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FORORD

Jag har befunnit mig i vardens varld i mer an 30 ar. Det bérjade med ett sommarjobb,
i det som da kallades langvard, pa en avdelning for personer med demenssjukdomar
och psykiatriska diagnoser. Det var i en tid niar de som bodde pa avdelningen bar
sjukhusets klader och hade sina rum moblerade med sjukhusets sang och sangbord.
De flesta delade rum med en eller flera andra personer. Trots vissa omsténdigheter
som &r svara att tanka sig i dag, trivdes jag att arbeta med de aldre. P4 avdelningen
dar jag arbetade fanns en omsorg och omtanke om bade de &ldre och om varandra.
Efter tre somrar och avslutat gymnasium valde jag att l&sa till underskdterska med
malet att bli sjukskoterska. Sa blev det och jag avslutade sjukskéterskeutbildningen
1992. Sedan dess har varden genomgatt manga férandringar som har inneburit
forbattringar for de aldre pa manga satt, med mer valfrihet och delaktighet. Samtidigt
finns det brister och mycket som aterstar att forbattra. Inte minst i en samtid néar tiden
blivit alltmer reglerad och s kallade insatser hos de aldre ska kontrolleras och
tidsbestammas i syfte att kvalitetssakra varden. Vad hander da med det
mellanménskliga?

Fragor som handlar om livet och hur det &r att vara méanniska intresserar mig, liksom
moten mellan manniskor. Jag hade ténkt att om det skulle éppna sig en mojlighet for
mig att ga en forskarutbildning sa skulle min forskning pa nagot sétt handla om aldre
personer. Jag fick en mgjlighet och det blev det ett avhandlingsarbete som handlar om
skora aldre personer och existentiell ensamhet, och méten mellan ménniskor. I bérjan
av projektet laste jag en bok som bygger pa en brevvaxling om ensamhet. Ett citat om
ensamhet fran den boken far illustrera hur mangfacetterad ensamhet kan vara.

Att forstd ensamhet ar per definition att forstd att man inte forstar. For
ensamheten ar inte bara ensamhet. Att ndrma sig ensamhet &r att ndrma



sig existensens innersta. Att tala om ensamhet innebér att tala om var
tillrécklighet och otillrécklighet och viljan att duga, om att finnas till —
och rent av bli till — med andra, om skuld och angest, men ocksa vila,
mellanrum och pauser, och gladje, energi, kérlek.

(Dahlberg, Stolt & Dahlberg, 2015, s. 108)

Néar Dalai Lama besokte Malmé pa inbjudan av Individuell Manniskohjalp i
september 2018 bjod Malmé universitet in till en traff. Varje fakultet fick ett antal
platser som fordelades bland de studenter som visade intresse och vi ombads dven att
skicka in en fraga till Dalai Lama. Jag hade turen att fa en plats och min fraga kom
ocksa med. Den lastes upp av en representant fran studentkaren och medan den lastes
fick jag sta upp. Jag minns att Dalai Lama tittade pa mig och log under tiden. Min
fraga 16d: Loneliness is an increasing problem for many people around the world.
How can we fight this, since it is something that affects people and their life and health
in many ways? Nar Dalai Lama hade hort fragan och stamt av med sin narmaste man
att han uppfattat fragan ratt svarade han mig:

Det beror helt och héllet pa ditt eget sétt att tanka. Om man hela tiden
tanker jag, jag, jag, sa leder det till ett ensamhetstinkande. Om man
i stallet tanker pa alla sju miljarder manniskor som finns pa jorden kan
det vara ett kraftfullt satt att motverka ensamhet. Som buddhistmunk &r
det en del av min dagliga praktik att tdnka att vi ar en del av ett storre
sammanhang. Vi vill alla ha lycka och vi har samma ratt till lycka. Det
forenar oss. Det gor att man inte kdnner sig ensam. (fritt dversatt)

Jag har tankt mycket pa det svaret. Det stammer forstas pa ett satt och det blev ocksa
tydligt for mig hur kulturell och kontextbunden ensamhet kan vara. Fér Dalai Lama
var dvertygelsen stark och kanske har han aldrig kant sig ensam. Ensamhet &r dock en
subjektiv kénsla. FOor de som kanner sig ensamma, oavsett orsak, ar det viktigt att bli
bemott med respekt och utan vérdering. Det paradoxala med existentiell ensamhet ar
dock att kanslan av att vara separerad fran andra pa samma gang kan skapa en kansla
av samhdrighet eftersom manga manniskor har upplevt det pa ett eller annat satt. Sa,
med Dalai Lamas ord klingande i mina 6ron, ar vi ensamma pa ett satt, men pa ett
annat satt ar vi inte det pa grund av den samhorighet som finns i att vara manniska.

10



ABSTRACT

The overall aim of the thesis was to explore healthcare professionals’ and volunteers’
experiences of encountering older persons’ existential loneliness, the significance of
the care context, and first-line managers’ view of support. Three of the studies were
gualitative with a descriptive design (studies I-I11) and the fourth was quantitative
with a cross-sectional design (Study 1V). The data collection for studies I and 11 was
based on focus group interviews with healthcare professionals (i.e., nurse assistant,
registered nurse, physician, occupational therapist, physiotherapist, social counsellor,
and social worker) in home care, residential care, hospital care, palliative care,
primary care, and pre-hospital care. The data collection for Study 111 was based on
focus group interviews and individual interviews with volunteers from various
organisations. Study IV was based on a questionnaire sent to first-line managers in
municipal care, examining their views of support for staff and volunteers encountering
existential issues among older persons.

The findings of Study I indicated that, during the everyday care of older people,
healthcare professionals experienced existential loneliness in various ways and
situations related to ageing, illness, and end of life. The professionals’ stories about
encountering older persons’ existential loneliness revealed that they often felt insecure
about how to talk about existential issues. They also felt inadequate and frustrated
when encountering barriers such as the older person’s bodily limitations, demands and
needs (perceived as insatiable), personal privacy, or fear and difficulty in encountering
existential issues. Study Il was a multiple case study of the care contexts of home
care, residential care, hospital care, and palliative care. The findings indicated that the
care context matters regarding professionals’ views and interpretations of the origin
of existential loneliness. In home care and residential care, these views and
interpretations concerned life, the present, and the past. In hospital and palliative care,
existential loneliness mainly concerned the older person’s forthcoming death.
Professionals considered creating relationships an important part of their role in all
care contexts, although the meanings, purposes, and conditions of these relationships
differed (Study I1). Study 111 showed that being a volunteer meant being a fellow
human being, alleviating others’ and one’s own loneliness. Becoming a volunteer was
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a way of finding meaning, and volunteering made the volunteers feel rewarded and
simultaneously emotionally challenged. Encountering loneliness, including
existential loneliness, required sensitivity to others’ needs for both closeness and
distance. The findings of Study 1V, based on a questionnaire, indicated that 88% of
the first-line managers found that older persons sometimes or often expressed
existential loneliness. They also reported that staff insecurity was the major obstacle
to talking about existential issues with the older persons. Support was provided in the
form of structured reflection, but provision of systematic supervision was reported by
only 6% of first-line managers. The managers reported that most support was provided
by themselves or by registered nurses. Almost half of the managers (44%) reported
that, at their units, volunteers were engaged in activities such as everyday
conversations and/or music/entertainment. In addition, they also reported a desire for
volunteers to be more involved in both everyday and existential conversations. In
conclusion, one of the most important findings of this thesis was the insecurity of the
professionals, manifested in a fear of discussing existential issues. This was revealed
in the interviews with the professionals and confirmed by the first-line managers.
According to both professionals and volunteers, the relationship with the older person
was important when encountering existential issues. The thesis demonstrates the
importance of helping professionals focus on existential issues about life and death
and of the potential of volunteers as an important complement in the care of older
people.
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DEFINITIONER

Existentiella fragor ar fragor som handlar om att vara manniska, att kanna mening,
hopp och tillit, om livet och déden. Fragor som inte har nagra sjalvklara svar.

Existentiella samtal ar samtal om existentiella fragor.

Existentiell ensamhet definieras som en djupare kénsla av ensamhet och en
ofrankomlig del av livet. Den existentiella ensamheten kan uppsta i olika situationer,
trots att personen har néra relationer och omges av andra ménniskor.

LONE-studien &r det projekt som avhandlingen &r en del av. LON star for loneliness
(ensamhet) och E star for existential (existentiell). LONE-studien presenteras narmare
i metodavsnittet.

Skora aldre personer definieras i LONE-studien och i denna avhandling som personer
som ar 75 ar och &ldre och som &r i behov av varaktig vard och omsorg.

Skoérhet hos &ldre personer ar i denna avhandling forknippad med fysisk skérhet som
hanger samman med aldrandets sjukdomar, och utesluter inte att personen har andra
styrkor och inre kraft.

Volontar ar en person som erbjuder sina tjanster frivilligt utan att krava ndgon
betalning, oftast organiserat genom en frivilligorganisation. Volontarerna kallas
ibland for frivilliga, ideella eller aktiva medlemmar.

Vardkontext ar den miljo dar varden sker, men ar ocksa en plats. | denna avhandling
ingar vardkontexterna hemvard/hemtjanst, sarskilt boende, sjukhus, palliativ vard,
primarvard och ambulanssjukvard.

Vardpersonal &r i den har avhandlingen personer som i sin profession, oavsett

vardkontext, profession, funktion eller uppgift, vardar aldre personer. Kallas ocksa
personal eller formella vardare i avhandlingen.
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ORGINALARTIKLAR

Sundstrom, M., Edberg, A-K., Ramgard, M. & Blomgyvist, K. (2018).
Encountering existential loneliness among older people: Perspectives
of health care professionals. International Journal on Qualitative
Studies on Health and Wellbeing, 13(1): 1474673.

Sundstrom, M., Blomqvist, K., Edberg, A-K. & Ramgard, M. (2019).
The context of care matters: Older people’s existential loneliness from
the perspective of healthcare professionals. A multiple case study.
International Journal of Older People Nursing, 14(3): e1223414.

Sundstrom, M., Blomgvist, K. & Edberg, A-K. Being a volunteer
encountering older people’s loneliness and existential loneliness:
Alleviating loneliness for others and oneself. Inskickad for
publicering.

Sundstrom, M., Blomgqvist, K., Ramgard, M. & Edberg, A-K.
Encountering older persons’ existential issues: First-line managers’
views on staff’s and volunteers’ possibilities, obstacles and need for
support. Manuskript.

Tillstand finns for att publicera artiklarna eller manus i avhandlingen i sin helhet.
I avhandlingen refereras delstudierna till sina romerska siffror.
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INLEDNING

Maénniskor aldras pa olika satt. For en del &r tiden nar man blivit dldre en period med
tillgang till tid att umgas med familj och vanner, att ha tid att samla ihop sitt liv och
reflektera éver hur saker och ting blev som de blev. Aldrandet kan ocksd innebara
utmaningar i form av forluster och ovisshet infor framtiden, da den sista tiden i livet
ar en tid nar sjukdomar och doden gor sig allt mer paminda. Manniskor har fysiska,
psykologiska, sociala och existentiella behov och dessa finns med under hela livet.
Aldrandet innebér for ménga att bli begriansad av kroppen och sd smaningom i sin
rorelsefrihet. Det i sin tur kan vécka existentiella tankar om livet och tillvaron. Om
existentiella tankar och funderingar inte bemots eller bejakas kan oro och existentiell
ensamhet, det vill sdga en kénsla av att vara ”ensam i varlden” uppsta, trots att det kan
finnas méanniskor runt omkring (Sand & Strang, 2006). Samtidigt stéller det krav pa
att vardpersonal i olika professioner har kunskap och beredskap att samtala om dessa
fragor i motet med &ldre. Dock visar senare forskning att det kan vara en stor utmaning
for vardpersonal att skapa utrymme for existentiella fragor i vardagen bland alla
uppgifter som maste genomforas (Beck, 2013; Norell Pejner, 2013; Sundler, Eide, van
Dulmen & Holmstrom, 2016). | en begreppsanalys av Ettema, Derksen och van
Leeuwen (2010) drar forfattarna slutsatsen att begreppet existentiell ensamhet, en
djupare kéansla av ensamhet, &r otydligt. Det innebar sannolikt ocksa att begreppet inte
bara &r otydligt, utan kanske dven osynligt eller ordl6st for vardpersonal.

Det verkar ocksa finnas ett samband mellan den plats man vardas pa och hur man
upplever sin situation, vilket skulle innebéra att vardkontexten har betydelse for den
aldres upplevelse av existentiell ensamhet. VVardens fragmentering och organisering
med medicinsk specialisering och ett uppgiftscentrerat vardarbete kan exempelvis
innebara ett hinder for att det existentiella samtalet ska kunna dga rum. Aven inom
vardenheter som vardar personer med cancersjukdomar och inom palliativ vard, som
har en vardfilosofi eller en vardegrund som bejakar saval livet som den goda doden
(WHO, u.d.; Regionala Cancercentrum i Samverkan, 2016) finns ett behov av
utbildning och utrymme for reflektion kring dessa fragor (Strang, Henoch, Danielson,
Browall & Melin-Johansson, 2014; Udo, 2012). En annan grupp som moter aldre
personer i olika sammanhang &r volontarer. Det finns forskning om volontérer och
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volontarorganisationer i Sverige och Norden, liksom forskning om volontérer i dvriga
varlden. Det & mer sparsamt nar det géller forskning om volontérers egna erfarenheter
av att mota aldre personer i olika vardsammanhang, och om volontarers erfarenhet av
existentiell ensamhet hos aldre personer.

Trots att det finns kunskap om vikten av det existentiella samtalet inom varden, saknas
kunskap om vardpersonalens erfarenheter av att méta aldre personers existentiella
ensamhet. Det saknas ocksa kunskap om volontarers erfarenhet och om de kan bidra
till aldre personers valbefinnande. Enhetschefer inom vard och omsorg, med ansvar
for verksamheten, besitter kunskap om bade de aldres tillvaro och vardpersonalens
arbetssituation. Kunskap om deras syn pa vardpersonals och volontéarers majligheter
och hinder for att méta dldre personers existentiella behov, kan bidra med ytterligare
ett perspektiv. Sadan samlad kunskap kan i sin tur utgéra grunden for utvecklingen av
interventioner exempelvis inom vard och omsorg.
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BAKGRUND

Ensamheter och existentiell ensamhet

Det finns olika slags ensamheter och de flesta manniskor upplever ensamhet till och
fran under livet. Den sociala ensamheten brukar relateras till begransade sociala
natverk och fa sociala kontakter trots att personen skulle vilja ha kontakt med andra.
Den emotionella ensamheten handlar i stallet om en avsaknad av néara och djupa band
till nagon eller nagra personer (Mansfield m.fl., 2019). Ensamhet &ar en subjektiv
erfarenhet och en person kan vara ensam utan att k&nna sig ensam, liksom en person
kan kénna sig ensam i en samling med andra ménniskor (Peplau & Perlman, 1982).
Det finns flera synonymer till ordet ensamhet sdsom avskildhet, isolering, enslighet,
avsaknad av sallskap, ©vergivenhet och tomhet. Motsatsorden som anges é&r
gemenskap, sallskap och samhdérighet (Synonymer, 2020). De flesta av synonymerna
till ensamhet har en negativ innebdrd. Avskildhet &r det ord som har en positiv
andemening och som i sin tur har tillbakadragenhet och stillhet som synonymer. Det
antyder att det finns ett inslag av eget val och en positiv effekt av ensamheten. Det
engelska spraket har fler uttryck och férutom loneliness, aven aloneness och solitude
dar loneliness star for den ofrivilliga ensamheten som &r forenad med negativa termer
och de andra tva for den sjalvvalda ensamheten. I det svenska spraket kan i stéllet den
sjalvvalda ensamheten anvandas som motsvarighet till de tva senare engelska orden.
Ett annat uttryck skulle kunna vara sjélvsamhet (Jonkman, 2013). Det kan hos andra
handla om en sjalvstandig ensamhet som byggts upp under hela livet och ar en del av
personligheten. En annan ensamhet som innebér en kansla av framlingskap eller
alienation kan uppsta infor andra personer i ens narhet, en kansla av att vara
annorlunda. Det kan ocksa handla om ett framlingskap mot samtiden nar den aldre
inte kdnner igen sig i samhéllet l&ngre och som att vara ensam kvar ur sin egen
generation eller inte 1angre kdnna gemenskap med sin familj (Brostrom, 2014; Cohen-
Mansfield, Hazan, Lerman & Shalom, 2015). En flytt sent i livet och att inte kunna
knyta an till plats och nya relationer kan ocksé skapa en kansla av ensamhet, att inte
k&nna sig hemma, eller k&nna sig rotad. Platsens betydelse har med identitet,
forankring och meningsskapande att gora (Altman & Low, 1992) och kénslan av att
vara hemma far darfor sarskild betydelse for skora aldre personer (Rowles & Bernard,
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2013). Enligt Taube (2015) kan ensamhet hos &dldre férédndras dver tid och i intensitet
och kan &ven finnas parallellt med en positiv dimension av ensamhet, i form av frihet.
Ensamhet &r foljaktligen inget enhetligt fenomen och kan féréndras i relation till plats,
situation, relation och gver tid.

Den existentiella ensamheten, den djupare formen av ensamhet som flera filosofer har
beskrivit utifran existentiella tankegangar ar forenad med den manskliga tillvaron
(YYalom, 1980; Tillich, 1963). Vi &r alltid ensamma fast vi &r inte alltid medvetna om
det enligt Mijuskovic (2012) och ensamhet och dod ar nagot alla manniskor maste
konfrontera. Tillich (1963) har liknande tankegangar och menar att skuld och dod ar
olika former av ensamhet som ingen ménniska kommer undan. Det innebér att
existentiella tankar férekommer hos manniskor under hela livet och inte enbart vid
livets slut. Tillich (1963) gor skillnad pa den smartsamma ensamheten och den
sjalvvalda, dar den senare kan vara en ynnest. Applebaum (1978) menar att insikten
om att vara existentiellt ensam ofta framtréder nar en méanniska blir i stillhet och
begrundar sin verklighet, och upplevelsen kan stracka sig fran radsla till upprymdhet
och acceptans av sin situation. Det innebar att ensamhet saval som existentiell
ensamhet ar komplexa och har manga uttryck och sannolikt bor bemétas pa olika sétt.
En begreppsanalys baserad pa en litteraturgenomgang av bade teori och empiri
definierar existentiell ensamhet som en omedelbar medvetenhet om att vara
fundamentalt separerad fran andra manniskor och universum, och den medvetenheten
ar forknippad med en negativ upplevelse i form av sinnesstdimning och kénslor
(Bolmsjo, Tengland & Ramgard, 2019). | en litteraturgenomgang av 144 kvalitativa
studier om begreppet ensamhet identifierades tre ensamheter: social ensamhet,
emotionell ensamhet och existentiell ensamhet, dar den existentiella bidrar med ett
annat perspektiv genom att det inte enbart handlar om franvaro av meningsfulla
relationer utan kéanslan av att vara separerad fran andra och resten av varlden, ofta i
samband med traumatiska héndelser och dddlighet (Mansfield m.fl., 2019).

Existentiell ensamhet verkar vara ett fenomen som ar svart att fanga. Friedrichsen
(2013) beskriver en tankeram for tre olika existentiella nivaer: existentiella tankar,
existentiell oro och existentiell smérta. Existentiella tankar och funderingar behtver
dock inte vara forknippade med smérta eller radsla, men att sakna nagon att samtala
med nér det finns behov eller att inte bli bekraftad i sin existens eller sina upplevelser
I en utsatt situation kan leda till smérta och ensamhet. En studie visar att existentiell
ensamhet hos &ldre personer innebar att vara avskarmad fran livet. De &ldres
upplevelser handlade om att vara instdngda i en skor kropp, att bli bemétta som
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annorlunda, att sakna nagon att dela viktiga tankar om livet med samt att sakna mening
i livet (Sjoberg, Beck, Rasmussen & Edberg, 2018). | likhet med ensamhet beskrivs
att det kan finnas positiva aspekter av existentiell ensamhet, sésom en inre mognad
nér man har tagit sig igenom en period av djup ensamhet. Enligt Ettema med flera
(2010) finns det tre dimensioner av existentiell ensamhet: som ett tillstand, en
erfarenhet och en process, som bendmns inner growth om den bearbetas och ges
utrymme. | Tornstams (2005) beskrivning av gerotranscendens betonas behovet att ha
tid for stunder av stillhet. En del dldre personer har ett behov att grunna pa saker och
ting, som ett sétt att finna frid och sinnesro (Nystrom, 2004). Det beskrivs som en
inatvand process dar den aldre personen for sin egen del grunnar, inte grubblar, och
kan sdgas vara ett satt att anvéanda sin livserfarenhet for att hantera olika situationer.
Dock kravs vissa forutsattningar som att tillvaron inte far praglas av lidande, att man
behdver en egen plats i stillhet och en tilltro till sig sjalv att man har formaga att
paverka och komma vidare. En person som har behov av stillhet och att grunna, kan
daremot uppfattas som inaktiv och som ndgon som behdver aktiviteter och ha nagot
att gora. Ett sddant exempel ar en studie av Larsson, Edberg, Bolmsjo & Ramgard
(2019) som visar kontraster mellan den &ldres upplevelser och narstaendes
uppfattningar om existentiell ensamhet. Studiens resultat beskriver den aldres
upplevelse av meningslds vantan pa andra och pa att fa hjalp i kontrast till narstaendes
uppfattning om brist pa aktivitet som orsak till existentiell ensamhet. Ett annat
exempel fran studien ar den aldres saknad av djupare kontakt och nara relationer i
kontrast till narstaende uppfattning om brist péa sociala kontakter. Det ar viktigt for
vardpersonal att kunna upptécka existentiell ensamhet och forsta vad som kan skapa
denna hos aldre personer och utga fran den aldres upplevelse i forsta hand, i stallet for
att utga fran andras eller sina egna uppfattningar och varderingar. Lika viktigt ar att
kunna urskilja vilka som har behov av ensamhet och vill vara for sig sjalva for att
kunna bemo6ta var och en pa det satt som de 6nskar och har behov av.

Aldrandet — en existentiell utmaning

Aldrandet innebér férskjutningar i vardagen som handlar om den férandrade kroppen,
men ocksa om att bli kategoriserad som &ldre (Alftberg, 2012). Det galler for de flesta,
oavsett den egna instdllningen till aldrandet. Att bli aldre och aldras innebar
livserfarenheter som kan ge 6kad sakerhet och tillit till den egna formagan att hantera
livet och dess forandringar. Det innebar samtidigt for de flesta manniskor forluster av
olika slag. Det kan handla om kroppsliga forluster och férmagor, forlust av sociala
kontakter och rollforluster, till exempel att forlora sin livspartner eller vénner. Synen

19



pa, och upplevelsen av, alderdomen varierar mellan manniskor. Det finns de som
upplever sin alderdom som en tid som domineras av forluster medan det finns andra
som finner en kénsla av frid och ro. | en studie om ensamhet bland aldre personer éver
85 ar beskrevs ensamhet pa liknande satt: a ena sidan som 6vergivenhet och att leva
med forluster och & andra sidan som att leva i tillforsikt och frihet (Graneheim &
Lundman, 2010). Det ar sannolikt bada delarna fér manga manniskor, sett dver tid.

Det &r komplext att aldras; en unik och ny erfarenhet for varje person och en standigt
pagdende process fram tills doden intraffar. Detta visar dven Brostroms (2014)
avhandling dar de friska aldre som deltog hade installningen att livet pagar fram till
ddden och att de i tanken pendlade mellan olika tidshorisonter. Bodil J6nsson (2011)
skriver i sin bok Nar horisonten flyttar sig att aldrandet &r en lang forandringsprocess
som kan vara lika kravande som att bli vuxen. For de allra flesta innebar aldrandet att
sd smaningom bli beroende av andra manniskor, antingen av néarstaende som
informella vardare eller att bli beroende av vard och omsorg och formella vardare
under den sista tiden av livet. Forluster 4r en annan aspekt av att aldras (Baltes &
Smith, 2003). Det innebdr ofta fysiska forluster dar kroppens funktioner pa olika séatt
tappar i styrka och snabbhet, & andra sidan kan erfarenhet och livskunskap innebara
en Okad sékerhet och ett 6kat behov av att fa tanka tillbaka pa sitt liv och satta det i
ett sammanhang (Andersson, Hallberg & Edberg, 2008; Santamaki Fischer, Norberg
& Lundman, 2008). De fysiska forlusterna kan pa olika satt innebara att en &ldre
person blir beroende av andra personer sdsom familj, vanner och kanske sa
smaningom av personer utanfor den privata sfaren i form av formell vard utford av
professionella.

Aldrandet delas ibland in i en tredje och en fjarde &lder som visar att det finns olika
faser med olika utmaningar, den ar dock inte bunden vid en specifik alder. Den tredje
aldern startar i samband med pensioneringen och innebar vanligen goda funktioner
och god hélsa. Det &r en period av aktivitet, delaktighet och vélbefinnande och kanske
till och med en kénsla av frihet. Den fjarde aldern innebar en nedsatt funktion och
hélsa som i sin tur kan paverka bade upplevd halsa och livskvalitet (Ernsth Bravell,
2013). Att drabbas av sjukdom och bli beroende innebér en dvergang fran att vara
frisk till sjuk, fran oberoende till beroende och skor, det som i litteraturen beskrivs
som frailty. Detta bendamner Fillit och Butler (2009) som frailty identity crisis.
Franklin, Ternestedt och Nordenfelt (2006) beskriver att sjalvbilden paverkas av att
personen inte langre kanner igen sin kropp och blir beroende av andras hjalp. Den
aldre personen maste anpassa sig bade psykologiskt och emotionellt till den
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tilltagande skorheten, kroppens forandringar liksom till forlusten av fysiskt
oberoende. Att ga fran den tredje aldern, att vara frisk &ldre, till den fjarde aldern med
begransad fysisk kapacitet innebar en évergang fran ett tillstand till ett annat med
forandring och nya forutsattningar, det som kallas transition (Baltes & Smith, 2003;
Nilsson, Sarvimaki & Ekman, 2000).

Transition ar, forutom ett tillstdnd, en process som varierar dver tid med flera olika
kanslor, sasom ambivalens och ovisshet (Meleis, Sawyer, Im, Hilfinger Messias &
Schumacher, 2000; Norberg, Lundman, Nygren & Santaméki Fischer, 2012). Den
innefattar aven de allra dldsta (Nilsson m.fl., 2000). Transitioner kan paga samtidigt,
vilket kan innebéra flera parallella processer trots att de kommer ur samma situation,
exempelvis att drabbas av sjukdom som forandrar livet och samtidigt flytta till sarskilt
boende. Under processen kan kritiska punkter uppsta, sarskilt i perioder av ovisshet
(Meleis m.fl., 2000). Vid sadana tillfallen behéver vardpersonal vara uppmarksamma
pa den aldre personen for att kunna vara ett stod. Det finns koppling mellan
transitioner och granssituationer. Enligt Jaspers &r granssituationer inget som undgar
maéanniskan utan ar en del av att existera (Benktson, 1976). Hit raknas dod, lidande,
kamp, slumpen och skuld och de &r kopplade till situationer som uppstar under livets
gang. Granssituationer innebar att inte kunna fly frdn en situation som uppstatt
(Arlebrink, 2012). Det gar inte att ga vare sig framat eller bakat i situationen och
ovisshet finns med som en komponent. Béade transitioner och granssituationer &r en
del av livet och darmed en del av manniskans livshistoria. Detta ar nagot som
vardpersonal behover ha kannedom om och vara lyhorda infor, for att kunna méta den
aldre personen i, for att inte ytterligare lidande ska uppsta.

Enligt makarna Eriksons utvecklingsteori gar individen igenom nio olika steg
(Erikson & Erikson, 1997). De steg som sker i vuxen alder handlar om narhet kontra
isolering, generativitet kontra stagnation och integritet kontra fortvivlan. De dygder
som foljer med dessa &r kérlek, omsorg och vishet under forutsattning att individen
utvecklas i den riktningen. Det nionde steget utvecklades av Joan Erikson nar hon
sjalv var dver 90 ar eftersom det var forst da hon sjélv fick insikt i hur det var att
aldras. Joan menade att det ofta ar en kamp i vardagen att behalla de positiva
aspekterna av éldrandet i forgrunden. Nar kroppen tappar bade styrka och kontroll
infinner sig ovissheten om vad som ska komma harnast. Hopp och tillit till framtiden
ar inte langre sjalvklart. De positiva aspekterna beskrivs som en minskad
sjalvcentrering, ett minskat behov av materiella ting och en kénsla av gemenskap med
naturen och tidigare generationer (Erikson & Erikson, 1997). Kanslan av gemenskap
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med naturen och tidigare generationer innebér granséverskridande 6ver tid och rum,
det som Tornstam (2005) bendmner som gerotranscendens. Gerotranscendens har
likheter med det nionde steget i Eriksons teori, och innebér att den &ldre personen
omdefinierar sig sjalv och i relation till andra. Teorin om gerotranscendens beskrivs
ocksa som att den aldre far en ny forstaelse for grundlaggande existentiella fragor, dar
man blir allt mindre intresserad av det materiella.

Trots sjukdom och ett omfattande beroende av andra manniskor visar flera studier att
vardagliga héndelser har en stor betydelse som visar att den &ldre fortfarande har ett
varde for andra (Alftberg, 2012; Andersson m.fl., 2008; Franklin m.fl., 2006).
Naturens véxlingar och vackert vader uppskattades och fanns som en del i en strategi
som gick ut pa att njuta av 6gonblicket. Kroppens betydelse for valbefinnande
respektive illabefinnande och ensamhet, isolering och existentiell ensamhet har
beskrivits i flera studier (Ebrahimi, Wilhelmson, Eklund, Dea Moore & Jakobsson,
2013; Sand & Strang, 2006; Hemberg, Nyqvist & Nasman, 2019). Nar man inte langre
kunde lita pa sin kropp péa grund av skorhet och sjukdom ledde det till en kénsla av
ovisshet (Ebrahimi m.fl., 2013) och utsatthet (Hemberg m.fl., 2019). Vardsituationer
som innebdr att ha liten, eller ingen, kontroll och uppleva sig vara i handerna pa andra
kan innebéra en upplevelse av sarbarhet hos den &ldre (Abley, Bond & Robinson,
2011). Daremot finns det dven positiva aspekter av den sarbarhet som kan félja med
beroende, om den bejakas och bemots. Att vara sarbar och beroende av andra
manniskor har ocksa beskrivits i termer av att fortfarande ha férmaga att kdnna och
att vara en levande person (Sarviméki & Stenbock-Hult, 2014). Beroende kan for
vissa vara bade sorgligt och obehagligt, men for andra inge en kansla av trygghet och
valbehag da en annan manniska visar omsorg (Whitaker, 2010). Sarbarheten bor ses
som ett av manniskans villkor och darmed nagot som finns som ett gemensamt villkor
for oss manniskor. Sarbarheten ska inte ses som en defekt utan som en del av att vara
manniska, nagot som gor oss dynamiska och ger oss en dppenhet mot andra. Det kan
vardpersonal trana sig i att kanna igen, och erkanna hos bade sig sjalv och den andre
for att pa sa satt mota den dldre som en unik person.

Skora aldre personer i varden

Att beskriva skora aldre personer ar sannolikt lika svart som att beskriva andra
grupper, sasom personer i medelaldern eller tonaringar. Manniskor kan péa gruppniva
ha egenskaper med gemensamma aspekter, men det ar svart att sammanfatta utan att
forbise det unika och personliga hos varje person. Daremot kan det finnas aspekter
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hos skora &ldre personer i relation till aldrandet och den fysiska skorheten som har
betydelse i varden. | Sverige liksom i 6vriga vérlden ckar andelen &ldre personer.
Drygt en halv miljon personer &r 80 ar eller &ldre och utgér omkring 5 procent av
Sveriges befolkning och andelen beraknas oka de narmaste aren bade i Sverige och
globalt (Socialstyrelsen, 2019; WHO, 2015). Medellivslangden ar 2018 var for
kvinnor 84,25 ar och for man 80,78 ar (SCB, 2019). Den 6kade medellivslangden
innebér att vi lever langre och haller oss friska langre, men aven att allt fler manniskor
lever langre med flera olika diagnoser och sjukdomar, ibland kallat samsjuklighet eller
multisjuklighet. Det innebar ocksa att fler &ldre personer bor kvar hemma med
omfattande vardbehov, eftersom det ar mojligt att ge allt mer avancerad och teknisk
sjukvard i hemmet (Socialstyrelsen, 2019).

Vard och omsorg samt halso- och sjukvard till dldre personer ges i ett flertal olika
vardformer. Ansvaret ar reglerat i lagar och ar fordelat mellan kommuner och
landsting/regioner. Varden ges i kommunerna, antingen i det egna hemmet eller pa
sarskilt boende, via primarvarden eller som sjukhusvard, i offentlig eller privat regi.
Det finns ett flertal olika boendeformer i kommunerna férutom sérskilt boende, sasom
trygghetsboende och seniorboende. Aven andra tjanster kan ges i kommuner efter
behov (Socialstyrelsen, 2016). Kvarboendeprincipen som ar en ledande princip i
aldreomsorgen och i policyer, internationellt bendmnt ageing in place, innebér att man
sa langt det ar mojligt bor kvar hemma med vard och omsorgsinsatser. Principen
innebér ocksa att den &ldre personen, efter inflyttning till sarskilt boende, inte behdver
byta boendeform vid forsamring, det vill sdga att varden och omsorgen flyttar till
personen och inte tvartom (SBU, 2019). En svensk longitudinell studie baserad pa
The Swedish National Study on Aging and Care (SNAC), visade att vistelsetiden for
aldre personer pa sarskilt boende minskade under aren 2006-2012. Det géllde sarskilt
dem som dog en kort tid efter inflyttning, dér det var en markant minskning i antalet
vistelsedagar (Schon, Lagergren & Kareholt, 2016). Det betyder att det finns &ldre
personer som endast vistas en kort tid i livets slut pa sarskilt boende. Socialstyrelsens
statistik visar att sex manader efter inflyttning till sarskilt boende har 19 procent av
kvinnorna avlidit och 28 procent av mannen, och enligt motsvarande siffror efter fyra
ar bor 27 procent av kvinnorna och 17 procent av mannen kvar (Socialstyrelsen,
2019). Det innebar att behoven hos de som bor pé sarskilt boende varierar, fran sociala
aktiviteter och stimulans, halso- och sjukvard samt rehabilitering till palliativ vard i
livets slutskede, vilket i sin tur staller stora krav pa personalen (Schon m.fl., 2016).
Palliativ vard ges som allman eller specialiserad palliativ vard och kan ges pa sarskilt
boende, men ocksa via hemsjukvard eller via avancerad sjukvard i hemmet (ASIH),
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och ibland i samarbete mellan de tva. Varje ar dor omkring 90 000 personer i Sverige
och mer &n hélften &r 80 ar eller aldre (SCB, 2019).

| takt med aldrandet tillkommer biologiska forandringar som i sig inte &r sjukliga, utan
en del av att aldras. Det primara aldrandet tillhor aldrandet som sker hos alla individer
oavsett miljo. Det sekundara aldrandet innebér sjuklighet och kan ses som en effekt
eller forstarkning av det primara aldrandet, i kombination med paverkan av milj6é och
livsstil, men det sekundéra aldrandet drabbar inte alla (Ernsth Bravell, 2017). Daremot
okar risken for vissa sjukdomar med 6kad alder och i kombination med arv och milj6.
Forandringar som tillnor det naturliga aldrandet sker vanligen gradvis och langsamt,
medan snabba forandringar snarare hor samman med sjukdom. De flesta personer i
den aldre befolkningen &r relativt friska; daremot Okar andelen personer med
sjukdomar och funktionsnedsattningar sdsom stroke, osteoporos, demenssjukdom,
nedsatt horsel och syn samt nedsatt rorelseformaga med stigande alder (Larsson &
Thorslund, 2006). Aldrandet innebar dessutom att kroppen och dess férmaga att
hantera forandringar, inre saval som yttre, minskar liksom kroppens formaga till
homeodynamik, det vill sdga att anpassa sig till férandringar (Rattan, 2006). Det
betyder att aldrandet pa ett biologiskt och fysiskt plan handlar om att ga fran ett
tillstand med god formaga att anpassa sig till forandringar till att vara i en
sarbarhetszon, vilket sker pa alla nivaer i kroppen. Det innebar exempelvis att &dven
mindre forandringar kan leda till stora péfrestningar for en skor dldre person, dar
omvardnad och vardmiljon har betydelse for att lindra lidande och bidra till
aterhamtning. En studie visade att det fanns olika monster for hur forluster hanterades:
de som klarade av att balansera fordndringar och forluster, de som kdmpade for att
hantera den nya tillvaron och de som upplevde forlusterna som dvervaldigande
(Lloyd, Kendall, Starr & Murray, 2016). Att leva med skdrhet och komplexa
hélsoproblem handlade om att leva med pagdende och skiftande avbrott som
paverkade vardagen. Det innebar kanslor som radsla, oro och ovisshet eftersom de
kroppsliga forandringarna inte var férhandlingsbara och det som man tidigare tagit for
givet inte langre var en sjalvklarhet eller forenat med risker (Skilbeck, Arthur &
Seymour, 2018). For vardpersonal ar det av stor vikt att identifiera och anpassa sitt
bemdotande efter de psykologiska, sociala och existentiella behov som den aldre har
som en konsekvens av skorhet. Det géller i synnerhet de aldre som har svarast att
hantera forluster och som av Lloyd med flera (2016) beskrivs som att kopplingen har
brustit mellan den person man en gang varit och den man blivit. De aldre beskrev det
som att vara en askadare i sitt eget liv och kande fortvivlan dver att ha forlorat sin
sjalvstandighet och formaga att valja hur man lever sitt liv.
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Existentiella livsvillkor av betydelse

Existentiella fragor vacks hos oss alla vid olika tillfallen i livet, vilket innebar att
vardpersonal kommer i kontakt med dessa fragor i motet med aldre personer i behov
av vard och omsorg. Som manniskor lever vi i ett sammanhang, i en varld tillsammans
med andra manniskor. Inom vard och omsorg méts skéra aldre personer och
vardpersonal i ett vardande sammanhang. | dessa stindiga moten behGver
vardpersonal vara narvarande och se den aldre personen som en manniska med unika
och personliga behov. Enligt Irvin Yalom (1980) finns det livsvillkor fér manniskan
som handlar om att vi i avgorande 6gonblick star ensamma, att vi har frihet att
bestamma over vart liv, att vi soker mening och att vi alla ska do. Det ar livsvillkor
som vi har gemensamt och det innebér att vi & ensamma i varlden i en mening och
samtidigt ensamma tillsammans med andra. FOr att jdmna ut asymmetrin i
vardrelationen behdver den som vardar bli klar dver vilka existentiella livsvillkor som
ar gemensamma med patientens, liksom vad som skiljer dem &t (Schuster, 2006). Ett
sadant erkannande innebar att patienten far en annan status, en mer jambordig relation
och samtidigt ses om en egen unik person.

Ur ett existentiellt perspektiv kan utveckling ses som att ha formaga och kraft att leva
i tiden (van Deurzen, 1998). Vidare menar van Deurzen, filosof och existentiell
psykoterapeut, att en acceptans av det forgangna kan gora nuet acceptabelt och ge en
tillit till framtiden. Utveckling kan ocksa ses som en formaga att hantera sitt eget
aldrande och sin omvandlingsprocess dar varje person & medveten om sin
oundvikliga utveckling fran fodsel till doden. Manniskan befinner sig pa ett
kontinuum mellan tva poler, som liv och dod, gott och ont, aktivt och passivt samt
nérhet och distans dar manniskans existens ofta ar paradoxal och komplex. Mening
med livet och ménniskans existens finns beskrivet av flera filosofer. Enligt Frankl
(2006) stravar manniskan efter mening som en primar kraft i livet. Den maste dock
sokas och finnas av manniskan sjalv for att fa den mening och tillfredsstallelse som
efterstravas. Frankl anvéander ocksa begreppet “det existentiella vakuumet”. Det
uppstar nar mening saknas i livet och tar sig uttryck i tristess och meningsloshet i
vardagen och i livet i stort. Doden och lidandet &r for manga meningslost och berovar
livet dess mening. Frankl betonar mojligheterna i livet och menar att mojligheter ar
en forganglig aspekt av livet eftersom en mojlighet s snart den har gatt i uppfyllelse
finns i det forflutna. Mot bakgrund av detta menas att vart liv och var existens trots
dess forganglighet inte & meningslos utan att vi har val att gora, val som innebér att
forverkliga mojligheter. Dock ser de flesta forgangligheten, i stéllet for meningen med
det forgangna. Frankl (2006) menar att det forgdngna inrymmer savél géarningar och
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gladje som lidande. Genom att satta ord pa handelser och darigenom satta handelserna
i sitt sammanhang kan det férgangna, sa som Frankl beskriver, fa mening. Darfor ar
manniskans beréttelser viktiga. Beréttelsen &ndras allteftersom vi lever, liksom vi
sjalva forandras. Livsberattelser kan ocksa ses som meningsskapande och det som
binder oss samman, som ett slags kitt mellan den jag varit och den &r jag &r i dag, och
handlar om erkannande och identitet, bade infor andra och infor mig sjalv (Jenner &
Henriksson, 2008). Vi har ocksa en existentiell identitet, vem vi & som méanniska.
Identiteten &r dynamisk och det kan finnas fler berattelser som beskriver en person,
vem personen dr. Enligt Ricceur (2011) &r manniskan en talande ménniska genom
spraket, en handlande méanniska, en berattande manniska och en ménniska med
ansvar. Minnet har betydelse for att halla ihop oss sjalva som personer. Nar vi befinner
0ss i Utsatta situationer, nar existensen ar hotad, behéver vi hjalp fran andra som
berattar om oss. Det finns manga olika berattelser om var och en av oss, berattade
bade av oss sjalva och av andra. Den &ldre personens egen beréttelse minskar inte i
varde for att fler berattelser I&ggs till samlingen.

Vardpersonalens instéllning och attityder

Vardpersonalens installning och attityd till &ldre personer kan péaverkas av olika
forestallningar i samhéllet. Trots okade kunskaper om é&ldre och éldrade finns
fortfarande stereotypiska forestallningar om &ldre personer (Tornstam, 2007). En
avhandling om konstruktioner av aldre i samhallet (Nilsson, 2008) dar textmaterial
fran dagstidningar, ett pensionarsparti samt en offentlig utredning jamforts och
analyserats, visade att aldre personer ar nagra vi talar om eller till men séllan en
position vi talar utifran. | en studie av Franklin med flera (2006) bland &ldre pa
&ldreboende framkom att de upplevde sig forsummade och stereotypt behandlade av
personalen. | en systematisk litteraturgenomgang av ageism i olika aldrar visade det
sig att det fanns skilda orsaker till ageism bland yngre vuxna jamfort med aldre vuxna
(Bodner, 2009). Bland yngre var det en omedveten forsvarsstrategi mot dodsangest
som lag bakom stereotypiska attityder. Bland aldre personer var det i stéllet synen pa
aldre som en grupp med lag status vilket man inte ville identifiera sig med (Bodner,
2009; Lev, Wurm & Ayalon, 2018). Negativa attityder mot det egna jaget kan ocksa
internaliseras i kroppen och forkroppsligas, och kan ha paverkan pa halsa, livslangd
och kognitiva funktioner (Lev, Wurm & Ayalon, 2018). Darfor ar det viktigt att
uppmérksamma stereotypiska uttryck och attityder eftersom de kan utgora en risk att
sadana stereotypa uppfattningar begransar vart satt att se den aldre personen som en
unik person och med de egenskaper och kvaliteter som varje person har.
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Pa sarskilda boende och i hemvarden utvecklas relationer mellan den é&ldre och
vardpersonal 6ver langre tid, vilket skulle kunna ses som att dela en vardag over tid.
En studie om sjukskéterskor och deras uppfattningar om sitt arbete pa sarskilt boende
och i hemvard visade att det som varderades hogt var att kunna skapa langvariga
relationer med de &aldre och deras familjer liksom att utbva en personcentrerad
omvardnad (Carlson, Rdmgard, Bolmsjo & Bengtsson, 2014). Det verkar dock inte
vara sjalvklart att aldre och vardpersonal har en gemensam och delad vardag. | en
studie om etiska problem i vardagen uttrycks det som “att vara i samma vérld utan att
métas” (Bolmsjd, Sandman & Andersson, 2006). Osterlind (2009) visar i sina resultat
som bygger pa individuella intervjuer med aldre personer och fokusgruppsintervjuer
med vardpersonal, att trots att de dldre och vardpersonalen befinner sig pa samma
plats existerade tva kulturer, dar personalens kultur och attityder var dverordnade de
dldres. Aven Harnett (2010) visar liknande resultat dar en rutinkultur och
trivialiseringsretorik hindrar de aldres mdjligheter till inflytande. En enké&tunder-
sokning om attityder bland sjukskdterskor, underskoterskor och sjukskoterske-
studenter inom aldrevard tyder pa att utbildning och hogre alder bland vardpersonalen
frdmjar en positiv attityd och instéllning till dldre (Engstrém & Fagerberg, 2011).
Samtidigt visade en systematisk litteraturgenomgéang av Liu, Norman och While
(2013) att sjukskdterskors och sjukskoterskestudenters attityder till aldre personer ar
komplexa och att varken alder, kon eller utbildningsniva var konsekvent forenliga
med en positiv attityd. Déremot verkade intresse av att arbeta med aldre personer samt
kunskap om aldrandet vara associerat med positiva attityder.

