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Evyoprotieg

Apycd Bo Bela va gvyapiotiom Bepud v katallopévn emPrémovca KadnynTpd Lo, K.
Mapika Zoppov 7y v moAdtiun Ponded g kaB’6An 1 dbpkeln ekmOvong g
LETOMTUYOKNG Hov gpyociog. Ot emMOTNUOVIKEG TNG YVAOOELS, Ol GUUPBOLAEG NG Kot 1
kaBodnynon g pe Ponnoav vo teAelomo|cw TV SA®UATIKY pov gpyacio. Emiong, Ha
nbeka va evyaplomon v Kotallopévn katnyntplo k. Iatpova Belopdkn mov pe eméhele
VO GUUUETACY® GTO GUYKEKPIUEVO UETATTUYIOKO TPOYPOUU KAODS Kt GAOVG TOVG KOO YNTES
tov tunuotog. EmumAéov Oa MBeha va avaeepbod otov odluyd pov Miyydin kor vo tov
EVYOPICTHC® YO TV OTHPIEN KOL TV AUEPLOTY] GLUUTOPAGTOCT TOL KB’ OAN TNV S1APKELD TV
UETOTTUYIOKAOV HOV OTOVd®V. TEAOC YpwOTA® £vo. HEYAAO ELYOPIOTM® GTOLG YOVEIC HOL

Kovotavtivo kot Zoeia mov pe peydAoocay pe oydmn, pe opyes kot a&ies.
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1 Iepiinyn

>V mapovca epyocio, UEAETATOL 1) @POVTION TOLOIDV TOV VOGOV Omd KLOTIKN {vmorn HE
YVOUOVO, TNV OKOYEVELD. APYIKA, avaAdETOL 1 £VVolo TNG KLGTIKNG tvawong, ot Adyotl mov v
TPOKOAOVV, TOL CUUTTOWUOTE TNG VOoOL, 1 Oldyvmwon Kot 1 Ogpamevtikn aywoyn ywo. v
OVTILETOTION TNG. YOTEPO, OVOADETOL 1] EKONAMON TNG VOGOV 6T TOOLY KOl Ol ETIMTMCELS
oV kadnueptvoTTd Tovs. Toviletan €00 0 GNUAVTIKOS POAOG TNG OKOYEVELNS OTN Olayeipion
KOl OTNV avTIHETOTION TG vooov. ‘Enetta, diepevvdrtol n onpoacio e voonieiog tov modton
amd TO OmiTL, Ol POAOL TV EWOIKMOV VYEIOG KOL 1| GUVEPYAGIO TOVG WE TO TOWL KOl TNV
owoyévela. TELOC, TePLYPAPOVTAL O1 OVTIMYELS KOl O GUVALCHNUOTIKOG KOGLOG TMV TOUOIDV LE
KLGTIKN tvedon Kot ot ETOPAGELS TOVS LE TO EVPVTEPO KOWVAOVIKO GUVOAO, EVA EMIGNUAIVETL 1|

GUVEIGQOPA TNG OIKOYEVELNG GTIV YUXOAOYIKN GPOVTION TOVG.
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2 Summary

In the present study, family oriented care of children with cystic fibrosis is examined. Initially,
cystic fibrosis along with its causes, symptoms, diagnosis and treatment is presented. Then, the
manifestation of the disease in children and its impact on their daily lives is discussed,
emphasizing the important role of the family in managing and coping with the disease.
Furthermore, the significance of home-based child care, the roles of healthcare professionals,
and their collaboration with the child and the family are explored. Finally, the perceptions and
emotional world of children with cystic fibrosis and their interactions with the broader social

environment are described highlighting the family’s contribution to their psychological care.
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3 Ewsaymym

H xvotwikn itvoon givor pua kAnpovopikn acBévela mov emmpedlel kupimg Tovg TVEOUOVES AALGL
Kol GAAC OpyovoL OTTOC TO TAYKPENS, TO VEPPA, TO HIOP KoL TO EVIEPO TPOKAAMDVIOG GLUYVOTEPQ
mvevpovikn averdpkewa. [Ipoxadeitor Adym yevetwkov petodrdéewv oto yovidro CFTR. H
npoteiv) CFTR givor vrevBovn yuo v petapopd 16vtov yAopiov ota emtOniokd kottapa. H
amoVsia TNG TPOTEIVIG AVTNG 00MYEL GE OPLOATOUEVES KOl KOAMOELS EKKPICELS, Ol Omoleg
Qpalovy TOVG TVEVHOVEG £XOVTOG MG OTOTEAEGUA TG GLYVEG AOUMEELS TOV OVOTVELGTIKOV

(Thompson Rj, et al, 1998).

KAnpovopeital pe vwolemopevo avTtoocmUATIKd TpOTO, ONANON Yo VO TAGYKEL Eva Toudl amod
KUOTIKY tvoor mpénetl va €xel KAnpovounoet dvo petadhaypéva oviiypago yovidiov CFTR,
éva amd Kabe yovéa. Xe mepintmon etepoluymtiog, onAadn KANpovounon evog HETOAALYLLEVOL
yovidiov, 10 dtopo Bewpeitar gopéag ki Oyt acbevig . Edv ovo @opeic amoktiicovy moudi,
vrapyet 25% mBoavotnTa T0 Tl Vo TAoyEL amd KLoTIKY tveon, 25% mbavdétmra 1o modi va
etvar amoAdtc vyEg kot 50% mbavotnta To Todi va givar opag TG KVGTIKNG tveong OTmg

ot yoveic tov (H Nocog, 2024).
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(https://www.cysticfibrosis.gr/ekpy_4898-1-11-2018.pdf).

H Ivokvotikny Nocog givar pio kAnpovopukn acOévela mov gpeaviletal katd kopto Adyo otnv
Aevkn] ouAn (Lane & Doe, 2014). Zmv EALGSa ektipndtal 6Tt yeEVVIOUVTOU L€ KVOTIKY tveon
nepinov 40-50 mardd to ypdvo, dSnradn éva (1) ota 2000-2500 wardd kabe xpovo. v ydpa

pag vrapyovv mepinov 850 acbeveig pe kvotikn tvwon eved oty Evpdnn o apBuog avépyetan
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otovg 51.000 acBeveis. Yrooyiletan 6t mepimov 500.000 'EAAnveg etvar popeig TG vOGOoL TOL
ooduvapel pe o 5% tov TAnBuopot g yopog pog. To yovidlo mov oyetiletal e TV KLGTIKN

tvoon tavtoromOnke o 1989 kot Picketon oto ypopdsoua 7 ( 7q31) (Ewéva 2).

Chromosorme 7

— FpIEE

— FpTLE
— FgTL=z

— Fa3s.3

Ewova 2. H 0éon tov CFTR yovidiov oto ypopdcoua 7 ( https://www.ctwa.org.au/ct-
overview).Ze vym atopa 1 tpoteivn CFTR oynuotileton péca oto KOTTOPO KOl GTI GUVEXELL
TagldeVEL OTNV KLTTOPIKY HEUPPAVN. LN GUVEXEW OpO OC KOVAAL TOV EMITPEMEL GTO, 1OVTA
yAwpiov va péovv € amd 10 KOTTAPO. AcHEVEIEG TOL GLVOEOVTOL e LETAALAEELS GTO YOVIOl0
CFTR o@eilovion otV EAOTTOUATIKY] AELITOLPYIOL TNG TOPOYOUEVNG TPOTEIVNG 1 pelwon 1
OmOVGie TNG TPWOTEIVNG TOV PTAVEL GTNV KLTTAPIKY EMPAvELL. AV N pelwon TG TPOTEIVNG
CFTR onpaiver 6t vapyet petmpévn Ekkpion yAopiov Kot avEnpévn amoppdenon vatpiov
ota emOniokd KoTTOpo. Avtd TpokaAel petwpévn kiviion Tov vepoy péca Kot £E® omd Ta
KOTTOPO, UE OTOTEAEGLOL T LT PUGIOAOYIKN TTapay®YT| PAEVVAG GTOVE TVEDOVES, TO TAYKPEQS,

t0 évtepo Kot dAra Opyava ( https:// www.cfwa.org.au/cf-overview).

