











METODDISKUSSION

Generaliserbarhet och validitet

Huruvida termen generaliserbarhet kan tillampas i kvalitativa studier eller inte
ar enligt Alvesson och Skdldberg (2008) en epistemologisk fraga och beror pa
hur generaliserbarheten definieras. Enligt den kvantitativa traditionen innebér
generaliserbarhet ett statistiskt sakerstéllt samband som inte &r resultatet av
slumpen (Bryman & Nilsson, 2002). Dock &r kvalitativa forskningsresultat
kontextbundna dar forskaren i ett nara samspel studerar och forsoker att forsta
eller tolka olika forskningsfenomen utifran de inneborder som manniskor ger
dem (Alvesson & Skdéldberg, 2008). Alvesson och Skdldbergs resonemang om
generaliserbarhet kan forstas som att resultatet fran kvalitativa studier kan vara
som pusselbitar som fyller befintliga kunskapsluckor och darmed ”succesivt
utvidgar det empiriska tillimpningsomradet inom viss doman” (s. 53). Med
denna utgangspunkt innebar generaliserbarhet bade att forskningen stammer
dverens med tidigare forskning, bidrar med ny kunskap och att resultaten kan
tillimpas. Denna avhandling har férhoppningsvis bidragit med kunskap som
kan tillimpas i den vardvetenskapliga disciplinen och inom intensivvard.
Dahlberg et al., (2008) framhaller att en fenomenorienterad forskningsansats
okar mojligheterna for resultatets generaliserbarhet. Forskningens resultaten
kan ocksa vara 6verforbara till liknande kontext (Larsson, 2009). | detta fall
kan avhandlingens resultat Gverforas till andra hogteknologiska vardmiljoer.
Den kunskap som generats kan ligga till grund for utvardering av vardmiljon
samt underlag for ny- och ombyggnationer av intensivvardsavdelningar.
Alvesson och Skéldberg (2008) menar att validitet i kvalitativ forskning
kan definieras enligt filosofins sanningskriterier, dvs. korrespondensen,
koherensen och den pragmatiska nyttan. Korrespondenskriteriet avser
kunskapens 6verensstammelse med den objektiva vérlden, koherenskriteriet
syftar pa kunskapens inre logik samt motsagelsefrinet och det pragmatiska
kriteriet relaterar till kunskapens relation till praktiska konsekvenser. Enligt
Alvesson och Skoldberg (2008) omfattar alla forskningsprojekt samtliga
aspekter dock i varierade grad. Morse, Barrett, Mayan, Olson och Spiers
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(2002) i likhet med Kvale och Brinkmann (2009) menar att olika aspekter av
validitet ska vara integrerade i hela forskningsprocessen fran studiens
fragestillning till resultat. Validiteten och tillforlitligheten inbegriper dven
forskarens etiska ansvar, dvs. att forskaren pa ett drligt sitt redogor for sina val
(Larsson, 1993; Morse et al., 2002), vilket har efterstrivats i foreliggande
torskning. Krav pa objektivitet i kvalitativ forskning tycks 4 ena sidan omoéijlig
da forskaren dr medskapare och en del av processen men & andra sidan en
nodvindighet di all forskning ska vara objektiv. Dahlberg et al., (2008)
framhaller att en fenomenologisk héllning dvs. tyglad forstaelse samt 6ppenhet
och féljsamhet mot forskningsfenomenet sikerstiller forskningens validitet
och objektivitet. I foreliggande avhandlingen har den fenomenologiska
hallningen med dess principer varit vigledande. Jag har strivat efter att lira
mig en fenomenologisk hallning som kriver att arbeta med sig sjilv som
forskare men att dven diskutera kritiska frigor i forskargruppen. Nedan
diskuteras metodologiska 6vervigande i varje studie.

Studie I

Milet med studien var att skapa kunskap om intensivvirdsrummets
innebérder for nirstiende i samband med att en nira person virdas pa IVA.
Fenomenet ansigs ha en existentiell karaktir da intensivvirdsrummet dr en
plats for att vaka Gver en nira person. Det fanns en 6nskan att avticka levda
erfarenheter av intensivvirdsrummet, dels med avseende pa vad som hade
betydelse for nirstiende men ocksa undersoka varfor och hur. Det dr rimligt
att anta att for detta syfte fanns andra metodologiska tillvigagingssitt dn
fenomenologisk hermeneutik (Lindseth & Norberg, 2004). En tolkande eller
beskrivande metodologi hade antagligen ocksd kunnat tillimpas. Ricoeurs
texttolkningsmodell och filosofi férekommer som metodologisk grundval i
samband med livsvirldsforskning och hermeneutiska studier (Nystrom, 2006,
2011). Morse, Barrett, Mayan, Olson, och Spiers, (2002) framhiller dock att
utgd ifrin en redan vilutvecklad och tillimpad metod okar forskningens
validitet. Dirfér valdes fenomenologisk hermeneutik utvecklad av Lindseth
och Norberg (2004) da den bygger pa Ricoeurs filosofi. Metoden erbjuder ett
systematiskt och noggrant tillvigagingssitt for att belysa textens dolda
inneborder och 6ka forstaelsen for fenomenet i fraga.

Urvalet av forskningspersoner ska ske pa ett sitt si att dessa personer kan
bidra till kunskapsutvecklingen inom ramen f6r dmnet (Morse, et al., 2002;
Dahlberg et al. 2008). Med detta menas att personerna ska ha erfarenbet av det
fenomen som ir foremal for studien och dessutom kunna beritta om sina
upplevelser. En kritik som kan riktas mot studien ér att den var riktad till
individer som kunde tala svenska'®. Detta berodde dock pé bristande resurser.

18 Detta giller dven studie II.
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Det dr rimligt att detta kan ha paverkat studiens resultat. Vid design av
studien och urvalet av informanter efterstrivades en variation i dlder, kon och
antal dagar som nirstdende hade varit pda IVA. Dock pagick en annan
forskningsstudie vid en av de aktuella intensivvirdsavdelningarna samtidigt
som denna studie. Detta medforde att endast de nirstiende som inte var
aktuella for avdelningens egen studie kunde tillfragas. Aven hir ir mojligt att
detta kan ha péaverkat studiens resultat. Blackwood (2006) skriver att just detta
ir ett vanligt forekommande fenomen i forskningssammanhang pa
intensivvirdsavdelningar och kan innebira svirigheter att samla data.

I samband med de forsta intervjuerna ville nirstdende ocksa fotografera
utrymmen utanfér rummet, dvs. korridorerna och vintrummet, vilket var
toérvinande. Jag hindrade inte nérstdende i detta avseende utan funderade éver
om det fanns otydligheter i informationsbrevet. I alla dokument dvs.
informationsbrevet, informationsbroschyren samt informerat samtycke har
dock formuleringen patientrummet anvénts. Under analysarbetet visade det sig
att dessa utrymmen héinger samman med intensivvirdsrummet. Aven i de fall
ddr nirstiende inte hade tagit nigra bilder pd dessa utrymmen, refererade de
till vintrummet, korridorena och 6vernattningsrummen under intervjun. Min
reflektion dr att photovoice gjorde denna aspekt mycket pataglig.

Tolkningens validitet

Odman (2005) menar att ett absolut validitetskriterium i tolkningsarbetet dr
att kunna identifiera den hermeneutiska bagen eller cirkeln. Detta innebir att
delarna ska kinnas igen i helheten och helheten ska kinnas igen i delarna i den
slutgiltiga tolkningen. Dessutom dr en valid tolkning en tolkning vars
innebord dr giltig for foreteelsen som édr foremal for studien samt att den
skinker mening till fenomenet (Odman, 2005). I toreliggande studie har
strivan varit att genomfora tolkningsarbetet metodiskt och noga for att
komma fram till valida tolkningar och dirmed sikerstilla studiens validitet.

Ricoeur (1981) framhiller textens flerfaldiga tolkningsmojligeter, da
textens mening framtridder i motet med lisare. En text har dirfor 6verskott pa
mening vilket innebdr att den kan bli féremal for flera olika tolkningar.
Tolkningsarbetet inleds med en naiv tolkning, eller gissning. Ricoeur (1998, s.
211) menar att det inte finns nigra giltiga sitt for hur man gér bra gissningar
utan vi kan endast validera eller falsifiera vara gissningar. Falsifiering av
gissningen betyder att en tolkning dr mer giltig och sannolikt 4n en annan
tolkning. Pa s sitt fir den tolkning som 4r mindre sannolikt férkastas till
térmén f6r en mer sannolik tolkning som kan forklaras av texten.

Studiens naiva tolkning dndrades efter bidda strukturanalyserna med
avseende pa de inneboérder som framkom under detta arbete. Diremot
torkastades den inte helt och hallet. Stora delar av den initiala tolkning som
gjordes visade sig vara grundad i texten. Det fanns innebérder som jag inte
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hade uppmirksammat i den forsta naiva tolkningen. Jag genomférde tvé
strukturanalyser som forklarade texten. Det dr mojligt att inkludering av foton
i analysarbetet hade berikat tolkningarna pi ett djupare plan och dirfor kan
studien kritiseras i detta avseende. I formulering av den tolkande helheten kan
teorier och andra forklaringsmodeller fungera som “nycklar” for att forstd
textens inneborder pd ett nytt sitt. I foreliggande studie anvindes Merleau-
Pontys (1968) filosofi for att utvidga och fordjupa forstielsen av
intensivvirdsrummets inneborder som plats och rum ur nirstiendes
perspektiv. Det hade varit mojligt att himta inspiration fran andra filosofiska
killor, teorier eller anvinda metaforer och konst i detta arbete. Exempelvis
anvinde Lindahl (2005) malningar for att gestalta innebdrden av att vara
teknologiberoende i hemmet.

Odman (2005) menar att forforstaelsen méste medvetandegoras for att
minska riskerna for overtolkning. Detta innebdr att samtidigt som
torforstielsen dr grunden for tolkningen kan den vara ett hinder. I
toreliggande forskning fordes en personlig forskardagbok, audit trail, vilket
underlittade arbetet under analysfasen da dessa anteckningar blev en hjilp att
medvetandegora min forforstielse och didrmed minska riskerna for att

overtolka data (Meadow & Morse, 2001).

Studie I1

Intresset 1 foreliggande studie var att beskriva intensivvirdsrummets
inneboérder och "vad” som gor intensivvirdsrummet till vad det dr ur patienters
perspektiv. Frigan om fenomenens struktur och essens ligger i linje med den
traditionella  fenomenologin  (Crotty, 1996; Dowling, 2007) varfor
reflekterande livsvirldsperspektiv och en beskrivande fenomenologisk
forskningsmetod ansigs vara limplig. Till min kinnedom finns det inga
tidigare studier som har férdjupat forstielsen f6r detta fenomen ur patienters
perspektiv, vilket dr ytterligare skil som stirker val av metod. Avsikten var att
studera intensivvirdsrummet sisom det erfars av patienter utan att tolka
tenomenets inneborder. Reflekterande livsvirldsforskning dr ett systematiskt
satt att avticka inneborder av levda erfarenheter for att komma fram till en
beskrivning av fenomenets essens (Dahlberg et al., 2008). Metodens styrka ir
att samtidigt som den dr systematiskt dr den Oppen och foljsam mot
tenomenet. Detta mojliggor att fenomenets inre och yttre horisoneter kan
framtrida. Pa si sitt kan en mer fordjupad kunskap om intensivvirdsrummets
essentiella innebérder nas (Bengtsson, 1998; Dahlberg et al., 2008; Husserl,
1950/1995). I likhet med studie I hade dven denna studie kunnat genomféras
med andra metodologiska tillvigagangssitt.

Studiens urval med avseende pa variation i alder, kén och antal varddagar
samt det faktum att bade littsederade men ocksé vakna patienter inkluderades
kan ses som en styrka for studien (Polit & Beck, 2008). Diremot var antalet
deltagare endast nio patienter, vilket kan ses som en svaghet. Dahlberg et al.
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(2008) i likhet med minga andra exempelvis Kvale och Brinkmann (2009)
framhiller att det inte dr primirt antalet informanter som 4r avgérande for
studiens kvalitet utan intervjuernas kvalité och inneb6rdsrikdom. Samtidigt
framhalls att ju mer komplext ett fenomen ir, desto fler deltagare behovs det
for att komma fram till en beskrivning av fenomenets essens (Dahlberg et al.,
2008). Intensivvirdsrummet ér enligt min mening av en komplex karaktir och
dirfor kan studien kritiseras for det laga antalet deltagare. Det bor dock
papekas att initialt hade fler patienter inkluderats men sju personer avled inom
en tvimédnaders period. Detta stora bortfall stimmer 6verens med den bild
som annan forskning framhiéller (Campbell, Cook, Adey, & Cuthbertson,
2008; Strand et al., 2010) dvs., patienter pa intensivvirdsavdelningar i regel dr
svart sjuka. Tidigare forskning visar ocksi att patienters diagnos och
sjukdomstillstind och de likemedel som erhalls under intensivvirdstiden har
betydelse for patienter minnen (Ringdal et al., 2009). Patienter som sederas
djupt drabbas i storre utstrickning av intensivvirdsrelaterat delirium (Dubios,
et al.,, 2001) och har stressfulla minnen frin sin virdtid (Samuelson et al.
2007). Urvalskriteriet for att inkludera patienter i studien var MAAS 3, dock
kan sederingsgraden ha varierat under hela vistelsen. Detta kan ha paverkat
patienters minnen, forekomst av delirium, overkliga drommar och ddrmed
studiens resultat. Ingen av intensivvirdsavdelningarna dér data samlades in
skattade rutinmissigt férekomst av delirium hos patienter utan endast graden
av sedering. Det dr rimligt att anta att de littsederade patienterna drabbats av
detta tillstind nigon géng under sin vistelse. Detta kan ha priglat hur de
upplevde intensivvirdsrummet.

Datainsamling pé intensivvardsavdelningar ér generellt krivande processer,
i synnerhet nir det giller tillging till forskningsfiltet. Det faktum att det
standigt pagér aktiviteter forsvarar tillgdngen till rummet och patienter. Detta
har inneburit en lingdragen datainsamlingsprocess. I samband med att jag
dokumenterade patienters vardplats, strivade jag efter att foton skulle spegla
rummet ur patientens synvinkel. Hir finns det en risk att foton som jag tog
inte speglade rummet ur patientens synvinkel pd ett heltickande sitt, vilket
Stanczak (2007) ocksa framhiller. Dessa foton kanske inte ar lika intressanta
jamfort med foton som vakna patienter sjilva tog eller jamfort med bilderna i
studie I och III. Dir valde informanterna sina motiv och beskrev sina
erfarenheter av intensivvirdsrummet. Emellertid var foton nédvindiga for att
fa lattsederade patienter att minnas rummet och for att ringa in fenomenet och
dirmed sikerstilla studiens validitet.

Att intervjua patienter som har vardats pa IVA ir en svar uppgift. Det har
krivts bade nidrvaro och ett aktivt samspel med informanterna. I
livsvirldsintervjuer blir forskarens forméga att uppritthalla en balans mellan
nirhet och distans avgorande for kvaliteten péd intervjun (Dahlberg et al.,
2008; Kvale & Brinkmann, 2009). En obalans i detta sammanhang skulle
innebdra att forskaren intar en terapeutisk hillning istillet f6r en forskande.
Jag har vid nigra tillfillen brustit i att kunna balansera mellan nirhet och
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distans, di intervjuutsagorna varit kdnslomissigt starka. Detta gjorde att jag
torlorade distansen och hade svart att omedelbart knyta samtalet tillbaka till
avhandlingens fenomen. Detta uppticktes i samband med lisning och kritisk
granskning av intervjun och i handledning. Att bli medveten om detta blev en
hjilp att kunna hitta balansen i de kommande intervjuerna.

Flera av informanterna framholl sjilva under intervjun att kombinationen
av foton och frigorna hjilpte dem att minnas. Detta var speciellt patagligt nir
patienter uttryckte att de kinde igen det de sig pa foton frin sina drommar.
Plunkett, Leipert, och Ray (2013) framhaller att photovoice ér ett limpligt sitt
att generera och berika data inom fenomenologisk forskning. Dock menar
Plunkett et al., (2013) att anvindning av bilder alltid innebir en tolkning. Det
kan dirfor vara motsigelsefullt att anvinda foton inom den beskrivande
tenomenologin sisom det har tillimpats i denna studie. Dock framhaller jag
att jag har undersokt "hur rummet ges” till patienterna dvs. relationen mellan
patienter och rummet. Patienterna har sjilva berdttat om sina erfarenheter av
rummet. Om det har skett en tolkning ér det patienterna sjilva som har tolkat
bilderna. Denna aspekt ér relaterad till den epistemologiska skillnaden inom
den fenomenologiska forskningstraditionens tvd inriktningar dvs. beskrivande
och tolkande fenomenologier (Finlay, 2011; Mackey, 2005). Foton har inte
hellre anvints under analysfasen utan endast intervjutexten har varit féremal
tor analys, vilket annars hade inneburit en tolkning.

Studie III

Malet med denna studie var att belysa intensivvirdsrummets inneborder som
en plats for vird av kritiskt sjuka patienter och deras nirstiende ur
virdpersonalens perspektiv. Intensivvirdsrummets innebérder som en
hogteknologisk plats har tidigare studerats (Gjengedal, 1994; McGrath, 2008;
Vouzavali et al., 2011) dock inte rummet som helhet, vilket vicker frigan om
"vad mer” som konstituerar intensivvirdsrummet som fenomen. Vidare
poingterar Finlay (2011) att fenomenologi dr speciellt interesserad av att
studera erfarenheter av det forgivettagna i minniskors vardagsvirld. Det dr
rimligt att anta att intensivvirdsrummet som virdpersonalens arbetsplats dr en
del i av vardagen varfor fenomenologi ansigs vara en limplig metod.

Urvalet i denna studie bestod av intensivvardssjukskoterskor och
underskoterskor eftersom dessa personer ansvarar for det kontinuerliga
uppdraget pd intensivvirdsrummet och tillbringar flest timmar “bedside”.
Aven i denna studie efterstrivades en variation avseende lder, kén och antal
ar i yrket. Dock uppniddes ingen variation nir det giller kon pa deltagare.
Endast en manlig véirdpersonal deltog i studien. Vid en av de aktuella
intensivvirdsavdelningarna dér data samlades in for denna studie pagick det
ett interventionsprojekt for att forbdttra virdmiljon. Ett ordinarie
intensivvirdsrum hade byggts om i syfte att forbdttra ljud och ljusmiljon
(Lindahl & Bergbom, 2013). Det ir viktigt att papeka att studien var riktad
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mot  ordinarie  intensivvirdsrum  och  inte  interventionsrummet.
Vardpersonalen ombads att beskriva sina erfarenheter av att virda kritiskt
sjuka patienter i ordinarie intensivvirdsrum. Didremot dr det troligt att
virdpersonalen pd denna avdelning var mer medvetna om virdmiljon vilket
kan ha péverkat resultatet.

Efter nigra inledande intervjuer dndrades uppligget av hur intervjuerna
genomfordes. Denna dndring berodde pé att jag upplevde att fanns en risk for
att foton "styrde” intervjuerna i storre grad dn jag onskade. Speciellt ndr
informanterna hade tagit méinga foton som de ville beritta om. Svirigheten
som jag upplevde var att virdpersonalen ville prata om rummet ur en
arbetsmiljomissig synvinkel. Studiens fenomen var dock intensivvirdsrummet
sisom det erfars som en plats for vdrdandet. Jag har reflekterat 6ver tva saker
som kan ha varit skal till detta. Det forsta ar definitionen av virdandet och det
andra dr att min forforstielse och erfarenhet som intensivvardssjukskoterska
kan ha spelat roll. I informationsbrevet hade jag bett vardpersonalen att
fotografera de aspekter som hade betydelse for deras virdande av patienter och
ndrstiende och som de forknippade med en kinsla oavsett vad kinslan
handlade om. Vardandet ir ett abstrakt begrepp och troligen svirt att forstd
eller kld i ord och applicera till sitt kliniska arbete. Detta kom till uttryck
genom att informanterna pratade om hur rummet i férsta hand var ett hinder
tor att utfora olika vardhandlingar. Detta dr i och for sig mycket viktigt och
kanske inte oskiljbart frin virdandet. Jag kidnde dock att 6ppenheten mot
forskningsfenomenet riskerade att ga forlorad och att fenomenet riskerade att
omdefinieras. I samrdd med handledarna byttes uppligget och intervjuerna
inleddes med en 6ppen friga om hur intensivvirdsrummet upplevdes och
ddrefter anvindes foton under intervjun som stéd och reflektion.
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Studie IV

Idén till denna studie har uppstitt under resans ging. I samband med
presentation av studiernas resultat har det blivit uppenbart vilken kraft foton
har i motet med betraktaren. Foton ir som Emmison (2008) framhiller
laddade med inneborder och kan bidra till en okad forstielse for
intensivvirdsrummet pa ett djupare plan. Varje foto har ett budskap och
tormedlar en verklighet samtidigt som det sjilv blir fé6remal for tolkning. For
att gora fenomenet rittvisa maste ddrfor foton alltid redovisas med de
inneborder som forskningspersonerna tillskriver dem. Min reflektion dr ocksa
att studiernas resultat ibland riskerar hamna i skymundan pd bekostnad av
toton. De kan "ta 6ver” i samband med redovisningar och presentationer. Med
detta menas att foton ar endast en del av data och inte ett resultat.

Kunde andra koncept ha valts i stillet f6r photovoice? Svaret dr- tveksamt.
Inom litteraturen  forekommer  ocksi  andra  benidmningar  pi
datainsamlingsmetoder med inslag av bilder exempelvis photo elicitation (Polit
& Beck, 2008), collaborative photography (Close, 2007) och auto driven
photo elicitation (Pink, 2006). Dock har inga av dessa koncept en klar och
vilbeskriven teorigrund, vilket gér en bedémning svért.
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RESULTATDISKUSSION

Sammanfattningsvis visar avhandlingens huvudfynd att intensivvirdsrummets
utformning har stor betydelse for personalens moéjligheter att virda och att
befrimja  patientens vilbefinnande. Intensivvirdsrummets utformning
paverkar nirstdendes delaktighet, nédrvaro och vilbefinnande i stor
utstrickning, och dirmed ocksa i vilken mén de kan stodja den kritiskt sjuke
patienten. Intensivvirdsrummets utformning, teknologi och inredning samt
hur patienter véirdas dr aspekter som péverkar patienters upplevelser av
intensivvirdsrummet. Nedan diskuteras avhandlingens resultat frin studie I-
IIT samt helhetsforstielsen. Diskussionen tar sin utgingspunkt i texten nedan
som dterger en scen frin ett intensivvardsrum. Scenen édr en kort beskrivning
utifrin de data som har samlats inom ramen f6r avhandlingen.

Ett 6gonblick pa ett intensivvardsrum

Pa ett flerbiddsrum virdas tva svirt sjuka patienter. Patienterna dr sederade
och behandlas i respirator. Den ene har genomgitt ett storre kirurgiskt
ingrepp och ir inte helt stabil i sitt tillstind. Den andre patienten har varit
med om en trafikolycka med multipla frakturer och inre skador. Bredvid
dennes sing sitter tvd nirstiende. En sjukskoterska och en underskoterska
arbetar sida vid sida i rummet.

Patienterna ligger intill varandra och den tekniska utrustningen omger
singarnas huvudinda och stricker sig en bit ut i rummet. Varje patient har tio
pumpar som ér placerade pi droppstillningar bakom och vid singen. Singarna
ar placerade med fotindan mot dérren. Draperierna dr halv férdragna mellan
singarna. I den omedelbara nirheten finns ocksd personalens arbetsstation
med tillhorande dator. Tva respiratorer sprider ett tuffande ljud i rummet som
blandar sig med ljudet frin pumpar och andra apparater. Med jimna
mellanrum larmar dessutom nigon av apparaterna och kriver olika atgirder.
Telefonen ringer, det dr rontgenpersonalen som vill bekrifta en tid for
datortomografi med sjukskdterskan. Det dr ganska varmt i rummet och
taklamporna lyser med full styrka. Den opererade patienten kriver atskilliga
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atgirder och sjukskoterskan ér lite orolig for att dennes tillstind ska f6rvirras.
Patienten som har varit med om trafikolyckan har hég puls, dr orolig och
verkar ha ont. Underskéterskan stir vid singen och utfor siromliggningar
samtidigt som hon f6rsoker samtala med de oroliga nirstiaende.

Strax fore klockan 9.00 6ppnas dorren och 10 personer kommer in i
rummet. Det dr kirurger, kandidater, konsulter och avdelningens tva likare
som ska ronda. Samtidigt kommer en annan personal och frigar om
ndrstdende till den opererade patienten kan komma in. De fir besked att de far
vinta i “anhérigsmutten”. Innan sjukskoterskan eller underskoterskan har
hunnit reagera har ronden gatt fram till den opererade patienten och inleder
sitt rondarbete. Draperiet dras undan, alla samlas kring patientens sing och
kirurgen drar undan ticket for att inspektera siret och kidnna pi magen.
Kirurgen berittar om ingreppet i detalj och forklarar fér de andra hur
ingreppet forlopte. Emellanit stills fragor till sjukskoterskan om provsvar och
patientens cirkulatoriska tillstaind. Det pratas om férvintningar pa det fortsatta
torloppet med risk for komplikationer i form av risk fér blédning och
ytterligare provtagning ordineras. Direfter limnar de rummet. Draperiet ir
6ppet, medpatientens nirstdende sitter kvar pa andra sidan. Personalen pa
rummet skyndar sig att dra for draperiet.