Vardpersonalens utmaningar i olika vardkontexter

Vardpersonalen stélls infor olika utmaningar i motet med skora aldre personer och dar
vardkontextens olika forutsattningar paverkar. Wolf, Ekman och Dellenborg (2012)
beskriver vilken utmaning tempo, ljud, ljus och vardens inriktning innebar for
personalen for att kunna fokusera och anpassa sig efter den skora aldres behov.
Exempelvis kan den fysiska miljon pa en vardavdelning vara anpassad for
dvervakning och livsuppehéllande atgarder, utan att ge utrymme for enskilda samtal,
varken plats- eller tidsmassigt. Rutinerna &r oftast anpassade efter vardens aktiviteter
och indelade i morgon, kvall och natt. | denna miljo kan det for personalen vara en
utmaning att, i ofta tidsbegransade maéten, klara av att véaxla perspektiv, fran att vara
uppgiftsorienterad till att vara en samtalspartner om djupare existentiella fragor (Udo,
Danielson & Melin-Johansson, 2013). En etnografisk studie pd en medicinsk
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avdelning for aldre personer visade att sjukskdterskor anvénde olika roster beroende
pa syfte eller situation. Vid tidsbrist blev till exempel “maktrosten”, som var
distanserad och exkluderande, framtrddande, annars var den vanligaste rdsten den
”medicinska” som var uppgiftsorienterad och enkelriktad. Det innebar samtidigt att
de andra tva rosterna, sjukskoterskerdsten” och den “pedagogiska rosten”, fick sta
tillbaka (Johnsson, Boman, Wagman & Pennbrant, 2018). Tidsbrist verkar alltsa
paverka i vilken grad personalen fokuserar pa uppgiften eller relationen och hur det
tar sig uttryck. Beck (2013) fann i sin avhandling att vardpersonal som arbetade pa
sarskilt boende upplevde att de var tvungna att fokusera pa praktiska uppgifter i stallet
for pa relationen, vilket skapade ett dilemma for dem. Det var forst vid vard i livets
slut som relationen fick ta ett storre utrymme. Det skapade skuldk&nslor hos
personalen att inte fa arbeta enligt sin 6vertygelse. Dessutom kravs det kunskap och
forstaelse om de gréanssituationer och transitioner som de &ldre kan befinna sig i, for
att kunna ge adekvat stod. Det kravs ocksa omsesidiga och genuina moten och ett
vardklimat som framjar sadana méten (Finfgeld-Connet, 2008). Eftersom existentiella
funderingar ofta uttrycks i vaga formuleringar (Sundler m.fl., 2016) kan det finnas en
risk att vardpersonalen inte uppfattar signalerna som den aldre personen ger, med oro
och existentiell ensamhet som foljd. Det behdvs dock ytterligare forskning om
personalens erfarenhet av att mota existentiell ensamhet, liksom hur de beskriver och
hanterar den i olika vardkontexter.

Det finns flera utmaningar i personalens vardag for att kunna méta den éldres unika
behov och preferenser. Som personal & manga situationer i arbetsvardagen
aterkommande, men for de aldre kan det vara en unik situation, dar tidigare erfarenhet
inte racker till eller nar framtiden ar oviss. Ett sddant sammanhang &r vid utskrivningar
fran sjukhus nar den aldre personen lever i ovisshet om sin framtid. | en studie av
Kydd (2008) framkom att ovissheten, vid exempelvis vantan pa utskrivning efter en
sjukhusvistelse, skapar oro och angest, vilket sallan uppmarksammades av
vardpersonalen. En annan aspekt ar nar vardens rutiner och strukturer paverkar den
aldres vardag. | en studie om skora aldre personers erfarenheter av att bo hemma
beskrivs hur de aldre skapade olika strategier for att hantera den férdndrade kroppen
och dess kapacitet genom att anpassa sina dagliga rutiner pa olika sétt. Har kunde
vardpersonal stora dessa rutiner genom att komma for tidigt eller for sent och déarmed
stora dagsrytmen som for den dldre var av stor betydelse (Nicholson, Meyer, Flatley
& Holman, 2013). Det kan stallas i kontrast till vardpersonalens arbetsvardag dar
manga uppgifter ska utforas under en ofta begransad tid. Darfor ar det sérskilt viktigt
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att som personal vara uppmarksam pa varje persons sétt att leva och vad som ar av
betydelse, samt att tiden kan upplevas olika.

Den palliativa varden stodjer sig pa en palliativ vardfilosofi, men i vard och omsorg
och i hélso-och sjukvard finns vanligtvis inte nagon gemensam vardfilosofi nar det
galler aldre personer. | stallet finns vardegrunder pa organisationsniva och/eller pa
lokal niva. En nationell vardegrund infordes i dldreomsorgen 2012 (SOSFS 2012:3)
som betonar den &ldre personens sjalvstandighet, vélbefinnande, trygghet och en
meningsfull tillvaro dar kontinuitet och sociala behov ska beaktas. Dadremot ndmns
inte existentiella behov férutom att det ska vara en meningsfull tillvaro. 1 den
palliativa vardfilosofin finns existentiella behov uttalade jamsides med fysiska,
psykologiska och sociala behov. Det indikerar att personal har olika forutséttningar
och forvantningar pa sig fran sin arbetsgivare.

Goda moten i varden

Goda méten skapas tillsammans, d&ven om vardpersonal har det huvudsakliga ansvaret
for att det 6ver huvud taget blir ett mote. Det kan handla om att initiera, fanga signaler
som den aldre personen ger om behov av bekraftelse, hjélp och stdd eller samtala om
det som &r viktigt. Wadensten (2005) menar att det behdvs en 6kad medvetenhet hos
vardpersonalen for hur och vad man som personal samtalar med den aldre om
eftersom det i sin tur paverkar klimatet pa avdelningen. Westin och Danielson (2007)
beskriver dldres upplevelser av det goda motet som att vara ndgon” och att ’vara i en
gemenskap”. Det kan vara ett uttryck for den relation som Martin Buber bendmner
som jag—du. Buber beskriver tva dimensioner av relationer, jag-du eller jag—det
(Buber, 1994). | jag—du-relationen mots manniskor i ett mote, pa ett jamlikt plan, trots
olika formella positioner och olikheter dem emellan. | en jag—det-relation ses den ena
parten som ett objekt. Att dela gemensamma intressen och féra samtal pa ett satt som
béda parter uppskattade, ledde enligt Westin och Danielson (2007) till ett meningsfullt
liv for den &dldre. Samtalen som handlade om de &aldres egna erfarenheter och tankar
om det som varit, innebar att moten med vardpersonalen inte enbart kretsade kring
sjukdom och andra vardrelaterade uppgifter (Westin & Danielson, 2007). Enligt en
studie om vardplaneringsmaten har personens sinnesstamning betydelse for hur métet
upplevs (Lindberg, Ekebergh, Persson & Horberg, 2015). Parternas sinnesstimning
kunde skilja sig at pa det sattet att den aldres sinnesstamning var kopplad till dennes
livssituation medan vardpersonalens sinnesstamning var kopplad till professionens
uppgift, vilket paverkade bade kénslor och relationerna i motet. Det galler sannolikt
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aven i andra vardméten och genom att vardpersonal ar 6ppen for, och bekraftar
patientens stimning, kan ett vardande mote skapas. Lindberg (2014) menar att goda
relationer &r en forutsattning for den vardande relationen och det ar vardpersonalen
som har makt att bekrafta den &ldre eller avvisa dennes onskan om vard. Enligt
Lundin, Berg och Hellstrom Muhli (2013) tolkade vardpersonal valmaende hos de
&ldre som att vara existentiellt berérd och det innebar enligt deras tolkning att som
aldre person kanna frihet att valja, att kdnna gladje och narhet till nagon eller nagot,
vilket skapade vilbefinnande. Situationer som uppstatt langt tidigare i livet och med
kopplingar till kénslan av existentiell ensamhet skulle kunna lindras genom att dela
upplevelsen och tillvaron med andra. | vardsammanhang skulle det innebara att
patientens livsberéttelse blir en del av samtalet. Existentiella behov behdver
uppmérksammas och det har genomforts olika projekt i syfte att moéta &ldre personers
existentiella behov i form av samtalsgrupper (Rosenberg, 2010; Ranung & Ahlfeldt,
2018; Lindahl, 2019) dar existentiella fragor om livet och déden, samt aldrandet har
diskuterats. Om personal ska kunna samtala med &ldre personer om existentiella
fragor behover aven de fa mojlighet att i grupp diskutera och reflektera éver fragor
om liv och déd.

For att skapa goda méten kravs vissa forutsattningar och det finns en risk att inbyggda
strukturer i en organisation och vardens organisering paverkar och begréansar
personalens majligheter att ge en god vard. Vardande beskrivs som en mellan-
mansklig interaktion som bygger pa tanken att vardande &r en del av att vara manniska
(Finfgeld-Connet, 2008; McCormack & McCance, 2010). FoOr att en personcentrerad
vard ska fungera i praktiken behover det finnas forutsattningar pa flera nivaer: individ,
grupp samt organisationsnivd. McCormack, Dewing och McCance (2011) menar att
den stora utmaningen &r att ga fran personcentrerade moten till en personcentrerad
kultur bade i arbetsgrupp och i organisation. Sjogren (2013) visade en samvariation
mellan en gemensamt Gverenskommen vardegrund och personcentrerad vard. Det kan
illustreras i en studie av Edvardsson, Varrailhon och Edvardsson (2014) som visar hur
personalen framjar personcentrerad vard genom att vara engagerade i métet med de
aldre, att involvera dem i det dagliga livet pa boendet samt att kontinuerligt efterfraga
de &ldres preferenser genom att erbjuda val och respektera dem. Personalen beskrev
ett aktivt forhallningssatt och hur de motte de aldre med uppskattning som anpassades
efter varje person. Den personliga omvardnaden gavs ocksa sarskild uppmarksamhet,
den uppfattades inte som uppgift utan i stallet som en upplevelse och som ett tillfalle
av valbehag for den aldre. Detta ligger i linje med fynd i en studie av Orrung Wallin
(2013) dar vardpersonal beskrev métet med den aldre som en betydelsefull komponent
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for upplevelsen av arbetstillfredsstéllelse. Dessa moten tog sin utgédngspunkt i det
lilla” och bestod av en speciell samhdrighet som skapades 1 nuet. En gemensam
vardegrund i arbetsgruppen ansags viktig for att ge en god vard, liksom gladje och
humor, vilket personalen upplevde paverkade de aldre positivt.

Volontérer i varden

Volontarers involvering i varden skiljer sig at i varlden. | manga lander ar volontérer
och frivilligsektorn en integrerad del i verksamheten, bade pa sjukhus och inom
palliativ vard, men ocksa i aldrevard. | kunskapsoversikten om aldreomsorgsforskning
i Norden (Szebehely, 2005) konstaterades att det behdvs mer forskning om relationen
mellan frivilligorganisationerna och den offentliga dldreomsorgen. | en rapport fran
FN om volontérarbete globalt (United Nations Volunteers, 2018), betonas att det ar
viktigt att samarbeten med volontarer fokuserar pa deras bidrag, det vill saga det som
handlar om den positiva kraft som tillfors, deras frivillighet och relationsskapande.
Om volontarer enbart ses som en méjlighet att fa ett bidrag till verksamhet till en ringa
kostnad och ett alternativ som inte kraver engagemang, sa uteblir effekterna. | en
rapport fran Skondalsinstitutet (2003) om volontarverksamhet lyftes problematiken
om bristen pa tid i dldreomsorgen, dar personal har for lite tid att samtala och dar de
ar hanvisade till ”gorandet” i stillet for ”varandet”. Vidare beskrevs att volontérer
skulle kunna tillgodose framfor allt de dldres sociala behov, dar ensamhet rimligtvis
ar en betydande aspekt.

I Sverige finns det aktiva volontirer och volontéirféreningar. ”Den tredje sektorn”,
som den kallas, bestéar av idéburna organisationer, dar kooperativa foretag ingar samt
en del stiftelser samt det civila samhéllet. Rdéda Korset, Svenska kyrkan och
Sjukhuskyrkan, kommunala volontarféreningar samt Vantjanst ar exempel pa
organisationer som organiserar frivilligarbete. Volontarbyrdn som finns sedan 2002
fungerar som ett nav for olika volontarorganisationer och férmedlar uppdrag samt
utbildar och stodjer foreningar (Volontarbyran, u.d). | Norden har aldreomsorg en
central roll i den nordiska valfardsmodellen och den valfardsmodellen skiljer sig at
mot dem i manga andra lander (Szebehely, 2005). Det finns sedan manga ar forskning
inom socialt arbete som har foljt valfarden i samhéllet, om informell vard och anhériga
som vardare, och den tredje sektorn. Forskning visar att det finns manga informella
vardare som aven ar aktiva som volontarer. Informellt arbete ar saledes inget hinder
for att vara volontér (Jegermalm & Jeppsson Grassman, 2013). Dessutom férekommer
volontararbete i alla aldrar och en undersokning baserad pa telefonintervjuer visade
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att 51 procent av personer mellan 18 och 84 ar bidrog med volontararbete i nagon
form. Det var nagot vanligare med volontaruppdrag bland méan &n bland kvinnor
(Jegermalm & Grassman, 2009) och det vanligaste uppdraget var inom idrottsrorelsen
(Olsson, Svedberg & Jeppsson Grassman, 2005). Trots att antalet volontarer minskar
med stigande alder, var antalet timmar per volontdr oférandrat (Jegermalm &
Grassman, 2009). Det innebar att de som fortfarande haller kvar vid sitt volontarupp-
drag sannolikt trivs med det och har orken kvar att fortsatta.

Volontarer finns i olika vardverksamheter: inom palliativ vard, sarskilt boende och
sjukhus. Daremot saknas det en Gversikt 6ver vilka vardverksamheter som har
volontarer involverade och i sa fall i vilken omfattning eller i vilka aktiviteter. Nar det
galler forskning om volontarer inom palliativ vard visade en studie fran Canada att
volontérarbete har fordelar for bade patienter, deras familjer och for volontirerna
sjalva (Claxton-Oldfield, 2015). For volontéarerna sjalva bidrog det till en kansla av
att gora skillnad och att fa andra perspektiv pa tillvaron. En svensk studie om
volontarer i palliativ vard visade dock att det finns ett behov av stod bland volontarer,
med fokus pé& att méta existentiella fragor (Andersson & Ohlén, 2005). Det finns
daremot mer sparsamt med forskning om volontarer inom aldrevarden och volontarers
egna erfarenheter av att méta aldre personer, att mota deras ensamhet i allméanhet och
existentiell ensamhet i synnerhet. Ett sddant perspektiv kan bidra med kunskap som
ar av betydelse for att oka forstdelsen om ensamhet, men ocksd for framtidens
organisering av vard och omsorg.

Enhetschefer i vard och omsorg

Enhetschefer i vard och omsorg ansvarar for olika yrkesgrupper och vilka de har
ansvar for kan variera mellan kommunerna pa grund av olika sétt att organisera varden
av aldre personer. Ibland kallas enhetschefer for forsta linjens chef, det vill sdga den
person som ar medarbetarnas narmsta chef. De har ansvar for underskoterskor i
hemtjanst och pa sarskilt boende. Den legitimerade personalen ar dock inte alltid
organisatoriskt knuten till enheten utan kan i vissa organisationer finnas i en egen
enhet. | dldreomsorgen arbetar legitimerad personal, daribland 14 100 sjukskdéterskor,
2 700 arbetsterapeuter, 1900 fysioterapeuter och ett fyrtiotal dietister (Social-
styrelsen, 2019). Lakarna arbetar inte i den kommunala organisationen. Istéllet &r det
regionerna som har arbetsgivaransvar och ansvarar for den medicinska kompetensen.
Underskoterskor inom hemtjansten, hemsjukvarden eller pa aldreboenden ar Sveriges
vanligaste yrke (SCB, 2020) med cirka 135 000 anstéllda. Bland de som arbetar inom
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aldreomsorg ar de flesta kvinnor. Bland underskoterskor, sjukskéterskor och
arbetsterapeuter &r mellan 91 och 94 procent kvinnor medan det bland fysioterapeuter
ar en nagot lagre andel (83 procent) (SCB, 2020; Socialstyrelsen, 2019). Aven bland
enhetschefer i vard och omsorg ar de flest kvinnor, 86 procent.

Enhetschefer i vard och omsorg har ett verksamhetsansvar dar administration,
ekonomi och planering av bemanning ingar, liksom personalansvar med kompetens-
utveckling av personalen (Szebehely, Stranz & Strandell, 2017; T6rnquist, 2004).
Aldreomsorgen &r en verksamhet som &r och har varit i stindig forandring sedan 1990-
talet och beskrivs av Stranz (2018) som forandringspréaglad, dar nya organisations-
former och arbetssatt kontinuerligt infors och tillkommer. Exempel pa storre
forandringar som péverkat verksamheterna ar inforandet av Adelreformen 1992 och
inforande av New Public Management under 90-talet, som medfort ett Okat
uppféljningskrav av arbetet som bedrivs i verksamheterna. Dartill tillkom inférandet
av lagen om valfrihetssystem (LOV) 2009, vilket innebér att valet av utforare dverlats
till den enskilde eller brukaren, i det hér fallet den aldre (SFS 2008:962). Av landets
290 kommuner har 132 kommuner infért LOV (Sveriges Kommuner och Regioner,
2019). | samband med Adelreformens inférande fick den medicinska modellen st&
tillbaka for en social omsorgsmodell dar kontaktpersonskap, aktivering och individ-
anpassning varit ledord och inforts som arbetssatt (Stranz, 2018). En nationell
vardegrund for aldreomsorgen inférdes (SOSFS 2012:3) i syfte att starka den aldre
personens mojligheter att leva ett vardigt liv och k&nna valbefinnande.

Att arbeta i en verksamhet med stindiga forandringar staller stora krav pa
enhetschefernas férmaga att leda och styra verksamheten. Tornquist (2004) beskriver
att verksamhetskunskap och personlig kompetens, déribland ménniskokannedom, &r
vardefulla kompetenser for enhetschefer i vard och omsorg. Kommunal dldreomsorg
ar en politiskt styrd organisation, vilket innebér att enhetschefen ar begransad av de
beslut som kommer uppifran” (Nilsen, Wallerstedt, Behm & Ahlstrom, 2018). |
samma studie framkom att enhetscheferna upplevde att det var svart att fokusera och
arbeta med en specifik verksamhetsfraga, som har handlade om att infora
evidensbaserad palliativ vard, eftersom det standigt kommer nya beslut och
lagandringar som paverkar verksamheten pa enhetsnivd. En annan utmaning i att
arbeta med verksamhetsutveckling &r ndr rutinuppgifter och den dagliga
verksamheten tar all tid i ansprak (Ellstrom, 2012). Att ha visioner och langsiktiga
planer som ofta andrades pa grund av organisatoriska forandringar och beslut fran
ledningen, s&gs som ett hinder, liksom att vara begransad av ekonomi och krav pa
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effektivitet (Hakanson m.fl., 2014). | Socialstyrelsens lagesrapport fran 2012
beréknades att det fanns 5000 enhetschefer inom kommunal och enskilt driven
&ldreomsorg. Enligt deras berékningar hade 37 procent av enhetscheferna hdgst en
tvaarig eftergymnasial utbildning och 10 procent saknade eftergymnasial utbildning
(Socialstyrelsen, 2012). Socialstyrelsen framhéll samtidigt att en viktig forutsattning
for ett gott ledarskap var att cheferna har en god kunskapsgrund och inte alltfér manga
medarbetare att leda. Efter inférandet av den nationella vérdegrunden fick
Socialstyrelsen ett regeringsuppdrag att upphandla en ledarskapsutbildning, i form av
en uppdragsutbildning pa 30 hp om bland annat vérdegrund, lagstiftning och
ledarskap. Satsningen var tidsbegransad mellan 2013 och Arsskiftet 2015/2016
(Socialdepartementet, 2012).

Ledarskapet har betydelse for hur verksamheten fungerar och personalens
arbetsforhallanden. Det har dven betydelse for att kunna implementera nya satt att
arbeta. | en studie av Nilsen med flera (2018) framhdll enhetscheferna sjukskoter-
skorna som centrala forebilder, vilket innebér att samarbetet mellan enhetschefer och
sjukskoterskor kan vara avgorande for om nya arbetssatt framgangsrikt ska kunna
implementeras. Varden och omsorgen ar en verksamhet som star infor utmaningar
eftersom en allt storre andel &ldre personer &r i behov av vérd. Det i sin tur medfor att
nya arbetssétt kan behdva utvecklas. Till exempel visade en nordisk studie om chefers
och politikers oro och funderingar infor framtiden att de var medvetna om att de &ldre
hade komplexa behov, att varden framover behdver fokusera pa varje person och
dennes vardighet samt att det finns ett behov av 6ppenhet infor att organisera pa andra
sétt (Finnbakk, Skovdahl, Store Blix & Fagerstrém, 2012). Dérutéver ar personalens
arbetstillfredsstallelse av vikt for att behélla personer med vardefull kompetens. Enligt
Szebehely med flera (2017) finns ett samband mellan hur personalen upplever sin
mojlighet att utéva inflytande Gver sin arbetsvardag och funderingar pa att sluta.
Samma rapport att visade att personalen upplevde att relationerna till de aldre var
betydelsefulla och samtidigt upplevde de en otillracklighet pa grund av att de &ldre
inte fick tillrackligt med hjélp i relation till sina behov. Att under sadana forhallanden
moéta existentiella fragor och fora samtal om livet och doden kan ytterligare bidra med
pafrestning, om man inte kanner sig trygg och har stod. Detta lyfts dven i den
nationella kvalitetsplanen (SOU 2017:21) dar det patalades att det finns ett behov av
bade kompentensutveckling och handledning till personal. Det finns dock sparsamt
med kunskap om i vilken omfattning handledning erbjuds och i vilken omfattning
personal ges stod i att fora existentiella samtal.



MOTIV FOR AVHANDLINGEN

Nar befolkningen blir allt &ldre och allt fler dldre med komplexa vardbehov &r i behov
av vard och omsorg behdvs olika losningar for att tillgodose deras behov.
Vardpersonal moter skora aldre personer varje dag i varden. En del av dem har
existentiella  funderingar eller upplever existentiell ensamhet. Persona-
lens erfarenheter kan ge en inblick i de aldres situation men erfarenheterna ar aven
betydelsefulla for att forstd hur personalen sjalv paverkas i méten med de aldre.
Volontérer skulle kunna bidra som samtalspartner och medmanniskor i méten med de
aldre. Det finns forskning om frivilligas insatser i samhéllet, men det behdvs
ytterligare kunskap om frivilligorganisationers involvering i aldreomsorgen och
volontarers erfarenheter av att méta existentiella fragor och existentiell ensamhet hos
skora dldre personer. | enhetschefernas uppdrag ligger att ge stod till sin personal,
saval som att tillgodose de aldres behov. Det ar oklart hur cheferna ser pa stod till
vardpersonal i att mota dldre personers existentiella behov och existentiella ensamhet
liksom hur de uppfattar och forhaller sig till volontarers involvering i vard och
omsorg. Personalens och volontarernas berattelser om sina moten med aldre personer
som uttrycker existentiella funderingar eller existentiell ensamhet kan anvandas for
att belysa vilken kompetens som finns, var det finns brister och om det finns ett behov
av stod till vardpersonal och volontarer. Sadan kunskap ar vardefull for chefer och
beslutsfattare nér de ska ta beslut och gora prioriteringar i en tid som praglas av
begransade ekonomiska resurser saval som vikten av att behalla vardpersonal som
trivs med sitt arbete.
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SYFTE

Avhandlingens overgripande syfte var undersoka vardpersonals och volontérers
erfarenheter av att mota aldre personers existentiella ensamhet, vardkontextens
betydelse samt enhetschefers syn pa stod.

De specifika syftena var:

Att utforska vardpersonals erfarenheter av att méta aldre personer som de
uppfattar uppleva existentiell ensamhet (1).

- Att ur vardpersonals perspektiv, utforska existentiell ensamhet hos &ldre
personer i olika vardkontexter (11).

- Att beskriva erfarenheten av att bli och att vara volontér, och méta aldre
personers ensamhet i allménhet och existentiell ensamhet i synnerhet (111).

- Att ur enhetschefers perspektiv, undersoka vardpersonals och volontarers
mojligheter och hinder, samt behov av stdd, i att mota aldre personers
existentiella fragor (1V).

36



METOD

Detta avhandlingsarbete ar en del i ett storre projekt, Existentiell ensamhet — en
utmaning i varden av skora aldre personer, den sa kallade LONE-studien (Edberg &
Bolmsjo, 2019). Det storre projektet har som syfte att undersoka begreppet existentiell
ensamhet, hur det upplevs av skora aldre personer, deras narstaende, hur personal
inom olika vardkontexter moter och uppfattar existentiell ensamhet hos aldre personer
samt hur man kan upptécka existentiell ensamhet. Utover det genomfdérdes dven en
begreppsanalys baserad pa litteratur och empiriska studier. Projektet har sedan
kommit att dven inkludera studier om narstaendes egen existentiella ensamhet,
anhorigkonsulenter, volontarer och enhetschefer inom vard och omsorg samt
journalgranskning av existentiella behov hos éldre personer den sista tiden i livet. De
olika studierna kommer tillsammans att utgora grunden for att utveckla en sa kallad
komplex intervention (MRC, 2008) som syftar till att bland annat stodja vardpersonal
i dessa fragor. Denna avhandling ligger inom ramen for den si kallade
utvecklingsfasen av interventionen. Enligt Medical Research Councils riktlinjer om
design av komplexa interventioner (2008) ar alla fyra faser viktiga, det vill sdga
utveckling, pilot, utvéardering och implementering for att skapa interventioner av hog
kvalitet. Enligt MRC:s riktlinjer handlar utvecklingsfasen om att identifiera en
kunskapsbas som kan ligga till grund fér en kommande intervention.

Projektgruppen bestdr av forskare fran Hogskolan Kristianstad, Malmo universitet,
Lunds universitet och Palliativt utvecklingscentrum i Lund. I LONE-studien ingick
inledningsvis tre doktorandprojekt: den dldres perspektiv, narstaendes perspektiv och
vardpersonalens perspektiv. Datainsamlingen skedde i stort sett i samma verksam-
heter och under samma tidsperiod. Foljande vardkontexter ingick i datainsamlingen
for de tre perspektiven: hemvard, sarskilt boende, sjukhus, palliativ vard, primarvard
och till personalperspektivet tillkom dven ambulanssjukvard. Verksamheterna som
var kopplade till projektet fick information om LONE-studien genom att personer i
projektgruppen i olika konstellationer presenterade studiens upplégg, syfte och
genomférande bade infér enhetschefen och infor personalen i samband med
arbetsplatstraffar. En kontaktperson fran varje verksamhet som hjalpte till med att
formedla information och ta emot intresseanmalningar att delta i intervjuer kopplades
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till projektet. Det var ocksa kontaktpersonerna som var behjalpliga med att samordna
deltagare till personalintervjuerna, tid och plats for intervjuerna tillsammans med mig
som doktorand. Det fanns ingen koppling mellan de &ldre och vardpersonalen, i den
mening att de skulle ha vardats av den vardpersonal som deltagit i datainsamlingen.

LONE-studien har haft en referensgrupp dar personer med erfarenhet fran vard,
utbildning, volontarverksamhet samt med anhorigperspektiv ingatt. Den forsta traffen
skedde varen 2016 och darefter har ytterligare fyra traffar genomforts.

Design

Denna avhandling har en explorativ design och bestar av tre kvalitativa delstudier och
en kvantitativ delstudie (tabell 1). Designen av de fyra delstudierna har véxt fram
under avhandlingens gang. Delstudie | och Il hade bada en explorativ design for att
beskriva personalens erfarenheter av och uppfattningar om existentiell ensamhet
bland &ldre personer samt hur personalen forhaller sig och handlar i olika
vardkontexter. Baserat pa resultaten véacktes nya forskningsfragor. En fraga var om
det fanns andra an vardpersonal som den &ldre kunde samtala med om sina
existentiella funderingar och pa sé sétt lindra existentiell ensamhet, vilket ledde till en
studie dar volontarer involverades (111). Det viacktes ocksd fragor om vilka
forutsattningar som vardpersonalen hade for, och vilket stod de fick i, att mota
existentiella fragor och existentiell ensamhet. Andra fragor handlade om i vilken
omfattning det fanns volontarer i aldreomsorgen och hur de i s fall involverades, om
det fanns hinder i organisationen for att involvera dem samt vilka aktiviteter
volontérer deltog i. Darfor vande vi oss till enhetschefer inom vard och omsorg med
en enkat om deras syn pa vardpersonal och volontarer (1V).

38



ULIOJ OPUBALIYSIQ I UDIRAS
euddo op Ae Surusiaopax

IBPLIRASAIL BIA]
SUIZINA(J UBA URLJ JI13IN WOS

20 ynsne)s Andinysaqg SATRURS[[RYIUUT AIJRIRAY] J1pmys ased apdnny SJESUR ADNPUI-ATNPIP ug s{jeuy
JonfAzur
Juruo B[[ONPIAIPUT 2PUBI[QJI)J2 0O IaN[AI)UTUOJI[2) [0
PeINQINSIP JAPNISILUT 1anfazduisddnidsnyoq 1anfarursddnigsnyog 1an(azursddnidsnyoq Suruesurejeq
610T 810Z-L10T ‘¥10T 910T—€10T 910T—S10T porndsuruesureyeq
JOYWIBSYIOA OAINOdSal
1 1900s13d)[RIUOY JUIeS
TS = u ‘1au0rssajoId 19 = u ‘13u01ssajoId
9¢T = U ‘IRJAYISIYUY 7T ANNASAI 7¢ = ¢ “IOIRIUO[OA eYI[0 paw [euos1adpIe A BYI[0 paw [euosiadpIep dreseipq
Ie3UI[PIULIQJIBIUO[OA sue[nquIe 20 preargwid
B[RUNWIWIOY Y20 JSUBIUBA paea anerfed ‘snyyn(s ‘prea Aner[ed ‘snyynls
SI10SWO Y20 PIgA [RUNWLIOS] 10810 BPQY ‘UBNIAY BYSUIAS Opud0q J[IYSIBS ‘PIBAWOH Opuo0q J[IYSIBS ‘PIBAWOH IXuoyf
JIPNIS ANRINURAY JIPNIS ANBIRAY o1pmIs JIPNIS ANRI[BAY
‘USISOPSHIUSIRA [, ‘ug1sop Anduysoq Aneyeay ‘ugisop anerodxg ‘ug1sop anerojdxg usisdqg
AIRIPMSpPQ IIT AIPMspPQ 11 1PMspPA 1 1pmspa

"pojowIsAeue Yoo Jul[wesureiep ‘91e3e}[op Ixojuoy ‘uSISIp SBUISIPNIS[IP ISAQ PISISAQ) | [[9qRL

39



Urval

Urvalet till delstudie I och Il var gemensamt. Totalt elva vardverksamheter i sodra
delen av Sverige, i bade storre och mindre stader, ingick. For att fa variation
inkluderades olika vardkontexter: hemvard, sarskilt boende, sjukhus (medicinsk
akutvard och ortopedi), palliativ vard, primarvard, samt ambulanssjukvard och urvalet
baserades pa maximum variation sampling (Polit & Beck, 2012). Inklusionskriterier
for att delta var att man arbetade inom verksamheten samt att man ville delta i en
fokusgruppsintervju och samtala med kollegor om att méta existentiell ensamhet hos
&ldre personer. Deltagarna (n = 61) i de sammanlagt 11 fokusgruppsintervjuerna hade
olika professioner, som underskéterska och vardbitrade, sjukskoterska, lakare,
arbetsterapeut, fysioterapeut, kurator samt bistandshandlaggare (tabell 2). De flesta
var underskoterskor/vardbitraden och sjukskoterskor, 22 respektive 25 personer,
medan &vriga var fordelade pa olika professioner. Alla de 61 personerna ingick i
delstudie 1. Anledningen till att inkludera s manga olika professioner var att kunna
fanga flera olika perspektiv. Trots att deltagarna hade olika funktioner och utforde
olika uppgifter i relation till &ldre personer kommer de fortsattningsvis i denna
avhandling att omnamnas som vardpersonal eller personal om inte den enskilda
professionen har betydelse i sammanhanget.
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Tabell 2. Beskrivning av deltagarnas profession, yrkeserfarenhet, arbetslivserfarenhet samt

vardkontext (delstudie I).

n=61 (%)
Alder, ar
Range 2668
Medel 49
Kon
Kvinnor 55 (90)
Min 6 (10)
Profession
Underskoterska/vardbitrade 22 (36)
Sjukskoterska 25 41
Likare 5 ®)
Arbetsterapeut 2 3)
Fysioterapeut 3 5)
Kurator 3 5)
Bistandshandlaggare 1 2)
Yrkeserfarenhet i hiilso- och sjukvard, ar
Range 4-43
Medel 19
Arbetslivserfarenhet i nuvarande
organisation, ar
Range 0,5-42
Medel 9
Deltagare fran varje virdkontext
Hemvard 16 (26)
Sarskilt boende 11 (18)
Sjukhus 9 (15)
Palliativ vard 16 (26)
Primérvard 4 7
Ambulanssjukvérd 5 ®)
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Urvalet till delstudie Il bestod av deltagarna i de nio fokusgruppsintervjuer som var
genomforda inom vardkontexterna hemvard, sarskilt boende, sjukhus och
specialiserade palliativa vardverksamheter (vard i hemmet och slutenvardsenheter).
Da syftet var att utforska existentiell ensamhet i olika vardkontexter valdes de
vardkontexter ut dar skora aldre personer framfor allt befinner sig samt att det var vél
avgransade enheter som beddémdes ldmpliga att studera (Stake, 1995). Totalt
inkluderades sammanlagt 52 deltagare med olika professioner (tabell 3).

Tabell 3. Beskrivning av deltagarnas profession samt vardkontext, n=52 (delstudie I1).

Profession Hemvard Sarskilt Sjukhus Palliativ
boende vard

n=16 n=11 n=9 n=16

Underskoterska/vard- 10 9 1 1

bitrade

Sjukskoterska 2 2 4 11

Lakare 1 3

Arbetsterapeut 1 1

Fysioterapeut 2 1

Kurator 1 1

Bistandshandlaggare 1

Urvalet till delstudie 111 baserade sig pd maximum variation sampling (Polit & Beck,
2012) i syfte att fa variation och volontarer med olika bakgrund. Darfor inkluderades
volontérer fran olika volontarorganisationer sdsom Svenska kyrkan, Réda Korset,
Vantjanst och kommunala volontarféreningar i sodra delen av Sverige, i bade stérre
och mindre stéder (tabell 4). De totalt 32 deltagarna i fokusgruppsintervjuer och
individuella intervjuer hade samtliga sjlva anmalt intresse for att delta. Forutom att
deltagarna tillhdrde olika organisationer hade de olika volontaruppdrag som hem-
besok, besok pa sarskilt boende eller sjukhus eller genom volontaruppdrag pa lokala
motesplatser (tabell 5). Deras kontakter med de aldre varierade fran tillfalliga
kontakter till relationer som varade over flera ar.
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Tolv deltagare som hade deltagit i en fokusgruppsintervju intervjuades daven
individuellt. Det var ett andamalsenligt urval, dar hansyn togs till att personen
beddmdes ha erfarenheter av vérde for studien och dar h&nsyn dven togs till att det
fanns representation fran alla inkluderade organisationer samt variation i alder och
professionsbakgrund (tabell 4). Sammanlagt tillfrigades 25 av deltagarna i
fokusgrupperna om att delta i en individuell intervju. Av dessa avbdjde fem personer,
sju aterkom inte och en person lamnade aterbud med kort varsel. Alla som tillfragades
fick ett nytt brev med information om studien och varfor vi var intresserade av
volontarers roll i relation till &ldre personers existentiella ensamhet.

Urvalet till delstudie 1V bestod av slumpmassigt utvalda enhetschefer inom hemtjanst
och sérskilda boenden i Sverige (Dillman, Smyth & Christian, 2014; Polit & Beck,
2012). Inklusionskriterierna var att man skulle vara chef inom vard och omsorg i en
kommun samt ha personalansvar. Deltagarna identifierades via Socialstyrelsens
enhetsforteckning for Oppna jamforelser (Socialstyrelsen, 2018). Var attonde enhet
valdes ut av de totalt 4 058 enheter for hemtjanst och sarskilda boenden som ingar i
Oppna jamforelser, sammanlagt 504 enheter. Respektive enhetschefs e-postadress
eftersoktes déarefter via kommunernas hemsidor eller kundcenter. Totalt 467
enhetschefer tog emot e-postmeddelandet efter att autosvaren raknats bort. Av dessa
besvarade 56 personer enkaten efter forsta utskicket och ytterligare 81 personer innan
enkdten stangdes, totalt 137 svar. Av de utskickade enkdterna kom 37 i retur som
autosvar. Utdver det forsta meddelandet som genererade i 56 svar, skickades tre
paminnelser ut, som var for sig genererade 35, 27 respektive 19 svar. Efter att ha
kontrollerat att deltagarna hade angett att de hade personalansvar inkluderades 136
enhetschefer. Studien hade séledes en svarsfrekvens pa 29 procent.

Av studiens 136 deltagare var majoriteten kvinnor (83 procent) med en medelalder av
51 &r. Den vanligaste utbildningen bland deltagarna var socionom/social omsorg (40
procent) och sjukskoterska (24 procent). Ndstan halften av deltagarna (44 procent)
hade mer &n 10 ars erfarenhet som chef inom vard och omsorg. Halften arbetade som
enhetschef inom hemtjanst och den andra halften pd sarskilt boende eller i
kombination med andra boendeformer (tabell 6).



Tabell 4. Beskrivning av deltagarnas tillhorighet, erfarenhet som volontir och yrkesbakgrund

(delstudie I1I).
Fokusgruppsintervjuer Individuella intervjuer
n =8 med 32 deltagare n=12

Alder (ar)

Range 46-87 47-76

Medel 69,5 69,5
Tillhorighet till respektive volontirorganisation (antal
personer)
Svenska kyrkan 13 5
Kommunal volontdrorganisation 12 3
Réda Korset 3 2
Vintjanst 4 2
Erfarenhet som volontir (ar)*
1-2 5 3
34 6 3
5-6 7 4
7-8 2 -
9-10 1 -

>10 3 2
Yrkesbakgrund* (antal personer)
Hiélso- och sjukvérd/Vard och omsorg 8 7
Utbildning 3 2
Apotekare/Audiolog 1/1
Jurist/Banktjédnsteman 1/1
Hantverkare 2 1
Egenforetagare 1
Forsiljare 2 1
Annat/Ej angett 1/3 1/0

* Saknade data fran de tva forsta fokusgruppsintervjuerna (8 deltagare)
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Tabell 6. Beskrivning av deltagarna, deras utbildning, erfarenhet och ansvar, samt enheten

(delstudie IV).
n (%)
Alder, ar'
Range 27-74
Medelvérde (SD) 51(9,5)
Kén’
Kvinna 111 (83)
Man 21 (16)
Annan 1 [€))]
Utbildning
Socionom/Social omsorg 55 (40)
Sjukskdoterska 33 (24)
Arbetsterapeut 6 4)
Fysioterapeut 1 (€8]
Annan utbildning (t.ex. organisation och ledarskap, 37 27
beteendevetare personalvetare, sociologi)
Chefs/ledarskapsutbildning *
Ja 121 90)
Nej 14 (10)
Erfarenhet som chef inom vard och omsorg, ar 2
<1 7 )
1-5 37 (28)
6-10 30 23)
>10 59 (44)
Erfarenhet som chef pa den aktuella enheten, ar
<1 18 (13)
1-5 87 (64)
6-10 16 (12)
>10 15 (11)
Personalansvar for antal personer
1-10 1 1)
11-30 35 (26)
31-50 72 (53)
51-70 16 (12)
>70 12 )
Enhetens vardform®
Hemtjénst 68 (50)
Servicehus/Trygghetsboende 9 7
Gruppboende 7 %)
Sérskilt boende 71 (52)
Volontirer pi enheten*
Ja 60 44
Nej 75 (56)

" Saknas = 8,2 Saknas = 3, ° Flervalsfraga, *Saknas = 1
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Datainsamling

Datainsamlingen till de fyra delstudierna har skett med olika datainsamlingsmetoder
och i olika kombinationer.

Delstudie | och Il

Datainsamlingen till delstudie I och Il var gemensam och genomférdes med
fokusgrupper (1) och i kombination med telefonintervjuer (11). Totalt genomférdes
elva fokusgruppsintervjuer i hemvard, sarskilt boende, sjukhus (medicinsk akutvard
och ortopedi), palliativ vard, primarvard, samt ambulanssjukvard.

Fokusgruppsintervjuer

Fokusgrupper som datainsamlingsmetod valdes eftersom metoden méjliggor att olika
perspektiv kan fangas, erfarenheter kan delas och tidigare erfarenheter kan komma
fram genom att lyssna pa andra med liknande erfarenheter (Krueger & Casey, 2015).
| fokusgruppsintervjuerna som genomfordes pa deltagarnas arbetsplats deltog mellan
3 och 8 personer (median = 6). Innan fokusgruppsintervjun startade lamnades pé nytt
information om studien, bade muntligen och skriftligen och skriftligt samtycke
inhamtades. Forutom frivilligheten betonades maéjligheten att avsta och avbryta under
tiden om sa onskades. Fokusgruppen leddes av en moderator samt en bisittare.
Moderatorn ledde fokusgruppsintervjun, stallde fragor utifran intervjuguiden och sag
till samtalet inte tappade fokus fran amnet samt att deltagarna fick komma till tals i
den man de 6nskade. Moderatorn och bisittaren hjalptes at att stalla klargorande fragor
om det behdvdes, i 6vrigt var bisittarens roll att fanga upp tradar i samtalet som
moderatorn eventuellt forbisag.

Varije fokusgruppsintervju inleddes med en frdga om ensamhet i allménhet och fragor
om en djupare form av ensamhet i synnerhet, samt deltagarnas erfarenhet av att mota
existentiell ensamhet hos &ldre personer. Fokusgruppsintervjuerna inleddes pa
foljande sétt:

Man kan vara ensam och det kan man vara pa manga olika satt. Man
kan ké&nna sig ensam tillsammans med andra och man kan vilja vara
ensam och kanske till och med l&ngta efter att vara ensam. Hur
tanker ni kring ensamhet och att vara ensam?
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Nér deltagarna hade diskuterat ensamhet i allménhet stéilldes nasta fraga som
fungerade som en inledningsfraga till existentiell ensamhet och deltagarna
uppmuntrades att dela sina erfarenheter i form av en berattelse:

Vi &r sarskilt intresserade av en djupare kansla av att vara ensam i
livet, det som ibland kallas existentiell ensamhet, en kansla som kan
komma och ga. Kan nagon dra sig till minnes nar den
aldre/patienten/vardtagaren gav uttryck for en djupare kéansla av
ensamhet? Det kan vara i form av en beréttelse. Ni far garna fundera
en stund. Kanske vacks ocksa erfarenheter till liv nar ni hor varandra
berétta?

Uppféljande fragor som handlade om vad det var som gjorde att de upptéckte
existentiell ensamhet hos den aldre personen, om det fanns beredskap hos dem sjalva
och/eller i arbetsgruppen, stélldes. Det stalldes aven fragor om vilket stod som fanns
och/eller om det fanns behov av ytterligare stdd for personalen i att mota existentiell
ensamhet. Innan intervjun avslutades sammanfattade bisittaren diskussionerna baserat
pa de anteckningar som forts under tiden. Dessutom bads deltagarna att lamna
bakgrundsuppgifter sésom alder, kon, profession, antal ar i yrket samt anstallningstid
i den aktuella verksamheten. De tillfragades ocksa om det fanns intresse av att delta i
en eventuellt uppfoljande intervju. Tva timmar var avsatt, dar tid for introduktion,
information om studien och inhdmtade av samtycke ingick. Fokusgruppsintervjuerna
(median = 1 timme och 41 min) ljudinspelades och transkriberades ordagrant.

Telefonintervjuer

I delstudie 1l kompletterades fokusgruppsintervjuerna med telefonintervjuer for att
inh&mta kontextuell information. Telefonintervjuerna gjordes med kontaktpersonen i
respektive verksamhet. De kontaktades via e-post med en forfragan om de kunde
tanka sig att delta och fick i samband med det ta del av fragorna skriftligen.
Information som efterfragades handlade om verksamhetens inriktning och uppdrag,
antal vardplatser eller vardtagare, vanligaste foérekommande sjukdomar och
problematik, aldersspann for patienter, personalsammanséattning, antal anstéllda och
vilka professioner som fanns i verksamheten. Vid intervjun efterfragades om
verksamheten hade en uttalad vardfilosofi eller vardegrund och om personalen hade
tillgang till handledning/omvardnadshandledning samt om det férekom forbattrings-
och utvecklingsarbeten. Dag och tid for telefonintervjun bestdmdes av kontakt-



personerna. Intervjuerna skedde i samtalsform och det som sades noterades och
anvéndes som underlag i analysen som komplement till fokusgruppsintervjuerna.

Delstudie Il

Datainsamlingen genomfdrdes som en kombination av fokusgrupper och efterféljande
individuella intervjuer med volontarer. Valet att kombinera dessa tva former
baserades pa tanken att deltagare i fokusgruppsintervjuer utvecklar sina tankar nar de
diskuterar med andra och for att 6ka mojligheten att fa en variation av erfarenheter
(Kreuger & Casey, 2015), medan individuella intervjuer i stéllet kan bidra med en
djupare forstaelse for ett givet fenomen (Ryan, Coughlan & Cronin, 2009).
Fokusgruppsintervjuerna fokuserade pa volontarernas erfarenhet av att mota aldre
personers ensamhet i allménhet och existentiell ensamhet i synnerhet. Trots det kom
diskussionerna i fokusgrupperna att framst handla om att méta ensamhet i allménhet.
Darfor kompletterades datainsamlingen med individuella intervjuer for att fa en
djupare forstaelse for volontérers upplevelser av att méta dldres existentiella ensamhet
och vilka personliga motiv som Iag bakom beslutet att bli volontar. De sex forsta
fokusgruppsintervjuerna har dven anvants som underlag for att utforska volontérers
uppfattningar om &ldre personers existentiella ensamhet. Det resultatet &r presenterat
i en svensk rapport (Olsson, Rydsten & Blomqvist, 2018).

