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Abstrakt

Nir kroppen inte ricker till
Assisterad kroppslig omvardnad i livets slut pa vard- och omsorgsboende

Bodil Holmberg

Det 6vergripande syftet med denna avhandling var att belysa vard i livets slut pa
vard- och omsorgsboende, med inriktning mot den kroppsliga omvardnaden,
utifran dldre personers, underskéterskors och anhérigas perspektiv.
Avhandlingen bygger pa fyra delstudier. Tre analysmetoder anvindes;
innehallsanalys (I & III), fenomenologisk hermeneutik (II) och fenomenografi
(IV). Datainsamlingen omfattade individuella intervjuer (I, II & IV) och
observation (I1I). Fynden visar att; (I) underskéterskor kidnner de dldre
personerna och virnar deras sjialvbestimmande, vilbefinnande och virdighet. 1
sitt arbete fokuserar de frimst pa kroppslig omvardnad. Aldre personer (II)
upplever kroppslig omvirdnad som en assistans, vixelvis i form av ett fingelse
cller som en njutning. De virnar sitt sjalvbestimmande, men anpassar sig efter
de omstindigheter som bestdms av andra. Det dr frimst underskéterskor som
utfor assisterad kroppsliga omvardnad (III), medan éldre tar del 1 det de kan,
trots nedsatt kroppslig fé6rmaga. Anhoriga riknar med att dldre personer utévar
fullt sjdlvbestimmande gillande assisterad kroppslig omvardnad (IV). Sjilva
bidrar de med en assisterad kroppslig omvirdnad som inte innefattar
intimhygien, medan de f6rblir observanta pa underskéterskors arbete.
Avhandlingen belyser att assisterad kroppslig omvardnad kan 6verbrygga dldres
kroppsliga begriansningar och leda till vilbefinnande nir sjdlvbestimmandet
frimjas. Sidan assisterad kroppslig omvardnad kan utgéra en visentlig del av en

palliativ omvardnad fér dldre personer pa vard- och omsorgsboende i livets slut.

Nyckelord

Anhériga, Autonomi, Aldre personer, Kroppslig omvirdnad, Palliativ vird,
Underskéterskor, Vird- och omsorgsboende, Vilfird, Virdighet
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Inledning

Vad ser Ni systrar, vad ser Ni sdg? Tdnker ni inom er, nar INi tittar pa mig:

"En knarrig gammal gumma, inte sarskilt kvick, osiker om vanor, med franvarande blick,
som spiller ut maten och inte ger svar”, nir N7 muttrar om "henne som aldrig blir klar'.
Som inte ser ut att marka vad INi gor och standigt tappar kédppen och inte ser sig for. Som
viljeldst later er gora hur N7 vill med tvdittning och matning och allt som hor till.

Abr det sa Ni tinker, nir Ni ser mig, sig? Oppna igonen systrar, titta nirmare pa mig! Jag
ska tala om vem jag dr som sitter har sa still, som gor som INi ber miig

och dter nar N7 vill. Jag dr ett tiodrs barn med en far och mor, som dlskar mig och min syster
och min bror. En sextondrs flicka, smdcker och grann, med drommar att snart fa triffa en

man. En brud, ndstan tjiugo- mitt hjdrta slar volt vid minnet av loften jag givit och hall't. V'id
tjugoferm -nu har jag egna sma, som behover mig i hemmets lugna trygea vrd. En kvinna pd

trettio, mina barn vaxer fort och bjalper varandra i smatt som i stort. V'id fyrtio dr de viuxna
och alla flyger ut, men maken dr kvar och gladjen dr ¢ siut. 17id femtio kommer barnbarn

och fyller upp var dag, dter har vi smaittingar, min dlskade och jag.

Morka dagar faller dver mig, min make dar dod. Jag gir mot en framtid i ensambet och nid.
De mina har nog med att ordna med sitt, men minnet av dren och Rdrleken dr mitt.

Naturen dr grym. Nar man dr gammal och krokig
Jar den en att verka en aning tokig. Nu ar jag bara en gammal kvinna,

som selt krafterna tyna och charmen forsvinna. Men inuti denna kropp bor dnnu en ung
flicka. Dd och da uppfylls mitt medfarna hjdrta, jag minns min glidje, jag minns min smarta.

Och jag dlskar och lever om livet pa nytt, jag tanker pd dren, de alltfor fa som flytt, och
accepterar kalla fakta, att inget kan bestd. Om ni dppnar era ogon, systrar, sd ser ni ¢ bara

en knarrig gammal gumma.
Komz narmare - se mig! !

! Dessa rader lir vara skrivna av en ildre kvinna, som levde den sista tiden av sitt liv p4 en skotsk
geriatrikavdelning i slutet av 1960-talet. Medan hon dnnu levde var hon till synes ointresserad av
omgivningen och tillbringade sina dagar med att stillsamt sitta och blicka ut genom ett fénster. Nér
hon var déd, fann man dikten bland hennes papper. Himtad fran:

https:/ /alzheimerforeningen.blogspot.com/2010/02/se-manniskan.html
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Med hjilp av denna dikt vill jag ringa in mitt intresse f6r dldre personer med
stora behov av kroppslig omvirdnad, de som lever sina sista dagar pd ett vird-

och omsorgsboende och i egentlig mening virdas av frimlingar.

I mitt eget arbete som virdbitride och senare som sjukskéterska har jag ofta
triffat dldre personer som uttryckt att deras beroende gatt for lingt och att de
onskar d6 ndr de inte lingre kan bestka toaletten sjilvstindigt. Jag har alltid
kint med dem, men har inte kunnat £6rsta att detta varit sd betydelsefullt att det

overtriffat den si grundldggande minskliga viljan att leva?

Kanske star svaret att finna i dikten ovan. Det dr en hel mianniska vi méter nir
vi assisterar ndgon med kroppslig omvardnad. Det méste vara smartsamt att
uppleva sig vara en otymplig arbetsuppgift ndr man rymmer sia mycket av tankar,
minnen och kidnslor. Nar man dr si mycket mer. Det dr darfér min férhoppning
att slutsatsen av detta avhandlingsarbete ska leda till en f6rdjupad forstaelse f6r
den assisterade kroppsliga omvardnadens stora betydelse f6r dldre personer pa

vard- och omsorgsboende under de allra sista dagarna av deras liv.
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1. Bakgrund

Denna avhandling h6r hemma under forskarutbildningsomridet "Minniskan i
valfirdssamhillet’. Dess utgdngspunkt dr den dldre minniskan pd vard- och
omsorgsboende (VOB) och den ir inriktad mot att férdjupa kunskap inom
forskarutbildningsimnet palliativ vird. Avhandlingen har som syfte att belysa
vird i livets slut pd VOB, med inriktning mot den kroppsliga omvardnaden,
utifrdn idldre personers, underskéterskors och anhérigas perspektiv. Kroppslig
omvardnad betraktas i denna av handling som en del av palliativ vard, vilken
utgir fran ett vardvetenskapligt perspektiv. Virdvetenskapen kan sidgas vila pa
tyra konsensusbegtepp; mdanniska, omwdrld, hilsa och omwdardnad (Bergbom, 2012;
Fawecett, 1995). Dessa begrepp utgdr basen for utvecklandet av savil
omvirdnadens ontologi som dess epistemologi, det vill sdga; liran om hur
virlden dr beskaffad, respektive hur man skaffar sig kunskap om den. Bergbom
(2012) menar att epistemologin saknar betydelse om den inte baseras pi
ontologiska antaganden, vilket medf6r att epistemologi och ontologi ar
beroende av varandra. Exempelvis beh&ver de epistemologiska antaganden som
g6rs om minniskan vara grundade i de teorier som bygger upp
vardvetenskapen, medan ontologin kan bli svarbegriplig och otillginglig utan
epistemologiska beskrivningar som anger hur man nédr denna kunskap. For att
med hjilp av denna avhandling na fram till epistemologiska antaganden om
kroppslig omvirdnad pa VOB och dess kopplingar till hilsa, férankras darfor
arbetet ontologiskt i ett vardvetenskapligt livsvirldsperspektiv. Ett
livsvirldsperspektiv innebdr att varje person lever i sin egen, personligt
utformade livsvirld som ér firgad av kultur, historia, virderingar och egna
antaganden (Hussetl, 1913/2004). Livsvirlden tas for given och ir inte alltid
téremal f6r reflektion, men finns dir oavsett och stricker sig bade in i en
minniska och ut till hennes omwarlid. Minniskan och hennes omvirld dr siledes i
stindig interaktion med varandra, vilket medf6r en stindigt pagiende och
omsesidig paverkan (Merleau-Ponty, 1945/2013). P4 liknande sitt kan manniskan
beskrivas vara en levd kropp, dir kropp och sjil d4r sammanflitade. Dessa
sammanflitningar medfdr att vardvetenskapen har ett holistiskt, icke-dualistiskt
synsitt, dir manniskan betraktas som en helhet, dock en helhet som innebir att
summan dr mer 4n delarna (Willman, 2019). Delarna kan beskrivas som kropp,

sjil och ande (Eriksson, 2018). F6r detta avhandlingsarbete innebdr synsittet att
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kroppen kan antas ha andliga och sjilsliga dimensioner och vice versa. Helsa i
detta sammanhang innebir inte nédvindigtvis frinvaro av sjukdom, utan bygger
pa en subjektiv upplevelse av vilbefinnande, som kan erfaras pa olika plan och
virderas utifran egna, personliga kriterier (Dahlberg & Segesten, 2010). Hilsa
kan darfér finnas nir en person sjilv finner sig vara i stand till att genomfoéra det
som upplevs meningsfullt i livet, vare sig andra betecknar det som stort eller
smatt. Att ge omwdrdnad handlar dirmed om att férhilla sig 6ppen och féljsam
f6r den minniska som virdas, sd att dennes livsvirld kan framtrida och utgéra

referensram f6r varje virdande situation.

Foér att bygga upp en bred férstaelse for dldre manniskor siasom en del av sin
omvirld och en del av det svenska vilfirdssamhallet, kommer flera teoretiska
perspektiv att anvindas i bakgrunden, exempelvis historiska, sociologiska, etiska,
psykologiska och virdvetenskapliga. Foljaktligen dr bakgrunden brett uppbyged
genom att forst beskriva dldre mianniskor som en del av vilfardssamhillet,
direfter ndrmare beskriva hur ildres aldrande och déd ofta ter sig, den aktuella
kontexten som befolkas av ildre, underskéterskor och anhdriga, £6r att slutligen
smalna av i det teoretiska och virdvetenskapliga perspektiv som utgor

avhandlingens referensram.

1.1. At vara déldre i valfardssambhadillet

Beskrivningarna under denna rubrik kommer utgd fran en allmin beskrivning av
det svenska valfardssamhallet for att sedan beskriva detsamma i relation till

3ldrande och doende.

1.1.1. Det svenska valfardssamhaéllet

Sverige kan beskrivas som ett vilfirdssamhille. Vilfird kan sdgas handla om alla
medborgares jimlika tillgang till den vird och omsorg som krivs for att
tillfredsstilla behov som relateras till livskvalitet (Blennberger, 2010). For att den
enskilde skall uppleva sig ha livskvalitet krivs en frihet fran tvang och fértryck,
samt en majlighet att fa vara autonom. I Sverige har denna strivan efter
personlig sjilvstindighet lett till framvixt av ett vilfardssystem, dér staten tar ett
solidariskt ansvar for den enskildes vilfird, sa att ingen skall behéva vara
beroende av stéd fran familj eller vilgérenhet (Berggren & Trigardh, 2000).

Dirav har det svenska sambhillet alltsedan reformationen tagit ett gemensamt
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ansvar for dldre och sjuka genom att samla in och férdela skattemedel (Davey,
Malmberg, & Sundstrém, 2014).

Uppfattningen om en vilfird pa lika villkor har gjort avtryck i den etiska
plattform (SOU 1995:5) som ligger till grund f6r prioriteringar inom hilso- och
sjukvirden. Den bygger bland annat pa minniskovirdesprincipen och behovs-
och solidaritetsprincipen, didr minniskovirdesprincipen sdger att alla ménniskor
har lika virde och samma ritt, oberoende av personliga egenskaper och stillning
1 samhillet. Den kan ddrfér ses som en likaférdelningsprincip som bland annat
térhindrar att dldre undanhalls viktig vard till f6rman fér yngre. Behovs- och
solidaritetsprincipen siger att resurserna bor satsas pd den som har de storsta
behoven for att sa langt som mojligt efterstrava likhet i hilsa och tillgang till
hilsa och sjukvird f6r alla medborgare. Hir betonas sirskilt att grupper som kan
ha svirt att ge uttryck for, eller s6ka vird f6r sina behov- bland dem manga

dldre- sirskilt skall uppmirksammas och virderas pa samma sitt som starka

grupper.

Forbittrade levnadsférhillanden, utvecklad vird och medicinska behandlingar
bidrar till att antalet dldre personer stiger i virlden, en utveckling som férvintas
fortsitta under de nidrmsta decennierna (Foérenta Nationerna, 2013). Om trettio
ar antas mer dn en fjirdedel av Europas befolkning vara éver 65 ar, med den
storsta Okningen inom aldersgruppen som ir 85 ar och dldre (Hall, Petkova,
Tsouros, Constantini & Higginson, 2011). Under perioden 2013 - 2017
berdknades medellivslingden i Sverige till 84 ar £6r kvinnor och 80 ar f6r min
(Folkhilsomyndigheten, 2018). Ar 2060 beriknas den ha stigit till 89 ar for
kvinnor och knappt 87 ar f6r min (Statististiska Centralbyrin, u.4). Denna
utveckling kan antas utgbra ett hot mot vilfirden, dd den medf6r allt firre
arbetsféra som med sina skatter kan sérja £6r allt fler dldre, samtidigt som
atervixten av unga som kan Sverta det ansvaret stadigt minskar. Jimfért med
alderstérdelningen dr 1900, ndr befolkningen karaktiriserades av manga unga
och endast 8 procent av befolkningen var 65 ér eller dldre (se Figur 1), kunde
man 2019 konstatera en dldersférdelning dir 20 procent av befolkningen var 65

ar eller aldre (se Figur 1).
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Figur 1: Demografisk befolkningspyramid dr 1900 (Statistiska Centralbyran, u.4.) (Himtad frin:
://www.scb.se/hitta-statistik /sverige-i-siffror/manniskorna-i-sverige /sveriges-
befolkningspyramid/).

Figur 2: Demografisk befolkningspyramid ar 2019 (Statistiska Centralbyrin, u.4.) (Himtad fran:
https://www.scb.se/hitta-statistik /sverige-i-siffror/manniskorna-i-sverige /sveriges-

befolkningspyramid/).

22



Denna 6kning av antalet dldre innebér ocksi att den arbetsféra
vardpersonalstyrkan i stigande grad blir otillrdcklig i f6rhallande till den dldre
befolkningens virdbehov (Archibald & Barnard, 2018; Kumar, 2018), vilket
antyder att det hot mot aldres vilfiard som iakttas 1 dag, kan férvintas bli 4n

storre i framtiden.

1.1.2. Valfardssamhallets attityder till dldrande och déd

I det moderna vilfirdssambhillet finns en tendens att f6rminska och reducera
dldre till en heterogen grupp som begrinsas av sina aldrande kroppar och darfor
kan dsidosittas (Chang et al., 2020; Dannefer & Feldman, 2017; Twigg, 2000b).
Detta generaliserande av dldre kan beskrivas som alderism, vilket definieras som
”térdomar eller stereotypa forestillningar som utgar frin en minniskas alder
och kan leda till diskriminering” (Andersson, 2008, s. 12) Detta kan bero pa ett
socialt forsvar mot en oro och riadsla for att dldras, vilket kan leda till att dldres
behov negligeras eller generaliseras, att deras férmédgor férminskas och att
minniskor i allminhet tvekar infér att engagera sig i dldre personer och frigor
som r6r dem (Dannefer & Feldman, 2017; Jénsson, 2009). Aldre, som ir en del
av sambhillet, kan genom denna sambhilleliga attityd uppleva en press att
definiera sig sjilva som mindre kapabla, vilket kan fi dem att dra sig tillbaka och
undvika att ta plats i samhaillet dven om férmagor dnnu finns kvar (Nicholson &
Hockley, 2011) och vardpersonal kan omedvetet utsitta dldre f6r dlderism nér
de hjilper dem med sidant som de dnnu klarar (Kagan, 2018). Alderism kan
dven uppstd mellan olika grupper av dldre, didr de som dnnu 4r vitala girna
distanserar sig fran de skropliga, vilket kan frammana en idealbild av dldre som
friska och aktiva, inte sjuka och beroende (Andersson, 2009). Det kan tinkas
medfo6ra att dldre personer som till f6ljd av kroppsliga begrinsningar faktiskt har
ett omvardnadsbehov, stigmatiseras utifrin sina funktionsnedsittningar och

exkluderas fran den sambhilleliga gemenskapen.

I relation till denna avhandling riskerar dldre och deras behov att negligeras i det
moderna vilfirdssambhillet, vilket ocksa kan antas paverka férhallandet till
déden. Detta kan problematiseras med hdnvisning till rationalismens framvixt
och dess atskiljande av kropp och sjil (Walter, 2012). Déden kan sdgas ha
specialiserats, genom att gi fran att vara en allmint religiés angeligenhet till att

bli teknisk, medikaliserad, yrkesspecifik och byggd pa en kunskap som utgir frin
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rationalitet. Det har medfért ett starkt behov av att kontrollera lidande och déd
med hjilp av vetenskap, vilket gett oss férmdgan att forlinga livet och halla
déden pa storre avstand (Seale, 2000). Bauman (1992) gar ett steg lingre nir han
beskriver det moderna samhillet som sd pass foérnuftsstyrt, att den ogripbara
déden helst f6rtrangs. Dodligheten upplevs ndrmast som ett pinsamt
misslyckande f6r en minsklighet som annars tycks kunna styra allt, vilket ar
anledningen till att den girna foértrings ur det kollektiva medvetandet. I dess
stille finns en sjilvupptagen jakt pa ungdom, hilsa och ett langt liv. Detta kan
ha bidragit till att det i dag 4r mer eller mindre tabu att tala om déden (Bauman,
1992; Hallberg, 2006; Ternestedt, 2013), vilket kan antas f4 konsekvenser f6r de
dldre som mottar kroppslig omvardnad pa VOB i livets slut. I samklang med
detta finns ett sambhilleligt avstandstagande till kroppar med avtagande
funktioner, som nidrmar sig déden (Lawler, 2006; Twigg, 2000b). Inom de
visterlindska kulturerna ir detta nigot det sillan talas Sppet om, eftersom vi
hanterar samtalsimnen som kan relateras till kroppen och dess uttémningar som
nagot hégst privat. Amnet blir mer eller mindre tabu att beréra i sociala
sammanhang. Denna sambhilleliga ovilja att befatta sig med dldrande och déd

kan antas leda till att aldres behov niara déden nonchaleras.

Det tabu mot déden som rader i samhillet karaktiriserar dven kulturen pa VOB,
dir underskoterskor drar sig for att samtala med dldre om déden och ta reda pa
hur de vill leva under sin sista tid (Osterlind, Hansebo, Andersson, Ternestedst,
& Hellstrém, 2011). Samtidigt finns i det nutida sambhillet en strivan att gbra
déden till sin egen och designa den pa ett sdtt som motsvarar den egna
personligheten (Ternestedt, 2013; Walter, 1994). Diri ryms en 6nskan om att fa
uttrycka kinslor och méta déden pa ett personligt sitt. I enlighet med det
uttrycker manga minniskor en énskan om att f4 do i sitt eget hem, dér det
tydligt framgar vem man dr (Gomes & Higginson, 2008; Higginson et al., 2017;
Walter, 1994).

1.1.3. Aldre personers &ldrande och déd i
vélfardssamhallet

Fo6r att undvika en generaliserande hallning kring dldre och fortydliga deras
unika livsvirldsperspektiv, kommer de hirefter att omtalas som dldre personer.

Det faktum att allt fler blir dldre och behéller en god hilsa och hég fysisk och
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kognitiv férmaga lingt upp i dren har omtalats i termer av ett framgangsrikt
aldrande (Kesby, 2017; Rowe & Kahn, 1987). Personer som dldras
framgangsrikt beskrivs som friska och aktiva. Genom bibehallen hilsa och
spanst kan de lingt upp 1 aren fortsitta att bidra till samhillet, exempelvis som
frivilliga vardare av make/maka, eller genom att hjilpa andra via uppdrag fran
pensiondrsforeningar eller kyrkliga organisationer (Jegermalm & Grassman,
2009). Dessa dldre personer ir ocksd ofta sociala och utdtriktade genom att ingd

i sociala nitverk och frekvent umgds med vinner.

Laslett (1989) beskriver minniskans liv som indelat i fyra aldrar, varav den tredje
omfattar tiden strax efter pensioneringen, dd manga kan leva ett fritt och
autonomt liv, férutsatt bibehéllen hilsa. I den fjarde dldern gor sig ofta aldrandet
pamint och manga blir 1 stigande grad beroende av andras hjilp for att klara sitt
dagliga liv. Den fjirde dldern omfattar tiden frin ungefdr 85 irs alder och fram
till déden (Nicholson & Hockley, 2011). Den skiljer sig tydligt fran de positiva
beskrivningar som dr vanliga for att beskriva den tredje aldern (Baltes & Smith,
2003), och karaktiriseras av of6rutsidgbarhet och en kroppslig sirbarhet som r6r
nedsittningar gillande syn, horsel, kroppslig funktion och kognitiv férméga.
Dessutom tillkommer ofta sjukdomar och en minskad f6rmaga till anpassning,
vilket gbr att den fjarde dldern ofta karaktiriseras av en tilltagande f6rlust av
sjdlvbestimmande (Kafkova, 2016). Overgiangen mellan den tredje och fjirde
aldern kan visserligen intriffa hastigt genom att en dldre person drabbas av
skada eller sjukdom, men den sker ofta gradvis genom att dldre personer

upplever en tilltagande osidkerhet i samband med dagliga géromal.

Ett normalt aldrande innebdr att de inre organen férsvagas pa grund av
forslitning och naturliga dldersférindringar, vilket leder till f6rsvagat smaksinne,
nedsatt syn och horsel, skort skelett med bojd ryggrad, nedsatt motorik,
térkalkade kirl samt nedsatt kapacitet hos hjirta, hjirna och lungor (Mensen,
2013; Tabloski, 2010). Till £6ljd av detta beskrivs dldre personer ofta som skora,
vilket innebir att de kan ha en minskad kroppslig, mental och social kapacitet
61 att hantera stress och pafrestningar av olika slag (Waldon, 2018). Skérheten
kan yttra sig i form av oplanerad viktnedgang, allmin svaghet, lig uthillighet,
langsamhet bade fysiskt och mentalt samt sdnkt grad av verksamhet i det dagliga
livet (T'abloski, 2010). Denna skérhet medfér ofta handikapp och ett 6kat
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beroende av hjilp for att klara av dagliga aktiviteter, vilket kan resultera i ett
behov av att flytta till ett VOB (Waldon, 2018).

Utover den nyss beskriva skérheten, har dldre personer ofta ocksa
multisjuklighet, vilket innebir att de samtidigt har tva eller fler kroniska
sjukdomar (Fratiglioni, Marengoni, & Karp, 2010). Vanliga sjukdomar ér hjirt-
och lungsjukdomar, demenssjukdomar, cancer eller stroke (Hall et al., 2011;
Kellehear, 2014-2015; Walter, 2012). I Sverige dr ospecificerad demenssjukdom
den nist vanligast férekommande dédsorsaken frin attio drs dlder och uppat
(Socialstyrelsen, 2018a). Demenssjukdom kommer ofta smygande och ir inte
alltid diagnosticerad, men i en svensk studie genomférd pa VOB uppskattades
nidrmare 90% lida av nigon form av progressiv demenssjukdom (Sjogren,
Lindkvist, Sandman, Zingmark, & Edvardsson, 2017). Om man betraktar
multisjuklighet ur ett vird- och omsorgsperspektiv kan dven psykosociala och
miljémassiga aspekter beaktas (Fratiglioni et al., 2010). I sa fall omfattar
begreppet inte endast sjukdomsdiagnoser, utan dven problem med exempelvis
virk, sémnsvirigheter, nedsatt kognitiv f6rmaga och fysisk svikt. Det dr ocksa
kint att dldre personer i hég grad upplever smirta (Virldshilsoorganisationen,
2004), en smirta som ofta ir otillrdckligt lindrad (Lloyd et al., 2016; Smedbick et
al., 2017). Smirta férekommer ofta tillsammans med underniring, f6rvirring,
inkontinens, sémnstérningar (Virldshilsoorganisationen, 2004) och ildre
personer sjilva har beskrivit sina vanligaste problem i termer av aptitléshet,
trétthet och smirta (Wajnberg, Ornstein, Zhang, Smith, & Soriano, 2013).
Samtliga problem kan interagera med varandra genom att exempelvis trétthet
bidrar till nedsatt aptit med férstoppning som f6ljd (Hallberg, 2006). Detta kan
beskrivas som att dldre personer med multisjuklighet lider av en symtombérda,
vilket definierats som en subjektiv upplevelse av att leva med en frekvent och
allvarlig kroppslig belastning som péaverkar kroppen och kinslolivet negativt
(Gapstur, 2007). Med en omfattande symtombérda kan det vara svirt att veta
vad en dldre person med multisjuklighet egentligen dér av. Exempelvis visar
studier att minga 4dldre med demenssjukdom inte dér av den dédliga
demenssjukdomen, utan av infektioner eller ndgon form av hjirtsvikt (Dasch,
Bausewein, & Feddersen, 2018; Schiltz et al., 2019), vilket talar {61 att dldre
personer inte alltid dér a» sina sjukdomar, utan snarare med dem. I enlighet med

detta visar data frin palliativregistret att de vanligaste symtomen under den sista
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levnadsveckan oavsett diagnos ar smarta, rosslighet och oro (Smedbick et al.,
2017).

Aldre personers vig mot déden kan ofta beskrivas enligt nigot eller nigra av
féljande moénster, bendmnda utifran den grundliggande sjukdomen (Lynn &
Adamson, 2003): 1) Cancermdnstret, dir en ling period av relativt hég
funktionsniva abrupt avslutas genom en plétslig férsimring som inom nagra
dagar eller veckor leder till déden 2) Lung- och hjirtsviktsménstret, dir en
langsamt avtagande funktion da och dé kraftigt férsimras av skov. En dldre
person kan &verleva och férbittras nagot efter ett skov, men déden kommer
ofta plétsligt, i samband med ett nytt skov. 3) Skérhetsmonstret, typiskt f6r
aldre personer med demenssjukdom och/ eller skora dldre personet vars
kroppsliga funktioner genomgar en gradvis och lingsam férsimring utstrickt
over en lang period. Vart och ett av dessa monster leder till en dldre persons
déd, men en dldre person med multisjuklighet kan f&lja alla ovan beskrivna
monster samtidigt (Albers et al., 2015). Det g6r att en dldre persons sista tid i
livet kan vara mycket svar, for att inte sdga omdijlig att férutspd, eftersom de
allvarliga grundliggande sjukdomarna lika vil kan innebdra en snar déd, som en
overlevnad som 16per 6ver flera ar (Albers et al., 2015; Lloyd et al., 2016; Lynn,
2005).

Aldrandet innebir saledes manga utmaningar, inte minst pd grund av att
tilltagande kroppsliga férluster kan leda till en begrinsad autonomi och ett Skat
beroende av andra. Tillgangen till virlden begrinsas. De kroppsliga f6rlusterna
upplevs pa olika sdtt, men utg6r inte sillan ett hot mot dldre personers sjilvbild
och identitet. Enligt makarna Eriksons utvecklingsteori beskrivs
identitetsutvecklingen via ett antal dldersspecifika kriser (Erikson, 2011). Den
kris som karaktiriserar dldrandet innebir att en dldre person behdver finna
balans mellan upplevelse av integritet och fortvivlan. En positiv krislésning kan
da mynna i en psykosocial styrka kallad visdom, vilken kan vara till hjilp £6r att
férsonas med det levda livet och forlika sig med déden. Foér att orka genomga
en kris kridvs dock en viss grad av kroppslig styrka, vilket kan komplicera
krislésningen f6r dldre personer. Om krislésningen blir negativ kan en kénsla av
avsmak utvecklas. Begrinsningarna i kroppen kan da bidra till att det blir svédrare

61 dldre personer att s6ka gemenskap med andra, vilket kan leda till isolering.
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Detta, i kombination med att en dldre persons vinner och bekanta dér, kan leda
till att det sociala nitverket krymper (Eckerblad, Theander, Ekdahl, Jaarsma, &
Hellstrém, 2015; Hallberg, 2006) och medfdra att dldre personer dor en social
déd lingt innan de dor rent biologiskt (Lawler, 2006; Seale, 2000; Small & Gott,
2012).

Sammanfattningsvis tycks denna sena tid i livet inrymma utmaningar, bade pa
ett kroppsligt, psykologiskt och socialt plan. Detta kan ske samtidigt som en
dldre person inser att de férdndringar som sker signalerar att déden nirmar sig
(Erikson, 2011; Hallberg, 2006; Small & Gott, 2012). Dessa insikter kan
medf6ra utmaningar dven pi ett existentiellt plan (Hallberg, 2000).

1.1.4. Va&rd av de &ldsta och skéraste p& vard- och
omsorgsboende

1.1.4.1. Den historiska utvecklingen fram till i dag

Ansvaret fOr att ta hand om gamla och langvarigt sjuka axlades tidigare av kyrka
och familj (Davey et al., 2014). Detta ansvar har med tiden flyttats 6ver till
kommunerna. Det sitt pa vilket hjidlpen férdelats har dock varierat. Pa fyrtiotalet
var det vanligt att bista dldre, dnnu ritt vilfungerande personer, genom att
placera dem pi institution, medan man under sjuttio- och éttiotalet 6kade
férutsittningarna att bo kvar i det egna hemmet genom att erbjuda hemtjinst,
hemdistribuerad mat och larmsystem. Fran 60-talet delades ansvaret f6r dldre
personer mellan kommuner och regioner, vilket medférde vissa
samordningsproblem (Socialstyrelsen, 2006). I och med genomférandet av
ADEL-reformen 4r 1992 fick kommunerna dirfor ta ett samlat ansvar for vard
och omsorg av dldre personer. De dlades genom lagstiftning att tillhandahilla
limpliga boendeformer, varvid sdrskilda boenden inrittades for dldre personer
som inte kunde bo kvar i sitt eget hem pé grund av 6kade behov av tillsyn och
trygghet. Ett mal med reformen var att boendet inte skulle ses som en
vardinrittning, utan fokusera pa det sociala i en hemliknande milj6. Boendet
kom att omfatta bide omsorg och hilso- och sjukvird upp till
sjukskoterskenivi, med likare tillganglig 61 regelbundna ronder, i 6vrigt méijlig
att nd via telefon (Socialstyrelsen, 2012). For att fértydliga behovet av bade vird

och omsorg har dldreboendedelegationen féreslagit att boendeformen skall
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benimnas vird- och omsorgsboende i stillet £6r sdrskilt boende (SOU
2008:113). Av den anledningen anvinds bendmningen vdrd- och omsorgsboende
(VOB) i denna avhandling.

P4 VOB bor i dag huvudsakligen personer som ar 80 ar och édldre
(Socialstyrelsen, 2019). Dessa utgdr ungefir 13% av Sveriges totala population
inom aldersgruppen (Socialstyrelsen, 2016b). Under tvitusentalet kan
konstateras, att antalet platser pa vird- och omsorgsboende minskat, samtidigt
som andelen dldre personer med hemtjinst har kat (SOU 2017:21). Det har
medfort att de flesta av Sveriges kommuner redovisar ett underskott av platser
pa vard- och omsorgsboende, vilket innebir risk f6r att dldre personer som
beviljats plats pd VOB tvingas vinta innan beslutet kan verkstillas. Detta ér i
strid med en lagligt reglerad kommunal skyldighet att omedelbart verkstilla
gynnande bistindsbeslut (Socialstyrelsen, 2018a). Den faktiska vintetiden for att
fa tilltrida en plats pd VOB ir i genomsnitt 56 dagar, vilket innebir att det
endast 4r de mest hjdlpbehévande och skdra som prioriteras (Socialstyrelsen,
2018a; Swedish Institute, u.4.). En annan faktor som kan paverka tidpunkten fo6r
flytt till VOB ir svensk dldreomsorgs kvarboendeprincip, som innebir att dldre
personer uppmuntras att med hemtjanstens hjilp bo kvar i sitt eget hem sa lingt
det dr mojligt (Swedish Institute, u.d.). Statistik visar att doden 4r att vinta
relativt snart, sedan ildre personer flyttat in pa VOB. Ar 2012 avled 19 812
personer som var 90 ar eller dldre (Hakanson, Ohlen, Morin, & Cohen, 2015).
Av dessa befann sig drygt 60% pi ett VOB, vilket gér det till en vanlig plats f6r
vird i livets slut. Ndrmare en tredjedel av de édldre personer som flyttar till ett
VOB dér i nira anslutning till sjdlva flytten (Schén, Lagergren, & Kareholt,
2016) och berikningar pa data frin palliativregistret visar att drygt hilften av alla
dldre personer dor inom det nidrmsta aret efter inflyttning p4 VOB (Smedbick et
al., 2017).

1.1.4.2. Lagar som reglerar verksamheten

Svensk dldreomsorg regleras av Socialtjanstlagen (SFS 2001:453), vilken framst
fokuserar pi att stodja dldre personers egen f6rmaga att pd ett jamlikt och aktivt
sitt ta del av samhillet. Den vard som bedrivs pi VOB leds av sjukskéterska
som delegerar uppgifter till underskéterskor (Socialstyrelsen, 20006).

Sjukskéterskan lyder i sin tjdnsteutévning under Hilso- och sjukvirdslagen (SFS
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2017:30) vilken frimst fokuserar pd att tillgodose en god hilsa och vird. Detta
innebir att underskoterskor pa VOB lyder under bade Socialtjanstlagen och
Hilso- och sjukvardslagen. Bada lagarna utgar fran en helhetssyn pa minniskan
och betonar vikten av respekt for sjalvbestimmande, integritet och kontinuitet
(SFS 2001:453; SES 2017:30). Dessa likheter kan innebidra svirigheter gillande
grinsdragning mellan de bada lagarna, medan skillnaderna i fokus kan leda till
motsittningar betriffande om VOB primirt dr en social boendeform eller en
vardinrittning (Socialstyrelsen, 2006). I samband med sjukhusvistelse beskriver
ildre personer, nirstiende, vardpersonal och beslutsfattare en polarisering
mellan de bada lagarna som orsak till oklar ansvarsférdelning mellan
organisationer, samt till en bristande helhetssyn i bemétandet av dldre personer
med multisjuklighet (Summer Meranius & Josefsson, 2017). I relation till VOB
kan nimnd polarisering tinkas innebira ett fokus pa det sociala som placerar
vardandet i bakgrunden, trots att detta dr en plats dir médnga dldre personer dor.
Detta kan bero pa att enhetschef och sjukskéterska bada har ledarroller men
olika fokus, dir enhetschefen ansvarar f6r det sociala medan sjukskoterskan
ansvarar for varden (Beck, Térnquist, & Edberg, 2014). Alternativt kan en
polarisering mellan lagarna medfora ett si stort fokus pa virdandet att ADEL-

reformens avsikt att virna ritten till ett socialt liv ges minskat utrymme.

1.1.4.3. Bemanning

I svenska kommuner rider en brist pa underskéterskor, vilket kan relateras till
ett stigande vird- och omsorgsbehov? till £6ljd av en 6kande andel dldre med
hjidlpbehov, i kombination med att minga underskéterskor gir i pension
(Socialstyrelsen, 2015). Behovet av att anstilla underskéterskor berdknas oka,
med ett beriknat behov av ytterligare minst 130 000 anstillda underskéterskor
ar 2035. Den bemanning vi har i dag ar bitvis lag: pa svenska VOB ansvarade ar
2018 i genomsnitt tre underskoterskor for tio dldre personer under vardagar
(Socialstyrelsen, 2018b), vilket under helger sjonk till i genomsnitt 2,5
underskéterskor per tio dldre personer. Sjukskoéterskebemanningen pa vardagar
innebar att en sjukskéterska ansvarade f6r i genomsnitt drygt 25 édldre personer,

ett antal som under helgdagar 6kade till ett genomsnitt pa drygt 150 édldre

2 Socialstyrelsen bendmner underskéterskors arbete pa vard- och omsorgsboende som *vard och
omsorg’. I denna avhandling anvinds begreppet ’omvirdnad’ med likartad betydelse.
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personer. Detta innebir en lag personaltithet, framfor allt pa helger. Méjligen
paverkar detta omvirdnaden. Internationella jamforelser av dldre personers
uppfattningar tyder pa att Sverige, i jimférelse med tio andra vilfirdsstater, har
bland de lagsta resultaten nir det kommer till att respektera dldre personers
individuella behov, kidnna till deras preferenser och virderingar infor livets slut,
samt att underlitta for dldre personers egen medverkan 1 omvirdnaden (The
Commonwealth Fund, 2014). Vidare visar forskning att underskéterskor pa
svenska VOB i 6kande grad &verviger att limna sitt yrke, bland annat pa grund
av en pitagligt 6kande arbetstyngd och daglig brist pa personal (Szebehely,
Stranz, & Strandell, 2017).

1.2. Palliativ vé&rd och véard i livets slut

1.2.1. Definitioner

Virldshilsoorganisationen (2002) har definierat palliativ vard som ett sirskilt
férhallningssitt, applicerbart nir bot inte lingre dr méjlig och virden i stillet
inriktas pa lindrandet av besvirliga symtom. Den palliativa varden priglas av en
holistisk médnniskosyn och har som mail att ge den déende och dennes
nirstiende bista mojliga livskvalitet utan att £6rdréja eller paskynda déden.
Déendet forstis som en normal process och det holistiska perspektivet tar sig
uttryck i ett tvirprofessionellt samarbete dir den déende och de nirstaende
stottas utifran fysiska, psykiska, sociala och existentiella aspekter. Fokus ligger pa
tidig upptickt samt symtomlindring av smérta och andra pligsamma symtom.
Den déende personen erbjuds stéd f6r att kunna leva sd aktivt som méjligt fram
till sin d6d, medan nirstidende erbjuds stéd savil f6re, under som efter
dodsfallet. Palliativ vird kan appliceras tidigt, medan kurativ vard dnnu pagar.
Denna definition har kritiserats for att vara ensidigt inriktad mot yngre
minniskor som dor av cancer, medan dven minniskor som dot av
demenssjukdomar, hjirt- och kirlsjukdomar, lung-, lever- och njursvikt kan
sdgas vara i behov av palliativ vard (Connor & Sepulveda Bermedo, 2014). I
atskilliga linder sker ocksa en hég andel av dédsfallen bland personer som dr 65
ar och dldre och bor pia VOB (Broad et al., 2013), en andel som 6kar ytterligare
med stigande aldrar. Virldshilsoorganisationens (2002) definition av palliativ
vard dr dock formulerad utan specifika skrivningar om diagnos eller dédsplats,

vilket g6r den applicerbar dven f6r andra kontext.
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Efter Virldshilsoorganisationens definition av palliativ vard (2002) har flera
ytterligare definitioner framfoérts, vilka pad olika sitt modifierat eller f6rtydligat
innehallet. Samtliga beskriver palliativ vard som en teambaserad vird med
holistiskt perspektiv, dgnad att stidrka livskvaliteten och lindra symtom av fysisk,
psykisk, social och existentiell karaktir. Samtliga definitioner omfattar dven stéd
och hjilp till nirstaende. Nedan redovisas variationer som karaktiriserar de olika

definitionerna p4 lite olika sitt.

European Association for Pallative Care (EAPC) (Radbruch & Payne, 2009)
betonar vikten av att ha att patientens virdighet och sjilvbestimmande i fokus
och lata patientens vilja och behov styra vardplaneringen. Vidare presenteras en
bredare definition av palliativ vird 4n Virldshidlsoorganisationens (2002), dd den
uttryckligen strivar efter att tillgodose patientens behov, var denne dn virdas, 1

hemmet eller pa sjukhus.

I det nationella svenska kunskapsstodet f6r palliativ vard definieras palliativ vard
som ett f6rhillningssitt, syftande till att lindra lidande och frimja livskvaliteten
t6r patienter som lever med en progressiv obotlig sjukdom eller skada
(Socialstyrelsen, 2013). Hir omfattar definitionen av palliativ vird uttryckligen
dven personer pi VOB. I definitionen betonas att palliativ vard bor ges till alla
déende, och efterstriva stérsta mojliga vilbefinnande till livets slut, oavsett dlder
och diagnos. Detta forefaller logiskt, eftersom palliativa virdbehov stiger med
okande alder, och innebir att en stor andel déende personer med palliativa
vardbehov dér pa VOB (Morin et al., 2017). Behovet av palliativ vard dven for
andra diagnoser dn cancer motiveras av att ddendeprocessen ter sig lika vare sig
en person dor av cancer eller andra livshotande sjukdomar (Socialstyrelsen,
2013). Liknande symtom av fysisk, psykisk och existentiell karaktir dr vanliga
nira déden. Smirta dr exempelvis ett symtom som dr mycket vanligt
térekommande hos dldre personer med multisjuklighet (Pivodic et al., 2018;
Smedbick et al., 2017; Virldshilsoorganisationen, 2014). A andra sidan
definieras just smirta som en avgorande indikator for att skilja dem som
behéver palliativ vard fran dem som inte anses vara i behov av denna typ av
vird (Connor & Sepulveda Bermedo, 2014). Detta kan vara ett problem om
man inte samtidigt beaktar att smirta inom palliativ vird betraktas som
tlerdimensionell (Lutz, 2011). Smirta beskrivs ha fysiska, psykiska, sociala och

existentiella dimensioner som kan samverka pi ett sitt som gor att
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smirtupplevelsen blir "total’. Utifrdn den palliativa viardens holistiska perspektiv
bor det ddrtér vara patientens upplevelse av smirtans karaktdr och
svirighetsgrad som avgdr behovet av palliativ vird - inte vardpersonalens

bedémning.

Svensk palliativ vard baseras enligt Socialstyrelsen (2013) pa fyra hérnstenar som
formulerats utifran Virldshilsoorganisationens definition; 1) Symtomlindring dir
det betonas att symtomlindringen innefattar savil fysiska som psykiska, sociala
och existentiella behov. 2) Samarbete av ett mingprofessionellt arbetslag. 3)
Kommunikation och relation i syfte att frimja patientens livskvalitet. Det innefattar
kommunikation inom arbetslaget, gent emot patienten och nirstiende. 4) S#d
till de nérstaende under sjukdomen och efter dédsfallet, vilket innebir att dessa
skall erbjudas att delta 1 virden samtidigt som de sjilva atnjuter stéd. Det gar att
ifragasitta om svensk palliativ vird alltid bygger pa dessa fyra hornstenar. Det
vill sdga; bygger dven virden pa kommunala VOB pa dessa hérnstenar, eller
giller detta frimst sjukhusansluten palliativ hemsjukvard, palliativa
virdavdelningar och hospice? Forskning visar att utveckling och férekomst av
palliativ vird pa svenska VOB, liksom i 6vriga Europa, dr lag (Froggatt et al.,
2017). Dartill beskrivs kvaliteten pa den palliativa vird som endast slumpmassigt
térekommer pa svenska VOB vara otillricklig betriffande utrustning, stéd och
tillgang till adekvat kunskap (Smedbick et al., 2017; Térnquist, Andersson, &
Edberg, 2013). Det kan dirfér inte tas f6r givet att det stindigt finns ett
mangprofessionellt arbetslag bestiende av exempelvis sjukskoterska, likare,
underskéterskor, fysioterapeut och arbetsterapeut tillginglig pd varje VOB, f6r
att tillgodose dldre personers palliativa virdbehov pa ett adekvat sitt.

I realiteten 4r det endast yrkesgruppen underskoterska som stindigt finns att
tilled pia VOB. Enligt Socialstyrelsens nationella kunskapsstéd (2013) bestér det
mangprofessionella arbetslaget pd VOB av sjukskéterska 1 samarbete med
underskéterskor, som vid behov kontaktar andra kompetenser, till skillnad frin
den avancerade palliativa vardens mangprofessionella arbetslag som arbetar
parallellt och dr lattillgingliga f6r varandra. Det dr dock vanligt att
sjukskoterskor pa VOB har omvardnadsansvar for ett stort antal dldre personer,
vilket kan g6ra det svart f6r dem att vara personligen ndrvarande hos ildre
personer som skall d6 (Josefsson, 2009). Sjukskéterskor pa VOB fungerar

dirfér snarare som konsulter, vilka underskodterskor far kontakta pa distans. Det
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kan ddrmed antas finnas en ldgre beredskap f6r att lindra akuta palliativa
vardbehov hos dldre personer pad VOB, i jimfoérelse med patienter som ar

anslutna till exempelvis palliativ sjukhusansluten hemsjukvard.

