bdon TnNG &IKNAG Toug eKOOXNAG YIa TNV vOOO
Kal Tnv atrelAn TG uyeiagy. MapdAAnAa, r épeuva €0€1EE OTI O AVTIANYWEIS TWV
TTaIdIWV dIAPEPOUV ATTO AUTEG TWV YOVIWV TOUG YIa TNV AITia Kal Tn Bgpartreia
Miag vOoou, &V N EpMNVEId TwWV EPWTNPATWY, N IKAVOTNTA TOUuG va
armaviioouv o¢ OdlaBabuiouéveg TINEG (KAIPAKES), n Katavonon Twv
EPWTACEWVY KAl N CUPTTANPWON pWTNUATOAOYIWY, YevIKEA, dlakuBeleTal aTmo
TNV NAIKia Kal TN yVwOoTIKA avatTugn Tou TTaidiou (Eiser & Morse, 2001).

Baoikry duokoAia e@appoyng epwtnuatoAoyiwv loidtntag Zwng o€
Tadid €ival KaTd TTOCO TA OTOBUICHEVO EPWTAMUATA Kal O dIACTACEIS TTOU
KaAUTITOUV Bpiokouv e@apuoyn o€ TTaidid. H digpeuvnon NG KAataAAnASGTNTAG
TOUG €eKTEIiVETAI O BEpaTa OKpPIBEIag TNG NAIKIOKAG BaBuidag Twv TTaidiwy,
Baon ¢ omoiag cival o€ B€on va AmAvIAOOuUV  OTA  EPWTHHATA
auTtoagloAoynong. MNpdéoBeTo BEua eival o1 yoveic kal 0 pOAOG TOUG OTNV
TroI6TNTa {WNS Twv TTaIdIWY Toug. H ouvrBng tretroibnon yia Ta Taidid, €ival n
avaglotoTia Twv atraviioswy 1rou divouv (Eiser & Morse, 2001).

H €peuva Tng MoidtnTtag Zwng o maidid cival omravia oe oUyKpIon JE
auTr) Twv evnAikwyv. ATTd auTég TTou £xouv die€axBei, eAdxioTeg TTEpIAapBavouy
epyaAcia (KAiJaKeG) TTOU TTANPOUV Ta KPITAPIO EQAPHOYAS O€ OIQQOPETIKES
xwpes (Bullinger & Von Mackensen, 2004). O1 Solans et al., (2008), ot
OUCTNUATIKA avaoKOTINON avEDEIEaV TOV aPIBUO Twv EpYOAEiwv PETPNONG TNG
MoidtnTag Zwng kartaypdeoviag 30 yevikd kKol 64 eCedikeupéva o€
OIaYVWOTIKEG OUAdEG yIa TTAIdIA Kal EVAAIKEG. 2TA TTAIOIA, N KATWTEPN NAIKIQ
TTou avagepdtav nTav 1o 5-6 €tn. QoTtdoo, Ta epyaAesia pETpnong Me
e€e1dikeuon o€ dIAYVWOTIKEG OUAdEG, €ixav KATA 26% OUUTTANPWOE atTd Toug
MegoAaBnNTEG-yoveEiG KaBwS atreubuvovTav o€ auToud.

O MNOY, amd 10 1993, £xel ouvrager odnyiec yia TNV avdamTuén Twv
epyaAciwv pérpnong g lMoidtnrag Zwhg oe maiwdid (WHO, 1993). Ol
odnyieg/ouoTaoeig dev TTPOCPEPOUV PeYAAn BorBeia, KaBwg gival CUVOTITIKEG,
Xwpic eyBdaduvon. Mépa TauTa, €6scav €va onueio ava@opdg yia 1o BEPa NG
NAIKIag Twv TTaIdIWV Kal TNG METARANTOTNTAC TNG O€ YVWOTIKO, WUXOAOYIKO Kal
OWMATIKO €TTTTESO WOTE va UTTAPXEI N OUVAMIKN TTPOCAPHOYAG TOU WETPOU
otnv 6006¢cica nAikia. AvayvwpioTnke TO yeyovog OTI opiopéva TTaudid eival

eCAIPETIKA MIKPA OTnV nAIKia ) TTdoxouv ammd TToAU Bapid voouata, HE
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aTroTéAEOUA va aduvaTouVv va CUPTTIANPWOOUV Péva TOUG TO EPWTNHATOAGYIO
QUTOOEIOAOYNONG. ZTNV TTEPITITWON AUTH TTPOPRAETTEI TNV AVAYKN HECOAABNTHA.

Tig OUOKOAIEG yia Tnv E€TmiTeUn piag agioTmoTng TIPOCEYYIONG TNG
MoidTnTag Zwng oe TTaIdIA €TMIONUAivOUV Kal AAAEG €peuveg. Me Tnv €€€NIEN
NG TTAIBIATPIKAG KAl TG YVWONG yia TN JETpnon TnG lMNMoidtntag Zwng, onuepa
utTdpxel TANBwpa péTpwv/epyaleiwv agloAdynong tng lMoidtntag Zwng o€
Taidid. Oplopéva €ival YEVIKNG TTPOOEYYIONG, v AANa €xouv €10IKeuBEi o€
€IOIKEG OlIAYVWOTIKEG OPAdeG. QOTOCO, N TTAEIOVOTNTA TWV EPYOAEIWV AUTWV
Oev €xel ueTa@paoTei 0€ GAAeG YAwooeg Kal Oev  €xel €geTaoTel o€
TEPICOOTEPEG ATTO  Hid XWPEG. ZNUAVTIKOTEPO EPYAAEIQ HE EKTETAMEVN
epappoyn o€ TTOAAEG xwpeg eival (a) To gpwTnuaToAdyio KINDL kar (B) T0
epwTnuatoAdyio CHQ — Child Health Questionnaire.

2.3.2 Mérpnon tng lMoidtnrag Zwng o< maidia je aigoppoidia

H épeuva yia tnv Moidétnta Zwng o€ Taidid he aigoppo@idia, Eekivnoe 10
1996 (Liesner et al.,, 1996). H peAétn auth, av Kal Ogv TTEPIEIXE KATTOIO
OTAOUIOUEVO €pWTNPATOAOYIO, TTpocéyyioe Tnv loidtnta  Zwng péoa atmo
OEIKTEG TTOIOTNTAG TTOU CUVOPTWVTAI JE TNV @povTida Kal dn Tnv TTpo@uAadn.
EidikéTepa, Ta 27 mmaidid (nAikiag 1,3-15,9 etwv) ye aigoppo@idia coBapng
Mop®ng, AdupBavav Trapdyovia o€ TOKTIK TEPiodo. O péoog apiBudg
aloppayIwV UETA TNV TTPOQUAAln dev Eetrepvouce TIG 1,5 €TnCiwg KAl pE
OuVEXN MEIOUUEVO PpUBUO oTa eTTopeva xpovia Tou follow-up. H tTepiodog petd
TNV €QApUOYN TTPOPUAAENG OXETIOTNKE ME PBeATiwon TNG apBpoTtdbelag Kai
amokardoTaocn Twv PBAaBwv oToug ouvdéopous. ETtriong karaypdenkav
MEIWOEIC OTIG EI0QYWYEG OTO VOOOKOWEIO, OTIG OTTOUCIEG aTTO TO OXOAEgio, OTa
aigoppayikd etreicddia kai otn Bonbeia oto PBadiopa. Or OIKOYEVEIEC TWV
TTadiwyv eEéppacayv BeAtiwaon Tng MoidétnTag Zwrg Toug.

2€ QVTIOTOIXO TTAQiOI0, akoAouBnoav Kal GAAeG peAETeG o TTaudid. O1 Yee
et al., (2002) og 38 TmaudId petagu 4 kai 13 €TWv, heAéTnoav Tnv MoidTnTa
ZwAG oe oxéon Me TNV TTPOoQUAACn. KaTtapeTpwvTag OEIKTEG OTTWG Ol
aioppayie¢  Kal Ol AOIMWEEIC TwV KEVTPIKWY QAERIKWV  KABETAPWY,

TTpoxwpnoav oe Béuata NG CwAGS Twv TTaIdIwWY KaTd TNV BepaTtreia oTo OTTITI.
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AlatrioTwoav OTI n Katr oikov Beparreia amairoloe uPnASG KOOTOG Kal XpOvo.
To 87% Twv TTAIBIWV XPNOIMOTTOIOUCE TTEPIPEPIKA PAEBA EVL) VOOOKOUEIOKES
ETMOKEYEIG MEIWONKAV onPavTIKG 600 n TTpo@UAagn yivétav o poviun. Ol
OWHATIKEG OPaOTNPIOTNTEG KAl TO OTTOP OTA OToia UTTopoucav TTAEOV va
éxouv TpooBacn Ta TaidId o€  TTPOQPUACKTIKA BepaTreia, €divav onuavTikod
KivNTpo yia Tn ouvéxion TnG TTPoQUAALNG, ME QTTOTEAECUA N AvnouXia Twv
YOVEWV va €AAXIOTOTTOIEITAI KOl VO KATOYPAQPETAl Wi YEVIKI BEATiwon TNG
MoidTNTag ZWNG 6ANG TNG OIKOYEVEIQG.

ANNEG peENETEG, €ixav OTO Oeiypa TTaIdIA KAl EVAAIKEG UE OUYKEKPIUEVA
KAIVIK& xapakTnpioTIKA. H peAétn Twv Morfini et al., (2007) £dei1ge 611 peTagu
a0Bevwyv Pe opBOTTEDIKEG ETTITTAOKEG, uWNnAOTEPN eTTiTITwon otnv MoidTnTa
ZWNAG €xel To yeyovog TNG avamTuéng avaoToAéwy (inhibitors) ouykpITIKG e
EKEIVOUG TTOU dEV £XOUV OVOOTOAEIG.

2T OUVEXEIA, ENAXIOTEG E£PEUVEG €0Tiooav OTNV TrolI0TNTA ZWAG TWwV
TTAIOIWV PE AVAOTOAEIG, XPNOIUOTTOIWVTOG PN OTABUIOUEVA EpwTNUATOASYIA. H
MEAETN Twv Ekert et al., (2001) xpnoipotToinoe ouvOUOOPO €PYOAEiwv Kal
O0edopévwy o€ £€1 TTaIdIA YE Pakpoxpovia avettdpkela Tou Trapdyovrta VI yia
va €EeTAOEl TO KOOTOG-XPNOINOTNTA TNG BepaTTeUTIKNG TTapéuPaong pe rFVila
o€ OXEON ME TTPONYOUUEVEG TTAPEUPRAOEIS. Ta gpyalcia yia Tnv MoidTnTa ZwAG
nrav (i) CHQ, (i) CF-80, (iii) CHQ, (iv) PF-50, (v) patient self-reporting diary,
(vi) interrogation of hospital records, (vii) and the EuroQoL EQ-5D for utility
valuations. H Bepatreia pe rFVlla Bpébnke va cival ammroteAecPaTIKOTEPN, OE
TTOAU uYnAd TTOOOOTA, PE MEIWON TwV ETTAVOANTITIKWY BEPaATTEIWY, MEIWON
TWV 0duvNpwy ETTEICOdIWY, CUPPIKVWON TOU XPOVOU XProng avarrnpikou
auagidiou K.4.. pe ammoTéAeopa n BeAtiwon otnv Moidtnta Zwnig va
e€ao@aAilel onuavTIKa o@EAN atrd TNV £€0IKOVOUNCT TTOPWV.

H €peuva Twv Schoenmakers et al., (2001) cuvékpive deiypa 39 TTaIdIwyY
ME METPIO KOl coBapr] aihoppo@iAia, nAikiag 4-12 etwv 1OU Adupavav
Bepartreia TTPOPUAAENG, HE avTioToixa uyi TTaidid, o€ Opoug Kivnong Kai
avatrnpiag. Mapom 10 90% Twv TTAaoXOVIWY TTaIdIWY v KaTEypaPe coBapd
oupBav oe dpacTnpEIdTNTEG TNG KaBnuepivoTnTag (d€ikTng: activities of daily
living-ADL), T0 79% a1ré autd avépepe OTI N AINOPPOPIAIQ EiXE AVTIKTUTTIO OTN
Cwn Toug. Movog karaypdenke o€ 22% Twv AIJOPPOPIAIKWY TTAIdIWY, EVW TO
50% ¢€ixe TEPIOPIOPOUG  OTIC  ABANTIKEG  OPAOCTNPIOTNTEG.  ZNUAVTIKO
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OUUTTEPAOHA TNG €PEUVOG ATAV OTI TA AIHOPPOPIAIKA TTaIdId TToU dNAwvav
EUTTEIPIO TTOVOU KaI €KEIVA TTOU €ixav TTEPIOPIOPOUG OTa aBAnpaTa, eixav
upnAOTEPN  TMBaAVOTNTA va BILUOOUV TOV QVTIKTUTTO TNG aoBévelag otn (wn)
TOUG aTTO Ta UTTOAOITTA TTaIdIA TToU Ogv drAwvav TiIG YETABANTEG AuTEG. AANO
ONMAVTIKO CUPTTEPOCHO ATAV OTI Ol BIAQOPES PETAEU TTAIdILV PE METPIO KOl
ooBapr aigoppo@iAia dev ATAV OTATIOTIKA onUAvTIKES. H oUykpion YE Ta uyif
TadIa €0e1Ee OTI UTTAPXEI OUYKAION OTO B€ua Twv dpacTnPIOTATWVY TNG
KABNUEPIVOTNTAG TTANV TWV TTEPITITWOEWY TTAPOUCIag TTOVOU Kal TTEPIOPIC UWV
oTa abAfquaTa.

O1 Fischer et al., (2002) xpnoiyotroinocav dciyua 128 aoBevwyv pe coapn
QIMOPPOPIAIQ, EK TWV OTTOIWV 01 42 ATavV 20undoi e PEGO Opo nAIKiag 15,2 £€Tn
Kal €vapgn mTpo@uAagng ota 2 £€1n, kail ol 86 frav OAAavdoi pe péEco Opo
nAikiag 17,9 étn kai évapgn Tpo@uAatng ota 5 £€tn. H ouykpion Twv dU0
opddwv agopouce OTO emTTEdO TTPOPUAAENG, KOBWGS o1 TTpwTol éAauBavav
upnAn-66on kal ol degutepol pecaia d6on. H peAETn avagepoTav o€
avadpopikd dedopéva TG TTAIdIKAG NnAIKiag. MapdTl o1 Zoundoi aocBeveig
XPNOIJOTToIoUoaV £TNOIWG 2,2 QOPEC TTEPICOOTEPEG NOVADEG GUUTTUKVWHATOG
TTapayoviwyv Kal gixav apketd Aiyotepa aipapBpa, pe dimmAdola 1Too0o0Td
atrouciag apBpoTrdbelag, N oTABUIoN TwV OEIYUATWY OeV AVEDEIEE OTATIOTIKA
onUavTikéEG OlapopEg. H peAéTn ocupttépave OTI Ta KAIVIKA aTToTeEAéoPATA
(okop) kai n ToIéTNTa WS ATAV TTAPOUOoIa Kal OTIC dU0 OuAdeS, TTapd T
dlaopeTiki BepaTreia. Etriong diamoTtwOnke 611 N uwnAr déon TTPoPUAAENS
Qugavel TO KOOTOG BepATTEiag, v TO JOVO EPQAVEG OPENOG gival N pEiwon
TWV aipapBpwy, yia pia TTEPIOdO TPIWV ETWV, XWPIG VA UEIWVETAI CNPAVTIKA N
apBpoTtrddeia, petd ammo follow-up dEKAETTTA ETWV.

2 TeAeiwg O10QOPETIKO TTPOCAVATOAIONO KIVABNKE N WEAETN KOOPTNG TWV
Shapiro et al., (2001), otig H.MN.A, kaBw¢ cuvduaoe TNV colapr] aluoppoPIAia
oe 131 ayépia 6-12 €WV PE TIGC PAONTIKEG TOUg €mdOOEIC. H uéTpnon Tng
MoidTnTag  Zwng tpayuatoTroindnke pe 10 epwTtnuatoAdyio Child Health
Questionnaire-CHQ. H péon nAikia Tou &giypatog Atav 9,6 £1n kai Ta 2/3 Twv
Tadiwv eAdupavav Bepatreia TTpo@uUAatng. O PEcog aplBudS aiuoppPayIKwY
€TTEI00diWV 0TO OUVOAO Tou deiyuaTog NTav 12, ye Ta TaIdId TTou EAGUBavav
TTPOPUAAEN va €xouv POAIG 6 TTelIcddIa Evavtl 25,5 eTreicodiwv oT1a TTaIdId

TTou ékavav Bepartreia eTTi avAykng. ATTO TNV €peuva TTPOEKUWE OTI Ta TTAIdIA

40



ME MIKPOTEPO apIBUS aigoppaylikwy eteicodiwv (Ewg 11) TTapoucialav
UYnAOTEPEG POBNTIKEG €MIOOCEIC OTA PABNUATIKA, 0TV avAyvwaon Kal oTn
OUVOAIKY) €TTidoon, META ATTO OTABUION Twv TIAIDIWV KAl TOU ETTITTEOOU
ekTTaideuong Twv yovéwv. H Bepartreia NG TTpoQUAAENG dEV OXETIOTNKE ATTO
MOVN TNG ME TIC avwTePES MadnTIkEG emddoelg. QOTOCO0, £UPEOn OXEON
MTTOPEl va atmodobei oTo yeyovog OTI Ta TTaIdId YE pakpoxpovia Bepartreia
TTPOPUAAENG gixav AlyOTEPA QIPOPPAYIKA ETTEICODIO TA OTTOIA OXETICOVTAV ME
KaAUTEPOUG [BaBuoug oTa paBriuata Tou oOXoAegiou. H aimioAoyia Twv
XOUNAOTEPWY PaBuwv oTnv ouada paBnTwv pE TTEPIOOOTEPA Twv 12
aIJopPAYIKA €TTEICODIA, ATAV O auénuéVvES atTouaieg Adyw TnNG voonpoTNTag
KAl Ol TTEPIOPICPOI 0TV CWUATIKN AgiToupyia. Q¢ €k ToUTOU, O APIOUOG TWV
QIMOPPAYIKWYV ETTEICODIWYV CUCXETICOVTAV BETIKA UE TIG ATTOUCIEG KAl TA TTAIDIA
ME TIG TTEPICOOTEPES QTTOUCIEC €ixav XAUNAOTEPES €MOOCEIC OTA UABAPATA.
Eriong, Ta Taudid pe TIG AIYOTEPES QINOPPAYIES EiXAV TTAPOUOIEG PE TOV YEVIKO
TANBUOPS  pPETOAUKEIOKEG €TTIOOOEIC. To ONUAvTIKO O€ authp TNV MEAETN
KOOpPTNG eival OTI B€Tel TOV TTPORANPATIONO TOU KOOTOUG dlaxeipiong g
aoBéveiag avrtioTpopa. Me dAAAa Adyia, utrootnpilel OTI n  OepaATTEUTIKA
@pPovTida OTNV TTEPITITWON TWV TTAIBIWY PE goBapr alopPOPIAia OeV TTPETTEI
va oTnpicetal uOovo o€ OPOUG KOOTOUG Kal dATTAvVNG, KOBWGS Ta KOIVWVIKA
OQEAN aTTO TIG AVWTEPEG MABNTIKEG €IOOOEIC HECW OEPATTEILV KATAOTOANG
TWV AIJOPPAYIKWY ETTEICOdIWV €ival pakpoxpovia. ‘Etor ,0 apiBudg Twv
AlJOPPAYIKWY €TTEICOdIWV OTNV TTAIOIKN NAIKIa AEITOUpPYEl WG €va PETPO

TTapakoAoUuBNong TNG BEATIOTOTTIOINCNG TWV PHABNTIKWYV ETTIOOCEWV.

2.3.3 lMoiornra Zwng o€ maidid us aigoppoPiAia

Baoel rou Haemo-QolL

Ooov agopd oT1o B€pa TnG Mo1dTNTag Zwng ota TTaidId Je aIoppPoPIAia,
ol Bullinger et al. (2002), dig¢Ayayav £pguva XpNOIPOTTOIWVTAG TO EIDIKO
epwTtnuaTtoAdyio yia Tnv aigoppo@idia (Haemo-QolL), 1o otroio Bpiokel
epappoyn 1600 Ot TTAIdIA 000 KAl 0€ €VAMKEG. TO ONuUAvTIKO O QUTH TN

MEAETN €ival, agevog Pev N eEEIBIKEUON TOU EpWTNUATOAOYiOU OTN SIAYVWOTIKN
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OMGda TWV AINOPPOPIAIKWY, QPETEPOU N BIAKPATIKI) oUyKpIon PETagu £EI (6)
Xxwpwyv. TMapdtn kdBe xwpa oupueteixe pe Trepitou 10 aoBeveig, Ta
TIPOATTAITOUMEVA TNG EYKUPOTNTAG KAl OEIOTNOTIOG €TTAANBeUTNKAV. 2TNV
TEPITITWON  TWV avnAikwv (4 €wg 16 €Twv) OuptTtAnpwOnkav duo
epwTtnuatoAdyia: €va armd Ta Taidid (58 Taidid) kal éva atrd Toug yoveig (57
yoveig). H mmAoTIKA auTh £peuva odAynoe otnv avaywnAdenon kai diopbwaon
OPKETWV EPWTACEWV HE OKOTTO TNV PeAtiwon Ttou Haemo-QoL kai tnv
€QApuoyn Tou o€ PeYaAUTEPO dEiyua.

2€ ouvéxela Tng AOTIKAG PMEAETNGS Twy Bullinger et al. (2002) To Haemo-
QoL epapudéotnke oe deiypa 339 maidiwy o€ £€1 (6) EupwTrdikég xwpeg ammo
Toug von Mackensen & Bullinger (2004). H duokoAia avaTrTugng evog yeviKou
epyaAeiou pétpnong tTng MoidtnTag Zwng o€ algoppo@IAIKA TTaIdIA ATTTETAI
TOU YEYOVOTOG TNG MIKPNAG OUXVOTNTAG TNG AOBEVEIOG KAl TWV TTEPAITEPW
duvatoTATwV/aduvauiwy dIOKPATIKAG TOU EPAPPOYAGS. Z€ auTd TO TTAQICIO N
MEAETN auTn €ixe Tov idI0 0TOXO, dNAadN va BeATiwoel To Haemo-QoL agou
TTEPAOEl OAEG TIG OOKINOOIEG AEIOTTIOTIOG KAl EYKUPOTNTAG WOTE VA UTTOPE va
EXEl YEVIKN €@apUoy oTnV KAIVIKA €pEuva OTTO TIG OUYKEKPIMEVES NAIKIAKES
ouddeg Kal Toug yoveic. Ta Taidid XxwpioTnkav o€ TPEIS NAIKIGKEG OUAdES: (a)
4-7 etwv, (B) 8-12 etwv kal (y) 13-16 €Twv, HE dIAPOPETIKA OUVOEON
EPWTAOEWV KAl UTTOKAINAKWY avaAoya Pe TNV NAIKia. ETTITTPooBETwg, OXETIKO
epwTtnuatoAdyio d60nke kal oTtoug yoveic. H €peuva odAynoe o€ BETIKA
atmmoteAéopara pe TNV TEAIKA €kdoon Tou Haemo-QolL diaBéoiun yia xprion
atro KaBe epeuvnTh.

