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E¢e1dikevpévn
NoonAsvtiki Opovtida Madiwv
e Kvotikn lvwon

Euppoouvn Bhaxiwtn,' louhia Toldkou,?
Oeodwpa Mdat(iou?

Elcaywyn: Ta maidid pe KuoTIKN ivwon £€Xouv avAaykn OAGTIKNG TPOGEYYIoNG
and e€e161keVPEVOUC TAISIATPIKOUG VOONAEUTEG TTOU GUHMHUETEXOUV EVEPYA
OTOV GUVTOVIOUO TNG PPOoVTidag TV iSiwv Kal TwV OIKOYEVELWV TOUG, OXL
HOVO péCa OTO VOOOKOMEIO AANA Kal 0TNV KOWVOTNTA. ZKOMOG: ZKOTOG TNG
BIBAOYpa@IKNAG avaoKOTNoNG \Tav N dlepelivnon Tou pOAou Tou e€ElSIKEL-
Hévou TadlatpIkol VOONAEUT 6Tn @POoVTida maidlwv Ue KUOTIKN ivwor.
MéBodog: MpaypatomoiOnke BiBAloypa@Iiki avackennon apdpwv mou
Snuooievtnkav Katd tn SidpKela TNG XPOVIKNG MEPIOdou 2001-2015 o€
NAeKTPOVIKEG Bacelg Sedopévwv omwg PubMed kait Science Direct. OtAé€eig
KA€IS1d mou Xpnotpomnouifnkav otnv avalntnon tng BiBAloypagiag nrav
KUOTIKN ivwon, maidid, e§€181KeVUEVOG VOGNAEUTIG, VOOOKOUEIO, KOIVO-
Tnta. AmoteAéopata: Amé Tnv avackomnon tng BiAloypagiag @Aavnke
OTI N KUOTIKA ivwon gival pia KANpovo UK acBévela n omoia epgavifetat
OUXVOTEPA OTA ATOMA TNG AEUKNG PUARG UE COBAPOTEPEG EMMTWOEIS OTIG
YUVaikeg o€ oUYKpIon HE Toug avlpeg. O e€elSiIkeupévog MaldlatpIkog vo-
ONAEUTIG £XEL TNV €UOLVN Yla TN PPOVTIOA TWV TAISIWV PE KUGTIKN ivwon
ouvTtovi{ovTtag EVEPYELEG TTOU A@OPOoUV 0T S1dyvwaorn, GTNV AVTILETWION
TWV CUUTITWUATWY, TV SIOTPOPIKWV ATTAITCEWV TNG EVTIEPIKNAG GiTIONG,
oToV €AeyXO TWV AOIMWEEWV KAl TWV EMIITAOKWY ATTO TNV €Qappoyr evdo-
POAEBLwV Katl AANWV OgpameuTIKWV aywywv Kal otn Sitaxgipion Ypuyxoouvai-
oOnuatikwv dratapaywv. Emiong o eg181keupévog matdiatpikog vVOonAeUTAG
unootnpiéel, ekmaidevel Ta MAISIA PE KUGTIKI (VWO KAl TIG OIKOYEVEIEG TOUG
Kal cuvtovilel T OEpAMEVTIKN aywyn 0TNV KOIVOTNTA WOTE va €§a0@all-
otei To PNASTEPO eMimedo PpovTidag. Tupmepaopata: O €1dIKeVUEVOG
MAdLaTPIKOG VOONAEUTHG KUOTIKIG ivwong €XEl EVEPYO pOAo oTnv mapoxn
@povTidag otov acOevi Kal 0TNV OIKOYEVELQ O€ ONa TA EMITES A OPYAVWONG
™G ppovTidag vysiag.

Né€eig-eupetnpiouv: Kuotikn ivwon, maidid, e€eldikeuuévos voonAeuTc, Voooko-
ueio, kowvotnta.
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Eiwcaywyn

H kuoTikr ivwon gival n mo cuxvr), amelAnTIKn yia TN
{wn), KAnpovouIkr acBévela pe emimtwon mepimou 1:2.500
yevwvroelc. H mpoodog otn Bepameutikn aywyn kat t St
axeipton Tng acBévelag katd tn SIAPKELD TWV TEAEUTAIWVY
ETWV €XEL BEATIVOEL OCNUAVTIKA TNV TTOLOTNTA {WNG KAl TO
MPOCSOKIHO mMPBiwong TWV MASIWV PE KUOTIKN ivwon.
E€attiag Tng moAUAOKAOTNTAG TNG VOOOU TA TTACXOVTA TTal-
814 €xouv avaykn @povTidag amd SIEMOTNHOVIKN opdda,
MENOC TNG oTToiag Eival Kat 0 eEEIOIKEVEVOC TTASIATPIKOC
voonAeutng.'*

O voonAeutric mou emBupei va e€e18ikeuBei otn @po-
vtida madlv Ye KUOTIKN ivwon XPeladeTal va mapaKo-
AouBnoel Kat va OANOKANPWOEL [IE ETTITUYIA TTIOTOTIOINMEVA
petekmaideuTikd mpoypdupata e€eidikevonc. Ta mpooo-
VTd TTOU OTTOKTA O £€€ISIKEVUEVOC VOONAEUTAC YId TNV
KUOTIKN ivwon KaAUTTTouy, avaloya pe To emnimedo e€e1bi-
Kevong, €61 Topeic euBUvVNC. O1 TopEic auToi apopovv 0TV
UTTOOTNPIEN TWV TTAISIOTPIKWY ACOEVWV KAl TWV OLKOYEVEL-
WV TouG, 0N Slaxeipion TG BePameuTIKNG Aywyng, otV
EMIKOIVWVIia, 0TV ekmaidevon, oTnv épeuva, otn Sloiknon
Kal 0Tov oXeS1A0UO TWV UTTNPECLWV.

YUpwva pe Tn Siebvn BiBAloypagia o e€e1dikeupévoc
Tad1aTPIKOG VOONAEUTNG €XEL TNV EUBUVN TNG PpovTIdAG
TWV MASIWV PE KUOTIKN ivwon wg HéANo¢ TG Siemotnuo-
VIKNC opdadac. ZuvTovilel eVEPYELEC TTOU APOPOUV OTN
Sl1dyvwon, oTNV AVTIMETWTTION TWV CUPTTWHATWY, TwV
SlOTPOPIKWV ATTAITACEWY, TNG EVTEPIKNC GITIONG, OTOV
€Neyxo twv Aolpwéewy, otn Saxeipion Yuxoouvaiodn-
patikwv dlatapaywv kat otn @povtida Tou maidlov oTo
TeAKO 0Tdd10 TNG vooou. Exel emiong tTnv euBLVN yla TNV
£QApHOYN TNS KATAAANANG BepaTEVTIKAC AywynG. ETImAE-
oV 0 €€IOIKEVEVOC TTAISIATPIKOC VOONAEUTIC EKTTAIOEVEL
Ta TaUSIA YE KUOTIKN ivwon Kal TIC OIKOYEVEIEC TOUG KAl
ouvTovilel TN BepaATEVTIKI TOUC Aywyr OTNV KolvotnTa
WOTE VA OUVEXIOTEL N vPnAou emmédou mepiBalyn mou
TIAPEXETAL GTO VOGOKOUE(O.!

