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NepiAnyn

Eltcaywyn): H kuotikr) ivwon givat po Oavatndopa kot KAnpovopLkr vooog tng Asuknc dUAng, n omolia xapaktnpiletot
oo TNV €KKpLon TtaxUppevoTng BAEvvNng os Sladdopa dpyova Kol 0SEVEC TOU CWHATOC, E AMOTEAECHA TNV oTOSLAK
Kotaotpodr toug mou odnyel teAlkd otov Bdvaro. IKomAG: TnG mapovaoag BLPAoypadlkiG avookonnong nTav n
ovadopd og Opata PuxokowvLKAS GUCEWS TNG VOOOU Kl GUYKEKPLUEVO 0TNV PUXOKOLWVWVLKA TIPOCEYYLON TTALSLWV
KoL epnBwv pe KuotTikn ivwon. MeBobdoloyia: H pelétn Paociotnke otnv BLBAloypadikr ovaokomnon Ko
TipoypatonoliOnke Stepelivnon og eAANVLIKEG Kat SieBveic Baoelg Sedopevwy 6mwc: google scholar, mednet, pubmed,
ME TNV Xpnon Aéewv KAEWSLWV: «KUOTLKN (vwon», «moldtnta {wnG», «voonAeutikn dpovtida», «matdik nAtkia,
«puxLkég Statapaxég». H BLBALoypadikr avaokomnon €ylve ota mAaiola Tou xpovikou Siactrporog 2000-2016.
AnoteAéopata: YUUPWVA PE TA OTTOTEAECUATA TWV EPEUVWY, TIAPOTL  Ta motdid AapBdavouv mpootacio amo Tig
UNTEPEC OTO OPXLKO 0TASLO TNG VOOOU, eVTOUTOLG, BLWVOUV £VTOVO AyxOG, OMeATILOla,, AMOUOVWOoT, KATamovnon,
oLUVOLOONUATIKY 0OTABELA, ETLKOWVWVLAKEG SUOKOALEG, amooTtpodr OTNV AVILUETWILON TTPORBANUATWY Kal &pvnon
otnv ammodoyr TNG VOOOoU LE AMOTEAECHA TN N CUUUOPGWON Toug aAAd KAl TWV YOVEWY TOUG OTNV TILOTHA TAPNON TG
dapHAKEVUTIKNAG aywyne. MapdAAnAa, os poxwpnUEVO coBapoTEPO 0TASLO TNC VOooU epdavilovv avénpeéva emineda
katddbAupng, Bupod, apvnon, KOWWVLKN amocupan, TPpookoAAnaon, dlotapayeg Umvou, peiwaon tng 6pe€ng, xapnAn
aiobnon ¢uoiknc epdaviong, dtwyn oxoAikn emnidoon, aicBnuo avtokatnyopiag kat Suckolia otn Siaxeiplon Twv
OUVALCONUATWY TOUG E OTEPNON KOLWVWVIKWY OUVAVOCTPOdPWY, YEYOVOG, TTou Sucxepaivel TNV PUXOKOLVWVIKA TOUG
T(POCAPUOYN TWV (SLWV KoL TWV OLKOYEVELWV TOUG. TUMMEpAopata: H cwotn ekmaibsuon kot n cUPPOUAEUTIKA
TapEUPacn Twv VoonAeutwy o eivol {WTLKAC onpaciag, kabwe Bonbdd toco Tov 0cBevry 60O KAl TO OLKOYEVELOKO
rieptPaAAov yU auto Oa mpEmeL voL UTIAPEEL TIEPLOCOTEPN EKTTALOEVON KOl EEELSIKELGN OTNV Y UXOKOWWVLKA TIPOCEYYLON
TwV MALSLWV Kat e Pwv UE KUGTLKA (vwan.
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Abstract

Introduction: Cystic fibrosis is a fatal and heritable disease of the white race, which is characterized by the excretion
of viscous mucus in various glands of the human body, resulting in their gradual destruction, which eventually leads
to death. Purpose: of this study was to focus on psychosocial issues of the disease and especially on the psychosocial
approach to children and adolescents with cystic fibrosis. Methodology: The study was based on bibliographic search-
ing in Greek and international databases like: google scholar, mednet, pubmed with the keywords: «cystic fibrosis»,
«life quality», «nursing care», «childhood», «mental illness». The bibliographic review took place during 2000-2016.
Results: According to the results of the studies, though children, although at the initial stage of the disease are pro-
tected by their mothers, however, they feel intense anxiety, despair, helplessness, isolation, stress, emotional insta-
bility, communication difficulties, aversion to problem solving and a refusal to accept the disease, resulting in their
non-compliance and their parents being faithfully adhered to medication. At the same time, in a more advanced stage
of the disease, they show increased levels of depression, anger, dysfunction, social withdrawal, attachment, sleep
disturbances, decreased appetite, low physical appearance, poor school performance, self-esteem and difficulty in
managing their emotions with deprivation of social relationships which makes their psychosocial adjustment difficult
for themselves and their families. Conclusion: Proper education and counseling interventions provided by the nursing
stuff is vital because it helps not only the patient but also the family. This is the reason why there should be more
education and specialization on the psychological issues and psychosocial approaches in children and adolescents who
suffer of cystic fibrosis.
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Elcaywyn

H kuotik tvwon, amoteAet tv o Stadedopévn
Kal Bavatndopa yevetikn datapaxr TS ASUKNAG
$UAAG. Itnv xwpa pog, mepimou 1 ota 2.000-
2.500 matdLd yevwiouvtal YE TNV VOOO EVW TO 4-
5% tou MAnBucpoL anoteloly oL popeic. O Lowe
et al to 1949, unéBeocav mw¢ n oocBévela
TipokoAeital amo £vo eAATTWHATIKO yovidlo
Baollopevol otnv napat)pnon ot
KAnpovopeital UE oV OUTOOWULKO
uTtoAsLtOpevo Tpomo. Alyo apyotepa, to 1953, o
Di Sant’ Agnese mapatfpnos thv onuaivouoa
onwAela AAATOG OTOV LEPWTO TWV ATOUWY TIOU
£MOOYOV Ao KUOTWKA (vwon, KoBlepwvovtag
£T0L TO TEOT 6pwta w¢ Slayvwotikd péco. H
vooog Teplypadnke yla mpwtn $opd  wg
Bavatndopog naykpeatitic os veoyvo to 1938. H
peyaAn Tmpoodoc OpwG OToV  XWPO  TNG
Ospellwdoug  Bloloyioag Apbe  pe v
tavtonoinon tou yovidiou CFTR amd toug Col-
lins, To 1989 Kkal éktote Tapotnpsital avénon
ToU TPoCdokpou emBiwong mépav tou 30
£€T0UC. Y& autiv TNV avénon oupBAalel n
KaTtavonon VEVETLKWV Kol HOPLAKWV
UNXOVIOUWY, N omoia QrmoTEAECE €VAPKTHPLO
AGKTIOPMA YLOL TNV KAAUTEPN KOL CUCTAUATIKOTEPN
BepameuTikn TPooEyyLon, aA\d KaL n evamnobeon
eAntida¢ oe véoug Beparmeutikolg otoxouc. 3