2 €va OIAQOPETIKO £pwTnUaTOAGYIO 0dnynBnkav ol Young et al. (2004).
2Tn MEAETN TOuG ouvéBeoav dIAPopa £PWTNUATOAOYIO, OTOIXEIO QTTO TN
BiBAIoypagia, dedopéva ad hoc ouvedpiwwv PE QINOPPOPIAIKOUG EVAAIKES Kal
AIMOPPOPIAIKG TTaIDIG KOBWG Kal hE ETTAYYEAPATIEG UyEiag. ATTO TN JEAETN QUTA
TTpoékuye 10 epwTnuaTtoAdyio CHO-KLAT (Canadian Haemophilia Outcomes
- Kids' Life Assessment Tool) wg €va TTaIOOKEVTPIKO EPWTNHATOAOYIO ME
OI0QOPETIKA TTPOCEYYION ATTO Ta AAAQ QVTIOTOIXO EPWTNHATOAGYIA.

H épeuva tng d01€Bvoug BiBAIoypagiag avedeIEe eAAXIOTEG WEAETEG TTOU
xpnoigotoinocav 10 CHO-KLAT o€ aigoppo@IAIKG TTaidid pe  Bacikoug
ouyypa@eic Toug dnuioupyoug Tou (McCusker et al., 2015; Young et al., 2006;
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2012; 2013) kai pe KUPIO TTPOCAVATOAICHO TNV €mMKUPWON  TOU
epwTnuartoAoyiou Kai TNV BeATIWPEVN avaBewpnor Tou.

H diapopd avaueoa oto Haemo-QoL kal oto CHO-KLAT €ykeiral oto 0TI
TO TTPWTO dNuIoupyABnke otnv EupwTrn, divoviag £€u@acn oTnV OTITIKA TWV
ETTAYYEAUATIWV UYEIQG, eV TO deUTEPO avatTuxBnke otov Kavadd kai divel
éueaon otnv oTTikA Twv TTaidiwy (Bradley et al. 2006). O1 dUo KAiYaKeS gival
QaveCAPTNTEG, EVW UTTOPEI OTO MEANOV va CUPTITUXTOUV O€ Jia. [1pog 1O TTapov
n XPnon TOuGg O€ AIJOPPOPIAIKA TTAIdIA KPIVETAI KATA TIPOTIUNON WG
avecdpTnTn.

Katd tnv epapuoyrp tou Haemo-QoL oe 20 kévipa €& Eupwtraikwyv
Xwpwv Kal og ociypa 339 mmaidiwv péong nAikiag 10 eTwv pe cofapn
aioppo@iAia, o1 Gringeri et al. (2004) Bprkav OTI Ta 2/3 TWV AIJOPPOPIAIKWV
Tadiwv eAduBavav BepaTtreia TTPOPUAAENGS  Kal gixav onuavtika AlyoTepa
eTeIcodIa aigoppayiag armd Ta Tadid TTou ékavav BepaTtreia 1T avaykng (on
demand). Me 1n BaBuoAoyia oto Haemo-QoL va cival otnv mTAglovoTnTa KATW
amd 50 povadeg (eupog péTpnong 0 éwg 100 pe TIC UWPNAOTEPEG TIMEG VA
avtavakAoUv uwnAoTtepeg BAGBReg/TTpoBARpaTa), Ta vewTepa TTaIdIG gixav
TTEPICTOTEPO TTPORANUA OTIG DIOOTACEIG «OIKOYEVEIO» Kal «BepaTTEiay.

H Aoyikrp epunveia Twv eupnudtwyv autwyv avAayetal  €iTe oTnv
UTTEPTTPOOTACIO TWV YOVEWV EiTE OTO Biwpa BApoug katd tn Bepatreia. Ta
MeEyaAUTEpa TTaidId  €ixav TrEPIOOOTEPA  TTPOPAAUOTa  OTIC OIOOTACEIG
KOIVWVIKOU TTPOCAVATOAICNOU Kal d1adpacng ME Toug GAAOUG, OTTWG N
«avTIAauBavouevn UTTooTAPIEN», OI «@iAoI» Kal N atTodoxr TNG aoBEVEIAG wg
MéPOG TNG CwnG Toug. H TTpo@uAaln £0¢eige va eTnpeddel apvnTika Tnv
MoidTnTa ZwnAc Pacel Tou Haemo-QoL, Kupiwg oTa vewTepa TTaidId Ta OTToia
Katéypawav PeyaAuTtepn evoxAnon amd authi Tn pouTtiva. 21N didoTtaon Twv
«OTIOP» KAl TOU «OXOAgiou» Ta MIKPOTEPA TTAIdIG HE AlyOTEPA QINOPPAYIKA
eTeloddIa cixav xaunAotepn BaBuoloyia oto Haemo-QolL, yeyovog TtTou
ouvapTaTal PE TV TTPOQUAALN Kal TNV KaAuTepn MoidtnTa ZWNRG. ZNUEIWVETAI
OTI HIKPOTEPN BaBuoAoyia oxeTtiCeTal ue kaAutepn MoidtnTa ZwAC.

O1 gpeuvnTéC oupTTEPAiVOUV OTI N APXIKA €vOXAnon atrd TV TTPOPUAAEN
OTIG MIKPEG NAIKIEG ATTONUIWVETAI APYOTEPA OTIG UEYAAUTEPES NAIKIEG ATTO TNV
KaAUTepn Moidtnta ZwAg oTig oXOAIKr kKal aBAnTikr (wr. Ta eupriuara tng
épeuvag autig katadelkvuouv Om n loidtnta Zwng ota Taidid  Je
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aioppo@iAia, atraiTei peyaAuTepa XpPoviKA SiaoThpaTa PEAETNG. O PEAETEG
KOOPTNG 0a@wes Ba TTPoCEPEPAV  TTEPICOOTEPES TTANPOPOPIEGC OaAAG n
dlecaywyn Toug gival eCaIpeTIKA dUOKOAN. H Moiotnta Zwnig Twv  TTaIdiwv JE
AIOPPOPINia, O OIAPOPEG PACEIS KAl NAIKIEG €xEl BETIKEG KAl ApPVNTIKEG
aglIoAOYNOE€IG, Ol OTTOIEG OUVIOTOUV €va €idog dlakupdvoewy. H epunveia Twv
OIOKUMAVOEWY auTWV £wg Twpa dev €xel oploBeTNBEl KOBWGS gival PMIKPOG O
OYKOG TWV PEAETWV TTAVW OTO BENQ.

H peAétn Twv Mercan et al., (2010), eprippooe TNV Toupkikry €kdoon TNG
KAipakag Haemo-QoL (Hemophilia-Specific Quality of Life Index) o€
TTaoxovta Taidid nAikiag 4-16 €Twv Kai TNV KAipaka Haem-A-QoL o€ evAAIKES
aoBeveic. H Baoik pétpnon agopouce TIG OpPBPwWOEIS (eKTiunon Twv
apOPWOEWV-AYKWVEG, YOvaTa, TTOOOKVNUIKEG) CUPQwva pe Tnv lMaykoouia
OuocoTtrovdia Aipoppo@idiag (World Federation of Hemophilia-WFH). Oi
METPAOEIC £De1Cav OTI 600 augave n nAIKia Twv TTaIdIwY TG00 aufavoTav Kal n
pMéon BaBuoAoyia agloAdynong Twv apBpwoewyv. ETTiong otoug evAAIKEG N
empBdpuvon ATav PeEYaAUTEPN ME TNV avrioToixn PBaBuoAoyia va €ival
uTTEPDITTAGOIQ.

H €peuva yia To Haem-A-QoL o€ TTaidid pe aipoppo@idia otnv EAAGSa dev
amédwoe Kauia dnuooieupévn gpyacia oe diEBVES TTePIodIKG. QOTOCO, OTOUG
eviihikeg aoBeveic o1 Varaklioti et al., (2014) e€nTacav Tnv AgloTToTia Kal TNV
eykupoTnTa NG EAANVIKAG €kdoong Tou Haem-A-QoL, wg¢ Tpog TIC
WUXOMETPIKEG 1010TNTEC TNG KAIHaKAG O€ eVAAIKEG aO0BEVEIC, TUPTTEPAiIvOVTAG
OTI atroTeAei éva KatAAANAo epyaAcio PETPNONG TNG €KBAONG TNG UYEIQg TTOU
oxetiCetan pe TNV ToidTNTa NG Cwng (Related Quality of Life-HRQoL).
EmmAéoy, yia Tn Xwpa pag eAAXIOTEG MEAETEG yIia TNV  AINOPPOPIAIQ
o1e€AxBnoav oxeTIkG pe TNV TToiIoTNTa Cwng. H uyeAétn Twv Varaklioti et al.,
(2017) xpnoiuoTtroince TO €EEIDIKEUMEVO YIA TNV QINOPPOPIAI EPWTNNATOAGYIO
Haem-A-QoL ot ouvduaoud pe 10 epwtnuatoAdyio (SF-36) 1o otroio pETPA
TNV KATAOTAON TNG UYEIQG O€ ETTITTEO0 CWHATIKAG KAl WUXIKNG KATAOTAONG Kal
Aeiroupyiag. Ta ammoteAéoparta TnG £peuvag o€ 109 aoBeveic pe aiyoppo@iAia
£€deigav o1 n roiétnTa wng (health-related quality of life-HRQoL) ernpeddeTtal
atrdé TNV ouvvoonpoTNTa 600V aPopd oTnV apBpoTTdbela, KUpiwg ava@opIka

ME TN CWUOTIKA KATACTOON.
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TéNOG, n MeAéTn Tng MMatrayidvvn et al. (2016) oTa dUo TTaIdIATPIKA
kévipa (Noookopuegiou [Maidwv “Ayia Zogia” ABAvag kal “lTrTokpareiou
Oeooalovikng , o TTaIdIG Pe aigoppo@IAia nAikiag 4 -18 eTwv Pe TN XpHon
Tou Haemo-QoL I,1l kai 11l kaBwg kail Tou KINDL £€6€1Ee OTI n OXETICOPEVN ME
TNV uyeia ToiotTnTa Cwng (ZYT1Z) Twv aIuopPOPINIKWY  TTAIdIWY  Eival
IKOVOTTOINTIKI KOl CUYKPIOINN ME authl GAAwvV EupwTrdikwy XwWPWwvV. 2TIG
MIKPOTEPEG NAIKIEG (4-7 €TWV), o1 TTApAUETPOI «OIKoyEvEIa» Kal «OgpaTTeiay,
ATav Mo £mMPBapuphévol dEiXvovTag HIKPOTEPN avoyr oTo TTPoRAnua. Or £épnpol
gixav uwnAoTepn euaioBnoia oTig TTapapéTpoug  «ABAnon/ZxoAcgio» Kai
«ZXE0€IC». H peTafAnTdTNTA TNG NAIKIOG TTPOPAVWS CUVAPTATAI PE METABOAEG
OTa OKOP TWV TTOPAUETPWY Tou Haemo-QoL.

A6 TNV avdAuon TG avwTtépw BIBAIOYpa@iag TTPOKUTITOUV EUYAWTTA TA
€€NG ouutrepaopara. lNpwTtov, n HEAETN TNG aIhoppoPIAiag oe TTaIdIA
ava@opikG pe Tnv Moidétnta Zwng dev €xel eTTapKwS egeTaoBei. Ymrapyxouv
AVOQOPEG OE OPIOPEVEG XWPESG Kal TO Otiyua KABe @opd E£xel dIAPOPETIKA
XOPAKTNPIOTIKA. ZAuepa atmd  Tn  PIBAIoypagia  Oev  TTPOKUTITEl  TTWG
avTIAauBaveral TV TToI0TNTA TNG CWNAG TO AIJOPPOPIAIKO TTaIdi  TTPOCXOAIKNAG
nAikiag, To Taudi TTOU @OITG OTnV TTIPWTORABKIa 11 oTn deuTEPOPRABUIa
ekmraideuon. Emiong Tpog 1O Tapdv dev avagépetal otn BiBAloypagia,
NAIKIOKFA KaTnyoplotroinon (T1.X. 5-9 €Twv, 12-15 €TWv) n oTroia  va oXeTICETAI
ME KATTOI0 OKOpP oTnV avTiAnwn Tn¢ MNoiétntag Zwng. Aeutepov, n diapabuion
NG aluoppPoPIAiag o€ oxéan HWE TO €id0¢ TNG BepaTreiag Kal TNV TTPoPUAALN o€
ouvapTNoN ME TNV KATAOTAON TIPIV KOl PETA TNV avaAoyn TTapéuBacn €xel

MEAETNOEI o€ PIKPS BaABNO.
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EIAIKO MEPOZ
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3.2ZKOlMNOz-ME®OAOZ

3.1 ZKo1rég - Mé6odog

210 BewpnTikKd PEPOG TTAPOUCIACTNKAV TA MEYEBN TWV AIMOPPOPIAIKWV
TTaIdIWV Kal evnAikwy TUTTOU A Kai TUTTOU B 0TV EAAGDQ KOl o€ TTOAAEG AAAEG
Xwpeg. Me Baon 1N ouxvotnTa TNG VOOOU UTTOAOYIOTNKE TO TTOOOOTO TWV
QIMOPPOPINIKWY OTOV YEVIKO TTANBUOPO Kal aTTOTUTTWONKAV Ta TTO000TA ava
NAIKIOK}  opada  diaxwpidovtag Toug eVAAIKEG aTd  TOUuGg  QAVAAIKOUG.
Eomidlovrag otnv karnyopia Twv avnAikwy eE€TAOTNKE N BIBAIOYpa@ia OXETIKA
ME TNV TTOIOTNTA CWNAG TWV AIHOPPOPIANIKWY TTaIdIV Kal avalnthonkav Ta
UQIOTAPEVO  EPWTNHOTOAOYIO/KAIMOKEG TTOU  €XOUV  EQAPMOOTEI  yIa TNV
kataypa@ry Tou d&iktn autou. ATd Tnv avaockotnon TnG PBipAloypagiag o€
TadId pe aigoppo@idia otnv EANGOa dev BpéOnke kapia dnuooieupévn
epyacia kal €10IKOTEPA OTO €AEYUEVO YIO TNV €yKUPOTNTA KAl OEIOTTIOTIO
epwTnuaToAdyio Haem-A-QolL.

210 TTAQiolo autd n Tmapouca HeAETN Oieioduel oTo PIBAIOYPAPIKO KEVO
aglommoiwvtag Tnv OlamoTteupévn  EAAnvik  ékdoon Tou Haem-A-Qol,
ETTIXEIPWVTAG TNV €Qapuoyn Tou o€ aviAikoug aoBeveic. H EAAnvIKA ékdoon

yia Taudid avagépetal wg Haemo — QoL Children.

3.1 ZKoT1rég

H trapouoa épeuva eixe Toug akOAouBouG OKOTTOUG:

e Na TTPayMATOTIOINCEl WUXOUETPIKN aglIoAdynon Twv £pwTnUaTOAOYiWwV
Haemo — QoL Children I, Il, Ill uttoAoyiCovTag TNV ECWTEPIKA) OUVETTEID TWV
EPWTACEWY TTOU ATTOPTIOUV TIG ETTIUEPOUG KAIMOKEG HME TO OUVTEAEOTA

Cronbach’s a.

e Na TTpayuatoTToIioel TTOIOTIKA agloAdynon Tng TToidTNTaS CWNG TWV
QIMOPPOPIANIKWY TTaIdIWY, OTTWG QUTH TTPOKUTITEl ATTd TN PaBuoAoyia yia Tig

ETMPEPOUG KAIJAKEG KAl YIO TO GUVOAO TWV EPWTNUATOAOYIWV.
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e Na TTPAYyUATOTIOINCEI CUOCXETIOEIG METALU TNG TTOIOTATOG CWNG TWwV
TTAIdIWY, OTTWG AUTH TTPOKUTITEI ATTO TA EPWTNHUATOAGYIA KAl TNG KAIVIKAG TOUG
€IKOVAG, 101AITEPA TOU TTPOCPATOU I0TOPIKOU aludpBpwyv Kal TNG PapuTtnTag NG

vooou.

3.2 Aciypa Tng peAéTnG - MéBodol

To dciyya Twv TaIdIWV atroTéEAecav 47 TTaidid TTou TTapakoAouBouvTal
o1o Kévtpo Aipoppo@idiag Tou Noookoueiou TlMaidwv “Ayia Zogia”, nAikiag 4-
16 eTwv. Ta dedouéva oUYKEVTPWONKAV PE TN XPRON Tou SIaTTIoTEUPEVOU OTa
EAANVIKG gepwTnuaTtoAloyiou Haemo — QoL Children [, yia Tnv nAiKiakr} opdada
4-7 eTwv, I, yia TNV nAIKiakr opdda 8-12 etwv kai lll, yia TTaidid nAikiag 13-16
ETWV. Alavepnonkav ota TaidId Pe algoppo@IAia Kal CUPTTANPWONKav aTrd Ta
idla Ta TTaIdIA, PE €Caipeon TA PIKPOTEPA TA OTTOIO  CUMTTANPWONKav atro
euéva, KaTOTTIV OUVEVTEUEEWG 1 Tov yovéd. Tautdxpova OIeveundn Kai
EPWTNUATOAGYIO KATAYPAPAG dNUOYPAPIKWY OTOIXEIWV TWV Yovéwv (nAiKia,
QUAAO, OIKOYEVEIOKN KATAOTOOT, HOPPWTIKG £TTiTred0). ETTiong {nTBnke Kai n
YPATITH] OUVAIVECN TwV YOVEWYV, KATOTTIV €pwTnong tou TtraidloUu yia Tnv
€mMBuUPia TOU va CUMPMPETAOXEl, ATAV QVWVUPO Kol TNPABNKE TO 1ATPIKO
ammoppnTo. ZUAANEXBNKav eTTionNg  KAIVIKA oToixeia atmmd Tov 1aTpIKO QAKEAO
TTpoKeIyéEVoU va die¢axbei n Epeuva.

H ueAétn ektTovrBnke oe Téooegpa oOTAdIO: (Q) TTPAYMOTOTTOINONKE O
oxedlaopdg TG peBodoloyiag, (B) CntABnke n OXETIKA Gdela atrd TO
EMOTNUOVIKO  ouuPouAio  Tou Noookoueiou, (y) Olaveundnkav Ta
EPWTNUATOASYIA KAl CUYKEVTPWONKAV T dEBOUEVA TWV ATTAVTACEWY Kal (8) Ta
O0edopéva eTTeCEPYAOTNKAV OTO OTATIOTIKO TTpoypauua SPSS 25. O yxpdvog
ava@opdc Twv dedouévwy eival To deuTePO TPiuNvo Tou 2018 kai TnpRBnkav

0l Kavoveg nBIKAG Kal deovToAoyiag
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3.3 ZramioTik AvaAuon

Katd tnv oTaTIoTIK avaAuoh TTPAYPATOTTOINONKE EAEYXOG QEIOTTIOTIOG TOU
epwTtnuartoloyiou pe Baon 1 dokiyacia Cronbach’s a oTig 12 uTTOKAIJOKEG
Tou. MNa K&Be TTOCOTIKA METABANTA TNG MEAETNG uTToAoyieTal n péon TIUA, N
TUTTIKI) ATTOKAIOT KQI TO TTOO00TO WG ApIBUNTIKN TTEQIYPAQH).

Ooov agopd OTIG EPWTACEIS TTOU APOPOUV OTO KAIVIKO 10TOPIKO TOU
TaIdIoU, OTa dNUOYPAPIKA XOAPAKTNPIOTIKA TWwV YOVEWV KOl OTIG OPXIKEG
BaoIkéG epwTAOEIS TWV epwTnuaToAoyiwv Haemo — QoL Children |, I, I
TTAPOUCIACTNKAV HE TTEPIYPOPIKA OTATIOTIKI TTOU Q@QOPOUCE KUPIWG OTnV
ATTOAUTN KAl TTOCO0TIAI KAaTtavoury ouxvoTATwy. Ooov agopd OTIG EPWTATEIG
TTOU agopoucav oTn TroloTATa (WG akoAouBrBnke n akdAouBbn diadikaoia:
2Tnv apxi n PaBuoAoyia o€ KATOIEG ATTO TIC EPWTACEIS ETTPETTE va
QVTIOTPAQEI yia va uttdpxel n idla Aoyikfy oTn BaBuoAdynon Twv EPWTHOEWV.
AkoAoUBwGg, yia TO KAGBe TTQIdi, PE PACN TO €PWTNUATOAOYIO OTO OTIOIO
ATTAVTNOE, UTTOAOYIOTNKAV OI HEOEG TINEG TNG KABE KAipaKag a1rd TO OUVOAO
TWV EPWTACEWY TTOU TNV aTTaPTICOUV. YTTOAOYIOTNKE £TTIONG N JEON TIUN YIA TO
ouvoAo Twv epwTioewyv. H BabuoAoyia yia Tnv KABe epwTnaon, KaBwWS Kal Tnv
KGBe KAipaka Kal yia TO oUVOAO TOU €pWTNPATOAOYIOU, PETAOXNMUOATIOTNKE,
oUTWG WOTE va dwaoel TNV TpoTrotroinuévn Babuoloyia o€ pia diakupavon O-

100 (Transformed Scale Score — TSS) ye Tnv akdAoubn e¢icwaon 1:

Aayien fefpcdeyiec —Aaepnditspn Evvaty Fefpcdoyia

Tas = X100

Evpeor Saefpcdeoyine

Eiowon 1

O1 pyetaoxnuaTiopéveg BaBuoAoyieg kupaivovTal atmmd 0 (BEATIOTN TTOIOTNTA
{wng) €wg 100 (xeipioTtn TToIdTNTA CWNG).

H wuyxouetpikn agioAdynon Twv KAIJAKwvY TTEpIAGUBave Tnv agloAdynon
TNG E0WTEPIKNG CUVETTEIOG (QEIOTTIOTIOG) TWV EPWTNUATWY TTOU aTTapPTI(OUV TIG

KAipakeg xpnoigotroiwvtag Tov ouvteAeoT ) Cronbach’s a. Y10 Kavovikég
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OUVONRKEG 0 OUVTEAEOTNG TTaipvEl TINES TTOU KupaivovTal atrd 0 (avagiémoTn i
aouVveTTnG KAipaka) €éwg 100 (TéAeia aglotmioTia). TNV TTPAEN XPNOIKWOTTOIEITAI
10 Kpimpio Ttou Nunnaly 1ou dnAwvel 0TI cuvteAeoTég Cronbach’s a
MeyaAuTepol ammd 0.7 Oeixvouv IKAvoTToINTIKA agIoTToTia.  YTToAoyioTnKav
emmiong kal Ta 95% diaoTApata eutmoToouvng (95% AE) Twv ouvteAeoTwyv
Cronbach’s a. TéAog yia Tnv KA&BE €pwTnon UTTOAOYIOTNKE N TIUA TOU
ouvteheoT aglomoTiag Cronbach’s a otav n epwtnon atmaAeipoei. Or TIPEG
QUTEG €ival TTOAU onuaVvTIKEG OTNV agloAdynon Tng KAipakag, kaBdoov av n
ATTAAEIYN TNG EPWTNONG MEIWOEI TOV OUVTEAECTH] QUTO onuaivel 0TI N €pWTNON
OUPBAAAEI TNV OUVOAIKR AlOTTIOTIA, ETTOPEVWG N CUPTTEPIANWN TNG £pWTNONG
oTnv KAigoka KpiveTal atrapaitntn. AvTiOeTa, av n amdAsipn TnG £pwWTNONG
QuUEAvel TOV OUVTEAEOTH, aQuTO onuaivel OTl n atrdAsiyn TG €pwTnong Ba
odnynoel o€ PEYOAUTEPN ECWTEPIKI CUVETTEIA TWV UTTOAOITTWYV EPWTACEWYV TTOU
atrapTiCouv TNV KAigoka.

