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ABSTRACT

Aims: The overall aim with this thesis was to explore how the voices of frail
older people can be heard and acknowledged through user involvement in
research on aging and health. Two studies are included with the specific aims;
I) to explore frail older people’s experiences of involvement in research, and
I) to explore nursing home staff experiences of co-designing health care
services with frail older persons. Method: Study I was an individual interview
study inspired by constructivist grounded theory, with a total of 17 persons
above 75 years of age, screened as frail. Study Il was a focus group study with
17 nursing home professionals. Findings: In study I the core category,
“Challenging oneself on the threshold to the world of research”, symbolises a
perceived distance between frail older people and the research world, but also
challenges that frail older people could go through when choosing to be
involved in research. In study II the results are summarised in the overarching
theme “Moving from object towards person” which describes the co-design
process as a real eye-opener for staff in terms of realising the capability of both
the frail older persons and themselves.

Conclusions: Frail older people should have the same rights as other groups
to make their voices heard in research that concerns them. User involvement
seems to be a possible way for more relevant research for frail older person.
However, the opportunity to be involved in research should be based on their
real capabilities, and not limited by stereotypic views of ageing and frailty.

Keywords: User involvement, Frailty, Epistemic injustice, Nursing homes,
Healthcare staff, Person-centered, Capability, Older people
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SAMMANFATTNING PA SVENSKA

Risken for att drabbas av skorhet 6kar med aldern men &r nadgot som gar att
forebygga och motverka. For att sjukvarden pé bésta sett ska kunna hjélpa
skora dldre personer behover vardinsatser vara baserade pa forskning gjord
utifran skora dldre personers behov. Men skora dldre personer har idag svart
att fa sina behov tillgodosedda i sjukvarden da forskningsunderlaget for hur
varden &r upplagd dr baserat pa yngre och friskare personer. Skora dldre
personers erfarenheter och behov har inte varit styrande. Ett sdtt att fa
forskning for skora dldre personer mer anpassad och relevant for deras behov
ar att de sjélva blir involverade i forskningen. Genom att skora dldre personer
far inflytande Over vad forskning handlar om och genomforandet finns det
mojlighet att ny kunskap bildas for utifrdn det som de skora éldre sjdlva kdnner
ar mest virdefullt. DA kvarstar fragan hur och pa vilka sétt skora dldre personer
vill och kan delta forskning. Det dr nagot vi vet vildigt lite om da det saknas
bade forskning om och erfarenheter av att involvera skora éldre personer i
forskning. Det Overgripande syftet med den hir uppsatsen var dérfor att
undersoka hur skora dldre personers roster kan bli hérda och erkénda genom
brukarinvolvering i forskning om aldrande och hilsa. Forst gjordes en studie
dér skora éldre personer intervjuades om sina erfarenheter av involvering i
forskning fo6ljt av fokusgrupper med personal fran tva sérskilda boenden som
hade ett gemensamt utvecklingsprojekt dir personalen samskapade vard och
omsorg med de skora dldre personer som bodde pa boendena. Ett viktigt
overgripande fynd dr att skora dldre personer lever in en tillvaro dar de fatt
anpassa sina vardagliga aktiviteter efter de kroppsliga och sociala férdndringar
som kommer av &ldrandet. Darfor kommer involvering 1 forskning med
mojligheter till ndgot utdver det vanliga, och att f4 dela med sig av sina
erfarenheter. For att mojliggora involvering av skora dldre personer i forskning
verkar det vara betydelsefullt att de ges mojligheter utifran sina personliga
forutsattningar. Vara resultat pekar ocksa pa att samarbeta i nagot nytt kan leda
till en foréndring av roller och hur skora dldre personer ser pé sin egen roll, och
de roller som personal och forskare har. De skora dldre personerna i projektet
hade kapacitet att vara involverade som Overraskade bade dem sjdlva och
personalen pé de sarskilda boendena. Det verkar alltsd som om det pa férhand
kan vara svart att avgora vilka resurser och fardigheter skora dldre personer har
och att det dr forst nér de far chansen att vara involverade som de kommer till
ytan. Vi menar att det dr problematiskt att exkludera skora dldre personer frén
forskning och att det i samarbetet, motet och relationen mellan forskare och
skora dldre personer finns potential for att skapa nya perspektiv och kunskap.
Skora dldre personer kan bidra till forskning om de far chansen men dé méste
det ske i1 balans med deras forutséttningar och forvéntningar.
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DEFINITIONER

Brukarinvolvering

Epistemisk oréttvisa

Kapabilitet

Personcentrering

Skorhet

Innebér att brukaren dr en aktiv partner som
ar involverad 1 diskussioner och beslut,
bidrar med sin unika kunskap och sitt
perspektiv, snarare dn att vara ett objekt som
bara studeras (1).

Uppstar nér personer som har legitima skél
att var med och skapa ny kunskap inte far
mdjlighet att vara det (2).

Definieras som den enskilde personens
faktiska formaga att uppna dess egna
uppsatta och vérdefulla mal i livet (3).

Ar en handlingsetik som argumenterar for
att alla manniskor har férmaga att uttrycka
sina behov och anvinda sina resurser om de
ges ratt forutsédttningar (4).

Ar ett tillstind av minskad reservkapacitet
och minskad motstandskraft, kopplat till
aldrandeprocessen (5).

1 INTRODUKTION

Béde i Sverige och globalt ar det allt fler som lever till en hog alder (6) och i
och med det 6kar heterogeniteten inom gruppen éldre personer. Att tillgodose
dldre personers behov av hilso- och sjukvérd beskrivs darfor ofta som en
utmaning for vélfdrden (7) och for en optimerad resursanvindning behdvs
interventioner som riktas mot den grupp som ér i storst behov av det. En sddan
grupp ar skora dldre personer, men dagens hogspecialiserade vard ar inte
utformad efter deras komplexa behov (8). Det beror till exempel pa att skora
dldre personer ofta exkluderas frén interventionsstudier till forman for ett
yngre och friskare urval (9), vilket paverkar bade relevansen och
generaliserbarheten av forskningsresultat. Tidigare studier har dessutom visat
att skora dldre personer pé grund av sin hélsostatus kan vara en grupp som é&r
svara att rekrytera till forskningsprojekt (10). Brukarinvolvering beskrivs allt
oftare som ett sdtt for forskning att bli mer anpassad och relevant for
malgruppen genom att de far inflytande 6ver vad forskningen handlar om och
hur den genomfdrs. Diaremot har brukarinvolvering i forskning om &ldrande
och hilsa ofta haft utgangspunkt i forskarnas perspektiv (11, 12). Det saknas
kunskap om savdl betydelse som relevans och anvindbarhet av
brukarinvolvering i forskning med och for skora éldre personer (13) vilket
utmanar den akademiska virlden att hitta sitt att nd ut till denna grupp. Darfor
syftade denna uppsats till att undersoka hur skora dldre personers roster kan bli
hoérda och erkinda genom brukarinvolvering i forskning om aldrande och
hilsa. Fokus for uppsatsen dr forskning om brukarinvolvering, for att 1agga en
grund for hur brukarinvolvering ska kunna appliceras i forskning med och for
skora éldre personer.

1.1 TEORETISKT RAMVERK

Det teoretiska ramverket for denna uppsats vilar pa Sens (3, 14)
rittviseramverk om kapabilitet och personcentrering som handlingsetik. Sens
(3, 14) kapabilitets-ansats bygger pd synen att varje méanniska har vissa
forutséttningar och formagor. Frihet innebér att de fir mdjligheten att gora och
vara det som de har anledning att sétta véirde pa (3, 14), i denna uppsats att vara
involverade i1 forskning. Handlingsetiken i personcentrering i sin tur végleder
oss som forskare hur vi ska forhélla oss till de som vi involverar i forskning

(15).

1.1.1  KAPABILITET

Kapabilitet beskrivs av Sen (14) som ett rittviseramverk byggt pad den
normativa utféstelsen att alla personer ska ha samma rittigheter till god hélsa



och vilbefinnande och att férutsattningarna och mojligheterna for detta maste
forstds 1 relation till varje enskild persons kapabilitet (14). Kapabilitet
definieras som den enskilde personens formaga att uppnd dess egna uppsatta
och vérdefulla mél i livet (3). Det handlar inte nddvéndigtvis om vad en person
gdr utan handlar om att vilka resurser och forutséttningar som finns for den
enskilde att géra val mellan olika aktiviteter for att na de egna uppsatta malen,
vilken frihet eller mdjlighet for handlande som finns. En persons formagor
(Functionings) &r enligt Sen (14) vad en person gor och &r och vad personer
sedan faktiskt uppnéar (achivements) genom sin kapabilitet och kan i varierande
grad Gverensstimma med de mal som varje enskild person valt att sétta varde
pa (16, 17).

1.1.2 PERSONCENTRERING

Personcentrering dr en handlingsetik som argumenterar for att alla ménniskor
har formaga att uttrycka sina behov och anvinda sina resurser om de ges rétt
forutsittningar. Inom personcentrerad vérd handlar det om att som personal se
att bakom varje patient finns en person och att varden ser till att bekréfta varje
enskild persons unika historia och sammanhang, dess styrkor sdvidl som
svagheter. Varje patient d&r mer &n en biomedicinsk diagnos (4). Denna
handlingsetik inom personcentrering gar ocksé att applicera inom forskning
och innebdr da att forskaren pd samma sétt som vardpersonalen forsoker
forflytta perspektivet fran forskning som uppgift till den person som éar
involverad i forskning som brukare och dess behov (15). Brukare anvéinds som
begrepp i denna uppsats eftersom brukarinvolvering &r ett vedertaget begrepp,
men utgdngspunkten har varit att forstd brukare som forskningspersoner, med
forméga att dela beslutsfattandet med forskaren for att stirka varje persons
auktoritet och valmdjligheter. Det handlar alltsa om ett skifte i fokus, fran att
forska om manniskor som objekt till att forska med dem som subjekt.

1.2 SKORHET

Tidigare forskning har visat att skdra éldre personer é&r i stort behov av vard-
och omsorgsinsatser. Skorhet &r ett begrepp som anvénds inom geriatrisk och
gerontologisk forskning for att beskriva det biologiska aldrandet. Diskussioner
pagar om hur man pa bista sétt ska definiera skorhet, men det finns konsensus
att det &r ett tillstind av minskad reservkapacitet och motstdndskraft (5). Enligt
Fried och kollegor (16) kan fysisk skorhet identifieras med hjilp av foljande
indikatorer: allmén svaghet, trétthet/nedsatt ork och uthallighet, ofrivillig vikt-
nedgang och lag fysisk aktivitet (16). I denna uppsats har dessa indikatorer
anvints for att definiera vem som é&r en skor édldre person, tillsammans med
skorhetsindikatorerna synnedséttning och kognitiv svikt som visat sig vara
viktiga indikatorer for fysisk skorhet.

Andra begrepp som associeras med savil biologiskt aldrande som skorhet ar
funktionsnedsattning och samsjuklighet. Men dven fast det finns kopplingar
mellan begreppen &r det viktigt att skilja dem &t for att kunna forsta vilka
faktorer som paverkar en person under dess livsspann. Samsjuklighet ar
kroppens patologiska aldrande och risken for sjukdomar dkar om en person ar
skor, vilket 1 sin tur kan leda till en nedséttning av aktivitetsformagan eller dod
i fortid (17). Nedséttning av aktivitetsformagan handlar om att inte kunna vara
oberoende i aktiviteter i det dagliga livet (18) och paverkar starkt en skor dldre
persons kapabilitet att uppné de mal som den satt som vérdefulla.

1.3 BRUKARINVOLVERING | FORSKNING

Brukarinvolvering i forskning &r ett sitt att 6ka samverkan mellan akademin
och personer utanfor akademin, sd kallade brukare. Vem som anses vara
brukare kan till exempel vara de mélgrupper som forskning &mnar hjilpa; dldre
personer, nirstadende, yrkesverksamma inom till exempel hélsosjukvard eller
beslutsfattare. Involvering av brukare i forskning for att stérka samverkan
mellan akademi och medborgare efterfrigas i allt hdgre utstrackning som krav
frdn uppdragsgivare och forskningsfinansidrer (18-21). Daremot har olika
former av samverkan mellan forskare och personer utanfér akademin en lang
tradition och har historiskt tagit sig olika uttryck. Det finns flera nirbesléktade
begrepp som beskriver detta inom olika forskningstraditioner, till exempel de
engelska begreppen; user-driven research, community based participatory
research, co-design (samskapande), participatory design, co-production of
knowledge, patient and public involvement, patient-driven research,
transdisciplinary research, och collaborative research (1). I den hér uppsatsen
anviands begreppet brukarinvolvering for att beskriva den forskningsansats
som studeras. Detta eftersom begreppen ovan har gemensamt att de handlar
om att involvera brukare i forskning som de har intresse och behov av. Det
handlar om att ha legitima skal att delta i skapandet av ny kunskap.

Brukarinvolvering i forskning handlar alltsa om att involvera aktorer utanfor
den akademiska varlden i forskning som berér dem. I kontrast till deltagande i
forskning som traditionellt sett handlar om att lamna blodprov, fylla i enkéter
eller intervjuas som datakélla (22) handlar brukarinvolvering om att aktivt vara
med och paverka forskningsprocessens olika delar. Det kan till exempel handla
om att vara med och bestdmma forskningsfragor, att delta i utformningen av
projektansdkningar, i datainsamling och analys, eller vid sammanstillning och
spridning av resultat till olika samhallsaktérer. Genom brukarinvolvering
skapas utrymme for ny kunskap att bildas genom samarbete mellan forskare
och personer utanfor akademin, dédr bada gruppers olika kunskapsomraden



erkédnns och ges likvérdig status (23). Detta har beskrivits oka relevansen av
forskningsresultat for sévél den grupp lekmédn som involverats som for
samhdllet i stort (23, 24). Till exempel har positiva effekter och resultat av
brukarinvolvering rapporterats i termer av forskningsresultat med hdogre
metodisk och etisk kvalitet, 6kad relevans och paverkan p& samhillet, samt
effektivare spridning av resultat och positiva effekter pa hélsoresultat (25). Det
finns ocksé beskrivningar av effekter av brukarinvolvering i tre nivéer: 1) for
den enskilda personen som involverats som brukare, 2) for den grupp av
personer som involverats som brukare och 3) for forskare och forskningen
(26). Trots detta finns det i dagsldget ingen konsensus kring vilken grad av
brukarinvolvering som &r optimal i olika sammanhang eller i relation till olika
malgrupper. Att utvdrdera brukarinvolvering i forskning dr bade komplext och
komplicerat (27), och det rader en generell brist pad studier om brukar-
involvering i forskning.