H petdAraén Af508 amotehet v mo cuyvn pnetdAialn kabng xel aviyvevbei o€ mocsootd 70%
TV TepTOce®V oe mANBuopovg g Bopewag Evpomng kot 30-40% oe mAnBuvopovg g
Notwg Evponng. Zmv EALGda 1 cuxvomta g HETAAAAENG QVTNG EKTIUATOL GTO TOGOGTO

50%-55% (Cystic Fibrosis Foundation Patient Registry, 2014).

[Modowotepa, ot acbeveic pe kvotkn ivoon dev Katdeepvov vo emPidsovy péypt v
evnAkioon, ®otdco, ta terevTain ¥pdvia 1o TPocsdokipo Lmng £xet avénbel onuavitkd (Elborn
et al.,, 2016). H avénon oavt oeeihetor omv €MOTNUOVIKY] TPOOOO KOl GE KOVOTOUES

Oepaneiec Tov acBevav pe kvotikn tvoon. Ot véeg péBoodor Bepameing, Omwg avtn TNg

14



yYovidwokng Bepameiog, Exovv peydieg dvvatdtteg vo aAddEovv v mopeia g vocov,. Ta
TeEAEVTOIOL YPOVID. YPNOUOTOIOVVTIOL VEEC HOPPEG OVIIPAEYUOVMOODV KOl OVTLULIKPOPLOK®Y
QopUAK®V Tov ovuPdAiovv oty avénon g péong emPioone. (Cruz, 1. Et al, 2009).
Emmpdcheta n £ykaipn dbyvoon e vocov kat 1 ykaupr Evapén e QopUOKEVTIKNG Ay®YNg
&yovv ovuPdiler omv avénon tov mpocsdokipov Lwne. Emiong ta efedikevpévo Kévipa
TapEYOLV opyavOUEV @GpovTida oTovg acbeveilg pe amotélecua mn mopeion TG VOGOL v
BeAtidveTor onpavtikd. Zopemva pe o 0edopéva 0 HEGOG 0pog Lo TV acbevav givor ta 35
£, evo yépn otV mpdodo NG EMOTNUNG VIAPYOLV acbeveig mov Eyovv cuumAnpoocet ta 50

é¢m Cong (https://cysticfibrosis.gr). Akopo Kawvotopeg Oepaneieg 0TmG 1 yovidlakn Oepameio

OV GTOXEVOLV GTNV OVTIKOTAGTAGN TOV ToHOAOYIKOD YOVIdiov KLplG oTa KOTTOPO TMV
AEPOYOYDV, Kol TOV PBpiokoviol 6€ GTAS0 KAVIKGOV SOKIU®V ovopuévetar 0tt Bo aAlacovv

dpacTiKd TV mopeia g vosov.

H wopwo aitio Bavdatov tov acbevov eivar 1 avoamvevotikn avemdpkelo (Cystic Fibrosis
Foundation Patient Registry, 2014). Eoutiog g vOGOL TPOKAAOVLVTOL OVOTVEVGTIKES
AMOWMEELS. ZVYKEKPIUEVA, TOPAYOVIOL TAYOPPEVOTES EKKPIGEIS VYPOV Kot PAEVVOC GTOVC
vedpoves KoOMg emiong Kot 6 GAAL OPYaVa TOL GMOUOTOG OTMS: TO TAYKPENS, TO NTOP KOl TO
€vtepo. Me autd tov TpOTO, LE TO TEPAGLLO TOL XPOVOL T Opyava veicTavtal coPapés PAEPeC
Kol otadlaka oonyovvron otnv ovendpkela (Farrell, 2008). H acBéveln dmwg avapépOnke
TOPOTAVE® TATTEL TOAAL OPYOVO TOV COUATOS OTMG: TO Nap (Kippwon), 1o Eviepo (eredq),
TOVG TOPOPPIVIOVNG KOATOLG HE TNV EUPAVIOT] TOAVTOd®V amtd veapn MAKio, TO YeEVVNTIKO
GUOTNUO OTO OyOPlo, LE TO HEYOADTEPO TOCOGTO VO AVTIIUETOTILEL TPOPANLOTA YOVILOTNTOG

KOl TOL 00TA UE TNV avATTUEY PELLATOEDO0VS apOpiTIdNG, 0GTEOTOPOGNC KOl OGTEOTEVIOG.

Eikova 3: Zotwd 6pyava mov mAntrovrot amd v voco ( https://www.cysticfybrosis.gr).
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Emonpuoroyika ctoryeio

Ymv EAAGda ektipdton 6Tt yevviovvtan pe kuoTikn tvoon 40-50 toudid to ypodvo. To 4% tov
vevikoh mAnBvopot eivor @opéag tov petariaypévov yovidiov, omAaon mepimov 500.000
‘EMnveg gtvar @opeig. Ztmv EALGda vapyovv mave amd 850 acBeveic, eved extipudton Oti

vrapyovv mepiocdtepeg omd 2000 petaArdéelg kot tepimov 350 and avTég TPOKAAOVY KVUGTIKN

16



tvoon. H ocuyvotepn yovidtaxn PeETGAAAEN GTNV YOPOA LOG e TOGOGTO cuyvotntag 53% eivor
Phe508del, n omoia Bewpeitar pio and 115 Papdtepeg oe cvuntopotoroyio petaAraéels. O
peyoAdtepog apliudg tov acbevov mapakoiovdeital omd To OpyAvVOUEVO KEVIPO KVOTIKNG
tvoong mov Ppiokovror oty AOMva kot ™ Osscarovikn. MdAota, T0 TodATPIKO KEVTPO
[Maidwv-Ayia Zogia &xer mapakorovdncel mave amd 300 modld, eved 610 ZIGHAVOYAELO 1|
LOVAd0 KUOTIKNG tVvong evMK@V dlopK®g avEAVeEL TIG TapakoAovdncelg achevav Adym g

avOo0v ToV TPocdOKIpov emPiwong (https://www.cystictibrosis.gr).

