Institutionen for klinisk neurovetenskap
Karolinska Institutet, Stockholm, Sweden

BERATTELSER OM
ENSAMHETENS VARDAG HOS
MANNISKOR MED PSYKISKA
FUNKTIONSHINDER

Anette Erdner

“ @ Karolinska
5 Institutet

4’\’No 1%*6

Stockholm 2006



All previously published papers were reproduced with permission
from the publisher.

Published and printed by Karolinska University Press
Box 200, SE-171 77 Stockholm, Sweden

© Anette Erdner, 2006

ISBN 91-7357-023-0



ABSTRACT

This dissertation deals with people with mental illness that currently
live in their own accommodation in the community. Common to all
mentally ill people is their serious difficulties in carrying out activities
and meeting needs in important areas of life. Terms such as
“normalisation” and “integration” into the community of this group
were important words full of promise at the time the psychiatric reform
was carried out. However, there is some strong evidence that the
psychiatric reform has not been completely successful. Despite the
knowledge that loneliness and social isolation commonly occur among
people with mental illness, there is little research that describes how
mentally ill people themselves experience their life situation.

The overall aim of the dissertation was to gain deeper understanding of
the life situation of people with mental illness via their own narratives
on how their day-to-day life appears to them, and through this gain
knowledge of the type of support needed for them to live a satisfactory
life.

Various data acquisition methods were applied. Study I involved in-
depth interview of two men and two women on their daily life. Data
acquisition in Study II was via participant observations at an activity
unit for people with mental illness. Photographs were used for Studies
III and IV. Eight informants were issued with disposable cameras and
asked to take approximately 10 pictures of objects, situations and/or
individuals. These photographs were then used as a basis for follow-up
interviews. Results from Study I showed that informants were aware
both of their illness and their psychosocial disadvantages, and that they
had insight into what was required of them to influence their situation,
while simultaneously having insight into their poor ability to take
initiatives. Informants in Study II experienced themselves as
unwelcome, vulnerable and marginalized individuals with little hope of
a change in existence, resulting in anxiety over the future. They felt
trust was lacking in relation to other people and experienced themselves
as not accepted in the company of others or by society. Study III
provided description of informants occupied with themselves and their
existence. The informants tell of a form of spirituality giving them a



sense of peace and tranquillity, but which only exists for them at the
beginning and end of life.

Animals are more loyal than people and make no demands, but are
however, according to the informants, in a position of dependence on
humans. Possessions are of significance to the informants, meaning
they see their possessions as part of themselves.

In Study IV informants related how they would like their future to
appear. They also told what having an identity meant to them, how
identity is formed in individuals, what having a mental illness and
feeling good means. The informants showed a longing to be seen, but at
the same time not wanting to be seen. Finding a meaning with life was
important since it could end at any moment.

In summary, the findings point to an existential loneliness that consists
of a life pattern consisting of an interaction between the impact of the
mental illness and the identity as a mentally ill person, feelings of
marginalized and abandonment. Experiencing that life has a meaning,
possibility of social exchange and a sense of control seem to be
important for the persons with mental illness in this study.
Consequently, it can be inferred that if the care of people with mental
illness pays attention to the dimensions of existential loneliness persons
with mental illness may be helped to experience that life has a meaning
despite their disability.

Keywords: ethnography, existential loneliness, photography, participant observation,

mental illness
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INTRODUKTION

Min yrkeserfarenhet av att varda och att ge stod till personer med
psykiska funktionshinder, inom socialtjdnst sdvil som psykiatrisk vérd,
har givit mig ménga insikter. En av dem &r att personer med psykiska
funktionshinder ofta lever ett ensamt liv som praglas av ett socialt
utanforskap nédr de skrivs ut frn institutionsvéird till eget boende.
Kontakterna som de har & med vardpersonal inom Oppen psykiatrisk
vard och personal inom socialtjanstens boendestdd och dagverksamhet.
Det sociala ndtverket med nidra vénner, fordldrar och syskon &r
begrinsat. Arbetsuppgifterna inom dagverksamheten bestar av enklare,
oavlonade sysslor sdsom tridgirdsarbete och hushéllsarbete.
Avsaknaden av 16n innebér att de standigt har ekonomiska bekymmer
eftersom den tidsbegrinsade sjukerséttningen oftast ligger pa

existensminimum.

Min grundsyn ér att ménniskor med psykisk sjukdom har samma rétt att
leva ett fullvdrdigt liv som alla ménniskor har. Min uppfattning &r ocksa
att de ska vara delaktiga 1 processen som leder till detta. I mitt yrke
som sjukskoterska har jag dessvérre upplevt att personer med
langvariga psykiska funktionshinder ofta &r passiva och initiativlosa.
Som en konsekvens av detta “tar personalen dver” varfor planeringen
for patientens vérd vanligtvis dr baserad pd personalens uppfattning om

vilka aktiviteter som bor ingé i patientens dagliga liv.

Att kénna att livet har en mening dr grundliggande for ménniskans

existens, det dr dven en drivkraft och en hjdlp att klara av svéra och



komplicerade livssituationer som uppstdr pa grund av sjukdom. I
vérdandet végleds sjukskoterskans av en vardvetenskaplig manniskosyn
som innefattar att ménniskan ses som en meningssokande varelse. I
motet med en ménniska som har en svar eller komplicerad livssituation
pa grund av sjukdom kan hennes behov enbart forstds utifrén en
helhetssyn dér ménniskan star i centrum. S& ldngt som mojligt utgar
vérdandet fran patientens livsvérld och dennes sétt att uppleva, forstd
och beskriva sin vardagsvérld. Foljaktligen vidgleder den
vérdvetenskapliga ménniskosynen vardforskningens kunskapsintresse,

metodologi samt etiska dverviganden.

Det initiala och Overgripande syftet med avhandlingen var att fi en
djupare forstielse for det dagliga livet hos personer med psykiska
funktionshinder. Néar jag reflekterade Over resultaten i den forsta
delstudien blev det for mig tydligt att det dagliga livet hos
informanterna som ingick i studien kénnetecknades av social ensambhet.
Kérnan i denna ensamhet tolkade jag som ett existentiellt tomrum vilket

ar fokus for de efterfoljande delarbetena.

BAKGRUND

Psykossjukdom och utanforskap

Historiskt sett har det funnits olika forklaringsmodeller till psykisk
sjukdom men oavsett vilken teori som rdder har ménniskor med
psykiska sjukdomar alltid drabbats av ett socialt utanforskap och
betraktats som otillrickliga och ofrutsdgbara som

samhéllsmedborgare. Méanniskor med psykisk sjukdom isolerades fran



resten av samhéllet. De fick ofta lida fysiskt och psykiskt med
pldgsamma och bestraffande behandlingar utan négon insyn eller
forstdelse for deras utsatthet (Svedberg, 2002). Efter det andra
vérldskriget har i stora delar av vdrlden den samhallskritiska debatten
synliggjort psykisk sjukdom genom att argumentera for en fordndring

av den oménskliga tillvaron for dessa personer (Svensson 1 977:1).

I Sverige byggdes sinnessjukhusen, under 1800-talet och fram till 1960-
talet, for att skydda samhallet frdn psykiskt avvikande personer och for
att kunna forvara dem i en lugn och ordnad milj6 (Gustavsson och
Higgberg, 1993). Under 1900-talet 6kade antalet vardplatser konstant
fram till 1950-talet da ett antal utredningar tillsattes om vardkvalitet.
Patienternas vérd skulle forbéttras genom att vard och behandling skulle
tillgodose grundliggande ménskliga fysiska behov, dock inom
mentalsjukhusets ram. Kritiken mot vard och behandling av personer
med psykisk sjukdom oOkade under 1960-talet. Patienterna blev inte
bittre av institutionsvard vars underforstddda uppgift var att skydda
sambhillet genom att utdva makt och social kontroll. Istillet blev dessa
personer “hospitaliserade”, ett begrepp som uttrycker hur ménniskor
som vistas lange pé institution blir osjdlvstindiga och beroende av

rutiner och (Sjostrom, 2000).

I klassikern “Asylums” som publicerades 1961 skildrar Erwing
Goffman det sociala livet i mentalsjukhusets vérld ur de intagnas
synvinkel. Dessa mentalsjukhus eller totala institutioner brot genom

rutiner och normer ned grénserna mellan fritid, arbete och somn.



Samtliga intagna hanterades som en grupp och den sociala kontrollen
var patagligt stark. De intagnas kontakter med yttervirlden var néstan
obefintliga fran den dag de spérrades in tills livets slut (Goffman,

1973).

I véstvirlden, forutom Norden, borjade den psykiatriska varden
fordndrades redan under 1950-talet samtidigt som nedldggningen av de
stora mentalsjukhusen péborjades. Storbritannien beslutade 1954 om
nedldggning av mentalsjukhusen, USA péborjade fordndringen under
1960-talet, Italien beslutade om en total nedldggning 1978 och Sverige
1995 (Propositionen, 1993/94: 218; Lamb och Bachrach, 20001; Quirck
och Lellilott, 2001; Markstrém, 2003). I Italien beslutades genom en lag
att en total nedldggning av samtliga mentalsjukhus skulle ske och
ersittas med Oppenvérd, den s.k. Triestemodellen (Basaglia, 1971). 1
Stockholm inspirerades en psykiatrisk verksamhet av Triestemodellen
och startade darfor 1986, en enhet med socialpsykiatrisk inriktning

(Costa, 1993; Hydén, 1993).

Szasz (1960) foresprakade en radikal argumentationslinje som gick ut
pa att psykisk sjukdom var ett ologiskt problem. Han menade att
patienten inte var hjélpt av diagnosen och att anvindandet av
diagnosbegreppet suddade ut kriterier for vad som é&r sjukt och vad som
ar friskt. Szasz menade att det som beskrevs som psykisk sjukdom
egentligen var ett livsproblem som skapades utifrén relationen till

omvirlden medan en sjukdom var organisk”. Psykisk sjukdom var ett



sdtt att imitera den medicinska vetenskapens beskrivning av somatisk

sjukdom.

En annan kritik som framfordes av psykiatrikern Foucault (1961:1973)
i boken “The History of Madness” var att psykisk sjukdom var en
tackmantel for samhéllets behov av social kontroll och ordning. Varje
samhdlle har ett behov av en stigmatiserad grupp och de psykiskt sjuka
fick 6verta den rollen fran de leprasjuka som var en stigmatiserad grupp
fram till 1600-talet. Synen pa psykisk sjukdom legitimerades av staten
som liste in avvikarna vilket alltsa blev den psykiatriska
organisationens uppgift. Psykiatrin vixte saledes fram som en
vetenskaplig disciplin som behovdes for att ta hand om de psykiskt
sjuka s& att den sociala kontrollen och ordningen i samhéllet kunde

upprétthallas.

En for den medicinska vetenskapens kontroversiella syn pa psykisk
sjukdom framfordes av Scheff (1998), som menade att psykisk sjukdom
handlar om att bli forsatt i en social roll. Psykiatrin kunde omdjligen
tillgodose omvérlden med en vetenskaplig och “sann” bild av vad
psykisk sjukdom var (Scheff, 1970). En ménniska med psykisk
sjukdom bryter mot oskrivna normer som &r knutna till vad som é&r
acceptabelt eller onskvirt 1 en given kultur. Scheff (1970) myntade
’stamplingsteorin” som innebér att nir en madnniska betraktas vara en
avvikare eller vara psykiskt sjuk s& forhéller sig omvérlden mot denne
pa ett speciellt sdtt. Minniskan blir pa sa sitt stigmatiserad vilket kan

ge vidare konsekvenser 1 dennes sociala liv.

10



Stdmplingsteorin vidareutvecklades av Thoits (1985) genom den sa
kallade “sjdlvstimplingsteorin”. Han menar att det inte enbart &r
omvarldens attityder som leder till stimpling utan det &r individen sjdlv
som tar rollen som stimplad. Det kan ténkas att sjdlvstimpling &r en
process, som pagar under en tid och att det handlar om en individs
uppfattning om sig sjilv och omvérldens uppfattning om individen. En
sjalvstdmplingsprocess kommer formodligen inte igdng om individen &r

saker pd sig sjdlv och har andra individer att kommunicera med.

Den som har en psykisk sjukdom betraktas av omvirlden som
annorlunda, vilket Derek Phillips (1963) redan pd 1960-talet forsokte
styrka genom att undersoka vilka attityder lekmén hade till ménniskor
med psykisk sjukdom. Det visade sig att ménniskor tog avstdnd fran
personer med psykisk sjukdom och att det framforallt var forbundet
med att de hade en psykiatrisk diagnos och var under psykiatrisk

behandling.

Maénga ér har gétt sedan Phillips undersokning. En fridga &r huruvida
dessa stereotypa forestillningar lever kvar. 1 en jamforande
undersokning av ar 1950 och ar 2000, Phelan et al., (2000) framkom att
allménheten i hogre grad ar 2000 &n &r 1950 hade forestéllningar om att
psykiskt sjuka ménniskor var farliga och skrdckinjagande. Detta gillde
framforallt psykiskt sjuka ménniskor med diagnosen psykos. Dessa
studier dr genomforda i USA. Kan det tdnkas att dessa forestdllningar
forekommer 1 Sverige? 1 en undersokning genomford av Palmblad

(1992) undersoktes allménhetens attityder till psykisk sjukdom i

11



samband med utflyttning av ett behandlingshem och en psykiatrisk
mottagning till ndrsamhéllet. I undersokningen framkom att de boende 1
ndrsamhéllet hade forestdllningar om att de psykiskt sjuka manniskorna

som vardades vid dessa enheter var farliga och opalitliga.

Ovanstdende syn visar pd ett objektivt sétt att se pa personer med
psykisk sjukdom och olika, ibland radikala forklaringar till uppkomsten
av psykisk sjukdom och behandling. Det som saknas é&r ett
individperspektiv, d.v.s. forskning om patientens egna utsagor och
tankar kring sin psykiska sjukdom. Ett undantag &r en studie av Rose et
al., (2004) som anvint fokusgrupper med familjer, patienter och
psykiatrisk personal som metod for att undersoka vilka barridrer det &r

kring familjen och den psykiatriska varden.

Psykiskt funktionshinder och psykiatrireformen

“Psykiskt funktionshinder” &r en vedertagen definition av personer som
till foljd av psykisk sjukdom enligt den svenska Nationella
psykiatrisamordningen, “har vésentliga svérigheter att utfora aktiviteter
pa viktiga livsomrdden och att dessa begridnsningar har funnits eller kan
antas, komma att bestd under en liangre tid” (SoU 2006: 5). Definitionen
tillampas av socialtjansten, arbetsformedlingen och statliga utredningar
1 syfte att avgransa en malgrupp i samhillet for att kunna tillgodose
insatser, utvdrdera effekter och kvalit¢ samt registrera och inneha
aktuell statistik.

Enligt Socialstyrelsen (SoS 1999: 1) dr det ként att ca 43 000 personer
boende i Sverige har bedomts lida av ett psykiskt funktionshinder.

12



Denna siffra kan ifrdgasittas dé det dr sannolikt att det finns personer
som drabbas av psykossjukdom men aldrig soker eller erhaller nagon
professionell hjilp och dérfor inte hamnar i Socialstyrelsens register.
Andra forklaringar till att siffran kan vara 14g ar begreppet psykiskt
funktionshinder &r ett heterogent begrepp och att malgruppen for
psykiatrireformen endast omfattar personer i aldrarna 18-65 ar (SPF,

1996; SoS 1999: 1).

Flertalet (71 %) personer med psykiska funktionshinder har en
psykossjukdom eller diagnosen schizofreni (SoS, 1999:1). De
schizofrena syndromen utgér en i praktiken déligt avgridnsad grupp som
karaktdriseras av graden av bisarra vanforestéllningar, hallucinationer
och beteendestorningar. De forutsitts ha ett ldngvarigt forlopp som i
forlangningen bidrar till utvecklandet av psykiska funktionshinder
(Cullberg, 2000, s 153). Enligt Ottosson (2004) innebédr de negativa
symtomen ett funktionsbortfall som kan rora flera psykiska funktioner
sasom brist pd intresse, passivitet, avflackade affekter, tillbakadragenhet

samt kognitiva funktionsstérningar.

Enligt Svenska psykiatriska foreningen (SPF, 1996) insjuknar ca 15-20
personer, i en befolkning pad 100 000, arligen i en psykossjukdom.
Prognosen for aterhdmtning &r god for 1/3, mindre god 1/2 och dalig for
1/5. Harding (1988) har sammanstéllt flera undersdkningar om
aterhdmtning. Sammanstillningen visar att hélften och tva tredjedelar

av personerna med schizofreni atervinner sin hélsa, for dvriga personer

13



har en psykisk sjukdom resulterat i ett handikapp som hindrar dem fran

att fungera i det dagliga livet utan kontinuerligt professionellt stod.