Ooov agopd TNV TToI0TNTA (WIS TTOU aTToppPEEl aTT TIG BaBuoAoyics Twv
KAIHAKWY KOBWGS Kal atmmd TIG OUVOAIKEG BaBuoAoyieg, TTPAyHATOTTOINONKE
TTOIOTIKY) TOUG a&loAdyNaon, KaBWG OTATIOTIKEG CUYKPIOEIG HETAEU TWV KAINAKWY
Kal METAEU TwV gpwTnuaToloyiwy, O6TTwS eEnyeital oTta atroteAéopaTa dev Ba
gTTOpoUcav va aimioAoynBouv. Opwg ouykpioelig Twv Baduoloyiwv Twv
KANHdkwy — pe  peTaBANTéG TTOU a@opouv otV KAIVIK  €IkOva
Tpayyartotmmoindnkav €ite uye 1O t-test yia ave¢dptnta Oeiyuara OTIC
TTEPITITWOEIG TTOU UTTAPXAV OUO Opadeg (TTx aipapBpa i BaputnTta TNG vOoOoU)
Kal Je TNV avaAuon dIacTTopdg oTnV TTEPITITWON TTOU UTTAPXAV TTEPICOOTEPES
atmé dUo oudadeg (dlaBdabuion Tou 1I0TOPIKOU TwV AINApOpwy). To emmiTTedo

onuavTikeTnTag T€0nke oto p=0.05.
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4. ANNOTEAEZMATA

4.1 XapaKTnpPIoTIKA TOU deiypaTog.

To ouvoAiké dciyua atroteAouvtav atmd 47 taidid, a1rdé Ta OTToia 1A 25
avikav otnv nAikiakr opdda Il (13-16 €Twv), Ta 15 avikav oTnv NAIKIOKA
opdda Il (8-12 eTwv) kai Ta 7 avikav oTnv nAIKIokA opdda | (4-7 eTwv). MNa 10
oUVOAO TOU deiypaTog N peon TP NAIKiag Arav 12.1+4.0 €tn kal N y€on nAIKia
Tou TTaIdIoU 6Tav £yive n diadyvwon NTav 14.4+£19.3 prjveg. ZTOUG TTIVAKES TTOU
aKoAouBoUV TTapoucIAlovTal TO KOIVWVIKO-ONUOYPAPIKA OTOIXEIA TWV YOVEWV,

OTTWG auTd aTTavTibnkav oTa EpWTNUATOASYIA.

Nivakag 4.1: 2xéon pe To TTaNdi

Zxéon 2uxvoTnTa % €1Ti OUVOAOU | % €TTi QTTAVTHOEWV
Mat€pag 16 34.0% 35.6%
MnTépa 29 61.7% 64.4%
2UvoAo 45 95.7% 100%
Mn atmravtnuéva 2 4.3%

MNivakag 4.2: HAIKia Kndgpoéva

HAIkiokR opdada 2uyvortnta % eT1Ti cUVOAOU % e amavTnoEwy
20-29 eTwv 1 2.1% 2.3%
30-39 eTwv 14 29.8% 32.6%
40-49 eTwv 24 51.1% 55.8%
50 kal dvw €TWvV 4 8.5% 9.3%
2UvoAO 43 91.5% 100%
Mn atravtnuéva 4 8.5%
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MNivakag 4.3: OIkoyeveIaK KatdoTaon

OIKkoyevelaKn KaTtdoTaon | Zuxvotnta | % e1mi ouvoAou b £ amavTnoEwy
‘Eyyapog/n 36 76.6% 83.7%
Ayapuog/n 1 2.1% 2.3%
Alaleuypévog/n, AidoTaon 4 8.5% 9.3%
XApog/a 4.3% 4.7%
20voho 43 91.5% 100%
Mn atmravtnuéva 4 8.5%

Nivakag 4.4: Mop@WTIKO €TTiTred0

Mop@wTIKé eTTiTred0 2uxvotnTa | % €1mi ouvoAou | % eTTi ATTAVTACEWV

AvaA@apnTtog 1 2.1% 2.3%
AnuoTIKO 6 12.8% 14.0%
Nupvaoio-Aukeio 26 55.3% 60.5%
TEI 3 6.4% 7.0%
Ne 6 12.8% 14.0%
MeTaTTTUXIOKO 1 2.1% 2.3%
2UvoAo 43 91.5% 100%

Mn atmravrnuéva 4 8.5%

MNivakag 4.5: ETrayyeApa

EmrayyeApa 2uxvoTnTa | % et ouvoAou | % eTTi ATTAVTACEWY

Avepyog 4 8.5% 10.3%
Anpooiog YTTaAAnAog 1 2.1% 2.6%
[O1WTIKOG YTTAAANAOG 16 34.0% 41.0%
EAeUBepog eTTayyeAPATIOG 7 14.9% 17.9%
Oikiokd 8 17.0% 20.5%

AANNO 3 6.4% 1.7%

2UvoAo 39 83.0% 100%

Mn atravrnuéva 8 17.0%

52




MNivakag 4.6 : ToTOog S1aMOVAG

ToéTtrog diapovig 2uxvoTnTa % €1Ti OUVOAOU | % ETTi ATTAVTHOEWV
ATTIKNA 25 53.2% 56.8%
MeydaAn TTOAN 12 25.5% 27.3%
Xwpl16 7 14.9% 15.9%
ZUvoAo 44 93.6% 100%
Mn atravtnuéva 3 6.4%

MNivakag 4.7: EOvIKOTNTO

EOvikoTnTO 2uxvoTnTa % e1Ti CUVOAOU | % ETTI ATTAVTOEWV
EANVIKA 36 76.6% 83.7%
AAN\N 7 14.9% 16.3%
20voho 43 91.5% 100%
Mn atravtnuéva 4 8.5%

Mivakag 4.8: OIKOVOUIKK KATAoTAON

OikovouIKN . . . . .
i 2uyvornTa % €1Ti OUVOAOU | % €TTi ATTAVTACEWV
KaTdoTaon
KaAR 3 6.4% 6.8%
IKavoTToINTIKN 21 44.7% 47.7%
Métpia 20 42.6% 45.5%
2UvoAO 44 93.6% 100%
Mn atravrnuéva 3 6.4%
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Mivakag 4.9: Movadiké aidi

Movadiké traidi 2uyvoTnTa % e11i oUVOAOU | % ETTI ATTAVTOEWV
Nai 13 27.7% 29.5%
Oxi 31 66.0% 70.5%
2UvoAo 44 93.6% 100%
Mn atravrnuéva 3 6.4%%

MNivakag 4.10: ApIOp6G TTaIdIwV

Ap1Bu6g TTaIdIWY 2uyvoTnTa % €1Ti CUVOAOU | % ETTi ATTAVTACEWV
1 13 27.7% 27.7%
2 26 55.3% 55.3%
3 10.6% 10.6%
>3 6.4% 6.4%
2UvoAo 47 100% 100%

Mivakoc 4.11: HAIKia TTaidiwv

HAIkia Traudiwyv 2uxvoTnTa % e11i oUVOAOU | % ETTI ATTAVTOEWV
3-6 €TV 3 6.4% 10%
7-12 eTwv 9 19.1% 30%
12-18 eTwv 18 38.3% 60%
20voAo 30 63.8% 100%
Mn atravtnuéva 17 36.2%
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Mivakoc 4.12 :

AqYn @appdkwy atré 1o TTaidi

AQyn eapudkwv 2uxvoTnTa % €1Ti OUVOAOU | % ETTi ATTAVTHOEWV
Nai 53.2% 56.8%
Oxi 40.4% 43.2%
2UVOAO 44 93.6% 100%
6.4%

Mn atmravrnuéva

MNivakag 4.13: Zuppép@won Tou Taidiou oTn Bepartreia

ZUNHOPPWON 2uxvoTnTa | % e1mi cuvoAou | % ETTi ATTAVTHOEWYV
MéETpia wg Kakn 2 4.3% 4.5%
IKkavoTToINTIKA €WG TTOAU KOAN 42 89.3% 95.5%
ZU0voho 44 93.6% 100%
Mn atravrnuéva 3 6.4%

Mivakag 4.14: NM6oco ocuxva gixeg alpoppayieg

TIG TEAEUTAiEG 4 ELOONADEG

Aipoppayieg TeAeuTaieg ) ) ) % eTTi aTTAVIACEWV
i 2uxvotnTa | % e1Ti oUVOAOU
4 edouadeg
Kapuia 28 59.6% 59.6%
1 12 25.5% 25.5%
2 4 8.5% 8.5%
>2 6.4% 6.4%
2UvVOAO 47 100% 100%
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2THN MNEPINTQ2H TON AIMOPPATIIQN

MNivakag 4.15: NMéoo og evoxAouoav

EvéxAnon 2uxvotnTa | % e1Ti ouvOAou | % ETTi ATTAVTHOEWV
KaBdéAou 6 12.8% 23.1%

Aiyo 8 17.0% 30.8%
MéTpia 8 17.0% 30.8%
ApKeTa 4 8.5% 15.4%
Z0voho 26 55.3% 100%

Mn atravTnuéveg 21 44.7%

MNivakag 4.16: NMNoéoco cofapég ATav

ZoBapdéTnTa aigoppayiwv 2uxvotnTa | % e1Ti ouvoAlou | % ETTi ATTAVTHOEWV
EAa@piég 14 29.8% 58.3%
MéTpieg 8 17.0% 38.3%
20Bapég 2 4.3% 8.3%
MoAU coBapég 0 0% 0%
2UvoAo 24 51.1% 100%
Mn atravTnuéveg 23 48.9%
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Nivakag 4.17: 'EviwBeg Trepiepya OTIG apOpwOEIS OOU TIPIV ThV

aioppayia

AioBnon oTig apBpwosig

2uxvornta | % etri ouvoAou | % eTTi QTTAVTHOEWV
Mot€ 11 23.4% 45.8%
Z1avia 3 6.4% 12.5%
MepIKEG QopEg 6 12.8% 25.0%
2uyva 3 6.4% 12.5%
Mavra 1 2.1% 4.2%
ZUvoho 24 51.1% 100%
Mn atravTnuéveg 23 48.9%

Mivakag 4.18: 'ETrpeIre va TTOPAMEIVEIG AOUXOG

Mapapovi o€ nouyia

2uxvornta | % etri ouvoAou | % eTTi QTTAVTROEWV
Moté 7 14.9% 26.9%
Z1avia 3 6.4% 11.5%
MepIKES QopES 9 19.1% 34.6%
2uyva 1 2.1% 3.8%
MNavra 6 12.8% 23.1%
2U0voho 26 55.3% 100%
Mn atravrnuéveg 21 44.7%
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MNivakag 4.19: Evnuépwveg auéCwWG TOUG YOVEIG OOU

Evnuépwon yovéwyv | Zuxvotnta | % e1mi cuvoAou | % ETTi ATTAVTHOEWVY

Moté 3 6.4% 11.5%

21avia 4 8.5% 15.4%
Mepikég QopEG 6 12.8% 23.1%
2uyva 3 6.4% 11.5%

Mavra 10 21.3% 38.5%
20voho 26 55.3% 100%

Mn atravtnuéveg 21 44.7%

NOIO2 EKANE TIZ ENEZEIZ

MNivakag 4.20: 'Ekava eyw TIG EVECEIG

Eyw 2uxvotnTa | % €1Ti oUVOAOU | % ETTIi ATTAVTHOEWV

Moté 33 70.2% 78.6%
2mavia 2 4.3% 4.8%

MepIkéG QopEG 0 0% 0%

2Uxva 2 4.3% 4.8%
2UVEXEI 5 10.6% 11.9%
2UvoAo 42 89.4% 100%

Mn atravTnuéveg 5 10.6%
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Nivakag 4.21: H untépa pou éKAVE TIG EVECEIG

Mnrtépa 2uxvoTnTa | % €1mi cuvoAou | % ETTi ATTAVTHOEWYV
Moté 11 23.4% 25.6%
21avia 2 4.3% 4.7%
MepIkEG QopEg 6.4% 7.0%
2Uxva 4 8.5% 9.3%
2UVEXEID 23 48.9% 53.5%
20voho 43 91.5% 100%
Mn atravTnuéveg 4 8.5%

Nivakag 4.22: O TTatépag MOU EKAVE TIG EVECEIG

Matépag 2uxvornta | % etmi ouvoAou | % eTTi QTTAVTHOEWYV
Mot€ 33 70.2% 76.7%
Z1avia 2 4.3% 4.7%
MepIKES QopES 2 4.3% 4.7%

2uyva 0 0% 0%
2UVEXEI 12.8% 14.0%
20voho 43 91.5% 100%
Mn atravtnuéveg 4 8.5%

59




MNivakag 4.23: Mia voonAgUTpIa HOU EKAVE TIG EVECEIG

NoonAguTpia 2uxvotnTa | % €1Ti oUVOAOU | % ETTIi ATTAVTHOEWV
Moté 19 40.4% 46.3%
21avia 10 21.3% 24.4%

Mepikég QopEG 8 17.0% 19.5%

2Uxva 3 6.4% 7.3%
2UVEXEID 1 2.1% 2.4%
20voho 41 87.2% 100%

Mn atravTnuéveg 6 12.8%

MNivakag 4.24: ‘Evag ylaTpOG HOU EKAVE TIG EVECEIG

Marpog 2uxvoTnTa | % €1mi cuvoAou | % ETTi ATTAVTHOEWYV
Moté 30 63.8% 73.2%
21avia 5 10.6% 12.2%
MepIKES QopEg 5 10.6% 12.2%

ZUxva 1 2.1% 2.4%
2UVEXEID 0 0% 0%
Z0voho 41 87.2% 100%
Mn atravTnuéveg 6 12.8%




KAINIKA XAPAKTHPIZTIKA TOY AEIrMATOZz

MNivakag 4.25: Karavoun Tou d€iypaTtog pe BAaon Tov TUTTO AIJOPPOPIAIAG.

Tutrog aipoppo@idiag | ApiBudg | MooooTtd

A nma 7 14.9%

A péong Baputntag 4 8.5%
A Bapeia 34 72.3%

B Bapcia 2 4.3%

2UvoAo 47 100%

MNivakag 4.26: Kartavoun Tou deiyparog pe Baon tn Oepartreia

O¢partreia ApiBuo6g | MooooTtd
Prophylaxis 41 87.2%
On demand 5 10.6%
ITI 1 2.1%
2UvoAo 47 100%

Nivakag 4.27: Karavoun Ttou Oeiypyatog pe Bdon To emireda Tou

mmapayovra FVIII

Etrireda rapdyovra | ApiBudg | NMoocootd

<1% 36 76.6%

1 4 8.5%

4 2 4.3%

5 2 4.3%

7 1 2.1%

8 2 4.3%

2UVoAO 47 100%
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O1rwg ATav avapevopevo Ta emmimeda Tou Trapayovta FVII éxouv oxeddv
TEAEIQ OUOXETION ME TR Baputnta NG aipoppoidiag (Mivakag 4.28, Fisher
exact test, p<0.01).

Nivakag 4.28: ZuoxéTion avdaueoa ota emieda Tou rapdyovra FVIII

Kal TN BapuTnTa aipoppo@IAiag.

BapuUTtnta aipoppo@iAiog
Etrireda rapdyovra FVIII
‘Hma R péon Bapeia 2UvoAo
21% 10 (90.9%) 1 (9.1%) 11
<1% 1 (2.8%) 35 (98.2%) 36
2UvoAo 11 36 47

O1 1éooepeig oTig TTEvTe Bepatreieg On demand agopoucav oe TTaIdIA
ATTag A géong BapuTtntag kai e ettitreda mapayovta FVIIE21%.

Agkatpia Tmaudid (27.7%), OAa pe PBapeia BapltnTa €ixav avatrTugel
avaoToAéa oTo TTapeABOV. Movo Téooepa (8.5%) TTaidid €kavav Tn Bepartreia
TOUG OTO VOOOKOWEIO, evw Ta uttoAoITTa 43 (91.5%) ékavav Tn BepaTreia Toug
KAT OiKOV.

Eikool (42.6%) atrdé 1o maudid eixav aipapBpa katd toug TeAEuTaioug 12
MAveg, atmd Ta otroia Ta 13 (27.7%) cixav aipapBpa Katd Tov TEAEUTAio uRva.
Aéka (21.3%) maudid, 6Aa Bapeiag BaputnTag, ékavav XpAon KaBeTAPA, evw

11 (23.4%) eixav apBpotrdbeia.
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4.2 YWYXOMETPIKH AZIOAOIMHzZH TOY EPQTHMATOAOIIOY Haemo
— QoL Children I, I, 111

2TOUG TTivakes 4.29 £€wg 4.39 TTpayuaToTTolEiTal 0 EAEYXOG QEIOTTIOTIOG
TWV 12 KAIJAKWY TTOU CUYKPOTOUV TO £pwTNHATOAGYI0 Haemo — QoL Children
yia TIG NAIKIAKEG opddeg Il (13-16 eTwv), Il (8-12 eTwv) Kai | (4-7 eTwv).

2TOUG TTiVOKEG TO PEyEBOG Tou dciyuatog N avagépeTal oTov apiBud Twv
EPWTACEWY TTOU atrapTiCouv TNV KAipaka, MT kar TA €ival n yéon Tiun Kai
TUTTIKA aTTOKAION pETaoXnPaTiIopéveg o€ % BaBuoAdynon. TéAog To a- givai n
TIul Tou ouvteAeoT aglommoTiag Cronbach’s a 6étav n epwtnon dev AngOei
uttown. O1 TIHEG auTEG gival TTOAU ONPAVTIKEG OTNV agloAdynon TnG KAipakag,
Kabooov av To a- gival PIKPOTEPO aTTd TO CUVOAIKO a auTd onuaivel OTI N
agaipeon TNG €pWTNONG Ba UEIWOEI TN OUVOAIKA €0WTEPIKA CUVETTEIA TNG
KAiHOKOG, €TTOMEVWG N CUUTTEPIANWN TNG €pWTNONG OTNV KAiJakKa KpiveTal
atrapaitntn. AvtiBeta, 6TaV TO A- €ival HEYAAUTEPO OTTO TO OUVOAIKO O, auTd
onuaivel 0T N atrdAgIYPn TNG £pWTNONG Ba odnyrnoel o€ PEYAAUTEPN ECWTEPIKNA
OUVETTEIQ TWV UTTOAOITTWYV EPWTACEWYV TTOU aTTapPTiCOUV TNV KAiJaKa.

O1 ouyKpIoEIG TWV CUVTEAEOTWV AEIOTTIOTIAG PETALU TwV OPAdWV Oev
gival €QIKTr, 1810iTEPA GO0V agopd oTnVv NAIKIak opada |, di1éTI TTpwToV Ol
KAipakeg Bavov va pnv TrePIEXOUV Tov idlo apiBud kai Tnv idia dIaTUTTWOon
TWV EPWTNOEWV Kal OeUTEPOV OTNV NAIKIOKA ONAdA Ol ATTAVTAOEIS E€ival
TPIBGBUIEG, evw OTIC AAAEG BUO NAIKIOKEG KATNYOPIiEG Ol ATTAVTAOEIG Eival
TevTaBaduieg. EmmAéov d€ov eival va onueiwBei 0TI 0 apiBUdS Twv TTAIdIWY
OTIGC TPEIGC nNAIKIGKEG OMAdEC KAl  TIOU  ATTAVINOQV  O€  JIAQOPETIKA
epwtnuatoAdyia dev gival o id10g. ZTnv nAikiok opdda Il (13-16 €Twv) ATaV
25 maidid, otnv nAikiokrp opdda Il (8-12 etwv) Atav 15 maidid kal oTNv
NAIKIOKA opada | (4-7 eTwv) ATav 7 TTaidid.