Panoptiskt rum

Exemplet ovan lyfter fram den 6ppenhet som rader i flerbiddsalar pd méinga
ildre intensivvirdsavdelningar. Med 6ppenhet i detta fall avses insyn och brist
pa avskildhet. I avhandlingens resultat framstir denna oppenhet och insyn
som ett problem i flera avseenden, ur bade ett virdande och ett etiskt
perspektiv. Det foreligger svarigheter att tillgodose kravet pd sebarhet och
patienters avskildhet i flerbiddsrum och i 6ppna IVA-salar. Denna
problematik har varit kind sedan inrittandet av forsta generationens IVA pi
50-talet (Fontaine, 2005; Fontaine, Briggs, & Pope-Smith, 2001). Detta
vicker frigan om varfor denna utformning fortfarande lever kvar pa svenska
intensivvirdsavdelningar? Oppenheten innebir en transparens pi flera nivier
mellan alla i rummet.

Intensivvirdsrummets utformning piminner om det panoptiska systemet,
dven om intensivvirdsrummet pa ingalunda sitt fir jaimforas med ett fingelse
som panoption vanligtvis associeras med. Elden (2006) skriver att Benthams
idéer om panoptiska byggnader inte var enbart riktad mot fingelser utan
uttryckligen dven gillde skolor och sjukhus. Enligt Foucault (2003b) ir
panoption en mekanism som flerfaldigar och intensifierar den disciplinira
makten och kontrollen. Den panoptiska principen bygger pé att effektivt och
rationellt utforma platser som mojliggdr dvervakning och observation (Elden,
2006; Foucault, 2003b). Denna effektiviseringsprincip med ekonomisk
styrning har antagligen spelat roll i utformningen av intensivvirdsrum och
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skilet till att det knappt har existerat nigra intensivvirdsavdelningar med
enkelrum i Sverige under méinga ar. Dessutom framkommer i foreliggande
avhandling att personalbrist medfor att en virdare fir ansvara for observation
av flera patienter samtidigt i rummet. Detta i sin tur innebér att draperierna
inte anvinds i den utstrickning de borde eftersom det forsvarar observationen
av de andra patienterna i rummet. Foucault skriver att "synligheten dr en filla”
(svensk oversittning av Bjurstrom, Foucault 2003b, s. 201) och det ar vad vi
kan se som kidnnetecknande for de stora intensivvirdsrummen med manga
vardplatser.

Oppenheten dr en aspekt som forsvirar ett virdande pd etisk grund.
Rummets 6ppenhet 4 ena sidan ska underlitta observation och 4 andra sidan
resulterar det i att patienter och nirstiende blottas och virdpersonalen inte
formar att hindra detta. Darmed brister det etiska ansvaret som 4r att virna
om och skydda patientens integritet och tillgodose behovet av avskildhet.
Overvakning och att virna om patienters och nirstdendes integritet hamnar i
konflikt med varandra. Detta forefaller vara ett strukturellt problem och
vardpersonalen dr medvetna om problematiken men har ringa mojligheter att
paverka. Detta kan dels leda till uppkomsten av moralisk stress genom att
vardpersonalen inte kan handla efter sina etiska virderingar (Gutierrez, 2005)
och dels en risk att detta problem blir en del av virdkulturen med acceptans
och likgiltighet som f6ljd (Robichaux & Parsons, 2009).

Ett konkret exempel som forekommer i bade studie I och III och som
illustrerats i berittelsen ovan dr rondproblematiken. Nirstdende vittnar om hur
de far ta del av medpatienters diagnoser och behandlingar utan att de
egentligen vill det. Likasa uppmirksammar personalen denna problematik som
dagligen forekommande. Allt virdarbete sker i den omedelbara nirheten av
patientens sing och i ndrvaro av medpatienter och nirstiende med ett tunt
draperi som skiljelinje. Det finns inget utrymme for patientens och
ndrstdendes privatliv i en situation dir livet stir pa spel. Detta kan utgora ett
allvarligt problem f6r intensivvirdsavdelningar, eftersom det innebdr att
sekretessen bryts och kinsliga uppgifter behandlas i en sfir av "offentlighet”.
Enligt offentlighets och sekretesslagen (SFS, 2009:400) aligger det ett ansvar
pa vardpersonalen att skydda enskilda patienters uppgifter, men det yttersta
ansvaret for detta dligger organisationen. Intensivvirdsrummets utformning
paverkar dirfor i stor strickning personalens mojligheter att skydda och bevara
patienters integritet. Detta vicker frigan om integritet och avskildhet inte dr
en minsklig rittighet vid vard pé intensivvirdsavdelningar? Relationen mellan
arkitektur och etik bor dirfor aktualiseras.

Lincourt (2002) hivdar att det finns en relation mellan virdorganisationens
etiska virdegrund och virdrummens utformning. Arkitekturens intentioner
borde vara att stédja likning och vilbefinnandet pa samma sitt som en
virdande organisation har fokus pd patienters dterhimtning och hilsa. Det
finns ett inre forhallande mellan etik och intensivvirdsrummets utformning.
En god milj6 for ett gott liv i intensivvirdsrum svarar mot behovet av vila,
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vilbefinnande och likning. Méjlighet till avskildhet och komfort dr aspekter
som underlittar den kritiskt sjukes tillvaro pd intensivvirdsrummet och darfor
bor uppmirksammas. Lincourt (2002) framhaller att ur ett etiskt perspektiv
toreligger tre skil att involvera sjuhusarkitekter och designers i virdandets idé i
samband med utformning av sjukhuslokaler. For det forsta okar en vélplanerad
utformning patienters och nirstiendes tillfredsstillelse och néjdhet med
virden. For det andra kan arkitekturen i sig frimja likning och dterhimtning
(farre infektioner, lugn och harmonisk miljo). For det tredje kan den sociala
isoleringen som sjukhusvistelse innebdr minskas genom att skapa rum for
nirstiende.

Det panoptiska rummet kan betraktas som motsatsen till en helande miljo.
Koncepten helande miljoer (Bazuin & Cardon, 2011; Stichler, 2001),
humanistisk virdmiljé (Fontaine, 2005; Fontaine et al., 2001) och helande
design (Rashid, 2010) har behandlats inom litteraturen under ling tid. Det
specifika for dessa koncept ér att de lyfter fram aspekter som har betydelse f6r
minniskans vilbefinnande pé sjukhus i den fysiska miljén (utrymme, ljud, ljus
och firg) men ocksi beaktar de minskliga relationernas betydelse for
aterhdmtning, likning och vilbefinnande. Enkelt uttryckt handlar det om att
kombinera  mjukvaror och  hdrdvaror i utformningen av optimala
sjukhusmiljéer och intensivvirdsrum. En helande milj6 dr en miljé som inte
fingar uppmirksamheten, utan finns i bakgrunden fér minniskans liv och
aktivitet samt ger denne de nddvindiga mojligheterna att kinna sig
hemmastadd. De grundliggande sirdragen for en helande milj6 4r just att
kidnna sig hemma, dvs. vara trygg, vilkomnad och i balans. Stichler (2001)
presenterar olika modeller for intensivvirdsrummets utformning med
utgangspunkt konceptet “helande miljéer” och menar att en vilplanerad
avdelning balanserar behovet av 6vervakning mot patienters behov av integritet
och avskildhet. Utéver ljud och ljus samt behov av avskildhet rekommenderas
musik, utsikt 6ver naturen och positiv distraktion som viktiga element i dessa
koncept. Internationellt har detta koncept blivit accepterade och tillimpats i
utformning av sjukhus och intensivvirdsavdelningar. Dock dr det under den
senaste tiden som detta tankesitt har borjat vinna mark i Sverige. Det finns en
avsaknad av helande och likande miljéer pa ménga av de idldre svenska
intensivvirdsavdelningar, vilket ocksd kan forsimra patientens dterhdmtning.
Detta kan bero pi svarigheter som finns nir det giller utvirdering och
mitning av effekterna av att virdas i en helande miljo. Virdmiljons
komplexitet gor svirt att utvirdera eftekter av isolerade interventioner for att
bevisa statiskt sikra och signifikanta samband. Utover det ovannimnda finns
ett antal alternativa filosofier och ideologier som ligger till grund for
utformning av alternativa eller helande miljoer exempelvis antroposofisk
filosofi (Schweitzer, Gilpin, & Frampton, 2004) som har en andlig religios
prigel. Det finns dock skil att vara kritisk mot dessa former av ideologier som
innebidr en risk att begrinsa minniskans frihet och patvinga patienter en
filosofi eller ideologi som inte passar dem. Sjukhus och virdrum dgs av en
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beredare publik och bor dirfor tillita en méingfald av trosforestillningar. Det
framstir dock ett tydligt behov av interventioner som kan forbittra miljon i
befintliga och idldre intensivvirdsavdelningar i vintan pad nya moderna
avdelningar som svarar an pa behovet av funktionella, humanistiska och
estetiska miljGer.

Zaal et al., (2013) studerade sambandet mellan delirium och
intensivvirdsrummets utformning. Studien jimférde forekomsten av delirium
fore och efter en ombyggnad. Avdelningen som bestod av en enda 6ppensal
med dilig tillgang till dagsljus hade byggts om till enkelrum med god tillgang
till fonster och dagsljus. Resultat visade en minskning av antalet dagar med
delirium. Det foreslas att enkelrum med tillgang till dagsljus, avskildhet, ligre
ljudnivder kan troligen ha en gynnsam effekt pa patienters dterhdmtning och

vilbefinnande (Zaal et al., 2013).

Maktens rum

Intensivvirdsrummets utformning, den tekniska 6vervakningen samt stindigt
ndrvarande personal med specialkompetens dr aspekter som dr maktskapande i
rummet. Tekniken mojliggor en noggrann kontroll 6ver kroppens funktioner
och dess hemligheter blottliggs for allas blickar. Intentionen dr att spéra
torindringar samt att skydda och bevara patientens liv. Avhandlingens resultat
visar att intensivvardsrummet dr en plats dir observation av kritisk sjukdom
kommer i forsta hand. Med utgingspunkt i Foucaults (2003b) idéer kan
intensivvirdsrummet beskrivas som en plats f6r observation, undersokning och
tor att "blottligga sjukdomens sanning”. Den kliniska blicken och kontrollen
dr dven styrande for hur intensivvardsrummet och tiden disponeras, dirfor kan
intensivvirdsrummet  ocksd  betraktas som ett disciplindrt rum.
Intensivvirdsrummet i likhet med andra virdrum tillhor en institution
(sjukhus) vars arkitektoniska konstruktion syftar till att effektivt och stindigt
bevaka och rumsligt avgrinsa patienters kroppar samt kontrollera dem (Elden,
2006). Denna kontroll har till skillnad frin vad Foucault beskriver, inte till
syfte att skapa fogliga kroppar eller dr relaterad till fostran och straff, utan
kontrollen dr en nédvindighet f6r en korrekt observation och ett villkor for att
frimja aterhimtning.

Den kliniska blicken, som Foucault (2003a) menar ir ett medicinskt
seende, skapar kunskap om sjukdomens sanning, och dirfor ocksa makt. Detta
vicker frigan om vem som #dger rummet och hur makten uttrycks i rummet?
Avhandlingens resultat visar att i detta rum finns makt och kontroll stindigt
nirvarande, dock dr inte makt och kontroll statiska utan det sker stindigt en
forskjutning mellan de som édger makten och de som dr maktlgsa. Detta
kommer till uttryck i konkreta situationer. Under den initiala fasen dger
vardpersonalen makten till stora delar av rummet och har stindig kontroll.
Patienten saknar rost och nirstiende befinner sig i underlige. Men i takt med
att patienten aterhdmtar sig sinks sederingen, denne dterfir sin andning och

77

863983_Sepideh Olausson_inlindd 87 2014-05-09 11:08



rost, kommer i sittandes stillning och kan ta mer plats i rummet genom hela
sitt varande. For att balansera denna maktobalans méste den kliniska blicken
emellertid kompletteras med en wirdande blick som innebdr att se och
uppmirksamma mer 4n det som syns med blotta 6gat for att forstd patientens
och nirstiendes behov och dirmed ocksia géra dem delaktiga i sin vird
(Martinsen, 2006). Delaktighet, omsorg och virdande ir aspekter som
balanserar maktfordelningen i intensivvirdsrummet och bidrar till patienters
och nirstdendes vilbefinnande. Dock dr intensivvardsrummet virdpersonalens
arbetsplats, vilket alltid innebdr att de har en O6verligsen stillning. I en
observationsstudie med etno-fenomenologisk ansats diskuterar Turnbull,
Flabouris, och Iedema (2005) att intensivvirdsavdelningarnas centrala
placeringar pa sjukhuset i forhéllande till andra enheter pd sjukhuset dr en
symbol for intensivvirdens makt och status. I likhet med avhandlingens
resultat framhalls att intensivvirdsrummets utformning med lasta dorrar,
avskalade vintrum och fonsterlésa virdrum och viggar prydda av teknisk
utrustning indikerar att dessa platser har inbyggd kontroll; men ocksa att de dr
platser som hirbérgerar utsatthet och forlust, ridslor men ocksd hopp.

Ur ett genus- och maktperspektiv har Halford och Lenorad (2003)
undersokt hur = sjukskoterskor och likare anvinder och disponerar
sjukhusutrymmen. Studien som dr bide en observation och intervjustudie
visade att sjukskéterskor och likare inte har samma tillging till sjukhusets
utrymme. Sjukskéterskor dr ofta bundna till de avdelningar dir de arbetar och
dessa platser “dgs” av dem och likarna ér bara oftast pa "besok”. Studien visade
ocksi att sjukskoterskor har forvanansvirt lite plats bade inom den egna
avdelningen och generellt pd sjukhuset. Det dr litt att tro att
intensivvardsrummet endast tillhér vardpersonalen och att de dger makten i
rummet. Dock visar foreliggande avhandling att vardpersonalen sjilva inte
heller har makt 6ver rummet. Dels pa grund av den oforutsidgbarhet som rader
pa grund av den kritiska sjukdomen men ocksi av organisatoriska skil.
Rummet dgs av ett kollektiv, av organisationen och dr frimst i
effektiviseringens tjidnst.

Ett konkret exempel som framhills i avhandlingen 4r problemet med
patientvila pa intensivvirdsavdelningarna. Stindig aktivitet och bristande
samordning gor det svart att tillgodose patienternas behov av vila. Ur ett
helhetsperspektiv borde bide medicinska och virdande aktiviteter ges plats
och rum. Det handlar inte om att vilja mellan medicinska étgirder och
virdande handlingar utan att kunna beakta bide dessa insatser vilket ett
annorlunda arbetssitt skulle kunna mojliggora.

Ur ett teoretiskt perspektiv speglar intensivvirdsrummets utformning den
ridande minniskosynen och virderingar om vad som ir viktigt och bor ges
utrymme till i samband med kritiskt sjukdom. Dessa aspekter ir betydelsefulla
tor vem som har tilltrdde till rummet och vem som dger makten i rummet och
vilka mojligheter personalen har att forverkliga ett virdande ur ett
helhetsperspektiv. Sjukhusens utformning och arkitektur, i detta fall
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intensivvirdsrummet, menar Foucault projicerar sambhillets synsitt pa
sjukdom och den idr priglade av tidens implicita och explicita principer, regler,
samt virderingar (Elden, 2006; Foucault, 2003b; Nilsson, 2008).
Intensivvirdsrummets utformning speglar troligen ett synsitt dir kroppen har
betraktats som en biologisk enhet, dir sjukdomens sanning ska blottliggas och
inte sjukdomens mening.

Kroppens rum

Berittelsen i resultatdiskussionens inledning dr ocksd ett forsok att
examplifiera hur kritisk sjukdom och vird pa ett intensivvirdsrum édndrar
minniskans liv pa ett radikalt sitt. Den fysiska kroppen skiljs frin personen
som bebor den. Personerna blir patienter med skadade kroppar och féremal
tor stindig observation och behandling utan nigon form av kontroll pi ett
intensivvirdsrum. Personens identitet och personlighet dr okdnd for
personalen. Detta innebir en risk att glomma personen bakom sjukdomen och
ddrmed riskerar kroppen att bli ett objekt for virden. Avhandlingens resultat
visar just hur patientens kropp blir behandlad, virdpersonalens blick och
beréring dr aspekter som konstituerar patienternas upplevelser av
intensivvirdsrummet. Aven om patienten dr sederad dr kroppens sinnen
vidéppna (Uotinen, 2011). I en etnografisk studie framhaller White (2008) att
patientens kropp blir en del av intensivviardsrummet genom att den kopplas
mot teknologin. Patienten sederas, dennes kropp bdddas in i sidngen,
hjirtrytmen 6vervakas och andetagen riknas. White (2008) menar att kroppen
genomgir en transformering vilket i férlingningen innebir att kroppen tillhor
en organisation, intensivvarden.

Vird och behandlingar pa intensivvirdsavdelningar innebédr ménga ginger
ocksa att kroppen tillfogas smirta och obehag (Kongsuwan & Locsin, 2011).
Detta framkommer i avhandlingens resultat ocksd, dir patienter beskriver
smirta som resultat av virdhandlingar. Madjar (1997) framhaller att smirtan
alltid har en synlig och en osynlig dimension. Den dr synlig dérfor att den kan
mitas och observeras och osynlig eftersom vi aldrig kan férsta ur den kidnns
och wad den gor med personen. Detta idr speciellt patagligt inom intensivvard
da patienten inte dr formogen att verbalt uttrycka sin smairta, ridsla eller sina
andra behov, vilka ocksd avgér dennes upplevelser av intensivvirdsrummet.

Patientens kropp ér "vaken” den ”talar” utan nagon rost. Detta innebir att
stora delar av patientens livsvirld forblir i det dolda i métet med vardaren.
Foucault (2003b) skriver att kroppen ir sitet for institutionens makt. En makt
som har tringt sig dnda in pd kapillirnivi och gér kroppen féljsam och
kontrollerbar. Denna beskrivning kan liknas med vad som hinder med
kroppen pi ett intensivvirdsrum. All den intensiva och invasiva 6vervakningen
som bokstavligen har borrats in i kroppens kirl och ddror forser virden med
kunskap och information om kroppens tillstind, som i sin tur méjliggor vidare
dtgirder. Ndr patienten och dennes kropp behandlas som ett objekt och inte
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som ett kinnande subjekt finns det en risk att manniskan forlorar sin vilja och
lingtan till livet. Avhandlingens resultat visar pd att om patienter forbereds
och informeras i dagliga omvéirdnasarbete kan det dterskapa patienters kinsla
av att vara en person med sjilvbestimmande. Vardarens ansvar blir dirmed
ocksi att hjdlpa patienten att hitta tillbaka till sig sjdlv och sin kropp och aterfd
makten Over sitt liv. Nir patienten endast betraktas som en kropp och
overvakas blir rummet en utlimnade och skrimmande plats. Ett virdande
torhallningssitt dterskapar kroppens rum och privata sfir. Inom intensivvird
bor detta vara foremil f6r stindig uppmirksamhet och reflektion. Omsorg och
respekt men ocksd nyfikenhet om vem patienten ir kan motverka denna kinsla
av fraimlingskap f6r kroppen och vara hoppgivande.

Gadow (1984) framhaller att virdandet inom intensivvird sker genom ett
taktilt och fysiskt mote da patienter ofta dr oférmogna att kommunicera verbalt.
Detta faktum stiller ett etiskt krav pd virdaren att vara inkdnnande och
lyh6rd. Benner och Wrubel (1989) framhaller att all virdande ar ontologiskt
etiskt, dd det skapar méjligheter for patienter att komma vidare och bemaistra
sin situation. I detta ssmmanhang handlar etiken om att uppmarksamma den
utsatta patientens behov och situation och dirmed ocksi omvandla det
outhirdliga till uthirdligt lidande (Hawley & Jensen, 2007). Murray (2012)
menar att det fenomenologiska sitt att betrakta kroppen, dvs. som levd inom
virdande sammanhang i sig inbegriper en etisk hillning. Hur virdpersonalen
relaterar till patienten och dennes kropp blir avgérande for kinslan av att bli
sedd och hord vilket ocksa konstituerar patientens upplevelser av
intensivvirdsrummet. White (2008) menar att intensivvirdens kultur och
diskurs formar virdarnas forhallningssitt mot kroppen. Hur berors kroppen
nir den undersoks? Hurdan ér virdarens blick? Ar kroppen naken eller har
den klider pa sig? Hur kinns det for denna person just nu? Reflektion éver
dessa aspekter kan skapa forstielse for patientens situation som i sin tur skapar
ett rum av tillférsikt och hopp. I en enkitstudie undersokte Schindler et al.
(2013) skillnaden mellan patienters subjektiva upplevelser och vardpersonalens
antaganden om patientens behov pd en intensivvirdsavdelning. Resultat fran
denna studie stédjer avhandlingens resultat dvs., det foreligger svarigheter att
forstd patienters subjektiva upplevelser av smirta, ridslor och behov av lugn
och ro.

Frank (1995) menar att sjukhusens design och den arkitektoniska
utformningen utgéir frin medicinska diagnoser och limnar lite utrymme for
patienten att vara en privat person, di det dr den kritiska sjukdomen som ir
under observation. Detta tillsammans med den livshotande sjukdomen kan
innebdra att patienten tappar sin lust och lingtan till livet. Det finns en
koppling mellan vad Frank (1995) skriver och patienters situation pé
intensivvirdsrummet. Att virdas i en oharmonisk och intetsigande milj6 kan
innebira en risk att patienten forlorar sin lust och lingtan. Ur ett
helhetsperspektiv borde virdandet och rummet ga hand i hand dvs. rummets
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utformning och ett gott virdande tillsammans kan hjilpa patienten att
vidmakthélla sin vilja och lust till livet.

Vardandets rum

Ur ett praktiskt perspektiv dr intensivvardsrummet bade en materiell foreteelse
och en terapeutisk plats dir patienter dr foremal for vird och behandling. En
plats dir behovet av omsorg och omvirdnad 4r mycket patagligt da patienten
ir beroende av vird for sin overlevnad och saknar kontroll 6ver sitt liv och sin
kropp (Adamson et al., 2004; Almerud et al., 2007; Locsin & Kongsuwan,
2013). Avhandlingens resultat visar i likhet med tidigare forskning (Crunden,
2010; Uotinen, 2011) att kritisk sjukdom och vird pid en
intensivvirdsavdelning intensifierar behovet av omsorg och 6nskan om att
betyda négot for nagon liksom att hitta mening och férankring i tillvaron.

Avhandlingens resultat visar att ett virdande dir patientens behov
uppmirksammas tillsammans med mojligheter som rummet erbjuder kan
hjdlpa patienten att hitta tillbaka, kidnna hopp och lingta tillbaka till livet.
Exempelvis bilder pd nira och kira, ett fonster att blicka ut genom kan hjilpa
patienten att aterigen lingta efter livet. Patienten behéver bli lotsad genom
den krivande rehabiliteringsprocessen och fa sitt sjilvfortroende tillbaka. Att
skapa ett personligt rum med hjilp av patientens personliga féremal, samtal
om vardagliga saker och uppmuntran hjilper patienterna att fi distans till
sjukdomen och vinna kraft. Crunden (2010) framhiller att patientens behov av
att bli sedd och bekriftad handlar manga ganger om smé gester som till
exempel ett leende, en vinlig blick. Avhandlingens resultat visar att patienter
kan uppleva ensamhet och kinna sig isolerade fran livet nir de vardas pa ett
intensivvardsrum, speciellt nir intensivvardsvistelsen stricker sig 6ver lang tid.
Att infora inslag frin vardagen kan 6verbrygga avstindet mellan patientens liv
pa IVA och virlden utanfér. Detta kan ge distans till sjukdomen och hjilpa
patienten att hitta mening och forankring samtidigt som det kan bevara
patientens identitet och synliggdra personen bakom sjukdomen.

Shattell, Hogan och Thomas (2005) studerade patienters upplevelser av att
virdas pa akutvards- och intensivvirdsavdelningar. Denna studie framhaller att
virdandet i termer av vinliga, uppmuntrande och uppmarksamma virdare var
avgorande for patienters upplevelser av miljon. Dessa aspekter kunde minska
deras ridsla, bundenhet och ensamskinsla. Vardrelationen mellan patienter
och vardpersonalen var ocksd avgorande for att patienter skulle kunna kinna
tillit och kunna limna 6ver sig sjilva i personalens hinder. For att etablera en
vérdrelation inom intensivvirdskontext krivs uppmirksambhet, kinslighet och
en vilja att forstd patienten. Martinsen (2006) framhiller att uppmirksamhet
forutsitter tid, rum och fokus. Todres, Galvin och Dahlberg (2014) betonar
att genuint virdande har sin utgingspunkt i patientens behov. De anvinder
begreppet “insiderness” som kan forstds som ett virdande som idr foljsamt och
oppet dir virdaren reflekterar Gver “hur har patienten det i den hir
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situationen?”. Detta kriver en situationsmedvetenhet och nirvarokinsla med
savil patienten som dennes foretridare, liksom férmaga att representera deras
roster. Pi likande sitt skriver bide Swanson (1991) och Hawley och Jensen
(2007) att dessa aspekter konstituerar ett genuint virdande pd humanistiska
grunder. Vara lyhérd och inkdnnande for patienters och nirstiendes behov
paverkar rummets atmosfir och kan leda till att upplevelserna av
intensivvirdsrummet blir positiva trots smirta, ridsla och hot mot livet
(Hawley & Jensen, 2007).