Genom fordndrat fokus - fran kronisk sjukdom till handikapp -
fordndrades ocksd sprakbruket fran kronisk psykiatrisk sjukdom till
psykiskt funktionshinder, fran vard till omsorg, fran institutionsvard till
eget boende och frén patient till brukare (Eisenberg, 1977;
Socialstyrelsen 1 999:1). Psykiatrireformens intentioner var att skapa
goda fOrutsittningar for att personer med en psykisk sjukdom, som
kriaver ldngvarig behandling och socialt stod, ska kunna leva ett
fullvérdigt liv. De ska ha sysselsdttning och framfor allt ha mdgjlighet att
paverka sin egen vardag utifrdn egna behov och 6nskemal (Bachrach,
1992). Den nya viljeriktningen uttryckt i reformen, déremot, riskerar
ordttvisa bedomningar da det, av de professionella, fordrar en tolkning
om vad som t.ex. menas med ett fullvirdigt liv och en meningsfull

sysselsittning.

Definitionen psykiskt funktionshinder har formulerats och forankrats 1
lagstiftning (Regeringens proposition, 1993/94:218). Detta for att pa ett
rattvist sitt kunna bedoma omfattning av vardbehov, praktiskt stod, och
omsorg till personer med psykiska funktionshinder for att de ska kunna
klara av att leva ute i samhillet. Emellertid 4r det av vetenskapligt
intresse att uppmirksamma att definitionen inte &r “evidensbaserad”
eller en syntes av resultatet av empiriska studier. Begreppet psykiskt
funktionshinder har diremot sin grund 1 psykiatrireformens

socialpolitiska ideologi didr normalisering och integrering é&r

14



nyckelprinciper som 1 sin tur, i praxis, implicerar vard och omsorg av

personer med psykiskt funktionshinder.

Normalitet hor till vardagslivet och kan forstds som naturligt, vanligt,
normenligt eller med andra ord hur det bor vara (Israel, 1971; Hansson
och Svensson, 1998). Att bedoma vad som &r ett normalt beteende hos
en person innebdr att virdera denna persons beteende (Hansson och
Svensson, 1998). Talar vi om att normalisera sa innebdr det att vi ska
anpassa denna person till det vanliga vardagliga, indirekt &r denna
anpassning en form av maktutévning (a.a.). Normaliseringsprincipen
menar Nirje (2003) bor fungera som en férdriktning for varden,
pedagogiken och politiken. De grundldggande
normaliseringsprinciperna utgdr ifrdn olika kulturers livsmonster,

vardags- och arsrutiner samt de samhéllsstrukturer som individer lever i

(a.a.).

Detta innebdr att ménniskor med psykiska funktionshinder ska
normaliseras och &teranpassas eftersom de inte foljer géingse normer
eller regler, d& de &r avvikande eller onormala (Mallander et al., 1998).
Ateranpassningen ska ske genom olika stodinsatser sdsom ett eget

boende, sysselsittning, innehallsrik fritid och psykiatrisk behandling.

Dessa normativa principer styr psykiatrisk vard och motiv till
behandling dven om uppfattningen om vad som &r “normalt” troligen &r
tids - och kulturbunden. Vilka funktioner” som for tiden &r acceptabla

kan omtolkas i forhallande till samhéllsférandringar. Dessutom finns

15



det en risk att de personer som begreppet berdr, betraktas som en
homogen grupp oavsett kon, dlder och vilka enskilda behov av stod de

sjdlva anser att de behover.

En studie av Svensson och Hyltén (1995) om lekmédn och deras
forestédllningar om sinnessjukdom visar pd deras svérigheter att beskriva
hur ett avvikande beteende kan uttryckas i vardagslivet. Lekménnens
beskrivningar utgér fran hur de praktiskt ska hantera situationen om de
trdffar manniskor med sinnessjukdom och likavédl som hur samhillet
bor agera. Forestillningarna och beskrivningar om avvikelse handlar
inte om kunskaper om psykiatriska tillstdnd. Forfattarna menar att det &r
viktigt att reflektera Gver psykiatrins roll nir det géller vara varderingar
om Onskvérda och odnskade beteenden samt vad som &r normalt och

icke-normalt (a.a.).

I Sverige har normalisering gjorts till en del i den officiella politiken dér
normaliseringsbegreppet har blivit legitimt att anvinda (Mallander et
al.1998). Varden av minniskor med psykiska funktionshinder har
forskjutits fran mentalsjukhus till eget eller alternativt boende (Biilow,
2004). Detta har medfort att sjukhusvérden har ersatts med oppenvérd,
alternativa stodinsatser och olika former av dagvard. Antalet
intagningstillfdllen har minskat hos dem som tidigare har haft en hog
vardkonsumtion. Biilow (2004) menar dock att ménniskor med
psykiska funktionshinder fortfarande lever i marginalen, inte som
psykiatriska patienter utan som samhalleliga medborgare i ett socialt

utanforskap.
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Andra problem som tydliggjorts vid avinstitutionaliseringen ir att
nedskdrningen av sjukhusplatser inte i motsvarande grad har ersatts
med vard— och stodinsatser i samhillet (Socialstyrelsen, 1 996:1;
Socialstyrelsen, 1998: 4; Bjorkman, 2000; Markstrom, 2003). En
betydelsefull konsekvens av detta dr att den psykiska hélsan for
personer med psykiska funktionshinder dventyras da inte far den vard-

och det stéd de behover.

Det delade huvudansvaret mellan kommun och landsting, som ocksé
var en av psykiatrireformens intentioner, har medfort att personal frén
olika huvudmin tolkar sina uppdrag pé olika sitt och att patienten som
ar foremdl for vard- och stodinsatser hamnar mitt emellan (Bjorkman,
2000). Stundtals tenderar samverkansfrdgorna skymma
psykiatrireformens huvudfraga, nidmligen att patientcentrera varden
eller att patienter ges mdjligheter att bli sjdlvstindiga och autonoma
(Hydén, 1998). Hur patienter sjédlva ser pd sina mojligheter eller deras
onskan om att bli sjélvstidndiga individer och leva ett fullvirdigt liv 1

sambhillet, vet vi ddremot lite om.

Att leva ett sjilvstiandigt liv med psykiskt funktionshinder

Personer med psykiska funktionshinder vill leva ett sjdlvstindigt liv
med egen bostad, arbete och egen forsorjning. De vill bli bemétta som
en person och inte som en “mentalpatient” utifrdn ett medicinskt
perspektiv  (Pickens,1999; Biilow, 2004). Till vissa delar ar

psykiatrireformens intentioner uppnddda, stora skillnader rader dock
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mellan storstdder och mindre kommuner. Antalet sjukhusplatser och
vardtillfallen har minskat, samhillsbaserade vardformer har oOkat,
kommunala stodinsatser har okat och nya aktorer har kommit in pa
arenan (boendestddjare). Daglig sysselsdttning dr fortfarande
otillrdcklig, 62 % saknar sddan sysselsdttning vilket kan innebédra en
okad ensamhet och ett mer omfattande utanforskap. De flesta (80 %)
psykiskt funktionshindrade bor i egen ldgenhet och uppskattar den
boendeformen hogt, trots att ensamheten kan bli stor (Socialstyrelsen,

1999:1; Burn och Firn, 2005).

Att ha ett eget boende &r en del av att ma bra och bli jamlik med andra.
Inom visterldndsk kultur virderas arbete, sysselséttning och fritid som
viktiga faktorer for att leva ett fullvérdigt liv. Personer med psykiska
funktionshinder dnskar ett avlonat arbete som alla andra. 70 % har inget
arbete, 15 % av dem har ett avlonat arbete och 15 % skulle kunna ha ett
arbete (SOU, 1998:4; Bejerholm och Eklund, 2004).

En intervjustudie, genomford i Norge, med psykiskt funktionshindrade
personer boende i egen bostad visar att de har liten eller ingen kontakt
med sina grannar och att deras upplevelse ér att de inte dr accepterade
av sina grannar. De beskriver bostaden som sin “borg” (Granerud och
Severinsson, 2003). Hansson ef al. (2002), har i en intervjustudie med
schizofrena patienter funnit att de som lever i ett gruppboende mér
béttre och & mindre ensamma &n de som lever i egna ldgenheter. En
finsk studie (Salokangas et al., 2006) med drygt 2000 schizofrena

informanter visar att kvinnorna har en béttre psykosocial funktion 4n
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ménnen och att de som levde i egen ldgenhet med partner méadde allra

bést.

Ett arbete dr inte enbart en mojlighet till inkomst och forsorjning, det
innebdr dven en mdjlighet till att bli aktiva sociala medborgare
(Champney och Dzurec, 1992; Reberiro och Allen, 1999). En annan
aspekt som Eklund et al. (2001) belyst & sambandet mellan upplevt
vélbefinnande och arbete. Det har visat sig att de som har ett arbete
dven har en bittre hilsa och vilbefinnande. Detta innebér att det &r
nddvindigt att personer med psykiska funktionshinder har nadgon form
av daglig sysselséttning, 4ven om de inte kan ha eller ges mojlighet att

ha ett avlonat arbete.

Inom socialtjinsten finns flera olika dagliga sysselséttningar, en del
karaktdriseras som en form av arbete och andra som
fritidssysselsattningar. Det gemensamma for dessa aktiviteter &r att de
ar oavlonade och att de vénder sig till specifika grupper med ménniskor

med specifika behov.

Sysselsittningsverksamheterna ~ har  olika  bendmningar  som
arbetsformer inom den dagliga verksamheten, arbetstréning ar en vilket
tex. innebdr arbete 1 trddgard, bageri, restaurangkok, sy- eller
metallverksamhet. Bendmningar som skyddad verkstad, klubbhus och
arbetsfokuserat uppsokande arbete anvdnds ocksa (Burn och Firn,
2005). En studie som undersokt arbetstraningsverksamheternas effekter

och mojligheter for personer med psykiska funktionshinder att fa en
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anstéllning och ett arbete uppvisar ett dystert resultat. Deltagande i1 en
arbetsverksamhet forenklar inte situationen, istdllet forsvarar det

deltagarnas mdjligheter att kunna fa ett arbete (Crowther et al., 2001).

Ivarsson (2002), visar i en studie om upplevelser av arbetsterapi, att
psykiskt funktionshindrade har en begrinsad formaga att prestera. Detta
beskrivs som initiativloshet, bristande formaga till problemldsning samt
oférmaga att anvénda tiden réatt. Ivarson (2002) menar att dessa faktorer
kan vara en effekt av bristande intresse for uppgiften eller att psykiskt

funktionshindrade har stora behov av assistans.

Personer med psykiska funktionshinder som saknar arbete och
sysselsittning foljt av ett reducerat socialt nétverk, dilig ekonomi och
avsaknad av eget boende tenderar att passiviseras. Deras vardagssysslor
bestar av smahandlande och televisionen fungerar som ett substitut for
sociala kontakter. Matlagning och hushallsgéromal far std tillbaka for
kaffedrickande och rokande av cigaretter (Bejerholm och Eklund,
2004).

Personer med psykossjukdomar har ofta bara en fjardedel av antalet
personer i sitt sociala nédtverk jamfort med normalpopulation (Pattisson
et al 1975). Gemenskapen med de egna forédldrarna dr den relation som
ar vanligast for méanniskor med psykiska funktionshinder varfor
foraldrarna bade blir foralder, arbetskamrat och van. Studier som visar
skillnader mellan personal, fordldrar och patienters uppfattningar om

medicinering och behovsinsatser har utforts av Foldemo (2004). Hon
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pavisar att patienters uppfattningar om detta skiljer sig frén personal
och fordldrar. Litteraturgenomgéng och tidigare forskning visar att
personer med psykiska funktionshinder dr oférmogna eller har en ovilja
att skapa egna relationer. Deras vardag blir ett passivt tillstind som de
lever 1 ”hér och nu” (Socialstyrelsen, 1998:4; Nystrom, 1999; Friedrich
et al, 1999; Wiklund, 2002; Nystrom, 1999; Nystrom et al., 2002;
Lindell, 2003; Shimitras et a/ 2003; Bejerholm och Eklund, 2004).

SYFTE

Det overgripande syftet med avhandlingen var att med hjilp av
personer med psykiska funktionshinder och deras berittelser om deras
syn pé det dagliga livet, f4 en djupare forstaelse for deras livssituation
och ddrmed kunskap om vilken form av stdd som de kan behdva for att

kunna leva ett fullvardigt liv.

Delarbetenas syfte va/dr att fa kunskap om hur méanniskor med psykiska
funktionshinder:
* upplever sin vardag, samt identifierar eventuella psykosociala
hinder for att uppna en meningsfull tillvaro (Delarbete I)
* ger uttryck for aspekter i det dagliga livet som de upplever ar
viktiga (Delarbete 1I)
* péolika sitt uttrycker sin syn pa livet (Delstudie III)
* ger uttryck for sin grundlidggande hallning till livet (Delstudie
V)

» (Oversikt av delstudierna visas i tabell 1)
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Tabell 1: Oversikt av delstudierna som ingir i avhandlingen

Titel/ Studie I

Psychosocial
disadvantages in the lives
of persons with long-term
mental illness living in
Swedish community.
Journal of Psychiatric and
Mental Health Nursing
2002, 9: 457-463.

Syfte

Syftet med denna studie var
att kunskap om hur ménniskor
med psykiska sjukdom
upplever sin vardag, samt
identifiera eventuella
psykosociala hinder for att
uppné en meningsfull tillvaro.

Datainsamling

Tva kvinnor och tvd méin
intervjuades vid tre tillféllen
med en till tva veckors
intervall. Varje intervju
varade under en timme.

Metoder for
analyser och
tolkningar
En kvalitativ
innehéllsanalys
anvindes for att
analysera data.

Titel/ Studie 11

Social and existential
alienation experienced by
people with long-term
mental illness.
Scandinavian Journal of
Caring Sciences 2005,
19:373-380.

Syftet med denna studie var
att fa kunskap om hur
ménniskor med psykiska
funktionshinder ger uttryck for
aspekter i det dagliga livet
som de upplever viktiga.

Deltagande observationer
med 23 individer fran tva
arbetsverksamheter samt
intervjuer med sex kvinnor
och tvd mén.

Intervjuerna varade mellan
en's och 1Y% timme.

En kvalitativ
innehallsanalys, samt
hermeneutisk tolkning
anvindes for att
analysera intervjuerna
och filtanteckningarna
som inhdmtats under

observationerna.

Titel/ Studie ITI

Variation in views on life
of persons with long-term
mental illness.

Inskickad

Syftet med denna studie var
att fa kunskap om hur
ménniskor med psykiska
funktionshinder pa olika sétt
uttrycker sin syn pa livet.

Fem kvinnor och tre mén
rekryterades frén tre
arbetsverksamheter och
tillfragades om de var
intresserade av att
fotografera foremal,
situationer och personer som
var viktiga for dem.
Fotografierna utgjorde
utgangspunkt for en dialog
mellan forskare och
deltagare.

Analysen foljer faserna i
den hermeneutiska
processen, naiv lasning,
strukturell analys och
holistisk tolkning av
deltagarnas syn pa livet.

Titel/ Studie IV

Cautiousness- a basic
attitude towards life of
persons with long-term
mental illness living in
community.

Inskickad

Syftet med denna studie var
att fa kunskap om hur
ménniskor med psykiska
funktionshinder ger uttryck for
sin grundldggande hallning till
livet.

Fem kvinnor och tre mén
rekryterades fran tre
arbetsverksamheter och
tillfragades om de var
intresserade av att
fotografera foremal,
situationer och personer som
var viktiga for dem.
Fotografierna utgjorde
utgangspunkt for en dialog

Fotografierna tolkades
utifran livsaskddningens
tre komponenter, vilka
bildade en matris, som
ligger till grund for
analysen av intervjuerna.
Analysen foljer faserna i
den hermeneutiska
processen, naiv lasning,
strukturell analys och
holistisk tolkning av
deltagarnas syn pa livet.
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TEORETISKT PERSPEKTIV

Det initiala och dvergripande syftet med avhandlingen var att med hjélp
av personer med psykiska funktionshinder och deras berittelser om
deras syn pd det dagliga livet, fi en djupare forstielse for deras
livssituation och dirmed kunskap om vilken form av stdéd som de kan
behova for att kunna leva ett fullvirdigt liv. Resultatet i den forsta
delstudien visade att det dagliga livet hos informanterna som ingick 1
studien kdnnetecknades av en social ensamhet och att informanterna
upplevde ett existentiellt tomrum. For att precisera vad de existentiella
frdgorna handlade om och deras inverkan péd det dagliga livet hos
personer med psykiska funktionshinder har Jeffners teori (1998) om
livsdskadning anvdnts for att tydliggéra de existentiella

fragestallningarna i de fortsatta delstudierna.