3.2 AiTw0 KOl GOUTTONOTO

Onwc éxel avagepbel mapomdve, M KVoTIK) tvoon elval pion KANPOVOLIKY YEVETIKY VOCOG.
Aula g voéoov egivar mn vmoapEn petorrdEewv oto yovidio CFTR (Cystic Fibrosis
Transmembrane Conductance Regulator), 1o omoio givor vrevbuvo yoo ™V mopaymyn oG
TPOTEIVNG N omoia eAEYyeL TN O1EAELOT WOVTOV YAwpiov pésa kot ££® and to KotTapo. Otav
npoteivn CFTR Aettovpyetl opadd, ta 1dvta yAwpiov péovv erevbepa péco kot €@ amd To
KOTTOpO. Q01660, dTOV N TPOTEIVY dev Acttovpyel, e€ontiog g HETOAAAENG, TO 1WOVTO deV
umopovv va péovv €€ amd 1o kutTapo. H dvciertovpyia g mpmteivng avtg onpovpyet
coPapd mpoPfAnuata oto {OTIKE Gpyava TOV ATOUOV TOV VOGE], e KOPLO YOPAKTNPIGTIKO TNV
OVOTTVEVOTIKN OVETAPKELL AOY® TNG GLOCMPELGONG TAYVPPEVOTNG PAEVVIG GTOVG TVEDUOVES

(Kanavakis, 2006).
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Location and Function
Cystic Fibrosis Transmembrane Conductance Regulator (CFTR) Protein
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healthline

Ewova 4. H mpwteivn CFTR givon pia mpoteivn mov yapaktnpiletor og kovai 10viov. Avto
onuaiver 0Tt EAEYYEL TN pon WOVTOV YAWPIov Kol vaTpiov eviOg Kot £KTOG Ao To KOTTOPO GE
0TO10OMTOTE HPYOVO TOL GMUATOG OV TTaPdyeL PAEVVA OTwg ot Tvevpoves. Otav 1 TpoTeEivn
Aertovpyel OHOAL OTOC PATVETOL GTNV TOPATAVE EIKOVA TO 1OVTO pEovV eAehBepa péoa Ko £
amd to KOTTopa. 26TOC0 OTAV 1 TPWOTEIVY] OLGAEITOVPYEL, AOY® TG UETAAAOENCS, TO 1OVTO OEV
umopovv vo. péovv €£m omd 10 KOTTOPO AOY® amokAswopévev kKovolwv CFTR. H
dvoettovpyia avT €XEl WG OMOTEAEGHO T GLOCMPEVOT TTAXHPEVOTNG PAEVVAG Ge dbpopa
opyava tov  copatoc.  (https://www.healthline.com/health/cystic-fibrosis/cystic-fibrosis-

transmembrane-conductance-regulator#function).

To cvpntopoto TG KVoTIKNG tvowong epgavifovior cuvnBmg amd v Ppeeikn nAKioa Tov
acBevl | okOpo kol amd TNV ook nAkio. Xmoviog eueoavifovior  GUUTTOUATO GTNV

epnPucn M v evilikn {on. Zovn0elg ekdNAOGELS 6Ta VEOYVA Kot 6To Tondld gival n eEAMmng
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avamTuén, 1 AvemaPKNG TPOSANYM BAPOVS, 1 SLGKOAID GTNV AVATVOT], O XPOVIOG TOPAYWOYIKOG
Pyag pe QAEpOTO, Ol GLYVEG AOWUMDEEIS OTOVG TVEVHOVEC KOl GTOVS KOATOLG TOL
TPOGMOTOV,TOVOL GTNV KOWA pe Odppoteg kot dvokotmdtto (Bush a, Alton E, Davies J,
Griesenbach U, and Jaffe A., 2006) . Eniong ta cvvnféotepa copuntdpate 6To. ATOMHO TOV
voooUV €ival 1 OVOTVELGTIKY OVETAPKELD, TOYKPEOTIKY OVETAPKELD, GOKYOPOING dtafntng
KLOTIKNG tveong, vrroyovipdtnta (oto mepiocdtepa dppeva atopa), tinktpodaktuoiio (Ewova
5), alpvpdc WpodTOg KabmG emions Kol 0GOEVEIEC TOV 0GTMOV OTMG 0GTEOTOPMGT), OGTEOTEVIM,
TOVOGS 6TIS apOBPDOGELS Kot pevpatogdn apbpitida.

2tovg Gvopeg M KLOTIKN tvwor onpovpyel coPapd mpoPAnpate yovipotag eumodilovag
TOVG VO, OTOKTHGOVY TOdi HE PUGIKO TPOTO. QGTOCO, Ol YUVAIKES TOV TAGYOLV OO TN VOGO
glval YOVIIEG KOl UITOPOVV VO TEKVOTOIGOLY. ZOUP®VA HE To, TeEAevTain ototyeio to 97-98%
TOV OVOP®V OV TAGYOLV OO KLGTIKT tvewon elval VTOYOVIHOL S10TL TAGYOLV OO ATOPPAKTIKY|
alwoomeppia. Avtd cvpfaivel enedn to dropa avtd yevwnOnkay yopilg orepratikohs TOPOVG

(Elborn, S. et al, 2016)
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Ewéva 5. ITAnktpodakturio oe acOevn pe K.I (Radiopaedia.org, the wiki-based collaborative

Radiology resource. Available at: https://radiopaedia.org/. (Accessed: 6th July 2020 )

3.3 Merarracerg Tov yovidiov CFTR

2oppova pe tn Phon dedopévev Cystic Fibrosis Genetic Analysis Consortium  €yovv
avakalvedel teprocotepeg amd 2000 petdrraéelg oto yovioro CFTR. TToAlég and avtég etvon
YVOGTO 0Tl TPOKOAOVV KLoTIKY tvoon. H petdAdaén Af508 amotelel v mo cvyvn petdAriaén
kabag £xel aviyvevbel oe mocootd 70% oe acbeveig pe Kvotikn itvoon oty Kavkdowo euir.

Ot petarra&erg Tov yovidiov CFTR dwaxpivovion og €& katnyopieg [ — VI (Ewkéva 6) :
I. IIMpng advvapio cvvBeong g npwteivng CFTR.

II. EAaTTopatik] opipaven g Tp®Teivng Kot advvapio HeTapopis TG OTNV EMQAVELL

TOL KLTTAPOV.

II1. Advvapio amdkpiong Tov d1vAov e€ontiog LETAAALAEEDY QUIVOEEMV.
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IV. Mewwopévn dwaxivnon dviov yYAopiov pEcm Tov d1adA0V AGY® ELVTTOUOTIKNG HOPPNS

g CFTR.

V. Mewwpévn ovvheon g CFTR.

VI. EAdrtoon mopovsiog tg CFTR oty xuttaponiacpotikn pepppavn.

(The CF Gene Mutation Classification. Available at: https:/www.cfwa.org.au/cf-

overview/).

Ewéva 6. Ta&vopnon petddraéng yovidiov CFTR (https://www.cfwa.org.au/cf-overview/)

Normal | n m v v Vi
Ugrch cr
aq 9 a a a
a
— —— —
Decreased
Mature Absent Absent Defective Defective Scarce CFTR
functional functional functional channel CFTR functional membrane
CFTR CFTR CFTR regulation channel CFTR stability
— e = — = = —— — S a— — = — p— —
Nl —— B — e — ol —— ol —— ol ——
| Po— ’ | [
Absent destruction of Scarce
Mascent nascent P misfolded Mascent Nascent nascent Nascent
CFTR CFTR CFTR CFTR CFTR CFTR CFTR
Endoplasmic reticulum Endoplasmic reticulum Endoplasmic reticulum Endoplasmic reticulum Endoplasmic reticulum Endoplasmic reticulum Endoplasmic reticulum
— —— — — = —— ] — = —— = ——
———= —
Full-length Unstable Full-length Full-length Full-length | Correct RMA  Incorrect RNA Full-length
“MN_n CFTRRNA N~ truncated ~ M CFIRRNA =™~ CFTRRNA N CFTRRNA |4\ o 7\ . ~MN_n CFTRRNA
e L RNA \wny e wn vl o )
¢ \ ¢ ¢ . * \ ; 2 % _ x \ ; .
Nucleus Nucleus Nucleus Nudeus Nucleus Nuclewus Nucleus
CFTRDNA CFTR DNA CFTR DNA CFTR DNA CFTR DNA CFTRDNA CFTR DMNA
i i o
CFTR defect No functional CFTR trafficking Defective channel Decreased channel Reduced synthesis Decreased CFTR
CFTR protein defect regulation conductance of CFTR stability
Nonsense; . . . _ " " - ; . "
Ty o GG frameshift Mlss_ense, . IMlsglanse, _Mlssgnse. Spllcl_ng defect; .Mlssgnse,
; 4 aminoacid deletion aminoacid change aminoacid change missense aminoacid change
canonical splice
Gly542x% Phe508del Gly551Asp Argl117His 3849+10kbC—T 4326delTC
Specific mutation Trp1282X Asn1303Lys Gly178Arg Arg347Pro 2789+5G—A GIn1412X
examples™ Arg553X lles07del Gly5515er Arg117Cys 3120+1G—A 4279insA
621+1G-+T Arg560Thr Ser549Asn Arg334Trp 5T !
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4 Awayvoon