To Baocikd KpITAPIO €EAEYXOU yia TOV OUVTEAECTH afIOTTIOTIAC TNG KABE
KAipakag €ival 1o kpitrpio Tou Nunnaly 1Tou opicel 611 To Cronbach’s a TrpéTTel

va gival geyaAutepo tou 0.7 (>0.7)
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MNivakag 4.29: WuXOUETPIKA XAPOAKTNPIOTIKA TNG KAiakag
“OYZIKH KATAZTAZH”

HAIkiokr opdda Il HAikiokr opdda ll HAikiokr ouddal
Ap1Budg (13-16 eTwv), N=7 (8-12 eTwv), N=7 (4-7 eTwv), N=4
£EpWTNONG MT TA a- MT TA a- MT TA a-
1 30.0 36.8 | 0.845 | 20.0 | 19.4 | 0.894 | 50.0 | 40.8 | 0.132
2 25.0 | 29.8 | 0.812 | 15.0 | 184 | 0.897 | 35,5 | 37.8 | 0.548
3 17.0 | 26.7 | 0.814 | 20.0 | 28.7 | 0.856 | 215 | 26.8 | 0.614
4 19.0 | 243 | 0.837 | 16.8 | 27.8 | 0900 | 21.5 H 394 | 0.686
5 13.0 | 21.8 | 0.825 | 20.0 | 30.2 | 0.860
6 10.0 | 16.1 | 0.856 | 18.3 | 32.0 | 0.871
7 32.0 | 335 | 0.872 | 30.0 | 38.0 | 0.917
Cronbach’s

0.858(0.753-0.929) 0.901(0.799-0.962) 0.610(-0.255-0.925
a kail 95% AE

OT11wg deixvouv Ta atroteAéopara Tou Trivaka 1, oTig nAIKIokEG opadeg
Kal Il o1 avTioTOIXEG EPWTNOEIG 7 £XOUV UWNAEG PEOEG TIMEG, TTOU OnUaivel OTI
OUVEIOQEPOUV ONUAVTIKA OTn dIOPOPEPWOT TOU GUVOAIKOU OKOP TNG KAiJaKag
“OYZIKH KATAXTAZH”. Opwg ol avTioToIXES TIMEG TOU a- UTTOBNAWVOUV 0TI
n UTTapén TOUG MEIWVEI T OUVOAIKH €0WTEPIKI OUVETTEID TNG KAipakag. H
amaAelpn TNG €pwTnong 7 oTnv nAikiaky opada Il Ba BeATiwoer TOV
ouvteAeoTn aglomoTiag amd a=0.858 oto 0.872. H avriotoixn BeAtiwon otnv
nAIKiokr opada Il Ba givalr amdé 0.901 oto 0.917. H €€riynon mpoépxeTal armmo
TNV dIaTUTTWON TWV EPWTACEWYV. EVW OTIC TTPWTEG 6 EPWTACEIG YiveETal APEON
ava@opd oTnVv QUOIKr aiodbnon mou mlavov va EviwBav Ta TTaidid, N pwTnon
7 dIaTUTTWVETAI WG “...OBOUOUV UATTWG XTUTTIOW” TTOU TTPOPAVWG OEV €XEI
aueon avagopd oe Quoikh aiocBnon. To idlo 1oxUel Kal yia TIG TEAEUTAiEG BUO
EPWTAOEIS 0TNV NAIKIAKT opdda |, TTapd To yEYovog OTI N CUVEICPOPA TOUG eV
AnTav peyaAn. Mapd tauta, pye BAcn TIC TIUEC TOU OUVTEAEDTH AIOTTIOTIAC N
KAipaka “OYZIKH KATAZTAZH” kpivetal wg agiomoTtn éoov agopd OTnv
EOWTEPIKA OCUVETTEID TWV EPWTACEWYV TTOU ThV aTrapTiCouv yia TIG NAIKIOKEG

opddeg Il kai I, aAA& Ox1 yia TNV nAIKIOKE oudda |.
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Nivakoc 4.30:

“ZYNAIZOHMATIKH KATAZTAZH”

YuxoueTpIKA

XOPAKTNPIOTIKA

™me

KAipakag

HAIkiokr oupddalll HAIkiokr opdda ll HAIkiokr opdda |
Ap1Budg (13-16 eTwv), N=8 (8-12 eTwv), N=7 (4-7 eTwv), N=3
£pWTNONG MT TA a- MT TA a- MT TA a-
1 19.0 27.3 10.869| 11.8 229 | 0904 |21.5| 26.8 | 0.769
2 19.0 24.3 10.866| 11.8 | 229 | 0.892 | 7.0 | 18.9 | 0.842
3 21.0 28.6 10.852| 11.8 | 229 | 0.897 | 145 24.4 | 0.615
4 16.0 26.9 1 0.873| 11.8 | 20.9 | 0.896
5 22.0 31.7 1 0.867 | 23.3 | 30.6 | 0.902
6 3.0 15.0 | 0.902 | 10.0 | 26.4 | 0.894
7 30.0 33.1 1 0.883| 33.3 | 30.9 | 0.902
8 5.0 20.4 | 0.910
Cronbach’s
0.893(0.815-0.946) 0.911(0.820-0.966) 0.823(0.339-0.967)
a kal 95% AE

O ouvreAeotic alomoTiag  TNG  KAipakag “ZYNAIZOHMATIKH
KATAZTAZH” cival TTOAU KAAOG Kal OTIG TPEIG NAIKIOKEG OPADES. 2TNV NAIKIOKA
opdda Il (13-16 e€Twv) n gpwTtnon 8 “...ailc6avououv OTI oI QiAo You g
atréKAEIOV” €XEI TTOAU UIKPR) OUVEICQOPA OTn dnuioupyia Tou TEAIKOU OKOpP TNG
KAipakag. MNépav TouTou n atrdAsiyn NG £pwTnongG Ba odnyouce OTnv augnon
Tou ouvteAeoty Cronbach’s a amdé 0.893 oto 0.910. H aitia eivar 611 ol
UTTOAOITTEG EPWTACEIC ava@EPOoVTal AUECO OTNV ECWTEPIKA OUVAIOONUATIKN
KaraoTaon Tou £pnpou eEaiTiag TNG QINOPPOPIAIAG TOU, EVW) N OUYKEKPIMEVN
epwtnon (kar og PIKPOTEPO PBaBPd n epwtnon 6 “...ailcbavououv povaéid
eCaITiag TNG aIoppPO@IANiag pou”) avagépetal o€ TOavd atmoTEAEOUa aTTd
TTPAEEIG TPITWV.

levikd, O0Tmwg kal otnv KAipaka “OYZIKH KATAZTAZH” o1 néoeg TIUEG
TWV OKOP TWV ETTINEPOUG EPWTACEWY ATAV OPKETA XAPNAEG (<25), ue e€aipeon
TIC epwTAOEIC 7 “...QoBououv uATTWG aigoppaynow” (okop 30 kar 33.3
avTioToixa). KaBwg uwnAd okop oxetifovral Pe PeEIwWPEVN TTOIOTATA CWNAG, N
OUUTTEPIANYWN AUTWYV TWV EPWTACEWV OTN CUYKEKPIYEVN KAiJaKa TTIBavov va

ONUIoUPYEI hIa WYEUBWGS apvNnTIKN €IKOVA TNG TToI0TNTAG (WG 60OV apopd OTn
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ouvaloOnuartik katdotaon. H ouvaioBnuaTtik KataoTtaon TIPETTEl va
QVTIKATOTITPICEl apvNnTIKA ouvaloBAuaTa TTOU €VOEXETAI VA TTPOKUWOUV AGYw
TNG QIMOPPOPIAIAG, evw TO va @oBATal éva TraIdi PATIWG AIMOPPAYACEI
QVTIKATOTITPICEI TNV KATavONOoN TTOU €XEI TO TTAIdI TWV QUOIKWY CUUTITWHATWY

TTOU JTTOPEI Va TTPOKANBOUV 0av CUVETTEIQ TNG QINOPPOPIAIQG.

Nivakag 4.31: WuxOoueTpIKA XOPAKTNPIOTIKA TnG KAipakag “AYTO-
EIKONA”

HAikiokr oudda lll HAikiokr opddall HAIkiokr opddal
Ap1Budg (13-16 eTwv), N=10 (8-12 eTwv),N=9 (4-7 geTwV), N=2
EpWTNONG MT TA a- MT TA a- MT TA a-
1 140 | 25.1 | 0836 | 11.8 | 24.8 | 0.447 | 145 | 244 -
2 120 | 26.2 | 0.815 | 10.0 | 22.8 | 0.387 | 0.0 0.0 -
3 19.0 | 30.9 | 0.817 | 40.0 | 45.1 | 0.582
4 20.0 | 29.8 | 0.789 | 10.0  28.0 0.492
5 27.0 | 33.0 | 0.804 | 28.3 | 29.7 | 0.424
6 18.0 | 32.7 | 0823 | 0.0 0.0 | 0.501
7 5.0 125 | 0.833 | 21.8 | 26.5 | 0.362
8 24.0 | 33,5 | 0.807 | 28.3 | 28.1  0.332
9 29.0 | 344 | 0.834 | 15.0 | 35.1 | 0.584
10 23.0 | 33.8 | 0.833
Cronbach’s
0.837(0.722-0.918) 0.493(-0.006-0.802) 0.000 (-4.82-0.828)
a kai 95% AE

O ouvTeAeOTAG EOWTEPIKAG CUVETTEIOG Yia TNV NAIKIok: oudda Il (13-16
ETWV) €ival apKOUVTWG IKAVOTTOINTIKOG. [Na Tnv nAikiok opdda | (4-7 €Twv) dev
MTTOPOUME VO PIANCOUE YIO ECWTEPIKN CUVETTEIQ KOBOOOV uTTipxav uévo dUo
EPWTAOEIG, YIA TNV Mia €K TWV OTToiwv (“..vTPETTOUOUV YIa TNV AIHOoPPOPIAiIa
Mou”) 6Aeg ol atravtioeig ATav ol idlieg, dnAadr “moTe”. To idlo cuuPaivel Kal
oTnV avtiotoixn €pwtnon 6 yia Tnv nAikiokd oupdda Il (8-12 etwv). Mépav
TOUTOU O€ AuTH TNV KAIJOKQ yIO TTPWTN QOpAa eu@avifovTal TPEIG EpWTNAOEIS (3,
4 kai 9) mou ekppdalouv BTk oTdon (TT.X. 4- “...AUOUV IKAVOTTOINUEVOGS PE TO

OwMa Pou”) Kal TTou N Babuoloyia Toug ETTPETTE va avTioTpa@ei. MBavov va
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UTTAPEE MIa oUyXuon WG TTPOG TOV TPOTTO TTOU ETTPETTE VA ATTAVTNOOUV QUTEG Ol

EPWTNAOCEIC. ZTNV TTEPITITWON TTOU APAIPEBOUV QUTEG OI TPEIG EPWTAOEIS KABWG

Kdl N EpwTNON 6, oI evattopévouoes 5 epwToels (1, 2, 5, 7 kal 8) ouykpoTouv

éva apKeTA IKavoTroINTIKG ouvteAeoTr) Cronbach’s a=0.878 (95% AE 0.743-

0.954).
Nivakag 4.32: WuXOUETPIKA XOPOAKTNPIOTIKA Tng KAigakag
“OIKOrENEIA”
HAikiokr ouddalll HAikiokr opddall HAIkiokr opdda |
Ap1Budg (13-16 eTwv), N=8 (8-12 eTwv), N=5 (4-7 eTwv), N=4
EpWTNONG MT TA a- MT TA a- MT TA a-
1 18.0 327 | 0.879 | 58.3 | 38.6 @ 0.540 | 785 26.8 0.187
2 47.0 384 | 0.885 | 53.3  37.7  0.430 | 645 37.8 0.723
3 35.0 32.3 | 0.866 | 10.0 | 158 | 0.614 | 28.5 26.8 0.383
4 17.0 24.7 | 0.873 | 6.8 176 | 0.685 | 43.0 45.0 0.441
5 35.0 346 | 0872 | 283 | 31.2 | 0.745
6 10.0 26.0 | 0.895
7 8.0 18.7 | 0.894
8 19.0 28.2 | 0.870
Cronbach’s
0.893(0.816-0.946) 0.678(0.320-0.877) 0.529(-0.516-0.910)
a kal 95% AE

MNa yia akoun eopd o cuvteAeOTAG A&IOTTIOTIAS yia TRV NAIKIAkr opada i

(13-16 eTwv) ATav TTOAU KOASG, yia TNV nAikiakr opdda Il (8-12 eTwv) ATav

a1rodeKTOG AAAG ATAV XANNAGG yia TNV NAIKIOKH opada | (4-7 €Twv). OTwg

ATaV AVAPEVOUEVO Ta TTI0O YNAG oKop ATAV OTNV £pWTNON “..n UNTEPA Pou ATav

UTTEPTTPOOTATEUTIKN” aKoAouBouuevn ammd Tnv €pwtnon “...0 TTaATépag Hou

NTAV UTTEPTTPOOTATEUTIKOS” OAAG €ival uTTd aipeon av autd UTTOXPEWTIKA

ONMAivel JEIWPEVN TTOIOTNTA CWNG.
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MNivakag 4.33: WuXoueTPIKA XapaKTNPIOTIKA TNG KAipakag “@IAOI”

HAIkiakr} opdda lll HAIkiakr) opdda Il HAIkiakr} opddal
Ap1Buog (13-16 eTwv), N=4 (8-12 eTwv), N=4 (4-7 geTwv), N=1
EPWTNONG MT TA a- MT TA a- MT TA a-
1 43.0 | 357 | 0.761| 71.8 | 35.2 | 0.929 | 355 | 37.8 -
2 26.0 | 32.7 1 0.560| 25.0 | 28.4 | 0.743
3 14.0 | 24.0 | 0.635| 13.3 | 28.1 | 0.848
4 220 | 27.3 | 0573 | 25.0 | 314 | 0.730
Cronbach’s
0.699(0.446-0.854) 0.858(0.688-0.947) -
a kal 95% AE

21NV NAIKIakr) opdda | (4-7) Tou agopd otnv KAipaka “@IAOI” uttdpxel
MOVO MIO €PWTNOTN, ETTOPEVWG OEV PTTOPEI VO UTTAPXElI EOWTEPIKA OUVETTEIN
METAEU epwTNOEWV. 2TIGC AAAEC OUO nNAIKIOKEG OPAdEG O OUVTEAEOTAG
Cronbach’s a ATav apkeTd IkavoTroIinTIKOG, 101aiTEpa oTnV NAIKIakr oudda Il (8-
12 eTwv). To TTapddogo cival 6T N ammdAeiyn TngG epwtnong 1 Tmou divel Kal TO
MEYaAUTEPO Bdpog otn BaBuoAoyia TnNG KAipakag (“...urTopoloa va culntiow
ME TOUG @iAoug pou yia TNV aigoppo@iAia pou”) Ba odnyouoe ae PEYAAUTEPN
EOWTEPIK OUuVETTEID TNG KAipakag. @aivetar 611 uttdpxel okoua udia
TTPOKATAANWN 000V a@opd oTnv €AeUBepn oulATnon TrEPi TTPORBANUATWYV

UYEIag aKOUA Kal avApeoa o€ PIAOUG.
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Nivakag 4.34: WuXoueTPIKA XapaKTNPIOTIKA TNG KAipakag “YNMOZTHPIZH”

HAIkiakr) opdada lll HAIkiakr) opddall HAIkiakr) opédal
Ap1Buog (13-16 eTwv),N=4 (8-12 eTwv), N=4 (4-7 geTwv), N=0
EPWTNONG MT TA a- MT TA a- MT TA a-

1 46.0 28.6 -0.766 43.3 | 32.0 | 0.475

2 11.0 16.3 0.052 16.8 | 225 | 0.476

3 30.0 26.0 -0.401 41.8 | 30.9 | 0.417

4 13.0 19.3 0.058 15.0 | 18.4 | 0.470

Cronbach’s
-0.224(-1.253-0.405) 0.533(-0.025-0.825) -
a kal 95% AE

MNa tnv nAikiokr opada Il (8-12 eTwv) o cuvteAeoThig Cronbach’s a givail

MEV XaNNAGG aAAG uTTapkTOG. Ouwg otnv nAIkiakr opdda Il (13-16 €Twv) ol

epwTtnoelg dev  Tapoucidlouv  ammoAUTWG Kauia ouvox MeTatu Toud.

Emopévwg n utrootnpi¢n Tng utrapgng TnG KAipakag “YMOZTHPIZH” civai
TTPORANUATIKN.

Nivakag 4.35: WuxOoueTPIKA XAPOAKTNPIOTIKA TNG KAipakag “AAAOI

ANOPQMNOI”

HAIkiokr opdda lll HAIkiokr opdda ll HAikiokr opddal
Ap1Budg (13-16 eTwv), N=6 (8-12 eTwv), N=6 (4-7 geTwv), N=2
EpwTtnong MT TA a- MT TA a- MT TA a-
1 180 255 | 0646 | 50 | 194 | -0.151 | 215 | 394 -
2 140 26.1 | 0.776 | 6.8 | 17.6 | 0.299 | 215 | 394 -

3 80 | 173 | 0.615 | 3.3 | 129  0.200

4 15,0 239 | 0.712 | 13.3 | 24.8 | 0.442

5 6.0 | 149 | 0.754 | 11.8 | 28.1 | -0.228

6 6.0 | 166 | 0.650 | 50 | 194  0.225

Cronbach’s
0.734(0.533-0.868) 0.216(-0.615-0.698)
\a kal 95% AE
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21NV NAIKIOK oudda | (4-7 €Twv) ol atTavTAoEI§ oTIG dUO EPWTACEIS ATAV
TravopolétutteS. O ouvteAeoTr ¢ Cronbach’s a yia Tnv nAikiokA opdda Il (13-
16 €TWV) ATAV IKAVOTTOINTIKOG OAAG OTnv nAIKiokr, opdda Il (8-12 eTtwv) ol
EPWTNOEIG OEV €ixav OXeOOV KAUia EOWTEPIKI OCUVETTEIA. [evIKA o1 BabpoAoyieg

TWV EPWTACEWY O€ AUTA TNV KAIJOKA ATAV APKETA XAUNAEG.

MNivakag 4.36: WuXOUETPIKA XAPAKTNPIOTIKA TNG KAiJaKag

“AOAHZH/ZXOAEIO”
HAikiokr oudda lll HAIkiokr opdda ll HAIkiokr opdda |
Ap1Budg (13-16 eTwv), N=9 (8-12 eTwv),N=8 (4-7 eTwv), N=3
£pWTNONG MT TA a- MT TA a- MT TA a-
1 43.0 | 412 | 0.704 | 53.3 | 35.2 | 0.217 | 355 | 37.8 -
2 32.0 | 405 | 0.690 | 46.8 339  0.229 | 50.0 | 50.0 -
3 58.0 | 40.7 | 0.740 | 73.3 | 384 | 0.291 | 215 | 26.8 -
4 48.0 375 | 0.727 | 40.0 | 31.1 | 0.473
5 18.0 | 284 | 0.770 | 85.0 | 29.6 | 0.680
6 34.0 | 408 | 0.783 | 83 | 225 | 0.438
7 11.0 | 19.2 | 0.775 | 20.0 | 41.4 | 0.469
8 6.0 20.8 | 0.757 | 20.0 | 235 | 0.534
9 10.0 | 22.8 | 0.768
Cronbach’s
0.771(0.607-0.884) 0.485(-0.031-0.799) -
a kai 95% AE

MNa v nAikioky opdda | (4-7 €Twv) o ouvreAeoTg Cronbach’s a dev
MTTOPEl va uttoAoyioTel. Av Opwg €€aipebei N epwTnon 2, TOTE OI UTTOAOITTEG
OU0 epwWTNOEIG £XOUV £va IKAVOTTOINTIKO ouvTeAeoTh aglommoTiag (0.839). Mn
IKQVOTTOINTIKOG €ival Kal 0 ouvTeAeoTAG Cronbach’s a yia Tnv nAikiakr oudda ll

(8-12 eTwv), evwd avTiBeTa gival IKAVOTTOINTIKOG yia TNV nAIKIaKr oudda lll.
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Nivakag 4.37: WuXOUETPIKA XAPOAKTNPIOTIKA TNG KAipakag “IAIA

ANTIMETQMNIZH”

HAIkiakr opdda lll

HAIkiokr opdda ll

HAIkiokr opdda l

Ap1Budg (13-16 eTwv), N=7 (8-12 eTwv), N=7 (4-7 geTwv), N=0
£EpWTNONG MT TA a- MT TA a- MT TA | o-
1 21.0 34.4 | 0.752 | 45.0 | 34.3 0.457

2 21.0 26.7 1 0.754 233 | 221 0.569

3 17.0 258 | 0.653|51.8 | 37.2 0.564

4 19.0 25.3 1 0.608 | 25.0 | 28.4 0.638

5 15.0 239 1 0.638|15.0 | 184 0.565

6 15.0 228 10.611|1.8 6.5 0.657

7 12.0 24.1 1 0.684|6.8 20.0 0.700

Cronbach’s

a kal 95% AE

0.708(0.493-0.854)

0.643(0.276-0.861)

O ouvteAeoTng

EOWTEPIKAG OUVETTEIOG  yIa TNV KAipaka  “lAIA

ANTIMETQIMIZH” ATav ikavoTroinTikdg oTnv nAIKIakr oudada Il (13-16 €Twv)

Kal avekTog oTnVv nAIKIakr oudda Il (8-12 eTwv).
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Mivakag 4.38: WuXOUETPIKA XApOAKTNPIOTIKA TNG KAipakag “OEPAIEIA”

HAIkiakr) opdada lll HAIkiakr; opdda i HAIkiakr} opddal
Ap1Buog (13-16 eTwv), N=8 (8-12 eTwv), N=7 (4-7 eTwvV), N=2
EpwTtnong MT TA a- MT | TA a- MT TA | o-
1 4.0 11.8 0.785 | 0.0 0.0 0.799 |50.0 | 40.8 -
2 4.0 9.4 0.782 | 1.8 6.5 0.783 |43.0 | 45.0 -
3 2.0 6.9 0.804 | 0.0 0.0 0.799
4 27.0 314 0.758 |30.0 | 31.6 0.694
5 25.0 30.6 0.800 |16.8 | 29.4 0.725
6 22.0 30.0 0.751 |26.8 | 41.7 0.674
7 30.0 34.6 0.697 |18.3 | 25.8 0.674
8 27.0 38.1 0.702
Cronbach’s

0.789(0.636-0.894) 0.777(0.548-0.913) 0.808(-0.119-0.967)

a kal 95% AE

211G NAIKIOKEG opddeg Il (13-16 eTwv) kai 1l (8-12 €Twv) o1 aTTavTACEIG

OTIC TIPWTEG TPEIS EPWTACEIC (

QAIHOPPOPINIKWV”,

EUTTIOTOOUVN OTOUG VYIOTPOUG Kal TIG VOONAEUTPIES”) ATAV TTAVTA | OXEOOV

TavTa “ouvéxela”. O1 CUVTEAEOTEG ECWTEPIKAG CUVETTEIOG NTAV IKAVOTTOINTIKOI

KAl OTIG TPEIG NAIKIAKES OUADEG.

“...n OBepatreuTik  aywyr ATav  evTagel”

Kal

...UOUV IKQVOTTOINUEVOG QATTO TO KEVTPO

“...€ixa
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Nivakag 4.39: WuXOoUETPIKA XUPAKTNPIOTIKA TwV KAIJdkwv “MEAAON”

Kal “ZXEZEIZ” yia Tnv nAikiak opdda lll (13-16 eTwv)

Ap18u6g KAipaka “MEAAON”, N=4 KAipaka “ZXEZEIZ”, N=2

EPWTNONG MT TA a- MT TA a-
1 15.0 25.0 0.375 3.0 11.0 -
2 32.0 31.9 0.658 9.0 25.9 -
3 32.0 31.9 0.487
4 9.0 24.9 0.563

Cronbach’s

o Kt 95% AE 0.598(0.260-0.805) 0.740(0.409-0.885)

O1 kAipakeg “MEAAON” kai “XXEZEIX” utrdpxouv pgOvo oTnv NAIKIOKD
opdda Il (13-16 eTwv). O1 TECOEPEIG EPWTATEIS TTOU CUYKPOTOUV TNV KAipaka
‘MEAAON” &ev @aivetal va €XOUV IKAVOTTOINTIKA €0WTEPIKI) OUVETTEIQ.
AvTiBeta o1 dUo gpwTnoEIG TTou atrapTi(ouv TNV KAipaka “2XEZEIZ” gival 1o
OUVETTEIG JETALU TOUG Kal TO evOIaPEPOV gival OTI Kal OTIC OUO TO OKOp NATAV

QPKETA XAMNAD.

