Al0dIKTVOKY OHOOIKY] YVOGLOKY GUUTEPIPOPLOTIKY Yuxobepaneio otov IMaveAlnvio
2OAoyo Kvotikng Tvoong yio acBeveic pe kuotikn tvoon Kot Yo gpovTioTég acevmv
pe kvotikn tvaon. 'Eva vwd eEEMEN epeuvnTikd TpmTOKOALO.
Dr. Stavroula Rakitzi & Hellenic Cystic Fibrosis Association
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1. Evcayoyn

H xvotin) ivoon amotelel pion mAéov ypovia GmAvia. OpYovIKY dlaTopayn, n onoio

emPapvvel v kabnuepvotnTo Ko duoyepaivel Ty modtnta {onc.
H yvoociokn coumepipopiotikyy youyobepameioo amotedel pion EUmEIPIKO TEKUNPIOUEVY
youyobepameia yio To GOVOAO TV Yyoyikdv dwotapaydv (Hofmann et al., 2012; Rakitzi,
2023), oAAd kor Yoo v emPdpovon and v kvotikn tvoon. H emPdpovon avt
UTOpEL VO EKQPACTEL PE AYXDIELS dATOPUYES, KATADAYT Kot QLUGIKA pe eOfo BavdTov
(Quittner et al., 2016; Verkleij et al., 2021).

H yvoocuokn-copmepipopiotikn yoyobepameio BEtel mavta cLYKEKPIUEVOVS GTOYOVS
avaxoveilovtag amd mapovikd kot wapeAbovikd tpofAnuota. H yoyobepaneio avtr|
TPOGPEPEL TANPT KATAVONGT Kot OLUPAVELD Y10l TO TMG TEPTYPAPOVTOL TO TPOPANATA
KOl TG UTOPOVV VO OVTILETOTIGTOVVE.

H Dr. Ztavpodra Paxutlny ocvvepyaleton pe tov I[MaveAlnvio ZvAioyo Kvotikig
Tvoong mpoceépoviag pio @opd 10 Ypovo €Behovtikd Tig vanpecieg ™G pe TV
EQOPUOYN €VOG OAOTKTLOKOD OUOIIKOD TPOYPEUUATOS YVMOGLOKNAG CUUTEPUPOPIGTIKNG
yuyoBepamneiag. To mpdypappo ovtd dnpovpyndnke amd v cvyypaeéo tov dpbpov,
amoteleitan amd 13 efdopadiaieg cuvedpieg, mpaypatomoteiton pio @opd to ypdvo Kot
anevfhveTol 0g ATOUN OV TACYOVV OmMO KLOTIKN veon KOOMG KOl GE PPOVIIGTES
atop®V, o onoia Tdoyovv and 1 voco. Olot mpénet va ivor péAn tov IHavelinqviov
2uAroyov Kvotwkng Tvaong. O kbplog otdx0c g opddog avthg etvon 1 dwoeipion
dyyovg kar Bopov, n Pertimon g Owdbeong, M EVOLVAU®MOTN NG OEKOIKNTIKNG

oLUTEPLPOPEG Kot pia eloaywyn ot dtayeipion mévBouc.



H opdda yopaxmmpiletor and kavoéves cuumepipopds, Ommg 6Tt oefoOHacTE 0 £vag TOV
GAlov, amayopevetor to Bullying, 6Lot Oa mdpovv Tov Adyo Kot OTL TPETEL VO VITAPYEL
YPOMT EVNUEPMOOT GE TEPIMTOON amovciag mpwy T cvvedpia. Emrpémovrar péypt 3
OTOVGIEG.

O Baocikdg 6TOY0C TG OUAdNG OVTHG EIVOL 1] AVOKOVPLOT TOV OTOU®Y Kot 1] KOADTEPT
dwyeipton g KabnuepvotTag pe pio kKadvtepn mototnta (one. H Paocikn epguvntikn
vdBeon eivar, av 1o wpdypappo eivor amoteAecpaTiKO Yoo To. pEAN G opdoag. H
TPAOTN TAOTIKY £QapHoyn tov mpoypaupotog to 2022 (Paxitdy, 2022) avédeite ta
TpaTo OeTIKG OmoTEAEGLATO.