To unebBuvo ywa t™v vdoo yoviblo, mou
avakoAu$pOnke to 1986, evromiletal oto pakpL
OKENOG TOU 7°Y XpWUOOWHATOC. ATIOLOVWVOVTAC
Kal avaAUovtdg to, Alya xpovia apyotepa,
arnodeixOnke mwe MPOKeLTOL yLa Yovidlo peydiou
pey£0oug (230 kb). To moAumentiSiko mapdywyo
Tou pe ovopa CFTR (puBulotig StopepBpavikng
Slokivnong ovtwy) amotelsitar amd 1480

opLvogéa, epdaviletal oto BOPELO TUAUOA TNG
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UEUBPAVNG QVATIVEUOTIKWY KoL EMLONALAKWY
KUTTApWV Kol mopoucLalel TIOAAEG
SpaotnpLOTNTEC UE KUPLOTEPN OTL ATOTEAEL
KavaAL xAwpiou (Cl). ZAuepa, £xouv avixveutel
neplocotepeg  amd 1600 petoAAGéelc  pe
Kuplotepn tnv F508del (AF508) n omoia
eudaviletal oe mMocootd 66%. AvaAuTtikOtepa,
eudaviletar otnv Boépela Eupwrn og mooooto
70%, otouGg AUOTPAAOUC EUPWTTALKNAG KATAYWYNG
0€ TOO0OTO 74.6%, otnVv Keviplky kat NOtLo
Eupwrin og mocootd 45% kat TEhog otnv Méon
Avatohl o mocootd 2.5%. AkolouBsl n
petaMagén  G451X pe ouyvotnta 2.4% kal n
G551D pe ouyxvotnta 1.6%. O petaANdgelg
Slatpolvtal o 5 KAAOELG BACEL TG TOPAYWYNC

AELTOUPYLKAC TIPWTELVNG 1 pn.*>®

MNpodil madwv kat edpriBwv ov ndoxouv anod
KUOTIKA ivwon

YUpdwva pe épsuva twvy Sviridova, Namazova et
al.,” otnv omola ocuppeteiyav 17 acBeveic pe
KUOTIKA (vwon nAkwyv petofy 7-19 stwv oe
TIPOXWPNUEVO  OTASLO  BPOYXOTIVEUUOVLKAC
KATaoTpodAG Kal pn, TopaATnpeltol Twg N
ouvoloOnuatikn Katdotacn kKat n coBapotnta
™¢ vooou ennpedlouv v Puxoloytkn
umootoon tou acBevolC. Mo CUYKEKPLUEVQ,
OTNV TPWTN KATNYopPLla TG €PEUVOC OVAKAY T
atopa HE  PPOYXOTIVEUUOVLKEC  QANOLWOELG
apxtkov otadiou, 6nAadn TO 47.1% Twv
000evwv, Kuplwg maldld pkpotepng nAtkiag. Ot
oaoBeveic auT¢ TNG KaTnyoplag xapaktnpilovrot
and cuvaloOnUATIKA 0OTABELD, ETLKOLVWVLAKES

aroduyn OVTLUETWTTLONG

SuokoAieg,
TpoBANUATWY Kal dpvnon amodoxng g vooou.

H dpvnon amodoxig tng vooou, &eldIkd ota
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ULKpOTEPA TIOLSLA OXETI(ETOL HE TNV TOPEia TNG
Oeparmeiag kal elbkOTEpPO T  08UVNPES
KOTQOTAOELG TIOU QMOPPEOUV A’ AUTHV, TOV
TiEPLOPLOMO  eAeuBepiag kalL TtV  amoduyn
enadng He AAoug dppwotoug cuvopniAlkouc. H
pUn ouppdpdwon Twv madlwy aAd Kol Twv
YOVEWV avtiotolya, yeyovog mou epdaviletal oto
25% TWV OLKOYeVELWV, Ocov adopd TNV
GUOTNUATLKA Ttapox GapUOKEUTIKAG ppovtidag,
AOYw umotiunong tng, evteivel t dnuoupyia
gudaviong emumhokwv. Ot Knudsen, Pressler et
al.,Botnv épeuvd toug KatéAnfay wc to 74% Twv
ooBeviov  8ev  oakohouBel  motd v
UPUAKEUTIKA TOU aywyh. OL UNTEPEG AUTWV TWV
Tadlwy ¢alvetal va mpooTatelouv To Ttodd
Toug amd TAnpodopileg Tou pmopolvV va Ta
TANYWOOUV oUVALOONUATIKA, TIPOKELUEVOU va
Toug “yapioouv”’ eva mo atolodofo péAov. To
YEYOVOC aUTO SNULOUPYEL OTPEC OTNV OLKOYEVELA
pe amotéleopa vo Suoxepaivel t dnpoupyia
oxéong epmotoolvng Kat EALKpIveELlOG UETAED
TOUG.

H 6eltepn katnyopia adopd 1o 52.9% twv
aoBevwy, kuplwg ednPkA¢  nAkiag  pe
ooBapOTEPEC PPOYXOTIVEULOVIKEG OAAOLWOELC.
SUudwva pe tnv £peuva TIDES (The International
Depression/Anxiety Epidemiological Study of CF),
oe 154 Kkévtpa KUOTLKNAG (vwong og 9 XWPES tNn¢
Eupwring kat APEPLKAG, To 10% twv edripfwv Kot
10 19% twv evnAikwv €xouv auvénuéva enineda
kataBAupng. O acBeveic autol xapaktnpilovrat
oarnd pelwpévn StdBeon, Ayxog ylwa tnv uyeia,
E0WTEPLKN  Slopdyn, XOUNA auTtoektipnon,
aiobnua oautokatnyopiag kal SuckoAia otn
Slaxelpton  twv  ouvouoBnuUATWV  TOUG.