H dbyvoon g xvotikng tvoong Pociletar apykd oty KAVIKY €KOVO KOl GTNV GLVEXELD
emPefordveTor HEC® EPYASTNPLOKAOV SOKIUAGIOV. Ta KAVIKA YOpoKTNPIOTIKA VO OTOLOL LE
Kvotikn ivoorn oyxetiCovior pe ypoévie avamveuoTikd TPoPANpoTe Omwg AOUMEES TOV
KOTOTEPOV OVOTVELGTIKOD, €VIOVOG KOl EMIHOVOG Pryag, GLPLYHOS KOTd TNV  ovomvon,
YOOTPEVTEPIKEG SLOTAPAYES, XPOVIO NIATIKY] VOGO, TOYKPEATIKY OVETAPKELD, PLVIKOL TOADTOOES
N typopitda, daytvia mov gueovilovy pio KopmvAdTNTo, OTEPITNTA 6TOVS Avopes. (Boeck, D.
et al, 2014). H xvprotepn péBodog d1dyvoone g KuoTikng tvwong etvarl o poplakog EAeyyoc.
O popukdg €heyyog yivetor pe ™ Aym €vog delypatog oipatog kol TPOTEivVETOL GTOV
TpoyevvnTikd €leyyo kdBe Cevyoug mov BéAel va tekvomomoet. O €heyyog yivetror yuwo v
gpyoomplokn emiPefaioon g vocov N vV avaltnon Qopémv TV HETAAAAEEDV TOL

yovidiov. ( Bush A, et al, 2006)

4.1.1 IIpoyevvnTikog £AeYY0G

O mpoyevvnTikog Aeyy0oc omoterel pio GEPA YEVETIKOV £EETACEMV TOV TPAYLOTOTOLOVVTOL GTO
dropo ya va avyvevbei 1 oyt vmapén petadloypévov yovidiov. Me tov mpoyevvntikd EAeyy0 ot
Yovelc pmopovv va evnuepwBovv €dv eivar @opeic tov petaAloypévov yovidiov kot vo
TPOETOAOTOVV yloL TNV YEVVNGON €VOG OO0V UE KLOTIKN tveon N vo amopoacicouv vo
TEPUATICOVV TNV EYKLUOGUVT. [daviKd 0 TpoyevvnTikog EAeyyoc Ba mpénet va TparypLatomoteitan
N Tpv TV gykvpoovvn 1 €og v 121 gfdopdoa g kdinong. Ta dtopa mov yvwpilovv Ot eivar
Qopeig 1 €xovv ouyyevelg acbevelg pe KuoTikn tvoon mpémel va tpofaivovyv 6Tov amopaitnto

nmpoyevvnTiko €heyyo. (Testing for C.F. Available at:https://www..cff.org/intro-cf/testing-cf).
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4.1.2 Teot IopoTa

H &&étaon avt petpd v ovykévipowon 1Oviov yAmpiov Kot vatpiov GTov 10pdTA TOV
oépuatoc. Etvan pia otkovouikn| kat ypnyopn €€étaon n omoio divel aAndn amoteAéouato 610
98% tov acbevov pe wvotikny tvoorn. H gpunveio tov onotedeocpdtov o mpémer va
ocuvovaletarl pe v KAVIKN €wkova tov acBevovg. Ot mhoyovieg and KuoTikn tvoon €xovv

a@UoKo VYNAQ enineda dhatog otov wWpmta (Legrys V. 2000).

o (2]

Tha | Swreat is
electrode collected
drives tha | | on filter paper
medicime ¥ or gasne

into the f [ —
skin f | Falger

%, b
© LS Hagh CI" concentratson

Sweaat is tested ]--,:A.-"- o e

for chioride (CI} S el
concentration

L5 ] -

High Ci- Mtscad

concontration is . -
mast likely due 1o CFI'P Cr channel
CFTR ion (CF} =

Surface of sweat gland cell

Ewéva 7. Zynpotikn aneikovion SoKiuaciog 10pmTo.
1. To niextpoddio 0oMyel T0 PAPLOKO HECH GTO JEPLLOL.
2. O 1¥portac cvAAEyeTal og €101KO PIATPO.
3. Metpdrtor n cvykévipmon Wviov yAopiov.

4. YynAn ocvykévipmon woviev yAopiov arotelel £voelln yio Kvotikn Tvoon (Diagnostic
Testing - Johns  Hopkins Cystic  Fibrosis  Center.  Available at:
https://hopkinsct.org/knowledge/diagnostic-testing/. (Accessed: 6th July 2020)
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4.1.3 Neoyvikog £reyyog

[Tpdkertan yuo évav Eleyyxo mov d1e&dyeTat 6TO vEOYVO, LETA TNV YEVVNON TOV, LE AyM aipatog
amd TNV TTIEPVO OTO TANICLO VEOYVIKOU EAEYXOL Tov g@apUOleTOL Yoo TOV €VIOTICUO
evogyopevoy madnocewv. H E€yxaipn dudyvoon g acBévelng, diver ) dvvatdtnta va
akolovOnBei n kotdAAnAN Bepamevtikn aymyn yopig va yobel moAdTHOog Y¥pOVOS Kol Vo
emeépel €161 060 10 dvvatdv embountd amoteAéopato. Neoyvd mov moapovcidlovv pn
QUOOAOYIKEG TIEG otV €E€TOON, TPAYUOTOTOEITOL OOKIHOGIO 10pMTO TPOKEWEVOL VOl

emPeforwbet n vmapén g vocov (www.cysticfibrosis.org.uk).

Ewoéva 8. Anyn aipatog veoyvov amd v mTépva yuo. YEVETIKO veoyvikd Eheyyo(Nursing
Children and Young People | RCNi. Available at: https://rcni.com/nursing-children-and-young-
people/. (Accessed: 6th July 2020 ).

5 O¢pameia
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Ot paydaieg eEghiEelg otn poplokt Proloyio paivovion EATIOOPOPES Yo TNV OVTIUETOTION TNG
KLOTIKNG tvoone. Apempia amotélece 1 tawtomoinon tov yovidiov CFTR. H avebpeon tov
YOVIOIOU KOt TV O1dPopmV UETOAAAEEDY TOL €xovv Ponbhoel otnv Katavonon Kot GtV
AVTILETOMION TG vOcov. H Bepamevtikn mpocéyyion g vOoov e0TIALEL GTNV OVIYLETMOMTION
TOV KAMVIKOV CUUTTOUATOV TOV TPOKOAOVYV TOAVGLOTNUATIKEG dtatopayés. To mo ouvyvo
TpoOPANpa mov oviipetomilovy ot acbeveic pe kvotTikny ivoon eivolr ot AomdEE Tov
OVOTTVEVOTIKOD GLGTHHOTOS oL oPeilovianl o€ pukpoPrakove mapayovies. ( Egan, M. E
2020).H avtipetonion TovV avamveLsTIKGOV TPOPANUATOV OTOGKOTEL GTNV TPOANYN Kol OTN
Bepameio TOV OVOTVELSTIKOV AOIUOEEMV LE TNV OTOUAKPVVOT) TOV PAEVVOOOV EKKPIGEDV KOl
™ Yopnynomn avtykpoPlokdv eoapudkmv. To tedevtaio xpovia YpNGLOTOIOVVTOL KOVOTOUA
Qappoka kol véeg Bepomeieg Onwg avtn g Yovidlaxng Oepaneiag (Xprotdpa-ITamadomovrov,

2014).