ZKOMO(

> Komé¢ NG PIBAoypa@Ikng avaokémnong nTav n oi-
€pevivNoN Tou POAoL Tou e€eISIKEVPEVOL TTAISIATPIKOU
voonAeuTr ot @povTida matdlwv PE KUOTIKH ivwon,.

Mé£Oodo¢

MpayuatomotiOnke BipAoypa@ikr avaltnon oTig
nAekTpoVIKEG Bdoelg dedopévwv PubMed kat Science
Direct. Emiong, avalntABnkav XpAoUES TTANPOPOPIES
otnV emionun totoceAida tou MNaykdopiov Opyavicuou
Yyeiag otnv ayyAikn yAwooa Kat pe tn fondeta Twv Aé-
Eewv KAe181WV «KuoTIKR ivwon», «matdidy, «eEEIOIKEVUE-
VOG VOONAEUTAG», «VOOOKOWEIO», «KOVOTNTA». TO XpO-
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VIKO S1A0TNUa TNG avaoKomnong mepleEAdUPave Ta £tn
2001-2015.

AmnoteAéopata
E€e181keupévog maidlatpikog VOONAEUTH G

JUM@WVA UE Ta armoteAéopata TG BIBAIOYpa@IKAC
avaokomnong o voonAeutig mou embBupei va e€€101-
KevBei oTn @povtida maldlwy Pe KUOTIKH ivwon Xpeld-
Cetal va mapakoAouBroel Kal va OAOKANPWOEL UE ETTI-
Tuxia motonolnpéva PHeTEKMAIOEUTIKA TpoypdppaTa
e€e1dikevonc. EmmAéov mapakolouBei cuvédpla Kal
nuepidec mou SlopyavwvovTal yla TNV KUOTIKY ivwon,
OUMMETEXEL TN SNpLovpyia ypanTwy MPWTOKOAWY Kal
oxediwv ppovtidag, dSnpooievel HENETECG KAl OPYAVWVEL
TTAPOUCIACEIC KAl TTPOYPAMMATA Yia TNV eKkmaideuon, TN
S1daokahia kat tnv mapoxn kabodriynong os matdld Ye
KUOTIKN iVvWwon, TNV OIKOYEVELA TOUC KAl AAAOUG ETTAY-
yeAuatieg vyeiag.>®

Yndpyouv tpia enimeda e€e1dikevuonc. ZTo MPWTO EMmi-
eSO AVIAKOUV Ol VOGNAEUTEC TTOU Eival KATOXOL TITUXioU
e&e1bikevonc kal Slabétouv yvwoelg Kal §e€16TNTEC OV
epapuolovtal dpeca oTto KAVIKO TEPIBANOV VO Tal-
Slatpikol VOOOKOEIOU yla TN @povTida madlwy UE Ku-
OTIKN ivwon (mivakag 1). 1o deutepo emimedo avrkouv
€€e10IKELUEVOL VOONAEUTEC O€ €TTITESO UACTEP HUE PEYAAN
eumelpia otn @povtida madlwy Pe KUOTIKY ivwon péoa
o€ éva €el8IKeVPEVO TUAMA N KEVTPO (Tivakag 2). TENOG,
oTo Tpito eMminedo avrikouv ol e€€I0IKEVEVOL VOONAEVTECG-
oupBoulol og enimedo SidakTopikoL mou gpydlovTal e
NYETIKO poAo, uPNAd emimeda autovopliag kal emnpedlouvv
dueoa tn AjYn amo@doswv (mivakag 3).2°

O g€e1dikeupévoc TadIATPIKOG VOONAEUTNG €XEL TNV
€VOUVN yia Ta TASIA Kal TIC OIKOYEVELIEC TOUC KOBWE Kal To
TIPOCWTTIKS TTOU EUMAEKETAL OTN PPOVTIdA Touc. Ot TopEig
€VBLVNC Tou eival €€ (elkova 1) Kat apopolv oTnV UTo-
oTtAPIEN TwV TASIATPIKWY A0OEVWV KAl TWV OIKOYEVEIWDV
Toug, 0Tn Slaxeipion TNg BePAMMEVTIKAG aywyng, otV TL-
Kolvwvia, otnv ekmaidsuon, otnv épguva, otn dloiknon
Kal oTov oXeS1A0UO TWV UTINPECIWV.2

Ev60ovoooKOUEIOK) VOONAEUTIKN @povTida

H d1dyvwon tn¢ KUOTIKAG ivwong pmopei va tebei o
omoladnmote nAikia. O e€€I8IKEVEVOC VOONAEUTHC CU-
HETEXEL EVEPYA OTN SlemoTtnpovikr opdda mou Ba mpay-
patorolrjoel kal Oa aflohoyr ol Ta S1ayVWOTIKA TECT Kal
givatmapwv 0tav avakolvwBei n diayvwon t¢ acBévelag
OTNV OIKOYEVELQ.2

2Tn ouvEéxEla Ba 0pYavWOEL €va eEQTOUIKEVUEVO TTIPO-
ypappa @povtidag mou Ba e€umnpetei TI¢ avAaykeg Tou
matd1ov avdahoya pe TV NAIKia Tou Kal TIG 181aITepdTNTES
NG OlKOYEVelag. Oa xpelaoTei va urootnpiéel cuvalobn-
MOTIKA TNV OlKOoYEVELa KaBwG n S1dyvwon Kal N avakoi-
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Mivakag 1. Toueic evBUVNE Tou €e1SikeUUEVOU KAIVIKOU VOGNAEUTH MPWTOU EMESOU.