Ett annat potentiellt problem vid utformandet av studier om och med
brukarinvolvering ar det 6kade kravet fran forskningsfinansidrer att forskning
ska bedrivas i samverkan med aktorer utanfér akademin. Detta krav har
beskrivits kunna leda till en press pa forskare att designa studier med brukar-
involvering utifran finansiella orsaker snarare &n for att stirka forsknings-
projektet (28). Detta riskerar att leda till att brukarinvolvering ses som ett
maste, och att brukare inte fir ndgot riktigt inflytande, med risken att de
upplever sig vara med som symbolisk representation. Istillet for att kidnna sig
stirkta i sin egenmakt riskerar de alltsa att kdnna sig marginaliserade och
utnyttjade (26). Aven om forskare forsoker pd bista sétt skapa ett jamlikt
samarbete och delat ansvar med brukare si har forskarna ocksé alltid ett
Overtag baserat pa sin utbildning och samhéllsposition (29). Det finns ocksa en
utmaning for forskare att lyckas omsitta brukarnas kunskaper och problem till
forskningsfragor som gar att studera vetenskapligt (30). Vissa kritiker mot
brukarinvolvering argumenterar till och med for att det leder till en 6kad risk
for manipulering och oréttfardigt anvindande av makt (31). Darfor ar det
viktigt att vara medveten om varfor, hur och med vem som brukarinvolvering
ska tillimpas i1 forskning. Det finns till exempel tvd generella motiv till
brukarinvolvering i forskning: konsumentperspektivet och det demokratiska
perspektivet (20). Konsumentperspektivet dr en del av den samhéllsforandring
som skett i de postindustriella samhéllena till senmoderna, som har dndrat véara
sociala relationer men ocksd relationen mellan staten och individen. Det
kinnetecknas av okad individualism och en vélfard som allt mer kommit att
anpassa sig efter ett marknadstink. Brukarna ses som konsumenter av olika
tjidnster och brukarinvolvering utifrdn det hédr perspektivet bygger pd att
brukarna som konsumenter bor ha inflytande genom involvering i tjdnsternas
utveckling (20). Problem som kan uppsta kring det héar perspektivet ar vem
som ses som konsument och vems rost som gors hord vid utveckling av

tjdnster. Darfor bygger den hér uppsatsen pa det demokratiska perspektivet,
dér brukarinvolvering i forskning motiveras av att forsoka stirka olika
gruppers egenmakt. Detta géller sarskilt grupper i samhéllet med 1&g status och
som har svart at gora sina roster horda (20), sasom skora dldre personer. Detta
bygger pa antagandet att brukarinvolvering i forskning bor syfta till att stiarka
en grupps mdjligheter att gora sina roster horda, och da méaste det finnas en
onskan och en strivan att skifta makt fran forskarna till den grupp som
involveras som brukare (32).

14 RATIONAL

I dagens sambhdlle finns en utbredd negativ syn pé éldre personer, sé kallad
alderism som innebar att médnniskor diskrimineras pa grund av sin alder (33).
Detta paverkar dven forskningen i och med att dldre personers roster inte alltid
anses vara vérda att lyssna pa, vilket i sin tur paverkar vilken sorts kunskap
som kan bildas. I det langa loppet kan detta leda till det som Fricker (2) har
beskrivit som epistemisk ordttvisa (2) som innebér att personer som har
legitima skél att vara med och skapa ny kunskap inte far mojlighet att vara det.
Enligt Fricker (2) kan epistemisk oréttvisa uppsta av tva olika anledningar; 1)
vittnesorattvisa som omfattar fordomar om trovardigheten hos till exempel
skora dldre personers uttalande, vilket gor att de inte anses vara trovardiga att
ha som kéllor till ny kunskap, och 2) hermeneutisk ordttvisa som sker pé en
hogre niva i samhéllet nér det finns kunskapsluckor om vissa grupper relaterat
till deras status. Till exempel saknas det kunskap om hur skora édldre personer
kan tolka och forstd sina sociala upplevelser vilket kan vara en orsak till att
deras behov ér relativt outforskade (2).

Epistemiska oréttvisor kan vara en orsak till att tidigare forskning ofta har
exkluderat skora éldre personer, pa grund av forestdllningar om att de inte
skulle orka delta eller ha nytta av sitt deltagande (9). Hog alder ér till exempel
ofta ett exklusionskriterium i kliniska studier, ofta utan att det motiveras utifran
studiernas syften. Istéllet har det beskrivits vara baserat pa negativa antaganden
om #ldre manniskor som mer krdvande och mindre kompetenta &n yngre och
friskare méanniskor (9, 25, 34). Skora dldre personer exkluderas ocksé indirekt
frén forskning eftersom de ofta har flera sjukdomar och dérfor utesluts fran att
delta i forskning p& grund av strévan efter ett renare urval (9). De har ddrmed
fa mojligheter att gora sina roster horda och erkénda 1 forskning som de som
grupp skulle ha nytta av. I de fall som skora dldre personer har deltagit i
forskning har de frémst anvints som datakéllor, for att utveckla och utforma
tjdnster. Fa studier har strdvat efter att involvera skora dldre personer som
jamlika aktorer eller partners som besitter vardefull kunskap och erfarenhet
(35).



2 SYFTE

Det 6vergripande syftet med uppsatsen var att undersoka hur skora éldre
personers roster kan bli horda och erkéinda genom brukarinvolvering i
forskning om aldrande och hélsa.

Specifika syften for de tva delarbetena var:

L Att utforska skora dldre personers erfarenheter av
involvering i forskning
II. Att utforska erfarenheter hos personal pa sdrskilda

boenden vad giller samskapande av hélso- och sjukvard
med och for skora édldre personer

3 METOD

Uppsatsen har en kvalitativ och explorativ ansats for att studera olika aspekter
av hur skora &ldre personers roster kan bli hérda och erkdnda genom
brukarinvolvering i forskning om &ldrande och hélsa. Studierna 4r gjorda inom
ramen for UserAge, som ér ett interdisciplinért, nationellt forskningsprogram
med forskare frén fyra olika universitet. Mélet med forskningsprogrammet ar
att undersoka brukarinvolvering i forskning om aldrande och hélsa fran olika
perspektiv och i relation till olika grupper av brukare. Inom programmet
genomfors studier med olika metoder, bdde med kvalitativ och kvantitativ
ansats (1). I denna uppsats studeras brukarinvolvering utifrén skora dldre
personers perspektiv. En Oversikt 6ver metoder, deltagare och analys for
respektive studie ges i tabell 1.

Tabell 1. Oversikt dver uppsatsens delarbeten

Urval Studiedesign Datainsamling Dataanalys
Studie I  Skora dldre Induktiv, Individuella Grounded
personer, > Kvalitativ, intervjuer theory,
75 ar, tidigare  Grounded Charmaz (36)
erfarenhet av  theory
forskning
(n=17)
Studie IT  Personal pa Induktiv, Fokusgrupps- Fokusgrupps-
sdrskilda Kvalitativ, diskussioner analys, Kreuger
boenden som  Fokusgrupps och Casey (37)
deltagit i metodik
samskapande
utvecklings-
projekt
(n=17)

3.1 DESIGN

Studie I designades utifran Charmaz (38) konstruktivistiska grounded theory
som &r en av flera olika inriktningar inom grounded theory. Metoden &r lamplig
for att studera processer och utforska handlingar i dess sammanhang. Designen
bygger pé att forskning och data konstrueras i interaktion mellan forskare och



deltagare och syftar till att bidra med forstaelse snarare att forklara processen
som studeras (38), i det hér fallet involvering i forskningsprocessen. Eftersom
konstruktivistisk grounded theory dessutom har en explorativ ansats valdes
denna design for studie I, i syfte att ge en 0kad forstaelse av skora dldre
personers involvering i forskning, baserat pa deras tankar och erfarenheter.

I studie II tillampades fokusgruppsdesign for att utforska erfarenheter hos
personal pa sdrskilda boenden. Fokusgruppsdiskussioner bygger pé
socialkonstruktivistism genom interaktion mellan deltagarna i diskussion, for
att pa sé sitt klargora deras dsikter och erfarenheter. Genom gruppinteraktion
syftar fokusgruppsdiskussioner till att ge deltagarna en mojlighet att stimulera
varandra i diskussionerna for att utforska nya &mnen som kan dyka upp och pa
sa sdtt skapa data om deras kollektiva forstaelse (39, 40).

3.2 DELTAGARE OCH DATAINSAMLING

For att kunna undersoka skora dldre personers erfarenheter av involvering i
forskning i studie I rekryterades deltagare som var 75 ér och éldre, som hade
blivit screenade som fysiskt skdra (41) och som deltagit i en tidigare
randomiserad kontrollerad studie (42). Kontaktinformation till potentiella
deltagare erhdlls frén de ansvariga forskarna i den studie dir de &ldre
personerna tidigare hade deltagit i. Totalt kontaktades 31 personer nér de var
pa sjukhus, eller per telefon om de redan blivit utskrivna fran sjukhuset.
Personer som inte svarade i telefon (n=3) blev kontaktade brevledes med
information om studien och kontaktuppgifter till ansvarig forskare. Av de 31
personerna var det sju personer som inte gick att nd och sju personer valde att
inte delta. Saledes blev 17 skdra dldre personer inkluderade i studien och deltog
i individuella intervjuer som genomfordes i deras hem (se tabell 2).
Intervjuerna gjordes pa svenska med hjélp av en intervjuguide med olika
frageomraden som handlade om deltagarnas erfarenheter av involvering i
forskning, forskningsprocessens olika delar och vad som kunde paverka deras
mojligheter att vara involverade i forskning. Frageomréddena uppdaterades
under studiens gang for att ge extra fordjupning i prelimindra intressanta
omraden det i enlighet med teoretisk sampling (36, 43). Intervjuerna borjade
med en Oppen frdga: “Kan du berétta for mig vad det var som gjorde att du
valde att vara med i en forskningsstudie?”. Uppféljande fragor anviandes av
intervjuaren for att deltagarna skulle férdjupa och bredda sina svar sa som till
exempel ”Kan du ge ett exempel pa..” och "Hur menar du nir du sdger...” (36).
Memos skrevs efter varje intervju for att beskriva uppkomna tankar och idéer
hos forskaren samt beskriva de icke verbala situationerna och aktiviteter som
skedde under besoket. Efter 13 intervjuer visade analysen inte pa ndgra nya
teoretiska insikter i frdgorna som studerades. De efterfoljande fyra intervjuerna

bidrog inte till nya fynd och darfér ansdgs kategorierna som identifierats i
analysen vara mittade. Intervjuerna pégick mellan 14 och 86 minuter,
medelviardet var 49 minuter. Alla intervjuer spelades in digitalt och
transkriberades ordagrant.

Tabell 2. Deltagarna i studie |

Variabler Viirde
Alder, median (spridning) 85 (76-95)
Min, n (%) 9 (53)
Beroende i ADL, median (spridning)* 3(1-9)
Hogre utbildning, n (%)** 6 (35)
Ensamboende, n (%) 10 (59)
MMT, median (spridning)*** 28 (21-30)
Screenade skorhetsfaktorer, median (spridning)**** 3(2-4)
Nedsatt uthallighet, n (%) 16 (94)
Trotthet (senaste tre manaderna), n (%) 12 (71)
Fall tendens/rddsla for fall, n (%) 9 (53)
Hjdlp med inkép, n (%) 9(53)

* Grad av beroende i aktiviteter i det dagliga livet (ADL)(18). Eftersom kontinens
inte dr att betrakta som en aktivitet var séledes nio maxpoéng. ** Hogskoleutbildning
(universitet eller hogskola).***Mini-mental test(44). **** FRESH-Screen (41).

Studie II genomfordes pé tvd kommunala sirskilda boenden som bada var med
i utvecklingsprojekt som syftade till att samskapa utformning och innehall i
varden och omsorgen genom att lyfta fram perspektiv fran de skora éldre
personer som bodde pa boendena (45). Personal som deltagit i projektet bjods
in genom personalansvariga pad de tvd boendena. Totalt inkluderades 17
personer. I urvalet efterstrivades homogenitet dels genom den delade
erfarenheten av att varit involverade i samma utvecklingsprojekt men ocksa att
de alla hade erfarenhet av att jobba med skora édldre personer som bor pé ett
sirskilt boende. Aven heterogenitet efterstrivades for att dka bredden pé
deltagarnas perspektiv och erfarenheter (39, 40). Deltagarna var dérfor bade
kvinnor och mén, med olika alder, arbetslivserfarenhet och modersmal (se
tabell 3). En deltagare var anstilld som verksamhetsutvecklare och de 6vriga
var anstdllda som underskd&terskor.



Totalt genomfordes fyra fokusgruppsdiskussioner, tva pa vardera boende. Alla
fokusgruppsdiskussionerna gjordes under deltagarnas ordinarie arbetstid och
varade mellan 56 och 74 minuter. I varje fokusgrupp deltog en forskare som
moderator och en forskare som observatér. Moderatorn borjade diskussionen
med att bjuda in till en 6ppen diskussion dér alla skulle fA mojlighet att uttrycka
sig fritt. Dérefter startades diskussionen med en 6ppningsfraga om vilka det
var som bodde pa ett sdrskilt boende och hur en vanlig arbetsdag kunde se ut,
for att dérefter foljas upp med frdgor om samskapandeprocessen de haft i sina
utvecklingsprojekt. Moderatorn hade ansvar for att alla deltagare fick komma
till tals och for att stimulera till interaktion mellan deltagarna. Forskaren som
deltog som observator gjorde anteckningar om icke verbala hindelser och
kunde komma med uppfoljande fragor i slutet av diskussionerna. Alla
fokusgruppsdiskussioner spelades in digitalt och transkriberades ordagrant.

Tabell 3. Deltagarna i studie 11

Variabler Virde
Kvinnor, n (%) 15 (88)
Alder, median (spridning) 47 (34-65)
Arbetslivserfarenhet, median (spridning) 20 (4-30)
Annat modersmal dn svenska, n (%) 4 (24)

3.3 DATAANALYS

I studie I genomfordes dataanalysen parallellt med datainsamlingen i enlighet
med grounded theory (36). Forst lyssnades och léstes intervjuerna i sin helhet
for att direfter kodas rad for rad. De initiala koderna var mycket néra data och
var formulerade som handlingar och deras kopplingar till olika kénslor.
Direfter sorterades koderna i preliminira kategorier som stod for nésta steg i
analysen som var fokuserad kodning. Detta steg syftade till att g& igenom storre
mingder data och sammanstélla och forklara data i konceptuella koder som
sorterades i de prelimindra kategorierna. Konstant jaimforande (constant
comparison) (36) anvindes for att jamfora data bade inom och mellan olika
intervjuer. Under hela analysprocessen anvéindes memos for att kunna beskriva
hur de slutgiltiga kategorierna arbetades fram. Intervjuerna analyserades flera
ganger i en iterativ process mellan essensen av intervjuerna och betydelsen i
de framvixande kategorierna och subkategorierna. Analysen diskuterades
upprepade gidnger mellan artikelforfattarna.

I studie II baserades analysen pa metoden beskriven av Kreuger och Casey
(37). Forst lyssnades de inspelade fokusgruppsdiskussionerna pé upprepade

ganger, och transkriberingarna och faltanteckningarna lastes noggrant. Detta
forsta steg resulterade i preliminira teman som diskuterades mellan forfattarna.
I nésta steg sorterades data under fragestéllningarna vad som hade gjorts under
samskapandeprocessen, hur det hade gjorts och varfér. Den sorterade data
kondenserades direfter for att beskriva innehallet av fokusgrupperna.
Kondenseringen diskuterades noggrant och betydelserna efter kondensering-
arna jidmfordes sedan med de preliminira temana som var resultat av forsta
steget 1 analysen och resulterade i att de preliminéra temana reviderades. Till
slut diskuterades reviderade teman i hela forfattargruppen for att nd en
slutgiltig gemensam forstaelse av betydelserna i fokusgruppsdiskussionerna.