Fokusgruppsintervjuer

I delstudie 111 genomférdes fokusgruppsintervjuerna enligt samma struktur som i
delstudie 1 och Il. De atta fokusgruppsintervjuerna genomférdes i volontar-
organisationens egna lokaler. Sju fokusgrupper hade mellan tre och fyra deltagare
medan en fokusgrupp hade sju deltagare. Fokusgrupperna leddes av en moderator och
bisittare. De tva forsta fokusgruppsintervjuerna fungerade som pilotintervjuer da
intervjuguiden testades. Eftersom inga forandringar gjordes inkluderades dessa tva
intervjuer i studien. Intervjuerna inleddes med en frdga om ensamhet i allmanhet och
nar deltagarna diskuterat ensamhet leddes diskussionen vidare till fragor om den
djupare formen av ensamhet, existentiell ensamhet, samt deltagarnas erfarenhet av att
mota &ldre personers existentiella ensamhet. Deltagarna uppmuntrades att delge sina
erfarenheter i form av en beréttelse, det vill sdga att ge konkreta bilder av egna méten
med en aldre person och beskrivning av den aktuella situationen. Uppféljande fragor
stélldes som handlade om vad det var som gjorde att de upptéckte existentiell
ensamhet hos den aldre personen, om det hénde att de samtalade om djup ensamhet
och hur sddana samtal uppstod, om det fanns beredskap for att samtala om existentiella
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fragor hos dem sjélva och/eller bland de andra volontérerna. Det stalldes aven fragor
om vilket stéd som fanns och/eller om det fanns behov av ytterligare stod. Néar
intervjun avslutades ombads deltagarna att lamna bakgrundsuppgifter sasom alder,
kon, profession, antal ar i yrket samt anstallningstid i den aktuella verksamheten.
Deltagarna tillfragades ocksa om det fanns intresse av att delta i en uppféljande
individuell intervju. Vid de tva forsta fokusgruppsintervjuerna som fungerade som
pilotintervjuer, inhamtades dock varken bakgrundsuppgifter eller intresseforfragan
om att delta i en uppfoljande intervju. Tva timmar var avsatta till fokusgrupps-
intervjuerna, en av fokusgrupperna varade i 69 minuter och de andra mellan 91 och
111 minuter. Alla intervjuer ljudinspelades och transkriberades ordagrant.

Individuella intervjuer

Den forsta individuella intervjun genomfordes som en pilotintervju for att testa
intervjuguiden. Den inkluderades sedan i studien da endast mindre justeringar av
intervjuguiden gjordes. Deltagarna fick bestdmma tid och plats och intervjuerna
genomfordes i volontarorganisationernas lokaler, i deltagarens hem eller pa hdgskolan
som var intervjuarens arbetsplats. Innan intervjun paborjades fick deltagaren pa nytt
information om studiens syfte och ett skriftligt samtycke inhdmtades. Intervjun, som
utgick fran en semistrukturerad intervjuguide (Brinkmann & Kvale, 2015), inleddes
med ingangsfragor om existentiell ensamhet, och féljdes av frdgor om deltagarens
tankar och erfarenheter om rollen som volontar. Det fanns fragor om hur deltagaren
paverkades av att mota existentiell ensamhet hos de aldre som de traffade genom sitt
volontaruppdrag samt om de som volontarer hade behov och tillgang till stéd om det
behovdes. Uppfoljningsfragor som “Hur menar du?”, ”Kan du utveckla det?” och
”Om jag uppfattar dig ratt, menar du att ...” stilldes och deltagarna gavs mgjlighet att
gora tillagg innan intervjun avslutades. De stddanteckningar som gjorts under
intervjuns gang sammanfattades muntligt med majlighet for den intervjuade
volontéren att bekrafta eller lagga till. De individuella intervjuerna varade mellan 45
och 97 minuter (median 72 minuter) och ljudinspelades och transkriberades ordagrant.

Delstudie IV

Enkét

Den enkaét till enhetschefer som anvéndes i delstudie 1V designades speciellt for
studien med inspiration av resultat fran delstudie 1-111 och LONE-studien. For att

skapa s valida fragor och svarsalternativ som majligt diskuterades enkéatfragorna vid
ett seminarium med andra forskare, och en testenkat skickades till projektgruppen
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inom LONE. Dessutom testades enkéatfrdgorna dven av en person med tidigare
erfarenhet som enhetschef med hjélp av think-aloud-metoden (Dillman m.fl., 2014).
Fragorna och svarsalternativen justerades efter de kommentarer som framkom.
Enkéaten bestod av demografiska fragor om enheten och om chefen, och fragor om
chefens syn pa vardpersonals och volontarers majligheter och hinder, samt behov av
stod, i att mota aldre personers existentiella fragor. Enkéten var uppdelad i fem teman
med fragor om enheten, existentiell ensamhet och existentiella fragor, vardpersonal,
volontarer och chefen. Den innehdll bade fasta och Gppna svarsalternativ. De fasta
svarsalternativen bestod frdmst av Ja, Nej eller Vet inte eller flersvarsalternativ med
mojlighet att lagga till egna svarsalternativ eller att skriva i fritext utan
ordbegransning. Néar det géller de 6ppna fragorna fanns maéjlighet for respondenterna
att svara med egna ord utan ordbegransning (se Appendix). Alla fragorna redovisas
dock inte i studien, och en frdga utgick pa grund av ett tekniskt misstag dar
svarsalternativen presenterades i inkorrekt ordning.

Enkaten séndes ut via e-post under perioden 15 maj till 28 juni 2019. | e-
postmeddelandet fanns enkaten som en lank, men &ven en lank till en tvaminuters
introduktionsfilm och ett informationsbrev. Brevet bestod av information om syftet
med studien, att deltagandet var frivilligt, hur svaren skulle hanteras och forvaras
enligt lag samt namn och kontaktuppgifter till forskarna. Utdver det forsta
meddelandet skickades tre paminnelser, men da endast till de som inte besvarat
enkéten.

Det webbaserade enkatverktyget, Evasys, anvandes for design, distribuering samt
lagring och skydd av enkatsvar. Via Evasys forinstalldes datum och klockslag for
utskick. Evasys skickar aven automatiskt ut paminnelser till de forinlagda e-
postadresser som annu inte besvarat lanken. Evasys ar konstruerat sa att man inte kan
se vilka som besvarat lanken eller koppla svaren till ndgon enskild chef eller enhet.
Né&r enkaten stangts fordes de insamlade svaren automatiskt over till Excel och SPSS.
Svaren ar avidentifierade och har endast ett nummer och placeras i den ordning de
inkommit.
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Analys

Delstudie |

| delstudie | anvéndes en deduktiv-induktiv ansats som vaxte fram under processens
gang och baserades pa sa kallade reflekterande beslut, vilket kan vara en medveten
strategi i kvalitativa studier (Polit & Beck, 2012). | den forsta fasen, den deduktiva,
anvéndes en begreppsdriven strategi beskriven av Schreier (2012). Den baserades pa
ett teoretiskt ramverk av van Deurzen (1998; 2012) som sedan foljdes av induktiv fas
i kombination med en tolkande ansats.

Analysen genomfordes i fyra steg. | det forsta steget lastes alla intervjuer for att fa en
overblick och en uppfattning om helheten. | materialet framtradde vardpersonalens
moten med existentiell ensamhet hos dldre personer och att existentiell ensamhet tog
sig olika uttryck. Beréttelser om personalens erfarenheter identifierades i relation till
syftet och extraherades ur texten. | det andra steget strukturerades dessa berattelser
enligt en analytisk mall inspirerad av filosofen och psykologen Emmy van Deurzens
ramverk. Det inkluderar fyra dimensioner av livsvérlden: den fysiska vérlden, den
sociala vérlden, den personliga varlden samt den spirituella och andliga vérlden (van
Deurzen, 1998; 2012) (tabell 7). Detta steg var begreppsdrivet (Schreier, 2012), och
deduktivt, dar en redan existerande teori, livsvarldsteorin, anvdndes som en
sorteringsram for berattelserna. | det tredje steget stalldes analytiska fragor till texten:

- Vilka kompetenser och formagor anvander personalen i motet och i
tolkningen av den &ldre personens existentiella ensamhet?

- Vad har personalen for uppfattning och tolkning av den aldre personens
existentiella ensamhet?

- Hur beskriver personalen att existentiell ensamhet uttrycker sig?

- Vad éar personalens egna upplevelser av att méta den aldre personens
existentiella ensamhet?

| det fjarde steget anvandes svaren pa de analytiska fragorna som grund for att finna
monster och kategorier som beskriver de utmaningar som personalen stélldes infor i
motet med den &ldre personens existentiella ensamhet. De dvergripande kategorierna
beskriver hinder i motet.
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Tabell 7. Beskrivning av de fyra dimensionerna av van Deurzens teori om livsvirlden (van
Deurzen, 1998; 2012).

Benimning Beskrivning

Den fysiska vérlden Den mest grundliggande vérlden av de fyra, baserad pé
antagandet att den ménskliga existensen dr grundad i kroppen, och
inkluderar en relation till naturen, kroppen och sig sjélv pa ett

fysiskt plan.

Den sociala vérlden Den vérld som handlar om den ménskliga existensen i relation till
andra. Det handlar om sociala interaktioner i vardagliga moten
och i relationer i den offentliga vérlden, och som &r en oundviklig

del av livet.

Den personliga vérlden En vérld av nérhet, till sig sjdlv och i andra nédra relationer. En
psykologisk dimension som inkluderar privata erfarenheter och

identitet.

Den spirituella och andliga varlden Den vérld som skapar mening, om personens kontakt med
abstrakta vidrden i livet och ideala vdrden. Om spirituella och
andliga tankar, tro, Overtygelser och Onskningar om livet och

vérlden bortom den egna personen.

Delstudie Il

Delstudie II genomférdes som en multiple case-studie med holistisk ansats (Stake,
1995; Merriam, 2016). Denna design lampar sig vl nir man vill utforska avgriansade
och definierade system eller enheter, sdsom olika kontexter. I denna studie bildade de
fyra vardkontexterna hemvard, sirskilt boende, sjukhus samt palliativ vard var sitt
case. De case som ska studeras bestar enligt Stake (1995) av sa kallade multiple
realities. Dessa ska beskrivas och bevaras trots att de innehaller motsédgelser, vilket
kan tolkas som att géra det komplexa begripligt utan att forenkla sa att komplexiteten
forsvinner. Analysen genomfordes i tvé steg och med en induktiv analytisk ansats. [
det forsta steget analyserades varje vardkontext som ett case, sa kallad within-case
analysis. Vid genomlédsning av texterna som delats in i fyra case kunde tre teman
urskiljas, det som handlade om 1) vardpersonalens syn pa vad som utlost existentiell
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ensamhet, ii) omgivningen och platsen dar varden gavs samt iii) relationer och
vardpersonalens roll i férhallande till &ldre personers existentiella ensamhet. Utifran
dessa teman skapades en berattelse, som ett portratt, av varje vardkontext (Merriam,
2016). Det andra steget bestod av en sa kallad cross-case analysis, en genomgaende
analys av alla case dar de jamférdes och kontrasterades avseende skillnader och
likheter mellan vardkontexterna angaende orsaken, platsen och vardpersonalens roll
(Creswell, 2007; Merriam, 2016).

Delstudie Il

Intervjumaterialet i delstudie 111 analyserades med konventionell innehallsanalys
enligt Hsieh och Shannon (2005) som beskriver tre varianter av innehallsanalys:
konventionell, riktad och summativ. Den konventionella analysen valdes eftersom den
rekommenderas nar det inte finns nagra existerande teorier och modeller som kan
anvandas. | denna studie, med fokus pa volontarers erfarenheter av att méta aldre
personer och existentiell ensamhet, bedomdes att det inte fanns nagon teori eller
modell att utga fran. | den konventionella analysen, som ar induktiv, vaxer koder och
kategorier succesivt fram under analysprocessen. For att fa dverblick och en kansla
for materialet lastes i ett forsta steg fokusgruppsintervjuer och individuella intervjuer
som en helhet. Dérefter diskuterades intrycken av texten. Eftersom de individuella
intervjuerna bedémdes innehalla mer personlig och djupgdende information
bestdmdes att analysen skulle starta med dem. | enlighet med beskrivningen av
metoden identifierandes meningsenheter som sedan kodades och sammanstalldes i ett
kodningsschema. Darefter analyserades fokusgruppsintervjuerna pa samma satt. Nar
alla intervjuer var kodade sorterades de efter sitt innehdll i sammanlagt 13 sa kallade
”meningsfulla kluster” som véxte fram under sorteringen. Under hela processen fanns
en rorelse fram och tillbaka mellan texten, koderna, Klustren och preliminédra
kategorier, innan de fyra kategoribendmningarna faststalldes. Det &r enligt metoden
aven mojligt att identifiera hur kategorierna relaterar till varandra (Hsieh & Shannon,
2005). P4 sa satt naddes en Gvergripande forstaelse av materialet.

Delstudie IV

Enkatsvaren i delstudie 1V analyserades med deskriptiv statistik déar svaren
presenterades i siffror och procent. Valet att anvanda enbart deskriptiv statistik
baserades pa att svarsfrekvensen var 29 procent, och att materialet darfor inte lampade
sig for gruppjamforelser. De 6ppna fragorna dar manga respondenter svarat i fritext



sammanstélldes. Svaren grupperades efter dess innehall och presenterades i
beskrivande form med illustrerande utdrag fran texten. De fragor som genererade flest
fritextsvar gallde de tva fragorna om samtal om existentiella fragor mellan personal
och de é&ldre, och i arbetsgruppen. Andra fragor med manga fritextsvar handlade om
ytterligare behov av stdd till personal samt vilka hinder det fanns i organisationen for
att ge stod (for en beskrivning av frdgorna, se Appendix).
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FORFORSTAELSE

Enligt min erfarenhet som sjukskéterska ar existentiella fragor nagot som man som
personal stalls infor, ofta i det enskilda motet med patienter eller narstdende. Néar det
galler aldre personer ar min erfarenhet att dessa fragor finns hos manga, mer eller
mindre uttalat. Jag tror att métet mellan méanniskor i vardande sammanhang ar viktigt
for bada parter och jag tror att det & mojligt att vara personlig i métet med den aldre
utan att tappa sin professionalitet. Som personal tar vi pa oss en professionell roll i
yrket, men det personliga finns med oss hela tiden. Det finns ocksa nagot starkande i
ett akta och dmsesidigt mote, samtidigt som det kan vara emotionellt kravande. |
borjan av mitt avhandlingsarbete och i uppstarten av LONE-studien var min
uppfattning att existentiell ensamhet hos skéra éldre i huvudsak handlade om déendet
och ddden, och livets sista tid. Det & en uppfattning som har &ndrats under
avhandlingsarbetet eftersom det fér mig blev allt tydligare att det handlade om livet
saval som doendet och doden, men ocksa den aldrande kroppen och att inte kanna
igen sig eller trivas i tillvaron.

Inledningsvis i LONE-studien och infér uppstart av mina delstudier har jag skrivit ner
min forforstaelse och i samband med det funderat 6ver vad den bestar av. Inom ramen
for LONE-studien har jag varit en del av projektgruppen dar analyser och resultat fran
de olika studierna har presenterats och diskuterats. Inte minst nar vi har traffat
referensgruppen har det getts goda mojligheter att diskutera och stdimma av resultat
och fa synpunkter fran personer som har helt andra erfarenheter. Darigenom har jag
fatt mojlighet att fundera 6ver min forforstaelse.

Eftersom forforstaelsen delvis &r dold for en sjalv, har jag forsokt att ifragasatta och
kontinuerligt reflektera Over den. Inte minst i samband med analysarbetet i de
kvalitativa studierna. Det ar viktigt att vara medveten om sin forforstaelse och for mig
har ett satt varit att diskutera resultatet med andra manniskor bade inom och utanfor
forskargruppen och pa sa satt ta del av andras uppfattningar, men ocksa vara beredd
att omvardera mina egna. Tidigare erfarenhet kan guida en vidare i forskning och
analysarbete, men ocksa begransa genom att man har forgivettagna forestallningar.
S&, med andra ord, kan erfarenhet av vard vara bade en risk och en tillgang. En risk
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for att man tolkar intryck och datamaterial med sin tidigare forforstaelse, samtidigt
som erfarenhet &r nagot att relatera till nar det géller resultatens relevans och rimlighet.
Min erfarenhet av volontérer och volontérorganisationer var ytterst begransad innan
studierna genomfordes och jag hade inte nagra direkta forestallningar mer an
nyfikenhet om vad som motiverar till volontaruppdrag och om de kunde erbjuda nagot
som inte vardpersonalen kunde. Det fanns ocksa en tanke om att det kunde vara
utmanande och pafrestande att vara volontér och att man darfor som volontéar kunde
behdva stod. Nar det géller enhetscheferna sa var min forestéllning att de hade en hog
arbetsbelastning och darfor inte gav det stod som vardpersonalen behovde. Aven om
forforstaelsen har mindre betydelse i kvantitativa studier sa &r det inte ovasentligt.
Enkatfragorna diskuterades inom forskargruppen samt med andra forskare vid ett
seminarium for att fler personer skulle bidra med sina perspektiv pa frdgornas
utformning.

Det som har 6verraskat mig och gjort intryck pa mig i samband med datainsamlingen
ar deltagarnas engagemang trots den osdkerhet manga kande infor att mota de aldre
och samtala om existentiell ensamhet med dem. Det forvanade mig att vardpersonalen
i flera av intervjuerna namnde att de existentiella fragorna skulle Gverlatas till ndgon
annan, till exempel en prést eller kurator, trots att det var till personalen som de &ldre
vande sig.
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ETISKA ASPEKTER

I denna avhandling har de fyra etiska principerna autonomiprincipen, att inte skada,
att gora gott och rattviseprincipen (Beauchamp & Childress, 2013) samt
Helsingforsdeklarationens etiska principer (WMA, 2013) varit vdagledande.
Etikprovning for LONE-studien som helhet ar genomfoérd i enlighet med lag om
etikprovning (SFS 2003:460) och delstudierna | och Il &r godkanda av Etik-
prévningsndmnden i Lund, diarienummer 2014/652. En kompletterande etikprévning
for delstudie 111 gjordes med diarienummer 2018/715, Etikprévningsndmnden i Lund.
Delstudie 1V beddmdes inte omfattas av Etikprovningslagen eftersom de fragor som
ingick i enkéten inte var av personlig karaktér eller gallde enhetschefernas egen hélsa.
Néagra andra kansliga personuppgifter som innefattas av Etikprévningslagen
efterfragades inte heller. Vi som forskare kunde inte hérleda de inkomna enkétsvaren
till enskilda personer.

Autonomiprincipen

Beauchamp och Childress (2013) definierar autonomiprincipen som végledande for
beslut i hélso- och sjukvard och forskning och innefattar férutom en respektfull
hallning &ven ett respektfullt agerande. For att respektera manniskors
sjalvbestammande grundade sig samtliga studier pa en informerad samtyckesprocess
(Kjellstrém, 2012). Information om projektet till de olika verksamheterna gavs i
samband med arbetsplatstréffar (I, 11), i de flesta fall av personer i projektgruppen.
Utover den muntliga informationen l&mnades dven skriftlig information for att alla
skulle fa ta del av samma information och ges majlighet till betanketid. For att undvika
paverkan fran forskarna anmalde sig de som var intresserade att delta i en
fokusgruppsintervju direkt till en utsedd kontaktperson i respektive verksamhet.
Dessa namn  formedlades sedan vidare till  projektgruppen. Innan
fokusgruppsintervjuerna paborjades, vilket i de flesta fall skedde inom 4-6 veckor,
upprepades informationen och majlighet att stalla fragor gavs. For att ytterligare
stdrka deltagarnas sjélvbestdmmande hade kontaktpersonen i verksamheten en
checklista att folja med information om allménna forskningsetiska principer,
exempelvis frivillighet och att det inte var tillitet med patryckningar vare sig fran
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forskarna eller ndgon annan person. Trots det finns inga garantier och patryckningar
kan ske subtilt. Deltagande i forskning baseras pa frivillighet och detta poangterades
igen i samband med alla elva fokusgruppstillfallena dar maojlighet fanns att avsta fran
deltagande utan att behdva ange orsak. Nér det géller ambulansverksamheten som
deltog i delstudie 1 rekryterades deltagarna pa ett annorlunda satt eftersom
verksamheten inte ingick i LONE-studien. | stéllet togs personliga kontakter med
presumtiva deltagare. Fokusgruppsintervjun genomfordes pa ambulanspersonalens
arbetsplats under dagtid.

Datainsamlingen till studien om volontérer (111), strackte sig 6ver en langre tid, da de
forsta fokusgruppsintervjuerna genomfoérdes hosten 2014 och resterande 2017-2018.
Det innebar att tiden mellan att presumtiva deltagare kontaktades och tillfragades om
de ville delta i efterféljande individuella intervjuer varierade, mellan ett par veckor
till 1,5 ar och i ett fall 4 ar. Till en del av personerna fanns postadresser, till andra
fanns det e-postadresser och till ytterligare ett par fanns det enbart telefonnummer
som kontaktuppgifter. | forsta hand skickade jag brev eller e-post med
informationsbrev dér jag bad de presumtiva deltagarna att kontakta mig om det
fortfarande fanns ett intresse av att vara med. Ovriga kontaktade jag per telefon.
Eftersom jag inte genomforde alla fokusgruppsintervjuerna hade jag inte traffat dem
alla tidigare. Det medforde att jag infor varje telefonsamtal medvetet stravade efter att
vara koncentrerad och lyhérd for eventuell tvekan hos de presumtiva deltagarna. En
del av de uppringda volontarerna mindes studien direkt och var positiva till att delta,
medan andra var mer pa sin vakt. | de senare fallen var jag noggrann med att patala
att det var frivilligt och hur jag hade fatt deras kontaktuppgifter, i syfte att inte orsaka
obehag. Det kan kannas 6verrumplande att bli kontaktad efter sa lang tid, inte minst
av en person man inte tidigare tréffat. Ett informationsbrev skickades sedan hem med
posten utom till dem som redan vid telefonsamtalet tackade nej. For att varna om
autonomiprincipen kom vi 6verens om att de skulle kontakta mig om det fanns
intresse, for att inte ndgon skulle kanna sig pressad att delta eller behdva tacka nej.
Om de sedan inte horde av sig togs det som ett nej och ingen mer kontakt togs fran
min sida.

Principerna att inte skada och gbéra gott

Principen att inte skada (Beauchamp & Childress, 2013) &r viktig inom forskning.
Skada eller lidande ska undvikas eller minimeras och far inte dverstiga nyttan av
forskningen. For att inte stdra verksamheterna i onédan genomférdes datainsamlingen
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under en koncentrerad tidsperiod i respektive verksamhet och till enbart ett fatal
verksamheter 1 taget. Datainsamlingen for delstudie I och II, det vill sdga
fokusgrupper med vérdpersonal, genomfordes under 2015 och 2016 och under
samma period som andra personer i projektgruppen genomférde individuella
intervjuer med dldre personer och deras nirstdende i respektive verksamhet.

Flera olika professioner deltog i fokusgrupperna (I, II). I manga organisationer finns
det hierarkier dér vissa grupper eller professioner har mer inflytande dn andra och
det kan i nadgon av fokusgrupperna ha haft inverkan, atminstone inledningsvis. Ofta
vill ménniskor framstd i god dager och att ge en bild av sig som motsvararar den
egna sjdlvbilden. Detta beskrivs som framtrddandestrategier enligt sociologerna
Burkes och Stets (refererad i Nystrom, 2012). Det kan handla om att férsvara sin
sjéilvbild bade utifran profession och/eller sin plats och position pé arbetsplatsen. Det
kan ocksd uppstd en krock mellan olika kunskapssyner och risken okar ju mer
heterogen en grupp &dr. I merparten av fokusgrupperna var sjukskdterskor och
underskoterskor i majoritet, medan det i vissa fokusgrupper fanns nidgon som var
ensam om att representera sin profession. Det skulle potentiellt kunna orsaka en
kinsla av att vara utsatt om man blev ensam om att forsvara ett sitt att ténka eller
gora. For att skapa en tillitande atmosfdr, och inte skada, inleddes varje
fokusgruppsintervju med att forklara upplidgget och att det inte fanns rétta eller
felaktiga svar utan det som efterfrigades var deras erfarenheter av existentiell
ensamhet hos dldre personer.

Datamaterial har forvarats inldst och kommer att férvaras inlést sa att ingen obehorig
fér tillgang till materialet sa linge det ska arkiveras (SFS 1990:782). Ljudfiler forvaras
separerade fran information som gér att koppla till enskilda personer. Hogskolan
Kristianstad har ett overgripande ansvar for forskningsdata och foljer riktlinjerna
enligt dataskyddsforordningen, GDPR (Datainspektionen). Fokusgruppsintervjuerna
genomfordes under arbetstid och péa personalens arbetsplats, vilket medfor att kollegor
och chefer kan ha kdnnedom om vilka som deltog. Vid presentation av resultat i
vetenskapliga publikationer och vid konferenser kommer sirskild vikt att laggas vid
att enskilda personer eller verksamheter inte ska kénnas igen eller identifieras for att
inte orsaka skada genom att ndgon kédnner sig utpekad. Information av konfidentiell
och privat karaktdr som framkommit i samband med intervjuer ges i fortroende och
tillit (Beauchamp & Childress, 2013). Att missbruka konfidentialitet och fortroende
som forskare dr oetiskt och kan forutom lidande och obehag skapa misstro mot
forskning i allménhet och framtida deltagande i studier i synnerhet.
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Personal inom olika professioner som moter skoéra daldre personer i olika
vardsammanhang har ofta en erfarenhetskunskap, ibland som tyst kunskap, som &r
vardefull att fanga. Under strukturerade former kan mojligheten att fa samtala och
reflektera éver moten med &ldre personer upplevas meningsfullt. Detta géller aven
situationer som kan upplevas svara. Det skulle kunna ses som att géra gott och vara
till gagn for deltagarna i fokusgruppen. Trots det &r det inte uteslutet att samtal om
existentiell ensamhet hos de aldre personer som de métt i sitt arbete kan vacka obehag
eller samvetsstress.

Réattviseprincipen

Med hanvisning till rattviseprincipen (Beauchamp & Childress, 2013), som handlar
om rétt till lika behandling med hénsynstagande till individers olikheter, bor olika
roster komma till tals i forskning. | denna avhandling ingick férutom vardpersonal
fran olika kontexter aven volontarer fran olika organisationer och enhetschefer inom
vard och omsorg. Genom att belysa ett fenomen ur olika perspektiv kan vardefull
kunskap vinnas. Volontarer kan dven ses som samhéllsmedborgare och ge ett annat
perspektiv an personal inom halso- och sjukvard och vard och omsorg. Nar det géllde
urvalet av enhetschefer sa skedde det slumpvis utan att ta hansyn till nagra specifika
egenskaper hos cheferna, verksamheterna eller var i landet de arbetade. Utifran
réttviseprincipen innebar det slumpvisa urvalet darfor att alla hade lika stor méjlighet
att ingd i enkatstudien.
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RESULTAT

Vardpersonalens erfarenheter av existentiell ensamhet

Vardpersonalens berattelser om existentiell ensamhet handlade om vardagliga
situationer i varden. De uppfattade att existentiell ensamhet kunde ta sig olika uttryck
hos skora &ldre personer i samband med aldrande, sjukdom och livets slut.
Vardpersonalen uppfattade att det var en kansla som inte var bestandig, d&ven om det
hos vissa aldre personer var en aterkommande kansla som kunde vara kopplad till
specifika situationer. | berattelserna framkom de svarigheter som personalen upplevde
i att mota existentiell ensamhet. Det fanns personal som lyckades ta sig forbi hindren
och sin osékerhet, men inte alla. Resultatet presenteras forst i form av egenskaper som
ar betydelsefulla for att tolka och forsta, darefter olika hinder som personalen
upplevde (1). Resultatet presenteras aven i relation till skillnader mellan vardkontexter
i personalens uppfattningar om orsaker till existentiell ensamhet (I, I1).

Betydelsefulla egenskaper for att tolka och forsta

I vardpersonalens beréttelser framkommer flera egenskaper och férmagor som é&r
betydelsefulla for att tolka och forsta existentiell ensamhet. Oavsett de hinder som
upplevdes i métet fanns det berattelser dar det framkom exempel pa hur personalen
anvénde egenskaper och formagor for att forstd och méta existentiell ensamhet. Det
handlade om egenskaper som empati, medkénsla, mod, nyfikenhet och en dppenhet
infor en annan persons situation. Férmagor som var vérdefulla i métet handlade om
att kunna lyssna, reflektera och byta perspektiv for att sdtta sig in i den andres
livsvarld, utan att vardera eller déma. Att ha kidnnedom om den aldres liv, bade som
det har varit och som det &r nu, var betydelsefullt. Att ha kunskap om den historia och
kultur som har préglat de aldre, och hur samhallet har foréndrats, var viktigt for att
tolka och forsta dldre personers situation generellt, och for att kunna maéta existentiell
ensamhet och existentiella fragor i synnerhet. De tillfallen nar personalen fick
fortroendet och mdjligheten att dela en annan persons innersta tankar var speciella.
Dessa méten stannade kvar i minnet hos personalen, ofta under manga ar (1).
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Vardpersonalens beskrivning av hinder i motet

Osékerhet nar den skora kroppen begransar

Vardpersonalen upplevde osakerhet nar den aldres skdra kropp begrénsade
kommunikationen och interaktionen med andra. Det kunde handla om kognitiv svikt
som vid demenssjukdom, nedsatt horsel och syn, eller svar smarta. De tolkade
upplevelsen av existentiell ensamhet som att vara ledsen, 6vergiven, kanslor av
angest, radsla, att vara sarbar och isolerad. Nar kroppen var en begransning for att
uttrycka sina upplevelser tolkade personalen existentiell ensamhet som en oférmaga
att fly fran situationen, att vara démd att se pa varlden och vad som sker utan att vara
en del av den, eller att leva i en varld for sig sjalv. Nar personalen inte kunde tolka,
forsta och hjélpa kande de sig osakra, otillrackliga och maktlésa. | vissa fall kéande de
ocksa medkansla och vemod. Kénsla av otillracklighet vécktes av att inte kunna na
eller forstad utan i stallet behdva gissa sig till vad den &ldre behévde (1).

Motstand nar behoven upplevs omattliga

Vardpersonalen upplevde ett motstand hos sig sjalva nar den &ldres behov av social
kontakt upplevdes som omattliga och svara att tillgodose. De uppfattade att den aldres
langtan efter kontakt tog sig olika uttryck som hemléngtan, hjélpsokande och angest,
men aven ilska, radsla infor doden eller infor att behdva do ensam. Den aldres forsok
till att skapa méansklig kontakt och langtan efter narhet uppfattades som ett uttryck for
existentiell ensamhet, vilket kopplades till en kansla av att vara osynlig och bortglomd
av omvarlden. Nar personalen inte kunde tillgodose den &ldres krav och énskemal
vackte det en kansla av forsvar hos dem sjélva som gjorde att de ville distansera sig.
Personalen kénde sig frustrerade och otillréckliga nér de inte kunde tillgodose den
aldres behov, eller fylla det inre tomrummet, oavsett vad och hur mycket de &n gjorde

().

Osékerhet i hur man ska ta sig igenom den personliga skyddsmuren

Vardpersonalen upplevde osakerhet nar de aldre upplevdes avskarma sig och bygga
upp en personlig skyddsmur mot néra relationer. Det uppfattades som en ovillighet att
dela sin privata sfar, vilket utgjorde ett hinder i relationen. Dessa éldre uppfattades
vara personer som alltid levt enligt egna regler och inte litat p& andra an sig sjalva.
Uttryck som angest, bitterhet och ilska kopplades till existentiell ensamhet som en
reaktion pa personens oférmaga att uppratthélla sina livsregler och sitt oberoende.
Personalen uppfattade att det fanns en ambivalens mot att slappa kontrollen och sléppa
in andra. Personalen kande sig osékra pa vilka de skulle lata vara och vilka de skulle
forsoka na. Med intuition och kénsla i situationen beskrev personalen hur de lyckats
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hitta en glipa och en vag in, forbi den osynliga skyddsmuren, utan att gora intrang i
den personliga integriteten. Méten med existentiell ensamhet kdnnetecknades hér av
personalens engagemang och vilja att na den &ldre och kénsla av ansvar for att stodja
den &ldre. Om de inte blev insldppta kdnde de att de inte gjort tillrackligt (1).

Radsla och svarigheter att méta existentiella fragor

Vardpersonalen upplevde radsla och svarigheter infor att mota och samtala om
existentiella fragor, bade hos sig sjalva och hos de aldre som de métte. Nar personalen
stalldes infor den aldres existentiella fragor om livet, kunde de kanna in den &ldres
angest och vanda, meningsléshet och besvikelse. De kéanslorna kopplades till
rotloshet, Gvergivenhet och hoppldshet som gallde tiden som varit, men ocksa om
meningen med livet i nuet och infor framtiden. Grubblerier om skuld och énger, men
ocksa de aldres tankar infor doden, aterfanns i personalens berattelser. Tankar om
brustna relationer och val som gjorts tidigare i livet, men ocksa uttryck for att vara
vardelds och att inte langre vara till nytta for nagon, att kanna sig som en framling i
samhallet, beskrevs som tecken pa existentiell ensamhet. Personalen beskrev att det
fanns dldre som hade svarighet att i ord beskriva sina kanslor och tankar om
existentiella fragor eller att kdnna sig ensam pa djupet. Det kunde ta sig uttryck i att
personen fokuserade pa sin kropp, tecken pa svaghet och forsamring, och genom att
de sokte kontakt med personal. Trots att personalen kunde kanna igen tecknen pa
existentiella grubblerier, hindrades de av sin egen radsla och svarigheter att samtala
om existentiella fragor. Att stéllas infor existentiell ensamhet och existentiella fragor
vackte funderingar hos personalen sjélva. Att mota och samtala om existentiella fragor
forutsatter, enligt personalen, bade sjalvkannedom och mod. En annan reflektion var
vikten av att prioritera existentiella samtal och att prata om déden och déendet innan
det &r forsent (1). (Se figur 1.)



Osdkerhet nar den skora kroppen
begransar

Att kommunicera och forsta varandra
trots att den skora kroppen utgor ett
hinder.

Motstand nir behoven upplevs
omattliga

Att ha kraft att stanna kvar i métet utan
att distansera sig, trots att behoven av
kontakt ar svara att tillgodose.

Vardpersonalens
upplevda hinder i
motet

Osdkerhet i hur man ska ta sig igenom

! Réadsla och svarigheter att mota
den personliga skyddsmuren

existentiella fragor
Att hitta “glipan” och ta sig igenom den
personliga skyddsmuren hos den dldre
utan att géra intrang pa dennes
integritet.

Att ha mod att stanna kvar och finna satt
att samtala med den aldre om livet,
mening, skuld, anger och dod.

Figur 1. Vardpersonalens beskrivning av hinder i motet.

Vardkontextens betydelse for existentiell ensamhet

Vardplatsen hade betydelse for existentiell ensamhet och for vardpersonalens
forutsattningar att mota skora aldre personers behov. Att ge vard i hemmet, som i
hemvard och inom palliativ vard, respektive pa institution, som pa sarskilt boende,
sjukhus och inom palliativa slutenvardavdelningar, innebar olika forutsattningar (11).

Hemvard

I hemvard beskrev personalen att existentiell ensamhet handlade om att den &ldre
personen saknade sitt tidigare liv, att inte langre kénna sig behdvd eller att inte langre
kunna leva sjalvstandigt och ha en meningsfull tillvaro i sitt eget hem. Existentiell
ensamhet uppfattades ocksa kunna uppstd nar den &ldre personen inte langre hade
nagon som kunde dela och relatera till minnen, tankar, varderingar och betydelsefulla
livshandelser. Kontinuitet och att kdnna den &dldre underléttade existentiella samtal.
Trots att personalen kopplade existentiell ensamhet till doden var det sallan nagot man
pratade med de aldre om (11).
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Séarskilt boende

Pa sarskilt boende beskrev personalen att existentiell ensamhet handlade om relationer
och forlust av betydelsefulla personer i sitt liv, eller om konflikter och déliga relationer
till sina barn och sin familj. Existentiell ensamhet relaterades till ké&nslor av
framlingskap infor sig sjalv, sin kropp och i relation till andra personer pa boendet.
De beskrev vikten av att bygga relationer och menade att berdring var
relationsskapande och ett sétt att minska existentiell ensamhet. En del personal
undvek existentiella samtal eftersom de kande sig obekvama medan andra ansag att
det var viktigt. Personalen pa sarskilt boende kopplade existentiell ensamhet till att
narma sig sin egen dod, men det férekom sallan existentiella samtal om exempelvis
tankar kring doden eller vad som sker efterat. Aven de som hade erfarenhet av samtal
om existentiella fragor med de &ldre undvek eller bytte ofta &mne nar déende och dod
kom pa tal (11).

Sjukhus

Pa sjukhus hade personalen inte reflekterat 6ver vad existentiell ensamhet kunde bero
pa, inte heller samtalade som regel personalen med de aldre personerna om deras
existentiella funderingar. Personalen uppfattade att existentiell ensamhet handlade om
livets slut, nagot som var svart att satta ord pa och darmed svart att samtala om. Dock
fanns det personal som dnskade att samtal om existentiella fragor varit en naturlig del
av varden pa sjukhus. Personal pa sjukhus sag sig inte som ett stod eller samtalspartner
till den aldre om existentiella fragor. Att vara lyhord for existentiella fragor och
existentiella aspekter av doden ansags i stallet vara en personlig egenskap och
formaga, och ensamhet i allmanhet och existentiell ensamhet var inget som personalen
pa sjukhus pratade om med den é&ldre eller i arbetsgruppen (I1).

Palliativ vard

Inom palliativ vard beskrev personalen att existentiell ensamhet i huvudsak handlade
om ddden och att det var en kansla som kom inifran och som man inte kunde fly ifran.
Existentiell ensamhet uppfattades ocksa handla om brist pa mansklig och kroppslig
kontakt, en kansla att vara 6vergiven. Det tog sig uttryck i att den aldre ville halla
handen och sokte efter kontakt genom att vilja halla handen och kénna narhet av en
annan manniskas. Personal inom palliativ vard anség att det var en viktig del av deras
roll att skapa meningsfulla relationer med patienterna och att fanga upp existentiella
funderingar. Samtidigt fanns det personal som uttryckte att existentiella fragor
tillhérde den privata sfaren, inklusive sin egen och darfor undvek existentiella samtal.
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Aldre personer uppfattades ha lattare for att dela med sig av sina livsherattelser &n
yngre personer. Vid sjukdom och nar man kénner sig svag ansags berattandet ha
sarskilt stor betydelse. Det sags som ett satt att fa syn pa sig sjélv igen, i en tid av
forandring och forlust av formagor och nar insikten nar en att det inte langre finns
nagon atervando. Genom att dela tankar och kéanslor med en annan méanniska kunde
patientens existentiella ensamhet skingras, atminstone for en stund. Personalen
beskrev hur existentiella samtal kunde uppsta i samband med omvardnadssituationer,
vid berdring och fysisk kontakt, och i tystnad utan krav. Att sanka tempot, vénta in
och lata den &ldre personen prioritera vad som skulle goras, i stéllet for att lata rutiner
styra, var betydelsefullt (11).

Skillnader och likheter mellan olika vardkontexter

Det fanns bade skillnader och likheter nar det gallde intentionen med varden, dar det
i hemvard och sarskilt boende var att skapa en meningsfull vardag, medan malet pa
sjukhus var att bota, med fokus pa utskrivning. | palliativ vard var syftet att ge en god
vard i livets slut. Det fanns aven skillnader och likheter, men ocksa motségelser nar
det gallde platsens betydelse och vardkontextens inverkan pa existentiell ensamhet.
Hemmet som plats bidrog till att bevara den &aldre personens identitet. Trots att
personalen beskrev att hemmet i huvudsak underlittade att bibehalla den aldres
sjalvbild och identitet, s& beskrev personal i hemvard att hemmet ocksa kunde vara
isolerande for den aldre, och personal i palliativ vard uttryckte att hemmet som plats
kunde foréndras i takt med att den &ldre blev alltmer beroende av andra ménniskor.
Platsen som trygghet beskrevs av personal pa sjukhus, palliativ vardavdelning och pa
sarskilt boende, men det fanns motségelser. Exempelvis kunde sjukhusavdelningen
som milj6 och plats hindra existentiella samtal eftersom det saknades avskilda platser.
En palliativ vardavdelning kunde, trots trygghetsskapande atmosfar, vara en
paminnelse om att personen aldrig mer skulle kunna komma hem. P4 sarskilt boende
kunde den aldre personens rum ses som en fristad, medan gemenskapsutrymmena som
matsal och allrum i stéllet kunde bidra till att den dldre kénde sig som en framling
bland de andra (11).

Resultatet visar att det finns skillnader mellan olika vardkontexter nar det galler
vardpersonalens uppfattningar om existentiell ensamhet och varfor den uppkommer.
I alla fyra vardkontexterna hemvard, sarskilt boende, sjukhus och palliativ vard
relaterades existentiell ensamhet till doden, om &n i varierande grad medan i hemvard
och pa sérskilt boende var uppfattningen att existentiell ensamhet i huvudsak handlade
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om livet. Regelbunden handledning och organiserade moten for reflektion erbjods till
vardpersonalen i palliativ vard som en integrerad del av verksamheten, vilket
saknades bade i hemvard och pa sarskilt boende. Pa sjukhus fanns inget formaliserat
stod for existentiella fragor och personalen erbjods inte heller handledning (11).

Volontarers erfarenheter av att mota olika ensamheter

Den Overgripande forstaelsen av att vara volontar handlade om att vara en
medmanniska och lindra ensamhet hos andra och sig sjalv (figur 2). Volontarers
erfarenheter av aldre personers ensamhet i allménhet och existentiell ensamhet i
synnerhet, har bade likheter och skillnader med vardpersonalens. Volontirerna
traffade aldre personer i olika kontexter, det vill sdga i den &ldre personens hem, pa
sarskilt boende, pa sjukhus och pa olika motesplatser. Darfor traffade de ocksa aldre
personer som annu inte var i nagot stérre behov av vard och omsorg.
Volontaruppdragen sag olika ut och kunde besta av alltifran tillfalliga kontakter till
langvariga relationer som varade 6ver flera ar (111).
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Att vara en medmanniska och lindra ensamhet hos andra och sig sjalv

Att bli volontar

Ett satt att finna mening.

Att vara volontar
Att kdnna sig uppskattad och kdanslomassigt utmanad.

Att agera i enlighet med sina varderingar och tanja pa
granser.

Att mota aldre personers ensamhet i allmanhet
och existentiell ensamhet i synnerhet

Att vara lyhord for den andres behov av narhet och
distans.

Figur 2. Att bli och vara volontér, att méta &ldre personers ensamhet i allméanhet och existentiell
ensamhet i synnerhet.

Att bli volontéar — finna mening och lindra ensamhet

Volontérerna hade olika anledningar till att de hade blivit volontérer: att géra gott i
allmanhet och géra nagot meningsfullt. For flera av dem var volontaruppdraget ett satt
att traffa aldre personer for att man ville det och sag att det fanns behov. Flera hade
sjalva vardat eller sett sina egna foraldrar i en vardsituation och ville darfor bidra till
att gora den béttre for ndgon annan. En annan anledning och ett annat motiv var att ge
tillbaka nagot till samhallet, som en medborgerlig plikt. Daremot fanns det olika
uppfattningar om vilken form av relationer man ville ha inom ramen for
volontdruppdraget, och dar néra relationer som varade 6ver tid inte var syftet for alla.
For nagra var i stallet volontaruppdraget ett bidrag till den verksamhet man utfor sitt
uppdrag i, och de personer man méter vid det tillfallet. Andra valde volontaruppdrag
dar man som volontér traffar ndgra och kanske endast en &ldre person dar en djupare
och mer personlig relation kunde skapas. F6r manga innebar volontaruppdraget en
tillgang till ett nytt saimmanhang inom ramen for volontarorganisationen, vilket kunde
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vara mer eller mindre formellt. Dessa sociala aktiviteter var vérdefulla och dar
skapades vanskapsrelationer som var betydelsefulla. Kontakten innebar att man fick
vanner utanfor sjilva uppdraget. Att vara volontér och gora gott, finna mening, ha
relationer till &ldre personer och andra volontérer lindrade inte bara den daldre
personens ensamhet utan &ven den egna ensamheten (111).