Annu ett forslag till definition av palliativ vard har nyligen presenterats av
IAHPC (The International Association for Hospice and Palliative Care, u.4.).
Enligt denna definition ar palliativ vird en aktiv, holistisk vird av patienter som
oavsett dlder har ett allvarligt lidande till £6ljd av allvarlig sjukdom. Palliativ vard
bor omfatta i synnerhet dem som dr nira livets slut. Striavan efter 6kat
vilbefinnande omfattar patienten, men dven nirstdende och vérdare. I f6rslaget
betonas sirskilt, att palliativ vard kan appliceras inom alla vardformer och pa alla
vardnivaer. Det finns alltsd numera definitioner pa palliativ vird som
uttryckligen omfattar dldre personer pd VOB. Detta férefaller logiskt, da det ar
de langvariga kroniska sjukdomarna- de som ofta drabbar ildre personer med
multisjuklighet- som utgdr den frimsta dédsorsaken i virlden
(Virldshilsoorganisationen, 2014; Yach, Hawkes, Gould, & Hofman, 2004).

1.2.2. Vardnivéer
Socialstyrelsens termbank (Socialstyrelsen, u.d) och EAPC (Radbruch & Payne,

2009) har definierat virdnivier £6r palliativ vird; Specialiserad palliativ vird, som
utférs av multiprofessionella team med sirskild kompetens och kunskap om
palliativ vdrd (Socialstyrelsen, u.d.). Dessa team sysslar i huvudsak med att ge
palliativ vard. Teamen besitter férutom sérskilda kunskaper i palliativ vird, dven
den utrustning som krivs for att beméta och behandla komplexa symtom
(Radbruch & Payne, 2009). Enligt det svenska nationella vardprogrammet for
palliativ vard (Regionalt Cancercentrum, u.4.), b6r multiprofessionella enheter
som utgir fran specialiserad verksamhet kunna tillhandahilla radgivning,
handledning och utbildning till andra verksamheter, exempelvis VOB. Dock ir
den geografiska tillgdngen till specialiserade team ojimnt férdelad 6ver landet,
vilket innebir att det pa vissa bostadsorter inte finns nigot specialiserat palliativt
team att tillgd (Axelsson, Sallerfors, & First, 2016). Nir tillgangen till
specialiserad palliativ vard dr begrinsad, dr det ocksa rimligt att anta att den
specialiserade palliativa virden i f6rsta hand ges till yngre déende, vilket kan
begrinsa tillgingen till specialiserad palliativ vird foér dldre personer pi VOB
(Lloyd et al., 2016).
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Allméin palliativ vard, som utférs av personal med grundliggande kunskap och
kompetens i palliativ vird (Socialstyrelsen, 2020). Denna vird férekommer ofta i
sammanhang dir man inte huvudsakligen ger palliativ vird, dir specialiseringen
kan vara exempelvis onkologi eller geriatrik, men dar palliativ vird kan ges om
behovet uppstir, av personal som har utbildning i palliativ vard (Radbruch &
Payne, 2009). Enligt det svenska nationella virdprogrammet for palliativ vard
bér den icke-specialiserade allmidnna palliativa virden kunna ges, savil pa
sjukhus som i hem och pa VOB, vid behov kompletterad med konsultstéd fran
en specialiserat palliativt konsultteam (Regionalt Cancercentrum, u.d.). Detta
stiller dock stora krav pa vardpersonalens utbildning i palliativ vard, da det
forutsitter att dir finns nagon med kunskap om vilka palliativa insatser som kan
erbjudas av ett specialiserat team, samt kompetens att bedéma nir man bor
avstd fran insatser. Idag finns ingen planerad och gemensam svensk struktur for
att tillse att den allminna palliativa virden kommer alla déende tillgodo, oavsett
var de bor. Detta kan synas anmirkningsvirt, dd det férsta vardprogrammet for

palliativ vard med sirskilt fokus pa allmin palliativ viard kom ut redan ar 2012.

1.2.3. Avhandlingens perspektiv p& palliativ vérd

Aldre personers déende kinnetecknas av att det ofta sker langsamt, gradvis och
utan ldtt definierade brytpunkter, vilket kan gora det svart att avgéra nir varden
boér 6vergi fran livstorlingande till lindrande palliativ vard (Jakobsson, Bergh,
Gaston-Johansson, Stolt, & Ohlén, 2006; Regionalt Cancercentrum, u.d.;
Socialstyrelsen, 2013). Livstérlingande och lindrande vird syftar bada till en
okad livskvalitet, skillnaden ér att behandling i tidig fas syftar till livsférlingning,
medan den i sen fas fokuserar pa symtomlindring (Regionalt Cancercentrum,
u.d.). For att méta dldre personers behov nira déden dr det didrfoér angeldget att
palliativ vard integreras tidigt, parallellt med virden av kroniska sjukdomar
(Jakobsson et al., 2006; Socialstyrelsen, 2013). Detta utifran férstielsen av att
déden visserligen dr oundviklig, men dndd kan dréja en lingre tid (Sawatzky et
al., 2016). Traditionellt har palliativ vard ansetts anvindbar endast vid virden
under de allra sista levnadsdagarna, nir déden ir nira férestiende (Albers et al.,
2015). I dag gar utvecklingen mot att palliativ vard i 6kande utstrickning anses
ha mycket att erbjuda i mycket tidigare stadier av sjukdomsférloppet. Aven

Virldshilsoorganisationen (2014) har betonat vikten av att implementera ett
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palliativt f6rhillningssitt tidigt i sjukdomstorloppet £6r att f6rebygga

komplikationer.

I denna avhandling betraktas palliativ vird som ett f6rhallningssitt
(Virldshilsoorganisationen, 2002). Ett palliativt f6rhillningssitt beskrivs som
holistiskt avseende den déende personens behov, med fokus pd personen, inte
sjukdomen, vidare familjecentrerat, och med livskvalitet som primart mal
(Sawatzky et al., 2016; Tovel & Carmel, 2013). Det innebir ett fokus pa att
stédja den déende personens mojligheter att leva med virdighet och erfara
storsta moijliga vilbefinnande till livets slut (Socialstyrelsen, 2013). Palliativ vird i
denna mening kan férekomma pa enheter som inte dr specialiserade pa palliativ
vard, men dér palliativa férhéllningssitt kan anpassas till utvecklingen av
kroniska och livsbegrinsande tillstind (Radbruch & Payne, 2009; Sawatzky et al.,
2016), exempelvis pa VOB. Forhillningssittet medfor att inga insatser gors utan
att man forst 6vervigt vilka for- eller nackdelar de kan resultera i betriffande
patientens vilbefinnande (Regionalt Cancercentrum, u.d.). Genom att palliativ
vard inte dr exklusivt knutet till ndgon enskild profession (Sawatzky et al., 2016),
ges mojlighet att utgi ifran olika filosofiska och teoretiska perspektiv. I denna
avhandling grundas dérfér den palliativa varden i ett virdvetenskapligt

livsvirldsfilosofiskt perspektiv (se rubrik 1.5, "Teoretiskt ramverk’).

I samband med beskrivningar som r6r vard och omsorg av dldre anvinds ofta
begreppet vird 1 livets slut (eng. ’End-of-life care’) (LeBlanc, Wheeler, &
Abernethy, 2010; Seymour & Ingleton, 2005; Osterlind, Hansebo, Lindqvist, &
Ternestedt, 2009). Trots att begreppet dr frekvent anvint rader inte konsensus
kring hur det ska tolkas (Gysels et al., 2013). Nédgra huvudsakliga synsitt har
definierats, dér ett innebir att védrd i livets slut handlar om de allra sista dagarna i
livet, sjdlva déendefasen. Ett annat synsitt innebir att vird i livets slut ar
synonymt med palliativ vard. Det sista synsittet, som ocksa dr det vanligaste,
innebir att virden i livets slut borjar i samband med att den kurativa virden
avtar och gradvis ersitts med lindrande vard (Gysels et al., 2013; Lynn &
Adamson, 2003; Sercu et al., 2018). Det medfo6r att vird i livets slut kan
betraktas som en period som innefattar sivil kurativ som palliativ och/eller
geriatrisk vard, det vill siga att den tydligt omfattar de diagnoser som ér vanliga
bland ildre personer med multisjukdom (Sercu et al., 2018). Vird i livets slut 1

den meningen inbegriper dven déendefasen. Nir det i denna avhandling talas
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om vird 1 livets slut, avses det senast nimnda synsittet. Det dr dock
problematiskt att det inte finns konsensus kring anvindandet av de olika
begreppen. Medan palliativ vird som begrepp ar vil definierat, ar det begrepp
som ofta anvinds rérande vard och omsorg av dldre personer i livets slut (end-
of-life care) ospecifikt och anvinds med olika innebdrder. Detta kan tolkas som
att dldres déd osynliggors, vilket kan te sig anmirkningsvirt i ett samhille som 1
allt storre utrdckning bestar av dldre personer som dr nira, eller ndrmar sig
déden.

Enligt en svensk 6versiktsstudie har forskning kring palliativ vard 6kat pé senare
tid (Henoch et al., 2016). Ett 6kat intresse f6r forskning gillande personer som
dor av andra diagnoser dn cancer noteras. Men trots den stora och 6kande
mingden dldre déende personer ir forskning om palliativ vard pa vard- och
omsorgsboenden mycket sparsamt férekommande. Mer forskning har
efterfragats for att specifikt ta reda pa hur dldre personer sjilva anser att palliativ
vird bor férmedlas, samt fOr att kartldgga deras egen syn pa déende och déd
(Hall, Kolliakou, Petkova, Froggatt, & Higginson, 2011; Hallberg, 2000;
Socialstyrelsen, 2004).

1.3. Tillvaron pé& vérd- och omsorgsboende

Detta avsnitt kommer att beskriva det dagliga livet pA VOB utifrdn fran nigra
olika aspekter; dels utifran att vara dldre med dagligt behov av att ta emot
omvirdnad, dels utifran att vara underskéterska och vara den som ger
omvirdnad i sin dagliga yrkesutévning. Ocksé nirstdendes infallsvinkel belyses,
da de med det palliativa férhallningssittets familjeperspektiv bor vara
inkluderade och betraktas som viktiga i virden av ildre personer. Dd denna
avhandling berér kommunal verksamhet kommer fortsittningsvis begreppet
‘anhorig’ att anvindas, d4 man enligt praxis i svenska kommuner bendmner den
som tar hand om en person med lingvariga virdbehov som anhérig, medan den
som tar emot varden benimns som nirstiende (Nationellt kompetenscentrum

anhoriga, 2013).

1.3.1. Aldre personer

Nar hilsan sviker och risken for skador 1 det egna hemmet blir f6r stor kan det

upplevas som en trygghet att flytta till ett VOB med dess mdjligheter att ge hjilp

37



dygnet runt (Fonad, Wahlin, Heikkild, & Emami, 2006). For en dldre person
som sjilv har mojlighet att fatta beslut om att flytta till ett VOB, kan detta
upplevas som ett uttryck fér autonomi, frihet och sjilvbestimmande (Caspari et
al., 2018). For andra, som tidigare sagt sig vilja bo kvar i sitt hem till sin déd, kan
det handla om en dndrad standpunkt, for att slippa belasta anh6riga med ett
omfattande beroende av vird dygnet runt (Clarke & Seymour, 2010; Gomes,
Calanzani, Gysels, Hall, & Higginson, 2013; Higginson et al., 2017; Nakrem,
Vinsnes, & Seim, 2011), samt en vilja att skydda dem frin asynen av lidande och
smirta. Behovet att flytta till ett VOB beskrivs dirmed som en oundviklig
konsekvens av att vara sjuk, med nedsatt kroppslig f6rmaga (Nakrem et al.,
2011; Oosterveld-Vlug et al., 2014). Att undfly ensamhet kan ocksé vara ett
starkt skil till att vilja flytta in pA VOB (Nakrem, Vinsnes, Harkless, Paulsen, &
Seim, 2013). Tillvaron dir kan upplevas som positiv, genom att erbjuda ett
bekvimt och bekymmerslost liv med méjlighet att delta i aktiviteter och umgas

med andra, eller att dra sig tillbaka till sitt eget rum ndr sa 6nskas.

For att beskriva dldre personers upplevelse av att leva med en stor
symtombérda, kan dessa limpligen delas in i kluster utifrin de sitt, pa vilka de
hindrar och begrinsar dldre personers dagliga liv (Stenzelius, Westergren,
Thorneman, & Hallberg, 2005). Dirvidlag beskrivs kommunikationsproblem
vara de mest besvirliga, f6ljda av nedsatt rérlighet, psykosociala problem,
matsmiltningsproblem, problem med elimination samt cirkulationsproblem
(Eckerblad et al., 2015). Rent kinslomissigt kan det medféra en upplevelse av
otillrdcklighet. Det tilltagande beroende av andras hjilp kan upplevas vara
krinkande f6r virdigheten (Dwyer, Nordenfelt, & Ternestedt, 2008;
Pleschberger, 2007; Sanakova & Cap, 2018). Symtombdérdan kan ocksid medfora
en kinslomassig sarbarhet i relation till att en dldre person inte lingre kdnner
igen sig sjdlv och dirfor lever med en avsaknad av den han eller hon en gang var
(Eckerblad et al., 2015). Till detta kan komma en stindig kinsla av energil6shet
och trétthet, som beskrivits begrinsa sjilva tillgingen till livet (Eckerblad et al.,
2015; Santamaki-Fischer, Altin, Ragnarsson, & Lundman, 2008). En del dldre
personer beskriver ocksa en otrygghet, relaterad till att de ofta méter nya
underskéterskor som inte kdnner dem och vet vad de behéver (Caspari et al.,
2018). Sammantaget kan en hég symtombérda leda till en kidnsla av uppgivenhet

och meningsléshet, eftersom kroppen upplevs som utsliten och inte lingre
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anvindbar for att kontrollera tillvaron (Eckerblad et al., 2015). A andra sidan
beskriver dldre personer att glidjen Gver de f6rmagor som dnnu finns kvar kan
bidra till en kdnsla av mening och vilbefinnande (Santamaki-Fischer et al.,
2008). Inom sig kan en ildre person uppleva sig vara oférindrad 1 jaimférelse
med f6rr, medan det hjilpberoende som férsimrad syn, hérsel och rérlighet
skapar framkallar en kinsla av att vara gammal. Forlust av kroppslig férmaga,
som begrinsar méjligheten att klara sig sjilv, kan ocksa fd en dldre person att
uppleva sig vara inspirrad i sin egen kropp (van Wijngaarden, Leget,
Goossensen, Pool, & The, 2019). I viss man kan hjidlpmedel som glaségon,
ganghjilpmedel och rullstolar kompensera dessa forluster av kroppslig f6rmaga
och vara till god hjilp for dldre personer nir det kommer till att anpassa sig till
sin dldrande kropp (Santamiki-Fischer et al., 2008). Samtidigt kan de sjukdomar
som ir vanliga hos dldre personer med multisjuklighet leda till ett missnéje med
det egna utseendet; exempelvis férindrad vikt eller béjd kroppshéllning (Clarke
& Griffin, 2008). Aldrandet och dess funktionsnedsittningar kan medféra en
lingtan efter att d6, men de kan ocksé accepteras som helt naturliga effekter av
att ha fatt leva ett langt liv. Ddrmed kan exempelvis rynkor betraktas som nagot
att vara stolt Gver i stillet for att vara ndgot negativt. Oavsett hur dldre personer
hanterar dldrande och symtombérdor, beskrivs ofta deras tid pA VOB som en
lang vintan pa att livet ska ta slut (Dwyer et al., 2008; Whitaker, 2004;
Virldshilsoorganisationen, 2004; Osterlind et al., 2009). Denna vintan kan
férsvaras av forlust av kroppsliga férmagor och franvaro av oberoende och
frihet (Hall, Longhurst, & Higginson, 2009; Oosterveld-Vlug et al., 2014). Aldre
personer med stora hjdlpbehov har beskrivit déden som nagot av en befriare, dd
de hoppas den skall komma innan deras beroende av andra blir alltfér
omfattande (Oosterveld-Vlug et al., 2014; Pleschberger, 2007; Whitaker, 2004).
De farhagor som uttrycks handlar ddrfor sillan om en ridsla f6r déden, utan
snarare om en riadsla for att behdva ha smirta under sin sista tid i livet och

farhigor kring risken f6r att behéva dé 1 ensamhet (Clarke & Seymour, 2010).

1.3.2. Underskéterskor

Den hjilp som dldre personer tar emot pa vard- och omsorgsboende ges i forsta
hand av underskéterskor med en gymnasial viardutbildning (Socialstyrelsen,
2015). Det ir de som regelbundet moéter dldre personer i dagliga situationer, bist

kinner till deras kroppsliga funktioner och har méjlighet att tidigt se
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térandringar i deras tillstind (Higgstrém, Mamhidir, & Kihlgren, 2010; Sveriges
Kommuner och Regioner, 2016). De f6r ofta dldre personers talan i samtal med
sjukskoterska och likare (Hanson, Henderson, & Menon, 2002), uppritthaller
en relation till anhériga (Bauer, Fetherstonhaugh, Tarzia, & Chenco, 2014;
Mallidou, Cummings, Schalm, & Estabrooks, 2013), och star f6r det mesta av
den dagliga omvirdnaden (Hov, Hedelin, & Athlin, 2013; Socialstyrelsen,
2016a). Da ett VOB ir dldre personers hem, samtidigt som det dr
underskéterskors arbetsplats, kan det innebira att olika intressen méts. Nar
underskéterskors normer och virderingar dr i fokus kan det leda till en
rutinstyrd omvardnad (Mallidou et al., 2013; Summer Meranius, 2010; Osterlind,
Ternestedt, Hansebo, & Hellstrém, 2017). Detta kan gbéra det svart att mota
aldres personliga behov, vilket underskoterskor relaterar till lig bemanning,
tidsbrist (Evenbljj et al., 2019; Fagerberg & Engstrém, 2012; Higgstrom et al.,
2010), samt bristande stéd fran enhetschef och organisation, vilka frimst
beskrivs betrakta underskéterskors arbete som uppgiftsorienterat (Beck,
To6rnquist, Brostrom, & Edberg, 2012; Twigg, 2000b).

Vissa av underskoterskors uppgifter dr delegerade av omvardnadsansvarig
sjukskoterska (Beck et al., 2012; Socialstyrelsen, 20006). Detta giller fraimst
medicinska arbetsuppgifter, exempelvis iordningstillande och administrering av
likemedel, forutsatt att underskoterskan har den reella kompetens som beh&vs
61 att utféra uppgiften pa ett sikert sitt (Socialstyrelsen, 1997). Detta gér
likemedelsadministrering till ett dterkommande inslag i en underskéterskas
arbetsdag och kan méjligen bidra till att de finner sitt arbete uppgiftsorienterat.
Underskoterskors utbildning innehaller enligt aktuell studieplan viss obligatorisk
utbildning i palliativ viard inom ramen fér kurser i gerontologi och geriatrik.
Vidare kan en utbildningshuvudman erbjuda férdjupningskurser som ror vard
och omsorg vid demenssjukdom eller dldres hilsa och livskvalitet (Skolverket,
u.d.). Nir sddana kurser ges dr undervisning om palliativ vard ett obligatoriskt
inslag. D4 manga underskoterskor har avsevirt dldre utbildningar dr det dock

osidkert vilka kunskaper underskéterskor pa VOB har gillande palliativ vird.

Palliativ vird omniamns inte heller i Socialstyrelsens allminna rid om
grundldggande kunskaper hos personal som arbetar i socialtjanstens
dldreomsorg (Socialstyrelsen, 2011). Dir anges att grundldggande kunskaper kan

uppnds genom vird- och omsorgsprogrammets kurser i gerontologi och
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geriatrik, men palliativ vird omnamns inte explicit. I stillet rekommenderas att
underskoterskor skall ha kunskap om omsorg och vird av idldre personer i livets
slutskede, veta hur de stottar anhériga i livets slutskede, ha kunskap om
omhindertagande vid dédsfall, samt ha f6rmaga att bedéma nir nagon annan
kompetens 4n den egna beh&vs. Detta kan forstas som att palliativ vard
rekommenderas forst nir det dr tydligt att endast nagra dagar i den dldre
personens liv dterstar, vilket dr en uppfattning som aterspeglas i studier med
underskoterskor (Beck et al., 2012; Honinx et al., 2019). Detta antyder att det
stills héga krav pa underskéterskor pa VOB, som kan sakna adekvat kunskap
samtidigt som de férvintas kunna bedéma behov av exempelvis specialiserad

palliativ vard.

Underskoterskor beskriver ledarskapet pa VOB som otydligt, da det ar ett
ansvar som delas mellan sjukskéterska och enhetschef (Beck et al., 2012). De
tillskriver sjukskoterskan en formell ledarroll ndr det kommer till omvirdnad.
Den anses vara axlad nir sjukskéterskan tar ansvar £6r den dldres omvirdnad
genom att instruera underskéterskor, erkdnner deras kunskaper och lyssnar pa
deras asikter. En sjukskoéterska finns dock inte alltid tillginglig ndr beslut
behover fattas, vilket medfér att manga beslut maste fattas av underskoterskor
sjdlva. Underskoterskor anser sig ddrfor bira ett stort ansvar f6r omvardnaden. 1
relation till anhériga uppvisar underskéterskor viss ambivalens (Bauer et al.,
2014; Holmgren, Emami, Eriksson, & Eriksson, 2013). A ena sidan vilkomnas
anhorigas engagemang i utformandet av omvardnaden, liksom deras villighet att
hjilpa till rent praktiskt. A andra sidan kinner underskoterskor frustration nir
anhoriga hjilper till f6r mycket, gor det pa ett felaktigt sitt, eller har orealistiskt
hoéga forvintningar pa den omvirdnad underskéterskor utfér (Bauer et al.,
2014). Dessutom kan anhérigas praktiska engagemang upplevas som ett hot mot
underskéterskor, som ser omvardnad som sitt eget expertisomriade (Holmgren

etal, 2013)

1.3.3. Anhériga

Fére flytten till ett VOB har manga dldre personer fitt hjilp och st6d i hemmet
av anhoriga (Davey et al., 2014). Flytten initieras ofta av de anhériga nir de
upplever att den ildre personens behov verstiger deras férmiga och begrinsar
deras eget liv (Betini et al., 2017; Buhr, Kuchibhatla, & Clipp, 2006; Kiljunen,
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Kankkunen, Partanen, & Vilimiki, 2018). Efter flytten kan den dldre personens
relation till anhériga fungera som en link till omvirlden och pa si sitt bidra till
en kinsla av hemmastaddhet f6r den dldre personen (Saarnio, Bostrém,
Gustavsson, & Ohlén, 2016).

Anhoériga kan kinna skuld 6ver sin medverkan till en dldre persons flytt till VOB
(Kiljunen et al., 2018; Lane, Hirst, Hawranik, Reed, & Rokhman, 2017; Luichies,
Goossensen, & Meide, 2019). Vissa beskrivs ha svart att ta till sig att den dldre
personen behéver bo pi ett VOB och ger uttryck f6r besvikelse nir en denne
inte f6rbdttras av omvardnaden (Bauer et al., 2014). Anhériga beskriver sig
dirfoér ha behov av att underskoterskor dr littillgingliga f6r samtal och fragor
och uppskattar nir sd dr fallet. F6r anhoriga dr det ocksa viktigt att den
omvardnad som ges pi VOB motsvarar den dldres personliga 6nskemal, samt
innefattar en nira och emotionell relation mellan underskoterska och den ildre
personen (Bauer et al., 2014; Lane et al., 2017). Det beskrivs som viktigt att
underskéterskor har den dldre personens vilbefinnande i fokus, att de
informerar dldre personer om tinkta omvardnadsédtgirder och hjilper dem nir
de ber om det utan att ifragasitta behovet (Kiljunen et al., 2018). Vidare, att
underskéterskor dr beredda att svara pd anhdrigas fragor, samt spontant och
kontinuerligt tillhandahaller 4rlig information om de dldre personernas tillstaind
(Ekstrom et al., 2019). Studier visar dock att anhériga kidnner ett fortsatt ansvar
t6r dldre personers vilbefinnande och girna for deras talan i relation till
sjukskoterska och underskéterskor (Bauer et al., 2014; Ekstrém et al., 2019;
Holmgren, Emami, Eriksson, & Eriksson, 2014; Luichies et al., 2019).

1.4. Kroppslig omvérdnad

Med begreppet omvirdnad avses i denna avhandling det professionella och
praktiska arbete som utférs av underskéterskor. Omvirdnad f6rstds som en
professionalisering av vardandet (Boykin & Schoenhofer, 1990), sisom beskrivet
under rubrik 1.5.2. Dirav leds omvirdnadsarbetet av sjukskoterska, som har
ansvar for att férdela arbetsuppgifter till underskéterskor, samt planera,
genomfoéra, utveckla och utvirdera omvirdnadsitgirderna. Omvardnadsarbetet
bygger pa kunskap om komplexa problem och behov rérande dtande och
nutrition, uttémningar, personlig hygien, aktivitet och rérlighet, sémn, vila och

smirta (Svensk Sjukskoterskeférening, 2017). Den kroppsliga omvardnaden
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handlar dirmed om att hjilpa dldre personer med pa- och avklidning, hjilpa
dem vid matsituationer och vid genomférandet av personlig hygien (Malmsten,
1999). Den handlar ocksa om att hjilpa idldre personer som 4r beroende av
andras hjilp vid forflyttning (Caspari et al., 2018), med malet att de sa lingt som
mojligt skall fa vara sjilvstindiga och oberoende (Svensk Sjukskoterskeférening,
2014). Det ir dirfor av vikt att kroppslig omvardnad utgar fran ildre personers
egna 6nskemal, samt tillvaratar deras egna resurser. Studier visar dock att dldre
personer som bor pa VOB inte alltid upplever sig f4 omvardnad utifran
personliga behov eller 6nskemdl, dé de ser sig tvungna att anpassa sig efter
radande rutiner, exempelvis gillande mat- och sovtider, vilket kan inskrinka
deras moijligheter att fatta sjdlvstindiga beslut (Oosterveld-Vlug et al., 2014). Det
kan leda till en avsaknad av det tidigare hemmet och tidigare vanor, dven om de
samtidigt uttrycker forstaelse f6r behovet av rutiner i en fungerande vardag pa
VOB (Nakrem et al., 2013). Det kan dock innebira att det dagliga livet p4 VOB
upplevs som ensamt, en kinsla som kan forstidrkas av det faktum att dldre
personer si lingt som mojligt undviker att be om hjilp (Fonad et al., 2000;
Nakrem et al., 2011). Att leva pa ett VOB kan siledes innebira ett 6kat
beroende och en sivil kidnslomissig som kroppslig utsatthet (Dwyer et al., 2008;
Osterlind et al., 2009), dir omvardnadsbehoven innebir att andra far tillging till
kroppen pa sitt som inte skulle accepteras i andra sammanhang (Santamaki-
Fischer et al., 2008; Twigg, 2000a; Whitaker, 2004). Detta férhéillande kan
dessutom upplevas genant och problematisera dldre personers relation till
underskéterskor, som ofta dr bade yngre och starkare (Santamiki-Fischer et al.,

2008).

Trots att kroppslig omvirdnad kan beskrivas som central £6r all omvérdnad, har
den en undanskymd status som ett lagt betalt och ligt virderat kvinnoarbete
(Lawler, 2006; Twigg, 2000b) som dessutom utférs av personer med kort
vardutbildning (Lawler, 2006). Kroppslig omvirdnad kan betraktas som ett
tabubelagt omride, vilket illustreras av att virdande yrken tenderar att 6ka i
status ju lingre ifrin det kroppsliga de ror sig (T'wigg, 2000b). Kroppslig
omvardnad beskrivs som ett smutsigt arbete da det medfér ett hanterande av
kroppsvitskor som urin, svett, blod och avféring (Lawler, 2006; Twigg, 2000b).
Detta dr en beskrivning av kroppslig omvirdnad som kan anses sta for en

rationalistisk mdnniskosyn, eftersom kroppslig omvardnad enbart beskrivs i
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termer av praktiskt och handfast arbete, dir omvardnaden av sjilsliga och
psykiska behov inte nimns. Arbetet inbegriper oundvikligen att underskéterskan
berdr dldre personers nakna kroppar, och dd ofta med uppgiften att utféra ett
arbete som dessa helst skulle vilja utféra pa egen hand och i enrum, som
exempelvis att borsta tinder och tvitta underlivet (Lawler, 2006; Malmsten,
1999; Twigg, 2000b). Detta kan vara en utmaning, i synnerhet under de sista
dagarna fére déden dd kroppen kan bli grinslés genom att aviéring och urin
inte lingre gar att kontrollera eller hélla tillbaka (Lawler, 2006). D4 kroppslig
omvardnad ofta medfér méten med obehagliga synintryck och lukter, kan det
dven inbegripa att underskoterskor med noédvindighet beh6ver bemistra kinslor
av dckel och avsky (Twigg, 2000b), nagot som beskrivs vara en utmaning. Att
anvinda handskar och férkliden kan da ha dubbla funktioner; dels som skydd
frin avféring, men ocksa for att de, genom att markera underskéterskans
professionalism, kan utgéra en mentalt skyddande barridr f6r bada parter i en
situation som inbegriper mycket intim beréring. Sammantaget kan antas, att
arbete med att ge kroppslig omvardnad dr ett mycket kvalificerat arbete som

kriver savil praktisk som etisk kompetens.

Underskoterskor uttrycker en 6nskan om att 1 omvardnaden fokusera pa
relationen till dldre personer, nigot de inte hinner med i den utstrickning som
de sjilva skulle vilja (Beck et al., 2012; Szebehely et al., 2017). Deras starka
engagemang for idldre personer kan medféra kinslor av olust nir tidsbrist
tvingar dem utféra sidant som édldre personer skulle kunna klara sjilvstindigt
om det bara fick lov att ta mer tid i ansprak (Higgstrém et al., 2010). Detta kan
framkalla skuldkénslor hos underskéterskor, eftersom det bidrar till en negativ
utveckling dir dldre personer kan férlora kroppsliga f6rmagor i en accelererad
takt. Nir det egna samvetet varnar underskoterskor £6r att de riskerar att pa s
sitt skada dldre personer, kan det generera samvetsstress (Glasberg, Eriksson, &
Norberg, 2008). En 6versiktsstudie visar att underskéterskor som ger kroppslig
omvardnad med utgangspunkt fran ildre personers egna 6nskemdl, kan uppleva
en minskning av en sddan arbetsrelaterad stress (van den Pol-Grevelink, Jukema,
& Smits, 2012). En annan studie visar dock att underskdterskor, 1 jimférelse
med dldre personer och anhériga, tycks prioritera ned virdet av dldre personers
autonomi och oberoende (White et al., 2012). Det kan bero pi att en 6kad grad

av valfrihet f6r dldre personer innebir en hégre press pa underskoterskors redan
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omfattande arbetsbérda. Detta kan forstas som ett betydelsefullt problem,
eftersom underskoterskor 1 stadigt 6kande grad rapporterar psykisk trétthet och
virk i kroppen efter arbetsdagens slut (Szebehely et al., 2017).

Anhoériga ser det som viktigt att dldre personers vilja till sjdlvbestimmande
respekteras pa vard- och omsorgsboende (Funk, 2010). De idr dock sillan sjilva
delaktiga 1 kroppslig omvirdnad, vilket kan bero pa en énskan om att slippa
vardarrollen for att dterga till tidigare roller, exempelvis den som make eller
maka (Kiljunen et al., 2018). Det kan ocksa bero pi en ridsla for att relationen
till den dldre personen ska paverkas negativt. Vidare kan det bero pa att
underskéterskor ofta hinvisar anhériga till vintan i allmdnna utrymmen medan
kroppslig omvirdnad pagar och pd si sdtt haller dem utanfér (Holmgren et al.,
2013). Annu en orsak kan relateras till att minga av dem som nu 4r anhériga till
dldre personer pa VOB tillh6r den stora generation barn som vuxit upp i
efterkrigstidens vilstind. De har lart sig lita pa att staten ska ta ansvar f6r de
aldre och samtidigt garantera deras egna maijligheter att uppritthalla
yrkesmaissiga och familjeférsérjande roller (Guberman, Lavoie, Blein, &
Olazabal, 2012). Denna generation, som ofta ir den mittersta av tre samtida
generationer, ir ofta lika engagerad i att pa olika sitt hjilpa och st6tta sina vuxna
barn, som att hjilpa sina dldrande férildrar (Boyczuk & Fletcher, 2015; Grundy
& Henretta, 2006). Dessutom finns det anhdriga som har svart att vara delaktiga
i kroppslig omvirdnad pd grund av att de sjilva dr skéra med multisjuklighet
och helt enkelt inte orkar (Summer Meranius & Josefsson, 2017; Morbey &
Payne, 2015). Anhoriga beskriver det dock som viktigt att underskéterskor ér
vilkomnande och positivt instillda om och nir de 6nskar delta i kroppslig

omvirdnad pa frivillig basis (Kiljunen et al., 2018).

Enligt Statens beredning £6r medicinsk och social utvirdering (2017), finns
omfattande kunskapsluckor nir det giller forskning kring dldre personer, 1
synnerhet som den ékande andelen idldre personer kommer att medféra kande
krav pa omvirdnaden. Den forskning som finns kring hur édldre personer
upplever de kroppsliga férindringarna i livets slut har till stor del utgatt frin
viardares perspektiv (Clarke & Korotchenko, 2011) och mer forskning kring
kroppslig omvardnad och dldre personers erfarenheter av att Sverlimna sina
kroppar till andra minniskors omvardnad har beskrivits som 6nskvird (Clarke
& Korotchenko, 2011; Lawler, 2006; Twigg, 20002). Aven nir det giller den
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palliativa virden finns behov, d4 de palliativa diskussionerna hittills sillan har
berdrt de kroppsliga inslagen 1 omvardnaden (Hagelin, Tishelman, Rasmussen,
& Lindqvist, 2013).

1.5. Teoretiskt ramverk

1.5.1. Livsvarldsperspektiv

I denna avhandling forstis omvirdnad med ett palliativt férhdllningssitt utifrin
ctt livsvirdsteoretiskt perspektiv pa vardandet (Galvin & Todres, 2011). Fokus
f6r avhandlingen dr riktat mot ménniskors erfarenheter av ett vardagligt
fenomen; kroppslig omvardnad. Avsikten dr att studera minsklig erfarenhet, sa
som den f6rstis 1 den enskilda minniskans livsvirld (Polkinghorne, 2005). Det
livsvirldsteoretiska perspektivet innebdr att den dldre minniskan betraktas ur ett
holistiskt, icke-dualistiskt perspektiv, ddr hon ses som nigonting mer och storre
dn den konkreta kroppen (Galvin & Todres, 2011). Minniskan har en naturlig
instillning till livsvitlden och tar den f6r given (Hussetl, 1913/2004).
Livsvirlden kan f6rstds som virlden sia som den erfars av varje enskild
mainniska. Var och en forstir den pa sitt sitt, priglat av egna virderingar,
antaganden och kultur. Den ir en utgangspunkt i varje minniskas férsok att
f6rstd sig pa sin omgivning. I métet med andra minniskors livsvirldar kan en
manniska forstd bade sig sjdlv och andra, dé det ér 1 livsvirldens sammanhang,
tillsammans med andra, som mening erfars. Trots sin subjektiva och privata
karaktir kan livsvirlden férklaras med hjilp av ndgra birande dimensioner, som

férutsitter och flitas samman med varandra (Galvin & Todres, 2013);

(1) Forkroppsligande, som handlar om hur kroppen tar plats i ett rum, men inte
endast som ett fysiskt objekt, utan ocksa som subjektivt levd, genom dess
f6rmaga att hirbirgera kinslor och vara meningsskapande i relation till andra
manniskor. Metleau-Ponty (1945/2013) besktiver kroppen som navet i
minniskans existens. Den kan inte limnas, den 4r alltid nidrvarande och det ir
kring den allting kretsar. Den kan ddrfor sidgas vara ett ankare som ger fiste i
livsvirlden. Kroppen har en unik sérstillning, genom att samtidigt vara
psykologisk-subjekt och fysiologisk-objekt, vilket exemplifieras av att den
samtidigt kan beréra och uppleva berdring. Detta kan férstds som att en

minniska inte bar, utan 4r sin kropp. Kroppen, sjilen och den omvirld en
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minniska befinner sig i kan darfér férstas som sammanflitade med varandra.
Dirmed kan kroppen inte reduceras till ett objekt, utan dr samtidigt ocksé ett
subjekt. Genom att vara fylld av minnen, erfarenheter, tankar, kidnslor och
visdom kan kroppen beskrivas som /evd. Denna levda kropp riktar alltid sitt
fokus mot nigot, mot det som f6r stunden uppfattas (Merleau-Ponty,
1945/2013). Det medfor att det dr meningsskapande att genomfora ndgot man
féresatt sig och fokuserat pa. Dir finns sdledes en kroppslig intentionalitet som
ar meningsskapande i en minniskas vardag (Dahlberg, 2019). Det dr hir fragan
om en sorts elementir kroppslig mening som féregar den kognitiva, en mening
som hjilper en minniska att bebo och forstd virlden pa ett naturligt sétt
(Bullington, 2013). Som ett led 1 f6rs6ken att erfara mening i tillvaron skapas
strukturer, det vill sdga ett samtidigt kroppsligt och psykologiskt sitt att
orientera sig i virlden sa att den blir vilkdnd och litt att hantera (Bullington,
2009). Detta gors for att underlitta anpassning till nya situationer och
utmaningar. Over tid byggs sidana strukturer som, nir de blivit mycket
vilkidnda, gor att vi kan vara i virlden pa ett tryggt och sjalvklart sidtt. Nir en
struktur dr inférlivad 1 kroppen och sitter i ryggmirgen”, frigbrs energi som
kan anvindas for att fokusera pd annat, kanske till att ldra sig nigot nytt och

lustfyllt.

(2) Rumslighet, som handlar om omgivningens och féremalens betydelse i det
dagliga livet, dir betydelsen kan variera for olika personer i olika situationer
(Galvin & Todres, 2011). Upplevelsen av rumslighet kan exempelvis paverkas av
térlust av kroppsliga f6rmagor, om det paverkar méijligheten att utféra
handlingar sjilvstindigt (Lawton, 2000). D4 kan ett rum eller plats som tidigare
uppfattats som positiv plotsligt bli skrimmande.

(3) Intersubjektivitet, som berdr existensen i virlden i relation till andra och
exempelvis handlar om hur man férstiar andra med hjilp av spriket och beréring
(Galvin & Todres, 2011). Intersubjektivitet handlar om att existera tillsammans
med andra minniskor, om att sjilv bli f6rstddd och kunna f6rstd andra genom
en kontinuerlig och 6msesidig uppmirksamhet. Intersubjektivitet kan innebira
trést, exempelvis genom vinlig beréring, eller tillféra skada genom ett

nonchalant upptridande.
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(4) Temporalitet, som berdr tidens giang och hur tidigare upplevelser kan paverka
och forma livsvirlden och dirigenom inverka pa det som sker i nutid, samt
paverka en minniskas tankar om framtiden (Galvin & Todres, 2011).
Temporaliteten berér saledes inte endast sa kallad ”’klock-tid” och den stress
den kan medféra, utan handlar aven om hur det forflutna kan framtrida alldeles

levande i en minniskas livsvirld.

(5) Humior & kdnslomdssig intoning, som handlar om de stimningar som priglar
och genomsyrar en minniskas tolkningar av det som upplevs i samtliga av
livsvirldens birande dimensioner (Galvin & Todres, 2011). Det handlar om hur
en minniska ser pa sig sjilv, men anvinds dven fo6r att exempelvis ldsa av
stimningar. Humor och kidnslomissig intoning kan darfér fungera som

inspiration och driv, eller utgbéra en himmande kraft i en minniskas liv.

1.5.2. Vérdande
Virdandets mal 4r hilsa (Dahlberg & Segesten, 2010). Att ha hilsa kan beskrivas

som att uppleva vilbefinnande. Hilsa som vilbefinnande kan uppnas nir en
manniska upplever sig vara i stand till att genomféra det som han eller hon sjalv
upplever som virdefullt i livet, vare sig det giller stora eller sma projekt. Det
betyder att hilsa dr subjektivt upplevd och méijlig trots sjukdom och annalkande
déd. Virdande innebidr darfor att férsdka f6rstd individens hilsosammanhang
61 att aterstilla, bevara, stédja och stirka hilsa, méjliggbra vilbefinnande och
ett gott liv. Med hinvisning till Katie Erikssons virdvetenskapliga teori,
beskriver Dahlberg och Segesten (2010) att virdandet sker genom olika grader
av ansning, lekande och lirande. Ansning ir den mest grundliggande formen av
viardandet. Den kdnnetecknas av virme, nirhet, beréring och praktisk omsorg.
Den kan dven utgdras av ett 6ppet och f6ljsamt lyssnande till patientens
berittelse. Leken kan beskrivas som livslust och kinslor av hopp. Den innefattar
fantasier och drémmar och kan himta niring och kreativitet frdn ett samspel
med virdaren, dar livslusten stirks. Larandet ir centralt for mianniskans
fortbestind och darfér dven f6r vardandet. Bade patienter och vardare behéver
kontinuerligt lira mer om sjukdom och hilsa. Sammanfattningsvis innebir detta
att ett optimalt virdande bygger pa att den som vérdar har kunskap, férmiga

och vilja att leva sig in i hur livsvirlden erfars f6r den individ som virdas, vad

48



hilsa, vilbefinnande och sjukdom betyder f6r just henne eller honom (Dahlberg
& Segesten, 2010).

1.6. Motiv fér avhandlingen

Det svenska vilfirdssamhillet strivar efter att erbjuda medborgarna en jimlik
tilloang till vilfird, sjilvstindighet och vilbefinnande med hjilp av
skattefinansierade insatser. Dessa omfattar till exempel limpliga boendeformer

t6r dldre personer som fatt svart att klara sig i det egna hemmet.

Denna vilfird utmanas i dag av att aldersdemografin férindrats, sa att fler lever
lingre och ofta utvecklar multisjuklighet under sina sista 4r. Samtidigt finns ett
minskande antal arbetsféra personer som kan arbeta i dldreomsorg och bidra
med de skattemedel verksamheten behéver. Vidare har en allmint vedertagen
kvarboendeprincip minskat méjligheten att beviljas plats pa vard- och
omsorgsboende. Detta gor, att det dr de allra mest skéra dldre personerna som
flyttar in pa vird- och omsorgsboende. Médnga idr i ett palliativt skede nir de
flyttar in och dor i samband med flytten. Statistiskt sett har ndrmare hilften dott
inom ett dr efter inflyttning. Trots detta ges dldre personer pa vard- och
omsorgsboende inte med sjilvklarhet en palliativ vard, det talas snarare om vird
ilivets slut i detta sammanhang. Det stdr klart att dldre personer pa vard- och
omsorgsboende inte har samma tillging till avancerad palliativ viard som yngre
déende. Detta kan forklaras med att dldre personers déende ofta dr lingsamt
och féljer en vig som ir svar att férutspa, men det kan ocksa bero pi en
sambhilleligt betingad rationalism som betraktar kroppslig omvirdnad enbart
som ett praktiskt gérande, vidare en dlderism som sa ivrigt undviker déd och
aldrande att det inte ens pa vard- och omsorgsboenden ir naturligt att féra

samtal om doden.

Under sin sista tid i livet pd vdrd- och omsorgsboende priglas dldre personers
tillvaro av en kropp som férlorar funktioner. Kroppen kan upplevas som
opalitlig och skér. Aldre personer dr i en sirbar situation som kan vara priglad
av en kinsla att ligga andra till last, samtidigt som de saknar en kroppslig
omvirdnad som utgir fran deras personliga 6nskemadl. De underskéterskor som
tillhandahaller den kroppsliga omvirdnaden ir angeldgna om att ge en personligt

anpassad kroppslig omvirdnad, men har svirt att hinna med, samtidigt som
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anhoriga forvintar sig en virdig, relationsgrundad och personligt anpassad

kroppslig omvirdnad.

En dldre persons kropp dr samtidigt subjekt och objekt, ddrfér levd och
sammanflitad med sjil och omgivning genom bdde tid och rum. Den utgdr en
dldre persons ankare i livsvirlden och dess riktadhet kan leda till att mening
erfars. Genomfoérandet av virdefulla projekt kan leda till vilbefinnande och
hilsa, vilket 4r vardandets mal. Detta innebdr att den kroppsliga omvardnaden,
som dr ett vardagligt fenomen 1 de dldre personernas livsvirld, behéver belysas
utifrdn ett holistiskt perspektiv, dir kroppen betraktas som en helhet. Vard i
livets slut pd vird- och omsorgsboende dr dock ett sparsamt utforskat omride.
Trots att kroppslig omvardnad dr si vanligt férekommande och dven férvintas
omfatta allt fler 4dldre personer framéver, finns mycket fi, om ens nigon tidigare

avhandling i dmnet.