Upplevelserna av intensivvardsrummet dr siledes ocksa beroende av motet
mellan patient, nirstiende och virdare. Noddings (2002) skriver i likhet med
ménga andra (Dahlberg & Segesten, 2010; Ekebergh, 2009) att virdandets
kirna ir motet mellan vardare och patient. Noddings (2002) menar att ett
vardande moéte aldrig kan uppstd rent intellektuellt utan detta kriver ocksi ett
kinslomissigt engagemang, en empatisk héllning. Denna hallning 4r dn
viktigare dn ndgonsin inom intensivvird, da den skapar forstaelse for patienten
och nirstiendes situation och detta i sig dr rumskapande och péverkar
rummets stimning. En empatisk héllning inbegriper ocksid en omsorg om
patientens omgivande milj6, en omsorg om att skapa rum for likning, genom
att minska patienters oro och dngslan och lindra smirtan. Galvin och Todres
(2013) framhaller att inom véirdande sammanhang ir vardarens empatiska
torstaelse avgorande for att kunna forstd patientens och nirstdendes behov.
Detta i sin tur frimjar kidnslan av att vara hemmastadd och férankrad pa
platsen. En virdande och empatisk héllning bidrar ddrfor till att patienter och
ndrstdende finner sin plats i rummet. En sidan attityd och hillning innebr att
virdarna tar vara pa alla mojligheter som ges i rummet for att hjdlpa patienten
och nirstiende att komma vidare och forverkliga sina projekt i livet. Noddings
(2002) anser att virdandet handlar om delad kontroll, och i
intensivvirdsrummet behéver patienten, men ocksd nirstaende, ges mojlighet
att ha kontroll. Intensivvirdsrummets utformning kan i sig underlitta detta.
Ett exempel kan vara ett fonster att blicka ut mot naturen genom. Bara att se
en himmel kan 6ppna upp rummet och hjilpa patienten att orientera sig. En
klocka och en tavla med information om datum och plats dr en annan aspekt
som kan ge patienten viss kontroll. Avhandlingens resultat visar att virdarna ir
delvis beroende av intensivvirdsrummet och de méjligheter som finns dér for
att kunna etablera en relation med patienter och nirstiende och for att kunna
virda. Det framkommer ocksa att virdpersonalen inte alltid orkar ge av sig
sjalva och hidmta inspiration for att kunna hjilpa patienten att blicka framit.
Arbeta i morka rum med hoga ljud och stindig aktivitet drinerar
virdpersonalen pd energi och innebir en risk att virdarens uppmirksamhet
splittras.
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Att fa plats och ges rum

Avhandlingens resultat visar att intensivvirdsrummet dr 4 ena sidan avgrinsad
till yta och utformning medan 4 andra sidan tycks vara grinslost och utstrickt.
Med detta menas att grinser mellan patient och vérdare dr utsuddade och
nirstiende inte har nigon sjilvklar plats. Att som nirstiende ha en egen plats i
intensivvirdsrummet innebir en mojlighet till delaktighet och involvering i
patientens vird. Exempelvis visar resultat frin studie I att nirstiende har en
stor 6nskan om att fi vara nira utan att vara ett hinder for personalens arbete.
I denna studie framholl samtliga ndrstiende behovet av en "nirstiendestol” for
att kunna nidrvara och vara delaktiga och stodja patienten. Di det miénga
ginger saknades stolar och nirstiende kinde sig i vigen for virdpersonalens
arbete. Att fi vaka 6ver en nir och kir person borde vara en sjilvklarhet.
Nirstiende dr viktiga for patientens 6verlevnad (Bergbom & Askwall, 2000;
Locsin & Kongsuwan, 2013) och dr dven minga ginger linken mellan
personalen och patienten (Engstrom & Soderberg, 2007). Resultatet fran
studie III visade att platsbrist och vard i flerbdddssalar dr en av de viktigaste
orsakerna till varfér virdpersonalen inte bjuder in nirstiende till rummet.
Personalen upplever helt enkelt svirigheter i att bereda nirstiende plats, vilket
kan innebira att nirstdende blir exkluderad fran att vara delaktiga i patientens
vard. C)verhuvudtaget ir det intressant att reflektera 6ver ndrstaendes plats och
roll pé intensivvirdsavdelningar. De omriden som dr avsedda for nirstaende
eller viantrummen benimns ofta inte ens som “rum” utan som
"nirstiendesmutt” eftersom de dr s sméd. En del avdelningar har dessutom valt
att flytta ut dessa utanfor avdelningens dorrar. Nirstdende tillits komma in
endast da de kan fa tilltride till intensivvirdsrummet. Detta vicker fraigan om
hur organisationen egentligen ser pi nirstiende? Problemet verkar siledes vara
bide med rummet och i rummet.

Pa svenska intensivvirdsavdelningar dr det fria besokstider for nirstiende
ddremot innebir inte detta i praktiken att nirstiende har tillging till rummet
och kan vara nidra patienten nir de onskar. Nirstiende spenderar ménga
timmar i korridorerna och i de minimalistiska vintrummen. Det dr ocksi
skilet till varfor intensivvardsrummets grinser for nirstiende inte slutar vid
dérren utan rummet har en utstrickthet till andra platser. Dessa platser dr dir
nirstiende fir sitta och vinta i ovisshet samt umgis bade frivilligt och
ofrivilligt med andra i vintan pa att komma in till rummet. En av
hornstenarna  nir det giller skapandet av  helande miljder pi
intensivvirdsavdelningar dr just nirstiendes ndrvaro och delaktighet i
patientens vird (Bazuin & Cardon, 2011).

Idén om delaktighet och partnerskap mellan patienten, nirstiende och
virden dr en av dagens aktuella frigor inom hilso- och sjukvirden. Flera
forskningsrapporter framhiller att delaktighet och partnerskap stipuleras dels
genom organisationens kultur och dels genom utformningen av den fysiska
miljon (Douglas & Douglas, 2004, 2005; Douglas, Hathaway, & Burks,
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2011). Nirstdende behover ges plats och rum inne pé intensivvirdsrummet for
att pa bista mojliga sitt kunna stédja patientens dterhdmtning. Detta kriver
en mer generds plats och givetvis att de ges tilltride till rummet.
Avhandlingens resultat visar att intensivvirdsrummets utformning inte heller
limnar nigot rum for vardpersonalen. Studier visar att intensivvirdsrummets
utformning har en direkt piverkan péd vérdpersonalens arbete (Alameddine,
Dainty, Deber, & Sibbald, 2009; Applebaum et al., 2010). Avhandlingens
resultat visar att intensivvirdsrummets utformning paverkar ocksa personalens
vilbefinnande. Detta kan i sin tur paverka virdens kvalitet. Vardpersonalen pa
IVA spenderar minga timmar i rummet och har dessutom sillan méjlighet att
limna rummet ndgon lingre stund pd grund av patientens kritiska
sjukdomstillstind. Vardande i stressfyllda miljder med stindig aktivitet,
platsbrist och hoga ljud samt ljusnivier innebdr en risk for att personalen inte
kommer att vara i stind att hjilpa patienter (Wilson, Goettemoeller, Bevan, &
McCord, 2013). Vardandet kan inte skiljas frin vardpersonalen och inte heller
fran den milj6 ddr den bedrivs.

Skapa ett rum

For over 20 ar sedan beskrev Dracup (1988) vikten av att minimera negativ
stimuli i intensivvirdsrummet, mobilisera patientens inre och yttre resurser for
att frimja dterhdmtningsprocessen. Dessa idag vilkinda faktorer dr hoga
ljudnivier, stérd dygnsrytm och den opersonliga miljon. Dessa faktorer ir
fortfarande utmaningar for intensivvirden att ta sig an. Kunskap om den
fysiska miljons paverkan pd patienters aterhimtning har saledes funnits under
ling tid, men trots detta visar ny forskning att problematiken med miljon lever
kvar (Johansson, Bergbom, Waye Persson, et al., 2012; Merildinen, Kyngis, &
Ala-Kokko, 2013) vilket ocksa avhandlingens resultat bekriftar.

Nyligen studerade Merildinen et al. (2013) patienters interaktion med
miljbn  pd en intensivvirdsavdelning genom  observationer och
videoinspelningar. Resultat visar att patienter har svart att urskilja om ljud och
roster samt hindelser relaterar till dem sjilva eller till medpatienter pa samma
virdrum. Hoga ljudnivier i intensivvirdsrummet dr en de av aspekter som
beskrivs som stressutlésande och forsimrar patientens moéjligheter att vila.
Rummets utformning dr en avgorande faktor f6r hur ljudmiljon blir. Det finns
dock atgirder — bade organisatoriska och i det dagliga arbetet, som kan vidtas
tor att forhindra detta. Forslagsvis kan rondarbetet genomforas i ett sirskilt
rum vilket innebir att samtalet inte kan horas av patienten och nirstdende eller
obehoriga. Ett annat sitt dr ocksd att virdpersonalen genomfor dagliga
stadronder for att rensa och stida rummet med avseende pd meningslésa och
onddiga yttre stimuli. P4 sa vis kan exempelvis stressutlésande ljud identifieras
och overflodig teknologi avldgsnas frin rummet. Tanken om att ta ansvar for
viardmiljon for att skapa en behagligare atmosfir borde vara en inkorporerad
del av viardandet och vérdpersonalens dagliga arbete. Resultatet i denna
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avhandling visar att personalen dr medveten om sin delaktighet for att skapa
en vardande atmosfir och likande milj6 for patienterna. Diremot reflekterar
de inte 6ver miljon dia de 4r vana att vara dir. Trots arkitektoniska
tillkortakommanden och brister kan en 6kad medvetenhet om milj6n skapa ett
bittre rum i rummet for patienten. Exempelvis kan en medvetenhet om hur
torpackningar, lidor och dérrar 6ppnas och stings reducera en del av dessa
meningsslosa och onddiga ljud vilket ocksd bekriftas av Merildinen et al.
(2013). Avhandlingens resultat visar att intensivvirdsrummet och dess
inredning och apparater forekommer i patienter drommar di patienter
stindigt strédvar efter att forstd och tolka sin omgivning for att skapa ett
sammanhang. Darfor blir det oerhért viktigt att halla rummet i ordning och
avldgsna 6verflodiga stimuli.

Den sterila och opersonliga intensivvirdsmiljén dr en av anledningarna till
varfor patienter men ocksd nirstdende kan uppfatta miljén som skrimmande
och ogistvinlig (Dracup, 1988; Dyer, 1995a,b). Detta problem kan dock
motverkas genom sméd medel som kan omvandla patientens nirmaste
omgivning till en mer personlig och familjir atmosfir. Idag anvinds foton pa
intensivvirdsavdelningar, framfor allt for att personalen ska ha en bild av den
person de virdar (Andersson, Hall-Lord, Wilde-Larsson, & Persenius, 2013).
Resultatet frin denna avhandling visar att smé detaljer i rummet, exempelvis
en anslagstavla ddr bilder och kort med hilsningar frin nira och kira kan
hingas, dr mycket viktiga for att motverka den opersonliga miljén. Bilder och
personliga féremal kan ocksd dndra rummets atmosfir och karaktir. Dessa
omvandlar patientens plats till en personlig plats. En plats som tillhér en
bestimd person.

Singlige tillsammans med nedsatt forméga att kommunicera och
torekomst av kritisk sjukdom och smirta beskrivs i litteraturen som aspekter
som leder till bristande kontroll. Detta dr i sirklass det storsta hotet mot
patienters vilbefinnande och kinsla av sammanhang i samband med vérd pé
ett intensivvardsrum (Adamson et al., 2004; Roberts et al., 2007) vilket
bekriftas av avhandlingens resultat. Litteraturen framhaller att tidig
mobilisering och litt sederingsregim kan motverka de negativa foljderna av att
virdas pi IVA for patienter (Brummel, et al, 2012; Dang, 2013).
Avhandlingens resultat visar att rummets utformning med avseende pa plats
paverkar personalens méjligheter att mobilisera patienter.

Vardorganisationens betydelse for att skapa goda intensivvirdsrum ir
uppenbar. Det krivs ett virdande virdkultur. For att uttrycka det med
vardpersonalens egna ord ” a#t vi tinker inte pi det. Det har blivit for mycket
maskin for lite minniska! Eftersom vi har haft det s jobbigt under den senaste
tiden..... man hinner inte tinka pd att gora det sa bra som mdjligt med... yttre
stimuli for patienten’.
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KONKLUSIONER

Avhandlingens resultat visar att intensivvirdsrum dr ett méngfacetterat
fenomen. Med detta menas att det inte dr mojligt att endast tala om rummet i
termer som en fysisk plats utan ocksi som ett levt rum. Rummets utformning
paverkar savil patient, ndrstiende som personal, samt hur virdandet gestaltas.
I praktiken innebir detta att all form av interventioner i den fysiska miljon
samtidigt borde inkludera virdvetenskapliga och pedagogiska interventioner.
Avhandlingens resultat visar samtidigt att den fysiska miljon dr avgdrande for
personalens mojligheter att tillgodose patienters och nirstdendes behov av
vilbefinnande och trygghet. Vidare behovs det att intensivvirdsrummets milj6
uppmirksammas pa organisations- och ledarskapsnivi. Avhandlingens resultat
visar att det dr oklart vem som ansvarar f6r miljén pa intensivvirdsrummet.
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KLINISKA IMPLIKATIONER

Med utgingspunkt i avhandlingens studier féreslas foljander implikationer for
klinisk praxis. Genomgiende dr dessa forslag sjilvklara och smé detaljer som
kan forbattra miljon pa intensivvirdsrummet. Dock behéver det
uppmirksammas att det finns ett skriande behov av enkelrum och
interventioner f6r att forbdttra virdmiljon 1 dldre och befintliga
intensivviardsavdelningar. I foljande text presenteras forslag till forindringar
som vinder sig till virdpersonalen och till organisationen.

Forslag till virdpersonalen

e Skapa en specifik plats for nirstiende i rummet, i form av en
"nirstdendestol”. Det vill en stol avsedd for nirstiende som kommer
pa besok

¢ Bjud in nirstiende till rummet och om mojligt gér dem delaktiga i
patientens vird genom att delegera "sméd” uppgifter till dem som vill
och det passar situationen.

e Skapa vinliga vintrum for nirstiende genom att ha tillrickligt med
sittplatser/stolar ddr nirstiende kan sitta utan att tringas.

o Tillgang till forfriskningar, tidningar och nagot neutralt att fista
blicken pé dr oerhort uppskattat av nirstiende och bor dirfor finnas i
vantrummen.

e Placera offentliga telefoner pa ett stille dir samtalen inte kan horas av
andra som sitter och vintar.

e Aven nirstiende kan vara ridda och i utsatt lige. Dérf6r kan en vinlig
ton och blick betyda mycket f6r nirstaende.

e Tink péd dekoration och méblering av nirstiendeutrymmen. Anvind
runda bord och neutrala bilder, till exempel naturbilder for att
dekorera dessa utrymmen.

e Kinsliga samtalsimnen med nirstiende i vintrummet eller korridoren
bér undvikas. Dessa samtal méste ske i ett separat rum med hinsyn
till sekretessen. Exempelvis samtal om nedtrappning eller avslutande
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av behandling bér inte foras inne péd salen med hinsyn till patienter
och nirstiende.

e Hing en lapp dir det stir "Nirstdende vintar” pa patientens sing som
en paminnelse att nirstiende sitter i vintrummet.

e Doéende och svirt sjuka patienter dr i behov av enkelrum. Diarfér bor
av etiska skil med hinsyn till andra patienter, enkelrum dir de finns
att tillgd anvindas till dessa patienter.

e Kontrollera rummets "stidstuts” dagligen dvs. stida bort 6verflodig
teknologi och saker som inte anvinds frin patientens singplats.

e  Still dig vid patientens huvudinde for att uppskatta vad patienten ser
och direfter stida bort det som inte behover vara dar.

e  Orientera patienten till tid, plats och rum dagligen, samt férklara och
torbered patienten fore virdaktiviteter.

o Placera patientens sing i mojligaste man sa att patienten ser ut genom
fonstret.

e Samtala med patienten om vardagliga saker. Informera att de kan ha
overkliga drommar och att det kommer att gi 6ver.

e Skapa en "personlig plats” for patienten genom att be nirstdende ta
med kort och négra personliga tillhorigheter till patienten. Héing upp
s att patienten kan se dem.

e Anpassa belysningen i rummet efter genomf6rda virdhandlingar.
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Organisatoriska forslag
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Rondarbetet bor forslagsvis inledas utanfér rummet, dir patientens
symptom, vardplan och status gés igenom for att sen direfter
fortsittas inne pa salen. Pa si sitt finns det stérre mojlighet att bevara
patientens integritet och sekretessen.

Den fysiska miljon pd intensivvirdsrummet bor utvirderas bade ur
personalens och patienternas och de nérstiendes perspektiv.
Personalens behov 1 relation till rummets utformning bor
uppmairksammas di det paverkar patientens vard.

Skapa en arbetsgrupp som arbetar med virdmiljon pi avdelningen pa
basis av evidens och befintlig forskning.

Atgirder som vidtas for att dndra rummet mdste ske i samrad med
personalen och med hinsyn till patientens behov.

Investering i ljudabsorberande draperier mellan singarna kan skapa en
bittre ljusmiljé i rummet.

I samband med utformning av intensivvirdsrum bér ljusa firger
anvindas. Inslag av det normala och vardagliga livet i den
hogteknologiska miljon till exempel kan en tavla med en naturbild
"neutralisera” miljon inne pa rummet.
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FORSLAG TILL FORTSATT
FORSKNING

Utifrdn avhandlingens resultat har féljande omraden identifierats som forslag
till fortsatt forskning. Det finns ett behov av fortsatt forskning kring patienters
och nirstdendes upplevelser av komfort pd intensivvirdsavdelningar.
Avhandlingens fynd lyfter ocksd fram behovet av att studera organisationens
roll och ansvar nir det giller virdmiljén pé intensivvardsrummet. I dagsliget
rider det oklarheter om vem som ansvarar for intensivvirdsrummen.
Avhandlingens resultat vicker ocksd frigan om relationen mellan empati och
virdmiljon, nirmare bestimt om rummets utformning och miljé har nigon
betydelse for hur empatiska virdpersonalen dr. Resultatet har vickt manga
fragor kring etik och rummets utformning. Dirfor vore det intressant att dven
undersoka i vilken mén etiska fragor och reflektioner dr nirvarande i samband
med utformningen av intensivvirdsavdelningar och intensivvirdsrum. For att
fi en helhetsbild behévs ocksd flera komparativa studier mellan
intensivvardsavdelningar med enkelrum och intensivvirdsavdelningar med
flerbaddsrum. Det finns ocksi ett behov av att forma utvirderingsinstrument
tor intensivvirdsavdelningar med utgingspunkt i kvalitativa studier, sisom
denna avhandling.
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TACK

Jag vill forst och frimst tacka alla personer som deltagit i denna forskning och
som si generost delat med sig av sina erfarenheter. Motet med er och era
berittelser har gjort mig till en 6dmjukare person. Jag hoppas att denna
forskning kan bidra till att utveckla intensivvirden och pd si sitt géra era
roster horda.

Min huvudhandledare har varit professor Margaretha Ekebergh och mina
bihandledare docent Berit Lindahl och docent Sofia Almerud Osterberg. Stort
tack till er som pé olika sitt har handlett, utmanat och uppmuntrat mig under
denna resa. Utan hjilp, stdd och vigledning hade denna resa inte varit méjlig.
Margaretha, nir jag paborjade min sjukskoterskeutbildning i bérjan av 90-talet
var du min ldrare och nu, nir jag 2014 avslutar forskarutbildningen gor jag det
med dig som huvudhandledare. Det kinns som att cirkeln ér sluten. Tack for
att du alltid har trott pa mig och pi ett lugnt och pedagogiskt sitt hjilpt mig
att komma vidare i mitt arbete. Tack Berit fér dina mycket noggranna
granskningar genom éren och for att du har fatt mig att lira kiinna mig sjilv pa
ett nytt sitt. Du har stillt krav och utmanat mig att sti pi egna ben vilket jag
uppskattar. Tack Sofia for ett stort engagemang i mitt arbete. Du har alltid
varit tillginglig och stillt upp nir jag har beh6vt hjilp och gett mig manga
kloka rad. Du sprudlar av glidje och entusiasm vilket dr verkligen befriande
inom den akademiska virlden.

Jag vill tacka Hogskolan i Boris och samtliga mina arbetskamrater pa
institutionen for virdvetenskap. Hogskolan i Boras har ocksd finansierat min
utbildning. Utan det ekonomiska stédet hade det aldrig varit mojligt att
genomfora detta projekt. Det finns négra personer som jag sirskilt vill tacka,
Lotta Dalheim Englund institutionens prefekt, och Ingela Héglund dévarande
studierektor. Tack for att ni har funnits for mig nir jag har behovt er. Jag vill
ocksd tacka studierektor Gunilla Carlsson och Inga-Lill Nilsson fér den
avlastning jag fick under de sista manaderna. Stort tack till dig Inga-Lill som
stillde upp. I firdigstillande av kappan har Bibliotek och Lirande Resurser
vid Hoégskolan i Borés bidragit med stor hjilp i inforskaffandet av all litteratur.
Stort tack till Martin Borg for all hjilp med Endnote.
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Jag wvill ocksi tacka Linnéuniversitet, institutionen for hilso- och
virdvetenskap for en god akademisk milj6 och hirlig gemenskap. Jag har alltid
kint mig vilkommen och kint mig "laddad” med idéer och tankar nir jag har
limnat er. Stort tack till samtliga i doktorandgruppen som har bidragit till den
kreativa miljon. Jag vill ocksa rikta ett stort tack till er som ldst och granskat
mina manus infér mitt- och slutseminarierna. Professor Gunilla Strandberg
vid Umea Universitet, professor Eva Benzein vid Linnéuniversitet och lektor
Isabell Fridh vid Géteborgs Universitet/Hogskolan i Bords samt
doktorandkollegorna Liselott Arestedt och Lina Palmer.

Jag vill ocksd rikta ett stort tack till samtliga doktorandkollegor vid
Hogskolan i Boris, sirskilt till Niklas Andersson, Camilla Eskilsson, Katarina
Karlsson, Elisabeth Lindberg, Lina Palmer, Laura Darcy, Karin Hogberg,
Marie Engwall och Kristina Lundberg. Ni har varit en enorm tillgang, tack for
er vinskap och gemenskap under dren och for alla glada tillrop.

Stort tack Forum foér vardbyggnad och Riksféreningen for anestesi och
intensivvird for ekonomiskt stéd i form av stipendier under arens ging. Jag vill
ocksa rikta ett stort tack till Ida Brogren for illustrationen péa avhandlingens
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ENGLISH SUMMARY

This thesis examined the perception of the ICU patient room as place of care
by patients, next of kin and nurses. Previous research has highlighted the
impact of the ICU environment on patients' rest and recovery. It has been
suggested that the high noise level of the ICU's hectic environment
(Christensen, 2007), lack of circadian light (Castro et al., 2011) and constant
activity may contribute to the development of ICU delirium (Zaal et al.,
2013). Moreover, research has shown that the design of the average ICU
creates an obstacle for interaction between the sick individual and their loved
ones (Eriksson, et al, 2010). The support of family and loved ones is essential
for the patient's successful recovery process.

Research has also revealed that there is a positive relationship between the
design of the physical environment and nurses' work satisfaction (Gurses &
Carayon, 2009; Gurses et al., 2009). It has also been suggested that nurses'
work satisfaction is related to patients' satisfaction with care (Boev, 2012). The
ICU patient room, in relation to its high-tech nature, has been examined from
a caring perspective (Vouzavali et al., 2011). However, to our knowledge there
is a lack of research on the ICU patient room from a lifeworld perspective.
Thus, we designed three related studies to explore the perceptions of ICU
patient rooms from the perspective of patients, loved ones and staff. The
fourth study focuses on the method used for collecting data (Photovoice)
(Wang & Burris, 1997).

Overall and specific aims

The aim of this thesis was to explore the ICU patient room from a caring
perspective and to develop Photovoice as a data collection method in the ICU.
The purpose of study 1 was to describe and interpret the experiences of loved
ones in the ICU patient room. The research questions guiding the project
examined the aspects of the ICU patient room that the loved one felt best-
facilitated patient support. It also examined whether the design of the ICU
patient room had an impact on the wellbeing of loved ones, and if so, in what
ways.
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Study 2 focused on the care experiences in the ICU setting from the patient's
perspective. The research questions guiding this study examined what features
patients remembered from the ICU patient room and whether and in what
ways the ICU patient room mattered in the patient's perceived wellbeing The
results from studies 1 and 2 presented an additional question regarding how
the ICU patient room was experienced by the staff. Therefore, study 3
examined the ICU patient room as a place of care for critically ill patients from
the view of nurses. The guiding questions examined the obstacles and
opportunities of nurses in the ICU patient room to provide care and promote
the wellbeing of patients their and next of kin. In addition, the study sought to
understand whether and how the design of the ICU patient room affected the
quality of care provided by nurses. Finally, study 4 investigated the application
of Photovoice in the context of the ICU for the purpose of research; thus, the
advantages and limitations of Photovoice as a research tool are analyzed and
discussed.

Data collection
Photovoice (Wang & Burris, 1997) and research interviews (Kvale &
Brinkmann, 2009) were used for data collection in all three studies.