Att vara volontar — férutsattningar och utmaningar

Forutsattningarna for volontaruppdraget varierade beroende pa var volontaren utforde
sitt uppdrag och i vilken organisation man tillhdrde. Det fanns granser fér vad man
far gora, vad man bor och inte bor gora, och vad man faktiskt gor. Samtidigt berattade
vissa volontarer att man tanjde pa sitt uppdrag i vissa situationer och agerade enligt
sina varderingar. Andra var mer osékra pa uppdragets begrasningar eftersom det
kunde uppsta situationer som inte gick att forutse och dar man som medmanniska
ké&nde ett ansvar infor den andre. VVolontaruppdraget innebar for en del att kénna sig
som en outsider och inte vara inkluderad i den verksamhet dar uppdraget utfordes. |
vissa fall kinde de sig som nagon som togs for given, vilket gjorde dem besvikna.
Andra volontérer beskrev hur de kdnde sig som en del av verksamheten trots det
frivilliga uppdraget och beskrev det som att vara en kugge i ett hjul. Volontar-
uppdraget, och att ta del av den &dldre personens existentiella funderingar, forutsatte
sjalvkannedom och att for egen del vara klar 6ver sina varderingar kring fragor om
livet och doden. Uppdraget innehdll bade existentiella och kanslomassiga utmaningar.
Det fanns kanslor av frustration, maktloshet och otillracklighet. Det kunde handla om
situationer nar man som volontar ville géra mer, na fram till den &ldre, eller nar man
som volontér sag situationer i varden dar personal eller narstaende handlade pa ett satt
som inte stimde Gverens med de egna varderingarna. Vid sadana tillfallen hade de
flesta nagon i volontdrorganisationen eller i sin narhet, van eller familj, att samtala
med. Andra valde att ta en stund for sig sjalva, fundera och samla ihop sig (111).

Att vara lyhord for behov av narhet och distans

Volontéirerna hade olika forhaliningssétt till de aldre som de hade uppdrag for. Vissa
beskrev betydelsen av nérhet, eller att kunna véxla mellan narhet och distans beroende
pé situationen. Andra sag betydelsen av distans for att sjalva ma bra. Egna erfarenheter
av livet, forluster och ensamhet paverkade i sin tur deras syn pa existentiell ensamhet.
P4 sa satt hade man en gemensam erfarenhet och kunde dela den som medmaénniska,
och formedla “det har varit likadant for mig”. Volontirer beskrev existentiell
ensamhet hos de dldre som att vara ensam pa insidan, och ha en kénsla av tomhet och
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att inte langre vara en del av gemenskapen med andra. Existentiell ensamhet kunde
ocksa vara kopplad till att man inte ville vara en borda for andra eller att inte ha nadgon
att anfortro sig at langre. Existentiell ensamhet var kopplad till sorg och forlust, att
inte langre kunna kommunicera och som att ”vara i en bubbla”. Att berdtta om sina
existentiella behov och lidande i existentiella samtal var ingen sjalvklarhet.
Volontarerna menade att det kunde vara svart for de aldre att finna ord och att de
darfor avstod fran att beratta. Daremot var inte ord det enda verktyget, utan vikten av
att vara bekvam med tystnad och att kunna anpassa sig till ett langsammare tempo
beskrevs som viktiga formagor som volontér till aldre personer (111).

Tid var avgorande for att skapa tillit hos den aldre personen, samtidigt som dmse-
sidighet i relationen var grundlaggande. Som volontéar hade man en annan relation till
tid an exempelvis vardpersonal som ofta hade ndgon annan som véntade pa deras
uppmarksamhet. Existentiella samtal kunde inte planeras utan de uppstod under ratt
forutsattningar och pa den aldre personens villkor. Darfor var det viktigt att kanna in,
vara Oppensinnad och urskilja vilka som hade behov av och vilka som inte ville
fordjupa samtalet i existentiell riktning. Det var inte alla volontérer som samtalade om
sadana fragor. Vissa undvek den typen av samtal for att de inte kande sig kompetenta
och trygga. Andra forsokte avleda samtal om ensamhet och inte ge det for mycket
uppmérksamhet. Tanken var att samtal med en mer positiv grundton i stallet kunde
fanga gladjen i stunden och pa sa sétt lindra ensamhet. Det fanns volontarer som
anvande sig av ett sadant forhallningssatt for att mota aldre personers existentiella
behov av gemenskap och finna mening och glédje i vardagen. | relationen med den
aldre personen framholls att ’bara vara” som mest betydelsefullt, samtidigt som att
”gora” saker tillsammans ndmndes av flera volontdrer. Det kunde handla om praktiska
saker som man hjélpte den &ldre med i bostaden eller att man planerade och gjorde
nagon gemensam aktivitet tillsammans. Vid dessa tillfallen fanns det dven utrymme
och dppningar for existentiella samtal enligt de volontérer som kande sig bekvdma att
fora sadana samtal (111).

Enhetschefers syn pa existentiella fragor

Enhetscheferna inom vard och omsorg uppfattade att aldre personer gav uttryck for
existentiella fragor och existentiella behov som de behéver samtala om med andra
méanniskor. Resultatet visade att 88 procent av enhetscheferna uppfattade att aldre
personer ibland eller ofta gav uttryck for existentiell ensamhet. Enhetscheferna
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uppgav att kognitiv svikt (85 procent) och afasi (59 procent) utgjorde hinder for
existentiella samtal. De aldres osakerhet (66 procent) och ovilja/olust (59 procent) var
andra hinder. Nar de géllde enhetschefernas uppfattning om hinder hos personalen
angav de personalens osakerhet (88 procent) liksom ovilja/olust (43 procent) som
hinder for existentiella samtal (1V).

Enhetscheferna beskrev att existentiella samtal mellan de &ldre och personalen
handlade om hur den éldre uppfattar livet nu, det férflutna och deras funderingar samt
grubblerier infor framtiden och den forestdende déden. Enhetscheferna beskrev i de
Oppna svaren att de dldre pratade med personalen om att de inte langre kdnde mening
med livet och samtalen rymde ké&nslor som rédslor, ensamhet, forluster och
framlingskap. Det fanns ocksa behov hos de &ldre att prata om den skéra kroppen och
att kdnna sig begransad, att inte kunna ga och rora sig som tidigare. Enligt
enhetscheferna fanns det dldre som i samtalen berattade att de kande sig néjda med
livet och var redo att do. Nar det gallde samtal om existentiella fragor mellan personal
och de aldre uppgav 81 procent av enhetscheferna att det intréffade ofta/ibland (1V).

Enhetscheferna angav att samtal om existentiella fragor inom arbetsgruppen kunde
handla om personalen sjélva och hur de bést skulle stddja &ldre personer och deras
existentiella behov. Enhetscheferna beskrev att personalen sinsemellan diskuterade
vikten av att lyssna och bekréfta den aldre personens tankar och existentiella
funderingar, liksom att ha mod att stanna kvar hos dem for att undvika att skapa
ytterligare ensamhet. Samtalen innehdll personalens funderingar 6ver hur man bést
stéller fragor som kan vara kansliga, men ocksa deras otillracklighet och frustration
over brist pa tid for stodjande samtal med de aldre personerna. Nar det gallde samtal
om existentiella fragor inom arbetsgruppen uppgav 74 procent av enhetscheferna att
det intraffade ofta/ibland (1V).

Stod till vardpersonal

De flesta av enhetscheferna (73 procent) angav att vardpersonal i vard och omsorg
fick stod i att samtala om existentiella fragor. Det bestod i huvudsak av individuellt
stod i form av samtal med chefen eller sjukskoterskan. Andra former av stod var
reflektion under strukturerade former (36 procent) eller utbildning (27 procent) medan
6 procent fick regelbunden handledning. Mdjlighet till reflektion, men aven ett
stodjande och Oppet arbetsklimat, namndes av enhetscheferna som satt att fa

72



personalen att k&nna sig trygg och saker samt flexibel i det dagliga arbetet. Kunskap
om vad det innebér att aldras och fardigheter i att kommunicera namndes ocksa (1V).

Begransade ekonomiska resurser, tidsbrist och samordningssvarigheter angavs som
hinder for att organisera stod till personalen i den egna organisationen. Brist pa
handledare som kunde samtala med personalen om existentiella fragor var andra
hinder, liksom begransningar i chefsuppdraget, samarbete och struktur i
organisationen och att ekonomi gick fore kvalitet. Det fanns dock en uppfattning hos
vissa chefer att det inte fanns nagra hinder utan att det i stallet handlade om
prioriteringar (1V).

Syn pa volontéarer

Narmare hélften av de tillfrdgade enheterna hade volontarer involverade i
verksamheten. De vanligaste aktiviteterna som volontéarerna var engagerade i var,
enligt enhetscheferna, vardagliga samtal och musik, men dven utomhusaktiviteter och
lasning forekom. Andra volontéraktiviteter var att folja med den aldre till sjukhus eller
till vardcentral och friséren. Enhetschefer namnde ocksa att volontarer hjalpte till i
matsal och med bakning pa enheten, regelbundet eller vid séarskilda handelser. Knappt
hélften av enhetscheferna rapporterade att volontarerna samtalade om existentiella
fragor, ofta (3 procent), ibland (32 procent) eller séllan (8 procent). Mer &n halften av
enhetscheferna svarade att de inte visste. Enhetscheferna uppgav att de 6nskade mer
av vissa volontaraktiviteter, som att samtala om existentiella frdgor med de &ldre,
vardagliga samtal samt promenader/utevistelser (IV). (Se figur 3)
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Figur 3. Enhetschefers syn pé volontérers aktiviteter, aktuella och 6nskvirda, presenterat i antal
svar (n = 60).

Vid de enheter som redan hade volontérer involverade angav 70 procent att det inte
fanns nagra hinder for att ha volontérer i sin verksamhet. De som anség att det fanns
hinder beskrev att det handlade om att det fanns for fa volontérer i relation till behovet,
att de dldres hélsotillstdnd eller volontirernas egen kompetens eller osdkerhet var
begrinsande faktorer. Det fanns ocksd en medvetenhet om att volontirernas
involvering var frivillig, vilket innebar att enhetscheferna inte kunde krdva nigot utan
att volontdruppdraget skedda pa volontarernas villkor. Endast en tredjedel av cheferna
deltog i introduktionen av volontirer pa enheten, men det fanns enhetschefer som
beskrev att de tog alla mojligheter att etablera kontakt nér volontdrer horde av sig
(IV).
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DISKUSSION

Metodologiska aspekter

Avhandlingen baseras pa tre kvalitativa delstudier och en kvantitativ delstudie. | sin
helhet har avhandlingen en explorativ design och de olika delstudiernas design och
val av analysmetod har vaxt fram i relation till de tidigare fynden. Fokuset, existentiell
ensamhet hos skora &ldre personer, ar studerat ur flera perspektiv: vardpersonals,
volontdrers och enhetschefers. Personalens perspektiv dr &ven studerat i flera
vardkontexter. Valet att inkludera flera olika professioner och vardkontexter, som i
delstudie I och 11, gjordes for att fa en forstaelse hur personal uppfattar existentiell
ensamhet i olika kontexter. | delstudie Il studerades kontexterna utifran det
ontologiska antagande att vérlden bestar av flera verkligheter, multiple realities, ar
konstruerad, kontextbunden och holistisk (Lincoln & Guba, 1985). Vi valde att
studera de fyra vardkontexter dar aldre personer far vard, hemvard, sarskilt boende,
sjukhusvard och palliativ vard, och dér det finns en specifik vardplats att relatera till
(I1). Nar det galler volontarer gjordes valet att studera deras erfarenheter (111) med
anledning av att de var en grupp som utéver vardpersonal moter skora aldre personer
som kanner sig ensamma eller upplever existentiell ensamhet i savél den aldre
personens hem som pa maétesplatser och i sarskilt boende. Nar det galler delstudie
IV:s fokus pa enhetschefer, tillkom forskningsfragor eftersom det framkommit i de
tidigare studierna att vardpersonal hade olika forutsattningar i form av stéd och
handledning och eftersom det saknades kunskap om i vilken omfattning volontdrer &r
involverade i varden av aldre personer i deras verksamheter.

De olika delstudiernas trovardighet, trustworthiness, kommer att diskuteras utifran
(Guba, 1981) kvalitetsbegrepp. En del i en studies trovardighet &r att visa de svagheter
som finns, vilket inte utesluter att studierna dven har metodologiska styrkor. De
kvalitativa delstudierna kommer att diskuteras utifran tillforlitlighet, verifierbarhet,
pélitlighet och overforbarhet, medan den kvantitativa delstudien kommer att
diskuteras utifran intern och extern validitet.
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Trovardighet studie 1l

Tillforlitlighet

En studies design paverkar tillforlitligheten. Intentionen med att inkludera olika
professioner och vardkontexter (I, I1) var for att 6ka mojligheten att ge en s& “sann
bild” som mojligt. Enligt Graneheim and Lundman (2004) l&ggs grunden till en
studies tillforlitlighet redan vid design, det vill sdga vilka deltagare som ska inga och
pa vilket satt data samlas in. En viktig aspekt i kvalitativa studier &r att sékerstalla
variation. De flesta deltagarna var kvinnor, vilket inte ar férvanande eftersom kvinnor
ar 6verrepresenterade i vardyrken. Majoriteten var underskoterskor och sjukskoter-
skor, men dven andra professioner var representerade. Det fanns dven en variation nér
det géller alder och erfarenhet. | varje verksamhet som ingick i LONE-studien fanns
en kontaktperson som dven var den person som deltagarna anmalde sitt intresse till.
Det gjorde att vi som genomforde datainsamlingen inte hade kontakt med deltagarna
fore fokusgruppsintervjuerna for att védrna deltagarnas autonomi och minska
forskarnas eventuella paverkan. Kontaktpersonerna var aven gate-keepers i LONE-
studien och gav oss tilltrade till de olika verksamheterna (Polit & Beck, 2012). Det
finns en risk att kontaktpersonerna kan ha paverkat och uppmuntrat enskilda personer
att delta som annars inte hade gjort det. En anledning till det skulle kunna vara att
kontaktpersonen ville vara oss i LONE-studien till lags eller att vissa personer antogs
tillfora kunskap eller stalla verksamheten i god dager och skulle i sa fall kunna vara
ett uttryck for gate-keeper bias. En annan risk &r att de som valde att delta gjorde det
for att de hade ett intresse av existentiella fragor. Det kan i sin tur ha paverkat resultatet
i den meningen att vardpersonalens oséakerhet och radsla infor existentiella fragor
sannolikt kan ha fler dimensioner an de som har framkommit i vara studier.

Valet av datainsamlingsmetod paverkar studiens tillforlitlighet. Datainsamlingen till
delstudie I och I1, och som en del i delstudie 111, genomfordes med fokusgrupper.
Valet att anvanda fokusgruppsintervjuer syftade till att inhdmta olika erfarenheter hos
deltagarna och att fa en bredd av erfarenheter samt dstadkomma interaktion i gruppen
(Kreuger & Casey, 2015). For att sékerstalla att de diskussioner som fordes under
fokusgruppsintervjun skulle ge oss svar pa forskningsfragorna, genomfordes
pilotintervjuer for att testa saval intervjuguider som format (1, 11, 111). Den forsta
pilotintervjun genomférdes med en grupp om fem personer dar samtliga var
sjukskoterskor. Pilotintervjun gav oss insikten att det var svart att borja prata om
existentiell ensamhet utan att ge konkreta exempel péa vad det kunde vara. Férutom
smarre justeringar av fragor i intervjuguiden gjordes darfor tillagget att mer tydligt
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efterfraga deltagarnas konkreta berattelser. Det kom senare att fa konsekvenser for
hur materialet analyserades.

Beréttelserna visade sig 6ppna upp for samtal om att méta ensamhet och existentiell
ensamhet, dven om beréttelserna hade olika djup och varierande personligt
engagemang. Att berattelserna hade olika djup kan dels bero pa att personalen hade
reflekterat dver existentiell ensamhet i olika omfattning eller att klimatet i grupperna
varierade. Det ar mojligt att det fanns grupper dar personerna inte var tillrackligt
trygga med varandra och att dela sina personliga berattelser. Att berdtta om konkreta
situationer man stallts infor kan trots allt vara ett satt att visa sin sarbarhet. Ytterligare
en aspekt som kan ha paverkat ar antalet personer som deltog. | fokusgrupperna som
1ag till grund for delstudie I och 11 varierade antalet mellan tre och atta personer. Trots
att Kreuger och Caseys (2015) rekommendation nér det géller antalet deltagare &r 5—
8 personer, namns ocksa fordelen med ett mindre antal personer nar det géller mer
kansliga amnen. Dock &r var bedémning att klimatet och i vad man deltagarna kande
sig trygga med varandra hade storre betydelse @n antalet deltagare, vilket innebar att
deltagarna fick komma till tals i den man de ville.

Fokusgruppsintervjuerna i delstudie (11) som utgjorde underlag for fyra sa kallade
case kompletterades med telefonintervjuer med kontaktpersonen i respektive
verksamhet. Det gjordes for att fa en fordjupad kontextbeskrivning, det som av Guba
(1981) beskrivs som thick description. Trots att det i varje case ingick tva eller tre
fokusgrupper fanns det en risk att bilden av kontexten blev forenklad vilket kan
aventyra bade tillforlitlighet och Gverforbarhet. Samtidigt kan variationen av
professioner i varje fokusgrupp bidra med olika perspektiv och darmed Oka
mojligheten att fa en bild som motsvarar verkligheten. Darutéver bidrog telefon-
intervjuerna med vardefull information som anvandes for att forstd resultaten, inte
minst i cross-case-analysen. Enligt Hyett, Kenny och Dickson-Swift (2014) ska en
kontextbeskrivning ge en tydlig bild av varje kontext och &r ddrmed av sarskild vikt
for att lasaren ska fa en bild av det specifika sammanhanget som studerats, vilket i sin
tur paverkar case-studiens trovardighet.

Datainsamlingen i delstudie 111 bestod av en kombination av fokusgruppsintervjuer
och individuella intervjuer. Valet att aven inkludera individuella intervjuer gjordes
utifran en onskan att kunna fordjupa berattelserna om existentiell ensamhet och om
volontdrernas egna motiv for att vara volontdr. Att fokusgruppsintervjuerna med
volontarer inte hade samma djup som personalintervjuerna kan bero pa att
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volontdrerna som regel inte kande varandra sedan tidigare. Att kombinera tva
datainsamlingsmetoder kan saledes kompensera for respektive metods begransningar
och framhdva deras respektive fordelar (Shenton, 2004). Férutom triangulering av de
data som samlades in, har dven flera forskare deltagit i datainsamling och analys for
att pa sa vis starka studiernas tillforlitlighet (Guba, 1981). Genom att flera forskare
deltar i analysen kan olika uppfattningar stéllas mot varandra. Det &r &ven ett sétt att
utmana varandras forforstaelse. Sa har det varit i delstudie I, 11 och 111 i olika faser
av analysprocessen. Det ar ocksa ett sétt att arbeta med narhet och distans sa att nagon
eller tva av forskarna arbetar nara materialet och ndgon annan i forskargruppen
kommer in och stdmmer av tolkningarna mot intervjumaterialet som alla inledningsvis
tagit del av.

Vid de individuella intervjuerna anvandes member-checks med deltagaren i slutet av
intervjun for att stdmma av det som sagt. Guba (1981) menar att member-check ar den
enskilt viktigaste handlingen som forskaren kan géra for att starka tillforlitligheten.
Member-checks kan goras under olika delar av forskningsprocessen. Under de
individuella intervjuerna fordes anteckningar som lastes upp och utrymme gavs for
deltagaren att lagga till eller fortydliga. Det ledde till att ett par av deltagarna
utvecklade sina tankegangar nar det hade fatt hora vad de hade sagt, vilket kan ses
som ett sétt att uppmuntra deltagarna att vara uppriktiga i stéllet for att berétta vad de
tror att forskarna vill hora eller framsta i god dager (Shenton, 2004). Att anvanda
anteckningarna som member-checks var inte forutbestamt utan skedde pa grund av
min intuition nér jag skulle avsluta pilotintervjun. Det kandes viktigt att delge
deltagaren vad jag hade lyssnat in under intervjun och handlade &ven om min
trovardighet som intervjuare. Det foll vél ut och deltagaren bekréftade och utvecklade
nagon aspekt ytterligare. Det gjorde att jag efter diskussion i forskargruppen fortsatte
att gora sa, men forst efter att ha fragat deltagarna om de ville ta del av anteckningarna.
Samtliga deltagare utom en ville hdra en sammanfattning. Ytterligare ett satt att starka
tillforlitligheten &r att anvénda peer scrutiny (Shenton, 2004), det vill sdga att andra
personer utanfor den grupp av forskare som har genomfort studien granskar design,
metodval och slutsatser. De tre forsta studierna har presenterats i olika sammanhang,
saval i projektets referensgrupp som bestar av representanter for gruppen aldre
personer, vardpersonal, narstéende och volontarer, som i andra Kkollegiala
sammanhang utanfor LONE-studien och vid konferenser. Respons och fragor vid
dessa tillfallen har bekraftat resultaten, men ocksa bidragit med nya tankar och
ifrégasatt forgivettagna forestallningar. Det har exempelvis handlat om olika synsatt
pa ensamhet, och hur langt det &r rimligt att forvanta sig att vardpersonal ska klara av
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att mota existentiella fragor utan vidare stod. I de tre kvalitativa delstudierna har citat
anvants for att illustrera resultatet och vara tolkningar

En annan aspekt av tillforlitlighet &r om forskaren besitter den kompetens som krévs.
Min insats som doktorand i datainsamlingen har varit att vara moderator i
fokusgruppsintervjuerna, att genomfora telefonintervjuer och att genomféra de
individuella intervjuerna. 1 fokusgruppsintervjuerna deltog alltid en handledare och
var till stor hjalp bade under intervjun och efterat. Direkt efter varje intervju
reflekterade vi tillsammans over intrycken av intervjun och ifall det var nagot vi
behdvde tanka pa till nastkommande intervju, det som Shenton (2004) beskriver som
debriefing sessions. Att arbeta tillsammans med seniora forskare under data-
insamlingen har varit en fordel for mitt larande. De individuella intervjuerna
genomfordes av mig pad egen hand, men det var under den senare delen av
forskarutbildningen. Den forsta individuella intervjun, pilotintervjun, genom-
lyssnades av en av handledarna for att ge feedback pa min intervjuteknik, avseende
séttet att stalla fragor, invanta svar och folja upp eventuella oklarheter. Aven den text
som intervjun genererade, l&stes igenom. Telefonintervjuerna genomfordes sjélv-
standigt, daremot hade de fragor som skulle stéllas diskuterats i projektgruppen for
LONE-studien i forvdg for att inte missa aspekter av vérde. Eftersom
kontaktpersonerna hade varit delaktiga i planeringen av fokusgrupperna fanns det en
etablerad kontakt mellan dem och mig innan telefonintervjuerna genomférdes.

Verifierbarhet

Studiernas verifierbarhet handlar om att visa hur analysen har gatt till och att beskriva
vilka olika steg som tagits ifall nagon forskare skulle vilja gora en liknande studie i
framtiden (Shenton, 2004). Verifierbarhet innebar ocksa att pa olika satt illustrera
tolkningarna sa att lasaren kan bedéma om de ar rimliga. Metodbeskrivningar och
analysbeskrivningar finns tillgangliga och ambitionen har varit att de ska vara bade
tydliga och begripliga sa att lasaren kan félja de olika stegen. Analyserna i delstudie
I och Il har bada vuxit fram succesivt varfor det har varit séarskilt angelaget att
beskriva analysprocessen da studiernas design inte har foljt en vedertagen metod-
beskrivning fran borjan till slut.

Valet att anvanda deltagarnas berattelser som analysenheter vécktes efter att de forsta
fokusgruppsintervjuerna hade genomforts. Deltagarna hade delat ett flertal berdttelser
med varandra och dessa beréttelser gjorde intryck och bedémdes som vérdefulla att
utforska. Att ga via nagons berattelse ar ett satt att fa tillgang till en annan manniskas
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livsvérld, dar erfarenheter och héndelser beskrivs med personens egna ord.
Berattelserna handlade om personalens erfarenheter av att mota existentiell ensamhet
hos skora aldre, och kunde ta sig manga olika uttryck. Darfor valdes Emmy van
Deurzens (1998; 2012) teoretiska ramverk om den personliga livsvérlden med fyra
dimensioner som en sorteringsram att arbeta utifran. Att anvanda van Deurzens
ramverk underlattade for att forstd och forklara andra aspekter av existentiell
ensamhet, sdsom den skora kroppen, relationer till sig sjalv och andra. Nar alla
beréattelser var sorterade in i de fyra dimensionerna analyserades de med hjalp av
analytiska fragor som vi tillsammans formulerade i forskargruppen. Berittelserna som
extraherats fran fokusgruppsmaterialet var det material som lag till grund for
analysen. Inga generella reflektioner eller mellanprat och 6vergangar som ofta finns i
diskussioner och samtal mellan ménniskor fanns med. Genom att berdttelserna
extraherats fran den Ovriga texten, och sa att séga tagits ur sitt sammanhang, fanns
inte langre nagon information som paminde om vilken profession som beréttaren
hade, eller i vilken kontext respektive berattelse kom ifran. Det bidrog till att personen
bakom beréttelse och texten framtradde tydligare. Min forforstaelse kunde sattas at
sidan i det skedet genom att beréttelserna hade avprofessionaliserats och inte langre
tillhorde en specifik kontext.

Palitlighet

Studiernas palitlighet handlar om det finns risk for att forskarens forforstaelse har
paverkat resultatet och om data forandras over tid (Polit & Beck, 2012). Det galler i
synnerhet om datainsamling sker under en langre tid. Né&r det géllde
fokusgruppsintervjuer med vardpersonal och volontarer (I-111) var datainsamlingen
utstrackt. Anledningen till att datainsamlingen ut6kades med fler fokusgrupps-
intervjuer var att vi ville ha en storre variation nar det gallde vardkontexter (1, 11) och
fler volontarorganisationer (I111). Denna utdkning skulle kunna utgora ett potentiellt
hot mot studiens palitlighet, genom att forforstaelsen kan forandras over tid, att
fragorna stélldes pa ett annat satt eller att vissa aspekter togs for givna. For att minska
denna risk anvandes samma intervjuguide vid samtliga intervjuer med vardpersonal
respektive volontdrer. Intervjuguiderna forédndrades inte under tiden som
datainsamlingen pagick, mdjligen anvandes intervjuguiden nagot friare allteftersom
fler intervjuer genomférdes i den meningen att moderatorn var mer féljsam mot
deltagarna och lat dem prata vidare for att sedan backa tillbaka till guiden. Det var
alltid tva personer som genomforde fokusgruppsintervjuerna och hjélptes at, vilket
kan ses som en styrka, och ett stod for att intervjuguiden skulle féljas och att alla
diskussioner skulle foljas upp. Proceduren att introducera intervjuerna med fragor om
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ensamhet tidigt i intervjun for att sedan Gverga till existentiell ensamhet, foljdes
exempelvis vid alla tillfallen. En annan aspekt av palitlighet ar att beskriva
analysarbetets gang sa att lasaren kan avgora studiens trovardighet och éverforbarhet
(Shenton, 2004) vilket har gjorts i de enskilda delstudierna. Som doktorand har jag
heller inte varit ensam i analyserna utan arbetat tillsammans med nagon annan i
forskargruppen och forskarna respektive bidrag till varje studie redovisas i artiklarna.
Forskarnas forforstaelse och hur den hanteras och lyfts fram ar ocksa relaterad till en
studies palitlighet (Shenton, 2004). | avhandlingens fyra delstudier har alla forskare
en sjukskoterskebakgrund, om &n inom olika omrdden och med olika
forskarerfarenheter. Diskussioner har forts kontinuerligt och skett under bade
planering av kommande studier och analys for att utmana varandras forforstaelse.
Eftersom det har pagatt flera parallella studier inom ramen for LONE-studien har
diskussioner kring forforstaelsen varit sarskilt viktig sa att inte resultat fran en tidigare
studie paverkat analysen i en annan studie.

Overforbarhet

En studies Overférbarhet ar avhangig hur urval och kontext beskrivs, for att méjliggora
for lasaren att avgora om resultatet ar 6verforbart till andra kontexter, och i sa fall till
vilka (Shenton, 2004). Det handlar dven om tillgang till bakgrundsinformation om
deltagare och en utforlig kontextbeskrivning, en sa kallad thick description (Guba
1981; Shenton, 2004). 1 delstudie Il genomfordes telefonintervjuer med
kontaktpersoner i varje verksamhet for att samla in just en sadan beskrivning.
Overforbarheten handlar ocksa om att tillhandah&lla en klar beskrivning av fenomenet
som ska studeras. Da existentiell ensamhet ar ett komplext begrepp och fenomen har
vi behovt tydliggora vad vi menar med begreppet, bade under datainsamling och vid
presentation av resultaten. Overforbarheten avser i en vidare mening i vilken mén
resultatet fran véra studier kan 6verféras till andra kontexter. Av den anledningen har
vi efterstravat variation, bade nar det galler deltagare och kontexter, for att oka
mojligheten att dverfora studiernas resultat. Det ar dock viktigt att komma ihag att
studierna ar genomfdrda i en svensk kontext, vilket begrénsar éverforbarheten utanfor
Skandinavien, eftersom béade organiseringen av varden till aldre personer och
volontarverksamheter skiljer sig at internationellt. Dock ar fenomenet existentiell
ensamhet med all sannolikhet universellt och giltigt i ett internationellt perspektiv,
aven om resultatet galler skora aldre personer i behov av langvarig véard och omsorg
och darfor ska ses i det sammanhanget.
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Trovardighet delstudie IV

Den enkét som anvéndes i delstudie 1V skapades av 0ss sjélva eftersom det inte fanns
nagot instrument som tackte det vi ville kartlagga, det vill sdga om existentiella fragor
var en del av samtalen inom &ldrevarden, och enhetschefers syn pa vardpersonals och
volontarers behov av stdd. Studien var en tvarsnittsstudie for att fa en 6gonblicksbild
och utan avsikten att studien skulle aterupprepas eller att enkéten skulle utvecklas till
ett skattningsinstrument. Av den anledningen &r inte enkéten eller dess fragor psyko-
metriskt utvarderade. Det slumpmaéssiga urvalet av enhetschefer 6kar sannolikheten
att gruppen ska vara representativ for hela malpopulationen. Resultatet visade att
ungefar halften av enhetscheferna kom fran hemtjanst och halften fran sarskilt boende
vilket &r i linje med respektive andel enheter enligt Socialstyrelsens Oppna
jamforelser (2018). Nastan halften av cheferna hade arbetat som ledare inom vard och
omsorg i mer an 10 ar, vilket tyder pa att det framst ar de erfarna cheferna som har
besvarat enkaten, vilket i sin tur kan paverka den interna och externa validiteten.

Intern validitet

Den interna validiteten paverkas av om de fragor som ingick i enkaten mater det som
var tankt, det vill sdga uppfattade enhetscheferna det som var avsett, och uppfattade
alla enhetschefer fragorna pa samma satt? For att skapa sa tydliga och valida fragor
som majligt, och darmed starka den interna validiteten, diskuterades fradgorna vid ett
seminarium om enkatmetodik dar forskare inom halsovetenskap gruppvis diskuterade
fragorna och lamnade forslag pa forbattringar. Efter justeringar skickades enkaten ut
som ett test online inom projektgruppen i LONE-studien. Den omgéngen ledde ocksa
till konstruktiva justeringar av fragorna, men dven synpunkter pa informationsbrev
och enkétens utseende. For att ytterligare stirka den interna validiteten testades hela
frageformularet med think-aloud-metoden (Dillman m.fl., 2014), pa svenska benamnd
ldsa hogt-metoden (Wenemark, 2017). En person med tidigare erfarenhet som
enhetschef fick ta emot enkaten via e-post. Personen fick i ett telefonsamtal 6ppna
lanken och besvara fragorna samtidigt som hen laste frdgorna och tinkte hogt hur
fragorna uppfattades. Efterat diskuterade vi tillsammans och kom fram till nagra
andringar som bland annat handlade om formuleringar av svarsalternativ. Dessa tre
satt att ta fram fragorna for att starka validiteten kan ses som att testa enkéatens face
validity (Polit & Beck, 2012). Trots detta kan man inte utesluta att frdgorna kan ha
uppfattats olika av enhetscheferna i studien. Det férekom internt bortfall pa ett par
fragor. Det hogsta bortfallet pa en enskild fraga gallde 8 personer som inte besvarat
fragan om enhetschefernas alder medan merparten av ovriga interna bortfall var
mellan 1-3 personer som inte besvarat en enskild fraga. Det laga interna bortfallet
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starker den interna validiteten. En av fragorna i enkéaten fick exkluderas i analysen pa
grund av att svarsalternativen av misstag presenterades i fel ordning. Fragan géllde
om enhetscheferna associerade existentiell ensamhet till livet, doden, frihet och
ensamhet (se Appendix). Trots att svaren pa fragan inte har redovisats kan den ha varit
viktigt eftersom fragan gav enhetscheferna majlighet att tidigt reflektera Gver
begreppet existentiell ensamhet.

Extern validitet

Det storsta hotet mot den externa validiteten &r det stora externa bortfallet.
Svarsfrekvensen var endast 29 procent trots tre padminnelser. En introduktionsfilm
fanns bifogad som lank i e-brevet, men endast ett 60-tal personer hade 6ppnat och sett
filmen. Ett par enhetschefer kontaktade mig eftersom de inte kunde 6ppna lanken till
enkaten, vilket i de flesta fall kunde 16sas genom att de 6ppnade lanken med en annan
webblésare. Tidsbrist och enhetschefernas hdga arbetsbelastning vara andra skal till
att de inte besvarat enkéaten. Det slumpmaéssiga urvalet (Dillman m.fl., 2014; Polit &
Beck, 2012) talar for att de som har besvarat enkéten trots allt &r representativa for
malpopulationen. Det &r daremot mojligt att de som svarat, i hogre grad an de som
inte besvarat enkaten, har ansett &mnet existentiell ensamhet som angeldget och
viktigt. Det skulle exempelvis kunna innebéra att de svar som har inkommit méjligen
ger en mer positiv bild av det stéd som enhetscheferna ger till personalen. Det &r
mojligt att anvénda flera distributionssétt, som brev, e-post och telefon, for att 6ka
svarsfrekvensen (Dillman m.fl., 2014). Detta bor dock stéllas i relation till om det &r
forskningsetiskt forsvarbart att belasta verksamheterna ytterligare. Studiens resultat
bor alltsd tolkas med viss forsiktighet med tanke pa den laga svarsfrekvensen.
Samtidigt fanns en stor éverenskommelse mellan enhetschefernas skattningar, deras
fritextsvar och resultaten fran delstudie I och I1, och i viss man aven delstudie 111.

Resultatdiskussion

Ett av de viktigaste fynden i denna avhandling var vardpersonalens osékerhet och
radsla for att samtala om existentiella fragor. Detta framkom i intervjuerna med
personalen och i deras berattelser om moten med aldre personers existentiella
ensamhet och bekraftas ocksa av enhetscheferna som uppgav personalens osékerhet
som det storsta hindret for existentiella samtal, foljt av ovilja/olust. Enhetscheferna
uppfattade att existentiell ensamhet férekom hos aldre personer och uppgav att de,
tillsammans med sjukskdterskorna, stod for det huvudsakliga stodet till personalen.
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Aven vissa volontirer kiinde sig osikra, medan andra kiinde en sorts trygghet och
beskrev sig sjdlva som en medménniska. Relationen till den &dldre hade betydelse for
att mota existentiella fragor och upplevdes som betydelsefulla av bade personal och
volontdrer. Ett annat viktigt fynd 4r att trots utmaningen i att mota dldre personers
existentiella ensamhet upplevde personalen att det var meningsfullt. P4 liknande satt
upplevde volontérer, om &n i olika grad, att uppdraget gav mening och lindrade inte
bara den andres ensamhet utan ocksd den egna ensamheten. Resultatet kommer att
diskuteras utifrdn ovanstdende huvudfynd och i relation till: (a) Relationens betydelse
for att mota existentiell ensamhet, (b) Véardkontextens betydelse for att mota
existentiell ensamhet, samt (c) Stdd till personal i att mota existentiell ensamhet.

Relationens betydelse for att mota existentiell ensamhet

For att kunna mota och samtala om existentiella fradgor kravs en tillitsfull relation till
den andre. Resultatet visade att sdvil personal som volontirer var medvetna om, och
beskrev betydelsen av, att skapa tillitsfulla relationer for att kunna mota existentiella
fragor (ITI). Den betydelsefulla relationen innebar att man moéttes pa ett mellan-
minskligt och existentiellt plan. Det framkom att vissa moten paverkade personalen
under l&ng tid efterdt och fanns kvar som starka minnen, inte minst de goda moten dér
man som personal upplevde att det fanns en dmsesidig forstaelse (I). Buber (1995)
beskriver ett gott mote som ett mote med autenticitet och dmsesidighet mellan tva
ménniskor, ett dkta samtal. Ett dkta samtal kan inte planeras eller forutses, utan uppstar
i stunden, menar Buber, det #kta uppenbarar sig i motet. Aven vérdpersonal och
volontdrer beskrev att det dr nagot som sker i stunden och under vissa omstdndigheter
(I, ). Todres, Galvin och Dahlberg (2014) beskriver vdrdande som en strivan efter
sddana moten som innebar ett ménskligt delande, en nérhet och en forestdllning om det
gemensamma ménskliga. Sadana oOgonblick nédr “allt stimmer” beskrivs av
McCormack, Dewing, och McCance (2011) som person-centred moments. Schon
Persson, Nilsson Lindstrom, Pettersson, Nilsson och Blomqvist (2018) beskriver en
god relation som att ha ett ndra band dir man kan vara personlig utan att ga dver
gransen till privat, men ocksa vikten av att ha meningsfull tid tillsammans med den
dldre, dir parterna lir kinna varandra dver en lingre tid. Aven Hedman, Higgstrom,
Mambhidir och Poder (2019) beskriver hur sjukskdterskor betonar vérdet av relationer
med de dldre som &ar personliga, bekriftande och tillitsfulla och baserade pa
omsesidighet och respekt. Detta &r i linje med resultatet i denna avhandling som visar
att personalen péaverkades bade professionellt och personligt av att mota och dela en
annan minniskas innersta tankar om livet och déden (I). Aven volontirerna



paverkades av motet. Samtidigt fanns det en stor variation bland volontarerna i vilken
form av relation man 6nskade, dar vissa ville ha kortvariga och mindre personliga
relationer (111). Dock kunde kortvariga relationer dven innehalla uppriktighet, narhet
och varme. Liknande resultat visade en studie dar patienter, narstdende, volontérer
och vardpersonal deltog (Dodd m.fl., 2018). Studien visade att personkemi mellan
patienten och volontaren var viktig, liksom att den aldre personens moéjlighet att fa
beratta om sin situation och sitt liv for nagon utomstaende som inte redan kande till
allt. Det ar saledes viktigt att ta tillvara, personalens och volontarers, vilja att skapa
meningsfulla relationer med den dldre som grund for existentiella samtal, samtidigt
som det &r viktigt att ta hansyn till deras respektive mojligheter och egen kompetens
att skapa tillitsfulla relationer.

Att mota dldre personers ensamhet i allménhet och existentiell ensamhet i synnerhet
kan vara meningsskapande for saval personal som volontérer. Resultatet visade att
volontdrer angav att relationer var betydelsefulla och bidrog till att volontaruppdraget
kéndes meningsfullt. VVolontérerna beskrev dven att det var just relationerna som
bidrog till k&nslan av gemenskap och samhdrighet. Att som volontér ha samtal med
aldre personer om existentiella fragor och livserfarenheter pa en djupare niva gav nya
insikter och ledde aven till egen utveckling (I11). Betydelsen av att fa ta del av andras
livsberéttelser finns beskrivet i flera studier (Planalp, Trost & Berry, 2011; Stephens
m.fl., 2016), men &ven betydelsen av 6msesidighet i motet. En studie av Greenwood,
Gordon, Pavlou och Bolton (2018) lyfte fram det 6msesidiga utbytet som innebar att
rollen som volontér inte enbart handlar om att ge utan dven om att fa ndgonting
tillbaka. Det kraver dock att bada parter vill dela ett existentiellt mote (jfr Minton,
Isaacson, Varilek, Stadick & O'Connell-Persaud, 2018). Resultatet i denna avhandling
visade att motet med ensamhet hos &ldre personer dven lindrade volontérernas egen
ensamhet (I111). Szebehely, Stranz och Strandell (2017) podngterar att det som &r
betydelsefullt och péverkar manniskor som maéter och vérdar aldre personer, ar
kanslan av att nd en annan manniska (Szebehely m.fl., 2017). Aven personalen i
delstudie I lyfte fram hur meningsfullt de tyckte det var att méta dldre personer som
upplevdes existentiellt ensamma. De angav att empati, medkénsla, mod, nyfikenhet
och 6ppenhet samt att kunna lyssna och reflektera utan vérdering var betydelsefulla
egenskaper i motet (1). Volontarerna, & sin sida, beskrev snarare betydelsen av att
”vara medmaénniska” (111). Det ligger i linje med en studie av Greenwood med flera
(2018) om att vara volontér till personer med demenssjukdom, dér uppdraget
forandrade deras syn och att de inte langre sdg dem som personer med en sjukdom
utan i stéllet som manniskor. Volontaruppdraget beskrevs som en personlig och
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mansklig livserfarenhet. Foljaktligen &r relationer betydelsefulla och menings-
skapande for bada parter. Daremot krévs vissa egenskaper och férmagor hos vard-
personal respektive volontarer for att skapa och upprétthalla dessa meningsfulla
relationer, vilket &r angelagen kunskap for chefer i vard och omsorg och foretradare i
volontarorganisationer.

Aven om personal och volontirer ar fokuserade pa relationen till den andre med
malsattningen att skapa ett gott mote finns det en rad hinder for att samtal om
existentiella fragor ska kunna ske. De barridrer som identifierades i delstudie 1
handlade bland annat om den &ldres kroppsliga begrénsningar som exempelvis
kognitiv nedsattning vilket medforde svarigheter att uttrycka sig och att personalen
upplevde att de &ldre personerna sjalva var osékra och rdadda for att prata om
existentiella fragor (1). Enhetscheferna i studie 1V uppgav samma sak. De skattade
dock att kognitiv svikt och afasi var ett storre hinder for samtal om existentiella fragor
an de aldres osakerhet och ovilja att samtala om dessa fragor (IV). En studie med
personer som hade afasi visade att de kénde sig exkluderade nér de inte langre kunde
uttrycka sig som tdnkande och handlande ménniskor (Hjelmblink, Bernsten, Uvhagen,
Kunkel & Holmstrom, 2007). Aven Nystrom (2006) fann i sin studie av personer med
afasi att de kande sig existentiellt ensamma och att kanslan forstarktes néar de blev
ignorerade eller om problemet bagatelliserades. Det finns saledes en risk att personer
som har svart att uttrycka sig ar sarskilt utsatta for existentiell ensamhet. Samtidigt
beskriver personalen att de upplever stora utmaningar i att méta just denna grupp. Det
ar darfor viktigt att inte enbart fokusera pa samtal som metod for att méta aldre
personers existentiella ensamhet. Resultatet i delstudie Il visade att personalen
upplevde att aldre personer ofta stkte kroppslig nérhet, exempelvis genom att stracka
sig efter en hand att halla i, for att kdnna narvaron av en annan manniska och tolkade
det som ett tecken pa existentiell ensamhet. Ozolins (2011) beskriver att beréring kan
vara vardande och att det avgors av den mellanméanskliga rorelsen, snarare ar
beréringen som sadan. Beroring kan ocksa bidra till att skapa forankring och ge
sammanhang till den dldre och ”genom sin forankrande karaktar kan beréring mellan
ménniskor lindra upplevd ensamhet” (Ozolins, 2011, s. 106). Det finns ett flertal
studier utférda inom olika vardkontexter, om upplevelsen av beréring i form av
beréringsmassage. Studierna visar att massagen 6kar kénslan av kroppslig och mental
avslappning och kan bidra till att for en stund kénna sig befriad fran sjukdom, lidande
och tunga tankar (Cronfalk, Strang, Ternestedt & Friedrichsen, 2009). Berdrings-
massagen beskrevs dven ge en kansla av att komma till ro, som en existentiell frid,
och lindra kénslor av fysisk, social och existentiell ensamhet. En férutsattning for att
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berdringen ska vara vdrdande &dr dock att patienten kénner sig sedd och bekraftad
som en person, och kdnner sig vérd den tid och uppmairksamhet som berdringen tar
(Ozolins, Horberg & Dahlberg, 2015). Om personal istéllet anviander berdring utan
samspel och empati kan det istéllet leda till oro och smérta och skapa distansering
(Ozolins, 2011) och existentiell ensamhet (Sand & Strang, 2006). Relationen é&r
séledes en grundliggande aspekt dven for icke-verbala mdten. Aven Sundin, Jansson
och Norberg (2000) fann att en fOrutsittning for en god kommunikation mellan
vardare och personer med afasi var att det fanns en nérhet, och att beréring 6ppnade
upp for en Omsesidig forstaelse. Studier inom véarden till personer med
demenssjukdom visar att d&ven om effekten av berdéringsmassage kan vara svar att
pavisa, upplever vardpersonalen det positivt att ge massage och att det far dem att
kdnna sig vérdefulla och professionella (Skovdahl, Sorlie & Kihlgren, 2007). Det
finns dock ett behov av ytterligare kunskap om olika interventioner. Interventioner
som med relationen som grund kan stodja personalen att mota existentiell ensamhet,
savil verbalt som icke-verbalt, for att 6ka tillfredsstéllelsen hos bade personalen och
dldre personer i deras vérd.