AAOG évag kaBoploTIKOG TOPAYOVIOG OTNV OVTILETOTION TG KLOTIKNG {voong eivol m
ocvotnuatiky euoikobepaneion Odpakoc. H @uoikobepameio Kot Ol avomveELOTIKEG OGKNGELS
elvanl anoapaimreg oe kanuepv Pdon vy va amofdiieton 1 PAEVVO amd TOVG TVEDOVEG.
Avoivtikdtepa 0 puoikobepamentng epapuolet Evav eEgdkevpévo Tpdmo puokodepaneiog pe
ehappd kot otafepd yTumpuotTa 6to otnbog, pe arotédecpa n PAévva vo eEmBnBel Tpog ta EEm

Kot vo amofAn0el and tov opyaviopd pécm tov Prixa (Respitory_helth,2018)

Qc1000, OVAAOYO LE TNV KPICIHOTNTO TNG KATACTAONG, OTWS GTO EVOEYOUEVO OVATTVEVCTIKNG
aviKovOTNTOS Pe mOG0oTO peyaAvtepo amd 70%, m povadikn Avon otovg acBeveilg avtovg
elvar  petapdoyevon mvevudvov. Mo dedikacio mov ektd¢ omd TIg dALeS dSvoKOAEG NG
ocuvdéetan pe po Pacikny mpovmdOeon: v vmoapén pooysvudtov. H Eldenyn pooysvpdtov
amoTEAOVGE OloPOVIKO TTPOPANUA Yoo Tovg aoBevelc pe kvoTikn tvoon kol €161 pHéca amo
GUVTOVIGUEVEC evEpyeleg Tov [laveAlviov XvAddyov Kvotikng Tveong vreypdon to 2014
dkpatikd ovpuewvo peta&hd EAAGOag kot Avotpiog yuo Tig HeTApOoYEVGELS TVEVUOVOVY. ATt
70 2019 mov éAnée to svupmvo cuvepyaciog e T Biévvn, £xel Eextvnoet 1o €Bvikd mpdypappa
LETAUOGYEVCEWV 0N YOpo pog oto Qvacelo Kapoloyepovpyikd Kévipo pe v vrootpién

tov Idpvuatog Qvaon (https://www.tovima.gr/print/science/anasa-zois-gia-tous-astheneis-me-

kystiki-inosi).
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6 O emrtooeis ™ Kvotung ' Ivoong oto mordd,

H vdc0g g xvoTikng tvwong og pia ypovia acbévela meplopilel ta moudid Kot TG OKOYEVELES
toug Balovtag Opla kot kKovoveg . H cuvaioOnuotiky avantuén tov Toididy 1ov VoGouy amd
KLOTIKT tveon TOAAEG PopEC eppavilel KaBLOTEPNGEIS AOY® TG HOKPOYPOVING VOOIAELG Kot
TOV GLYVAOV MIOKEYEOV 6ToVG Bepdmovtes 1atpovg. (Radic et al, 2014). Ta moudd ydvouvv v
KaOnuepv emagn pe Toug IAOVG Tovg KaBmG amovstalovy yio Heyddlo ¥povikd ddctnuo omd
T0 oyoieio kot TG abinTikég Toug OpacTnPLOTNTEC. ALT N Katdotaon ennpedlel to chHvVoro
TNG OIKOYEVELNG L€ GULVETELN VO YAVOVTOL Ol 100pPOTiES Kal o1 cuvNBelEg Tovg. (Smetana, J et
al, 2006). O1 yoveic kadoOvtor va avtaneEéABouvv oe damavnpég e€etdoelg kot Bepaneieg yia to
odl wov vooel. Ou 1soppomiec mOAAEG @opég kAovilovtor  kabBdg ol yoveic mpémer va
OVTILETOTICOLV KOl TO VLYLEG Toudl Oov HmOpPel Vo LIAPYEL OTNV OIKOYEVELN, TO OTOI0
evogyouévmg va aicbdveton mopapeinuévo. H ocvvaioOnuotikny dwyeipion tov yovémv, 1
OWKOVOUIKY dveon, ta Plopatd tovg Kot 1 avtiinym yuo v (o1 elvarl onpovtikol mapdyovteg

Yo TV datnpnon Tov otabepmv g owoyévelag (Wamboldt, F. S., & Wamboldt, M. Z 2000).

6.1 O emmrTOGES 6TV OIKOYEVELY,

H epgdvion plag ypoéviog kot emikivouvng vocov o€ éva moudi, €xEl EMMTOGE OTNV
kaOnuepvomra t6co tov TodY 660 Ko NG owoyévewng. Ot yovelg korodvior va
SITNPNCOVY TNV YUYPOLLI TOVG TPOKEUEVOL VO TPOCOEPOVY GTO Todl TNV KOADTEPT
VROGTNPIEN, VO TOL TAPEYOLV TNV OITOLTOVHEVY] (PPOVTION KOl VO SLOEPIGTOVV GMOOTA TO
OKOVOUIKA TOVLG Y. TNV KAAvym TV wrpikodv eEetdoewv kor ¢ Oepameioc mov Oa

akoAovOncel. Xty mepintmon, ®otdco, TG Vmaping kot GAA®V VYLDV OOV GTNV
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OWKOYEVELDL, OVTA dEV VIMBOLY TNV EPOVTION TOV YOVIOV TOLG O10TL | TPOGOYN TV dEVTEPMV
€xel oTPAPEl TEPIGGOTEPO GTO TALdl OV VOGEL e amoTéLeoua Vo alcBdvovtal mapopeAnpéva
Kol opKETEG QOopEC va vidBouv evoyxés 0Tt mpokdAesov ot {0101 TNV KATAGTACT OVTH.

([Tomaddatov A. 1999)

Ot ovyvég voonieieg TV TodldV pe YpdVioL AVATVELGTIKG TPOPANLOTO ETLPEPOVY TPOPAN LT
OTOV EPYOCLOKO YMPO TOV YOVEN UE GUVEYOUEVEG OMOLGIEG TOL TOAAEG POPEG 0dNyoHVTOL
aKoun kol oe anmiewn epyacioc. Ot KOTAGTACELS ALTEG TPOKOAOVYV GTOLG YOVElS aicOnua
Baptac evbivNc Kot £EvTovou stress YU auTd KPIVETOL amopoiTtT 1 KOWVOVIKY Kol WYOYOAOYIKY|

vrooTNPIEN TV okoyeveldv avtov. (ITaraddtov A. & Avayvomotomoviog ©. 2012)

APKETEC OIKOYEVELES AVAPEPOLY MG OVTILETOTILOVV KOl KOW®VIKG TpoPAnpata Ady® Tov
KOWMOVIKOV OT{YHOTOG TO 0Toio €xouv axkdun kol ofjuepa ot acheveic pe ypovia voco. ‘Exet
HEYOAN onuacic 1| OKOYEVELD VO GUUUETEYEL O BEPOUTEVTIKA TPOYPAIUOTA, OTIC AVTOALYES
AmOYEMY KOl TANPOQOPLOV Yoo TNV dupecn otpién kot evOLVApmorn TG omd €101Ko0g
enayyeipatieg vyelag. H opdda g kat’ oikov voonieiog Epyeton vo fondnoetl toug yoveic va
ATOPOPTIGTOLV OO TO OicONUE TOL AyYOLG Kol TNG CLUVEXOUEVNG PPOVTIONG TPOGPEPOVTAG

Tov¢ cvvarsOnpatikn avakoveion ( Tebbi Ck & Ma, 1989).