210 didypapua 4.1, TTapoucidlovTal CUVOTITIKA Ol CUVTEAECTEG AIOTTIOTIOG
(Cronbach’s a) Twv KAIJAKwYV yia TIG TPEIG NAIKIOKEG OpAdES. O opIfOVTIES
OIOKEKOPUEVEG YpaUUES Oeixvouv TO 6pio kKatd Nunnaly TTépav TOu OTToioU Ol
OuVvTEAEOTEC BewpouvTal IKkavoTroinTikoi. OTTwg deixvel To didypauua, yia tnv
nAIkiokA opdda Il (13-16 €Twv) av e¢aipéooupe TV KAipaka “YIMOZTHPIZH”,
OTTOU OgVv UTTAPXEI KOBOAOU EOWTEPIKA OUVETTEID, OXEOOV OAEG 01 UTTOAOITTEG
KAIJOKEG €ival IKAVOTTOINTIKA agIOTOTEG. 2€ auTtd OUUPBAAAoUV o1 akdAoubol
TTAPAYOVTEG: TTPWTOV UTTAPXEI IKAVOTTOINTIKOG apIBUOS epwTHOEWY OXeOOV O€
OAeC TIC KAIPOKEG, BEUTEPOV O APIBUOG TwV TTAIdILV OTN CUYKEKPIYEVN NAIKIOKA
opada egival IKavoTToINTIKOG Kal TPITOV 0€ aUTEG TIG NAIKIEG Ta TTaIdIG pdAAov
MTTOPOUV va  ATTOVIAOOUV HE HEYOAUTEPN OUVETTEID KOl  OKPIBEIa  OTIG
EPWTAOCEIG. TNV NAIKIOKA opdada Il (8-12 €TwWVv) UTTAPXOUV OPKETEG KAIMOKES E
TTPORBANUA ECWTEPIKAG CUVETTEIOGS. TO TTPOPRANUA €ival aKOUa YEYAAUTEPO OTNV

NAIKIOKA opada | (4-7 Twv).
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Aiaypappa 4.1:  ZuvoTITIKA TTOPOUCIACN TWV OUVTEAECTWV E0WTEPIKAG
ouvéttelag (Cronbach’s a) yia TIG KAIJOKESG TOU €pWTNUATOAOYIOU VIO TIG TPEIG

NAIKIOKEG OPADEG.
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Cronbach's a
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Nivakag 4.40: KAIMAKEZ EPQTHMATOAOIIOY

KAipaka Ovopacia KAipakag
A PYZIKH KATAZTAZH
B 2YNAIZOHMATIKH KATAXTAZH
r AYTO-EIKONA

A OIKOrENEIA

E ®INOI

z YMNOZTHPI=ZH

H AANOI ANOPQIMOI

o AOAHZH/ZXOAEIO

I ANTIMETQMIZH

K OEPATEIA

A MEAAON

M IXEZEIZ
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4.3 XapaKTNPIOTIKA TwV KAIMAKWY Tou gpwTtnuaroloyiou Haemo —
QoL Children I, 1, 1lI.

270V TrivaKka 4.41 TTapouciadovTal ol JEOEG TIMEG KAl TUTTIKEG OTTOKAIOEIG
yia TIG 12 KAIMOKEG VyIa TIGC TPEIG NAIKIOKEG OMAdEG KAIUAKWY TOu
epwtnuatoloyiou Haemo — QoL Children. MNapouaoiadeTal eTTiong Kal n péon
TIUA Kal TUTTIKA QTTOKAIoON yid TO OUVOAO TwV E€PWTACEWV Yia TO KAOe
EPWTNHATOASYIO.

Opeiletal va avagepBei O11 dev evdeikvuTal OTTOIOOATIOTE OTATIOTIKN
oUyKpION METAEU TWV HECWV TIMWV TWV KAIWAKwY péoa o€ KABE NnAIKIOKA
OMAda OTTWG Kal PETALU TWV NAIKIOKWY OPAdwvV yia Tnv KaBe kAipaka. O
Baoikog Adyog gival TTpo@avnG: N KABe KAipaka péoa o€ KABe nAIKIOKA oudda
dev dnuioupyndnke atrd akpIBWG TIG idIEC epwTAOEIC. MEpav ToUTou OUWG HIa

TTOIOTIKY) QTTOTIUNON TWV ATTOTEAECUATWY €ival Kal EQIKTA Kal ETTIBUUNTHA.
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Mivakag 4.41: XapaKTNPIOTIKA TWV KAIMAKWY TOU EPWTHHATOAOYIOU
Haemo — QoL Children I, II, 1ll.

HAIkiakr} opdda lll

HAIkiakr) opdda Il

HAIkiakr} opdda 1l

KAipaka (13-16 eTwv), N=25 (8-12 eTwv), N=15 (4-7 eTwv), N=7
MT TA MT TA MT TA
PYZIKH KATAZTAZH 20.9 20.4 20.0 22.6 32.1 24.9
ZYNAIZOHMATIKH
16.9 20.0 16.2 20.7 14.3 20.2
KATAZTAZH
AYTO-EIKONA
19.1 19.0 18.3 12.9 7.1 12.2
OIKOIENEIA
23.6 22.7 31.3 19.7 53.6 22.5
®INOI
26.3 21.9 33.8 25.9 35.7 37.8
YNOZTHPI=ZH
25.0 10.7 29.2 17.1 - -
AANOI ANOPQITOI
11.2 13.9 6.7 8.7 21.4 39.3
AOAHZH/ZXOAEIO
28.9 20.0 43.3 15.2 35.7 11.5
IAIA ANTIMETQMIZH 17.1 15.9 24.0 14.5 - -
OEPATIEIA
17.6 17.0 13.3 16.2 46.4 19.3
MEAAON
22.0 19.3 - - - -
2XEZEIZ
6.0 17.7 - - - -
2YNOAO
20.2 13.1 23.0 11.3 32.3 135

O1wg avaépbnke TTApaTTAVW, PE TOV TPOTTO TTOU £xel dnuIoupynBEi n

BaBuoAoyia yia Tnv KABe KAiJOKa Kal yia TO OUVOAO TwV €PWTNHATOAOYIWY, N

dlakupavon Tou okop e€ival 0-100, pe xaunAoTepeg PaBuoAoyieg va eival
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EVOEIKTIKEG KAAUTEPNG TTOIOTNTAG CWNG. 'ETOI, OTTWG OEiXVOUV OI JETEG TIUEG YIA
TO OUVOAO TWV EPWTNOEWV TWV EPWTNUATOAOYIWY, @aiveTal OTI n TTOIOTATA
CWAG TWV AIJOPPOPINIKWY  TTAIBIWY ToUu Oeiyuatog va  €ival  apKETA
IKOVOTTOINTIKY, ME KATTWG XeIPOTEPN PabuoAloyia otnv nAikiokr opada | (4-7
ETWV).

TNV nAIkiak opada Il (13-16 eTwv) n xeipdtepn BabuoAoyia eivalr otnv
KAipaka “AGAHZH/ZXOAEIO”. To idio 1oxUel Kal oTnV NAIKIaKR opdada Il (8-12
ETWV), VW 0TNV NAIKIOKA oudda | (4-7€Twv) o1 XeIpoTEPEG Babuoloyieg gival
oTIG KAipakeg “OIKOIMENEIA” kai “OEPATIEIA”.

4.4 TuoxeTioEIg HETASU TWV BaBuOAOYIWV TWV EPpWTNHATOAOYIWV Kal

TNV KAIVIKA €1IKOVA TV TTaISIWV.

ATIO Ta 25 TTaudid NG NAIKIAKNAG opdadag Il (13-16 eTwv) Ta 16 dev gixav
Kavéva aigapBpo oToug TeAeuTaioug 12 priveg Kail Ta uttoAoitTa 9 gixav €va n
Kal TreplocoTepa aipapBpa. Omwg deixvel 10 diaypauua 4.2 1a Taidi& Pe
aipapBpa oToug TeEAEUTAIOUG 12 PrVEC €ixav OTATIOTIKA GNUAVTIKA UYPNAOTEPES
pMéoeg TINEG TOOO OTO OUVOAO, 60O Kal OTIG TTEPICOOTEPEG KAIUAKEG TOU
epwTtnuartoloyiou. O1 oTaATIOTIKEG OUyKpioelg €yivav pe 1o t-test yia duo
avetdptnta OciypaTta. Autd OnAwvel XapnAotepn toiotTnTa (WNG TTOU €XEI
Aueon OUuoxETION MPE TNV UTTapén aigoppaylwyv. H pn Utrapén oTaTioTIKA
onMavTiKAG d1a@opds oTiG KAipakeg “@IAOI” kar “YTTOZTHPIZH” tinydder amd
TO yeyovog OTI oI KAIJOKEG auTéG Bev avagépovTal atmeudeiag otnv TroldTnTa
CwNG TTou oxeTiCeTal YE Ta eTTAKOAoOUBa TNG aluoppo@IAiag Tou TTaidiou.

H Ummapén autwyv Twv ONUAVTIKWY CUCXETIOEWV QTTOTEAEI €V PEPEI KOl
MIa €uueon emBeBaiwon TNG eykupOTNTAG TOU g€pwTnPaToloyiou atd Tnv
armown OTI N UTTapén aIndPOpwWV TTPOPAVWG CUVADEI PE PEIWMPEVN TTOIOTNTA

CWNG TWV AIIOPPOPIAIKWY TTAIDIWV.
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AIATPAMMA 4.2

AIMAPOPA ZTOYE TEAEYTAIOY 12 MHNEZ
ONAI (M=) mOXI {(N=106)

*k
DYEIKH = :
KATASTAZH [
* &
LYNAIEOHMATIKH }
KATAZTAEZH T N
*
o —f
AYTO-EIKONA ‘
* k
1
OIKONEMNELA __ |
e .
e
*
AAAOL ANGPQIIOL -;‘— .
*
ABAHEHEXOAEID - I
*
ANTIMETOIIEH __1—>—|—< ok
BEPAITELA ‘ I
*k
VEMOY
I—:—I
ENEZELD
*
SO
0 10 20 30 40 50

BAGMOADDITA KAIMAKAY

Aidypappa 4.2. Méoeg TINEG KAl TUTTIKA OQAAPOTA TWV KAINAKWY KOl TOU

OUVOAOU TOU epwTnuaToAoyiou yia TRV NAIKIAkr opdada Il yia TTaidid xwpig Kai

ME aipapBpa Toug TeAeuTaioug 12 priveg. AUO AOTEPIOKOI UTTOBEIKVUOUV
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OTATIOTIKA ONUAVTIKA dla@opd PETAEU TwV TTAIBIWV PE Kal XwpIg aipapbpa o€
etriTredo p<0.01 kal Evag aoTePIOKOG UTTOdNAOI OTATIOTIKA ONUAVTIKR dlapopd

oe emitredo p<0.05 .

Ta idla TTEPITTOU OTTOTEAEOPATA TTAPEXOUV KAl Ol OUYKPIOEIG METAGU
bV Xwpeic aipapbpa Tov TeAeuTaio uAva (N=19) kal pe aipapBpa Tov

TeAeuTaio pva (N=6) (Aidypauua 4.3).

Ailaypappa 4.3 MEOEG TIHEG KAl TUTTIKA OQAAUATA TwV KAIMAKWY KAl TOU

OuVOAOU TOU gpwTnuaTtoAoyiou yia TNV NAIKiakr opdada lll yia TTaidid Xxwpig Kai
ME aipapBpa Tov TeAeuTaio priva. AUo aoTePioKOl UTTOOEIKVUOUV OTATIOTIKA
onPavTikn diagopd HETAEU Twv TTAIdIWV PE KAl XWPIC aipapBpa ot eTiTedo
p<0.01 kai évag aoTePioKOg uTTodNAOi OTATIOTIKG onPavTikh dlagopd o€

etritredo p<0.05 .
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AIATPAMMA 4.3

AIMAP®PA ETON TEAEYTAIO MHNA
ONAI (N=9) mOXI (N=16)

OYEIKH
KATAXTAZH

ZYNAIZOHMATIKH
KATAXTATZH

AYTO-EIKONA

OIKOI'ENEIA

DOIAOI

YIIOZTHPIZH

AAAOT ANGPQIIOL

AGAHEH/EZXOAEIO

ANTIMETQITIEH

GHEPATIEIA

MEAAON

LXEZEIE
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AIATPAMMA 4.4

s I on
- L] (]
»*

]
o

BaBuoAoyia kKAipakag

—_—
o
—

QOuada A Opada B Opada [

Aiaypappa 4.4 Méoeg TIHEG (KAl TUTTIKA Oo@AApaTa) TnNG PaBuoAoyiog

oTnv KAipaka “©EPATIEIA” yia TIG TpEIS opadeg TNG nAIaknig katnyopiag Il (13-
16 €TWV).

Oudda A — MNMaidid xwpig aipapBpo Toug TeEAeUTaioUG 12 PHAVES

Oudda B — Maidiad pe aipapbpa Toug TeEAeuTaioug 12 priveg aAAd éx1 Tov
TeEAEUTAIO PAva

Ouada C — Maidia pe aipapbpa Tov TEAEUTAIO Prva

O1 aoTepiokol utTTodnAWvVoOUV OTATIOTIKA onuavTik dlogopd Tng péong
TIUAS TNG PaBuoAoyiag TNG opadag amd TN péon TIWR TNG Babuoloyiag Tng
TTponyouuevng ouddag oe etiredo p<0.05.

2TNV oucia n oxéon PETatu TNG avTiAnwng Twv TTaIdIWV yia TNV TToIdéTNTA
CWAG Kal ToV XpOVO TTaPOoUCiag TwV TEAEUTAIwWY aludpBpwy gival akoua TTio
appnkTn. 21N nAIKiokA opdda Il (13-16 eTwv) ummdpxouv 15 TTaudid TTOU dev
gixav kavéva aipapBpo Toug TeAeutaioug 12 urveg (Oudda A), 5 Taidid TTou
gixav aipapBpo Toug TEAeuTaioug 12 priveg aAAd Ox1 Tov TeAeuTaio uAva
(Ouada B) kai GAAa 5 TTaudid 1Tou gixav aipapBpo Tov TeAeuTaio prva (Oudda
). 10 didypauua 4.4 mTapoucidlovtal O HEOEG TIUEG TNG BaBuoloyiag oTnv
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KAipaka “©EPATIEIA” yia TiIg Tpelg opddeg. H avdAuon diactropdg Tng
BaBuoAoyiag otnv kKAipaka pe TTapdyovra Tnv opdda atrédelfe OTI UTTAPXEI
OTATIOTIKA ONPAVTIK d1agopd NETAEU Twv opddwyv (F(2,22)=13.6, p<0.01). O
post-hoc ouykpioeig pe Bonferroni correction amédeige 011 N oydda B €xel
OTATIOTIKA ONUAvTIKA uwnASTepn péon TiWR atrd Tnv opdda A (p<0.05). Mg n
ocIpA TNG N OPAda [T €xEl OTATIOTIKA ONUAVTIKA uWnAOTEPN PEON TIMA ATTO TNV
opdda B (p<0.05). Aaupdavovrag utmdyn TIWG OAEG Ol EPWTNOEIS TOU
EpwWTNUATOAOYIOU pwTOUV Yia TNV aicBnon Tou TTaidiou KaTd Tn dIAPKEIa TwV 4
TeAeuTaiwy eBOONAdWY, N AvTIAnYWN TWV TTAIBIWY YIa PJEIWPEVN TTOIOTATA (WG
oTnNV TEPITITWON TTOU gixav TTpdo@aTta aipapbpa cival JadAAov autovonTn. Ao
QuTH TNV

ammoyn 10 gpwTnuatoAdylo Haemo — QoL Children cwotd €ivar va

Bewpeital wg epwTtnuaToAdyio KatdoTtaong (state questionnaire).

AIATPAMMA 4.5

40

Qo
o

Bo2 I

Zuvohlkn BaBuoioyia
EQWTNUATOADYIOU
)

o

—
o
iy
-
LO

Hma [ peong Baputniag Bapeia
BapuTtnTa

Aiaypaupa 4.5 Méoec TiuéG TnNG PBaBuoAoyiag yia To GUVOAO Tou

epwTnuartoloyiou og oxéon ue TN BapuTnta TG vooou yia Ta Taidid 13-16

ETWV.
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O aoTepiokog UTTOBEIKVUEI OTATIOTIKA onUAvTIKA dla@opd peTagu Twv U0
oMAdwvV o¢ tTiTredo p<0.05.

Evdlogépov TTapoucidlouv Ta ATTOTEAEOUATA TTOU TTapouciddovTal OTO
diaypapua 4.5. 21nv nAikiok opada Il (13-16 etwv) Ta 19 Tadid pe Bapeia
HOP®N aluopPO@INIAG €iXav OTATIOTIKA ONUAVTIKA KAAUTEPN OUVOAIKN TTOI0TNTA

CwNAG atrd Ta 6 TTaudid ATTIag fp uéong PapuTnTag (1(23)=2.3, p=0.029).

AUTO gv PEpEl gival aTTOPPOIA TOU YEYOVOTOG OTI Ta 4 0T 6 (66.7%) TTaIdId
ATTIOG 1 MEONG PapuTnTaG Eixav aipapbpa Toug TeAeuTaioug 12 YRveg evw atro
Ta 19 Tadid pe Bapeia pop@r povo Ta 5 (26.3%) eixav aipapBpa Toug
TEAeUTAiOUG 12 prveg Kal OTTwWG €xel AdN atrodeIxTei N avriAnyn yia tnv

TToIOTNTA CWNG EXEI AUEDCN OXEON UE TA aipapbpa.
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5. 2YZHTHZzH

O 6pog moidTNTa CWNG €ival TToAudidoTatog TrepiAauBdver: a) Tnv
UTTOKEIYEVIKH ATTOTINNON TNG AEITOUPYIKNG KATACTAONG TOU ATOPOU (OCWHATIKAG
Kal WUXIKAG), B) TNV aAAnAeTmidpacn Tng KATACTOONG TNG UYEIOG WE TN
AEITOUPYIKOTNTA TOU, Y) TOV TTPOCOIOPIOHO TNG AEITOUPYIKOTNTAG, OTOUG TOMEIG
EKEIVOUG TTOU €ival ATTAPAiTNTOl, WOTE TO ATOPO VA UTTOPEI VA TTPAYUOATOTIOIE
TOUG E£TIOIWKOUEVOUG OTOXOUG TNG (wrig Tou (Kaplan, Bush, 1982).

Ta 6pyava ekTipnong TNG TToIOTATAG (WG €ival duvaTtov va dlakpIBouv o€
YEVIKNG XPRoews KAipakeg kal €10IKAG ava aoBéveia. O1 TTpwTEG apopouv
€VVOIEC VEVIKAG uyeiag, dAoxeta amd Tnv Talnon, uyeia, nAikia kai
eQappolovTal o€ dIAPOPETIKEG OPAdES TTANBUCHOU. O1 deUTEPES ATTEUOUVOVTAI
o€ TTANBUCPO PE MIO OUYKEKPIYEVN TTABNON Kal €ival IO €EEIBIKEUPEVES KOl
euaiobnTeg wg Tpog Tnv TTaBoAoyikA KatdoTaon.

2TNV TTapouca MPEAETN, TToIOTNTA CWNG TWV AIMOPPOPIAIKWY TTAIDIWY,
EKTINNONKE PE Ta dIATTIOTEUMEVA TTAEOV epwTNPaTOAOyIa Haemo-QoL L ILIII, Ta
otroia oxedidotnkav atd Toug Mackensen & Bullinger kal yeTa@paoTnkav o€
33 YAwooeg. ApXIKA eKTIUABNKE N ECWTEPIKA CUVETTEIQ JETAEU TWV EPWTHOEWV
NG KABE KAipakag pe Tov ouvteAeoTry Cronbach's a kal diamoTwenke o1 ATAV
OPKETA IKAVOTTOINTIKK, OIOTI OTIG TTEPICCOTEPES TWV EPWTHOEWY O OUVTEAEOTAG
nTav >0,70 pe KOAUTEPN EOWTEPIKI) CUVETTEIO va @aiveTal OTI UTTAPXElI OTNV
nAikioky oudda Il (13-16 €Twv), Kal XaunAdTEPO oTnV nAIkiaki oudda | (4-7
ETWV), OTTWG TTAPATHPENOCAV KAl Ol KATAOKEUAOTEG TWV EPWTNUATOAOYIWV.

O1 péoeg TIHEG OTO OUVOAO TWV EPWTACEWV TWV EPWTNUATOAOYIWV gival
EVOEIKTIKEG TNG KAANG TToIOTNTAG (WAG TWV TTAIBIWV PE QINOPPOPIAIQ, EQOCOV
ol xaunAotepeg Pabuoloyieg deixvouv kaAuTtepn troidTnTa JWrg. XelipoTEPN
BaBuoAoyia utnpée otnv nAIKiokA oudda |, oTic kKAipakeg "OIKOIMENEIA" kai
"OEPAMEIA" kai oTig ouddeg Il, 1l otnv kAipaka "AGAHZH/ZXOAEIO".
Qaiveral, 611 n Beparreia (EVOOPAEBIEG €yXUOEIG) KAl Ol UTTEPTTPOCTATEUTIKOI
yoveic, emnpeddouv apvnTikG tnv 1oidTNTa (WNAG TWV MIKPWY acBEVWY, EVW
OTIC MEYAAUTEPES NAIKIEG oI TTAPAPETPOI TNG ABANONG Kal TOu OXOAgiou eival

TTOU ETTIOPOUV TTEPICCOTEPO. TaA PEYOAUTEPQ TTAIDIG EVOEXOUEVWG EXOUV TTAEOV
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€CoIKEIWOEI pe TNV evOOQAEPIa  Bepartreia, v oI OXEOEIS TNG OIKOYEVEIQG,
Exouv Bpei BEoeIg 1I00ppoTTiag "ouv TW XPovw".

O1 OUYKpPIOEIG TWV OUVTEAECTWV QEIOTTIOTIOG METAEU TWV OPAdWYV Oev
gival e@IkTr 1010iTEPA OOV aopd oTnV opdda | (4-7 €Twv), dIOTI O KAIMOKEG
mOavov va pnv é€xouv ToV id10 apIBuo kai Tnv idla dIaTUTTWON Kal YIATi Ol
QTTAVTAOEIS OTIC AANeG dUO opddeg eival TreviaBdaduieg, evw otnv | €ival
TPIBGBUIEG. ETTITTAEOV O ApPIOUOG TWV TTAIBIWY TTOU CUMHETEIXAV BeV gival idI0g
o€ OAEG TIG OPADEG.

O ouvreheotiig aglomoTiag otn didotaon "OYZIKH KATAXTAZH" civai
KaAOG >0,7 yia TIg opadeg |, 1, pe e€aipeon Tnv epwTtnon 7 "@OoROPOUV UATTWG
XTUTTAOW" TTOU TTPO@avwG Oev €XEl APECN aAva@opd OTnN QUOIKN KATAOTAON
TOU TTaIBIOU AAAG OTO TTWG AIoBAveTal TO TTAIDI.

Ooov agopda tnv diactaon "XYNAIZOHMATA" o Cronbach's-a eivai
IKQVOTTOINTIKOG Kal OTIG 3 NAIKIOKEG ouadeg (>0,7), ue €€aipeon Tnv epwTtnon 8
"aio00avopouv 6T o1 @iAol pou pE aTTEKAEIQV", TNG OTTOIAG N CUVEICPOPA OTO
TEANIKO OKOp €ival TTOAU MIKPr Kal N atraAsiwr Tng 8a odnyouoe oTnv augnon
Tou ouvteAeoT atd 10 0,893 og 0,910. Autd icwg va cupPBaiver dIGTI Evw Ol
UTTOAOITTEG EPWTACEIC avaPEPOVTAI O€ CUVAIoOAPaTa TwV TTaIdIWY EEQITIAC TNG
QIMOPPOPINIAG, N CUYKEKPIPEVN epwTnon 8 Kal Aiyotepo n 6 "aioBavououv
Movadld egauTiag TnNG aIoppo@IAiag pou”, meavov va gival atmoTEAEoUA TTou
eCaptatar amd Tpitouc. O1 avTioToIXEG UWNAEC HECEC TIWEG >25, Twv
TTAPATTAVW OUO KAIJAKWY UTTOONAWVOUV OTI Ol €PWTACEIG CUVEICPEPOUV
ONUAVTIKA oTn  OIaNOPPWON TOU OUVOAIKOU OKOP TwV KAIHAKWY  Kal
dnuIoupyouv HIO WEeUdWGS apvnTIKA €IKOVA TnNG TroIdétnTag (wng Kal otnv
"OYZIKH KATAZTAZH" kai otn "XYNAIZOHMATIKH KATAZTAZH". leviké
OMWG AVTIKATOTITPICOUV HIa KAAN TTOI0TNTA (WAG.