For study 1, data was collected at two ICU settings in Sweden. These
ICUs were similarly configured; one was situated at a hospital university and
the other was within a regional hospital. A gatekeeper at each ICU helped
recruit the participants by inviting patients' next of kin to participate in the
study. If the individuals agreed to participate, the process was continued by the
researcher. The family members were asked to take photos of various aspects
of the patient room that they associated with a 'feeling', regardless of whether
the feeling was positive or negative. Written and oral information was
obtained, and participants were asked to consider the privacy of neighbouring
patients before taking the photos (World Medical Association, 2008). The
photography sessions were performed only after the staff in charge of each
room provided approval. The researcher was present in the sessions to assist
participants if needed. The study sample included 14 family members (5 men
and 9 women).Once the photo sessions were complete, each participant was
interviewed. Informed consent was obtained at the beginning of the
interviews. The interviews were conducted at the participants' homes or at in
the hospital, depending on each participant’s preference. The photos were
employed as a trigger to stimulate the participant’s' responses; by including the
photographs, we achieved greater access to the lived experiences.

For study 2, both sedated and non-sedated patients were invited to
participate. However, the process of data collection was different for sedated
patients. Below, the first process of data collection for sedated patients is
described, followed by a description of how data was collected from non-
sedated patients. The sedated patients were identified by charge nurses
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according to the study's inclusion criteria. These patients had been in the ICU
for a minimum of three days, had MAAS 3 (Devlin et al., 1999) or RASS 0
(Ely et al., 2003) levels of sedation and were able to communicate in Swedish.
A proxy of oral approval was then obtained from each patient's next of kin.
First, the participants' bed spaces were photographed by the researcher and
noted by the staff in charge of the follow up clinic. Each picture was taken to
avoid revealing the patient's identity. The photos recorded the immediate
surroundings in each patient's room. At the follow up, approximately 8 weeks
after discharge from the ICU, these patients and relatives were invited to
participate in the next phase. An interview was scheduled for each participant.
The photos were then used to help the patients remember the ICU patient
room during the interview.

None of the sedated patients was invited to participate in this phase of the

study. The inclusion criteria for this phase were: absence of delirium,
minimum of three days stay in ICU and the ability to communicate in
Swedish. Prior to the data collection, the absence of ICU delirium was
determined using the Organic Brain Scale (OBS) (Gustafson et al., 1985). At
each photo session, a time for the follow up interview was also scheduled.
This study followed the ethical guidelines outlined by the Declaration of
Helsinki (World Medical Association, 2008). The Ethical Committee of
Gothenburg University also approved the study (IDNR: 48210). Seven
patients died before the process of data collection was accomplished, and one
patient refused study participation. The final sample included nine patients of
various ages, genders and lengths of stay.

For study 3, the same data collection methods within the same ICUs were
used. Nurses from these ICUs were asked to photograph various aspects of the
ICU patient room that they associated with a feeling (regardless of the nature
of the feeling) and were then asked to identify any related significance of these
teelings to their caring practice. Fourteen nurses of various ages and experience
levels were included. However, the process of data collection was performed
on a single occasion as opposed to several occasions in the prior studies.

Study 4 is a theoretical investigation discussing the limitations and
advantages of Photovoice as a method for collecting data in the ICU context.
The data collected for studies 1-3 are used for this study, coupled with
literature obtained through a systematic review (Sandelowski, 2008).

Data analysis

The data from study 1 were analysed using phenomenological hermeneutics
(Lindseth & Norberg, 2004) rooted in the philosophy of Ricoeur (1976;
1981). This method comprises a dialectic movement between three parts:
naive understanding, structure analysis and comprehensive understanding.
Accordingly, the interviews were examined several times to formulate a naive
understanding, which is defined as a qualified guess and method of entering
data. This was the first step in the interpretation phase. According to Ricoeur,
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the interpretation phase includes both understanding and explaining the text
(Ricoeur, 1976). In this phase, the researcher is allowed to incorporate his or
her pre-understanding. The second step was to validate or invalidate the naive
understating by explanation. Structural analysis can be done in several ways
(e.g., thematically or through content analysis) (Lindseth & Norberg, 2004).
Thus, a content analysis was preformed to explain the text. The structure
analyses were done by adopting an objective and suspicious attitude to the text.
Therefore, we called our pre-understanding into question. The next of kin
offered many suggestions for ways to improve the ICU patient room; thus, the
first analysis focused on these suggestions. A second thematic analysis was
performed to immerse the meanings of the ICU patient room as a lived place.
The final stage of the process of analysis was to develop a comprehensive
appreciation by reflecting on the context of the study research question, naive
understanding and structural analyses. According to Ricoeur, at this stage the
text is first 'accomplished' or interpreted, and can therefore contribute to the
ongoing discourse.

For studies 2 and 3, the data were analysed using a reflective lifeworld
approach (e.g., phenomenological analysis). This approach is rooted in the
continental philosophical movement and transforms ideas into a research
method for the health care context (Dahlberg et al., 2008). This approach is
recognized for its examination of the essence of the lifeworld phenomenon
and is characterized by openness and adoption of a bridled attitude—slowing
down the process of understanding to allow the meanings of the phenomenon
to emerge. A bridled attitude and openness are criteria for assuring search
objectivity. The process of analysis involved a tripartite structure, which is a
dialectic movement between the whole, the parts and a new whole. The first
phase included repeated examination of the interviews with a bridled attitude
to grasp their meanings as a whole. The second phase comprised a search for
the meanings in the parts; therefore, the text was divided into smaller
segments with respect to the whole. The meanings were revealed within the
reflective dialog. The meanings with similarity were combined to create
preliminary clusters. The clusters were then compared to reveal the essence of
the phenomenon; that is, to establish those aspects that gave meaning to the
ICU. The essence was explored by its constituents, which refer to the variation
and nuances of the phenomenon (Dahlberg et al., 2008).

Findings

The findings of study 1 revealed that the ICU patient room is an emotionally
challenging place for the next of kin. These respondents reported that a
feeling of 'searching for a place to be' and the need for privacy were
paramount. The design of the patient room and how the next of kin were
received and welcomed were decisive factors in their impression of the ICU
patient room and, thus, in the support they were able to offer the patient.
Three themes emerged among the reported meanings of the ICU patient
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room; 1) dwelling in the room and time, 3) achieving an 'at home' feeling and
3) extension of the room. The comprehensive understanding reveals that the
ICU patient room is perceived as a lived and extended place, and this
perception emerges as a reflection of the time spent there. The lived
experiences of the ICU patient involve two dimensions: the visible objective
and an invisible and subjective dimension. Moreover, the ICU patient room is
a place where the personal bonds become much stronger due to the critical
illness, as the next of kin desires to stay close to the ill loved one.

The findings of study 2 revealed that the ICU patient room lived
experience also comprises the staff, technological equipment and the events
that take place in the room. The tone and touch of caring and the architectural
design of the room are pivotal for how the ICU patient room is lived and
sensed. The atmosphere of the patient room is coloured by the struggle for life
and related events that take place within it. The condition of the patient's
body and even whether he or she has a broken voice determine how the room
is materialized. There is a tension between feeling secure and fearing
abandonment. The research shows that having a next of kin present, access to
personal belongings and a connection to the outside world might ease the
patient's suffering. The ICU patient room is intertwined with the patient's
dreams, the real events that take place within the room and the vicinity of the
room, which can make the experience surreal and the place extraordinary in
the mind of the patient. The essential meanings behind the ICU patient room
as lived by the patients are: a place of vulnerability, a place of 'in-between’, a
place of trust and security, a life-affirming place, an embodied place and a
place of tenderness and care.

The findings of study 3 revealed that the ICU patient room is a place of
care constituted by inner existential and outer spatial dimensions for nurses.
Caring for the critically ill in the ICU patient room means being
uncompromisingly on call. To the health care worker, it also means promoting
patients' process of recovery. There is tension between the architectural design
of the bed spaces and aspects of promoting wellbeing and recovery. The ICU
patient room is also seen as hub for encounters between vulnerable patients
and families and the staff. These encounters are characterized by a tension
between power and control and lack of power and control. The essential
meanings of bed spaces included observing and being observed, 'a broken
promise', cherishing life, ethical predicament and creating a caring
atmosphere.

The findings in study 4 reveal that employing Photovoice in research
requires consideration of the ontological and epistemological departure points
in research. Photos, with their two-fold characteristics, can be considered a
bridge between subjectivity and objectivity. Our choice of Photovoice for
research in the ICU was not due to its objectivity. This choice was rather to
elicit data and empower the voice of vulnerable people. Employing Photovoice
in the ICU requires an ethical awareness and sensitivity to the unique context
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of the ICU. However, Photovoice is a time- and resource-consuming
technique, which should be considered.

Conclusions

The research findings revealed that the ICU patient room is perceived as a
complex phenomenon. This means that the ICU patient room is not only a
physical space but also a lived place. The architectural design of the room has
a great impact on people's wellbeing. In addition, the ICU patient room
affects how caring may be realized. There is a need for translating these
research results into clinical practice and a need for caring and physical
interventions to improve the ICU environment. Moreover, greater attention
should be paid to the ICU patient room and bed space from an organizational
perspective. The burden for improving the ICU environment is on the
leadership. It appears that a lack of knowledge at the leadership level is one of
the primary causes of the poor environment for the critically ill, their families

and the staff.
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KEYWORDS Summary The rooms in Intensive Care Units are considered as high-tech environments and
Intensive care units; believed to affect recovery process and wellbeing of patients. Moreover, the design and interiors
Patient room; affect the interplay between the patient and the next of kin.

Objective: The aim of this study was to describe and interpret the meanings of the intensive

Hospital design;
Family; care patient room as experienced by next of kin.

Design: Next of kin (n=14) from two different intensive care units participated. Data were
collected through photo-voice and analysed using a phenomenological hermeneutical method.
Results: Three major themes emerged; dwelling in the room and time, becoming at home and
extension of the room. The results show that the room is perceived as a lived and extended
place and space. The design, interiors and furnishing in the patient room are fundamental in
shaping the next of kin’s experiences in the room and affect wellbeing.

Conclusions: How intensive care patient rooms are designed, the place given to next of kin and
the way they are received in the room are decisive for the support given to the loved one.
Simple interventions can make the patient room a more healing environment.

© 2011 Elsevier Ltd. All rights reserved.

Qualitative studies

Implications for Clinical Practice

Please see the suggestions provided in the structural analyses one (boxes) for clinical practice.
Adapt a caring and attentive attitude in encounter with the next of kin.

Facilitate next of kin’s presence by inviting them into the patient room.

The results can be used for evaluation of domestic design and interiors in ICUs.
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Introduction

Patient rooms in intensive care units (ICUs) are considered
to be one of the most complicated rooms to design as they
are highly technical (Alasken, 2003) and equipped as a work-
ing space rather than a room for care of severely ill patients
(Fridh et al., 2009). The amount of equipment makes it diffi-
cult to create an environment where technology and people
can meet and interact comfortably.

Research highlights that the current environment in the
ICU patient room affects the patient’s recovery process neg-
atively. The prevalence of strong lighting and noise affects
physiological parameters such as blood pressure, heart rate
and sleep (Li et al., 2011; Ryherd et al., 2008). These stress-
ors and the ongoing activities contribute to the incidence of
ICU delirium, i.e. a temporary loss of orientation in time
and place and experience of unreal events (Granberg Axell
et al., 2002; Granberg-Axell et al., 2001). Approximately
20—-80% of patients risk developing ICU delirium which is
also associated with increased mortality, length of hospital
stay and painful memories (Ely et al., 2004; Griffiths and
Jones, 2001; Hewitt, 2002). The literature suggests, more-
over, that the design of ICUs affects patient recovery, as the
risk of developing ICU delirium increases by about 50% in
windowless rooms and when there is no next of kin present at
the patient’s bedside (Dubois et al., 2001; Weinhouse et al.,
2009).

The atmosphere in ICUs is strongly affected by the many
dramatic events that take place there (Alameddine et al.,
2009). Being a patient in an ICU is a traumatic experience not
only because of the illness per se but because one’s whole
existence is threatened. It means being unable to control
one’s bodily functions and needs, total dependency on oth-
ers and, unfortunately, experiencing unpleasant memories
and pain (Fredriksen and Ringsberg, 2007; Ringdal et al.,
2006; Samuelson et al., 2007; Storli et al., 2007).

Apart from being a place for administering care and treat-
ment, the patient room is also a working place for staff and
a visiting room for the next of kin, who bring meaning and
hope (Bergbom and Askwall, 2000; Engstrom and Soderberg,
2007a). Visits are considered to link life outside the hospital
to life in the ICU (Engstrom and Soderberg, 2007b; Mitchell
et al., 2009; Verhaeghe et al., 2005). According to Rashid
(2006) social interaction in the ICU is determined by the size
and design of the patient room. Foucault (1977) sees hospi-
tals and institutions such as prisons and schools as being built
for surveillance and to promote the clinical gaze. Martinsen
(2006) emphasises that a good hospital room is one in which
the sick are cared for, feel secure, can dwell in and also die
in.

However, as little is known about how the design of ICUs
affect care, the design of these areas needs to be eval-
uated from a user perspective, i.e. that of staff, next of
kin and patients (Hamilton, 2001). When planning sustain-
able ICU patient rooms it is reasonable to identify factors
that are important for patients’ and next of kin’s wellbe-
ing. The present study is a part of a larger project aimed
at illuminating the relation between caring, wellbeing and
the interior design of the ICU patient room. The aim of this
study was thus to describe and interpret the meanings of
the ICU patient room as experienced by the patients’ next
of kin. Our guiding research question was: what factors in
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the ICU patient room affect the wellbeing of next of kin and
how? This study focusses on patient rooms as spaces and not
on the entire ICU.

Methods

The phenomenological hermeneutic method inspired by the
philosophy of Ricoeur (1976) was chosen for the study. This
method seeks to reveal lived experiences of phenomena
within the life-world and is developed for nursing research
by Lindseth and Norberg (2004). The approach considers the
text as having a surplus of meaning, an autonomous status.
Furthermore, understanding and explaining are inseparable
prerequisites in the search for knowledge and understanding
of the world (Ricoeur, 1976). Ricoeur’s theory of inter-
pretation, in accordance with Gadamer’s hermeneutics of
understanding, emphasises the relation between philoso-
phy and methodology (Geanellos, 2000). However, Ricoeur,
unlike Gadamer, stresses a careful, systematic and struc-
tural way of working during the process of analysis (Ricoeur,
1981).

Data collection

Participants and settings

Data were collected during 2009 in two general ICUs, one in
a university hospital and the other in a regional hospital, in
Sweden. Both units had open visiting hours and were staffed
on a nurse—patient ratio of 1:1. The patient rooms within
both units were similarly configured in that they mainly
accommodated two or three-bed patient rooms. In addition,
the university hospital had four and five-bed recovery areas
and the regional hospital had an isolation room and an emer-
gency room. All beds were separated by screens or curtains
regardless of the room size. Both units had waiting rooms
within the intensive care vicinity.

Purposeful sampling was employed in finding participants
(Polit and Beck, 2008). The inclusion criteria were being next
of kin of a patient treated in the ICU and able to communi-
cate in Swedish. Exclusion criteria were next of kin under 18
years of age or participating in other ongoing research stud-
ies. Maximal variation in age, gender and length of stay (LOS)
in the ICU were considered. Sixteen people were invited to
participate, but two declined. Finally 14 people aged; 28—70
years next of kin to patients with a length of stay of between
five and 60 days participated in the study. The participants
were comprised of five men and nine women and were next
of kin of patients who had survived.

Procedure

The nurses identified potential participants on each ICU
according to whether their loved one, i.e. the patient was in
a stable mode of treatment or not. The patient’s allocated
nurse gave initial written and oral information about the
study. The first author was then contacted within one to two
days, who then met the participants on three occasions. The
first meeting involved obtaining written informed consent
and giving additional instructions about using the research
project’s camera; anything in the patient’s room associated
with feelings could be photographed, excluding people. The
second meeting involved the participant taking photographs
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at an appropriate, staff approved, opportunity over a period
of 10 minutes. They were assisted by the researcher when
necessary. At the third meeting a follow-up interview was
carried out, one to three weeks after the photography ses-
sion.

The interview was conducted at the hospital or at the
informants’ homes, according to their preference and tape-
recorded. The open-ended interviews (Kvale and Brinkmann,
2009) lasted approximately one hour. The participants were
asked to talk about their experiences and memories of the
ICU patient room using the photographs as an aid to reflec-
tion.

Data collection through photographs in combination with
interviews is a common technique used in visual inquiry
(Harrison, 2002). The word photo-voice invented by Wang
and Burris (1997) is used in this study. Photo-voice is usually
used to explicitly affect awareness and to promote reflec-
tion, often for interventional purposes. The theoretical
foundation of photo-voice is grounded in Freire’s approach
to education, feminist theory and critical consciousness aim-
ing to give voice to and empower vulnerable people (Wang
and Burris, 1997; Wang, 2004).

Photo-voice was used in this study to facilitate memo-
ries of images and as triggers to stimulate narration in the
interviews. Photographs were not used during the analysis
process. The participants also received a copy of the pho-
tographs. The tape-recorded interviews were transcribed
verbatim by the first author (SO).

Ethical approval

The Ethics Committee of Gothenburg University approved
the project, No: 48210. All participants received both oral
and written information about the study.

Data analyses

The process of analysis involves a dialectic movement back
and forth between three stages. The naive understand-
ing is a preliminary interpretation and a qualified guess,
a way of entering into the data, directing the next step,
i.e. the structural analyses. This phase objectively explains
the naive understanding and aims to validate or invalidate
it. This can be done in various ways, i.e. thematically or
narratively (Lindseth and Norberg, 2004). Finally, a com-
prehensive understanding emerges from summarising and
reflecting upon the findings from the previous analyses in
relation to the research question, the researchers’ pre-
understandings and the literature. This culminates in a new
and deeper understanding. The method has previously been
employed in nursing research by Lindahl et al. (2006) when
describing the circumstances of life of people dependent
on ventilators and Fridh et al. (2009) in depicting intensive
care. The first step in the analytical process is to gain an
understanding and a sense of the meaning of the interviews
as a whole by reading the transcribed text and listening
repeatedly to the recordings. The results are presented
in the imaginary voice of the next of kin and in accor-
dance with the phenomenological hermeneutic writing style
(Frank, 1997; Van Manen, 1990).
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Table 1  Overview of sub-categories and categories identi-
fied in the first structural analysis.
Sub-categories Category
The walls and the ceiling The inner
Textiles place/space
Single-room/multi-bed rooms
The staff
Décor
The waiting room and the The outer
corridors place/space

The accommodation and the
conversation room

Findings
Naive understanding

The room is seen as a safe, secure and emotional place to
be in; both a public and a private place where the bound-
aries are blurred. Being present in the room means being
confronted with the technical equipment required for the
patient’s survival. The design and the interior affect privacy
and create emotions related to vulnerability, uncertainty
and/or homelessness. The patient room is experienced as a
working place, sickroom and a waiting room where people,
relations and interiors together construct the atmosphere.
To be in this room means trying to create a temporary living
room different from ordinary life and to inhabit the room
both as a physical place and a lived space. Time does not
exist as clock time and seems to be incompatible with the
time that governs caring practice. After spending some time
near the loved one, various views and ideas occur about how
to make the room more pleasant. The aim of our first struc-
tural analysis was therefore to disclose the structure of the
text concerning these ideas and views.

First structural analysis

During the first structural analysis meaning units were iden-
tified and condensed, i.e. expressed as briefly as possible
and in everyday language. The condensed meanings units
were sorted according to similarities and differences in
order to organise the data and then abstracted to form sub-
categories and categories (Table 1). The text was considered
as objectively as possible and the authors strove to control
their pre-understanding.

The inner place/space

The walls in the patient room are colourless or off-white.
Much attention is paid to technical apparatus when sitting
near the bed. Sometimes it looks as if all the walls are
decorated with machines. Having ‘‘something’’ to look
at is appreciated during long stays in the ICU. Why could
hospitals not cooperate with a local art association and
borrow pictures and artworks to decorate the walls? (Box 1).
The ceiling is covered with small holes and sometimes there
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Box 1 Next of kin’s suggestions concerning walls and
ceiling.

Box 3 Next of kin’s suggestions concerning decoration
of the patient room.

e Use paintings and pictures with nature motifs

o Cooperate with a local art association to access
artworks

e Make an index for the paintings and let them
rotate amongst the rooms

o Paint the back wall in an appropriate colour

e Put up personal photos and postcards on the wall
e Paint the ceiling in light colours

o Put a rainbow strip on the ceiling

e Put up pictures and photos of the loved ones

e Use a domestic style lamp

o Slide shows with photos or birds or of nature

e Use whiteboard to write greetings and messages
for the patients

Box 2 Next of kin’s suggestions concerning textiles,
single/multi-bedrooms and staff.

e Provide a manual or information booklet for
visitors

o Make suggestions if the next of kin needs any
information

o Make suggestions if the next of kin would like to
perform small tasks

e Provide a care plan for the patient

e Answer the phone by identifying who is speaking
e Provide single-room for the end of life care

o Provide single-room for patients with specific
needs

e Have curtain around each bed

e Use fabrics of good quality to prevent being able
to see through to the next bed

e Use fabrics that are sound absorbent

e Use screens between the beds

are electrical outlets there. Patients seem to just stare at
the ceiling. Would it be possible to have a removable strip
adhered to the ceiling to look at, showing the colours of
the rainbow?

Textiles, i.e. the curtains separating the beds in the
rooms are sometimes missing or not closed. Curtains cre-
ate privacy and divide the space into two rooms. Sometimes
the door is left open which exposes the patient to strangers
in the corridor. The wish for a place to keep personal
belongings during long stays is expressed. Single rooms are
sometimes preferred to multiple-bed rooms. The next of kin
need to be accompanied into the room by staff (Box 2). Why
not have an introduction to the equipment and routines in
the room?

The décor often comprises large amounts of apparatus in
asmall area. Noise from machines and neighbouring patients
is really disturbing and affects wellbeing but silence could
also create feelings of worry. Is it possible for ICU rooms to
be nice or cosy places? (Box 3). The availability of a chair in
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o Use drawers and cabinets to ‘‘hide’’ wires and
infusions pumps

e Put up a shelf or a hat rack on the wall

e Put up hooks for visitors clothes

e Have a clock

o Lower alarm sounds

o Use the meeting room for informing the next of
kin about the patient’s condition

e Provide a simple plastic basket for the next of
kin’s personal belongings which can be hooked on
the end of the bed

e A lava lamp

e Music

e Television with compact disc of natural sounds
and pictures e.g. water, sparkling fire

e Provide a chair for each bed

Box 4 Next of kin’s suggestions concerning wait-
ing room, corridors, conversations room and overnight
accommodation.

o Positive distraction e.g. magazines for both genders
o Pillows and blankets

e Pictures and paintings

o Placing the public telephone in a private area

e Use preferably small round tables

o Use a neutral décor

the room is one of the most important things but very often
there are no chairs to sit on. How then can you be near to
your loved one?

The outer place/space

The next of kin also suggested that they wanted to photo-
graph the waiting room and corridors, conversation room
and overnight accommodation.

The waiting rooms are narrow and do not always offer
enough seating for everybody, forcing people to sit close to
each other. A public telephone and beverages are provided
in these areas and coffee and a seat is much appreciated
whilst waiting.

The conversation room at one of the ICUs is furnished
with a couch, chairs and a large table. The need for such a
room cannot be overstressed, due to the sensitivity of the
conversations between the doctor and the next of kin and
the décor here is vital for the outcome of these meetings
(Box 4). The overnight accommodation has a bed, a sofa and
a small kitchen. A beautiful picture in the room is relaxing.
However, long stays in the room make one afraid to face the
world outside. Overnight accommodation is available at only
one of the ICUs.
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Table 2 Overview of the process of interpretation.

Meanings units Condensation Sub-theme Theme

*| wish it was more private, it is not easy when rooms More privacy is needed Searching Becoming at
are constructed like this. When you come into the around the bed since for one’s home
room you see two beds one at left side and one on the people can easily see the privacy

right and you see right through into the room,
frequently. .. people are coming and going, other next
of kin see exactly everything, | have done it! | have
seen others and it is not a nice feeling! You must be
able to... it is necessary to... Then we have the
medical rounds, you can hear everything and for the
reason .you need to go out and wait like for
two—three hours. You cannot get in!

*Hm. it is very hard to be private in front of other
people, when others can hear you, | mean you cannot
say things you would like to say to him and talk about
ordinary things, it is more like, how are you? Do you
have any pain? Because they can still hear you even if
they are sleeping

beds, patients and things
happening in the room.
It is uncomfortable to
see and hear others.
During medical rounds
one has to wait outside
for a long time

The presence of
strangers makes it
difficult to talk in private
and to be intimate with
the patient.

Second structural analysis

Colourless, empty walls create the atmosphere of a room

As the findings of the first structural analysis revealed a
need for further immersion in the meanings of the ICU
patient room, as lived, a thematic analysis was performed

(Tables 2 and 3).

Dwelling in the room and time

The shape of the furnishings creates a variety of feelings

which is difficult to stay in. Looking at these walls evokes
sadness and unhappiness. The high-tech environment some-
times seems alarming, but the equipment and interiors
attract you. A warmer light is needed as this would make the
atmosphere more homely. The view through the window cre-
ates a feeling of freedom, in a way offering an opportunity
to escape from the room. My belief is that personal belong-
ings such as photos and greeting cards keep the patient alive.
Nature, art and decoration, symbolising hope might draw the
patient’s thoughts to the world outside. This will empower
the loved one to struggle and win the battle against the

e.g. you become anxious when you see the huge number of
objects in such a small space. Technology is not frightening
but life-saving — a source of security! You get used to it. The
room is shared with strangers during a difficult time. You try
to reduce factors which make you feel uncomfortable, e.g.

illness.

During long stays, the room is transformed into a tempo-
rary living room where you interact and share a daily life.
Dwelling there means hearing and witnessing others’ hap-

noises. This is not a healing environment.

piness but unfortunately pain and death too. It can even

mean witnessing death and the welcoming of a newborn
baby simultaneously. The most private moments in one’s life
are shared, in public, with strangers.