Topeig euOUVNC

Appodiotnreg

Emayyehpatikég 6e€16TnNTEC
otnv KAVIKA Tpdén

Ekmaidevon kat Sidackahia

Emkowvwvia

YnooTipi€n Kal urtepdormion

‘Epevva

e Mpoaodiopilel Ta KATAANAA SlayvVwWoTIKA EpyaAEia

e Epunvevel ta faoctkd amoteAéopata

o Avayvwpilel kat epapuolel KATAANAEG TTPAKTIKEG CUMPBOUAEUTIKAG KL UTTOOTAPLENG LE OTOXO
NV €EATOUIKEVUEVN, ONIOTIK) TTIPOCEYYION TWV ACOEVWV KATA TNV €QAPHOYN TNG EKAOTOTE
Oeparmeiag

o AlaBETEL TNV KATANNAN Kpion WOTE va TAPAKOAOUBE( TN TTopeia Twv aoBevwv 0TnV KAIVIKN
o ‘Exel To Sikaiwpa va KAVEL TIG amapaitnTeG TPOTTOTIOIOELG OTN PpovTida dtav amarteitat

o Yxeb1ae1 ypamtd oxédia ppovTidag kal a§loAoyel TNV ATTOTEAECUATIKOTNTA TNG EQAPUOYHE TOUG
o€ évav peydho aplBpd acBevwv pe KUOTIKN ivwon

e Toug ekmatdevel dpeoa o Bépata mou agopouv otn Beparneia

* Toug EVOUVOWVEL PE YVWOELG YIa TO VOONHA WOTE VA TIAIPVOUV CWOTEG AmOPACTELS Yla TNV
Kabnuepvr epovtida

e Yrootnpilel, kaBodnyei kal ekmaidevel e€e1SIkeVpéVEC SEEIOTNTEC TTOL APOPOVV 0T PPOoVTISa
e Anuioupyei Kavotoua epyaleia ekmaideuong
e [MNopakoAouBE( Kal CUUETEXEL OE TOTTIKA Kal TIEPIPEPEIOKA OLVESPLA

o AlaBétel TIC KATANNAEG Se€1OTNTEC eMIKOIVWVIAC yia TNV a§loAdynon Twv eEATOUIKEVUEVWY
AVAYKWV TWV a0BEVWV Kal TWV HEAWV TNG OIKOYEVELAC TOUG

e Eival 0 ouvriyopog Twv acBeviv PeTag Twv HEAWV TNG SIEMOTNUOVIKNAG OHAdAg

e Emaypunvei yla tnv 166Tiun kat dikain mapoxry UYnARg moldtntag @povtidag oe GAOUG TOUG
a00eVEiC Pe KUOTIKN ivwon

o Anpoupysi epyaleia moldtnTag

e Eival evuepoc yia Tig mpoo@aTeC KAIVIKEG LENETEG

e ‘Exel aplotn yvwon g pebodoloyiag Tng épeuvag otnv KAWVIKA Tpaén

o JUMMETEXEL EVEPYA O€ KAIVIKEG HENETEG

Y xeS100UOG UTTNPECIWV UYEING

o JUUBANEL OTIC TPOOTIADELEG Yia TOV OXESIAOUO TWV SIABECIWY UTTNPECIWY UYEING Yia aoBevei

ME KUOTIK (vwon avaAlovTag TIG avAYKEG TTOU UTTAPXOUV

Mnyn: Sands D, Repetto T, Dupont L, Korzeniewska-Eksterowicz A, Catastini P, Madge S. End of life care for patients with cystic

fibrosis. J Cystic Fibrosis 2011, 10(2):37-44

VWON TNG VOOOU Eival pid TPAUMATIKA epmelpia. Oa Swoel
TIG ATAPAITNTEG TANPOPOPIEC yia TNV acBévela kal Ba
avaAUOEL TIG KAIVIKEG TNG EKONAWOELG XPNOLUOTIOIVTAG
olyxpova Kat Tekpnplwpéva BiAloypagikd dsdopéva.
Oa piArioel oto maidi Kal TNV OIKOYEVELD YA TNV AvAYKN
OUHMOPPWONC 0TN BPATTEVTIKN aywyn Kat Ba Toug Swoel
XPOVO yla Sleukpivioelg kal culritnon. Oa kowvomolnBei
OTNV OIKOYEVELD AioTa TNAEPWVWV YId TNV ETTIKOIVWVIA
Toug pE TN SIEMOTNHOVIKA Opdda Tou VOOOKOUEIOU yia
KaBe mepimtwon avaykng kat tn StabeoipdtnTa Twv Ye-
AWV TNG opadag. Emmiéov Ba Toug evnuepwaoel kat Ba
TOUG TIPOETOLUAOEL YIa TA TIPOYPAUUATIOPEVA pavTeRoU
€ OKOTIO TN OLVEXT TTAPAKOAOUBNON TNE KAIVIKNG TTOPEiag
Tou maudiov. TENo¢ Ba SWaEl TANPOPOPIEC OTNV OIKOYEVELQ
(Yia va amo@elyetal N akatdAANAN TTAPATIOUTTH) AVApO-

34 iz

PIKA PE uTnpeaieg mpwToRAaduiag epovtidag vyeiag, ue
opPYaVIOUOUC UTTOOTAPIENG, OE TOTIKS Kal O €BVIKO emi-
med0o KaBWC Kal UE UTTNPECIEC KPATIKNG UTTOOTAPIENG.S”

0 e€e1dikevpévocg vooneuTtn¢ mpémel va aflohoyei, va
oxediadel, va uloTolei Kat va TapakoAouBei tn gpovTtida,
OUHPWVA HE TIC AVAYKEC TOU TTAISI0U UE KUOTIKN ivwon,
KABE POoPA IOV EI0AYETAL OTO VOOOKOUEIO, AapavovTag
Ut OYPIV TNV MOAUTTAOKSOTNTA TNG VOoou. KaBe maidin épn-
Boc pe kuoTik ivwon Ba mpémel va AapBdvel ppovtida Kat
urtooTtnpPIEn amod eEeISIKEVUEVOUC VOONAEUTEG OL OTTo(OL
Ol0B£TOLV YVWOELG Kal EUTTEIPia avagopIkd pe Bépata
mou oxetiCovtal pe tn diayvwon;:

e Tnv Mopeia TNG VOOOU HE TIG KAVIKEG EKONAWOELG

o Tic S10TPOPIKEG AVAYKEG KAL TNV EVTEPIKN GiTION

# NOXHAEYTIKH Touoc 55, Tevxoc 1, lavoudpiog - Mdptiog 2016
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Mivakag 2. Toueic evBUvN¢ Tou eibikevuévou KAIVIkoU voonAeuth SeUTtepou emméSou.