34 ETIK

Den regionala etikprévningsndmnden i Géteborg godkénde studie I den 2018-
01-30: DNR T097-18 och studie II den 2018-11-14: DNR 813-18. All
persondata i1 projektet registrerades och handhavdas enligt Europeiska
Unionens (EU) direktiv GDPR (General Data Protection Regulation).

Innan deltagande i projektets studier fick alla deltagare bdde muntlig och
skriftlig information om studiens syfte och utférande, samt vad det skulle
krdvas av dem om de bestdmde sig for att delta. Deltagarna informerades ocksa
om att allt deltagande var frivilligt och anonymt, att deras deltagande kunde
avslutas nér de ville och att deras persondata skulle forvaras konfidentiellt sa
ingen obehorig skulle kunna f4 del av den. Alla som valde att delta i ndgon av
studierna gav sitt skriftliga samtycke.

For personer med nedsatt kognitiv formaga i studie I gavs extra hdnsyn. Alla
som gjorde intervjuer med dessa vara legitimerade yrkesutdvare med vana att
arbeta med skora dldre personer. Det fanns gott om tid vid varje intervju
tillfélle for att kunna hantera eventuellt uppkomna osékerheter eller oro (socialt
prat innan och efter).



4 RESULTAT

I studie I beskrev de skora dldre personerna hur de véxte i rollen som
forskningsdeltagare. Kanske beroende pa den kontrast de kénde over att leva i
en skor tillvaro kénnetecknad av anpassning av aktiviteter i relation till sin
hilsosituation. Den bekréftelse de fick ledde till att de vagade utmana sig sjélva
pa forskningsvérldens troskel och till att de kédnde sig stolta Over sitt
deltagande. Pa ett liknande sétt beskrev personalen i studie I sina erfarenheter
av att samskapa med skdra éldre personer, att nér de éldre gavs chansen sé
kunde de vidxa in i rollen av att vara en kapabel person som kan bidra till ett
utvecklingsprojekt. Detta beskrevs av personalen som en kontrast till den
generella bilden av en skor édldre person som bor pa ett sérskilt boende.
Resultaten fran respektive studie beskrivs i mer detalj nedan.

41 STUDIEI

Erfarenheten av involvering i forskning frén skora éldre personers perspektiv
forstods som en process (figur 1) som startade i kategorin A¢t bidra till skillnad
for sig sjilv och andra vilket gav deltagarna drivkrafter att bli involverade i
forskning och stélla sig pd forskningsvirldens troskel. Detta beskrivs i
subkategorierna: Att fd ett avbrott i vardagen, Att vilja lyfta vardagsndira
problem, Att vilja berika forskningen med sitt historiska perspektiv och Att
gora gott for andra. De éldre personernas involvering paverkades av att de
befann sig i en kontext dér deras fOrutsdttningar paverkades av deras
erfarenheter av A#t leva i en skér tillvaro. Att vara involverad i forskning
innebar att de som deltagare utmanade sig i det ovana i att befinna sig pd ndgon
annans hemmaplan. Denna utmaning paverkade om de var ndjda med hur
deltagande sag ut eller om de kunde hitta nya drivkrafter till involvering. Det
beskrivs 1 subkategorierna: Att tvivla pd sin roll och Att vixa som
forskningsdeltagare. Hela denna process symboliseras i kdrnkategorin att
Utmanar sig sjdlv pad forskningsvdrldens troskel.
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Figur 1. Visualisering av processen involvering i forskning frén skora éldre
personers perspektiv

42 STUDIEII

Personal pa sérskilda boendes erfarenheter av att samskapa hilso- och sjukvard
med skora dldre personer visade pa det Gvergripande temat A¢t rora sig fran
objekt mot person som beskriver hur den samskapande processen blev en
O6gondppnare for hur personalen sdg pé de skora dldre personerna men ocksa
pa sig sjdlva. Nir de arbetade tillsammans i ett gemensamt projekt blev
personalen medvetna om de skdra dldre personernas personligheter och
upptédckte formégor som tidigare dolts av personal-boende relationen. Den
samskapande processen fordndrade dynamiken mellan personalen och de skora
dldre personerna fran att vara personal som bara tog hand om boende mer som
objekt till att de skora &dldre blev personer som de kunde samarbete med i ett
gemensamt projekt. Denna fordndring tolkades starta med att personalen
upptéckte de skora éldre personernas ovintade formagor vilket hjélpte
personalen att mota de skora dldre personerna dér de befann sig for tillféllet.
Detta gav i sin tur deltagarna nya insikter och perspektiv som fick dem att inse
att de kunde vara mer av en person i sin yrkesroll och stirkas i att bli foretrddare
for vad de skora dldre personerna hade for behov. Hela den hir processen
beskrivs i fem subteman: Att uppticka skora dldre personers ovintade
formdgor, Att méta varje person ddr den dr, Att vinna nya insikter och
perspektiv, Att bli mer av en person i sin yrkesroll och Att bli foretridare for
dldre personers behov.
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4.3 SLUTSATSER STUDIE | OCH II

Resultaten fran studie I och II bidrar med forstielse om hur skora &ldre
personer kan och vill involveras i forskning, och att de har en varierande
kapacitet att kunna delta. P& vilket sdtt dr dock svart att veta innan de fatt
chansen att involveras. Genom ett personcentrerat forhallningssétt och genuint
samarbete med forskare och personal kan skora dldre personerna till exempel
fa chansen att kéinna efter vad de vill och kan gora. Vara resultat talar allts& for
att det dr problematiskt att pa forhand bestimma hur skora dldre personer kan
vara involverade och att det i motet, relationen och samarbetet finns potential
for nya perspektiv och kunskap att skapas. I relationen mellan forskare eller
personal och de skora dldre personerna finns méjligheter men ocksa hinder
utifran de olika vérldar och perspektiv de representerar. Det verkar till exempel
finnas en motséttning mellan personal pé sérskilda boendes forforstaelse av
kapabiliteten hos skora dldre personer och deras erfarenhet av hur det kan
forandras under och efter ett gemensamt samskapande utvecklingsprojekt. Att
involvera bade personal och skora dldre personer i ett samskapandeprojekt
skapade véirden som paverkade mer dn bara projektet i sig, genom att det
forandrade dynamiken i relationen dem i mellan och forstarkte forstaelsen for
savil varje persons kapabilitet och betydelsen av att mdtas som personer.
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5 DISKUSSION

Det finns ett 6kat intresse for brukarinvolvering i forskning (22), men det finns
fortfarande fragetecken kring vem som ska ges mdjlighet att vara involverad,
nér i forskningsprocessen de ska involveras och hur (1). Bade de skora éldre
personerna i studie I och personalen i studie II verkade bli férvanade 6ver den
forméga som fanns inom gruppen skora édldre personer att bidra till forskning.
Denna samstdmmighet talar for att det kan finnas ett 6vergripande tema som
skulle kunna forklaras med att skora dldre personer paverkas av epistemisk
oréttvisa, alltsd att deras utsagor inte tas pa allvar. Det skulle ocksa kunna bero
pa att det saknas forskning om hur deras upplevelser och perspektiv kan forstés
dé det traditionellt inte varit av intresse (2). Forestdllningar om vad det innebér
att vara dldre verkar ocksd paverka dldre personers forutsdttningar och
mojligheter att vara involverade i forskning. Tidigare forskning om hur vi
inforlivar aldersstereotyper i vart medvetande beskriver hur aldersstereotyper
blir internaliserade under hela vér livslangd, och att de kan paverka ménniskor
pa ett omedvetet plan. Bade positiva och negativa aldersstereotyper blir
sjdlvuppfyllande profetior riktade mot befintliga aldersrelaterade stereotyper.
Synen pa olika aldersstereotyper borjar i barndomen och utvecklas 6ver en
persons hela livslangd mot dlderdom och det finns en korrelation mellan hur vi
ser pa kronologisk alder och psykologisk, social och biologisk hélsa (46).

Vara resultat visar pa att skora dldre personer i likhet med andra grupper finner
det meningsfullt att bidra till utveckling och ny kunskap (26, 47). Att ge skora
dldre personer forutséttningar att involveras i forskning dr extra viktigt da de
har beskrivits av Avanzo med kollegor (48) som en grupp som ofta har forlorat
sina mojligheter att paverka sin omgivning (48). Det gér att argumentera for
att mojligheten till brukarinvolvering i forskning &dr en grundldggande
demokratisk princip som kan stddja skora éldre personer att bli fullvérdiga
medborgare. Hur utfallet av brukarinvolvering med skdra dldre personer blir
verkar dock bero mycket pa hur relationen mellan de skora dldre personen och
den som de samarbetar med &r, men ocksa vilket utrymme som ges for att
relationen ska kunna utvecklas. I studie II tva ledde samskapande av hilso- och
sjukvardstjanster till exempel till att personalens relation med de skora dldre
personerna fordndrades, dven utdver ramen for projektet. Det gemensamma
projektet underlittade for dem att bli personer i relation till varandra. Pa
likande sétt beskrev de skora dldre personerna i studie I att de utmanade sig
sjélva till att vara involverade i forskning och hur det resulterade i att de vixte
i rollen som forskningsdeltagare, trots att de upplevde att det kdndes som om
de befann sig pd ndgon annans hemmaplan. Resultaten visar dirmed hur
central relationen mellan de skora dldre personerna och de som leder projektet
(personal eller forskare) ar.
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Att kunna beméta skora dldre utifran deras niva och behov verkar ocksé vara
av betydelse for att kunna involvera den heterogena gruppen skora éldre
personer i forskning. Véra resultat pekar pé att det finns en stor variation vad
géller hur skora dldre personer kan involveras i forskning utifrén deras egna
forutsdttningar och Onskemal. Ett forhéllningssdtt som forskare som vill
involvera skora éldre personer i forskning kan ha for att moéta den
heterogeniteten ar enligt Buck med kollegor (28) att vara bade flexibel och
lyhord. Det innebédr att ge utrymme for de personer som involveras som
brukare att padverka hur och i vilken omfattning de onskar vara involverade
under projektets gang, det vill sdga att det inte dr bestdimt pa férhand. Buck
med kollegor (28) liknar ett sdédant samarbete med en gemensam strdvan mot
ett mal, dir samarbetet syftar till att optimera bade brukarnas och forskarnas
roller och kunskap och pa sa satt underlitta ett reellt delande av makt (28).

Att som forskare vara flexibel och lyhdrd kan dock utmana traditionella
forskningsideal som objektivitet och strivan efter ett rent urval. McCormack
(15) beskriver att dessa forskningsideal bor kombineras med en strdvan efter
samarbete och dkat engagemang fran personer utanfor akademin samt en kad
uppskattning for deras unika kunskap (15). Samtidigt visar resultaten i bade
studie I och II att relationen mellan skdra dldre personer, forskare och personal
paverkas av ett maktforhallande i och med att det var personalen och forskarna
som bestimde vem som skulle involveras och hur involveringen skulle
genomforas. Gaby med kollegor (49) menar att maktforhéllanden i relationer
paverkar utfallet dd de olika berérda parterna kan ha olika foérvantningar,
intressen, behov och kinslor utifran deras olika kontexter och
expertisomraden. I studie I kunde detta ses i och med hur de skora éldre
personerna upplevde att de befann sig pa forskarens hemmaplan och i studie 11
fanns exempel pa detta i hur personalen var de som blev stirkta i att vara
uttolkare av de skora dldre personernas verkliga behov. Dessa ojamlika
relationer, skapade av rddande ideologier och strukturer som kan reducera
forskningsdeltagare till objekt, kan utmanas genom att forskare har ett
personcentrerat forhallningsdtt gentemot deltagarna. Ett personcentrerat
forhéllningssétt inom forskning bygger pé att alla involverade &r personer som
ar relationella varelser, att det dr i vara relationer till andra ménniskor som vi
kan véxa, och att det dr i motet mellan forskare och deltagare som ny kunskap
kan skapas (49). Vara resultat pavisar, i likhet med det som Gaby med kollegor
(49) beskriver, att brukarinvolvering i forskning kan leda till en kénsla av starkt
egenmakt genom att brukarna far bygga sin kapacitet i samarbete. Bade studie
I och II visar pé att om det finns ett genuint intresse over att gora skora dldre
personers roster horda och erkédnda, sa gar det att genom dialog skapa ett
utrymme for kommunikation dir skora dldre personer med sin expertis kan fa
komma till tals och dér olika perspektiv kan ses som en styrka i samarbetet.
For att den kunskap som skapas i relationen med skora dldre personer ska
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kunna forstas utifran sitt ssmmanhang kravs det ddremot ocksa att forskaren
antar ett kritiskt reflexivt forhéllningsétt. Detta kréver att forskaren sjélv ar
medveten om sin egen stdllning och status (49). Ett personcentrerat
forhallningsdtt inom forskning kan vara ett sétt for forskaren att vara mottaglig
och flexibel for de skora éldre personernas forutsattningar och utifrén det bidra
till att optimera de skora éldre personernas inflytande.

Att vara involverad i forskning som brukare stéller ocksa krav pa brukaren och
kan 1 sin tur leda till exkludering av skora éldre personer i formén for yngre
och friskare personer som anses béttre ldmpade att vara aktiva brukare
involverade 1 ett forskningsprojekt. Ett forskningsprojekt ar till exempel ofta
omfattande och tidskridvande och kan 16pa Over flera ar. Ménga skora dldre
personer har en kort forvéantad livslangd (9) vilket far konsekvenser for hur
man bor tdnka kring involvering av skora dldre personer i1 forskning. Deras
involvering kan behova en aspekt av hér och nu. En annan aspekt &r att
brukarinvolvering ofta diskuteras utifran termer som att brukare ska vara aktivt
involverade i motsats till att passivt delta i forskning som datakdlla (22).
Fragan &r utifran vems perspektiv och forutséttningar det ska bedémas om
nagon dr aktivt involverad eller ej. De skora éldre personerna i studie I hade
alla deltagit i en tidigare studie, framfor allt som datakéllor (42). Vissa skulle
da kunna argumentera for att de inte varit synnerligen aktiva i forsknings-
processen, men fynden i studie I talar for ndgot annat. De skora éldre
personerna beskrev en stor stolthet dver att de hade deltagit i forskning och de
upplevde verkligen att de aktivt gjort sina roster horda. Fran vems perspektiv
och forutsittningar ska ett sddant deltagande utvérderas? En annan friga som
vécks dr om mer brukarinvolvering alltid leder till forskning av hogre kvalité.
Enligt Barber med kollegor (27) finns det ingen konsensus om hur
brukarinvolvering ska utvirderas (27) och det dr svart att uttala sig om det
underliggande antagandet att ju mer involverad brukare dr i forsknings-
processens olika delar desto hogre kvalité pa forskningen blir det. Detta
relaterar ocksa till den risk med brukarinvolvering i forskning som rapporterats
kunna uppsta fran krav frén finansidrer och beslutsfattare. Det kan paverka
forskningsoberoende och till att forskare har brukarinvolvering i sin forskning
for att tillfredsstdlla finansidrer och inte utifran att det skulle gynna
forskningens fragestéillningar och syfte (28).