The presence of others can sometimes ease your feel-
ings of loneliness and facilitate connectedness, for example
staff saying hello, chatting and smoothly performing nursing
tasks. The lack of stimuli and interaction creates a feeling
of being disconnected from the world, like being in tempo-
rary exile from ordinary life. Such chaotic situations mean
losing yourself and your contact with the world outside the
hospital. This is especially true when you are alone at the
loved one’s bedside.

Visiting means frequently being asked to leave, because
of the neighbouring patients’ or the loved one’s treatments.
This results in spending endless hours outside the room and
living in two aspects of time —, ‘‘hospital time’’ which is
clock time whilst time outside the room is lived time. This
means a disturbance of your life rhythm, frustration and
feelings of running out of precious time. Time in the ICU
either flies or creeps by. Having a clock in the room is expe-
rienced as a way of keeping a hold on life. Regular routines
become a way of orientating oneself.

Table 3  Overview of sub-themes and themes from the sec-
ond structural analysis.

Sub-themes Themes

Equipments and interiors attract
Living in a temporary living room
Being a witness
Living the time

Dwelling in the
room and time

Being welcomed and invited
Searching for a place
Searching for one’s privacy
Being near

The face

Becoming a family

Becoming at home

The extension of
the room

Being exposed
Being together
Waiting
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Becoming at home

Entering the patient room for the first time is shocking;
almost like entering another world. The room and situation
are overwhelming, what happens there is a serious reality.
The situation works as a ‘‘wake up call’’ forcing the next
of kin to reconsider life. Lack of space makes it difficult to
find yourself a place and thus your privacy is interrupted.
You need to be comforted and supported. This is crucial to
finding a place and feeling at home near your loved one.

Being guided, supported and encouraged to perform
minor nursing tasks is seen as an invitation and is welcomed.
Being welcomed and invited is a gesture of hospitality. Your
visits gain a new meaning that strengthen you in helping
the loved one. The body language of the staff or just being
offered somewhere to sit tells you whether or not you are
welcome.

You are homeless in the ICU in two ways; firstly, you do not
have a place of your own and secondly because of the chaotic
situation you are facing. A chair can then be seen as a symbol
of searching for a place and reclaiming your connectedness
in the world of the ICU. This chair also makes it possible to
sit close and have comfortable eye contact with the loved
one. The presence of a chair becomes an important aspect of
being able to have and to hold each other, during a difficult
time in life.

The lack of privacy means not being able to relate to
the loved one in an intimate way. The design of the room
makes it impossible to hide or to protect the loved one from
the gaze of others. The loved one is often naked in the bed
— creating an even stronger need for privacy. You do not
want your loved one to be seen naked; you do not need this
attention.

Being near — to the loved one means togetherness. It also
means empowering your loved one to fight against the illness
— nourishing them. When the staff forget to lower the bed
after doing their tasks or when the side-bars are constantly
pulled up, you feel distanced from the loved one. Despite
being close you feel prevented from holding the loved one’s
hand or patting their body and talking in a comfortable way.
Being close means keeping the patient alive. One is tied
to the place, to the room and to the bed. Watching in the
shadow of death brings a greater need to stay close.

Your loved one’s body becomes something different and
even sometimes unrecognisable. The body looks different
as it is connected to machines, is bandaged or has open
wounds. This creates a dramatic and surrealistic picture;
like being in a movie. Moreover, the loved one’s loss of voice
makes this situation emotionally hard to bear and is painful.

The loved one’s face and identity seem unknown to the
staff. The care might become objectifying if you do not know
who is in the bed. By bringing personal belongings and pic-
tures related to the time before the ICU period, the loved
one’s identity can be reconstructed. Photographs and per-
sonal belongings carry a message about the person who owns
them.

The patient-room belongs to the staff. You enter their
work place. This means uncertainty about finding your role.
Therefore the way you are introduced in to the room signif-
icant. This is true even when you call to check on the loved
one from home. The way staff answer the phone, provide
information and the tone of their conversation determine
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how the room is experienced. You feel a tremendous trust in
the staff’s competence and ability to take care of your loved
one. Being comforted and having somebody to lean on who
has the courage to face your sadness make the room safer
and more pleasant to dwell in. Despite the chaos, you feel
safe. This is also decisive in becoming part of the communion
in the room — becoming a family.

The extension of the ICU patient room

The stories do not end in the room but go beyond the rooms
involving the corridors and the waiting room. The design
of these areas can help you to rest but can also create
tremendous feelings of sadness. If decoration and furnish-
ings are inappropriate it can strengthen the feeling of being
abandoned. Being in these areas means ambiguity as there
is both a therapeutic and/or involuntary involvement with
strangers.

Sitting close to other people in the waiting room means
being exposed, if you are unable to protect yourself from
others’ emotions. Waiting there means being a part of oth-
ers’ suffering, which you cannot escape. This is almost
unbearable. Overhearing telephone conversations in public
such as **You must come now, Hurry up! There is just a few
hours left. Are you coming?’’ are experienced as the time
of closure. Conversations like that remind you of your own
fragility and the threat to your loved one. These situations
drain your vitality. You need peace and a quiet place.

Being together in this extended room area also means
sharing similar experiences with others; someone to talk to
as the days pass. Sometimes sharing stories and witnessing
others’ tragic situations means an insight and the finding of a
hidden hope in your own situation. They also evoke feelings
of gratitude and ease your loneliness. Togetherness means
emotional support from a fellow human in the same situation
and is rooted in mutual understanding.

Waiting outside the patient room is hard to endure,
almost horrendous and cannot be controlled. You cannot
always trust the staff to remember that you are waiting.
Questions like **Can | come in? Not yet? When can | come in?
What is happening?’’ come to mind repeatedly. Sometimes
waiting is connected with fear and uncertainty as you do
not know what is happening in the room. On the one hand
you badly want to go inside but on the other you understand
the staff need the space to save lives. Waiting means being
excluded and relying on the staff to grant access to the loved
one.

Comprehensive understanding

Our comprehensive understanding of the next of kin’s
experiences of ICU patient rooms is interpreted as the room
being perceived as a lived extended place and space. Time
is intertwined in the room and is, therefore, also lived.
The room is lived as an unbounded space; stretching itself
outwards. This means that the lived ICU patient room is
not merely the place generally defined by the staff. This
extension means that the room emerges as a consequence
of the time spent there, movement and interaction with
people. It is also a place where your personal ties to the
loved one are tightened. The people dwelling there, events
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and interiors constitute the room. Experiencing the patient
room as a lived whole involves two dimensions — the visible
and the invisible — simultaneously. There is a mutual inter-
play between these dimensions, i.e. between the whole and
the parts. The visible forces itself on the visitor whereas
the invisible aspects are manifested only after being and
spending time in the room, i.e. are a reflected experience.
The design and the interiors of the ICU room affect the
next of kin’s mode of being, either amplifying feelings of
homelessness or evoking an emerging at-home-ness. The ICU
room is also a shared and inhabited place. There is an ambi-
guity in the experience of the subjective and the invisible
depending on how the next of kin is received and welcomed.

Discussion and reflections

Merleau-Ponty’s (2002) philosophical ideas about incorpor-
eity, as a source of self-experience are helpful in gaining a
deeper understanding of how next of kin and their loved ones
relate to each other. When a loved one is in an ICU the ties
of incorporeity become much stronger but less extendable
than in the ordinary life. Previous studies on the experiences
of being a next of kin in an ICU support their need to be
there for the loved one (Karlsson et al., 2010; McKiernan
and McCarthy, 2010; Nelms and Eggenberger, 2010). The
attention paid to the areas outside the patient room sur-
prised us, as for next of kin the patient room, corridors
and waiting-rooms became an interwoven space and place.
Merleau-Ponty (1968) philosophical ideas about chiasm could
be seen as one way in which to understand why these areas
stretch out and become an extension. The chiasm is com-
prised of intertwined bonds or strings; an element of being.
The lived ICU room is not merely a physical place but also
a space around you, where you move, feel and experience
life; interacting with others, not simply a physical setting, a
situated human intention. By extending this argument fur-
ther, places can be regarded as a sum of emotions, moods
and personal attachments (Andrews, 2003).

Waiting as lived time is one of the major concerns for the
next of kin. Although waiting was not within the focus of our
study, our interpretation is that it stems from the design and
interiors of the rooms together with various caring actions
and treatments. Bournes and Mitchell (2002) describe the
essence of waiting in an ICU as an ambiguous, turbulent sit-
uation where life has stopped and the system separates next
of kin from their loved ones. Waiting in ICU has also been
described as a nightmare and a major concern for the fam-
ilies (Nelms and Eggenberger, 2010; Plowfield, 1999). Our
findings show that being very close to the loved one was
paramount, which may be understood as being in a world
constituted by embodied togetherness with others; an exis-
tential closeness. Having a loved one in an ICU means being
unable to separate oneself from the loved one’s suffering
or wellbeing since this is the law of natural love. Eriksson
et al. (2010) discuss the design of ICUs as obstructing the
interplay between the next of kin and the loved one. Bearing
this in mind the need for a supportive and healing environ-
ment becomes salient as it is also reasonable to believe that
this will help the patient’s recovery process. This knowl-
edge places an ethical demand on the staff and healthcare
providers to heed this need. Family-centred critical care
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ought to be emphasised more in practice (Vandijck et al.,
2010). The design and interior of the waiting room and cor-
ridors can help to bridge the waiting, as providing rest makes
time pass more quickly.

The patients’ rooms in ICUs can be compared to
Foucault’s (1977) panoptical rooms. These rooms are full
of control and everything is in order; every minute is regu-
lated by timed routines, as they are built for surveillance.
The fact that the curtains in the ICU rooms are often unused
or that there are no chairs to sit on strengthens the feeling
of being homeless and as Foucault (1977) emphasises, power
is dependent on spatial spaces. The placing of people and
things in the room creates imaginary boundaries and consti-
tutes peoples’ roles there. We need to understand the ICU
room as a place where there is tension between dwelling and
the exercise of discipline. The rhythm and routines of the
room are obeyed as the next of kin have no choice. Accord-
ing to Martinsen (2006) every hospital room sings a song and
has a tone, it is the centre of nursing where one should
see with the ‘‘heart’s eye’’, i.e. with participatory atten-
tiveness. Otherwise the ICU room might risk becoming what
Foucault (1977) calls a ‘"human observatory’’, where the
gaze of observation is central. The room is usually entered
with a natural attitude, perceived bodily not reflectively as
if you belong to the room. We need to reflect over sim-
ple taken-for-granted things like the availability of a chair.
There is one fundamental demand that a room has to meet
for the occupant to feel at home; it has to generate a feeling
of safety, that it is a shelter where you can muster vitality.
However, if the next of kin are welcomed and cared for, the
room will sing a song of praise that eases suffering and pain.

van Lennep (1969) emphasises that a room speaks a silent
language which connects people to different modes of being,
a language of familiarity or of hostility. Dwelling in the room
is like wearing a garment, you exist in the room as in clothes.
Entering someone else’s room, in this study the staff’s work-
ing room, one feels hesitation and uncertainty, in a way like
borrowing a stranger’s garment, therefore there is a need to
be invited and received into the room, otherwise one feels
naked and homeless.

This study reveals that many people long for something
from nature to rest their gaze on. The furnishing and interi-
ors in the room actively affect the happenings there. Thus,
our findings stress that design, furnishings and interiors are
fundamental in shaping the next of kin’s experience in the
ICU room and affect wellbeing. This is also in line with the
underlying ideas about how healing environments can be
created in hospitals and in ICUs (Fontaine, 2005; Rashid,
2010; Rubert et al., 2007).

Limitations and critique of method

Photo-voice methodology generated rich data, i.e. dense
descriptions, as it facilitated proximity to the phenomenon
and reflection during the interviews (Frith and Harcourt,
2007; Miller and Happell, 2006; Sitvast et al., 2008).
However, taking photographs in an ICU requires ethical
awareness (Close, 2007) due to the presence of vulnerable
and severely ill patients. Photo-voice as a data collection
method will be presented elsewhere. According to Ricoeur
(1976) validation concerns awareness of the plurality of the
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text, meaning that there are several probable interpreta-
tions. Structural analysis is one way of explaining the text
as objectively as possible and serves to validate the inter-
pretations. During the analysis process we worked carefully,
calling our preunderstanding into question and critically dis-
cussing different interpretations. Thus, our interpretation
can be seen as the most likely and as contributing to an ongo-
ing discourse. One should bear in mind that these results only
present the participating next of kin’s viewpoint. To grasp
the whole picture, the ICU patient room would have to be
studied from the perspective of the patients and the staff.
The study can be criticised for the lack of quotations in the
presentation, but validity has been ensured in other ways.
The verification strategies we used throughout the process
were discussions and reflections within the research group
(Morse et al., 2002). Moreover, peer reviews were provided
by research seminars and in discussion with other scholars
and notes were kept throughout in an audit trail (Meadow
and Morse, 2001).

Conclusions

It is concluded that the present situation with patient rooms
in ICUs is very complex. The patient room is not what we may
think — a limited space and place but a lived space shelter-
ing various inhabitants, patients, staff and next of kin. The
patient room has an enormous impact on the next of kin’s
wellbeing. It is suggested that a few simple interventions
may contribute to creating a more pleasant environment for
the next of kin.
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Hospital design; Objective: The aim of this study is, by using a lifeworld perspective, to reveal the meanings of
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Phenomenology Design: Nine patients from three ICUs in Sweden participated. Data were collected using photo-

voice methodology and were analysed using a reflective lifeworld phenomenological approach.
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Implications for Clinical Practice

items to ICU.

Place patients’ beds near the window as much as possible and encourage the next of kin to bring patients’ personal

e Keep the room clean and create a calm and homely environment; quieter alarms, use sound absorbent screens

between beds.
o Keep the patients free from pain as much as possible.

e Be aware of the power of touch and the patients’ inability to speak.
o Inform patients about place, time and date and about occurrence of dreams and unreal events.

Introduction

Patient rooms in ICUs are the focal point of all care provision
activities for the most critically ill patients (Rashid, 2006).
The prevalence of stressors such as high levels of sound
(Christensen, 2007), strong lighting and lack of circadian
light (Castro et al., 2011) together with constant activity
affect the patients’ sleep (Friese, 2008) and subsequently
negatively impact the recovery process. The design of the
patient room, amongst many other factors, may also con-
tribute to the development of ICU delirium. The prevalence
of delirium increases in windowless rooms and when no loved
ones are at the bedside (Bergeron et al., 2002; Dubois et al.,
2001).

Administering sedatives and analgesics is an integral part
of ICU treatment of patients on mechanical ventilation. The
depth of sedation and length of stay in the ICU affects the
patient’s memory and increases the risk of nightmares and
stressful experiences (Samuelson et al., 2007a). Light seda-
tion regimes are now, however, widely practised (Mehta
et al., 2009). The literature emphasises that patients expe-
rience the ICU as a traumatic life event due to the loss of
bodily functions and control (Gjengedal, 1994; Johansson
and Fjellman-Wiklund, 2005), a restricted ability to com-
municate (Karlsson et al., 2012), experiences of stressful
memories, nightmares (Samuelson et al., 2007b), unreal
events (Ringdal et al., 2008), discomfort (Fredriksen and
Ringsberg, 2007), environmental stress (Samuelson, 2011)
and existential loneliness (Almerud et al., 2007). Moreover,
Merildinen et al. (2010) describe how nursing activities in
the ICU patient room frequently violate patients’ personal
territory. A few studies also highlight the occurrence of
pleasant memories, e.g., being supported and empowered
(Samuelson, 2011; Wahlin and IE Idvall, 2006).

The importance of the patient room has been demon-
strated in many studies as a place where unreal and stressful
experiences take place (del Barrio et al., 2004; Storli et al.,
2008; Storli and Lind, 2009; Samuelson, 2011). Revisiting the
room where patients have been cared for has been described
as then significant for being able to make sense of experi-
ences and in order to incorporate ‘‘the experiences into life
in a true way’’ (Storli and Lind, 2009, p. 54).

This raises the question of the meaning of the room as
a place of care for patients. None of the aforementioned
studies has, however, per se focused on patients’ lived expe-
riences of the ICU patient room. Evidence-based design
emphasises the need for knowledge about the patients’ per-
spective in order for sustainable and healing environments
to be developed (Rashid, 2010).
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The lifeworld perspective (Dahlberg et al., 2008) provides
a theoretical framework when exploring and unfolding lived
experiences of phenomena in caring science by highlighting
patients’ lived experiences. The aim of this study is thus,
by using a lifeworld perspective, to reveal the meanings of
the ICU patient room as a place of care, from the patients’
perspective, focusing on the room as a space and place and
not the entire ICU.

Ethical considerations

The Regional Ethical Review Board at Gothenburg Univer-
sity approved the study, Nr. 48210. The study followed the
principles of ethics outlined in the Helsinki Declaration of
respect for the autonomy of the patient and no threat of
harm, according to the World Medical Association (2008).
Oral and written information about the study was given and
written consent was obtained.

Method

The method used in this study is phenomenologically ori-
entated. Phenomenology describes the embodied lived
experiences of the phenomenon in the lifeworld and is
characterised amongst others by; a focus on the meanings,
a concern with the existential issues and the assumption
that the body and world are intertwined (Finlay, 2011, pp.
15—16). The phenomenological movement has developed
over the years and two broad orientations can be discerned;
descriptive and interpretive. Descriptive phenomenology
studies the essence or the meaning structure of phenomena
in the lifeworld (based on Husserl’s philosophy), while
interpretive phenomenology uses interpretation (based on
Heidegger’s philosophy) to understand the meanings of phe-
nomenon. There are a number of ways of carrying out
phenomenological inquiries; a lifeworld approach, an inter-
pretive phenomenological analysis, a first person account
and reflexive and relational approaches (Finlay, 2011, p. 87).

Lifeworld is the most central concept in phenomeno-
logy as described by Husserl (1970, 2002). It refers to the
world of meaning structures, unreflectively lived and expe-
rienced every day — a world of consciousness (Todres and
Galvin, 2007). The constituents of the lifeworld are closely
intertwined and include; temporality, spatiality, intersub-
jectivity, embodiment and mood (Todres and Galvin, 2007).
Moreover, the theory of intentionality is a core theme,
where a phenomenon is always experienced as something
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meaningful to consciousness, a directed awareness (Moran
and Cohen, 2012).

An explorative design, based on reflective lifeworld
research (RLR) outlined by Dahlberg et al. (2008), was cho-
sen for the present study in order to unfold patients’ lived
experiences of bed spaces in ICU. The key concepts of
RLR include a search for essences of the phenomenon by
returning ‘‘to the things themselves’’, which is embedded
in Husserlian philosophy and the phenomenological attitude
(Dahlberg et al., 2008). A second key concept is ‘bridling’’,
which according to Dahlberg (2006) is vital when assuming
the phenomenological attitude and means not only bringing
one’s preunderstanding into question, but also slowing down
the whole process of understanding by being reflective and
exercising openness — a genuine will to understand and *‘not
make definite what is indefinite’’ in order to justify objec-
tivity (Dahlberg and Dahlberg, 2003, p. 13). This implies an
ability to be surprised in order to allow the phenomenon to
reveal itself in its all complexity.

Data collection
Settings

Data were collected during 2011 at three general ICUs,
two in university hospitals and one in a regional hospital
in Sweden. All three ICUs had open visiting hours, with a
high level of nursing presence and were staffed by trained
ICU nurses, enrolled nurses and physicians. The first two uni-
versity hospital ICUs had 12 and eight beds respectively for
delivering advanced intensive care. Both units were simi-
larly designed with five-bed and two-bed patient rooms. The
beds were separated by curtains and were placed against a
wall with windows behind them. The third ICU was situated
in a regional hospital with eight beds in two- or three-bed
patient rooms. The ward was situated at ground level with an
outside green area on one side. Patient beds were separated
by screens or curtains.

A follow up appointment is common practice at all three
ICUs where patients are invited to a post recovery appoint-
ment, 6—8 weeks after discharge. This is considered as
best practice in Sweden (Akerman, 2012) in order to access
patients’ critical care recovery and for early identification

Table 1

of any further support that may be needed. In addition the
patient diaries were offered to be returned to the patients
by the ICUs at this appointment.

Participants

Purposeful sampling was employed (Dahlberg et al., 2008;
Polit and Beck, 2008). Both sedated patients (group 1) and
non-sedated patients under stable treatment (group 2) were
addressed (Table 1). Level of consciousness (LoC) was mon-
itored as a nursing routine at all three ICUs using RASS (Ely
et al., 2003) or MAAS (Delvin et al., 1999). None of the ICUs
routinely assessed the presence of delirium, however, for
the purpose of this present study the absence of ICU delir-
ium in the non-sedated group was established by use of the
OBS scale (Gustafson et al., 1985) by the first author (SO)
prior to collecting data. This scale has been previously used
in examination of ICU delirium (Granberg-Axell et al., 2001).
The purpose of this assessment was to allow for the exclusion
of patients from the study, who were unable to consent to
participate. In total, 17 people were included (Table 2), but
seven passed away and one patient declined to participate.

Procedure

Data were collected for all the participants with a combina-
tion of photographs and interviews.

Sedated patients, who could potentially meet the inclu-
sion criteria, were identified by the head nurses and
discussed with SO who visited the ward three times a week.
The patients’ next of kin were informed and oral consent
was given prior to collecting the data. The patients’ bed
area was documented photographically by SO at a point in
time approved by staff. Six to seven photographs were taken
from the patient’s view in order to ‘‘capture’’ as much as
possible of the room, while excluding the patient’s face or
upper parts of their body. The photographs were coded and
kept in digital format in a secure place until used during
the interview. An invitation to participate in the study was
sent together with the ordinary invitation for a follow-up
appointment. If the patient agreed to participate the first
author then continued the procedure, which included more

An overview of inclusion and exclusion criteria for both groups.

Inclusion criteria for group 1

Inclusion criteria for group 2

Minimum of 3 days stay in ICU
Being able to communicate in Swedish
MAAS 3/RASS 0

Exclusion criteria group 1

Minimum of 3 days stay in ICU
Being able to communicate in Swedish
Absence of ICU delirium

Exclusion criteria group 2

Head injuries

Dementia

Acute psychosis

Participating in other ongoing studies
Aged under 18

Head injuries

Dementia

Acute psychosis

Participating in other ongoing studies
Aged under 18

ICU delirium
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Table 2  Description of participants.

Patient  Diagnosis Sex Lengths Place for interview Age, years  Time lapse between
of stay, ICU discharge and
days interview

1 Septic shock Female 90 Home 38 2 months

2 Guillian barre Female 6 Neurological ward 49 2 weeks

3 Respiratory failure Female 18 Home 51 2 months

4 Pancreatitis Male 3 Home 70 2 months

5 Trauma Female 30 ICU 53 —

6 Ruptured aorta aneurism  Male 60 Meeting room outside ICU 65 2 months

7 Respiratory failure Male 7 Home 80 2 months

8 Trauma Male 28 Home 69 2 months

9 Endocarditis Female 5 Home 52 2 months

detailed information and an interview. Six participants were
recruited in this way.

Non-sedated patients, who met the inclusion criteria,
were identified and initially invited to participate in the
study by their allocated nurses. If they were interested SO
continued the process by providing more information and
obtaining informed consent from those who agreed to do
so. The patients were asked to photograph, with the excep-
tion of other patients, anything in the patient room that
was associated with a feeling, regardless of what that feel-
ing was. SO was present during the whole process to help if
required. Patients photographed a diverse range of objects
that reflected their immediate surroundings. This commonly
included; a window, a green area (small garden) and per-
sonal belongings (Table 3). Moreover, two of the patients
asked their bed-side nurse for permission to take a pic-
ture of them and the nurses agreed having their photograph
taken. In total, three patients were recruited in this way.

Table 3  An overview of patients’ photographs.

Personal belongings Pictures of loved ones and pets
Greeting cards and letters
Drawings from children and
grand children

Teddy bears, magazines

One patient was still in the ICU at the time of the inter-
view due to her becoming dependent on a ventilator. She
was an outpatient but had to stay in ICU until home care
staff were trained in administering the ventilator. It was
considered important to include this participant as she was
a non-sedated patient and her stay was lengthy.

The interviews were conducted in the hospital or in the
participants’ homes and were tape-recorded. The open-
ended lifeworld interviews (Dahlberg et al., 2008; Kvale and
Brinkmann, 2009) lasted approximately 40—60 minutes. The
participants were requested to talk about their experiences
of the ICU patient room using the photographs as an aid for
reflection. The participants were offered a copy of the pho-
tographs. The tape-recorded interviews were transcribed
verbatim by SO.

Data collection by combining interviews and photographs
is conceptualised as photo-voice (Wang and Burris, 1997).
This method has been previously used for collecting data at
an ICU (Olausson et al., 2012), but photographs were not
then used in the analysis process.