Topeig euOUVNC

Appodiotnteg

Emayyehpatikég 6e€16TnNTEC
otnv KAVIKA Tpdén

Ekmaidevon kat Sidaokalia

e E@appudlel ta katdAnAa SiayvwoTikd epyaleia

e Epunvevel ta Bacikd amoteAéopata
e Eival o B¢on va mpoodiopioel Tic SlapoplikEC SlayVWOoEeLg
o ‘Exel eUpeia Kal EKTETAUEVN €EEIOIKELON OTNV EPAPHOYH TNG EKACTOTE Bepameiag

» O¢tel oTOIKElID Baoiopéva ota olyxpova BiBAoypagikd dedopéva yia véeg e€eldIKeuEVeG Oe-
POTTEVTIKEC SEEIOTNTEC, KATANNAEC Y a0OEVEIC e KUOTIKN ivwon

o Mmopei va avayvwpioel Kal va aVTILETWITIOEL he A0PANELA OTTOLASHTTIOTE EMITAOKI TTOU UITOPE(
va TPOKUYPEL 0TNV KAIVIKT TTOPEIa TWV aoBeVWV Kal KAVEL TIC ATTAPAITNTEG TPOTTOTIOWCELG OTN
@povtida

o ‘EXEl NYETIKO PONO OTOV OXESIAOUO KAl TNV EQAPHOYH TTOAUTTAOKWY, KAVOTOHWwY oXediwv @po-
vtidag

o Mapéxel mpo@opikry aANA Kal yparTr ekmaideuon og Bépata mou agopouv otn Bepaneia

o EkmaideVel KATAMNAA Y10 TNV AUECN KAl OTTOTEAEGHATIKI AVTILETWTTION OTTOIACOHTTOTE EMIMAO-
KNG TTOU UITOPE( va TIPOKUYEL 0TNV KABNUEPIVI TIPAKTIKH.

e AlaBéTel OAa Ta MpooovTa mou mapoucidlovtal oTo emimedo 1 aANA eMMAEéOV TTAPAKOAOUDE(

KOl CUPUETEXEL O€ €BVIKA Kat S1eBvry ouvéSpla

Emkovwvia e [podyel Tnv epmotoolvn

o Mpoopépel e€IOIKEVUEVEG CUPBOUAEC

e Eival og B6¢on va oculntoel mo SUokola BEpata OTWG AUTO TNG METAPOOXEVONG KAl TNG PPO-

vTidag tehikov otadiou

Ymootipi€n Kat urepdomion

e Eival o ouvriyopog twv aoBevwy, Twv HEAWV TNG OIKOYEVELAC TOUC, KABWE Kal TWV AOITTWV Emmay-

YEAUOTIWV UYEIOG TTOU CUUHETEXOLV OTN PpovTida o avTePO SLOIKNTIKS emimedo

‘Epevva

o AloBétel o€ peyoNuTePO Babpod 6Aa Ta mpoodvTa mou mapoucidlovTal oTo emimedo 1 Kal eMMAéoV

yvwpilel og Ba00¢ Toug NBIKOUE KAl VOUIKOUG TIEPLOPIOHOUG TNG KAIVIKAG MEAETNG

> xe8100UOG UTINPECIWV LYEiaG
KUOTIKAG ivwong

o AlATUTIWVEL ETTIXEIPNHATIKA Ox€SLA yia TNV e§a0@AANoN TwV ArtnUdTwy Tou MANBUCHOU TG

Mnyn: Sands D, Repetto T, Dupont L, Korzeniewska-Eksterowicz A, Catastini P, Madge S. End of life care for patients with cystic

fibrosis. J Cystic Fibrosis 2011, 10(2):37-44

e Tnv evOo@AER1a BepameuTiky aywyn

e Tov kivbuvo avantuéng dafinn

e Tov éAeyX0 TWV AOIUWEEWY TOU AVATIVEUOTIKOU GUOTH-
paTtog

e Tn X0priynon QapHaKwy Pe VEQENOTIOINTN

¢ Tn @povTida TWV KEVTPIKWV GAEPRIKWY KABETHPpWVY

e Tov kivOuvo gugaviong Slatapaxwv anod to Amap

e Tn @povTida oT1o TEAIKO 0TAd10 TNE vOoou Kal Tn Sia-
XElpLon Twv cCUPMTWUATWY

o Ti¢ YuxooLVAIOONUATIKEG SIOTAPAXEC KAL TTEPLOPIOMOUG
TTOU 1 VOOOG EMPBANNELS’

EmmAéov xpeldletal va e€aopalioel, 6Tt To maudi €xel
npdéofacn o€ OAA Ta PEAN TNG SIEMOTNMOVIKAG OUAdaG
avAloya PE TIG avAyKeG Tou. ©a avamTuel pia oxéon
ouvepyaoiag pe o matdi, TNV olkoyévela aAAd Kat TO 1N
€€EI0IKEVEVO TTIPOOWTIIKO TNG MOVASAG KUOTIKAG ivwong

Volume 55, No 1, January - March 2016 \v
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kaBw¢ Ba eival otn 61d0eon Toug yia CUMBOUAEG, ekmai-
Sevon kat umooTpIENn.S’

H mapapovh Twv matdlwv Je KUOTIKH ivwon 0To VOoo-
KOUEIO TIPOKAAEL avaTTOPEUKTA AYXOG Kal Puxoouvaloon-
paTikA kKO6TTwon. O VOoNAEUTAE, 0TNV MPOCTIABELA TOU va
UEIWOELTO AYXOG TOUG KAL VA TA UTTOOTNPIEEL, EMOTPATED-
€1 ATTOTENECHATIKEG OTPATNYIKEG ETIKOIVWVIAG avAaloya
Ue TNV nAIkia Touc. Na ta maidid 6XoMKNAG Kat €pnPIKAG
NAIKiag umopei va XpnOIOTTOICEL TEXVIKEG OTIWG N BeTI-
KA evioxuon, n euyevikn TEBW, n Stampayudteuon Kal n
empPpdPevon. Emiong, emoTpateloVTAG OTPATNYIKEG TTOU
PowWBOUV TNV KOV ANYPN TWV ATTOPACEWY, TNV avelap-
Tnoia Kal TNV EUmoTtoolvn otnv autodlaxeiplon, Omwg
Kat n amd Kowvou opyavwon €vOg ypamnmtou NUEPAOIOU
m\dvou dpdacewy, Ba Toug ondroel va ailcBavBoulv 6Tl
CUUETEXOUV Kal EAEYXOULV TN @POVTIOA Toug KL £€Tol Oa
auénBsi n ouvepyaoia touc. TéNo, 1blaitepa ota maidid
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Mivakag 3. Toueic evBUVNE Tou e1bikeuuévou KAIVIKoU voonAeuTh Tpitou emmédou.