For att beskriva tankar om grundldggande livsfrdgor som ménniskor
med psykiska funktionshinder uttrycker och som kan ha betydelse for
vérdandet, har i denna avhandling ett tvirvetenskapligt méte mellan
vérdvetenskap och livséskddningsvetenskap kommit till stdnd.

Inom bade vérdvetenskap och livsdskddningsvetenskap ses manniskan
som en meningsskapande varelse. Virdvetenskapens kunskapsintresse
ar hela ménniskan och de behov som uppstar vid ohélsa och sjukdom.
En helhetssyn pa ménniskan innefattar fysiska, psykiska, sociala och
existentiella dimensioner i samspel med varandra (Dahlberg et al.,
2003). Livsiskadningsvetenskapen soker gestalta ménniskors fragor om

livets mening, vad som &r viktigt i livet, vilka skillnader som rider
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mellan djur och ménniskor samt existensen och det icke existerande

(Brakenhielm, 2001; Jeftner, 1998).

Viardvetenskapliga utgdngspunkter

Vardvetenskapens intresseomrade ar  minniskan, hélsan
vérlden/omgivningen samt virdandet.

Dessa konsensusbegrepp utgar alltid frdn patientens perspektiv.
Patientens perspektiv har alltid foretrdde och maste sdrskilt beaktas
(Dahlberg et al., 2003). I denna avhandling utgér ménniskans livsvarld
och  hennes  verklighetsuppfattning den  ontologiska eller
meningsbarande grunden. Vardvetenskapens kunskapsintresse och

metodologi stélls i relation till helhetssynen pd ménniskan.

I livsvéirlden &r miénniskor tillsammans och kommunicerar med
varandra genom sprak och foremal (Bengtsson, 1999). Vidare menar
Bengtsson att médnniskan ar ett kroppsligt subjekt vilket innebér att en
minniska dr en helhet och inte delbar i kropp och sjil, dualismen
existerar inte inom vardvetenskapen.

Inom vardvetenskapen betonas motet med patientens livsvérld vilket
gor att vardaren moter patienten och dennes kroppliga och sjdlsliga
svérigheter. Vardaren har till uppgift att stodja patientens vilbefinnande
och lindra patientens lidande (Dahlberg et al., 2003; Wiklund, 2003).
Ett antagande &r att nidr ménniskor stélls infor svéra livsfragor som
upplevelser av ensamhet och Overgivenhet eller upplever att de é&r
oformogna att péverka sina liv uppstar ett livslidande. Sociologen

Seeman (1976) beskriver livslidandet som ett paraplybegrepp som han
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kallar social alienation. Den sociala alienationen bestdr av
komponenterna maktloshet, meningsloshet, normldshet, socialisering,
kulturellt fjirmande/framlingskap infoér andra och framlingskap infor
sig sjdlv. Ménniskor med psykiska funktionshinder och deras
existentiella fragor handlar savdl om livslidande som sjukdomslidande.
Ibland forstirks detta lidande for att varden inte uppfyller kriterierna for
god vérd. Patientens vilbefinnande tillgodoses ej eller sé hjélper varden
inte till att minska och undanrdja patientens sjukdoms- och livslidande.
En visentlig del inom vardforskning dr darfor sokandet efter forstaelse

for patientens upplevelser och erfarenheter.

Livsiskddning

Enligt Jeffner (1988) utgdrs en livsaskddning av tre komponenter;
teorier om ménniskan och virlden, ett central virderingssystem och
ménniskans grundhallning. Teorier om ménniskan och virlden handlar
om vad ménniskor tror och anser om den vérld de lever i samt
méinniskans forhéllande till livet och ddden, djur, natur, samhille,
religion, historia och universum i stort (a.a.). Den andra komponenten
utgdrs av manniskans vérderingssystem, dvs. vad det dr som bestimmer
vart liv och handlande och vad som ér efterstrdvansvért (Brakenhielm,
2001). Den forsta och den andra komponenten brukar beskrivas som
centrala livsfragor och bildar en livsdskddning tillsammans med den
tredje komponenten, ménniskans grundhéllning, som handlar om pé
vilket sdtt minniskan forhaller sig till sin omvérld. En ménniskas
grundhéllning beskrivs som en grundposition utifrdn vilken manniskan

ger uttryck for sitt forhallningssétt till virlden. Detta kan komma till
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uttryck som att kdnna pé ett visst sitt, eller att befinna sig i en viss
sinnesstdmning som t.ex. optimism/pessimism, hopp, tillit, fortrostan
eller fortvivlan och misstro (a.a.). Andersson (2006) menar att
grundhéllningen kan ge svar pa fragan hur det kédnns att leva? De tre
komponenterna skapar tillsammans ett monster av méanniskans

tankande och handlande, och bildar en helhet av méanniskans tillvaro.

Livsaskadningens tre komponenter har anvints som utgangspunkter for

datainsamling och dataanalys i delarbete III och I'V.

DESIGN

Epistemologiska grundantaganden

Epistemologin dr en gren inom filosofin som problematiserar
kunskapens natur, ursprung och giltighet.  Designen pa denna
avhandling &r explorativ - tolkande och 4r baserad pa det
epistemologiska antagandet att ménniskor har olika
verklighetsuppfattningar, dr unika och kunskapsgivande (Melies, 1997).
For att uppnd en forstdelsekunskap maste det empiriska materialet
kunna tolkas med hjilp av en relevant teori som stimmer dverens med

den specifika vetenskapens paradigm, i detta fall, vrdvetenskapen.

Avhandlingens ansats &r influerad av kritisk etnografi (Robertsson och
Boyle, 1984; Denzin och Lincoln, 1994; Hammersley och Atkinson,
1995; Pilhammar - Andersson, 1996; Denzin, 1997). Kritisk etnografi
har till syfte att belysa faktorer som &r virdeladdade och begrinsande

for individers handlande. Tyngdpunkten vid etnografiska studier &r att
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f4 en bild av mangfalden och komplexiteten i den foreteelse som

studeras.

I de studier som ingdr i avhandlingen anvinds forutom deltagande
observationer och intervjuer, autofotografering som
datainsamlingsmetod. Under 1940-talet borjade Bateson och Mead
(1942) att tillampa fotografering som ett tillagg till observationer inom
antropologin. Forfattarna arbetade i ett team under en tvaarsperiod, dar
en var fotograf och den andre dirigerade. Efter tva &r valde de ut 759
foton som klassificerades i1 olika kulturella kategorier som t.ex.
fordldrar och barn vilket sammanstélldes till en bok (Harper, 1998).
Fotografering &r fortfarande en sdllsynt datainsamlingsmetod och
forekommer framforallt inom socialantropologin dér metoden tillimpas
for att insamla kulturdata av olika slag (Banks, 1995). Gemensamt for
de beskrivna studierna med fotografering som metod ar att det &r

forskaren eller ndgon annan utsedd som stér bakom kameran.

Det som ér annorlunda med denna avhandling med fotografering som
datainsamlingsmetod &r att det ar informanterna som stdr bakom
kameran. De ombads att fotografera situationer, individer eller foremél
som har betydelse for dem och deras livssituation. Tanken med detta
var att minska forskarens kontroll Over datainsamlingsmaterialet
eftersom ménniskor med psykiska funktionshinder, trots sin
sjdlvupptagenhet, dr oerhort vaksamma pé vad andra onskar att de ska

gora. Dessutom var det viktigt att informanterna sjdlva fick vélja vad de
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onskade fotografera for att fa underlag till en dialog eller ett samtal

istéllet for en intervju.

En viktig metodologisk fraga i denna avhandling handlade om hur
livsvirlden hos personer med psykiska funktionshinder skulle kunna
synliggéras. Med héansyn till integriteten hos de personer som ingick i
samtliga studier var det betydelsefullt med ett 6ppet och foljsamt

forhallningssitt.

I samtliga delstudier anvéinds kvalitativa datainsamlingsmetoder dir
informanternas upplevelser och perspektiv inhdmtas med hjdlp av
intervjuer, fotografier —och deltagande  observationer. Den
tvirvetenskapliga ansatsen innebdr att berdttelser om informanternas
livssituation anvéndes som beskrivande data som senare analyserats

mot bakgrund av vardvetenskapen och livsdskddningsvetenskapen.

ETISKA OVERVAGANDEN

Infor samtliga studier i denna avhandling har de medverkande
informanterna fatt savil skriftlig som muntlig information om syftet
med studien samt innehéll och omfattning av studien. De garanterades
ocksa att varken de sjélv eller den enhet dér de uppeholl sig om dagarna
skulle kunna identifieras i studierna. Informanterna blev ocksa
informerade om att deras deltagande i studien var frivilligt och att de
ndr som helst hade rétt att avbryta sin medverkan. Det material som
samlades in genom intervjuer, deltagande  observationer,
féltanteckningar samt i form av fotografier skall garanteras sekretess

och konfidentialitet. Detta innebér att allt datamaterial som insamlades
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under de fyra delstudierna forvaras pé ett sadant sdtt att det inte kan

komma ndgon obehorig till del.

Kvale (1997) menar att det dr viktigt som forskare att uppritthalla en
balans mellan att vara alltfor detaljerad i sin undersdkning och att
uteldmna information som kan vara viktigt. Fridgor om identitet och
integritet kan vara svéra att hantera, sdrskilt om forskningen bedrivs pa
enheter, platser eller i andra sammanhang med ett begrinsat antal
personer och dir de medverkande i studien skulle kunna ga att
identifiera. 1 samtliga studier i denna avhandling har datamaterial
insamlats genom intervjuer, vilket krdver en ndra kontakt med
intervjupersonen, i detta fall personer med psykiska funktionshinder.
For att over huvud taget kunna etablera en néra kontakt med personer
med psykiska funktionshinder krdvs i det flesta fall tid men ocksd en
forsiktighet 1 sitt ndirmande samt kénsla och forstaelse for denna grupp

personers utsatthet.

Kvale (1997) menar att i den nidra kontakten mellan forskare och
intervjuperson dr det forskarens skyldighet att skydda informanterna
fran skada. Kvale menar ocksa att det dligger forskaren att vara lyhord
vad giller de frdgor han/hon stiller under intervjun. Att anvéinda citat
for att belysa hidndelser, situationen, men ocksa for att styrka en gjord
tolkning dr vanligt forekommande i kvalitativa studier och ingér ocksa 1
studierna 1 denna avhandling. Anvindningen av citat i1
forskningssammanhang har diskuterats bland annat pa grund av risken

for att citatet skulle kunna leda fram till en identifiering av informanten.
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Detta har sérskilt uppmérksammats 1 dessa studier d& antalet
medverkande ar relativt f4 och antal verksamheter dir studierna

bedrivits begrinsade.

Deltagande observation har varit en form av metod for insamling av
datamaterial, som inte varit helt latt att genomfora. Att som deltagande
observator, utifran informanternas perspektiv, sitta passiv, relativt tyst
och odtkomlig har i1 vissa situationer framkallat negativa kénslor hos
informanterna, sdsom misstdnksamhet, irritation och oginhet. Genom
att utféra en mindre uppgift som att stryka eller néla ett tygstycke kunde
forskaren béttre smélta in i gruppen och blev ddrmed inte bli lika hotfull
som tidigare. En annan viktig etisk fraga i detta sammanhang ar hur
forskaren skall forhélla sig till informanternas forsok att inleda ett
samtal. En avvisande attityd frdn forskaren kan innebédra att

informanterna kénner sig krankta.

I tva av studierna utgor fotografier en del av datamaterialet. Av vad som
framkommit har denna modell for datainsamling bemdtts positivt av
informanterna, det har &ven inneburit att insamlad data &r baserad pa
vad informanterna sjilva valt att beritta om. Fotografierna utgér dock
dnnu ett etiskt dilemma dé foremal, personer och platser ofta ldtt gar att
identifiera dven for personer som befinner sig utanfor den grupp som
har med forskningen att géra. Forskaren kan heller inte vara séker pa att
de personer som forekommer pé fotografiet har givit sitt samtycke till

detta.
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Godkinnande av samtliga studiers genomforande inhdmtades fran
stadsdelsdirektor 1 berdrd stadsdelsndmnd som kom att bli aktuell for
datainsamling. Godkénnande inhdmtades &ven fran chefsoverldkare
inom aktuellt upptagningsomréde. I studiens initialskede fungerade en
ansvarig chef inom kommunal verksamhet som “gatekeeper”
(Pilhammar - Andersson, 1996). Denna person var mig behjilplig i
kontakten med den verksamhet inom vilken datainsamlingen
genomfordes. Presumtiva informanter informerades och tillfragades

skriftligt och muntligt om sitt deltagande.

Samtliga studier har granskat av den Regionala etiska kommittén vid
Karolinska Universitetssjukhuset, Stockholm, Sverige: Studie I Reg.nr.
99-019; Studie II Reg.nr. 55/02; Studie III och Studie IV Reg.nr.
2004/5:9.

SAMMANFATTNING AV DELSTUDIERNA
Studie I

Urval

Urvalet av informanter till Studie I var personer med psykiska
funktionshinder i alder mellan 30 och 65 ar. Vid tidpunkten for studien
var samtliga boende i egen ldgenhet i kommunen. Samtliga hade
kontakt med sévél den psykiatrisk vird som social service. Personal i
psykiatrisk oppenvérd var behjélpliga i rekryteringen av patienter. Tva
mén och tva kvinnor uttryckte sitt skriftliga samtycke till att delta 1

studien och att bli uppringda av forskaren for en dverenskommelse om
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tid och plats for en intervju. Intervjuerna genomfordes i informanternas
hem. Ett intervjutillfille forlades till en annan plats darfor att

informanten beddmde ldgenheten som alltfor stokig.

Avsikten med intervjuerna var att utvinna beskrivningar som utgick
fran intervjupersonernas livsvirld for att direfter tolka innebdrden av
dessa. Under intervjuerna anvéndes temaomrdden som utgick var
mdjliga att forédndra och anpassa under intervjuns gang. Intervjuerna
kan karaktiriseras som en form av samtal (Kvale, 1997). Det ér
emellertid viktigt att papeka menar Kvale (1997) att den personliga
ndrhet som réder under en intervju ocksa stdller hoga krav pa
intervjupersonens lyhordhet, att beakta huruvida han/hon skall ga vidare
eller inte vid varje moment av sin utfriagning. Att fa tillgang till en
ménniskas livsvirld forutsitter en dppenhet, som innebér att forskaren
ar mottaglig for ny kunskap, samt har kunskap om sin egen asikt i

dmnet (Kvale, 1997; Dahlberg et al., 2001).

Informanterna intervjuades tre ganger med en till tvd veckors
intervaller. Den tredje intervjun var kortare &n den forsta, men varje
intervju varade ca 1 timme. Tanken med uppf6ljande intervjuer var att
fdnga processen, fd fler nyanser och kontrollera forskarens egen

forstaelse samt 6ka graden av validitet (Lipson, 1991; Svedberg, 2003).

Tidsintervallet gav informanterna mojlighet till att reflektera over
tidigare intervju, samt vid behov komma med fortydligande, tilldgg

eller réttelser. Den fOrsta intervjun bdrjade med att forskaren bad
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informanten att beskriva hur vardagen sidg ut med hjilp av en
intervjuguide som handlade om informantens livssituation, stdd, service
och dagliga aktivitet. Intervjutillfélle tvd och tre inleddes med att fraga
om informanten hade reflekterat 6ver den tidigare intervjun och om de
onskade beritta om nagot ytterligare. Direfter summerades tidigare
intervju av forskaren och &tergavs till informanterna. Intervjutekniken
var sonderande, informanternas uttalanden summerades eller
upprepades, for att ge informanten mojlighet att korrigera eller utveckla
vad de tidigare berdttat (Winter, 1978; Patel, 1987; Svensson och
Starrin, 1996; Kvale,1997). Intervjuerna spelades in pa band efter

informanternas samtycke.

Dataanalys

Samtliga tolv intervjuer i Studie I skrevs omgéende ut till text efter
varje mote. En kvalitativ innehallsanalys (Sandelowski,2000) anvéndes
for att identifiera teman som beskrev aspekter i det dagliga livet,
aktiviteter, erhéllit stdd samt personliga erfarenheter (Denzin och
Lincoln, 1998). Varje intervju ldstes igenom flera ganger for att dels fa
en uppfattning om innehallet i varje intervjun, dels fa en kédnsla av
innehall av det totala materialet. Darefter l4stes och noterades innehéllet
1 texten mening for mening med avsikt att identifiera vésentliga faktorer
i relation till hur informanterna upplever sin vardag. De framtagna
kategorierna jamfordes darefter med varandra med avsikt att reducera
materialet och bilda teman. Forslagen pd teman diskuterades och
jdmfordes av samtliga forskare med avsikt att validera studien (Baxter,

1991). Genom denna interna valideringsprocess utvecklade forskarna
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en djupare forstaelse for de psykosociala svédrigheter som personer med

psykiska funktionshinder upplever i livet.