EmumpooBEtwe, mapotnpouvTal 0pVNTIKA
OoUVOLOBAMOTO YO TOUG TEPLOPLOMOUG TIOU

UTIOKELVTOL OE KOLVWVLKO KOL ETOYYEAUOTIKO
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emninedo, mapott cludwWva PE TNV EPEUVA TWV
Knudsen, Pressler et al.,® to 84% twv acBsvwv
epyaletal | QVAKEL O KATIOLO EKTMOLOEUTLKO
npoypappa. H avdluon TG KOWWVLKAC
Katdotoong GavepWVEL MWE N vOOOC ATTOTPETEL
™Tmv ekmAipwon Backwv PuxoAoylkwy Kol
NALKLOKWY  aQvaykKwv. H oTEPNon  KOWVWVLKWY
ocuvavaotpopwv Suoxepaivel T Snuoupyia
Seflotitwy emkowwviog kot mpokalel peiwon
TNG  KOWWVLKAG  TPOCAPHUOYAG KAl NG
QUTOETIyVWOoNG.

IXETIKA HE TNV OLKOYEVELQ, N aAVAYKN yLlo
ocuotnuatiky  ¢poviiba  dnuioupysl  évav
ntaBoAoykd Seopud HeTall TOUC TTOU ATTOTPETEL
™ O&nuoupyla SLATIPOCWTILKWY OXECEWV HE
GUVOUNAALKOUC Kol aMoug OUYYEVEILC.
Anuwoupyeital £€tol évag  EYWKEVTPLKOC
Xapaktipag Ue omotéAsopo T SuokoAila
Slatipnong poc GLAKAG oxéong Kal tnv
gudavion dyxoug OTav TPOKELTOL YLO. KOLVWVLKES
ocuvavaotpodéc. 7°

Ytnv nAkio tg ogfovaAikng wpipovong, ta
TSI AUTA AVTIPETWITI(OUY EKTOC TWV AANAWV,
Sucdpeota ocuvaloBiuata o6cov adopd TNV
gpdavion toug og clykpLon He GAAoug edrfoug
(6uopopdla otBoug, xpoviog Brxag, mapaitnon

ano $uotkég SpaotnpLotnteg).’2°

WUXOKOLWVWVLKK TtPOGEyyLon

H uyokovwviky Ttipooapupoy UMOopeL va
BewpnOsel we pa Stadikaoio avtamokpLong otLg
AELTOUPYLKEG, PUXOAOYIKEC KOl  KOLVWVLKEG
oAAay£G oL omoleg emiouppaivouv pe tnv vapén
KOl TNV eumelpia puag xpoviag acbévelag. H
$ddon TG TPOCAPUOYAC  avVTAVAKAQ TN
ouvoloOnuatik omodox TWV AELTOUPYLKWV
TIEPLOPLOUWY TOU OITOHOU, TN CUUTEPLDOPLKH TOU

mipooappoyr otnv umopén tng SucAsttoupylog
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TOU KL TNV KOWWVLKA TOU EVOWMATWON WG
HEPOC HLOG Kavoupylag Katdotaong Lwnc.1°
H Sladikaoia tng mpoocapuoyng eivat Stapkng,
PELOTN Kol SuVapLKr Kal xopoktnpiletal amno
QVTLOPAOoELG OMWE Gyxog, KatdBAupn, aA\d kot
arodoxn Kol EVOWUATWOoN TG VEAS KOTAOTAONC.
TOudwva pe toug Livneh & Antonak!!, katd tnv
gvapén pag aldvidlog kat ametAnTikAg ylo ™
{wn Katdotacng, To ATopo udiotatal ook Kot
otn ouvéxela Plwvel €vtovo Ayxoc. To 0Ok
Bewpseital wg «n avtidbpaon tou atdOHOU oTNV
gvapén wag awpvidlag kal coBoprg CWHUATKAG
BAaBNng A Yuxohoytkol Ttpavpatog Elval pa
oavtidpaon xapaktnplopevn and  «Ppuxko
polSlacpo» TO Omolo TpoKoAsital amd tnv
emibpacn HMAC OUVTPUTTIKAC  TPOUMATLKAG
gpmnelpiag. To dyxog Bswpeital we Lo avtidpaon
TavikoU, OTav To Atopo cuveldntomolel tn puon
Kat to péyeBog¢ tou oupPdavtoc.t! AwoOruata
aneAmolog, afonBnoiag, amopudvwong Kot
Katamovnong avodEépovial ouxvd Katd Tn
SLapkeLa tng SUOKOANG Ka emwduvng Slepyaociag
™G  TPOCApPUOYAS, Katd tv  omoia
nipaypartornoleital n Stadikacio tou «mévOoug»
yla QNMWAELEC O OWUATLKO, PUXOAOYLKO Kol
KOWWVLKO eminedo. H katd®Aupn pmopeti va givot
QVTLOPAOTIKN oo TNV cuveldntonoinon twv Nén
UODLOTAUEVWY OTIWAELWV €K TNG VOOOU A TWV
CUVETIELWV TNC (amwAela uyeiag, ewkovag tou
OWHATOC, EPYAOLOC, POAOU OTNV OLKOYEVELQ) KoL
TIPOTIOPOLOKEUAOTLKY OITO TNV CUVELSNTOomoinon
TWV EMOMEINOUUEVWY AMWAELWY, OTwE TG idlag
™M¢ {wN¢. (wg MPooUoV NG €0XOTNG ATWAELAG
™G i6lag TG Lwrg). >34

To avamtuélakd otddlo eudaviong g
OWMATIKAG VOOOU  Bewpeltal  ONUAVTLKOC
mapdyovtog Kaboplopol TNG moLoTNTAG TWV