50



2. Syfte

Det 6vergripande syftet med denna avhandling var att belysa vird i livets slut pa
vard- och omsorgsboende, med inriktning mot den kroppsliga omvardnaden,
utifrdn dldre personers, underskterskors och anhérigas perspektiv. For att
uppnd det Svergripande syftet genomférdes fyra delstudier, vilka var och en

hade sitt specifika syfte:
Delstudie I

Syftet var att beskriva underskéterskors perspektiv pa att varda idldre personer i

livets slut pa ett vird- och omsorgboende.
Delstudie II

Syftet var att belysa innebdrder i att motta assisterad kroppslig vird pa vird- och

omsorgsboende, utifrin dldre personers berittelser.
Delstudie IIT

Syftet var att beskriva innehillet i assisterad kroppslig vard pa ett vard- och
omsorgsboende. Syftet fértydligades med hjilp av tva delmal:

- Att beskriva vad som sker i assisterad kroppslig vard pa ett vird- och
omsorgsboende.
- Att beskriva vem som utf6r atgirderna i assisterad kroppslig vird pa

vard- och omsorgsboende.
Delstudie IV

Syftet var att utforska anhérigas uppfattningar om assisterad kroppslig vard pa
ctt vard- och omsorgsboende. Syftet fortydligades med hjilp av tva delmal:

- Att utforska anhorigas mest framtridande uppfattning om assisterad
kroppslig vird pd ett vard- och omsorgsboende.
- Att utforska anhdrigas olika uppfattningar om assisterad kroppslig vird

pa ett vird- och omsorgsboende.
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3. Design och metod

Avhandlingen bestar av fyra delarbeten, samtliga genomférda med hjalp av

kvalitativ metod. Dess design 4r explorativ och deskriptiv (Polit & Beck, 2016).

Den forsta delstudien (I) beskrev underskéterskors perspektiv pa vard i livets

slut utifran ett brett perspektiv. Fynden visade att underskéterskorna 1 hég

utstrickning var fokuserade pa det kroppsliga, vilket saledes blev underlag £6r de

efterféljande delstudierna. Delstudie tva (II) utforskade det inifranperspektiv

som dldre personer har pa fenomenet kroppslig vard. Delstudie tre (III) baserar

sig pa observationer av kroppsliga vardsituationer som inkluderar bade dldre

personer och underskéterskor. Delstudie fyra (IV) utforskar och beskriver

anhdrigas uppfattningar av den kroppsliga varden, utifran att den palliativa

varden omfattar dven dem. En 6versikt av de i avhandlingen ingaende

delstudierna aterfinns i tabell 1.

Tabell 1. Avhandlingens fyra delstudier i Sversikt

Delstudie | Syfte Deltagare Datainsamling | Dataanalys
I Att beskriva Sju Semistrukturerade | Innehallsanalys
underskoterskors | underskGterskor individuella
perspektiv pa att | med utbildning pa | intervjuer
varda aldre gymnasieniva
personer 1 livets samt minst tre ars
slut pa ett VOB erfarenhet av
arbete pa VOB
II Att belysa Tolv aldre Semistrukturerade | Fenomenologisk
inneborder 1 att personer, =80 ar, individuella, hermeneutik
motta assisterad permanent narrativa
kroppslig vard, boende pa VOB intervjuer
utifran aldre med
personers multisjukdom och
berattelser dagliga behov av
hjalp med
assisterad
kroppslig vard,
férmoégna att
foérsta talad och
skriven
information samt
uttrycka sig och
interagera i en
konversation
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III

Att beskriva
innehallet 1
assisterad
kroppslig vird pa
ett VOB

Sjutton aldre
personer, =80 ar,
permanent
boende pa VOB
med
multisjukdom och
dagliga behov av
hjalp med
assisterad
kroppslig vard,
formogna att
forsta talad och
skriven
information samt
uttrycka sig och
interagera i en
konversation,
samt tjugotva
underskoterskor
med utbildning pa
gymnasieniva
samt minst ett ars
erfarenhet av
arbete pa VOB

Delvis deltagande

observation

Innehallsanalys

Att utforska
anhorigas
uppfattningar
om assisterad
kroppslig vird pa
ett VOB

Tretton anhériga,
utvalda av femton
ildre personer,
=80 ar,
permanent
boende pa VOB
med
multisjukdom,
och dagliga behov
av hjalp med
assisterad
kroppslig vard,
fé6rmégna att
forsta talad och
sknven
information samt
uttrycka sig och
interagera i en
konversation

Semistrukturerade
individuella
intervjuer

Fenomenografi
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3.1. Kontext och deltagare

3.1.1. Kontext

Samtliga deltagare i1 de fyra delstudierna har rekryterats frin samma VOB,
beldget i en svensk kommun med drygt trettiotusen invinare. Aktuellt VOB har
fyra avdelningar med 4tta boende vardera, sammanlagt 32 platser. Varje dldre
person har en egen ligenhet med rum, pentry och badrum. Gemensam matsal

och vardagsrum finns pi varje avdelning.

Vid tiden f6r datainsamling bemannades varje avdelning pa vardagar med tvi till
tre underskéterskor fran klockan 07.00 till klockan 16.00. Direfter bemannades
varje avdelning av en underskéterska. Vid behov av dubbelbemanning fick
denna hjilp av en ambulerande underskéterska, som tickte samtliga fyra
avdelningar enligt ett fastlagt schema. P4 helger bemannades varje avdelning av
tva underskoterskor frin klockan 07.00 fram till lunch (i den forsta delstudien (1)
fram till klockan 16.00), direfter bemannades avdelningen av en underskoterska
fram tills den ambulerande underskéterskan gick pa sitt pass vid 16.00. Det
innebar f6r tre av delstudierna (II-1V) att en underskoterska ensam bemannade
avdelningen mellan klockan 12.00 och 16.00. Nattetid ansvarade tvi
underskéterskor £6r samtliga 32 dldre personer pa vard- och omsorgsboendets
fyra avdelningar. Sjukskéterska fanns tillgdnglig pa boendet under dagtid pa
vardagar. Under kvillstid, helger och nitter var sjukskoterska tillginglig via
telefon och gjorde besék endast pa férekommen anledning. Likare fanns
tillednglie pa boendet under tre timmar per vecka, under Svrig tid tillgdnglig via

telefon.

3.1.2. Underskéterskor (l)

Sju underskéterskor kom att delta i den f6rsta delstudien (I). Initialt kontaktades
enhetschef med information om studien, samt en forfrigan om moéjlighet att fi
genomfoéra den pd aktuellt VOB. Urvalskriterier £6r deltagande var
underskéterskeutbildning pa gymnasienivi, samt minst tre ars erfarenhet av att
arbeta pa VOB. Enhetschefen samtyckte till studiens genomférande och
tillhandahdll en lista innehallande namn och kontaktuppgifter till alla
underskoterskor motsvarande urvalskriterierna. Av dessa kontaktades var femte

(n=9) med ett informationsbrev om studien samt en férfragan om deltagande.
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En vecka senare etablerades telefonkontakt ddr muntlig information limnades,
med tillfille £6r underskéterskor att stilla fragor. Sex underskoterskor samtyckte
till deltagande och tre nekade. Tva pilotintervjuer genomfordes i avsikt att testa
intervjuguiden, som efter den andra pilotintervjun férblev oférindrad. Den
underskéterska som deltagit 1 den andra pilotintervjun tillfragades didrfér om
deltagande i studien. Samtycke gavs, varefter antalet deltagare i studien
sammantaget blev sju. Samtliga var kvinnor. Deras dlder varierade mellan 42 och
60, med en medelalder pa 50 dr. Deras erfarenhet av att arbeta pa VOB

varierade mellan tre och femton ar, med ett genomsnitt pa tio 4r.

3.1.3. Aldre personer (ll)

Tolv idldre personer kom att delta i den andra delstudien (II). Initialt sindes
skriftlig information om studien till enhetschef och sjukskdterska pa aktuellt
VOB. Enhetschefen samtyckte till studiens genomférande och direfter delade
sjukskoterskan ut skriftlig information om studien till de 4dldre personer (n=22)
som motsvarade urvalskriterierna att vara 80 ér eller dldre, permanent boende pa
VOB, med multisjukdom, i dagligt behov av assisterad kroppslig vard, i stind att
torsta skriftlio och muntlig information, samt med férmdga att uttrycka sig och
interagera i en konversation. Det vill sdga, dldre personer som kunde f6rmodas
ha levd erfarenhet av fenomenet. Omkring en vecka senare besoktes de dldre
personerna, varvid de gavs méjlighet att stilla fragor, samtidigt som en personlig
kontakt kunde etableras. Arton dldre personer samtyckte till deltagande. Da tva
dldre personer i samband med datainsamlingen bedémdes ha svart att uttrycka
sig och interagera i en konversation, exkluderades dessa frin deltagande i
studien. Saledes iterstod sexton dldre personer som samtyckt till deltagande.
Efter upprepade intervjuer (n=35) bedémdes sju intervjuer, som samlats med
hjilp av fyra deltagare, att sakna tillrickligt utférliga narrativ £6r att kunna
analyseras med vald analysmetod. Dessa intervjuer sorterades dirfor bort infér
analysen, som kom att omfatta tjugodatta intervjuer. Det resulterade i att
sammantaget tolv dldre personer kom att delta i studien. Av dessa var tva min
och tio var kvinnor. Deras dlder varierade mellan 82 och 98 ar, med ett
genomsnitt pa 90,5 ar. Boendetiden pa aktuellt VOB har berdknats till ett
medianvirde pia 17 manader, (med en variation mellan fjorton dagar och knappt
sju ar) utifran uthyrningsdata som spinner 6ver perioden 2010 - 2017. Tre aldre

personer dog under den period som datainsamlingen pagick.
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3.1.4. Aldre personer och undersk&terskor (l11)

Sjutton dldre personer och tjugotvi underskéterskor kom att delta i den tredje
delstudien (III). Initialt sindes skriftlig information om studien till enhetschef
och sjukskéterska péd aktuellt VOB. Enhetschefen samtyckte till studiens
genomférande och direfter delade sjukskoterskan ut skriftlig information om
studien till dldre personer (n=22) som motsvarade urvalskriterierna att vara 80 ar
cller dldre, permanent boende pd VOB, med multisjukdom, i dagligt behov av
assisterad kroppslig vard, i stand att forsta skriftlig och muntlig information,
samt med férmaga att uttrycka sig och interagera i en konversation. Omkring en
vecka senare besoktes de dldre personerna, varvid méjlighet att stilla frigor
gavs, samtidigt som personlig kontakt kunde etableras. Nitton dldre personer
samtyckte till deltagande. D4 assisterad kroppslig vird ofta utférdes
koncentrerat till vissa tidpunkter pd dygnet, uppstod inte ldgligt tillfille f6r
observation av samtliga som samtyckt till deltagande. Vissa planerade tillfillen
t6r observation gick om intet pa grund av att dldre personer var upptagna med
besokare, inbokade tider hos exempelvis frisér eller fotvardare, alternativt var i
ett sddant skick att planerad assisterad kroppslig vard inte gick att genomféra.
Det resulterade i att sammantaget sjutton dldre personer kom att delta i studien.
Av dessa var tvi min och femton kvinnor. Deras alder varierade mellan 82 och

98 ar, med en medelalder pa 91 ar.

Utrvalskriterier f6r deltagande underskoterskor var underskoterskeutbildning pa
gymnasieniva, samt minst ett irs erfarenhet av att arbeta pa VOB.
Underskoterskor (n=30 inklusive nattpersonal) informerades muntligen och
skriftligen vid arbetsplatstriffar, samt fortlépande vid spontana
sammantriffanden under hela datainsamlingsperioden. Tjugodtta
underskéterskor samtyckte till deltagande. Av dem kom sammantaget tjugotva
att delta vid observation. Samtliga underskéterskor var kvinnor. Alla utom fem
var f6dda i Sverige. Deras alder varierade mellan 22 och 63, med en medelalder
pa 47 ar. Deras erfarenhet av att arbeta pA VOB varierade mellan tva och

trettiofem ér, med ett genomsnitt pa 16 ar.

3.1.5. Anhériga (V)

Tretton anhdériga kom att delta 1 den fjarde delstudien (IV). Initialt sdndes

skriftlig information om studien till enhetschef och sjukskoterska pé aktuellt
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VOB. Enhetschefen samtyckte till studiens genomférande. Direfter holls tva
informationsméten om avhandlingsprojektet under kvillstid i ett storre
gemensamhetsutrymme pa aktuellt VOB. Métena holls vid olika tidpunkter
kvallstid, for att passa s manga anhoriga som mdjligt. Enhetschefen bjéd in
samtliga anhoériga via mejl. Sjukskéterskan delade ut skriftlig information om
den andra delstudien (II) till dldre personer (n=22) som motsvarade
urvalskriterierna att vara 80 ar eller dldre, permanent boende pa VOB, med
multisjukdom, i dagligt behov av assisterad kroppslig vird, i stind att férsta
skriftlig och muntlig information, samt med férmdga att uttrycka sig och
interagera i en konversation. Omkring en vecka senare besoktes de dldre
personerna, varvid muntlig information om den fjirde delstudien (IV) delgavs
dem. De tillfrdgades om de hade personer som stod dem nira, vilka kunde
kontaktas f6r deltagande i den fjirde delstudien (IV). Femton ildre personer
samtyckte muntligt och skriftligt, samt limnade namn och kontaktuppgifter till
sjutton personer de ansag stod dem nira. Samtliga var antingen gifta med, eller
barn till de 4dldre personerna och benimns i denna avhandling som anhériga. De
anhoriga kontaktades telefonledes och delgavs férst muntlig, direfter skriftlig
information om studien via brevtérsindelse eller vid méten pa VOB.
Sammantaget tretton av de tillfrigade samtyckte till deltagande i studien. Av
dessa var tre min och tio kvinnor. Deras dlder varierade mellan 51 och 76 ar,
med en medelalder pd 63 dr. Sju av dem var pensionirer medan sex var
yrkesverksamma. Nio stycken bodde i samma stad som VOB, medan fyra bodde
i andra kommuner. En av de anh6riga besSkte den dldre en gang om aret. De
ovriga tolv var pa besok alltifrin dagligen till tvd ginger per manad, med ett

genomsnitt pa ungefir 10 besék per manad.

3.2. Datainsamling

3.2.1. Individuella intervjuer (I, II, IV)

Intervju som datainsamlingsmetod anses limplig da syftet dr att avticka
informanternas egna erfarenheter, utifrin deras eget perspektiv (Kvale &
Brinkmann, 2009). En sadan intervju férutsitter ett interaktivt och socialt
samspel mellan den som intervjuar och den intervjuade, men innebir samtidigt
ett ojamlikt maktférhallande dd det dr intervjuaren som styr samtalet med sina

fragor.
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3.2.1.1. Underskéterskor (l)

Semistrukturerade individuella intervjuer genomférdes med sju underskéterskor
ar 2012. Underskéterskorna intervjuades vid ett tillfdlle vardera, 1 syfte att
beskriva deras perspektiv pa att varda dldre personer i livets slut pa ett viard- och
omsorgsboende. Samtliga intervjuer dgde rum i ett avskilt rum pa
underskéterskors arbetsplats. Demografiska data sisom élder, kén och antal ar
av arbetserfarenhet inom kontexten insamlades i samband med intervjun.
Intervjuerna genomférdes under arbetstid och enhetschefen hade ordnat
ersittare f6r dem medan intervjuerna péagick. Som utgingspunkter vid intervjun
anvindes en intervjuguide med fyra frigor; (1) 7 Kan du beritta vad du gér
under en vanlig arbetsdagr”; (2) ”Vad ir ’livets slut’ enligt din mening?”’; (3)
”Kan du beritta om ett tillfdlle d4 du virdade nigon som var i livets slut?”” och
(4) ”Kan du beritta om det fanns ndgot som underlittade/ forsvarade ditt
arbete dar”. For att stimulera till ett eget berittande f6ljdes sedan de inledande
frigorna upp med nya fragor, som varierade beroende pa underskéterskors svar,
vilket gjorde intervjuerna semistrukturerade (Kvale & Brinkmann, 2009).
Intervjuerna varade mellan 34 och 64 minuter, med ett genomsnitt pa 46

minuter. De spelades in digitalt och transkriberades sedan ordagrant.

3.2.1.2. Aldre personer (ll)

For att belysa innebérder av att motta assisterad kroppslig vard med hjilp av
dldre personers berittelser valdes individuella narrativa intervjuer som metod.
Dessa genomférdes under en period av sex méanader 2017. Att analysera narrativ
dr ett sdtt att underséka hur minniskor férstdr sig sjidlva och sin omgivning,
samt vad det upplevda innebir utifrin deras eget perspektiv (Anderson &
Kirkpatrick, 2016). Tjugodtta intervjuer med tolv dldre personer kom att ligga till
grund fOr analysen. Intervjuerna genomférdes vid tidpunkter och pa platser som
valdes av de dldre personerna, vilket resulterade i att samtliga intervjuer
genomfoérdes i enskildhet i respektive dldre persons ligenhet. Demogtrafiska data
sasom dlder, kén och antal ar av permanent boende pa VOB insamlades i
samband med den férsta intervjun. Datainsamlingsperioden, varvid data till
delstudie II-IV inhdmtades parallellt, var sex manader lang och omfattade
sammanlagt 170 h vistelse pa vird- och omsorgsboendet. Dirmed fanns
moijlighet att anpassa intervjuerna tidsmassigt efter dldre personers behov och

moijligheter, samt dven att aterkomma och félja upp tidigare intervjuer med nya
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och férdjupade foljdfragor, sedan den féregiende intervjun transkriberats. Det
medférde dven en méjlighet att kontrollera om det tidigare sagda uppfattats pa
ritt sitt, genom att muntligt ssammanfatta den tidigare intervjun infér
genomférandet av nista. Aldre personer intervjuades mellan en och fyra ginger
vardera. Dessa omstindigheter kan ha gynnat narrativens kvalitet, da en ling
period av datainsamling kan leda till en fértrolig relation med 6kad intimitet i
intervjusituationen. (Hsu & McCormack, 2012; Savin-Baden & Niekerk, 2007).
Det kan ocksa innebira en stérre maéjlighet att erhélla narrativ som sammantaget
ger ctt ssmmanhang, da de narrativ som erhdlls vid intervjuer med éldre
personer ofta dr korta och fragmenterade. Utifrdn medvetenheten om att
intervjuerna skulle bli analystext efterstrivades de dldre personernas egna
narrativ, det vill sdga, de uppmuntrades att med egna ord delge sina erfarenheter.
Av den anledningen var intervjuerna av 6ppen karaktir, fokuserad pa
interaktionen (Kvale & Brinkmann, 2009), dér den ildre personen tillits styra
intervjun genom att f4 maojlighet att beritta sd fritt och utforligt som méjligt,
oavbruten och 1 sin egen takt (Anderson & Kirkpatrick, 2016). De upprepade
intervjuerna medférde en utveckling av gradvis mer omfattande narrativ, 1 takt
med 6kad tolerans for tysta perioder dér den dldre personen gavs moijlighet att
tinka efter. For att stimulera de dldre personernas narrativ stilldes tre 6ppna
fragor; (1) ”Hur ér en vanlig dagr”; (2) ”Hur upplever du din kropp?” och (3)
”Vill du beritta om ett tillfille d4 du tog emot assisterad kroppslig vard? 7. For
att stimulera till f6rdjupade narrativ stilldes uppfoljande frigor, exempelvis ”
Du sade att det var en konstig situation. Kan du beritta mer om det?”. Aven
fridgor om kinslor i samband med assisterad kroppslig vard stilldes i
férdjupande syfte, da sidana frigor ofta genererar detaljerade narrativ (Hsu &
McCormack, 2010). Utifrin medvetenheten om att intervjuerna skulle bli till en
text, avsedd for analys, ddr intervjuaren och den édldre personen dr samskapare
av texten (Lindseth & Norberg, 2004) sammanfattades och bekriftades det
sagda hellre 1 ord, 4n med exempelvis nickningar. Vidare kunde uttryck £6r
kinslor kommenteras hogt, exempelvis ”du ser glad ut nir du berittar om det
hir”. Intervjuerna varade mellan 4 och 65 minuter, med ett genomsnitt pa 39
minuter. Datainsamlingen generade sammantaget 28 intervjuer. Dessa spelades
in digitalt och transkriberades sedan ordagrant. Aven pauser och icke-verbala

uttryck noterades.
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3.2.1.3. Anhériga (IV)

Fo6r att utforska anhérigas uppfattningar om assisterad kroppslig vard
genomfoérdes tretton individuella och semistrukturerade intervjuer under en
period av sex mianader 2017. Demografiska data sisom élder, kon, utbildning,
grad av yrkesarbete, bes6ksfrekvens och boendeort insamlades i samband med
intervjun. Vid intervjutillfillet anvindes en semistrukturerad intervjuguide,
innehallande tre fragor; (1)”Vad dr assisterad kroppslig vird, enligt din
mening?”’; (2) ” Vad tycker du om den assisterade kroppsliga vird som din
nirstiende far ta del av?” och (3)” Ar du sjilv engagerad i den assisterade
kroppsliga virden, i si fall hur?”. Frigorna var 6ppna, for att inspirera
familjemedlemmarna att ge rika beskrivningar av sina erfarenheter. Under
intervjuernas gang stilldes utforskande f6ljdfragor, f6r att frimja ett utvecklande
av svaren. Vanliga utforskande f6ljdfragor handlade om att be den anhérige
beritta om hur hen trodde den ildre personen erfar mottagandet av assisterad
kroppslig vard, huruvida de sig styrkor och/ eller svagheter i assisterad
kroppslig vard, samt varfér de valt sitt eget sdtt att férhalla sig till assisterad
kroppslig vird. Dessa foljdfrigor kunde dock variera utifrin hur de anhériga
besvarat de tre 6ppna frigorna. De anhériga valde tid och plats for intervjun.
Merparten lit sig intervjuas i ett avskilt, mindre konferensrum pa vird- och
omsorgsboendet, medan tva stycken upplit sina hem f6r intervju. En person
valde en allmin plats f6r intervju, medan tre personer valde att intervjuas via
telefon. Intervjuerna varade mellan 22 och 167 minuter, med ett genomsnitt 62

minuter. De spelades in digitalt och transkriberades sedan ordagrant.

3.2.2. Observationer (lll)

Fo6r att beskriva den assisterade kroppsliga vardens praktiska innehall valdes
delvis deltagande observationer fér datainsamlingen. Observationerna
genomfordes under en period av sex manader 2017. Det delvisa deltagandet
innebar att viss social interaktion med deltagarna férekom i anslutning till
observationerna, men ingen praktisk inblandning (Fangen, 2005). Sammanlagt
39 observationer av assisterad kroppslig vird genomférdes under sivil dag-,
kvills- och nattetid under sex méanader 2017. Demografiska data sisom élder,
kén, antal 4r av arbetserfarenhet eller permanent boende pa VOB insamlades i
samband med observationerna. Vid observationstillfillena férdes

filtanteckningar i ett tudelat protokoll, dir den forsta delen beskrev
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kompletterande demografiska data rérande datum, tidpunkt och plats for
observationen, medan den andra delen beskrev observationerna i 16ptext. S4
mycket som mdjligt av det som skedde och vad deltagarna gjorde och sade
antecknades i konkreta och direkta ordalag. Nir tid och omstindigheter medgav,
genomfoérdes ocksa korta, uppféljande observationer med éldre personer (n=10)
och/eller underskoterskor (n=18). Observationsanteckningarna renskrevs
omedelbart efter avslutad observation, medan den dnnu var i farskt minne.
Oftast nedtecknades dven nigra rader av egna reflektioner, som stéd f6r minnet
inf6r analysen. Den data som pa sd sitt samlades till grund f6r analysen kom att
omfatta 68 A4-sidor med enkelt radavstind. Datainsamlingen avslutades nir
materialet néitt detta omfing, da ett dnnu stérre material bedémdes bli £6r stort
att hantera inom ramen f6r doktorandprojektet. Av samma anledning

exkluderades de uppféljande intervjuerna fran analys.

3.3. Analys
3.3.1. Innehéllsanalys (I, Ill)

3.3.1.1. Bakgrund

Under tidigt nittonhundratal anvindes innehillsanalys inom journalistiken, f&r
att kvantitativt mata och virdera artiklars innehall i férhillande till varandra
(Krippendorff, 2019). Innehillsanalys som metod handlar om att pa ett
systematiskt sdtt analysera texter, att beskriva och kvantifiera fenomen i avsikt
att dra valida slutsatser och dirigenom generera nya insikter och kunskaper.
Innehallsanalys anvinds numera med sivil kvantitativt som kvalitativt
térhallningssitt och dr en vanligt férekommande analysmetod inom
humanvetenskapliga iamnen som sociologi, psykologi och virdvetenskap.
Genom sitt fokus pa minsklig kommunikation har metoden visat sig vara
sirskilt anvindbar inom forskning som r6r praktiken inom vardande
professioner (Downe-Wamboldt, 1992). Nir den anvinds kvalitativt handlar
den oftare om att forsta ett fenomen, 4dn att rikna ord och fraser, och kan da
omfatta en subjektiv tolkning av innebérder, avsikter, konsekvenser och den
aktuella kontexten. Graden av tolkning har dock varit f6remal f6r diskussion,
varvid Graneheim och Lundman (2004) framhaller att en minniska omdijligen

kan undga att tolka. Att innehdllsmassigt analysera en text handlar ddrfér om att
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balansera mellan sin egen tolkning och vad texten faktiskt siger. Nar
forskningen syftar till att skapa kunskap om ett tidigare outforskat omrade,
rekommenderas ett induktivt f6rhallningssitt (Elo & Kyngis, 2008), vilket
innebir ett s6kande efter likheter och skillnader i data. De kategorier som
analyseras fram hirrér fran texten i en rérelse frin den specifika texten i riktning
mot en teoretisk tolkning, frin det konkreta till det abstrakta (Elo & Kyngis,
2008; Graneheim, Lindgren, & Lundman, 2017).

3.3.1.2. Analys

Data i den f6rsta delstudien (I) analyserades med hjdlp av en kvalitativ,
innehillsanalys, genomférd med ett induktivt f6rhallningssitt (Elo & Kyngis,
2008). De sju intervjuerna transkriberades ordagrant. Texten (147 sidor) ldstes
upprepade ginger fOr att generera en forstielse £6r helheten. Noteringar 1
marginalen gjordes, som ett f6rsta steg mot en struktur av innehéllet. Direfter
avgrinsades meningsenheter, det vill sdga meningar eller lingre textstycken som
kondenserades. Studiens syfte var vigledande i urvalet av dessa textstycken
(Downe-Wamboldt, 1992). De kondenserade meningsenheterna (n=397)
kodades, varvid liknande koder sorterades tillsammans i separata dokument f6r
att ge Overskadlighet. Samtliga meningsenheter i vart och ett av dessa dokument
genomlistes direfter upprepade ginger och kunde efter noggrann reflektion
sorteras 1 sammanlagt sju subkategorier och tre huvudkategorier. Analysarbetet
var ickelinjirt och f6rsiggick 1 en stindig rérelse mellan ursprungstext,

kondenserade meningsenheter, koder och kategorier.

Tabell 2: Exempel pé analysprocessen

Transkriberad text Kondenserad Kod Under- Huvud-
meningsenhet kategori | kategori

Nej/ sd att det/ men sd ser man ju | Med tiden sker Lingsamt | Ddéden Déden

smi forindringar med, att de blir smi forsaimringar | palliativt ar som en

mer och mer dementa ju lingre av minne och férlopp vintad naturlig

tiden gir ocksa, si att, det fir, ja/ gangférmaga. del av

det blir simre att gi och alltihopa Hela kroppen tar livet

forsdmras ju, hela kroppen tar ju slut

slut, tyvirr, si att det dr val sa

Data i den tredje delstudien (III) analyserades med hjilp av en kvalitativt

beskrivande innehallsanalys med kvantitativa inslag, dir observationstexternas
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innehall genom kodning kunde sorteras och ordnas efter storlek (Krippendorff,
2019). Studiens syfte var vigledande i urvalet av text limpad for analys (Downe-
Wamboldt, 1992). De textavsnitt som valdes ut f6r analys var i regel korta och
kunde direkt f6rses med koder (n=1 343). Koderna flyttades till ett Excel-
dokument som mdijliggjorde en bred 6versikt av data. Koderna sorterades in
under grupper som innehdll liknande koder. Dessa grupper kunde efter
upprepad genomlisning och reflektion sorteras till tjugosex subkategorier och
sex kategorier. Analysarbetet var inte linjirt, utan forsiggick i en stindig rérelse
mellan ursprungstext, koder och kategorier. Dessutom storleksordnades fynden
genom att antalet koder 1 varje kategori rdknades och presenterades 1 fallande

storleksordning for att dskadliggora kategoriernas skiftande omfattning.

Tabell 3: Exempel pa analysprocessen

Kod Grupp Subkategori Kategori
Tvittar rygg Praktisk dtgird Utférande av Underskéterskors
hygien hygienuppgifter assisterade
kroppsliga vard med
direkt
kroppskontakt

3.3.2. Fenomenologisk hermeneutik (ll)

3.3.2.1. Bakgrund

Den fenomenologiskt hermeneutiska metod som anvints i analysen av delstudie
II har utvecklats av Lindseth och Norberg (2004). Metoden har ett
livsvirldsperspektiv och underséker levd erfarenhet, férstielse av, och
inneborder i vardagliga fenomen, som minniskor utifrin sin naturliga instillning
tar f6r givna och sillan sitter ord pa. Metoden har inspirerats av Ricoeurs (19706)
hermeneutiska filosofi, som tolkade skriven text. Ricoeur betraktade texter som
autonoma och emanciperade fran sin férfattare och ddrmed fria f6r tolkning.
Vid tolkning av text sag han ett behov av bade férstaelse och férklaring, dd han
menade att en text bir pa dubbla innebérder, vilka han kallade sezse och reference.
Sense ir den innebdrd ldsaren uppfattar vid ldsning av texten, reference det som

texten faktiskt handlar om. Forstielse erhalls genom den inneb6rd som éppnar
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upp sig framfor texten nir den lises och tillignas av ldsaren, men den ir en
tolkning baserad pa ldsarens forforstielse (Ricoeur, Kemp, & Kristensson,
1993). Texten behéver dirfor forklaras, vilket gors i en logiskt strukturerad
analys ddr man ser hur textens delar relaterar till dess helhet och vise versa.
Tolkningen nis nér dessa analyssitt kompletterar och integreras med varandra,
vilket kan beskrivas som en hermeneutisk cirkel, som ror sig mellan férstaelse
och férklaring och leder till en férdjupad f6rstaelse (Lindseth & Norberg, 2004).
Forforstaelse dr en viktig forutsittning £f6r tolkning, dd den méjliggdr den
interaktion med texten som ger ldsaren maojlighet att relatera textens innehall till
egna kinslor och tankar (Norberg & Fagerberg, 2017). For att den inte skall
paverka analysen bortom kontroll beh6ver den dock uppmairksammas och

utsittas for kritisk granskning, exempelvis vid seminarier.

3.3.2.2. Analys

Data i den andra delstudien (II) analyserades med fenomenologisk hermeneutik
enligt Lindseth och Norberg (2004). Inledningsvis listes de transkriberade
narrativen som en helhet, vid upprepade tillfillen och med tid £6r reflektion.
Den férstielse av innebérden som erhélls nedtecknades som naiv forstielse.
Med ledning av den naiva férstielsen genomfordes direfter en strukturanalys,
dir inneb6rdsrika segment fran texten extraherades och kondenserades i avsikt
att fortydliga innebérden och reducera textmingden. Vid genomlisning fick
vissa av dem delas i fler, di de befanns innehalla mer 4n en innebord.
Sammanlagt extraherades 1 246 meningsenheter. De kondenserade
meningsenheter som uttryckte en gemensam inneb6rd samlades i subteman,
vilka efter upprepade genomlisningar och reflektion kunde abstraheras till tio
subteman, fem teman och ett 6vergripande tema. Slutligen jimférdes
strukturanalysen med den naiva forstdelsen. D4 dessa bekriftade varandra
genom att uttrycka samma innebdérd fortsattes analysarbetet med hjilp av
lisning av annan litteratur och teorier som var relaterade till det studerade
fenomenet assisterad kroppslig viard. Den tolkning som nu nedtecknades kan
beskrivas som en ny, 6vergripande forstaelse. Arbetet vid analysen var inte
linjért, utan innebar en stindig rérelse mellan helhet och delar, i enlighet med
den hermeneutiska cirkeln (Lindseth & Norberg, 2004).
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Tabell 4: Exempel pa analysprocessen

Transkriberad
text

Kondenserad
meningsenhet

Subtema

Tema

Overgripande

tema

HUR VAR DET

Bra att duscha

Att njuta till

Att 6verlata

Att vara utsatt och

ATT DUSCHA 1 med hjilp av kropp och kroppen i finna sig i det
MORSE? Bra/ det | omtyckt duktig sjal andras
tyckte jag/ och jag | underskoterska hiander

tyckte hon var
duktig, NN/ hon
ir sé lugn och
saker ocksd/ jag
tycker mycket om
henne

som gor det pa
lugnt och sikert
vis

3.3.3. Fenomenografi (IV)

3.3.3.1. Bakgrund

Fenomenografi dr en metod som limpar sig vil for att studera minniskors
uppfattningar genom analys av semistrukturerade intervjuer (Marton & Booth,
1997). Marton (1981) beskriver fenomenografi som ett andra ordningens
perspektiv, vilket studerar minniskors uppfattningar om verkligheten, snarare dn
att studera verkligheten som sadan, vilket 4r den férsta ordningens perspektiv. I
fenomenografi baseras minniskors uppfattningar inte endast pa data som tolkas
av sinnet, utan de 4r ocksa beroende av den personliga historien (Sj6strém &
Dabhlgren, 2002). Det innebir att det inte finns en gemensam virld som delas av
alla, utan flera. Metodens syfte dr darfor att urskilja och beskriva olika sitt att
uppfatta fenomen. Antalet uppfattningar dr dock inte obegrinsat, utan brukar
térekomma i ett begransat antal kvalitativt olika sitt inom en undersékt grupp
(Barnard, McCosker, & Getber, 1999; Marton & Booth, 1997). Metodens fokus
ar att utforska variationerna inom dessa uppfattningar. De skillnader och
likheter som dterfinns 1 analysdata jamfors tills beskrivningskategorier kan
urskiljas (Sjostrém & Dahlgren, 2002). Beskrivningskategorierna kan sedan
organiseras i ett utfallsrum, vilket 4r en sammanstillning av
beskrivningskategorierna som visar hur de férhéller sig till varandra (Marton &
Booth, 1997). Det medfor ofta tydliggérande av en gradvis 6kande komplexitet.

Metodens utforskande av skillnader i midnniskors uppfattningar av ett fenomen
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kan generera kunskaper som hjilper virdpersonal f6rstd och anpassa sig till olika

personers olika behov (§jéstrém & Dahlgren, 2002).

3.3.3.2. Analys

Data i den fjirde delstudien (IV) analyserades med hjilp av fenomenografisk
metod enligt Sj6strém & Dahlgren (2002) och inspirerades av de sju analyssteg
de beskriver. Inledningsvis (1) ldstes alla intervjuer flera ganger f6r att generera
en 6kad bekantskap med innehéllet. Direfter (2) gallrades de mest signifikanta
svaren fran var och en av de anhdriga ur textmassan. Dessa (n= 721)
kondenserades (3) i avsikt att renodla de centrala delarna av lingre textavsnitt.
Di detta var gjort grupperades (4) liknande, kondenserade svar i ett Excel-
dokument som gav en god 6versikt 6ver data. De prelimindra grupperna
jamfordes (5) 1 avsikt att avgrinsa dem fran varandra, vilket medférde att de
prelimindra grupperna reviderades, sedan vissa aspekter de anhériga betonat
som viktiga, kunnat identifierats i olika grupper. I nista steg (6) genomlistes och
tolkades texten i grupperna, varefter de kunde arrangeras i tre vil avgrinsade
beskrivningskategorier, vilka namngavs pa sitt som tydliggjorde deras innebérd.
Det slutliga analyssteget (7) innebar att d4skadliggbra kontraster och skillnader
mellan kategorierna, vilket resulterade i en figur (IV). Denna figur dskadliggdr

vad Marton & Booth (1997) bendmner som ett utfallsrum.

Tabell 5: Exempel pa analysprocessen

Transkriberad text Kondenserad | Preliminir Beskrivningskategori
meningsenhet | grupp

HUR SKA DE GORA DA? | Han har alltid Aldres Assisterad kroppslig vard-
Ja/ det tror jag, det talar han | kunnat fora sin forhallningssatt en arena for dldre personers
om, liksom, f6r dem (ler egen talan utan sjalvbestimmande

stort) jag tror faktiskt det/ att vara elak, sd

han ér vildigt pd, liksom jag tror han talar

/inte dum alltsa, inte 54 alltsa om for personal

sd att han ir elak, men han hur de ska hjilpa

kan sdga liksom, si och sa vill | honom p4 bista
jag ha det/det har han alltid satt
kunnat géra
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3.4. Etiska évervdganden

Den féreliggande avhandlingens forskningsomride forutsitter atskilliga etiska
overviaganden. Infér datainsamling gillande alla delstudier (I- IV) har samtliga
deltagare, i enlighet med Helsingforsdeklarationen (World Medical Association,
2013), fatt savil muntlig som skriftlig information om delstudierna, samt
tillf6rsikrats att deras deltagande dr frivilligt och att de nidr som helst och utan
att ange forklaring kan avbryta sin medverkan. Deltagarnas skriftliga samtycke
inhdmtades innan intervjuer eller observationer d4gde rum och konfidentialitet

vid publicering och férvaring av data utlovades.

I samband med att de digitalt inspelade intervjuerna frian delstudie I, II och IV
transkriberades, ersattes deltagarnas namn med en kod f6r konfidentialitet. 1
samband med att de anteckningar som forts vid observationer f6r delstudie 111
renskrevs, ersattes deltagarnas namn med en kod fér konfidentialitet. Endast
doktoranden har haft tillgdng till kodnyckarna, som férvarats inlasta. Efter
projektets genomférande kommer allt material att arkiveras 1 last och
brandsikrat skap pa Ersta Skondal Bricke hégskola. I de publicerade resultaten
kan inga pastienden eller citat hirledas till enskilda deltagare, ¢j heller till det
vird- och omsorgsboende, eller den kommun dér data samlats in. Vid

namnangivelser dr deltagarnas verkliga namn alltid ersatta med ett fingerat.

Genom hela projektet har ett etiskt férhallningssitt efterstriavats. Det har
medfort att alla intervjuer (I, IT och IV) genomférts vid tidpunkter och pa
platser som valts ut av deltagarna sjilva, 1 avsikt att frimja deras trivsel i
intervjusituationen. Med tanke pa att intervjuer och observationer kan vicka
negativa kidnslor och leda till ett eget ifrdgasittande av det arbete man utfort (1,
I11), eller pitagliggbra forlust av kroppsliga férmégor, forindringar i livssituation
och relationer (II, IV), fanns beredskap f6r uppféljning och stéd. For dldre
personers rikning var enhetschef vidtalad och beredd att vid behov tillsdtta
personalresurser f6r extra tillsyn, alternativt ta kontakt med kurator f6r
stodjande samtal. Aldre personers reaktioner efter intervjuer och observationer
féljdes dven upp av doktoranden, som befann sig pa vard- och omsorgsboendet
flera dagar i veckan under datainsamlingsperioden. Gillande underskéterskor
var enhetschef vidtalad och beredd att férmedla kontakt med féretagshilsovird

cller beteendevetare pi personalkontor for stédjande samtal. Vad betriffar
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anhoriga fanns beredskap att vid behov hjilpa dem att komma i kontakt med
anhdrigcentrum pé aktuell ort. Uppfoljande stéd behévdes dock inte vid ndgot
tillfdlle och dldre personer, anhériga och underskoéterskor gav alla intryck av att
girna delta i projektet. De flesta tillfragade ildre personerna limnade beredvilligt
samtycke till deltagande i observationsstudien (III) och samtliga informanter
som samtyckte till deltagande 1 intervjustudier (I, IT och IV) tycktes angeligna att
berdtta om sina erfarenheter. Det dr mojligt att deltagarna hade personlig nytta
av att delta, dd erfarenheten av att sitta ord pa egna erfarenheter kan ha en
terapeutisk verkan, genom att 6ka forstielsen for de egna erfarenheterna (East,
Jackson, O'Brien, & Peters, 2010).

Vid urvalet av deltagare har sirskilda hinsyn visats dldre informanter med tanke
pa deras potentiella beroendestillning (Polit & Beck, 2016; World Medical
Association, 2013), exempelvis 1 férhéllande till enhetschef och sjukskéterska.
Av den anledningen inhdmtades idldre personers samtycke av doktoranden, vid
ett enskilt bes6k som ocksd var avsett att vara kontaktskapande. Vid detta
tillfdlle upprepades information vid behov och idldre personer gavs moijlighet att
stilla frigor om projektet. De fick méijlighet att limna samtycke till deltagande i
intervjustudie (II) eller observationsstudie (III), eller bada. De dldre personer
som samtyckte till att anhoriga fick kontaktas, limnade vid detta tillfdlle namn-
och kontaktuppgifter till dessa personer. Vidare exkluderades av etiska skil idldre
personer med uttalad kognitiv svikt, for att f6rebygga osikerhet hos dem,
exempelvis vid observationer. D4 dldre personer pa vird- och omsorgsboende
kan vara i olika stadier av kognitiv svikt utan att 4nnu ha en diagnos, ombads
ansvarig sjukskéterska att initialt bedéma vilka dldre personer som motsvarade
urvalskriterierna ’att kunna ldsa och forstd muntlig och skriftlig information’,
samt ’ha f6rmdiga att uttrycka sig verbalt och interagera vid samtal’. For att
underlitta dldre personers mojligheter att sjdlvstindigt tillgodogora sig
information om projektet sattes informationsblad upp pa vil synlig plats pa
varje avdelning. Vidare var de informationsblad som delades ut till dldre
personer skrivna med stor text, fOr att 6ka lisbarheten dven f6r dem med
nedsatt syn. For att underlitta igenkdnning vid senare triff var alla
informationsblad som riktade sig till dldre personer férsedda med foto pa
doktoranden. Av hygienskil, men ocksa for att mildra idldre personers

upplevelse av att vara iakttagna i en sarbar situation (I1I) bars

68



underskoterskeklader i samband med datainsamlingen. For att underlitta
igenkdnnande bars en skylt mirkt med férnamn och ordet *forskare’.
Intervjuernas lingd anpassades efter dldre personers dagsform och planerade
aktiviteter och genomférdes av dessa skil i flera kortare pass. Tvi dldre personer
férsimrades kognitivt under datainsamlingsperioden, med tilltagande svirigheter
att uttrycka sig och interagera i en konversation, varfor de av etiska skil
exkluderades frin intervjustudien (II). I samband med observationer (I1I)
iakttogs dldre personers kognition och vid tveksamhet efterfrigades ett nytt,
muntligt samtycke inf6r genomférandet av observation, vilket gjorde det

informerade samtycket till en pdgiende process (Seymour & Ingleton, 2005).

Samtliga delstudier har etikprévats initialt. En delstudie (I) har genomgatt
granskning vid Ersta Skéndal Bricke hogskola (IVV, Dnr. 1003/ A). Ovriga
delstudier (II-IV) har genomgitt granskning vid den regionala
etikprovningsnimnden i Stockholm (Dnr. 2017/8 - 31/1). Sammantaget har
detta projekt medtort potentiella risker £6r informanterna. Risker behéver dock
vigas emot nytta och fynden fran denna avhandling kan bidra med ny kunskap
och leda till férbittrad assisterad kroppslig vard f6r andra dldre personer i
framtiden. Att veta detta kan stirka vilbefinnandet hos deltagare i
forskningsstudier, genom vetskapen att deras insats bidrar till samhillet och later

dem ldmna efter sig ett arv som kan bli andra till gagn (LeBlanc et al., 2010).
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4. Fynd

I underskéterskornas beskrivningar av vird i livets slut framtrider den
kroppsliga virden som central (I). Denna vird innebir bade £6r de dldre
personerna (II) och de anhériga (IV) assistans, dock i varierad betydelse. 1
observationerna iakttogs en tyngdpunkt pd underskéterskors professionella
gorande (III). Saledes framtrider en sammantagen forstielse av kroppslig vard
som bide en professionell omvardnad och en assistans fér den dldre personen.
Fortsittningsvis kommer 1 denna ramberittelse *Assisterad kroppslig
omvirdnad” (AKO) att anvindas som begrepp for att ange den
professionsspecifika omvardnad som underskéterskor ger och dldre personer ar

mottagare av i livets slut pa vard- och omsorgsboenden.

4.1. Delstudie |

Underskoterskor stravade efter att ge en assisterad kroppslig omvardnad som
byggde pa respekt och engagemang. De ville stirka édldre personers
vilbefinnande och skydda deras virdighet bade f6re och efter déden. Deras
perspektiv pa sitt arbete med vard i livets slut framtridde i form av tre

huvudkategorier och sju underkategorier (se Tabell 6).

Tabell 6: Oversikt av fynd, delstudie 1

Huvudkategorier | Ddden som en Den ildre personens Vird i dédens
naturlig del av livet vilbefinnande nirhet
Underkategorier | Doden ir vintad Den idldre som En tyst vird
petson
Tecken pa Anpassa tempot pi Ett virdigt farvil
annalkande déd virden
Vilja men inte kunna

3 Detta begrepp ersiitter fortsdttningsvis i ramberittelsen de begrepp som varierat anvinds i
avhandlingens publicerade delstudier, saisom ’care’ (sv. *vard’), ’bodily care’ (sv. ’kroppslig vard’) och
"assisted bodily care’ (sv. “assisterad kroppslig vard’).
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Dadden som en naturlig del av livet beskrev en dldre persons sista tid i livet som en
naturlig och gradvis process i riktning mot déden. Huvudkategorin bygger pa

tva underkategorier: Déden dr vintad och Tecken pa annalkande déd.