Topeig e€e1dikevong

Appodiotnteg

EmayyeApatikég 5e§16TnTEC OTNV
KAWIKA TTpdén

Exmaidevon kat Sidaokaia

Emkowvwvia

Ynootipi€n kal urtepdomon

‘Epeuva

o AlaBétel OAa Ta TPOooVTA TToL TTapouatalovTal oTo emimedo 2 ald emmAéov eival og Béon va
alo\oynoEl Kal Va EPUNVEVCEL TO ATTOTEAECUATA O€ TTOAUTTAOKEC KATAOTAOELG

o AvayvwpiCel véeg KAVIKEG Se€1OTNTEC TTOU BEATIWVOLV TN PPOVTISA TwV acBeviv
o JUPHETEXEL EVEPYA 0TN AYN KAVIKWV Amo@AcEwV
o EXEl avaYVWPIOUEVO KAl VOUIKA KATOXUPWHEVO SIKAiwa va ouvTayoypagei

o AlaBétel OAa ta mpooovTa mou mapouaotdlovtal oto eninedo 1 kat 2 aANd emmAéov kaBodnyei
Kal omoladnmote amapaitntn aA\ayr otn Bepaneia

o Eival e€oikelwpéVog pe ONEG TIG VEEC EEENYUEVEG TTPOKTIKEG TTOU £@appolovTal 0Tn @povTida
TWV a0OEVWV TOOO EVTOE TNG XWPACG TOU, 600 Kal Slebvwg

o Exel 10 Sikaiwpa va tpormomolei Ta mpokaboptopéva oxedia @povtidag avaloya Ue TI¢ e€ato-
MIKEVPEVECG AVAYKEG TWV AcBevwv

e Juvepyddetal pe e€elSikeupéva kévtpa @povTidag Siebvwg

o O¢avwTePOC e€EISIKEVEVOC VOONAEUTAC avaAapBdavel Tn og BABo¢ ekmaideuor Toug avaloya
ME TIC EEATOUIKEVUEVESG AVAYKEG

o E€aopahilel 6Tt ol vOONAeuTEG OAWV TWV eMITESWV, EEEISIKEVPEVWVY KAl U TTOU CUPUETEXOUV
oTtn @povtida acBevwy He KUOTIKN ivwon gival dptia ekmatdeupévol kat epapuolouy Ti¢ e€et-
SIKEVUEVEC YVWOEIC TOUC OTNV KAVIKH TIPAKTIKA

o Avahapfdvel tn ouvexi{duevn ekmaidevon kal e€€1dikeuon Twv eEEISIKEVUEVWY VOONAEUTWY
emmédou 1 kat 2

o AlaBéTel OAA T TTPOCOVTA TTOU TTAPOUGCIAlovTal 0TO eMmedo 2 e PeYAAUTEPN OUWGE EPTTEIPIA

e Eival 0 ouviiyopog Twv aoBeviy, TwV HEAWV TNG OIKOYEVELAC TOUG, KOBWE KAl TwV AOIMWV Emay-
YEAUATIWV LYEIOG TTOU CUMUETEXOLV OTN PEOVTIOA Y TNV I0OTIUN Kal SiKaln aVTIMETWTION
TOUC o€ TomKO Kal €BVIKO emimedo

o Exel NYETIKO Kal KaBodnyNnTikd pdAo o€ pia KAIVIKH LENETN

o ANMOOIEVEL TA ATTOTEAEOUATA TNG MEAETNG KAl KAVEL TIPOTACELG Y1 TO PEANOV

>xe81a0UOG UTTNPECIWV LYEiag

e Mapouatdlel emyelpnuatikd oxéSla Kal SlampaypateVETAL OE OTPATNYIKO eMinedo

Mnyn: Sands D, Repetto T, Dupont L, Korzeniewska-Eksterowicz A, Catastini P, Madge S. End of life care for patients with cystic

fibrosis. J Cystic Fibrosis 2011, 10(2):37-44

TIPOOXOAIKNG NAIKIOG, O VOGNAEUTAG UTTOPE( va cupmEpL-
AAfel 0TIC VOONAEUTIKEG TOU TTAPEUPACEIC TO BEPATTEVUTIKO
mayvioLs "

OgpanmeVTIKNA aywyn He evBo@AEBLa
KOl EICTIVEOEVA PAPHAKA

Evbovoookopelakd o e€10IKEVEVOC VOONAEUTHG EXEL
NV €uBUVN va xopnynoel Pe aoPAlela evOOPAERLa Kal
ELOTIVEOHEVA PAPHAKA TTOU oUPTTEPIAApBavovTal oTo Oe-
PATTEVUTIKO OXA YIa TNV TTPOANYN KAl TNV AVTILETWITION
TWV AVAMVEUOTIKWV Aotpwewv. Mpémel va yvwpilel Tov
OKOTIO XOPHyNOoNG TOUG, TOV UNXAVIoHO 6pdcong Kalt TIg
mOavég avemBUUNTEG evépyelEg Toug (Brixag, Bpoyxo-
OTTACOMOC, avTIOPACEIC UTTEPELAIOONGIaC) KABWC Kal Tov
TPOTIO AVTIPETWITIONC TOUC.3

Kabwc n vooocg e€eliooetal, Ta maitdid e KUOTIKN (Vw-
on €ival ouxvda avaykaio va akohouBouv Tnv aywyn He
€lomvedpEVa Kal AAa @dpuaka oto omitl. O e€eidikev-
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pévog voonAeutric avalapBavel mpv amd tnv €060 Tou
maidtoL amoé 1o VoooKoEio va BonBrioel Toug yoveic otnv
AmmOKTNON KATAANANG GUOKEUNG VeQENOTTOINONG, AvAAO-
ya e TNV nAKia Kat Ti¢ 1dlaitepeg avaykeg Tou maidiov.
EmmAéov opyavwvel Kal e@apudlel €va oOAOKANPWUEVO
Kal EEATOUIKEVUEVO TIPOYPAMMA EKTTAIdEVONC WOTE va
KATAVOHOOUV TNV avAykKn CUPPOp@wong oTn Beparmeu-
TIKA aywyr, TNV €QAPUOYH TNG OTO OTIITL UE A0PAAELQ
Kal TN OwoTA XPrion Kal cuvtipnon Tou anapaitnTou
e€omAopoU. TENOG, TTAPEXEL OTNV OLIKOYEVELQ AMioTa e Ta
ovouaTa Kal Ta TNAEPWVA ETTIKOIVWVIAG TWV HEAWV TNG
SlemoTtnuoviKig opddac.t