Puxohoylkwv emumtwoswv. Ewdikdtepa, Tal
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TIEPLOCOTEPA ATIO AUTA Ta TtadLd nAtkiag éwg 7
gTwWV amodéyovtal tnv acBévela mOAU amAd,
eneldy avamtuélakd 6ev  elval  €tolua va
OUVELSNTOTIOL|O0UV TIANPWE TG HOKPOXPOVLEG
OUVETIELEG TNG XPOoviag vooou. MapdAAnAa, thv
ovtlhopBavovtal  w¢ TlHwpla  AdYyw  TWV
TIEPLOPLOUWY otn Slatpodn N oTLC
SpaotnpLOTNTEC TOUG. META TV nAkKia Twv 7
£TWV to TodLd eiva mo £rotpa va avtiAngBoulv
N XPOVIa VOOO KOl TLC CUVETELEC TNG KOL Vol
avalapouv peplk guBLVN ylo Thv mpowbnon
NG UYEelag Toug. MevikoTepa, oL emEPACELG OTNV
YuxoouvaloOnuatikd KOGUOo Tou matdlol Kot tng
OLKOYEVELAG Tou aufdvovtal 660 UEYOAWVEL N
nAtkio tou aocBevouc.’® Ta mo cuvnBlopéva
oupmepldoplk@  TPOPAAHATE  TWV  TALSLWV
OXOAMKNG nAWKIOC HE KUOTIKA (vwon, eivat:
opvnTkA avtiAnyn tng acBévelag, n aicbnon ot
atoBdvovtat «Sladopetikoi», amouoia
UTIOOTNPLKTIKWV OXECEWV UE GUVOUNALKOUG,
mapoucia  CUUMTWHATWY KoL evleiewv
katadAupng, dopog, dyxog mou £xeL oxEon UE TNV
e€eMEN ™ aoBévelag, Pe TNV eyKataAewdn Ko
To BAvarto, KOWVWVLKA arnmdcupon, mTPookOoAAnaon,
Slatapayég Umvou, Pelwon TNG 0peing dtwyn
oxoAwkn) eniboon. To kKUpLO PEANUO TWV PN PBWV
eivat va yivouv apeotol amnod toug ¢iloug toug
Kol omotadrimote Slopopd TOUG TPOUOKPATEL.
Mapoho mou kotavooUv T coBapotnta TNg
vOooU Touc, TOMEG GOPEC OMOKPUTITOUV TNV
00Béveld TOUG 1 TAPAUEAOUV TNV aywyn
opvoUpEVOL VA artodeXTolV TNV KATAOTAON] TOUC.
MeydaAn SuckoAia avtipetwrni{ouv oL veapoi
eVAALKEG oL omoiol BLWVouV AmMoyonTEUGCH ToU
Sev toug bivetal n duvatdtnta va oxedldoouv
v evAAikn {wn toug, omwg ¢pavraloviav. Ma
Karmolouc aoBeveic n Suvatdtnto emAoyng HLaG

OUYKEKPLUEVNG KOPLEPOAGC N 1N OoKTnon
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olkoyévelag kot malbwv efavepiletal. ‘Etol
SuokoAglovtat TOAU  va  avamtuéouv TtV
TAUTOTNTA TouG. Q¢ amotédeopa, ouvhBwg
Blwvouv evtovotepa cuvalodrpota Bupol kat
dpvnonc.t®

JOpdwva PE TNV TIPONYOUUEVN €PEUVA TWV
Sviridova et al.,” ywa to madld TG MPWING
Katnyoplog, T KUPLOL  QVTLKE(pEva  tNg
radaywykng kat Ppuyxoloyikng eppovtidag sivat
n Jelwon TOU OTPEG HE XPAON TEXVIKWV
XaAdpwong Kot ¢avtooiwon, mpoaywy Tou
outooeBaocpol, mapdTPUVON YLoL CUMETOX OE
8paoTtNPLOTNTEC UE GUVOUAALKOUC - KATOAUTNG
ylia tnv Puyxoloyiky avamtu€n otnv oXoAKn
nAlkioe - kaM\épyslo alobnpatog amodoxng.
EmutAéov, GUMUETOXH O BEPATEUTIKEG OUASES
“group therapy’, mapoxn ouUVALOONUATIKAG
uroothpng oAda kol PBorRbsia  otnv
oautoUmootnpén, auvtodlaxeiplon, evioxuon
TomoBETNoNG Kal TPAyUOTOnoinong otoxwy,
OMWG Kal KATavonong Twv ouvVoLoBnNUaTKWY
Toug avaykwv. H ¢povtiba emikevipwveTal
okOépa ot Snuwoupyia g BeTKAC
atpuoodalpac, ™mv mopoTPUVON
OAMNAEMIOPACEWY HE TOUC YoOveic He TNV
odlEépwon  TOLOTIKOU  XpOVOU  amd  TOUG
teleutaloug yla th dtatipnon tg SUVOLKAC TG
OLKOYEVELOG, TNV €Evioxuon TmpooHAwong Ttng
olkoyévelag otnv Oepameio kol TENOG TNV
uroothpLen t¢ Puxohoyiog twy matdlwy yla thv
avénon tg molodtntog {WNG. INUAvVTLK givol n
Slatripnon tng SUVAULKAG TNG OLKOYEVELOC KAL N
mapoyn Kat@AANAwv Kot akplBwv mAnpodoplwv
oKOpa Kal og motdld HIKPNG NAKLOG, WOoTE va
yivel katoavontdg o okomog tng Oepameiag Ko
TWV LOTPLKWV TtopeUBacewv. OL TPOKAROELC TTOU
oxetilovtal pe tnv Bepameio kal v enadn pe

ocuvopnAtkoug divouv tnv gukatpia oto randi va

PERIOPERATIVE NURSING (2018), VOLUME 7, ISSUE 3

ovamntugel TG PUXOKOWWVIKEG Tou Og€LOTNTEC
TIOU E€lval ONUOVTIKEG YLOL TNV TIPOCOPUOVH.
EmumpooBétwg, N xpAon  cupmEPLdOPLKWY
pueBodwv, umopet va evioxoeL Tov EAEyXO0 KoL TN
Sloxeilplon tng emamellolpevne  “ukpncg”’
Sudipketag Lwhic. Y’