Den férsta underkategorin, ’déden dr vintad’, innebar att underskéterskor
beskrev dldre personers déd vid hog dlder vara si sjilvklar och vintad att den
knappast behévde vare sig eftertanke eller f6rberedelse. En dldre person
uppfattades som en person som levt sitt liv och nu var trétt, svag och redo att

dé. VOB beskrevs didrfér som en naturlig sista anhalt.

Den andra underkategorin, ’tecken pa annalkande d6d’, beskrev
underskoterskors arbete med att bedéma om déden var att vinta inom kort eller
férst om ndgra dr. For att anpassa den assisterade kroppsliga omvirdnaden till
aldre personers behov var de déirfér uppmirksamma péd kroppsliga férindringar
hos de dldre personerna. Det f6rsta tecknet pd annalkande déd beskrevs vara
forlust av kroppsliga férmagor, foljt av minskande aptit, 6kad
infektionskinslighet och 6kad grad av virk. I denna f6r de dldre personerna si
sarbara situation strdvade underskéterskor efter att virna dldre personers
virdighet, exempelvis genom att si linge som méjligt hjilpa dem att f4 komma
till toaletten. I takt med att dldre personers kognition sviktade, i kombination
med 6kad trétthet och minskat intresse f6r omgivningen, tog underskéterskor
gradvis 6ver den kroppsliga omvirdnaden f6r att till slut skéta den helt och
hillet.

Den andra huvudkategorin, Dex dldre personens vilbefinnande, beskrevs som central
i underskéterskors arbete. Huvudkategorin stéds av tre underkategorier "Den

dldre som person’, ’Anpassa tempot pa virden’ och ’Vilja men inte kunna’.

Nir underskéterskor talade om ’den dldre som person’, lyfte de fram dldre som
unika personer med stor livserfarenhet. Detta beskrevs som viktigt att
respektera i moétet med édldre personer. Generaliseringar i bemétandet av dldre
personer endast pd grund av deras héga dlder miste da undvikas. Att férséka
lira kinna dldre personer genom att sméprata med dem medan de fick sin
dagliga omvardnad beskrevs som en vig till framging pi detta omride.
Underskoterskor ville halla en littsam ton och undvek helst att tala om doéden,
eftersom det kindes opassande. De strivade i stillet efter att stimulera dldre

personers vilbefinnande genom att sméprata, skdimta, baka kakor till kaffet och
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sitta ned och umgas. Nir déden ndrmade sig var underskoterskor fokuserade pa
att den ildre personens kropp skulle vila bekvimt, vara ren och fri frin obehag i
en lugn miljé och vidrdas pa ett sitt som i sd hég grad som méijligt

Sverensstimde med hur den dldre personen sjilv ville bli vardad.

Nir déden nidrmade sig beskrev sig underskSterskor striva efter att ’anpassa
tempot pa varden’. De beskrev att hjdlp med att ge mat och personlig hygien
krivde mer tid i takt med att en dldre person férsimrades. De behévde ocksa
befinna sig i ndrheten av den dldre personen f6r att kunna lisa av och forsta
ansiktsuttryck och kroppssprak for att kunna ge AKO pa ett sitt som frimjade
vilbefinnande och inte férorsakade stress. Ju nirmare déden kom, desto
viktigare var det att ndgon fanns nira for att pa olika sitt kunna frimja en dldre
persons vilbefinnande genom enkla dtgirder som exempelvis beréring och

genom att borsta haret.

I underkategorin ’vilja men inte kunna’ beskrev underskéterskor hur deras vilja
att anpassa tempot férsvarades av en tidsbrist, som kunde relateras till
otillricklig bemanning. Detta tvingade dem att prioritera arbetet pd ett sitt som
hindrade dem fran att vara nira en déende éldre person i den utstrickning de
6nskade. Detta beskrevs som en stindig frustration i underskéterskors arbete.
De f6rs6kte dé turas om att sitta hos den déende personen, eller om det inte var
mojligt, att regelbundet géra kortare besok for att stimma av ldget. I sidana
situationer beskrevs anhérigas nirvaro vid dédsbidden som en stor littnad.
Underskoterskor sag da den anhériga som en samarbetspartner, som
6vervakade den dldre personens tillstind och slog larm vid f6rsimring, nir

underskoterskors insatser behovdes.

Vrd i dodens ndrbet karaktiriserades av ett starkt kinslomissigt engagemang hos
underskéterskor. Huvudkategorin utgbrs av tvd underkategorier; *En tyst vard’
och ’Ett virdigt farval’.

’En tyst vird’ innebar att underskéterskor anpassade sitt f6rhallningssitt i motet
med en dldre person de tidigare haft en relation till. Stillsamhet, tystnad och
mjuk berdring antogs kunna bidra till ett lugn hos den édldre personen.
Atmosfiren i rummet blev viktig. I sidana situationer beskrevs det som mycket
viktigt att anpassa den assisterade kroppsliga omvardnaden efter den dldre

personens egna 6nskemdl. Detta kunde till exempel innebira att
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underskéterskor ldt en dldre person d6 ensam, trots att det stred emot deras

€gna normer.

’Ett virdigt farvil® karaktiriserades av 6dmjukhet och vérdnad infér déden. Det
beskrevs som ndgot visserligen okdnt, men samtidigt vackert och harmoniskt,
dir den dldre personen till slut fick bli befriad frin sin nedbrutna kropp. Nar
déden intritt, tog underskoterskor ett eget farvil genom att kld den déde 1 egna
kldder och ibland ligga nagot kart féremal intill kroppen. I detta skede gavs
anhorigas 6nskemadl ett stort utrymme. Att stida den dldre personens rum och ta
bort alla hjdlpmedel beskrevs som en viktig handling som skinkte
underskéterskor tillfredsstillelse och lugn genom att pa ett praktiskt satt

aterstilla den dldre till den han eller hon en ging varit.

4.2. Delstudie |l

Innebérder i att ta emot assisterad kroppslig omvardnad framtridde som ett
overgripande tema; Att vara utsatt och finna sig i det. Utsattheten bestar i att
livet snart dr slut och att kroppen férsimras, betraktas och vidrors av andra
minniskor 1 en vardag som helt styrs av deras vilvilja och arbetsrutiner. Detta
rymmer en ambivalens, dd utsattheten kan upplevas som positiv, men dven
negativ. Det dr att vara inldst som i ett fingelse, men i detta ocksa uppleva
vilbefinnande. Situationen kan inte paverkas, varfér AKO ir att vara utsatt och
finna sig i det. Fem teman belyser fenomenets inneb6rder nirmare (se Tabell 7).

De fem temana omfattade totalt tio subteman.

Tabell 7: Oversikt av fynd, delstudie 11

Overgripande
tema Att vara utsatt och finna sig i det
Teman Att ha Att Overldta  Att vara Att pendla Att vara i
hopp i kroppen i mellan makt  mellan eget  en
hoppléshet  andras och ansvar och  pédgiende
hinder maktléshet krav interaktion

Att ta emot assisterad kroppslig omvardnad 4r att ha "hopp i hoppléshet’. Det ir
hopplést att veta att ddden ndrmar sig och samtidigt sotja upprepade forluster

av kroppslig forméga. Det dr hopplost att leva med fruktan for ett Skat
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beroende, varfér tanken pi en hastig d6d innebir hopp. AKO 4r hopp nir det
delvis gér att klara sig pa egen hand, eller trina med malet att aterta nagot av det
férlorade oberoendet. Att ta emot AKO med maélet att komma upp ur singen
till kaffebordet eller f6r att f6lja med i det som sker pa avdelningen ér att ha

hopp i vardagen.

Att ta emot assisterad kroppslig omvardnad ér att *6verlita kroppen i andras
hinder’. Det ir vilbefinnande nidr varma vattenstrilar virmer nacken och
trygghet ndr AKO ges av nagon som ir kunnig, van, férberedd, samt
uppmirksam pd outtalade behov. Girna medan ett samtal pdgir, som kan
férpassa hjilpbehoven till medvetandets bakgrund. Det idr ocksa vilbefinnande
att ta emot AKO nir den ges med mjuka hinder pa ett lugnt och omsorgsfullt
satt. AKO dr vilbefinnande ndr ndgon annan utfér handlingar som 4r viktiga,
men inte lingre gar att utféra pa egen hand, som att vattna blommorna pa
ténsterbinken. Samtidigt 4r AKO ett lidande nidr den innebir ling vintan pa
hjilp, nir den utférs virdslost och fort eller nir den framkallar kroppslig smirta.
Den ir ocksa lidande nir egna énskemail f6rsummas, nir andras vilvilja
begrinsar och 6verbeskyddar, eller nir den aldrande nakna kroppen exponeras
f6r personer av motsatt kén. Att ta emot AKO innebir lidande och férnedring
nir kroppen behandlas pa ett f6rnedrande och vardslost sitt i en sarbar

situation, nir den hanteras ”’som ett paket”.

Att ta emot assisterad kroppslig omvirdnad 4r ’att vara mellan makt och
maktléshet’. Att si mycket som mojligt klara sig sjdlv och slippa besvira
underskéterskor innebir att ha makt. I den situationen dr det makt att med hjilp
av egen uppfinningsrikedom finna ut olika vigar att klara sig sjilv. Att ha makt
ar att bli lyssnad till, att vara den som star vid rodret nir AKO utfors. Samtidigt
begrinsas makten nir andra bestimmer, nir vintan blir vardag. Att ta emot
AKO ir att vara maktlds och inte kunna bestimma sjilv och vara helt beroende

av andra minniskors vilvilja f6r att klara av vardagliga projekt.

Att ta emot assisterad kroppslig omvirdnad 4r ’att pendla mellan att ta ansvar
och krav’. Detta innebir att stindigt att konfrontera sig sjilv med sin olust infér
att visa sig naken. Vidare, att ta ansvar f6r att bedéma underskoterskors
arbetsborda samt utifran detta sinka de egna kraven. De krav som stills i

relation till AKO vinder sig mot organisationen, som klandras f6r den liga
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bemanning som leder till langa vintetider och brister i AKO. Underskéterskor
tas solidariskt i f6rsvar, di de beskrivs ha god kompetens och en vilja att géra

gott.

Att ta emot assisterad kroppslig omvirdnad 4r ’att vara i en pagiende
interaktion” med underskéterskor pa ett sitt som skapar gemenskap, trivsel och
vilbefinnande. Att bli lyssnad pa, att métas av forstaelse, respekt och humor gor
AKO till en interaktion som innebir nirhet, 6mhet och en jimlik vinskap. Da
hamnar kidnslan av beroende 1 bakgrunden. Nir AKO didremot utférs av nidgon
obekant, nir den utférs mekaniskt och opersonligt eller nér det av olika skil inte
gir att kommunicera, da dr den ensamhet och frimlingskap. P4 samma sitt
overgivenhet, nir egna 6nskemal nonchaleras eller nir underskoterskor visar
irritation. Risken att bli 6vergiven kan himma interaktionen med
underskéterskor da man hellre finner sig i upplevda felaktigheter, dn riskerar att

uteslutas fran gemenskapen.

4.3. Delstudie Il

Det praktiska innehallet 1 assisterad kroppslig omvirdnad p4 ett vard- och
omsorgsboende framtridde under sex kategorier, vilka hir presenteras i fallande

storleksordning (Se Tabell 8). De sex kategorierna omfattade 26 subkategorier.

Tabell 8: Oversikt av fynd, delstudie 111

Kategori Antal
koder
Underskoterskors 410

assisterade kroppsliga
vard med direkt
kroppskontakt

Underskoterskors for- 356
och efterarbete kring
assisterad kroppslig
vird, med indirekt
kroppskontakt
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Stod for aldre 179
personers
sjalvbestimmande i
assisterad kroppslig
vard

Aldres personers 177
handlingar for att
bibehilla oberoende
inom assisterad
kroppslig vird

Underskéterskors 114
uttryck f6r omtanke i
assisterad kroppslig
vard

Avbrott i assisterad 107
kroppslig vard

I den f6rsta och stérsta kategorin beskrevs *underskdterskors assisterade
kroppsliga vird med direkt kroppskontakt’, vilket framfér allt handlade om
hygien och f6rflyttningar. Pa- och avklidning, hud- och hirviard samt mat- och
medicindelning ingick ocksa. Arbetet gick snabbt och innebar att
underskéterskor ofta hjilpte flera personer samtidigt och gick fram och tillbaka
mellan dem, vidare att de hjilptes at, exempelvis med paklidning. Ibland stilldes
frigor om 6nskemil i den assisterade kroppsliga omvirdnaden, men de dldre

personernas svar invintades inte.

Den andra kategorin beskrev 'underskoterskors for- och efterarbete kring
assisterad kroppslig vard, med indirekt kroppskontakt’. Det handlade till strsta
delen om att férbereda hygienarbete och stida, men ocksd om férberedelser
infor f6rflyttning. Vissa atgirder handlade om att skydda dldre personer och att
térbereda f6r mat och medicinintag. Detta arbete var en nédvindig
férutsittning for att AKO 6ver huvud taget skulle kunna genomféras. Vidare
nédvindigt for att garantera dldre personers sikerhet i samband med AKO,
samt bibehdlla en god ordning i dldre personers omgivning. Det medférde att
underskéterskor var mingsysslare som ofta gjorde flera saker samtidigt,

utnyttjande alla lediga stunder till att utféra detta kringarbete.
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Den tredje kategorin beskrev underskoterskors *stéd f6r dldre personers
sjdlvbestimmande i assisterad kroppslig vird’, genom samarbete. Det innebar att
underskéterskor gjorde det som dldre personer inte klarade sjilva.
Underskoterskor var uppmirksamma pa dldre personers 6nskemal och f6rmaga,
stindigt beredda att ta 6ver i1 exakt det 6gonblick en édldres persons f6rmaga blev
otillricklig. Att stédja sjialvbestimmande innebar vidare att stodja édldre
personers kropp vid f6rflyttning, samt genom att Sverridcka hjilpmedel i savil
planerade situationer, som vid pl6tsligt uppkomna situationer, exempelvis nir en

dldre person var nira att falla.

Den fjirde kategorin beskrev ’dldres personers handlingar f6r att bibehélla
oberoende inom assisterad kroppslig vird’. Det handlade frimst om
torflyttningar, men berdrde dven matsituationer, hygien samt pa-och avklddning.
Underskoterskor fanns alltid ndra, medan samtliga dldre personer utférde
sjalvstindiga atgirder sa lingt det var dem mdijligt, si linge de hade nigon som
helst f6rmaga kvar. Vid nagra fa tillfdllen anvinde ildre personer denna

sjalvstindighet till att utféra atgirder som uttryckte sjialvbestimmande.

Den femte kategorin beskrev *underskoterskors uttryck fér omtanke i assisterad
kroppslig vard’. Det handlade frimst om att skapa kroppslig bekvimlighet, men
ocksd om att vidta dtgdrder dgnade att virna dldre personers integritet. Det
innefattade dven en smeksam berdring som antydde att dir fanns gemenskap
och nirhet mellan dem och de éldre personerna. Vid nagra fa tillfdllen beskrevs
underskéterskor vidta gemensamhetsfrimjande atgidrder genom att aktivt séka

dldre personers sillskap.

Den sjitte kategorin beskrev “avbrott i assisterad kroppslig vird’. Det handlade
frimst om 6gonblick da underskéterskor stannade upp i arbetet f6r att
observera ildre personers kroppsstatus, kliders renhetsgrad eller ildre personers
sjalvstindiga handlingar. Det handlade dven om externa avbrott, orsakade
exempelvis av larmsignaler, telefoner eller kollegor som kunde komma in i ett
rum och avbryta AKO dven om dir fanns en naken dldre person. Slutligen fanns
avbrott som berodde p4 att underskoterskor hjilpte fler dldre personer
samtidigt, vilket innebar perioder av vintan foér dldre personer. Aven
underskoterskor erfor avbrott i AKO orsakade av viantan, niar de avvaktade det

6gonblick da idldre personer ater behévde deras hjilp.
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4.4. Delstudie IV

Tre beskrivningskategorier, representerande en gradvis Skande komplexitet
identifierades i analysen av anhdrigas uppfattningar om assisterad kroppslig
omvardnad. Férhallandet mellan beskrivningskategorierna ar hierarkiskt, vilket
innebdr att beskrivningskategori 1 4r pa grundliggande niva, medan 2 och 3
inkluderar tidigare beskrivningskategorier (Se Figur 3).

Figur 3. Beskrivningskategorier delstudie IV.

Aldre personers sjilvbestimmande

1) Assisterad kroppslig vard- 2) Assisterad kroppslig vard- 3) Assisterad kroppslig vard-
en arena for aldre personers underskoterskans praktiska anhorigas respektfulla och
sjalvbestimmande ansvar, ibland begrinsat av praktiska bidrag, som leder
resursbrist till ett Gvergripande
valbefinnande.

Anhériga uppfattade att assisterad kroppslig omvardnad utgar fran ildre
personers sjilvbestimmande, en uppfattning som fdljer likt en réd trad genom
underskdterskors praktiska AKO och anhérigas utférande av en icke intim
AKO.

I den forsta beskrivningskategorin beskrevs assisterad kroppslig omvardnad
framst vara den ildre personens angeligenhet. Detta antogs bero pa deras
stravan efter sjilvstandighet, men 4ven pa en 6nskan om att inte ligga andra till
last. Aldre personer uppfattades som fullt kapabla att féra sin egen talan och
som trygga och néjda med att bo pa vard- och omsorgsboende. Initiala
svarigheter med att visa sig naken infér andra beskrevs zdldre personer ha funnit

sig 1 efter att ha bott en tid pa VOB.

I den andra beskrivningskategorin uppfattades intim assisterad kroppslig
omvardnad som underskdterskors uppgift, nagot de var kapabla till och skétte
val. Till underskéterskors ansvar fér AKO riknades dven mindre intima
uppgifter som promenader, stidning och trining. Relation och omtanke sags
som birande element i AKO, vilket kom till uttryck i en visad respekt fér de
ildre personernas énskemal, anvindande av humor samt i omsorg dgnad att

férebygga kroppslig skada. Oacceptabla brister inom AKO beskrevs f&lja lag
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bemanning och tidsbrist. For detta lastades inte underskéterskor utan

organisationen, som inte tillhandahéll nédvindiga resurser.

I den tredje och mest komplexa beskrivningskategorin beskrev anhériga sig
sjdlva bidra till assisterad kroppslig omvardnad genom att tillhandahilla
térbrukningsartiklar och genom att umgéds med de ildre personerna, till
omsesidig glidje. AKO utgdrs da av allt som far de édldre personernas dagar att
fungera genom att bidra med mening och vilbefinnande. Intim AKO var inte de
anhorigas uppgift, dels f6r att de sillan var pa VOB nir den utférdes, men dven
f6r att deras nirvaro uppfattades vara sirskilt obekvim och integritetskrinkande
t6r dldre personer. I stillet beskrevs en 6nskan att fa bibehilla relationen till den
dldre personen genom att fa sta vid sidan av intim AKO. Det var en stor ldttnad
att fi limna Sver ansvaret till underskéterskor. Dock uppfattade anhoriga att
AKO ibland férindrades pa sitt som kunde leda till att en dldre person
térlorade kroppsliga f6rmagor. Det skapade en ambivalens som innebar att
anhoriga inte kunde undga att kdnna ett fortsatt ansvar f6r AKO. Fran sin
sidoposition férsokte de paverka underskéterskors AKO genom att uppmana
dldre personer att begira rittmitig hjilp, eller genom att sjilva férmedla
information om éldre personers énskemal till underskéterskor. Anhériga
uppfattade sig dirmed tvungna att ha en fortsatt uppmirksamhet riktad mot
omstindigheter kring AKO, trots sin 6nskan om att fa limna 6ver ansvaret till

underskoterskor.
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5. Diskussion

Avhandlingens 6vergripande syfte var att belysa vird i livets slut pa vird- och
omsorgsboende, med inriktning mot den kroppsliga omvirdnaden, utifran édldre
personers, underskéterskors och anhérigas perspektiv. Av fynden framgir att
det r6r sig om en assisterad kroppslig omvardnad, dir dldre personer,
underskéterskor och anhériga alla bidrar pa olika sitt. Fynden visar ett utvidgat
perspektiv pa AKO i livets slut, som nidgot mer dn praktiskt och kroppsnira

gorande. Huvuddragen diskuteras nedan.

5.1. Assisterad kroppslig omvérdnad - nér
kroppen inte récker till

Kroppslig omvirdnad framstar som underskoterskors frimsta fokus i arbetet
@). Inom ramen f6r kroppslig omvérdnad forefaller dldre personer angeligna
om att sjilva delta (II), exempelvis genom att tvitta de kroppsdelar de sjilva kan
na i duschen (II, III). Detta forefaller vara sa viktigt att de utfér dessa handlingar
sa linge de har mojlighet, aven om deras rérlighet och egen f6rmdaga ér starkt
begrinsad. Det innebir att de inte kan f6rstas som passiva mottagare av
omvirdnad. Det talar £f6r att dldre personer erfar sin kropp som levd och hel, s
linge de kan utféra nigot pa egen hand, méjligen pa grund av att beréringen av
den egna kroppen bekriftar att den inte dr ett objekt, utan fortfarande bade
subjekt och objekt (Metleau-Ponty, 1945/2013). Detta tycks innebira ett
vilbefinnande (II). Kroppslig omvardnad handlar d4 om att fullborda
intentioner som den dldre personen riktat sin kroppsliga intentionalitet emot
(Metleau-Ponty, 1945/2013). Den kroppsliga intentionaliteten it
meningsskapande, vilket innebdr att nér dess intentioner fullbordas och en dldre
person klarar av att genomféra niagot denne féresatt sig, da skapas mening i
tillvaron. Denna mening kan forstds 1 termer av hilsa och som synonym med
vilbefinnande (Dahlberg & Segesten, 2010), det vill sidga, en hilsa som inte
férutsitter en frisk och fungerande kropp, men en som bygger pa en inre,

positiv upplevelse av vilbefinnande hos den dldre personen (1I).

Med hjilp av den kroppsliga intentionaliteten skapas strukturer i det
vanemissiga métet med omvirlden, vilket gor ofta upprepade rorelser eller

skeenden till sidant som kan utféras reflexmissigt och utan nagon nirmare
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eftertanke (Bullington, 2013). Detta gor att ju mer som hamnar i ryggmirgen”,
desto mer energi kan frigbras £6r att se och ta in nya saker, vilket kan innebdra
mojlighet till utveckling pa ett personligt plan. Nir den kroppsliga
intentionaliteten himmas pa grund av férlust av kroppsliga férmagor, kan de
kroppsliga, psykologiska och sociala strukturer som skapats f6r anpassning till
nya situationer och utmaningar inte lingre hjilpa den ildre personen att vara i
virlden pa ett tryggt och sjilvklart sitt. Da aterstar ingen 6verflddig energi som
kan anvindas till att rikta intentionaliteten mot andra intressanta och
utvecklande féreteelser i omgivningen, vilket kan upplevas som hopplést och
begrinsande (II). Detta kan forstds som att kroppen limnar sin ideala position
”’som morkret 1 en teatersalong, endast till £f6r att bilda bakgrund f6r
skadespelet” (Metleau-Ponty, 1945/2013, s. 103), for att plotsligt krdva all
uppmirksamhet. Da bryts den kroppsliga intentionaliteten och en dldre person
kan beh6va assistans for att den kroppsliga intentionaliteten skall na sin
fullbordan. Den kroppsliga omvirdnaden blir da till en assisterad kroppslig
omvirdnad som hjilper till att &verbrygga den avbrutna intentionaliteten (I-IV).
Assistansen, som i samband med observationer syns trida till 1 just det
Sgonblick da den ildre personens egen f6rmaga tar slut, och vara just si linge
som behovs for att den dldre personen ater skall kunna klara sig sjilv (111), utgér
pa sd sitt en bro 6ver kroppslig of6rmaga, sa att den édldre personens kroppsliga
intentionalitet inte forblir fruktlos, utan leder till avsett resultat och
meningsuppfyllelse. For dldre personer innebir assistansen dirmed inte endast
omvirdnad av kroppen, utan en assisterad omvéirdnad som trider i den egna
kroppens stille, 1 utférandet av meningsskapande atgirder de tidigare kunnat
utféra med hjilp av sin kropp (II). Detta ér tidigare beskrivet som att
underskéterskor genom sin assistans utgdr en foérlingning av dldre personers
eget agerande (Meyer, Donelly, & Weerakoon, 2007). For édldre personer kan det
dirtor forstds som AKO nidr underskoterskor hjilper dem genomféra projekt de
anser vara viktiga, exempelvis med att vattna blommor som ser torra ut, nir
detta innebir atgirder som den ildre personens kropp inte lingre klarar av att
utfoéra (11).

Utifran forstielsen av hilsa som att vara i stind till att genomféra sma eller stora
livsprojekt (Dahlberg & Segesten, 2010), kan underskéterskors assistans anses

fungera som en vig till vilbefinnande och hilsa. Observationer (III) och
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anhorigas uppfattningar (IV) ger vid handen att AKO kan vara savil intim som
fokuserad pia omgivningen, inbegripande savil klidtvitt som stidning och
rullstolspromenader. Anhériga férefaller dessutom ha ett implicit holistiskt
perspektiv pa dldre personer da de sjilva menar sig ge AKO nir de handlar
exempelvis godis och cigaretter, sidana saker som ildre personer behéver for att
kinna vilbefinnande, eller ndr de hjilper en dldre person att fd stimulans ”av
huvudet” (IV). Aven for dldre personer och underskéterskor forefaller AKO
innebdra mer dn praktiska handlingar da de bade praktiserar och betonar virdet
av samtal och kommunikation i samband med dess genomférande (I, 11, I1I).
Ocksd underskoterskor férefaller ha ett holistiskt perspektiv pd idldre personer,
framfor allt ndra dédségonblicket da de grips av vordnad infor att en aldre
person skall fa bli fri fran sin kropp och bli sig sjilv igen, vilket kan tyckas spegla
tankar om en andlig dimension (I). Sammantaget kan detta anses vidga
begreppet AKO fran att omfatta konkreta handlingar som pd- och avklidning,
hjilp vid matsituationer, personlig hygien och forflyttningar, till ett holistiskt
perspektiv som omfattar en dldre person till bide ande, kropp och sjil. Dirtill
livsvirldens sammanflitning med omvirlden och den levda kroppens
utstrickning éver tid och rum (Metleau-Ponty, 1945/2013), dir en idldre persons
preferenser gillande exempelvis underhillning och annan intellektuell stimulans
kan vara grundade sedan ldng tid tillbaka. Och sddana preferenser menade sig de
anhoriga kinna till, genom sin livslainga kinnedom om de dldre personerna (IV).
Vidare uttryckte de sig girna vilja bista med denna unika kunskap. Detta har
tidigare beskrivits som att vara en dldre persons foéretridare pa VOB och ett

meningsfullt uppdrag fér anhoriga (Ekstrém et al., 2019).

5.1.1. Relationens betydelse

Assisterad kroppslig omvirdnad 1 livets slut forefaller alltsd kunna leda till
vilbefinnande, men dven innebira vilbefinnande medan den pagir, forutsatt att
kroppen behandlas som levd (II). Detta innebir £6r dldre personer att AKO
utférs av ndgon som édr kunnig och van (II), i ett tempo som inte stressar (I, II)
och dir underskéterskan behandlar den édldre personen som en like, vilket far
kinslan av beroende att trida 1 bakgrunden (II). D4 framtrader i stillet en
o6msesidig och vinskaplig relation, priglad av samtal och omtanke (I-IV), nagot
som ocksa beskrivits stirka underskéterskors arbetsglidje och yrkesstolthet
(Higgstrom et al., 2010). Enligt Metleau-Ponty (1945/2013) ir dven
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kommunikationen minniskor emellan att férstd som en kroppslig foreteelse, da
det dr i och genom kroppen som vi varseblir och f6rstar varandra. Tal blir i den
meningen till en kroppslig fé6rméga som kan liknas vid férmdgan att gestikulera,
eftersom det hjilper till att férmedla en meningsfull tanke frin en person till en
annan. Aven beréringen blir till ett sitt att nd fram till den andre, nir
underskéterskan genom handens varsamma beréring varseblir den édldre
personen och palperar, liksom efterfragar vad som ger den dldre personen ett
vilbefinnande. Betydelsen av mjuk och varsam beréring som orsak till
vilbefinnande bekriftas av idldre personer (II) och underskéterskor (I) och
kommer till uttryck i de smeksamma berdringar som kunde iakttas vid
observationerna (III). Detta bekriftas av tidigare forskning fran uttalat palliativ
kontext, dir beréringens f6rmaga att framkalla kinslor av bekriftelse och
vilbefinnande i livets slut lyfts fram (Cronfalk, Strang, Ternestedt, &
Friedrichsen, 2009; Hikanson & Ohlén, 2015). I kontrast till detta bibehélls och
stirks den viktiga relationen mellan dldre personen och anhériga frimst genom
gemenskap och umginge, di anhdriga uppfattar sin nirvaro vid intim AKO som

ett hot mot ildre personers integritet i en utsatt situation (IV).

Humor framstir som en viktig aspekt av relationen i assisterad kroppslig
omvardnad i livets slut (I-IV). Fér dldre personer tycks humor verka som ett
socialt smorjmedel som skapar férutsittningar £f6r gemenskap och vinskap, s
att de tillfdllen d4 AKO skall utforas blir tillfillen att se fram emot (II). Detta
framgar dven av observationerna, dir AKO trots det héga tempot innehaller
6gonblick av bade humor och émhet (I1I). Anhériga uppfattar humor mellan
dldre personer och underskéterskor som en viktig del av AKO, dir humor anses
bidra med vilbefinnande f6r dldre personer (IV). Sjilva uppfattar sig anhériga
bidra med en littsam variant av AKO, dgnad att glidja och stimulera dldre
personers intellekt, och dirigenom leda till vilbefinnande f6r bada parter,
exempelvis nir de gar pa underhéllning tillsammans (IV). I enlighet med
resultaten frin en sammanfattande studie om humor i palliativ vird, framstar
humor som ett medel f6r att utjimna ojamlikhet och skapa gemenskap,
samtidigt som den kan 6verbrygga kinslor av utsatthet genom att f6rtydliga det
absurda och pa sa sitt avdramatisera situationer som annars kan kinnas svara
(Pinna, Mahtani-Chugani, Sanchez Correas, & Sanz Rubiales, 2018). En

férutsittning for att anvinda humor framgangsrikt i dylika sammanhang dr dock
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att utga frin en kunskap om hur den idldre personen sjilv uppfattar situationen.
Av tynden fran denna avhandling framgir att f6rekomsten av humor inte
oavkortat leder till vialbefinnande, utan ibland anviands av underskdterskor nar
de vill undvika att férdjupa sig 1 existentiella samtal med dldre personer (I, 1I).
Det belyser att humor 1 AKO bér anvindas med medvetenhet om den
intersubjektivitet som alltid finns mellan édldre personer och underskéterskor,
dir det f6rhéllningssitt som antas alltid uppfattas och forstds pa nigot sitt, vare
sig det dr av inkluderande eller exkluderande karaktir (Galvin & Todres, 2013).
Humor i AKO kan dirmed f6rstis bdde som ett medel f6r 6kad 6msesidighet
och som ett medel for att skapa distans. Humor kan dédrfér, i enlighet med
forskning inom palliativ viard (Pinna et al., 2018), ses som ett viktigt inslag vid
vard i livets slut. Forutsittningen dr att den anvinds med stort omdome, samt

utgir fran och inkluderar édldre personer.

5.2. Sjalvbestémmande som villkor fér
vélbefinnande

Aldre personers sjilvbestimmande inom assisterad kroppslig omvardnad i livets
slut féljer som en réd trad genom projektets olika delstudier (I-IV).
Sjilvbestimmande kan f6rstis som bide en 6nskan och en strivan (II & III)
och ett medel f6r att bevara kroppen som levd (II). Samtidigt kan
sjalvbestimmande ocksa f6rstds som en omsorg om dem som utfér AKO och
en 6nskan om att inte behéva ligga andra till last (I, 111, IV). Viljan till
sjdlvbestimmande tycks vicka en kreativitet hos dldre personer, syftande till att
sa lingt som mojligt behalla atminstone nidgon form av sjilvbestimmande (II). I
observationerna iakttogs underskoterskor striva efter att stédja dldre personers
sjalvbestimmande genom att samarbeta i AKO utan att ta ver det som éldre
personer dnnu klarade sjilva (I11). Detta kan vara en utmaning fér
underskéterskor som samtidigt har att stirka dldre personers sjilvbestimmande
och skydda dem fran olyckor (Clancy & Mahler, 2016; Wikstrém & Emilsson,
2014). Samarbetet mellan dldre personer och underskéterskor (I1I) kan f6rstis
som en gemensam strivan efter hilsa i form av vilbefinnande, den som kan
uppnds nir virdefulla mal uppnitts (Dahlberg & Segesten, 2010). Om ildre
personers féormiga att genomféra meningsfulla handlingar kan férstis som

hilsa, kan kontrollférlust i samband med férlorandet av kroppslig férmiga
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t6rstas som en kinsla av att forlora sig sjilv (Dahlberg, 2019; Pickard, 2018).
Detta avbrott i kontakten med det egna kroppsliga jaget férsvirar inte bara
handlingar, utan férsvarar ocksa méjligheten att skapa mening i tillvaron
(Dahlberg, 2019). Dirigenom belyses den kroppsliga intentionalitetens
existentiella betydelse. Att forlora en formaga for att sedan lira sig utféra den pa
ett nytt, fungerande sitt dr att inférliva en ny struktur (Toombs, 2001). Men
detta innebir att en dldre person lever i en férindrad virld, som skiljer sig frin
den férra. For dldre personer, som under den sista delen av sina liv férlorar
f6rmaga efter f6rmaga, kan detta tinkas betyda att de hela tiden lever i en
féranderlig och frimmande virld, som de kanske inte har vare sig tid eller kraft
att anpassa sig till fOr att finna nya strukturer. Det kan leda till ett minskat
sjdlvbestimmande i det dagliga livet och framkalla en kénsla av maktléshet (II),
vilket framkommit dven i en studie av Tovel och Carmel (2013). Det minskade
sjalvbestimmandet kan ockséd bero pi att dldre personer inte ges tid och
moijlighet att medverka till beslut i en AKO som utférs i hég takt av
underskéterskor med ont om tid (III). Detta kan g6ra en dldre person till en
frimling i1 virlden for aterstoden av sitt liv, vilket skapar forstdelse f6r varfor

sjdlvbestimmandet kan vara sd viktigt.

Forlust av kroppsliga férmagor kan paverka rumsligheten i en dldre persons
tillvaro. Rumsligheten refererar till den omgivande virlden, och de platser och
féremal som en dldre person tillskriver betydelse i livet (Galvin & Todres, 2013).
Av den anledningen kan en plats som tidigare uppfattats som trygg och trivsam
plétsligt bli otrygg, nir den dldre personen foérlorat férmégan att ta sig dit och
ddrifran pa egen hand (Lawton, 2000). Likaledes kan den dagliga rutinen att sitta
pa toaletten skapa kinslor av oro och 6vergivenhet nir dldre personer fir vinta
linge, of6rmdbgna att sjdlva gd dirifrdn och ovissa om nir hjilp skall komma (II).
Men rumslighet refererar inte bara till kvantitativa matt som kan riknas i
centimeter och meter, utan aven till skeenden och situationer som kan vara niara
cller pé langt hill i en dldre persons dagliga liv (Galvin & Todres, 2013). Detta
kan exemplifieras med hjilp av en studie om demenssjuka forintelseéverlevare
(Craftman, Swall, Bakman, Grundberg, & Hagelin, 2019), dir underskoterskor
beskrev nédvindigheten av att anpassa AKO i férhallande till vad dldre
personer genomlevt i koncentrationsligren. Med hidnsyn till det genomférdes

exempelvis dusch med stor hinsyn till de dldre personerna, som si mycket som
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mojligt fick vara sjidlvbestimmande. Dirigenom tydliggdrs hur minnen frin det
torflutna kan vara nira i den dldre personens livsvirld och paverka tillvaron
genom att kasta skuggor av ljus eller mérker 6ver den AKO som den dldre
personen tar emot pd VOB. Bland avhandlingens fynd kan detta iakttas i dldre
personers negativa upplevelse av att fa duscha endast en ging i veckan, vilket
uppfattades som otillrickligt med tanke pa att de duschat betydligt oftare sa
linge de bott hemma och varit helt sjilvbestimmande (II). Denna rumslighetens
inneb6rd understryker ytterligare varfor sjilvbestimmande kan vara viktigt f6r
dldre personer som tar emot AKO i livets slut, samtidigt som det understryker
vikten av att betrakta en dldre persons kropp som levd, det vill siga; inte ndgot
en dldre person har utan nagonting som en dldre person 4r (Merleau-Ponty,

1945/2013).

Aldre personer forefaller striva efter sjilvbestimmande nir det giller att skéta
sitt utseende, oaktat om det tar lang tid eller ar besvirligt (I, 1II), vilket kan
relateras till en strdvan att f6rebygga ett 6kat beroende och behalla en kinsla av
kontroll, trots kroppsliga begrinsningar (Barken, 2019). Underskéterskor stédjer
detta genom att samarbeta med dldre personer och dra sig tillbaka nir de inte
behovs (111), medan anhdriga, som sillan dr nirvarande i samband med intim
AKO, forefaller ta for givet att dldre personer har hég grad av
sjdlvbestimmande i alla situationer (IV). Att stédja dldre personers
sjalvbestimmande gillande utseendet kan innebira att virdigheten bevaras, trots
en i 6vrigt svir livssituation (Hall, Dodd, & Higginson, 2014; Hoy et al., 2016).
Det vill siga, den typ av virdighet som dr knuten till den egna upplevelsen av att
vara en integrerad minniska med en egen historia och en egen identitet, av
Nordentelt (2011) benimnd som identitetsvirdighet. Identitetsvirdigheten kan
paverkas negativt nir kroppslig f6rmdga avtar, liksom av omgivningens
bemétande. Detta kan exempelvis ske om ildre personer inte fir hjilp att kla sig
pa ett sitt som de sjilva finner passande, om de upplever sig fi otillricklig hjilp
med hygien (Sanakova & Cap, 2018), eller om underskéterskor behandlar dem
som om de vore oférmdgna till sjilvbestimmande (Oosterveld-VIug et al.,
2014). Detta understryker vikten av att hjilpa idldre personer bibehalla bade
vanor och utseende 1 AKO medan fynden i denna avhandling visar att dldre
personer inte alltid far hjilp att kld eller kamma sig péd det sitt de sjidlva féredrar
(11, 1II), samt att detta betonas som viktigt forst efter att déden intritt (I).
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Sjalvbestimmande kan alltsa tillskrivas stor betydelse fér AKO i livets slut.
Foérekomsten av, eller bristen pi sjilvbestimmande avgor ofta om AKO leder
till dldre personers vilbefinnande eller en upplevelse av lidande (II). En AKO
som innebir att dldre personers asikter efterfragas och f6ljs, dir de pa ndgot sitt
upplever sig styra AKO, tycks kunna leda till vilbefinnande (IT). Samtidigt
férmedlar dldre personer att AKO kan utféras pa sidant sitt att de upplever sig
objektifierade och utsatta, tvungna att finna sig i vad andra bestimt. Detta kan
ske nidr AKO g6r ont, utfors alltfér hastigt, utan visat intresse fér personen, eller
utan empati. Att férlora sjdlvbestimmandet pé detta sitt kan vara férnedrande
och sinker graden av vilbefinnande. En sammanfattande studie av Vasimoradi
m fl. (2016) lyfter liknande fynd fran VOB, dir dldre personer beskriver en

tillvaro som r6r sig mellan sjilvbestimmande och maktléshet.

Sjilvbestimmande kan beskrivas vara en central del av en minniskas autonomi,
dir graden av autonomi kan variera utifrain méjligheten att ha egna énskemal, ha
moijlighet att fatta sjilvstindiga beslut utifran dessa 6nskemal, samt ha férmdgan
att realisera dem, vare sig man utfér de nédvindiga handlingarna sjilv, eller far
dem utférda av ndgon annan (Sandman, 2004). Detta kan anses ske nir
underskéterskor genom AKO utgdr en f6rlingning av dldre personers eget
agerande. Trots att sjidlvbestimmandet genomgiende framhdlls som ideal (I-1V),
visar observationerna (I1I) att dldre personer sjilvstindigt utfor dtgdrder endast
till drygt 12 %, medan de handlingar som uttrycker rent sjilvbestimmande
begrinsas till drygt 1% av det totala antalet koder. Detta kan visserligen anses
ligga i sakens natur, dd det undersékta fenomenet handlar om AKO, men
utifran att dldre personer, underskéterskor och anhériga uttrycker sig ha
sjdlvbestimmande som ett uttalat mal (I, I, IV) kan det d4nda framstd som att
dldre personer utfér handlingar som uttrycker sjdlvbestimmande i en péfallande
lig grad. Dessutom framstir det som att AKO ofta sker i en hég takt, dir beslut
ibland fattas 6ver dldre personers huvud (III), vilket kan tinkas framkalla stress
och motverka vilbefinnande. Detta kan f6rvisso bero pi lig bemanning, men
det kan ocksa ifrigasittas om detta ér si osjilvstindigt som det kan tyckas. Det
kan vara fraga om en Sverldten autonomi, dir dldre personer som en autonom
handling sjilva valt att &verlata bestimmandet till betrodda underskéterskor
(Sahlberg-Blom, Ternestedt, & Johansson, 2000). Det kan i sa fall vara den ildre

personens egna 6nskemdl som ligger till grund f6r handlingen, fastin den
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genomfoérs av en underskoterska, vilket innebir att handlingen i nigon man
annu dr autonom. Den liga graden av sjdlvbestimmande handlingar hos dldre
personer kan ocksa ses som resultatet av att underskdterskor har en
paternalistisk attityd och anser sig ha mer kunskap om vad som dr bist for dldre
personer, dn vad de ildre personerna sjilva har (Beauchamp & Childress, 2013).
Det kan 4ndé r6ra sig om autonomi i ndgon grad, da paternalism kan vara
sanktionerad av en dldre person, f6rutsatt att de atgiarder som utfors ar i enlighet
med 6nskemil som denne tidigare uttryckt (Sandman & Munthe, 2009).
Moijligen kan vissa fynd tolkas pa det sittet, dd dldre personers bedémning av
underskéterskors arbetssituation gbr att de valt att finna sig i de rutiner som
omgirdar AKO (II). Det tyder ocksa pa att de 4r mentalt engagerade och delvis

sjdlvbestimmande dven sedan de forlorat fysiska férmagor (1I).

5.3. Palliativ omvérdnad av dldre personer i
vélfardssamhéllet

Den undersékta kontexten har inte som ett uttalat mal att bedriva palliativ vard,
men bland fynden kan skénjas exempel pa instillningar och atgirder som kan
liknas vid palliativ vard, exempelvis det holistiska synsitt gillande 4dldre personer
och deras vilbefinnande till bade kropp och sjil som representeras av
underskéterskor (I) och anhériga (IV), samt underskoterskors atgarder att, om
an implicit, inkludera anhériga i sitt arbetslag for att sikerstilla att nigon
uppmirksammar déende dldre personers behov (I). Vidare kan den i fynden (I-
1V) genomgiende 6nskan att ge, utéva och sa mycket som méijligt stédja ildre
personers sjilvbestimmande kidnnas igen som en strivan mot en palliativ vird
(Ternestedt, Osterlind, Henoch, & Andershed, 2017). D4 kan sjilv-
bestimmandet vara ett viktigt medel f6r att stédja en ildre person att leva pa ett
sdtt som i storsta utstrickning bygger pa egna preferenser och virderingar, for
att sedan do6 pa ett sdtt som si mycket svarar mot egna 6nskemal, att déden kan
kallas god. Omvardnad pa livsvirldsteoretisk grund utgdr fran att en aldre
person ar unik, vilket innebir ett bemd&tande priglat av respekt f6r en édldre
person och dennes expertis kring sig sjdlv (Dahlberg & Segesten, 2010). Det
innebdr ett holistiskt synsitt som genererar individuella 16sningar pa upplevda
problem, dir en dldre person tar aktiv del i beslutsprocesserna som kringgirdar

AKO i livets slut. De dldre personerna betraktas och beméts di utifran ett
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holistiskt, icke-dualistiskt perspektiv, med forstdelse f6r att varje dldre person
och anhérig har sitt eget sdtt att erfara virlden utifrdn egna virderingar,
antaganden och kultur (Galvin & Todres, 2013). Dessa mal dr kongruenta med
den palliativa virdens mal (Lynch, Dahlin, Hultman, & Coakley, 2011).