5.1 METODDISKUSSION

Denna uppsats ar baserad pa tva studier med kvalitativ metod. Anledningen till
att vi valde tva kvalitativa metoder dr att uppsatsen har en explorativ ansats
och studierna syftade till att utforska tidigare outforskade omraden. Bada
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studierna bygger pa en socialkonstruktivistisk syn dir syftet med studierna inte
ar att hitta den objektiva sanningen utan att bidra med forstéelse for de
studerade fenomenen. Det socialkonstruktivistiska perspektivet har ocksa
guidat oss i att ny kunskap sker i moétet och utbytet mellan forskaren och
forskningsdeltagaren (50).

Forskning om aldrande och hélsa ar ett komplext omrdde som involverar
forskare frdn maénga olika traditioner. Det kan bland annat ses i vart
interdisciplindra forskningsprogram UserAge (1) dér flera olika vetenskapliga
metoder tillimpas for att studera brukarmedverkan utifran olika perspektiv. De
kvalitativa studierna i denna uppsats kommer darmed att kompletteras med en
mangfald av studier gjorda med séval kvalitativa som kvantitativa metoder.

Genom att anvénda skorhet istdllet for kronologisk alder s undviks problemet
med att klumpa ihop den stora heterogena gruppen dldre. Trots det finns det
risker. Krumer-Nevo (51) menar att gora kvalitativa studier med skora dldre
personer som dr en grupp som samhéllet stereotypt har identifierat som sérbara
kan leda till att grupper delas upp i ”vi” och ”’dem”. Vissa egenskaper i "dem”
skiljs da frén oss sjédlva och det &r dessa egenskaper som gor att gruppen “dem”
ses som sarbara. Krumer-Nevo (51) hdvdar vidare att kvalitativ forskning blir
en arena for andrafiering (othering), dar forskaren och till exempel personen
som intervjuas bade skapar bilder av sig sjdlva och den andra, vilket kan
resultera i en forstirkning av stereotyperna istdllet for att presentera ett nytt
perspektiv. Att identifiera nagon som “dem” riskerar att leda till att personen
blir ett objekt istdllet for en person med komplexa egenskaper (51). For att
motverka andrafiering av deltagarna i vara studier inspirerades vi under
forskningsprocessen av etiken fran personcentrering och forsokte flytta Gver
inflytande till deltagarna genom att vi som forskare tog en position som
nyfikna lyssnare. Nyfikna pé att hora vad de hade att séga och tydliga med att
det var de som forskningspersoner som var experter pa de fenomen som vi var
ute efter att undersoka. I socialkonstruktivistisk forskning ses dessutom
forskaren som en aktiv part i kunskapsskapandet och det blir da viktigt for
forskaren att reflektera Gver sin egen roll i studierna. Detta betonas som extra
viktigt av Charmaz (36) inom grounded theory. Att arbeta reflekterande
innebdr att forskaren genom sin forskning forhaller sig reflekterande till
forsknings-deltagarna och hur de representeras i studierna (36). I studie I
skrevs memon som féltanteckningar Gver varje intervju och under analysen for
att under hela forskningsprocessen bibehélla reflektion 6ver den egna rollen
som forskare. Grounded theory anvéndes i studie I eftersom den ér lamplig for
att undersdka processer som inte tidigare har undersokts. Ofta anvinds
grounded theory for att konstruera en sjédlvstandig teori, en teori som forklarar
nagot i ett begrinsat sammanhang. Mélet i studie I var inte att konstruera en
sjilvstindig teori utan att bidra med en 6kad forstaelse for de processer som
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lagger grunden for hur skora dldre personer kan tdnka sig att vara involverade
i forskning (36).

Genom att vi rekryterade deltagare till studie I fran ett annat forskningsprojekt
ar det mojligt att det var de mest forskningspositiva personerna som valde att
delta da de som minst valt att delta i tva olika studier. Detta kan ha péverkat
resultatet och det hade varit intressant att intervjua ett urval av mer
forskningsnegativa personer. Det &r tyvirr svart att genomfora dé det &r bade
omdjligt och oetiskt att gora forskning pa personer som inte 6nskar delta. Valet
att rekrytera via telefon eller via brev kan ocksa ha lett till det som kallas
indirekt exkludering (9), eftersom de rekryteringsmetoderna kanske inte passar
alla potentiella deltagare. Rekryteringsforfarandet innebar ocksé att vi inte
kunde ha full kontroll &ver urvalsprocessen, vilket kan ha paverkat urvalet.

Till studie II gav fokusgruppsmetodologin oss mojlighet att studera den
kollektiva forstéelsen av personal pa sirskilda boendens erfarenheter av att
samskapa med skora dldre. Tidigare forskning har visat pa att personal dr en
viktig grupp som bade kan mdjliggdra och hindra skora éldre personers
mojligheter till att vara involverade i forskning (13). Genom att samla personal
i fokusgruppsdiskussioner om sina erfarenheter kunde studie II visa pa en
variation av forstaelse och hur deltagarna skapade forstaelse i samspel med
varandra (52). Ett annat resultat kunde ha nétts om deltagarna i studie Il istéllet
hade intervjuats individuellt, fokus hade dé varit pa den enskilde personens
forstaelse av fenomenet istdllet for den kollektiva forstaelsen. En styrka med
fokusgrupper som beskrivits av Dahlin-Ivanoff och Holmgren (52) &r att det
ger makt till deltagarna dé det ar deltagarna som dr experter pd omradet som
diskuteras och att de ar i numerdrt Gverlige (52). En annan styrka med
fokusgruppsdiskussionerna i studie II dr att deltagarna kidnde varandra sedan
tidigare och att de hade gemensamma upplevelser som de tog tillfallet i akt att
diskutera. Det blev ddrmed dynamiska diskussioner och innehéllet av
diskussionerna berodde mer pé graden av involvering hos deltagarna &n antalet
deltagare i varje grupp. Just mojligheten att {4 reflektera i grupp ér en av
styrkorna med fokusgruppsmetoden, och har beskrivits som ett sétt att skapa
medvetenhet (39, 53, 54). Det finns ddremot en risk med att géra fokusgrupps-
diskussioner med personal fran samma organisation i och med att det kan
finnas informella ledare och olika status bland deltagarna som kan hindra dem
frén att fritt uttrycka sina asikter. Det kan ocksa finnas en rddsla for att pa nagot
satt bli bestraffade om de kritiserar den egna organisationen (37). Till exempel
kan deltagarna i studie II ha ként ett tvang att delta i fokusgrupperna da de
skedde 1 samarbete med deras arbetsplats, trots att de fick information om att
deltagande i studien byggde pa frivillighet.
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6 SLUTSATS

Fran ett ménskliga rattigheter perspektiv bor skora dldre personer ha samma
rattigheter som andra grupper att gora sina roster horda och paverka forskning
som angar dem. Att exkludera ménniskor fran forskning baserat pé alder, utan
en tydlig motivering, &r att betrakta som &ldersdiskriminering och ett hinder
for Virldshélsoorganisationens (WHOs) mal for héllbar utveckling i relation
till réttvisa, minskad ojadmlikhet och god hélsa (55). Brukarinvolvering i
forskning skulle kunna vara ett steg mot sévél réttvisa som jamlik och god
hilsa, om forskningen utgér fran skora dldre personers verkliga resurser. Véara
resultat talar for att det finns majligheter att utforska nya utrymmen att skapa
kunskap i moten mellan forskare och skora dldre personer. For att det ska bli
mojligt visar vara resultat dock att forskarna da behover ha ett flexibelt och
reflekterande forhallningsatt. Skora dldre personer dr en heterogen grupp och
varje person bor fa chans att bli involverade utifrdn sina féormagor och
onskemal. Vi menar ddrmed att skora éldre personers involvering i forskning
maste forstas utifran deras kapabilitet, att involveringen maste ske utifran den
skore dldre personens perspektiv, forutsittningar och formégor. For att kunna
bedriva forskning med brukarinvolvering med skora éldre personer méste de
ges chansen att tacka ja till involvering utifran sina uppsatta mal, men ocksé
ha friheten att séga nej till de delar som de ej har kapabilitet for. Detta innebar
utmaningar for forskare som onskar involvera skora éldre personer, i och med
att det ar svart att pa forhand veta hur ett gemensamt forskningsprojekt kommer
utveckla sig. Denna uppsats bidrar med kunskap om hur utmaningar kan
Overbryggas, bland annat genom att den stindiga referenspunkten dr med och
inte bara for. Forhoppningen é&r att denna kunskap kan ligga till grund for
framtida projekt som syftar till att involvera skora dldre personer i forskning.
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7 FRAMTIDA PERSPEKTIV

Négra av de podnger som denna uppsats tar fasta pa ar viktiga budskap till
dagens akademiska vérld. Det forsta ar att se potentialen i skora dldre personer
och ge dem en chans att vara involverade i forskning. Involvering av skora
dldre personer i forskning kan vara en nyckel i de utmaningar vérlden star infor
globalt, med en demografisk utveckling med en allt mer aldrad befolkning.
Forskningsvérlden maéste se sin roll i de epistemiska oréttvisor som finns i
samhillet och forskare bor fundera over vilka konsekvenser det kan bli om
dldre personer exkluderas utan motivering utifrén studiens syfte. Det géller
dven indirekt exkludering och hur det paverkar forskningens relevans. For det
andra, finns det i vara explorativa resultat nya viktiga fragor att utreda vidare.
Till exempel r ett forslag for framtida forskning att utforska hur skora dldre
personers involvering i forskning kan implementeras och optimeras genom
ytterligare kvalitativa, men ocksd genom kvantitativa studier. Det vore
exempelvis intressant att kvantitativt undersoka vilka skora éldre personer som
véljer att delta eller vara involverade i forskning, och hur detta paverkas av
skorhet och deltagande i andra aktiviteter. En annan viktig grupp vars
perspektiv saknas i denna uppsats studie dr forskarnas och studier kring
forskares syn pé involvering av skora dldre personer i forskning vore ett viktigt
bidrag till optimeringen av brukarinvolvering i forskning om &ldrande och
hilsa.
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TACK

Forskningen som ligger bakom denna uppsats dr inget som skett i ett isolerat
vakuum, det &r manga som har varit involverade i att denna uppsats tillkomst.
Stort tack till alla som bidragit med kunskap, stod och engagemang.

Ett extra stort tack vill jag rikta till mina fyra handledare och medforfattare
Qarin Lood, Synneve Dahlin-Ivanoff, Emmelie Barenfeld och Maria Haak. Att
tillsammans fa leta, uppticka och préva hur forskningens pusselbitar kan passa
ihop 1 vart projekt har varit fantastiskt. Det har inte varit utan svéarigheter men
det har med er alltid kénts tryggt att vaga vara “obegripligt intellektuell”. Tack
for ynnesten att med er vid min sida fétt utforska detta forskningsfalt

Jag vill ocksa tacka alla de deltagare som med engagemang valt att delta i mina
studier, det har varit med stor nyfikenhet och 6dmjukhet jag lyssnat pa era
kunskaper.

Tack till alla kollegor pa UserAge, AgeCap och Sektionen for Hélsa och
rehabilitering pé Goteborgs Universitet for spannande diskussioner och livliga
samtal. Jag kénner mig tacksam att ha haft er som béde kritiska vénner i att
utveckla det intellektuella arbetet och likvél som okritiska vénner till att
forgylla min vardag.

Till alla mina vénner och familj, tack for allt stéd och uppmuntran att vilja
utvecklas pé forskningsvarldens troskel.

30

REFERENSER

1. Iwarsson S, Edberg A-K, Ivanoff SD, Hanson E, Jonson H, Schmidt S.
Understanding User Involvement in Research in Aging and Health.
Gerontology and Geriatric Medicine. 2019;5:2333721419897781.

2. Fricker M. Epistemic injustice : power and the ethics of knowing: Oxford :
Oxford University Press; 2007.

3. Sen A. Capability and well-being. In: Sen A, Nussbaum MC, editors. The
quality of life. Oxford Clarendon Press; 1993.

4. Ekman I, Swedberg K, Taft C, Lindseth A, Norberg A, Brink E, et al.
Person-Centered Care — Ready for Prime Time. European Journal of
Cardiovascular Nursing. 2011;10(4):248-51.

5. Rodriguez-Manas L, Féart C, Mann G, Vifia J, Chatterji S, Chodzko-Zajko
W, et al. Searching for an Operational Definition of Frailty: A Delphi Method
Based Consensus Statement. The Frailty Operative Definition-Consensus
Conference Project. Journals of Gerontology Series A: Biomedical Sciences
and Medical Sciences. 2013;68(1):62-7.

6. Foreman KJ, Marquez N, Dolgert A, Fukutaki K, Fullman N, McGaughey
M, et al. Forecasting life expectancy, years of life lost, and all-cause and
cause-specific mortality for 250 causes of death: reference and alternative
scenarios for 2016—40 for 195 countries and territories. The Lancet (British
edition). 2018;392(10159):2052-90.

7. World Health Organization (WHO). World report on ageing and health.
Geneva: World Health Organization; 2015.

8. Statens beredning for medicinsk utvérdering (SBU). Omhéndertagande av
dldre som inkommer akut till sjukhus — med fokus pa skora &ldre. Stockholm;
2013. Contract No.: SBU-rapport nr 221.

9. Ferrucci L, Guralnik JM, Studenski S, Fried LP, Cutler GB, Walston JD.
Designing Randomized, Controlled Trials Aimed at Preventing or Delaying
Functional Decline and Disability in Frail, Older Persons: A Consensus
Report. Journal of the American Geriatrics Society. 2004;52(4):625-34.

10. Dewar BJ. Beyond tokenistic involvement of older people in research - A
framework for future development and understanding. Journal of Clinical
Nursing. 2005;14(3 A):48-53.

11. Provencher V, Mortenson WB, Tanguay-Garneau L, Belanger K,
Dagenais M. Challenges and strategies pertaining to recruitment and

31



retention of frail elderly in research studies: a systematic review. Archives of
gerontology and geriatrics. 2014;59(1):18-24.

12. Fudge N, Wolfe CDA, McKevitt C. Involving older people in health
research. Age and Ageing. 2007;36:492-500.

13. Backhouse T, Kenkmann A, Lane K, Penhale B, Poiland F, Killett A.
Older care-home residents as collaborators in research: A systematic review.
Age and ageing. 2016;45:337-45.

14. Sen A. Utveckling som frihet. Winqvist T, editor: Goteborg : Daidalos;
2002.

15. McCormack B. Researching nursing practice: does person-centredness
matter? Nursing Philosophy. 2003;4(3):179-88.

16. Fried LP, Tangen CM, Walston J, Newman AB, Hirsch C, Gottdiener J,
et al. Frailty in older adults: evidence for a phenotype. The journals of
gerontology Series A, Biological sciences and medical sciences.
2001;56(3):M146.

17. Fried LP, Ferrucci L, Darer J, Williamson JD, Anderson G. Untangling
the concepts of disability, frailty, and comorbidity: implications for improved
targeting and care. The Journals of Gerontology, Series A. 2004;59(3):255.
18. Sonn U, Hulter Asberg K. Assessment of activities of daily living in the
elderly. A study of a population of 76-year-olds in Gothenburg, Sweden.
Scandinavian Journal of Rehabilitation Medicine. 1991;23(4):193-202.

19. Regeringens proposition 2016/17:50. Kunskap i samverkan — for
samhillets utmaningar och stirkt konkurrenskraft. Utbildningsdepartementet,
2016.