DpovTida KEVIPIKWV GAEPRIKWY KABETHPWV

Y€ oplopéva maidid Pe KUOTIKN ivwaon gival amapaitntn
n TomoBéTnon KevipikoL GAEPIKOV KaBeTpa, cuvrBw¢
TIEPLPEPLKA EIOEPXOMEVOU I EVTAPIACHEVOU, VIO TN XOPN-
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Ymootrpién
Ynepdomion
Alaxeipion
™G OePAMEVTIKAG Emkowvwvia
aywyng
Exmaideuon
| 1
Aloiknon
‘Epeuva Kalt oXeS100UOG
UTTNPECIWV

Ewkova 1. Toueic euBovne e€eibikeupévou maidiatpikol voonAeu-
. Mnyn: Cystic Fibrosis Trust. National consensus standards for
the nursing management of cystic fibrosis. Cystic fibrosis.org.uk.
London, 2001:1-30.

ynon evopAéfiag avtiloTiknig Bepaneiag, evéovoooko-
MELOKA Kal 0TO omitL.>?

Avaloya [e Tov TUTTO TOU KEVTPIKOU QGAEPIKOU KaBEeTH-
pa o e€eI8IKeVPEVOC VOONAEUTIC KUCTIKAG (vwong ival
UTTELBUVOC YIa TNV ACPAAR XPrioN TwV eVOOPAEPLWY ou-
oTnUATwv mMpdofaonc, TNV AVTIKATACGTAON TWV CUCKEUWV
Xopnynong, tTnv aA\ayn twv emBepdtwy Kat tn gpovtida
Tou onueiov €€660u Tou KaBeTHPA KABWC Kal TNV EQap-
poyn Twv odnylwv yia tn diatripnon tTng fatétntag Tou
kaBetipa.>3

Y& MEPIMTWOELS TadIwV TTou N evOo@AEPLa Bepamneia
MEOW KEVTPIKAC PAEBIKAC YPAUMAG CUVEXIOTEL KAl OTO OTTi-
1, 0 e€e181KELPEVOC voonAeuTn G Ba ekmaidevoel Tov 810
TOV a0Bevr| KAl TNV OIKOYEVELA TOU YIO TNV ATTOTEAECHATL-
kn Staxeipion kat gpovtida Tou Kabetrpa kal Ba opioel To
MENOC TNG OIKOYEVELDG TTOU Ba eapolel KaBnpEepPIVA TOV
NMAPWVIOUO Tou KABeTpa. Oa Tov ekmaldeVoel KATAANAA
yU' auté Kal 6a Tov TapaméUPEL OE EVNUEPWTIKA EvTuma
ME TeKunplwpévn BiBAoypagia tnv omoia Ba umopei va
oupPouleveTal??

Evtepikn Siatpopn

Av Kal TNV TeEAeuTaia SEKAETIO N AVAYKN YL GITION HECW
YOOTPOOTOMIAG TWV TTASIWV PIE KUOTIKA (Vwon €XEL MEIW-
Bei, ouoTrveTal evtepikn Slatpo®ry 6Tav n and Tov oTo-
patog TPooAnYn OV EMAPKEL yla Tn guaololoyikr avénon
Touc. H evtepikn Slatpoen pmopei va xopnynBei péow
YAOTPOOTOMIAG i} PIVOYAOTPIKOU CWARva.>?

H tomoBétnon yaotpootopiag gival mbavo va ennpe-
AOEL TNV EIKOVA OWHUATOC TWV TTASIWV Kal yia Tov Adyo
auTOV 0 €€EIBIKEVUEVOG VOONAEUTAG ival autdg TTou
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avalapPBdvel TNV evnuépwon Kat Tnv Yuxoouvaiobnua-
TIKA uTooTAPIEN TWV TTAIOIWY AANG Kal TWV HEAWV TNG
OLKOYEVELAG TOUG. TOUG EVNUEPWVEL YIA TOV OKOTIO TNG
YOO TPOOTOMIAG KAl TIG OETIKEG EMITTWOELG TNG EVIEPIKNG
Sl1aTpoPn¢ 0TN CWUATIKA avantuén Kat Tn YEVIKOTEPN
KATAoTaOoN LYEIOC TWV TTASIWV. EMITAéOV EVNUEPWVEL TOUG
YOVEIC yia 1o onpeio and 1o omoio Ba mpopnBgubolv Ta
evTEPIKA SlaAUpATA Kal ToV KATdAANAo E€OTTAIGO EOCOV
N EVTEPIKN SlaTPoPr CLUVEXIOTE 0TO omiTL.>?

MeTd TV 0AOKANPWGN TOU TTPOYPAUMATOC EVTEPIKAG
Slatpo@ric akohouBei pia mepiodog emomnteiag oTnV omoia
0 voonAeuTn¢ evtomilel mBavéc SUoKOAIEC Kal TpoTTo-
mrolei o mAdavo @povtidac. Emiong, alohoyei kabBnuepivd
n S1aTPOPIKN KATACTAON TOL TTASIWVY PE HETPNON TOU
UYoug, Tou Bapouc Katl Tou Seiktn Halag CWHUATOC WOTE
VO EKTIUNOEL TNV OTTOTEAEOUATIKOTNTA TNG EVTEPLKNG Ola-
TPOPNG*

E€wvoooKopelaKn VOOGNAEUTIKA @povTida

Metd tnv €066 TouC amd To VOoOKOUEIO OAa Ta TTall-
814 pe KUoTIKN ivwon ouveyi(ouv Tn OpaTEVTIKN aywyn
oto omitl. Ot Kat’ oikov eMOKEPELC TOU €E€IOIKEUEVOL
voonAeuTr BewpouvTal avaykaieg va mpaypatomnoinfouv
MOKPLA armo TO TIECTIKO KAIpA TOU VOOOKOUEIOU, KABWE
Ta MEPLooOTEPA TaIdIA Biwvouv avnouyia, ayxog Kal re-
ploplopoUC e€attiag TG vOoOU Kal TWV AmAITHOEWY TNG
BepameuTIknC aywyng, Tnv idta otiypr mou mpoomabouv
va avamtuéouv KATAMNAEC OTPATNYIKEG KAl IKAVOTNTEC
QVTILETWTTIONG OTNV KaBNpePIvOTNTA TOUC (EIKOVA 2). AKO-
AouBwvTag MPWTOKOANA Kal CUYXPOVEG KATEUBUVTHPLEG
odnyieg, e TN Hop@r ouVEVTELENC, Urmopei va a&loloyn-
O€l TO €MiMeS0 CUPPOPPWONG OTN BEPATEVTIK aywyn,
mBavég avnouyieg, @OBoug Kal PuxoouvaloONUATIKEG
Slatapayéc. ZKomog TWV EMOKEPEWV gival HETA amd TNV
EMAPN KAl TNV EMKOWVWVIA Pe To Taudi Kal TNV OIKOYEVELD
va a&loldoynoel kat moavév va TPOToToINCEL TO OXESIOo
@povtidag pe otdxo TN PeAtiwon Tng moldtnTag (wrig Twv
TaS1wV Kat TNG OIKOYEVELAG Touc. 3!