6.2 Toveig TOOIMV nE KVGTIKY ivoon

H xd0e owcoyévela €xel Toug 01kovS TG HOVadKoUS deGHoVE Kol TIC OKEG TNG 1GOPPOTIECS,
AVTIOPOVTOG OOPOPETIKA N KAOE pio o€ SIAPOPES KATAGTACELS TOV TPEMEL VAL OVTIUETOTIGOVV.
[dwitepa kpioywn otiyur] amoterel n avakoivwon otovg yoveig 6Tt T0 modl Tovg vooel amod
Kvotikn tvoon. Ot yovelg Eapvikd vidBovv afefaidtnrta, &yxos, avnovyic, ovoc@AAED Kot
mpoomabfovy va evnuepmBodv yio v katdotoon tov modtod Tovg (Johnson, Southern, Ulph,
2019). H dsudyvmon tov moudiod pe kdmoto ypovio kot emxikivovvo voonua yio v {on tov,
amoteAel pia ayymTikn epumelpio yio Tovg yoveig | omoia emnpedleton amd TOAAEG TOPAUETPOVG.

Av apodelypatog xaptv n achévela tov modtod pubuiletor pe v Ayn evog apUiKov Kot T
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oWOTH JTPOPT OM®G GTOV GOKYOPMDON OPnTn, T0TE Ol Yovelg umopel va givar Atydtepo
oTpecaplopévol kabdg ta epmodta sivor pukpotepa. (Puusniekka R et all, 2015) Avtifeta, 6tav
T0 TTodi dyvwaoBel e KVoTIKN Tvawon, ot YoVelg €gouv HeEYOADTEPO OTPEG KOOMC amotelel pia
OVoKOAN acBévela pe mOALEG emmAoKES, ypovieg voonheieg, Bepaneieg kot mBavoTTa 1 VOGOG
va amofet potpaia yio v {on tov modod (Llorente Rppa & Cb, 2008). Epsvveg £xovv deilet
TG 01 YOVEIC TV TV P KVOTIKT tvoon Budvovy Eviovo otpeg Kot katdadAlwym eEontiog twv
nepropiopwv ¢ acBévelag (Lipowski, 1970). Emiong ot yoveic mov elvar dvepyor €yovv
pHeyoAdTEPN Wuykn emPapuvvon kabmg £xovv mEPIGGOTEPO Ayxog av Bo KaTAPEPOLV Vv
avrane&éABouy okovopukd ot Oepameieg mov amartovvtar. Télog Beswpeitor avaykaio ot
YOVEIG T®V TTad®Y TOv VOGoLV va, otnpilovtol and youyoAdyoug pe okomd va epapuolovrot
TPOYPAUUATO EKTAIOEVONG TNG OIKOYEVELNG (DGTE VO, WTOPEGOVY VO TOPAUEIVOVV VYLEIC Ko val

avtaneEEABovv otig anartosls tov Kataotdoemv (Tluczek A et al, 2011).

7 Koat’ oikov voonieio og maiowa pe K.

H xat’ olkov vooneio og moudid pe KuoTikn tvwon €xel TOAAATANL 0PEAT TOGO Yia. TO 1510 Toudi
0G0 Kot Yio TV owoyéveld tov. H kat’ oikov voonieio mepthapfdvel evoopAiéfia avtiBloTikn
ayoyn kol puoikobepaneioo Oopakog. H evdopAéPia avtifrotikn Bepaneio 610 omitt amotehet
ONUOVTIKT EVOAAOKTIKY] ADGT AOY® TMOV TAEOVEKTNUATOV TOV TEPIAOUPAVEL OTMOC: 1 ATOPLYN
€I00Y®MYNG OTO VOGOoKoUElo kot peimon tov nuepodv voonieias. EmimAéov amoeevyston m
mOOvVOTNTO LETAOOONG EVOOVOCOKOUEIOKMV AOdEE®V. Mg autdv ToV TpOmo, 0 acbevig £xet
KoAOTEPT ToldTNTa (WNG, £XEL OIKOVOLUKE OQEAT KOL OTOKTH TOV EAEYYO TNG KATAGTOONG Kol
mv oyeipton ¢ achévelong kabmg eivan og Béon va akoAovBnoel v Bepamevtikn aymyn

otov ywpo tov omtiov Tov (Hockenberry MJ, Wilson D.2011).

7.1 O poirog Tov latpov 6TV KOT’ 0IKOV Voo Aeia
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O poérog TOV 1TPoH 6NV KT Oikov voonAeio kaBopiletar ovédloyo HE TIC OVAYKES TV
acOevav. O Oepdnov 1Tpodg Tpénel va aEI0A0YEL TNV GUVAIGHNUOTIKY KOTAGTAGT TV YOVEDV
MOTE VO UTOPOvV VoL dayeplotovv TV Bgpameio Tov madov ond 1o onit. O wTpdc TPV TV
£€€000 ToV 060EVOVC ad TO VOGOKOUEID EAEYYEL TNV PUPLOKEVTIKY aywyn, ETPePaidvel 0Tl TO
mondi etvor Tpikd otabepd Kot pmopet vo TaeL 6TO OTiTL, EKTAOEVEL TOVS YOVEIS Y10 TNV CWOTY|
YPNON T®V GLGKEVGV TTOL Bl YPELGTOVY GTO GTITL OTWS 1 XPNON PLAANG 0ELVYOVOV, EMPAETEL
TOV TPOTO YOPNYNONG Ko amobnkevong Tov Qopudk®mv omd TOuG YOVEIC Kol av ovtd
CLUPOVOVV  LE TIG 00MYieg mov dOONKav amd 1o vosokopeio. O 1atpdg diver odnyieg otnv
OUAdN TV EMAYYEALOTIOV VYElNG (VOONAEDTPLO, EMICKENTPLO VYELNS, PLGIKOOEPATEVTHG) TOV
Ba mapakorovBohv 10 Todi 610 omitt Kot afloloyel TOGO MEEAMUN KOl OVGLOCTIKY €lvol M
nopéppacn tovg oty epovtida Tov maudov (Lissauer T. et al, 2008). O ckomdc ¢ Kat’ oikov
voonieiag eival vo 0106QAAIcEL e TOV KAADTEPO KO OIKOVOUKOTEPO TPOTO TNV KOADTEPM

moldtnta (g Tov acBevoig 6To omitL.