Vardkontextens betydelse for att mota existentiell ensamhet

Det sammanhang som varden bedrivs i och den inramning och inriktning som
varden har, har betydelse for hur vardpersonal uppfattar existentiell ensamhet, men
dven for deras mojligheter att mota den. Resultatet visade att beroende pd om varden
gavs 1 hemmet eller pd institution fanns det olika forutsdttningar for motet (II).
Resultatet visade dven att vardens inriktning i de fyra vardkontexterna var olika: i
hemvard och pa sérskilt boende syftar vard och omsorg till att erbjuda och skapa en
meningsfull tillvaro, varden pé sjukhus fokuserar frimst pa att bota, medan palliativ
vard framst syftar till att ge vard i livets slut. Att vardens inriktning skilde mellan
olika kontext kan forklara varfor personal inom hemvard och pa sirskilt boende
frimst kopplade existentiell ensamhet till livet, medan personal i palliativ vard och
pa sjukhus framst kopplade den till doden (II). Resultatet visade att vardkontexten
dven hade betydelse for vilka forutsittningar, och tillgang till stdd, personalen hade.
Det var endast personal inom palliativ vard som erbjods regelbunden handledning
och organiserade moten for reflektion som en integrerad del av verksamheten. Detta
saknades vanligen bade i hemvard, pd sarskilt boende samt pa sjukhus (II).
Vérdmiljon dr en komplex enhet som bestar av bade en fysisk och psykosocial miljo
(se Browall, Koinberg, Falk & Wijk, 2013). Nar det géller den fysiska miljon
behdver det finnas utrymmen dir vardpersonal och volontirer kan samtala i
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avskildhet med den é&ldre och att det dr utrymmen som bjuder in till den sortens
samtal (van der Vaart & van Oudenaarden, 2018). Det stéller krav pa den
institutionella vérden att tillgodose utrymmen for bade avskildhet och aktivitet men
dven att se till sd att den dldre personen har mdjlighet att vélja och kan balansera sitt
behov av avskildhet med behov av att umgas med andra (Baxter, Sandman, Bjork,
Lood & Edvardsson, 2019). Vardmiljon skapar mening i sig sjélv, i den bemirkelsen
att materiella saker som finns i den dldres hem eller som den éldre tagit med sig vid
inflyttning till sdrskilt boende kan ha mening. Resultatet visade att hemmet som
plats kunde bidra till att bevara den é&ldres identitet, samtidigt som personal i
hemvard beskrev att hemmet ocksd kunde vara isolerande (II). I en studie om
platsens betydelse for vilbefinnande i familjer med kronisk sjukdom beskrevs
platsen som trygghetsskapande och dir platser pa olika sitt var associerade med
aktiviteter som man tyckt om och en plats for avkoppling (Arestedt, Benzein,
Persson & Ridmgard, 2016). Det betyder att om miljon dr meningsskapande sa kan
man kdnna sig mindre ensam och frammande, bade infor sig sjdlv och andra.
Browall med flera (2013) genomfdrde en studie inom onkologisk vard som visade
att den psykosociala miljon var 6verordnad den fysiska. En aspekt av psykosocial
miljo handlar om tid och tempo. Resultatet i avhandlingen visade att det fanns olika
forutsittningar beroende pa om varden gavs i hemmet eller pa institution dir
personalen pé sjukhus exempelvis angav att korta vardtider och bristande kontinuitet
var hinder for att skapa tillitsfulla relationer (II). Andra institutionella hinder for
relationskapande kan vara forvantningar som ar svara att leva upp till. En studie av
Banerjee med flera (2016) visade att sjukskoterskor i en onkologisk kontext kdnde
sig splittrade mellan olika forvéntningar. De ville vara ett stod for sina patienter och
deras familjer, men upplevde forvintningar fran kollegor och verksamheten pa att i
forsta hand fokusera pa och behandla medicinska symtom. Ett annat hinder for att
vara nédrvarande i mdtet var att bli avbruten och distraherad. Buber (1994) beskriver
jag—du-relationen som en relation som bygger pa jamlikhet, ett genuint intresse for
den andre och Omsesidighet. Det fOrutsitter att det finns mojlighet att vara
ndrvarande, men ocksa att det finns gemensamma virderingar och uppfattningar
bland vardpersonalen pa den vard som ges. Vid planering av interventioner for att
tillgodose dldre personers existentiella behov ar det séledes viktigt att ta hénsyn till
olika kontextuella forutsdttningar och att ge mgjlighet att anpassa innehéllet till den
faktiska situationen.
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Stod till personal i att méta existentiell ensamhet

En av de storsta utmaningarna for vardpersonal i aldrevarden ar att mota &ldre
personers existentiella funderingar om livet och ddden. Personalens osékerhet och
radsla handlade framfor allt om hur man skulle ndrma sig, méta och besvara den aldres
funderingar kring existentiella fragor (I, 11, V). Det fanns ocksa en osakerhet bland
volontérer. Vissa volontarer undvek sadana samtal eftersom de inte kande sig
bekvama i att samtala om existentiella fragor. Ett annat skal var att de ville lindra den
aldres ensamhet genom att avleda fran tungsinta tankar och darfor i stallet fokuserade
pa sadant som gav gladje (111). Personalens osakerhet infor existentiella fragor kan
handla om forestéliningar om vad som férvéntas av en som personal och vad som
ingar i den professionella rollen, som att vilja hjélpa men inte ha nagra svar eller
I6sningar. Det fanns personal som uttryckte att existentiella fragor hérde till den
privata sfaren och darfor undvek att prata om dessa fragor (11). | en hollandsk studie
om existentiella fragor inom &ldrevard beskrev de &ldre att samtalen mest handlade
om deras fysiska valmaende och att det séllan gavs utrymme att prata om deras tankar
och spirituella valmaende, trots att personalen anstrangde sig att hitta tid for samtal
(van der Vaart & van Oudenaarden, 2018). Tid for samtal handlar &ven om tid att
lyssna. | en metaetnografisk studie beskrivs tystnad som en del av en l&kande
kommunikation, men ocksa som en paus i kommunikationen i vantan pa det som ska
komma att ségas (Bassett, Bingley & Brearley, 2018). Lyssnandet ar rimligtvis ett av
personalens allra framsta redskap i motet med existentiella funderingar. Personal som
arbetade med personer med cancer uttryckte det som ha ett ansvar att lyssna, liksom
att ha modet att vaga stanna kvar, och lyssna genom att vara tyst (Browall, Melin-
Johansson, Strang, Danielson & Henoch, 2010). Resultatet i denna avhandling visade
att ocksa volontarerna lyfte fram betydelsen av att lyssna, 4&ven om de menade att
lyssnande kraver viss traning. De lyfte ocksa fram vikten av att ha sjalvkannedom och
att vara klar éver sina egna varderingar for att hantera existentiella fragor. Flera av
volontarerna hade sjalva arbetat i vard eller omsorg tidigare och de beskrev relationen
till &ldre personer som annorlunda &n de man tidigare hade haft som professionell
(111). 1 rollen som volontér kunde de i mycket hogre grad tillata sig att “bara vara”,
lyssna och vara en medmanniska. Det indikerar att den professionella rollen ibland
kan vara en begransning i relation till existentiella fragor och samtal dar rollen som
volontdr ger storre frihet och handlingsutrymme.

Det ar alltsa en risk att personalens osakerhet medfor att de aldres existentiella behov

inte tillgodoses. Enhetscheferna inom hemtjanst och pa sérskilt boende angav att
personalen framst fick stod i att mota existentiella fragor i form av individuella samtal
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med enhetschefen eller sjukskoéterskan (IV). Samtidigt uppgav mer &n hélften av
enhetscheferna att de hade personalansvar for mellan 31 och 50 personer och en
femtedel hade ansvar for mer an 50 personer (1V). Det ar da rimligt att fraga sig i
vilken man de hinner att ge stod, och i sa fall pa vilket satt? En studie bland
sjukskaterskor som vardade svart sjuka och déende patienter 6nskade stod i att hantera
sina kanslor om de existentiella fragor som véckts i moten med patienter, snarare &n
att fa bekraftelse pa att man hade gjort ratt. | de fall man var i behov av stod valde
man att vanda sig till sina kollegor, snarare an till sin familj eller till lakaren (Houtepen
& Hendrikx, 2003). Det visar pa betydelsen av att det finns kollegor som man kan
samtala med och att det finns ett arbetsklimat som framjar samtal om existentiella
aspekter av vardandet. Enhetscheferna sjélva uppgav ekonomiska begransningar,
svarigheter att samordna traffar och brist pa ledare i existentiella fragor som
anledningar till att det inte fanns ett mer formellt stod (1V). Sjukskoterskorna i studien
av Houtepen och Hendrikx (2003) uppfattade att utbildning inte hade sa stor effekt,
i stallet handlade det om att hitta sin egen vag baserat pa egna praktiska erfarenheter
vilket sin tur gav kraft. Det talar for att strukturerad reflektion med kollegor &r att
foredra fore utbildning. Det finns studier som visar att systematisk och strukturerad
reflektion kan oka forstaelsen for den aldre personens situation och for vad som &r
meningsfullt for just den personen. Ett sddant exempel &r en interventionsstudie med
fokus pa ett palliativt forhallningssatt inom sarskilt boende (Beck, 2013).
Interventionen bestod av studiecirklar med aterkommande diskussioner och
reflektioner kring bestdmda teman, bland annat Hur kan vi bli béttre pa att samtala
med dldre personer om ddden och andra svara fragor?”. Efter interventionen skattade
personalen att de i hdgre grad samtalade med vardtagarna om det som gav dem mening
i livet (Beck, Jakobsson & Edberg, 2014). Personalen i interventionsgruppen angav
ocksa att de genom interventionen hade blivit medvetna om aspekter som hindrade
dem fran att fokusera pa relationen och motet med vardtagarna. De angav dock
samtidigt att det saknades resurser for att arbeta efter vad de hade lart sig (Beck,
Tornquist & Edberg, 2014). Det &r i linje med resultatet i denna avhandling dar
enhetscheferna beskrev att samtalen om existentiella fragor inom arbetsgruppen
handlade om hur personalen skulle kunna stddja de &ldre i deras existentiella behov,
men beskrev dven personalens kansla av otillracklighet och frustration éver brist pa
tid for att kunna stodja de aldre (I1V). Personalen i interventionsgruppen i studien av
Beck och medarbetare berattade aven att de saknade stod fran ledningen, trots att
enhetschefer och sjukskoterskor hade varit delaktiga i interventionen (Beck, Térnquist
& Edberg, 2014). Det verkar saledes som att ett systematiskt och strukturerat stod till
saval vardpersonal som volontarer &r av betydelse och kan ge majlighet att tillvarata
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goda erfarenheter, men ocksa vikten av att kunna dela erfarenheter nar man har stétt
pa nagot man upplevt som svart att hantera. Det forutsatter dock ett systematiskt stod
fran enhetschefer och sjukskoterskor och att arbetet organiseras pa ett sadant satt att
mojligheter till samtal om existentiella fragor kan ges.

Handlingsutrymme och tillit i organisationen

For att vardpersonal ska kunna skapa meningsfulla relationer och ha existentiella
samtal kravs att personalen har eget handlingsutrymme nér situationen sa kraver och
att ledarskapet och organisationen varnar detta handlingsutrymme. Tid &r en central
aspekt for att skapa tillit och méta den andre som person. Avhandlingens resultat
visade att brist pa tid, kontinuitet, men aven brist pa lokaler for samtal i avskildhet
begransade personalens mojligheter att skapa relationer och ha djupare samtal med de
aldre (I11). Samtidigt har personalens handlingsutrymme betydelse vilket kan vara en
utmaning i varden. Wolf med medarbetare (2012) visade att vardmiljon pa en
medicinsk vardavdelning med starkt fokus pa rutiner begransade bade personals och
patienters majligheter att skapa en relation. Majligheterna att paverka det dagliga
arbetet har minskat i aldreomsorgen pa senare ar, framst inom hemtjanst.
Handlingsutrymmet, det vill sdga andelen som uppgav att de hade mdjlighet att vara
flexibla och kunna paverka det dagliga arbetet, minskade fran 39 till 16 procent mellan
2005 och 2015. Minskningen galler adven pa sarskilt boende, men inte i samma
omfattning (Szebehely m.fl., 2017). Ett minskat handlingsutrymme kan forsvara for
personalen att lyssna in och vara lyhdrda for de &ldres behov. Déremot &r det inte
forsvarbart att lagga hela ansvaret pa den enskilde anstéllda eftersom det kan finnas
begréansningar for att tillgodose aldre personers existentiella behov i vardkontexten
eller organisationen. Istdllet beh6vs stddjande strukturer i organisationen. En viktig
sadan stodjande struktur ar ledarskapet. Det géller inte minst i samband med
implementering av nya arbetssatt. Moore med flera (2017) fann att hinder for att
implementera exempelvis personcentrerad vard i olika vardkontexter var traditioner,
rutiner och stereotypiska attityder medan ledarskap och en éppensinnad attityd istallet
underléttade inférandet. Darfor ar det viktigt att planera, forankra och anpassa en
intervention till den aktuella vardkontexten och verksamheten. Vidare behover det
finns utrymme for gruppreflektion och gemensamma visioner, ledare behover ha klart
for sig sin roll, sitt ansvar och ha mandat att genomféra férandringen om forédndringen
ska bli hallbar (Augustsson, Tornquist & Hasson, 2013). Allt detta &r viktigt vid
planering av en intervention av personcentrerad vard dar systematiskt stod till
vardpersonal i att samtala med aldre om existentiella fragor ar en central del.
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SLUTSATSER

Utifran denna avhandling kan féljande slutsatser dras:

92

Det ar av stor betydelse att stodja vardpersonals och volontarers vilja att
skapa meningsfulla relationer som grund for existentiella samtal. Samtidigt
ar det viktigt att uppmarksamma deras osékerhet och radsla att méta
existentiell ensamhet och samtala om existentiella fragor. For att stodja saval
personal som volontarer behdves mojlighet att reflektera i grupp for att stédja
larande, bade for den enskilda individen och for gruppen.

Tid och utrymme &r en forutsattning for att vardpersonal och volontarer ska
kunna vara ndrvarande i motet och mota existentiell ensamhet och
existentiella fragor, exempelvis majligheten till meningsfulla samtal om
saval livet som doden.

For att kunna mota den &ldres personens existentiella behov kravs inte bara
en formaga att samtala, det kravs dven en férmaga att kunna lyssna och en
lyhordhet for det som s&gs, men dven for det som inte ségs.

Den roll som volontédrer har som medmanniskor kan ge en storre frihet och
handlingsutrymme, medan rollen som professionell ibland kan vara
begransande i relation till existentiella fragor. Det ar darfor viktigt att se
volontarer som ett viktigt komplement i varden av &ldre personer.

For att vadga samtala om existentiella fragor behovs det ett systematiskt och
strukturerat stod som organiseras av enhetschefer i samarbete med
sjukskoterskor. Ett systematiskt och strukturerat stod till saval vardpersonal
som till volontérer &r av betydelse och kan ge mojlighet att dela erfarenheter.

Vardkontexten har betydelse for hur vardpersonal uppfattar och mater
existentiell ensamhet. Det stod som ges for att méta existentiella fragor skiljer
sig dven mellan olika vardkontexter. Nar en intervention ska planeras och
genomforas behover den alltsa anpassas till den aktuella kontexten och till
den aktuella verksamhetens forutsattningar.



KLINISKA IMPLIKATIONER

De Kkliniska implikationerna av avhandlingens resultat kan ses i ljuset av
personcentrerad vard och det ramverk som McCormack and McCance (2017) har
utvecklat. Ramverket som framst har anvénts inom varden av aldre personer har fem
huvudkomponenter som beskriver forutsattningar for en personcentrerad vard: ett
samhéllsperspektiv, forutsattningar for personcentrerad vard, vardandets
sammanhang, personcentrerade processer och personcentrerade resultat.
Samhallsperspektivet omfattar bland annat attityder och normer, vardens styrning och
tillgang till kompetens som paverkar hur varden organiseras. Forutsattningarna
omfattar personalens egenskaper, hangivenhet, sjalvkannedom, kompetens (bade
professionell och social) och medvetenhet om sina egna varderingar, vardandets
sammanhang handlar om méjligheterna till delat beslutsfattande, samarbete mellan
olika professioner, en stédjande organisation, nytdnkande och forandringsbenégenhet
samt en stddjande fysisk miljo, medan de personcentrerade processerna poangterar
vikten av att utga fran den aldre personens varderingar, att ha ett genuint engagemang,
delat beslutsfattande, en medveten néarvaro och holistisk omvardnad. Slutligen handlar
de personcentrerade resultaten om att varden ska leda till en positiv upplevelse av
varden, involvering, en kéansla av vélbefinnande samt att vardkulturen ar helande.

Nar det géller forutsattningarna for en personcentrerad vard visar avhandlingens
resultat att saval personal som volontarer kanner osdkerhet i att mota och hantera
existentiella funderingar hos &ldre personer. For att de ska kunna utveckla sin
kompetens och sjalvkannedom och bli medvetna om sina vérderingar ar det viktigt
med mojligheter till kontinuerlig reflektion och systematiskt stod. Resultatet visar
aven att det finns ett kunskapsbehov néar det galler olika sorters ensamheter, vad
existentiell ensamhet &r och hur det kan ge sig till uttryck. Denna kunskap &r viktigt
for att kunna uppmérksamma och mota dldre personers existentiella behov och
funderingar. Nar det galler vardandets sammanhang visar resultatet att personalen
behdver ges mojligheter att skapa meningsfulla relationer for att kunna mota
existentiella fragor. Enhetschefer inom vard och omsorg har en central roll for att ge
personalen handlingsutrymme i vardagen, i en stddjande organisation déar
enhetschefer och sjukskdterskor samarbetar och leder verksamheten. De har olika
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ledarroller, men kan tillsammans utveckla varden och vara ett stod till personalen.
Vardandets sammanhang ar aven relaterat till de kontextuella forutsattningarna.
Resultatet visar att vardkontexten har betydelse och att det ar viktigt att i det stod som
ges, ta héansyn till de forutsdttningar som finns. | de personcentrerade processerna
poangteras vikten av att utga fran den aldre personens varderingar. Resultatet visade
att bade personal och volontarer stravade efter att vara lyhdrda for den dldre personens
behov. Men de djupare, existentiella samtalen kraver inte bara att personal och
volontérer kanner sig sakra i att mota existentiella fragor, det kraver dven att den andre
ar redo att prata om eller pa andra satt uttrycka dem. For att méta den aldre personen
i ett personcentrerat mote, behover de alltsa dven utga fran den aldres varderingar och
ha ett genuint engagemang och en medveten narvaro. Malet ar alltsa storsta mojliga
valbefinnande for den &ldre personens, men &aven for vardpersonalen for att
vardkulturen ska upplevas som helande (personcentrerat resultat).

Nér det galler samhallsperspektivet som pa ett satt kan anses som Gverordnat, &r det
av vikt att chefer i vard och omsorg, foretradare i volontarorganisationer och politiker
pa olika nivder har kunskaper om vilken betydelse prioriteringen av resurser kan
medfora for vardpersonalens mojligheter att ge en sa god omvardnad som majligt. Det
&r &ven viktigt att diskutera hur volontarer som medmanniskor i &nnu hogre grad kan
vara ett komplement till vardpersonalen. Dessa fem komponenterna i McCormack och
McCances (2017) ramverk har var for sig, och tillsammans, betydelse fér person-
centrerad vard. Det innebar att enskilda insatser inte ar tillrackliga for en hallbar
forbattring utan att forandringen behdver ske pa flera olika nivaer.
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FRAMTIDA FORSKNING

Aven om avhandlingen har gett svar p4 ménga forskningsfragor, har det uppstatt nya
lings med vidgen. Avhandlingens resultat kan utgéra en viktig grund for
utvecklingen av kommande interventioner som bland annat riktar sig till
vardpersonal. Foljande aspekter dr vidsentliga att ta hansyn till nir det giller
utformningen av interventioner i syfte att stddja motet med &ldre personer som
upplever existentiell ensamhet:

- Det behdvs mer dn bara en formaga att samtala for att mdta existentiell
ensamhet och existentiella fragor. Det behovs en forstaelse for verbal och
icke-verbal kommunikation samt nir det ena eller det andra dr 1dmpligast.
Dérfor behdver en intervention i1 syfte att stodja véardpersonal innehalla
olika komponenter for att kunna mota den dldre personens behov sdsom
tréning 1 att samtala och lyssna, men dven i metoder dir de kan mdta dldre
personer pa andra sitt, exempelvis genom fysisk berdring.

- Resultatet visade pa vardkontextens betydelse for personalens uppfattning
om existentiell ensamhet, men &dven for deras mdjligheter att mota
existentiella fragor och mgjligheten till stod. En intervention behdver alltsa
kontextanpassas utifran den aktuella verksamhetens forutsittningar.

- Det ar viktigt att se volontdrer som ett komplement till vardpersonal. En
viktig interventionskomponent skulle kunna vara att mer systematiskt
involvera volontérer i varden av éldre personer.

- Enhetschefer ar centrala for mgjligheten att utveckla och forbattra véarden.
For att en intervention ska vara hallbar behdver ledarna involveras och ha
mandat att paverka.

Det behovs ytterligare kunskap om enhetschefers respektive sjukskoterskors syn pé

stod till personal och synen pa varandras roller. Enhetschefer och sjukskoterskor
inom vard och omsorg har tva olika ledarroller och ett samarbete ar centralt for en
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dldrevérd av god kvalitet. Vi saknar dven kunskap om deras enhetschefers syn pé att
infora systematiskt stod till personal samt vad som kréavs for ett skapa ett klimat som
frimjar existentiella samtal. Avhandlingens resultat visade &ven att vardpersonal och
volontérer har olika forutsittningar, ddr volontérer kan bidra genom att vara med-
minniskor. Vi saknar dock kunskap om &ldre personers erfarenheter och vad det
betyder for dem att mdta volontdrer. Slutligen vore det vérdefullt att undersdka
sprakets betydelse for att mota, forstd och samtala om existentiella fragor och
ytterligare studier om vilken betydelse andra former av kommunikation kan ha inom
varden till dldre personer.
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SUMMARY IN ENGLISH

EXISTENTIAL LONELINESS AMONG FRAIL OLDER PERSONS
Professionals’ and volunteers’ experiences and need for support

Background

Existential loneliness is a part of being human that is little understood in healthcare,
but to provide good care for older people, professionals must be able to address their
existential concerns. Regardless of one’s age, having existential needs and thoughts
is part of being human. Professionals encounter and care for older people in most care
contexts and therefore must be prepared to address their existential needs, alongside
physical, psychological, and social needs. Addressing existential loneliness and
existential issues can be challenging for professionals and is often not prioritised in
times of austerity. Another challenge is the increasing proportion of older people
worldwide, challenging society and the healthcare sector to develop new solutions,
for example, solutions involving volunteers, especially to combat loneliness among
older people. Yet we know little about volunteers’ experience of encountering older
people’s loneliness in general and existential loneliness in particular. Such knowledge
is important in order to develop high-quality volunteering. If existential needs are not
met or addressed, a feeling of existential loneliness may arise among the cared-for
older persons. Whether professionals and volunteers need support and, if so, what
kind are important questions to answer if we are to provide adequate support. This
thesis is part of the LONE study, exploring existential loneliness among frail older
people based on the perspectives of the older people themselves, their significant
others, healthcare professionals, family care advisors, volunteers, and first-line
managers, and on a review of medical records in palliative care regarding existential
aspects. Frail older people were defined as those aged >75 years receiving long-term
care from formal caregivers provided by the municipality or county council.

Aim and methods

The overall aim of the thesis was to explore healthcare professionals’ and volunteers’
experiences of encountering older persons’ existential loneliness, the significance of
the care context, and first-line managers’ view of support. This thesis is based on four
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studies: three were qualitative with a descriptive design (studies I-111) and the fourth
was quantitative with a cross-sectional design (Study 1V). The data collection for
studies | and Il was based on focus group interviews with healthcare professionals
(i.e., nurse assistant, registered nurse, physician, occupational therapist, physio-
therapist, social counsellor, and social worker) in six different care contexts. The data
collection for Study 111 was based on focus group interviews and individual interviews
with volunteers from four organisations. Study IV was based on a questionnaire sent
to first-line managers in home care and residential care, examining their views of
support for staff and volunteers encountering existential issues among older persons.

Findings

The findings of Study I indicated that healthcare professionals experienced existential
loneliness among older people in various ways and situations related to ageing, illness,
and end of life. The professionals’ stories about encountering older persons’
existential loneliness revealed that they often felt insecure about how to talk about
existential issues. They also felt inadequate and frustrated when encountering barriers
such as the older person’s bodily limitations, demands and needs (perceived as
insatiable), personal privacy, or fear and difficulty in encountering existential issues.
Study 11 was a multiple case study of the care contexts of home care, residential care,
hospital care, and palliative care. The findings indicated that the care context matters
regarding professionals’ views and interpretations of the origin of existential
loneliness. In home care and residential care, these views and interpretations
concerned life, the present, and the past. In hospital and palliative care, existential
loneliness mainly concerned the older person’s forthcoming death. Professionals
considered creating relationships an important part of their role in all care contexts,
although the meanings, purposes, and conditions of these relationships differed (Study
I1). Study Il showed that being a volunteer meant being a fellow human being,
alleviating others’ and one’s own loneliness. Becoming a volunteer was a way of
finding meaning, and volunteering made the volunteers feel rewarded and
simultaneously emotionally challenged. Encountering loneliness, including
existential loneliness, required sensitivity to others’ needs for closeness and distance.
The findings of Study IV, based on a questionnaire, indicated that 88% of the first-
line managers found that older persons sometimes or often expressed existential
loneliness. They also reported that staff insecurity was the major obstacle to talking
about existential issues with the older persons. Support was provided in the form of
structured reflection, but provision of systematic supervision was reported by only 6%
of front-line managers. The managers reported that most support was provided by
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themselves or by registered nurses. Almost half of the managers (44%) reported that,
at their units, volunteers were engaged in activities such as everyday conversations
and/or music/entertainment. In addition, they also reported a desire for volunteers to
be more involved in both everyday and existential conversations.

Discussion

This thesis identified healthcare professionals’ insecurity and fear of talking about
existential issues. Some volunteers were also insecure, while others described
themselves more as fellow human beings and were more comfortable. Although both
professionals and volunteers focused on the relationship with the older person, there
were several barriers to having conversations about existential issues. The barriers
identified included the physical limitations of the older person (e.g., difficulties
expressing themselves and cognitive impairment) and the professionals’ perception
that the older people themselves were insecure and afraid to talk about existential
issues. However, the managers stated that cognitive impairment and aphasia were
greater obstacles to conversations about existential issues than were older people’s
uncertainty and unwillingness to discuss these issues. The professionals found that
older people often sought physical closeness, for example, by reaching for a hand to
hold, to feel the presence of another person and as a sign of existential loneliness. Soft
tissue massage could be a way to alleviate existential loneliness when words were
insufficient or there were other difficulties communicating verbally. The context in
which care is provided and the framing and orientation of the care have a bearing on
how healthcare professionals perceive existential loneliness. In addition, the results
indicated that, depending on whether the care was given in the older person’s home
or at an institution, different conditions prevailed. In palliative care, professionals
were offered regular clinical supervision and organised meetings for support, while
no organised and regular support and/or supervision were offered in home, residential,
or hospital care. Lack of time and continuity were other constraints, so it is important
to adapt and tailor support to the specific care context.

One of the greatest challenges facing staff in the care of older people is to address
older people’s existential concerns about life and death. Staff insecurity and fear were
mainly about how to approach and respond to older people’s existential thoughts. In
contrast, the volunteers could allow themselves to “just be” to a much greater extent,
simply listening and being fellow human beings. This indicates that the professional
role can sometimes be a limitation in relation to existential issues and conversations
in which the volunteer role gives greater freedom of action. If no support is provided
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or action is taken to increase professionals’ confidence in encountering existential
issues, there is a risk that older persons will be left alone with their existential issues.
Studies show that systematic and structured reflection can improve understanding of
the older person’s situation and what is meaningful to that person, suggesting that
systematic and structured support for healthcare professionals and volunteers is
important. However, this would require systematic support from managers, so that the
work is organised to provide opportunities for existential conversations.

Conclusion

In conclusion, one of the most important findings of this thesis was the insecurity of
the professionals and their fear of discussing existential issues. This was revealed in
the interviews with the professionals and confirmed by the first-line managers.
According to professionals and volunteers, the relationship with the older person was
important when encountering existential issues. This thesis demonstrates the
importance of helping professionals focus on existential issues about life and death
and of the potential of volunteers as an important complement in the care of older
people.

Clinical implications

The clinical implications of the findings are that it is important to recognise healthcare
professionals’ insecurity and fear when encountering older people’s existential
loneliness and having existential conversations with them. The significance of the
relationship of the professionals and volunteers with the older persons also needs to
be highlighted, as does the influence of a trusting relationship on existential
conversations. However, we need to know how older persons themselves experience
encounters with volunteers, and what volunteers believe that they can contribute.
Since first-line managers are responsible for supporting their staff, more knowledge
is needed of managers’ own experience of obstacles to providing systematic and
structured support to staff and to creating space in everyday care for existential
conversations.
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TACK

Ett sérskilt stort och varmt tack vill jag &gna alla de personer som deltagit i intervjuer
och besvarat enkater i mina studier. Tack till all vardpersonal som berattat och
generost delat med sig av sina erfarenheter till oss forskare och till varandra. Tack till
alla kontaktpersoner som hjalpt mig att koordinera fokusgruppsintervjuerna och
deltagit i telefonintervjuer. Tack ocksa till alla volontarer som deltagit i bade
fokusgruppsintervjuer och individuella intervjuer. Nagra av er har jag besokt i era
respektive verksamhetslokaler, andra har varit pa min arbetsplats och nagra av er har
jag intervjuat i era hem. Ni har gjort intryck pa mig. Tack aven till alla bussiga och
hjadlpsamma kontaktpersoner i de olika volontérorganisationerna. Ett varmt och
innerligt tack for att ni har delat med er av tankar och erfarenheter. Till alla
enhetschefer inom vard och omsorg som avsatt tid att besvara den enkat som
skickades till er — stort tack. Det har varit en viktig pusselbit.

Till referensgruppen som varit knuten till LONE-studien. Ann-Margreth Albin, Bengt
Gustafsson, Mogens Hey, Lisbeth Mattsson, Anita Olsson och Eva Wiman. Ni har
foljt oss genom aren och bidragit med vardefulla och kloka tankar som varit till hjalp
for mig i mitt avhandlingsarbete. Tusen tack for goda samtal.

Till mina tre fantastiska handledare, Anna-Karin Edberg, Kerstin Blomqvist och
Margareta Ramgard. | mina 6gon har ni varit mina supporters, pahejare och
valbehdvliga kritiker. TACK.

Anna-Karin Edberg, min huvudhandledare. Jag &r otroligt tacksam for all din hjalp
och uppmuntran under min doktorandtid. Trots din oerhérda snabbhet och skérpa i
tanke och handling sa har du har en lyhordhet och férmaga att kanna in nar det ar tid
for eftertanksamhet, men ocksa for samtal pa ett mellanmanskligt plan. Det &r en
vardefull egenskap hos en handledare. Ordning och struktur har jag fatt fran dig. Det
skapar trygghet. Du har Iatit mig téanka hogt och brett i vissa skeden och i andra skeden
tyglat mina tankar for att halla mig pa banan nar det har behdvts. Du har ocksa en
formaga att se I6sningar nar nagot inte gar som det &r tankt och fa en doktorand att
kanna hopp. Du har latit mig fa géra mycket vilket jag ar glad for, men talmodigt sagt
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nej nar det har behovts. Det ar jag ocksa glad for. Trots valbehovliga korrigeringar av
mina texter har dina konstruktiva kommentarer alltid innehallit uppmuntran och glada
hejarop.

Kerstin Blomgvist, min bitrddande handledare. Det var du som visade mig végen in i
forskning och den som fick mig att tanka och tro att det var en moéjlig vag att ga.
Handledarrelationen borjade redan nar jag skrev min magisteruppsats, sa du har
funnits i min varld under manga ar. Tank s& manga mil vi har akt runt i Skane for
datainsamling. Du brukade séga att vi var handelsresande i fokusgrupper. Vilka fina
samtal vi har haft, om livet och andra viktiga ting. Du har varit en stor inspirator for
mig under manga ar. Du &r en otrolig pedagog och har hjalpt mig att forsta betydelsen
av att analysarbete tar tid, och behover ta tid. Du har dven en fantastisk forméga att se
en text och med néagra fa ord gora att den far en helt annan skarpa. Jag har forundrats
over det manga ganger. Tack ocksa for alla ganger jag har fatt lana ert gastrum nar det
av olika anledningar varit for sent for mig att aka hem till Viken.

Margareta Ramgard, min bitradande handledare. Du och jag har haft samarbete sedan
flera ar och som borjade redan i ett tidigare forskningsprojekt. Eftersom vi inte arbetar
pa samma laroséate ses vi av naturliga skal inte lika ofta. Inte desto mindre har vi haft
manga och goda samtal som jag har uppskattat. Dina kloka och skarpa synpunkter och
reflektioner har ofta bidragit med en annan vinkel som har haft betydelse for mig pa
olika satt, bade i studierna och pa ett personligt plan. Det var du som férmedlade
kontakten till Christine Milligan, sa att jag fick majlighet att vistas vid Centre for
Ageing Research, Lancaster University. Tack s mycket. Jag har varit glad for vara
samtal och hoppas att de fortsatter.

Till alla forskare i LONE studien — ett stort och varmt tack for att jag har fatt ta del av
kunskap och erfarenheter. Inte minst alla diskussioner som forts under projektets
gang. Det har varit oerhort véardefullt att som doktorand fa vara en del av ett sadant
sammanhang och inte minst fér mitt avhandlingsarbetes skull. Ett sérskilt tack till
Anna-Karin Edberg och Ingrid Bolmsjo som projektledare och som startade upp
projektet. Sa ett stort tack till alla, Kerstin Blomqvist, Ingela Beck, Margareta
Ramgard, Birgit Rasmussen, Ingalill Rahm Hallberg, Christine Kumlien, Marina
Sjéberg, Helena Larsson och Jonas Olofsson. Tack ocksa till Magdalena Andersson
som var med i borjan av projektet.
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Till mina alldeles speciella musketérskompisar Helena Larsson och Marina Sjdberg.
Vi har kdmpat tillsammans, och var for sig, med vara doktorandprojekt inom LONE-
studien. Vi har hallit ett flertal presentationer tillsammans och akt pa konferenser i
Sverige, men ocksa till San Francisco och Leuven. Vi har delat manga goda skratt och
ocksa ovisshet och vanda. Allt det som ingar i en doktorandtillvaro. Det har varit en
forman att gora det tillsammans med er. Vi har alltid varandra.

Till alla finansidrer som mojliggjorde mina doktorandstudier. Till Forsknings-
plattformen Halsa i Samverkan och for finansiering av min doktorandtjanst. Det &r jag
tacksam, glad och stolt dver. Tack &ven till andra finansidrer som bidragit till att
studierna har kunnat genomféras. Crafoordska stiftelsen, Greta och Johan Kocks
stiftelse, Gyllenstiernska Krapperupsstiftelsen och Vardalstiftelsen.

Tack ocksa till SWEAH, Nationella forskarskolan om aldrande och hélsa. Jag har varit
glad och stolt att vara med i det sammanhanget och for alla trevliga doktoranddagar,
kurser och natverkande i samband med konferenser. Ett sdrskilt tack till Susanne
Iwarsson, Maria Haak och Charlotte Lofqvist. Till Stina Elfverson, tack for din
servicekansla, snabbhet och vilja att gora det trevligt for oss doktorander. Det var
ocksa tack vare medel frin SWEAH som gjorde min forskningsvistelse vid Lancaster
University i England méjlig.

Till Forskningsplattformen Hélsa i samverkan och forskningschef Albert Westergren,
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APPENDIX Enkatfragor

1. FRAGOR OM DIN ENHET DAR DU AR CHEF/LEDARE

1.1 Vardformen p& den enhet dir Du &r verksam som chef/ledare 4r?*
O Hemtjanst
O Servicehus
O Gruppboende
O Sarskilt boende
O Trygghetsboende
O Annan: ...

1.2 Har enheten n3gon specialinriktning?!
O Demensvard
O Korttidsvard
O vixelvardsplatser
O palliativ vard
O ANNAN: e

1.3 Enheten dér Du ar verksam som chef/ledare &r inom
O Offentlig regi
O Privat regi
O stiftelseform, kooperativ, intraprenad eller liknande

1.4 Antal personer som Du har personalansvar for?
0 1-10
O 11-30
0 31-50
O 51-70
O Fler an 70
O Har inget personalansvar

1.5 Vilka personalkategorier har Du ansvar for?*
O Vvardbitraden
O Underskéterskor
O sjukskoterskor
O Arbetsterapeuter
O Fysioterapeuter
O Kost- och stiadpersonal

1.6 Finns det personal pa din enhet som har begransad formaga att samtala pa svenska?
O Ja
O Nej
O vetinte
Om ja, ungefar ur stor andel? (ANge i ProCeNt).......cocvereeeeeeureuerinsieisesseseeseeseaens

1.7 Finns det boende/vardtagare pa din enhet som talar ett sprak som inte behérskas av ndgon i personalen?
OlJa
O Nej
O vetinte

! méjlighet att ange mer &n ett svarsalternativ



2. FRAGOR OM EXISTENTIELL ENSAMHET OCH EXISTENTIELLA FRAGOR

Existentiell ensamhet (en djupare kdnsla av ensamhet) associerar du till:

Instammer inte alls Instammer helt Har ingen uppfattning
2.1 Livet, mening? o o o u] n}
2.2 Déende, doéden, forluster u} u} u] ul u]
2.3 Frihet, autonomi, sjalvbestimmande 0O o u] u] |
2.4 Ensamhet, att sakna relationer | u| o o u]

2.5 ANNAEL Lo e s s s s s s s s s s bbb sa b s

2.6 Finns det boende/vardtagare pa din enhet som ger uttryck fér existentiell ensamhet?
O Ofta
O Ibland
O sallan
O Aldrig
O Vet ej

2.7 Hénder det att personalen pratar med de boende/vardtagarna om existentiella fragor?
O Ofta
O Ibland
O sallan
O Aldrig
O vetej

2.8 Om personalen pratar om existentiella frdgor med de boende/vardtagarna, kan Du ge exempel pa vad samtalen kan
handla om?

2.9 Hander att arbetsgruppen pratar om existentiella fragor?
O Ofta
O Ibland
O séllan
O Aldrig
O Vet ej

2.10 Om arbetsgruppen pratar om existentiella fragor, kan Du ge exempel p& vad samtalen kan handla om?

2.11 Om det finns hinder hos den dldre att prata om existentiella frégor — vad kan det bero p&?!
O Nedsatt kognition (pga demenssjukdom eller stroke t ex)
O Afasi
O Osikerhet att prata om existentiella fragor
O Ovilja/olust att prata om existentiella fragor
OSprék (att man inte talar samma sprak)
DIANNAL: oot sttt st s srs s

2.12 Om det finns hinder hos personalen att prata om existentiella frigor —vad kan det bero pa?!
O Osdkerhet att prata om existentiella fragor
O Ovilja/olust att prata om existentiella frégor
O Sprak (att man inte talar samma sprak)
DI ANNAL: oottt st st b bt bbb

% detta svarsalternativ var felvént i den utskickade enkaten



3. FRAGOR OM PERSONALEN

3.1 Har personalen mgjlighet att ha enskilda samtal med de aldre i vardagen?
O Ofta
O Ibland
O sallan
O Aldrig

3.2 Ges personalen stdd i att méta och samtala om existentiella fragor med boende/véardtagare?
O0la

O Nej

3.3 Om ja, hur sker det?*
O Regelbunden handledning
O Reflektion under strukturerade former
O Samtal med dig som enhetschef (individuellt)
O samtal med sjukskoterska (individuellt)
O Utbildning
D0 ANNAL: ottt ettt st e

3.4 Vilket ytterligare behov av stdd tror Du att personalen skulle behéva? | sa fall vilket?

4. FRAGOR OM VOLONTARER

En volontdr dr en person som erbjuder sina tjdnster frivilligt utan att krdva betalning, ofta organiserat genom
frivilligorganisation. | Sverige idag kallas volontdrer ibland fér frivilliga, ideella eller aktiva medlemmar.

4.1 Finns det volontérer pa Din enhet?
OJa
O Nej (Om nej, gé vidare till frdga 4. 11 som endast besvaras av de som inte har volontérer)

4.2 Om ja, vilken organisation tillhdr de?*
O Svenska Kyrkan
O Réda Korset
O Volontarverksamhet anordnad av kommunen
0O sjalvorganiserad verksamhet, typ Vantjanst
D0 ANNaN OFanISatioN: .........cveecueiveeeeie et ssess s sesss s sae s e sss s

4.3 | vilken omfattning finns det volontédrer pa Din enhet?
O Varje dag
O Ett par dagar i veckan
O Ett par gédnger i manaden
O Mer sillan &n 1 gdng i m&naden

4.4 Vilka aktiviteter deltar volontérerna i pa Din enhet?!
O Promenader/utevistelser
O Lasning
O Musik/underhallning
OVardagliga samtal



O samtal om existentiella fragor
DIANNGL: ottt st st e

4.5 Hander det att volontérerna pratar med de boende/vardtagarna om existentiella fragor?
O ofta
Obland
Osallan
O Aldrig
Ovet ej

4.6 Vilka aktiviteter skulle Du 6nska att volontérer deltog i?!
O Promenader/utevistelser
O Lasning
O Musik/underhéllning
O vardagliga samtal
O samtal om existentiella fragor
DI ANNGL oottt et s sttt st

4.7 Finns det hinder for att involvera volontarer i sddana aktiviteter?
OJa
O Nej

Om ja, isd fall vad?.......ccccceivnnnrececcccrre e

4.8 Ar du som chef/ledare involverad i att introducera volontirerna i verksamheten pa din enhet?
OJa
O Nej

OM ja, hUr da? ..o

4.9 Har Du gemensamma traffar med volontérerna dar ni diskuterar de aktiviteter de deltar i?
OJa
O Nej

4.10 Hander det att Du samtalar om existentiella fragor vid dessa tréffar?
Ola
O Nej

FOLJIANDE FRAGOR BESVARAS ENDAST OM NI | NULAGET INTE HAR VOLONTARER PA ER ENHET.

4.11 Finns det nagot som volontérer skulle kunna bidra med p& din enhet?
OJa
ONej

4.12 Om ja, i s& fall vad?*
O Promenader/utevistelser
OLasning
O Musik/underhallning
OVardagliga samtal
O samtal om existentiella fragor

OANNat, i 53 fall Vad?..coiiieeccceesceseee e s

4.13 Om det finns hinder fér att involvera volontérer pa din enhet, i sa fall vilka?



5. FRAGOR OM DIG SOM CHEF/LEDARE

5.1 Vilken befattning har du?
O Enhetschef
O Omré&deschef
O Verksamhetschef
OAnnat.....

5.2 Ardu
OKvinna
Oman
O Annan

5.3 Vilken &rdin &lAer?...........ooiiiiiii s

5.4 Har du professionsutbildning med en hégskoleexamen?
OJa
ONej

Om ja, i sa fall vilken?
O Socionom/Social omsorg
O Sjukskoterska
O Arbetsterapeut
O Fysioterapeut

OANNan, i s8 fall VIIKEN? ..o et e

5.5 Har Du chefs/ledarskapsutbildning?
OJa
O Nej

5.6 Hur linge har Du arbetat som chef/ledare inom vard-och omsorg?
OMindre dn 1 ar
O1-54r
06-10 ar
OMer &n 10 ar
5.7 Hur lange har Du arbetat som chef/ledare pé den aktuella enheten?
OMindre dn 1 ar
01-534r
06-10 ar
OMer &n 10 ar

6. OVRIGT

6.1 Ovriga kommentarer eller reflektioner
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ABSTRACT ARTICLE HISTORY
Purpose: Existential loneliness is part of being human that is little understood in health care, Accepted 4 May 2018
but, to provide good care to their older patients, professionals need to be able to meet their
existential concerns. The aim of this study was to explore health'care prgfessignals’ e)fperi— Existential loneliness; older
ences of their encounters with older people they perceive to experience existential loneliness. people; health care
Method: We conducted 11 focus groups with 61 health professionals working in home care, professionals; qualitative
nursing home care, palliative care, primary care, hospital care, or pre-hospital care. Our study; focus group;
deductive-inductive analytical approach used a theoretical framework based on the work encounter; life world

of Emmy van Deurzen in the deductive phase and an interpretative approach in the inductive

phase. Results: The results show that professionals perceived existential loneliness to appear

in various forms associated with barriers in their encounters, such as the older people’s bodily

limitations, demands and needs perceived as insatiable, personal shield of privacy, or fear and

difficulty in encountering existential issues. Conclusion: Encountering existential loneliness

affected the professionals and their feelings in various ways, but they generally found the

experience both challenging and meaningful.

KEYWORDS

Introduction philosophers such as Frankl, Heidegger, and Yalom.
Although loneliness has been described as a part of
being human (Yalom, 1980) and a part of the human
predicament (Tillich, 1963) in terms such as aloneness,
solitude, and isolation, no clear consensus has been
reached on a definition of the concept in general
(Karnick, 2005) or of existential loneliness in particular
(Ettema, Derksen, & van Leeuwen, 2010). Loneliness
also has different aspects and meanings. Dahlberg
(2007) described loneliness as restful and creative,
and Tillich (1963) distinguished loneliness, the pain
of being alone, from solitude, the glory of being
alone, and emphasized the greater significance of
loneliness to the health and care of a person suffering
and in need of care. It is therefore reasonable to
believe that health care professionals have seen
both loneliness and existential loneliness in the older
people in their care.