Nir omvirdnad och palliativ vird férenas uppstar en palliativ omvéardnad dir
det finns en 6ppenhet f6r att tidigt tala om och férbereda dldre personer och
anhoriga pa déden. En viktig atgdrd for att ge palliativ omvirdnad kan dirfér
vara att lyssna till en dldre persons livsberittelse, eller det han eller hon sjilv
viljer att berdtta och ha det som utgingspunkt fér omvardnaden (Craftman et
al., 2019; Ternestedt et al., 2017), med andra ord; att sitta den édldre personen,
inte oférmagan i centrum, samt striva efter att lira kinna den édldre personen
(Ekman et al., 2011). Det férutsitter dock att en underskéterska har méjlighet
att lyssna, just vid de tillfillen da en 4ldre person vill beritta (Ternestedt et al.,
2017). Underskoterskor (I) betonar vikten av att lira kinna dldre personer for
att kunna anpassa den kroppsliga omvirdnaden i livets slut efter personliga
6nskemal och dirigenom frimja dldre personers vilbefinnande. De menar
vidare att sidana tillfillen uppstar i samband med genomférande av kroppslig
omvirdnad, vilket &verensstimmer med tidigare forskning (Beck et al., 2012;
Ternestedt et al., 2017). Utifrin dldre personers och anhérigas perspektiv (11,
IV) framgir ocksd att AKO ger som mest vilbefinnande nir den ges av nigon
som kinner den ildre personens preferenser tillrdckligt vil for att veta hur
denne vill ha det. Att detta utévas i praktiken framgar av observationerna (111),
dir underskoterskor smidigt anpassar sig efter dldres férméga och tycks bira
med sig en detaljerad kunskap om nir de behéver gripa in och nir en ildre
person kan klara sig sjilv. Att pa detta sitt hjilpa dldre personer att leva si aktivt
som mojligt kan beskrivas som ett sitt att praktisera palliativ vard (Sawatzky et
al., 2016; Virldshilsoorganisationen, 2002).

Det betyder dock inte med sjilvklarhet att underskdterskors sitt att ingripa
motsvarar dldre personers preferenser, da de inte alltid ger sig tid att lyssna in
dldre personers svar pa stillda fragor (I1I). Detta motsvarar inte definitionen av
palliativ vdrd, som tydligt betonar vikten av kommunikation f6r frimjande av
livskvalitet, vilbefinnande och autonomi (Virldshilsoorganisationen, 2002).
Likasi anas brister i kommunikationen med anhériga, da deras kunskap om

dldre personers preferenser i AKO sillan efterfragas (IV), liksom att de ibland
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limnas ovissa om orsak och bakgrund till dtgirder i AKO, vilket kan generera
oro och medféra ett behov av att évervaka AKO. I samklang med detta har
tidigare studier betonat kommunikationens betydelse f6r att frimja
vilbefinnande och lugn hos den som 4r anhérig pi VOB (Eika, Espnes,
Séderhamn, & Hvalvik, 2014; Ekstrém et al., 2019). Underskéterskor berittar
inte om ndgon aktiv kommunikation med anhériga f6rrin efter déden (1), vilket
dels kan tolkas som brister i kommunikationen, men ocksa vicka frigor kring
huruvida anhériga fir underskoterskors aktiva stéd fore dédsfallet? Anhérigstod
betonas vara ett viktigt inslag i palliativ vard (Virldshilsoorganisationen, 2002),
da ett aktivt tidigt stdd kan hjilpa anhériga att fo6rbereda sig pa en ildre persons
déd och dirigenom underlitta deras efterféljande sorgearbete (Kim, Carver,
Spiegel, Mitchell, & Cannady, 2017). Fynden visar ocksd exempel pa bristande
symtomlindring, dd underskéterskor fokuserar pi att férebygga och lindra
fysiska symtom (I, III), men undviker samtal om déden (I). Detta kan orsaka
lidande for dldre personer, som kidnner sig objektifierade (IT) och bidra till den
osikerhet hos anhériga som gor att de inte helt kan sldppa sitt ansvar f6r AKO i
livets slut (IV). Det indikerar att underskoterskor frimst ser smirta som ett
fysiskt symtom, vilket kan fd som konsekvens att den totala smirtans psykiska,

sociala och existentiella dimensioner negligeras (Lutz, 2011).

Fynden visar saledes att underskoterskor ger en assisterad kroppslig omvardnad
ilivets slut, som delvis kan jimféras med palliativ viard (I-IV). Sawatzky m fl.
(2016) beskriver detta vara méijligt, da palliativ vird kan ges av en ensam person,
med eller utan organisatoriskt stéd. Detta 6verensstimmer med andra studier
som visar att underskéterskor har som ambition att svara an pa dldre personers
personliga behov infér déden (Beck et al., 2012; Reimer-Kirkham, Sawatzky,
Roberts, Cochrane, & Stajduhar, 2016; Udo, Neljesj6, Stromkvist, & Elf, 2018).
Mot detta synsitt kan invindas att palliativ vard férutsitter ett
omvardnadsarbete som utgir frin en medveten vardfilosofi (Socialstyrelsen,
2004), varfor en palliativ omvardnad bor innebdra nagot mer dn enskilda
palliativa interventioner. D4 underskéterskor kan ha varierande kunskap om
palliativ omvardnad efterfragar de utdkat stéd fran sjukskéterskor med palliativ
omvirdnadskompetens nir dldre personer nirmar sig livets slut (Udo et al.,
2018). Sjukskéterskor pa VOB dr dock inte alltid ndrvarande, vilket kan vara en

anledning till att palliativ omvardnad pa VOB ges mer ad hoc dn regelmissigt.
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Det kan leda till att underskéterskor kidnner sig ensamma och limnade med ett
stort ansvar £f6r déende ildre personer pi VOB (Beck et al., 2014; Udo et al.,
2018) och den palliativa omvardnaden riskerar att utebli. Underskéterskor pa
VOB har féreslagit ett utvidgat teamarbete omfattande dem sjilva, sjukskéterska
och dven anhériga (Udo et al., 2018). Liknande idéer om att inkludera anhoriga i
teamet dterfinns bland avhandlingens fynd, dir underskéterskor tacksamt tar
emot anhdrigas hjilp nir en dldre person skall d6 (I). Formerna fér anhorigas
deltagande beh6ver dock utformas med hinsyn till att de inte girna vill delta i

intim AKO, men girna bidra med sin livsvirldsbaserade kunskap om éldre

personer (IV).

Annu en omstindighet som férsvarar palliativ omvirdnad pa VOB kan relateras
till miljén, dir interaktionen mellan underskéterska och en dldre person kan
avbrytas nir som helst av andra boende, eller av telefon- och larmsignaler (Udo
et al,, 2018), nagot som dven framtrider bland fynden 1 denna avhandling (I1I).
Aven underskéterskors beskrivning av ddden som si sjilvklar att den knappast
behéver uppmirksammas eller férberedas (I) kan spela in hir. For att forbittra
férutsittningarna for att ge en palliativ omvardnad pd VOB har flera forskare
féresprakat fortlopande utbildning i palliativ omvardnad fér underskoterskor
(Eriksson, Bergstedt, & Melin-Johansson, 2015; Finuance, Stevenson, & Murray,
2017; Muldrew & Brazil, 2019; Reimer-Kirkham et al., 20106). For att infora
palliativ omvérdnad tidigt och inte endast under de sista levnadsdagarna féreslar
Finuance med kollegor (2017) att introducera den redan vid inflyttning till VOB.
Den kan da anpassas efter de behov som kan finnas hos dldre personer med
multisjukdomar och som ofta genomgar en lingre period av kroppslig avtackling
fére sin déd pa VOB (Finuance et al., 2017; Schenell, Ozanne, Strang, &
Henoch, 2019). Patienter och anhériga fran en palliativ kontext beskriver att
tidigt insittande av palliativ omvirdnad kan frimja tidiga samtal om déden, ge
stod som stricker sig bortom fysisk symtomlindring och omfatta hela familjen
(Hannon, Swami, Rodin, Pope, & Zimmermann, 2017) och underskéterskor pa
VOB beskriver att deltagande 1 palliativa interventioner fatt dem att i hégre grad

inse virdet av sitt eget omvirdnadsarbete (Beck et al., 2014)

Till nimnda hinder f6r palliativ omvirdnad pa VOB kommer den brist pa
personal och tid som genomgiende i alla delstudier lyfts som ett hinder f6r en

personligt utformad AKO (I-1V). Underskéterskor, dldre personer och anhériga
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uppger samstimmigt att organisationen tillhandahaller allt £6r lite tid och
personalresurser for att dldre personers behov gillande AKO i livets slut skall
kunna tillgodoses pa ett tillfredsstillande sitt (I-V). Problemet har tidigare
belysts av dldre personer (Vasimoradi et al., 2016) och ir sedan linge
uppmirksammat av Socialstyrelsen (2004). I enlighet med detta har
underskéterskor beskrivit sig vara for fa och ha for lite tid for att kunna ge
palliativ omvéirdnad (Beck et al., 2014; Muldrew & Brazil, 2019). Vidare
efterlyses ett starkare ledarskap fran enhetschef som anses beh6va visa ett aktivt
stod f6r den palliativa omvardnaden, bland annat genom att ombesétja att det
finns tillrdckligt med personal (Beck et al., 2014). Férutom en grundbemanning
som inte anses ricka till, har svenska VOB en hég sjukfrinvaro och hég
omsittning pa personal (Socialstyrelsen, 2019; Stranz, 2013). Minga
underskéterskor avslutar sin anstillning da de inte anser sig kunna ge den goda
omvardnad de 6nskar, da tiden dr sa knapp (Stranz, 2013). Dessutom uttrycker
de sitt missnéje med lénenivaer och med sjilva organisationen, som ibland
upplevs vara toppstyrd av enhetschefer som saknar egen erfarenhet och

forstielse for praktiskt omvardnadsarbete.

Betraktat ur ett vilfdrdsperspektiv ser dessa dagsaktuella problem ut att kunna
accentueras i framtiden. I dag 4r det dldre personer som konsumerar mest
vilfird, medan de samtidigt utgér en grupp som kommer att 6ka kraftigt (Solli
& Wolmesj6, 2019). Det gor att man redan nu kan férutspa ett stigande behov
av nya ligenheter pa VOB. Ar 2026 beriknas svenska VOB vara i behov av
ytterligare 32 000 ldgenheter, ndgot som méinga kommuner tror sig fi svirt att
tillgodose. Till detta kommer att manga underskéterskor pd VOB nidrmar sig
pensionsildrarna, vilket kombinerat med en brist pd nyutbildade
underskéterskor gor rekryteringsproblematiken till en av dldreomsorgens storsta
utmaningar. Prognostiska berdkningar visar att det kommer saknas nirmare 200
000 vird- och omsorgsutbildade f6r att ta hand om idldre och funktionsnedsatta
ar 2045. Det kan antas att om underskéterskor anser sig vara underbemannade i
dag, med alltfor lite tid £6r att kunna ge palliativ omvirdnad, s ser inte
férutsittningarna ut att forbittras framéver. Mojligen kommer ocksé dldre
personers forvintningar pd dldreomsorgens innehall att 6ka, di framtidens dldre
personer i minga fall varit vana vid en h6g levnadsstandard och vid att kunna

lita pa vilfirdssamhillets resurser nir livet sviktar (Elmersjo, 2014; Thelin,
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2013). Dessa kommer mdijligen att stilla hogre krav pa dldreomsorgen dn dagens

dldre personer gor, vilket kan géra utmaningen dn storre.

5.4. Syntes

Avhandlingens fynd kan syntetiseras och f6rstas pa foljande sitt; f6r manga
aldre personer i livets slut pa vird- och omsorgsboende utgdr assisterad
kroppslig omvirdnad en stor del av tillvaron. Denna AKO innebir en assistans
ndr kroppen inte ricker till. Fér att ge dem en palliativ omvardnad som leder till
hilsa och vilbefinnande behéver AKO priglas av ett livsvirldsperspektiv. Det
vill sdga; en forstaelse for det sitt, pa vilket en dldre person uppfattar sitt liv, sin
kropp, sin tillvaro och sin framtid. Det gér AKO till nagot mer dn praktiskt
gorande. Det blir da nédvindigt att lira kinna en dldre person, att lyssna till
livsberittelsen for att f6rsta fran vilka preferenser AKO bor utgd. Hir kan ofta
anhoriga bidra med virdefull kunskap. Ett holistiskt synsitt ar nédvindigt, da
det medfSr en forstaelse for att en idldre persons kropp, psyke och omgivning ar
sammanflitade, och medvetandegér att en édldre person 47, inte har sin kropp.
Denna kropp bir pa minnen fran tid och rum, vilka kan kasta ljusa eller mérka
skuggor 6ver tillvaron och kriva personliga anpassningar i AKO. Fér upplevelse
av hilsa och vilbefinnande behéver en dldre person nd maluppfyllelse for sina
vardagliga projekt. Kroppsliga begriansningar kan hindra detta genom att avbryta
den kroppsliga intentionalitet som beh&vs for att nd dessa mal. En
underskéterska kan genom AKO hjilpa en dldre person att Gverbrygga detta
hinder, férutsatt att AKO anpassas till det sjialvbestimmande som idldre
personer hela tiden strivar efter att fi utéva. Detta dr avgérande f6r huruvida
atgirder i AKO leder en dldre person till hilsa och vilbefinnande eller till
upplevelse av objektifiering och lidande. Anhériga kan bidra till maluppfyllelsen
genom att tillhandahalla en littsam och relationsbevarande AKO vid de tillfillen
de beséker VOB.

5.5. Metodologiska reflektioner

Denna avhandling utgar frin en kvalitativ design eftersom det 4r levd minsklig
erfarenhet utifran ett livsvirldsperspektiv som dr féremal f6r forskningsintresset
(Polkinghorne, 2005). Utformandet av den kvalitativa forskningstraditionen

hirr6r frin en uppfattning om att minsklig erfarenhet d4r mingbottnad, komplex
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och stadd i stindig férindring, vilket gér den svar att kvantifiera. Fynden kan
dirfor inte generaliseras, men de kan erbjuda ingidende beskrivningar av
innebérder i minniskors upplevelser (Anderson & Kirkpatrick, 2016). Data som
representerar minniskors levda erfarenheter, kinslor och férstielse behover
darfor hirréra fran ett kvalitativt utforskande 1 direkt samrére med deltagaren,
dir denne berittar om sina egna erfarenheter, eller genom direkta observationer
av minniskors verklighet, vilket ocksd tillhandahaller data som bygger pa
férstahandserfarenheter (Fangen, 2005). Vidare har projektets 6vergripande
syfte och delsyften fitt vara vigledande i valen av metod (Streubert &
Carpenter, 2011). Fenomenet assisterad kroppslig omvardnad pa vard- och
omsorgsboende ir hittills sparsamt undersokt, varfor tva delstudier (II & IV)
dgnades at att utforska fenomenets natur och forsta mer av dess innebérder
(Polit & Beck, 2016) utifrin olika aspekter. Fenomenografiska analyser kan
anses ha ett kompletterande férhéllande till fenomenologiska analyser (Marton,
1981; Sjostrom & Dahlgren, 2002), varfér den fenomenografiska delstudien (IV)
kompletterar inifranperspektivet i den fenomenologiskt hermeneutiska (II)
genom att utforska fenomenet fran ett andra ordningens perspektiv. Det finns
emellertid grinser f6r hur mycket som kan férstis utifrin méinniskors
berittelser, varfér observationer kan utgora ett viktigt komplement (Patton,
2015). For att bittre forstd komplexiteten i situationer dér assisterad kroppslig
omvardnad utférs, genomférdes dirfér en observationsstudie med deskriptiv
design (III), i avsikt att ytterligare beskriva fenomenets dimensioner och
variationer. I tvd delstudier beskrevs fenomenet med hjilp av innehéllsanalys (I
& III), genom den forutsittningslost induktiva approach som da antogs (Elo &
Kyngis, 2008; Krippendorff, 2019). Den hittills sparsamma kunskapen om
fenomenet assisterad kroppslig omvirdnad pd vird- och omsorgboende
begrinsade anvindandet av kvantitativa ingangar, di sidana férutsitter att dar
finns ndgot att mita (Patton, 2015). Utifran en tanke om att kvalitativa och
kvantitativa perspektiv kan komplettera varandra dr det moijligt att
avhandlingens fynd kan ligga till grund £6r studier med kvantitativ design

framé&ver, sedan fenomenet nu beskrivits med hjilp av kvalitativa ansatser.

5.5.1. Trovéardighet

I resonemang om god vetenskaplig kvalitet 1 forskning med kvalitativ design 4r

det vanligt att anvinda sig av begreppet ’trovirdighet’. Detta innebir att f6r

94



lisaren redovisa pd vilket sétt skapad kunskap ar rimlig och att fynden dger
giltichet. Vidare, att visa varfor fynden dr palitliga, forskningsprocessen méijlig
att bekrifta, samt redogora f6r fyndens Sverférbarhet till andra kontext
(Streubert & Carpenter, 2011). Trovirdigheten hos fynden i detta projekt har
stirkts bland annat genom att arbetet kontinuerligt granskats av andra forskare i
forskargruppen, vid vetenskapliga forskningsseminarier och av tidskrifternas
granskare, 1 avsikt att upptidcka férbisedda aspekter. Detta f6rfarande har ofta
lett till insikter som berikat och férdjupat analyser och skrivprocesser. Med
tanke pa att intervjuerna skulle bli en text for analys, var det gynnsamt att
transkriberingen oftast skedde 1 direkt anslutning till intervjun, samma dag eller
dagen efter, vilket innebar att intervjutillfillet kvarstod i klart minne och
noteringar om observerade icke-verbala uttryck kunde tillféras. Detsamma
gillde f61r observationerna, som renskrevs omedelbart efter genomférd
observation. Snabbheten i detta férfarande kan stirka pélitligheten i kvalitativ
metod (Streubert & Carpenter, 2011). Palitligheten kan vidare stirkas genom
triangulering, vilket kan anses vara inbyggt i fenomenologisk hermeneutik (II)
enligt Lindseth och Norberg (2004), dir naiv férstaelse och strukturanalys
validerar varandra. Inom detta projekt kan dven hivdas att den
fenomenografiska analysen (IV) och den fenomenologiskt- hermeneutiska (II)
validerat varandra genom att belysa fenomenet AKO frdn ett andra ordningens
perspektiv (IV) (Sjéstrém & Dahlgren, 2002), respektive fran ett
inifranperspektiv (II) (Lindseth & Norberg, 2004). Observationsstudien (I11I)
kompletterar med ett utifranperspektiv. Saledes kan trovirdigheten i
avhandlingens resultat som helhet antas ha stirkts genom designens ambition till
triangulering. Palitligheten stirks dven av att data redovisas i en sidan
omfattning att en ldsare kan forstd analysen (Streubert & Carpenter, 2011), vilket
ar anledningen till att avhandlingens delstudier innehiller citat fran intervjuer
och utdrag frin observationer. Avhandlingens bekriftelsebarhet dr beroende av
moijligheten att f6lja tillvigagingssittet genom forskningsprocessen (Streubert &
Carpenter, 2011), varfor samtliga steg i datainsamling och analys beskrivits s
noggrant som méjligt. Slutligen kan Gverférbarhet f6rstads som méjligheten att
finna avhandlingens fynd meningsfulla f6r andra minniskor i liknande kontext.
Dirf6r har 6ppenhet och tydlighet gillande deltagare och kontext efterstrivats.

Avhandlingens fynd kan méjligen 6verforas till andra kontext dir dldre, skora
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och multisjuka personer vardas, exempelvis hospice, geriatriska

slutenvirdsavdelningar och hemsjukvard.

5.5.2. Deltagare

Gillande urvalet till avhandlingens samtliga delstudier (I-IV) anvindes ett
andamadlsenligt urval, f6r att inkludera deltagare med rik erfarenhet av det
studerade fenomenet (Patton, 2015). Vid anvindande av dndamaélsenligt urval
efterstrivas variationer bland deltagarna, dgnat att pavisa bade det unika och det
gemensamma i upplevelserna. Vid en forsta pasyn ir deltagarna i avhandlingens
delstudier relativt homogena vad betriffar kon, dlder och nationalitet. Dock
finns andra skillnader, som kan tinkas paverka deltagarnas upplevelser av
assisterad kroppslig omvardnad. De dldre personerna (II &I1I) skiljer sig at
genom att i varierande grad vara i behov av AKO, vilket kan innebira olika
perspektiv pa fenomenet. Underskéterskorna i observationsstudien (III) varierar
gillande tjanstgoringsgrad och samtliga deltagande underskéterskor (I & III) har
i varierande utstrickning erfarenhet av att arbeta pa vard- och omsorgsboende,
vilket kan innebira variationer gillande deras erfarenheter av fenomenet. Enligt
urvalskriterierna i delstudier ddr underskéterskor deltog varierade de mellan tre
@) och ett (III) érs erfarenhet av arbete pd VOB. Detta berodde pa delstudiernas
syften. D4 underskoterskors perspektiv av att ge kroppslig omvardnad pd VOB
undersoktes (I), antogs att en lingre tids erfarenhet erfordrades, medan ett érs
arbete pa VOB ansags ricka for att ha inférlivat rutiner rérande utférandet av
AKO (III). De underskéterskor som deltagit i avhandlingsprojektet dr till storsta
delen kvinnor i medeldldern med relativt minga ars erfarenhet av yrket. Detta
kan anses representativt f6r svenska férhallanden, dir underskéterskor i
aldreomsorgen till storsta delen utgors av kvinnor med ling erfarenhet av yrket
(Szebehely et al., 2017). Representativiteten frimjar Gverforbarhet till andra
kontext och stirker dirigenom trovirdigheten i en kvalitativ studie (Streubert &
Carpenter, 2011). Det kan dock ses som en nackdel att inga min och relativt fi
unga med begrinsad erfarenhet fanns representerade bland underskéterskorna,
da dessa méijligen hade bidragit med fler perspektiv. For att 6ka méjligheten till
inkludering av fler yngre underskéterskor med begrinsad erfarenhet av arbete pa
VOB, hade det darfér varit en férdel om urvalskriteriet avgrinsats till ett ars

erfarenhet dven i intervjustudien med underskéterskor (I).
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Da en hég andel av ildre personer pa svenska VOB lider av kognitiv svikt som
kan vara odiagnostiserad (Socialstyrelsen, 2018a) utformades urvalskriterierna
gillande dldre personer (II & III) avsiktligt pad sd sitt, att de inte skulle exkludera
aldre personer med litt kognitiv svikt. I de fall dldre personer dnnu dr kapabla
att delta i forskning och sjilva kan besluta om sitt deltagande bor de tillfriagas for
att forebygea sinkt trovirdighet betriffande fynden (Kapp, 2004). Aldre
personer med sa uttalad kognitiv svikt att de hade svirigheter att f6rsta
information eller interagera i samtal tillfragades inte, av etiska skil. Valet att
exkludera dldre personer med uttalad kognitiv svikt innebar dock svagheter
avseende variationen, da deras roll i, och upplevelse av AKO kan ha varit
annorlunda 4dn f6r dem som hir inkluderats. Valet att inkludera dldre personer
som var 80 eller dldre, baseras pa att det huvudsakligen ir personer frin den
aldern och uppit som bor pa svenska VOB. Da plats pa vard- och
omsorgsboende kan beviljas frin 65 ars dlder édr det 4r maijligt att inkluderandet
av personer yngre dn 80 ar kunde ha piverkat fynden genom att tillféra nya
variationer. Dock antas att 6verférbarheten till andra svenska VOB da hade

minskat.

Valet av anhériga (IV) begrinsades till dem som dldre personer valt, 1 egenskap
av att std dem ndra. Det bedémdes som viktigt att dldre personer fick ha
inflytande 6ver detta, dd dmnet f6r anhérigintervjuerna rérde sig kring nagot
mycket privat i de dldre personernas dagliga liv; deras assisterade kroppsliga
omvardnad. Samtidigt begrinsade detta méjligheten att andamalsenligt vilja
personer som ir si olika som mdijligt, ndgot som anses kunna bidra till en rik
och varierad uppfattning om fenomenet, nir fenomenografi dr den valda
analysmetoden (Patton, 2015). Men trots likriktningen vad betriffar kén och
alder, skilde sig deltagarna it betrdffande hur frekvent de bestkte vird- och
omsorgsboendet, samt om de geografiskt sett bodde langt ifrdn, eller nidra de
dldre personerna. Dessa skillnader kan tinkas ha haft betydelse f6r de anhérigas
uppfattning om fenomenet. Likasd varierade lingden pa anhdrigas utbildning
och de hade olika yrkesmissiga intresseomraden. Vissa anhériga hade
yrkesmissig erfarenhet av att ge assisterad kroppslig omvirdnad, medan andra
helt saknade sidan erfarenhet. Detta medf&rde att vissa hade en yrkesmissig
forforstaelse om AKO, som kan ha hjilpt dem att reflektera i

intervjusituationen. Samtidigt kan deras yrkesmissiga erfarenheter ha firgat
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deras uppfattningar pi sitt som inte var relevanta f6r aktuellt VOB. De anhériga
som saknade egen yrkesmissig erfarenhet av att ge AKO kan ha haft begrinsad
mojlighet att sitta sig in 1 vad AKO innebdr, medan okunskapen ocksi kan ha
hjilpt dem reflektera Gver fenomenet pa ett 6ppet och férdomsfritt satt. Med
utgingspunkt fran ett livsvirldsfenomenologiskt perspektiv kan tilliggas, att det
inte finns homogena minniskor. Det finns endast unika minniskor med
subjektivt upplevda livsvirldar, vilka i sin tur dr paverkade av enskildas
virderingar, kultur och historia (Dahlberg, 2019; Dahlberg & Segesten, 2010;
Galvin & Todres, 2013). Att bedéma likheter och skillnader deltagare emellan
med hjilp av yttre attribut som exempelvis kon och alder kan dédrfor ifragasittas.

Oavsett yttre likheter finns dér alltid variation.

5.5.3. Kontext och datainsamling

Datainsamlingen till detta projekt genomférdes pa ett och samma vird-och
omsorgsboende. Detta kan ses som en svaghet, dd datainsamling pa fler VOB
kunde ha bidragit med fler variationer, exempelvis gillande virdkulturer. Di det
aktuella projektet undersokte ett subjektivt upplevt fenomen, snarare dn
vardkulturer, bedémdes dock styrkorna med datainsamling pa ett och samma
stille att Gverviga. Det var till exempel en fordel att kunna dterkomma till de
dldre personerna for fler korta intervjuer i stillet for en ling, d4 lingre sittningar
kunde upplevas som tréttande f6r dem. Det var ocksa en fordel att hinna lyssna
pa och transkribera féregaende intervju innan nista intervju, da detta ofta
genererade f6rdjupande uppfdljningsfragor. Under tiden mellan intervjuerna
fanns dven tid f6r de dldre personerna att fundera 6ver dmnet pd egen hand. Det
mirktes en skillnad pa tidiga och sena intervjuer. I de tidiga var dldre personer
mindre bendgna att beritta om det som upplevdes negativt, medan de i senare
intervjuer tycktes 6ppna sig mer. Detta tyder pa att en lingre tid f6r
datainsamling mojliggdr att ett fortroende hinner vixa fram i relationen mellan
deltagare och intervjuare (Hsu & McCormack, 2010), ndgot som beskrivs starkt
bidra till trovirdigheten i kvalitativa studier (Streubert & Carpenter, 2011).
Datainsamlingen gynnades av det samtidiga insamlandet av data till tre
delstudier (II- IV), vilket gav en grundlig kinnedom om de ildre personer som
upprepat intervjuades och observerades i privata situationer. Kunskapen
utbkades genom de interaktioner som uppstod med ildre personer vid dagliga,

spontana méten. Dirtill kom den kunskap om de ildre personerna som gavs
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genom intervjuer med anhériga. Genom en sjilvstindig insamling och
transkribering av allt datamaterial i projektet har mojligheten att bli bekant med

de dldre personerna stirkts ytterligare, genom att ingiende bli insatt i materialet.

Valet att genomféra datainsamling till tre delstudier (I, II & IV) med hjilp av
individuella intervjuer, var for att sikerstilla att alla skulle kunna komma till tals.
Det var ocksé for att f6rebygga himningar eller kinslor av utsatthet hos
underskéterskor, relaterat till en ovilja att tala om eventuella
tillkortakommanden i grupp. Vidare bedémdes en intervju pa tu man hand med
de dldre personerna (II) vara mest gynnsam for skapandet av rika narrativ, dd
amnet var kinsligt och kunde vara svirt att kld i ord (Lindseth & Norberg,
2004). Valet att gbra enskilda intervjuer innebidr dock att data kan ha gitt miste
om de aspekter av fenomenet som kan framkomma nir gruppmedlemmar
interagerar med varandra, exempelvis i en fokusgrupp (Kvale & Brinkmann,
2009). For att underlitta f6r underskéterskor, dldre personer och anhériga att
kinna sig avslappnade i intervjusituationen, fick dessa vilja tidpunkt och plats
f6r intervju. Samtliga intervjuer med ildre personer (II) dgde darfér rum i deras
egna ligenheter, medan underskéterskor (1) intervjuades i ett avskilt rum pa
VOB. De flesta anhériga (IV) valde att intervjuas i ett avskilt rum pa VOB eller i
sitt eget hem, medan nagra valde att intervjuas &ver telefon. Det senare
tillvigagangssittet kritiseras fOr att vara opersonligt och mindre effektivt dn
intervjuer som genomfors ansikte mot ansikte (Polit & Beck, 2016). S4 var det
inte i detta fall, da ett personligt méte foregitt intervjuerna i avsikt att etablera
en relation. Att samla data via telefon upplevdes som avslappnat, da ingen energi
behévde dgnas it att ’fora sig”. A andra sidan var det svirare att signalera en
vilja om att gbra ett inpass 1 samtalet. En anhérig valde att intervjuas pd ett café,
tyllt av sotl. Detta paverkade data genom att férsvira transkriberingen si till vida
att nagra beskrivande ord blev omgjliga att urskilja. Platsen kan ocksé ha
begrinsat data genom att himma den anhériga fran att tala fritt, dd andra

manniskor kunde hora vad som sades.

For genomférandet av den tredje delstudien (III) valdes observation som
metod, da observationer kan bidra med kunskap som deltagare i intervjuer
finner genanta, irriterande eller allmint svara att sitta ord pa (Polit & Beck,
2016). Observationer kan dven bidra till ett rikt datamaterial, nédr renskrivning av

observation gérs omedelbart innan ndgot hunnit glémmas bort. En svaghet med
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metoden kan vara att deltagarna i hég grad nekar till deltagande i observationer,
sarskilt om det dr mycket intima situationer som skall iakttas. Detta skedde dock
inte vid nagot tillfdlle under detta avhandlingsprojekt, vilket méjligen kan
tillskrivas den nira relation som uppstitt mellan deltagarna och observatoren.
De ildre personernas avspinda forhallningssitt till observatdrens nirvaro 1 sitt
badrum kan dven bero pi att de vant sig vid att bli sedda av andra ménniskor i
utsatta och avklidda situationer, En sadan tillvinjning kan ha paverkat data
negativt, givet att de i tidigare skede kan ha haft svirt f6r att f6rhalla sig till
AKO. A andra sidan bér tillvinjningen ha underlittat de dldre personernas
vardag, samtidigt som den gynnade datainsamlingen genom att sd gott som
samtliga tillfrigade samtyckte till observation. Slutligen kan det ocksd vara s att
de dldre personerna ansdg det virt att sta ut med att observeras, utifrin en vilja

att genom forskning bli till nytta f6r andra minniskor (Polit & Beck, 2016).

Samtliga informanter gav intryck av att gdrna vilja bidra till datainsamlingen.
Lingden pi intervjuer varierade dock, vilket kan antas vara bide en styrka och
en svaghet. I underskéterskornas fall (I) (M=46 min) kan lingden ha pdverkats
av en ovilja att vara f6r linge borta frin avdelningen. Anhérigintervjuerna (IV)
tog lingst tid 1 ansprik (IM=62 min), vilket kan héra samman med att de ofta
besckte VOB pa en ledig dag, alternativt hade avsatt tid £6r besdk eller
telefonintervju. Intervjuerna med dldre personer (II) tog i genomsnitt 39 min,
men varierade mellan 4 och 65 minuter. Variationen beror pa att intervjuerna
avbrots nir de dldre personerna blev trétta eller behévde gbra nagot annat, for
att i stillet genomforas vid flera tillfillen. En av intervjuerna var endast fyra
minuter ling, men inkluderades 1 analysen da den trots sin korthet innehdll rika
narrativ, dd deltagaren pa ett fritt, engagerat och beskrivande sitt delgav sina
upplevelser av fenomenet. Detta dr f6rutsdttningar som beskrivs vara viktiga f6r
genererandet av rika narrativ (Lindseth & Norberg, 2004). Sammantaget kan
sdgas att lingden pa en intervju inte nédvindigtvis hor ihop med Skad
datakvalitet. Kvalitativa observationer begrinsas bland annat av att deltagarna
kan bli obekvima och bete sig annorlunda nir de vet att de 4r observerade
(Patton, 2015). Detta noterades dven i aktuellt projekt, men endast under de
férsta observationerna. Ganska snart forefoll samtliga deltagare ha vant sig vid
observatdrens nirvaro. Observationer dr dock begrinsade da de endast

fokuserar pi yttre skeenden och missar det som sker inom méinniskor i form av
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intentioner, kinslor, uppfattningar och tankar (Patton, 2015). Detta
efterstrivades emellertid med hjilp av individuella intervijuer. Aven dessa kan ge
bristfilliga data beroende pa deltagarnas humér, intresse och uppmirksamhet i
intervjusituationen. Kvaliteten p4 intervjudata kan ocksa variera utifrin
deltagarnas f6rmaga att reflektera ver sina erfarenheter, samt deras f6rmaga
och vilja att verbalisera dem (Polkinghorne, 2005). I detta projekt fick nagra
intervjuer med dldre personer sorteras bort, da de saknade tillrdckliga narrativ
t6r den valda analysmetoden (II). Detta kan dven ha berott pd bristande férmaga
att vara f6ljsam till deltagarnas berittande och stilla 6ppna fragor, vilket kan
foérsimra datakvaliteten (Patton, 2015). Detta var ett problem initialt, men det
uppticktes i samband med de forsta transkriberingarna, varefter storre vikt lades
vid att f4 deltagarna att beritta fritt och ostort, samt att da och di4 sammanfatta
fo6r att fa deras information bekriftad, vilket dr ett tillvigagangssitt som anses
kunna bidra till fylliga narrativ (Lindseth & Norberg, 2004). Fynden frin
kvalitativa studier gbr inte ansprdk pé att ha avsl6jat hela sanningen om ett
fenomen, da den aldrig kan f6rstas helt och hillet (Geanellos, 1998a; Lindseth &
Norberg, 2004). Dock kan lager av sanningen avtidckas med hjélp av kvalitativ

metod.

5.5.4. Analys

Avsikten med kvalitativa forskningsintervjuer och observationer ir att erhilla
beskrivningar av deltagarnas livsvirldar (Kvale & Brinkmann, 2009; Polit &
Beck, 2016). Utifrin dessa kan tolkningar av ett fenomen géras. For att
underséka minniskors livsvirld beh6ver deras levda erfarenheter fixeras i en
text, som sedan kan tolkas (II) (Lindseth & Norberg, 2004). For att mojliggbra
tolkning krivs forstielse (Geanellos, 1998a; Lindseth & Norberg, 2004), vilket
medfor att analys sker 1 ett stindigt pendlande mellan textens helhet och dess
delar, dven liknat vid att vara inne i en hermeneutisk cirkel. Tolkningen av data
bérjar tidigt, varfér det dr viktigt att vara medveten om sin f6rforstaelse (Polit &
Beck, 2016). I tre av avhandlingens delstudier (I, III och IV) anvindes inte
tolkning som metodologiskt verktyg da avsikten var att beskriva snarare dn

tolka. Dock dr det oundvikligt att f6rforstielsen paverkar analysen.

Utifran en ling erfarenhet av arbete inom kontexten fanns gott om forférstielse

gillande assisterad kroppslig omvirdnad pa vard- och omsorgsboende. Forsok

101



att sitta ord pa och dokumentera densamma gjordes f6re datainsamlingen, da
detta beskrivits vara en anvindbar metod for att tydliggéra f6rforstielsen infér
sig sjdlv (Geanellos, 1998b). Viss forforstielse dr en nédvindig f6rutsittning £6r
att tolka en text, for att kunna f6rstd dess inneb6rd (Geanellos, 1998b; Lindseth
& Norberg, 2004), vidare f6r att extrahera textavsnitt for analys, eller for att
vilja férdjupningslitteratur som ir relevant for att diskutera fynden. Dock
behover den kinnas igen f6r att férebygga att den som analyserar, observerar
eller viljer bara ligger mirke till det redan kidnda och férvintade (Geanellos,
1998b; Hsu & McCormack, 2010; Polit & Beck, 2016). Kvalitativ forskning
kritiseras just pa denna punkt, utifrdn att det ofta dr forskaren sjdlv som
exempelvis viljer ut vilket data som skall bli féremal f6r analys (Hsu &
McCormack, 2010). I detta projekt har det darfor varit viktigt att tygla
forforstaelsen genom att kontinuerligt diskutera textavsnitt extraherade for
analys, analyser under arbete och manuskript, savil internt i forskargruppen som

vid vetenskapliga forskningsseminarier.

Forforstaelsens begrinsningar visade sig tidigt under datainsamlingen,
exempelvis i intervjusituationer nir uppféljande fragor inte blev stillda, da dessa
iljuset av forférstielsen som erfaren sjukskoterska upplevdes alltfér naiva. Detta
uppticktes i samband med transkriberingen och definierades som en brist i
intervjutekniken. Insikten ledde till en forstielse for vikten att stilla ’naiva”
friagor, vilket fortsittningsvis resulterade i fylligare narrativ och blev en viktig
lirdom betriffande den egna férférstaelsen. Sjukskéterskerollen och dess ofta
deduktiva fragande stod i vigen for forskaren som behévde lira sig férhélla sig
Sppen infér fenomenet, alltsd ’det som visar sig”. Forforstielsen var dven till
hjilp, dd4 den mdjliggjorde intervjuer om ett kinsligt fenomen och observation
av intima situationer utan begrinsning av egna himningar, relaterade till genans
cller ovana. Gillande datainsamlingen som helhet vixte forférstaelsen om de
dldre personerna ju mer data som samlades. Det innebar att det ibland
genererats en del forforstielse genom anhérigintervjuer och observationer nir
en dldre person skulle intervjuas, vilket himmade den nyfikenhet som pi ett
naturligt sdtt kunnat generera 6ppna och nyfikna fragor i intervjusituationen.
Med facit i hand borde dirfér datainsamlingsperioden ha inletts med intervjuer
med ildre personer, for att direfter f6ljas av observationer och intervjuer med

anhoriga.
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6. Konklusioner och implikationer fér
assisterad kroppslig omvérdnad pé
vérd- och omsorgsboende

Fynden i denna avhandling visar att assisterad kroppslig omvardnad ér ett
komplext fenomen, som omfattar mer dn utférandet av praktiska uppgifter.
AKO handlar om att assistera dldre personer och samtidigt frimja deras
sjalvbestimmande i utférandet av de projekt de vill utféra f6r att na
vilbefinnande, men dir deras egen kroppsliga f6rmaga inte lingre ricker till.
Assisterad kroppslig omvardnad innebir ocksi en sjalslig stimulans, vilket
férutsitter att den ges utifrdn ett holistiskt, vardvetenskapligt

livsvirldsperspektiv, dir kroppen betraktas som levd och meningsbirande.

Assisterad kroppslig omvirdnad utgér en betydande del av den palliativa

omvirdnad dldre personer pd VOB ir i behov av {6r att na vilbefinnande i livets

slut. Det vill siga; en palliativ omvardnad som férhaller sig Sppen £6r att tidigt

tala om och forbereda édldre personer och anhériga pd déden. Vidare, en palliativ

omvardnad som har fokus pa den dldre personens virdighet och livskvalitet,

samt omfattar anho6rigas behov.

Med utgingspunkt i avhandlingens fynd foreslis féljande implikationer f6r

assisterad kroppslig omvirdnad pa VOB:

Palliativ omvirdnad av dldre personer pA VOB behéver priglas av ett
livsvirldsperspektiv, dir kroppen betraktas som levd.

Palliativ omvardnad av dldre personer pa VOB behéver
uppmirksamma, frimja och utga frin dldre personers vilja till
sjdlvbestimmande 1 AKO.

Palliativ omvérdnad av dldre personer pa VOB behéver priglas av en
forstaelse f6r att underskéterskor genom AKO kan erbjuda en vig till
idldre personers vilbefinnande och hilsa, men att risker finns f6r
objektifiering och lidande.

Underskoéterskor behdver géras medvetna om att deras handlingar i

AKO kan kridnka eller stirka dldre personers identitetsvirdighet.
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Anhérigas kunskap om édldre personers livsberittelse bor efterfragas
och tas till vara vid utformandet av AKO, som komplement till dldre
personers livsberittelser.

Anhériga bor vilkomnas som medlemmar 1 det palliativa
omvirdnadsteam som utfér AKO 1 livets slut. Dock pa egna villkor
och pi ett sitt som passar, utifrin vad relationen till de dldre
personerna tillstar/kriver.

Organisationen bor frimja underskéterskors méjligheter att ge en
palliativ omvérdnad till dldre personer pd VOB. Férslagsvis genom
prioritering av tid och resurser s att de kan lira kinna och bygga en
genuin relation till dldre personer, samt ta del av deras livsberittelse.
Frin ett organisatoriskt perspektiv behéver underskéterskor pa VOB
garanteras utbildning, sa att AKO blir en viktig del av en palliativ
omvardnad av édldre personer i livets slut pa VOB.

Flytten till ett VOB behéver ses som en palliativ brytpunkt, vilket
Oppnar for ett 6ppet férhallningssitt 1 relation till en dldre persons

preferenser och tankar om livets sista tid och sin egen déd.



7. Framtida forskning

Fynden i denna avhandling visar att den assisterade kroppsliga omvirdnaden ar i
fokus i livets slut pa VOB. Atgirder som kan liknas vid palliativa
omvirdnadsatgirder férekommer, men tycks vara relaterade till enskilda
underskéterskor snarare dn till organisationen. For att frimja utvecklandet av en
likvirdig omvirdnad f6r alla dldre personer pd VOB, samt belysa vikten av
underskoéterskors arbete kan det darfér vara virdefullt att utifrdn avhandlingens
fynd utarbeta en kontextnira modell £6r hur AKO kan utféras som en del av en
palliativ omvardnad, anpassad for dldre personer och utifrdn ett

vardvetenskapligt livsvirldsperspektiv.

For att skapa ytterligare kunskap om assisterad kroppslig omvardnad pa VOB
vore det angeldget att géra yttetligare studier pa material som samlats in i
samband med detta doktorandprojekt men dnnu ej analyserats. Annu en analys
av observationsdata kan gbras, men da med inriktning mot interaktions- och
relationsaspekter och utifran ett etiskt perspektiv. M6jligen kombinerat med de

uppfoljande intervjuer som genomfdérdes i samband med observationer.

Det kan ocksé vara av virde att utifrin fynden i denna avhandling pabérja
konstruktionen av en enkit rérande assisterad kroppslig omvardnad pa vard-
och omsorgsboende. Detta skulle méjliggbra en nationell kartliggning rérande
dldre personers, underskéterskors och anhérigas erfarenheter av AKO pi VOB.
Tillsammans med avhandlingens fynd kan resultaten fran en sadan enkit ligga

till grund f6r framtida interventioner rérande AKO pda VOB.

Med tanke pa den begreppsférvirring som rader kring vard av dldre personer i
livets slut och den ojimna férdelning av palliativ vard som tycks vara ridande pd
svenska VOB, framstar det som 6nskvirt och nédvindigt att genomféra en
rikstdckande deskriptivt kvantitativ studie f6r att kartligea och tydliggora
ambitioner att ge palliativ omvardnad pd svenska VOB. Vidare, att visa pa
skillnader och likheter betriffande bemanning, underskéterskors anstillningstid
och ildre personers boendetid, samt géra jamfoérelser mellan landsbygd och
stad, vilket kan ldgga grunden f6r nya forskningsfragor i relation till fenomenet
AKO.
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8. Summary in English

The Swedish welfare society strives to offer its citizens equal access to welfare,
independence and well-being by means of tax-financed efforts. Communities are
thus expected to provide suitable forms of housing for older people who have

difficulty coping in their own homes.

This welfare is challenged today by changing age demographics that have led to
more people living longer and often developing multiple diseases and frailty
during their last years of life. At the same time, the quantity of people of
working age who can work within elderly care declines, resulting in a diminished
tax contribution to this field. Furthermore, a generally accepted residency
principle has reduced the possibility of being granted a place in nursing homes.
This means that only the frailest older persons are admitted. Many of them are
at the palliative stage when they move in and many die in close connection to
the move. Statistically, almost half of them have died within a year of admission.
Despite this, older persons in nursing homes are not normally given holistic
palliative care; rather, the care they receive is more often referred to as care at
the end of life. Furthermore, older persons in nursing homes do not have the
same access to advanced palliative care as younger people that are dying. This
can be explained by the fact that the death of older persons is often slow and
follows a path that is difficult to predict, but it can also be due to a socially
conditioned rationalism which regards physical care as a practical act,
furthermore a type of ageism that goes to such lengths to avoid the realities of
death and ageing that not even in nursing homes is it natural to have

conversations about death.