Ta dAtopa mou avhkouv otn 6eltepn
Katnyoplo. £Xxouv avaykn amod aTOULKA Kol
dpovrtida. H

ocuotnuatiky  Puxoloyikn

Snuoupyla  evOC  AVETOU  OLKOYEVELaKoU
nieptBaAAovtog o cuvbuaoud e T tpocBaon
oe SNULOUPYLKEC aioyoAieg, omwe n {wypadikn,
KAl TNV  QOTEAEOUATIK  ouvaloOnuatiki
oMnAenidpaon Twv ModLWV HE KUOTIKA (vwon
LUE OUVOUAAMKOUG KOl EVAALKEG, MELWVEL TO
enineda  OTPEC, LKAVOTOLEL TNV QvaAykn yla
HAaOnon Kal CUUUETOXA O SpaoTNPELOTNTEG KoL
Tautoxpova evioyVeL tnv PuxoloyLky urtdotaaon.
Jnuavtiky otnv PBehtiwon tng YUuxXoAoyLKAG
KATAOTOONC ATOUWV HE KUOTIKA (vwon sival n
mpwiwn  kaBobrnynory TOoug¢  amd  TOUug
enayyeApotieg vyeiag. Evag eldikdg pmopel va
avakoAUu el ta Suvatd kal adVvata onpeia Tou,
ta evlladEpovta Kat TS LOLaLTEPOTNTEG TOU AN
Kol TNV PuyoKoWwVIKA Tou Katdotaon.” 1718
H Sladlkacia mMPocapuoyng Tou atouou otnv
XPOvio aoBévela gival EMLTUXNG 0TV 0 AoOeVAG
£XEL KaTapEpPeL vaL:
e ATOKTHOEL OCUVALOONUATLKA LoOppOTILaL.
e EXEL LKAVOTIOINTLKA ELKOVO CWHOTOG Kol
SloxelplleTal TIC CWUATIKEG OANQYEC.
e Alatnpel OeTIKEG OXEOELG UE TNV OLKOYEVEL
Kat toug dpilouc.
e Eival mpoetolpoopévog ya £va aféBalo
péNov.
H KOTAKTNON QUTWV TwV oTOXWV givatl SUOKOAN,

el8Ik& Otav n acBévela eivat Bavatndopa n

odnyet og avannpia.®
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H owoyévela Tov aoOevolg kot 1)
OUUBOVALUTIKT] YOVE®WV

H @povtida evos maidiol pe xpovia vooo eivat
KATL TIEPLOGOTEPO AT’ TNV cuvh O TepiBaiym
evdg GAAov madlov. H otdon twv peAwv g
owkoyévelag Sadpapatifel kaboplotikd poAo
oToV TPOTO Tov 0 acBevig Ba amodeytel
vooo tou. H owkoyévela pmopel va Bondnoet
gvioxVovtag YPuyikd tov acBevi] 1 avtiBéTws
umopel va Tov amoduvapwaoel, emBapivovtag
Tov UE POaBetn avnovyia, vepmpooTacia 1
Bupd.20

OL yoveig Twv TaSwv pe xpovia voonua
Bpnvovv To «@uaGlodoyikd TTadi» Tov £xacav
KL avouxolV Yl HEAAOVTLIKY] OAOKATPWTLIKN
To0v amwAswa. 0 ToOvoG TOuG Elval TOGO
SuoBaotaktog Touv ouxvd VviwBouv oTL
gvBvvovTal gkelvol yla autd Tov ouvéPn aTo
Tadi Toug, 4tL Sev To TPdoELAV APKETAE 1) OTL
Ba pmopovoav va eiyav KAVEL KATL, YLK VO UNV
AppWOTHOEL  XTN OUVEXElH pmopsl  va
aoBavBolv O0TL Sev Svvavtal va eréyEouv
amoAvTa TV mopeia TG vOooL Kal UTopel va
VIWOOOUY aVI|UTIOPOL UTIPOCTA OE QUTO TIOU
TouG oupPaivel. AAAoTE 0 yovioG pmopel va
aloBavetat to maudi Tov amdAvta vdAWTO Kal
efapmnuévo amo ekelivov, avikavo va avaddfet
omoladriote uBLVN yLa TOV EQUTO TOU KAl Yl
v mopeia ™G aoBéveldg Tov.2!

H e&atopikeupévn voonieutiky @povtida
o€ ouvvSLAOUO HE TNV OULUTOVOLA KL TNV
LKAVOTIOINOT] TWV GUVALEONUATIKOV QVAYKOV
mM¢G owkoyévelag Toug Ponbolv, wote va
HEWWBEl TO 0TPEG OV BLOVOUV ATIO TIG CUVEXE(S
AoLUWEELS KaL voonAgieg TTov vTToBaAAovTal Ta
madld toug. H Sidyvwon, 1 Bepameia, 1
TPOYVWOT] TOUG SNULOVPYOUV ouvaleBnuata
avtokatnyopiag kot toPewv. To Ayxos, 0
Stadikaoiac G Oepameiag  TPoKAAOUV

ApVNTIKG aloBuata oto Tadi Kol ota péAn

| 212 www.spjn.gr

MG owoyévelag BpéBnke OTL oL unNTEPES
TSV HE KUOTIKY (vwaon, avégpepav vmAo6
oTPEG KATA TN Stdpkela G Sldyvwong g
aocBévelag kal OTL avTpeTOTavV Sid@opa
TPORAUATA, OGOV a@OPA& TNV TPOGAPUOYT|
Twv acfevv Tadiwv toug. OL yovels Twv
TALSLWOV UE XPOVIO VOO TIAPOUOLATOVTAL LE
U oKX avaykwv  yl mAnpo@opnaon.
[ToAAéG @OpPEG aUTEG OL AVAYKEG TOUG Oev
a&lodloyovvtal oamd Toug OepaTEVTEG, HE
amotéAeopa oL yovels va  awoBavovtal
avao@dAelx kot &yxoc.22 Télog, ol Barket et
al.,23 og pedémm TOUG YW@ TO pPOAO TNG
KOWWVIKNG vmooTtpEng (owkoyevela-@idol)
ot Slaxelplon ™G KUOTIKNAG (vwong Katd
Sudpkelx ™G egnPeiag, Samictwoav 6TL N
OLKOYEVELX TIPOCQEPEL TEPLOCOTEPO VALK
UTIOOTHPLEN, evw oL @{AoL GUVTPOPIKOTNTO.
A&loonpelwto 8w eival va ava@epBel 4TL Eva
mocootd  Twv  eenPwv  (17%) xwplis
avtAapuBavopevn kowvwviky vmootpén, dev
amokaAve ™ vdoo atovug @iloug tov.