Mia onpoxpatikny Kotvevio KaAEital Vo TPOSTATELEL EDAAMTOVS AVOPOTOVG KOl VL
toug e&aoparilel mpdcoPaon oe amotedeopatikég Oepomeie, ota Ao TV OTOI®V
yiveETOl KOTOVONTO, TTAOC UTOPOVVE TO TPOPANUOATO VO OVTIUETOTICTOVVE KOl VO

gmivbovve.

2. M£00d01

XopnynOnkav ta £ENG 0EIOMGTO YOXOUETPIKA TEGT TPV Kot LeTA TNV TapépPaocn: Beck
Anxiety Inventory (BAI), Beck Depression Inventory (BDI), SCL-90-R, FAF
(Fehlerschlagangstfragebogen) kot U (Unsicherheitsfragebdgen) (Avtwviov et al., 2015;
Beck et al., 1988, 1988a; Donias et al., 1991), Symptoms Rating Scale for depression
and Anxiety (SRSDA) (Fountoulakis et al., 2003), to WHODAS 2. 0 Greek version
(Koumpouros et al., 2018), to omoio a&loloyei Tov cuvoAkod Poabud avoammpiog Kot

AertoupykdTToG KOODS Kot ETUEPOVS KATNYOPIES:



1 yvooiokn Aeltovpylo-Katovonon Kot ETKOVeovia, 2 KivnTikotnta-kivion Kot EDKoAo
oV petakivnon, 3 Avto@poviida-@povtido OTOHKNAG VYIEWNS, VIVGIHO, eaynTd, Kot
ave&aptnn Slapovn, 4 KOWOVIKES EmapEs, 5 dpactnprotreg Long: otklakd, eAe0BePOC
1POVOG, epyacia, oyoreio Kot 6: GLUUETOYN], EVTOEN OTIC SPACTNPLOTNTES TG KOWOTNTOG
Kow TG Kowmviog kor téhog v Recovery Assessment Scale (RAS-DS), n onoia
a&lohoyel £va GUVOAIKO GKOp KaOMOS Kot emuéPovg katnyopieg: 1. kavovtag mpdypato
OV EKTIUD, 2. ateVilm To HEAAOV, EAEYX® TNV dloTapay] LOV Kot cOVOEST) Kol AViKELY

(Hancock et al., 2019).

3. ZtoTioTiK avaivon

Xpnowonombnke 1 €kdoon 13 tov SPSS yio tn devépyela T OTATIGTIKNG OVOAVOTG.
T-paired test ko effect sizes (Bortz, 2002; Cohen, 1988) ypnowuonomdnkav yio tnv
GTATIGTIK] OVAALO.

[Mopoakdto Bo TaPOLGIAGTOVY TA ATOTEAEGLATOL.

H opdda acBevov pe kuotikn tvoon giye apykd 13 péin. 4 diékoyav. Adyot doKomng:
3 ayydbnkav amd tn Oepomeion Ko €va Atopo INA®GE cuppeToyn oAAL dev Mpbe
kaBoAov. 10 (71, 42%) ovppeteiyov kot olokAnpwoav tv Ogpameion yopic va
EeMePAGOVV TO EMTPENTO OPO TOV 3 ATOVGLOV KOl EGTELOV TO EPOTNUOTOAIYLN TPV
Kot petd v Bepomeio. Ze 2 HEAN GLVEGTNGA TNV GLVEYLOT] TNG TOPUKOAOVONGTG TOVG
o€ eMMESO ATOMKNG TOPaKoA0VONONS amd YuyoAdyo Kat yuyiaTpo.