During their last days in a nursing home, older persons’ lives are characterized
by bodies that gradually lose functions. The body may be perceived as unreliable
and fragile. Older persons are in a vulnerable situation that may be characterized
by a feeling of burdening others, while they at the same time lack the kind of
care that is based on personal preferences. The assistant nurses who provide the
bodily care are eager to provide it in a personalized way but have difficulty
finding the time to do so, while relatives expect a dignified, relational and

personalized bodily care.
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An older person's body is simultaneously subject and object, therefore lived and
intertwined with soul and surroundings throughout time and space. It forms the
anchor of an older person’s lifeworld, and its intentionality can lead to an
experience of meaning. The implementation of valuable projects can lead to
well-being and health, which is the goal of care. This means that bodily care,
which is an everyday phenomenon in the lifeworld of older persons, needs to be
elucidated from a holistic perspective, with the person considered as a whole.
However, end-of-life care in residential care is a sparsely explored area.
Although bodily care is so common, with even more older persons expected to

be included in the future, there have been few, if any, theses on the subject.

8.1. Aims and methods

The overarching aim of this thesis was to elucidate care at the end of life in a
nursing home, by focusing on bodily care from the perspectives of older
persons, assistant nurses and family members. The thesis comprises four
studies, each with a specific aim. The aim of study I was to describe assistant
nurses’ perspectives of providing care to older persons at the end of life in a
nursing home. The aim of study II was to elucidate meanings of receiving
assisted bodily care, as narrated by older persons living in a nursing home. The
aim of study III was to describe the elements of assisted bodily care, as
performed in a nursing home. The aim of study IV was to explore family
members’ perceptions of assisted bodily care in a nursing home. Various
methods of data collection and analysis were used. Data for study I, II and IV
were collected from individual interviews and data for study 111 was collected
from observations. The analyses of study I and III were performed by use of
content analysis, the analysis of study 11 was performed by use of a
phenomenological hermeneutical method, and study IV was analysed by use of a

phenomenographic method.

8.2. Findings

Originating from assistant nurses’ descriptions of providing care at the end of
life, bodily care is central (I). This care means assistance, both to older persons
(II) and to family members (IV). In the observations, the assistant nurses’

professional practical work becomes obvious (III). Thus, synthesizing the
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findings, bodily care may be understood as simultaneously professional care and
assistance. Consequently, the term ‘assisted bodily nursing care™ is used to

describe this.

In study 1, the assistant nurses’ perspectives were described using three
categories: ‘Death a natural part of life’, “The older persons’ well-being” and
‘Care in the moment of death’, with seven sub-themes. From the assistant
nurses’ perspective, death at old age in a nursing home was completely natural
and expected. It required no preparations. The older persons who moved in
were old, tired and prepared to die. As the older persons gradually lost bodily
abilities, the assistant nurses slowly took over the assisted bodily nursing care. It
was considered important to perform nursing care in a tempo adapted to the
older persons’ needs. The assistant nurses were prepared to build the care upon
the older persons’ preferences, as they knew them well. However, they avoided
conversations about death, as this was deemed an inappropriate subject of
conversation. When death was approaching, the assistant nurses felt reverence
and wanted to be close by to fulfil the older person’s needs. As this was not
always possible due to insufficient staffing, family members were trusted to call
for help when needed. Death was described as allowing the older person to
become him/herself again, as assistant nurses could remove all assisting
equipment and put on the older persons’ own clothes. At this stage, the assistant

nurses turned to family members to ask for their opinions about clothing.

In study 11, the meanings of assisted bodily care, as interpreted from older
persons’ narratives, were elucidated in a main theme: ‘Assenting to exposedness’
and five themes; “To have hope in hopelessness’, “To relinquish one’s body into
others’ hands’, “To be between power and powetrlessness’, “T'o oscillate between
one’s own responsibility and demands’ and ““T'o be in an ongoing interaction”
with ten sub-themes. Assisted bodily nursing care means to oscillate between
being a prisoner and experiencing pleasure. With self-determination as the goal,
it is important to do what one can manage, but also to be listened to and
acknowledged as a person. If this happens, assisted bodily nursing care may lead

to the perception of being a lived body, of experiencing well-being. When older

4This term replaces other terms, previously used in the published studies, i.e. ‘care’, ‘bodily care’ and
‘assisted bodily care’.
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persons are being treated recklessly, neglected or abandoned to wait in the
bathroom, assisted bodily nursing care turns into objectification and suffering.
Whatever the case is, one can do nothing but assent, as one is dependent on the
routines and habits of the assistant nurses. To the older persons, assisted bodily
nursing care was not only about practical care of the body but also comprised
assistance with things they could no longer manage by using their own bodies,

such as watering the flowers on the windowsill.

The results of study III described the elements of assisted bodily nursing care in
six categories, from the largest to the smallest; ‘Assistant nurses’ provision of
assisted bodily care, directly connected with older persons’ bodies’, ‘Assistant
nurses’ preparatory and complementary work around assisted bodily care,
indirectly connected with older persons’ bodies’, ‘Support of older persons’ self-
determination in assisted bodily care’, ‘Older persons’ actions to maintain
independence within assisted bodily care’, ‘Assistant nurses’ actions to exhibit
consideration in assisted bodily care’ and ‘Interruptions in assisted bodily care’.
The categories showed that assistant nurses were constantly active, providing a
more or less intimate assisted bodily nursing care without interruptions.
Meanwhile, they facilitated the older persons’ self-determination by
collaboration and by smoothly adapting their help to the moments when the
older persons really needed it. However, the older persons performed very few
actions of sheer self-determination. In spite of the high tempo, there was time
for assistant nurses to exhibit consideration by occasionally caressing a check or

giving a hug.

In study IV, family members’ perceptions of assisted bodily nursing care was
described using three categories of description; ‘“ABC>- an arena of the older
persons’ self-determination’, “ABC- The practical responsibility of the ANS,
occasionally restricted by a lack of resources’ and “ABC- the respectful and
practical contribution of family members, helps towards comprehensive
understanding’. In the family members perceptions, the older persons guided
the assisted bodily nursing care. The assistant nurses were perceived as jovial

and competent and family members could refrain from participation in assisted

5> Assisted bodily care

6 Assistant nurse
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bodily nursing care as they wanted to respect the older persons’ need for self-
determination. Family members enjoyed the possibility of leaving the intimate
assisted bodily nursing care to assistant nurses, instead focussing upon the
relationship with the older person, doing things that were enjoyable to both
parties. They still perceived themselves as providers of assisted bodily nursing
care, as this comprised “some input for the head as well”. However, they could
not relax completely as they also noticed shortcomings in the assisted bodily
nursing care. This forced them to stay attentive to the assisted bodily nursing
care provided by assistant nurses, because; “who else could she (mother) ask?”.
This put the family members in a position of ambiguity, torn between their

desire to hand over responsibility and a perceived obligation to take it back on.

8.3. Concluding reflections

This thesis sheds light on assisted bodily nursing care as something more than
intimate and practical tasks. Older persons are never passive recipients of
assisted bodily nursing care, but strive to do as much as they can for as long as
they can, possibly to avoid feelings of objectification. When they succeed in
doing something their bodily intentionality aims at, they experience their body as
lived, which conveys wellbeing and health. Therefore, by assisting older persons
to reach these goals, unreachable to them due to their bodily shortcomings,
assistant nurses may help them bridge this broken bodily intentionality. T'o older
persons, getting help with the implementation of projects they consider
important but can no longer perform with their bodies may thus be understood
as assisted bodily nursing care. Further, assisted bodily nursing care comprises
stimulations of the mind, which implies a need to view the older person from a
holistic perspective. Accordingly, assisted bodily nursing care can lead to well-
being, but it may also mean well-being while it is ongoing, provided that the
older person and the assistant nurse are in a good and equal relationship where

the older person has a say, and where humour facilitates the interaction.

Older persons’ self-determination is the main theme running through the
studies. To the older persons, self-determination is a means to preserve the body
as lived. They strive for self-determination, but assent to the fact that this is not
always possible. Family members take older persons’ self-determination for

granted, viewing them as they have always viewed them; that is, as self-
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determinant parents or spouses. Thus, they assume the older persons to be self-
determined for the most part. Assistant nurses strive to support the older
persons’ self-determination by smoothly adapting their assistance to the older
persons’ needs. Repeated losses of bodily ability may hamper the older persons’
ability to experience meaning, further forcing them to remain strangers in a
world they cannot spatially adapt to, as their bodily conditions are constantly
changing. This may mean powerlessness and a loss of self. This is especially true
when assisted bodily nursing care is provided at a pace that excludes the older
persons from decision-making and self-determination. However, what looks like
paternalism may just as well be self-determination by delegation, which means
to be passive in an active way by transferring the decision-making to a trusted
assistant nurse. The loss of ability may also affect the outer appearance and
violate an older person’s dignity of identity. The assistant nurses risk
strengthening this experience when they neglect the older persons’ wishes in

these matters, thus risking to cause the older persons care suffering.

Assisted bodily nursing care constitutes a considerable part or the palliative care
older persons in nursing homes need to reach wellbeing at the end of life. The
examined context does not explicitly provide palliative care, but on occasion,
assistant nurses perform actions that can be compared to palliative care, i.e.
when trying to support older persons’ self-determination and well-being by
getting to know them. Assistant nurses and family members also tend to view
older persons from a holistic perspective, which is compatible with palliative
care. It also corresponds to a nursing care life-world perspective. When
palliative care and nursing care merge, the result is a palliative nursing care,
where the assistant nurses listen to the older persons’ life stories in order to
provide assisted bodily nursing care based upon the older persons’ preferences
regarding a good death. However, this presupposes that the assistant nurses
have time to listen when the older persons want to talk. This does not always
seem to be the case. Neither do the assistant nurses provide palliative nursing
care when avoiding to talk about existential issues. In line with this, they also
seem to neglect family members’ needs until after death. Finally, they seem to
view pain from a rational perspective, as they describe it as a bodily
phenomenon, thus risking to neglect its psychological, social and existential

aspects. In fact, to provide palliative nursing care, single interventions are not
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enough; it requires a philosophical underpinning such as a nursing care life-

wortld perspective.

Irrespective of their good intentions, assistant nurses find their work difficult
due to low staffing and a shortage of time. This view is shared by the older
persons and the family members. However, no one blames the assistant nurses
for this, but the organization. For the aforementioned reasons, many assistant
nurses resign from this line of work. Moreover, many of them are nearing
retirement. This is happening in a society where a growing number of older
persons increasingly need assisted bodily nursing care in nursing homes during
the last days of their lives, which indicates future challenges for our welfare

society.
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Tack

"En droppe droppad i livets dly har ingen kraft att flyta sjaly. Det stélls ett frav pa varenda
droppe: Hydlp till att halla de andra oppe!”

Tage Danielsson

Sé dr det. For detta hade jag inte klarat av pd egen hand. Det dr s4 méinga som pi
olika sitt hjalpt till att halla mig oppe”, vare sig de gjort det med hjilp av sin
kompetens, sin férmiga att ingjuta mod, sin f6rmaga att ge kirlek, eller allt pa

en gang. Jag vill hdr nimna nagra som varit sirskilt viktiga.

Foérst och frimst vill jag tacka alla deltagare. Méinga av de dldre personerna
tackar jag hir postumt; Tack for att Ni sd gener6st delade med Er av Era hogst
privata upplevelser av att ta emot assisterad kroppslig omvardnad och till och
med ldt mig f6lja med in i badrummet och titta pa nir Ni emottog densamma.
Tack t6r fortroendet! Tack ocksa £6r de minga varma relationer som uppstod-
jag kommer inte att glémma Er. Tack ocksa till alla underskoterskor och
anhoriga. Jag ir glad och hedrad &ver att Ni ville vara med 1 mitt projekt och ge
av Er tid. Tack till de enhetschefer som intresserade sig for projektet och slippte

in mig i verksamheten!

Till min huvudhandledare Ingrid Hellstrém vill jag rikta ett varmt tack.
Genom din kombination av ligmaildhet, kompetens, humor och virme har du
varit- och kommer fortsitta att vara- en f6rebild £6r mig. Du har fatt mig att
vixa utan att jag sjilv mirkt det. Och du har alltid varit ldttillginglig f6r bade
fragor och stéd, vilket har varit mycket virdefullt f6r mig. Det dr ddrfér jag 1 var

lilla metaforilskande trojka utndmnt dig till bade stédstrumpa och balsam!

Min bihandledare Jane Osterlind. Min andra stédstrumpa! Du har trott pa mig
frin bérjan. Med virme, humor och klarsynthet har du hjilpt mig att utvecklas
och komma 4dnda hit. Din personlighet och Din omrideskompetens har gett mig
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Abstract

Background: Worldwide, older persons lack access to palliative care. In Sweden, many older persons die
in nursing homes where care is provided foremost by assistant nurses. Due to a lack of beds, admission is
seldom granted until the older persons have complex care needs and are already in a palliative phase when
they move in.

Objective: To describe assistant nurses’ perspectives of providing care to older persons at the end of life in
a nursing home.

Research design: Data were collected in semi-structured individual interviews and analyzed with
inductive qualitative content analysis.

Participants and research context: Seven assistant nurses from a nursing home in Sweden were
randomly selected.

Ethical consideration: The research was approved by the local ethics committee.

Results: Three main categories emerged; “Death a natural part of life”; “The older person’s well-
being”; and “Care in the moment of death”; and seven sub-categories. The assistant nurses described
themselves as knowing the older persons well enough to provide good end-of-life care. This was
achieved by making small-talk while providing daily care. Relying on experience-based knowledge, they
strove to provide end-of-life care built upon respect and engagement with the ambition to strengthen
older persons’ dignity, for example, by lowering the tempo of care at the end of life, in spite of
organizational restrictions.

Discussion: The assistant nurses offered attentive end-of-life care, focusing upon bodily care. The
existential needs of the older persons were not foregrounded.

Conclusion: To develop their work, and to promote an ethical foundation for such care, assistant
nurses might need support and education to be able to offer a care more in line with the aims of
palliative care. Furthermore, the organization of care needs to promote, not impede, the realization
of this development.
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Introduction

In 2012, almost 20,000 persons aged 90 years and older died in Sweden." Of these, 61.9% died in a nursing
home. Older persons tend to die from degenerative diseases, such as heart failure, dementia, or stroke, which
might extend their period of dying.>* The care provided in Swedish nursing homes is led by a registered
nurse, who instructs and delegates nursing care tasks to assistant nurses.*> General practitioners are external
medical providers and not always at hand.*®” Thus, most of the care in a nursing home is provided by
assistant nurses.® The number of places in Swedish nursing homes has decreased by 23,000 since 2000,” in
line with the national policy of supporting older persons to live in their own home for as long as possible.
This means that older persons often have complex care needs due to illnesses and disabilities when they
move in.'® ' Of those who move, 32% die within 1 year,'* indicating that many older persons are already in
a palliative phase at that stage."*

The care provided by assistant nurses focuses on giving the older persons extensive support in daily life,
such as helping them with dressing, eating, and personal hygiene.'> Accordingly, they support older persons
who may feel vulnerable due to a high symptom burden'® and increasing dependence due to physical
losses.'” In addition, assistant nurses provide care at the end of life, which includes monitoring symptoms
and liaising with significant others.’ It is also known that older persons in this context wish to talk to
assistant nurses about their lived lives as well as their impending dying and death to prepare themselves.'>!”
This is consistent with the concept of a good death, in which preparedness is an attribute.® According to the
World Health Organization’s (WHO)?' definition of palliative care, a holistic perspective is important when
cure is no longer an option. The care should then focus on the relief of oppressive symptoms and strive to
integrate physical, psychological, and existential aspects of care to increase quality of life for the dying
person and significant others and, further, to support significant others, before as well as after the death of an
older person. When life is nearing its end, ethical issues are commonly raised. These need to be dealt with
individually, in open discussions between the assistant nurses and the older persons.*? Thus, palliative care
must be ethically grounded, that is to say, based on building strong and meaningful relations. This can be
described as providing relational care, one in which assistant nurses experience a responsibility and will-
ingness to meet the older persons in situations of extreme vulnerability, with the intention to maintain their
well-being and promote dignity.”> This may be accomplished by being open to engaging in discussions
about existential issues, when and if the older person initiates them, but postulates that the assistant nurse
knows the older person.* If so, the relationship may reveal the older person’s ideas about life that may be
used as guidance for the provision of care that is in congruence with the older person’s own needs.> An
obstacle to this approach may be the use of solutions that derive from what the assistant nurses would have
wanted for themselves.?® Furthermore, death, as such, has been described as an object that is silenced in
nursing homes due to assistant nurses’ fear of death, which may cause them to simply withdraw from an
older person when death is nearing.*’

These elements together support the notion that ethically grounded palliative care should be offered to
older persons alongside medical treatment.”® *° Yet, it is known that older persons in nursing homes seldom
receive palliative care,>®*! as described by the WHO.?"* Furthermore, earlier studies have shown that
assistant nurses in nursing homes may lack sufficient knowledge in palliative care regarding physical,
psychological, social, and spiritual/existential needs,'®>* ** which may impede their ability to provide care
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Table I. Overview of staff resources at each unit.

Assistant nurses Registered nurses
Daytime weekdays 3 |
Daytime weekends 2 Available on call
Evenings and nights | Available on call

to older dying persons at the end of life. Thus, being an assistant nurse in a nursing home means carrying out
multifaceted and challenging duties in a care setting where frail persons die.

Objective

The aim of this study was to describe assistant nurses’ perspectives of providing care to older persons at the
end of life in a nursing home.

Research design

This study employed a qualitative design, using individual interviews that were analyzed using qualitative
content analysis.*®

The study settings

This study setting was a Swedish nursing home housing 32 residents in 4 accommodation units with 8
residents in each unit. Each resident lived in a one-room flat with a bathroom and a kitchenette. The nursing
home had 20 assistant nurses and 1 registered nurse working during the daytime (see Table 1).

One GP was present for 3 h once a week, otherwise reachable by telephone. In working with dying persons,
the assistant nurses used local guidelines describing how to deal with practical obstacles close to and after death.

Participants

Consent for the study was given by the manager of the nursing home, who provided a list of assistant nurses
and their contact information. The inclusion criteria were as follows: formal high school education with a
focus on care, and a minimum of 3 years of experience of working in a nursing home. Every fifth assistant
nurse on the list received written information about the study (n = 9) and were contacted via telephone 1 week
later by the first author (B.H.). Six assistant nurses agreed to participate and three declined. Two pilot
interviews were performed. The interview guide was not changed after the second pilot interview, and the
AN gave consent for that interview to be included in the study. Thus, seven interviews were included in the
study, representing variation in ages (mean: 50), as well as in years of experience of working at the nursing
home (mean: 10 years) among participants.

Data collection

The first author (B.H.) conducted open-ended interviews with the assistant nurses at their workplace.
The digitally recorded interviews lasted between 34 and 64 min (mean: 46 min) and were transcribed
verbatim. An interview guide covering four questions was used (see Table 2).
Follow-up questions were used, such as “You said it’s like a family, that there’s a homey feeling . . . Can
you describe a bit more what that means?”
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Table 2. The interview guide.

QI: Can you tell me what you do during an ordinary day?

Q2: What does end of life mean to you?

Q4: Can you tell me about a situation when you provided care to a person at the end of life?
Q5: Can you say if something made your work easier/more difficult then?

Table 3. Example of the analysis process.

Transcribed text Condensation Code Sub-category Main category

AN: Then it's important to have a They may do as they like.  Adapts to the The older ~ The older
purposeful day, that’s important too ~ There are activities, but ~ older person’s  person as person’s

Interviewer: How do you create a if they prefer solitude, desires a person well-being
purposeful day? it's ok.

AN: Well, that one can/or that one may
be as one likes, if one wants to stay in
the room and sit there staring all day,
one may do so, but if one wants
company so/ that there is something
to/ come out to

Interviewer: Then is there

AN: Yes, sometimes it does and
sometimes not, that depends on how
it is at the unit, sometimes there are
several coming out and/ and then
they may have fun together

Data analysis

In line with the study’s aim, an inductive qualitative content analysis method was chosen. The analysis
commenced by repeatedly reading the transcribed text in order to create a general impression of the whole.
Subsequently, meaning units were identified, condensed, coded, and brought together into categories and
sub-categories (see Table 3).

Trustworthiness

The trustworthiness of this study can be addressed using the concepts of credibility, reliability, and trans-
ferability.>® As an inductive approach was to be used, the interviewer sought to pose open-ended questions
to stimulate the assistant nurses’ own descriptions of their perspectives. One strength was that the assistant
nurses spontaneously talked about their perspectives, which resulted in data judged to be rich and varied.
However, the data might not have captured all the assistant nurses’ perspectives, which might be a limitation
indicating that follow-up interviews might have provided additional depth to the data. The analysis con-
tinuously moved between the formulated categories and the transcripts in order to remain inductive. In
addition, we sought to use the assistant nurses’ wording while formulating the categories and using the
assistant nurses’ quotes, which might have strengthened the credibility of the analysis. To decrease the
impact of different preunderstandings, the analysis process comprised an ongoing discussion involving all
authors and was critically discussed with other researchers at seminars. However, we cannot guarantee that
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Table 4. Sub-categories and main categories.

Sub-categories Main categories

Death expected Death a natural part of life
Signs of impending death

The older person as a person The older person’s well-being

Adapt the tempo of care

Having the will but not the ability

A silent care Care in the moment of death
A dignified farewell

our own assumptions might not have had an impact on the analysis. The decision relating to whether
transferability is possible is for our readers to assess, but to facilitate comparison, we provided a compre-
hensive description of the participants and the particular context*® in Sweden.

Ethical considerations

Ethical considerations were taken into account in line with the declaration of Helsinki,37 and the study was
approved by a local ethics committee (Dnr.1003/A). Prior to the study, the assistant nurses received oral and
written information about the aim, procedures, and their right to withdraw at any time without explanation.
Written consent was obtained from all participants.

Findings

Three main categories and seven sub-categories describing assistant nurses’ perspectives were identified
(see Table 4).

Death a natural part of life

The older persons’ final period of life was described as a natural process toward death. Death was preceded
by a gradual deterioration where the assistant nurses considered it their task to identify signs of impending
death early, to adapt the care to older persons’ varying needs.

Death expected. When an older person moved in to the nursing home, the assistant nurses assumed that he or
she would stay there until death occurred:

I don’t know anybody who’s got away from here, so to speak, at least in the sense of getting better and moving
home or something like that . .. So it starts here and then it may take ten years, it may take a day . . . so this is the
last station, I think.

In the assistant nurses’ descriptions, many older persons appeared to suggest that they had lived their
lives and were now tired, weak, and ready to die. Thus, assistant nurses described death as natural and
expected at high age and, as such, an event requiring neither reflection nor preparation.

Signs of impending death. The assistant nurses strove to adapt the care outward from older persons’
needs. The first sign of impending death was described as a declination through the loss of bodily
abilities, during a period that could vary from a few days to several years. Other early signs of
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impending death were diminishing appetite, increased susceptibility to infections, and an increase in
pain, leading to decreased mobility:

You watch the decline, the progress of the illness . . . Eating isn’t really working out and they get more and more
tired, have less and less strength, then I think you can see that . . . life is ebbing away, somehow. Yes, in a natural
way, actually, they have illnesses but it’s . . . they are old, too, so it’s just a decline really.

In line with the bodily deterioration, the need for help from others increased, leading to a more physical
and intimate care. When close to death, the older person was described as being in total need of bodily care.
One of the most severe losses of function was the loss of ability to control the bladder and bowel. This was
perceived as affecting the older person in such a severe way that he or she could yearn to die. The
vulnerability of the older person was here pushed to its very limit and the assistant nurses attempted to
maintain the older persons’ dignity by helping them to use the toilet for as long as possible. Further signs of
deterioration were increasing memory loss, a disinterest in the surroundings and increased fatigue. During
the very last stages of life, the older person was mostly asleep, and the bodily care was successively taken
over by assistant nurses.

The older persons’ well-being

The assistant nurses wished to provide a care characterized by respect for the older persons’ lived lives and
personal needs, with a focus upon their well-being. When death approached, the older persons’ increased
needs demanded a lowered tempo in the care. Then, the assistant nurses wished to be close, providing slower
care with attentiveness to older persons’ need for presence and touch. This was impeded by low staffing
numbers, but was occasionally resolved by collaborating with significant others.

The older person as a person. The respect for the older persons and their lived lives was evident as a red thread,
woven throughout the narratives, as shown by the following quote:

They’re old, but it’s important to remember that it’s the old people who have more knowledge, they’ve heard
more and have experienced more than us, and you’ve got to keep that in mind and respect . . . so that you respect
them as human beings and not just like old people, this lump of an old person.

The assistant nurses got to know the older persons by making small-talk during the provision of daily
care. This small-talk could deal with such superficial subjects as the weather, but also with deeper dimen-
sions concerned with older persons’ lived lives. The emphasis, however, was upon the more shallow
subjects. The assistant nurses were humbly aware that they did not know everything about the older persons,
which they considered important to remember. Somewhat different approaches emerged concerning the
response to older persons’ need to talk about death. When the older persons themselves initiated the subject,
talk about death was accepted. However, an opposite approach was more common, as the older persons’ talk
about death was perceived as a sign of melancholy, and thus, inappropriate as a topic of conversation:

Many of them do say they want to die. I guess they feel that they don’t have any strength left and just want to go to
sleep. I usually try to say that you will feel better soon. You don’t want to say that yes, of course you are going to
die; that doesn’t feel right.

One strategy for deviation was about helping the older persons to cherish daily enjoyments and to
stimulate them—by telling jokes, baking cakes, laying the table beautifully, and sitting down and talking
to them while drinking coffee, for as long as the older persons’ conditions permitted. When an older person
was close to death, the care was focused upon allowing them to lie comfortably in bed with a clean and
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symptom-free body, in a calm environment where his or her own wishes about bodily care were attended to
as much as possible.

Adapt the tempo of care. Adapting the tempo of care to the older persons’ needs was central. As the older
person grew weaker, care demanded more time, for example when helping them to eat or wash. It was then
considered important to provide care in a tempo that was not stressful for the older persons. When the older
persons’ ability to speak decreased, the assistant nurses’ ability to read and interpret their facial expressions
and body language increased. In this position, the importance of being physically present was stressed,
that is, to be on hand in the older person’s room. The closer the older person approached death, the
greater the assistant nurses perceived their need to have someone by their side to promote their well-
being by performing simple actions:

One should have more time to spend with them, because I’ve seen with some of the bedridden ones that even just
brushing their hair. . . you can tell that they really enjoy it. So, touch is obviously also important.

Such physical acts also promoted closeness and safety in providing the older person a sense of pleasure.
Providing such moments made the assistant nurses feel very satisfied.

Having the will but not the ability. It was not always possible, however, to adapt the tempo of care to older
persons’ needs. The assistant nurses did not always have enough time to make the effort they wanted and
ought to do. Limitations in staffing forced them to prioritize, resulting in them not always being able to stay
close to a dying older person. This was described as a constant source of frustration. In such situations, it was
described a relief when significant others sat at the bedside and were trusted to collaborate with assistant
nurses in supporting the older persons’ well-being:

If significant others are around, then I know there is someone in there with them and you just go about your
business, knowing they’ll let you know if something happens or if they notice the person being in a lot of pain and
so on.

In these situations, assistant nurses kept responsibility for providing the bodily care, while simultane-
ously providing food and shorter moments of respite to significant others. When someone was dying
without the presence of significant others, assistant nurses took turns sitting at the bedside, or, alternatively,
paying regular short visits to check on them.

Care in the moment of death

The closeness of the relationship to the older persons contributed to a strong emotional engagement, which
was pushed to its very limit when the older person was about to die. Before death, the assistant nurses felt
reverence and placed great importance on meeting the older person’s needs. After death had occurred, they
continued to care for the older person, while also attending to their own and significant others’ needs.

Asilent care. When death approached and the older person could no longer speak, it was described as being
important to avoid conversation that might be irrelevant and not to speak as though the older person was
not there:

When you’re coming in and you’re supposed to be helping this person, you don’t know anything about what they
perceive or if they don’t perceive anything, but you shouldn’t at least be babbling or laughing and you should act
with respect, because after all it is life that is ebbing away now . ..
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A silent presence was preferred and was considered to provide calmness for the older person:

Ifit’s really nearing the end. . . then you’re probably silent and try to pat them (the older person), or, yes, stroke
their cheek or hand so that they can feel someone is there and hopefully feel a little safer and calmer.

To adapt the care to the older person’s desires, and, if possible, provide options for freedom of choice and
self-determination, was considered important. As an example, assistant nurses sometimes let an older
person be alone in the moment of death, contrary to their own norms. They respected the older persons’
desire as they deemed it to be well-grounded in the older person’s identity.

A dignified farewell. The moment of death was described as beautiful and harmonic, and the assistant nurses
described the uncertainty we all share concerning what happens then. One assistant nurse expressed this in
the following way:

I actually think it’s beautiful, the moment of death . . . because it feels like it somehow gives them new strength,
don’t know . .. it might mean something new, something different . . . at any rate you become free. To me it feels
like . . . being gently nudged away. You feel very humble in such moments.. . . really, very ... and respectful.

After death, it was described as being important that the older person’s body was handled in accordance
with whom the older person had been, and this was achieved by dressing them in their own clothes. The
attention to the significant others’ needs was most obvious in connection with an older person’s death. Then,
assistant nurses described themselves as striving to respect the wishes of the significant others concerning
how to take care of the body and how the older person should be dressed. As a gesture of concern, the
assistant nurses sometimes added something personal to the body, for example, a photo from the older
person’s youth or a grandchild’s drawing. This moment encompassed a dignified closure for the older
person and the significant others, and, further, an opportunity for the assistant nurses to say a personal good-
bye. Immediately after death had occurred, the assistant nurses wanted to make the situation as esthetically
appealing as possible, by making the surroundings as tidy as they could. Therefore, they quickly removed all
of the aid equipment in the room. In doing this, they perceived feelings of satisfaction and peace:

And this thing with the assisting equipment, it is such a great feeling to take it out of the room and make
it...clean again, like that person once was. It feels like, now you are yourself again. Now you don’t have to
sit in this wheelchair anymore, you don’t have be hoisted, now it’s just you again.

Out of respect for the dead person, it was stressed as being important that the body was retrieved from the
unit in a calm and dignified way. Thereafter, the other residents at the unit were informed and, together with
them, the assistant nurses lit a candle to honor the dead person, who, in a symbolic way, was present for one
last time. After this, the assistant nurses let go of the dead person, looking instead forward into the future.

Discussion

The findings show that the assistant nurses wish to do their best to provide good end-of-life care outward
from existing prerequisites. They described the provision of care to be both fun and engaging. This
engagement appeared to be the foundation for the assistant nurses’ eagerness to show the older persons
respect and to provide dignified bodily care, for instance, in situations when the older persons felt partic-
ularly vulnerable, that is, when not being able to control their bladder or bowel. In these cases, the assistant
nurses tried to protect the older persons’ “dignity of identity” by helping them to use the toilet for as long as
possible. Dignity of identity is about having self-respect, which can be lost by the humiliation of bodily
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deterioration or other persons’ disrespectful behavior in that respect.>*® This may also indicate that the
assistant nurses strove to help the older persons to retain their self-determination by respectfully helping
them to maintain bodily functions as long as possible in everyday life.>

In developing a mutual and familiar relationship by making small-talk while providing care, the assistant
nurses described themselves as knowing the older persons well enough to know their preferences in bodily
care, even when they could no longer speak for themselves. As they described, small-talk may occur when
assistant nurses are face-to-face with the older persons, performing bodily care.* This highlights the
importance of communication skills, as sensitive communication may provide feelings of safety to persons
who need others to care for their body,*® and, further, to provide assistant nurses with knowledge of the
older persons’ wishes.*’ Thus, the development of relationships helps in recognizing the uniqueness and
value of the individual, which might have a therapeutic benefit.*! In this close relationship, a strong
commitment may emerge,*** creating a motivation to continue working with older persons.** This corre-
sponds to the findings of this study, as most assistant nurses had worked in the nursing home for several
years and appeared to be proud and fond of their work.

The assistant nurses focused upon strengthening the older person’s well-being, leaning upon their
experience-based knowledge to identify early signs of deterioration. This type of knowledge may be related
to phronesis, a knowledge characterized by its silent, practical, ethical, and experience-based core.* This
knowledge permitted them to lower the tempo of care, the closer death approached, not only to be able to
provide bodily care in a slow and attentive way but also to provide touch and presence, for example, when
brushing the older person’s hair. This aligns with an understanding that “little things” may contribute to the
older person’s well-being at the end of life.*> Without putting it into words, assistant nurses may be
interpreted as having perceived well-being as multidimensional, a view achieved by providing attentive
care at the end of life. This seems to be congruent with the contents of an ethically grounded palliative care,
as it highlights the need to maintain the older person’s well-being and promote dignity** outward from a
close relationship where the assistant nurse has got to know the older person.**

However, the assistant nurses seemed reluctant to talk to the older persons about death, which might be
surprising, as they perceived dying in old age to be natural and expected. The most common approach
comprised efforts to make the older person think of something else. This indicates that the existential
perspective that is paramount in palliative care®' was not foregrounded by these assistant nurses. Their
focus seemed to be foremost upon the provision of bodily care and practical tasks, also shown by earlier
studies.>*"*>%® Several recent studies, which include those drawing on both qualitative and quantitative
methodologies, show that assistant nurses do not speak to the older person about death,*” >° which might
result from a perceived lack of competence in talking about death.*

The assistant nurses’ avoidance of talking about death might mirror societal norms related to a general
lack of interest in the deaths of older persons.*'®**2° Bauman®' explained this as a modern attitude of
society, which tries to master life with rationality. This attitude has failed to master death, however, and thus
constructs it as an inappropriate and embarrassing failure. Accordingly, Swedish nursing home-care is
foremost regulated by a law that highlights rehabilitation and the social elements of life,>* not vulnerability,
dying, and death. Furthermore, care-managers in nursing homes are described as perceiving the deaths of
older persons as expected, considering their time at the nursing home as a natural pathway toward death.?’
This may contribute to making death silenced on an organizational level, resulting in a focus upon doing,
rather than talking.>***®> Furthermore, assistant nurses have described themselves as working in an
organization that is focused upon health and independence,” where low staffing levels prevent them from
meeting the older persons as unique, with individual needs.* Thus, the organization of nursing homes might
create a lack of time that prevents the possibility to provide a person-centered care at the end of life.>*

This may partly explain the assistant nurses’ reluctance to talk about death, as they worked in an
organization reluctant to focus upon death, in a society that denies it. Their, sometimes, perceived lack
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of time to stay close and attend to the older persons’ needs is comparable to the findings of other studies,
where assistant nurses considered the amount of practical tasks to overshadow the task of simply being with
the older persons.>* In all, a lack of time may cause stress of conscience for assistant nurses,**>* as this
may occur when assistant nurses are torn between what they wish to do and what they are able to do.
However, some of the assistant nurses seemed to find talk about death unacceptable, describing it as a topic
inappropriate for conversation. This reluctance to talk about death may derive from their own fear of
death,”’ thus implicating a lack of an ethically grounded palliative care built upon openness to talk about
existential issues with the older persons. This may obstruct the older persons’ preparations for having a good
death and could hamper their experience of well-being, as not being allowed to talk about forthcoming
death, and their perceived fear or anxiety may lead to a sense of abandonment despite their closeness to
other people.**

Somewhat surprisingly, the assistant nurses of this study paid much attention to the older person’s body
after death. Interestingly, assistant nurses considered this continued care after death to be important as it
provided them with an opportunity to remove all assistive devices and to dress the body in the older person’s
own clothes. This may be considered as an attempt to restore the person’s dignity of identity,*® and, further,
an attempt to cope with their own grief after a long acquaintance, after having had a close relationship with
the deceased person.® Thus, the assistant nurses of this study strove to provide an end-of-life care built upon
respect and engagement with the ambition of strengthening the older persons’ well-being and to protect
their dignity of identity, before and after death. However, the care provided may not be described as being
fully ethically grounded palliative care, as, while they certainly strove to promote the older person’s dignity
before and after death, they mostly avoided their existential needs, which might be described as paramount.

Conclusion

The assistant nurses in this study provided end-of-life care built upon respect and engagement with the
ambition to strengthen the older persons’ well-being and protect their dignity of identity, before and after
death. They relied on their experience-based knowledge, which comprised a lowering of the tempo of care
close to death, although primarily focusing upon bodily care. Providing good end-of-life care was some-
times difficult to fulfill, due to organizational restrictions, lack of organizational and societal support to
focus upon existential issues, and the assistant nurses’ own awareness of the contents of an ethically
grounded palliative care. Therefore, they may need education and discussions about ethical issues in
palliative care to become fully aware of, for example, existential needs and how to provide them. In order
to meet the ethical responsibility of older people at the end of life, healthcare organizations need to provide
time for existential conversations and care supervision. As the assistant nurses of this study provided
foremost a positive image of their work, it seems valuable to further examine how older persons experience
the bodily care they receive.
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Assenting to exposedness — meanings of receiving
assisted bodily care in a nursing home as narrated by
older persons

Most older persons moving to a nursing home need to
receive assisted bodily care, which means being in a posi-
tion of vulnerability. However, few studies have explicitly
focused on the meanings of receiving assisted bodily care
from the older persons’ perspective. This study aimed to
elucidate meanings of receiving assisted bodily care, as
narrated by older persons living in a nursing home. Twelve
men and women, aged 80 or older, living in a Swedish
nursing home, participated in the study. Data were
generated by narrative interviews and analysed with a
phenomenological-hermeneutical method. The regional
ethics committee approved the study. In the analysis, one
main theme emerged: ‘Assenting to exposedness’.
This theme comprised five themes, To have hope in

hopelessness’, ‘To relinquish one’s body into others’
hands’, ‘To be between power and powerlessness’, ‘To
oscillate between one’s own responsibility and demands’,
‘To be in an ongoing interaction’, and ten subthemes. In
conclusion, receiving assisted bodily care means to be
exposed, but not passively. Rather, it means to be self-
determinant for as long as possible, to perceive the body as
lived. When the body must be relinquished to others, it
might be objectified, leading to care-suffering. To avoid
this, the older persons use a certain competence, acquired
through life, to decide when to take action or when to
assent. However, this is but one of the several possible
interpretations, which may be considered a limitation.

Keywords: assent, assisted bodily care, exposedness,
hermeneutics, lifeworld, lived body, nursing home, older

persons, phenomenology, self-determination.
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Introduction

Older persons may accept moving to a nursing home
(NH) as an inevitable consequence of illness and lost
capacity (1). This may be challenging and distressing, as
bodily decline prevents them from managing indepen-
dently (2). Thus, deteriorating bodily functions raise the
need of receiving assisted bodily care (R-ABC) from assis-
tant nurses (ANs). In this study, R-ABC means to be
assisted while dressing, undressing, eating, maintaining
personal hygiene (3) and while being transferred due to
mobility problems (4). This means receiving assistance
with things that most people prefer to do in private (3).
For those with diminished capacity, R-ABC may be a
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relief, providing comfort and wellbeing (5). Then, ‘little
things’, such as putting lotion onto dry skin, may be an
important source of wellbeing (5-7). However, turning
the older person’s body into an area that is accessible to
others is a situation that would be unacceptable in other
contexts (2, 3, 8-10). This may violate the older person’s
dignity (11), making them withdraw from seeking help,
attempting to avoid being regarded as helpless (12). Loss
of bodily control may comprise a wish to die (1, 9, 13) if
one feels objectified, perceiving a loss of ‘self’ (1, 9). This
may relate to a societal habit of viewing the body from a
reductive perspective that separates body from mind, not
seeing them as an entity (10), strengthened by a societal
ageist attitude that generalises older persons as weak
(12). Consequently, being members of modemn society,
older persons may carry this attitude, defining themselves
as less able. In R-ABC, the body becomes a landscape of
care subjected to the authority of ANs, who focus upon
malfunctioning parts of the body (8, 14), dealing with
excrement, urine, illness, deterioration and death (9, 14).

© 2019 Nordic College of Caring Science



Thus, R-ABC comprises situations of vulnerability that
may result in shame due to bodily weakness (2, 3, 15)
and may problematise the older person’s relationship
with the ANs, who are younger and stronger (2), conse-
quently evoking feelings of self-disgust (16) and fear of
burdening others (1, 15, 17). Furthermore, ANs may feel
embarrassment when touching the naked body (10, 18),
leading them to feel guilt when they are not able to hide
feelings of disgust (8). This may be promoted by a
societal attitude that honours youth and beauty, thus
avoiding bodily declination, and considers the care of
older bodies to be dirty, low-status work (18), preferably
hidden behind screens due to its private character (10).
However, because the provision of assisted bodily care
requires maintaining control of negative emotions (10),
the importance of ANs” attitudes has been raised, as they
describe their work with the older persons to be foremost
focused upon the provision of assisted bodily care (13).

To our knowledge, R-ABC in NHs has not been explic-
itly studied. There have been calls for further research
within end-of-life care in NHs (7, 19, 20), but existing
literature is mainly outgoing and reported from a care-
giver’s perspective (21). Thus, to be able to increase older
persons’ wellbeing in everyday life, it is important to elu-
cidate the meanings of R-ABC from the perspective of
the older persons who receive it.

Aim
The aim of this study was to elucidate meanings of

receiving assisted bodily care (R-ABC), as narrated by
older persons living in a nursing home.

Method

In line with its aim, the study used a lifeworld design
(22). This comprised a focus upon how the older persons
experienced their world. Narrative interviews generated
the data and were analysed using a phenomenological-
hermeneutical method (23), inspired by the philosophy
of Ricoeur (24).

Participants and setting

The participants were recruited from a NH in a Swedish
community, where bodily care was foremost provided by
ANs (Table 1).

Each older person lived in an individual one room flat
with a private bathroom. Written information about the
study was sent to the manager and nurse of the NH.
The nurse provided written and oral information about
the study to older persons (n = 22) who met the inclu-
sion criteria (Table 2).

In all, eighteen older persons agreed to participate.
About one week later, the first author (BH) visited the

© 2019 Nordic College of Caring Science
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Table 1 Setting

Setting specifics Number
Accommodation units 4

Sum of residents 32
Residents in each unit 8
ANs/unit daytime weekdays until 2

4 pm

ANs/unit weekday evenings from 1+1 ambulatory, covering
4 pm all units
ANs/unit weekends until noon 2
ANs/unit weekends from noon 1

ANs covering all units during night 2

9 pm 07 am

17 months
(range 14 days 6.75 years)

Median residential staying time®

“Calculated from room-renting data conveying the years 2010 2017.

Table 2 Inclusion criteria

Aged > 80 years

Suffering from multimorbidity; >2 chronic diseases
Daily receipt of assisted bodily care

Able to understand written and oral information
Able to express oneself and interact in a conversation

older persons to establish contact, answer questions
about the project, and collect their written consent to
participate (Table 3). However, after those visits, two per-
sons were excluded as they were judged not able to fully
express themselves or interact in a conversation. Conse-
quently, sixteen persons were included in the study.

Data collection

Individual interviews were conducted during six months
in 2017. As chosen by the older persons, the interviews
took place in their rooms. To stimulate narratives, three
open-ended questions were used (Table 4). The inter-
viewer focused on listening, using bodily language to
stimulate the narratives and allowing the participants to
speak freely without being interrupted. To deepen the
narratives, follow-up questions were posed, as exemplified
in Table 4.

Initially, sixteen open-ended interviews were per-
formed. However, as longer interview sessions were
deemed too tiring for eleven of the participants, those
were repeatedly interviewed on several occasions. Alto-
gether nineteen follow-up interviews were performed,
during one to four sessions, with each of the participants.
Finally, 35 interviews were collected and transcribed ver-
batim by BH. However, when assessing the data quality
of the interviews, seven interviews, collected from four
of the participants, were judged not to contain sufficient
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Table 3 Participant characteristics

Manages completely

Participant no. Gender Age independently

Manages independently
but with supervision

In need of assistance with

1 Man 91

2 Died 1 month after ~ Woman 89
last interview
3 Woman 98
4 Died 3 months after Woman 92  Eat, brush teeth,
last interview use the toilet,

transfer
with rollator

5 Woman 83  Brush teeth

6 Woman 83  Eat cut food

7 Woman 95  Eat

8 Woman 98  Eat, brush teeth,
use the toilet,
transfer
with rollator

9 Woman 94  Eat, brush teeth,
use the toilet,
transfer
with rollator

10 Woman 87  Eat, brush teeth,
use the toilet,
transfer
with rollator

11 Died 2 weeks after ~ Woman 94

last interview
12 Man 91

Eat cut food, shave,
brush teeth

Eat cut food, brush teeth

Eat cut food, brush teeth

Eat cut food

Brush teeth

Brush teeth

Eat cut food, brush teeth

Eat cut food shave

Showering, using the toilet, transferring,
to/from/in wheelchair, dressing/undressing,
serving of food

Showering, using the toilet, transferring
to/from/in wheelchair, dressing/undressing,
serving of food

Showering, using the toilet, transferring
to/from/in wheelchair,
dressing/undressing, serving of food

Supervision while showering

Showering, using the toilet, transferring
to/from/in wheelchair, dressing/undressing,
serving of food

Showering, using the toilet, transferring
to/from/in wheelchair, dressing/undressing,
serving of food

Showering, using the toilet, transferring
to/from/in wheelchair, dressing/undressing,
serving of food

Supervision/ some aid while showering

Showering, dressing/undressing

Showering, dressing/undressing

Showering, using the toilet, transferring to/from/
in wheelchair,

dressing/undressing, serving of food

Showering, using the toilet, brushing teeth,
transferring to/from/in

wheelchair, dressing/undressing, serving of food

Range: 82 98 years, mean age: 91 years.