Existential loneliness is related to feeling discon-
nected from the world, lost without a purpose, and
adrift in life. Existential loneliness can also arise when
people lack previous experience of their situation or
in times of uncertainty such as during an illness.
Jaspers (1994) defined ‘limit situations’ (i.e., death,
suffering, struggling, faith, and guilt) as closely con-
nected to life, and therefore inevitable and unescap-
able, whereas Tillich (1963) defined guilt and death as
two forms of loneliness that cannot be covered up or

To avoid unnecessary suffering in older people, health
care professionals in all professions and care contexts
need to meet these people’s existential concerns.
Although previous research shows that nursing staff
are willing to pay attention to existential issues
(Strang, Strang, & Ternestedt, 2002), more recent
research shows that it is difficult and challenging to
find time and space for this in everyday elderly care
(Beck, 2013; Norell Pejner, 2013; Sundler, Eide, Van
Dulmen, & Holmstrém, 2016). This can lead nursing
staff to feel compelled to focus more on practical
tasks than on relations with the older people and
their relatives (Beck, 2013). In turn, when care is
focused more on tasks than on the relational aspects
that allow a good encounter, older people often feel
alienated and lonely (Svanstrém, Sundler, Berglund, &
Westin, 2013). The concept of loneliness is ambiguous
and includes both the objective dimension of being
alone and the subjective dimension of feeling lonely
despite having people around (Dahlberg, 2007). This
study has its starting point in existential aspects of
loneliness, existential loneliness in a caring context,
and how professionals experienced existential lone-
liness in the encounter with older people.

Loneliness has been described extensively in rela-
tion to death, guilt, and other existential aspects of
being human, often by and with reference to

CONTACT Malin Sundstrém @ malin.sundstrom@mau.se e Faculty of Health and Society, Malmé University, SE 205 06 Malmé, SWEDEN
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escaped. According to Applebaum (1978), the full
impact of existential loneliness is often felt during
the contemplative realization of one’s aloneness in
the universe, and responses can vary from fright to
excitement and acceptance of reality and one’s auton-
omy. Ettema et al. (2010) described three dimensions
of existential loneliness as (1) a condition, (2) an
experience, and (3) a process of inner growth, indicat-
ing its positive as well as negative aspects, which
concern aspects of being with others in fellowship
and connectedness, and of being without others.

For most people, ageing brings losses of important
aspects of life such as family members, friends, abil-
ities, and physical functions. The impact of these
losses and how they are managed seem to be asso-
ciated with feelings of loneliness (Kirkevold, Moyle,
Wilkinson, Meyer, & Hauge, 2013). Unlike separation
anxiety, loneliness arises when a loss has occurred,
rather than when it is feared. Although the two feel-
ings can occur simultaneously, they should not be
confused with each other (Applebaum, 1978). Harris
(2015) described existential losses during the course
of a life-limiting illness (motor neuron disease) as
losses of past ways of being in the world, embodi-
ment, spatiality, and the future. In a systematic review
by Hallberg (2004) into older people’s views on death
and dying, older people showed a need to talk about
existential issues, of time past and time to come, as
well as of dying and death. If existential thoughts and
reflections at this point are not recognized or
affirmed, anxiety or existential loneliness (feeling
alone in the world despite having people around)
can arise (Sand & Strang, 2006). This suggests a need
for further exploration to deepen our understanding
of existential loneliness in the caring context.

Caring is an interpersonal interaction that is part
of being human (Finfgeld-Connet, 2008; McCormack
& McCance, 2010), and the professional’s main
responsibility in encounters with patients and their
families is to be caring. However, such caring may
be constrained by nurses’ own insecurities and per-
ceptions of older people’s attitudes towards death;
nurses might avoid discussing existential issues and
death in an effort to avoid reinforcing a patient’s
feeling of hopelessness (Udo, Danielson, & Melin-
Johansson, 2012). A study by Norell Pejner, Ziegert,
and Kihigren (2012) showed that although nurses
considered giving emotional support to older peo-
ple important, and knowing when it is needed as
part of their professional skill set, work conditions
did not always allow time for that. Ericson-Lidman,
Norberg, Persson, and Strandberg (2013) showed
that health care personnel were troubled by con-
science when caught between various demands,
rules, and recommendations that did not benefit
the older people; they felt unable to relieve suffer-
ing and provide proper care to their patients. This

indicates that being unable to work and act accord-
ing to one’s values could create a feeling of guilt
among professionals and promote neither good
encounters nor good relations.

Another challenge for nurses was shifting their
perspective from that of a busy professional in a
care unit full of activity to the slower pace and
“insiderness” of the older people’s perspectives.
Although we can never fully understand someone
else’s life world, “reaching towards” otherness as a
process and practice is often more important than
“knowing” the details of someone’s “insiderness”
and is something to strive for (Todres, Galvin, &
Dahlberg, 2014). Existential issues and caring are
closely connected, and caring can be seen as an
ethical aspect and a wisdom-based side of nursing
(Udo, 2014). Thus, knowledge about nurses’ and
other health care professionals’ encounters with
older people perceived to be experiencing existen-
tial loneliness is vitally important to the develop-
ment of supportive interventions for health care
professionals.

Aim
The aim of this study was to explore health care
professionals’ experiences of their encounters with

older people they perceive to experience existential
loneliness.

Method

This study forms part of the larger LONE study
(Edberg & Bolmsjo, 2017) exploring existential lone-
liness among frail older people from the differing
perspectives of the older people, their relatives, and
their health care professionals. Frail older people were
defined as those aged =75 years receiving long-term
care from formal caregivers provided by the munici-
pality or the county council. The LONE study is in the
development phase of designing a complex interven-
tion (MRC, 2008).

Design

This qualitative study was based on focus group inter-
views with professionals in different health care con-
texts. Focus groups were chosen to obtain a range of
experiences (Krueger & Casey, 2009). We used a
deductive-inductive approach in the analysis.
According to Polit and Beck (2012), an emerging
design based on reflective decisions can be used dur-
ing the process of a qualitative study. In a first deduc-
tive phase, we used a concept-driven strategy
(Schreier, 2012) based on a theoretical framework by
van Deurzen (2012) followed by an inductive phase
combined with an interpretative approach (Figure 1).
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STEP 1 "
Al four authors read and forthbetween:
the text to get an over-  STEP 2 the steps
view and a sense of The first and last
the whole. authors identified,
extracted from the STEP 3
text, and sorted each The first author
of thestories into one  addressed analytical
of the four questions to the text STEP 4
dimensions inspired using a structured All authors discussed and
by van Deurzen approach to each reflected on the
(2012). dimension, and interpretations and the
discussed the analysis findings emerged. The
This step was with the last author categories were named
deductive and throughout the according to the identified
concept-driven. process. barriers.

This step was
inductive.

Figure 1. The four steps of the analysis.

Participants and context We are particularly interested in a deeper feeling of

. . being alone in life, sometimes called existential lone-
In total, 11 focus group (FG) interviews were con- liness, a feeling that can come and go. Can you
ducted in health care settings in urban and rural remember an experience with an older person who

areas in the south of Sweden. For variation, we
included home care, nursing home care, palliative

care, primary care, hospital care, and pre-hospital  Table I. Characteristics of focus group participants.

care settings. Participants (n = 61) were also selected Characteristics n=61 Specialist training
purposively to gain a range of caring perspectives Age
from nurse assistants (licensed practical nurses and Geﬁg:rge (md)  26-68 (49)
nurse aides), registered nurses, physicians, occupa- Women (%) 55 (90)
tional therapists, physiotherapists, social counsellors, Men (%) 6 (10)
. - Profession
and social workers (Table I). Although the participants Nurse assistant 2
had different functions and tasks in relation to the Registered nurse 25
. . Physician 5
older people, in this study are all referred to as profes- Occupational 2
sionals or health care professionals. therapist
Physiotherapist 3
Social counsellor 3
Social worker/Case 1
Data collection officer
Additional specialist 27
All FGs (n = 11) were conducted at the participants’ "a'n_mls/ |
. . . specialize
workplace in mixed groups of 3 to 8 professionals O?ientaﬁon (> one
(md = 6). Prior to the interviews, participants were year)
. . . . Nurse assistant 3 Palliative care, Home care
given written and oral information about the purpose rehabilitation
of the study and assurance that their participation Registered nurse 17 Oncology and palliative care, Primary
was voluntary and they could withdraw without any Ihealth, care, Pre-hospital care,
ntensive care, Anaesthesia care,
explanation. The information letter also included a Elderly care
brief text about existential loneliness in the context Physician 5 Oncology and palliative medicine,
R General Practitioner, Geriatrics
of caring and the LONE study as a whole. To safe- Occupational _
guard the principle of autonomy, participants were ‘;‘he'épits': it
. . . . . ysiotherapis -
given time between the first information and the FG Social counsellor 2 Cognitive behavioural therapy,
to consider participating (Beauchamp & Childress, soial work Psychodynamic therapy
2013). The information was repeated before written Profzg';orx?rvgrk N
consent was collected and again before the interview. experience in

. . health care, yr
The interviews were led by two researchers, one Range (md) 443 (19)

(M.S.) acting as facilitator and one (K.B. or MR as Work experience in
observer. The interview guide was first tested in a the present

. . . . organization, yr

pilot interview that led to a few adjustments. The Range (md) 0.5-42 (9)

interview guide began with an introduction. To Participants from
each care context

focus the discussion, participants were then asked Home care 16
about their views on old people’s loneliness in general Nursing home n

. . . . . Palliative care 16
and existential loneliness in particular (Krueger & Primary care 4
Casey, 2009). We requested stories about encounter- Hospital care 9

Pre-hospital care 5

ing existential loneliness by asking:
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had this deeper kind of loneliness, of being alone in
the world? Could you please provide a concrete
narrative?

Follow-up questions were asked when clarification
was needed. The facilitator tried to create a suppor-
tive atmosphere to encourage interaction and reflec-
tion on the topic and emphazied that there were no
right or wrong answers. The observer made notes and
summarized the discussions at the end of the inter-
views, which lasted for approximately two hours and
were audio-recorded and transcribed verbatim by a
trained transcriber. One recording was interrupted by
technical problems and the missing part recon-
structed from the notes, augmented by an audio-
recorded conversation between the observer and
the facilitator shortly afterwards. The FGs were con-
ducted from January 2015 to September 2016. Parts
of the interview data that concerned existential lone-
liness in relation to the care context and strategies to
handle existential loneliness will be presented
elsewhere.

Ethical aspects

One or two researchers from the LONE study
informed participants about the project as a whole
and handed out written information at meetings in
the participating health care settings. For practical
reasons, a designated contact person in each care
setting then collected the names of those who
wanted to participate and gave them to the
researchers. The contact person was either a staff
member or a manager, so there is a risk that some
participants felt pressured to participate. However,
the researchers highlighted the voluntariness of par-
ticipation before each FG. The composition of the
groups of staff from different professions in the
same workplace could have influenced the interac-
tions by making participants feel either comfortable
or uncomfortable in the discussions. The researchers
were aware of this possibility and tried to facilitate
everyone’s opportunity to have their say without
feeling constrained. This study was approved by the
Ethical Review Board, Lund, ref. 2014/652, as a part of
the LONE study.

Pre-understandings

All authors are registered nurses with experience in
geriatric nursing, education, and research. Our pre-
understandings were articulated during the planning
of this study. We defined existential loneliness as a
feeling that could come and go among people in
general. We assumed that existential loneliness is
common among older people in need of care and
that it is related to thoughts of death. We also

believed that encountering older people’s existential
loneliness was a challenge for which professionals
could need support to meet.

Analysis

The analysis was conducted in a process of moving
back and forth between four steps (Figure 1). In the
first step, all authors read the text to gain an overview
and a sense of the whole. We looked for different
aspects of health care professionals’ encounters with
existential loneliness among older people and identi-
fied stories and descriptions related to the aim. In the
second step, we structured these stories and descrip-
tions on an analytical grid inspired by the life world
theory of philosopher and existential psychotherapist,
Emmy van Deurzen. Van Deurzen's framework
includes four dimensions: the physical world, the social
world, the personal world, and the spiritual world (van
Deurzen, 2012) (Table II).

This step was concept-driven (Schreier, 2012)
which is a deductive course of action using an
already existent theory, concept, or, as in this study,
a framework, where the life world theory acted as a
coding frame. In the third step, analytical questions
were addressed to the text:What competencies and
abilities are professionals using in encountering and
interpreting older people’s existential loneliness? What
are the professionals’ perceptions and interpretation of
older persons’ existential loneliness? How do profes-
sionals describe that existential loneliness is expressed?
What are professionals own experiences of encounter-
ing older persons’ existential loneliness? In the fourth
step, we looked for significant patterns in the
answers to the analytical questions and categories
to describe the challenges professionals faced in the
encounters with older people’s existential loneliness.
The overarching category was barriers in the
encounter.

Table I1. Description of the four dimensions of van Deurzen’s
theory of the life world (van Deurzen, 2012).

The Physical ~ The most fundamental world, based on the
World assumption that human existence is rooted in the
body, and includes the relation to nature, body,
and oneself on a physical level.
The Social The world about the human existence in relation to
World others in the world with all aspects of social

interaction as in ordinary meetings with others,
human relations in the public world, and an
inevitable part of life.

The Personal  The world of closeness, to oneself and in other close

World relations.
A psychological dimension including private
experiences and identity.
The Spiritual ~ The world about what creates meaning, about the
World person’s connection with the abstract elements in

life and ideal values. About spiritual thoughts,
beliefs and aspirations about life and the world
beyond the person.
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Findings

The professionals experienced existential loneliness
among older people in various ways and situations.
The condition was not static, but instead came and
went. The professionals’ perceptions and interpreta-
tions of older patients’ existential loneliness and their
own experiences of encountering existential loneli-
ness are presented as barriers in the encounters: (1)
Insecurity when trying to interpret and understand
needs and desires; (2) Reluctance to meet demands
and needs perceived as insatiable; (3) Insecurity about
how to break through the personal shield; and (4) Fear
and difficulty in encountering existential issues
(Figure 2).

Regardless of what the barriers were about, staff
described individual characteristics and abilities that
made it easier for them to overcome these barriers.
However, some characteristics and abilites were more
prominent in some encounters. Characteristics such as
empathy, compassion, courage, curiousity, and open-
mindedness were helpful in overcoming barriers, and
the abilities to listen, to empathize, to reflect, and to
switch perspective to the older person’s life world
seemed significant in the encounters. Familiarity
with the person’s past and present history, culture,
and society were also important for professionals to
comprehend the older people’s situations. Finally,
professionals’ own norms and preferences combined
with lack of knowledge of the ageing process could
hinder professionals’ abilities in encounters with exis-
tential loneliness.

Insecurity when trying to interpret and
understand needs and desires

The professionals experienced insecurity when bodily
limitations due to, among others, cognitive impairment,
impaired hearing, and severe pain obstructed commu-
nication and interaction with others. They interpreted

that the feeling of existential loneliness was character-
ized as being sad, abandoned, feeling anxiety, feeling
fear, and being vulnerable and isolated.

Losing the ability to express themselves due to
dementia or frailties limited older people’s ability to
express needs and desires. Cognitive impairment was
a barrier that led to difficulties for older people in
understanding what was happening and influencing
their existence. A situation like that could be when an
older person with dementia was separated from rela-
tives when being a resident in a nursing home:

Yes, but I'm thinking about ... those times when they
[her significant others] are not there, and she is still so
sad, and she cries and cries, then she is sad because
she is aware that, well “I'm here and they're there”,
and she misses them and longs for them. (Interview 7
—story 6)

To have needs, but be prevented by bodily frailty
from expressing oneself or being understood by
others led, according to the professionals, to isolation
and existential loneliness. Even older people who pre-
fer to withdraw to avoid misunderstandings, such as
patients with a hearing impairment, were perceived
to be isolated and separate from others. Professionals
interpreted existential loneliness among older people
with bodily limitations as an inability to escape, being
condemned to see the world but not be a part of it, or
as living in a world of their own.

Professionals described different expressions and
signs of existential loneliness among older patients.
Seeking contact by calling for attention in vulnerable
situations was considered a sign of existential loneliness:

When they're lying there, crawling, or knocking with
their cane on the wall, or knowing that the news-
paper carrier is coming at five in the morning or
something like that, that's when | can call for help.
It feels like there’s a deep feeling of loneliness in all
that. (Interview 3—story 1)

Professionals’ encounters with older patients’ existen-
tial loneliness made them feel insecure, inadequate,

INSECURITY WHEN TRYING TO
INTERPRET AND UNDERSTAND

NEEDS AND DESIRES

Professionals experience both the older
people’s inability to express their needs and
desires and their own insecurity about
interpreting and understanding those needs and
desires as a barrier to communication.

INSECURITY ABOUT HOW TO BREAK
THROUGH THE PERSONAL SHIELD

Professionals perceive an older person’s
creation of a personal shield as a protection
against close human contacts and relations
and experience the older people as distancing
themselves.

RELUCTANCE TO MEET DEMANDS AND NEEDS
PERCEIVED AS INSATIABLE

Professionals experience their reluctance to meet the
older people’s demands and needs for social contact as a
barrier to their interactions and they distance themselves
from the older people.

FEAR AND DIFFICULTY IN ENCOUNTERING
EXISTENTIAL ISSUES

Professionals perceive the older people to be alone

in their lives because both older people and
professionals have fear and difficulty talking about life,
death, meaning, guilt and regret.

Figure 2. Professionals’ experiences of barriers in the encounter.
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and powerless due to the barrier of bodily limitations,
but, in some cases, also compassionate. Feelings of
inadequacy arose from not being able to reach the
older people or interpret their needs and desires and
instead having to rely on guesswork. Some profes-
sionals also experienced anger as a sign which was
difficult to understand and get through. Encounters
marked by mutual understanding were considered
significant moments, especially when there were com-
munication problems, such as in this case of dementia
in a patient with Swedish as a foreign language:

“Oh yes, it is absolutely amazing those days when
she’s spending time with you and she’s talking a
few sentences in Swedish [and you can connect]”
(Interview 7—story 6).

Older people’s loss of independence evoked compas-
sion and sadness in professionals, sometimes because
of similar experiences with their own relatives. This
helped professionals to open up to reflections about
the conditions of life that could be used in their work
with older people.

Reluctance to meet demands and needs perceived
as insatiable

The professionals’ experiences of older people’s
demands and needs for social contact with profes-
sionals or family members sometimes provoked in
them a form of reluctance that acted as a barrier to
interaction. Professionals considered older people’s
claims to, and longing for, contact as expressions of
an existential loneliness characterized by sadness,
homesickness or nostalgia, anxiety, anger, and fear
of death or of dying alone. They also reflected that
existential loneliness in older people was connected
to feelings of invisibility and being forgotten.

Professionals’ experience of older people’s
demands and needs for compassion made the profes-
sionals wish to distance themselves. Some of the
patients had a strong need and desire for one person
who could not be replaced. No amount or type of
contact from professionals was ever enough:

“But even though you [home care staff] are there,
there is still this empty space. Even though you are
the one who is going there every day” (Interview 8—
story 7).

Hospital discharge was seen as a loss of safety for
older patients for whom the hospital represented a
sense of security. Vulnerability and loneliness at home
were interpreted as threats to older people that could
cause them severe pain or prompt them to call for an
ambulance after discharge. Such frequent and recur-
rent help-seeking was also interpreted as a sign of
difficulty in managing anxiety and loneliness in other
ways. The professionals understood the patients’

attempts to reach out for human contact and their
longing for closeness and intimacy in the context of
demands and needs perceived as insatiable as an
expression of existential loneliness. The need for com-
panionship was perceived to get stronger in times of
loss and uncertainty.

The professionals described expressions and signs of
existential loneliness differently. Older people using jar-
gon or casual language could be a disguise for existen-
tial loneliness. Professionals considered that although
older people’s needs for companionship and attention
from professionals remained constant, how older peo-
ple behaved towards professionals and others differed.
Another sign was when older people looked lonely
even when they were with other people. Professionals
also noticed more existential loneliness in older people
who rarely had visits. These persons took an active
approach to seeking contact, attention, and confirma-
tion from professionals; some sought physical contact
and others tried to prolong the conversation:

| recognize this, that is sort of being dragged into the
space around these patients: “Don't go ... ”, and the
[older] person tries to keep the conversation going
and all that, to make you [health care professional]
stay around for a bit longer. Or [the older person]
talks very, very slowly so that the conversation goes
on for a very, very long time. (Interview 6—story 2)

Professionals’ encounters with their patient’s existen-
tial loneliness were characterized by feelings of frus-
tration and stress. They felt inadequate when they
could not satify the older person’s needs no matter
how much they did:

“Yes, oh yes, it's all the time, talking and talking, and it's
like ... you are there for socializing [an assessed activity]
for an hour and you do things together, but still you still
feel you haven't done enough” (Interview 6—story 3).

This could leave professionals feeling drained by rela-
tions that required both time and energy and were
described as being dragged into a situation that was
difficult to escape. The professionals felt they lacked
suffient time and resources to support the older peo-
ple properly, especially those who expressed or
repeated their wish to die. Professionals hesitated
about when it was time to discuss existential issues.
During good encounters, their insight and under-
standing of the older person’s situation grew and
the relation became less enervating.

Insecurity about how to break through the
personal shield

Professionals experienced insecurity when older peo-
ple were perceived to distance themselves through a
sort of psychic personal shield used as a protection
against close human contacts and relations. This
shield was understood to represent the person’s
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reluctance to let anyone share their private sphere
and it acted as a barrier to the relation between the
professional and the older person. Professionals asso-
ciated this shield with people who had always lived
by their own rules and relied on themselves. They
interpreted the existential loneliness of these people,
characterized by anxiety, bitterness, and anger, as a
result of their inability to maintain their own rules and
independence. It was a painful feeling, deep inside
the older person, that the professionals sensed as
overwhelming.

Professionals experienced ambivalence in older
people towards letting go of control and letting
others, including family members, get close. These
people had no one to talk intimately with and were
perceived to keep their problems and existential
thoughts to themselves. They were understood not
to allow themselves to be weak, vulnerable, or depen-
dent. These people also seemed unable to verbalize
or communicate their situation and existential issues:

“so suddenly there comes a loneliness that you may
not be able to communicate to others. And you may
not even be able to put your finger on it yourself,
either. It's just something that comes over you”
(Interview 5—story 1).

The pleasant loneliness of solitude and the private
sphere that was once a sanctuary no longer has the
same value when family members, especially children
and grandchildren, are occupied with their own lives.
Although some older people said that their relatives
were too busy to visit, they often talked about their
relatives without really knowing (as the professionals
often did) about their lives, their concerns, or their
wishes to know more about the older person’s situa-
tion. Another sign of existential loneliness, then, was
when older people expressed loneliness while at the
same time declining company:

She sometimes expresses feelings of loneliness, but
when you go into her room and suggest something
to do, she says “No, | don't want to cause any trouble
to anyone ..."” There is that kind of people, too. | dont
know ... they feel that they don’t want to put any
burden on you ... and so on. So it can be like that,
too, that some people think “No | don’t want to talk
...or not talk ...", like “I don’t want to be a problem
to anyone.” (Interview 8—story 6)

Professionals saw older people having difficulty in start-
ing new relationships after the loss of relations and
changes to their circumstances. When a professional
found a “way in”, and broke through the personal shield,
the older person might express gratitude later after
having resisted. Professionals identified a passive atti-
tude in some older people who took very few initiatives
and chose to stay behind the shield. However, others
had a genuine need for peace and quiet before death
and some wished to die alone in privacy.

Professionals’ own encounters with existential
loneliness were characterized by their commitment
and will to get behind the older person’s shield, but
they felt insecure about how to do this. They
expressed feeling responsibility for supporting the
older people’s well-being and felt that their actions
were crucial. However, when they remained locked
outside and not admitted behind the shield, they
felt they had not done enough, especially when they
sensed that they could ease the patients’ feelings of
existential loneliness through their support and
understanding. They also tended to feel insecure
when their own perceptions differed from what was
customary according to the core values of their pro-
fession. One example was the rule not to allow any-
one to die alone:

But she didn't want [to have people around when she
was dying] and the children did not want [to go against
the will of their mother]. There were a lot of discussions
around here; it aroused many ... different kinds of feel-
ings, because | think we put ourselves into her situation or
into the children’s situation. Like, “What is this? How
would | feel if | were lying there?” Thats the way you
think. But on the other hand, it's not me. (Interview 11
—story 3)
When older people expressed strong emotions, profes-
sionals often perceived them as a wall that hindered their
ability to get close to the older person. This awoke their
compassion and was remembered for years as an object
of reflection and learning. When the patients chose to
trust them and allowed them to break through the shield,
professionals felt a sense of happy amazement.

Fear and difficulty in encountering existential
issues

The professionals experienced fear and difficulty in
encountering existential loneliness among the older peo-
ple they perceived as existential lonely. At these
moments, when encountering existential issues and
aspects of life, they sensed anxiety, agony, aimlessness,
and disappointment in the older people. These emotions
were understood as feelings of rootlessness, abandon-
ment, and hopelessness in the present situation. Most of
these concerned the past, but older people also
expressed concerns about the meaning of their present
lives and futures.

Professionals also perceived that older people were
often occupied by brooding reflections on their lives,
imminent deaths, feelings of guilt, and regrets:

But this, | perceive as loneliness. His wife didn't under-
stand him, we didn't understand him, and he didn't
understand himself either. And it is about life and
death then ... and he ... he was all into that now and
he had regrets. (Interview 5—story 5)

Some older people were able to express their existential
loneliness in words, but others did not know how.
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Conversations about existential issues and loneliness
were sometimes intertwined with other topics.
Expressions of regret and guilt over broken relationships
or choices in life were interpreted as signs of existential
loneliness, as were expressions of feeling useless, no
longer significant to others, and alieniated from con-
temporary society. The professionals also noticed older
patients’ longing for people from their own generation
who had experienced the same events and episodes
they had. Others were focused on their body and signs
of weakness and decline. Smoothing things over, apol-
ogizing, and hinting about feelings of shame were other
signs of existential loneliness. Although professionals
sensed these signs could be caused by existential rumi-
nations, their own fear and difficulty in talking about
existential matters were barriers in the encounter.

Professionals’ encounters with older people’s exis-
tential loneliness aroused existential concerns within
themselves. The existential loneliness was considered
to affect everyone involved and was difficult to endure,
particularly when it was the professionals’ own inability
and fear that created the barrier. Reflections brought
new insights about the encounters and the complexity
of existential loneliness. Professionals were aware of
their limited ability to eliminate the feeling of existential
loneliness. Another insight was the importance of let-
ting go of their own personal views of the situation.
Talking about existential issues with older people
required self-awareness and courage:

To me, being is existential. Not so much about reli-
gion, it is about living. Just to live your life, being here
and now, to exist in full, to be whole. That is exis-
tence, | want us to dare to talk more openly about it.
(Interview 10—story 3)

Another reflection the professionals expressed was
the importance of prioritizing conversation and talk-
ing about death and dying before it was too late. The
opportunity to share existential thoughts with an

TO OVERCOME THE INSECURITY AND
GET THROUGH THE BODILY BARRIER

To interpret needs and desires and get through
the barrier of bodily impairments and connect
with the older person.

TO OVERCOME THE INSECURITY AND
FIND A “WAY IN”

To get through the older person’s shield
against closer relations without infringing
on their private sphere and integrity.

older person brought them happiness and gratitude,
and these encounters were remembered for years.

Discussion

The results pointed out the different barriers faced by
professionals encountering existential loneliness in a car-
ing context. These encounters with existential loneliness
affected health care professionals’ feelings of various
kinds and to various degrees. The four identified barriers
in the encounters, insecurity when trying to interpret and
understand needs and desires, reluctance to meet demands
and needs perceived as insatiable; insecurity about how to
break through the personal shield; and fear and difficulty to
encounter existential issues demand different approaches.
This means facing different challenges of requiring differ-
ent personal qualities such as empathy, courage, curiou-
sity, and open-mindness in the encounter (Figure 3).
Obstructed communication and interaction due to
cognitive impairment and bodily limitations was per-
ceived and interpreted as giving rise to isolation and
existential loneliness. However, the results showed that
interpretations of the older people’s experiences often
had to be based on guesswork. We also found that pro-
fessionals sometimes felt inadequate and insecure about
how to connect to older people; for example, when an
older person, because of impaired cognitive function,
could not fully understand or grasp the situation. The
challenge for professionals was therefore to overcome a
barrier in terms of their own insecurity to interpret and
understand these people’s needs and desires. To connect to
the older person requires empathy and the ability to enter
into the other’s life world. Professionals need to support
older people, especially those with impairments, to main-
tain a caring encounter and avert possible existential
loneliness, as highlighted in a study by Nystrom (2006)
of people with aphasia who suffered existential loneliness
when unable to express themselves. These people also
felt frustration and anger in their struggle to

TO OVERCOME THE RELUCTANCE AND REMAIN
IN THE ENCOUNTER

To have the strength to remain and endure in the
encounter despite perceived insatiable needs and
overcome the feeling of frustration and resistance.

TO OVERCOME FEAR AND DIFFICULTY IN
ENCOUNTERING EXISTENTIAL ISSUES

To discuss existential issues about life, death, meaning,
guilt and regrets and to share what is found to
be important for the older person.

Figure 3. Challenges in encountering older people’s existential loneliness.
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communicate, and existential loneliness in the absence of
professional support. In a case study on aphasia, commu-
nication loss was a hindrance to self-expression as a
thinking and acting person that led to feelings of exclu-
sion and changed the process of natural conversation in a
world of others (Hjelmblink, Bernsten, Uvhagen, Kunkel, &
Holmstrém, 2007). Being unable to share thoughts left the
person feeling alone in the world. To improve the quality
of elder care, the impact of physical constraints on older
people’s feelings of alienation and loneliness must be
brought into light along with the effect of professionals’
feelings of inadequacy.

Older people’s claims to and longing for social
contact was perceived and interpreted as expressions
of an existential loneliness that made the profes-
sionals distance themselves. Our findings showed
that professionals often felt frustrated and inade-
quate. Having the support of their colleagues and
opportunities to discuss and become aware of their
own behaviours could help professionals find ways to
deal with the situation. The challenge to overcome
the reluctance to meet demands and needs perceived as
insatiable requires the professional to have the
strength to endure the encounter. The professional
needs to meet the older person’s feelings without
becoming overwhelmed or exhausted. According to
Charmaz (1983), people with chronic illnesses are still
in great need of intimate social contacts, but can have
difficulty maintaining relations because they are con-
sumed by their illness and circumstances and there-
fore become more and more isolated. This could be
one reason professionals distance themselves from
patients. However, distancing may also be a way
that professionals handle demanding situations and
it should therefore not be overlooked as a potential
sign for colleagues or managers to pay attention to.
Group supervision is one alternative that, apart from
offering an opportunity to share demanding situa-
tions with colleagues, could be an opportunity to
simplify complexity and increase professionals’ self-
awareness and confidence (Taylor, 2014). Buber
(1994) claimed that the person, in this case the pro-
fessional, who knows the difference between “I and
thou” and “I and it” can switch between the two to
find meaning. However, if a professional is caught in
one of those relations to the world, it can lead to
consequences for both parties in caring and non-car-
ing encounters. Reflecting with colleagues on the
relationship between existential loneliness and health
care could open up discussions of alternative
approaches. Westin and Danielson (2007) showed
that encounters with nursing home staff influenced
older people’s feelings of “being somebody” or “being
nobody”. Both residents and professionals effected
the encounters, although professionals were respon-
sible for the outcomes. An encounter that makes an
older person feel like a “nobody” or an “it" is not

caring and should be prevented, or acknowledged
and remedied.

The older people’s distancing due to a reluctance
to share their private sphere was perceived and inter-
preted as giving rise to existential loneliness and
painful feelings. Our results showed that professionals
were committed and felt responsibility for supporting
the older people but felt unsatisfied when being
locked out. The challenge of overcoming the insecur-
ity about how to break through the personal shield is
twofold. It is necessary first to find a “way in” and
second to do so without infringing on the older per-
son'’s integrity. Because professionals were found to
associate the personal shield with a person’s charac-
ter, it is important they have some knowledge of the
person’s personality and life story before the encoun-
ter. The older person may have a history and values of
strength and independence that are important to
respect. Tillich (1963) described a person with an
impenetrable centre as free and this freedom is an
aspect of being alone. This could be interpreted as
integrity, but when being alone is no longer self-
chosen and circumstances change, the glory of such
solitude can fade. Professionals interpreted existential
loneliness as a painful feeling, connected to the per-
son’s very existence, which implies that it can be
appropriate to “knock on the door”, but it is important
not to be overconfident or insistent. Instead, a com-
bination of courage and attention to the person’s
possible vulnerability is part of moral strength on
the relational level (Lindh, Severinsson, & Berg,
2009). This could open patients to encounters on
their own terms. Nevertheless, it is important to
respect the older person’s integrity and not misinter-
pret self-choosen solitude as loneliness.

Older people being occupied by deep reflections
on their lives in relation to guilt, regrets, and their
current situation, but missing having anyone to share
existential issues with, were interpreted as experien-
cing existential loneliness. Professionals experienced
this kind of existential loneliness as difficult to endure,
in particular when the professionals’ own inability and
fear hindered them. The results showed that profes-
sionals identified older people who were able to
express their existential loneliness and distress in
words, while others either did not know how or dis-
guised their existential loneliness with other words or
expressions. The challenge of overcoming fear and
difficulty in encountering existential issues is to chal-
lenge one’s own insecurity and try to find ways to
share the older person’s existential distress.
Professionals therefore need to be attentive to signs
of existential distress and open to discussions without
feeling obliged to have the answers to everything.
Frankl (2006) believed the meaning of life has to be
found by each individual and is in constant, unceasing
change, including during ageing and at the end of
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life, when reflection and brooding over existential
issues are common. This is crucial and should not be
underestimated or overlooked in ageing people, espe-
cially as there is a risk that assumptions and precon-
ceptions about older people in contemporary society
can lead to neglect of their needs. A study of health
care professionals’ perceptions found that among
patients with advanced cancer, anticipation of a nega-
tive future, failure to find meaningful activities and
relationships, and feelings of regret were causes of
existential distress (Mok et al., 2010). Frankl (2006)
emphasized the potential of life, even of the past,
and emphasized that the accomplishments, joys, and
sufferings of the past all give meaning to the present
and the future. This strengthens the importance of
cultivating an interest in the older patient as a person
throughout time. When the barrier is the profes-
sionals’ own fear, they first have to overcome that
fear and develop courage and self-awareness to
encounter whatever existential issues older people
will share with them. One way of developing courage
and self-awareness is through clinical supervision
based on reflection in dialogue with others. Core
concepts, besides self-awareness, in the nursing
supervision model are confirmation and meaning
(Severinsson, 2001). Self-awareness as well as aware-
ness of the importance of encountering existential
issues can most probably improve the care provided.
Schuster (2006) pointed out the importance of
becoming aware of the joint experience of being
human, but also highlighted the importance of con-
firming the differences between the unique patient
and the professional. The meaning of being profes-
sional is often discussed in the sense that one should
not become personal in relation to the patient.
Schuster (2006), however, denoted that in a profes-
sional existential space, the private sphere is left
behind, and she claimed the possibility of being per-
sonal and still professional. To reach this, courage is
required.

Depending on how professionals deal with the
barrier, the encounter will become caring or uncaring.
Caring encounters, as defined by patients, are pro-
vided by competent, concerned, respectful, open,
and positive professionals who give patients an
increased sense of well-being (Halldérsdottir &
Hamrin, 1997). Our results are similar, showing that
professionals’ compassion, open-mindedness, and
humility towards people’s differences could serve as
threefold basis for caring encounters and meeting
existential loneliness. To create caring encounters
and give older patients a sense of well-being, it is
important for professionals to have opportunities to
reflect on the care they give and on the existential
issues their patients face. Ranheim (2009) stressed not
only the importance of enough time in encounters
with patients to recognize their existence as

individuals, but also the need for professionals with
enough sense to answer the “silent call” and the self-
awareness and strength to recognize underlying con-
cerns as well as explicit and easily solved issues.
Existential issues concern all human beings—patients,
older people, health care professionals, and everyone
else. It is important to recognize and acknowledge the
significance and meaning of existential issues in the
caring relationship to provide good-quality care and
support older persons’ well-being.

Methodological considerations and limitations

Because there is no clear consensus on the concept of
existential loneliness, we did not choose one defini-
tion. This may be seen as a weakness and a challenge
to the credibility of our data (Guba, 1981). To counter
this possibiliy, we introduced the concept to partici-
pants in the written information and introduced all
the focus groups to the description of existential lone-
liness as a deeper kind of loneliness, a feeling of being
alone in the world. The interview guide was first
tested in a pilot interview with five people. They
were all nurses, either students at advanced level or
lecturers in a nursing programme. The pilot interview
led to some adjustments of the guide and made us
aware of the importance of requesting stories.
Therefore, we asked for stories, which we expected
would lead to depth in the interview data; however,
we noticed a difference between participants in the
degrees of their personal and emotional involvement
and reflection in the stories. One interpretation could
be that the professionals had experienced and
reflected about existential loneliness to varying
degrees; another could be that the climate in some
focus groups hindered the participants from becom-
ing very personal. Still, we believe that most focus
groups had an open climate, although this did vary
with different group dynamics. Further, the profes-
sionals did share many stories, sometimes from years
ago, that could be interpreted as significant memories
to them on both a professional and a personal level.
The number of professionals in the groups varied
between three and eight, which might have affected
the opportunity to speak. Still, our opinion is that
group dynamics and to let everyone have their say
were more important for the climate than the number
of participants. The study design involved participants
from different professions and care contexts to help
us achieve a result that could be transferable to
encounters with older people in various care contexts.
However, the participants in our study were probably
more engaged in existential issues than professionals
in general. If so, insecurity about encountering exis-
tential loneliness might be even more widespread.
The deductive-inductive design emerged over
time, and according to Guba (1981) a naturalistic
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inquiry is not complete until it is terminated. During
that time it is unfolding and not preordained. Using
van Deurzen's framework (2012) was beneficial in
explaining and understanding other aspects of exis-
tential loneliness, such as the frail body, and relations
to oneself and to others. We described all four steps
of the analysis and reported the analytical questions
to increase dependability by establishing an audit trail
(Guba, 1981). All four authors took part in various
parts of the analysis over time including data collec-
tion, analysis, and drafting this paper, which strength-
ens the dependability and the confirmability of the
study. We strived not only for confirmation of our
hypotheses, but also to challenge our pre-understand-
ings and see the interpretations in a new light. Our
pre-understanding was initially that existential lone-
liness would to some extent concern dying and the
time before death. However, the results surprised us
somewhat by showing the experience of existential
loneliness in a wider perspective, as well as the bar-
riers experienced by professionals. We were thus
made aware of our initial prejudice and we were
able to show our willingness to expand the horizon
of meaning (Gadamer, Weinsheimer, & Marshall, 2004;
Nystrom & Dahlberg, 2001). In addition, the results
have been presented and discussed in the research
group as well as a reference group, both connected to
the LONE study. The reference group has met twice
during this time and the members have various
experiences from health care, as a professional, infor-
mal carer, or relative.

Conclusions

Encountering existential loneliness is experienced by
health care professionals as both challenging and mean-
ingful, and it is important to talk about it and highlight
its role in providing good-quality care to older people. It
is demanding for health care professionals to encounter
existential loneliness and to discuss issues such as the
meaning of life, death, guilt, and regret, which prompt
professionals to reflect upon existential aspects of their
own lives. Consequently, the effects of facing existential
loneliness do not seem to be limited to the caring
situation, but rather to affect health care professionals
both personally and professionally. Giving health care
professionals time to reflect, both with their colleagues
and alone, could increase their self-awareness and sig-
nificantly improve the quality of care for older people in
the later phases of their lives.
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Abstract

Aim: To explore existential loneliness among older people in different healthcare
contexts from the perspective of healthcare professionals.

Background: Professionals meet and care for older people in most care contexts and
need to be prepared to address physical, psychological, social and existential needs.
Addressing existential loneliness can be both challenging and meaningful for profes-
sionals and is often not prioritised in times of austerity.

Design: A multiple case study design was used.

Methods: Focus group interviews were conducted with healthcare professionals
(n = 52) in home, residential, hospital and palliative care settings. The analysis was
performed in two steps: firstly, a within-case analysis of each context was conducted,
followed by a cross-case analysis.

Findings: Differences and similarities were observed among the care contexts, in-
cluding for the origin of existential loneliness. In home care and residential care, the
focus was on life, the present and the past, compared to hospital and palliative care,
in which existential loneliness mainly related to the forthcoming death. The older
person's home, as the place where home care or palliative care was received, helped
preserve the older person's identity. In hospital and palliative care, as in institutional
care, the place offered security, while in residential care, the place could make older
people feel like strangers. Creating relationships was considered an important part of
the professionals’ role in all four care contexts, although this had different meanings,
purposes and conditions.

Conclusions: The context of care matters and influences how professionals view ex-
istential loneliness among older people and the opportunities they have to address
existential loneliness.

Implications for practice: Support for professionals must be tailored to their needs,
their education levels and the context of care. Professionals need training and ap-
propriate qualifications to address existential loneliness related to existential aspects
of ageing and care.

Int J Older People Nurs. 2019;14:€12234.
https://doi.org/10.1111/0pn.12234
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1 | INTRODUCTION

Old age is accompanied by physical and social losses that can lead
to decreased psychological and existential well-being (Lloyd, Kendall,
Starr, & Murray, 2016). According to a systematic review by Hallberg
(2004), older people need to talk about existential issues related not
only to death, but also to their past and present lives as well as the fu-
ture. In one study, patients in palliative home care settings expressed
their wish that healthcare providers would address their existential
concerns (Sand & Strang, 2006), and the authors concluded that ne-
glect by healthcare providers may exacerbate patients’ existential
loneliness. Healthcare professionals who work with older people
have reported encountering existential loneliness as a meaningful
but challenging part of their work, and they have expressed insecu-
rity, fear and even reluctance about encountering existential loneli-
ness (Sundstrém, Edberg, Ramgard, & Blomqvist, 2018). Moreover,
healthcare professionals may have stereotyped beliefs of older peo-
ple and their existential needs. If so, these beliefs and underlying as-
sumptions need to become visible in order to improve care of older
people. However, to provide high-quality care includes meeting both
ethical and communicative challenges (Fagerberg & Engstrém, 2012;
Karlsson, Ekman, & Fagerberg, 2009; Sundler, Eide, van Dulmen, &
Holmstrém, 2016). These challenges and their underlying factors
might differ among care contexts and need to be further explored.

2 | BACKGROUND

Existential loneliness has been defined as “the immediate aware-
ness of being fundamentally separated from other people and from
the universe, and typically, because of this awareness, experienc-
ing negative feelings, i.e., moods and emotions” (Bolmsjo, Tengland,
& Ramgard, 2018). In a review focused on existential loneliness in
end-of-life care, Ettema, Derksen, and van Leeuwen (2010) showed
that existential loneliness can be seen as a condition, an experience
and a process of inner growth. Although the review indicated that
existential loneliness can have positive connotations, a recent study
of the meaning of existential loneliness among frail older people
showed that existential loneliness mainly means being disconnected
from life. This experience was related to being trapped in a frail
body, being met with indifference, having no one to share meaning-
ful aspects of life with, and lacking meaning in life (Sjoberg, Beck,
Rasmussen, & Edberg, 2017). In addition, the same frail older people
may be cared for in several different contexts over a short period of
time, and their existential loneliness may be met differently in each

of them.

What does this research add to existing knowledge
in gerontology?
Shows that the context of care matters in relation to ex-

istential loneliness among older people in relation to its
origin, the place and the role of professionals.

Identifies professionals’ need to be able to manage exis-
tential aspects related to the ageing body, life and death
and to engage in existential conversations when
appropriate.

Sheds light on the importance of creating trustful rela-
tionships and their relevance to existential loneliness
and the importance of trustful relationships within the
staff group.

What are the implications of this new knowledge
for nursing care of older people?
Professionals require an awareness of place and the im-

portance of finding moments to facilitate at-homeness
regardless of whether care is provided in institutional
care settings or in older people's homes.

Professionals need to show interest in the older person
and use empathetic curiosity rather than generalised
perceptions of older people's existential needs to allevi-
ate their existential loneliness.

How could the findings be used to influence policy
or practice or research or education?
The findings highlight the needs to support profession-

als in addressing existential loneliness and to provide
time and opportunities for regular reflection on their
practice regarding the existential aspects of care.

The findings highlight that caring and trustful relations
need to be acknowledged and supported by person-
centred leadership that takes existential aspects and
existential loneliness into account.

A study among nursing staff showed that nurses found holistic
care to be important and that most considered spirituality an es-
sential aspect of holistic care (Strang, Strang, & Ternestedt, 2002).
Spirituality has in turn been described as related to existential as-
pects of life (van Deurzen, 2012). It is not always easy, however,
for nurses to discover and be attentive to spiritual and existential
concerns, as this requires both parties to be willing to share space
(Minton, lIsaacson, Varilek, Stadick, & O'Connell-Persaud, 2018;
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Tornge, Danbolt, Kvigne, & Sgrlie, 2015). A qualitative study by
Sundstrém et al. (2018) showed that healthcare professionals ex-
perienced different barriers in their encounters with older people's
existential loneliness that were related to their own feelings of inse-
curity and fear, to their abilities and possibilities, and to the concerns
of the older person. There are certainly other aspects and factors
that hinder or facilitate professionals in addressing existential loneli-
ness, and these may differ among care contexts.

In many countries, care for older people is provided by differ-
ent organisations and in different types of care settings. The type
of organisation and the age of nurses have an impact on how nurses
perceive the level of individualised care provided to older people,
as higher age and sheltered housing compared to institutional care
are associated with a higher level of individualised care (Rodriguez-
Martin, Stolt, Katajisto, & Suhonen, 2016). According to comparative
studies in Canada, Germany, Japan and Sweden, there are country-
specific patterns and differences related to institutional frameworks
and cultural values (Daly & Szebehely, 2012; Theobald, Szebehely,
Saito, & Ishiguro, 2018). In addition, McCormack and McCance
(2017) highlighted the care environment, including staff relation-
ships and supportive organisational systems, as important ele-
ments of person-centred care. We lack knowledge, however, about
whether and how addressing older people's existential loneliness is
influenced by different factors in different contexts of care. Such
knowledge is important for our ability to tailor direct support for
healthcare staff to better address older people's existential needs
and loneliness.