Resultat

Studien har utmynnat i tre teman som belyser psykosociala

begrinsningar i det dagliga livet;

1/ kénsla av ensamhet men of6rmaga att initiera och skapa
vinskapsrelationer 2/ kunskap om behov men bristande

initiativférmaga 3/ behov av stod men vill inte bli kontrollerad

Kdnsla av ensamhet men oférmdga att initiera och skapa
vdnskapsrelationer

Detta tema refererar till bristen av sociala relationer. Samtliga
informanter berittade att de hade vénner som barn men nir de blev
sjuka sda fordndrade detta sig och “grubblerierna” borjade.
Informanterna har under en lang tid haft ett begrénsat natverk men de
visste inte hur de skulle kunna skaffa vinner eller vad vénskap var.
Deras langvariga sjukhusperiod hade forsatt dem utanfér de sociala
arenorna. Informanterna var medvetna om och hade varierande insikt
om orsakerna till sin sociala isolering men angav att de inte hade
formaga att paverka detta. De ansdg det nddvéndigt att ha vidnner och
att intressera sig for andra ménniskor. Alla informanter beréttade att de
hade rosthallucinationer nér de var ensamma. Alla informanter har
rutiner 1 det dagliga tillvaron och de méinniskor de méter &r inga som de

kénner att de kan skapa goda relationer med. De professionella som
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kommer till deras hem é&r inga som de kan bli vénner med.
Sjukhusvistelsen, ddremot, minskar ensamhetskénslan eftersom den ger

mdjligheten till méten med andra ménniskor.

Kunskap om behov men bristande initiativformaga

Detta tema handlar om informanternas berittelser om kéanslan av
maktloshet och forméga att ta initiativ for att reda ut livet. Samtliga
informanter ville ha ett jobb som de menar &r viktigt for hélsan.
Emellertid varierar deras instdllning till arbete eftersom de har svart att
klara av ett arbete — trots att de ansdg att arbete vore meningsfullt,
sarskilt for att kunna tréffa andra ménniskor. Diremot berittade ett

flertal att det var svért att ta sig upp pa morgonen.

Anser sig vara i behov av stod men vill inte bli kontrollerade
Informanterna mdter ca 15 professionella som é&r involverade i
planering av deras liv. De anser sig vara behov av dagligt stdd och
aktivitet men vill inte bli kontrollerade. Informanterna menar att
socialtjinstpersonalen har en vitalt inflytande pé deras liv och kdnner
sig sdkrare eller tryggare tillsammans med socialtjdnstpersonalen.
Personal som ger dem berdm gor att de kan klara av svara saker.
Déaremot, berdttade informanterna, att de stélls utanfor planeringen av
deras behandling och rehabilitering eller vad de ska gora for att ha ett
meningsfullt liv. Aven anhériga tar oOver och planerar for
informanternas men det har inte bara negativa sidor eftersom de ger
mdjlighet till sociala kontakter uttryckt som “det &r atminstone nédgon

som kommer”.
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Studie I1
Urval

Datainsamlingen for Studie II var forlagd till tva skilda
arbetsverksamheter, forbehallna personer med psykiska
funktionshinder. Insamling av data har skett dels genom deltagande
observationen av tjugo kvinnor och tre médn dels genom individuella
intervjuer med sex kvinnor och tva mén. Intervjupersonerna var mellan
21 och 57 ér. Forskaren beskrev syftet med studien for instruktdren pé
arbetsverksamheten och presumtiva informanter informerades sévél
muntligt som skriftligt om studien. Ytterligare moten dgde rum dar
forskaren tillsammans med de presumtiva informanterna diskuterade
mdjligheter och forutsdttningar for att genomfora studien. Det var
viktigt for de presumtiva informanterna att f4 garanti for att
observationsmaterialet inte skulle komma att missbrukas. Det var ocksa
viktigt att planera tiden for kommande observationer sa att de personer
som inte Onskade delta i observationerna inte var ndrvarande pa

arbetsverksamheten.

I etnografiska studier dr det inte vanligt att 1 forvdg besluta om hur
ménga informanter som bor ingd (Denzin och Lincoln, 1994;
Hammersley och Atkinson,1994; Pilhammar - Andersson, 1996).
Tyngdpunkten vid etnografiska studier &r att f& en bild av mangfalden

och komplexiteten i den foreteelse som studeras.
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Deltagande observationer var den huvudsakliga metoden for
datainsamling 1 denna studie. Semistrukturerade intervjuer har
tillampats 1 anslutning till deltagande observationer.

Intervjuerna fokuserades pad omrdden som av forskaren upplevdes som
oklara under observationerna. Observationsstudierna genomfordes
under tvd manader fordelade pé tva perioder om tvd veckors intervall.

Varje observationstillfille varade ca 4—6 timmar.

Observationerna  baserade sig pd ett 1 forvdg utarbetat
observationsschema som  handlade om  integrationer  och
kommunikationer informanter emellan och instruktdrer under arbete
och pd kaffestunder och luncher. Dessutom  inneholl
observationsschemat informanternas arbetsinsatser, ndrvaro och

verksamhetens grupprocesser.

I borjan intog forskaren en passiv observationsroll i perioder av
intervaller om 15-20 minuter, for att ddremellan gd undan for att gora
anteckningar. Efter ett par dagar fordndrades observationsrollen, da
ndgra av informanterna uttryckte sin oginhet samt misstdnksamhet och
irritation mot forskaren. I syfte att inta en mindre storande
observationsroll fordndrade forskaren sin nérvaro till att delta i1
verksamheten 1 form av att utfora ett enkelt arbete. Ovanstéende
fordndring av  observationsrollen innebar att klimatet och

kommunikationen mellan informanterna fordndrades till det positiva.
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Under den andra observationsperioden mottes forskaren av ett mer

Oppet vilkomnande.

Observationsmaterialet insamlades genom féltanteckningar.
Intervjuerna omfattade 20 till 60 minuter och genomfordes i enhetens
samtalsrum eller uppehéllsrum. Samtliga intervjuer bandades utom en
pa informantens onskan. Filtanteckningar nedtecknades till berittelser
och bandade intervjuer nedtecknades ordagrant. Vid textdverforing

avidentifierades samtliga datamaterial.

Dataanalys

Tillvigagangssittet for att analysen av datamaterialet i Studie II som
bestar av sévél transkriberade intervjuer som féltanteckningar &r
detsamma som i Studie I. Den forsta fasen av analysen innebar att
identifiera likheter och olikheter som informanterna upplevt vara ett
hindrat fér dem att leva ett aktivt liv. Det framtagna analysmaterialet
sammanstilldes till teman och subteman. Nista fas bestod av att
identifiera mer eller mindre bakomliggande innebdrder i det framtagna
datamaterialet. Det prelimindra resultatet omarbetades till sex
preliminéra tolkningar.

Det dr svart att ha ett aktivt liv;

1/ Néar man inte vet vem man ar i relation till andra, 2/ Nar man inte kan
forutse nagot om framtiden, 3/ Det &r inte 14tt ndr man brister i kunskap
och inldrningsférméga, 4/ Nér ens minnen och erfarenheter framforallt
bestar av svdrigheter, 5/ Nir man &r oroar sig dver orsakerna till sin

sjukdom, 6/ Nar det svart att intressera sig for andra.

38



Resultat

Ndr man inte vet vem man dr i relation till andra

Flera informanter sdger att de inte kédnner sig sidkra pa vilka de &r i
relation till andra ménniskor. En del informanter upplever inte heller att
de dr riktigt godkénda som fullvirdiga deltagare av en gemenskap eller
delaktiga i en medborgerlig samvaro. Nér de deltar i ndgon form av
verksamhet kinns det inte som de dr dir pd samma villkor som de

ovriga deltagarna.

Jag kénner mig som ett original nér jag r tillsammans med andra.
Jag har latt for att f4 kontakter och vill inte vara en enstoring.

Det kdnns som om man inte passar in.

Utanforskapet ser ut att vara en aktiv handling. Négra informanter talar
om sig sjdlva som udda och annorlunda. De jimfor och virderar sig
sjdlva, och finner att de inte alltid duger, men ocksa att deras originalitet
ar unik. Jimforelser med andra leder alltsa till tva lite motségelsefulla
forhallningssitt. Informanterna upplever dels att kommer till korta, men
ocksa att de inte dr nigra dussinméanniskor. Dérfor blir de ofta trotta pa
andra ménniskor som klarar av att vara dussinménniskor. Emellertid,
informanterna anstrdnger sig att f4 uppmérksamhet av instruktorer,
formodligen for att det dr véldigt svart att bli uppskattade av andra
deltagare i den dagliga verksamheten. Féltanteckningarna belyser att

hur informanterna forsoker fa kontakt med andra;
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Informanterna forsoker att fa igdng en konversation med
instruktdrerna genom att tala om radioprogram och
tidningsartiklar.
En ambivalens genomsyrar informanternas berittelser 4 ena sidan vill
de vara i blickfanget 4 andra sidan vill de fé intresset riktat mot sig. Ett
hinder for att leva ett aktivt liv forefaller vara att personer med psykiska

funktionshinder ar osdkra om vem de ar i forhallande till andra.

Ndr man inte kan forutse ndagot om framtiden

Kontinuitet och forutsdgbarhet dr nodvandigt for att informanterna skall
kunna ha ett socialt liv.

I forutsdgbarheten ingar en léngtan efter egen inkomst, eget arbete och
rutiner. Detta skulle kunna gora informanterna oberoende och 6ka deras
sjdlvstandighet. Att kunna planera sin framtid &r ocksa ett viktigt sitt att

f4 makt over sig sjilv och sin egen livssituation.

Det &r viktigt att ha en egen inkomst, jag vill ha min egen

forsorjning.
Emellertid, nér malen ar for hogt satta forstérks kdnslan av svaghet hos
informanten. Till exempel, malet att ha en inkomst kan bli for stor nér
informantens ambitioner inte stdr i samklang med deras brister.
Framforallt, deltagarna i denna studie visar att de dr riddda for att
planera nigot som de skulle misslyckas med. De uttrycker sin rédsla
och hopploshet med att det dr meningslost for det gar @ndd inte att

paverka och véljer séledes att inte gora ndgot alls.
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Jag har inga tankar och 6nskningar, jag bryr mig inte.

Jag tycker att jag kan ta beslut men dagarna ser dnda ut som dom

gor.
Behovet av forutsdgbarhet tycks alltsa leda till negativa forvantningar.
Den som ér instélld pa att misslyckas behdver ju inte bli besviken nér
misslyckandet vdl kommer. Som ett resultat, ett hinder for ett aktivt liv

tycks vara nir informanterna finner det svért att fundera om framtiden.

Det dr inte ldtt ndr man brister i kunskap och inldrningsformaga

Flera av informanterna séger att de har forlorat sddan kunskap som de
tidigare haft, och att detta i sin tur har med deras psykiatriska problem
eller behandling att gora. Det dr svart for dem att inhdmta bade
kunskapsforluster och den nya kunskap som yrkeslivet krdver. Ménga
informanter vill ldra sig det de behdver for att kunna fungera som aktiva
samhillsmedborgare, men de upplever att de har begrinsad
inldrningsformiga, som kan gora det svért att tillgodogora sig de

reguljdra utbildningsprogrammen.

Jag vill g& gymnasiet men det méste vara langsam studietakt.
Mitt minne ar daligt det fastnar inget, jag &r orolig for det. Minnet
ar viktigt!
Svért att veta men det kanske beror pd medicinerna?
Att drabbas av att minnet sviktar och att tidigare kunskaper forsvinner
ar mycket oroande. Detta ger en osékerhet och forsvarar mojligheten att

leva ett aktivt liv.
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Ndr ens minnen och erfarenheter framforallt bestdr av svarigheter

Samtliga informanter beskriver att nuvarande situation har ett klart
samband med deras tidigare erfarenheter och frdn deras uppvéxt. For
ndgra av dem, har flera tragedier intriffat samtidigt, samt att de inte
ként sig omtyckta av andra. Dessutom, nigra uttrycker att de har svéart
att bedoma konsekvenserna av sitt handlande. Informanterna &r vil
inforstddda med vad hindren bestir av men de har svért att ta itu med

sina svarigheter.

Mina foréldrar dog nér jag lag i skilsméssa samtidigt som jag var
delaktig i en trafikolycka.

Jag har aldrig fétt hora att jag &r bra pa ndgonting.

Jag har alltid haft svart att géra mig hord.

Tidigare oldsta problem blir ett hinder for att komma vidare.

Ndr man dr oroar sig 6ver orsakerna till sin sjukdom
Informanternas bristande kunskap om sin psykiska sjukdom kan bli ett
ytterliggare hinder for att leva ett aktivt liv.
Jag vill ta reda pd vad mina fordldrar sdger om min sjukdom och
inhdmta mer kunskap om min sjukdom.

Att fa en diagnos kan ge en beftielse.

Ndr det svart att intressera sig for andra
Flera av informanterna ger uttryck for ointresse av att ha kontakt med
andra. Andra ménniskor ger dem inga stimuli och informanterna har

inga tankar eller tilltro om sig sjdlv att kunna ge ndgot till andra.
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Informanterna dr inte sérskilt aktiva till att ta kontakt med andra
maénniskor, framforallt med instrukt6rerna.

Jag kanske inte dr intresserad av att umgas.

Jag kénner mig tom, allt &r jobbigt!

Passar inte in — det spelar ingen roll vad jag gor.
Foljaktligen, informanterna menar att de alltid haft svart for att etablera
relationer framfor allt med det motsatta konet. Dessutom vill de inte
umgds med ménniskor som har liknande svarigheter som dem sjdlva.
Deras initiativ till kontakt forefaller vara forbundet med négot som de

behover, 1 annat fall avstar de.

Att skapa relationer forutsitter att aktivt rikta intresset mot ndgon annan
an sig sjilv och ibland ge upp sina normer och vérderingar for hur
relationer skapas. Informanterna avstar fran nya kontakter och 1 stillet
fortsitter de med att skydda sig sd att deras heder eller
varderingssystem inte paverkas, samtidigt som de talar om ett

utanforskap.

Jag har alltid haft det svért att umgds med andra.
Jag kanske inte vill dra in dem i min vérld.
Jag har svart att sméprata.
Svérigheter 1 att utveckla intresse for andra méanniskor verkar sélunda

bli ett hinder for att skapa gemenskap med andra for ett aktivt liv.
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Studie III och Studie IV

Urval

Datamaterialet som bestdr av intervjuer och fotografier &r desamma for
Studie III och Studie IV. Deltagarna bestod av fem kvinnor och tre
mén, som samtliga uppfyllde kriterierna for att delta i studierna.
Informanterna rekryterades fran tre arbetsverksamheter for personer
med psykiska funktionshinder. Arbetsverksamhetens instruktorer var ”
gate- keeper ” och férmedlade en skriftlig information om studierna till
potentiella deltagare. Handledarna var ocksd behjélpliga med att
arrangera informationsmoten, samt lokal for moten mellan forskaren

och individuella informanter.

Samtliga informanter fick en engéngskamera och ombads att
fotografera situationer, foremél och individer som var betydelsefulla for
dem. Ett par av informanterna hade av olika anledningar inte hunnit
med att ta de fotografier de 6nskade under den aktuella veckan, varfor
tiden forlingdes ytterligare. Vid alla tillfillen utom ett hade
engingskamerorna forberetts genom att trycka bort fotografier sa att det
endast fanns 13 bilder kvar. De flesta tog ett 10-tal fotografier som
overenskommet var utom en person som tog 23 bilder. En annan av
informanterna hade av misstag 14tit kameran komma i héinderna pa sina
barn, som lyckades forstora den. En annan av informanterna hade inte
lyckats med att ta fler bilder @n sju pa grund av att det var sd svért att

vélja motiv.
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Skillnaderna i antal fotografier uppfattas inte som att det har haft ndgon
storre betydelse for intervjuerna eftersom flera av informanterna har
lagt ned ett stort arbete pa att gora de ritta urvalen av sina fotografier,
d.v.s. som Overensstimmer med deras uppfattning om vad de vill
beritta. De informanter som endast tagit ett mindre antal fotografier har
in stdllet bidragit med mycket innehallsrika beréttelser. Daremot gav
den informant, som tagit flest fotografier, en mer ytlig och generell

berittelse om de olika fotografierna.

Intervjun inleddes med att forskaren Overldmnade dubblerade
fotografier till informanterna. Samtliga informanter tittade pa
fotografierna, en del la ut fotografierna pé bordet, andra satt med dem 1
handen. Varje informant ombads att berétta om sina fotografier. Nagra
av informanterna forvédntade sig att forskaren skulle vilja ut
fotografierna, men med en forsiktig uppmuntran valde s& sméningom ut
de fotografier de 6nskade beritta om, samt i vilken ordning detta skulle
ske. De flesta av informanterna hade redan under fotograferingen
bestdmt sig for i vilken ordning de 6nskade berdtta om fotografierna de
tagit. Nir informanterna valt ut sina fotografier stéllde forskaren fragan

”kan du beréitta om denna bild”?