21nv  kKAigaka "AYTOEIKONA" o ouvTeAeoTG aglommoTiag — Eival
IKOVOTTOINTIKOG e €Caipeon TNV nAIKia 4-7 €Twv, 8I16TI UTTAPXOUV HOVO 2
EPWTACEIC KAl OTAV MIA €K TWV OTTOIWV  "VTPETTOPOUV YIa TNV AIOPPOPIAia
TTou", oI atravtAcelg ATav idleg, dnAadn "moTe", dTTwG Kal otnv nAIkia 8-12.
EmtAéov o' auTh TNV KAigaka gpgavidovral TTpwTn @opd 3 epwTioclg (3,4,9)
TTOU eK@PACouUV BETIKA) OTAON, TI.X £€pWTNON 4 "APOUV IKAVOTTOINKEVOG PE TO

owpa pou" oTIg oTroieg n PaBuoloyia £mpetre va avtioTpagei. MMBavov va
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utTAPEE OUYXUON WG TTPOG TOV TPOTTO ATTAVTNONG TOUG. 2TNnV TTEPITITWON TTOU
a@aIpeBoUV 0 CUVTEAEOTAG Eival IKAVOTTOINTIKOG.

2tnv "OIKOIENEIA" epgavietal TrpoBANUATIKOG, OTTWGS Kal 0TNV KAiJoKa
"®INOI", ekt6¢ amd v nAikia I, 1ll. To mmapddofo eivar 611 oTn KAigoka
"®IAOI" av agaipedei n epwTnon "uTTopoloa va PMIAAOW PE TOUG QiAoug pou
ylia TNV aigoppo@IAia pou”, Ba gixe KAAUTEPN ECWTEPIKI) TUVOXH, YEYOVOG TTOU
iOWG aTTOdEIKVUEI OTI N APPWOTIA BEV PTTOPEI EUKOAQ va oculnTnoOEi.

Emiong kai o1 kAipakeg "YTTOZTHPI=H", "AAAOI ANOPQITOI" kai "IAIA
ANTIMETQIIZH" €xouv IKavoTToINTIKO OUVTEAEDTH], EVW XEIPOTEPO £XOUV Ol
KAipakeg "YTMOZTHPIZH" kai "AOAHZH/ZXOAEIO". %1n 0eltepn autd
mOavov va cupfaivel AOyw Twv TTEPIOPICUWY TTOU QVTIMETWTTI(OUV OTO va
aoxoAnbouv pe 1o ayatTnuévo Toug ABAnua, TTou 0To GUVOAG Toug dnAwoav
OTI €ival TO TTOOOCPAIPO.

Ooov agopd 1n "OEPATIEIA", gepugavileTal KOAN €0WTEPIKI CUVETTEIQ Kal
oTI 3 nAIKIEG, YyeyYovOG TTOU Onuaivel o011 n KoAf T1To10TNTa CWAG TWV
QIMOPPOPINIKWY TTAIBIWV OXETICETAI YE TNV Bepartreia TO00 O€ ETITTEdO  TNG
BepaTreUTIKAG TTapéuPaons authg KaBautrg, 600 Kal OTo €mTEdO TWV
@POVTIOTWY ,0AAG Kal TOU KEVTPOU OepaTtreiag, OTTWG ATTOTUTTWVETAI OTIG
QTTAVTAOEIG.

2UVOAIKG oTnv nAikiokrp opdda lll, av egaipéooupe TNV  KAipaka
"YTIOZTHPI=ZH", 6Aec o1 UTTOAOITTEG KAIMAKEG Eival IKAVOTTOINTIKA Q&IOTTIOTEG.
2€ auTO GUPPBAAAEI TO yeyovog OTI 0 apIBUOS TWV CUPUETEXOVTWY TTaIdIWV Eival
IKQVOTTOINTIKOG Kal aKOPN OTI N avTiAnyr Toug €ival KAAUTEPN Kal YTTOPOUV Va
QTTAVTIOOUV PE HEYAAUTEPN AKPIBEIO OTIC EPWTAOEIG.

Oocov agopd TIC alpoppayiec/aipyapBpa  otnv  oupdda I, utmpge
OTATIOTIKA onpavTikA diagopd (p<0,01), peTagu Twv TTadiwyv PE aipapbpa Kai
XWPIg aipapBpa Toug TeAeuTaioug 12 Priveg, OTTWG Kal Tov TeEAeuTaio prva. H
avTiAnwn Twv TTaAIdIWV Yia PeiwPévn TToIdTNTA WNAG OTNV TTEPITITWON TTOU  TA
maidid eixav TTpoo@aTa aipapbpa, €ival autovontn MIOG KAl TO TTPOCQPATO
oupBav, gival autd TTou Kupiwg BupouvTal.

2NV KAipaka "OEPATMEIA", ouykpivoviag TIG OMAOEG TWV TTAIBIWV:
a)TTaIdId Xwpig aipapBbpo Toug TeAeuTaioug 12 pnveg, B) TTaidid pe aipapbpa
TOug TeAeuTaioug 12 pAveg, aAAd Ox1 Tov TeAeuTaio pAva Kai y) TTaildid e
aipapBpa Tov TeAeuTaio MAva, PBpPEONKE OTATIOTIKA ONPAVTIKA dlagopd
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QvAUECQ OTIG OPAdEG B Kal vy, Je Ta TTaIdIQ TTOU ETTAlpVAV Bepatreia Kal dev
gixav aipapBpo Toug TeAeuTaioug 12 PAveg, va eu@aviouv KaAUTePN TTOIOTNTA
CWNAG, OTTWG ATAV AVAUEVOUEVO.

Evdiogpépov TTapoucidlouv Ta atroteAéopara otnv nAikiakry opada |l
KATd Tnv oTroia Ta TTaudid Ye Bapeld aIopPOoPIAia, gixav OTATIOTIKA CNUAVTIKA
KaAUTepn TroidétnTa {wAG atrd Ta TTaIdId Pe ATTAg A péong BapuTtntag
aioppo@iAia. Agilel va onuelwdei, OTI PETALU Twv TTAIdIWV ME Bapeld
aigoppo@iAia ATav TTaIdIA TTouU gixav avattugel avaoTaATég, (N=14), Ta otToia
€XOUV 1I0TOPIKO TTOAAWV CORAPWYV QINOPPAYIKWY ETTEICOSIWV OTO TTAPEABOY,
OPKETWV VOONA&IwWV KABWG Kal XpAong Kevipikwy kabetpwv (Port-a-cath).
2TN @ACN CUPTTANPWONG TOU €pWTNUOTOAOYIOU OUWG, OAa Ta TTaIdIA €ixav
eCaAeiyel TOV avaoTOATH), META ATTO ETTITUXN Bepatreia avoooavtoxng Kal
akoAouBouoav cuoTnuaTika Bepatreia TTpo@uAagng. daivetal 6T o1 aoBeveig
TTOU TTapakoAouBoluvTal CuoTNUOTIKA Kal UTTORAGAAOVTQI O€ CUCTNPATIKA
aywyn, £Xouv KaAUTepN TTOI0TNTA CWAG O CUYKPION UE EKEIVOUG TTOU AV KAl PE
ATTI0 vOonua dev £XOUV avAyKn CUCTNUATIKAG I0TPIKAG @POVTIdAG.

Eival yvwoté e Baon tn 01€6v BiBAIoypagia o611 o1 acBeveic pe Ama
aigoppo@IAia, 1Id1aiTepa otV NAIKIOK opdda lll, ytTopei va TTapoucidocouv
o¢éa ooBapd aigoppayikd eTTeIcddIa, Adyw dPaCTNPIOTATWY CUVAPWY HUE TNV
nAIKia Toug (€pnpol), TTou aTTOTEAOUV  WUXOTPAUUOTIKEG EWTTEIPIEG VIO TOUG
idlI0UG, XWPIG TTPONYOUNEVO IOTOPIKO AVAAOYNG EPTTEIPIOG.

OT1rwg TpokUTITEl, TO Haemo-QolL, pytropei va eQappooTei 0Tn ouada Twv
TTaIdIWV PE aigoppo@IAia kal va Bondnoel otnv BeATiwon TNG TTOIOTNTAG (WG
Toug, divovtag gpebiopaTta yia KAAUTEPO OXEDIAOPO Kal TTPOYPAUMOTA TETOIA
TTOU Ba TTPOCPEPOUV KAAUTEPEG UTTNPETIEG OTA AINOPPOPIAIKA TTaIdIA.

Meplopiopoi TNG TTapouoag PEAETNG pTTopoUV va BewpnBouv: a) dev gival
TTOAUKEVTPIKA KOBWGS Ta TTaIBIA TTOU CUMMETEIXAV ATAV HOVO aTTO éva KEVTPO
(Maidwv "Ayia Zogia"), B) To deiyua oTIG MIKPES NAIKIEG AOYW TNG OTTAVIOTNTAG

TOU VOOHATOG €ival PIKPO .
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6. ZYMIMNEPAZMATA

ATIO TNV HEAETN TTPoéKuWe OTI n ToI0TNTa (WNRG Twv TTAIdIWY  JE
aioppo@IAia gival KA, yeyovog TTou OXETICeETal hE DIAPOPOUG TTAPAYOVTEG,
OTTWG O ApPIBUOG TwV aloppayIwV/aINAPBpwWY, TNG BepatTeiag,aAAG Kal Tou
Xpovou évapéng TnG.

Otav ol aoBeveic Eekivijoouv €ykaipa TTPOPUAAEN, TOTE 0 apIBUOS Twv
AIOPPAYIWV/AINAPOPWY HEIWVETAI ONUAVTIKA PE ATTOTEAEOUA AIyOTEPO TTOVO
KAl avaTrnpieg, YEYOvOG TTOU QTTOTUTTWVEL €va KAAUTEPO ETTITTEDO TTOIOTNTOG
(wnAg, Tapd Tn PapuTtnta TNG voéoou. ATTodEIKvUETAl €TTioNG, 0TI To Haemo-
QoL, atroteAei éva €ykupo epyaAeio pETpnong TG ToidTNTAG (WG TWwV
TAIdIWV ME QIMOPPOPIAIQ, KAl WG €K TOUTOU, WTTOPEI va XPNOIPOTTOINBEi
EKTEVEOTEPA TTPOKEIMEVOU VA VYiVEI IO EKTINON TNG TToIoTNTAG (WNG OTO
oUvoAO Tou TTANBUCPOU TWV AINOPPOPIAIKWY TTaIdIWY. Ta ammoTeAéouaTa TNG
€PEUVAG, OCUMPWVOUV €V UEPEl ME TTapOuoleG €peuveg aTn BiBAloypagia. Ol
OTTOIEG DIAPOPOTTOINCEIG UE AOITTEG QVTIOTOIXEG MEAETEG, DIKAIOAOyOUVTAl ATTO
TO YEYOVOG OTI TTPOKEITAI VIO EPEUVEG PE DIAPOPETIKO TTANBUCUO.

Mepaitépw PEAETN XpEIGZeTal yIa va agloAoynBouv ol TTapePPACEIS, OTTWG
Ol OTTOiEC TTPETTEI VA yivouv woTe TToIdTNTa (WNAG TWV TTAIdIWV Kal EQAPWY HE
aioppo@iAia va eival n BEATIOTN Kal va pnv OlI0QEPEl OTTO TOU YEVIKOTEPOU

TTANBUoPOU TTaIdIWV KOl €QRBWV.
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EONIKO ZYLTHMA YIEIAL
AAIGIKHIH YTEIONOMIKHI NEPIOEPEIAL ATTIKHY
FENIKO NOZOKOMEIO TTAIAON « H ATIA ZO®MIA »

EMIETHMONIKO X YMBOYAIO
MPOZ: k. KRNZTANTINA MANATIQTOIMOYAOQY

ANOXMNAXMA MPAKTIKOY ZYNEAPIAZEQS 01-02-18

MAPONTEZ :

FEQPIIOX XPOY:OX, MPOEAPOX EMIZTHMONIKOY XYMBOYAIOY, Ka®nynric-
AleuBuvTAg A’ NMaiBiarpikng KAivikng Mavemortnpiou ABnvov

XPIZTINA KANAKA-GANTENBEIN, ANAMAHPQMATIKO MEAOZ, Ka®nyhnrpia
Naidiarpikng EvdokpivoAoyiag A™ Maidiarpikng KAivikng Mavemiornuiou ABnvav
ZOYATANA ZIAXANIAOY, MEAOZ, AvanAnporpia KaBnynrpia Maidiarpikng-
Neoyvohoyiag A’ Maidiarpikng KAivikrg Maveniornuiou ABnveav

EYOYMIA TZINA, MEAOZ, EmpeAnTpia A° OpOaipoloyiag

ANAZTAZIA MHAIXOY, MEAOZ, EmipeAnTpia B' OpBonaidikng

AZHMINA MAAAIOAOIOY, MEAOZ, Eidikeuopcevn NMaiSoyuyiarpikng

ANNA-MAPIA TZIAIA, MEAOZ, ME Wuyoloywv

BAZIAEIOZ ZYPIIAMIQTHE, MEAQZ, TE Padiohoyiag-AkTivoloyiag

EY®POXYNH BAAXIQTH, MEAOZ, NE NoonAsuTIKAG

OEMA : 'Eykpion Siefaywyng HeAETng pe TitAo «Moiotnra {wrg naidiov ME
aljoppo®iAia»

EnioTnpovika YneuOuvog: k. EYAITEAIA XAPMANAAPH, Ka9nynrpia Maidiarpikig-
NMaidiarpikng Ev3okpivoloyiag, A" Maiwdiarpik Khvikn Mavemornpiou ABnvav

IXET. : Ap.npoer, 1868/22-01-18

To EmioTnuovikd ZupBolAio kata Tnv cuvedpiaor Tou omic 01 ®eBpouapiou 2018 £Aape
undWn TOU TNV avwTépw aitnon Tng K. Euayyehiag Xappavdapn, KaBnynrpiag MaidiaTpikng -
NaidiaTpikng Evdokpivoloyiag Tng A Nadiatpikic KAIVIKNG Tou MavenioTnyiou ABnvay, nou
agopd aTnv £ykpion SIEEaywyng UEAETNE Le TiTAO «IMoioTnTa (Wi Naidiny PE aQIopROMIAIa».
YoTrepa anod PEAETN kar avaAiuTiki culfTnon, dlanioTwlnke OTI np avewTEpw  PEAETN, N onoia
gknoveital oTa nAgicla TG dINAWUATIKAG €pyaciag TNG HETANTUXIAKNS QOITNTPIAS K.
KwvoTavrivag Mavayiwtonotiou oto MMZ «Khivikn Maidiatpikn kar NoonAeuTikn Epeuva» g
LaTpikng 2X0ANG Tou EKMA & Tou Tunuatog NoonAeuTikng ATEL ABrivac, ninpoi OAeC TIG
npolinoBeosic yia T OdleEaywyn TNG Kal ONWG avaQepeTal dev Ba UNAPXEl OIKOVOIKD
EMBAPUVON Yid TO VOOOKOWEIO,
Karorniv TouTwy, opdpwva To EnoTnuoviko ZupPoUAio sionyeital Tny gykpion SieEaywyne Tng
AQVOTEPW PEAETNG, KABWG Kal TNV EYKPION TWV TUVODEUTIKMY EYYPAMWV. ZUYKEKPIUEVA:

1. TMpWTOKOAAO HEAETNG
ARAwan nAnpogopnuévng ouykatabeaong
EpwrnpaTtoAdyio Haemo-Qol I yia naidid nAikiag 4-7 erav
EpwTtnuaTtoAoyio Haemo-Qol IT yia naidid nAikiag 8-12 etawv
EpwTnuaTtoioyio Haemo-Qol III yia naidia nhikiag 13-16 eTawv

[Sa I SN TV V]

9 NMPOEAPOZ
TOY ENIZFHMONIKOY ZYMBOYAIOY

// -

__FEQPFIOX XPOY3OS
~—KAOHIHTHZ-AIEYOYNTHE
A’ MAIAIATPIKHZ KAINIKHEZ MANEMIZTHMIOY AOGHNQN
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ATIOXITAXMA ITPAKTIKOY No 10

Tne ovvedpiaong ov Atotknukot Zvpfoviiov tov LNILA. «H Ayla Zogia» ong
24.04.2018 muépa Tpitn ko dpa 13:30 oty AiBovoo Zvvedpidcedv Tov.

[Mopdvteg oL k..

Eppavovih IoracafBag, Atowmtrg, [Tpdedpog Zopfoviiov
Avva Zompob, Aviipdedpog Zoupoviiov

AdeEavdpa Povoon, Avarinp. Mélog

Evayyeiio Kovrodnua, Mérog

Iwdvvne Nikac, Exnpdownog Iatpdv

Evppocivn Bhayidtn, Exnpéconrog Epyalopévav many latpdv.
Amdv

Ioavvng Adumpng, Méhoc.

[Mapictavtal emiong yo. HEpate tov vanpecidy mov mpoictoviol o1 K.k lodvvng
Avaotacémovhog,  Awvduvric  latpukig  Yanpeoiog, Mopio  Xpiotodoviov,
AevBovrpla Atoikntikfic Yanpeoiog kor Adnvé Tlayka, Ipoictapévn tng A/veng
AroumTikng Yanpeoiog.

Xpén ypoppatéong exteiet n ko I'kivn Avaotacia.

AwmothOnke araptio pe v napovcio ££1 (6) pehdv tov Zvppoviiov.

OEMA 12/10: 'Eykpion dwelayoyfc pehémne pe tivho «llowwmnra {ofc nardimy

L€ QLLOPPOQLALEY
Emiomquovikd YmevBuvoc: k. EYAI'TEAIA XAPMANAAPH., KoOnyrpwe

Hadwarpiknc- Howwrpikic Evdokpworoyice, A" Hawwrpikn  Kiwvikn

TavemoTnniov AOnvov

Yro ZopPodho vmofdiieton m v apdu. mpot. 9732/16.04.18 eiofynomn g

Avamnpdtplog Arorkitpuag Avvag Zompo, 1 omolo £xe1 o eENC:

"Exovtog vroyn:

1. To N.3329/4-4-2005 «Ileprpepeioxn ovykpdtnon tov EBvikod Xvotiuatog Yyeiog

kot Kowovikng AAnAsyydme». |

2. Tnv pe  oapu. mpwt. 1868/23.01.18 aitmon g k. Evoyyshiog Xoapuovodpn,

Konyrepog Mowdwpkng - Hadwrpucrig Evdoxpvoroyiog g A TMouudotpikng
1
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Khvikig tov TTovemotnuiov ABnvav, Tov apopd oty £ykpion diegaymyng perémg
pe titho «llodtnra Lofg moudibv pe atpoppo@irion, n onola exmoveitonl ota Thuicw
g Swmhepatikig spyaciog g petomtvyakng @ortiTpuag k. Kavetoviivog
[Tovoylwtomoviov.
3. Tnv v oplBu. mpot. 1868/23.02.2018 Oetikii yvopoddnon tov Emotnuovikod
TopPovkiov ue v omoia swonyeitar v Eykpion delaymyig ™ avoTEP® perimg,
n omoio. mAnpoi Ohec Tig mpobmobéoerg yu T defoyoyn g Kol dev TPOKVTTEL
owovopkt] smfdpovon ywe 10 Noocokopeilo, kobdg wol v EyKplon TV
GUVOOEVTIKDV EYYPAO®V.
ZUYKEKPULEVOL:
[TpTOKOALO HEAETNG

1. Afhoon TAnpoeopnUEVIG CUYKATAOESTC

2. Epomuatordyo Haemo-Qol I yio mondid niwkiag 4-7 etdv

3. Epotuatordyo Haemo-Qol II yio moadié nikiag 8-12 etdv

4. Epompatordyo Haemo-Qol III yio moudid nivciog 13-16 etdv

Ewsnyotpo
Tnv éyxpion dieayoyng khavikng perémg pe titho «Ilowmzre {ofg madidv pe
aoppo@ihiay, KaBdg Kot TV £YKPLOT] TOV GUVOOELTIKMY £YYPAQMY.
YuyKekpluéva:
1. TIpwtoKorro peréng
2. Afloon Tinpoeopnuévig ovykatddeong
3. Epomuotoidyio Haemo-Qol I yia mondid nixiog 4-7 etdv
4. Epotnuatordyo Haemo-Qol II yia mondid niwkiag 8-12 etdv
5. Epomuatordyio Haemo-Qol III yia woudid nAuciog 13-16 etdmv

To Awokntikd Zopfovio petd amd dtaroyikr cvlfnon
Opogoovaanogacifsl

Tnv éyxpion dwelayoynig khvikng pekég pe titho «llowtnro (wng madidv pe

ALOPPOPIALaY, KaBAOS Kal TV £YKPLOT TV AVATEPM GUVOIEVTIKOV EYYPALQ®Y.

] R B R
gETEpEET B ?\‘ PETES 5

H FRANATERL TCXAJUHTIKOY TYMBOYNIOY
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ENHMEPQTIKO XHMEIQCMA

Avyamnrol yoveig

H mapodoa épevva, ektedeiton oto mAaiclo dSimlmpatikng epyacioc Metomtuyiokon
[Ipoypaupatog, g latpukng Zyoing tov Kamodiotprakov Iavemotpiov AOnvav e
ovvepyoosio pe ™ Noonievtikny Zyoin tov ATEI Abnvav, «Kivin Taudwotpikn kot
Noonievtikn ‘Epevvay. O tithog g duthopotikng eival: «Ilowdtta {ong modimv pe
QLLOPPOPIALOLY.

210%0G €ival 11 GLALOYN TOAVTIUMOV TANPOPOPIDV Y10 TNV EKTIUNOT TNG OYETILOUEVTG
pHe v opoppogidio. mowdvtnta {one tov moudldv coc. H ovupetoyn oag sivon
eferovtikn. To gpotnuatoddylo eival avdVLHIO Kol EUTIGTELTIKO Kol TEPLAAUPAVEL
TOGO OMNUOYPOPIKA GTOLYEIN KO YEVIKEG TANPOPOPIES Yl TNV KATAGTOGT LYEIOG TOV
Tad100, 0G0 Kol TOPAYOVTEG TOV nNpedlovv TV TotdTNTo {ONS TOL.

Evyapiotd ol yio to ypovo mov dtabéteTe.

Kovotavrtiva [Tavoayimwtonovilov

Noonievtpra Nocokopeiov [Taidwv «H Ayio Zopio»
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AHAQYXH TAHPO®OPHMENHX XYI'KATAOGEXHX

Byl 0/ (6vopa  yovéa/
Knoeguova) emPefoardve 0Tl Exm dwPdost TG TANPOPOPlEG TOV TEPLEYOVTAL GTO
evnuepoTKd onueiopo yioo ™ peAémn pe titho «llowwmta {ong modidv pe
OLLOPPOPIALO.

Mov mapoywpndnke o ypovog Kot m gukopio vo SwPdow TG TANpoeopieg
TPOCEKTIKO, KOl VO OToQAcicom Yy T0 ov 0o CLUUETACYEL TO TOWi HOv
.............................................................................. oTN HeEAETN 1) OYL.