H opdda ppoviiotdv acbevov pe kuotikn tvoon eixe apywd 16 péin. 10 diékoyav.
Adyot daxomng: 3 dev ovppeteiyav kaBolov oty TpdTN cuvedpia kat ot 7 Eemépacav

T0 0pl0 TOV 3 OMOLGLOV Kot Ogv pmnKav otn dwdwkacio va gwdomomaoovve. Ta 10



dropa, to omoio SEkoyav EUPAVICAV PEYAAN SVOKOAID TPOGOUPUOYNG GTOVG KAVOVEG
NG OpAd0G Kot evouvaicOnong anévavtt 6to VTOAOUTO, LLEAN.

Amd ta 6 pédn (37, 5%), to omoia oAokAnpwoov TV oudda, To €va HEAOG OV
EMECTPEYE TO EPOTNUOTOAOYIO. UETG TNV Ogpameio. Xe évo péAoG CLVESTNGO 1N

GULVEYLOT TNG TAPAKOAOVONONG GE ATOUIKO TANIGLO atd YUYOAOYO Kol WYuyioTpo.

4. Anoteléopata
[Mopaxdtw Bo TapPOVGIGTOVVE TO ATOTEAEGLATO TOV OUAOM®V.

Table 1. Characteristics of patients with Cystic Fibrosis

N=10

M(SD) t/Chi.Sq. p
Age 37.50(7.84) 15.10 .00
Sex 1.10(0.31) 10. 00 .35
(F 90%, M 10%)
Family 2.10(0.87) 20. 00 .33
Status
(married 30%
divorced 30%

unmarried 40%)



Employment 1.90(0.87)
Status

(employee 40%

retired 30%

unemployed 30%)

20. 00

.33

Table 2. T-paired Test patients with Cystic Fibrosis

10

M(SD) t(df) P
Anxiety before 8.10(4.65)
Anxiety after  4.50(2.32) 2.60(9) .02
Obsession before 18.80(13.79)
Obsession after 14.40(14.15) 2.59(9) .02
Assertiveness  29.50(8.68)
(DiffNo) before
Assertiveness
(DiffNo) after  22.30(10.66) 2.87(9) .01



Recovery 1 before 82.70(16.52)

Recovery 1 after 94.16(5.97) 2.60(9) .02

WHODAStotal before 29.66 (16.13)

WHODAStotal after 20.83 (13.02) 2.46(8) 03

WHODAS 6 before 44.57(24.45)

WHODAS 6 after ~ 27.08(19.77) 2.27(9) 04

DiffNo: Difficulty of saying No, Recovery 1: Doing things i value, WHODAS 6:

participation on society

effect sizes patient group (Cohen: 0, 2 small, 0, 4 medium, 0, 8 large)
Anxiety 0, 67 medium

Obsession 0, 82 large

Anger 1, 06 large

Assertiveness variables

Fear of criticism 0, 37 medium

Fear of contact 0, 29 small

Assertiveness 0, 47 medium

Difficulty of saying No 0, 91 large

Guilt 0, 34 small



Recovery

RAStotal 0, 53 medium

R1 (Doing things i value) 0, 82 large

R2 (Looking forward) 0,42 medium

R4 (connection and belonging) 0, 52 medium
Functional outcome

WHODAStotal 0, 82 large

W1 (cognitive function, communication) 0, 23 medium
W3 (self-care) 0, 58 large

W4 (social contacts) 0, 29 small

W5.1 (activities at home) 0, 30 small

WS5. 2. (school, studies, work 1, 16 large

W6 (participation on society) 0, 71 large

Total therapy effect size 0, 57 medium



Table 3. Characteristics of caregivers of patients with Cystic Fibrosis

M(SD) t/Chi.Sq. p
Age 46.20(10.01) 10.32 .00
Sex 1.20(0.44) 5.00 .28
(F 80%, M 20%)
Family 1.20(0.44) 5.00 .28
Status
(married 80%
divorced 20%)
Employment 1.20(0.44) 5.00 .28