2710 MAaiolo TNG MPOOoTIABELAC Tov Yia BeAtiwon TG
moloTNTAC {WNCE TOUC, 0 EEIBIKEVUEVOC VOONAEUTNC OQEI-
Aet emmAéov va evBappuvel ta maidid va apyicouv va
avalntolv TNY£C CUMPBOUAEUTIKAC Kal VO CUMMETEXOUV
oe SikTua uTTOoTHPLENG, TTOL UTTAPXOULV Yia TOUG a0BEeVE(g
UE KUOTIKN ivwon, Ue oKoTrd TNV avTallayr TAnpogopl-
WV Kal améPewV yia TNV amoteAeopatikn Slaxeipton tng
Xpoviag vooou.'-12

Avaykaia kpivetal n mapéupacn tou e€eIBIKELVUEVOU
VOONAEUTH Kal 0TO Ox0Agio S10TI gival évag xwpog oTov
0T10i0 0 KiVOUVOC YIa ATTWAELQ TOU EAEYXOU TNG VOOOU E&i-
val auénuévog Kal n avnouxia Twv yovéwv gival Eviovn.
Oa TPOYPAUUATIOEL Yla ETTIOKEPN OTO OXOAEIO e OKOTIO
VO EVNUEPWOEL KAl Va eKTTAOEVOEL TOUG EKTTAISEVTIKOUG
AVAPOPIKA UE TIG AVAYKEG TwV TTAISIWV UE KUOTIKN ivw-
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Ewkova 2. Euneipiec kat fiwopata maibiwv kai eprifwv ue kuotikrj ivwon. Mnyri: Jamieson N, Fitzgerald D, Singh-Grewal D, Hanson C et al.
Children’s experiences of Cystic Fibrosis: A Systemic Review of Qualitative Studies. Pediatrics 2014, 133:1683-e1697.

on, OTTWE N THPNON Tou TTPOYPAUMATOC SlATPOPNC OTO
OXOAEIO, N XOpriynon TAYKPEATIKWV eV(UPWV Kal @ap-
MAKWYV TTOU apOopOUV OTO AVATTVEUCTIKO cUOTNUA. TENOC,
ONMAVTIKO E(VaL VA EVNUEPWOEL TOUC EKTTALOEUTIKOUC WOTE
va evBappUvouv Ta TadIA VA CUUHETEXOUV OE ONEG TIG
aBANTIKEG, Yuxaywyikég Spaotnpidtnteg S16T autd Ba
oUUBAAEl oTo va BeATIWOEL N AUTOEKTIUNGH TOUG OANG
KAl N OWMATIKA KATAOTAON TNG LYEIOg Touc.!

EmmAéov o e€e1bikeupévoc vooneuTtn¢ Ba @povTioel
Y10 TA TIPOYPAUUATIOHEVA paAVTEBOU pouTivag 0To VOoo-
KOMEIO WOoTe Ta MAISIA PE KUOTIKY ivwon va €xouv mpod-
of3aon o€ yiatpo, puoikoBeparmeutr, StaitoAdyo, Kovw-
VIKO AEITOUPYO Kal PUXOAOYO. XTOXOG €ival 0To pavtefou
poutivag, va a§loloynOei:
¢ H Aermroupyia Twv mveupuovwy
¢ O KOpeOUAC Tou 0§uyOVOoU
¢ To Bdpog kat To UYPog
¢ Hmapouaia Brixa
¢ Hmapouacia Baktnpidiwv ota mtuela.

Y& ouvepyaoia Pe HEAN TNG SIEMOTNMOVIKAC opddag,
0 €€e10IKEVEVOC VOONAEUTNG, Ba EVNUEPWOEL TNV OIKO-

38

YEVELD OXETIKA pE {NTHHATA TTOU AYOPOVV OToV Kivouvo
petadoong Kat otov é\eyxo Twv Aolpwewv kal Ba Sia-
o@aAioel 6T1 OAa Ta audid Ba TPAYUATOTTOIOVV TOV €TH-
010 é\EYX0 OE AVAYVWPIOUEVO KEVTPO KUOTIKAG ivwong.'

To tehik6 otad1o TG vOGou

2710 TeAkO 0Tdd1o0 NG vooou to SiAnuua Tng embe-
TIKAC BgpATEVTIKAC aywyng €vavTl TNG AVOKOUQPIOTIKAG
@povTidag, gival €VTovo Kal OTIC OIKOYEVELEG TTASIWV PIE
KUOTIKH ivwon. O e€e1dikeupévocg voonheuTric Ba e€aoga-
Aiogl 6T1 0 aoBevng Kal N olKoyEveLd Tou Ba €xouv emapKn
EVNUEPWON KAl YVWON WOTE VA TTIPOBoUV o€ KATAANAESG
emAoyég kat amo@doelc. Ta idla ta maidid kat ot Yoveig
Toug Ba amo@acicouv To PEPOC TToU eMBUUOUV va Aau-
Bavouv tn @povTida Touc (omitt 1} voookoueio) kat padi
pe tov voonAeutry oxedidlouv padi éva e€atopikeupévo
oxédlo ppovtidag.?®

To ox€610 auto Ba mpémel va avabewpeital TOUAAXI-
otov SU0 POPEC TNV NUEPA ATTO TOV VOONAEUTH Yld va
oupPadilel pe TIG oUVEXWE LETABAANOUEVEG AVAYKEG TWV
madiwv. EmmAéov, o id1o¢ 0 voonAeutng Ba mpémel va ev-
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BappUvel SIOPKWE TNV EKQPACH TWV CUVAICONUATWY TOUG
KOl VA TOUG TTApEXEL PuxoouvaloOnUaTIk umooTripén.
> &BOuEVOC TIC TTONTIOUIKES, OPNOKEUTIKEC TTEMOIONOELG
Kl TIC TIPOOWTIIKEG TOUG eMOUpieC, 0 e€e1dIkeuéVOG vo-
ONAEUTNC Ba EQAPUOOCEL TN BEPATTEVTIKN AywYr] UE OKOTIO
Vv avakoL@Ion Tou ratdlov amod Tov ovo, Tn Slaxeipion
¢ ocoPapnr¢ avamveuoTIKAG SUOXEPELAC Kal TWV AANWV
CUUTMTWUATWV.>