Samtliga intervjuer, som pégick drygt en timme, bandades. Forskaren
triffade tvd av informanterna vid tva intervjutillfillen, dd dessa
informanter Onskade ta ytterliggare ett par fotografier eftersom de

saknade ndgra vinjetter som de 6nskade ha med.
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Studie III

Dataanalys

Hermeneutisk tolkning

Den forsta prelimindra databearbetningen innebir en strukturering och
renskrivning av datamaterialet. Dérefter kodas (innehéllsanalys)
materialet utifran ord, fraser eller delar av text relaterat till de
fragestdllningar som &r relevanta for forskningens syfte. De erhdllna
koderna, som ska ge svar pa fragestdllningarna grupperas utifrn
likheter och olikheter till kategorier. I ndsta steg undersoks sambanden
mellan de framtagna kategorierna som sammanstélls till teman
(innebordsanalys). Med hjilp av tolkning, soks en djupare innebord i
temat, 1 syfte att forklara livsdskadningen och dess betydelse for
personer med psykiska funktionshinder och deras livsvillkor relaterat
till hédlsan och aktivitetsformagan.

Resultat

Fyra teman framkom; 1/Tankar om Gud, meningen med liv och déd,
2/Meningen med relationer till andra, 3/Djur ger livet mening utan

fordran, 4/Foremal och dess symboliska mening for livet.

Tankar om Gud, meningen med liv och dod

Detta tema beskriver informanternas tankar om meningen med livet och
vad som hénder efter doden. ” Att tro ger livet en mening” som en
informant sa ” det gor mig friskare och sdkrare”. ”Det dr livet som ger
sjukdom, ingen fods med en psykiatrisk sjukdom”. Informanterna
berdttar om en sorts andlighet som inger lugn och frid och som enbart

uppstar i livets borjan och slut. Andligheten representerar for
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informanterna en sorts renhet, dir inga sjukdomar finns. Daremot &r
doden skrammande for informanterna. Informanterna beskriver en
ridsla for att do, “att forsvinna bort frén jorden och att allt tar slut”. Att
inte finnas ldngre betyder att bli utplanad - ingen kommer att minnas
dem och de blir bortglomda” som en informant sa. Andra sdger “det &r
lika bra att bara forsvinna, att inte ha ndgon grav och gravsten, ingen
kommer 4ndé att besoka den dé jag &r s& betydelselos”. Men att ha en
grav som andra skulle kunna besdka, menar en annan informant, ger en
liten mojlighet att bli ihdgkommen, trots kénslan av att vara

betydelselos.

Informanternas beskrivning av sina kénslor av ensamhet dr stor och
risken for att bli bortglomd skapar dodsangest hos dem. Det &r viktigt
enligt informanterna att finna ndgon sorts mening med sitt liv innan
man dor. Om meningen med livet forblir ouppklarat &r det svért att
finna en fridfull dod. En 6nskan om ett evigt liv eller tron pd ett liv efter

ddden skulle kunna ge dem en mojlighet att ndgon géng bli ’sedd”.

Att ha en tro pd Gud &r viktigt trots att informanterna kénner sig svikna
av Gud d& Han faktiskt inte funnits for dem ndr de som bést behovt
Honom. I stillet, upplever de att Gud har bestraffat dem och ratar dem.
En informant menade att detta kan vara en anledning till att soka en
annan tro. En annan informant sa, ”Du kan inte vara utan en tro, darfor
det kan leda till sjdlvomkan och ett kortare liv”’. ”Att vara ateist &r

sjdlvutbrannande.”

47



Dessa exempel pd informanternas tankar indikerar att livet har en
mening, men meningen med livet dr inte att bli religids. Dessutom,

ingen dr fodd med en psykisk sjukdom

Meningen med relationer till andra

Informanterna upplever att deras liv hade kunnat vara annorlunda
framforallt om deras foridldrar hade varit harmoniska, nir de var barn.
Idag hade de haft ett bittre sjdlvfortroende och tillit till andra
ménniskor. En av informanterna menar att om hennes mamma hade
haft en “skyddsdngel” sid hade hon varit “gladare” och d& hade
informanten inte behovt kdnna sig sda “trasig, som hon menar
schizofrena ménniskor kdnner sig.” Informanterna soker finna en form
av forsoning med sina upplevelser fran tidigare liv och relationer till
foréldrar for att finna en mening med sitt nuvarande liv. Informanternas
erfarenheter av relationer med andra ménniskor dr ofta forenat med
misstdnksamhet. De menar att de “umgétts med fel folk™ eller att de har
déliga erfarenheter av méinniskor. Alla informanter menar att de hellre
relaterar till djur an till minniskor, d4 de kénner sig lugnare och
fredligare med djur. Deras syn pa djur &r att dessa har samma virde

som manniskor.

Djur ger livet mening utan fordran

Detta tema handlar om informanternas beskrivningar om och relationer
till djur. Djur (husdjur) ger livet en mening, menar informanterna, och
har samma véirde som minniskan. En informant betonar starkt, alla

borde av moraliska skél bli vegetarianer”. De flesta av informanterna
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upplever att det dr lattare att vara tillsammans med djur 4n med
ménniskor, darfor att husdjur &r, “kravldsa mot ménniskor, djur dr mer
lojala och anpassar sig efter minniskan och hennes behov och
hélsotillstind”. En konsekvens av detta &r, “djur har ingen fordran pé
ndgonting samtidigt som de dr foljsamma” och jag upplever att min
omsorg besvaras med tillgivenhet”. Informanterna beskriver att ett
omsesidigt vélbefinnande da uppstdr mellan djuret och ménniskan. En
véltalig informant beskriver deras relation som “om jag inte fungerar,
dé fungerar inte mitt husdjur — han slutar upp med att leka och visar inte
upp ndgon glédje heller sa blir han nedstdmd”.

De meningsfulla relationer som informanterna har & med sina
husdjur. Relationen existerar sa ldnge informanterna lever, vilket
betyder att de minnen informanterna har av sitt liv inte kan béras
vidare. Det &r en kulturell aktivitet som deras husdjur inte &r i

stand att bédra vidare. Deras husdjur kan varken Gverfora sorg

eller glddje d&ven om de har kénslor.

Foremdl och dess symboliska mening for livet

Detta tema beskriver de foremél som informanterna fotograferat och
vilken betydelse dessa har for informanternas liv. Informanternas brist
pa kontakt med andra méinniskor medfor att ingen finns att tillgd som
symbol bérare. Bristen pa tillit till andra méinniskor forsvérar tillvaron
ytterliggare for informanterna dé ingen dr ’god nog” for att drva deras
vérdefulla foremal. Informanterna talar om foremalen som att de &r en

del av dem sjdlva. Genom att skdnka bort ett foremal skinker
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informanterna ocksd bort en del av sig sjdlva, vilket naturligtvis okar
kravet pa mottagaren.

Foremal kan ocksé vara symboler for att skapa kdnslor av harmoni. En
informant berdttar att “adnglar” hjilper henne att “bli helare”, inte sa
trasig”. Hon séger; “dnglar vill ens basta”. Symboler, som énglar, kan
fungera som en bro till kontakt med andra ménniskor. Att gora inkdp
och vara dgare av foremél kan upplevas som att vara som alla andra det
ar att spegla en onskan om att bindas till den materiella varlden. Men
det ar viktigt, menar informanterna, “foremalen fér inte bli for méinga,
detta skapar oordning och kaos”. Datorn kan, t.ex. formedla kontakt

med andra ménniskor, men da pd informantens egna villkor.

Studie IV

Dataanalys

Dataanalysen bestdr av en beskrivning av de 97 fotografierna och en
analys av de 4tta intervjuerna. Dessa strukturerades enligt en matris
(fig. 2) som bygger pa Jeffners (1998) tre komponenter; ménniska, djur
och natur samt foremal. En modifikation av Jeffners teori &r att
analysen vill spegla sévil ett inifrdn perspektiv som ett perspektiv pa
omgivningen hos informanterna. Dataanalysen foljer 1 princip faserna i
en hermeneutisk process naiv ldsning, strukturell analys och
helhetstolkning av informanternas basala attityder till livet (Soderberg
et al., 1999). Naiv ldsning &r det forsta steget i tolkningen. En
strukturell analys inkluderar att undersoka delarna i texten till att ta reda
vad och hur det uttrycks. Alla informanter har illustrerat sitt dagliga liv;

ndgra har tagit sjalvportrétt eller fotografier pa sitt hem eller sin familj.
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Manga fotografier dr tagna pa arbetsverksamheter och instruktorer. Ett

fital av fotografierna &r arrangerade med personer eller foremal. Néagra

av informanterna har endast fotograferat sitt hem eller sin familj.

Tabell 2. Jeffners livsaskddningskomponenter

Minniska Djur och Natur |Foéremal
Personlig/ | Jag sjélv Husdjur Interidrer
Sambhillelig | Nirstdende Faglar Mabler
Niva (maka/make, barn, | Vixter Hushéllsredskap
slakt, vanner) Dator/TV
Andra Prydnadssaker
(arbetskamrater, Arbetsverksamhet
personal) Psykiatrisk
mottagning
Offentliga
byggnader
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Resultat

Sjdlvportritt

Tre informanter (kvinnor) har latit fotograferat sig sjélva, totalt sju
fotografier. Ett av sjdlvportritten visar en kvinna med festfrisyr,
vélsminkad och iford en svart paljettklanning.

Det andra sjélvportrittet dr en kvinna i 35-arsdldern med cendréfargat
kort har klddd 1 T-shirt och arméjeans. Fotot &t taget i ett barnrum, med
ndgra teckningar pd vaggen, vilka forestdller en hund, en sol och en
nalle. Informanten star framfor en furusiing, med en stol intill som ser ut
att fungera som séngbord.

Den tredje kvinnan har tagit fotografier pa sig sjéilv, verksam i
arbetsverksamhetens lokaler. Informanten har sitt har uppsatt i en

héstsvans och hennes ansiktsuttryck dr sammanbitet och anstrangt.

Informanternas berdittelse om sig sjdlv i forhallande till fotografierna

Savil de tre informanterna som latit fotografera sig sjdlva som Gvriga
fem informanter beréttar om sig sjilv utifrén vad de varit med om, hur
de har det och hur de skulle vilja att deras liv utvecklades. De beréttar
om vad det innebdr for dem att ha en identitet, hur en maénniskas
identitet formas, vad lidande och vélbefinnande betyder, samt vilken
betydelse deras tidigare erfarenheters har haft for deras personliga

utveckling.

Sokande efter en egen identitet
Den forsta informanten som klétt sig fin infor fotograferingen beréttar:

”Det kinns som nér jag var liten och klidde ut mig.” Jag ar kluven
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till att kl& upp mig, det ar kul att glittra samtidigt som jag inte vill
uppmérksammas.” Hon fortsdtter, ”det dr inget problem eftersom jag
aldrig gar pé fest eller traffar folk”, informanten soker bli kvinna, vill
md bra och kéinna gliddje. Hon vill vakna upp och kénna att det
fungerar, “att gora ndgot for mig sjdlv och inte alltid for andra”. En
annan informant berittar att det dr viktigt att gora saker for sig sjilv
och inte bara for andra. Att ha egna asikter som skiljer sig fran andras

ar obehagligt.

Det ér viktigt for informanterna att gbra nagot av livet, att finna en
mening med livet, dd livet kan ta slut nir som helst. Att bli
sjdlvstindiga, att skapa en inre sékerhet, att ha tdlamod med sig sjélv &r
betydelsefullt, men tar tid. En informant pépekar att hon maste leva ett
begréinsat liv, att prova nya saker, men i langsam takt, anpassad efter
hennes formaga. En annan informant berittar, ”’jag har svart med nérhet
och distans, dr overgiven och ensam”. Att vara ndgon i relation till
andra, att bli bekraftad och bli en tydlig individ, att garanteras ett evigt

liv skulle vara befriande, menar en av informanterna.

Normsystem

Vardagen maste fyllas med ndgot tryggt och glddjefullt menar en av
informanterna, att folja sina 16ften, att inte gora kriminella handlingar,
att bli en svensk, bli arbetsfor, fungera socialt och vara trevlig &r
betydelsefullt. En yttre ordning kan ge en inre ordning. Att skapa
traditioner, att stélla rimliga krav gér inte att uppna till 100 %. En annan
informant berittar: ”Det dr svart att halla ordning pa saker, jag klarar

inte av vardagliga kontakter.”
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Beskrivning av fotografier pa ndrstdende

En av informanterna har fotograferat en man i 40 éarsaldern tillsammans
med tva barn. Fotot &r taget i ett rum med fargrika barnteckningar pé
véggen, vilka forestiller dels en stor svamp med en vacker himmel, dels
en vidg som bildar en odndlig tunnel. En kvinnlig informant, har
fotograferat en man, som ligger pd en soffa med bortvint ansikte.
Framfor mannen stdr en chipspdse och pa soffkanten finns ett antal
prydnadselefanter. Flera av informanterna har fotograferat barn, varav
en man, har fotograferat en kvinna i 35-arsldern med en baby. Ovriga

barnfotografier har tagits av kvinnliga informanter.

Ett fotografi pa narstdende forestéller ett en man som sitter pd vinden
framfor en dator, ett annat ar taget pd en dldre mycket blek man i en
sjuksang. En av de kvinnliga informanterna har 14tit fotografera
(arrangerat) en dldre dam med en stor bukett blommor i famnen. En
manlig informant har fotografera en grupp kvinnor och mén i 40-50
arséldern. Fotografiet dr taget i en klassisk hemmiljo, soffor frdn 1800-
talet, kristallkronor, stora antika ljushallare med levande ljus, dkta
mattor och gobelidnger med olika motiv. Bordet & dukat med en

kaffeservis fran tidigt 1900-tal.

DISKUSSION

En sammanfattande tolkning av resultaten i delstudierna é&r att
existentiell ensamhet (figl) bildar ett livsmonster hos personer med

psykiska funktionshinder, som troligen utgdr ett hindrar for dem att leva
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ett fullvirdigt liv. Informanternas negativa sjdlvbild utmynnar i en savél
reell som existentiell ensamhet. Ett fullvirdigt liv, enligt de informanter
som ingick i studierna innebdr att finna mening med livet, ha kontroll

over sitt eget liv och ha ett socialt utbyte.

Overgivenhet

Psykisk sjukdom —— sjalvbild Utanférskap

EXISTENTIELL ENSAMHET
BEHOV AV STOD FOR ATT FORANDRA ETT LIVSMONSTER

\ /

Kontroll 6ver eget liv

!

MOJLIGHET TILL ATT LEVA ETT FULLVARDIGT LIV

Meningsfullhet Socialt utbyte

Fig. 1 Existentiell ensamhet hos personer med psykiska funktionshinder
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Berittelserna ddremot beskriver en sjélvbild hos en ménniska med ett
avvikande beteende 1 forhallande till andra, samt kénslor av
overgivenhet och utanférskap. Denna sjélvbild resulterar i ett specifikt
underldgset och osdkert satt att forhdlla sig till omvédrlden. Béde
informanternas berittelser och forskarens observationer gav en bild av
informanterna som forsiktiga och avvaktande i sin relation med andra
méanniskor. Osdkerheten och rddslan for att inte rdcka till, samt
okunskap om hur man etablerar och behédller en relation blir for
informanterna stort och odverstigligt. De avstar darfor frdn att skapa
relationer med ménniskor och ersétter istéillet denna form av relation

med sitt forhallande till foremal, djur och religidsa foreteelser.

Informanternas berédttelser om sin ensamhet kan tolkas som att
ensamhet dr en subjektiv kédnsla som kan vara positiv eller negativ,
beroende pd vad som hédnder under livets gang. Innebdrden i
informanternas beskrivningar om sin ensamhet dr outtalad, men kan
tolkas som negativ. Nér informanternas ensamhet blir riktigt pataglig,
hanterar de sin oro pa olika sétt. En del blir aktiva och promenerar langa
strackor, andra blir stillasittande och menar att de inte "’bryr sig”, andra
foredrar att sova bort tiden. Flera informanter menar att de fér
hallucinationer om det blir ensamma under ldngre tider.
Arbetsverksamheten och stodinsatser fran psykiatri och socialtjdnst &r
av betydelse d& dessa hjidlper dem att minska ensamheten. Antalet
personer som pa olika sétt har att bistd informanterna med stodinsatser
ar stort och kan innebéra att en och samma informant kan ha upp till ett

femtontal personal till sin hjélp. Alla kommer de med sina goda rad om
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vad de anser dr bést for informanten och som denne kénner att han/hon
méste ta hdnsyn till. Risken finns for att informanternas befintliga lilla

privatliv far ge vika for de professionellas goda rad och asikter.