Data analysis

The process of analysis comprises a tripartite structure;
a movement between the whole — the parts — and the
whole. During the initial phase the interviews were read

Equipment Infusion pumps as a whole with an open and ‘‘bridled’’ attitude in order
Monitors to understand the text on its own terms. The second phase
Ventilator involved understanding and unfolding the meanings of the
Lift ICU patient room as experienced by the patients, by focus-
Wheelchair ing on the parts. The data were then carefully divided into
The bed smaller segments of text — meaning units — with refer-
Decoration Flowers ence to the whole. During this phase, we closely examined
Lamps the data and searched for differences and similarities in a
Television reflective dialogue, extricating the meanings from the text.
Radio The meanings with similarities were then brought together
Clock and preliminary pattern *‘clusters’’ were created. The clus-
Interiors and design Door ters were then related to each other and abstracted to
Front wall produce a description of the essence of the phenomenon,
Curtain which in phenomenological research is the structure that
Window covers the invariant characteristics or aspects of the phe-
The garden outside nomenon (Fig. 1). It is a description of the ‘‘whatness’’ of
Staff Bedside nurses the phenomenon grasped in its intentional character, e.g.,

863983_Sepideh Olausson_inlindd 140

what makes the ICU patient room what it is. The essence
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The next of kin

The body,
time and place

The interior,
equipment/
fittings

The design of
the room

The occurences

The room and
dreams

Receiving care

Other patients

A place of Aplace Aplace of trust A life-affirming A place of An embodied
vulnerability inbetween and security place tenderness place
and care
Figure 1 An overview of the clusters and constituents.

is illustrated by the constituents as they are the variations
and nuances of the phenomenon, describing the inner and
outer horizons of the phenomenon on a more concrete level
(Dahlberg et al., 2008).

Results

Essence

The ICU patient room as a place of care for the crit-
jcally ill patient is complex and multidimensional — an
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existential place. The room is inhabited by the patients,
staff and technological equipment. The design, with interi-
ors such as fittings and personal belongings, and the struggle
for life determine the atmosphere of the room — how the
room is felt and perceived. In addition to the presence
of next of kin, having personal belongings at the bedside
together with the interior design can ease the struggle.
These aspects constitute a safe and life-preserving atmo-
sphere. There is a dependency on the staff, next of kin and
technology in order to endure and to survive the illness. The
room is lived bodily, although the body is weak, confined to
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the bed and its voice is faltering. There is an ever-present
tension between well-being and suffering. Feelings of being
secure or abandoned are always present where one is per-
sistently seeking a sense of meaning and connectedness.
The tone and touch of caring is vital for whether the ICU
patient room is experienced as secure or as terrifying and
insecure. Design, interiors, actions and occurrences in the
patient room as well as spaces in the vicinity are intertwined
with dreams. This transforms the ICU patient room into an
extraordinary place in the patients’ dreams.

The following constituents/themes illustrate the essen-
tial structure of the studied phenomenon. These con-
stituents/themes describe both nuances and variations. The
constituents are not totally separate, thus some meanings
are described with reference to a number of constituents
but with different nuances.

A place of vulnerability

The room is portrayed as a place where there is an ongoing
drama, where a tension between life and death is mani-
fested. Actions and occurrences are frequently emotional,
painful and distressing. Struggling against the illness drains
the patients of vital force. Emotions of pain, anxiety and
fear of death are present. Patients describe being cared for
in large ICU rooms as frightening. ‘‘In the first room [multi-
bed patient room], | was terrified. ..l remember there were
so many sick people there...there was a young guy and he
was in a really, really bad shape’’. However, small rooms
offering no privacy or rest are also confining. The design of
the room is crucial for maintaining privacy. An interrupted
privacy entails restrictions on rest and recovery that evoke
feelings of discomfort and unease. ‘*When they moved me
to this room//oh., my gosh! It was like a cupboard, no space
at all, there were loads of things there. Normally | am not
claustrophobic, but it felt like. | couldn’t breathe’’.

Sounds from neighbouring patients’ suffering mean expe-
riencing a heavy burden since it is impossible to protect or
escape from their suffering. This escalates the fear of losing
one’s own life and drains one’s energy. On the other hand,
an absence of sound is also very alarming, as if the patient
is floating in and out of consciousness.

The architectural design can hinder the maintenance of
integrity in the sense that life is shared with strangers.
A breached integrity entails being exposed to the gaze of
strangers. Critical illness raises a need for an existential
sphere for the body and self ‘‘Here.they took care of both
men and women and | didn’t like it, like they were staring
at me all the time’’. Critical illness entails being homeless
in the room and being obedient, since the patients’ voice is
weak, almost unheard. It makes the patients become com-
pliant to caring actions. There is a paradoxical relationship
between the voice and body. The body is speaking a lan-
guage of pain, balancing between wondering and hope but at
the same time is in a state of external silence. When caring
activities are not experienced as being caring anymore and
needs are not met, then the room is experienced as a fright-
ening place, impossible to live in. The inability to call out
for help results in tremendous pain and suffering. ‘I can’t
say if it was a team particularly or just different nurses, |
just knew | had to wait.and | felt helpless.l couldn’t talk, |
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was totally paralysed, couldn’t move anything’’. Feelings of
loneliness are provoked when all eyes go to the technology.
Sometimes even feelings of fear are evoked as the patient is
reminded of the gravity of the situation and this makes the
atmosphere of the room, alien and tense.

A place inbetween

Being in-between dream and reality means experiencing a
bodily extension to other places and situations. A struggle to
be grounded in the room appears in various scenarios — inte-
riors, e.g., fittings and equipment are transformed as well
as the place itself. ‘‘Every night | woke up at the same time
| remember. . .Sometimes | was in a sick room, sometimes
a fire station and sometimes a flower shop’’. The interi-
ors, sounds and encounters with people and occurrences
there co-create the dreams and become intertwined with
the body. In dreams the room is constantly in transforma-
tion because of the critical illness. Reality and dream are
continually interwoven. Being inbetween is sometimes very
frightening; the room could be a place of torture and death.
These experiences are beyond the patient’s understanding,
both surprising and incomprehensible. Understanding one’s
dreams in overcoming troublesome thoughts can thus not
be overemphasised. Whilst sedated it becomes important to
seek explanations for dreams.

The loss of control is frustrating and evokes great feel-
ings of loneliness. Trust in the staff is crucial to whether
or not the patients dare to share their dreams and thus
become grounded in the real room. ‘I could tell him about
my dreams and it was mostly him who kept telling me |
was not in Japan or Hawaii or Gothenburg but in xx at the
hospital’’.

A window with a view of nature, personal belongings
and the presence of next of kin serve as a connection to
the room, to reality — a possibility to become grounded.
‘I had many weird dreams | would panic, this room was
like a bombed house in the Middle East, broken walls — no
door, only a portal here [photo]//, when | looked out of the
window/ /It made me feel better, | just felt better seeing
the greenery’’. Sometimes the patients wish to stay in their
dream rooms, not facing reality. Fantacising is then a way
of gathering vital force and continuing the struggle against
the illness.

A place of trust and security

The room is perceived as a place of trust and secu-
rity through interaction with staff. Life-saving technology
is, however, of paramount significance for feeling safe,
and here trust seems to be fundamental. Trust is mani-
fested through caring activities, both verbal and non-verbal.
Despite being sedated, hands and voice are still recognised
by the patients, meaning that caring attentiveness does not
always need to be articulated in words. Trust means hand-
ing over one’s body and being confident that somebody will
care for it. The feeling that the staff are doing their utmost
makes the room a safe place to dwell in. **Well this picture
is very typical for ICU.. .the drips, machines and stuff...you
are under control! They check on you all the time and it
feels. . .really very safe’’.
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In order to feel safe in the bed there is a need for bal-
ance between proximity and distance to the world around.
Being immediately close to attentive nurses is, however,
the root of safety. The body being exposed to others, e.g.,
neighbouring patients and to caring activities evokes a need
for distance both physically and in existential terms. The
boundary to others must be maintained if one is to feel safe.
The balance of proximity and distance creates a safe space
where patients could feel alone without experiencing lone-
liness. ‘"This screen [photo] symbolises that | could be alone
by myself but...at the same time feel the staff were just
behind. . .Just needed to say ‘‘hello’’ if | needed anything’’.

Sound gives structure to the room and becomes a natural
part of life. The sound environment and subdued lighting
are much appreciated in connection with feeling secure.
Technological equipment, such as a ventilator, is regarded
as a source of security even though they create discomfort
and a dependency situation. Technology becomes embodied
because of its necessity for one’s survival. Personal belong-
ings but also objects normally associated with home, e.g.,
radio/T.V or flowers, create a sense of home-ness. These
objects are reminders of ordinary life and create feelings of
well-being and safety.

A life-affirming place

The room can have a life-sustaining tone and be vitalizing
despite the struggle taking place there. The interior design
and personal belongings in the room can serve as a source
of power to endure and to struggle during this vulnerable
situation and can support processes of recovery, creating
vital strength. Patients describe how looking out through a
window expands the room. A view of nature might distract
one’s thoughts, attract one’s gaze and offer respite from the
situation and the world. Nature is also associated with being
alive and of being interconnected to the world outside. It
generates feelings of freedom, hope and a belief in a return
to home and facilitates the tracking of time. Nature itself
communicates holding on to life. ‘‘The second room, my
bed was by the window and it was really nice!//...memories
came back | wished so much to be there [in memories] again!
| felt stronger...mentally!’’

Personal belongings brought from home, greetings from
next of kin but also beautiful objects encourage and promote
healing and in a way become a lifeline to the world outside.
This connects patients’ bodies to a history and life before
the hospital. Having someone outside the hospital thinking
of them becomes a symbol of loving care. The presence of
next of kin means being inter-connected and experiencing
feelings of wholeness even if the patients are not partici-
pating actively. It heals, revitalises and is a manifestation
of love — a motive for staying alive *‘This wall. . .the paper
kites here, XX [son] made them for me this is the reason
why | am sitting here today, why | have survived, otherwise
I wouldn’t be alive!’’

A place of tenderness and care

Being in a crisis event arouses expectations of being saved
and embraced by a caring atmosphere. The tone and touch
of caring together with the caring relationship gives the

863983_Sepideh Olausson_inlindd 143

patients courage to struggle. The boundaries in this rela-
tionship seem blurred due to varying levels of consciousness.
The body is the object of care, both through touching and
gazing. The staff’s way of delivering care constitutes the
experience of place. Sometimes the nurses become a sub-
stitute for a next of kin as the critically ill body cries out for
help. **Xx could come and talk to me. Sat by my bed. | will
never ever forget this! It was really an amazing feeling a
very strong experience’’.

When the patients are given the possibility to rest and
heal, the room presents itself as a place of care. Feelings
of happiness are evoked as patients’ basic needs are met.
Bathing performed in a calm manner, for example, evokes
feelings of well-being and becomes a turning point in the
situation. Being able to take in food and fluids are believed
to provide vital strength and to energise the body.

An embodied place

The ICU patient room is experienced in an embodied way.
The patients’ awareness of their physical well-being has
a part to play in how the room is perceived. This entails
that being in pain, having double vision and other bodily
experiences make the room a different place ‘‘It was
like. . .everything. ..l felt like.l didn’t feel that | could see
the world as it was.. .really nasty feeling, | saw two of
everything. . .I couldn’t judge how far...when I tried to grab
something’’.

The room is experienced in various moods and meanings
and becomes a different place when health deteriorates
and when health returns. Critical illness reduces patients’
ability to relate to the room and other people ‘‘You don’t
need other people! You can’t put up with them...you need
to be alone with yourself and think!’’ The room can also
be an unfamiliar place for the sedated patients. Yet, the
inflicted pain inscripted on the body in the room is distinctly
remembered. The will to live gives the patients strength to
struggle. However, being critically ill and struggling for life
is sometimes a very painful experience that also contains
feelings of sorrow. *‘I will never never forget the feeling
it hurt so badly | screamed. The whole hospital could hear
me. . .The doctor said put him under immediately!’’

Patients’ experience of time is also interwoven with their
well-being, level of perception and with the rhythm of the
room. The latter becomes a way of tracking time, help-
ing them to orientate themselves. A quest to be grounded
and inter-connected with time is persistently on-going. The
search for time is also a search for a place in the world. Time
is lived either momentarily or slowly and could also mean
waiting for a change — a turning point in the situation.

Discussion

This study reveals the complexity of the ICU patient room
as a place of care in a period of time when life is fragile.
The room presents itself as a result of interplay between
the patient’s feelings, bodily experiences and the staff.
Moreover, interiors, architectural design and the presence
of other people co-create this lived place. The room was
experienced in various moods. From a phenomenological
perspective the lived body is a basic mode of existence and
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being in the world. The body and the world co-exist with
each other as the body inhabits space and time (Merleau-
Ponty, 1962). Changes in bodily experiences are, therefore,
manifested as changes in the lifeworld and the world
reveals itself in varying shapes (van den Berg, 1952). This
is what we see happening in the ICU patient room. As the
patients’ bodily experiences are in a relational sphere of
reciprocity with place, the room is perceived differently and
inter-nested with bodily conditions. Furthermore receiving
sedative drugs plays a role in how the room is perceived
as this affects the patients’ judgement and experiences —
a changed intentionality and changed everyday modes of
being. The lifeworld becomes unfamiliar to the patients
and subsequently their being in the world is dramatically
changed.

Svenaeus (2000) suggests being ‘‘healthy’’ means ‘‘a
homelike’’ being-in-the-world whereas illness turns the
state of ‘"homelikness’’ to ‘‘unhomelikeness’’ using Heideg-
ger’s philosophy. The latter maintains that humans are in a
continual relationship with the world and the world is always
attuned to a mood through which we perceive it. Being-in-
the-world is not merely a matter of being but how one can
bring the possibilities of life into play and make sense of
one’s experiences (Heidegger, 1962).

In the present study we could see how feelings of being
alone, abandoned, in safety and hopeful or feeling that
someone is caring for them shaped patients’ being and their
experiences of the patient room in the ICU. This world is,
however, pervaded by the state of “‘unhomelikeness’’ due to
the critical illness. ‘‘Unhomelikeness’’ and homelessness is
the nature of being ill, meaning ‘‘lack of control, not feeling
at-home and feeling that somebody else is controlling one’s
being’’ (Svenaeus, 2000, p. 5).

Previous studies highlight how ICU could be a less fright-
ening place and patients could be more relaxed and less
tense whilst being cared for there, e.g., by giving informa-
tion and explanation (Hofhuis et al., 2008) and by paying
attention to acknowledging the sick (Crunden, 2010). Expla-
nation serves as a healing force since it eases patients’
anxiety (van Manen, 1998). As we could see, patients seek
explanations and wish to understand their dreams and occur-
rences taking place in the room and often they were unable
to communicate their needs. Magnus and Turkington (2006)
and Karlsson et al. (2012) discuss the inability to communi-
cate and the loss of voice as a major concern for the patients
in ICU, provoking feelings of powerlessness. It thus becomes
important to be attentively aware of the way patients expe-
rience their being in the room.

The ICU patient room can be understood as a place of
possibilities where life can be saved and patients helped
to a meaningful life — gaining a sense of ‘‘homelikness’’.
Patients’ being-in-the-world of ICU and whether they feel
being-at-home is, however, dependent on their feelings as
these shape their understanding of this place. Adapting to
lifeworld-led healthcare provides opportunities for deliver-
ing care focusing on the patients’ needs in a holistic and
attentive manner (Dahlberg et al., 2009).

According to Heidegger (1971), one can inhabit a build-
ing/room, but not necessarily ‘‘dwell’’ in it. Dwelling means
more than sheltering and housing. It means being nurtured
and remaining in place. Dwelling (being-in-the-world) is
fourfold in character; being on the earth, under the sky with

ee
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other mortals and divinities. It can be understood that the
ICU patient room as a place of ‘‘dwelling’’ must offer ten-
derness and care and help the patient to be interconnected
with the world outside the room — with the sky, the earth
and with other people. This will only happen when the caring
and the room itself are attuned. Heidegger (1971) believes
that dwelling should be a goal for all buildings and this should
be the goal of all hospital settings. Architectural and interior
design, together with a caring attitude, constitute dwelling.

Critical illness means losing one’s map and destination in
life (Frank, 1997, p. 1) — an existential crisis — reinforcing
a greater need for private space. The design of the ICU
room should provide possibilities for creating this space.
Heidegger (1971) states that space makes room for being
and dwelling. Space is created as a result of spatial bound-
aries between things, people and their location in the room.
Boundaries in the ICU should be understood in both spatial
and existential terms. The room can compensate for the
need for space by providing and respecting boundaries, for
example, by using screens and curtains between beds, in
maintaining privacy, in minimising distressing factors and in
creating a calm environment around the bed. This need for
personal space is also supported by Merlidnnen’s and Kyn-
gas’s (2010) findings.

The room itself can serve as a source of power. Availabil-
ity of a window with a view of nature outside was greatly
emphasised in our findings. Placing patients’ beds near a
window with views of nature promotes, according to Ulrich
(2001), healing in terms of increased recovery rates and
positive outcomes. Previous research supports the impact
of design and nature on health outcomes and well-being
and is also in line with the concept of healing environments
(Dijkstra et al., 2006; Rashid, 2010; Schweitzer et al., 2004).
Devlin and Arneill (2003) discuss the design of the patient
room as particularly important in providing a welcoming and
homely hospital environment but also as a big challenge for
designers.

Access to personal belongings and small items associ-
ated with one’s home relieve the patients’ suffering to some
degree, as these are reminders of ordinary life and convey
a sense of familiarity. These aspects can create meaning for
the patients and become a motive for enduring the suffer-
ing. This is also in line with promoting healing and well-being
from a lifeworld perspective; helping the patients move for-
ward in life (Dahlberg and Segesten, 2009).

Methodological reflections and limitations

Openness and ‘‘bridling’’ (Dahlberg et al., 2008) were con-
sidered throughout research process. The authors carefully
discussed their preunderstanding prior to the processes
of data collection and analysis. The first and the second
authors were formerly trained ICU nurses. The second and
third authors are senior researchers with experience from
research in the field of ICUs and phenomenological research.
Moreover, strategies such as peer reviews, research semi-
nars, discussion and reflection within the research group
have been used to ensure validity in the study (Morse et al.,
2002). Using photo-voice (Wang and Burris, 1997) was an aid
to focusing the participants’ attention on the phenomenon
under examination. There are limitations in the study such
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as the low number of participants and uncertainty about
the prevalence of ICU delirium. However we used the OBS
scale (Gustafson et al., 1985), which is well-known, both
in research and in caring practice, for revealing delirium
before collecting data from non-sedated patients. It is prob-
able, however, that the participants from the sedated group
suffered from delirium during their stay. The low number
of participants may result in moderate nuances and varia-
tions even though the interviews were considered as dense
descriptions of lived experiences.

We argue that the results from this study are trans-
ferable to other caring contexts, e.g., highly technical
environments. Other approaches were of course possible in
carrying out this research, but we agreed to use a lifeworld
approach when describing patients’ lived experiences of the
ICU patient room.

Conclusion

Creating a sustainable and healing environment in critical
care settings should also involve paying attention to how
care is delivered for the most critically ill patients. Caring
encounters with respect for the patients’ needs are crucial
for experiences of the ICU. A caring attitude together with
a good design can thus promote patients’ well-being and
satisfaction of care. There are fundamental demands on bed
spaces that should be recognised in order to meet patients’
need of rest, recovery and well-being.
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Nurses' lived experiences of intensive
care unit bed spaces as a place
of care: a phenomenological study

Sepideh Olausson, Margaretha Ekebergh and Sofia Almerud Osterberg

ABSTRACT

Background: The environment of an intensive care unit (ICU) is, in general, stressful and has an impact on quality of care in terms of patient
outcomes and safety. Little is known about nurses’ experiences, however, from a phenomenological perspective with regard to the critical care
settings as a place for the provision of care for the most critically ill patients and their families.

Aim: The aim of this study was to explore nurses’ lived experiences of ICU bed spaces as a place of care for the critically ill.

Design and methods: A combination of qualitative lifeworld interviews and photos — photovoice methodology — was used when
collecting data. Fourteen nurses from three different ICUs participated. Data were analysed using a phenomenological reflective lifeworld
approach.

Findings: An outer spatial dimension and an inner existential dimension constitute ICU bed spaces. Caring here means being
uncompromisingly on call and a commitment to promoting recovery and well-being. The meanings of ICU bed spaces as a place of
care comprise observing and being observed, a broken promise, cherishing life, ethical predicament and creating a caring atmosphere.
Conclusions and relevance to clinical practice: The architectural design of the ICU has a great impact on nurses' well-being, work
satisfaction and the provision of humanistic care. Nurses need to be involved in the process of planning and building new ICU settings. There is
a need for further research to highlight the quality of physical environment and its impact on caring practice.

Key words: Bed spaces o ICU o Nursing Staff e Phenomenology
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(2000a, 2000b) describes the complex character of car-
ing in ICUs, identifying two competencies — technical
and emotional —that need to be balanced and incorpo-
rated in care of the critically ill. Academic debate has
arisen over the tension between caring and technology.
Technologies make it possible to save lives while simul-
taneously running the risk of objectifying patients if
the technologies become paramount (Almerud et al.,
2007), but as Price (2013) observes, caring in ICUs can-
not be separated from technologies. However, caring
is, at heart, more than taking care of patients’ bodies
or taking care of practicalities: It involves concern and
an empathic approach. Wilkin and Slevin (2004) and
McGrath (2008) observe that a caring or uncaring atti-
tude in ICUs is a matter of suffering or well-being for
patients. The focus of the aforementioned studies has
been on the high-tech environment of ICUs. None of
them investigated the meanings of the bed space in
providing care for the critically ill patients in ICUs.
Bed spaces in this study refer to the physical place
where nurses, patients and loved ones reside. In addi-
tion, ICU world is considered as a lived place and
space.

AIM

The aim of this study was to explore nurses’ lived
experiences of ICU bed spaces as a place of care for
the critically ill. Among the topics researched are the
possibilities and challenges that nurses meet in their
everyday care when focusing on the bed spaces and
whether the environment affects how nurses care and,
if so, in what way.

ETHICAL CONSIDERATION

According to Swedish law (Swedish National Board
of Health and Welfare, 2003; Eurecnet, 2013), there
is no need for formal ethical approval for studies
that do not involve interventions, the collection of
personal data of a sensitive character or where those
involved are capable of giving their consent. However,
when conducting this study, the ethical principles
for research outlined by the Helsinki declaration
(World Medical Association, 2008) have been followed.
Oral and written information about the purpose
of the study, research procedure and voluntary
consent was provided prior to the process of data
collection. Moreover, approval was obtained from chief
physicians in every department of anaesthesiology and
critical care at the hospitals involved.

METHODOLOGY AND METHODS
For the purpose of this study, the reflective life-
world research (RLR) approach outlined by Dahlberg

© 2014 British Association of Critical Care Nurses
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etal. (2008) was chosen. RLR is a phenomenologi-
cally orientated approach. It aims to understand and
unfold the hidden meanings of lifeworld phenom-
ena in health care contexts. Phenomenology builds
upon a rich philosophical heritage. Two broad ori-
entations can be discerned, namely, descriptive and
interpretive phenomenology (Finlay, 2011). Phe-
nomenological inquiries attend to the study of the
lived experiences, meanings and nature of ‘lifeworld”
phenomena. The concept of the lifeworld is central
to phenomenology. It refers to the subjective, taken-
for-granted everyday world, immediately lived and
experienced (Husserl, 1970; Moran and Cohen, 2012).
The structure of the lifeworld, closely intertwined,
encompasses intersubjectivity, spatiality, temporality,
mood and embodiment (Todres et al., 2007). Another
key concept in phenomenology is that of ‘intention-
ality” which means that a phenomenon is always
understood as something meaningful to consciousness
(Husserl, 1970; Moran and Cohen, 2012). In our study,
nurses’ lived experiences of bed spaces are intentional
in the sense that they are involved with/intertwined
with care of critically ill patients. Our intention was
not to study the lived experiences of caring alone,
however, but also the meanings of the ICU bed space
as a ‘place of care’. Thus, bed spaces had to become
figural and in the forefront of our research to reveal
their meanings. Consequently, we drew nurses’ atten-
tion specifically to the bed space and asked them what
the bed space meant to them in providing care to
patients. This was achieved by making nurses reflect
and direct their attention to the bed space. Using a
reflective lifeworld perspective entails searching for
the essence of a phenomenon, that is, what makes
the ICU bed space what it is. The choice of the RLR
approach locates this study within the descriptive
orientation.

In order to ensure the scientific rigour and quality
of this study, the following aspects were closely
considered. First, we have been scrupulous in adopting
a phenomenological attitude. This has been achieved
by exercising openness, meaning a genuine will to
understand the phenomenon in a new way; this also
implies an ability to be surprised. Openness also means
an awareness of the influence of intersubjectivity, both
in generating data and in the search for meanings
(Dahlberg etal., 2008). We thus called our pre-
understanding into question prior to the process of
data collection by posing the following questions:
‘What has been my experience of this phenomenon
and what do I know and not know about it? What is
it that I want to know?’ (Dahlberg et al., 2008, p.202).
We then discussed our responses to these questions
within the research group. The first and third authors
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are trained as ICU nurses and the second and third
authors are experienced researchers within the field of
ICUs and phenomenology.

DATA COLLECTION

Settings

The study was conducted at one regional and
two university hospitals in Sweden from March to
September 2012. The three ICUs, built in the 1990s,
are staffed by trained nurses, enroled nurses and
doctors, and one nurse/enroled nurse is always present
bedside. The ICUs at the university hospitals are
H, respectively, T-shaped, placed within the hospital
buildings and with a view over other buildings in the
area. Bed spaces have a flat headwall design with a
window behind each bed. The beds are separated by
curtains and the monitoring equipment is placed at the
head of the beds, allowing direct visualization. ICUs
accommodate multi-bed rooms, with two to five beds
in each room, and the numbers of beds in the units
range from 8 to 18. In addition, there is a balcony in
the vicinity of one of the wards. The regional ICU is
U-shaped and alongside one wing, there is a green area
that can be accessed from bed spaces placed on that
side. Bed spaces are configured by a combination of a
boom and flat headwall.