Status
(employee 80%

retired 20%



Table 4. T-paired Test caregivers of patients with Cystic Fibrosis

N=5

M(SD) t(df) p
Depression before 10.20(4.65)
Depression after  7.40(5.94) 4.22(4) .01
Assertiveness
(DiffNo) before 25.80(7.79)
Assertiveness
(DiffNo) after 13.20(14.82) 2.87(9) .03

DiffNo: Difficulty of saying No.
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Effect sizes

Depression 1, 67 large
Anxiety 1, 08 large
Obsession 0, 53 medium

Anger 0, 31 small

Assertiveness

Fear of criticism 0, 49 medium
Fear of contact 0, 79 large
Assertiveness 0, 42 medium
Diffficulty of saying No 1, 35

Guilt 0, 72 large

Recovery

RAS Total 0, 46 medium

R1 (doing things I value) 1, 05 large
R2 (looking forward) 0, 11 very small

R3 (control my disorder) 0, 60 medium



Functional outcome

W1 (cognitive function, communication) 0, 67 medium
W3 (self-care) 0, 44 medium

W4 (social contacts) 0, 61 medium

W51 (activities at home) 0, 44 medium

W52 (school, studies, work) 0, 57 medium

W6 (participation on society) 0, 25 small

Total therapy effect 0, 48 medium
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5. Xvifntnon amoterESPATOV
To gpevvnTikd avtd TpwTOKoALO Ppioketon oe e£EMEN. o o 2023 éyovpe ta e&ng
amoteléopato. H opdda acbevov pe KuoTikn ivwor mopovcioce GTaTIoTIKG GTUAVTIKE
amoteAéopato OGOV aeopd v PBeATioon Tov GyYovs, TOV 10E0YVYOVUYKAGHOV, TNG
dvokoroc va Aém Oyt (dekdiknTikdtnTa), TV PeAtimon G avamnpiog Kot
Ae1tovpy1KOTNTOG (GLVOAMKO GKOP KOl GUUUETOYN OTNV KOWATNTO) KO TNV duvaTdTnTo
avaKopyng Kot emavévtaéng oty kotvovia (kédvovtog mpdypata wov ektip®). Ta effect
sizes, to. omoia deiyvouv 10 péyebog emidpaong g Bepaneiog, avédei&ov Peltioon oto
dryyoc, Tov 100y LYOVYKAGHO Kot ToV Bupod, oTig HeTaPfANTég S1eKdKNTIKOTNTAS, KOl G
petaPAntég, ol omoieg cvoyetiCovtal pe TNV AEITOVPYIKOTNTO Kot TV avikopyn. To
ovvolko effect size tng Oepaneiog eivar 0.57, TOAD KovomonTikd Yo pio TapéuPoon.
H opdda ppovtictdv achevov pe kuotikn ivoon tov 2023 mapovcince GToTIOTIKA
onuavtikd amoteléopato Ocov apopd v Peitioon g KatdOAwyme, kot g
dvokoriog va Aém oyt (dexdwkntikotnta). Ta effect sizes, To omoia deiyvouv to péyebog
enidpaong g Oepameiog, avédeiav PeAtioon oty KotdOlwym, T0 AyYoc, TOV
wWeoyvyavaykacpud kot tov Oupd, otg UeTOPANTEG  OlEKIKNTIKOTNTOS, KOl GE
petafAntés, or omoieg cvoyetiCoviar pe v AgrtovpytkOTa Ko v avakapyn. To

ocvvolko effect size tng Bepamneiog eivar 0.48, TOAD KavoTonTikd Yo pio TapéuPoon.
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Ta mopamdve oamotedéopata avédelov v OeTikn emidpacn TG OOIKTLOKNG
OLLOOIKNG YVOGLOKNG GUUTEPLPOPICTIKNG Yuyobepameiag, Ta omoia cuoyetilovtot kot pe
amoteAéopato AoV epevvav (Quittner et al., 2016; Speed et al., 2017; Verkleij et al.,
2021) xoBdc Ko pe TV TAOTIKY €Qapuoyn tov mpoypdupotog to 2022 (Paxitln,
2022). H Pektioon tg OlekdknTikOTNTOG Umopel vo odnynoel ot PeAtioon Tov
dryyovg, g KatdOAlnymg kot tng avtonemoibnong (Speed et al., 2018).