Samtliga informanter vill ha vénner, men dd pa sina egna villkor. De
saknar kunskaper om hur de skall gé till vdga for att f4 och behalla en
vénskapsrelation. Informanternas vinskapsrelationer synes bygga pé en
ensidighet, satillvida att informanterna 6nskar att vinnerna skall finnas
till och std till deras forfogande ndr de har behov av dem. Det
framkommer ocksd att det dr viktigt for informanterna att bli
uppskattade och uppmirksammade. Séledes bygger vinskapsrelationer
helt och hallet pa att den ena parten &r aktiv och den andra passiv,
relationen kan liknas vid ett “mor och barn” forhdllande. Ytterliggare en
reflektion dr huruvida informanterna nagonsin haft en riktig
vénskapsrelation eller om de alltid levt i ett utanforskap. Informanterna
skiljer sig &t i sina beskrivningar, ndgon har beréttat att de hade vanner
nidr de var barn, andra menar att de alltid varit ensamma. En annan
informant berittar att det dr tragiska livserfarenheter som har orsakat att

han/hon ér ensam.

Enligt Carter (2006) tillhor ensamheten det moderna samhillet,
storstaden, splittrade familjer. Kénslor av ensamhet uppstar nér
méinniskors livssituationer fordndras som nir ett barn fods och skiljs
frin mamman genom att navelstringen klipps av. Andra stora
fordndringar 1 ménniskors liv dr da tondringen for forsta gangen flyttar

hemifrén, eller i samband med en skilsméssa eller en persons dod.
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Nilsson (2004) menar att alla méanniskor forsdtts i ensamhet ndgon géng
i livet, vi fods ensamma, vandrar genom livet som separata individer

och dor ensamma.

Samtliga informanter som ingér i denna avhandling, visar pé att deras
utsagor ockséd innehdller en existentiell ensamhet som meningsloshet
och hopploshet. Den existentiella ensamheten forknippas vanligtvis
med personer som har en psykisk sjukdom som schizofreni. Enligt
Fromm — Reichmann (1959) har dessa personer har en social ensamhet.
Det &r sjukdomen i sig, som enligt informanterna, har medfort en
existentiell ensamhet. De beskriver att de upplevde sig Overgivna av
vianner och nidrstdende nir de blev sjuka, de kdnde sig som udda
medborgare, misstinksamma mot andra, grubblade dver detaljer. For att
skapa sig en inre trygghet soker de efter en tro, samtidigt som de
forkastar tron pd Gud bland annat pga. sina tidigare erfarenheter och
riddsla for att tappa fotféstet igen. Informanternas grubblande Gver sig
sjdlv och sitt egenvirde fir en avgdrande betydelse for informanternas
forhallande till sin egen dod och vad som hinder dérefter. En central
fraga for informanterna blir darfor hur de i sitt nuvarande liv ska kunna
bli en egen individ med egna &sikter, egen tro och att vara nagon i
relation till andra.

Enligt Kierkegaard (1992); Jeffner (1998); Nilsson (2004) é&r
ensamheten ett ménskligt fenomen, dér de flesta lar sig att hantera och
acceptera sin ensamhet. De som inte kan hantera sin ensamhet forsétts i

ett stimningsldge, en existentiell ensamhet, med en dngslan med de
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vanliga fragorna om livet som; Vad &r meningen med livet, Vem ér jag,

Varfor existerar jag?

Nilsson (2004) har studerat ensamheten utifran ett vardvetenskapligt
perspektiv och menar att existentiell ensamhet vid psykisk sjukdom é&r
upplevelser av ett kdnslomdssigt obehag, sjélslig smarta, saknad och
tomhet. Informanterna i denna avhandling talar om sina existentiella
upplevelser och psykiska sjukdom genom att soka en mening med livet
och forklaring till varfor det dr som det dr. De lever som 1 ett vakuum
med dterkommande fragor om hur de haft det och hur de har det.

Inom religionen dr ensamheten en godartad kénsla, menar Nilsson
(2004), eftersom minniskan relaterar till Gud och tillsammans med Gud
blir en ménniska inte ensam. Informanterna i denna studie har daliga
erfarenheter av sin relation till Gud, samtidigt som de lidngtar efter en
relation till Gud eller religiésa foreteelser som skulle kunna ersétta
ménskliga relationer. I stéllet for ménskliga relationer har manga av
informanterna relationer med djur. I denna relation kénner sig
informanterna jambordiga, vilket innebdr att deras upplevelser av
mindervirdighet forsvinner. Samma vérde fyller relationen till féremal.
Osikerheten pd sig sjilv i relation till andra far informanterna att
fundera Gver sig sjélva, att istdllet for at relatera till andra ménniskor

relatera till djur och foremal samt religidsa foreteelser.

Ett forandrat livsmonster
Ett fordndrat livsmoOnster hos informanterna innebér att finna en form

av meningsfullhet, kontroll dver livet och ett socialt utbyte. Nyman
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(2005) talar om ménniskors livsmening. Vardagliga rutiner, arbete och
en egen inkomst skulle, enligt informanterna, ge dem mojlighet att
aterfa hilsan och fa makt over sitt liv. Vidare menar de, att maktloshet
enbart har negativa effekter pa livsmonstret och att detta inte gér att
fordndra. Att fa kontroll Gver sitt liv innebér for informanterna att bli
sjdlvstindiga, att gora saker och ting at sig sjdlv och inte alltid for
andra, att std for sina asikter och att acceptera sig sjdlv och sina brister.
Genom att skaffa sig kunskaper om sin sjukdom och dess orsaker, samt
bli delaktig i sin behandling skulle ge dem kontroll dver sin situation
och minska kinslan av att vara obetydlig. Sérskilda grupper som
inriktar sig pa att diskutera samhélls- och vérderingsfragor skulle kunna
ge en O0kad personlig sakerhet samt stod 1 det dagliga livet hos personer

med psykiska funktionshinder.

Det &r viktigt, enligt informanterna, att finna ndgon sorts mening med
livet innan man dér. Om meningen med livet forblir ouppklarat &r det
svért att finna en fridfull dod. En 6nskan om ett evigt liv eller tron pa ett
liv efter doden skulle ge informanterna mojlighet att ndgon géng bli
”sedd”. De menar, att ett socialt utbyte kan ge livet en mening, men
eftersom informanterna saknar kunskaper om hur de skall ga tillviga
for att fa vianner och dessutom inte orkar intressera sig for ndgon annan
an sig sjélv, blir det svart for dem att umgés och etablera kontakter med

andra.
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Informanterna har behov av och en 6nskan om att fa stod av
vardpersonal men stodet maste basera sig pa informanternas behov,
deras utsagor samt i den takt de sjédlva onskar.

Stodinsatserna maste utga ifrén ett samspel mellan patient och personal.
Enligt Brekke och Long (2000) maste personalens stdd bygga pa
patientens subjektiva upplevelser av sina behov. Informanterna antyder
1 sina beréttelser att personal ofta fattar beslut 6ver deras huvuden. Det
ar, menar informanterna som om det 4r personalens liv som ska
kopieras och direfter tillimpas av informanterna. Ett genomtéankt och
vélment stdd som utgar fran patientens behov gor att den inre
sdkerheten 0kar. Vidare menar informanterna att personalens attityd till
dem har en stor betydelse for deras sjédlvbild. En personal i form av en
instruktdr som har formaga att ge berdm har storre betydelse for
utvecklandet av en positiv sjdlvbild &n ménga andra insatser enligt

informanterna.

METODDISKUSSION

Det overgripande syfte med denna avhandling var att med hjélp av
personer med psykiska funktionshinder och deras berittelser om deras
syn pa det dagliga livet, fa en djupare forstaelse for deras livssituation
och dirmed kunskap om vilken form av stéd som de kan behova for att

kunna leva ett fullvardigt liv.

I samtliga fyra studier har individuella intervjuer med personer med

psykiska funktionshinder anvénts for datainsamling. Vid rekrytering av
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informanter framkom en omsorg frdn personalens sida om den
presumtiva informanten som innebar vissa svarigheter for forskaren att
erhdlla informanter. Personalens skyddande hallning mot patienten &r
naturligtvis viktig samtidigt som personalen i detta sammanhang
begrinsade patientens sjdlvbestimmande. Ur forskningssynpunkt
forsvarar forhallningssittet att ny kunskap kommer gruppen patienter

tillgodo.

I denna avhandling har flera olika datainsamlingsmetoder,
triangulering, tillimpats for att ge en bredd och djupare forstaelse for
livssituationen hos personer med psykiska funktionshinder (Liitzén,
1993). Etnografin (Lipson, 1991) forordar flera datainsamlingsmetoder
for att finga savél process som kunskap. Sandelowski (2000) menar att
det finns Overtro pa intervjuer, varfor andra metoder behdvs for att

belysa det studerade fenomenet.

Forutom intervjuer har dven deltagande observationer (Studie IT) samt
fotografier (Studie III och Studie IV) anvénts som komplement till
intervjuerna. Datainsamlingen i Studie I bestod av djupintervjuer som
upprepades tre ganger med en till tvd veckors mellanrum under ca 1
timme. Att intervjua personer med psykiska funktionshinder innebar
alltid krav pa forskaren i form av kunskap om dessa personers sjukdom
samt formaga att handskas med de kénslor som intervjuerna kan vicka.
Intervjuer som datainsamlingsmetod kraver ocksd ndgon form av
relation mellan forskare och informant, som bygger pa tillit och

fortroende fran informanten. Syftet med att intervjua informanterna tre
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génger var med ett par veckors intervall var att ge informanterna
mdjlighet att reflektera Over den tidigare intervjun, komma med
réttelser eller tilldigg men ocksé for 6ka graden av validitet. Intervjuerna
1 denna studie har &gt rum i informanternas hem pa deras egen begéran.
Valet av plats kan i detta fall ha inneburit en trygghet for informanten
samtidigt som det kan innebéra en ofrihet for forskaren att intervjua
ndgon i dennes hem. Som forskare &r det ocksd av vikt att vara
observant pa utvecklingen av relationen mellan forskare och informant,
sarskilt da flera intervjuer sker med samma informant och 1 detta fall
personer med psykiska funktionshinder. En intervju innebér krav pa en
narhet mellan forskare och informant, som fran informanten kan

utvecklas till en forhoppningar om fortsatt kontakt.

I Studie II har deltagande observationer anvints som huvudsaklig
datainsamlingsmetod. Semistrukturerande intervjuer tillimpades i nira
anslutning till observationerna Datainsamlingen 4dgde rum pd en
sysselsittningsverksamhet for personer med psykiska funktionshinder.
Deltagande observationer &r en tidskrdvande metod for datainsamling
samt innebér dessutom svérigheter att forutsdga datamaterialet kvalitet.
For forskaren innebdr metoden att hitta en observationsplats ddr han
eller hon har s stor dverblick som mojligt over vad som hinder och
sker i rummet. Samtidigt dr det viktigt att forskaren ar sd “osynlig” och
vicka sa lite uppmérksamhet som mdjligt. Da platsen for
observationerna dven var tillgdnglig for personer som inte 6nskade delta
1 studien var det viktigt att forldgga observationstillféllena till tider da

dessa personer inte var ndrvarande pa sysselsittningsverksamheten.
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Syftet med observationerna i Studie II var att undersoka integrationer
och kommunikationer mellan informanterna samt mellan informanter
och instruktorer. Problem som kan uppstd 1 samband med deltagande
observationer dr flera. Forskarens passiva nérvaro i syfte att stora den
pagaende aktiviteten sd lite som mdojligt utgér trots alla
forsiktighetsatgérder and4 ett storande moment i informanternas dagliga
verksamhet. Osikerhet, misstdnksamhet samt ifrdgasittande av
forskarens nérvaro kan uppstd hos de personer som &r foremal for
observationen, vilket ocksé var fallet i denna studie. Ett annat problem
som forskaren hade att hantera var dd informanterna sokte kontakt i
form av forsok att inleda ett samtal. Forskaren forsokte att besvara
informanternas fragor sa knapphindigt som mdjligt, utan att beméta

informanterna med en avvisande attityd.

Metod for datainsamling i Studie III och Studie IV har varit
fotografier och intervjuer. Informanterna har tilldelats en
engingskamera och ombetts ta bilder pd situationer, foremal och
individer som dr betydelsefulla fér dem. Informanterna har i studierna
sjdlva berdttat om de fotografier de tagit. Detta innebédr att
datamaterialet 1 form av fotografier och berittelser i sin helhet utgatt
fran informanterna sjidlva. Denna form av datainsamlingsmetod sa
kallad sjélv- fotografering, menar Nolan (2006), &r sérskilt 1dampad {or
marginaliserade personer. Det var ocksa informanterna som avgjorde i
vilken ordning de ville berétta om sina fotografier. Intervjuerna kan
beskrivas som ett samtal mellan informant och forskare dar

informanterna bestdimde fokus pd samtalet. I samtalet med personer
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med psykiska funktionshinder kan fotografierna ha inneburit en
trygghet och forbindelselink mellan forskare och informant, vilket

underlattat samtalet och berikat datamaterialet.

Denna form av datainsamling kréver att forskaren sérskilt reflekterar
over sin forforstaelse (Sandelowski, 2000; Cronqvist et al., 2004).
Forskarens forforstaelse baserar sig pd mangérig erfarenhet av att arbeta
med personer som har psykiska funktionshinder. Forforstaelsen har
formulerats 1 text och diskuterats kontinuerligt  under

forskningsprocessen.

KONKLUSION

Forskning om existentiella fragor hos ménniskor med psykiska
funktionshinder &r beskrivet i ringa grad. En forklaring till detta &r, att
det finns en uppfattning om att dessa personers psykiska symtom
hindrar dem frdn att pa ett begripligt sétt berétta om sina existentiella
tankar och funderingar. Ytterliggare en forklaring kan vara att denna
typ av kunskap inte har setts som betydelsefull inom vardforskning eller
att det saknas metoder for att pavisa existentiella tankar och funderingar
hos ménniskor med psykiska funktionshinder. Denna avhandling har
visat att det d&r mojligt och vérdefullt att tillfrdga méanniskor med
psykiska funktionshinder om detta. En forutsittning for att lyckas &r att
personalen dr lyhdrda for hur existentiella tankar och funderingar
uttrycks dé detta kan paverka livssituationen. Personalen méste d4 ha

utbildning i och féorméga att samtala om existentiella fragor.
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Fotografering som datainsamlingsmetod kan utvecklas som
forskningsmetod. I det kliniska virdarbetet kan metoden tillimpas som
ett redskap och hjidlpmedel for att forstd patientens livsvérld och
ddrmed forbdttra forutsdttningarna for att virden planeras utifran

patientens behov.
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SUMMARY IN ENGLISH

Background

The Swedish psychiatric reform of 1995 has resulted in that
approximately 43,000 people aged between 30 and 65 are currently
living in their own accommodation in the community despite suffering
from long-term mental illness. The term mental illness was introduced
in connection with the reform, and limits the group to people that as a
result of mental illness has considerable difficulties in carrying out
activities in important fields of life”. The intention of the reform was to
present people with mental illness the same rights — but also the same
obligations — as people with physical disability, i.e. meaningful daily
activities, leisure pursuits and the chances of their own home in the
community. Responsibility for care and treatment remains within
psychiatric care services while responsibility for daily activities,

occupation and accommodation now lies with local authorities.

Key words when the reform was carried out were “normalization” and
“integration” in society of the relevant group of people, and these
continue to be an important intention in the care of these people. Earlier
research shows however that loneliness and social isolation commonly
occur among people with mental illness. On the other hand, scant
research has been carried out that describes how mentally disabled

people experience their own day-to-day life.
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Overall aim of dissertation
The overall aim of the dissertation was to gain deeper understanding of
the life situation of people with mental illness via their own narratives
on how their day-to-day life appears to them, and through this gain
knowledge of the type of support needed for them to live a satisfactory
life.
The aim of each investigative study was to gain knowledge on how
people with mental illness:

* Experience daily life. And to identify potential psychosocial

obstacles to attaining meaningful existence. (Investigative study

0.

* Express aspects of daily life seen as important (Investigative

study II).

* Express in various ways their views on life (Investigative study

).

* Express their fundamental attitude to life (Investigative study

V).

Four investigative studies are included in the dissertation, with
qualitative research methods used in all cases. Study participants, or
informants, are persons with mental illness, commonly with the

diagnosis of schizophrenia living in their own accommodation in the
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community, and who have continuous contact with both psychiatric

care and social service.

Methods

Collection of data for Study I involved in-depth interview of two men
and two women. Recorded semi-structured interviews were held three
times with one-week intervals for each participant. Content analysis
was used to identify themes describing aspects of daily life, activities,
supportive measures and personal experiences. Data for Study II was
gathered on work activities, partly via supportive observations of
activities and integration, and partly via interviews. The observation
proceeds consisted of 23 informants, three instructors and one assistant.
Two men and six women took part in the interviews. The aim of the
interviews was to acquire a full picture of the daily life of informants.
Field notes made in conjunction with the observations, along with taped
interviews, were analyzed using hermeneutic interpretation. Studies 111
and IV involved five women and three men from three local authority
activity units. These informants collected data in the form of
photographs taken that were then used as the points of departure for
narratives on their own day-to-day lives. The majority of the informants

took approximately 10 pictures each.