0 voonAeuTi|G IOV ao)OAE(TAL PE TA TSI
Ko €@NBOUG pE KUGTIKY (vwon ouvtovilel Tig
Bepamevtikég Sladikaaies, apov a&loAoyel Tnv
Katdotaon ~ 0To  OTTL,  EKTIM& TNV
ATOTEAECUATIKOTNTA TWV  VTINPECLOV KOl
TIPOGPEPEL LA TIPOOW PLVT LELWOT) TOV (OPTOU
PPOVTISAG Yo TNV aTo@UYN TG £VTAoNS 6TV
OLKOYEVELQL

OL  yovelc autowv TV  TALSLOV
avodapBdvouv v mepimiokn @povtiSa 6Tws
Kot T Slaxeiplon Twv CUUTTWUETWY KaL TNV
umooTHPEN Twv TadLwY Toug Ol gublveg
auTég, pEmeL va Bpiokovtal o e€lcoppdmmon
HE TIG AVAYKEG TWV UTIOAOLTIWV EUTIAEKOUEVWV
HEAWV, TOUG @{Aoug aAAG Kol TV TIPOCWTILKY
vyela KoL VTTIOXPEWTELS TWV (BLwV TWV YOVEWY,
WOTE VA aToPeLXBoUV Ol EMMTWOEL OTNV

AELTOLPYIKOTNTA NG OLKOYEVELXS. Ta péAT TG

ISSN:2241-0481, E-ISSN:2241-3634




ZY.ANO.X

OLKOYEVELNG  TIPOCAPUOlovTalL  SLPOPETIKA
OTNV KATAOTAON TOU vooouvTtog maldiov. Ot
uUNTépes elval iowg o evmadng o€ PuyoAoyikn
g&avtAnon kat autod kablotd peyodvtepn tmv
AQVAYKN NG  KOWWVIKNG  UTOOTHPLENS,
OUYKPLTIKA HE TOV TATEPA TOU OUVHOWS
XPNOLUOTIOEL OTPATNYIKEG auToeAéyxou. O
matépag  Tou Aoy VwbEL  TIwG
aplopnteital o poAoG TOU WG TTPOGTATNS TNG
owoyévelang. Ta abéA@la  akoua, KAvouv
QAVOPOPES VLA EUPAVLOT) KATAOALW M KAt Ayyoug
oe auinuéva emimeda  OGUYKPLTIK&A  HE
ouvouniikouvs. EvSiagpépov mapovotalouvv ot
LLOVOYOVEIKEG ~ OLKOYEVELEG  OL  OTIO(EG
XPELGlovTal €8IK @POVTISH Kol OLKOVOWLKY
UTIOoTHPLEN N oTtolar TTapEYXETAL GUVIBWE Kot
ato €0eAovTikoUg opyaviopols, OTwGS emiong
TAPEXETAL KAl UTOOTNPLEN OXETIKA HE TOV
LULTPOTEXVOAOYLKO EEOTIALGNO. 24

OL miéoelg mou B€xovtal ot yoveig autol
PEPVOLV OTNV ETLPAVEIX alobfpata OTwS
OA{YM, aduvapia, amopudvwaon, evoxr), Bupd. Ot
emayyeApatiec  vyelag  elvar  wkavol va
evioxDOOUV  TIG  OLKOYEVEIEG  QUTEG  HE
oupPovAEg, cuvaloOnuatiky oTipLen Kal pe
QVATITUEN  UNYAVIOU®V  AVTIHETOTILONG KOl
emidvong mpoPAnudtwv. Mpémet va Aapupdvouv
YV®OON WG TO MEAOG TIOU £XEL TNV HEYOAVTEPN
avaykn vmootipdng Sev elval amapaitnta
1ovo to malsl aAAG TIBavov KATI0L0G YoVLOS 1
T abéA@La, Tov avadapfBdvouv tn @povtida
tous. Eivar onuavtikdé ot voonAsutég va
TAPATNPOVY TNV GTACT TWV YOVEWV KUl VX
umopovv va kpivouv av elvat kavol va
OULVEPYAOTOUV HE TOUG ETAYYEApATIES LYElQg,
‘Ooov agopd ta adédela, sivar mOavov va
SN p1ioovY APYNTIKEG OTACELS ATIEVAVTL OTA
TAoXoVTA aSEA@LA TOUG AOYW NG ALENUEVNG
TPOGOoXNS Tou Toug Sivetal Ot vOonAEUTES

BonBovv pe cuPPBOUAEG PWTWVTAG TOUG YOVE(G
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mwg Ba pmopoloav va LKAVOTIOWGOUV TNV
AVAYKN Y& TTPOCOXT TWV UTIOAOLTIWV TToUSL®V.
Axoun, ot yoveig evBappivovtal va pdolv pe
T Tl yio  To  Tdoyov  UEAO,
vmooTtnpifovtal WOTE va PNV aTOUOVEOVOVTIL
KOl Tapotpivovtal va ek@pdlovtat XTig
TEYVIKEG evioyuong, avikel KaL 1) evBappuvon
Yyl emKowwvia pe ouvedpleg oTig omoleg
bavikd Ba TapevpiokovTal OAa Ta pHEAT, WOTE
v EMKOW®WVAOOUV  cuvalcBipata Kot
okéPelg  petadd  TOuG  oAAG Kol va
mpaypatomomBel n évtad Toug o€ OMASES
oTNPENG ATMOKAEOTIKA YovEwv. Mix GAAN
oTpaTNYIKY ival 1 otiplén yovéa Tpog yovéa
HE TNV emMa@N HE ATopa Tou Plodvouv (SLeg

SuokoAieg xwpig avtol va eival eTikpLtikoi.24

TeAko oTado

H @povtida teAikov otadiov oe acbeveis pe
KUOTIKY] tvwon Sla@épel amtd dAleg vooous. H
QAVAKOV@LOTIKY @povTiba TapdAAnAa pe thv
emBeTIK Bepameia ypnopomTolovVTAL ylo THV
BeATiwoN TWV CUUTITWUATWY KAl ATTOAAAYT)
am’ quTa.