H opoadwn avt) mapéuPaon dwpkel 13 ovvedpies. H cuvéyion e mapakorovdnong
KAmo1wv HEA®V TV OUddwV kpidnke amopaitnn Kot £€yvav ot avAAOYEG TOPOUTOUTES
oV OlEMoTNUOVIKY Opdda TV HovAd®mV KVoTikhg tvoone. H ocuvvepyasio pe Tig
povéodeg KuoTikng tvwong oto EBvikod Zootua Yyeiog eivan amapoitnn.

H opadum avt mopépPacn €xel cav Pacikd 6tOX0 TV EKTAIdELOTN oIV dloyeipion
€VOG UNYOVICUOD OVTILETOTIONG TNG Kadnpepvotntog Kot avarioucioons g (ong pe
Baon ta véa dedopéva. TlapdAinia evovvoudveTot Kot 1) ATOUIKT €08V amévavTt 6Ta
npofAnpata. 'Etol n opadkn avt Bepaneio epapudletor péso amd TNV OTTIKY YOViL
™G avaKapyng kot tov enavanposdopiopov g (ong (Rakitzi, 2023), kdtt to omoio
Bedtidvel TNV atopkn evBVHVN Kol THY TPOGUPUOGTIKOTNTA 6T o).

To drop out otV opdda PPovIGTAOV givar peydro, kdtt T0 onoio cvoyetiletan pe v
dvokoAio Oécpevong amévovtl otnv opdoa yo. 3 pnveg kabmg kol pe TV EAAEWYM

gvouvaicnong amévovtt ota VOO PEAT.
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Ta peyédn tov 2 opddwv givarl pikpd, k4Tl To onoio emnpedletl TAVTO oPVNTIKA Kot T
OTOTIOTIKY avdAvon. Agv vdpyel GUYKPLoN HE Opdda EAEYYOL, KATL TO 0Toio dev NTav
€PIKTO  vo  vhomombei, STt  ypewdlovrar  meplocoOTEPOVEG  €BeAoVTEG
YLY00EPATEVTES/TPIES.

Soumepacpatika, 1 Yyoyxobepameio oamotelel €va  avomdomAGTO KOUUATL OTNV
dwyeipton g KvoTikng tvwonc. H diepedvnon g amoTeAeGUATIKOTNTAG TG OUAOTKNG
avtg Oepaneiog o éva peyaidtepo deiypa amotelel Eva peAlovtikd pog otdyo.

Ta péAn amd pova tovg avéeepav Tig €€Ng evrvnmaoelg and v Bepaneio: ‘Epado anod
TOVG GAAOVG VO GKEPTOUOL EVOAAAKTIKG, BEATIOON GTN dLoElPLoT APVNTIKAOV CKEYEWV,
Bedtioon avtomenoibnong, Peitioon g dlayeipiong Gyyovs, dev eipacte HOVOL pog,
Bedtioon oty dayeipion Bopov, Epada vo Aéw meptocodTepa 0L, Epaba va potpalopot
TPAYUOTO PE AAAOVLG KOl £TOL TOPO VIMO® 7o duvart) va acyoAndm evepyd pe Tov
ovALOYO, €paobo  kavovpylo TPAypota, 1 OpadiKn  yuyoBepameio  gival Mo
eVOPEPOLGO OO TNV aTolkY] yuyoBepameio, avéndnke mn  evuvaicOnon pov
owyepiCopon kKaAdtepa Tov @OPo Bavdtov, sipoote pion owoyéveln, ovénonke m
ATOd0YN.

Mio dnpokpatikn kowvovio opeilel va mapEyel EPTEPIKA TEKUNPLOUEVES Bepaneieg oe

€VIAMTOVS avOp®TOULC!
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