Participants

A purposeful sampling was employed (Polit and Beck,
2008). A gatekeeper initially informed and invited
a number of people at each ICU to participate.
The first author (S.0.) was then provided with
each participant’s contact information to continue
the process. A total of 14 people participated in the
study, 9 trained nurses and 5 enroled nurses, whose
experience ranged from 2 to 32 years; 1 was male and 13
were female. All nurses worked three shifts: morning,
evening and night.

PROCESS OF DATA COLLECTION

Data were collected by combining photographs and
qualitative lifeworld interviews (Dahlberg et al., 2008;
Kvale and Brinkmann, 2009). This way of collecting
data is conceptualized as ‘photovoice’, originally
developed by Wang and Burris (1997) and rooted
in educational and feminist theory. In ICU settings,
photovoice has been used for the purpose of data
collection in two studies (Olausson etal., 2012;
Olausson et al., 2013).

The participants were asked to take photographs of
the bed space, capturing what was important for them
in providing care and anything they associated with a
particular feeling, regardless of what that feeling was,
but at the same time excluding patients and visitors.
The photographs were taken digitally, transferred to
a laptop and used as an aid for reflection during
the interview but not used in the process of analysis.
The photographs (Figure 1) depicted a detailed and
diverse range of objects in the bed spaces, such as
windows, greenery, technological equipment, curtains,
chairs and decor. The in-depth open-ended interviews
(Kvale and Brinkmann, 2009) were recorded digitally
and lasted approximately 1h. They were conducted
in a conversation room located within the ward or in
a conference room in the vicinity. The nurses were
asked to relate experiences about the bed spaces in
providing care for critically ill patients, using the
photos as an aid for reflection. The interviews were
transcribed verbatim by the first author.

DATA ANALYSIS

The process of analysis in RLR involves a back-
and-forth movement between parts and whole. The
analysis was started by reading the interviews several
times in an attempt to understand and grasp the
phenomenon as a whole. The second phase focused
on the search for meanings; the text was divided into
smaller segments, referred to as ‘meanings units’. The

Figure 1 Example of pictures taken by the participants.
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text was then studied in a reflective dialogue with
an open attitude until its meanings were extracted
carefully with the respect to the whole. The meanings
that were similar to one another were brought together
to form primary patterns, termed ‘clusters’. These
comprise the initial structure of the phenomenon that
facilitate the revelation of its essential meanings. The
clusters were then related to each other in order
to discover a new whole, the essential invariant of
the phenomenon, providing a broader understanding
and describing the most essential meanings of the
phenomenon. The essence of a phenomenon can be
explicated further by identifying constituents that
describe both nuances and variations (Figure 2). These
are not entirely distinct from one another, so some
meanings can be described with reference to a number
of constituents but with different nuances (Dahlberg
et al., 2008). In what follows the essential structure of
the phenomenon under scrutiny is described.

FINDINGS

Caring in ICU bed spaces means being uncompro-
misingly on call in order to assess the critical illness
and to strive continually to preserve and eliminate
threats against the patients’ lives. It also entails a
commitment to strengthen recovery, to promote a
return to life and to support the families in a life-
crisis situation. However, there is a tension between
the architectural and interior design of the bed spaces
and aspects that provide strength and hope or pro-
mote well-being for the critically ill patients and their
families. The bed spaces are constituted by an outer,
spatial dimension and an inner, existential dimension.
An interaction between these dimensions simulta-
neously offers and hinders the possibilities for the
provision of care and respite from critical illness. The

Getting to know the data, the whole

‘We read the interviews repeatedly,
until we knew exactly what
information came from which

meanings units.

Clusters of meanings, the parts

nature of care in this environment necessitates prox-
imity between the staff and the critically ill patients
and between the patients and life-saving technolo-
gies. The bed spaces are a place for the encounter
between the vulnerable patients, families and staff.
This encounter is characterized by contrasting feelings
concerning power/powerlessness and having con-
trol/lacking control. In addition, the bed spaces vary in
accordance with the physical condition of the critically
ill patients, so that they are changing constantly and
taking on different forms. The following constituents
elucidate the essential structure of the phenomenon:
observing and being observed, a broken promise, cher-
ishing life, ethical predicament and creating a caring
atmosphere.

Observing and being observed

Observing the patient means simply seeing: seeing the
patient, seeing the critically ill body and seeing the
technology connected to the body. However, simply
having eyes is never enough in itself because nurses
need tools to confirm what they see and to reveal what
they do not see, for the purposes of prediction. Life-
saving technologies are thus an ever-present element
in this place: technology is an identity, it defines this
place, it transforms the critically ill body from being
something invisible to something visible. ‘It’s like a kit
that belongs to the bed spaces ... Otherwise this place
could be anywhere I discover things I'm not able
to see otherwise ... really happy we have them’ (IP1).
Technologies also constitute safety and security and
gradually become an extension of the nurses” bodies,
their extended arms and eyes. Feelings of security and
safety may not always prevail, however, because they
are accompanied by uncertainty, which can result in
a tension between knowing and not knowing. This

Searching for an essence, a new
whole

The text was divided to smaller segments

Clusters were related to each other
and abstracted to form the essence

interview.

We reflected over the interviews as
a whole and tried to understand and
grasp what nurses were saying
about the bed spaces.

Figure 2 An overview of process of analysis.
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We searched for the meanings in parts by
‘having a dialog” with the text. This is done by
asking questions; what does this mean? How
do I know that? Could it mean something else?
Do I know that for sure?

This was done until all the meanings had
emerged. Then the meanings with similarities
were brought together to form preliminary
patterns clusters.

of the ICU bed spaces

The essence is illustrated by the
constituents, the variations and
nuances of the ICU bed spaces
describing its inner and outer
horizons in a concrete level.
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unpredictability generates the atmosphere and covers
it with a veil of uncertainty.

The severity of critical illness evokes feelings of
tension and concern, tying the nurses to the patients
and to the sick beds. Having proximity to the sick bed
is necessary for observation. As patients recover, there
will be more room for the nurses to perform nursing
activities at a distance from the sick bed without feeling
worried.

Feelings of anxiety and uncertainty are also
generated because there is no place to hide from
the gaze of the families and, sometimes, the patients.
The nurses are left with no space to withdraw to
because every nursing activity takes place in the
vicinity of the sick bed. Nurses need a personal sphere
in order to be able to think, reflect and prepare nursing
activities in bed spaces.

A broken promise

Feelings of emotional strain and near despair are
provoked in nurses unable to promote patients” well-
being because of the design of bed spaces. This thus
entails an inability to keep a promise about providing
care, care that pays attention to the patient’s needs and
symptoms, both physiologically and existentially. The
latter, means meeting patients’ needs for privacy and
security: ‘They don’t say much, they accept everything, they
are in their own world, so tired ... so much noise from the
moment they come until they leave ... I feel so sorry for
them’ (IP 4).

Promoting patients’ well-being takes great effort
and is sometimes experienced as a hopeless mission.
The architectural design is also decisive for the space
that is provided to families and for the extent of
their participation in care and being a part of the
patients’ lives in the ICU. For example, a lack of space
fuels a rivalry between nurses and families because
everyone needs or wishes to be in close proximity
to the sick bed. Nurses are aware of the strength
of affection and love being given to the sick person
by the family at same time, as they need space to
manage the patient’s care. This evokes feelings of
stress, a conflict between prioritizing nursing tasks
and what promotes patients’ feelings of well-being. It
is difficult to close one’s eyes to this and deny the
advantages for the patient of having the family at the
bedside, the healing force of being able to rest in a
calm environment and the power of nature for the
patient’s recovery because these help the patient to
maintain his/her strength. Moreover, the experiences
of a lack of daylight and sometimes a cacophony of
sounds in the bed spaces drain the nurses of their
energy. The patient needs attention and care, the family
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needs attention and comfort and the technology needs
attention and supervision, all in different ways, thus
evoking in the nurses feelings of notbeing good enough
for anybody and of anxiety about losing control of the
situation.

Cherishing life

Cherishing life means recognizing the worries and
sorrows of the patients and their families, comforting
them and then trying to bring their attention to the
possibilities, they have of moving forward in life. For
example, a window with a view of nature outside and
a balcony where the patients can leave the bed spaces
are regarded as possibilities for focusing the patients’
attention on everyday life instead of on illness. These
features are believed to increase patients’ sense of
control and coherence, to motivate a return to life
and to provide a glimmer of hope. “You can open this
door and get out, feel the fresh air, hear the birds ...
sometimes they need a pep talk such as: you are here now
... you will be home soon” (IP 6). Nurses maintain that
the architectural design and interior affect their moods
and spirits and, subsequently, on the way they deliver
care. Nurses need to be connected to the world outside
in order to be able to nourish the patient’s life with care.
Somehow, nature and life belong to each other; seeing
nature strengthens life for everybody in the bed spaces
and is a source of inspiration in the process of care. A
window with a view of nature outside is thus greatly
desired. The bed spaces, however, are embodied and
not reflected on in everyday work.

Ethical predicament

Caring for the critically ill entails many ethical
concerns. Nurses often reflect on how frightening and
incomprehensible the environment of bed spaces may
be for the patients, especially as they are often drifting
in and out of consciousness, and over the lack of
privacy or of a personal sphere. Feelings of being
responsible for protecting the patients are constantly
present. Nurses have difficulty following their ethical
codes and values, however, because of the openness
of the bed space area and the nature of the exposure
that patients have to accept as a part of the cultural
and organizational issues of care. ‘They don’t know
what’s happening there, they might think things they hear
about the patient in the next bed is related to them. I
tell you, sometimes there are some horrible things that are
discussed here’ (IP 13). The design of bed spaces gives
rise to a conflict between observing and maintaining
a patient’s privacy and integrity. Sometimes, nurses
are ashamed of having the family in the multi-bed
spaces because it can be chaotic. Patients in pain,
dying patients and layers of noise from technological
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equipment in an environment in which everybody can
see and hear — to some extent — what is happening.
Feelings of letting the patients and families down are
generated, particularly when nurses fail to maintain
secrecy.

In their daily work, nurses experience hopelessness
and meaninglessness in the struggle for space. There is
simply no room. A lack of space does not merely have
an impact on nurses’ feelings and mood, however, it
also relates to aspects of patient safety. Meeting the
needs of patients and families in a difficult time at the
ICU is jeopardized, and this in turn puts the ethical
values in caring at risk. The design of bed spaces is
a major obstacle to the provision of care, meaning
that the essence of care and the practice of care can
contradict each other.

Creating a caring atmosphere
A caring atmosphere means establishing trust. Nurses
describe approaching the patients with a curious and
interested attitude as one way of developing trust,
because being curious entails being in doubt and
thus generating reflection, resulting in a careful and
respectful way of performing nursing activities. “You
think ... who is this person? What can I do for her?
you look at her hold her hand and talk to
her gently about ordinary things’ (IP 12). Establishing
a trusting relationship is also mirrored in the bed
spaces: Nurses try to make the environment more
homely, maintaining the immediate surroundings of
the sickbed and using strategies to minimize the
stressful environment. For example, lowering the levels
of sound alarms prior to activities that normally trigger
them and arranging the technologies in such a way as to
allow the patient to remain the focus. Having a patient’s
pictures or personal items is greatly valued because it
makes the bed space specifically that patient’s and not
a bed space in general.

DISCUSSION

The findings shed light on how the physical world
around bed spaces, in particular the architectonic
qualities, are vital for nurses to fulfil their caring
practice. We maintain that a poor design of the
bed space is a major concern in caring, giving rise
to ethical concerns, an inability to keep promises
to patients regarding care and, most likely, a
strengthening of already existing stress factors in
the ICU practice environment. Gurses et al. (2009)
and Gurses and Carayon (2007, 2009) identified
poor physical environment as a major obstacle in
nurses’ daily work, affecting patient safety, nurses’
workload and, thus, nurses’ quality of working life. Job
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satisfaction and supportive healthy environments are
significant for nurses staying on at ICUs and significant
for the future of ICUs (Alameddine et al., 2009). Critical
care management is a complex task requiring not
only high levels of competences and skills in nursing
staff but also well-adjusted facilities (Chambers and
Bowman, 2011; Thompson et al., 2012). The interplay
between several aspects of the built environment,
such as working space, sound levels, natural light
and view, together with patients’ critical condition,
shaped nurses’ everyday experiences. However, much
of the findings concern a lack of the obvious and
necessary conditions to facilitate nurses” work. Their
ability to provide care, in a humanistic way, is
partially determined by the quality of the physical
environments at the ICU. According to Galvin and
Todres (2013) humanistic care is concerned with,
amongst other factors, togetherness, uniqueness and
a sense of place. The built environment can support
humanistic care at the architectural level by providing
possibilities for promoting the well-being of the
critically ill and their families. For example, a family
area in the bed spaces would mean that families
could stay together in the ICU without stealing
space from nursing staff. The provision of calm and
private bed spaces would mean the maintenance of
secrecy, integrity and privacy for the ill person. This
has also been proposed in previous research and
in the creation of healing environments (Fontaine
etal., 2001; Stichler, 2001; Price, 2004; Rashid, 2010;
Bazuin and Cardon, 2011; Chambers and Bowman,
2011). There is an urgent need to translate research
findings into practice in order to improve the quality
of care.

The design of ICUs is one the most difficult and
complex processes in health care settings because
of the dynamic nature of ICUs and the continual
advances in therapies and interventions (Grenvik and
Pinsky, 2009). The ICUs studied can be considered
outdated facilities because they are in need of renewal
to meet the needs of contemporary intensive care.
It is reasonable to assume that care provided in
outdated facilities can affect nurses’ job satisfaction
and, consequently, how care is carried out. In this
study, a lack of sufficient working space was one
of the major challenges nurses had to deal with
in their daily work, generating a great deal of
dissatisfaction and hopelessness. These feelings are
elements increasing the risk of burnout among nurses
(Epp, 2012).

According to Heidegger, the ontological structure
of being-in-the-world involves, amongst other aspects,
care and space. Care means concern and solicitude
(Heidegger, 1962, p.239), which are fundamental

2014-05-09 11:08



Nurses' lived experiences of ICU bed spaces a phenomenological study

to being-in-the-world and existentially grounded in
willingness and wishing. The hectic and unfriendly
environment of ICU awakens an urge to protect the
patient. Even though the nurses do their utmost to
protect and to promote patients” well-being, they
partly fail because of the design of the bed spaces.
This generates concerns about not being fully able
to provide genuine care, which would require being
able to bring into play every possibility of helping
the patients and their families to move forward in
life. Nurses want to be able to provide the best
care and to reduce patients’ suffering but they face
obstacles and struggles in their everyday work. They
use different strategies to create a caring atmosphere
and to bring hope to the sick despite the realities
of the situation. Care cannot be separated from
nurses as they practice it, however, nor can it be
separated from where it takes place; as Nightingale
(1952) observed, the bed spaces are the centre of
nursing and thus of great significance. Price (2013)
notes that caring in ICUs is a complex phenomenon,
affected by many factors, such as the norms and
culture of the settings and organizational priorities and
arrangements. The presence and impact of technologies
on the environment of ICUs is unavoidable. Even
though technology per se was not the focus of this
study, we can see the impact it has on the bed spaces.
Evaluating the need for technologies in critical care
settings in relation to a patient’s condition is important.
The ill-considered use of technologies can transform
its possibilities into a threat. The bed spaces become
‘polluted’ by noise and heat, and the technologies may
take up space that renders the ICU a ‘restricted” space
(Kongsuwan and Locsin, 2011).

Galvin (2010) observes that the high-tech environ-
ment of the ICU can be ‘neutralized’ by the way nurses
care for the sick person. The nurses in this study
emphasized the need for close proximity to the patients
and the need to allow themselves to feel another
human being’s feelings in order to care empathically.
Galvin and Todres (2013) describe this as an embodied
relational understanding that is vital for vulnerable
patients and their families. In accord with our findings,
Vouzavalief al. (2011) emphasize that the nurse-patient
relationship in the ICU has a spatial dimension in that
the patient becomes the ‘space’ of the nurses. The phys-
ical environment should therefore support nurses in
their care. From an architectural point of view, the
literature indicates the need for staff areas such as rest
rooms outside the bed spaces (Catrambone et al., 2009).
We argue, however, that there is the need for well-
adjusted bed spaces that include a zone for nurses,
allowing them to achieve a balance between proximity
and remoteness.
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STUDY STRENGTH AND LIMITATIONS

The findings of this study provide a dense description
of how nurses experience critical care settings as
a place of care and thus enrich our understanding
of the complex environment of ICUs. Finlay (2011)
proposes four criteria in evaluating phenomenological
inquiries: rigour, resonance, relevance and reflexivity.
These have been achieved by exercising openness
and reflexivity during the whole process of the
research, by following the steps outlined by Dahlberg
etal. (2008). Calling our pre-understanding into
question and slowing down the whole process of
understanding allowed the meanings to emerge and be
revealed. Photovoice methodology (Wang and Burris,
1997) has been a powerful way of accessing the
personal meanings and of helping the participants
to reflect specifically on the phenomenon under
study. This study may lack sufficient resonance, i.e.
the artistic/poetic dimensions of phenomenological
description (Finlay, 2011). Moreover, this is a study
of three ICUs in one country and the findings may
not provide a comprehensive picture of ICU settings
in general. There are many ICUs elsewhere working
at creating a healing environment and adopting
best practices. Another limitation is that our study
considered only the nurses’ perspective. A sample
including other health care staff would probably have
provided a richer description. In addition, gender
variation (Polit and Beck, 2008) is limited because only
one male nurse participated.

CONCLUSIONS AND IMPLICATIONS

While this is a study of three ICUs in one country,
the findings suggest there is a need for future research
to pay attention to ICU settings at an organizational
level. Policy makers and leaders are responsible for
the quality of care and this responsibility should be
extended to the built environment of bed spaces in
ICUs. Moreover, we need to ask who is actually
in charge of the ICU environment once it has been
built. There is thus a need for policies to support
and optimize the environments of ICUs. Comparative
qualitative studies examining the meanings of bed
spaces in providing care in other ICU settings need
to be conducted in order to get a clearer picture.
ICU staff members need to be involved in the
process of planning and designing ICUs to incorporate
their perspective into the planning process, as has
been highlighted by Gregory (2009). Finally, creating
the optimal environment in ICUs is an ethically
challenging matter. At stake is the well-being of the
most vulnerable patients, their families and the nurses
themselves.
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WHAT IS KNOWN ABOUT THIS TOPIC

o Performance obstacles affect nurses’ work efficacy and satisfaction negatively.
e Thereis an increased risk for burnout and work-related stress amongst ICU nurses.
e There s a correlation between nurses' job satisfaction and patients’ satisfaction with care.

WHAT THIS PAPER ADDS
e Design of critical care settings negatively affects nurses’ well-being and their ability to promote the well-being of patients.
e (Carein outdated facilities strengthens already existing stress amongst nurses.
e Nurses depend on the built environment in delivering care to the critically ill and their families.
e The design of critical care settings can qualitatively support humanistic care and nurses’ job satisfaction.
e Lack of sufficient space is a major concern in the care of the critically ill.
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Abstract

This article considers applications of photovoice in researching lived experiences of place and space in
the context of intensive care from a lifeworld perspective. The meanings of intensive care patient
rooms as a lived place and space from a caring perspective has sparsely been subject of research from
a holistic view. Researching lived experiences in this context is challenging because of the complex
nature of intensive care. We employed photovoice in a project aiming at uncovering the meanings of
patient rooms as a lived place and space examining patients’, loved ones’ and staff’s perspective.
Photovoice is commonly employed in research concerning vulnerable and marginalized people in
communities and for interventional purposes e.g., health promotion. However, according to our
knowledge photovoice has not previously been used in the context of ICU. In this article we share our
experiences and application of how we used photovoice in our project. While there are some
challenges in employing photovoice in such a context, it could provide dense descriptions of lived
experiences as it allows the personal meanings to be depicted. Moreover, photovoice is a powerful tool
in dissemination of results as it opens up the closed world of ICU into public and increase people’s
understanding of the significance of place and space in ICUs for caring practice.

Keyword: Photovoice; lifeworld, intensive care, place and space
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Introduction

The meanings of intensive care unit (ICU) patient rooms and bed spaces as a place of care of the
critically ill have sparsely been addressed in research through the eyes of the people that inhabit those
places. However, the meanings of technology and its impact upon care have been the subject of
academic discussion to a great extent (Almerud, Alapack, Fridlund, & Ekebergh, 2007, 2008;
Kongsuwan & Locsin, 2011; McGrath, 2008).Traditionally interviews, observations or questionnaires
are employed in describing the environments of ICU. However the complexity of the research
phenomenon raises a question about what methodological approaches will be appropriate when
researching high tech environments from a holistic view. This article presents photovoice (Wang &
Burris, 1997) as a way to generate and enrich research data in an intensive care context. We share our
experiences by giving examples from a project aiming at exploring the meanings of the ICU patient
room as lived from the perspective of patients, loved ones and staff (Authors). The concept of
photovoice has been developed by (Wang & Burris, 1997), when researching vulnerable and
marginalized people in communities. Photovoice has its roots in feminist theory, critical consciousness
based on Freire’s educational methods and documentary photography. The goal of photovoice is to
explicitly affect peoples’ awareness and involve them in the process of decision making. Therefore
photovoice is widely used in interventional purposes in order to empower people and to help them
articulate their needs. Photovoice is described as a powerful tool in participatory action research and in
health promotion in communities. Moreover, it aims at covering the gap between research theory and
research practice by shifting a conventional idea in research; “research on people” is converted to
“research with people”. Thus photovoice has a grassroots approach; as it provides access to people’s
own view of the world (Wang & Burris, 1997). Despite its popularity as a research methodology (Lal,
Jarus & Suto, 2012) photovoice is rarely used in health care context. To our knowledge there are no
previous studies using photovoice the context of intensive care.

In what follows, firstly a brief review of previous visual research is presented with its ontological,
epistemological and theoretical underpinnings. Secondly we share a description of photovoice as it
could be carried out in ICU settings and give our reflections on its application.

Literature review

Using visual data in academic research stems from anthropology, ethnography and environmental
research (Collier & Collier, 1986; Emmison, 2008; Schwartz, 1989; Timmermans et al., 2011). The
environmental researcher, Sjolander Lindqvist (2004) used photos combined with interviews and
nature walks to explore the relationship between landscape, place, people and the usage of hazardous
technological facilities. Visual methods are also common in social work research for making social
and political changes and in researching for gaining a better understanding of vulnerable and
marginalized peoples’ situation (Harrison, 2002; Ozanne, Moscato, & Kunkel, 2013; Wang & Burris,
1997). Moreover, photos are considered to promote reflection and direction in research (Riley &
Manias, 2004). Thus, to date photo methods are employed in dissimilar kind of research areas, but
mostly in qualitative research projects (Close, 2007; Ozanne et al., 2013; Riley & Manias, 2004). For
example photo methods have been used in the political agendas (Lorenz & Kolb, 2009; Ozanne et al.,
2013; Walton, Schleien, Brake, Trovato, & Oakes, 2012) and areas such as photojournalism (Becker,
1995), psychological research (Brunsden & Goatcher, 2007; Pickin, Brunsden, & Hill, 2011),
participatory photo mapping (Dennis Jr, Gaulocher, Carpiano, & Brown, 2009), in narrating family
life (Wang, 2004), homelessness and poverty (Bukowski & Buetow, 2011; Hodgetts, Radley,
Chamberlain, & Hodgetts, 2007).
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During the past decades, photo methods have also been conceptually developed e.g., photo-elicitation
(Harper, 2002) and photo-novella /essay (Wang & Burris, 1994). Several projects in nineteenths are
built upon the theoretical framework of phenomenology and hermeneutics and have used photo
methods to generate data for understanding and illuminating the meanings of lifeworld phenomenon
(Hagedorn, 1994; Kruse, 1999; Lauterbach, 1993; Nelson, 1993). Some more recent examples are;
Kruse (2004) who explored meanings of end of life care from loved one’s perspective and Sitvast,
Abma, and Widdershoven (2010) who explored suffering in mental illness. In another study Sitvast et
al., (2010) investigated the meanings of mental illness in everyday life. Wiggs, Young, Mastel-Smith,
and Mancuso, (2011) used photovoice when describing the meanings of place and space from elderly
women’s view. Moore and colleagues (2013) illuminated the meanings of place and space at the end
of life from patients’ view. Radley and Taylor (2003) studied meanings of recovery in hospitals
focusing on places and spaces.

A Lifeworld Perspective

In accordance with Gjengedal et al. (2013) we consider people in ICUs; patients, their loved ones but
also staff as a vulnerable group. ICU patients are most vulnerable in the sense of literally and
metaphorically having a very weak voice or no voice at all due to ventilator treatment and critical
illness. Critical illness converts the familiar lifeworld to an alien world making people vulnerable. This
statement will be developed later in the text. Liamputtong (2007) states that researching vulnerable
people’s situation demands a sensible researcher and special research methodologies. She claims
photo voice to be an example of such methods as it allows people who usually not have the possibility
or the power to make their voices heard. The use of a camera and the recording of a situation or an
object allow them to have a critical discussion about the photos with the researcher who forwards their
messages to an audience that has the possibilities to make a difference. This put an ethical demand on
the qualitative researcher to hear the voices of people “who are silenced” (Liamputtong, 2007 p.7).