H oapeBatdtnta Tov pEAAOVTOG ETILPEPEL
Yuxikdé movo, TO Ayxo§ Kol 1 KaTAOAWm
Suoyxepaivouv TV TOPOX] AVAKOU@LOTIKNG
@povtidag. Zto tedkd otadlo, Ta dTopa Tou
TAoXoUV amd KUOTIKY (vwon aAld Kol ot
OLKOYEVELEG TOUG B TTpéTEL va oo T piovTal
Puxoloykd kat va evBapplvovtal wg Tpog
MV EKEPACT TWV CUVALEONUATWY TOUG atd
évav e€eldikevpévo voondeutn, o omoiog Ba
oéBetal T emBupies, TIG OPNOKEVTIKEG KL
TIOALTLOHIKEG TIETOLON OELG TOV aaBeVoUG. ‘OTIwG
emiong Ba Tmpémel va evBappuvovTal Kal va
OUMMETEXOUY oL  (Blol oe  BepATEVTIKEG
ATIOPAOELS, OTIWGS Yl TAPASEYHA 1) ETAOYN
Tou pépPoug oTo omolo emBLUOVV va AdBouv

mv @povtida (omitt | voookopeio). TToAAEg
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OLKOYEVELEG Kal aoBeVE(G £xouv kPN 1] KAl
KaBOAov eumelpia oV EMAPY| HE AVOPDOTIOUG
mov PBplokovtal oe TEAKO 0TASI0 KAl AUTO
Snuovpyel ©6Bo ya o dyvwaoTo. ZUVETWG 0
aUTHV TNV TEPITTWON B TIPETEL v TTApEXETAL
ovveyng emednynon kat evldppuvon. XTnv
épevva twv Braithwaite et al,25 ot yoveig
Kpatovoav Betikn otdon lwng  KabBwg
fewpovoav Twg auty Ba eixe BOetkd
avtiktumo Kot otV mpdyvwon ¢ voéoou. H
mponyovpevn  «emBlwon»  amd  mOavn
ATIWAEL, SNULOVPYEL OTNV OLKOYEVELX TNV
memoibnon Tw¢ o wacBevig pmopel va
Eemepdoel TwPIVEG Kol LEAAOVTIKEG SUGKOALES,
TulnTtioelg mov oxetifovtav HE TO TEAKO
otadlo  ava@épovtat ®wG SVOKOAEG aAA&
OLYXPOVWG WPEALUES VIOt TNV HETAYEVESTEPT
antwAcio. Mapdtt ool acBevels BéAoLVY va
evnuepwOovv mepl Bavartov, Alyol elvatl avtol
TIou akoAouBnoav ™ Sadikacia. ZOpEwva e
mMV avwTEpw €pevva mapatnprinke Oty ot
aoBevels  ap@ltodavtevovtal  PETAED NG
emBupiag yla yvwon kat g emAoyn§ dyvolas,

H xaAn emikowvwvia PeTad) TwV HEAWV TNG
BepaTeVTIKIG OUASAG IOV TIAPEXEL PPOVTIBA,
OTWG KAl HETAEL TNG OLKOYEVELAG KL TOU
aoBevovg, elval viiong onpaciag og auTod TO
otadio. H opdda twv ouvepyatwv Ba Tpémel
va a&lodoyel Thv katavdonen, v avnouyia kot
TOUG POPOUG YA TO GyVWOTO TNG OLKOYEVELAG
Kol Tou aoBevolg Kat va elval oe Bgon va
ouvlntdel ya tig cAdayés oy Bepameia, va
ATIAVTA O€ E€PWTNOES KAl v avabewpel
fépata oL TOUG ATTACXOAOUV KATA KaLpOoUG.
Axoun, n vmoomPKTIKY @povTiSa yia TNV
OLKOYEVELX KUL TOUG @idoug EeKIVA cUYVA TIPLY
Tov Bdvato kat ocvveyiletar kol petd amod

aUTOV.25:2627

Tupmepaopata
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H xvotikn ivwon givatl kKAnpovopikr véeog pe
Bavateopo katdAntn. ‘Eva maudi pe xpdvio
voonua, OTIWGS 1 KUGTIKY (vwor, Ba et pe auto
T0 voonpa o€ 6An tov ) {w1. H xuotik ivwon
emBapuvel GAa Ta avamTuilakd oTddla Tou
madlo  HE  OPYAVIKA KOl AELTOUPYLKG
mpofAuata, ETTAVENUUEVEG LATPLKES
EMIOKEPELG, TOAUTIAOKEG €EETAOELS, OUXVEG
voonAeieg, afeBatdTnTar yix to péAdov Kot
ovvBeta Seutepoyevy PYUYXOAOYIKE, KOWVWVIKA
Kot ekmadevtikd TpoPfAnpata. To avplo
Holdlel ap@iforo kot kdBe oxéSlo ywx TO
HEMov  @avtdlet  avololo. Adyw  Twv
moAAamA®Y  mpoPAnudtwyv  Ta  omola
Snuovpyel, n xpévia voocog Bewpeitan TN
XPOVIOU OTPES Yl TO TaLS{ KAl TNV OLKOYEVELX
TOUVL.10,11,17

Fa to mpoowmikd vysiag Kol TOUG
Bepatmevtég TOU TASLOV Elval oNpAVTIKG VA
yvwpilouv  Kat  va  KATtavoolv — TOUG
SLLPOPETIKOUG TPOTIOUG TIOU XPTGLUOTIOLOVV
Ta TSI Yo va avTipetwi{ouv to otpes. To
(610 onuavTikd elval KAl yla TOUG YOVEIS Twv
TSV, Kabweg Kat autol, OTwg Ta TasLd,
XPTOLUOTIOLOVV SLAQOPETIKOVGS TPOTIOUG YA VA
SLOYELPLOTOVV TO GTPEG TOU TIPOKVUTITEL ATIO
TNV QVTILETWTILON TNG XPOVING QTIELATTIKNG
acBévelag, otV  TPooTaBeEld  TOUG v
BonBnoouv ta Tadid Tovg.723
H mapexdpevn @povtida oto maudi xperaletal
va €lval 0LKOYEVELOKEVTPLKT] SLOTL Holp&leTal
TIG ETUTMTWOELS TNG AOOEVELNG ATIO KOLWWOU UE
mv owkoyévela. Tlpog autr v kateBuvon
Aowmév B TPEMEL  va  €0TIAOOLV Ol
emayyeApaties vyeiag, oxedldlovtag oAOTIKA
mpoypdupata Tapéupaons ya ™ Siaxeiplon
MG VOOOU Kal TNV evioyuom TNG KOWWVIKNG
oTPENG TV ToSwV UE KUOTKY (vwor,
oVHEWVA  TAVTH HE TS QAVAYKEG TWV

ao0evV.72528

ISSN:2241-0481, E-ISSN:2241-3634




»

N
A
EY.ANOX

BiBAoypadia

10.

11.

12.

13.