7.2 O poLog TOV VOGN AEVTN GTI|V KO.T 0IKOV VOO AEin

O péAog oL voonieutn elvol CNUOVTIKOG YO TNV OTOTEAECUATIKY Oepameion TG KLGTIKNG
tvowong, aeov gival 10 TPOCHOTO TOL £ival KOVIA 6TO Toudl Kot EKTOG 0md TIC VOGNAEVLTIKES TOL
vnpecieg koAeital va to evBappivel kol va to Bondnoel vo avoKTNoEL TIC SVVAUELS TOV.
(Bluebond-Langner, M. et al,1990). Katd tv mapopovi) Tov pkpov ac0eviy 610 VOGOoKouEL0 0
VOGNAELTIG TTOPEYEL TNV YEVIKT KoL TNV e€edkevpévn  povtida Tov madtov. O voonievtng,
TPV oKOpa peTapepOel 1o modl 0TO GMITL EKTUIOEVEL TOVG YOVEIG Y10 TNV GOCTN YOPNYNoN TOV
eappakov. KabBoonyet tov yovéa otov vmoAoyliopd, oty S1dAvcn Kot Ty Yopnynon Twv
eopuakov . Emonudvel mv avayvopion Kot TNV QUEST] OVTILETOTIOT OAAEPYIKNG OVTIOPAOTG
kot emetyovcag koatdotaong (Barker D. et al, 2012). Mg v mpoindBeon OtL ot yoveig
GLUPOVOVV VO GLVEXIGOVY TNV PPOVTION 6TO OTiTl, 0 BepAnwV 1TPOG divel TNV £YKPlom Yo
ocuvéylon ¢ Oepomeiog kat oikov. O VOONAELTNG EMOKENTETOL GE TOKTIKO OLGTNUOTA TO
modl oto omitl, €AEyyEL TOVG YOvelC ota mAaicla NG ouvveyovg @povtidag, aflohoyel v
KATAoTOoN TOV Toudlov Kot Bonbd oty avayvopion cuuntopdtov tibovig Aoipméng. Eriong

eVOLVOU®VEL Kot otnpilel v okoyévelo otnv avtodlyeipton v tpofAnudtov vyeiag. O
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VOONAELTNG UETA TIS KOT OIKOV EMICKEYELG EVNUEPADVEL TOV Begpdmovia 10Tpd Yo TNV
KOTAGTOOT TOL TToud1o0, TV motdTNnTo. (NG TOL 1010V Kot TNG OKOYEVELAS TOV KOl KOTAYPAPEL
™V mopeia Tov Yo va ekTiun el av £yovv emtevyBei o1 Oepomevticol otdyot (Braithwaite et al.

2011).

7.3 O porog g Emoxkéntprog Yyelog oty kat’ oikov voonieia

O pbdrog ¢ emokéntplog vyelag elvar va mposeépetl Ponbeta 6To modi Kot GTNV OKOYEVELL
tov. H emoxéntpla vyeiog pe tov moivdidotato poAo ™G cupPdiel ot daTipnon g vyeiog
TOV TS0V HE EUQEOOT) OTNV KOADTEPT TOwOTNTO TNG (ONG TOL. ZTOXOC NG Kot  Oikov
emiokeync etvar M MO Kol YoYoAOYIK) LTOSTNPIEN TNG OIKOYEVELNG KOl TOL Toudlov, M
Ollo0VOESN NG OIKOYEVEWNG ME GAAEC KOWMVIKEC VLMNPECIEG Kol 1) Oviyvevon GAA®V
TpoPANpdTeV vyelag T0G0 TOL TAOOL OGO Kol TNG OWKOYEVELNG TOV OEV EYOVV YIVEL AVTIANTTA
amd Tovg yovelg (Oepeiidov M. 2018). H emoxéntpio vysiog divel dwaitepn mpocoyn oTIC
ouvOnkeg doPimong Tov Tad1oV, oV THPOVVTOL 01 KOVOVEG VYLEWVHG Kot oV AAUPAVETOL GOGTA N
QOPUOKELTIKN ay®myr. Me v xot’ oikov emiokeyn onuiovpysital pio ox€on eumetochving
petalh Tng OKOYEVELNG Kol TOL emayyeAloTion vyelog Kot katd avtdv tov Tpdmo divetor 1M
gukatpio. 6To TOdL Kot 6TV OKOYEVELDL TOV VO EKQPAGOVY TOVS POPOVE Kot TIG OYWVIEG TOVG

(Zoyapomovriov A. 2017)

7.4 O polrog Tov DuowkodepamTeELTN

O puo1KoBePATEVLTIG GLUUETEXEL OTIC KT  OTKOV EMCKEWYELS GE TOLSE TOV VOGOV otd KUGTIKN
tvoon  kdvovtag  avamvevoTiky  @uowkobBepameic. H o ovuoTNHOTIK  OVOTTVELOTIKY|
ouvowobepaneia €xel 6TOYO Vo O1ELKOADVEL TNV amOPPasn TV Bpdyy®Vv and T ToxOPPEVOTES
PAévveg, pe amotéhecpo T PeATioon TV TVELUOVIKNG Agltovpyiag Kot v peimon tov
TVELHOVIKOV  AodEewv. O  @uokofepamevtic ekmaudebel TOvg YOvelS O©E  OOKNGELS
OVOTTVELGTIKNG A€lTovpyiog Kot 0E0A0YEL TOVG YOVEIG o€ emOUEVES EMOKEYELS. YTApyovv
olapopeg teVIKEG Puotkobepaneiog Ommg 1 mapoyxEtevon Bécemv pe TANEES, M OVTOYEVTG
mopoyevTEST Kal T YIléka Bmpakog (Mcilwaine et al, 2014). Téhog o puoikoBepamevtng Kat’

oikov KoTaypdeel TNV OpacTNPOTNTA TOL KOl EVIILEPOVEL TOV BEpATOVTA 10TPO Y10 TNV TOPEia

OV 060eVoVG.
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Iwaotnh kolkn otdan i
duoioBEpaneuTig 'I

Koiho xEpi

Ewova 9. Tlapoyxétevon 0éong pe mAEelg Yoo TV amoudKpuveon TV eKkpicewv omnd Tta

toyopota Tov tvevpovev (H Gucikobepaneio oty Kvotikr) Tvoon (https://cfathess.gr) )

7.5 Oodnyieg Yo T0vg PpovTIoTéS ooty pe K.I

H owoyévewn Bétel oto moudid 115 Phoeg Ko T yvooelg yuo v petémerta (on tovg. H
owyelpton &vog madov pe ypdvio voco emnpedlel TV KaONUEPIVOTNTO TNG OIKOYEVELNG
EMPEPOVTAG OPKETEG QOopEG evtdoelg kot mpoPAnuota. H koA ocvvepyosio OAng g
OKOY£EVELNG LE TO TOdi TOV VOoel £xouv 1oYVPO Kot BeTikd avtiktumo oty vyeia tov. ‘Epgvveg
gyouv Oelfel OTL Ol OKOYEVEIOKEG OAANAETIOPAGEL KOL TO OCLVOICONUOTIKO TEPPAAAOV
emnpealovv v mopeia g eEEMENG TG vooov. Eivar modd onpavtikd ot yoveic vo kepdicovv
TNV GLVEPYACIO TOL TALS0D Y10 VO, UTOPEGOVY VA JAXEPLGTOVV TV Hakpoypovia voco. O
yovéag Bo mpémer va Ogpelmwoer to aicOnuo g €vbivg Kot vo 0dEEl 6To TOudl TaL
KafnKovta avToPpovTidag cupmeptAapnavopuévng g tpikng tepifBoiync. Oa NTav wEEAMUO
va o Bondnoet va avartiéer Tig d1kég Tov cuvnbeleg Kat povtiveg ol omoieg Ba To Bondncovv
otV Jdwyeipion ™¢ voécov perrovtikda. Kabmg to modl peyordver ot yoveig Ba mpémel va
petafécovy otadokd v mANPN €vbivVn] Y To WITPIKA KaONKOVTA TOL , WAVIO HE TNV

emifreyn kot MV LIOGTAPIEN TOVG. XTNV EVNAKIOON 1 OKOYEVEWD UTOPEl VO EGTIAGEL GTNV
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GLVEYOLEVT EKTOUOEVOT TOV ATOLOV GYETIKA LE TIC LOTPIKES YVAOGELS TG KVOTIKNG {vwong, oty
EMOLYYEALLOTIKT] TOV GTOO00POUIO KOL GTNV GLUYV EXIKOWVOVIK [LE TO TOdl Y100 VTOCTNPIEN Ko

enidvon mpofAnuatwv. (Belleza M. R.N, 2024)