21 | Aim

The aim of this study was to explore existential loneliness among
older people in different healthcare contexts from the perspective
of healthcare professionals.

3 | METHODS

3.1 | Design

This study is a part of the LONE study in which existential loneliness
is explored through interviews with frail older people, their significant
others, and healthcare professionals. In the LONE study, frail older
people are defined as those aged 275 years who receive long-term
care from formal caregivers employed by the municipality or the
county council, thereby covering most aspects of frailty as defined
by Fried et al. (2001). This study focused on healthcare professionals
and employed a multiple case study design with a holistic approach
(Merriam & Tisdell, 2016; Stake, 1995). According to Creswell (2007)
and Merriam and Tisdell (2016), a multiple case study design is ap-
propriate when investigating bounded systems, such as different con-
texts. The cases should, according to Stake (1995), be well defined.
In this study, four contexts, home care, residential care, hospital care
and palliative care, were viewed as bounded systems. Data were col-

lected from 2015 to 2016 in southern Sweden through focus group
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through individual telephone interviews with contact persons to col-
lect contextual data about the settings. The analysis was performed in
two steps, first using a within-case analysis of each case and then using
a cross-case analysis (Creswell, 2007; Merriam & Tisdell, 2016) focused
on differences and similarities.

3.2 | Care settings and participants

Each care setting was purposively selected for its characteristics as a
care context, including for variation settings in cities, small towns and
rural areas. The inclusion criterion was that the setting should pro-
vide care for older people. Focus groups were conducted in home care
(n = 2), residential care (n = 2), hospital care (n = 2) and palliative care
(n = 3) settings. To obtain a variety of views and experiences, health-
care professionals (n = 52) with different professional backgrounds
were selected (Table 1). Each care setting had a contact person con-
nected to the LONE study who provided information about the study,
received notifications of interest, and coordinated the date and place
of the interview with one of the researchers (MS). Those who re-
ported interest in participating were included in the study.

3.3 | Data collection

3.3.1 | Focus group interviews

Focus group interviews were used to collect qualitative data and
obtain different viewpoints during focused discussions among the
professionals (Brinkmann & Kvale, 2015; Krueger & Casey, 2015).
The groups included three to eight participants and were con-
ducted at the participants’ work places. Before the focus group
interviews, the participants were informed about the purpose of
the study, assured that participation was voluntary, and advised of
their right to withdraw at any time without explanation. Written
consent was obtained. Each focus group interview began with an
opening question about loneliness in general among older people.
Existential loneliness was introduced with the following preamble

and question:

We are particularly interested in a deeper feeling of
being alone in life, sometimes called existential loneli-
ness, a feeling that can come and go. Can you remem-
ber an experience with an older person who had this
deeper kind of loneliness, of being alone in the world?

The focus group interviews proceeded with questions about
existential loneliness and the professionals’ experiences encoun-
tering existential loneliness among older people. The profes-
sionals were encouraged to discuss their experiences with each
other and relate them to specific events and encounters. Follow-
up questions were asked as needed. The role of the moderator
(MS) was to lead the focus group, keep the conversation on track

and ensure that everyone was as active in the discussion as they
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TABLE 1 Description of study participants in each care context

Characteristics n=>52
Age
Range (md) 26-64 (51.5)
Gender
Women (%) 49 (94)
Men (%) 3(6)
Home care Nursing home Hospital care Palliative care
(n=16) (n=11) (n=9) (n=16)
Profession
Nurse Assistant 10 9 1 1
Registered 2 2 4 11
Nurse
Physician - - 1 6
Occupational 1 - 1 -
therapist
Physiotherapist 2 - 1 -
Social - - - 1 1
counsellor
Social worker/ 1 = = =
Case officer
Professional work experience in health care, years
Range (md) 4-43(21) 5-36(15) 4-42 (14) 7-41(37) 15-43(25)
Work experience in the present organisation, years
Range (md) 0.5-42(9) 0.5-34(7) 2-40(10.5) 3-42 (16) 0.5-16 (9)

wished. The role of the observer (KB or MR) was to take notes
and summarise the discussions before the focus group interview
ended.

After each focus group interview, the participants answered
a questionnaire about their age, work experience and profession.
We had two hours at our disposal, including the initial introduc-
tions of the participants and the procedure. The focus group in-
terviews (md = 1 hr 41 min) were audio recorded and transcribed
verbatim by a trained transcriptionist. One recording that was
interrupted by a technical problem was reconstructed from the
notes and supplemented by a conversation between the moder-
ator and the observer that was audio recorded immediately after
the interview. Parts of the interview data that explored health-
care professionals’ experiences of their encounters with older
people's existential loneliness have been presented elsewhere
(Sundstrém, Edberg, Ramgard, & Blomqvist, 2018).

3.3.2 | Telephone interviews

Contextual information about each participating care setting was
collected through telephone interviews in 2016. Before the inter-
view, an email request with specific questions about the care setting
was sent to each contact person. The information was collected con-
versationally, and notes were taken (MS). A summary of this informa-
tion can be seen in Table 2.

3.4 | Analysis

We used an inductive analytical approach conducted in two steps: a
within-case analysis and a cross-case analysis (Creswell, 2007). In the
first step, the within-case analysis, the text was read several times,
context by context, by all four authors. From this reading, it seemed
that the texts related to the following areas: (a) the professionals’
views on the origin of existential loneliness; (b) the surroundings
and the place where care was provided; and (c) relationships and
the role of professionals in relation to older people's existential
loneliness. The text related to the three identified themes was then
re-read in depth to construct a “portrait” or story of each context
(Merriam & Tisdell, 2016). This part of the analysis was performed
via discussions among the first, second and fourth authors, but the
text for each case was critically reviewed by all four authors.

The second step, the cross-case analysis, focused on differences
and similarities among the contexts concerning the origin, the place
and the role of professionals. In this part of the analysis, the four
cases were placed next to each other, and their content was com-
pared and contrasted.

3.5 | Ethical considerations

According to the principle of respect for autonomy, it is important

to allow potential participants time to consider whether they wish
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TABLE 2 Description of the care

settings in the four cases Care settings

Home care settings

Residential care
settings

Hospital care
settings

Palliative care
settings

to participate in research (Beauchamp & Childress, 2013). As there
were typically weeks between when the first information about
the LONE study was sent and the time of the interview, appropri-
ate time was considered to have been provided. Because the con-
tact person could be a potential participant's colleague or manager,
the voluntary nature of participating was repeated during the focus
group introductions to reduce possible pressure. Questions about
non-maleficence and beneficence were considered in relation to the
interviews since discussions about existential loneliness might give

rise to stress of conscience. Our experience, however, was that the
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The care settings in the home care case were in two towns of different
sizes, one urban and one rural. Care in those settings, with a few
exceptions, was provided to older people. Common diseases were
dementia, cardiovascular diseases, diabetes, and other diseases and
symptoms related to ageing. Other reported problems were social
isolation and loneliness. In addition to national laws and values, local
value systems were present and discussed during staff meetings. At
the local level, core values such as knowledge, a holistic approach and
a sense of security were highlighted, as were personal characteristics
such as creativity, courage and relational skills. Support in the form of
regular supervision or organised supervision focused on professionals’
own feelings and ways of working was lacking

The care settings in the residential care case were in one city and a
smaller town. Care was provided to older people exclusively, most of
who were aged 290 years. Comorbidities were common among the
older people, and cardiovascular diseases and other age-related
diseases were common. Depression was also common, as were
symptoms of dementia, but these were often undiagnosed. In addition
to national laws and values, local value systems were present,
discussed during staff meetings and re-evaluated over time in staff
groups. Examples of core values were respect, courage, diversity,
sensitivity and consideration of others. One of the settings had a
Christian profile, although professing the Christian faith was not a
requirement for employment. Organised support and regular
supervision for professionals challenged by encountering patients’
existential loneliness and related problems were lacking

The two settings in the hospital care case were in the same hospital in
an urban town. The care in the settings was provided to adults, most
of whom were aged 70-80 years. The care focused on medical and
orthopaedic conditions, hospitalisation could be acute, and patients
could be admitted through emergency services or planned admissions
for more chronic conditions. In addition to national laws and values,
county values included welcoming, motivating, being considerate of
others, and respecting others. There was no formalised support for
encountering existential issues. No regular supervision was offered

The settings in the palliative care case were specialised units in three
different towns. The settings were separate both geographically and
managerially but were all part of the same county-level organisation.
Care was provided to patients of all ages in both urban and rural areas.
The most common diagnoses were advanced cancer, but the diagnoses
also included incurable heart disease, neurological diseases and
chronic obstructive pulmonary disease with severe symptoms. In
addition to national laws and values, county values were the same as
those in the hospital case: welcoming, motivating, being considerate of
others, and respecting others. The palliative care settings also
emphasised an approach that recognises a person's physical, spiritual,
existential and social needs. Professionals were offered regular clinical
supervision and organised meetings for reflection

participating professionals appreciated the opportunity to discuss
existential loneliness and related issues. This study was approved by
the Ethical Review Board, Lund, ref. 2014/652 as part of the LONE
study.

4 | FINDINGS

The findings are presented as four cases, home care case, residen-

tial care case, hospital care case and palliative care case, followed by
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TABLE 3 Description of home care, residential care, hospital care and palliative care in the Swedish context

Home care context

Older people can apply for various kinds of support to help them live
in their home for as long as possible. The home help officer conducts
a needs assessment to decide the appropriate type of support for
each applicant. Home help can include domestic services such as
cleaning, laundry, and/or personal care and is mainly provided by
nurse assistants and nurses who can also offer health care, including
medication at home. Nurse assistants are available around the clock.
Registered Nurses are available in the daytime and for consultations
during evenings and overnight. If there is a need for a medical
consultation, the physician (GP) is available during the day, and a GP
is on call evenings, nights and weekends. Occupational and physical
therapists may also be involved

Hospital care context

Admittance to hospital care is through the hospital emergency service
or planned hospitalization. Older patients’ hospital stays vary in
length depending on the cause from a couple of days to a week or
two. Swedish legislation requires that a plan for ongoing care be in
place before discharge. The care is planned mainly through collabora-
tion between the hospital and municipality, but primary care and the
GP at the local health centre are also involved in the discharge and
must agree to take over medical responsibility for the older person
before discharge. Physicians, Registered Nurses, and nurse assistants
are available around the clock; social counsellors and occupational
and physical therapists are available during the day

the findings of the cross-case analysis. A deeper description of the
context of care for each case is shown in Table 3. Quotations are
provided as illustrative examples; see Table 4.

4.1 | Home care case

Home care professionals perceived that the origin of older people's
experiences of existential loneliness was related to missing their
previous life, no longer feeling needed, being unable to live inde-
pendently and meaningfully in their own homes and feeling that
their children had no time to visit. Existential loneliness was also
perceived to arise when people from their own time and generation
were gone and they had no one left with whom to share memories,
thoughts, values and important life events (Table 4). The profession-
als perceived that existential loneliness was associated with death,
but they rarely talked about death with the people in their care.
The home care professionals experienced that home, as a place,
helped preserve people's identity even when their functioning de-
creased, but it could also cause existential loneliness if people felt
trapped by their inability to venture outside their home. The pro-
fessionals used an expression that translates as “if you are not visi-
ble to others, you don't exist” to describe the effect of homebound
isolation. The professionals also perceived people who had moved at
older ages as rootless in an existential sense. According to the pro-
fessionals, the care provided in older people's homes was person-
alised to accommodate the older people's own values and wishes.
The professionals recognised the importance of the home to older
people's identity and self-esteem, which affected their way of work-
ing, and they articulated the risk of the home becoming organised as

Residential care context

When an older person’s needs can no longer be provided at home,
residential facilities provide health and social care, and some specialise
in dementia care. Access to residential care requires a decision from the
home help officer and can be initiated during discharge planning at the
hospital or through an application from the older person living at home
or the person’s relatives. Care in residential homes is mostly provided
by nurse assistants who are available around the clock. Registered
Nurses are available in the daytime and for consultations during
evenings and overnight. A GP is available at the local healthcare centre
during the day and on call evenings, nights and weekends. Occupational
and physical therapists are involved in care either directly or by
providing technical aids and assessments

Palliative care context

Specialised palliative care requires a remittance from the older person’s
physician and a medical assessment. If the older person is assessed to
be in need of specialised palliative care, it is provided in the patient’s
home or in specialised live-in units. The organisation offers physicians,
Registered Nurses, and nurse assistants around the clock, and social
counsellors and occupational and physical therapists are available on
weekdays. Specialised palliative care can be provided solely by the
palliative organisation, or it can be provided in collaboration with the
municipality in conjunction with home care or residential care

a workplace to meet the needs of the professionals rather than the
needs of the older people (Table 4). The professionals also believed
that spending time outside could promote existential conversations
and give life a different dimension by observing nature's changes,
meeting neighbours and seeing other people.

The home care professionals emphasised that being honest and
present during encounters was an essential part of their role in the
relationship with the older person. Other aspects of that relationship
were asking questions, taking time to listen, and giving the person
time to tell their stories fully rather than just chat. However, cour-
age was required to endure existential encounters. The professionals
described the importance of being able to “step out of themselves”
(Table 4). When they visited regularly, the professionals were often
invited to share the older person's thoughts about meaning, life and
existential issues, and they believed that knowing more about the
person facilitated such conversations.

4.2 | Residential care case

Residential care professionals perceived that the main origin of
existential loneliness in older people was the painful loss of im-
portant people in their lives. These professionals also felt that
poor relationships between older people and their relatives could
lead to existential loneliness, and existential loneliness was associ-
ated with feelings of alienation (Table 4). Diseases and disabilities
were described as causing a feeling among older people of being
strangers to themselves when they could no longer do what they
previously enjoyed or when they could not cope with everyday

situations. Existential loneliness was, according to the residential
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care professionals, associated with the resident's approaching
death. Existential conversations among the professionals them-
selves on topics such as what was going to happen after death
were unusual in residential care.

The residential care professionals said that the unit, as a place,
could make an older person feel like a stranger in a strange land.
These professionals believed that the residential community and ac-
tivities could alleviate existential loneliness, but they also described
how some residents wanted to be alone in their rooms (Table 4).
Meanwhile, other residents constantly sought the company of the
residential care professionals. Although the professionals believed
that dialogue about meaningful matters could relieve existential
loneliness, they had to prioritise among tasks and among the indi-
vidual needs, wishes and requirements of each person in their care.
On the other hand, the professionals also said that such encounters
need not necessarily be long. Instead, when the pace slowed and
time was available, conversations about existential matters were
possible.

The residential care professionals said that being able to meet
person to person instead of employee to resident was an import-
ant part of their role when addressing existential loneliness. These
professionals described the importance of showing consideration
and building relationships to reduce existential loneliness, and
touch was perceived as especially valuable and relationship-creat-
ing. Some professionals tried to redirect existential conversations
and did not feel comfortable talking about existential issues, while
others said such conversations were important. Professionals
who had experience talking about existential issues emphasised
the importance of continuing to ask questions to understand, but
they also described trying to change the subject when death or
dying came up. Since many of the residents needed the help of
two carers, the staff often worked in pairs, and this was seen as a
limitation that could make it harder to capture existential concerns
(Table 4). When professionals in residential care perceived a resi-
dent as being lonely, they often tried to pair residents, but this was
not always appreciated.

4.3 | Hospital care case

Hospital care professionals did not reflect on the origin of existen-
tial loneliness or ask older patients about their existential concerns.
These professionals perceived younger and middle-aged patients to
have a more urgent need to talk about their loneliness, existential
concerns and situation in the hospital than older patients. Hospital
care professionals felt that existential loneliness was related to the
end of life and that feelings of existential loneliness were hard to put
into words. “How much time is left [for the patient]?” was a common
question from older patients’ relatives and was typically answered
with standard phrases. The professionals believed that it was impor-
tant for everyone near death to have someone at their side and ex-
perienced it as a failure when a patient died alone. It was not unusual
for older patients to “ask for an injection to fall asleep,” and the pro-

fessionals suggested that this may be a sign of existential loneliness
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(Table 4). However, some of the professionals wished that talking
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about existential issues could be a natural part of hospital care.

According to the professionals, the hospital, as a place, offered
security and a temporary community for older persons who lived
alone. Although the reason for a hospital stay was often an acute
iliness, seeking hospital care could be an expression of loneliness
at home. These professionals described older patients who com-
plained about new symptoms or were reluctant to undergo rehabili-
tation as showing signs of reluctance to return to their lonely homes
(Table 4). Stress and the quick pace in the hospital were perceived
as barriers to picking up signals of patients’ existential concerns and
hindering reflections about existential loneliness. The hospital care
professionals experienced few opportunities for private conversa-
tions with older patients but described how privacy, designated time
together, and physical contact could make conversations easier, for
example, while assisting with personal hygiene.

The professionals described their own role in encountering exis-
tential loneliness in hospital care as limited, partly because they did
not think they could support them in existential matters. They saw
only a small part of an older person's life, and short hospital stays
and lack of continuity were perceived to hinder relationship building
and trust. The professionals stressed the importance of using body
language to promote a positive encounter by, for instance, sitting
down with patients to express that “it is only you and me right here,
right now.” The professionals noted that older patients might avoid
expressing their concerns and needs when professionals seem busy
and stressed (Table 4). However, instead of showing openness to en-
gaging in conversations about existential matters, the professionals
chose to end the conversation. Sensitivity to personal losses and an
interest in the existential aspects of death were considered personal
skills, but neither general nor existential loneliness was typically
explored.

4.4 | Palliative care case

Palliative care professionals thought the origin of existential loneli-
ness was primarily linked to death, and they described existential
loneliness as an inescapable feeling that comes from within (Table 4).
Palliative care professionals highlighted the importance of hope and
consolation in times of uncertainty at the end of life. These profes-
sionals expressed perceptions that existential loneliness at the end
of life was more common among middle-aged people and that older
people were typically content with life. The professionals cited a
lack of physical contact as one origin of existential loneliness and
the sense of being abandoned, which was expressed by the person
wanting to hold hands or seeking closeness to feel the presence of
another person.

The palliative care professionals felt that the home, as a place,
could provide security, but this could change when relationships
within the family were no longer functional. When palliative care
was provided at home, professionals used clues such as photo-
graphs, paintings and books to learn out about the older person's

life, important relationships and interests (Table 4). The hospice unit
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TABLE 4 Quotations from the four cases

The origin of
existential
loneliness

The influence of
the place where
the care is
provided

The professional's

own role and
relationships

was perceived to provide security due to the continuous presence of
the staff. As a place, however, the hospice unit was for some patients
areminder that they could never go home again. In addition, the pal-
liative care professionals emphasised the centrality of relationships,
regardless of whether care was given at home or in the hospice.

Home care case

And then they feel so extremely lonely,
after having had this huge...| mean,
their life, they're missing their life,
even though their life may have just
been a matter of getting outside and
saying “Hi” or going to a community
social gathering or something, and
suddenly they're... shut in at home.
Interview 1

(...) we can go in and rearrange things so
it's not a home anymore, but rather...a
sickroom or...| mean, we can go in and
say "You have to move the bed down
from the bedroom you've slept in for
sixty years and now you're going to be
in aroom on the lower floor where
you've never slept before," and things
like that can cause a sense of
insecurity (...) Interview 2

| think it's more that you don't...that
don’t you have a template and “These
are my values” and “My moral ideas
and my values about loneliness,” and
then...No...but I'll just have to go
outside this comfort zone and start to
think beyond it. Interview 1

Residential care case

... [what] we've noticed
in one of our residents
is that when her
friends disappeared
one by one, and even
cousins and so on, with
whom she'd had very
good relations, and
they disappeared one
by one, and she was
left kind of
thinking..."Now it's just
me left —what's the
point?" She just crawls
into bed and pulls the
blanket over her head
(...) Interview 3

When they're sitting at
the dining table, but no
one's saying anything
to each other. They're
sitting together but not
talking—they know
who the others are,
but they're not saying
anything.

No.

And as soon as they've
finished their meal it's
time to go home [in to
their own rooms].
Interview 3

...so they will become
calmer when you are
by yourself, because
you speak differently
then [being by yourself
with the older person].
And you only talk to
the person and not to
your colleague.

Yes.

But rather...

And then "I'm here for
you, just for you."
Yes, that you and I....
Yes.

So it means a lot.
Interview 3

Hospital care case

“I'm tired of life. Give
me an injection.”
“No, no. You mustn't
think like that. We'll
just take it one day
at a time. It'll be just
fine, you'll see”...and
then...then you
quickly turn off this
patient so she won't
say anything more
when you...even if
you think you're
being
friendly...Interview é

...clearly, after she's
been lying here at
the ward she feels...
she's been taken
care of, she's been
seen. Now she's
supposed to go
home to her own
empty and lonely
apartment (...)
Interview 5

They are pretty
sensitive to our body
language—not just
what we say, but
how we...how we
behave in the
situation.

Mm-hm.

And if we're really
stressed, they might
just choose to not
say anything, if we...
if we signal "I'm
really stressed," they
might think "Maybe |
won't say what |
want to either."
Interview 6

Palliative care case

But | think it's a new
experience as | myself get
closer to death. You
experience a different
kind of loneliness, |
believe. One that maybe
comes more from
within—like, | can’t run
away from my sick body.
Interview 7

(...) But how | should
behave otherwise, if I'm
with someone..who
becomes anxious?...it's of
course whether we can
talk...the first thing.
Sometimes of course it
helps to...| often use...|
look around the room and
see if | can see something
| can start to talk
[about]...I mean, find
something—it's a kind of
redirection tactic, or a way
to put it into words, to ask
"What are you worried
about right now?"
Interview 8

This feeling of being
important, like being...if
you feel lonely, existen-
tially lonely, then you
can...then | imagine you
don't feel like..."Yes, |
don't matter to the world
outside my thoughts"—
you're existentially lonely
and one...one way to
always address it is of
course to create a care
environment in which the
message is that "You are
important to us—the care
here is meaningful
care"—that is, to convey a
sense of meaning.
Interview 8

The palliative care professionals believed that their role was to
create meaningful relationships. It was important to these profes-
sionals to convey to every person they cared for that he/she was still
important despite any loss of function or need for help. These pro-

fessionals also said that being considerate of patients’ feelings and
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sharing thoughts and feelings about meaning and guilt could help
relieve the patients’ existential loneliness, at least for a little while
(Table 4). The professionals described how empathetic curiosity
could be used to open existential conversations in order to connect
and alleviate existential loneliness. While some of the professionals
viewed themselves as tools in the encounter and described being
present, listening and having the courage to talk about existential
matters as essential to their work, others described talking about ex-
istential issues as belonging to their own private sphere and said that
they avoided existential conversations with patients for that reason.
The professionals emphasised the importance of being able to adjust
the pace and depart from routines to allow the older person control
and prioritise what happened. Physical touch, not having to make
eye contact, and moments of silence were described as providing
openings for existential talks. The professionals also perceived that
older people were more likely to share their stories than younger
people. The contours of the older persons’ lives and their concerns
became clearer when they were allowed to narrate their own stories,
which was seen as particularly important during times of illness and

weakness.

4.5 | Cross-case analysis

In home care and residential care, the institutional intent was to
provide and enable meaningful everyday lives for patients, while in
hospital care the goal was to cure patients, with a focus on their dis-
charge. In palliative care, the aim was to provide a high-quality end of
life. The differences and similarities among the cases are presented
in relation to the origin of existential loneliness, the influence of the
place where the care is provided and the role of professionals.

There were differences in how the professionals in differ-
ent care contexts viewed and interpreted the origin of existen-
tial loneliness, even though existential loneliness was related to
death in all four contexts to various degrees. While the home
care professionals perceived that the inability to live an indepen-
dent life and missing people from one's own generation as the
primary reason for existential loneliness, the residential care pro-
fessionals described the main reason for existential loneliness as
the loss of the social network, poor relationships with relatives
and the loss of friends who had passed away. Thus, in these two
care contexts, existential loneliness was perceived not only as
something related to death but also as something related to the
past or present life. The hospital and palliative care profession-
als mainly spoke about death, and these professionals expressed
how imminent death could cause experiences of existential lone-
liness. Finally, palliative care and residential care professionals
described that feeling like a stranger to oneself and one's own
body was a cause of existential loneliness, and this was primarily
related to disease and disability.

There were differences among the contexts concerning the place
of care. When care was provided in older persons’ own homes, the
home as a place helped preserve the person's identity, while the

place was considered to offer security in institutional care such as
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hospitals and hospice units, and in residential care. There were, how-
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ever, contradictions when care was provided at home. On the one
hand, both the home care and palliative care professionals expressed
that the home primarily helped preserve the older person's identity.
On the other hand, the home care professionals also described the
home as isolating, while the palliative care professionals expressed
that the home could affect the older person negatively when family
relationships were strained. The ability of the place to offer security
was described by professionals working in hospital care, palliative
care and residential care, but contradictions were also observed in
these contexts. The hospital ward could hinder existential conver-
sations due to a lack of private spaces, and the hospice unit could,
while offering security, be a reminder that the person would never
go home again. In residential care, the resident's own room could
be perceived as a sanctuary, while the common areas, such as the
dining room, could contribute to a feeling of being a stranger in a
strange land.

Creating relationships was considered an important part of the
professionals’ role in all four care contexts, although this had differ-
ent meanings, purposes and conditions. According to home care and
residential care professionals, their role was to facilitate and main-
tain relationships with significant others or to pair residents with
each other to support a social context as a means to alleviate exis-
tential loneliness. The home care professionals highlighted that their
role was to create relationships and emphasised the importance of
listening to the older persons’ stories and narratives. The residential
care professionals, however, highlighted the importance of inter-
acting person to person but felt limited due to their working con-
ditions and their uncertainty about discussing existential matters.
Concerning hospital care, the main constraints were short hospital
stays and a lack of continuity that limited the professionals in re-
lationship building. Finally, in palliative care, it was fundamental to
create meaningful relationships and to convince the older persons
that they were still important regardless of their capacity or need for
help, and existential conversations were considered a central part of
the professionals’ job.

5 | DISCUSSION

According to our findings, the context of care matters. Context is
“the setting in which practice takes place” (McCormack et al., 2002),
but the care setting is also a place. The place affects people, and peo-
plein turn affect the place. Here, place is considered an area of space
given meaning through personal, social and cultural processes (Low
& Altman, 1992). Place also affects professionals’ interpretation of
older people's existential loneliness, which has implications for care,
as care can be provided in both institutional care settings and one's
own home. Feeling at home is important in all phases of life, but the
increasing frailty of old age implies an increased vulnerability that
makes feeling at home even more important and challenging (Cuthin,
2013). Animportant aspect of care and combatting existential loneli-

ness is therefore to facilitate at-homeness and enable older people
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to withdraw when they need to do so. “At-homeness” is related to
feeling safe, being connected and being centred (Ohlén, Ekman,
Zingmark, Bolmsjd, & Benzein, 2014). The concept of at-homeness
is also relevant in institutions, such as residential and hospital care,
where private spaces can be difficult to create. It is, however, impor-
tant to remember that even the patient's own home carries a risk of
shifting from a private to a public space when it becomes a care set-
ting, and this can have consequences for the older person's mean-
ing of home and lead to his/her displacement in his/her home space
(Milligan, 2003) and to existential loneliness.

Listening to older people's stories seems to be essential for
professionals’ ability to understand the people in their care. Our
findings showed that the time and space for deeper conversations
differed among the contexts. While a shortage of time was de-
scribed as a major limiting factor in hospital and residential care, ex-
istential conversations were considered fundamental and prioritised
in the palliative care context. The shortage of time seemed to be
an important consideration in times of austerity and cutbacks in the
healthcare sector, as time with people in care can be limited, and
time for reflection with colleagues can be difficult to create. This
finding is in line with earlier research in which nurse assistants in
residential care described the conflict of having to prioritise “doing”
over “being” (Beck, Térnquist, Brostrom, & Edberg, 2012) and home
care assistants requested regular meetings with colleagues for sup-
port (Craftman, Grundberg, & Westerbotn, 2018). Existential con-
versations require time, as they rely on authenticity and the “I/Thou”
relationship described by Buber (1994), which is based on equality,
genuine interest in the other person, and reciprocity. However, au-
thentic encounters require sharing silence and time. Sharing silence
with someone could be a way to find peace and a moment of relief
from suffering, especially in situations when words may fail (Bassett,
Bingley, & Brearley, 2018), and might alleviate existential loneliness.
Nevertheless, a shortage of time poses challenges for staff, espe-
cially in hospital care.

However, a lack of time is not the only explanation for why
existential conversations are rare. Our findings that show that
nurses’ perceived need for courage, discomfort about discussing
existential matters, and felt inability to support patients’ existen-
tial concerns were other explanations. This is in line with a study on
communication about existential issues in which nurses expressed
that unwillingness to talk about existential matters can also be
attributed to insecurity and lack of training (Strang, Henoch,
Danielson, Browall, & Melin-Johansson, 2014). However, in pallia-
tive care, existential conversations were considered a central part
of the professionals’ job. One thing that differs between the four
contexts in this study is that the professionals in palliative care
were offered regular clinical supervision and organised meetings
for reflection. In addition, the palliative care settings emphasised
an approach that recognised existential needs to be as essential as
physical, social and spiritual needs. This highlights the importance
of both allowing professionals the opportunity to talk with patients
about existential matters and an explicit value system of care that

includes existential concerns. Professionals in both hospital and

palliative care perceived that existential loneliness and concerns
were more common among younger and middle-aged persons than
among older persons. This indicates that older peoples’ existen-
tial needs and concerns may be neglected or downplayed. Thus,
support for professionals to feel more confident in addressing ex-
istential loneliness and improvements in care settings need to be
tailored to suit the specific setting and context of care.

Creating trustful relationships was considered importantin all the
care contexts, but working conditions and routines were hindering
factors. Person-centred care implies adjusting care routines to each
person's need for interpersonal relations and to fulfil his/her social
needs. To attain this goal, there is a need for flexibility in the organi-
sation to allow professionals to personalise the care they provide to
older people. There is also a need to provide professionals with op-
portunities and time for regular reflection on the existential aspects
of that care. In addition, the importance of leadership and its impact
on person-centred care and the psychosocial climate should be high-
lighted (Backman, Sjdgren, Lindkvist, Lévheim, & Edvardsson, 2016).
Such leadership should also be person-centred, using a coaching ap-
proach and direct feedback to focus on improving professionals’ ca-
pacities and allow them to push normal boundaries when necessary
(Backman, Sjogren, Lindkvist, Lévheim, & Edvardsson, 2017). Finally,
professionals’ opportunities to create trustful relationships need to
be supported by leaders who consider existential aspects of caring
in general and existential loneliness in particular.

5.1 | Methodological considerations

Even if each defined context in this study consisted of two or three
settings with both differences and similarities, there is a risk of creat-
ing a simplified image of each context. This complexity of contexts
may affect both the credibility and the transferability of our findings,
but we believe that the variation in the professions within the four
contexts reflects the true professional composition of the staff in
the various contexts. During focus groups, participants might risk
disclosing their personal shortcomings, but our impression was that,
instead, sharing their experiences and stories inspired and encour-
aged them. Accordingly, we believe this gave rise to further reflec-
tions on existential loneliness in relation to practice. This was also
the case in focus groups with less than five participants, although
Krueger and Casey (2015) recommend five to eight participants.
Because one of the recordings was interrupted, there is a risk that
important data were lost. However, the missing part was at the be-
ginning of one of two interviews at the same care context. As the
interview was reconstructed directly by the interviewers, we believe
that potential loss of data had no major impact on the trustworthi-
ness of the findings.

Although field notes are a typical data source in case study re-
search (Creswell, 2007; Stake, 1995), we did not take such notes
during the data collection, and this might be a weakness. We be-
lieve, however, that the professionals provided important clues and
knowledge about existential loneliness among older people and

the impact of context on their perceptions of loneliness. To achieve
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credibility, we collected information about each of the care settings
to better understand and describe each context. An adequate con-
textual description is important to understanding any setting in a
case study (Hyett, Kenny, & Dickson-Swift, 2014), therefore, local

descriptions based on the telephone interviews are provided.

6 | CONCLUSION

The context of care matters and influences how professionals view
existential loneliness among older people and the opportunities
they are offered to address existential loneliness. Further, existen-
tial loneliness needs to be considered in relation to the care envi-
ronment and the specific care provided. The contexts’ different
purposes most certainly influence professionals’ opportunities and
abilities to focus on patients’ existential concerns. It seems neces-
sary to provide opportunities for structured reflection on existential
matters and other phenomena relevant to caring, such as meaning,
hope and consolation, based on professional's own experiences. To
increase professionals’ confidence in addressing existential loneli-
ness, the support must be tailored to the specific setting and context
of care. Professionals’ opportunities to create trustful relationships
also need to be supported by person-centred leadership focused on

expanding their capacities.

Implications for practice

e As older peoples’ existential needs and concerns may be
neglected or downplayed, professionals need training and
appropriate qualifications to address existential aspects of
ageing and care.

e Support to professionals to feel more confident in address-
ing existential loneliness needs to be tailored to the context
of care.

Professionals’ opportunities to create trustful relationships
need to be supported by leaders who consider existential
aspects of caring in general and existential loneliness in

particular.
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ABSTRACT

Background

The increasing proportion of older people worldwide is challenging society and the healthcare
sector to develop new solutions, such as involving volunteers, especially to combat loneliness
among older people. Loneliness is a broad concept comprising, for example, existential
loneliness — a deep feeling of aloneness in the world. We know little about volunteers’
experience of encountering older people’s loneliness in general and existential loneliness in
particular. Such knowledge is important in order to develop high-quality volunteering.

Aim

This study aimed to describe volunteers’ experience of becoming and being a volunteer, and

encountering older people’s loneliness in general and existential loneliness in particular.

Methods
This descriptive qualitative study is based on eight focus group interviews and twelve individual
interviews with volunteers from different organisations, analysed using conventional content

analysis.

Findings

Being a volunteer meant being a fellow human being, alleviating loneliness for others and
oneself. Becoming a volunteer was a way of finding meaning, and volunteering made the
volunteers feel rewarded and simultaneously emotionally challenged. Being a volunteer also
meant acting on one’s values, challenging boundaries when necessary. Encountering loneliness,
including existential loneliness, required sensitivity to others’ needs for both closeness and

distance.

Conclusion

Being a volunteer benefitted not only the older persons the volunteers met, but also the
volunteers’ own sense of meaning, by alleviating their own loneliness. Sharing existential
thoughts and having meaningful conversations about life and death are challenging, but can
contribute to the personal growth of the volunteers themselves. It is important to remember that
not all volunteers are confident in having existential conversations, so it is important to pay

attention to each volunteer’s prerequisites and needs.

Keywords: encounters, existential loneliness, focus groups, individual interviews, loneliness,

older people, qualitative study, volunteers



BACKGROUND

The proportion of older people is increasing worldwide (1), challenging the healthcare sector.
Another challenge is that of combating loneliness among older people. Loneliness can have
severe consequences for health in terms of, for example, cardiovascular diseases and poorer
mental health (2), and a study of nursing home residents found associations between emotional
loneliness and mortality (3). In caring for older people, it is therefore vital to find
complementary human resources, such as volunteers, to help address these challenges. The
Swedish media present volunteers as a resource to reduce older people’s loneliness (4).
Although a large body of research explores various aspects of the involvement and role of
volunteers in different contexts (e.g., 5-8), little is known of volunteers’ experiences of
encountering loneliness. One of the few studies of volunteers’ own experiences of encountering
loneliness was conducted in the palliative care context by Andersson and Ohlén (9), who
concluded that there is a need for volunteer support, especially focusing on existential issues.
We know that older people can experience a deep loneliness, so-called existential loneliness
(10), which volunteers caring for older people certainly encounter. However, we know little
about volunteers’ experience of encountering older people’s loneliness in general and

existential loneliness in particular.

Loneliness can be measured objectively in terms of the number of friends and social contacts,
but loneliness is also the subjective experience of feeling lonely. According to the results of a
Swedish national longitudinal study of the long-term predictors of loneliness (11), current social
engagement, current close relations, and access to social support were important factors
counteracting loneliness. The importance of close and meaningful relations was also addressed
in the national annual follow-up of the care of and service to older people (12), which found
that the experience of loneliness was more frequently reported among residents in residential
care, receiving service around the clock, than among older people living at home receiving
home care. This is supported by findings of a study of loneliness among older people in
residential care, showing that the experience of loneliness was not related to the number of
social contacts or even to the number of contacts with family and friends; instead, emotional
closeness, giving a sense of security, had an impact on loneliness (13). Feeling lonely thus does
not seem to be primarily related to the accessibility of other people, but rather to the accessibility

of meaningful relations.



It is important to recall that being alone is a phenomenon with both positive and negative
connotations. The literature identifies different kinds of loneliness. A conceptual review of
qualitative studies of loneliness (14) identified three overlapping types, i.e., social loneliness,
emotional loneliness, and existential loneliness. Social loneliness is related to both the quantity
and quality of relationships and can result from the absence of social connections. Emotional
loneliness is related to the absence or loss of meaningful relationships (14), and Weiss (15)
described it as a subjective response to the absence of a generalized attachment figure.
Existential loneliness is regarded as a human condition connected to human existence (16, 17)
and is more associated with being separate from others and the rest of the world, especially
when confronting trauma or mortality (14). According to Applebaum (18), awareness of
existential loneliness emerges in moments of silence and slower-paced activity. One definition
of existential loneliness, based on theoretical and empirical studies, is ‘the immediate awareness
of being fundamentally separated from other people and from the universe, and typically,
because of this awareness, experiencing negative feelings, i.e., moods and emotions’ (19). Older
people themselves have described existential loneliness as being trapped in a frail body, being
met with indifference, lacking meaning and purpose in life, and lacking someone to talk to
about meaningful aspects of life (10). This is in line with another study of nursing homes and
home care service in Sweden, showing that older people experienced a sense of alienation and
insecurity and an absence of dialogue with staff (20). Also, patients with cancer and heart
disease experience loneliness when they have limited opportunities to share their feelings and
experiences with professionals (21). In turn, healthcare professionals find that encountering
existential loneliness among older people is challenging (22), although the availability of time
and opportunities differs between contexts (23). Volunteers may offer something that healthcare
professionals cannot, and could be important complementary human resources, for example,
contributing something from the outside world (24). As older people seem to have many unmet
needs, volunteers could play an important role by providing meaningful conversations as a way
to alleviate suffering and loneliness. However, there is a need for more knowledge from the

perspective of the volunteers.

Aim
This study aimed to describe volunteers’ experience of becoming and being a volunteer, and

encountering older people’s loneliness in general and existential loneliness in particular.



METHODS

Design

This study is part of the LONE study (IRRID: 10.2196/13607) (25), exploring existential
loneliness among frail older people from the perspective of older people themselves, their
significant others, healthcare professionals, and, in this study, volunteers. The results of the
LONE study, encompassing a concept analysis, qualitative studies based on various individual
and focus group interviews, and quantitative studies based on questionnaires, will form the basis
for developing an intervention focusing on support in encountering older people’s existential
loneliness. The present study had a descriptive qualitative design (26) and was based on focus

group interviews as well as individual interviews with volunteers encountering older people.

Participants

A total of 32 volunteers, 23 women and 9 men aged 4687 years, participated in the focus group
interviews (Table 1). They represented different organisations, i.e., the Swedish Church, the
municipal volunteer organisation, the Red Cross, and an independent organisation called the
Friend-Visitor Service, from different geographical areas in southern Sweden. The selection of
organisations was intended to sample different kinds of volunteer assignments and contexts,
such as home visiting, volunteering in nursing homes or hospitals, and hosting at community
centres. Some participants volunteered in one context only, while others operated in more than
one. Depending on the context and assignment, the contacts with the older persons ranged from
temporary contacts to relationships lasting several years (Table 2). The included organisations
were active in larger cities, small towns, and villages. At the end of the focus group interview,
the participants were asked whether they were interested in participating in an individual

follow-up interview. All participants showed interest and provided contact information.

Of the participants in the focus groups, 25 were selected as eligible for participation in
individual interviews, based on an intention to obtain variation in age, occupational back-
ground, and organisation. They were invited to participate by mail, e-mail, and/or telephone.
Five invitees declined, seven did not reply, and one cancelled on short notice. Of the remaining
twelve participants who agreed to participate, nine were women and three were men, aged 47—

76 years (Table 1).



Table 1. Characteristics of participants in the focus group and individual interviews

Characteristics

Focus group interviews

(n = 8 with 32 participants)

Individual interviews

Participants from each volunteer
organisation

Swedish Church

Municipal volunteer organization
Red Cross

Friend-Visitor Service

Age

Range, years (md)
Women (%)

Men (%)

Experience as a volunteer'
1-2 years

3—4 years

5-6 years

7-8 years

9-10 years

>10 years

Occupational background!
Health and social care
Education
Pharmacist/audiologist
Lawyer/banker

Craftsperson

Self-employed

Salesperson

Other/not specified

13
12

46-87 (69.5)
23 (72%)
9 (28%)

N 9 O D

1/1
1/1

1/3

NN W W

47-76 (69.5)
9 (75%)
3 (25%)

1/0

1Missing data from the two pilot focus groups (eight participants)



Table 2. Organisational affiliation and context of the volunteers participating in the individual

interviews
Organisation Context
Municipal volunteer Home visiting, visiting a nursing home, and
organisation hosting at the community centre
The Swedish Church Hosting in the Church, home visiting, and

visiting a nursing home

The Swedish Church at the Hosting at the hospital emergency department
hospital in the waiting room
The Red Cross Home visiting and visiting a nursing home
Friend-Visitor Service Hosting at the community centre and home

visiting

Data collection and procedure

Data were gathered from focus group and individual interviews. This combination was used
based on the idea that participants in focus group interviews develop their ideas when they share
and discuss their experiences with others (27), while individual interviews can contribute to an
in-depth understanding of a given phenomenon (28). The main interest in the focus group
interviews was the volunteers’ experience of encountering older people’s loneliness in general
and existential loneliness in particular. However, as the focus group discussions concentrated
on encountering loneliness in general, the data collection was supplemented with individual
interviews to obtain more in-depth data about encountering existential loneliness and about
personal motives for becoming a volunteer. The data from the first six focus group interviews
have also been analysed to explore volunteers’ perceptions of older people’s existential

loneliness and are presented elsewhere in Swedish (29).

Focus group interviews
The data collection started with two focus group interviews in 2014, serving as pilot interviews.
As only minor revisions needed to be made to the pilot interview guide, these interviews were

included in the main study. Another six focus group interviews were performed during 2017



and 2018, for a total of eight focus group interviews. The practical arrangements were co-
ordinated by a contact person in each local volunteer organisation who also distributed written
information about the study to all members. Those interested in participation contacted the

contact person, who in turn informed the researchers.

Each focus group interview was scheduled to last two hours and was conducted in a room
designated by the organisation. The focus group interviews were performed in different
configurations by a team of four, with the first (MS) and the second (KB) authors leading six
of the eight sessions, as either moderator or facilitator. The moderator led the discussion, while
the role of the facilitator was to be attentive to issues that otherwise might be overlooked, take
notes, and summarise the discussions at the end of the focus group. All focus group interviews
followed the same structure. The moderator started each session by informing the participants
of the study’s purpose and then obtaining written consent. All interviews were introduced in
the same way, with the participants being asked to reflect on loneliness in general and existential
loneliness in particular among older people. Thereafter questions were asked about their
experiences of being volunteers, encountering older people’s loneliness and existential
loneliness. The moderator asked follow-up questions such as ‘Has anyone else had similar
experiences?’ or ‘Do I understand you correctly when you say ...?” Before ending each
interview, the participants were asked if there was anything they wanted to add.

Seven focus groups had three to four participants, while one focus group had seven participants.

Demographic information such as age, volunteer experience, and current or previous profession
was collected after the interview, apart from the pilot interviews where no such information
was collected. One interview lasted 69 minutes and the others 91-111 minutes; the interviews

were audio-recorded and transcribed verbatim.

Individual interviews

The individual interviews were conducted between October and December 2018. A pilot
individual interview was first performed; as only minor revisions needed to be made to the
interview guide used, this interview was included in the main study. The date and place of the
interview were chosen by each participant, i.e., a place connected to the organisation, the
interviewee’s home, or the university. All interviews were performed by the first author (MS),
who, before each interview began, presented the purpose of the study, repeated the written

information everyone had received in advance, and obtained the participant’s written consent.
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The interview guide was semi-structured (30) and included most of the same questions as used
in the focus groups, i.e., asking about the volunteers’ experience of encountering older people’s
loneliness, but with a more specific emphasis on encountering existential loneliness. The
individual interviews focused more on the volunteers’ individual experiences, such as motives
for becoming a volunteer. The interviewer asked follow-up questions such as “What do you
mean by that?” and ‘Do I understand you correctly when you say ...?" Before ending each
interview, the participant was asked if there was anything s/he wanted to add. The interviewer
finally informed the participant about what had been noted during the interview; the interviewee
was asked to confirm these results, and was encouraged to further develop his/her thoughts.
This part of the interview also served as a quick member check. The interviews lasted 45-97

minutes (md = 72 minutes), were audio-recorded, and transcribed verbatim.

Analysis

Conventional content analysis (31) was used to analyse the data. First, all authors read all
interview transcripts to achieve immersion and obtain a sense of the whole. The first and third
authors then discussed their impressions and how to proceed. Since the individual interviews
were characterised by more in-depth data, the authors started by analysing them. Meaning units
related to the aim were identified and coded by the first author and a coding scheme was created.
Next, the focus group interviews were read and coded in the same way. When all data were
coded, all three authors discussed the coding, and grouped the codes into 13 meaningful clusters
(31) (Appendix). During the analysis, there was constant movement between the parts and the
whole, i.e., between the texts, codes, clusters, and tentative categories. The final structure
comprised four categories. According to Hsieh and Shannon (31), researchers might also decide
to identify relationships between categories. In our analysis, one overall understanding of
becoming and being a volunteer, encountering older people’s loneliness in general and

existential loneliness in particular, was constructed.