E€e161keupévn voonAeuTikKi ppovTida
KaTd TN peTapaon og unmnpecieg evnAikwv

Katd tn Sidpkela ¢ petafaong Twv epnpwv Pe Ku-
OTIKN ivwon o€ unnpecieg evnAikwy, o €€ISIKEVUEVOC
madlatpIlkog voonAeutic Stadpapatilel Evav nyeTiko,
UTTOOTNPIKTIKO Kal KaBodnynTikod poAo peTall Twv pe-
AWV TN SleMOTNUOVIKAC opadac. tn povada evnAikwv
mou Ba petafBouv kat Ba cuvexioouv Tn BepameUTIKH TOUG
aywyn ol é@npol Ue KUOTIKA ivwon, 0 VOONAEUTAG KaEi-
Tal va eEeTAOEL SIAPOPEC TAPAUETPOUC, OTIWG N VYIEWVH
Kal ao@AAELD TNG HovASaAG, N TTOLOTNTA TNG TTAPEXOUEVNG
@povtidag, o dlabéaipog e€OMAIOUOC, TO €€€ISIKEVUEVO
TTPOOWTTIKS Kal To eminedo ekmaidevorig Tou.

Epooov BeBaiwdei yia TNV ac@diela Twv mapamdavw,
aKkohouBei pla mepiodog Katd TNV omoia £PXETAL OE EMAPN
€ TOUG VOONAEUTEC TNG HoVASAC EVNAIKWY yia va a&lolo-
YNOEL TIC YVWOELC, TIC SEIOTNTEC KAl CUUTIEPIPOPEC TOUC
WOTE va gival KATAANNAEG e TIC EEATOMUIKEUEVEC AVAYKEC
Twv gpnPwv. Otav autd avayvwplobouly, og cuvepyaoia
ME ToV KAWVIKO ekmatdeuTn) NG povadag evnAikwv ava-
MTUO00UV TeKUNPIwpEéva oxédla ekmaideuong Tou Tpo-
OWTIKOU. Tn XpoVvIKA TEPio&0 TTOU TO TTIPOCWTTIKO EKTTAL-

Sevetal, o e€eldIkeupEVOC TAISIATPIKOG VOONAEUTHG Sivel
TNV EUKALPIa OTOUC £QrBOUG KAL TA EAN TWV OIKOYEVEIWV
TOUG va €MOKePOOUV TN Véa povada, va Toug Eevaynoel
OTOV XWPEO KAl VA TOUG KAVEL TNV TTPWTN YVWPLUIa PE TO
MpoowTiké. OTav To Xpovikd S1AcTnua TNG ekmaideuong
TOU TIPOOWTTIKOU OAOKANPwOE( 0 e€e1dikeupévoc maidla-
TPIKOG VOONAEUTAG opilel TNV EMiONUN NUEPOUNVIA KATA
TNV omoia MAéov ol £pn ol e KUOTIKN ivwon EeKivouv va
mapakolovBouvTal otn povada evnhikwv. To mpwto S1d-
oTNUaA PETA TN petdfaon, cuvepydleTal pe Ta VEA UEAN TNG
SLEMOTNUOVIKNAG OpAdAC Kal Tov acBevry, Toug emIBAETEL
Kal CUPPBAN\EL evepyd woTe va avantuyBei petald Toug
oxéon eumotoouvng. 2

Zupmepaocpara

Ta maudid kat ol €@nPol pe KUOTIKN ivwon e€attiag tng
TOAUTTAOKOTNTAG TNG VOOOU, £XOUV avAyKn gpovTidag amd
SlemoTnuovikr opdda, péNog TnG omoiag ival kal o e€e1d1-
KEUMEVOC TAIBLATPIKOC voonAeuTtnc. O e€e1dikeupévog mal-
S1aTPIKOG VOONAEUTAG KUOTIKAG ivwong €xeL evepyo pdAo
oTNV TapOoxH @PEOVTIOAE 0Tov aoBEeVH KAl OTNV OIKOYEVELQ
TOOO0 OTNV MPWTORAOUIA, 600 Kal oTn deutepoFabuia kal
otnv TpItofdbuia gpovTida vysiac.

YuvTovilel evépyeleg TTOU agopoly oTn Sidyvwon, TNV
QVTIPETWITION TWV CUUMTWHUATWY TOUC, OTIC SIATPOPIKEC
ATTAITAOELG, OTNV EVTEPIKN GITION KAl OTOV €AEYXO TWV
Molpuwéewy, otn Slaxeipion YuxoouvaloBnUATIKwy dlata-
POAXWV TOUC, 0TNV ekmaideuor| Toug, oTn PeTdfaor Toug
O€ UTTINPEGieC evNAIKWV KaBWG Kal aTn gpovTida Toug oTo
TEAIKO 0TAdI0 TNE VOOoOUL.

ABSTRACT

Nursing Care Specialist for Children with Cystic Fibrosis
Efrosini Vlachioti,' Julia Tsiakou,? Theodora Matziou®
'RN, BSc, MSc, PhD, Children’s Hospital "Agia Sophia’; Athens,
RN, Graduate Nursing Department of TEl Athens, Athens,
RN, MSc, Thessaloniki, Greece

Introduction: Children with cystic fibrosis need a holistic approach by specialized pediatric nurses who are actively
involved in coordinating the care of these children and their families, not only within the hospital but also in the com-
munity. Aim: The purpose of the review was to explore the current literature concerning the role of specialized pediatric
nurse in care of children with cystic fibrosis. Method: A literature review was conducted based on articles published
during the period 2001-2015 in electronic databases such as PubMed and Science Direct. The keywords used were
“cystic fibrosis”, “children’, “specialist nurse’, “hospital’, “community”. Results: It was found that cystic fibrosis is an in-
herited disease that occurs more often in Caucasians with severe impacts on women compared to men. Specialized
pediatric nurse has an active role, coordinating actions related to prevention, diagnosis, control of infections and other

complications of intravenous and other treatments, including nutritional support and management of the psycho af-
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fective disorders. Furthermore, the specialized pediatric nurses support and educate children with cystic fibrosis, as
well as their families, and they also coordinate the therapeutic treatment in the community, in order to ensure that the
high level of care provided at the hospital will still continues. Conclusion: The qualified pediatric nurses coordinate
care among the patient and the family, community and hospital services.

Key-words: Cystic fibrosis, children, specialist nurse, hospital, community.
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