20. Walker A. Why involve older people in research? Age and Ageing.
2007;36(5):481-3.

21. FORTE. Forskning om éldrande och hélsa 2019. 2019.

22. Kylberg M, Haak M, Iwarsson S. Research with and about user
participation : potentials and challenges. Aging Clinical And Experimental
Research. 2017:1-4.

23. Gibson A, Britten N, Lynch J. Theoretical directions for an emancipatory
concept of patient and public involvement. Health. 2012;16(5):531-47.

24. Shippee ND, Domecq Garces JP, Prutsky Lopez GJ, Wang Z, Elraiyah
TA, Nabhan M, et al. Patient and service user engagement in research: a
systematic review and synthesized framework. Health expectations : an
international journal of public participation in health care and health policy.
2015;18(5):1151-66.

32

25. Gradinger F, Britten N, Wyatt K, Froggatt K, Gibson A, Jacoby A, et al.
Values associated with public involvement in health and social care research:
a narrative review. Health Expectations. 2013;18:661-75.

26. Brett J, Staniszewska S, Mockford C, Herron-Marx S, Hughes J, Tysall
C, et al. A Systematic Review of the Impact of Patient and Public
Involvement on Service Users, Researchers and Communities. The Patient -
Patient-Centered Outcomes Research. 2014;7(4):387-95.

27. Barber R, Boote JD, Parry GD, Cooper CL, Yeeles P, Cook S. Can the
impact of public involvement on research be evaluated? A mixed methods
study. Health Expectations. 2012;15(3):229-41.

28. Buck D, Gamble C, Dudley L, Preston J, Hanley B, Williamson PR, et al.
From plans to actions in patient and public involvement: Qualitative study of
documented plans and the accounts of researchers and patients sampled from
a cohort of clinical trials. BMJ Open. 2014;4(12).

29. Buffel TE. Researching age-friendly communities. Stories from older
people as co-investigators. United Kingdom: University of Manchester; 2015.
30. Erdtman E, Tideman M, Fleetwood C, Moller K. Research initiation
based on idea-circles: from research object to co-actor. Disability & Society.
2012;27(6):879-82.

31. Hickey S, Mohan G. Participation — from tyranny to transformation?
Exploring new approaches to participation in development. London: Zed
Books; 2004.

32. Mockford C, Staniszewska S, Griffiths F, Herron-Marx S. The impact of
patient and public involvement on UK NHS health care: a systematic review.
International Journal for Quality in Health Care. 2012;24(1):28-38.

33. Nelson T. Ageism: Prejudice Against Our Feared Future Self. The
Journal of Social Issues. 2005;61(2):207-21.

34. Jacelon CS. Older adults’ participation in research. Nurse Researcher.
2007;14(4):64-73.

35. Humphries B. What else counts as evidence in evidence-based social
work? Social Work Education. 2003;22(1):81-91.

36. Charmaz K. Constructing grounded theory. 2nd edition.. ed. Thousand
Oaks, CA: Thousand Oaks, CA : Sage Publications; 2014.

37. Krueger R, Casey M. Focus groups: A practical guide for applied
research. 3rd ed. Thousand Oaks: Sage Publications Inc.; 2000.

38. Charmaz K. Constructing grounded theory: a practical guide through
qualitative analysis. London: Sage; 2006.

33



39. Kitzinger J. The methodology of focus groups: The importance of
interaction between research participants. Sociology of Health and Illness.
1994;16:103-21.

40. Dahlin Ivanoft S, Hultberg J. Understanding the multiple realities of
everyday life: basic assumptions in focus-group methodology. Scandinavian
Journal of Occupational Therapy. 2006;13(2):125-32.

41. Eklund K, Wilhelmson K, Landahl S, Ivanoff-Dahlin S. Screening for
frailty among older emergency department visitors: Validation of the new
FRESH-screening instrument.(Report). BMC Emergency Medicine.
2016;16(1):27.

42. Wilhelmson K, Hammar IA, Ehrenberg A, Niklasson J, Eckerblad J,
Ekerstad N, et al. Comprehensive Geriatric Assessment for Frail Older
People in Swedish Acute Care Settings (CGA-Swed): A Randomised
Controlled Study. Geriatrics (Basel, Switzerland). 2020;5(1).

43. Draucker CB, Martsolf DS, Ross R, Rusk TB. Theoretical Sampling and
Category Development in Grounded Theory. Qualitative Health Research.
2007;17(8):1137-48.

44. Folstein MF, Folstein SE, McHugh PR. "Mini-mental state". A practical
method for grading the cognitive state of patients for the clinician. Journal of
Psychiatric Research. 1975;12(3):189-98.

45. Swedish Association of Local Authorities and Regions(SALAR). The
Innovation guide (Anvéndardriven innovation: Nya utmaningar krdver nya
satt att tinka (In Swedish)): Swedish Association of Local Authorities and
Regions; 2019 [Available from: https://innovationsguiden.se.

46. Brad Meisner, Becca Levy. Age Stereotypes' Influence on Health:
Stereotype Embodiment Theory. In: Bengtson VL, Settersten RA, editors.
Handbook of theories of aging. 3. ed. ed: New York, N.Y. Springer; 2016.
47. Malm C, Andersson S, Jonson H, Magnusson L, Hanson E. Moving
beyond the first response phenomenon. International Journal of Sociology
and Social Policy. 2019;39(7-8):627-43.

48. Avanzo B, Shaw R, Riva S, Apostolo J, Bobrowicz-Campos E, Kurpas D,
et al. Stakeholders' views and experiences of care and interventions for
addressing frailty and pre-frailty: A meta-synthesis of qualitative evidence.
PloS one. 2017;12(7):e0180127.

49. Gaby J, van Lieshout F, Borg M, Ness O. Being a Person-centered
Researcher: Pinciples and Methods forDoing Research in a Person-Centered
Way. In: Eide H, Eide T, McCormack B, Dulmen Sv, Skovdahl K, editors.

34

Person-centred healthcare research: Chichester : John Wiley & Sons Ltd.;
2017. p. 51-60.

50. Yvonna S. Lincoln SAL, Egon G. Guba. Paradigmatic Controversies,
Contradictions, and Emerging Confluences, Revisited. In: Denzin NK,
Lincoln YS, editors. The SAGE handbook of qualitative research. Fifth
edition. ed. Los Angeles: Sage; 2018. p. 108-50.

51. Krumer-Nevo M. The Arena of Othering: A Life-Story Study with
Women Living in Poverty and Social Marginality. Qualitative social work :
QSW : research and practice. 2002;1(3):303-18.

52. Dahlin Ivanoff S, Holmgren K. Fokusgrupper. Upplaga 1 ed: Lund :
Studentlitteratur; 2017.

53. Kitzinger J. Qualitative research. Introducing focus groups. BMJ.
1995;311(7000):299-302.

54. Madriz E. Focus groups in feminist research. In: Denzin N, Lincoln Y,
editors. Handbook of qualitative research. 2nd ed. Thousand Oaks, CA: Sage
Publications; 2000. p. 835-50.

57. World Health Organization (WHO). Global strategy and action plan on
ageing and health. Geneva: World Health Organization; 2017.

35






Berge et al. BMC Geriatrics (2020) 20:410

https://doi.org/10.1186/512877-020-01817-z B M C G er] atr—ics

RESEARC

RTICLE Open Access

Challenging oneself on the threshold to the
world of research - frail older people’s
experiences of involvement in research

Isak Berge' ®, Emmelie Barenfeld®?, Synneve Dahlin-Ivanoff*, Maria Haak>® and Qarin Lood"”

Check for
updates

Abstract

Background: User involvement of people outside academia in research is argued to increase relevance of research
for society and to empower the involved lay persons. Frail older people can be a hard to reach group for research
and thus an underrepresented group in research. There is a lack of knowledge how collaboration with frail older
people should be best performed. Therefore, the aim of this study was to explore frail older people’s experiences of
involvement in research.

Methods: In this study we have invited people, 75 years of age or older screened as physically frail and who have
previously participated in a study as data sources, to share their experiences by intensive interviewing. Data was
collected and analysed in parallel inspired by a constructivist grounded theory approach.

Results: The results demonstrate how frail older people have different incentives, how their context of ageing and
the unusual position of being involved in research altogether influenced how, where and in what way they wished
to be involved in research. This is described in three categories: Contributing to making a difference for oneself and
others, Living a frail existence and Being on somebody else’s turf. The categories compose the core category,
Challenging oneself on the threshold to the world of research, which symbolises the perceived distance between the
frail older people themselves and the research world, but also the challenges the frail older people could go
through when choosing to be involved in research.

Conclusions: Frail older people have a varied capacity to participate in research, but in what way and how is
difficult to know before they have been involved in the process of research. Our results advocate that it is
problematic to exclude frail older people a priori and that there is a potential for new perspectives and knowledge
to be shaped in the encounter and in the relationship between the researcher and the frail older person. For
research to be able to cater for frail older people’s needs of health services, their voices need to be heard and
taken into consideration.
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Background

There are several different reasons as to why researchers
may choose to involve people outside of academia in re-
search projects. One reason is to have people outside
academia to influence the design and conduct of the
study and thus increase the relevance of research find-
ings for society as a whole and to empower lay persons
when collaborating with researchers [1]. Another reason
is due to the problem of underrepresentation of very old
or frail older people in research. However, there is a lack
of knowledge and structure for how and when research
could be conducted involving frail older people. Our
previous research has intended to involve the target
group of frail older people in the planning and imple-
mentation of research, but involving and collaborating
with frail older people has not always been easy [2, 3].
Due to their health status as frail, they can be a hard-to-
reach group [4]. Barriers for user involvement could be
their degree of frailty, morbidity and disability.

One reason for frail older people’s underrepresentation
in health research could be that they are often directly
excluded from participation, for example in randomised
controlled trials. This exclusion could be based on no-
tions that they would not be able to participate, or that
the results would not be beneficial to them [5]. In a re-
view, Thake & Lowry (2017) describe that 92.8% of the
investigated clinical trials that had a specified upper age
limit did not include any justification of why this was
the case [6]. As frail older people often have several ill-
nesses, they can also be excluded indirectly from re-
search in the quest for a ‘clean sample’ in the population
studied [5]. An example of indirect exclusion is how frail
older people are excluded by the fact that it is a com-
mon requirement for participation in research to have
cognitive abilities intact [7]. Therefore, frail older peo-
ple’s underrepresentation runs the risk of results from
health research being irrelevant for them and that it
might be difficult to organise healthcare that will be able
to meet frail older people’s needs.

User involvement in research is a way of involving lay
people in research and thereby make it more relevant
and closer to the group of users that the research aims
to benefit [8]. The users can be involved in one or more
of the different parts of the research process, such as
contributing to the determination of research questions,
project applications, data collection, analysis, compil-
ation and dissemination of results. There is a difference
between user involvement and participation in more
conventional research as data sources [1]. In contrast to
participating as data sources, user involvement in re-
search provides a possibility for new knowledge spaces
to be created, where knowledge can be co-created in col-
laboration between researchers and lay persons [9]. One
consequence of the direct and indirect exclusion of frail
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older people is that there is no scientific evidence on
how research in collaboration with frail older people
should be performed. Therefore, in order to fill the
current knowledge gap about how involvement of frail
older people in research could be optimised, the aim of
this study was to explore frail older people’s experiences
of involvement in research.

Method

Design

A qualitative design inspired by Charmaz’s [10] con-
structivist grounded theory was chosen for the study.
This is a method suitable for studying processes and ex-
ploring actions in their context, where research and data
are constructed in the interactions between researchers
and participants. Constructivist grounded theory con-
tributes with understanding rather than trying to explain
the process that is studied [10]. The method was chosen
in order to be able to give an increased understanding of
frail older people’s involvement in research based on
their thoughts and experiences.

Participants

To be able to explore frail older people’s experiences of
participating in research, participants were recruited
among people 75 years of age or older, who all had pre-
vious experiences of participating in a randomised con-
trolled study [11]. In that study, they had all been
screened as physically frail [12]. Contact details of poten-
tial participants were given to us by the researchers re-
sponsible for the study where they all had participated
previously. In that study, the participants had been
assessed repeatedly with quantitative interviews and
physical tests in their own homes. However, what mat-
tered was not what they had done in the study but that
they all had some experience of participating in research,
which was the point of departure for our project. Initial
sampling criteria were set up aiming for diversity in age,
sex, cognitive status [13], living situation, dependency in
activities of daily living [14] and level of education. No
exclusion criteria were set up because the aim was to in-
vite a group of frail older people as diverse as possible to
participate. This was in order to give them the oppor-
tunity to choose for themselves whether or not they per-
ceived themselves of being capable of participating. A
total of 31 potential participants were contacted at the
hospital, or by phone if they had been discharged. Poten-
tial participants who did not answer the phone (n=3)
were sent a letter with information about the study and
contact information. In total, 14 participants could not
be reached (n=7) or declined to participate (n=7).
Thus, 17 participants aged between 76 and 95 years were
included, out of which eight were women and nine were
men. Participants’ characteristics are shown in Table 1.
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Table 1 Participants’ characteristics, n=17

Variables Value
Age, median (range) 85 (76-95)
Men, n (%) 9(53)
Dependency in ADL, median (range)® 3(1-9)
Higher education, n (%)° 6 (35)
Living alone, n (%) 10 (59)
Living in a nursing home, n (%) 3(18)
MMT, median (range) 28 (21-30)
Screened frailty factors, median (range)® 3(2-4)
Decreased endurance, n (%) 16 (94)
Tired (last 3 months), n (%) 12/ (77)
Fall tendency/fear of falling, n (%) 9(53)
Help with grocery shopping, n (%) 9(53)

?Degree of dependence in Activities of Daily Living (ADL) A higher score
equals higher dependency [14]. Since continence was not considered an
activity, nine was the max score

PTertiary education (university or college)

“Mini-mental test [13]

9IFRESH-Screen [12]

Data collection and analysis

The data collection and analysis were conducted in par-
allel in accordance with grounded theory [10]. The data
was collected through intensive interviewing using an
interview guide with a number of question areas. The
question areas focused on the participants’ experiences
of involvement in research, the different parts of the re-
search process and how their involvement in research
could be influenced. For instance, they were asked about
their thoughts on identifying research topics, designing
studies, data collection and dissemination of findings in
relation to research in general, based on their previous
experiences. In line with Draucker et al. [15], the ques-
tion areas were updated during the study process as a
way of theoretical sampling to modify the data collection
procedures to deepen the understanding of emerging
concepts [15]. The interviews started with an open ques-
tion: ‘Can you please tell me what it was that made you
choose to participate in a research study? Follow-up
questions were also used, for example ‘can you please
give me an example of ... * or ‘how do you mean when
you say ... " [10].

The interviews were conducted between February
2018 and March 2019 by three of the authors (IB (n=
15), EB (n=1), SDI (n=1)). The time and place for the
interviews was chosen by the participants, and they all
chose to be interviewed in their homes. Saturation was
considered after 13 interviews, when the analyses did
not yield any new findings on the questions studied. In
the interviews that followed no new concepts emerged.
The interviews lasted between 14 and 86 min, with a
mean of 49min. All the interviews were recorded
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digitally and transcribed verbatim. The qualitative data
analysis software NVIVO pro 12 was used to organise
and manage the interview data. The methods of initial
coding, focused coding, constant comparison and
memo-writing were used when analysing the data.