Table 4 Interview questions (IQ) and example of follow-up question

(FQ)

Q Can you tell me about an ordinary day?

Q Can you tell me how you experience your body?

1Q Can you tell me of an occasion when staff provided you
bodily care?

FQ You said it was an awkward situation. Can you tell me more

about that?

narratives, thus being excluded from the analysis. Conse-
quently, 28 interviews from 12 participants were included
in the analysis.

Data analysis and interpretation

A phenomenological-hermeneutical method was used to
analyse the transcripts (23). The method comprises three
nonlinear phases in an ongoing dialectic movement
between the whole and the parts: naive reading that
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Table 5 A simplified example visualising how data were brought together into the main theme ‘Assenting to exposedness’
Meaning units Themes Main Theme
‘I think life is over.. . (smiles) | like it anyway, ‘cause | am kindly treated, get  To have hope in Assenting to exposedness
good food and clean clothes as often as | wish. And they (ANs) sometimes sit  hopelessness

down to talk for a while, or propose little things...a trip to the store. . .that
stimulates me a bit.. . then | think that life is not completely over

yet... that cheers me up’ (Participant 10)
‘Have you seen this? (shows bruise on her elbow) ...l got it when | fell

from the transporter. .. because the AN did not get close enough to

the bed... | always have to instruct them: lower the bed...but | don't have
eyes in my neck. ..One thing that’s good here are the night-ANs. . .they

know how to do this...they stand on each side of the bed, they know exactly
how to do it... | need to say nothing’ (Participant 2)
‘They want to shower me. | want to do it myself, but they won't allow

me, because | could fall.. . | have been used to showering every

day. .. so now in the mornings, when they (ANs) have not been

around, then |say: “Today I've half-showered!” That's what | call it.

Then | shower from here (marking her waist), while | hold on with

one hand...Cos | think it's fresh to make oneself a little

cleaner.. They say nothing about it, so | guess it's okay’. (Participant 8)
‘P(Looks at her watch) No, now | will press the buzzer. | need to

get help to visit the toilet R: this morning | think you were waiting for

quite a long time sitting at the toilet... then you did't press the buzzer?

P: No, then | knew that there were more people that they had

to help, then one has to chill a bit". (Participant 3)

‘It's important to feel that you have a close contact (with ANs).. .to

have, how shall | explain it. .. a friendly treatment.. so that one

feels close, can relax and get along well.. when it's the opposite

way, then nothing is good | would say’. (Participant 9)

To relinquish one’s body into
others’ hands

To be between power and
powerlessness

To oscillate between own
responsibility and demands

To be in an ongoing interaction

Figure 1 Main theme, themes and subthemes.

leads to a naive understanding; explicative structural
analysis (Table 5), where themes are constructed; and
comprehensive interpretation that results in a compre-
hensive understanding.

© 2019 Nordic College of Caring Sdence

Initially, the transcripts were read repeatedly in order
to grasp an understanding of the whole, written down as
naive understanding. Secondly, meaning units related to
the studied phenomenon were identified, condensed and
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compared for similarities and diversities, and merged
together into subthemes, themes and one main theme
(Fig. 1). Finally, the naive understanding and the struc-
tural analysis were critically reflected upon in the com-
prehensive understanding. Through this interpretation, a
deeper understanding of the phenomenon was obtained.

Ethical considerations

Ethical considerations were taken into account in line
with the Declaration of Helsinki (25). The participants
were informed that they participated voluntarily and that
they could withdraw at any time without stating a reason
and signed a written consent form before the interview
started. The Regional Ethics Board of Stockholm
approved this study (Dnr 2017/8-31/1).

Findings

Naive understanding

Receiving assisted bodily care is marked by weariness and
resignation to the fact that life is nearing its end. It hosts
ambivalence, as it is a grace received with gratitude when
one’s own incapacity has become a trap, but, simultane-
ously, it means to be exposed to the mercy of other people
and circumstances. R-ABC means being a prisoner of age-
ing and caregivers, imprisoned in one’s own body and
daily routines. This prison is impossible to escape; thus,
one is forced to assent and surrender to bodily and exter-
nal circumstances. This means trying to avoid being a bur-
den, to understand and never complain, and to choose —
or be forced - to put aside one’s own ideas.

Receiving assisted bodily care is togetherness and secu-
rity in a natural encounter, characterised by closeness,
knowledge and humour, guided by habit and practical
care, where one’s own incapacity is downplayed and the
relationship takes centre stage. R-ABC is about being in a
state of waiting in lonely abandonment, but, when given
time, can soothe the loneliness. R-ABC is a pleasure
when touch is careful and tender, appealing to the
senses, a joy when it provides stimulation in the midst of
boredom, and hope when it means new opportunities. It
means dignity when being able to participate, as one
used to, or at least having a say in what is done. But,
when R-ABC is impersonal, disharmonious, hasty and
careless, when empathy and sensitivity are missing, or
physically or psychologically unpleasant, then R-ABC is
powerlessness, distrust and humiliation, dejection and
vulnerability. Then, dignity is removed.

Structural analysis

The main theme, ‘Assenting to exposedness’, emerged in the
structural analysis and comprised five themes as follows:

To have hope in hopelessness, To relinquish one’s body into
others’ hands, To be between power and powerlessness, To oscil-
late between one’s own responsibility and demands and To be
in an ongoing interaction, along with ten subthemes
(Fig. 1).

Assenting to exposedness

Is about being exposed to an inevitable passing of time
that conveys a deterioration of the body. The body has to
be exposed to the ANs” glances and touch and to their
benevolence and interest, and the routines that comprise
their work. As these routines are often dependent on
conditions that the ANs cannot affect, this means living
in an organisation that limits the conditions under which
one lives. The meanings of these aspects are twofold,
comprising positive and negative sides. Despite this, the
overall meaning is to be exposed, as there is nothing one
can do to change things — one can only assent.

To have hope in hopelessness

Means being aware that there is no future, but still
accept that the life journey is nearing its end. Hopeless-
ness is dwelling in a body that loses functions, which
leads to humiliation due to a loss of control. Hopelessness
is finding oneself locked up in the accommodation unit
experiencing a diminishing of the senses, increased
weakness and bodily pain. Further, hopelessness is
mourning one’s lost abilities, and fearing and expecting
increased and prolonged dependence on R-ABC. Thus,
having hope in hopelessness means hoping for a quick
death before an extensive dependence on R-ABC. Fur-
ther, it is assenting to unavoidable bodily deterioration at
high age, while still recognising remaining assets and set-
ting up plans for the future, as exemplified by this man
in a wheelchair:
I'm going to start walking a bit more with this rolla-
tor, and see how much I can take [...] I'll go out in
the hallway and see how far I can go, and so on. I
reckon I'll have to take a chick with me the first
time, for a while, then she can leave and we'll see
[how it goes] (laughing). No, but it’s okay, because
you have to get going, be up on your legs. I'm going
to try. (P1)

Thus, having hope means receiving help to practise
with the goal of becoming stronger, or eating nutritiously
to gain weight, aiming to increase independence. Fur-
ther, having goals that comprise something worth wait-
ing for in everyday life, such as looking forward to
having a tasty cake with coffee, or getting out of bed to
follow what happens in the unit during the day.

To relinquish one’s body into others’ hands is a pleasure
when experienced as soft and warm touch, such as, for
instance, when lukewarm shower spray caresses one’s
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neck. Further, pleasure is when care is delivered by a
skilled, well-prepared AN who assists by using smooth
hand movements in a calm, caring way. Moreover, plea-
sure is when the AN is attentive to one’s obvious or
unspoken needs, such as offering assisted bodily care
while talking about other things; thus muting the care
needs and making the situation feel acceptable.

R: Bodily care...what does that make you think of?
P: T think of [...] someone helping me and helping
out when they see that it's needed, if T can't get
myself out of a situation. And they're often so atten-
tive to that, so that’s a help they provide. (P10)

Relinquishing bodily needs is also a pleasure when it
entails help with important things that one’s own body
cannot manage, such as taking an outdoor wheelchair-
walk or help with watering the flowers.

However, this relinquishment also means suffering
when the body hurts, that is, while waiting too long for
help in the bathroom, or while being transferred with aid
equipment that cuts into the skin. The suffering is magni-
fied when transfer is managed stressfully and recklessly,
which evokes fear and reduces trust in ANs. Relinquish-
ment means suffering when one’s wishes are neglected,
or when being limited by restrictions designed to prevent
accidents. Further, it means suffering to endure showing
one’s naked body to someone of the opposite sex, worry-
ing about whether its deterioration causes disgust. At the
same time, it means struggling against shyness and preju-
dices related to how one was raised to avoid showing
one’s body. It also means suffering in being immobile
‘like a package’, exposed to other people’s favour or
neglect. As described by one participant:

Yesterday when I was about to brush my teeth [...]
then NN drove me in [...] and I had to sit on the
toilet seat and brush my teeth. That’s never hap-
pened to me before. Then I thought, now it’s surely
gone too far. To sit and spit into one of those kidney
dishes and take some water and then spit it here
and there...it’s terrible [...] But, well, I'm basically
worth the same as a...as a pig. (P2)

In such situations, to relinquish one’s body into others’
hands means suffering, as it occurs within a situation of
extreme vulnerability and deterioration.

To be between power and powerlessness

Means to have power and to be able, and not having to
burden ANs. Thus, it means to preserve self-esteem and
independence by caring for one’s own body as much as
possible, by being innovative and developing strategies to
manage on one’s own. Further, it means having to direct
and supervise the AN’s work, as it means having power
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when one’s wishes about R-ABC are respected. However,
this power exists within limits, as it assumes having to
assent to others to be more responsible for one’s life than
oneself. As quoted below:

I bought a bra the other week, and of course I can’t
put it on by myself. It fastens in the front with clasps
and hooks. I was able to, twice I was able to do it
myself, otherwise they would have had to help me
get it on [...] T thought it [would get easier], we
thought that, her that was helping me also did. Yes,
little things like that, silly little things [...] [make
me desperate]. Then I try to call for help and I can,
but they are of course so busy in the mornings what
with everyone getting up and ready, and then I have
to sit and wait (laughs). It feels childish and stupid,
yeah. (P10)

Thus, to be powerless means having a diminished
impact on one’s own body in everyday life. Furthermore,
having to assent to others’ decisions, that is, to having
only one shower a week, irrespective of one’s perceived
dirtiness. Participants expressed variously what one
woman said: It’s not like you can decide anything [yourself].
To be powerless also means to be abandoned, that is,
being left on the toilet for long periods of time, needing
to rely on other people’s benevolence to realise common
everyday projects.

To oscillate between one’s own responsibility and demands

Means to work on one’s own attitudes towards nudity
and to eventually assent to letting other people see and
touch one’s naked body. Further, this responsibility
means having to judge situations and assent to circum-
stances, that is, being put to bed too early, as one wants
to adapt to the unit’s routines, and to avoid causing
delays to the AN’s schedule. Moreover, being responsible
means caring for the ANs by studying their workload and
asking for help only when knowing that they have time.
Consequently, being responsible means striving to assent
to long waiting times. Further, in awareness of ANs’ con-
stant hurry, it means lowering one’s demands and to
trouble others only when necessary, and considering that
the ANs also have others to help.

Today when I went to the toilet nothing happened,
that’s no fun [...] I want it to happen when the girls
are helping me, since they're here to help me. You
want it to happen when they’re coming, when it’s a
good time for them [...] It was unfortunate, because
they were spending time on me...it'’s not like
they’re not busy as it is. (P6)

Having demands means having complaints about
shortages in R-ABC caused by long, strenuous waiting
times, that is, in the morning, when all older persons
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need help at the same time. Having demands means
voicing strong opinions about ANs’ benevolence and
skills. Further, it means having pity but never blaming
them for always being delayed. Rather, having demands
means having solidarity with the ANs, and considering
them to be victims of organisational economic priorities.
Thus, having demands means considering oneself and
the ANs as being in the same boat, as victims of the same
circumstances.

To be in an ongoing interaction

Means a fellowship and closeness with ANs. This nor-
malises situations that might otherwise be embarrassing.
The fellowship derives from conversations tinged by a
warm and open attitude where humour is frequently
used. This creates an atmosphere where one becomes
acquainted with the AN. Further, it means being met
with understanding, thus being respected and allowed to
be oneself. The closeness derives from perceived mutual-
ity, for instance, when an AN voluntarily seeks out one’s
company, showing concern and attentiveness to personal
needs, and treating one as an equal. Therefore, to be in
fellowship and closeness with ANs means to be included,
able to get on well and relax, as described by one
woman:

...it was a collection that came in and we were
going to try on this blouse...Oh how we’ve laughed
at that, (AN) and 1. Then she said, I think those look
good, shall we go in and try them on, you and I?
[...] we went into the same fitting booth and tried
them on. And then she said, maybe the one I'm
wearing is better for you? And both of us undressed
and stood there in our bras and then we started to
laugh, [...] Here — you and I, she said, in our bras!
(laughing) and we're going to try on blouses! Since
[then] we have said: It’s you and I who've tried on
clothes in the same booth, we usually joke. It feels
good [...] we're the same, [...] T wasn't different
from her and she wasn't different from me (gig-
gling). (P8)

An ongoing interaction with ANs presupposes bodily
needs, such as when the R-ABC interaction takes place.
Thus, managing on one’s own might mean feelings of
desolation and loneliness.

Furthermore, ongoing interaction means loneliness
and alienation when one misses familiar ANs, or when
help is perceived to be mechanical, and not encompass-
ing an interest in one’s person. Additionally, these feel-
ings can arise when language difficulties or one’s own
deteriorated hearing creates a barrier. Furthermore, the
ongoing interaction with ANs means desolation when
one’s complaints or wishes about the delivery of ABC are

not taken seriously. Moreover, R-ABC means

vulnerability and exposedness when one recognises ANs’
annoyance, or when being verbally reprimanded due to
one’s repeated calls for help. Because of this recognition,
the ongoing interaction with ANs in R-ABC may be
inhibited, as one prefers assenting to perceived wrongs
rather to be excluded from the fellowship.

Discussion

Comprehensive understanding and reflections

The meaning of R-ABC is to be exposed. This may be
unavoidable as the body ages and being cared for by
others becomes necessary. R-ABC suggests ambivalence
as it is perceived as both a grace and a prison. Thus, the
meaning of R-ABC is complex, as it comprises more than
the practical tasks that are to be performed with one’s
body. Merleau-Ponty (26) suggests the body as being
both a subject and an object, as we can touch it as an
object, but, simultaneously the body is the subject that
performs the touch. We possess our body, but it is not
comparable to other objects that we can leave behind;
rather, it is an anchorage in the world, through which
we live and experience our lives. Thus, the body is /ived.
Thereby, an older person does not have a body, but is a
body, demonstrated by the importance of perceived
wellbeing in having it cared for and acknowledged in R-
ABC. This presupposes that the lived body is acknowl-
edged in the older person’s lifeworld. The lifeworld is our
natural, taken-for-granted existence, in which we per-
ceive ourselves as lived bodies in relation to others, time,
and place, and with which we constitute our own per-
sonal meaning (22). Consequently, in the present results,
the body is perceived as lived, as long as it is possible to
perform some bodily care independently, maybe because
touching of the own body confirms that the body is not
an object. As dependence increases, R-ABC means to
develop strategies to manage independently, and, when
no longer possible, to direct and supervise the ANs" pro-
vision of assisted bodily care. This might be a final way
to have impact of the care of the body as lived (26).
Thus, the body is perceived as lived as long as one has an
impact on its performance. When the body needs to be
relinquished into others’ hands, R-ABC with pleasure
might mean that the body is still perceived as lived.
Accordingly, preservation of the lived body occurs when
R-ABC is delivered in a way that interacts with the
whole person, preventing the body from becoming an
overshadowing object. Humour was found to facilitate
interaction in the relinquishment of the body. In earlier
research, humour helped the providers of ABC, as well
as the receivers, to cope with embarrassment in situations
that deal with the naked body and its discharges (10,
18). Further, it acted as a means to affirm and equalise
the relationship with the AN, which has been described
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as an important criterion for older persons to thrive and
feel at home in a NH (27).

Thus, R-ABC means to strive for continued self-deter-
mination, as fear of extended dependence is so repulsive
that one might wish to die prematurely. Self-determina-
tion helps an individual to preserve the self-image
needed to explore what is important in relation to death
(28). Further, the sense of being able to achieve what
one values may bring wellbeing into everyday life (29).
Thus, any loss of bodily ability that diminishes self-deter-
mination may lead to difficulties in expressing one’s
identity and thereby lead to the experience of one’s own
body as an object (9). The body may be understood as
embodied and as a lived meaning-maker in coexistence
with its surroundings (26). A hampered ability to use the
body independently may complicate self-expression,
leading to objectification in R-ABC. In the present
results, attempts at self-determination were sometimes
limited, and the perceived powerlessness made R-ABC
seem like a prison, which aligns with other research
(30). This imprisonment might also depend on paternal-
istic elements in ABC, for example, the use of coercion
in order to do good and avoid harm (31). This further
elucidates the feeling of exposedness experienced in R-
ABC, as it shows that ANs may be paternalistic despite
empathetic ambitions, while considering older persons
unable to manage their own affairs (4). However, having
lost the physical freedom, older persons may still have
an inner freedom to think and react. This was expressed
by the older persons’ emphatic complaints relating to a
shortage of staff. Again, the ANs were often honoured
for their skills, and any wrongdoings in provision of
assisted bodily care were ignored to preserve the fellow-
ship. This may depend on an unwillingness to upset
ANs, caused by a fear of being punished with withdrawal
of R-ABC in vulnerable situations (32). Thus, inner free-
dom might be reduced, resulting in hampered self-
determination.

Occasionally, R-ABC means that the body is objecti-
fied, that is, when containing physical pain that requires
full attention, or when perceived deterioration of the
body means the violation of dignity (1). The lived body,
the mind and the world can be described as being inter-
twined and inseparable (26); thus, objectification of the
older person’s body may lead to exposedness, and physi-
cal and mental pain. This is in congruence with pain
understood to include physical, psychological, social and
existential aspects (33). When this is the outcome of the
R-ABC, it may be labelled care-suffering (34) as care
aims to soothe suffering. Its occurrence may be due to
ANs’ inability to realise the needs of the older person,
adopting a socially accepted reductionist view of older
persons.

Consequently, R-ABC means that the lived body is
unavoidably exposed to time, routines and acts of
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others. The older persons impassively assent to this, as
they feel responsible for constantly assessing staffing
levels and their own possibilities to obtain help. Thereby,
the older persons seem to use a certain competence to
judge what may be in their own power to do, vs. what
they cannot influence. This aligns with Merleau-Ponty
(26), suggesting the lived body to exist in temporality,
being an existence that inhabits time in a constant ongo-
ing ‘mow’, not clearly divided into past, present or
future. Thus, as situations develop, the lived body has
spontaneous and instant access to memories that can
help understand them and can assist in making predic-
tions about their outcome. The older persons in this
study may have acquired this competence through life,
one that has provided life experience, making them
experts in and of themselves. A lifeworld perspective
may support this by describing life experience as a
source of meaning in everyday life (22). This compe-
tence is shown in the older persons’ ability to overview
and understand the prerequisites of the ANs’ workload,
and is trusted in everyday life, when judging whether
the best solution is to act, or to deliberately assent and
wait. Herein, they seem to lack self-determination, but,
in assenting from a competent judgement of the situa-
tion, they may practise self-determination by delegation,
which means not to be apathetic but passive in an active
way by transferring decision-making to trusted people
(35). Further, the decision to assent may provide well-
being, because, in coming to terms with life changes,
one may experience peace (29). Moreover, as the possi-
bility of making one’s own decisions has been shown to
have a positive impact on dignity (1), the older persons’
independent judgements may be beneficial. Alterna-
tively, a judgement that leads to assent may emerge
from their compassion for the ANs, in avoiding dis-
turbing them out of sheer solidarity. This may be related
to emotional attunement as a motivator or de-motivator
for action, due to its ability to help people to ‘read” and
understand their surroundings (22).

Methodological considerations

Interviews from four selected participants were removed
before analysis, due to insufficiently extensive narratives.
There may be several reasons for this; participants may
vary in their facility to verbally explore and express
experiences (36). Further, the topic was sensitive and
sometimes difficult to explain in words, which may have
inhibited the interviews (23). As the interviews were co-
created by participant and interviewer, the interview
quality also depended on the interviewer, whose skills in
interviewing improved during the data collection period.
This development resulted in fewer interruptions and
higher tolerance for silence, which contributed to more
extensive narratives.
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The trustworthiness of this study may be judged by
considering its credibility, dependability, confirmability
and transferability (37). The long duration of the data
collection period was judged as beneficial, providing an
opportunity for a growing intimacy in the interview
encounters (38). Prolonged engagement with the partici-
pants increased the probability of obtaining credible find-
ings (37). In addition, the analysis was continuously
discussed by all authors, and in seminars, increasing
credibility. Dependability was ensured by the method’s
inherent validation, where naive understanding and the
structural analysis validated each other, assembled in a
comprehensive understanding by a constant dialectic
movement between understanding and explanation (39),
until a new understanding was reached. However, this is
only one of several possible interpretations (39). The con-
firmability and transferability of the results are for the
readers to assess (37); however, this has been facilitated
by presenting a comprehensive description of the partici-
pants and the context, and the analysis process.

Conclusion and implications

The meaning of R-ABC is to be exposed, but not in a
passive way; instead, it is understood as having an aim to
do things for oneself for as long as possible, in order to
perceive the body as lived. When the body is relin-
quished to others, a risk that it will be objectified occurs,
leading to care-suffering. To avoid this, the older persons

use a certain competence, acquired through a long life,
to decide when to take action or when to assent. Follow-
ing this, the education of ANs might need to focus on
promoting a lifeworld perspective, ensuring that older
persons, in R-ABC, are provided with wellbeing during
the final period of their lives.
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Abstract

Background: Many frail older persons who die in Swedish nursing homes need assisted bodily
care. They must surrender their bodies to the authority of assistant nurses, which may affect their
autonomy, and dignity of identity. While assistant nurses claim to support older persons’ wishes,
older persons claim having exposedness to assistant nurses’ routines. The provider-receiver
incongruence revealed here warrants investigation.

Aim: To describe the elements of assisted bodily care, as performed in a nursing home.

Research design: Data were collected through thirty-nine observations of assisted bodily care,

analyzed with qualitative content analysis.

Participants and research context: Seventeen older persons and twenty-two assistant

nurses from a Swedish nursing home.

Ethical considerations: The research was conducted in line with the Declaration of Helsinki,

further approved by the regional ethics committee.

Findings: Findings show, that assisted bodily care consists of assistant nurses’ practical work,
performed at a high tempo. Still, assistant nurses attempt to adapt this work to older persons’
wishes for self-determination, taking into account their day-to-day state of health. In spite of time
pressure and occasional interruptions, there is room for consideration and affection in assisted
bodily care.

Discussion: Assistant nurses try to promote older persons’ dignity of identity, but sometimes
fail, possibly due to lack of time. On the contrary, they seem to know older persons well enough
to adapt assisted bodily care according to their preferences and support self-determination. This
indicates that openness to older persons’ life-worlds may be more important than the amount of
time available.

Conclusions: Nursing home contexts might benefit from adopting a person-centered palliative
care perspective, highlighting the value of relationships and shared decision-making. If so, older
petsons and assisted nutses could prepare agreement on practices and goals in assisted bodily care
beforehand. Such routines may be time-saving and beneficial to all.

Keywords: Areas of practice, assisted bodily care, autonomy, care of the older person, dignity in
care, empirical approaches, ethics of care/care ethics, nursing home, palliative care assistant nurse,
qualitative research, self-determination, theory/philosophical perspectives, topic areas



Introduction

In many countries, a high proportion of older persons over 65 years of age die in residential care
facilities.! In Sweden, 61.9% of all deaths among persons aged 90 years and older occur in nursing
homes.” Swedish policy suppotts older petsons to live as long as possible in their own homes,’
which has contributed to a situation where only the most frail older persons, those with extensive
care needs, move into a nursing home.* Their frailty might convey weakness, resulting in difficulties
with managing daily life.” Thus, during this last phase of life, many need assisted bodily care while
dressing, undressing, eating, maintaining personal hygiene and while being transferred due to
mobility problems.® The assisted bodily care is provided almost exclusively by assistant nurses.
Older persons have described the reception of assisted bodily care to also comprise direct assistance
for their bodies, but also indirectly, such as when receiving assistance with things they previously
could manage independently but now find themselves restricted from performing, due to physical
limitations, e.g., watering the flowers or taking outdoor wheelchair walks.

In assisted bodily care, older persons’ bodies become landscapes of care, subject to the
authority of assistant nurses, who focus on malfunctioning parts of the body when dealing with
exctement, utine, illness, deterioration and death.” Thus, the need for assisted bodily care might
mean that the older persons are no longer autonomous, in the sense of being self-governing, and
without constraints, either by other persons’ actions or by physical limitations.® This might convey
a violation of their dignity of identity, described by Nordenfelt’ as a particular type of dignity that
differs from human dignity, which he describes as an intrinsic worth, equal to all, and valid for life.
Dignity of identity, on the other hand, derives from a persons’ self-respect, sense of being
integrated and autonomous, with a history and a future, thus having a physical and cultural identity.
It is related to the perception of one’s own value towards society and othet people. It also depends
on external, factual citcumstances, i.e., citcumstances that limit a person’s bodily autonomy. Thus,
as Nordenfelt’ argues, an age-related and irreversible disability that demands assisted bodily care
may in itself challenge a person’s dignity of identity by causing it to undergo a permanent change.

Dignity of identity may vary accordingly, as it can be promoted or lowered by internal as well
as external citcumstances. For example, dignity of identity may be lowered from perceived changes
in appearance, from the sense of being a burden to others, as well as from experiencing bossy or
rude attitudes from assistant nurses.'™ "' However, as Nordenfelt ° argues, dignity of identity is not
solely based upon emotions. Rathet, it is an objective value, as it can be violated in persons that are
not aware of what is happening, and thus not suffer from the violation. For instance, dignity of
identity may be violated if a cognitively impaired or unconscious person is treated without respect.
However, when emotions are involved, the need for assisted bodily care may result in a perception
of being less worthy of others respect and esteem,'" further strengthened by a scarcity of resources,
leading to long waiting times." In fact, the violation of older persons’ dignity of identity might even
lead to a wish to die."" "> Conversely, assisted bodily care has the potential to preserve older persons’
dignity of identity, if provided when the older persons perceive themselves to be in need of it."’ To
some, the sheer knowledge of being in a nursing home, and thus close to help in vulnerable
situations, is enough to promote dignity of identity."” Further, dignity of identity may be preserved
if the provision of assisted bodily care is adapted to the older persons’ own desires,’ and facilitates
a self-determination that they appear to strive for.



Self-determination is described to be an important aspect of autonomy, as autonomy
increases with increased degree of self-determination.” Further, older persons’ wish for self-
determination and control in daily life has been described as attempting to preserve their identity,
and present themselves as their usual self, i.e., by continuing to have the same hairstyle and wearing
the same make-up as before."” In accordance with this knowledge, assistant nurses claim to strive

for an assisted bodily care that extends from the older persons’ own preferences, **

using a
knowledge gained while listening and talking to older persons during provision of assisted bodily
care, conversely being confident about how to provide assisted bodily care also when the older
persons can no longer speak for themselves.”” On the contrary, older persons have described the
meaning of assisted bodily care instead to convey an exposedness to the assistant nurses’ interest,
decisions and routines.* ' Older persons may handle this exposedness by assenting to the
circumstances, which can result in accepting to shower but once a week, irrespective of eatlier

habits or perceived dirtiness.’

This reveals an incongruence between assistant nurses’ perspectives of providing —and older
persons’ experiences of receiving — assisted bodily care in a nursing home. Results from a European
study, performed in palliative care settings, has outlined assisted bodily care as the most common
way of providing non-pharmacological comfort and promoting a person’s dignity at the end of
life." This presupposes knowledge about the dying person’s preferences and might comprise ‘little
things’, like holding hands or brushing hair. Another study, from an inpatient specialist palliative
setting, has pinpointed assisted bodily care as necessary expertise in the complex provision of
comfort and wellbeing during illness and dying."” However, assisted bodily cate in this context was
focused on technical and medically oriented bodily care.

To our knowledge, no earlier studies have been undertaken that chart the elements of assisted
bodily care in a nursing home context, which is a context where older persons with palliative care-
needs commonly die."® Thus, to deepen our understanding of the nursing-home context and
provide extended clarity regarding whether assisted bodily care seems to be provided merely
according to the narratives of the older persons,’ or the assistant nurses’” descriptions, we found
it imperative to study the elements of assisted bodily care from an outside perspective.

Aim and objectives

The aim of this study was to desctibe the elements of assisted bodily care, as performed in a nursing

home.

Obyjectives

e To describe what takes place in assisted bodily care in a nursing home.

e To describe who performs the actions within assisted bodily care in a nursing home.



Research design

The study had a qualitative descriptive design, analyzing observations from assisted bodily care
situations by applying qualitative content analysis."

The study settings

The research was carried out in a Swedish nursing home where assisted bodily care was provided
by assistant nurses. The nursing home housed 32 residents in 4 accommodation units with 8
residents in each unit. The residents lived in one-room flats with an adjoining bathroom and a
kitchenette. Each unit shared a common kitchen and living room. Median length of residency in
the nursing home was 17 months (range 14 days—6.75 years, calculated from room-renting data
relating to the years 2010-2017). During weekdays, the units were staffed by two assistant nurses
from 07:00 untl 16:00. Weekday evenings (from 16:00 until 21:00), one assistant nurse manned
each unit, momentarily supported by an ambulatory assistant nurse, covering all units and following
a pre-planned schedule. During weekends, two assistant nurses manned each unit until noon. From
noon until 16:00 one assistant nurse manned each unit alone, and from 16:00 until 21:00 was
supported by an ambulatory assistant nurse. At night, from 21:00 until 07:00, two assistant nurses
covered all units. The nursing home had one registered nurse working during the daytime,
otherwise one was available on call. The nurse did not participate in the provision of assisted bodily
care, but acted as a supervisor and consultant regarding the assistant nurses’ work. One General
Practitioner was present for 3 h once a week and was otherwise available on call.

Participants

The participants in this study were older persons (Table 1) and assistant nurses involved in assisted
bodily cate situations. Written information about the study was sent to the nurse-in-charge, who
provided written and verbal information about the study to the older persons (#=22) meeting the
inclusion criteria; age =80, permanently living in the nursing home, suffering from multimorbidity
(>2 chronic diseases), able to understand written and oral information, able to express themselves
and interact in a conversation, and in daily need of assisted bodily care. Subsequently, the first
author visited the older persons and asked for consent, and 19 agreed to participate. As observation
of assisted bodily care was a matter of timing with regards to the observer’s presence and the older
persons’ activities, suitable occasions regarding two of the older persons never occurred. Thus, 17
older persons participated in the observations. The assistant nurses (Table 2) were provided with
oral and written information about the study by the first author, who attended to the workplace
meetings. Out of those (#=30) who met the inclusion criteria of having completed formal high
school education with a focus on care, and a minimum of one year’s experience of working in a
nursing home, 28 agreed to participate. From these, six were never involved in situations of
observation, thus, 22 assistant nurses participated in the study. All assistant nurses were women.



Data collection

Data were collected in obsetvations of assisted bodily care situations, performed during the day
and at nighttime during six months in 2017. The observations were partly participatory, thus the
observer (NN) sometimes interacted socially, but not in the activities of assisted bodily care.?”
Fieldnotes were taken in a two-part protocol, with the first part describing demographic data such
as date, time, and location, and the latter describing observations in free text. During ongoing
assisted bodily care activities, the researcher took notes, writing them out in full immediately
afterwards. The data consisted of fieldnotes from 39 observations. The free-text data to be analyzed
comprised 68 pages (A4) of single-spaced text.

Data analysis

Initially, the data material was read through for familiarization. Subsequently, text units responding
to the aim of describing the elements of assisted bodily care were identified, coded and arranged
into groups, which were further re-arranged into sub-categories and categories representing
common elements. An Excel document was used to classify data, provide an overview of codes
and arrange them into categories. The codes for each sub-category and category were counted to
facilitate orderly ranking and mutual comparison. "

Trustworthiness

Performing qualitative research, which conveys the using of oneself as an analysis tool, may
comprise a risk of excessive interpretation due to preunderstanding. In the analysis, however, the
intention was to describe rather than to interpret. To support the study’s trustworthiness, we strove
to reach high degrees of credibility, dependability, confirmability and transferability.” Accordingly,
credibility was ensured through prolonged engagement with the participants, which provided an
opporttunity for growing intimacy in the encounters.”” Credibility was further ensured by
petforming peer debriefing in the research group and at seminars,” to prevent interpretation due
to preunderstanding. Dependability was supported by the immediate writing out of observational
notes in descriptive, neutral words, but also by presenting a quantity of the analysis data in the
results text. The careful declaration of the data collection and analysis processes aims to support
conformability, while transferability is for our readers to assess, facilitated by our openness and
clarity in describing the participants, context and the analysis process.

Ethical considerations

Ethical considerations were made in line with the Declaration of Helsinki.” Initially, participants
were informed that they participated voluntarily and could withdraw at any time without stating a
reason. Further, written consent was obtained from all participants prior to the observations taking
place. The Regional Ethics Boatrd of Stockholm approved the study (Dar 2017/8-31/1). In case
the observational situation would cause stress, either to the older persons or to assistant nurses,
preparations were made to offer participants support afterwards. However, none requested this



support. To avoid cognitive-related confusion about the observers’ presence during assisted bodily
care, the older persons’ cognition was continuously evaluated by the observer. Whenever cognitive-
related confusion was detected, renewed oral consent was confirmed before observing. The older
persons were regarded as a vulnerable group, dependent on personnel, thus presumably reluctant
to decline inquiries coming from them. Therefore, the first author requested their consent during
an individual visit. The first author, who is a trained nurse with about twenty years of experience
from working in similar contexts, possesses a preunderstanding that early in the data collection
period resulted in a few spontaneous interferences in the activities of assisted bodily care, instead
of remaining purely an observer. However, these occasions were educative, and the
preunderstanding was accordingly found to facilitate her observation of intimate situations in a
natural and relaxed way, an approach assumed to be beneficial to all involved parties. Furthermore,
in the account of the results, any easily recognizable characteristics of the older persons wete
omitted, and they were given assumed names to protect their identities.

Findings

The elements of assisted bodily care were sorted into six categories and 26 sub-categories covering
various numbers of codes (see supplemental material). The categories describe the elements of
assisted bodily care and who performs the actions comprised (Table 3). The dividing of codes into
categories indicate that assisted bodily care is an overall assistant nurse practical work task,
performed at a high tempo. However, not without assistant nurses making efforts to adapt to the
older persons’ whish for self-determination and being attentive to their day-to-day state of health.
There is room for consideration and affection in assisted bodily care, in spite of time pressure and
occasional interruptions.

1. Assistant nurses’ provision of assisted bodily care, directly connected with older persons’ bodies

This category was constructed from the most frequently occurring codes in the observed Assisted
bodily care-situations, thus the actions that assistant nurses performed in direct connection with
the older persons’ bodies, doing things the older persons could no longer perform for themselves.
This mostly concerned bodily hygiene, as most older persons needed help with personal hygiene
and showering. Further, many older persons also needed help with transfer several times a day,
making it a frequent element of assisted bodily care. The assistant nurses were in constant
movement between different tasks, frequently helping several older persons simultaneously, going
back and forth between them. This conveyed situations where older persons, while being in a
vulnerable situation, also risked being exposed to other peoples’ gaze (Table 3, excerpt 1A).
Further, assisted bodily cate was performed at a high tempo (Table 3, excerpt 1B) and without
pauses, illustrated by this situation after a shower was performed:

Assistant nurse: Now I will comb your hair. Please tell me how yon want it. The older person is not
given time to answer, and the assistant nurse says to her colleague: Let’s do it like this. She brushes
the hair, saying: Does this feel good, V'erna? 1V erna answers: Yes. (1 erna, observation 31)



However, the assistant nurses were discontent with the working tempo, considering it to be a result
of low staffing levels, exemplified here by two assistant nurses:

Assistant nurse 1 shrugs her shoulders and looks sad. She says: 1t doesn’t work when she lies there
crying out for help while you're working all alone in the evening. Assistant nurse 2 joins in and agrees:
It is difficult to take care of her when you're working alone, being expected to serve supper (to the
others) and all. (Ruby, observation 39)

Thus, working at a high tempo, the assistant nurses occasionally performed assisted bodily care
tasks simultaneously (Table 3, excerpts 1E and 1F).

2. Assistant nurses’ preparatory and complementary work around assisted bodily care, indirectly connected with older
persons’ bodies

The elements of this category described those elements of assisted bodily care, where assistant
nurses performed actions for the older persons, that were indirectly connected with their bodies.
These were necessary though, as the performance of assisted bodily care presupposed preparations
(Table 3, excerpt 2A) and complementary work (Table 3, excerpt 2B). Further, preparations were
necessary for the assistant nurses to perform their actions of assisted bodily care in a safe way
(Table 3, excerpt 2D) and to keep the older persons’ surroundings tidy (Table 3, excerpt 2A and
2B). This conveyed that assistant nurses frequently had to multi-task, using spare moments to
perform these actions related to assisted bodily care, here shown in an excerpt from a dressing
situation:

The older person grabs the alarm bracelet from the table and starts to slowly siip it over her hand,
while the assistant nurse cleans the toilet ... The older person succeeds in putting the alarm bracelet
in place and continues by putting on her hearing aid while the assistant nurse quickly cleans away the
things used for showering and changing the stoma dressing ... The assistant nurse says: Let’s go! She
grabs the wheelchair-handle with one hand and pulls the laundry basket after her with the other hand.
They leave the room. (Amy, observation 8)

The common use of lifting-aid equipment conveyed this type of preparatory and
complementary work around assisted bodily care to occur on a regular, daily basis (Table 3,
excerpt 2C).

3. Support of older persons’ self-determination in assisted bodily care

This category described situations where assistant nurses supported older persons’ self-
determination, above all in mutual collaborations wherein older persons performed what they were
able to, and assistant nurses performed the rest (Table 3, excerpt 3A). The assistant nurses assisted
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older persons with practical elements of their bodily care just to the limit of where they could start
coping independently, as exemplified below:

The assistant nurse places the wheelchair in front of the washbasin and fixes a towel in place under
the older person’s paralyzed hand, opens the tap and leaves the bathroom ... The older person adjusts
the temperature and washes her eyes with wet fingers. (Marie, observation 7)

The assistant nurses dynamically adapted their assistance according to the older persons’ differing
abilities by being aware of the older persons’ limits, but also by attending to suddenly occurring
needs (Table 3, excerpt 3B and 3C) and the older persons’ own wishes (Table 3, excerpt 3A).

4. Older persons’ actions to maintain independence within assisted bodily care

This category described older persons’ independent actions within assisted bodily care. The
assistant nurses were usually nearby, but all older persons performed actions, just until the point
where they could no longer cope independently, which is shown in this excerpt where hygiene was
performed in bed a few days before Ruby’s death:

The assistant nurse wipes the older person’s mouth with the towel. The older person says (only with
difficulty, it appears): I can wipe myself. Her eyes are closed. The assistant nurse says: Want to do it
yourself? Please do. The older person makes a gesture as if to reach for the towel, but fails. The
assistant nurse says: INo, you cannot wipe yourself, but you know, I'll help you. She takes the towel
and wipes the older person’s face. The older person makes no comment. (Ruby, observation 14)

Mostly, older persons’ independent actions within assisted bodily care concerned the transfer of
the body (Table 3, excerpt 4A), but, as long as the older persons could use at least one limb, they
performed all of the bodily care that they were able to (Table 3, excerpt 4B, 4C, 4D). Occasionally,
the older persons also used these independent actions to express self-determination (Table 3,
excerpt 4E).

5. Assistant nurses’ actions to exhibit consideration in assisted bodily care

The category described various ways for assistant nurses to exhibit consideration for the older
persons through their performance of assisted bodily care. This comprised actions aimed to create
as much bodily convenience as possible (Table 3, excerpt 5A), and further, to respect older persons’
integrity in vulnerable situations (Table 3, excerpt 5B). Exhibiting consideration conveyed
attentiveness to older persons’ daily mood and condition, and a readiness to adapt to it, which is
shown in the following example, where the assistant nurse was about to help an older person get
up and get dressed for a planned excursion with her daughter:



The assistant nurse approaches the older person, saying: Good morning, how’s it going? Comin’ up for
breakfast? The older person answers: I don’t want to ... I'm abont to die. Assistant nurse: No, who's
said that? The older person: 1 did. The assistant nurse leans over the bed, asking: Do you feel sick?
Or do you just feel old? She speaks calmly and with a soft voice. The older person asks, are they
coming to get me? Assistant nurse: Yes, in an hour. That’s why I'm here now. She removes the blanfket
... the room is silent. The assistant nurse helps the older person sit up on the edge of the bed. The
older person leans back heavily, won't sit up. She says: I want to lay down again. Assistant nurse:
Mo, you don’t want to come up? The older person: No. Assistant nurse: Then Il put you back in
bed again. L'l get you something to eat in bed. She puts back the blanket and leaves. Later the
assistant nurse comments: This is difficnlt. I had planned for her to be dressed when the danghter
arrived, but I'll leave it. I won’t force my will on ber. (Ruth, observation 17)

At times, assistant nurses also performed actions that directly indicated a perceived personal
fellowship and closeness with the older persons (Table 3, excerpt 5C), or actions used to promote
togetherness with older persons (Table 3, excerpt 5D).

6. Interruptions in assisted bodily care

Although assisted bodily care was performed in a constant flow with a high tempo and no pauses
for rest, there were interruptions within those actions. Some were prerequisites for the assistant
nurses” work (Table 3, excerpt 6A), while others were caused by external occurrences (Table 3,
excerpt 6B). Despite the habit of knocking on doors, awaiting an answer before entering was rare.
Thus, this constituted a rather common type of interruption, illustrated by this example where the
assistant nurse and the older person were changing the stoma dressing, the older person lying on
her bed with her chest bare:

There’s a knock at the door and the manager’s assistant enters. She asks the assistant nurse something
about a brochure that she’s holding in her hand. The assistant nurse looks at it, replies, and the
manager’s assistant leaves the room again. The older person and the assistant nurse continue changing
the stoma dressing withont commenting on the interruption. (Amy, observation 8)

Because of assistant nurses’ going back and forth between older persons, assisted bodily care also
contained periods of older persons having to wait (Table 3, excerpt 6C). This was also true for
assistant nurses who waited for the right moment for them to take over, accordingly, when older
persons reached the point at which they could no longer cope independently.
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Discussion

The elements of assisted bodily care were primarily constituted by actions performed by assistant
nurses. The assistant nurses worked at a high tempo, using every spare moment to perform tasks
related to assisted bodily care. In line with eatlier research,” they primarily appeared to be doers,
focusing foremost upon a direct and mechanical handling of older persons’ bodies. Secondly, they
dealt with the more indirect work surrounding assisted bodily care, however, they constantly
performed these actions without rest. At times, assisted bodily care was even provided in parallel
by two assistant nurses, appatrently with the aim to make wotk more effective and to save time.
Moreover, the results of this study showed that assisted bodily care did not always comprise
assistant nurses listening to older persons’ responses to their own questions, rather, they talked
above their heads and decided for themselves how to brush the older person’s hair, or whether to
cut their fingernails. These assisted bodily care elements may depend on a lack of time,
organizational expectations, or an assistant nurse perception of older persons as having an inhibited
ability to communicate or that they lack social interactional skills.” Irrespective of the reasons
behind them, these elements of assisted bodily care may have negative consequences for older
persons by threatening their dignity of identity, as the exchange of thoughts and information to
elicit their preferences in assisted bodily care has been described an important means with which
to maintain it.”>?” Furthermore, details concerning older persons’ appearance, such as preferences
regarding hairstyle, may help promote older persons’ dignity of identity by symbolizing their usual
self.”