EmBePoardvo 6Tt iyo v evkorpio va KAve epoTAGELS GYETIKA LE TN HEAETN OVTY| Kol
elLoL IKOVOTTOMUEVOG/T LE TIG ATOVTIOELS Kot TIG eMe&NYNOELS TTOL LoV dOONKaV amd
) voonAevtplo Kovotavtiva [Havayiwtonovrov.

SOUQOVA OG TPOS TI GLUUETOYN TOL OO0V LoV GTH UEAETY.

Yroypagn yovéa / kndepova
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Epwtnpatohdyto yia matdud kai e@rpoug MeydAn ékdoon yia maidid

~ [ela oou! e,

Oa Bé\ape va pabou e WG VIWBEIC TIC
Teleutaieg eBSopddec. Etol, pTiaape HePIKEC
EPWTNOELG, TIC oTToieC OENOUE VA ATTAVT CEIC. /
"‘&x\ To emenuaTo)\owo auTo €xel SnuoupynOei yia ,x’”

P

maudid pe apoppo@Ihia. 7

)‘ff’sy&"/"%“)
.»"“:M‘:’
e Huepopnvia cupmgpwone: LI 1 1T 1 | |
_— (nuépa/ privag/ €tog)

o Xwpa: LI | Kwswécgl 1 | Ap1B. Kévtpou: L1 11|

o
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" 0a Béhayie va pdBoupie pepikd mpayara yia Tic AIMOPPATIEE gou (MIMOPPATIES APOPOIEQN).

i 1. ) [o6oo ouyvad eixeg aipoppayieg tig teNeutaiec 4 efEOUASEC;

] kapia

[ | [0 2 [ nepiocdtepec amod 2 Méoeg;

ITG emdpeveg epwToelC xpetdleTal va amavtioETe povo dv o maidi oag iye apoppayicg.

(G
2.)

Edv eixec aipoppayieg Tig tehevtaieg 4 efSouddeg, mdoo og evoxhovoay;
[J kaBohou 1 Aiyo 1 mépa mohv

Méoo coPapég itav ol alpoppayieg oou T TENeUTaieC 4 BSouade
(edv ol aipoppayieg NTav KAPTTOOEG, amdvtnoe yla tThy 1Mo cofapry);

[ ehappid 1 pétpla [1 moAU cofapn
EviwBeg kanwg mepiepya oTIC apOPWOELG GOU TIPV ATTO TNV AIUOPPAYIa;

[] moté [l HEPIKEC QOPEC [] mévta

‘Enpene va kdtoeig fouxog (.. Eamwpévoc oto kpefat), étav z—:iXec alpgoppayieg;
[] moté [0 pepIkEG OopEg ] mévta

Otav eiyeq apoppayieg, EVNUEPWVEC AUECWE TOUC YOVEIC OOU;
[] moté 1 MEPLKEG POPEG [ mavta

[1, MeydAn ékdoan yia maudid]
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O¢éhoupe va pdBouype motog oou ékave Tov MAPATONTA MH=ZHE.