Firstly, the interviews were read/listened to as a whole,
and thereafter an initial coding started using line-by-line
coding. When coding line by line, the codes stayed close
to the data and were mostly expressed in terms that
attempted to capture actions and their connections to
emotions and feelings. Thereafter the codes were orga-
nised into tentative categories to describe the partici-
pants’ different processes [10]. Secondly, focused coding
was used to go through a larger amount of data, testing
the meaning of the tentative categories. A constant com-
parison of codes/data within and between interviews
using the tentative categories resulted in new categories
with specific subcategories. The data was re-examined
several times in an iterative process between the essence
of the interviews and the meaning of the emerging cat-
egories and subcategories.

Field note memos were written soon after each inter-
view, describing the context and setting. After the first
examination of every interview, an analytical memo was
written with a first impression. These memos were then
used to identify different processes to examine further in
coming interviews and the ongoing iterative process of
analysis. Analytic memos were also written during the
whole process of analysis to be able to compare codes,
ideas and emerging categories both between and within
the interviews [10]. In the results, quotes are used to
give voice to the participants. All quotes are translated
with breaks and repetitions removed for increased read-
ability. All participants have been given pseudonyms.
The numbers in brackets refer to which interview the
citation is taken from.

Ethics

This study followed the ethical principles of the World
Medical Association’s declaration of Helsinki [16], and
was approved by the Regional Ethics Committee at the
University of Gothenburg (DNR T097-18). The partici-
pants were frail older people, some of them with cogni-
tive impairment, who could have been considered a
vulnerable group, and therefore they could have been
excluded from participating. In the Helsinki declaration
it is stated, however, that underrepresented groups
should “be provided appropriate access to participation
in research” [16] and this guided the inclusion of partici-
pants in the present study. To give the participants ap-
propriate access, the language used in the information
letter was adjusted by using short sentences and a large
font size. Before the start of each interview, the partici-
pants had time to read the information and get it
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verbally from the interviewer. They were informed about
the aim of the study, the voluntariness of participation,
that they could terminate their involvement at any time
without needing to give a reason, and that their involve-
ment would not in any way affect their regular care or
medical treatments. All interviews were conducted by
healthcare professionals experienced in working with the
target population and all participants were deemed com-
petent to consent.

Results

From the perspective of the participants, the experience
of being involved in research was understood as a
process (see Fig. 1) that started in the category of Con-
tributing to making a difference for oneself and others,
which gave the participants the incentive to be involved
in research and place themselves on the threshold to the
world of research. This is described in the following sub-
categories: Getting a break from everyday life, Wanting
to address everyday problems, Wanting to enrich re-
search with one’s historical perspective, and To do good
for others.

The participants’ involvement was influenced by them
being in a context where their circumstances were influ-
enced by Living a frail existence. Being involved in re-
search meant that they as participants challenged
themselves by placing themselves in the unusual position
of Being on somebody else’s turf. This challenge in turn
influenced whether they were content with their partici-
pation or whether they could find new incentives for in-
volvement, which is described in the subcategories of
Doubting one’s role and Growing as a research partici-
pant. This process is symbolised in the core category of
Challenging oneself on the threshold to the world of
research.
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Contributing to making a difference for oneself and
others

When asked to participate in research, an opportunity of
Contributing to making a difference for oneself and others
was given, which worked as an incentive or motive for
participation. By contributing to research, they were
given the opportunity to influence their lives, both dir-
ectly by being involved but also by using the occasion as
a way of giving voice to their experiences. They were
thus motivated both by selfish and more altruistic ideals.
Four subcategories were identified; Getting a break from
everyday life, Wanting to address everyday problems,
Wanting to enrich research with one’s historical perspec-
tive and To do good for others.

Getting a break from everyday life

For the participants, one motive for getting involved in
research was that they could get a break from everyday
life and were given the opportunity for social exchange
with a researcher. This meant that by being involved in
research, they were given the opportunity to get time
with another person, which was something they missed
in their everyday lives. That it was a research activity
mattered less than the interpersonal exchange taking
place and that something out of the ordinary happened.
As Majken described being visited by a researcher:

‘It’s fun, everything that happens is fun. You know,
you're so incredibly lonely when you are this old. So
you welcome every break with open arms’ [Inter-
view 4]

Wanting to address everyday problems

By being involved in research, the chance was given — or
taken — to address problems close to everyday life. It
was seen as an opportunity to talk about situations and

Contributing

others

G

/ Living a frail existence \

Challenging oneself on

to making a Being on
difference for the threshold somebody
oneself and else’s turf

to the world of research

4

Fig. 1 A figure to visualise the processes of the participants’ experiences of involvement in research and how the categories interact
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events from everyday life or life in general that they ex-
perienced might be improved by more research. This
could be self-perceived problems, things that had af-
fected others nearby but also analyses of things that they
had seen or come across in their surroundings. In dia-
logue with researchers, who the participants generally
considered to be working with social development, a
space was created for the frail older persons to express
their concerns, perceived problems or other things that
they wished that researchers would be able to contribute
towards improving. One example of this was when Bengt
said at the end of the interview:

‘T've got this thing ... I don’t know if it has anything
to do with this, but I am absolutely not happy with it,
and there are many [who think] like me, and that’s
accessibility when it comes to primary care’ [Inter-
view 8]

Wanting to enrich research with one’s historical perspective
The participants saw themselves as an important group
that should be given a greater opportunity to enrich re-
search as they by virtue of their age have experiences
and a historical perspective that no other group in soci-
ety has. They described how they could make historical
comparisons based both on their own personal experi-
ences and experiences they shared with other older
people. The participants experienced that society in gen-
eral was bad at utilising older persons’ viewpoints and
that by being involved in research, they would be able to
enrich research and social development. For example,
Allan described how older people’s involvement in re-
search could make a difference:

‘Completely different questions and different per-
spectives so to speak. That would be appreciated on
both sides I think.” [Interview 5]

To do good for others

Involvement in research was described as an oppor-
tunity to be of use and make a positive contribution
for others. This was because research was seen as
something that contributes to progress and helps so-
ciety to develop for the better. The participants also
wanted to contribute on an interpersonal level by
helping the researcher they had personal contact with
to succeed with their project. The participants consid-
ered it to be their duty to participate and contribute
if they could. The most important thing was not what
the research was about but that it was them as per-
sons who had been asked. Considering themselves to
be representatives for their own group added to the
motivation the participants felt to do good for re-
search that could help the whole group of frail older
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people. One example can be found in how Ulla-Britt
explains why she decided to be involved in research:

‘No, I'm thinking why wouldn’t one do it. If it helps
someone in some way ... Of course one should do
it.” [Interview 6]

Living a frail existence

Living a frail existence was characterised by living with
physical and social changes when everyday life is influ-
enced by ageing. Ageing meant living with various phys-
ical limitations and illnesses that impacted on the
conditions for how and where it was possible for them
to be involved in research. As Goéran who lived at a re-
tirement home and used a wheelchair described the im-
portance of the researcher making home visits:

‘T have very much been stuck here ... Way too much
. So I have gotten problems with my legs. I'm
handicapped’ [Interview 10]

Ageing was described as a process with a changing so-
cial situation and diminishing social network as both
family members and acquaintances their own age pass
away. Living a frail existence was experienced as a
change in the activities participants now were able to
partake in compared to before. Mirta, who only left her
apartment once per quarter year, described this chan-
ging social network:

‘Because when all old friends are gone you get so
lonely. And the kids, they have their own families
and jobs after all so they can’t be with grandma all
the time. It’s not possible’ [Interview 1]

There was both a carefulness and a longing to be in-
volved in different types of activities because they had
already stopped or been forced to cut back on activities
in their lives. Having fewer activities and a diminished
social network led to the experience that frail older
people were outside of social development and that they
were of lower status as a group.

Being on someone else’s turf

When meeting with the researcher, the participants ex-
perienced inequality when they compared themselves to
the high status and expertise that they experienced that
the researcher stood for. Being involved in research was
something new and unfamiliar that was not part of the
participants’ everyday lives. The research topic played
into the participants’ sense of insecurity in various ways
depending on the extent to which they felt that the re-
search came close to their own area of expertise, namely
their everyday lives. Even when the researcher visited
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the participants in their everyday lives, they experienced
it as though they were on somebody else’s turf. This was
due to the fact that the visit was characterised by it be-
ing the visiting researcher who was in charge and con-
trolled the conditions for how and when the participants
were in the research process, which information they
were given and when their role as research participants
was over.

Two subcategories were identified; Doubting one’s role
and Growing as a research participant. These were two
different dynamic processes that to varying extents oc-
curred simultaneously in the research participants and
influenced how participants viewed their contribution to
research and how they felt about further involvement in
research.

Doubting one’s role as research participant

There was an uncertainty surrounding the expecta-
tions of what the role of a research participant would
entail. The participants saw themselves as amateurs
and were not sure about what they could contrib-
ute with as compared to other persons who they
thought were better suited. Research was perceived as
something that others do. When it was considered
difficult to participate in research, the participants
found comfort in the fact that a researcher had
deemed them suitable to be involved in research.
They dealt with their insecurities as research partici-
pants by doing as well as they could, at the same
time as they tried to give the best possible answers
based on what they expected that the researcher
wanted to hear. Sune expressed his insecurities about
what he would be able to contribute with:

Sune: No ... No so I think that I don’t have much to
contribute.

Interviewer: No.
Sune: No, I don’t you see.

Interviewer: To ... To research or to the
conversation?

Sune: To what you are after.

Interviewer: No. You say many interesting things
Sune.

Sune: What?
Interviewer: You say many interesting things.

Sune: Yes. That can happen [Interview 14].
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Growing in one’s role as research participant

In the process of research, as participants were affirmed
by the researcher in that their experiences and thoughts
were important and interesting, they also felt affirmed in
being important to society and able to make a positive
contribution. The respect that they felt they were given
by the researcher influenced not only how the partici-
pants saw their involvement in the research process, but
also how others in their surroundings were influenced in
that they experienced the participants as being more
respected as persons. One example of how participants
thought they were being more respected by people in
their surroundings can be found in Mirta proudly show-
ing a diploma that she received as a thank you for par-
ticipating in another study:

“Mirta: Yes, I don’t know but they [home health
service staff] admire me differently. [they say] - Do
you have a diploma, from the university.

Interviewer: Then they are impressed?

Mirta: Yes, they are impressed. So am L It's a bit
haughty to show this. They take a look, [and say] —
what’s that? What have you been involved in?

Interviewer: You show the home health service
staff?

Miarta: Sure, they get to see it. I have it out, so they
all can see it.” [Interview 1]

By growing as research participants, an interest and
desire to be more involved could be evoked. The key to
further involvement consisted of that researchers
assessed them as valuable and of what would be
demanded of them as participants.

Challenging oneself on the threshold to the world of
research

The core category of Challenging oneself on the threshold
to the world of research symbolises the process that the
participants went through when they reasoned with re-
searchers based on their experiences of how they as per-
sons could consider to be involved in a research project.
The threshold to the world of research symbolises the
distance they experienced between those who conduct
research and those who participate in it. The way and
the extent to which they wished to be involved in re-
search ranged from standing on the threshold and being
observed as an object on one end, to taking a step into
the room of research and being involved as a partner on
the other.
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The participants’ motives for challenging themselves
on the threshold to the world of research were influ-
enced by their experiences of the frail lives they were liv-
ing, but also by the experiences they gained from being
involved on someone else’s turf and the incentives that
this could give.

On the threshold, they were striving for equilibrium,
and the challenge lay in balancing one’s own precondi-
tions against the expectations growing out of the con-
trast of living a frail life and the unfamiliarity of being
on someone else’s turf. This can be understood as a
thought process where the participants sought to find
their own role and form of involvement by assessing
their capabilities in relation to what they themselves and
the researchers wished for them to do.

Discussion

The aim of this study was to explore frail older people’s
experiences of involvement in research. The results
showed that there seems to be variation in how frail
older people want to and can be involved in research.
This experience is shown in the core category Challen-
ging oneself on the threshold to the world of research that
is influenced by several different sub-processes that
interact with one another. The study thereby contributes
with knowledge on frail older people’s experiences of
and reasoning about being involved in research. Earlier
studies on frail older people’s view on involvement in re-
search are scarce, if not non-existent. The little there is,
is mostly written from the researcher’s perspective and
is mostly anecdotal [17]. In a review by Brett et al. [18]
on how involvement in research can impact on users,
few studies are on older people in general, with most of
them presumably being younger and healthier than the
participants in our study [18].

A central finding of our study pertains to how frail
older peoples’ experiences and reasoning about being in-
volved in research is influenced by their experiences of
power structures stemming from the contrast they expe-
rienced between their frail existence and research as
something that is done on somebody else’s turf. In their
frail existence, the participants had experiences of how
physical changes influenced life and lead to an increas-
ingly socially isolated existence. This experience shares
similarities with how Sjoberg et al. [19] describe existen-
tial loneliness for frail older people. They describe how
frail older people feel trapped in their frail and deterio-
rated bodies, which leads to isolation. How they feel
abandoned, miss having somebody to share their every-
day lives with, and a feeling of a lack of meaning when
they do not feel connected to their surroundings and the
rest of society [19]. Our results suggest that involvement
in research could be a way of alleviating frail older peo-
ples’ feelings of existential loneliness.
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The fact that the participants experienced a difference
in power between researchers and themselves as partici-
pants in our study could present a risk for participants
experiencing their involvement as a symbolic representa-
tion (tokenism), that is to say that they experience that
the researchers are not genuinely interested in what the
participants contribute with. If the involvement of users
in research is due to demands on the policy level, with-
out a genuine interest on the researchers’ side to con-
duct research with users, their involvement runs the risk
of being nothing more than what Buck et al. [20] de-
scribe as ‘ticking a political box’ [20].

The participants of our study had different motives or
incentives for participating in research. These motives
are similar to the proactive motives that Cox and McDo-
nald [21] describe in their article on motives for research
participation in health research. Proactive motives refer
to when participants choose to participate based on their
own volition [21]. The proactive motives of the partici-
pants in our study oscillate between favouring them-
selves (self-orientation) and others (social orientation).
This was for instance the case in the subcategory of Get-
ting a break from everyday life, which was a proactive
way of fulfilling one’s own need of social interaction.
Participants favouring themselves can, according to Cox
and McDonald [21], lead to a feeling of increased em-
powerment. The feeling of empowerment may have been
a part of how the participants in our study could grow
into the role of research participant by way of feeling
that they succeed in fulfilling their motives in the sub-
categories of Wanting to address everyday problems and
Wanting to enrich research with one’s historical perspec-
tive [21]. Similar variation of motives for participation
have been found in a study by Dahlin-Ivanoff et al. [22].
Even though the Dahlin-Ivanoff study was conducted on
a younger and healthier sample, described motives for
participation in research ranged from self-serving to al-
truistic ones. In our study, the participants highlighted
the social dimension of participation. That this was not
described by the participants in the study by Dahlin-
Ivanoff et al. [22], which could be due to the studies’ dif-
ferent aims, or because the social dimension of participa-
tion might be more important for frail older people than
the younger population in the Dahlin-Ivanoff study [22].