On the other hand, the results also exemplified an assisted bodily care where assistant nurses
were considerate, attentive to older persons’ shifting needs, striving to promote their dignity of
identity in vulnerable situations. For example, by closing bathroom doors while showering, or when
rescheduling assisted bodily care because they did not want to force their will on the older person.
This might be interpreted in line with eatlier research claiming that assistant nurses acknowledge
older persons’ vulnerability and consider their assisted bodily care work as a means to strengthen
the older persons’ dignity of identity.”® Furthermore, it aligns with the concept of person-centered
palliative care, which promotes this way of putting the older persons’ views at the centre of care in
otder to facilitate the older persons’ well-being in daily life and prepare for a good death.””* The
nurturing of the relationship, which includes attentively listening to the older persons’ life stories,
is described as a way of reaching this aim. Assistant nurses have described assisted bodily care to
convey a closeness that offers a possibility to develop a relationship which may provide knowledge

of the older persons’ preferences in assisted bodily care,'>?

and thus contributes to knowledge that
may facilitate the preservation of the older persons’ dignity of identity.”” Thus it appears that the
creation of rewarding relationships in assisted bodily care is not firstly dependent on the available
time. Rather, it seems to rely upon the extent to which the assistant nurses approach the older
persons with an intersubjective openness towards the older persons’ subjectively experienced

lifeworld in assisted bodily care.”

As already mentioned, dignity of identity may be promoted or lowered by external
citcumstances. This also includes the impact of the actions of other people, i.e., assistant nurses,
who may lower older persons’ dignity of identity if they treat them in ways that prevent their
autonomy, or forces them to re-evaluate their identity in ways they perceive as negative, which may
happen when assistant nurses entet older persons’ rooms without permission, or neglect the older
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petsons’ outspoken desires. In fact, this may happen unintentionally and irrespective of assistant
nurses’ intentions, as dignity of identity is an objective value, which may be violated even if both
assistant nurses and older persons remain ignorant of the violation. The results of this study
provided several examples of situations where the older persons’ naked bodies were exposed to —
or risked becoming exposed to — other peoples’ gaze, mostly without any notable reactions from
the older persons (i.e. excerpt from Finding section, category 6, Table 3, excerpt 1A and 5C).
Regarding dignity of identity, as an objective value in line with Nordenfelt,” situations such as these
may violate older persons’ dignity of identity by the humiliation they can encompass, cither as a
perceived sense, or as an objective fact. The situation where the assistant nurse asks how Verna
wants her hair combed, but proceeds with the combing without awaiting Verna’s answer, may serve
as an example. Verna did not seem offended by the assistant nurse’s action, nevertheless her dignity
of identity might have been violated as she obviously did have an opinion of how she wanted her
hair to look. This wish was not acknowledged, hence the situation threatened her physical identity
and comprised the potential to lower her dignity of identity. However, irrespective of whether this
happened unintentionally, and whether it was noticed, the shielding of older persons’ bodies and
bodily functions from view has been ascribed a major role in maintaining their dignity of identity,
as the loss of privacy may hamper older persons’ ability to stay autonomous and in control of their

26

daily lives.” Furthermore, from older persons’ view, self-determination has been described an

important means to presetve self-esteem, and thus strengthen their dignity of identity.’

Accordingly, the results show that, within assisted bodily care, older persons appeared to
strive for control and self-determination. In fact, they continued to perform actions as
independently as possible for as long as they could, if they were able to use at least one limb. This
finding is in line with eatlier research, emphasizing how older persons are innovative in developing
strategies to remain able and to manage independently.® The strength in older persons’ desire to be
self-determined can be exemplified by Ruby, who, while on her deathbed, still made attempts to
manage on her own. Like her, none of the older persons of this study were passive recipients of
assisted bodily care. However, in the results of this study, the occurrence of older persons’
independent actions was found to occur to a considerably lesser extent than the actions that
assistant nurses performed, either in direct or indirect connection with the older persons’ bodies.
Collectively, the older persons in this study performed actions to maintain independence only
slightly more than twelve per cent of the total amount of codes. NB: those actions were performed
within assisted bodily cate, with assistant nurses nearby, ready to intervene at any time. Thus, actions
really expressing the older persons’ self-determination within assisted bodily care comprised slightly

more than one per cent of the codes.

However, within this dominance of assistant nurses’ actions in assisted bodily care, assistant
nurses also performed actions to support the older persons’ self-determination, for instance, by
collaborating in assisted bodily care, supporting the older persons’ autonomous transfer, and
handing them items for performing self-care. Further, assistant nurses smoothly adapted to older
persons’ daily mood and condition in assisted bodily care by assisting just until, or from, the point
at which their own ability ended or begun, by use of a dynamic attentiveness to the older persons’
varying needs and wishes. Thus, it seems as though the assistance they provided was not as
mechanical as it seemed at a first glance. Instead, the results may indicate an assisted bodily care
striving to promote older persons’ self-determination, that is, creating possibilities for older persons
to make their own decisions and perform independent actions extending from their own
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preferences.' ' This resembles to the person-centered palliative care perspective, suggesting a
shared decision-making that prepares for the future by jointly agreeing on the goals of assisted
bodily care beforehand.” It is possible that the planned performance of such preparations before
entering an assisted bodily care-situation could save valuable time in assisted bodily care. If so, it
might also be beneficial to assistant nurses, who occasionally suffer from stress of conscience when
not being able to provide the assisted bodily care they would like to,” that is, to be able to be at
hand when the older persons need it, and further, to be able to provide assisted bodily care at a
pace that allows attentiveness to the older person’s needs — needs that may comprise sheer presence
and touch.”

Nevertheless, in spite of the benevolence and attention aimed at promoting older persons’
self-determination, the results of this study also revealed that assistant nurses assumed that they
knew what was best for the older persons, for instance, when taking over in situations when older
persons had uttered a wish to be independent, or when entering a room without awaiting a response
to knocking. Moreover, this was illustrated by the fact that they supervised the older persons’
independent actions, and furthermore, that they divided and conducted the common work that
they performed in mutual collaboration with the older persons. This finding is in line with earlier
research, revealing a tension between assistant nutses’ wish to promote the older persons’ ability
to control their daily lives and a tendency to overprotect them.” Nevertheless, actions of taking
over may be interpreted as soft paternalism, that is, to override another persons’ wish by the use
of mild coercion, in an ambition to do good.® This opposes the general understanding that
autonomy is the ideal, but soft paternalism may also be defended as something valuable," in
situations where its results are in agreement with the older persons’ previously declared preferences,
for instance, concerning appearance.

However, according to eatlier research, the practice of self-determination is crucial for older
persons to perceive wellbeing in assisted bodily care.” Any diminishment of older persons’ self-
determination might mean suffering, causing difficulties in expressing their identity,’ and leading
to the experience of the objectification of their body. Likewise, it may be possible that older
persons’ eagerness to participate stems from a wish to adapt to the routines of the nursing home,
and thus to not burden the assistant nurses, but to take on the responsibility for judging their
workload levels before asking for help. However, if those routines could be the result of a common
agreement prepared beforehand between the older persons and assistant nurses, concerning the
practice and goals of assisted bodily care, routines could be beneficial and time-saving. The
difference created by the common agreement would be crucial here, as older persons who find
themselves obliged to adapt to the assistant nurses’ routines, may perceive this as a challenge to
their identities **.

In summary, assisted bodily cate in a nursing home context is charactetized by actions
petformed by assistant nurses at a high tempo. Some of these appear to seek to strengthen older
persons’ dignity of identity, whereas others seem to work the opposite way, possibly because of a
lack of time. The older persons perform few actions within assisted bodily care, but appear eager
to do what they can, despite their bodily limitations. This may depend on a wish to temain self-
determinant. Also, the assistant nurses appear to strive for the older persons’ self-determination,
while simultaneously taking on a paternalistic attitude that might inhibit older persons’ self-
determination. The findings indicate that the suggested person-centered palliative care perspective
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is ethically grounded, as the building of strong and meaningful relationships between older persons
and assistant nurses depends on assistant nurses’ responsibility and willingness to meet older
persons in situations of extreme vulnerability, always aiming to maintain their well-being and
promote their dignity of identity™

Clinical implications

e To preserve older persons dignity of identity in assisted bodily care, assistant nurses need
to be increasingly aware that it might be lowered by their actions, whether noticed by older
persons or not.

e To preserve older persons’ dignity of identity in assisted bodily care, assistant nurses need
to be increasingly aware of the need to help them look ‘their usual self’- thus carefully
following older persons’ instructions on hairstyle, clothing etc.

e To preserve older persons dignity of identity in assisted bodily care, assistant nurses need
to be increasingly aware of the importance of older persons’ self-determination and
independent actions, tentatively by transferring the conductive role in collaborative assisted
bodily care to the older persons.

e The provision of assisted bodily cate in nursing home contexts could benefit from adapting
concepts of person-centered palliative care, as it is a place where older persons with
palliative care needs commonly die.

e Subsequently, the relationship between assistant nurses and older persons needs to be
acknowledged as an important means of improving assisted bodily care, as knowledge of
older persons’ life stories and subjectively experienced lifewotlds may contribute valuable
knowledge.

e Assistant nurses could benefit from education in person-centered palliative care with a
lifeworld perspective, as that might elucidate the importance of their profession and the
value of approaching older persons with an intersubjective openness.

e The provision of assisted bodily care may benefit from a common agreement prepared
beforehand between the assistant nurses and older persons. Routines emerging from such
agreements may be time-saving in a positive way.

Conclusions

The charting of assisted bodily care in a nursing home context shows that assistant nurses ate
constantly active, performing multiple actions, while older persons perform few. Assistant nurses
wish, and try, to promote older persons’ dignity of identity, but sometimes fail, possibly due to lack
of time. On the other hand, they also adapt assisted bodily care to the older persons’ needs in ways
that underline the value of a close relationship. This indicates that the availability of time is not the
only prerequisite for a rewarding relationship — it may also be dependent on the assistant nurses’
interest in the older persons’ lifeworlds and ethical stance regarding their willingness to meet older
persons in situations of extreme vulnerability. Older persons strive to remain self-determinant to
promote their dignity of identity. The assistant nurses support this through several actions, but are
simultaneously carrying an attitude of soft paternalism. However, if assisted bodily care actions that
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appear paternalistic are in fact routines resulting from a common agreement prepared beforehand
between the older persons and assistant nurses, they may be time-saving and beneficial to all. The
nursing home context might thus benefit from adopting a person-centered palliative care
perspective which highlights the value of nurturing relationships and shared decision-making. The
findings of this study may be of relevance also to care-givers in other contexts, as the provision of
assisted bodily care to persons in vulnerable situations is a commonly occurring phenomenon in

many care contexts.
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Table 1: Older persons’ characteristics

Participant
s

Gende
r

Ag
€

Manages
completely
independently

Manages
independently
but with
supervision

In need of
assistance with

Ruby

Died within
a few days
after last
obsetvation

woman

94

Showering, using
the toilet, brushing
teeth, transferring
to/from/in
wheelchair,
dressing/undressin
g, eating and taking
medicines

Walter

man

82

Eating cut food

Showering, using
the toilet, shaving,
brushing teeth,
transferring
to/from/in
wheelchair,
dressing/undressin
g, serving of food
and medicines

Verna

woman

93

Eating cut food,
brushing teeth

Showering, using
the toilet,
transferring
to/from/in
wheelchair,
dressing/undressin
g, serving of food
and medicines

Marie

woman

98

Eating cut food,
brushing teeth

Showering, using
the toilet,
transferring
to/from/in
wheelchair,
dressing/undressin
g, serving of food
and medicines

Anna

Died 1
month after
last
observation

woman

89

Moving short
distances by
kicking wheelchair
forward

Eating cut food,
brushing teeth

Showering, using
the toilet,
transferring
to/from/in
wheelchair,
dressing/undressin
g, serving of food
and medicines

Elizabeth

woman

85

Eating cut food,
brushing teeth

Showering, using
the toilet,
transferring
to/from/in
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wheelchair,
dressing/undressin
g, serving of food
and medicines

Helen woman | 95 | Eating cut food, brushing teeth Showering, using
short distance the toilet,
transferring with transferring
rollator to/from/in

wheelchair,
dressing/undressin
g, serving of food
and medicines

Irene woman | 83 | Brushing teeth, Eating cut food, Showering, using
moving short the toilet,
distances by transferting
kicking wheelchair to/from/in
forward wheelchair,

dressing/undressin
g, serving of food
and medicines

Ruth woman | 90 | Eating cut food, Brushing teeth Showering, using
transferring with the toilet, dressing/
rollator undressing, serving

of food and
medicines

Amy woman | 91 | Eating cut food, Showering, using
brushing teeth, the toilet,
daily changing of transferring
stoma-bags, to/from
transferring by wheelchair,
wheelchair changing of stomia

fixation once a
week,
dressing/undressin
g, serving of food
and medicines

Oscar man 91 Eating, shaving, dressing/undressin | Showering, serving
brushing teeth, g, using the toilet of food and
transferring medicines
to/from/by
wheelchair

Betty woman | 98 | Eating, brushing Showering Serving of food
teeth, using the and medicines
toilet, transferring
with rollator

Margareth | woman | 90 | Eating, brushing Showering Putting on/ taking

teeth, using the
toilet,
dressing/undressin
g transferring with
rollator

off compression
stockings, serving
of food and

medicines
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Alice woman | 92 | Eating, brushing Showering Serving of food

Died 3 teeth, using the and medicines

months toilet, transferring

after last with rollator

observation

Sarah woman | 94 | Eating, brushing Showering, some
teeth, using the help with certain
toilet, most of dressing/
dressing/ undressing, serving
undressing, of food and
transferring with medicines
rollator

Ida woman | 87 | Eating, brushing Showering, some
teeth, using the help with certain
toilet, most of dressing/
dressing/undressin undressing, serving
g transfer with of food and
rollator medicines

Esther woman | 90 | Eating, brushing Showering, caring

teeth, using the
toilet,
dressing/undressin
g transferring with
rollator

for wound, serving
of food and

medicines

Range: 82-98 years, mean age: 91 years
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Table 2: Assistant nurses’ characteristics

Number | Age Place of | Years of Percentage
birth experience | of full-time

as employment
assistant
nurse

1 54 Sweden 20 50

2 45 Overseas 8 100

3 46 Sweden 27 85

4 35 Europe 10 100

5 53 Sweden 17 100

6 50 Sweden 31 80

7 39 Sweden 20 75

8 47 Sweden 29 100

9 63 Sweden 18 85

10 40 Sweden 16 100

11 52 Sweden 5 100

12 52 Sweden 30 85

13 28 Sweden 9 85

14 61 Sweden 19 100

15 55 Sweden 12 100

16 56 Sweden 35 100

17 61 Sweden 20 75

18 59 Europe 2 Fill-in

19 22 Europe 3 Fill-in

20 27 Sweden 8 Fill-in

21 55 Europe 11 Fill-in

22 30 Sweden 8 82,5

Mean age: 47

Mean years of experience as assistant nurse: 16
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Abstract

Aim: The aim of this study was to explore family members' perceptions of assisted
bodily care in a nursing home.

Background: Many older people living in nursing homes need assisted bodily care,
provided by assistant nurses. This means exposedness, as the assistance is often
provided under stress, but also brings pleasure. Family members, who may wish
to and often benefit from continuing to provide assisted bodily care, are perceived
as visitors and are expected to relinquish the assisted bodily care to the assistant
nurses.

Design: This study has a qualitative design with a phenomenographic approach.
Methods: Data were collected through semi-structured interviews (n = 13) with fam-
ily members of older people who were aged > 80, permanently living in a nursing
home, suffering from multimorbidity, and in daily need of assisted bodily care. The
data were analysed using a phenomenographic method.

Results: Three categories of description presenting an increasing complexity were
identified. The family members perceived that assisted bodily care is built upon a
respect for the older person's self-determination, practically supported by assistant
nurses, and complemented by family members.

Conclusions: In the family members’ perceptions, assisted bodily care signifies am-
biguity, as they find themselves balancing between the older persons’ need for self-
determination and need for help, and, further, between their trust in the assistant
nurses’ skills and their own perceived inadequacies in intimate assisted bodily care.
Implications for practice: Policies that address the family members'’ role in nursing
homes are needed. Furthermore, time for collaboration is needed for assistant nurses
to inform and explain care decisions, become aware of the family members’ percep-
tions of their situation and learn from them.

KEYWORDS
assisted bodily care, ethics, family, nursing home care, phenomenography, qualitative
methods, self-determination
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1 | INTRODUCTION

Older People Nursing

As multimorbidity and disability often increase with age, older
people are likely to have complex care needs at the end of their
lives (WHO, 2011). As a consequence of ageing, they are often
described as frail, which means to have a lowered physical, men-
tal and social capacity to handle external stress (Waldon, 2018).
This often conveys a disability and increased dependence that in-
terferes with daily activities and may result in the admittance to
a nursing home. Accordingly, they may need assisted bodily care
(ABC), provided by assistant nurses (ANs), comprising assistance
while dressing, undressing, eating, maintaining personal hygiene,
and while being transferred due to mobility problems (Holmberg,
Hellstrdm, Norberg, & Osterlind, 2019). Receiving ABC is a chal-
lenge in itself, as older people strive to be self-determinant.
Accordingly, older people tend to experience ABC as a duality,
as it might signify pleasure when provided with smooth hands by
skilled ANs who also provide fellowship and closeness, but also
suffering and vulnerability when the body is perceived to be ob-
jectified (Holmberg, Hellstrom, Norberg, et al., 2019).

Assistant nurses describe ABC as the focus of their work
(Holmberg, Hellstrém, & Osterlind, 2019). However, they are not
provided with enough time to also develop close relationships (Beck,
Tornquist, Brostrom, & Edberg, 2012), resulting in the prioritisation of
practical tasks and fewer opportunities to engage in care discussions
with family members (McGilton, Guruge, Librado, Bloch, & Boscart,
2008).

Family members desire that ABC provided in a nursing home
should be centred on the older persons’ wishes (Lane, Hirst,
Hawranik, Reed, & Rokhman, 2017) and, further, that it must in-
volve a close relationship with the ANs (Bauer, Fetherstonhaugh,
Tarzia, & Chenco, 2014). Prior to the older person moving into
a nursing home, family members are often the providers of
ABC (Kiljunen, Kankkunen, Partanen, & Valimaki, 2018; Ryan
& McKenna, 2015). No longer being able to help can cause feel-
ings of guilt and can make the older people's transition emotion-
ally difficult for them (Kiljunen et al., 2018), difficulties of which
ANs tend to lack awareness (Eika, Espnes, Soderhamn, & Hvalvik,
2014). Accordingly, after transition to a nursing home, it is common
for family members to continue to provide ABC, as having some
degree of involvement has a positive impact on them (Eika et al.,
2014; Ryan & McKenna, 2015). Further, they feel that they can
contribute to ABC as they are familiar with the older people's life
histories and habits. Conversely, ANs perceive family members as
merely being visitors in their working arena and prefer that they
engage only in “public” activities, such as accompanying the older
people to appointments, as the provision of ABC is exclusively al-
located to them as professionals (Holmgren, Emami, Eriksson, &
Eriksson, 2013). This together raises questions about how the fam-
ily members perceive the ABC that is provided to the older people
at the end of life, as they appear to be engaged in this care, but are
not fully recognised.

What does this research add to existing knowledge
in gerontology?

o [tisimportant that family members ascribe to older peo-
ple's self-determination in assisted bodily care.

® The family members’ precarious situation must be un-
derstood, as they balance between older people's need
for self-determination and their need of help.

o Family members’ precarious situation, balancing be-
tween trust and distrust in assistant nurses’ work is also
an important aspect to understand.

What are the implications of this new knowledge
for nursing care with older people?

* Nursing care of older people would benefit from an ex-
tended collaboration between assistant nurses and fam-
ily members.

o Family members should be supported in contributing to
non-intimate assisted bodily care, as it promotes well-
being in the older people's lives.

How could the findings be used to influence policy
or practice or research or education?

o The findings may be useful in the development of poli-
cies that address family members’ role in nursing homes.

¢ The findings may be useful for organisations that seek
to promote collaboration between assistant nurses and
family members in everyday practice.

2 | AIM AND OBJECTIVES

The aim of this study was to explore family members’ perceptions of

ABC in a nursing home.

2.1 | Objectives

» To explore family members’ most prominent perception of ABC in
anursing home

* To explore family members' different perceptions of ABC in a
nursing home.

3 | METHOD
3.1 | Design

This study has a qualitative design and a phenomenographic ap-
proach (Sjostrom & Dahlgren, 2002).
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3.2 | Study setting and participants

The study setting was a nursing home in a Swedish municipality where
ABC was provided foremost by ANs. The education of Swedish ANs
comprises about one year of theoretical and practical training in nurs-
ing care on a secondary school level (the Swedish National Agency for
Education, n.d.). The nursing home housed 32 older people in 4 accom-
modation units with 8 older people per unit. The median length of resi-
dency in the nursing home was 17 months (range 14 days-6.75 years).
It had 20 ANs, and further, 1 nurse, who was present during the day-
time, but otherwise available on call. One General Practitioner was
present for 3 hr once a week, and otherwise reachable by call. Two
ANs staffed the daytime shifts, while one staffed weekday evenings
from 1,600 hr, and from noon at weekends. At night, two ANs covered
all units. Written information about the study was sent to the nurse-in-
charge, who provided written and verbal information about the study
to the older persons (n = 22) who met the inclusion criteria; age > 80,
permanently living in the nursing home, in daily need of ABC and with
multimorbidity diagnosis (>2 chronic diseases). A diagnosis of dementia

TABLE 1 Family members' characteristics
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was exclusion criteria, and to further exclude older persons with an
increasing cognitive failure, the older persons also needed to be able to
understand written and oral information, and be able to express them-
selves and interact in a conversation. Subsequently, the first author
visited the older people and asked for their permission to contact per-
sons who they defined as being significant to them. Fifteen older peo-
ple provided the names and contact information of family members
(n=17)who were contacted via telephone and provided with verbal in-
formation about the study. From these, 13 agreed to participate, after
being provided with written information about the study (see Table 1).

3.3 | Data collection

Thirteen individual semi-structured interviews were conducted by
BH over a period of six months in 2017. An interview guide that in-
cluded three questions (Table 2) was designed.

The interview questions were open-ended to inspire the family
members to provide rich descriptions of their experiences. During

Residing in
Relationship Average frequency the same
Participant  with theolder Age (mean Daily of visits to the municipality as
no. person 63 years) Profession occupation  nursing home the older person  Place of interview
1 Wife 76 Economist Retired Daily Yes The family mem-
ber's home
2 Daughter 62 Preschool teacher  100% Twice a week Yes Conference room
at the nursing
home
3 Daughter 61 Nurse 100% Twice a week Yes The family mem-
ber's home
4 Daughter 63 Assistant nurse Retired Once a week Yes Conference room
at the nursing
home
5 Daughter 69 Assistant nurse Retired Daily Yes A café
Daughter 71 Dental hygienist Retired Once a week Yes Conference room
at the nursing
home
7 Daughter 65 Nurse Retired Four times a week Yes Conference room
at the nursing
home
8 Son 62 Union Retired One to two times/ No Conference room
representative month at the nursing
home
9 Daughter 71 Teacher Retired Once a year No Telephone
interview
10 Son 53 Engineer 100% One to two times a No Telephone
month interview
1 Daughter 51 Engineer 50% One to two times a No Conference room
month at the nursing
home
12 Son 63 Electrician 100% Twice a week Yes Conference room
at the nursing
home
13 Niece 53 Public official 100% Once a week Yes Telephone

interview
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Open-ended questions

Older People Nursing

1: Please tell me; what is assisted bodily

care, in your opinion? receiving it?

2: Please tell me, what do you think of the
assisted bodily care that your relative
receives?

3: Please tell me in what way you are en-
gaged in the assisted bodily care?

the interviews, probing questions intended to further develop the
answers were posed. The time and place for the interviews was cho-
sen by the family members. The majority of the interviews were per-
formed face to face, but some (n = 3) were conducted by telephone.
The interviews, lasting between 22 and 167 min (mean = 62 min),
were recorded and transcribed verbatim.

3.4 | Analysis

The analysis was inspired by the seven steps described by Sjostrom
and Dahlgren (2002). Initially, the transcripts were read several
times, for familiarisation. Secondly, the most significant elements
in answer to each question, given by each family member, were
compilated and condensed. Then, similar answers were preliminar-
ily grouped together in an Excel document that provided an over-
view of the results. In the next phase, the groups were compared to
establish the borders between them. In this phase, the preliminary
groups were revised, following which certain aspects, emphasised
as important by the family members as occurring frequently were
identified in several groups. Thereafter, the condensed answers in
each group were repeatedly read through, further interpreted, and
arranged into three outcome categories that were labelled to em-
phasise their essence. Lastly, the categories were contrasted with
each other in a comparison that highlighted their uniqueness, but
also showed the similarities with the family members' perceptions
of ABC. As described by Marton and Booth (1997), this outcome
space reveals an increasing complexity between the categories of
description. The analysis was carried out in a constant process of
moving back and forth between the different steps, before reaching
an agreement on the categories.

3.5 | Ethical considerations

The study was performed in accordance with the Declaration of
Helsinki (WMA, 2013). Older persons in a nursing home are a
vulnerable group, and some may be incapable of giving fully in-
formed consent (Polit & Beck, 2016). Older people diagnosed with
dementia, or those who the nurse-in-charge judged to have a se-
vere cognitive impairment, were not contacted in the search for
participants in this study. Further, family members were informed
that participation was voluntary, with the ability to withdraw at

Example of probing questions

TABLE 2 Interview guide

How do you think your relative experiences

Do you see any strengths or weaknesses? Please
tell me more about them.

Please tell me more, why is that your attitude?

any time without stating a reason. Their personal data were as-
sured confidentiality through the anonymisation of their names,
the name of the nursing home and the municipality where the re-
search was performed. Interview data were also stored in a secured
cabinet. A written consent was signed before the interview started.
The Regional Ethics Board of Stockholm approved this study (Dnr
2017/8-31/1).

4 | RESULTS

Three categories of description emerged from the analysis. The re-
lationship between the categories of description is hierarchical. In
this study, these relationships were structured from 1 to 3 (Figure 1).
They represent different ways of understanding ABC, but are in-
terconnected and build upon one another. Category 1 is on a more
foundational level than the others: older persons are perceived to
want self-determination in ABC. The two others build upon a re-
spect for this desire, but differ in the increasingly complex way in
which ABC is understood, with each level incorporating the percep-
tions included in the level below. Thus, category 3 is the most com-
prehensive, as it represents a perception of ABC that is built upon
respect for the older person's wishes, supported by ANs and com-
plemented by family members. Conversely, the perceptions of older
people's wish for self-dependence appear to unify the categories of
understanding.

4.1 | ABC—An arena of the older persons’ self-
determination

The family members’ most profound perception of ABC was that
it was still the older people's own matter, founded on their belief
that older people will strive for self-determination, always aiming to
avoid an increased need for ABC. Trying to achieve this, the older
people were perceived to speak for themselves in their dealings with
ANs, in terms of how they wanted ABC to be performed, whether
the ANs agreed or not. As described by two family members:

She’s strong in that way, you know ... in that she makes
sure she gets what she needs and what she’s supposed to
get, so to speak. She is very talkative.

9
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FIGURE 1 Outcome space-family members’ perceptions of assisted bodily care in a nursing home, illustrating older peoples’ self-
determination running as a red thread through the three categories of description

He is very strong ... signalling “don’t come too close.”
Yes, he wants to manage on his own. And especially
with changing clothes... he doesn’t want to change as
often as they (ANs) want, and so on. He wants to do
that himself.

4)

In the family members’ perceptions, the underlying reason for this
attitude was the older people's desire to preserve integrity. Integrity
was perceived to be challenged on a daily basis whenever they needed
help to change their incontinence pads, use the toilet or take showers.
Further, the older people's endeavour for self-determination was per-
ceived to be dependent on their unwillingness to burden others, as
quoted below:

They (ANs) do have such a tough situation here, running
from one ward to the other. So she (Mum) does as much
as she is able to herself, to lighten their load. (ANs)

()

In the old days it was completely up to the children to
take care of their ageing parents. Mum has said that she

definitely doesn't want that, to become a burden for her
children.
©)

In spite of this self-dependent attitude, the older persons were
described as having had initial difficulties with receiving ABC, es-
pecially while exposing their naked body to others, for instance in
the shower, and even more so when receiving help from someone
of the opposite sex. However, having realised that they had no
other choice, the older people were perceived to eventually have
assented to these ABC needs and arrived at a state of feeling se-
cure and contented in the nursing home, enjoying its benefits, such
as regularly being served prepared food, and always having help
within reach.

4.2 | ABC—The practical responsibility of the AN,
occasionally restricted by a lack of resources

The family members perceived ABC as providing assistance with the
older people's appearance, to allow them to feel fresh. Such tasks
were perceived to be the responsibility of the ANs, for example
serving food and transferring the older people from the bed to the
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wheelchair. It also comprised the performance of intimate hygiene
routines, such as assistance while visiting the toilet, dressing, un-
dressing, brushing teeth and showering, but also more detailed as-
sistance, such as choosing an outfit for the day and styling hair. The
relatives expressed having confidence in the ANs' ability to perform
these tasks skilfully.

Additionally, ABC was also perceived to comprise less intimate
tasks, such as help with doing the laundry and tidying up, for exam-
ple making the bed. It also comprised aid with exercise and rehabili-
tation and taking wheelchair walks in the fresh air to regain some of
the older people’s self-determination.

As ABC was perceived foremost as a matter involving only the
older people and the ANs, their mutual relationship was described
as being an important feature of this aspect. The relatives found the
ANs to be pleasant and jovial in their interaction with the older peo-
ple, which was seen to give them a feeling of well-being. As quoted
below:

She had a few people up there. They were great fun, like,
joking with her and telling stories, you know, and laugh-
ing together with her... They were the same way with
her as with each other... and she was laughing and really
finding it fun.

(13)

Furthermore, the relationship was perceived to comprise a concern
for the older people that made the ANs sometimes do more than they
were required to, for example when painting their fingernails or curling
their hair. Further, they were perceived to show respect for the older
people's wishes to be self-dependent by asking for and, as far as pos-
sible, adapting to their wishes. However, this concern also comprised
the delicate task of limiting an older person from attempting risky be-
haviours, as exemplified by one son:

We've had problems with this (alcohol). This was a big
reason for her falling over when she was living at home.
Then she wanted me to buy her some, here, and that felt
like a big threshold, but then | heard that the staff don't
have any problems (with it). They joke about it with her
but she doesn't feel that they are exactly tuming her
down either. So | don't have to worry. | think that's really
nice.

@8

However, the family members also perceived ABC as being re-
stricted, due to an understaffed workforce having too many tasks to
perform, and therefore always being in a hurry. This primarily inhibited
the older people's chance to be helped out for wheelchair walks, and
further, it could cause them long waiting times when in need of help,
for instance when needing to use the toilet. This could lead to situa-
tions that the family members perceived as unacceptable, as described
by one daughter:

Often, sheisn't allowed to visit the toilet, they just change
her pad. That's what the staff themselves have said: we
changed her at eleven. That's not very good, it would be
much better to put her (on the toilet). She says it herself,
Mum; “They say | should pee in the pad and then they’ll
change it." I think it's awful.

(7)

In the family members’ experience, this lack of time meant that
the older people were sometimes served cold food or not provided
with the help they needed to eat enough. Further, it meant diminished
physical activity. Although they were concerned by this, the family
members expressed an understanding and compassion for the ANs,
as they were perceived not to be provided the prerequisites needed to
perform the competent job they wanted to do. Thus, the blame for the
perceived restrictions in ABC was not placed upon the ANs; rather, it
was directed towards the organisation, which denied them the human
resources they needed.

4.3 | ABC-The respectful and practical
contribution of family members, helps towards
comprehensive well-being

The family members perceived themselves as contributing to ABC
by buying the older people’s clothes and consumable items, such as
shampoo and toilet paper, but they did not perceive themselves as
being responsible for performing intimate ABC. This was a perfectly
natural circumstance, as ABC was mostly performed at times when
they were not present, that is early in the mornings and in the eve-
nings. This, however, was not the only reason. The main reason for
them not being involved in intimate ABC was due to their percep-
tions that their presence in such situations was not desired by the
older people, who wished to be self-determinant and not seen to be
burdening their family members. Thus, although several of the family
members knew how to perform intimate ABC, the older people's in-
tegrity was perceived to be particularly vulnerable in situations where
the intimate ABC was to be performed by them. One daughter, who
was an AN herself, quoted:

When he needs to go to the toilet, one just rolls in the
wheelchair and closes the door so he s on his own then....
so that's something you're not allowed to do (help him). |
don'’t know if | would like to, since it's my Dad. He would
find it really hard if | were to do it. | mean, I'm used to
helping people wash as well as go to the toilet and so on,
so it doesn't bother me, but he would find it really diffi-
cult if | were to do it.

)

Conversely, out of a desire to protect the relationship and keep it
on the same level that the they and the older people were used to, the
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family members avoided participating in intimate ABC, preferring to
obtain assistance from the ANs in this matter. This attitude of distance
indicated that the family members had not perceived exactly what the
older people needed assistance with, nor how the assistance was per-
formed. However, this did not worry them, as they relied on the older
people's ability to speak for themselves, further trusting the older
people to tell them if there were any problems. Moreover, they had
confidence in the ANs' ability to provide intimate ABC in a competent
way. Thus, the family members were spectators from the side, at times
perceiving ABC through the eyes of the older people. This meant that
they perceived themselves as being discharged from a huge responsi-
bility, as described by one daughter:

It's an incredible relief, | think, having Dad there. Because
I know ... when he was living on his own, even with me
and my sister living fairly close by, | felt inadequate.
‘Because there is work, we have our own lives of course,
but | was wondering the whole time, how is he doing and
now I haven't been there and ...

3

Thus, the family members perceived the older people to be safe, in
good hands with the ANs’ competence, never contemplating the fact
that ANs seldom asked for their advice concerning the older people's
habits. However, sometimes the ABC of the older persons changed in
ways that the family members did not understand, that is when older
people who were still able to walk ended up lying in bed or sitting in
wheelchairs all day. Those changes were understood to be due to the
AN’ lack of time and urged the family members to stay attentive to the
older persons’ attitudes towards intimate ABC and the circumstances
surrounding it. One son quoted:

I have to check that things are working when I'm here, |
do feel that. Because otherwise ... who could she ask ...?
I mean, who could help her communicate clearly if some-
thing was not all right? For that she would need to have
someone who ... checks up on things a little bit. | talk to
the staff, and observe them ... (because) | see how they
run back and forth.

8)

To influence how intimate ABC was performed, the family mem-
bers' most effective course of action was to intervene from their
sideline position, by urging the older people to demand the intimate
ABC they needed, and, further, by gently informing ANs about how
the older people wanted intimate ABC to be performed. The latter oc-
curred particularly when the usual ANs were on vacation or were oth-
erwise replaced by less skilled or knowledgeable deputies who did not
know the older people's habits sufficiently, and also during the week-
ends or weekday nights, when staffing levels were low.

Nevertheless, in spite of having a relatively low involvement with
intimate ABC, the family members considered themselves to be con-
tributors of ABC from their position on the sidelines. This view was

made possible, as, in their perception, ABC comprised everything
that the older people needed to make their daily life work, be mean-
ingful, and provide them with a comprehensive well-being. Thus,
ABC was perceived to be about assisting the older persons in doing
everything they could no longer manage independently. Therefore,
the family members perceived themselves as performing ABC when
they ran errands for the older people, buying them things which they
needed to feel well, such as sweets and cigarettes, or when they did
things that the ANs did not have time to perform, like taking the
older people for wheelchair walks or transferring them to exercise
sessions. Moreover, the ABC that family members performed was
perceived to comprise helping the older people to do things that
counteracted feelings of loneliness and anxiety as well as things that
stimulated the older person's psyche, exemplified by a wife;

It's not like I change his pads or wash him or anything,
that's the bit we get help with over there. | think that’s
good, that leaves us with just the nice stuff to do to-
gether, we read the paper and ... things like that, mm... In
some ways, it really is (ABC), definitely, because you need
some input for your head as well.

1)

Thus, as the family members were not responsible for performing
intimate ABC, they perceived themselves as providers of an ABC that
was more like the icing on the cake, pleasing to both parties. Conversely,
they used the time they spent together with the older people to chat,
have coffee, listen to music, watch entertainment or simply socialise
with the other older people in the unit, perceiving these activities to be
a pleasant yet important part of ABC.

5 | DISCUSSION

In the family members' perception, the older people were self-de-
terminant in their dealings with the ANs, capable of speaking for
themselves and directing the performance of ABC so that it served
their wishes. This was perceived as driven by a strong desire to resist
anincreased need for ABC, thus preserving their self-determination.
Self-determination has been described as being able to decide, in-
fluence and make choices daily, promoting a good life (Bolmsjo,
Sandman, & Andersson, 2006), which, in this context, requires an
ethical competence in ANs to attend to and facilitate the older peo-
ple's self-determination. However, earlier research opposes the fam-
ily members' perceptions found here, reporting that older people
feel excluded from society, undervalued due to their age and see
themselves as having become a burden to others (Oosterveld-Viug
et al., 2014). Living in a nursing home is described as comprising the
letting go of personal habits and an urge to lower one's own expec-
tations of daily life (Nakrem, Vinsnes, Harkless, Paulsen, & Seim,
2013), and avoiding asking for help unless it is really needed (Fonad,
Wahlin, Heikkild, & Emami, 2006; Holmberg, Hellstrom, Norberg, et
al.,, 2019). Thus, the perceptions of confidence in the older people's
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self-determination in ABC presented by the family members of this
study may contain elements of unrealistic expectation.

The family members’ view of the older people seems to be am-
biguous. On one hand, they perceived the older people as practicing
self-determination in ABC. On the other hand, they described that
there had been a process of assent, as, from the beginning, it was
difficult for the older people to expose their naked body to others
in ABC. There is an ambiguity to this perception, as an older per-
son perceived to be strong in practicing self-determination would
not simultaneously be a person obliged to assent to circumstances
dictated by others. Earlier research shows that older people's expe-
riences of living in a nursing home are about assenting to the ANs'
routines, to an extent that sometimes makes them compare their
existence with living in a prison (Holmberg, Hellstrom, Norberg, et
al., 2019; Nakrem et al., 2013). Aligned with the family members'
perceptions, though, earlier research highlights that older people
find it important not to be a hindrance to the ANs in their daily work,
knowing them to be overloaded (Holmberg, Hellstrom, Norberg, et
al., 2019; Summer-Meranius, 2010). This could mean going to bed
earlier than desired to fit into the ANs’ tight schedule (Holmberg,
Hellstrom, Norberg, et al., 2019; Nakrem et al., 2013). Thus, older
people find ABC to involve an exposedness, that is, to the ANs'
touch and gaze, as well as to their interest, benevolence and rou-
tines (Holmberg, Hellstrom, Norberg, et al., 2019). In the presence of
this exposedness, they can do nothing but assent. This perspective
contrasts strongly with the family members' perceptions of the older
people as being self-determinant in ABC and suggests that perhaps
they were reluctant to see the older people’s needs.

From the perspective of the family members, their trust in the
older people's ability to be self-determinant might indicate that they
perceived the older persons from a particular lifeworld perspective
(Galvin & Todres, 2013). As the character of the lifeworld is holis-
tic and full of interrelated horizons, this conveys a temporality that
makes it possible for the past to suddenly enter a family member’s
mind, as every moment in life is part of a larger story. Thus, it may
be assumed that the family members in this study did not view the
older people solely as old, frail and in need of help; rather, they car-
ried with them a perspective of the older people as self-dependent
parents or spouses, and perfectly competent of taking care of them-
selves. Thus, the family members’ lifeworld perspective might have
complicated their ability to perceive the older people's needs and,
further, to explain their ignorance about the needs and performance
of ABC, as they simply did not perceive it as their responsibility.

Instead, when having assigned the intimate ABC over to the
ANs, the family members could enjoy the move to a nursing home
and relinquish any feeling of caregiver burden and use it as a way
to re-establish and preserve meaningful relationships with the older
people (Bradshaw, Playford, & Riazi, 2012), viewing it as a possibil-
ity to return to former roles (Bradshaw et al., 2012; Kiljunen et al.,
2018). Thus, by choosing to provide only non-intimate ABC, the fam-
ily members could protect their relationship with the older person
and keep it on the level that they and the older person were used to,
conveying mutual joy.

Older People Nursing

Thus, the family members appeared to have made a distinction
between intimate and non-intimate ABC, whereas the former was
hidden to them, and the latter at times required their practical en-
gagement. Here, the ambiguity in family members’ perceptions of
ABC deepens, as, on the one hand, they had, with relief, passed the
older people into the care of the skilled ANs, and were now specta-
tors from the sidelines. From this position, they would not need to
challenge the older people's self-determination, a finding which is
congruent with earlier research stating that a filial responsibility for
older parents conveys the prioritisation of parental independence
and self-determination (Funk, 2010). To achieve this, family members
tended to set boundaries on their own involvement in ABC. Thus,
the family members in this study focused on less intimate ABC tasks,
such as transferring the older people to their exercise sessions, with
the aim of enhancing the older persons’ self-determination.

On the other hand, perceiving themselves as the only persons
that the older people could trust in any situation, the family members
in this study perceived themselves as being forced to continue tak-
ing on the responsibility for promoting the older people's well-being.
The unavoidability of having to respond to this might be explained by
referring to Logstrup's (1997) concept of ethical demand, which sug-
gests that, when an older person puts his trust in a family member,
this trust calls for the family member to take on the responsibility for
the older person. Neglecting this duty would mean that the family
member denied the older person's human qualities, as well as his/
her own, and thus the ethical demand caused by trust is imperative.
Conversely, the family members do not have a choice, but must take
on the responsibility that the older people cast upon them by trust-
ing in them, regardless of whether they, for different reasons, do not
want to, do not have the ability to or cannot cope with doing so. In
this sense, the family members needed to trust an organisation that
did not seem to have the ability to carry the responsibility that the
family members expected it to. To respond to the older people’s eth-
ical demand without inhibiting their self-determination, the family
members in this study thus found their solution by trying to have an
impact on intimate ABC by urging the older people to demand the
intimate ABC they needed.

Further, in spite of their ambition to relinquish the responsibility
for performing intimate ABC to the ANs, the family members in this
study also perceived that the ABC was provided under stress due to
an understaffed workforce, which could result in long waiting times
or unexpected physical deterioration. This was perceived as being
both unacceptable and confusing to the family members, who con-
currently had confidence in the ANs' competence, urging them to
stay attentive to the circumstances regarding intimate ABC. Their
confusion might be a result of nursing homes' lack of formal poli-
cies to support family involvement in decision-making (Baumbusch
& Phinney, 2014), and further restricted by ANs, who may strive to
keep family members out, viewing them as interlopers when engag-
ing in ABC tasks. ANs may also regard family members’ engagement
in intimate ABC inappropriate and discomforting, both to the older
people and to themselves (Holmgren et al., 2013). This might leave
family members, without desired information and explanations,
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feeling frustrated and powerless (Baumbusch & Phinney, 2014).
Conversely, such experiences of being excluded might lead family
members to question the ANs’ competence and cause an urge for a
need to start watching over their work.

Accordingly, the family members seem to be of an ambiguous
mind, balancing between the older persons’ need for self-determina-
tion and need for help, and, further, between their trust in the ANs
and concerns related to perceived inadequacies in intimate ABC.
Therefore, to meet the needs of family members, who know the
older people, and who seek to help them adjust in the nursing home,
paying attention to what is important to them is crucial (Lane et al.,
2017). To address this, an extended collaboration between ANs and
family members might be needed (Baumbusch & Phinney, 2014;
Ryan & McKenna, 2015), and further complemented with policies
that address the role of family members in a nursing home.

5.1 | Strengths and limitations

As the participating family members were chosen by the older peo-
ple living in a nursing home, it was not possible to reach a strategic
sample, which is usually recommended to provide a rich and varied
picture of the perceptions as possible (Marton & Booth, 1997). Thus,
they were similar in age and gender. However, they did differ in rela-
tion to their level of education and frequency of visits, which might
have influenced their perceptions. Further, most family members
we invited also participated and were seemingly glad to contribute.
Most of them verbalised their experiences and reflections without
difficulty, providing rich data that offered a variety of examples il-
lustrating differences and similarities in the data, which strengthens
the credibility of the research (Sjostrom & Dahlgren, 2002). Further,
credibility was assured by providing a precise description of every
part of the research process in this report and by continuously dis-
cussing the analysis within the research group and with other re-
searchers (Streubert & Carpenter, 2011).

Living far away, some family members chose to be interviewed
by telephone. This method is often deemed to be impersonal and
less effective than interviewing face to face, unless the interviewer
has had prior contact with the interviewees (Polit & Beck, 2016). In
this case, the researcher had previously met and talked with the in-
terviewees and had developed a good rapport, and thus the quality
of the data was not compromised.

6 | CONCLUSIONS

In the family members' perceptions, ABC signified ambiguity, as, on
one hand, they wished to respect the older people's need for self-de-
termination by refraining from participating in intimate ABC. On the
other hand, they felt obliged to take on the responsibility for ensur-
ing the older people's well-being in intimate ABC, as it was perceived
to contain negative elements. Furthermore, the older people’s trust
in them was ethically imperative, thus urging them to act. This meant

that the responsibility for the intimate ABC that family members
wished to relinquish to professionals could not be fully handed over.

7 | IMPLICATIONS FOR PRACTICE

¢ The development of policies that address the family members'
role in a nursing home is needed.

* The care home organisation needs to provide time for interaction,
where assistant nurses can inform and explain their care decisions
to family members.

¢ The care home organisation needs to provide time for interaction,
where assistant nurses may become aware of the family members'
perceptions of their situation, and learn from their knowledge.
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