Ethical considerations

According to the principles of autonomy, nonmaleficence, and beneficence (32), the following
aspects were considered. All prospective participants were given advance opportunity to
consider participation by receiving written information on the study; those who agreed to
participate gave their written consent. In some cases, considerable time had passed between the
focus group and the individual interviews, so special attention was paid to participant

doubtfulness, even though participants had earlier expressed interest in participating. To make
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the participants feel as comfortable as possible, they chose the place for the individual
interviews. As existential loneliness is a sensitive topic, the interviewers tried to be attentive

for any signs of discomfort during the interviews.

FINDINGS

The overall understanding of becoming and being a volunteer encountering older people’s
loneliness in general and existential loneliness in particular was Being a fellow human being —
alleviating loneliness for others and oneself. The volunteers had a specific mission in the care
of older people and emphasised that their role differed from that of the healthcare professionals,
in that their role was simply to be fellow human beings. As a volunteer, one usually had more
time than the healthcare professionals, who often had someone else waiting for attention. The
volunteers said that trusting relations were built over time and that reciprocity was essential,
i.e., meeting as two equal human beings. Volunteering and having close and meaningful
relationships with the visited older persons were experienced as alleviating both the older
persons’ and the volunteer’s own loneliness. The volunteers also alleviated their loneliness
through the opportunity for social activities with other volunteers. The volunteers could relate
to their own experiences, which in turn affected their view of loneliness and existential

loneliness and how these were experienced and approached.

Becoming and being a volunteer encountering older people’s loneliness and existential
loneliness encompassed four categories: one category embracing the experience of becoming a
volunteer as ‘A way to find meaning’, two categories embracing the experience of being a
volunteer as ‘Feeling rewarded as well as emotionally challenged” and ‘Acting in line with
one’s values, thereby challenging boundaries’, and finally one category embracing the
experience of encountering loneliness in general, and existential loneliness in particular, as

‘Being sensitive to others’ needs for closeness and distance’ (Figure 1).
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Being a fellow human being: alleviating loneliness for others and oneself

Becoming a volunteer

A way to find meaning

Being a volunteer
Feeling rewarded as well as emotionally challenged

Acting in line with one’s values, thereby challenging boundaries

Encountering older peoples’ loneliness in general and existential
loneliness in particular

Being sensitive to others’ needs for closeness and distance

Figure 1. Becoming and being a volunteer encountering older people’s loneliness and
existential loneliness.

Becoming a volunteer

A way to find meaning

The decision to become a volunteer was based on various motives and driving forces. One
motive was to do good for someone else in general and to older people in particular. A second
motive was to do something meaningful. A third motive was to give something back to society,
linked to the idea of one’s duty as a citizen. To be appreciated, affirmed, and needed by another
person were other motives mentioned by the volunteers. Several participants started to
volunteer shortly after retirement, based mainly on insight into their new situation and a desire

to do something with their time to counteract boredom.

Well, I’ve actually never had a problem with loneliness, more than
when my parents passed away. I did feel emptiness then. And, in
fact, I had to fill that ... that emptiness ... with human contact. I was
in the habit of visiting them once a day, so I had to fill that gap with

something. (Focus group interview 7)

Moreover, some of them mentioned a feeling of still having something to offer others, but not
necessarily involving close, long-term relationships. Other volunteers mentioned that their

parents, no longer alive, had felt trapped and abandoned when they were nursing home
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residents, so they volunteered as a way to continue to do good, to restore themselves, or even

as part of mourning.

Being a volunteer

Feeling rewarded as well as emotionally challenged

Being a volunteer was considered an honourable and rewarding mission. The mission was
described as enriching, meaningful, and bringing pleasure, making the volunteers feel valuable.
The volunteers considered the ability to create trusting relations and to receive and maintain the
older person’s trust to be highly important. They also emphasised that the relationship was
reciprocal and rewarding for themselves on a personal level. The relationship differed from

other relationships, even for those who had previously worked in the healthcare sector.

I mean you’re just two individuals, of different generations or
whatever, right? It’s of course not a matter of ... if you’re staff, you
kind of have your professional role — that you have to maintain a
professional manner. And that ... of course for a volunteer it’s not

like that at all. (Individual interview 5)

Being a volunteer could also mean ‘feeling like an outsider’ in the care context. Some
participants described their frustration at not being included in the setting where they
volunteered, being taken for granted by the healthcare professionals in the setting, feeling used,
or being viewed as an inconvenience, all of which complicated their mission. However, some
participants also described the opposite, i.e., a sense of belonging and being included in the
setting or organisation. Depending on the setting, there was freedom as to when and how the
voluntary assignment should be performed and to operate in accordance with one’s values.

Others described the mission as being a cog in a wheel and as something valuable.

The volunteers described their mission as one that taught them life lessons, but also as an
existential and emotional challenge. There were feelings of frustration, powerlessness, and
helplessness, and a feeling of inadequacy: ‘But then again, sure, there are times when you feel
inadequate and would like to be able to somehow break through even more, you know?’ (Focus
group interview 8). When encounters or situations were difficult to handle or distressing, most

volunteers had someone in the organisation to whom they could turn when needed. Others
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described taking a moment to be by themselves as helpful, or to talk with a close family
member. The boundary between volunteering and friendship became increasingly blurred the
longer the assignment lasted: the older person had become a friend, and at the same time was
not one. This relationship affected the volunteers personally, and they highlighted their own

need for continuity and the importance of ending a relationship in a positive way.

Acting in line with one’s values, thereby challenging boundaries

Being a volunteer meant having a frame for a mission, a space in which to act in line with one’s
values. Some volunteers emphasised the importance of understanding the limitations of their
mission, while others instead expressed uncertainty. As a volunteer, making home visits meant
more freedom, while volunteering at the hospital meant adjusting to predetermined routines and
boundaries. The mission included encountering the older person as a unique person, so, when

necessary, some volunteers challenged boundaries, not being held back by routines.

So, I did some things that a volunteer maybe shouldn’t do.
Interviewer: What did you do?

I became ... well, I became quite close to her. [ accompanied her on
visits to the physician and helped her move to another place. These

are things that a volunteer is not supposed to do.
Interviewer: So you did quite lot of practical things as well?

Yes, there was quite a lot of practical work. In between, we sat and
talked, and she cried and told me about her life. (Individual

interview 3)

Being a volunteer meant being able to adjust to these boundaries and what was possible to do,
being able to let go, and feeling that one had done enough. The mission could include
encounters with healthcare professionals and with relatives who did not act in accordance with
the volunteers’ own values, which was frustrating. Acting in line with one’s values could also
involve acting as a representative when an older person could no longer fully manage on his/her
own, sometimes challenging set boundaries, for example, in situations when the older person

has no one else to rely on and the volunteer has become the only source of personal support.
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Furthermore, this entailed keeping up to date about activities that the older person enjoys but
can no longer do by him/herself. Being a representative of the older person was not a formal or

explicit role, but an informal role as a fellow human being.

Encountering older people’s loneliness in general and existential loneliness in particular

Being sensitive to others’ needs for closeness and distance

According to the volunteers, some older persons were not ready or lacked the ability to talk
about existential loneliness or have existential conversations. Therefore, the volunteer’s own
ability to be sensitive to the other’s needs was essential. Some volunteers described the
importance of closeness and of alternation between closeness and distance, while others
considered distance to be necessary. Visiting an older person, who seemed to live a slow and
monotonous life from the outside, meant adjusting to the situation, mostly talking, and just
‘being’ together. One participant called the visit ‘a brief glimpse into existence’, aware that the
visit lasted only a moment. According to the volunteers, expressing one’s existential needs and
suffering may be difficult for some older persons, and lack of appropriate words could be one
reason for this. The volunteers said that they encountered older people who did not want to be
a burden or did not have anyone to confide in, which led them to keep concerns to themselves.
The importance of being respectful, being attentive, and listening to the older person’s needs
was emphasized. Words were not always the most important tool, and being comfortable with
silence and adjusting to a slower pace were described as undervalued abilities one needs to learn

as a volunteer.

What happens happens, you know, so that thoughts can ripen or end
up somewhere and then ... then, like I said, you can of course spend
time together and have a sense of togetherness without necessarily
talking. And you need a bit of training — to learn how not to feel
some sort of panic if there’s only silence, you know, how to simply

let the silence be. (Individual interview 1)

The volunteers described kindness and consideration, as well as being able to listen without
interrupting or judging, as essential for having meaningful conversations. Existential
conversations concerning death, guilt, or shame were not planned, but emerged spontaneously.

The volunteers emphasised how important it was to alternate between depth and surface,
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depending on the needs of the older person. The volunteers stressed that although they were
prepared to have existential conversations, the older person also needed to be ready: it was
important to be sensitive and to show respect if someone did not want to deepen the

conversation.

At the same time, listening to the older person’s existential concerns presupposed self-
awareness and having processed one’s own beliefs. Some volunteers tried to deflect
conversations about loneliness, not giving it too much attention, which could lead to superficial
conversations; instead, they would encourage more positive conversations, and strive to bring

joy and laughter into the older person’s lonely existence.

No, but it is that way, usually that’s maybe what you start talking
about — not death, but about this feeling of loneliness ... I mean, it
starts with the old lady saying, like, ‘Oh, I'm so happy you came!
I’ve missed you so much! I’ve been so lonely,” she’ll say. And so
that’s like an opening. And then you get chatting and then I might
try to ... I mean, at the same time I think you shouldn’t try to expand

on this feeling, make it stronger. (Focus group interview 1)

The volunteers described existential loneliness as related to the older person’s present as well
as past life, including thoughts such as ‘“What have I done?’ and ‘What has life given me?’ It
was a feeling that could not be fully shared with anyone else, but was something that must be
partly dealt with on one’s own. Participants stated that existential concerns were to be met with
respect and authenticity, although some volunteers avoided existential conversations as they
thought others were better equipped for them. Although the volunteers mostly discussed simply
‘being’ with the older person, ‘doing’ things was also described as important. This could mean
taking an active part in planning future activities and meaningful events with the older person,

which could include space for existential and meaningful conversations.
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DISCUSSION

The overall understanding of becoming and being a volunteer encountering older people’s
loneliness in general, and existential loneliness in particular, was being a fellow human being
— alleviating loneliness for others and oneself. Being a volunteer in the care of older people was
beneficial not only for the older persons, but also for the volunteers’ own sense of meaning and
community. Our findings indicated various motives for volunteering, such as doing good, being
needed by somebody, being appreciated, and being affirmed. Thus, one driving force of being
a volunteer was to find meaning. Viktor Frankl claimed that searching for meaning is a primary
force in life (33), and further described a lack of meaning as an existential vacuum, i.e., boredom
and meaninglessness in life. Volunteering might therefore be one means to counteract one’s
own existential vacuum. Being a volunteer also taught life lessons, and the relationship with
the older person could gradually become more of a friendship than a formal volunteer—client’
relationship. This unique relationship and the specific role of the volunteer have been
highlighted in other studies. Volunteers caring for an older person, but not belonging to that
person’s social circle, offer existential encounters not otherwise available (34), while the
presence of volunteers in a palliative care context gives patients an opportunity to talk freely,
without having to worry family or friends (35). Sharing existential thoughts about life and
anticipated death could even be rewarding for the volunteer and a way of being introduced to
existential issues (34). Planalp, Trost, and Berry (36) showed that having meaningful
conversations about existential matters, such as the meaning of life, was a challenge for
volunteers, but also rewarding in terms of life lessons. This is in line with the present finding
that being a volunteer meant being emotionally challenged, but also feeling rewarded.
Furthermore, being a volunteer in the care of older people with dementia has been described as
a mission that leads to increased learning and self-reflection (37). Sharing existential thoughts
and having meaningful conversations about life and death is challenging, but it can contribute

to personal growth for the volunteers themselves.

The participants’ own life experiences affected their views of loneliness and existential
loneliness and seemed to contribute to sensitivity to others’ needs for both closeness and
distance. A study from Norway in a municipal palliative care context highlighted volunteers’
life experience and relational skills, i.e., being able to talk about disease and death, as
advantages (38). A relationship based on reciprocity requires what Schuster (39) calls the

presence of personal existential space. According to Schuster (39), personal existential space
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differs from professional/external space in that the personal space is inherent to our bodies and
existence. By affirming one’s personal existential space, equal relationships can develop.
However, there are situations in which communication difficulties and lack of words to express
existential needs can threaten conversations about existential issues. Being sensitive to the older
person’s vulnerability, using one’s imagination and empathy, could be the key to getting closer
to the older person (22). Also, providing volunteers with a space in which to act, where their
own life experiences are acknowledged as a strength, and making volunteers part of the team
seem essential (40). S6derhamn et al. (38) further stressed the importance of volunteers having
a clear and defined role, not only for themselves but also for healthcare staff. It was crucial to
have access to a mentor and to follow up after a volunteer session, especially at the start of the
volunteer engagement. Even so, our results indicate that not all volunteers were confident in
having existential conversations, and some avoided them. Perhaps one of the most important
things is to have knowledge of each volunteer’s prerequisites and needs and to adjust the
assignment accordingly. Improvement is needed in several areas concerning support for
volunteers in their engagement. Knowledge of this can enable policymakers, non-governmental
organisations (NGOs), and leaders in the health and social care of older people to further

develop volunteer service in the best interest of volunteers and the older people they visit.

Methodological considerations

Focus groups and individual interviews are used for different purposes. Focus groups are used
to capture various perceptions and experiences (27). Existential loneliness is not a topic usually
discussed on a daily basis, so focus groups were used to facilitate the sharing of experience and
support reflection on existential loneliness. The individual interviews, on the other hand,
enabled the generation of more in-depth data and created a space in which to develop reasoning,
experience, and beliefs (28). Regarding the number of participants in focus group interviews,
Krueger and Casey (27) recommended five to eight participants as the ideal size, though if the
topic is complex, fewer participants are recommended. Since loneliness in general and
existential loneliness in particular are sensitive and complex topics, smaller groups of three or
four participants seemed relevant (27). In this study, the larger groups tended to hold
discussions on a general level, while the smaller groups facilitated interaction and the sharing

of individual experiences.
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The individual interviews ended with a member check. This was an opportunity for the
participants to clarify their intentions, confirm what had been said, and, if necessary, to refine
their reasoning. The member check can be seen as strengthening the credibility of the present
findings (41). To increase the trustworthiness of our findings, quotations from both focus
groups and individual interviews have been cited to illustrate that the findings emerged from
both types of data (41). Qualitative researchers influence both the collection and interpretation
of data, and the understandings and meanings of data are negotiated in a given social context
(42). Reflection was therefore vital throughout the research process, and was conducted in
regular reflective discussions between the authors. Furthermore, the results were presented and
discussed in a reference group connected to the LONE study, in which some of the participants
were experienced volunteers. Concerning the transferability of the results, it is important to
recall that the study was performed in a Scandinavian context, as traditions of volunteers in the

care of older people vary between countries.

CONCLUSION AND CLINICAL IMPLICATIONS

Being a volunteer was beneficial not only for the older persons the participants encountered,
but also for the volunteers’ own sense of meaning, alleviating their own loneliness. Sharing
existential thoughts and having meaningful conversations about life and death are challenging,
but can contribute to the personal growth of the volunteers themselves. It is important to bear
in mind that not all volunteers are confident in having existential conversations; it is important
to pay attention to each volunteer’s prerequisites and needs, and several areas of support for
volunteers’ engagement need improvement. Knowledge of these matters can enable
policymakers, NGOs, and leaders in the health and social care of older people to further develop
volunteer service in the best interests of the volunteers and the older people they visit, as an

essential complement to more formal healthcare services.
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ABSTRACT

Background

Regardless of one’s age, having existential needs and thoughts is part of being human. Home-
and residential-care staff find it challenging to make time for conversations about existential
considerations, but if existential needs are not met or addressed, a feeling of existential
loneliness may arise among the cared-for older persons. Beyond staff, volunteers are a group
whose expertise could help satisfy older persons’ existential needs.

Aim

The aim was, from the perspective of first-line managers, to investigate staffs’ and volunteers’
possibilities and obstacles as well as need for support, in encountering older persons’

existential issues.

Methods
In a cross-sectional design, first-line managers in home- and residential care were randomly
selected. A self-administered questionnaire with closed- and open-ended questions was

distributed online, and 136 managers participated.

Results

First-line managers reported that older persons frequently (11%) or sometimes (77%)
expressed existential loneliness and that staff frequently (13%) or sometimes (68%) had
conversations about existential issues. These conversations concerned the present life
situation, the past and uncertainty about the future, and death and dying. The major obstacle
to such existential conversations was insecurity, experienced by 88% of staff. Support to staff
was mostly provided by managers or registered nurses, but structured reflection (36%) and
clinical supervision (6%) also occurred. Nearly half of the managers had volunteers in their
units, their most common activity being everyday conversations, followed by music/

entertainment and walking/outdoor activity.

Conclusion

Older persons’ existential needs merit attention, particularly in home and residential care.
Staft’s insecurity about encountering existential needs and existential conversations must be
addressed and appropriate support provided on a regular basis as an integral part of work.. In
times of limited resources, new solutions are needed. Volunteers are a human resource that

could improve the well-being of older persons and complement staff work.



BACKGROUND

Regardless of one’s age, having existential needs and thoughts is part of being human, but if
existential needs are not met or addressed, a feeling of being alone in the world, of existential
loneliness, may arise (Sand & Strang, 2006). Home- and residential-care staff should be
prepared to address existential as well as other needs. Research shows that it is challenging
for staff to find time in their daily work for conversations about existential considerations
(Beck, Tornquist, Brostrom, & Edberg, 2012; Norell Pejner, Ziegert, & Kihlgren, 2012).
Insecurity and fear are other challenges facing such staff when it comes to addressing
existential issues (Sundstrom, Edberg, Ramgéird, & Blomgqvist, 2018). Despite these
challenges, the needs of older persons should be met by care staff. Beyond care staff,
volunteers are a group whose expertise can be used in satisfying older persons’ existential
needs (Sundstrom, Blomgqvist, & Edberg, submitted). It is the first-line manager’s
responsibility to ensure that all the needs — physical, psychological, social, as well as

existential — of older persons are met.

Older people are not a homogenous group, in either society or the care context. People age
differently, so becoming old is a complex process and a unique experience for each person.
Becoming old can be seen as an ontological challenge (Shaw, West, Hagger, & Holland,
2016) as horizons shrink over time due to growing incapacities. The older person’s frail and
unpredictable body can evoke a feeling of being imprisoned and trapped (Ebrahimi,
Wilhelmson, Eklund, Moore, & Jakobsson, 2013; Sjoberg, Beck, Rasmussen, & Edberg,
2018). Besides losses and declining health (Baltes & Smith, 2003), there are other aspects of
becoming old, such as turning inwards and reflecting on how life unfolded (Andersson,
Hallberg, & Edberg, 2008; Santaméki Fischer, Norberg, & Lundman, 2008). Affirming both
the positive and challenging aspects of life and death can be important. Furthermore, the
meaning of being old can encompass contradictions and paradoxes, such as how to embrace
both weakness and strength, reconciliation and regret (Santaméki Fischer et al., 2008). Yet
being dependent on others, for example, needing care and lacking control, can lead to
vulnerability (Abley, Bond, & Robinson, 2011), while not being recognized or being met with
indifference can cause suffering, alienation, and existential loneliness (Sjoberg et al., 2018;
Svanstrom, Johansson Sundler, Berglund, & Westin, 2013). Feelings of abandonment and
anxiety about one’s future can cause inner pain and emotional suffering, but this experience

can be manageable if accepted and acknowledged by others (Sjoberg, Edberg, Rasmussen, &



Beck, 2019; Wijesiri et al., 2019). Acknowledging the older person and recognizing his or her
existential needs and thoughts about life and the meaning of the past, the present, and

approaching death are therefore crucial parts of caring.

Apart from insecurity and fear, the care setting, as a place and context, can hinder staff from
recognizing existential needs. To illustrate this, Wolf, Ekman, and Dellenborg (2012)
conducted an ethnographic study, finding that sound, light, and the pace and focus of care in a
medical ward challenged and impeded staff in focusing on and adjusting to older persons’
needs, evoking feelings of guilt. The care context matters for healthcare professionals’
prerequisites for addressing existential issues and needs in home, residential, hospital, and
palliative care, according to a multiple case study by Sundstrom, Blomqvist, Edberg, and
Rémgéard (2019). Time constraints were seen as hindering, as were professionals’ discomfort
in discussing existential concerns and inability to address older persons’ existential needs. The
exception was in palliative care where existential conversations were considered part of the
work and, unlike in other care contexts, staff had regular access to clinical supervision and
meetings for reflection. However, according to an observational study of a UK hospice ward
(Hill, Evans, & Forbat, 2015), nurses had different ways of responding to patients’
psychosocial needs. Barely half of the nurses responded to the needs, a third of the nurses
ignored them, and the rest either deferred or diverted the needs. Nursing assistants providing
end-of-life care in a nursing home were found to concentrate on bodily care rather than the
older persons’ existential needs (Holmberg, Hellstrom, & Osterlind, 2018). In addition, a
study of communicative challenges in home care found that older persons’ existential issues,
worries, and even fragility were often vaguely expressed and therefore difficult for nursing
assistants to grasp (Sundler, Eide, van Dulmen, & Holmstrom, 2016). Altogether, this
indicates a need for support to help staff address older persons’ existential needs. First-line
managers’ views of staff support accordingly merit further investigation because they shape

the reality in which municipal first-line managers operate and exert influence.

Besides staff, volunteers are another possible resource in the care of older people. A multiple
case study from the UK (Dodd et al., 2018) examined the role of volunteers in end-of-life care
in different settings. The results indicated that the combination of not being too close to or in
a dependency relationship with the care recipient as well as relationship ‘chemistry’ enabled
more open and freer conversations about problems and one’s life story without fear of

worrying family and friends. Regularly having such conversations was seen by patients as a
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way to put their lives in context. However, an earlier Swedish study by Andersson and Ohlén
(2005) revealed a need to support volunteers regarding existential issues. Moreover, an
integrative review of palliative care volunteers showed that training was central to volunteers’
success (Connell, Warner, & Weeks, 2017). A recent study of being a volunteer encountering
older people’s existential loneliness showed that volunteers” own experiences affected their
approach to existential loneliness and existential conversations (Sundstrom et al., submitted),
meaning that volunteers can be more or less prepared for existential conversations with older

persons.

Since an important part of the first-line manager’s role is to meet the needs of older persons
and support their employees, the manager’s role is crucial. The focus of this study is
accordingly on first-line managers in home- and residential care and their views of how the

existential needs of older persons are met, and on the support needs of staff and volunteers.

Aim
The aim of this study was, from the perspective of first-line managers, to investigate staffs’
and volunteers’ possibilities and obstacles as well as need for support, in encountering older

persons’ existential issues.

METHODS

Design

This study had a cross-sectional design with a sample of randomly selected first-line
managers working in Swedish municipal care and service. The study was based on a
questionnaire distributed online. A structured questionnaire, specifically designed for this
study, was used to collect information at the national level. The study is part of the LONE
study (IRRID: 10.2196/13607) (Edberg & Bolms;jo, 2019) whose aim is to explore existential
loneliness from the perspective of frail older people, their significant others, and health-care
professionals. In the LONE study, frail older people are defined as persons aged >75 years
who are receiving long-term care from formal caregivers employed by the municipality or the

county council.



Context

In Sweden, life expectancy is 84.1 years for women and 80.7 years for men and persons >80
years old constitute about 5% of the population (National Board of Health and Welfare,
2019). In Sweden, municipal care for older people is primarily tax financed, and older people
can apply for various kinds of support. Municipal care and services for the older people is
mainly regulated by the Health and Medical Service Act (2017:30) and Social and Service
Act (2001:453). This care can be provided by public or private actors or foundations but is
still a municipal responsibility. There is a stated principle of letting the older person live at
home for as long as possible, i.e., ageing in place. Since more complex care is provided at
home, more older persons with comprehensive needs live at home (National Board of Health
and Welfare, 2019). When an older person’s needs can no longer be met at home, residential
care may be required. The older person’s needs are then assessed and a care decision is made
by a home help officer. Six months after moving into residential care, 19% of women and
28% of men have died, and after two years, 53% of women and 40% of men are still residing
at the care facility (National Board of Health and Welfare, 2019). It is mainly nursing
assistants and registered nurses who provide care in older persons’ homes and in residential
care. Nursing assistants in home or residential care are the most common profession in
Sweden, with 136,400 employed by public and private actors (Statistics Sweden, 2019). Apart
from personal care, healthcare including medication is provided. Registered nurses are
responsible for the nursing and medical care, while first-line managers are responsible for
administration, economy and staff management. Other professions involved in municipal care
are occupational and physical therapists, while physicians usually belong to another
organization under the responsibility of the county council. In Sweden, there is no widespread
tradition of involving volunteers in the care of older people. One reason for this is that there is
the idea that this is the responsibility of society and that older people should not be dependent

on charity.

Data collection and participants

Simple random sampling (Dillman, Smyth, & Christian, 2014; Polit & Beck, 2012) was used
in which units were identified from the National Board of Health and Welfare’s (2018)
website. Every eighth unit was randomly selected from a compilation of 4058 home- and
residential-care units in Sweden, for a total of 504 selected units. The e-mail address of each

unit’s manager was then searched for via the municipality’s website or contact centre. An e-



mail message was sent to the first-line managers of the 504 units; 467 managers received the
message and were considered eligible participants. The e-mail message included a link to the
online questionnaire and, as short introductions to the study, links to a two-minute
introductory film and an information letter. The letter (i) presented the purpose of the study,
(i) stated that participation was voluntary, (iii) described how responses would be handled
and stored according to legislation, and (iv) provided the names and contact information of
the researchers. Data were collected via a self-administered questionnaire between 15 May
and 28 June 2019. Fifty-six participants responded after the first e-mail message; three
reminder messages were then sent, leading to 81 more responses. The inclusion criteria were
being a first-line manager in municipal care and service to older people and being responsible
for staff. In total, 136 participants were included in the study, after one participant was

excluded for not being responsible for staff; the response rate was 29%.

The Evasys web-based survey tool was used to design and distribute the questionnaire and
later to store and protect the data. When the survey was closed, the collected data were
automatically transferred to Excel and SPSS. Kristianstad University has overall
responsibility for the data and follows the guidelines of GDPR, the European Union’s General
Data Protection Regulation (The Swedish Data Protection Authority, n.d.).

Questionnaire

The questionnaire development was inspired by earlier results of the LONE study. The
questionnaire consisted of demographic questions about the unit and the first-line manager, as
well as questions about the manager’s views of staff and volunteers. The questionnaire was
structured according to five themes: the unit, existential loneliness and existential issues, staff,
volunteers, and the manager him/herself. The questionnaire included statements to be
responded to using an adjectival response scale with continuous responses as well as
questions with fixed-response alternatives or response alternatives such as ‘Yes’, ‘No’, and ‘I
don’t know’. Some of the questions had multiple-choice response alternatives combined with
the possibility for the managers to add other alternatives than those already specified. There
were also open-ended questions allowing respondents to give deeper descriptions in their own
words, with no word limits. The response alternatives for one question were reversed due to a

technical error, so responses to this question were not included in the results.



Analysis
Descriptive statistics have been used to present demographics and the data collected. The
answers to the open-ended questions have been compiled, discussed between the authors, and

presented in descriptive form; in addition, illustrative excerpts are quoted from the responses.

Ethical aspects

This study is part of the LONE study, which was approved by the Ethical Review Board,
Lund (ref. nos. 2014/652 and 2018/715); however, as this study did not fall within the scope
of the Ethics Review Act (2003:460), no separate ethics approval application was made. The
guidelines of the Helsinki Declaration were followed (World Medical Association, 2013. A
link to the online survey was sent in an e-mail message, which also included information that
participation was voluntary. By completing the questionnaire, the participants gave their
consent. No questions about the managers’ own health or about other sensitive matters were
asked in the questionnaire, nor was there any pressure to participate in the study. The
researchers could not identify who did or did not participate, and prospective participants

were informed of this in advance.

RESULTS

The responding managers (n = 136) had a mean age of 51 years and were 83% women. Most
respondents had an educational background in social work (40%) or as registered nurses
(24%) and 67% had over five years’ experience as managers. Of the respondents, 53% were
responsible for 31-50 employees and 9% were responsible for over 70 employees (Table 1).
Almost all the respondents (98%) were responsible for nursing assistants (NAs), but some
were also responsible for registered nurses (15%), occupational therapists (10%), and
physiotherapists (8%); 15% of the managers were also responsible for service staff. Most of
the care units were in the public sector (82%), whereas 17% were in the private sector and one
unit was organized by a non-profit foundation. Nearly half of the managers (44%) reported
that their units used volunteers (Table 1). The Friend-Visitor Service (a self-organized
volunteer organization) and the Swedish Church were the main groups organizing volunteers,
supplying 55% and 53% of the volunteers, respectively, followed by municipal volunteer

organizations and the Red Cross, supplying 25% and 23% of volunteers, respectively. The



answers to open-ended questions also mentioned several other volunteer organizations, such

as local organizations and reading circles.

Table 1. Descriptions of first-line managers, units, and volunteer engagement, n = 136

Characteristics
Age'
Range, mean (SD) 27-74 51 (9.5)
n_ (%)
Gender?
Women 111 (83)
Men 21 (16)
Other 1 (1)
Education®
Social work 55 (40)
Registered Nurse 33 (24
Occupational therapist 6 4
Physiotherapist 1 (1
Other reported education (e.g., management, behavioural science, and social 37 (27)
science)
Work experience as a manager in health and social care?
<1 year 7 (%)
1-5 years 37 (28)
6-10 years 30 (23)
>10 years 59 (44)
Work experience as a manager in the current setting
<1 year 18 (13)
1-5 years 87 (64)
6-10 years 16 (12)
>10 years 15 (11)
Care setting®
Home care 68 (50)
Senior housing 9 ()
Group dwelling 7 (5
Residential care 71 (52)
Number of employees
1-10 1 (1)
11-30 35 (26)
31-50 72 (53)
51-70 16 (12)
>70 12 9
Volunteer engagement at the unit*
Yes 60 (44)
No 75 (56)

! Missing = 8,2 Missing = 3, > More than one alternative was possible, * Missing = 1



First-line managers’ views of older persons’ existential issues and existential

conversations

Of the first-line managers, 11% reported that older people in their care units frequently and
77% that they sometimes expressed existential loneliness. Sixty-two per cent of managers
reported that staff often and 32% that staff sometimes had opportunities for individual
conversations with care recipients. Furthermore, 13% of managers stated that their staff often
and 68% that staff sometimes had conversations about existential issues with the older

persons in their care (Table 2).

Table 2. First-line managers’ views of older persons’ existential needs and existential
conversations, n = 136

n_ (%)
Older persons express existential loneliness
Frequently 15 (11)
Sometimes 105 (77)
Rarely 12 (9
Never -
Don’t know 4 (3
Staff have conversations about existential issues with older persons
Frequently 17 (13)
Sometimes 92 (68)
Rarely 14 (10)
Never 2 (D
Don’t know 11 (8)
Staff have conversations about existential issues among colleagues’
Frequently 22 (16)
Sometimes 78 (58)
Rarely 30 (22)
Never 32
Don’t know 2 ()

'Missing = 1

In the answers to open-ended questions, the respondents said that such ‘existential’ conversa-
tions treated life as well as death and dying and were about the older person’s present life
situation, past and uncertainty about the future, and approaching death. The managers said
that the conversations between staff and older persons could be about fear, loneliness, loss,
grief, sense of alienation, and being limited by a frail body. They also described older persons

who no longer found life meaningful and missed being useful to others, as well as those who
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were satisfied and ready to die. According to one manager, in such existential conversations,
older persons might say that ‘They feel content and “finished” with life. They describe how
they miss having close relationships or relatives, miss having the feeling of being useful’.

Another manager wrote that the older persons spoke of:

The longing for a sense of belonging to someone, the sadness over no longer
being able to walk and move around — being imprisoned in one’s own body.
The enormous silence. Being unable to control one’s life — the inexorable
approach of death. All [their] friends and spouses have passed away and they

are left alone.

Furthermore, 16% of the first-line managers stated that their staff often and 58% that
staff sometimes had conversations with their colleagues about existential issues (Table
2). In the answers to open-ended question, the managers said that the staff
conversations with colleagues could be about the staff themselves, about how they
could best support older persons. These conversations also stressed the importance of
listening to and confirming the older persons’ feelings and existential thoughts, as
well as having the courage to remain close and be there for them. Such conversations
were also about how to ask sensitive questions and about feeling inadequate and

frustrated at having insufficient time for supportive conversations with older persons.

The managers further said that their staff discussed existential questions related to the
older persons, possibly concerning difficulties related to ageing such as bodily
deterioration and feeling lonely despite having other persons around. The respondents
also spoke of staff encounters with and reactions to older persons who were afraid of
dying or who wanted to end their lives. One manager described reflective staff

conversations regarding older persons’ various needs:

How we might help all individuals preserve their health and promote their
independence, to avoid creating further loneliness. Talk about life and about
getting older, about death. How some of them say they are content and are
done with life, and exude calmness, whereas others are extremely uneasy, and

have a different need to talk about life and death.
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First-line managers’ views of obstacles to existential conversations

Regarding major obstacles to existential conversations on the part of older persons, 85% of
managers identified impaired cognition (e.g., dementia and stroke) and 51% identified aphasia
as problems. Sixty-six per cent of managers reported that unwillingness and 59% reported that
insecurity on the part of the older persons impeded talk about existential matters. Not
speaking the same language as staff was another obstacle to such conversations, with about
15% of managers reporting that there were older persons in their unit who were limited in

conversations due to language barriers.

Regarding major obstacles to existential conversations on the part of staff, insecurity was
identified by 88% of managers, followed by unwillingness/uneasiness, identified by 43%.
Language barriers, i.e., staff not speaking the same language as the older person, were also
reported to be obstacles to existential conversations (Table 3, Figure 1). Fifty-seven per cent
of the managers stated they had staff with limited ability to speak Swedish. Most of them
estimated language barriers to affect 1-10% of staff, but ten managers estimated language
barriers to affect 2040%. Several managers commented that limited ability to speak Swedish

was mainly found among temporary workers.

Table 3. First-line managers’ views of obstacles to existential conversations, n = 136

n_ (%)
Obstacles among older persons to having conversations about existential
issues!
Insecurity 80 (59)
Unwillingness/uneasiness 90 (66)
Language barriers 28 (21)
Obstacles among staff to having conversations about existential issues’
Insecurity 119 (88)
Unwillingness/uneasiness 58 (43)
Language barriers 23 (17)

! More than one alternative was possible
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Figure 1. First-line mangers view on obstacles to have conversations about existential issues

on the part of older persons and staff (%).

First-line managers’ views of support provided and hindrances to support

Most of the managers (73%) stated that their staff received support in encountering existential
issues among the older persons they cared for. Of the managers, 65% said that this support
took the form of individual support from the manager, 52% that it was support from registered
nurses, 36% that it was structured reflection, and 27% that it was education. Six percent

reported that clinical supervision was regularly provided at the unit (Table 4).

Table 4. First-line managers’ views of support for staff, n = 136

n_(%)
Support in encountering existential issues’
Yes 98 (73)
No 36 (27)
Form of support provided?
Clinical supervision on a regular basis 8 (6)
Structured reflection 49 (36)
Support from the manager 88 (65)
Support from the registered nurse 71 (52)
Education 37 (27)

! Missing =2, 2More than one alternative was possible

13



In the answers to open-ended questions, one manager cited examples of the support provided:
‘A mixed bag — we offer them supervision if needed and individual conversations if they so
desire, though not regularly’. Managers also described other forms of support, such as
supervision on special occasions when needed, and the possibility of contacting a counsellor
or psychologist at the local healthcare centre, the occupational healthcare service, or the

Swedish Church.

The managers were also asked to describe what kind of additional support they thought that
their staff needed. Their answers to open-ended questions mainly concerned opportunities for
reflection and a supportive and open climate in the work group that would help staff be
confident and flexible in their daily work, as necessary. The managers also described a need
for knowledge of the ageing process and skills in communication methodology; one manager
wrote: ‘Therapeutic communication techniques: the courage to listen. Adequate knowledge to

be able to be professional’.

The managers were asked to describe organizational hindrances to providing support. In the
answers to the open-ended questions, they mainly mentioned limited financial resources,
limited time, and logistical difficulties. In addition, the managers highlighted their own
limited opportunities stemming from the design and scope of their management assignment,
collaboration, and the structure of their organization. One manager commented: ‘Shortage of
resources. Do not have the financial means/time to allow for the scheduling of that. The
message from management is that finances take precedence over quality’. Lack of supervisors
who could address existential issues was another hindrance. However, others claimed that
there were no obstacles, but that it was instead a matter of prioritizing. One manager wrote:
‘We are a small organization so there are no obstacles. We might broach the subject in a

general way at a staff meeting, and in the context of supervision’.

First-line managers’ views of volunteer engagement

According to the 60 managers whose units used volunteers, the volunteers’ engagement
ranged from a few days a month (according to 45% of managers) to every day (according to
2%). The volunteers were engaged in everyday conversations (according to 62% of
managers), music/entertainment (according to 57%), walking/outdoor activity (according to

45%), and reading (according to 40%) (Table 5). Additional activities mentioned by the
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managers were accompanying the older person to the hospital, healthcare centre, or

hairdresser, and helping out in the dining room and with baking.

Forty-three percent of the managers reported that the volunteers had conversations about
existential issues with the older persons. The frequency of such existential conversations
ranged from sometimes (according to 32% of managers) to frequently (according to 3%).
Over half of the managers stated that they did not know whether the volunteers had such
conversations. Regarding desirable opportunities for volunteers, 83% of the managers
identified everyday conversations and 73% identified conversations about existential issues

(Table 5).

Table 5. First-line managers’ views of volunteer engagement, n = 60

n_ (%)
Frequency of volunteer engagement at the unit
Every day | B )]
A few days a week 24 (40)
A few days a month 27 (45)
Less than once a month 8 (13)
Activities that volunteers are engaged in'
Walking/outdoor activity 27 (45)
Reading 24 (40)
Music/entertainment 34 (57)
Everyday conversations 37 (62)
Conversations about existential issues 17 (28)
Volunteers having conversations about existential issues with older persons
Frequently 2 (3
Sometimes 19 (32)
Rarely 5 (8
Never 23
Don’t know 32 (53)
Desirable activities for volunteers to engage in’
Walking/outdoors 43 (72)
Reading 37 (62)
Music/entertainment 41 (68)
Everyday conversations 50 (83)
Conversations about existential issues 44 (73)

! More than one alternative was possible
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Seventy per cent of the managers whose units had volunteers stated that there were no
obstacles to engaging volunteers. The managers who stated that there were obstacles to
involving volunteers mentioned reasons such as too few volunteers relative to the need, the
older persons’ poor health, and the volunteers’ own competence or insecurity. One manager
wrote: ‘We have a volunteer centre, but they themselves are uncertain about their role and
their ability. Sometimes things get confusing — if we have a lot of people coming into the
ward, people who are coming and going’. Another manager mentioned time and that
volunteers’ activity is voluntary: ‘If anything, time is an issue. They take their own initiatives.

It’s voluntary, so you can’t demand anything’.

About one third of the managers whose units used volunteers stated that they were involved in
introducing/orienting the volunteers. In the answers to open-ended questions, some of the
managers described getting personally involved in this introduction effort, either regularly or
when needed, whereas others said that somebody else had the role. One manager wrote:

[We] are sometimes in contact with certain organizations, but it’s usually the

NAs who have that contact — they have closer relationships with the older

people and pick up on their needs and wishes regarding activities. I’'m more in

the background, providing support for the organization of the activities.

Another manager was more active and wrote: “When volunteers call us, I jump at the

opportunity to establish relationships’.

DISCUSSION

Although the first-line managers expressed awareness of the importance of satisfying older
persons’ existential needs in home and residential care, they said that it was difficult to meet
these needs. The present results indicate that the managers knew that existential loneliness
was often expressed by older persons. They believed that staff usually had opportunities for
individual conversations with the older persons, although conversations about existential
issues did not always occur. When conversations about existential issues occurred, they were,
according to the managers, about life and death, fears, loneliness, alienation, and feeling
limited by a frail body. These results are similar to those of a study in nursing homes
(Osterlind, Ternestedt, Hansebo, & Hellstrom, 2017) where older persons expressed feeling
existentially trapped in themselves and in their bodies and often felt locked away from the
outside world. Managers reported that impaired cognition and aphasia were hindrances to

16



having existential conversations, indicating manager’s awareness that existential needs are
fundamental even among persons who have difficulty expressing their needs, for example,
due to dementia. Lundin, Berg, and Hellstrom Muhli (2013) concluded that existential needs
must be highlighted in care for older persons, and emphasized that acknowledging older

persons as human beings is fundamental to improving their well-being.

Encountering existential issues of life and death is a major challenge for staff caring for older
persons. If support for staff is lacking, there are risks that older persons’ existential needs
might not be met and that staff might experience dissatisfaction and choose to withdraw when
confronted with existential issues. Our study found that staff insecurity was reported by first-
line managers to be the most important obstacle to having conversations about existential
issues, indicating that managers were aware of staff need for support. However, support to
staff was mainly provided at an individual level by managers and registered nurses, whereas
regularly scheduled structured reflections and clinical supervision were rare. One reason for
this was a lack of financial resources and time. For example, many managers were responsible
for a large number of employees. As the support was provided mostly by the managers
themselves, given the large number of employees, it is questionable whether staff receive
adequate support in meeting the existential needs of older persons. According to a recent
study of managers’ experiences of ethical problems in municipal elderly care (Jonasson,
Sandman, & Bremer, 2019), access to adequate resources was crucial to providing care that
complies with laws and policies. The researchers found that financial control systems were
insensitive to the needs of older persons, and that lack of resources made it difficult for
managers to follow laws and policies aimed at ensuring good care provision with a holistic
view. Schon Persson, Nilsson Lindstrom, Pettersson, Nilsson, and Blomqvist (2018) found
that having enough time and organizing work to allow staff to have time for reflection and the
relational dimension of care are important for building close interpersonal relationships with
older persons and colleagues, and are also crucial for work-related well-being. Besides staff,
volunteers are a human resource that could improve the well-being of older persons and
complement staff work. All the activities that volunteers already engaged in were considered
positive, and managers wanted more of these activities, including conversations with older
persons about existential matters. Succesfully involving volunteers requires support and
engagement from the first-line manager and engagement and a person who coordinates the

volunteers.
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Staff insecurity about encountering and addressing existential needs and about having
existential conversations with older persons must be taken seriously, as staff insecurity and
associated unwillingness were the two most reported obstacles. The managers believed,
however, that older persons’ unwillingness to talk about existential matters was the main
obstacle to existential conversations. A systematic literature review by Hallberg (2004)
showed that older people need to talk about existential issues, about life and death, but that
they may not explicitly express their desire and need to discuss dying and death or their
worries about the future. Such needs are often communicated tacitly (Heap, 1995; Sundler et
al., 2016), so attentiveness and responsiveness to older persons’ needs and emotions are
important skills among care staff (Sundler, Hjertberg, Keri, & Holmstrom, 2020). First-line
managers are therefore challenged to accommodate older persons’ needs to talk about
existential matters and to support their staff in developing attentiveness and responsiveness to

these needs.

Methodological considerations

There is no national register of existing home-care providers and residential-care homes in
Sweden (National Board of Health and Welfare, 2019), impeding the collection of data that
would give an overview at the national level. In addition, no existing instruments cover
existential needs among older persons along with associated support for staff and volunteer
engagement. To address this lack, we decided to compose a suitable questionnaire with valid
questions and response alternatives. The questionnaire was tested during a seminar with
researchers and PhD-students. After revisions, it was tested by a person with previous
experience as a first-line manager using the read-out-loud method (Wenemark, 2017). As a
final test, the researchers in the LONE study completed the questionnaire online, and their
comments were used in making further improvements. There is a risk that the respondents
may interpret the concept of existential loneliness differently from one another. To reduce this
risk, a question regarding managers’ perceptions of existential loneliness was initially posed
as an opening question in an attempt to give the managers the same starting point. The
introductory film had the same intention, and included information on the LONE study’s
previous results. The questionnaire was designed to include options to respond freely to open-
ended questions, so respondents could provide deeper descriptions in their own words. Many
used this opportunity, particularly in connection with the questions about topics of

conversation concerning existential issues. The answers to these open-ended questions can
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also be seen as validating the questions, deepening our understanding, and enriching the

results.

Although the low response rate threatened the external validity of the study (Polit & Beck,
2012), probability sampling was used and the units were randomly selected to allow the
results to be generalizable to the target population (Dillman et al., 2014). The high response
rate on the open-ended questions indicates that the managers who responded were probably
those who were engaged in and aware of older persons’ existential needs and issues. If so, the
problem of not recognizing the existential needs of older people might have been
underestimated. Another reason for the low response rate could be first-line managers’ high

workload in general.

CONCLUSION AND IMPLICATIONS FOR PRACTICE

Older persons’ existential needs merit attention and emphasis, particularly in home and
residential care. Staff’s insecurity about encountering existential needs and having existential
conversations must be taken seriously. Support for staff to increase their confidence, needs to
be provided on a regular basis as an integral part of work. First-line managers are challenged
to accommodate older persons’ existential need, but themselves lack goals and guidelines.
Further, lack of time and economical resources are hinders to provide support together with
limitations in the management assignment. In times of limited resources, new solutions are
needed. Volunteers are a human resource that could improve the well-being of older persons
and complement staff work. For a volunteer commitment to be successful and be a
contribution in the long term, both support and engagement from the manager and staff at the

unit are required.
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