The participants found strength in receiving affirm-
ation of being important and meaningful by researchers,
who are a group that they perceive to be of high status.
They were affirmed in that the historical perspective
they could and wanted to contribute with also is of
interest for society at large. The researcher’s attitude to-
wards participants and the affirmation they received in-
fluenced the way in which they could grow as research
participants. Dudley et al. [23] write about how the re-
searcher’s attitude impacts on the experience of how
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users influence research. Those with a negative attitude
towards user involvement experienced that the research
had not been impacted, whereas those with a positive at-
titude found that the research had been influenced [23].
Our study participants’ experiences of how ageing had
changed the conditions for what they can do and which
social contexts they find themselves in may also explain
why many may feel ill-suited to be research participants.
At the same time, it also points to the importance of
positive affirmation from a researcher that they are cap-
able people when they are faced with the unfamiliar op-
portunity to be involved in research.

Our results emphasise the centrality of the relation be-
tween the researcher and the participants and the im-
portance of the researcher’s attitude towards
the participants’ capabilities, as the latter seems to be
meaningful for how frail older people feel about the op-
portunity of being involved in research. Being able to co-
operate and meet frail older people seem to be
important skills that researchers must have in order for
frail older people to be able to be involved in research.
Our results point to the significance for there to be a
space for variation in how frail older people can be in-
volved based on their wishes and individual circum-
stances. One approach that allows for this variation can
be found in Buck et al’s [19] description of a successful
research cooperation between researchers and users,
where the researcher needs to be both flexible and re-
sponsive. Being responsive and flexible means that users’
contribution is not pre-determined before the start of a
project, but rather that it takes the form of a joined en-
deavour that entails a real sharing of power [19]. This
may be contrasted to those who want to determine
everything in advance, or are determined to do it to-
gether. One way of starting a research project between
researchers and external actors is described in a case
study by Barenfeld et al. [24]. Their project involved a
process of finding a common ground to the problem of
researchers and external actors coming from two differ-
ent worlds where there is a lack of understanding for the
other’s perspective, situation and view of the project.
The process of finding a common ground was eased by
clarifying the overarching expectations, using a shared
language and trying to work on equal terms to counter
hierarchical conceptions of power imbalance [24].

Challenges inherent in forming an equal relationship
between researchers and participants emerged in our
study and have also been described in previous research
[25, 26]. One could argue that there are two different
ways of diminishing this perceived inequality. One is
that participants are offered education in order to
thereby increase their knowledge about the process of
research and thus come closer to the researcher’s high
status [27]. The other way is to affirm the participants’
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and researchers’ different areas of expertise, that it is
precisely because they have not been schooled within
academia that they can enrich research.

In the encounter between participants and re-
searchers in our study, there was a power relation that
was influenced by the fact that the two parts had differ-
ent areas of expertise. Gaby et al. [28] propose that the
power relation in the relationship between the re-
searcher and participant is influenced by them having
different expectations, interests, needs and feelings re-
garding research based on the different contexts they
come from. One way for researchers to challenge the
dominant ideologies and structures that tend to reduce
research participants to objects is by way of adapting a
person-centred approach towards the participants. A
person-centred approach in research builds on a view
that everyone involved are people who are relational be-
ings and that it is in our relationships to other people
that we can grow. From this view, this is what allows
new knowledge to be formed in the meeting between re-
searchers and participants [28].

Our study was built on showing a genuine interest and
attention to the participants in order to create a space
for communication through dialogue, where participants
with their expertise would be able to make their voices
heard and where our different perspectives would be
seen as a strength in our collaboration. Similar to Gaby
et al. [28], our results show that being involved in re-
search can lead to a feeling of empowerment in the par-
ticipants by way of allowing them to build their capacity
in collaboration with researchers. For this knowledge
that is shaped in the relation between researcher and
participant to be able to be understood in its context, it
is necessary for the researcher to adapt a critical reflex-
ive approach. This requires the researchers themselves
to be aware of their own position and status [28]. A
person-centred approach in research can be that the re-
searcher is responsive and flexible with regards to the
participants’ circumstances, and contributes to optimis-
ing the participants’ influence on the research process
based on this.

Methodological limitations

According to Charmaz [10], the results of a study are
dependent on its context, the situation, time, place and
culture in which it is carried out. This study therefore
needs to be understood within its specific context and
the selection of participants. One limitation with this
study is that the participants were discussing involve-
ment in research without having any first-hand experi-
ence of it, or, for those who had experiences of it,
discussing earlier experiences when their life situation
was different. However, as the participants’ experiences
were discussed in the context of collaboration with
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researchers, their experiences of participation in research
as data sources with face to face contact with a re-
searcher in the randomised controlled study they were
recruited from, made them relevant for discussing in-
volvement in research. Thus, even if our findings inform
both quantitative and qualitative research, they are less
applicable to research without face to face contact be-
tween frail older people and researchers, such as filling
in surveys by themselves. Another limitation in our sam-
ple is that participants were recruited by people respon-
sible for a larger population of participants in another
study. That we ourselves were not entirely in charge of
the process of inclusion may have influenced which
people were asked to participate. For example, all our
participants were Swedish-speaking. The experiences of
involvement in research of frail older people who do not
speak Swedish is thus something our results do not
address.

One strength in our population is that we were able to
include people with a range of cognitive abilities. That
people with cognitive impairment are excluded from re-
search is still common in geriatric research, often with-
out explanation of why or any discussion on how it
influences the results’ representativeness of older people
as a group, where cognitive impairment is common. It
seems as though dementia or cognitive impairment are
regarded as impacting on the possibility to participate in
research [7], instead of considering all participants to be
individual persons with different capabilities. In our ma-
terial there are for example interviews with people with
low MMT, and in spite of, or precisely because of this,
these interviews could contribute to our results with im-
portant insights and experiences.

Not having the strength, will or capacity to be inter-
viewed for a certain length of time should not be what
matters for whether or not one is considered suitable for
participation, but rather it is what is said that matters
and that is not possible to know before the interview has
been conducted. An interview lasting 14 min can contain
more important pieces of a puzzle than an interview that
lasts several hours. In this study, no interview had to be
terminated because a participant felt tired; rather, there
was a desire for more conversation and social exchange.
There may be a risk when the researcher starts the inter-
view with the view that the other is a vulnerable person
that one needs to be especially careful with.

Conclusions

In conclusion, this study contributes with an under-
standing of how frail older people can and want to be in-
volved in research, and that frail older people have a
varied capacity to be involved. But in what way and how
is difficult to know before they have been involved in the
process of research. In collaboration with researchers,
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frail older people are given the chance to assess what
they want to and are able to do. Our results advocate
that it is problematic to exclude frail older people a
priori and that there is potential for new perspectives
and knowledge to be shaped in the encounter and in the
relationship between the researcher and the frail older
person.

In the research relationship between the frail older
person and the researcher, there are opportunities, but
also obstacles based on the different worlds both come
from. In research without user involvement, there are
needs, perspectives and resources that run the risk of be-
ing left out. For research to be able to cater to frail older
people’s needs of health services, their voices need to be
heard and taken into consideration. Otherwise, there is a
risk that health services will continue to treat the group
of frail older people based on the wishes and perspec-
tives of other groups.
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Introduction: Both research and health care services seem challenged to fulfil submitted
the desires and needs of an ageing population. User involvement has been

advocated for as a way to co-design health care services to increase relevance

and impact of both research and clinical practice. Therefore, this study draws

on a local Swedish development project based on a guide to promote user Key words:
involvement through experience-based co-design of health care services, with Resegrch,
the aim to explore nursing home staff experiences of such co-design with frail Nursing home,
older persons. Frailty, User
Method: A focus group methodology was used. A total of 17 nursing home involvement,
staff members (15 women and two men) participated in four focus groups, two Health

at each nursing home. Both homogeneity and heterogeneity was strived for Personnel

among the participants.

Results: The analysis is summarised in the overarching theme “Moving from
object towards person” which describes the co-design process as a real eye-
opener for staff in terms of realising the capability of both the frail older
persons and themselves, and changing the relational dynamics between them.
This is visualised in five sub-themes.

Conclusion: The co-design project revealed a discrepancy between the
participants’ pre-understandings of the capabilities of frail older people and
what they actually were able to contribute with. The co-design process was
experienced to change the relational dynamics between the participants and the
frail older people and reinforced their importance for each other.

Introduction

More and more people live to experience age-
related changes that manifest themselves as
frailty and disability [1] and research and health
care services meet challenges with fulfilling the
desires and needs of an ageing population [2].
User involvement has been advocated for as a
way to co-design health care services [3], and to
increase relevance and impact of both research
and clinical practice [4]. Co-design is an

inductive approach to innovation, actively
encouraging all people involved to set priorities
together and support the transition between
research, policy and practice [5], especially in
complex organisational settings [6] such as
nursing homes. In co-design approaches,
subjective expetiences of health and social care
services are typically explored through
interviews and observations [7] to identify what
needs to change and how to go about making



those changes [8]. In an attempt for Swedish
nursing homes to be fit-for-purpose, Swedish
Association of Local Authorities and Regions
developed a guide to promote user involvement
through experience-based co-design of health
care services [9]. The foundation for the guide
is the call for healthcare systems to be
responsive to the needs of the population in
order to provide quality services [10]. As
described in previous research, this requires
user involvement in both research and design of
health and social cate setvices [11], but there are
knowledge gaps, both with regards to how to
make use of frail older persons’ knowledge in
research [12], and on how they could be
involved to influence health care services that
are available to them.

Nursing homes in Sweden provide nursing and
health care service to persons 65 years of age
and older in a home-like environment [13].
Factors associated with transition to a nutsing
home are frailty, cognitive and physical
impairment [14], and the level of care and
support the person receives depends on
professional assessments of their abilities [13].
Thus, persons who live in nursing homes are
typically physically frail and live with multiple
health problems [15], and they have access to
direct care staff (mainly assistant nurses with
upper secondary care education) round-the-
clock [13, 16]. Nursing home staff are thus key
actors in shaping social situations for frail older
persons living in nursing homes [17].
Backhouse et al. [18] describe attitudes from
nursing home staff towards the older petsons as
both facilitators and barriers for co-design of
nursing home health care services [18]. Few
attempts have been made to involve frail older
persons in nursing homes in co-design of health
care services, and amongst the ones that have
succeeded, the older persons have mainly been
part of reference groups in large research
projects, or been collaborators in minor
research projects [18]. It is important to
understand what could facilitate or hinder co-
design of nursing home health care services
with and for frail older persons. As part of
research programme on how to optimise user
involvement in research on ageing and health
[19], this study therefore draws on the
previously mentioned user involvement project

in Swedish nursing homes [9] to explore nursing
home staff experiences of co-designing health
care services with frail older persons.

Methods

Study context

The study was conducted at two publicly run
nursing homes that were part of the national co-
design development project [9] that aimed to
visualise the perspectives of frail older persons
living in nursing homes. The goal was to
identify needs for changes to care environment,
and implement them to increase the older
persons’ well-being. This meant that older
persons and staff took part in different activities
together such as discussions on needs of the
older persons in the nursing home
environment. The intention was to involve as
many of the older persons as possible in the
project. The two nursing homes were located in
two different suburbs of a mid-sized Swedish
city, and housed 70 and 100 persons
respectively. About 80% of the persons living in
the nursing homes had a dementia diagnosis.

Design

Focus groups were conducted to generate
qualitative data on nursing home staff
experiences and views from different
perspectives. Based on social constructivism,
the focus group methodology builds on
interaction between participants to clarify their
views and experiences, and provide them with
opportunities to stimulate each other in
discussions to explore new issues that arise [20,
21]. In this study, this meant that nursing home
staff participated in focus group discussions to
generate data on their experiences of co-
designing nursing home care with frail older
persons. Joint experiences and views of co-
design with frail older persons were clarified
and discussed through group interaction.

Participants

A total of 17 staff members (15 women and two
men) participated in four focus groups, two at
each nursing home, with between three and five
participants per group. Homogeneity among
the participants was strived for in terms of
shared experiences of being part of the same
project and caring for frail older persons in a
nursing home. Heterogeneity was also strived

for in order to capture a diversity of experiences
and to broaden the discussions [20, 21]. In this
study, this meant that the participants’ age
ranged from 34 to 65 years, their work
experience ranged from four to 30 years and
four of the participants had another mother
tongue than Swedish. One participant was
employed as service developer at one of the
nursing homes and the rest of the participants
were employed as assistant nurses.

Procedure

Participants were invited to participate through
nursing home managers who provided them
with written information on the study aim and
what it would require of them who chose to
participate.  Interested  participants ~ were
scheduled in for a focus group discussion at the
nursing  home, which started with an
opportunity for participants to ask questions
about the study before signing informed
consent. The researchers also informed the
participants  about the voluntariness of
participation, and emphasised that they could
interrupt their participation at any stage without
negative consequences for them professionally
or personally. They were also ensured that they
would be kept confidential in all reports on the
study. All participants gave their written
consent to participate before commencement
of the discussions.

The focus groups were conducted during the
participants’ work hours and lasted between 65
to 74 minutes, starting with a description of the
study aim and the structure for the focus group.
Researchers put emphasis on the importance of
the participants to share their experiences freely,
and the moderator opened up the discussion
with a question about the participants’ work
with the older persons at the nursing home,
followed up by questions to deepen the
discussion on the co-design process. The first
author moderated three focus groups and
observed one and last author moderated one
focus group and observed three. The moderator
had responsibility to make sure that everyone
had the opportunity to make their voices heard,
and to stimulate interaction. The observer took
notes on non-vetbal  situations and
interruptions. All focus groups were recorded
digitally and transcribed for analysis.

Data analysis

The analysis was based on the method for focus
groups described by Krueger and Casey [22].
The analysis was made in Swedish and stayed
close to the data not to lose content and
meaning. First, the focus groups were listened
to repeatedly by the first author, who also read
the transcripts and field notes carefully. This
step resulted in preliminary themes that were
discussed with the second and last authort.
Secondly, the first author sorted the data
according to analytical questions on what had
been done during the co-design process, how it
was done and why. The sorted data were
condensed to describe the content of the focus
groups and discussed in depth with the second
author. The meanings of the condensations
were compared to the preliminary themes that
were revised through discussions between the
first and second author. Finally, the revised
themes were discussed among all authors to
reach a final interpretation of the abstract
understanding of the meaning of the focus
group discussions.

Results

The analysis resulted in the overarching theme;
“Moving ~ from object  towards person”, which
describes how the co-design process became an
eye-opener, involving a change in how the
participants perceived the frail older persons, as
well as themselves. When working together in a
joint project, the participants became aware of
the frail older persons’ personal characteristics,
and discovered abilities that had previously
been hidden by the staff-resident role. The co-
design process changed the dynamic between
the participants and the frail older persons,
from being staff who care for residents in a
rather objective manner, to becoming persons
who work actively together in a joint project.
This change was interpreted to start with the
participants discovering the frail older persons’
unexpected abilities, which meant that they
could meet each person where they were. This,
in turn, gave the participants new insights and
perspectives that made them realise that they
needed to become more of a person in their
professional role to become true advocates for
the frail older persons’ needs. This process is
described in detail below in five sub-themes.