Tig mponyoVpeveg 4 efSopadeg ... ( Toté HEPIKEC POpPEC moA0 ouyvd
1\} ... EKava gyw Tov mapdyovta miéng Q @
M2) ... N UNTEPA pou PoU €Kave Tov mapdyovta &G D C}
~~~~~~~~ : - : , M M
~3.)  ...omatépag Hou poU £Kave Tov mapdyovTa Téng J J
~ 4.))  ...H0 VOOOKOGWA HOU £KAVE TOV TTAPAyovTa THENG G G
5.) ...4vag ylaTpog Hou EKAVe ToV TapdyovTa HENG Q Q
B



Td’)pa,"edﬂé)\aue va pdBoupe uaplkd'np‘d\)uam ‘Vld mv aluoppb(pl)\id Ka rn(DYZIKH KATASTAZH cov.

Tig mponyoUpeveg 4 efSopadeg ... ( Toté HEPIKEC QOPEC moA0 ouyvd i
i ) i e s ~ — ~
~1.) ...pemovouoav ta onueia oTa omoia eixa mPNOTEI L) L L.._,j
27 GPcKo)\suépouv va KOuVrow Ta Xepla i Ta {:} Lj C]
média pou
3) .+ POBOHOLY PATIWG AHOPPAYIOW G J Q
T4) .. popouow G oo O O O

Kal Twpa pepiké epwtioel yia to MOX NIQOEIX e€artiag tng aluoppocpac 00v
Tig mponyoVpeveg 4 efSouadsg ... { moté HEPIKEC POPEC moAD cuyvd }
TT) ... €lya doxnun d140eon e€aitiag TNG alpoppoPl- G G O
Aiag pou
:ﬁ) L r’]pom’/ OTEVOXWPNHEVOC e€alTiOg TNG QIOp- G CJ D
po@IAiag pou
“3) ... fpovv Bupwpévoc e€attiog TNE alpoppPo@INiag G B D
pou
Mog ennbed(el n apoppo@idia to mw¢ BAEMEIZ TON EAYTO X0Y;
Tig mponyoUpeveg 4 efSouadeg ... ( moté HEPIKEC POpéC oAU ouyvd }
LT r r y . . m (""""
——— 1) ...{r\Aeva ta GuVOPHAIKA pHoU Ly TTaISIA (} () D
[:;g) ... VIPEMOMOLV Yla TNV altoppo@IAia pou D D D

[1, MeydAn éxdoon yia maidid] 3
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 Oiendueveg eputioeic apopody Ty auioppogidia kit OIKOTENEIA Gy

Tig mponyoVpeveg 4 efdopadeg ... ( moTé HEPIKEC QOPEC oAU ouyvd }
1) ...nUNTZPA HOU RTAV UTTIEPTIPOCTATEUTIKN G G D
ﬁ) ... O TIATEPAG POV HTAV UTTEPTIPOOTATEVTIKOG D D D
_,:i) ... Ol YOVE(G pou pe pdhwvay dtav xTumovoa G D O
64) ... OL YOVEIG HoU POV amayopeuav va KAvw CUYKEKPL- O G D
péva mpdypata e€aitiag Tng altoppo@INiac pou

KAl T@PA TNV atpoppo@iNia Kat Toug OINOYE dou

Tig mponyovpeveg 4 efdopadeg ... ( moTé HEPIKEC POPEC moA0 ouyvd J
1) ...umopoloa va Kavw MydTepa TPAYUOT UE TOUG D G D
@iloug pou e€artiog Tn¢ aipoppo@iiac pou

O mapakdTw epwTHOELC APOPOLV THV aluoppocplXia 60U Kal Tou¢ ANAOYZ ANOPQNOYY

Tig mponyovpeveg 4 efSopadec ... ( moté HEPIKEC POPEC moAd ouyvd ]
- 5 . ; 4\~ () ()
MD (]lOGGVO[.l(?UV Ol0QOPETIKOG armé Toug Al 1 L D
Moug e€attiag TN alpoppo@Ihiag pou
:TZ) ... aloBavoépouv 6Tl pe dgnvav amé€w dtav ot D D D
dM\ol ékavav ki padi
[1, MeydAn éxdoon yia maidid] 4
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~ Ounapakdto spotfosic agopotv o NHMIATOTEIO / MAIAIKO STAOMO

Tig mponyovpeveg 4 eBdopadeg ...

... ETIPETIE VA ATTOPEVYW Ta TIAKVidla TTOU oL apé-

oel va nailw e€aitiag Tng aigoppoPiliag pou

.. éKava tooa abArjpata 6oa Kal 6Aa Ta dAa

Taldid

.. UTIOpOUOA VA CUPUETEXW O€ TTAIXVISIA OTO vnTiayw-

yeio / maidikd otabud mapd TNV alpopeo@iia iou

moté HEPIKEC POPEC ovyva J
[ ()

wJ J

) [

Nt J D

() )

J J D

Nw¢ atoBdveoat yia T OEPAMNEIA cov;

Tig mponyovLpevec 4 efdouadec ...

( moTé

HEPIKEC POPEC oAU ouyvé }

. : : : M M
1) .. 8ev pou GPECE VO EMOKENTONAL TO KEVTPO L} L D
ALPOPPOPINIKWDV
miﬁ) ... L€ EvoxAovoav ol eVECELG G O D
Mw¢ vopieic 6T €ivat n YTEIA oov TENIKA;
SUVOMNIKAQ, ... [ falpetiki Kahi Kakn }

A .. Ba é\eyec 6T n vyeia oou eivat. ..

1) YEG 6TLN VY -\ M O

(- J

ATayopevETal N avadnposisuch Xwpic adea, ve.u*pa

Haemo-Qol - Children | - Greece/Greek - Version of 30 Jan 13
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R

EpwTtroeig otic omoieg ypAPELG 0V TIG ATTAVTAOELG

MNoéoo og evoyhei n aloppo@ilia cou;

] kabbélou O Aiyo 1 mépa molo

Ti og evoyhei replocdTEPO OTNV aAlpoppo@ilia cou; Mpde pepikd mpdyuata:

MNwg oou @AvnKe To EPWTNHOTONOYIO;

bev pou apéael evtdtel Kaho

MAnwg Eexdoape KATL TOU gival oNUAvTIKS yia 0éva;

Méon wpa Gou TIPE VO GUUITANPWOELC TO EPWTNUATOAOYIO;
Mepimou Aemtd

Mnpadfo - cuyxapntripial

2'EYXAPIXTOYME MOAY FNATH XYNEPTAXIA Z0Y!

[1, Meyahn éxdoon yia maidid]
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HAEMG-GeL

Epwtnpatoldyto yia maidid kat e@rpoug Meydhn ékboon yia matdia |
|
\

Oa Béhape va pdboupe W VIWBELS TIG
Teleutaieg eBOOUABEC, £TOL PTIAEANE PEPIKEG
EPWTIOELC, TIC OTT0lEC BENOUE VA ATTAVTHOELC.
.. To epwTnpaToldylo auto éxel dnuiovpyndeiyia
N - madid pe aipoppo@ihia. P 4

N

e, e

o P .«/«W:,fxﬁ‘f";
ﬁ%‘“/ Huepopnvia cupmgpwone: LI 1 1 | | |
_M,Af‘“’w (Nuépa/ prvac/ £rog)
-
_— Xwpa: L | Koo L1 | Ap®. Kevrpou: L1 1 | |
1
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Oa Gé}\dpe va ﬁdeouue HEPIKA TPAYpATA VIO TIC AIMOPPAI'IEZ aov (AIMOPPAFIEX APOPQXEQN).

T [

Méoo ouyva gixeg alpoppayieg Tig tehevtaieg 4 efSopadec;
] kapia | |4 [0 2 [ nepiooodtepeg amo 2 MNéoec;

ITIC EMOPEVEC EPWTNOELC YpELaleTal va amavTioelc povo £av 1o maidi oag eiye atpoppayieg.

2 ;_} Edv eiyec aipoppayieg Tig Teheutaieg 4 efSopddeg, méoo oe evoyhovoay;
[J kaBohov [ Aiyo 1 pérpa 1 moA0

w 3 ) T6o0 coPapéc fTav ol alpoppayiec oou Ti¢ TeAeuTaieC 4 BSopddeg
(edv o1 alpoppayieg ATav KAPTOOEC, ATAVTNOE Yia TNV 1o cof3apn);
[0 ehagplda  [] pétpla [ ocofapn [1 oAb cofapni

: 4) EviwBeg kdmwg mepiepya oTIG apBPWOELG oo TIpLV Ao TNV aloppayia;

[ mote [0 omavia [0 pepikeg @opég [ ouyva [ mévta

5} ‘Empeme va KATOELG iouXoc (T.X. Eamhwpévog oTo KpeBATt), 6Tav eixeg aloppayies;
[ moté [] ondvia [0 uepikéc @opéc  [] ouyva [ mavta

6) ‘Otav eixec AlHOPPAYIES, EVNUEPWVEC APECWE TOUG YOVEIG O0U;
O [] moté [ omdvia [0 pepikéc [ @opég

1)

_2)

ﬁapu(é{ |

O

U

)
J

DNt e R e o
... éKava gyw Tov mapayovta miéng {3 G G B
... N UNTépa pou pov £kave Tov mapayovta miéng G O Q C_}

.. 0 TIATEPAC OV oV €Kave Tov TrapdyovTa THENG G C} G C}

.. lla vOoOoKOpa [ov £€Kave Tov mapdyovta mi&ng Q D Q O

.. vac ylatpog Hou €Kave Tov mapayovta miéng Q D G D

[, Meydhn £xoan yia maibid]
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Twpa, 8a Béhape va udeduuz pepikd mpaypata yia rnv
atpoppo@ihia kat Ty OYZIKH KATAXTAZH gov.

)

; ; ; : EPIKEC ; ,
Tig mponyoLueveG 4 efOOPAdEC ...  mot¢é  omdvia u(pgpé: ouyvd  ouvégel |
1.)  ...pemovoboav ta onyeia oTa omoia eixa MPNOTEl .C:} D {j C} {m]

: , , Iy
2.)  ...éviwBa mévoug oTIC apOPWOELG Lou LJ J J J
_—— , , T g TR o SRS o WO o
'3.) ...pemovoUoe va Kivouual J J J wJ L

4. ...a168av6HOLV TIC APBPWCEIC LOU THAGHEVEC B T e T

~5.) ...5UCKONEUOHOLY VA KOLVAGW Ta XEPLA 1 Ta e Tl e I
modia pou

~6.) ...5evumopolca va TiEpTIaTAGW TNV améoTa- L
on mou r16eha

~7.) ...oB6yoLV primwe XTumow O——00——C—0

KaL Tpa pepIkeC eptioeig yia 1o 10S NIOGEIS efawtiaq g apoppogiiagooy

Tig mponyoUpeveg 4 efSopadeg ... { moté  omivia u(;gg(éic ouyva  ouvéyela }
1) ... €iya doynun 8160eon e€aitiag Tng alpoppo- C:} G G G D
@\iag pou
_2.)  ...Apouv oTevoxwpnpévog egattiag Te aipoppo- S e D m: U5 m G5 ¢
@INiag pou
_3.)  ...napoppo@ihia pou pou ftav Bapocg (mpay- LU/ UJ
HOTIKO TTPOLANUA)
4} ... AUoLV BupwpEvoc e€attiag TNG Ao PPOPINAG G D D D D
pou
5) ... avnouyovoa egartiag Tng aipoppo@ihiag pou O G G G D
~6.) ...a00avopouy povadld eartiag TG aitoppo- B e e e
@INiag pov
_7.)  ...90Bo6HOLY UG AIHOPPAYI oW D O G J O
[, Meydhn éxdoon yia maidid] 3
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Ma¢ emnpealen aluoppocplXia 10 mo)¢ BAETMEIX TON EAYTO X0Y;

Tig mponyoUpeveg 4 efSopadsg ... moté  omavia “(sg:);: OUYVG  OUVEKELD i
1.) .. (riAeva ta cuvoprAikd pou uytr) maidid [, C} C] C} (:]
5 ; : : . ) ) ) M ( ‘”“}
2. .. atoBavopouvv cwpatika mmo advvapog amd Ta J J J J L
AMa maidla
3 ) .. aloBavépouy 6Mwe ot Aot cLVOUKAIKOI lou C} G Cj O O
~ 4.)  ...AHOULV IKAVOTIOINHEVOG JE TO GWHA HOU i e
~5.)  ...napoppo@ihia pov ékave tn {wi mo SUoKoAN { — — —{
~6.)  ...VIPEMOWUOULV YLa TV QIHOPPO@IAia LoV et e e
~7.)  ...eixa SuoKONEG OTO va Kavw TTPAyHaTa pE e i e i e i e
AM\a maidid tng nAkiag pov
©8.) ...umopolGa Va KAVW NGTEPQ TIPAYMOTA LLE TOUG e
@iloug pou e€aitiag Tng atgoppo@ihiag pou
*9} ... loBavopouV LYING TTAPA TNV Alpoppo@IAia pou C} O D
01 embpevec epwTRoELC agopoly TRV atpoppoihia kat tnv OIKOTENEIA cov o 0 5
Tig mponyoVuevec 4 efdopddeg ... Mot oMV Tponec  OUKVA  OUvéxEw
1) ... N UNTEPA HOV MTAV UTIEPTIPOCTATEVTIKN C_:] Q D G C:]
: , . O———{—0)
2.} .. 0 TIOTEPAG POV ATAV UTIEPTIPOOTATEVUTIKOG J J J J ,
3.)  ...unrpxav mpoBNipata oTo omiTt e€aitiog TG ] J={_ ==l }—{ ]
alpgoppo@Iiag pou
4.) . aloea'vou,ouv ot 6r]|:uoupyw npoB)\npa’m otnVv (1 ('} () () D
OIKOY£VELd Hov e€altiag TNG aluoppo@ihiag pou
:j) .. Ol YoVeic pou mieplépilav tnv pyacia Toug ) Tov — M m —
€NeVBEPO XPOVO TOUG EMELON EMPETTE VA PIE GPO- LI Lt L. et D
vtiCouv
[1I, Meyéhn éxdoon yia maibid] 4
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AR

Tig mponyoVpeveg 4 efSopadeg ... {

1) ...umopouoa va ou{NTHoW HE ToUg GINoUG
HOU Y10l TNV aoppo@INia Hou

2) ... 0 KANUTEPOG Hou @ihog evdlagpepdTav
yla To TG atcBdvopat

O

~3.) ...&ixa évav TOAU Kaho @ilo, pe Tov omoio
ateBavopouy oAU Sepévog

O

4) ... oL @ilol pou pe ppovTilav étav dev aloba-
voUouV Kald

AVTéC 01 EpWTAOELC a®OopoldV TNV atptoppo@INia 6ov Kat TV YNOXTHPIEH NMOY MIZTEYEIX OTI MAIPNEIX

Tote Oﬂng(l.‘ | (POPéC |

o W o B o W o
L —U—UJ
o W o U o T o
U
[ W oo U o S o
L ——UJ
[ T o W o M o
U

O

a)

ovyvd  ouveyela ]

Tig mponyoUpeveg 4 efoopadeg ... ( oTé

1) ...otd\hoi pe mpdoexav 18laitepa efartiag g
atgoppo@Ihiag pou

2) ... 0L AN\ot €bgtyvav Katavonon yia Tnv alploppo-
@W\ia pou

3) ... uimopovoa va ou{NTow e AANOUG Yl Ta TTIPO-
BAjuata mou £xw e Thv alpoppo@ihia pou

4.)  ...otAN\ol pe urootApilav

[Il, Meydhn éxoon yia maidid]
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omdvia “Eplkléc OUXVa  OuVEXEL
pope¢ "
M {1 ! R D
wJ v Lo L J
{ 1 [} M ) O
) L Gt | S
[ (= ' B! D
L ) (S |
[Ty ) M [ D
J J J J
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Olrnapakdrw EPWTHOELC aopouy TNV atpoppo@thia aov kat Tou¢ ANAOYE ANOPOMOYE

uspu(éC |

Tig mponyovpeveg 4 efdopadsg ... moté  omdvia popéC ouyva  ouvéyela ;
1.)  ...ato8avépouy S1aQopeTIKOG ammd Toug AA- C} (:} D {i} CJ
Aoug e€aitiag TN alpoppo@INiac pou
2.) .. M€ evoyhovoe va yvwpilouv ot Aot yia thv {} ( j [:_} (m} [n]
atpoppo@Ihia pou
' 3.) .. T dAN\a maidla pe kopotdevav e€altiag Tng {AJ C} Q CJ {)
AHOPPOPIAIAC Jou
) 4.) ..ol d4vBpwrol ue petayelpiovtav ah\iig e€artiag C‘} (_j D Cj D
NG AlopPOPIAiac pou
~ 5.) ...o106avépouy 8Tl pe denvav amééw dtav ot B e e
AaM\ot ékavav katt padi
~ 6.) ...olAN\ol ékavav nhiBia oxé\a yid TV alpoppo- () (+—) ()
@\ia pou
O mapakdtw epwtiocic agopotv tov AOAHTIZIMO KAI TO XOAEIO .
: ; , . urepu(éc . .
Tig mponyoupeveg 4 £BSouadeg ... MotE  OMAVIA  Cgqng  OURVE  ouvégew
1) .. ETIPETTE VO amo@eVyw Ta aBA\paTa TTOU oV O D D D O
apEoouV €attiag TNG alpopPo@IAiag pou
2) .. e€attiag Tng alpoppo@INiag You EMpeme va ™ £ 3 IS r“)
aoxoloUpal TePLooOTEPO HE OPACTNPIOTNTEC - - - - e
0€ KAELOTO XWPO O oxéon Ue ANa maidia
3.) ...émpeme va amo@eiyw abMipata 6Tw o ]
OKEITHTTOPVT Kal TodO0@ALpo
4 ...ékava téoa abhjpata 6oa Kat 6Aa Ta dAAa e e Ml e B S
pifeltelle]
'5.)  ...OUPETEA OTO MABNUA YUUVACTIKAG e i e B e
0TO OYoAeio MAPd TNV AlHOPPOVIAIA OV
~6.) ...umopoUsa VO CUPHETEKW OTO OXOME(o TTapd e e e Bl e A
TNV alpoppo@iiia pou
;7 (} .. ETIPETIE VA AMTOQPEVYW CUYKEKPIUEVES OXONIKEC y an o ™ T
eKONADOELC (T.Y. EKSPOPEC) €alTiac TNC AloPPO- e
@WNag pou
.. Hou Tav 5UCKONO VO GUYKEVTPWVOAL OTO G D G D D
oxoAeio emeldr) movovoa
[1l, Meydhn €xdoon yia maidid]
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O1 emopeveg epwrr'wﬂc. apopoulV 1o Tl Kd\)zlc yla vd ANTIMETQI’IIZEIZ THN AIMOPPO(DII\IA X0Y

Tig mponyovpeveg 4 eBSopadeg ... E moté  omdvia u(;ggzc ouyva  ouvéyeld %
~1.) ...mpoonaBovoa va avayvwpilw éykaipa dtav i el e
nabaivw alpoppayia
~2)  ...IP4OEXaTO OGHA HOU (J————0
3. ...pmopovoa va kataldBw av gixa apoppayia e
r} oxt
~4.)  ...pmopoUsa VA QVTIPETWITION TIG EVOXA|- ('} () ('} (+—]
OELG TTOU €iXa AOYw TNG alptoppo@IAiag
~ 5.) ...a108av6HoLV 6TLOLY KAAG EVNHEPWHE- G ('} Q Q D
VOC Yld TNV aloppo@INia
~ 6.) ...napoppo@iNia ATav GUCIOAOYIKS PEPOG TNG D O D Q D
CwNg pou
~7.)  ...8exopouv OTLéxw apoppo@ihia C:} ('} D () ()
Mo¢ ateBaveoar yia T OEPANEIA cov; 7 el
f : . ' ” 7, PEPIKEC , ;
Tig mponyoVpeveg 4 efEopadsg ... moté omvia oo OUYVA  Owvéel
1) .. AUOLV IKAVOTTOINUEVOG ATTO TO KEVTPO {:} D D G C]
QLHOPPOPINIKWV
2.) .. N Bepameia ATtav evtagel D Cj S G D
3) ... €iYa eMOoTOoUVN OTOUC YIATPOUE KAl OTIG O G D () D
VOONAEVUTPIEG
... O&V oV APECE VAl EMIOKEMTOHAL TO KEVTPO Q Q @ Cj C_)
ALUOPPOPIANIKDV
5.) ...Heevoyhodoay ol evETELS = = = =]
... M€ evoxAoUoE Tou €xava TTOAD XpOVo yla TIG G G G G D
EVEOEIC
~7.) ...&viwba 611 o1 evéoelg Siékomtav Tig SpaoTn- e T e e R S
PLOTNTEG POV
[ll, Meydhn éxoan yia maibia] /
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Mg vopileig 6T eivar n YTEIA oov TENIKA;

v JUVOMNIKQ,... % eaipetikn Eg)):z Kahn pétpla KaKN
| 1.) ...Baéheyec 6Tin uyeia cou iva...
[ R () () () ( J
L J J J -
EpwTtriosig oTiG omoieg YpAPELG 0V TIG ATTAVTNOELG
1. Méoo oe evoxAei n aipoppo@ilia oou;
[1 xaBdéhou [1 Aiyo [ pétpla [ apketd 1 mapa moAo
2. Tioe evoy\ei TeplocOTEPO GTNV Alpoppo@ilia oou; Tpdwe pepikd mpdypata:
3.  Twg oou pAavnKe T0 epWTNUATOAOYI0; (BAAE éva oTAUPO OTN YPOUMN
avdueoa oto «0» Kat 1o «100» avdhoyd HE To TTWE TO BPAKEC)
0 100
I I
| |
TTOAU KAKO TTOAU KOO
4,  MAnwc Eexdoape KATL TTOU €ival ONUAVTIKO Yla O€Va;
5. Téon wpa oou MPE VA CUUTTANPWOELG TO EPWTNHATONOYLO;
MNepimou Aemtd
, =
X
Mmpafo - cuyxapntrpta! o :
o wt”\:})

% <

>’ EYXAPIZTOYME MOAY TIATH XYNEPIAZIA XOY!
pie P

s [, Meyahn éxboon yia naidid]
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Trial ID: Page 1/11

VISIT X
Centre ID/No.: |_I_I_|

Subject No.: | I I |

Visit Date: L
DDMMMYYYY

HAEMO - QOL

EpwrnuatoAdyio yia TTaidid kai EviAikeg | MeydAn éxdoon yia taidid -

leia oou!
O¢éAoupe va paBoupe TWE vIWOeIC TIC TeAeuTaieg epdopddec.
‘ETo1, oOKEQTAKAWE HEPIKEC EPWTAOEIC, OTIC OTIOIEC TTAPAKAAOUNE va ATTAVTAOEIC.

To epwTnpaToAdYIo auTO £xel dnioupynOci yia épnPouc TToU TTAaXoUV aTtd dijoppo@iAia.
= Aidpace KABe epWThON TIPOTEKTIKA.
= 2 KEYOU TTWC ATAV Ta TPdypdTd yid oéva TIC TTepaopéves epOopdded.

= 2 nUeiwaoe e 0TAUPO ThV ATTAVTNON TTOU oou Talpidlel kaAUTepa.

Acev urdpxouv owoTtéc R AdBo¢ amavTioeig. MNa pag onpacia éxel n JIKAR oou yvuun.

) Moté | Zmdvia | Mepikég | Zuyva 2uVvé-
Tapadeiypa: d popéc e
TIg TTPONYOUUEVEG ETTTA NUEPES X
gixa 6petn V' akoUuw POUOTIKN = U U U

Huepopnvia mou cupmAfpwada To epwThpatoAdyio: || || |||
(Huépa/ Mavag/ Etog)

Xwpa: |_|_]|
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Trial ID: Page 2/11
VISIT X

Subject No.: Lo |

KAI TCQPA OEAOYME NA ZE PQTHZOYME MEPIKA TTIPATMATA 'TA THN
AIMOPPOZIAIA ZOVY!

O¢Aoupe va pddoupe pepikd pdypara yia 1i¢ ALMOPPATIEZ cou (AIMOPPATIEZ
APOP)ZE(IN).

1. Méoo ouyva gixeg aipoppayieg TIg TeAeuTaieg 4 BOOUADEG;
O kayia 1 02 O repioodtepeg amd 2 Moéoeg;

ZTIC EMOUEVEC EPWTAOEIC XPEIAleTAl va ATAVTACEIC HOVO €AV EIXEC alpoppayieg.

2. Edv eixeg aiyoppayieg Tig TeAeuTaieg 4 eBOouddeg, TTOOO 0 evoxAouoay;
[ kaBbAou [ Aiyo O pétpia I apkeTa

3. Edv eixeg aipoppayieg TG TeEAeuTaieg 4 eBOoUGdES, TTOOO CORAPEG NTAV
(eav o1 aigoppayieg ATav TTOAAEG, aTTAvVTNOE yia TNV TTIo goapn);

O eAappiég O péTpleg 0 ooBapég 0 1TToAU cofapég
4. EviwBeg KATTWG TTEPiEPYA OTIS APOPWOEIG GOU TIPIV TNV aloppayia;
L] troTé U omavia [ pepikég popéc LI ouyvd U mavTta

5. 'ETpeTre va TTapapeivelg nouxog (TT.X. EamAwPEVOG OTo KPERATI), OTaV €iXEC AINOPPAYIES;
L] troTé U omavia [ pepikég popéc LI ouyvd U mavTta

6. Ortav €ixeg aigoppayieg, eVNUEPWVESG AUECWS TOUG YOVEIC GOU;
L] troT€ U omavia [ pepikég popéc L ouyva U mavta

O¢Aoupe va pdBoupe molog oou ékave TiIc ENEZEIX.

Tig Tponyoupeveg 4 eBSOUADES ... Moté 2Tavia l\?p?plizg 2uxva@ | Zuvéxela
1. ... éKava eyWw TIG EVETEIG O O O O O
2. ... N UNTEPQ POU POU EKAVE TIG EVETEIG 0 0 O 0 0
3. ... O TTATEPAG JOU WOU EKAVE TIG O O O O 0O
EVEOEIG
4. ... IO VOOOKOUO POU EKQVE TIG EVEDEIG O O O O O
5. ... £VOG YIOTPOG YOU £KAVE TIG EVETEIG O O O O m
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Page 3/11

Twpa, Oa BéAape va paBoupe Hepikd TTpdypdTa yid Thv dioppo@iAia Kai Thv
ZQMATIKH YIEIA oou.

Tig Tponyoupeveg 4 eBSOUADES ... Moté 2Tavia l\?p?plizg 2uxva@ | Zuvéxela

1. ... M€ TTOVOUCQV T onEia TTou €ixa 0 0 0 = O
TTPNOTEi

2. ... &VIwBa TTOvVoug OTIG apBpPWOEIG Jou O O | O O

3. ... M€ TTOVOUOE va Kivouual n O n n n

4, ... aloBavépouy TIG apBpPWOEIS ou 0 O O O 0O
TNOOUEVEG

5. ... DUOKOAEUONOUV VA KOUVIOW Ta O 0O O O 0O
XEPIQ KaI TA TTOdIA UOU

6. ... OEV uTTOpPOUCa VA TTEPTTATHOW THV O 0 O O O
amoéoTOoN TToU BeAa

7. ... QOBOUOUV UATTWG XTUTTAOW 0 O 0 0 0O

Kai Twpa pepikéc epwThoeig yia Ta ZYNAIZOHMATA mou éxeic e€aitiag Tng
aigdoppoyiAiac agou

Tig Trponyoupeveg 4 eBSOUABES ... Moté 2Travia '\fp?p;f:zg Zuyxvad | Zuvéxela

1. ... €ixa doxnun &166eon e¢aitiag TNG 0 O 0 0 O
algoppo@IAiag pou

2. ... AUOUV OTEVOXWPNUEVOG £6ITIOG TNG O O 0O O O
aloppOoPIAiag pou

3. ... N algoppo@IAia pou Pou ATav Bapog O O 0 0 O
(TTPayHOTIKO TTPORANUA)

4. ... AUoUV Bupwévog eEaiTiag TNG O O 0 O O
alopPPOYPIAIag pou

5. ... al0Bavéuouy avnouxia egaitiag g 0 O 0 0 O
algoppo@IAiag pou

6. ... aloBavépouv povadld gaitiag TG O O 0O O O
aloppPOYPIAiag pou

7. ... QOBOPOUV HATTWG aIoPPAYIoW O O O O O

8. ... aloBavoéuouy OTI ol QiAol PHou uE O O O O O
atrékAgiav
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Page 4/11

TTwg éxer emnpedoer n aipoppoyiAia To twg BAETTEIZ Tov €autd oou;

Tig mponyoupeveg 4 eBSOUADES ... Moté 2mmavia '\fpsop‘;'ézg Zuxvd | Zuvéxeia

1. ... ChAgua Ta ouvopnAIKd pou uyif O O 0 0O O
TTadId

2. ... algBavéuouv CWPATIKA TTIO O O O O .
aduvapog atro Ta aAAa TTaidid

3. ... aicBavopouv OTTwg ol dAAol O O O O O
OUVOUNRAIKOI pou

4. ... NUOUV IKQVOTTOINUEVOG UE TO TWHO O O O 0 0
pou

5. ... N aIoppo@IAia You €kave Tn Cwn O O 0 0O O
0 SUCKOAN

6. ... AUOUV XapoUpevog TTapd TV O O 0O 0O O
alJOPPOYIAIa You

7. ... aloBavoépouv VIpoTH e6AITiOG TNG 0 0 0 0 0
aioppoPIAiag you

8. ... avmiyetwmda TTPoRAuaTa GTO Va
Kavw TTpayuata pe dAAa Taidid Tng O O O (| O
NAIKiag pou

9. ... ymmopoucda va KAavw AlyoTepa
TTpayuaTa padi Je Toug QiAoug Jou O O O (] O
eaitiog TNG aIoppoPIAiag pou

10. ... aicBavéuouy uyIng TTapd Tnv 0 O O 0 O
aloppPOPIAia pou
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Page 5/11

O1 emépeveg epwTAOEIC apopoUlv Thv aipoppoiAia kar Tnv OIKOTENEIA ocou

Tig Tponyoupeveg 4 eBSOUADES ... Moté 2TTavia '\fp?p;f:zg 2uxva | Zuvéxela
1. .. N OIKOYEVEIA Jou e PETaXEIPICOTAV
OIaPOPETIKA ECAITIOG TNG a a O O O
aIopPOPIAiag pyou
2. .. N UNTEPA JOU ATAV UTTEPTTPOCTATEUTIKN O O O O O
3. .. O TTATEPAG JOU ATAV O 0 O O O
UTTEPTTPOOTATEUTIKOG
4. .. Ol YOVEIG hou pe pdAwvav otav O O O 0 0
TPAUPATI(OPOUV
5. .. Ol YOVEIG pou pou atraydpeuav
OUYKEKPIYEVA TTPAyUaTa e€QITIOG TNG O O O O O
QIJOPPOPIAIAG pYou
6. .. UTmpxav TTpoBAAuaTa OTO OTIITI O 0O 0 O O
€EQITIAG TNG AIOPPOPIAIAG Hou
7. .. algBavoépuouv 6T dnuIoupyw
TTPOBAAUATA OTNV OIKOYEVEIA Hou O O (] O O
eaItiog TNG aIpoppoPINiag pou
8. .. Ol YOVEIG pou TepIdpidav Tnv epyacia
TOUG I TOV EAEUBEPO XPOVO TOUG O O O O O
€TTEION ETTPETTE VA HE QPOVTICOUV
Kai Twpa tnv aigoppowiAia kai Tou¢ EIAOYZ gou
Tig Tponyoupeveg 4 eBSOUADES ... Moté | Zmrdavia l\?p?plizg 2uxva@ | Zuvéxela
1. .. pvopoﬂoa va oudnNTiow WeE ToUg O O O O 0O
@iAoug pou yia TNV aigoppo@IAia pou
2. ..0 KG)\UTEE)OQ pou'<p|')\og evolaPEPOTAV 0 O 0 O 0O
yia TO TTWGS aIoBAavoual
3. .. €ixa 'évav 1TO)\L,'J KaAO (pl')\q, We Tov 0 0 0 0 0
oTT0i0 a1IoBavououV TTOAU dePévog
4. ... Ol gihol Hou pe (ppf’)anav oTav dev O 0 O O O
aioBavopouv KaAd
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AUTEC oI EpwWTRAOEIC dpopoUv Thv aidoppogiAia oou kai Thv YTTOZTHPI=H TTOY

TIIZTEYEIZ OTI TTAIPNEIZ

Tig Trponyoupeveg 4 eBSOUADES ... Moté 2TTavia '\fp?;;zg Juyxvd | Xuvéxela

.. Ol aMm ME TTPOOEXAV I5,IGIT£pG 0O O O O 0
eCaitiag TNG aipopPo@IAiag pou

.. ol dAAol élexvav Karavonon yia tnv O O O O O
QIMOPPOPIAIa pou

.. MTTOpOUCa va oulnTACW HE AANOUG
yia Ta TTPOPRARUATA TTOU £XW YE TV O O O O O
aIopPOYIAia pou

.. 0l GNAoI P uTrooTrpICav O O O O O

O1 TapakdTw epwTAOEIC aopolv Thv aipoppoiAia gou kai Tou¢ AAAOYZ

TNV alpgoppo@IAia pou

ANOPAQTIOYZ

Tig TponyouUpeveg 4 eBSOUADES ... Moté 2Tavia l\?p?plizg 2uxva@ | Zuvéxela

.. a1I0BavoouV dIaPoPETIKOG aTTd TOU|
GAAouG e€aiTiag TNG alopPOPIAIag O O O O O
pou

.. M€ evoxAouoe va yv,wpiCouv o1 aAAol O O 0 O O
yia TNV aIJopPO@IAiIa Jou

.. Ta d)\’)\a TTadIA e Kopél§suav 0O 0 O O O
eCaITiag TNG AlJoPPOPIAiaG Uou

.. Ol QvBpwTTOI E PETAXEIPICOVTAV
aANIwGg e€aiTiag TNG alpopPOPIAIag O O O O O
pou

. qloeavéyouv c?n ME d(pqvav on"réﬁw O 0 O . O
oTav ol dAAol Ekavav KATI padi

.. 0l @GAAoI ékavav nAiBia oxdMia yia 0 0 0 0 0
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O1 mapakdatw agopolv Tov AGAHTIZMO KAI TO ZXOAEIO

Tig Tponyoupeveg 4 eBSOUADES ...

MNoTé

2Tavia

Mepikég
POpEQS

2Uxva

.. ETTPETTE va aTToPUyw Ta aBAfuaTa

.. €€auTiag TNG algoppPoPIAiag pou

.. ETTPETTE va atToQUyw abAfuaTa
.. ékava Toca abAAuaTa 6ca Kal OAa O

.. Ol BAOKAAOI hou e peTaxelipigoTav

.. OUJMETEIXA OTO PABNua

.. MTTOpPOUCa VO CUMMETEXW OTO O

.. ETTPETTE VA ATTOPUYW OUYKEKPIUEVEG

.. Hou fjTav SUCKOAO va TTPOCEXW OTO

TTOU JOU apECouV £6aITIOG TNG O
QIJoPPOYPIAIag pYou

ETTPETTE VA agxoAoUual
TTEPICOOTEPO UE DPACTNPIOTNTEG OF O
KAEIOTO XWPO 0€ OXEon Pe GAAa
TTadId

OTTWG TTaTivia Kal TTod0c@aIpo
Ta GAAQ TTaIDIG

OIaPOPETIKA eEQITIOG TNG O
QIJOPPOPIAIAG You

YUMVOOTIKAG OTO OXOAgio TTapd TV O
aIopPOPIAia pou

OXOAgio TTapd TNV aluoppPOPIAia uou

OXOAIKEG EKONAWOEIG (TT.X. O

ekOpoNEQ) e€aitiag TNG
aIHOPPOPIAIag pou

OXO0Agio €1T€10r) TTOVOUCQ

a

O

d
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O1 eTIOHEVEC EPWTACEIC APopoUV To TI KAvel¢ yia va ANTIMETQTTIZEIZ THN

AIMOPPOZIAIA ZOY

Tig Trponyoupeveg 4 eBSOUADES ... Moté 2TTavia '\fp?;;zg Juyxvd | Xuvéxela

.. TTpooTTaBoUca va avayvwpidw O O 0 O O
£ykaipa otav TTabaivw aipoppayia

.. TIPOOEXA TO CWHA JoU O O O O O

.. MTTOpoUca va KataAdpw av eixa O O O O O
alyoppayia

.. EAeyxa TIG EVOXANOEIG TTOU €ixa 0 0 0 O 0
AGYW TNG aIoppPOoPIAiag

.. a1lgBavépuouv 6T AUOUV KaAA O 0O O O O
EVNUEPWHEVOGS YIa TNV AIOPPOPIAIa

.. N aioppo@IAia Tav QUOIOAOYIKO O 0 O O O
MEPOG TNG {wNG Hou

.. 0eXOPOoUY OTI EXW aloppoPIAia 0 0 0 0 0
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Trial ID: Page 9/11
VISIT X
Subject No.: Lo 1|
TTwc¢ aioBdveoar yia Thn OEPATIEIA oou;
Tig Tponyoupeveg 4 eBSOUADES ... Moté | Zmavia l\fp?pl)zzg Tuxva | Zuvéxeia
1. ... MOUV IKQVOTTOINUEVOG ATTO TO O O O O 0O
KEVTPO QINOPPOPIAIKWV
2. ... N BepaTTeuTIKn aywyn ATav eVTAEE! 0 0 O O 0O
3. ... €iXa guTmOoTOOUVN OTOUG YIOTPOUG 0O O O O O
Kal OTIG VOONAEUTPIES
4. ... M€ evoxhoUoe va Trnyaivw oTo O O O O O
KEVTPO QIOPPOPIAIKWV
5. ... aloBavoépouyv Ot e€apTIEual aTTd
GAAoug avBpwTToug e¢aITiog TNG O O (I O O
aAlJOPPOYIAIaG uou
6. ... e ekveUpIaV Ol EVECDEIG O O O O O
7. ... M€ eKVEUPICE O XPOVOC TTOU £Xava O 0 O O O
yIQ TIG EVEOEIG
8. ... aloBavéuouv OTI 01 EVETEIG 0O O 0 O O
OIEKOTTTAV TIG BPACTNPIOTNTEG HOU
Ti oképTeoar yia To MEAAON;
Tov 1eAguraio kaipo ... Moté 2Tavia Mspm’sg 2uxva | Zuvéxela
POpEG
1. ... OKE@TOMAI 6Tl Ba gival SUOKOAO va O 0 0 0 O
(Now pia kavovikr {wn
2. ... OKEQTOMaI OTI Ta TTPAYMOTA Ba TTave O O 0 O O
KaAUTEPpa 600 PEYOAWVW
3. ... AVNOUXW YIa TNV UYEia Jou 0 0 0 0 0
4, ... €ipal BERaiog 611 oTo PEAAOV Ba 0O O 0 O O
OnNMIOUPYROW OIKOYEVEIQ
TTwc¢ civar ot ZXEZEIZ oou;
Tov reAguraio kaipo ... Moté 2TTavia I\fp?rl)zzg 2uxva | Zuvéxela
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Trial ID:

Page 10/11
VISIT X
Subject No.: Lo
1. ... jou @aiveTal dBUGKOAO va Byw HE
KopiTola e€aitiag Tng aioppoPIAiag O O O O O
Mou
2. ... alI0BAavoual avacPaAig OTIG OXETEIG
HOU W€ Ta KOPITOIa £6QITIOG TNG O O O O O
aIoPPOPIAiag pYou

TTwc vopileig 611 civar n YITETA oou FTENIKA;

2UVOAIKA,... E€aipeTikA HON,J KaAn Métpia Kakn
KOAN
1. ... Ba €Aeyeg OTI N uyeia oou gival... O O O O O
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Trial ID: Page 11/11
VISIT X

Subject No.: Lo |

AvoixTéc Epwrnoeig

1. TTéoo oc evoxAei n aidoppoyiAia oou;
0 ka®dAou O Aiyo O pétpia O apkeTd O tdpa oAU

2. T oe evoxAei TeploadTEPO OThY aipgoppo@iAia agou; Mpdye pepikd mpdyuara:

3.  TIWw¢ oou pdvnKke To epWTNHATOAOYIO;

(BdAe éva ataup6 oth ypaupuh avdueoa oto «0» kai To «100» avdAoya pe To TTWE To PPHKEG)

0 100
I I
I |

ToAU KakKo ToAU KaAd

4.  MAnwg {exdoape KATI TTOU €ival oNPAvTIKO yid oéva;

5.  Tléon wpa gou TApe va cUUTTANPWOEIC To epwThaToAdyio;  Tlepitmou AemtTd

Mmpdpol Zuyxapnthpial

2' EYXAPIZTOYME TTOAY I'TA TH ZYNEPIAZIA 20VY!
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EPQTHMATOAOI'IO

Ma 116 TaPAKATW TTPOTACEIG, TTAPAKAAW BWOTE WA ATTAVTNON, TTou Talpidlel ot
£0GG KAl QVTATTOKPIVETOI TTEPICTATEPO OTNV GTTOWn 0ag. To £pwTnUATOASYIO gival
auoTNPA TTPOOWTTIKG Kal GVWVUMO. MMapakaAw KUKAWGTE Tov apiBud TTou aag
TAIPIACE!

1 HAkia Maidiow:.....................

2 HAikia Maid100 étav éyive n SIAyvwon:....................

2 Xyéon pe 1o Maidi: Motépag= 1, Mntépa = 2, AAog kndepdvag = 3

A HAikiao Kndepoéva: Kdtw amdé 20=1, 20-29=2, 30-39=3, 40-49=4,
Tavw amoé 50 =5

5 Oikoyevelakn kardoraon: Eyyauog/n = 1, Ayauog n = 2, Aialeuypevog/n -
Aigotaon = 3, XApog/a= 4, ZuuPiwon= 5

5 Mop@wrTiké erritredo: AvaheaBnrog = 1, Amdgoitog AnpoTikoU = 2, Tupvaciou —
Aukeiou=3, TEI=4, TIE=5, Meramuxlaké= 6, AIBAKTOPIKO =7

7 EmayyeApa: Avepyog = 1, Anp. YmdaAAnAog = 2, I1D1wT. YrdAAnAog = 3,
EAelBepog emayyeAuartiac = 4,  Oikiakd =5, POAG e sy s smmns v =

8 Toémrog Siapovig: Eupltepn mreploxn ATtk = 1, Meydhn moAn =2, Xwpid =3

9 E6vikéTnTa:

10 Mwg Ba kpivare TNV OIKOVOUIKI GO¢ KATAGTAON:
KaArj/TroAUkaAn=1, IkavoTroinTIki=2, pETPIO=3

11 Eivail To povadiko ocag traudi:  Nai =1, Oxi=2

12 | Eav ox1, apiBuég maidiwy: Avo=1, Tpia=2, Mepiocdrepa atmd Tpia =3

13 | HAKKia Traudiwov: Mexpr 2 =1, 3-6=2, 7-12=3, 12-18=4

14 | AapBavel To TTaudi cOC PAPUAKA; Nai = 1, D=2

15 MoTedeTan 6TI N CupudpPwon Tou TraIdIoU oag oTh BepaTtreia givai:

MeTpia £wg Kakri=1, IKOVOTTOINTIKI £WG TTOAU KGAN=2
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