8 Yvoyoxkowvovikn TpocsEyyion

Mia ypdévia vocog pmopetl va mpokorécel petaforég oty Lon evog modoh 6e AETovpyKo,
KOW®VIKO kol Yoyoroywod eninedo. To madid vidbovy evdrimta kot oichdvovtol £VTovo stress
AOY® NG TEPLOPIoUEVNG KoTavonong TG aobéveldg tove. Ta pukpdtepa mondd €wg 7 €Tmv
amodéyovtol TNV achévela mo anAd d10TL 0V givarl £Toa avamTLEloKE VO GUVEIONTOTOCOVY
TIG EMITMOCELS TNG VOOOL. e VTG TIG NAkieg avtilapfdvoviot v voco mg Tinmpio A0y TV
TEPOPICUOV  TOV  SPACTNPOTATOV TOVS. Metd v nAkio tov 7 &tdv  to Toudd
avtihappdvovtar v ypévie voco Kot Tig ovvémelég tc.(Szyndler Je et all, 2005). Ot
EMOPAGELS OTOV YUYOGLVOICONUATIKO KOGHO TOV Tod®dV aVEAVETOL OGO HEYOADVEL | NAKiL
Tov ooV, Ta mo cvvnbiouéva TPOPANUATE GVUTEPLPOPASC OOV UE KVOTIKN tveon Ot
atcBdvovtar dapopetikol amd ta vrdAoura Todld g NAkiog Tovg. To aicOnua Tov EOPov,
KOt TOV Qyyovug yuo. v eEEMEN g acBéveldc toug elvar peydlo kot ToAAEG opEG 0dMYel o€
Kowovikn omopdvoon. (Botica, F., & Aj 1987). 'Etolr Aowmdv, 10 KOUPLO OVTIKEIPLEVO TNG
TOOAYOYIKNG Kol YOYOAOYIKNG @povtidag eivar 1 pelwon tov stress Kot n mopdtpuven yo
GUUUETOYN O€ OpacTNPLOTNTEG LE GUVOUNALKOVS TOVG. ZNUOVTIKY €ivat Emiong 1 dlatpnomn g
OLVOLIKNG TNG OWKOYEVEWNG KOl 1| OTNPLEN TOV YOVEDV amd €01KOVG emayyeApotieg vysiog

(Luxner, 2011).

9 YoumepacpaTa
H woxvotik] voécoc ivar pio kKAnpovopukn vocog Tov eKONAGVETAL Kupiwg amd TV Ppepikn

nAio. Kor akolovBel Tov acBevi kab® 6An v duwpkela ¢ Cong tov. H xvotikn tvoon
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emPapivel OAd To avomTLEIOKG OTAOL TOL TOUOLOV, e TOAAATAES 1WTPIKES e€etdoels, e
ovyvéc voonieieg ko afefotdotnto Yoo 0 pEAAOV. Ady®m TV TOAA®V TPOPANUAT®OV TOL
onuovpyel n xpoévia vocog Bempeitar mnyn dyyovs yi to modi kot v owkoyéveld tov. H
avacedielo kot | afefatdotnta Yo v £KPacn g Katdotaong Tov Tadov dnuovpyet oty
OWKOYEVELDL TNV OVAYKN Yol GLVEY] LROGTAPIEN Omd €101KOVG emayyeApatieg vysioc. Etot
Aomdv, TPOKEUEVOL 1 QPOVTIdO NG OKOoYEVElnS Vo gvioyvbel kol va €xel ta emBountd
OTOTEAECUATO EIVOL ATOPAITNTN 1] GLVEPYOCIO TNG OKOYEVELWNG LE TOVG EMAYYEALOTIEG VYELNG.
H owoyévelr arxorovbmvtog Tic cUPovAég TV €0IKOV Kot €Papuolovtag Tig KatdAAnieg
puefddoovg pmopet va avTpHeTOnicel oe peydAo Padbud to mpofApato TOov TPOKHTTOLY Amd T
vOc0 Kot vao. eAEYEEL TIG avemBounTteg avTidpacels Tov moudov. [Ipoc avt v KatevBvvon
Aowoév Bo mpémer vo goTidloovv ol emayyeApoatieg vyelog, oyedtdloviag mpoypappaTO
TapEUPACNS Yoo TNV AVIWETMOMIGT TS VOGOV KOt TV €VIGYLON NG KOWMVIKNG GTNPENG TOV

TOOIDV HE KVOTIKN Tveoon.

10 IlIpotaceig Yo To pEArov

Xvunepacpatikd n Kat'oikov Noonielo o€ modid pe xpovia ovamveusTikd TpoPAnuata givat
pio amoTeEAEGHATIKN Kot 0o@aAnG Ttpdtacn mepiBaiyng extdg vocokopeiov, Kabng PeAtimvetan
N WTPIKN KATAGTACT] TOV Todlov, 1 woldtnta (M1 TOL Kol HEWMVOVTOL 01 NUEPES VOOMAEing
610 vocokopeio. ‘Etot kpivetatl avaykaio vo epopuocTodV TPOYPALLOTO Kol TPOKTIKES Tov Oa
OEEAGOVY TOGO TOVG UIKPOVS acBeveis 660 Kot Tig otkoyévelsg Tovg. H kat'oikov mepiBaiym
EVOLVOUMVEL TNV OVAYKN Y0 OVOUOPPMOOT] TOV GLGTHKOTOG VInpestdv ¢ IlpoTofadiuog
Opovtidag Yyeiog (I1.D.Y). Or TOM.Y ( Tomwkég Opdoeg Yyelag) o€ ovvepyoasio pe to
VOGOKOUEID Ba UITopovcaV Vo TPOGPEPOVY OAOKANPOUEVEG KOl TOLOTIKEG VIINPECIES VYElg OE
acBeveig pe paxpoypdvia epovtida. H cuveyduevn mapoyn vrootipiEng kot fonbeag and v
[MpowtoPaduia Dpovtida Yyeiog, otTig okoyéveleg mov en@Uilovior TV GPovTion TV UE

YPOVIA AVOTTVELGTIKG TTpOPAN AT B ovOKOVPILE TOVG YOVELG Atd TNV EVTATIKY GPOVTIOOL.

AMN pio oNUOVTIKY TPOTOCT TOV VAOTOMONKE LLE TO YNOIOUO TOV VEOU TOALVOUOGYEDNIOV,
aPOPd GTOVG SLOPIGHOVS, OTIC ATOCTAGCELS Kol OTIC UETAOEGES EKTAUOEVTIKOV TPMTORAOLOG

Kot dgutepoPabnag ekmaidevons. Me 1o véo vopooyédio, acbeveic pe Kvotkn Tvoon kabag
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Kot ot @povTloTég atopwv pe Kvotkn Tvoon (yoveic, vouotr kndepdvee, odluyot) dvvator va

petotifevion oe mepLoyég petabeong g emAoYNS Tovg avelaptNTOS VITAPENG OPYAVIKOD KEVOD.

H ondé@aon aut Stkoldvel Toug GUVEYELG ay®VES TOV GLAAOYOL aTon®VY pe Kvotikh Tvoon yuo

™MV évtodn TOV EKTOWELTIKOV 00OEVOV KOl @POVIISTOV og guvoikdtepeg pubuicels.

(https://www.cysticfibrosis.gr/2024/07/10/diorismoi-metatheseis-ekpaideftikon-amea-

frontiston/)
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