Discovering frail older persons’ unexpected abilities
This sub-theme illustrates the co-design process
as a means for the participants to interact with
the older persons in a different way than before.
Opening up for collaboration with all persons
at the nursing home, the co-design project
provided them with tools to discover frail older
persons’ abilities that had previously been
hidden by physical frailty and disability.
Contrary to the participant’s professional
experiences of frail older persons being in need
of extensive support, the frail older persons’
abilities to co-design came as a surprise to the
participants. The co-design thus facilitated
interaction that made it possible for them to
discover new sides of the frail older persons,
sides that had not been visible in daily care
relations. When talking to the frail older
persons, the participants became aware that
even the frailest persons had resources and
expertise of relevance for the co-design process.
For instance, the participants described that
when being encouraged to ask all the frail older
persons questions, regardless of their functional
and cognitive abilities, they got responses that
they did not expect. An example of this was
given in focus group two.

“P1: 1 was very surprised by the answers we got from the
residents. That they bad so many thonghts and ideas,
sort of experiences they shared, you didn’t think so, that
they wonld answer like that. So they, many of them were
quite quiet and sort of cantions ladies. One, she was
postured like this, shrunken down, “you're welcome to
come in, and so”, for every question 1 asked ber, the more
she sort of stretched out. In the end, she kind of spoke
Sfreely. There was no need for me to ask questions, she
had become so proud that she was able to answer, that
she participated.

M: Is this something you all experienced when working
with these questions?

P2: First and foremost it was so amusing that they who
we didn’t thought would answer, that they did answer
and the ones we thought maybe were more alert, no they
didn’t want to answer. But the ones who didn’t, if you
gave them some time, then a lot came, and “we can do
like this...”

P1: Definitel.

P3: I think it’s about participation, that we are
listening,.

P2: That we are listening, the most difficult thing has
been to wait for the answer, but that it has come. The
ones we didn’t though was going to be able to answer have
answered.”’

Meeting each person where they are

Through discovering, and acknowledging, the
frail older persons’ unexpected abilities in the
co-design process, the participants described
that they could meet each person where they
were. This meant that they combined their
professional knowledge on frailty and daily care
with their personal understanding of each frail
older person. Through a flexible approach, the
participants could adapt to each person and act
differently depending on the frail older person’s
daily mood and functioning. To compensate for
such variation, the co-design process was not
limited to one chance or one meeting between
a participant and a frail older person. Rather, it
was seen as a continuous process that took
place in different situations and in different
spaces, as well as during different times and
between different persons. The co-design was
also facilitated by trying out different
approaches, and by prompting discussions with
the older persons using probe questions. This
was described as a balancing act, which
sometimes could move towards persuasion
through suggesting things that the participants
themselves perceived as needs of the older
persons. Participants in focus group four gave
examples on the flexible approach when co-
designing.

"P1: Like I scheduled time with some of mine and came
with papers and sat and wrote and such. They thonght
it was fun, that they were needed. They kind of can do
something good. But some, "No, I don’t quite know if 1
want 10" like that. So, then you had to go in and just
talk a little while you perbaps made the bed and such.
So, it's a little different but a lot was; “How is a good
day for you?” and “What wonld it look like if it wasn’t
200d?”, “How would you, if you can think freely? How
would it look?”, or ab but you know so. But they are
shy, so you have had to pull a lot, and gently persuade
and kind of walk around and so on. Imagine how
practical it would be to just sit and just turn on the light

or something with a button. "No, no it's all right as it
is now."" Sort of little like that, "yes, yes, but when you
say that, maybe it wonld not be such a bad idea

"o

amyway".

Gaining new insights and perspectives

Gaining new insights and perspectives meant
learning from the frail older persons’ narrations
on their abilities, and from reflection over one’s
own work when meeting each frail older person
where they were. By putting themselves in the
frail older person’s shoes, the co-design process
contributed with new insights and perspectives
for the participants, on what it may mean to live
and work in a nursing home. It also brought
with it changes to how the participants
perceived and treated both themselves and the
frail older persons. The frail older persons’
abilities to co-design were a contrast to the
participants pre-understanding of the abilities
of frail older persons who are granted an
apartment in a nursing home. Before the co-
design project, the participants had based their
understanding of the frail older persons on their
disabilities rather than on their abilities, and on
their extensive needs of help and support with
daily care. In the co-design project, all people
were regarded as capable persons, a new
perspective, reflected both in how the
participants perceived the frail older persons
and themselves. This involved a positive change
to the relationship between the participants and
the frail older persons, through the new insight
of how important they were for the older
persons. Below is an example from focus group
two how the co-design process had given them
a new perspective on what it meant to be living
in a nursing home by putting themselves in the
frail older person’s shoes.

“P3: I'm scared to death.

P4: But do you know what?

P3: Scared to death to end up here and have a door that’s
locked and have someone that just pours this much wine
to me a Friday night.

Whole group: Langhter

P3: Or something, when it exists boxes (of wine) that I
can just push. And when 1 have forgotten how, that they

teach me. No but honestly god, give them a glace of wine,
they take so much medicine, but come on!

P4: Yeah, what difference does it make?”

Beconzing more of a person in one’s professional role
Contrasting the general view of nursing home
staff as executors of tasks, the co-design process
made it possible for the participants to become
mote of a person in their professional role. This
meant that they could make use of both
professional and personal knowledge and
expertise in their work. Providing time to really
listen to the frail older persons’ narratives, the
co-design process represented a different way
of working compared to usual practice. It gave
the participants an opportunity to develop their
relationships with the frail older persons
through exchange of expertise between two
persons. This contributed to a deeper and more
personal understanding of the frail older
persons, and the participants felt acknowledged
as important for the frail older persons. They
became positively surprised by the frail older
persons’ narrations of the significance of staff
being persons who care for them and for one
another, as compared to the role of being staff
member and residents who are in a professional
relationship  built on one-sided physical
dependence. In focus group one the
participants described how the co-design
process illuminated their importance as persons
for the older persons.

“P2: But the questionnaire that we had for the old, it
wasn'’t $o easy to ask questions to demented people. But
we managed quite good in this house, to ask questions.
But what came was fascinating and brought to our
attention. We wrote a lot down on post-it notes. We
made them with answers about relatives, staff and such
and the overwhelpring majority of post-it notes was about
us, the staff, what they said about us, how they expressed
themselves, that was very fascinating actually.

M: And what conld that be?

P2: 1t conld be a resident for example who doesn’t say
50 much... she kind of started to talk, at least a little,
and we understood each other and 1 asked; “What
mafkes you happy?” We tried to have some easy
questions, kind of general, that we asked when the
opportunity came. And she was quite for a long tinme, so




I began to think that it didn’t go so well, “Hey you” she
said, and we got, we discovered a lot of such things like;
“When I see you”, so it was really fascinating actually,
to hear how important we are. 1t isn’t this that we
organise like activities. Yeah, of course, some of them
mentioned this with activities and such but it wasn’t the
majority actually. 1t was more like; “1 feel good when
you are here”, very 1 have to say, a very strong message.

Beconzing a true advocate for the older persons’ needs
Going through the process of co-designing with
frail older persons in the nursing home, the
participants described that they became true
advocates for the frail older persons’ needs.
This meant that the personal relationships that
they developed as a result of the co-design
process made it possible for the participants to
become the frail older persons’ voices in
relation to the desires and needs of relatives and
management. The  co-design facilitated
dialogues on the older persons’ desires and
needs, and allowed the participants to be
innovative and come up with new ideas
together with the frail older persons. Some of
the ideas were actualised as part of the project,
allowing the participants to advocate for the
frail older persons’ own perspectives of what
their needs were. The participants felt
strengthened to attend to the frail older persons’
actual needs in their daily work, and the
collaboration between them and the frail older
persons gave the participants mandate to stand
up for what they did or did not do when
relatives came to question them. It also meant
that they got opportunities to implement
changes that management had previously
rejected. The participants gave an example in
focus group one of how they acted as true
advocates for the older persons’ needs.

"P2: This closeness, that's what they need, becanse they
are 50 lost in themselves and their activities. .. they want
10 be where we are. I think that and it was actually what
was really nice that it came out so clearly. Because we
already know this. We bave known this for all these
years, but no one has been interested in it. Because
everyone needs to go out, everyone must do that and
everyone should do that, well that is not the case at all.

M: Then you kind of got some support for it, your
experience that it was s0?

P4: Who see them most then? We who work with them
or someone who stands outside. 1t’s like that you know.
No need to go further than to relatives who say that,
“Mum wants to go out for a walk.” but she bas not done
that for the last five years perbaps. But then the daughter
or son thinks that the mum... she wants to go out for a
walk but she does not want to, she wants to sit with us

and have a cup of coffee instead.
P3: Or read the newspaper.

Discussion

This study was conducted with the aim to
explore nursing home staff experiences of co-
designing health cate services with frail older
persons. The major finding is the visualisation
of co-design as an eye-opener for the
participants, which involved a process of
realising the actual capability of both the older
persons and themselves, described in the
overarching theme “Moving from object
towards person”. This contributes with
knowledge on how co-design processes could
challenge preconceptions about ageing and
frailty in general, and nursing home health care
services specifically, and also how it could
influence the relationship between frail older
persons and staff in nursing homes. Previous
research about involvement of frail older
persons living in nursing homes in research has
applied collaborative or consultative
approaches [23], but to the best of our
knowledge, no previous studies have explored
the experiences of such approaches.

Another important interpretation of the present
findings is an underlying criticism towards the
task-oriented culture of many nursing homes.
When tasks need to be completed in a similar
way for all persons, without attending to each
person’s opportunities and prerequisites, staff
may feel like they care for an object rather than
a person. According to Beck et al [24], a task-
oriented culture could create a dilemma for
nursing home staff, as they may feel that the
relational needs of the frail older people are not
prioritised over the expectations of relatives,
managers and registered nurses [24]. The sub-
theme “Becoming a true advocate for the older
persons’ needs”, describes how the participants’
experienced a strengthened role in relation to

managers and relatives when co-designing with
the frail older persons and this can be
interpreted as how the participants took a step
towards higher prioritising of being with the
older persons rather than simply doing things
for them.

To co-design gave the participants in the
present study an opportunity to have different
kinds of conversations with the frail older
persons than they petceived that they usually
had. The conversations wete characterised by
listening to the narratives of the frail older
persons in order to discover their individual
experiences, resources and needs. This enriched
the image of the people living in the nursing
home as persons, rather than just belonging to
the group of frail nursing home residents. This
is reminiscent of a person-centred conversation
which is based on how Ricoeur [25] desctibes
that a person consists of both a who, or ipse
which is the person’s unique personality, and a
what, or idem, that refers to the elements that
are shared with others [25]. The person-centred
type of conversations the participants had with
the frail older persons created an opportunity
for new experiences to emerge, complementing
previous research that has not given voice to
frail older persons. Fricker [26] describes how
epistemic injustice arises when persons who
have legitimate reasons to be involved in
creating new knowledge do not get to
contribute in their capacity as a knower.
According to Fricker [26], thete are two
different ways in which epistemic injustice
occurs, through testimonial injustice and
through hermeneutical injustice [26]. For frail
older persons, testimonial injustice could take
place when prejudices that the listener has does
not give credibility to the frail older persons’
statements, which indicates that they are not
credible sources of new knowledge. Fricker [20]
further describes how hermeneutical injustice
could take place on a higher level when there
are societal gaps in knowledge on how people
understand their social experiences [26]. In
relation to frail older persons in nursing homes,
the gap of societal knowledge on the meaning
of living in a nursing home could be a result the
societal view that a nursing home is a place for
bodily decline and death [27] rather than a place
for growth and meaningful life.

In this study, the participants perceived
themselves as the ones most suitable to
advocate for the frail older persons, and when
meeting each person where they were, they
applied different techniques to carefully
persuade or lure answers from the frail older
persons. This raises important questions
regarding co-design or other forms of
collaboration with frail older people. To
carefully persuade or to lure answers from the
older persons might be necessary to initiate a
co-design process, however this comes with the
risk that the collaboration does not become
genuine and that the frail older persons do not
have real influence on the processes. Frail older
persons’ involvement thus risks to be of a
symbolic character and their involvement might
become a way for the responsible for the
project to just tick a political box [28]. The co-
design approaches in the present study may
have led to the participants’ views being put on
the older persons, with the participants
mediating their own views as if they were the
older persons’ views. The older persons’ views
might then have been taken in hostage by the
participants and the older persons’ part in the
co-design process been reduced to a symbolic
representation without real influence.

An interesting aspect of the present result is the
tension between the subthemes “Meeting each
person where they are”, and “Discovering the
unexpected abilities of frail older people”. The
participants  described that their previous
experiences of working with frail persons made
it possible to adapt to where each person were
at the time of collaboration. At the same, the
project became an eye-opener with regards to
the understanding of frail older persons as
capable to co-design. Despite their knowledge
and expertise, the participants were surprised
that the frail older persons could contribute to
the co-design process. The contradiction in
how the participants understood frailty and how
they understood capability was grounded in the
older persons’ need for health and social care,
and could be interpreted as being influenced by
ageism as described by Nelson [29]. Moreover,
supported by the review by Backhouse et al.
[23], the sub-theme “Discovering frail older
persons’ unexpected abilities” highlights the




impact of staff attitudes and roles for
collaboration with frail older people in nursing
homes. The initial scepticism expressed by the
participants may have hindered some of the frail
older petrsons to be involved in the co-design
project, even though they may have been fully
capable to do so. This suppotts previous
research findings [30] that put emphasis on the
importance of providing opportunities for frail
older people to be involved in research
according to their desires and abilities [30].
When the frail older persons got the chance to
be involved in the co-design project under
exploration in the present study, they surprised
the participants in showing that they were
capable of contributing. This gave the
participants a new perception of what was
possible to do with and for frail older persons
in nursing homes.

Methodological limitations

Focus groups are based on a collective
understanding of participants’ views [20] and
one crucial feature is to stimulate interaction
between the participants in order to create
discussion [22]. In this study, the participants
provided each other with opportunities to
comment, question and develop each other’s
answers, so that the interaction lead to
development of the collective understanding
experiences of co-designing health care services
with frail older people. There were between
three and five participants per focus group, and
some authors claim that there should be six to
12 participants in each group [31], others claim
that the ideal number of participants is between
four and eight [32]. One question to discuss
when it comes to this study can thus be the
limited number of participants in each group.
However, small groups of three to five
participants have been shown to be more about
the involvement of the participants than on the
number of participants [20]. In this study we
found that the discussions were very dynamic,
and the outcome of the discussions depended
more on the involvement of the participants in
each group than on the actual number of
participants. The dynamic discussions might
have been influenced by that the participants all
knew each other, and they took the opportunity
to reflect in group over the whole co-designing
process that they felt have had an impact on

their daily working behaviour. This relates to
the advantage with focus group methodology
described as creating awareness [21, 31, 33].

Conclusions

The findings of this study indicate that there
seem to be a discrepancy between nursing home
staff preunderstanding of the capabilities of frail
older people and their experience of how it can
change during and after a co-designing
development project. To involve both staff and
frail older persons in a co-designing project
created values that went beyond the project
itself, such as changing the relational dynamic
between them, and reinforcing the capability
and importance of each person. This could be
used to support health care services to meet the
needs of the heterogeneous group of frail older
persons, and empower nursing home staff to
see the value of their role in the daily work.
While this study was made in a nursing home
context, we argue that the findings could be
useful in other co-design projects, both for
research and development purposes, with and
for frail older persons.
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