A lifeworld perspective seeks to reveal the tacit and implicit meanings of existential issues of illness
and highlights peoples’ voices in vulnerable life situations - here critical illness (Dahlberg, Dahlberg,
& Nystrom, 2008). Researching lived experiences is one way of deepening the understanding and
creating knowledge about the meanings of ICU patient room as lived space and place of care. In
depiction of our research phenomenon, i.e. the ICU patient room as lived, photos became a great help
in achieving a phenomenological description when performing the interviews. Objects, people and
events captured on a photo, not only record per se, but also depict a statement that later will connect
both sides in the research interview situation i.e. invites and stimulates the speech with deeper
meanings. Consequently, photos became interesting in our research addressing lived experiences of
spatial issues, as they made the place and space available to share in a special way. We agree with
Emmison’s (2008) statement that when studying hospital design and institutional presuppositions
about illness, treatment and control visual data, photos, offers a “fascinating account” (p. 261). The
purpose of our project was to search for the personal meanings to ever day life that is carried in ICU
patient room.

Place, Space and Lifeworld

From a lifeworld perspective existing in the world means always, bodily inhabiting a place (Merleau-
Ponty, 1962). Places and spaces are essential dimensions of lifeworld regarded as the ontological
structure of being-in-the-world (Heidegger, 1962). Places are, according to Husserl, horizon backdrop
of experiences (Moran & Cohen, 2012) involving situated human intentions and thus manifestations of
lifeworld. Finlay (2011) explains lifeworld as “how our bodies and relationships are lived in time and
space” (p.125) in a natural attitude. Being in a natural attitude means experiencing lifeworld as taken
for granted world; a world of everyday experiences (Moran & Cohen, 2012).

The term ‘space’ refers to how one’s being is shaped and lived in the interaction with the place,
whereas, ‘place’ relates to location and spatial concerns (Andrews, 2003a). Van Manen (1990)
explains the expression lived space as felt space (p.102). A person does not often reflect upon it but
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have an inner sense of how a certain place affects the way s/he feels. Andrews (2003a) encourages a
phenomenological reorientation in exploring the meanings of places and spaces in nursing research,
using three key concepts; “aboutness” of places, the essences and authenticity of places and embedded
knowledge. Using photovoice was regarded as one way to create knowledge about how the ICU
patient room was experienced as a lived place and space of care from people who had various
experiences of this — in many ways — different and to a general public closed world.

Place, Space and ICU

ICUs are shared places in terms of being the place of care, treatment, rest and recovery for the
critically ill at the same time a working place and a visiting room (Eriksson, Lindahl, & Bergbom,
2010). The high-tech character makes the ICUs overwhelming places. Such a places is emotionally
challenging to dwell in/inhabit as it is connected to a crisis event and a tension between life and death,
i.e., a place of care but it also could be a place to die in (Fridh, Forsberg, & Bergbom, 2009;
Liaschenko, Peden-McAlpine, & Andrews, 2011).

Being critically ill and cared for in ICU means experiencing an existential threat (Almerud et al., 2007,
Uotinen, 2011) and being in a total dependency of others (Karlsson, Bergbom, & Forsberg, 2012).
Moreover, occurrence of unreal events and stressful memories are widely common amongst ICU
patients (Samuelson, Lundberg, & Fridlund, 2007). In this situation patients seek for meanings and try
to gain hold of the place in order to understand their experiences of what is happening to them, even
though they are under sedation (del Barrio, Lacunza, Armendariz, Margall, & Asiain, 2004; Storli,
Lindseth, & Asplund, 2008). The significance of an ICU patient room as a lived place as well as the
bed spaces is highlighted by these studies, yet they do not address the meanings of it specifically.
Researching patients’ lived experiences of the bed spaces requires an approach that allows access to
the personal meanings. Considering patients’ fragmentized memory due to sedation and critical illness
we found it necessary to involve more than just interviewing.

Being a loved one in ICU means a great deal of stress, facing the threats of losing someone loved and
dear. It also means being in uncertainty (Agérd & Harder, 2007), waiting (Bournes & Mitchell, 2002;
Plowfield, 1999) being shocked at the same time that one need to comfort and support the sick. These
aspects make the world around less significant, as the focus of one’s attention is the sick. Loved ones
needs during this difficult time has been explored in literature; much attention has been paid to
significance of appropriate communication, information and proximity to the sick (Mitchell &
Chaboyer, 2010; Verhaeghe, Defloor, Van Zuuren, Duijnstee, & Grypdonck, 2005). Having a loved
one at bed side has been described as a matter of life or death (Bergbom & Askwall, 2000; Chiang,
2011). However, the environment and design of ICUs could also be an obstacle for family interaction
(Eriksson et al., 2010). The use of photovoice technique is reasonably an appropriate approach to
depict loved one’s needs as it allows their voices and experiences to be told.

Vouzavali et al., (2011) observes the dynamic nature of caring for the critically ill as complex and
emotionally challenging. Caring in an ICU is described as sharing daily life concerns and happiness
and thus sharing a space. Beeby ( 2000a, 2000b) illuminates the complexity of caring in ICU nurses’
daily practice. She describes nurses’ proximity and continual presence at bed side and patients’
inability to communicate coupled with the high technical care as dimension that shaped the nature of
care. However, a caring attitude, individualised and holistic care decreases patients’ suffering in these
high tech places (O’Connell & Landers, 2008; Wilkin & Slevin, 2004). According to Liaschenko
(2000) the nurse-patient relationship is formed by the architectural design of the room. Likewise
Malone (2003) discusses how caring practise depends on the physical environment e.g., the way
patients are touched and nurses’ proximity. Moreover, Martinsen (2006) argues from a
phenomenological perspective that architecture in hospital settings are involved in a tension between
securing, preserving, patients’ life and objectifying, controlling their sick bodies. Thus the design,
interiors and furnishings are of pivotal importance when creating caring environments that promote a
safe, functional and healing atmosphere.
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Nurses spent many hours at bed side caring for the ill and may not reflect over it in the daily practice
as the patient is their main focus. Photovoice is therefore considered as a way of mediating lived
experiences by bringing nurses attention and awareness to the ICU patient room.

Ontological and Epistemological Underpinnings

Emmison (2008) argues that the visual is not only what is recorded but what the eye can see, i.e. visual
research embrace more than to view a photo only as a representation. Photographs and images can
work as something that generates extensive verbal commentaries that otherwise could be missed in an
interview situation. There is no consensus about what the term visual inquiry should comprise, i.e.
should the researcher look upon visual images in an interpretive way or should s/he take on a
realist/naturalist approach and view them as just recordings/depictions of facts. Hansen-Ketchum and
Myrick (2008) point out that photos interact in the space between the images and the viewer and
therefore, both realism and relativism perspective may underlay photo methods. Both Stanczak (2007)
and Harper (2008) discuss epistemological assumptions of photo methods during 20™ century
regarding what constructs valid research and what coincides with the discussions about qualitative and
quantitative research. They state that the core of the criticism to be connected to the epistemological
issues and assumptions such as subjectivity versus objectivity. The criticism is connected to
photographic data’s two-folded character; photos provide visual information, without/or with
interpretation, at the same time as they represent a subjective perspective, mediate social and
represent technical constructions. However, photos may be considered as a bridge between
subjectivity and objectivity as they capture something real, gather visual information and frame the
reality at the same time as they elicit subjectivity (Hansen-Ketchum & Myrick, 2008).

Description of the Photovoice Process

Photovoice, as we understand it is both a method and a research methodology. Lal et al., (2012) state,
in a recent research review that the photovoice is applied through different stages of research; elicit
data, analysis process and to disseminate the result and vastly used in various research disciplines.
Wang and Burris (1997) offer a detailed and comprehensive description of different stages in the
process of research using photovoice as method. Several steps are outlined. In summary; 1) Identify
and articulate the subject of concern. II) Recruit the participants in group meeting to discuss and
involve them in process. III) Photovoice training; instructing about the camera, the technique of
photography, ethics and distribution of camera. IV) Photo assignments. V) Discussions. VI) Data
analysis. VII) Presentation of finding to stakeholder. VIII) Creating plans of action (Wang and Burris,
1997). Harely (2012) observes that many studies where photovoice is used suffer lack of detailed
description of how photovoice is actually used, more specific, lack of comprehensive ethical
discussion. In order to fulfill this gap and to further expand earlier writings about theoretical
perspectives (Plunkett, Leipert, & Ray, 2013) in relation to nursing research we present how
photovoice was applied practically in our project.

Preparations

In the following section a general but detailed approach is presented for all three studies in our project
i.e., illuminating patients’, loved ones and staffs’ experiences of the ICU-patient room. For each study
photovoice was employed in a slightly modified way in order to fit the aim of each study. Prior to the
decision of using photovoice in the process of data collection readings and reflections of the literature
are useful. This will allow and stimulate the researchers to discuss and pose questions about the
theoretical appropriateness and in what way photos will enhance the dataset. We discussed the
following issues:
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What are the goal and purposes of employing this method in the project?

What do want to achieve?

How are we going to instruct the informants about it?

What way is an appropriate way of approaching the informants and ask them to photograph

ICU bed spaces?

e How are we going to use the photos during the interviews?

e Should the photos be used as a unit open for the researchers’ own analyses?

e Are ethical analyses about advantages versus disadvantages and risks of employing
photovoice in an ICU context considered?

e  Where and how should the photos be kept safe and who will own the photos?

e s the method in line with adopted analytical approaches; such as descriptive and/or

interpretative approaches?

After gaining approval from the head of the actual departments, the committee of ethics several
meetings with the clinics were planned in order to inform all employees at the actual ICUs and to
make sure that the first author was known to the staff. In addition, a brochure with comprehensive
information in an everyday language and contact information to the authors was provided. Such
brochures could be placed at the nursing desks and in the waiting areas for the family members. A
digital camera for the purpose of research was also provided.

According to the Belmont report (1978) there are three fundamental ethical aspects to consider in
order to protect people in research; justice, respect for peoples’ autonomy, beneficence and the matter
of not harming (Denzin & Lincoln, 2005). Translating these principals into research practice means;
providing comprehensive information both in written and oral about the aim of the study, providing
time and adequate opportunity to consider the invitation, voluntary agreement to participate and
ensuring that the informants has comprehend the information (World Medical Association, 2008). We
argue that additional honest and comprehensive information about the copyright of photos need to be
included in the information sheet and informed consent. In our studies the informants agreed to;
transfer the copyright of their photos into the project. In addition, it was stated that the photos would
be used for purpose of research and publication. Voluntary participation and the right to withdrawal
from the study any time without giving any reason was also included in the information sheet.
Moreover, the ethical issues were addressed in the information letter. By this we mean a clear
statement that no pictures should be taken of patients or other people without having their consent
first.

Application of Photovoice in ICU

As the first study in the actual project focused on patients’ loved ones experiences (Authors) and due
to the nature of critical illness, we decided to invite the loved ones to participate when the patients
were in a stabile mood of treatments which was judged by the staff in charge. The loved ones were
invited to photograph various aspects of the patient room they associated with a feeling, regardless of
what that feeling was about. This instruction had several reasons; firstly feelings guide and decide
one’s experiences of the place. Secondly, bring the informants’ attention to the phenomenon under
study. Drawing upon our experiences it takes in total at least three meetings with the research
participants to fulfil the whole process of data collection. The first occasion is seen as a careful
invitation with the purpose of presenting the aim of the study and to hand over written study
information.

Following the codes of research ethics and respect for peoples’ autonomy, the informants should be
given time to consider the invitation. However, the matter of time/timing is crucial in ICU due to
unpredictable nature of critical condition. In addition, organisational issues, e.g., the fact that [CU
patients can with a short notice be transferred from ICU to the ward could delay the process. Theses
aspects could complicate the process of data collection. We regard one to two days as appropriate for
considering participation. If the loved ones consented, a second meeting was scheduled for taking
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photos. Prior to photographing, the first author once again reminded the participants of the written
information, actual ethical principles and then instructed them how to use the camera. We assured that
the informants had read and understood the statements and informed consent was obtained and
documented by signature in two copies, one for the researcher and one for the participant. The ethical
issues discussed were how to keep up respect personal integrity and avoiding taking pictures of other
patients or visitors.

At a time approved by the staff the photos were taken which took couple of minutes. Here the
researcher has to act as a facilitator and be present during the process of photographing in order to
assist the informants if needed. As the ICU patients often share rooms this presence also works as a
protection of the neighbouring patients and visitors, even if information were given about the ethical
issues.

Sometimes the session of photographing has to be postponed because of the unpredictable
circumstances and patient’s condition. However, at the same time a as the photo session a third
meeting can be scheduled for the research interview (Kvale & Brinkman, 2008). We used the photos
to stimulate the speech and content in the interviews. We started the open ended interviews by asking
the participants “could you please tell me what this picture is about?” Continued by; “why have you
taken this picture” and “could you please tell me how it matters to you”. In this way a detailed and rich
description of the meanings of the ICU patient room can be collected. We consider the use of pictures
as facilitators in keeping focus on the phenomenon of the study which is crucial for the quality of
interviews as well as a validity aspect for the study. Our experience is that it is of outmost importance
not to pose any reflective questions during the session of photography. If doing so the researcher risks
to distract the participants and s/he will start a narration at place in patient room instead of unfolding
the content in separate and peaceful conversation room. Our experience is that the best result will be
achieved if the participants take the photos and then talk about them at the time of interview. This will
probably make it easier for the participants to remain in an un-reflected/natural attitude and help them
to grasp and narrate their immediate lived experiences. We share some examples below by quotation:

Image 1: Hand sanitizer, taken by a loved one

“It has been very important to keep our hands
clean all the time! Because he has been very
susceptive to infections and there is nothing
wrong with it when you are going to see the
patient, but on the way out it feels very
uncomfortable ...because it means that he is
dirty and unclean, I am embarrassed. I wonder
how he feels?”

Image 2: The stool, taken by a love one

“[ just want to be able to sit next to him! This
stool is very important to me it is mine and this
is my place!”
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A second study focused the meaning of ICU patient room from the perspective of the patients
(Authors). As the majority of patients in ICU receive sedative medication the first author
photographically documented the immediate surroundings of the bed and tried to capture as much as
possible of the patients’ view from the bed. Therefore several pictures were taken from the patients’
eye angle; up, front, left and right. No photos were taken of patients’ face or in a way that patients’
identity could be revealed. The first author was at the actual ICUs during a couple of weeks and when
the timing was appropriate the data collection was performed. Moreover, the loved ones to the patients
were informed prior to the process of data collection and oral vicarious consent was obtained. These
images were stored digitally and in a safe place until the patients were discharged from ICU. The
patients were invited to the study by receiving an information letter after approximately two month.

Photos were used to stimulate the interviews and helping the participants to recall the room and the
bed space. In addition, informed consent was retrieved after information in oral and written was given
prior to the interview. During the interview the participants were asked to look at the pictures and talk
about their experiences of ICU patient room. The interviews started by asking them “could you please
look at these pictures and see if you remember anything?”” Our experience is that pictures works as
powerful tools in stimulating interviews and in narrating lived experiences. This is especially
prominent when it concerns ICU patient’s perspective as some of their memories are blurred. The
example below illustrates the way we used photos during the interview:

Image 3: patient’s view, taken by the researcher

“....Iremember the computer desk in the front...they
had their reports there...then I knew it was shift
change..// the reports I remember that I had to
wait...had to wait ...It could be hard
sometimes..especially... when...some of them
could...they could tell you to wait until they were
done..if I was in pain..I felt abandoned”

We also asked patients who were not receiving any sedatives to participate. Even though they were
very few we considered their participation as important and a very interesting contribution to this
project. In similar to the way we collected data from loved ones, these patients were asked, to take
photos of various aspects of the patient room that they associated with a feeling regardless of what that
feeling was. Prior to the process of collecting data we made sure that the patients were not suffering
from ICU delirium by using OBS-scale (Bjorkelund, Larsson, Gustafson, & Andersson, 2006;
Gustafson, Lindgren, & Westling, 1985). This is an important issue in research ethics. These people
were contacted after discharge from ICU to schedule a time for the follow up interview, one example
is the image below.
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Image 4; a portable ventilator, taken by a patient.

AAAAA I took this picture because this machine is ....I
don’t like it (laughter) I want to get rid of it you
know!....I'm working on it // it’s like having ...It
prevents me from going around and I'm tied to it...
training to mange without it but for the moment..the
worst thing is not being able to move and do things
like I did before. It’s in my way all the time

In a third study the staff were asked to take photos of various aspects of the ICU patient room that had
any significance for their caring practice and that they associated with a feeling (Authors). Our point
of view is that this data collection can be performed at one single occasion. Motives are the practical
issues e.g., lack of time and difficulties to schedule several meetings but also make the participants
stay focused, in a natural attitude as described previously. In similar to the previous studies the photos
were used as an aid for reflection and bringing the ICU patient room in forefront during the interviews.
Examples of pictures taken by the informants:

Image 5: Secrecy, taken by a staff

Secrecy is none-existing here! //Everybody hears everything
about each other. I try my best to make people talk in a lower
voice, but it is no use! We talk about very sensitive... matters like
to end the treatments and so ...
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Image 6: A view of nature, taken by a staff

I took this picture because I like to be here myself// you can
see out see the beautiful nature, if it is nice weather or if it
rains then you get blue...it evokes different feelings and for
me....I feel it can facilitate my job but it can actually have a
negative impact! //if it is nice weather I am HAPPIER and
MORE HELPFUL which means that I am better carer...//
think for the patients just to feel the wind or feel the air and
maybe hearing a bird mean a lot...this is part of the normal
life”

Organizing and coding the photos are important issues. The photos need to be systematically stored
during the process of research. All the photos taken for the project were separately filed and named,
dated and given a code to facilitate identifying them later in the process. All the participants in the
project were offered a copy of their images. As in all clinical research the results of the various studies
should be disseminated to clinical practice through seminars and presentations.

Reflections on the Theme

This paper is a contribution to an ongoing discourse in today’s scientific literature about
various theoretical frameworks and approaches related to photovoice research. We have
shared a detailed description about how photovoice can be employed in a project grounded in
the caring sciences. Chalfan and Rich (2006) state that visual methods offers a possibility to
move from what is appeared to what is seen from the perspective of people themselves. This
statement means health care provider will gain a better understanding of patients’ situations in
a more comprehensive manner. Perhaps this also could mean challenging notions and beliefs,
the taken for granted in health care context?

We agree with researchers whom advocate photovoice as a powerful tool in research. Here we
aimed at extending the benefits into an ICU context. Photovoice method allowed us to bring
forth the significance of the built environment when life becomes fragile such as in ICU. As
the ICU settings are often is unknown to a broader public photos is one way of displaying this
closed world. Novek, Morris-Oswald, and Menec (2012) point out that this method is
specifically appropriated in capturing the view of people regards to physical environments.
However, according to our knowledge no previous study has scrutinized the meanings of
place and space in the ICU context using photovoice. Most of the studies employing this
method/methodology are conducted within community research (Bukowski & Buetow, 2011;
Novek et al., 2012; Wang, 2004).

One might reflect over the risk that only the visual aspects of the patient room are captured
when using photovoice. Nevertheless our data also included less tangible aspects of the ICU
patient room when participants chose their images. We observed that it is essential to depict
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the invisible aspects that cannot be captured by the photographs such as the atmosphere,
mood, noise/voices during the interviews. The challenge lies in the way meanings are
uncovered i.e., in a reflective dialog which facilitate the personal meanings to be mediated.
Surprisingly, many creative solutions about how to improve the ICU patient rooms and the
overall environments were suggested by our informants (Authors). Photos are believed to
contribute to the richness of narratives in qualitative studies (Allen, 2012; Collier & Collier,
1986; Pink, 2006). Using photos during the interview is not merely a matter of validity as we
see it. It also provides a deep insight to people’s lifeworld as images taken by the informants
represent their “voice”. It is an expression of their needs, lived experiences in a none-verbal
language. However, we stress that the strength of photovoice is the fact that people
themselves interpret their images and in this way rich phenomenological descriptions can be
shared. Plunkett et al., (2012) discuss the advantages of using photos to elicit data (but also in
the process of analysis) in interpretive phenomenological inquires using van Manen’s (1997)
approach. However, we also argue that photovoice also can be used in descriptive
phenomenological inquires as we performed in two of our studies (Authors).

Images are powerful and striking when study results are presented to clinical practice. We
experienced that images could work as a “wake-up call”, as clinicians reflected over the built
environment and its impact upon people and caring practice in a new way. Still we need to
remember that photos in lifeworld research always need to accompany by a description of the
meanings as described by the participants. For example one participant had taken a photo in
order to discuss lack of space in the bed areas as it was a major concern for her and an
obstacle in being there for her critically ill husband. However, the bed area, in this particular
photo, looked very spacious despite the fact that it was very narrow. This is one example why
voicing ones experiences become important. The images cannot per se be true illustrations or
evidence but need be coupled with people’s voices, i.e., interviews, in order to elicit their
intentions with choosing a certain motive. This is in line with the lifeworld’s ontological and
epistemological underpinnings and of importance in nursing research (Hansen-Ketchum &
Myrick, 2008).

Diaries over patients stay in ICU are becoming common practice (Combe, 2005; Egerod,
Storli, & Akerman, 2011; Phillips, 2011). In Sweden ICUs — after approval from the loved
one — patients’ stay is documented in this way. The diaries are given to patients at a follow up
visit to ICU as a general practice. More recently photos are included in diaries (Backman et
al., 2010). In one of the ICUs where we collected data the staff became more critical and
reflective in the way those photos were taken. The project inspired them to change the way
staff took the photos. Instead they started to take photos from patients’ eye angle and photos
could then be used in a more effective way in a dialog with the patients. However, photos
taken for diaries and photographing as data collection in research have two different aims.
Diaries help the patients gain a sense that the patients to gain a sense of coherence concerning
their stay in ICU (Aitken, 2010; Akerman, Ersson, Fridlund, & Samuelson, 2013) whereas,
photovoice methodology contributes to deepen the content in the interviews.

Methodological Challenges

Still, there are some challenges and limitations with this technique, both due to the practical
issues and to ethical considerations. While being a powerful tool, photovoice is a very time
consuming technique. Even though interesting and knew knowledge can be created the
amount of time spent in the ICUs to fulfil the process is a limitation that has to be taken into
account.
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Harper (2005) observes that ethics of photographic research has not received as much
attention as it should in literature. It could be difficult to gain ethical approval and meeting the
expectation of the institutional review boards concerning informed consent and the matter of
anonymity. Pink (2006) stresses that visual research is involved with many ethical issues as
using images in research involve a greater risk of revealing the identity of the informants.
Chalfan and Rich (2006) emphasis the use of images may imply an unavoidable loss of
personal privacy which is true and need to be the object of reflection in research. International
Visual Sociology Association (IVSA) has outlined codes and principals for visual research
(Papademas, 2009). This guideline provides an extensive framework and points out the risk
for “potential privacy invasions” (p. 254). Because of the nature of ICUs and the exposure
adhered to patients’ sedation and shared rooms we paid careful attention to this issue. Wang
and Redwood- Jones (2001) discuss the ethics of photovoice pointing out ethical key issues. It
is obvious that ethical concerns needed to be addressed during the whole process, e.g., from
the stage of preparation to presentation and dissemination of the results. There are some
potential conflicts here e.g., between the legal aspects and moral issues in the photo situations,
the risk of violating privacy of people, and the potential risk of presenting images in a false
light and protection against misuse of images.

The process of photovoice requires supervision, cameras cannot just be handed over but a
facilitator/s should be responsible for the way the camera is handled and images taken. Wang
and Redwood-Jones (2001) advise thoughtfulness in taking the images and obtaining
informed consent. This recommendation is highly relevant for ICU context due to the
unpredictable and sensitive nature of intensive care. The above mentioned aspects should be
considered in addition to traditional research ethics (Wang & Redwood-Jones, 2001). ICUs as
hospital settings could be considered public places. However there is a very limited access to
these places, people seldom know how an ICU patient room or bed spaces look like and less
what happens there. Photographing for personal purpose is prohibited in Swedish ICU. Beside
ethical approval from the committee of ethics research in ICU requires sensitivity and
understanding of the context. The ethical considerations need to be integrated during the
whole process of research. CIOM (2002) defines "vulnerable” as being unable to give one’s
consent to participate in research. Patients in ICUs count to this category because they have
limited ability to communicate and this fact amongst others make this field ethically delicate.
Therefore vicarious informed consent is an important issue to consider even people are unable
to give their consent immediately.

Collier and Collier (1986), describe cameras as an instrumental extension of senses and a
useful tool in empirical construction of knowledge. We recommend using digital cameras in
collecting data in these settings science it is a better choice then single use cameras which is
commonly used in previous photovoice research. The digital images provide a possibility to
eliminate photos that are unethical. Supervising the process of data collection is a key aspect
here. When photovoice is employed in ICU, it means turning this place into ‘public’. Images
from a closed world in one hand could mean a risk of exposing vulnerable people if photos
were used in a thoughtless way. On the other hand using photos could facilitate ones’
understanding of this very complex environment and the impact of it on people, its
significance for nursing practice. We offered a printed copy of the images to our participants;
we consider the risk of exposure or spreading the images as little. The fact that images were
not taken without permission and the researcher’s presence decreases such risks. Despite the
advantages of using photovoice to gather data and empower the interviews, the researcher
must be cautious and thoughtful of the specific needs of the participants.
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Closing Arguments

Photographs have a long tradition of alliance with social and medical sciences (medical diagnostic).
However photographs can be used to contribute to the scientific discourse of nursing and caring. Both
in order to develop methodological knowledge and in order to enrich our understanding of the
meanings of place in complex care settings. Photovoice has a political agenda which is to give voice to
people. Using photovoice in critical care settings such as ICUs not only means enriching data but also
empowering vulnerable and voiceless people. Photos awaken feelings, make one reflect and frame the
reality of ICUs. While there are ethical and practical issues to concern, employing photovoice in
examining the issue of place and space in hospital settings is therefore suggested. We regard the
beneficence of photovoice and the knowledge generated by using it higher than its limitation.
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