WYXOKOINQNIKH NPOZEITIZH NAIAIQON & EOHBON ME KYZTIKH INQZH. 2018;7(3)

MaM\wpn 2. Kuotikn Ivwon: Naboduoioloyia
Kal véoL tpomol Oesparmeiag. Axaikd latpikn.
2014; 33 (1): 59-63.

Rowe S, Miller S, Sorscher E. Mechanisms of dis-
ease. Cystic fibrosis. The New England Journal of
Medicine. 2005; 352 (19): 1992-2001.

Bush A, Alton E, Davies J, Griesenbach U, Jaffe A.
Cystic Fibrosis in 21t century. Eds Karger, Swit-
zerland:, 2006, pp.9.

Kavapakng E, T¢étn M. Moplakry HeAETn Kat
npoAndn KUOTIKAG (vwong otov  eANVIKO
mAnBuopd. Apxeia EAnvikn¢ latptkic. 2006; 23
(5): 456-457.

Pettit R.S. Cystic Fibrosis Transmembrane Con-
ductance Regulator -Modifying Medications.
The Annals of Pharmacotherapy. 2012; 46 (7):
1066.

Hodson M, Geddes D, Bush A. Cystic Fibrosis 3"
ed. USA: Taylor & Francis, 2007, pp.21.

Sviridova T.V, Namazova-Baranova L.S. Psycho-
logical Aspects in Treatment of Children with
Cystic fibrosis. Procedia- Social & Behavioral Sci-
ences. 2014; 146: 461-465.

Knudsen K, Pressler T, Mortensen LH, Jarden M,
Skov M, Quittner AL, Katzenstein T, Boisen K.A.
Associations between adherence, depressive
symptoms and health-related quality of life in
young adults with cystic fibrosis. 2016; 5 (1):
1216.

Havermans T, Colpaert K. Health related quality
of life in Cystic Fibrosis. To work or not to work?
Journal of Cystic Fibrosis. 2009;8(3) :218-223.
Livneh H. Psychosocial adaptation to chronic ill-
ness and disability: A conceptual framework. Re-
habilitation Counseling Bulletin. 2001; 44(3):
151-160.

Livneh H, Antonak R. F. Psychosocial Adaptation
to Chronic lliness and Disability: A Primer for
Counselors. Journal of Counseling & Develop-
ment.2005; 83(1): 12-20.

Etherington K. Introduction. In K. Etherington
(Ed.V 6), Rehabilitation counseling in physical

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24,

PERIOPERATIVE NURSING (2018), VOLUME 7, ISSUE 3

and mental health. London: Jessica Kingsley
Publishers, 2002, pp13-26.

KAedtdapag . H €vvola tng amwAeLlog Kal ot
oavtdpaoelg otn ocwpatiky SucAsttoupyia: H
Puxoloyikn
oupBouleutikr. EmuBewpnon ZupBOUAEUTIKAC
kat NpooavatoAlopoV.2005; 72-73, 77-95.
KAedtapag I. Mopdyovieg TNC OWUOTIKAC KAl

onuaocia TOUug otnv

Yuyoloyik) avto-armodoxnc Suoheltoupyiac
oupBoulevtik. To BApa Ttwv Kowwvikwy
Emotnuwv. 2006; 1A(45): 53-72.

Erikson E. Identity and the lifecycle. Psychologi-
cal issues 1959; 1(1):118-120.

Duff A.J.A. Psychological interventions in cystic

fibrosis and asthma. Paediatric Respiratory Re-
views. 2001; 2(4): 350-357.

BaAapoutorovlou X, BalapoutonoVAou M. H
Kpion otn xpoévia owpatiky ocBevela Ttou
madlol kot ot Suokoliec mpooapuoyng TG
OLKOYEVELAG Tou. To Brjua tou AckAnmiou. 2014;
13 (1): 38-44.

Ernst M.M, Johnson M. C, Lori J, Stark L.J. Devel-
opment and psychological issues in CF. Child and
Adolescent Psychiatric Clinics of North America.
2010; 19 (2): 263.

Mawdsley JE, Rampton DS. Psychological stress
in IBD: new insights into pathogenic and thera-
peutic implications. Gut , BMJ. 2005; 54:1481—
1491.

Uchino B. Social support and health: A review of
physiological processes potentially underlying
links to disease outcomes. Journal of Behavioral
Medicine.2006; 29 (4): 377-387.

McCabe PC, Sharf C. Building stronger, healthier
families when a child is chronically ill: A guide for
school personnel. NASP Communiqué 2007:36.

Hummelinck A, Pollock K. Parents’ information
needs about the treatment of their chronically
ill child: A qualitative study. Patient Education
and Counseling. 2005; 62(2): 228-234.

Barker D. H, Driscoll K. A, Modi A. C, Light M. J,
Quittner A. L. Supporting cystic fibrosis disease
management during adolescence: the role of

215



MEPIEMXEIPHTIKH NOZHAEYTIKH (2018),TOMOS 7,TEYXOX 3

25.

26.

27.

28.

29.

| 216

family and friends. Child: care, health and devel-
opment.2012; 38(4):497-504.

Hockenberry MJ.,, Wilson D., Mablatpikn
NoonAsutikfy. OepeAlwdnG YVWOELS YloL TV
¢dpovtida tou maldol oe OAa Ta otddla NG
avamtuénc. Erupélela: Kupion E. EkS., BAta,
A6nva, 2011.

Braithwaite M, Philip J, Tranberg H, Finlayson F,
Gold M, Kotsimbos T, Wilson J. End of life care in
CF: patients, families and staff experiences and
unmet needs. Journal of Cystic Fibro-
sis.2011; 10(4):253-257.

Bloxwwtn E, Totdkou |, Matliov B.
E€elbikeupévn NoonAeutikr) Opoviida Nadiwv
pe Kuotikd lvwon. NoonAeutikr. 2016; 55 (1) :
32-40.

Sands D, Repetto T, Dupont L. J, Korzeniewska-
Eksterowicz A, Catastini P, Madge S. End of life
care for patients with cystic fibrosis, Journal of
Cystic Fibrosis. 2011;10 (2) : 37-44.
Polikandrioti M, Koutelekos I. Patient’s needs.
Periopetative Nursing. 2013;2(2): 73-83.

www.spjn.gr

ISSN:2241-0481, E-ISSN:2241-3634

R
DY

ZY.ANO.X.