Results
Results from Study I showed informants were aware both of their

illness and their psychosocial limitations, and that they had insight into
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what they needed to do to influence their situation, while
simultaneously having insight into their poor ability to take initiatives.
Their narratives reflected their feelings of impotence and inability to
take initiatives changing their life situations. The informants expressed
feelings of loneliness and longing for close relations, but at the same
time avoided personal attempts to establish these by making no active
contribution to such relations with other people. Two informants said
they had friends, but despite this still felt alone and sometimes
experienced difficulties in meeting their friends. All informants
expressed the need for professional support but did not want to be

controlled.

The informants in Study II felt unwelcome, vulnerable and
marginalized, and had small hope of a change in their existence, leading
to worry about the future. They felt their relations with other people
were marked by lack of trust, and thus did not perceive themselves as
accepted in the company of other people or society. Some informants
occasionally felt like odd and different characters. Their perception of
themselves could vary from inadequacy to a sense of uniqueness. Their
ambivalent attitudes to being the centre of attention, or not having
attention directed at them were also seen in the study. It is suggested
that continuity and predictability make it easier for the informants to
manage their lives. Their need for predictability also included a longing
for own income, own work and the opportunity of creating routines,

hoping this would result in greater independence and the chances of
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planning a future. Several of them felt they had lost previously acquired

knowledge and that this was related to their illness and treatment.

Results from Study III describe the occupation of informants with
themselves and their existence. They relate a sense of spirituality
providing them with a feeling of peace and tranquility, but which exists
for them only at the start and end of life. The informants felt it
important to find a belief, one that could provide them with inner
harmony in life. Belief in God was important to them, despite the
experience of God having let them down when they needed Him the
most. For the informants, life without a belief meant anxiety over what
would happen to them and their possessions after death. Their relations
to animals meant receiving confirmation, plus the building up of mutual
caring that could only be satisfied in living existences. They felt
animals were in fact more loyal than people, making no demands, and
yet were in a position of dependence on humans. Possessions were of
importance to the informants, indicating they view these as part of
themselves. To them, giving away a possession entailed giving away
part of themselves. Angels were important to several of the informants,
since these helped them towards wholeness away from a sense of being
broken. Angels knew what was best for them, and could represent a

bridge between them and others.

In Study IV the informants related how they would like their future to
appear. They also related what having an identity meant to them, how

an individual’s identity is formed, and what having mental illness and
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feeling good means. They felt a longing for glitter and sparkle, but at
the same time did not want to be seen. It was important to think of
oneself and not always think of other people, which meant informants
found it important to make something of their lives, to find meaning
since life could so quickly come to an end. Independence and the
building up of inner security were also important. Any changes require
time and must be at a pace suited to the informants. One of the
informants suggested that if he/she were granted eternal life this would
be a relief. The parents of the informants were of importance,
particularly mothers. One mother was described as a lifeline when
informant entered a worse period. Lack of friends was emphasized.
Similarly, several informants expressed the importance of activity
centre instructors who they experienced as “keeping them on track”,
knew what was good for them and gave them praise. Animals were
important and seen as affectionate and adaptable. Their homes were
important to them; a place where they could be themselves read and
watch television. Several of them talked about their computers, with the
help of which they were able to contact friends without having to meet

them.

Conclusions and significance
Despite efforts for social integration in the community of people with

long-term mental illness, the results from the studies above showed:

- The informants felt alone, and were well aware of what was

required to change their situations.
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Support to informants appeared to be inadequate and misdirected.
The informants were aware of what they needed to do to change
their situations, but felt that the support they received was

inadequate and misdirected.

The informants felt unwanted, vulnerable and marginalized, with
little hope of a change in their life situations. Due to this they felt

anxiety with regard to the future.

The informants experienced three phases in life: birth, empty phase
and death. They were occupied in their views of life with not having
belief, doubt in God and thoughts revolving around their own
deaths and being forgotten once dead. In their narratives they were
preoccupied with longing for relationships despite fear of personal

closeness.

The informants had inadequate trust in their fellow human beings
and the world, characterizing their fundamental attitudes to life
through caution and wariness. Their wish was to be seen as

functioning members of the community.

It can be pointed out in summing up that up to the present care of

people with long-term mental illness has largely been based on the

understanding of professional people as to what is best for patients, and

not according to the thoughts and ideas of patients as to what is

important to them. Terms such as existential and social alienation do
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not only serve to display feelings of marginalization among informants,
but also shed light on the lack of consistency in what appears to be the
prevailing negative attitudes in society towards mental illness. The
narratives of the informants show they lack people with whom to
discuss their existential thoughts. The studies display how important it
is for care personnel to realize that change must be given time and
needs to take place on the conditions of mentally disabled people

themselves.
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Introduction

Approximately 40 000 people in Sweden between the ages
of 30 and 65 years are known to suffer from long-term
mental illness (National Board of Health & Welfare 1999).
Thus, the transition from hospital to community care for
persons with long-term mental illness is a growing concern.
A specific example is the increase in the number of home-
less men and women with long-term mental illness, indi-
cating problems associated with adjusting to a life outside
of an institutional setting (Nordentoft 1994).

© 2002 Blackwell Science Ltd

In Sweden today, the term used to categorize persons
with long-term mental illness is mental dysfunction
(National Board of Health & Welfare 1999); recognizing
that the term ‘mental dysfunction’ may not be common in
many countries, the term ‘long-term mental illness” will be
used interchangeably in this paper. The change in terms
can be interpreted as a change in focus, from illness to
(dys)function, but also as an attempt to provide appropri-
ate services that will allow these individuals to live a life
that is meaningful and satisfying. People with long-term
mental illness are believed to have difficulties in carrying

457



A. Erdner et al.

out everyday activities and establishing satisfactory inter-
personal relations and, as a consequence, suffer from social
isolation (Cullberg 1999, Brusén & Hydén 2000).

People with long-term mental illness living in their own
home in the community not only face the challenge of daily
physical and social needs, but also that of filling their day
with meaningful activities. In a follow-up of daily activities
of 498 people within this category, Steinholtz-Ekecrantz
(1997) report that 31% of the respondents in their study
had planned daily activities, while 69% did not have
planned daily activities. However, only 14% wished to
have special planned daily activities. A possible explana-
tion could be that some of them had lived in community
care settings with regular daily activities. Persons who pre-
viously lived in institutions with few demands may not
experience the need for activities.

Another factor that may make the transition from hos-
pital to community care difficult is that attitudes towards
mental illness have not really changed (Grunewald 1997),
meaning that people showing symptoms of psychotic
behaviour, such as hallucinations, are not readily accepted
by their new neighbours (Palmblad 1992). A question that
can be raised is whether there is a tendency to underesti-
mate the complexity of individual needs (National Board of
Health & Welfare 1999). Society may also view persons
with mental illness as unemployable and unable to function
socially. Moreover, there may be a tendency for society to
perceive persons with mental illness as a homogeneous
group in spite of individual differences.

It is generally assumed that positive reactions from
others and a high quality of professional and social support
are major factors in creating a meaningful existence for
these people (Grunewald 1997). However, to our knowl-
edge there are no studies in Sweden describing how daily
life is experienced from their perspective. One exception is
a study by Nystrom (1999), who interviewed seven people
with severe mental illness in Sweden. The findings showed
that existential loneliness due to problems in interpersonal
relations, lack of interest and inability to deal with frustra-
tion was a central problem in the lives of these people. Con-
sequently, severely mentally ill people may not benefit from
new experiences in a productive way. Therefore, there is
good reason to believe that it is difficult for the severely
mentally ill person to bring about the necessary changes for
making personal development possible. The findings of
Nystrom’s study, as well as the present organization of psy-
chiatric care and clinical experience in Sweden, indicate
the need to further explore psychosocial aspects from the
perspective of persons with mental illness residing in the
community. Thus, the aim of this study is to gain in-depth
knowledge of how persons with long-term mental illness
experience their everyday situation in the community in

order to identify potential psychosocial obstacles to a
meaningful existence.

Methods

Study design

An ethnographic, inductive design (Leininger 1985) was
chosen, in order to gain an inside perspective of how per-
sons with long-term mental illness view their own lives.
Studies with an ethnographic approach collect data in
order to discover common features in how people in a spe-
cific culture see and experience their life situation. How-
ever, research involving vulnerable people, such as those
with long-term mental illness, may be a complex issue
(Lutzén 1996). Besides the ethical aspects, mistrust and
psychotic symptoms may pose problems when conducting
interviews. Persons with long-term mental illness, such as
schizophrenia, often have many years of experience of
psychiatric care, when they have encountered different
categories of personnel who have asked them about their
psychiatric condition, with the aim of assessing whether
their thoughts and notions are realistic or imaginary. Com-
munication often consists of short answers of what they
think is expected of them. Medication also has a subduing
effect, slowing down thought processes.

Data collection and informants

Selection of informants was purposive in that those
recruited were people between the ages of 30 and 63 years,
with a long-term mental illness, living in the community
with contacts with both psychiatric care and the social
services. Their long-term mental illness had caused social
impairment or loss of capacity to the extent that it had a
direct effect on their everyday lives. The principal investi-
gator (AE) described the study to personnel who, due to
having direct contact with these patients, assisted in
recruiting people who met the criteria and who were will-
ing to participate. Those agreeing to take part in the study
gave their written consent to being contacted by telephone
by the principal investigator.

Two men and two women participated in the study. They
were interviewed on three occasions, at weekly intervals,
each interview lasting approximately 1 hour. The purpose
of conducting three interviews was to establish consistency
in the data. The timetable of interviews also gave infor-
mants time to reflect on the previous interview and change
or add to the topics covered. Before the first interview, the
significance of informed consent was explained to the infor-
mants. They were also assured of confidentiality regarding
individual identity. All of the informants agreed to the inter-
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views being audio-taped. In the initial interview, each infor-
mant was asked to describe what his or her usual day was
like. An interview guide was also used in the initial inter-
view, with questions relating to living arrangements, sup-
port, services and daily activities. Interviews were based on
Kvale’s (1996) self-correcting interview. This technique can
be compared with a care dialogue, where informants are
asked to describe their daily life, leading to the discovery of
new meaning in their experiences as they relate them. The
interviewer condensed and interpreted the informant’s
descriptions and then presented her interpretation to the
informant, giving him/her the opportunity of confirming or
refuting the stated interpretation.

The names of the four informants in this study are fic-
tional. In order to further protect the informants’ identities,
it was necessary to change some details in a way that would
not misconstrue the data. These details were identified and
changed after the analysis and are not considered to be of
significant importance in the process of analysing data.

All four informants, Allan, Esther, George and Jenny,
were, at the time of the study, in receipt of a disability pen-
sion. All of the informants were involved in daily activities
at specially allocated day-care centres. All four had had
regular contact with a community psychiatric clinic over a
longer period of time and were on neuroleptic medication.
The women were living in apartments with two rooms and
a kitchen, while the men lived in one-room apartments.
Three had domestic support from social welfare in the form
of cleaning, going for walks and shopping. All the infor-
mants met their psychiatrist once a year. Two of them
received psychotherapeutic treatment. All of the infor-
mants spontaneously confirmed a diagnosis of schizophre-
nia, and two said that they also had ‘physical problems’
requiring medical treatment. The duration of the infor-
mants’ illness was between 10 and 22 years and the onset
of the illness had occurred between the ages of 22 and
37 years. The two men were without sexual or marital
experience, while the two women were divorced with
grown-up children. All had brothers or sisters, but only
one had both parents still living. The study was approved
by the ethics committee at the Karolinska Hospital,
Stockholm (No. 99-019).

Data analysis

All 12 interviews were transcribed immediately after each
meeting. The transcribed texts were examined using
content analysis to identify topics describing aspects of
everyday life, activities, support received and personal
experiences (Denzin & Lincoln 1998).

The following steps were taken in the analysis of the
transcribed material:

Long-term mental illness

Narrative data pertaining to each informant were
read several times, in order to obtain an impression
of the whole content of each interview, as well as an
overall feeling for the total material.

Categories were then compared in order to reduce
data into themes. The suggestions for themes were dis-
cussed and compared by all of the investigators in order
to reach validity in this study (Baxter 1991). Through
this internal validation process, the researchers devel-
oped a deeper understanding of the psychosocial dis-
advantages in the lives of persons with long-term mental
illness living in a Swedish community. An example of the

analysis is shown in Table 1.

Findings

Three themes that illuminate psychosocial aspects of daily
life were constructed: feeling lonely but being unable to
establish friendships; knowledge of what to do but lacking
initiative; and awareness of the need for support but not
wanting to be subject to control. On the one hand, the infor-
mants’ experiences reflect aspects of social isolation of any-
one who lives alone without close relationships. On the
other hand, as this study reveals, persons with long-term
mental illness may know or have insight into the causes of
their social isolation but for some reason are unable to act
upon that knowledge. All the informants said, for example,
that ‘having friends’ and being ‘occupied’ are essential. They
all said that they were aware of what is needed to ‘feel bet-
ter’. However, they were unable to act on this insight. All of
the informants reported having voice hallucinations when
they failed to alleviate their loneliness, claiming social con-
tacts to be essential. However, the informants’ ability to act
on this insight varied, with one person feeling unable to
achieve anything at all that could be seen as positive, while
others regarded their efforts as more or less successful.
Hence, the meaning of their experiences can be described in
terms of dialectical relationships, as illuminated by the
themes, which can be described in the following ways.

Table 1

An example of the steps of the analysis, showing statement, meaning
unit and theme separated by '/*, all belonging to the first theme: feel-
ing lonely but unable to establish friendship

Statement Meaning unit  Theme

| wish that someone Loneliness Feeling
would come and visit lonely but
me as ‘Jenny’, and not establish
as someone who is mentally friendship

ill. / Often | can’t face
meeting my friends.They
just talk about their illnesses
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Feeling lonely but being unable to establish friendships

This theme reflects the poverty pertaining to the area of
social relationships. Although the informants, who lived
alone, said that they longed for close relationships, they
indirectly avoided forming close relationships by not
actively finding out how to be a friend or what friendship
feels like. Their long or intermittent periods of hospitaliza-
tion had placed them outside the social arena. Two of the
informants said that they had friends but still felt lonely
and sometimes experienced difficulty in meeting their
friends. Even if the informants had routines, such as daily
occupations or shopping, they felt a vast emptiness and
loneliness. The people they met were not persons with
whom they could form a close relationship. However, the
professionals who came to their home or whom they met at
the clinic eased the loneliness they felt. One informant was
particularly satisfied with her ‘contact person’, who was
always accessible and provided praise and encouragement.
This enabled her to face new situations, thus giving her a
sense of development. The other interviewees were, how-
ever, not too happy with their professional contacts:
It’s mostly the cleaners that come here. (Allan)
At least admission to hospital means the chance of
meeting other people. (George)

The informants were also dissatisfied with their private
interpersonal relations. Ruminating about the past, before
they became ill, reveals the need for friends to ease their
loneliness:

Nobody wants to meet mentally ill people. Nobody
comes here to visit. There’s just one man whom I’ve been
seeing for 15 or 16 years and who is also lonely. My
loneliness came when I got ill. Before that I had lots of
friends. It was like they didn’t want to know me once I
got mentally ill. When I’'m really alone I start brooding
about a speck of dust that can grow to the size of a
mountain. In other words, I go mad. (Ester)

I had friends then [when I was nine years old] - that
was the best time of my life. (Allan)

Ilong for a female partner ... meeting a woman is my

greatest wish. Pm sure I’d get well then too. (George)

Knowledge of what to do but lacking initiative

This theme refers to informants being aware of their psy-
chosocial limitations and having insight into what they
need to do in order to improve their situation, but at the
same time having insight into their lack of initiative. All the
informants were aware of the problems associated with
mental disability and spoke freely about that. However,
their stories reflected how, at times, they felt powerless and
unable to take the initiative to bring about changes in their

lives. All the informants stated, for example, that having a
job was essential to maintain health. However, their ability
to obtain work varied:
I don’t know if ’'m capable of starting work, but I need
to get out and meet other people. It’s a bit nerve wrack-
ing. I'll have to get dressed and ready the night before
and lie on the bed. Ideas fill my mind and I imagine
everything being like this and like that. (Jenny)

How the informants perceived what ‘they should do’,
i.e. the social norms, contrasted with their own experience.
Allan, for example, ‘knows’ that it is not meaningful to
worry about the past and that he ‘should’ go to work and
refrain from eating constantly. He said that his presence at
work had been sporadic, because he is lazy and has to force
himself to go to work. Once you’ve been ill you have to
come to terms with yourself, he said:

It’s depressing not being able to work in a sheltered
workshop, but it’s impossible for me when I can’t even
get up in the morning and fix a lunch box. In fact, I've
lain down thinking it through for years now. I long to
return to when I was a kid but I know that’s not possi-
ble. No stimulation from work, fed up with the place,
they’ve changed it and there are no skilled workers there
anymore. It’s more about therapy and talking than
woodwork. (Allan)

George also ‘knows’ that he has difficulties when in a
new environment or with strangers. On the days he finds
nothing meaningful to do, he does nothing the whole day:

I don’t trust myself, can’t see clearly, short-sighted, I’'ve
got no real identity. I was given no space as a child. I’'ve
done mad things in my life, and when I’'m at the pub or
whatever, memories sometimes come back and make me
feel so ashamed I have to go home. (George)

All four informants knew that their hallucinations
placed restrictions on their lives, especially in contact with
others. Similarly, Jenny knows that the ‘voices’ come to her
when she is alone and thus thinks that she ought to get a
job. However, she does not know how she could achieve
this because she is too old, believing that nobody wants to
employ someone who hears voices:

I’ve lost my grip, but I’'m starting to get it back again
and I avoid the hospital. I need routines, and not least
someone who says stop. When you’ve lived alone, hear-
ing the views of somebody else about things can be very
useful. (Jenny)

Awareness of need for support but not wanting to be
subject to control

This theme illuminates the informants’ awareness of the
need for support in order to carry out typical daily activi-
ties. Their descriptions of the healthcare professionals they
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met in their daily lives revealed that up to 15 professionals
were involved in the planning of their care and treatment.
The informants considered that this support was of vital
importance. George says that he is pleased with the training
programme arranged for him by professional caregivers:
The staff have helped me to cut down on my
fantasies ... maybe I will feel more secure when I sense
they’re behind me. (George)
Esther also indicated that she is satisfied with the sup-
port provided by the psychiatric care workers:
My contact person gives me encouragement and praise;
he says he is proud of how ’'m doing. (Ester)
Discussions among the psychiatric professionals about
whether the patients should have psychotherapy, what
medication they should have and what they should
do to create a meaningful life were, however, often con-
ducted without the informants’ participation. This non-
involvement could be connected to the informants’ lack of
initiative, which is observable, as well as to the tendency of
others to take charge. In Allan’s case, for example, it was
his brother who initiated psychotherapy, arranged for two
people to come and clean his apartment, and decided that
walks were good for him. The reason why two people came
and cleaned was that the community decided, without con-
ferring with Allan, that his house was ‘too messy’. The con-
sequences were that Allan paid this double cost. He said ‘At
least someone comes and visits’. Hence, to get the support
they needed, the informants also had to accept a higher
degree of control than they wished for. Jenny also
expressed how she felt when the professionals ‘took over’
but, at the same time, she acknowledged that she needed
their help:
They work hard to make sure I don’t sit inside smoking.
They’ve talked about sheltered housing and a guardian.
They say I’ve got to do what they say otherwise there
will be trouble. I can manage by myself. Sheltered hous-
ing is not for me; they go on and on and take control.
But I do need help otherwise I would spend too much
time in bed. (Jenny)

Discussion

The research interest of the present study was to gain in-
depth knowledge of how persons with long-term mental ill-
ness experience their everyday situation in the community
in order to identify potential psychosocial obstacles to a
meaningful existence. Data were collected by interviews.
Three themes were generated from the content analysis:
feeling lonely but being unable to establish friendships;
knowledge of what to do but lacking initiative; and aware-
ness of the need for support but not wanting to be subject
to control.

Long-term mental illness

The interviewer’s experience of caring for individuals
with long-term mental illness was highly advantageous in
the interviews. Although the informants had concentration
difficulties, repeated interviews yielded meaningful data.
Interview length was adapted to suit each individual.
Moreover, the repeated interviews gave the participants
time to reflect on the previous interview and to change or
add to topics covered. There were elements of longer peri-
ods of silence or discussion of general matters in all of the
interviews, which is not unusual because the research issue
itself was of a general nature. Participants had the oppor-
tunity of choosing the interview location, which can con-
tribute to their sense of autonomy and thus make them
more likely to share thoughts and feelings. Anthony et al.
(1994) point out that persons with long-term mental illness
‘function’ better in environments in which they are at ease.
However, there may be a possibility that the staff selected
individuals whom they thought would be appropriate.
Regardless of the selection of informants, the experiences
that unfolded generated interesting and relevant findings.
Ricoeur (1988) suggests that when people describe their
day-to-day experiences, their descriptions shift between the
present, past and future. When the informants were asked
to describe their day-to-day situation, we can presume that
they related to how things had been and their views on the
future.

All of the informants were aware that their diagnosis
was schizophrenia. According to Flyckt ez al. (1999), many
persons with schizophrenia seem to be unaware of their
diagnosis. Although our study was small, the informants
were aware of their diagnosis and revealed much insight
into their daily lives, their psychosocial needs and personal
limitations. Awareness and insight are fundamental con-
cepts within psychotherapy. This study shows that people
with long-term mental illness cannot change their situation
even if they are aware of their needs. Other studies support
this conclusion. Topor et al. (1998) argue, for example,
that long-term mentally ill persons are not helpless victims
but are well aware of their difficulties and that not to act
could be a conscious strategy to avoid something worse.

The central features of the material gathered are the
informants’ descriptions of existential loneliness, that is,
feeling alone even with other people, being aware of what
is needed but unable to realize wishes or needs, as well as
not taking part in care planning. These can also be identi-
fied as previously known psychosocial disadvantages in
establishing a meaningful life. West et al. (1986) consider
loneliness to be the most common phenomenon found in
people with schizophrenia. In his study of people with
schizophrenia, De Niro (1995) showed that they are fre-
quently alienated, that is they often distance or separate
themselves from their surroundings, live in isolation and
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experience difficulties in feeling a community spirit. Hard-
ing et al. (1987) maintain that mentally dysfunctional peo-
ple find forward thinking difficult. The informants in this
study conveyed passivity in that they wished others to come
to them and show an interest in them. Taking the initiative
to visit others was a less obvious step. One question that
requires further research is whether failure to direct interest
towards others is a specific dysfunction or a protection
against rebuff. Once a person has been rebuffed, something
the informants had been exposed to on several occasions,
they would not take a new initiative, and seemed to avoid
the risk of a further rebuff. Behind the statements about
relationships, however, we can discern a feeling of a deeper
need; to meet with someone who can help them to make
the changes in life that they desire but that are so difficult
to carry out. Borge et al. (1999) point out that long-term
mentally ill people may perhaps adapt to being alone. This
study shows that none of the informants wished to be
alone, but rather had difficulty in taking steps to meet
others. This left them waiting, longing and fantasizing
about how a relationship could be.

The second theme, knowledge of what to do but lack
of initiative, is concerned with the informant’s awareness
of what they need in order to improve their situation.
However, the step from awareness to action is big. The
lack of initiative seems to be connected to the meaning the
particular activity has for the individual person. If, for
example, the informant thought that the daily activity
would lead to new contacts, he or she would take the ini-
tiative. However, to these individuals, activities often have
no personal or material meaning. Neither can it be
assumed that they find meaning in activities organized by
others. They also suffer from ambivalence and feel anxiety
in situations where they have to take decisions. According
to Hydén (1995) and Griwe & Lovaas (1994), work
takes on a meaning if a person feels needed by coworkers
who rely on his/her participation. Henriksen & Vetlesen
(1997) similarly point out that unemployment does not
only have financial effects but also influences a person’s
self-image. In the case of this study, the informants pre-
sented themselves as ‘lazy’ and ‘worthless’. Work had a
value because others appreciated it. By working it is also
possible to establish contacts with people other than the
professional caregivers.

The informants’ psychosocial disadvantages are sup-
ported by other studies as well. Borge et al. (1999) suggest
that professional contacts are the main contacts for long-
term mentally ill people and that these contacts are stron-
ger than those with friends and acquaintances. According
to Pattison et al. (1975), people with schizophrenia have
four to five people in their network compared with the
average of 20 to 30 relationships of the normal population.

As mentioned earlier, the patients in this study knew what
should be done, but did not know how to accomplish it.
The professionals may not be aware of the nature of the
patient’s problem or else deem the problem to be of little or
no significance. In the present study, one informant was
particularly satisfied with her contact person, who was
always accessible and provided praise and encouragement,
enabling her to face new situations and feel a sense of
development. Yoder & Rode (1990) confirm the impor-
tance of a personal care provider for schizophrenic
patients, who find it a positive experience to be supported
by a carer who is critical in a positive way, gives them
attention, and comments on their progress and resources.
In their study, Brekke & Long (2000) concluded that it was
necessary for all psychosocial rehabilitation focusing on
functional and clinical changes to be based on subjective
experiences. If the individual’s experiences are disregarded,
then neither clinical nor rehabilitative efforts will have any
effect.

Conclusions

This study shows that the informants diagnosed with
schizophrenia had insight not only into their illness but also
into their psychosocial needs. However, in spite of many
professional contacts, these needs are not satisfied. Lack of
friends and meaningful activity, and lack of participation in
their own care, can leave an existential vacuum. A common
feature is that all the informants were aware of what was
required to change their situation but the support they
received seemed to be inadequate or misdirected. The study
has increased our understanding of how the inconsistency
between being aware of essential needs and not knowing
how to satisfy them places persons with long-term mental
illness at a psychosocial disadvantage. As lack of insight
does not seem to be the only obstacle preventing long-term
mentally ill persons from making friends, working and
managing daily life without support from professionals,
further research concerning these obstacles is needed.
Rehabilitation for the long-term mentally ill has so far been
based mainly on the perceptions of professional care pro-
viders, who decide what they consider to be is suitable for
the patient, and not on the patient’s own thoughts and
ideas of what is important.
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Social and existential alienation experienced by people
with long-term mental illness

The aim of this study was to explore how people suffering
from long-term mental illness and who live in the com-
munity experience their daily lives. The study was based
on an ethnographic framework involving participant
observations with 23 individuals from two rehabilitation
centres and interviews with six women and two men. The
observational notes and interviews were recorded, tran-
scribed into the data and analysed based on the phases of
hermeneutic interpretation. The process consisted of
identifying tentative interpretations that highlighted var-
ious impediments that prevent people with long-term
mental illness from having an active life. The impediments

can also be interpreted as a form of alienation, an inter-
personal phenomenon and a consequence due to of the
lack of social acceptance towards mental illness. The par-
ticipants expressed concern about the future and lack of
hope. Viewing themselves as being ‘odd” is not a symptom
of mental illness, but rather evidence of experiencing
existential and social alienation not only as a consequence
of other people’s reactions but also their own negative
attitudes towards mental illness and effects of their cog-
nitive dysfunction.
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Background

The number of people suffering from long-term mental
illness’ whilst living in the community (as a result of
psychiatric reform) has increased in Sweden as well as in
many other countries. Although the reason for shifting the
responsibility of care from psychiatric facilities to the
community can be justified, the key social consequence is
that mental illness has now become more ‘visible’ to
general society. When people who suffered from the dif-
ferent types of mental illness were ‘protected’ and cared for
in long-term psychiatric facilities, the concept ‘out of sight
out of mind” existed.

Currently, the social distance between the mentally ill
and the general community has decreased as an important
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consequence of organizational change. In order to obtain a
positive self-image and ability to achieve social rehabilit-
ation, it is important from the perspective of the mentally
ill that they are accepted by the people they meet in their
daily lives whilst living in society.

Whether or not the increased ‘visibility” has changed
the attitude towards people with mental illness in a
positive sense is uncertain. Individuals with psychotic
behaviour such as hallucinations and other socially
eccentric behaviour have proved to frighten some people
within the community (1). The mindset towards mental
illness tends to be negative and value laden. For example,
people with mental illness are commonly generalized as a
group and described as people who have ‘character defi-
cits’ such as potential violent behaviour, laziness or
weakness (2).

The most significant consequence of negative attitudes
towards mental illness is that sufferers become an alien-
ated population (2), which makes social rehabilitation of
the mentally ill problematic. In a more recent study,
Bengtsson-Tops (3) found that individuals with mental
illness are sensitive to other peoples’ negative reactions
and that these can add to an increased tendency to develop
poor self-image and feeling of despondency.
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The intention of the psychiatric reform in Sweden (and
elsewhere) was to provide people suffering from long-term
mental illness with meaningful daily activities, leisure
opportunities and ability to live in their own flat (National
Board of Health Welfare, 4). Individuals, who have been
relocated into the community with the support of a mental
health team, are expected to work and live amongst others
based on the principle of equality (4). The extent and type
of community support provided to sufferers and their
families is usually determined based on an assessment of
their ability to care for themselves and the availability of
family support. This usually includes an appraisal of the
individual’s demonstrated and predicted ability to perform
common daily activities as well as determining the person’s
compliance to treatment.

Ivarson’s study (5) demonstrates that individuals with
mental illness have difficulty in remembering instructions
and organizing and structuring activities within therapy.
This finding is similar to the study by Weickert et al. (6)
who found that people with schizophrenia have a cogni-
tive impairment. This means that they have a low atten-
tion span and thus have difficulty in recalling verbal
instructions in order to carry out daily activities.

Therefore, the needs of the mentally ill are complex.
Some people need help with basic self-care activities such as
hygiene on a daily basis whilst others are more self-suffi-
cient and able to work in a sheltered environment (7-9).
However, the majority of the results from these studies are
based on objective observations and evaluations. The
question is how do people with mental illness view their
own lives? Erdner et al. (9) suggest that people with a long-
term mental illness express an understanding of what they
need in order to have a better quality of life, but lack ini-
tiative to make the necessary changes in their lives.

The participants, who were observed and interviewed
for the purpose of this study, expressed a sense of loneli-
ness and missed having a ‘family’ as positive aspects they
desired in their lives. However, despite this insight, they
did not make any attempts to establish friendships or
meaningful social contacts. The participants were also
aware of their need for support, but did not want to be
‘controlled” by others.

Aim of study

A review of the literature reveals that there are few studies
that provide evidence that the shift from institutional to
community care has substantially improved the quality of
life for people with mental illness (as experienced by
themselves). Fear of social rejection, the feeling of alien-
ation and social discrimination cannot be viewed as
symptoms of an underlying pathology (10), but as a sub-
jective experience of individuals whose lives are in the
hands of others. As a result, the aim of this study was to
explore how people with mental illness experience their

daily lives and to reveal aspects of the every day world that
these people experience and consider to be important.

Design

The methodological design of the research builds on the
main tenets of ethnography. In that, an emic perspective is
considered important when gathering data concerning the
views and experiences of others (11). Ethnographic meth-
ods commonly begin with an inductive approach with the
goal to gain an understanding of the social world of the
participants from their own perspective (12). Within this
study, the approach for the main researcher was to spend
time with a number of mentally ill people on a daily basis,
creating an opportunity for participant observation and
interviews as key sources of data. The concept of alienation
used in the part of the hermeneutic interpretation of data,
focusing on the social and existential aspects. Generally, the
concept of alienation is defined as an estranged relationship
between individuals (or groups) and their social environ-
ment. Social alienation raises questions concerning persons
with mental illness ability to live an active social life. Exis-
tential alienation places a focus on worldview as expressed
by these persons. A worldview encompasses for example,
values, a sense of meaning and outlook on the future.

Confidentiality was assured to all participants who pro-
vided information for this study.

The ethics committee at the Karolinska University
Hospital, Sweden (No 55/02) approved the study.

Data

The research was conducted at two different rehabilitation
centres located within a Swedish city, provided for people
with long-term mental illness. The rehabilitation pro-
grammes endeavour to increase the participant’s inde-
pendence, develop routines and ability to ‘normalize’. The
‘job” which was included in the rehabilitation programme
was arranged in the same way as the open labour market,
but the participants did not receive a salary for their work.

Both the observations and interviews were carried out at
the largest of the two rehabilitation centres, whilst only
interviews with the smaller centre. Participants were pur-
posely selected, in that those recruited were individuals
between the ages of 21 and 57 years, suffering from a long-
term mental illness, living in the community and training
for work. The researcher (AE) outlined the study for an
instructor, at the rehabilitation centre, who assisted with
implementing the data collection.

Six women and two men were interviewed. The inter-
views lasted from a half to one and a half hours each. The
interviews were based on the principles of an open life
world approach (13). The goal was thus to encourage the
participants to reflect on their role and perspective on
daily life as openly as possible. All interviews except one
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were audio taped and later transcribed verbatim. The
collection of data also included participant observations
with 20 women and three men focusing on both indi-
vidual and interpersonal activities. The observations
resulted in the development of field notes regarding
activity, work and informal dialogs with participants over
a period of 16 days.

All of the participants in this study received a disability
pension or social allowance because of long-term mental
illness. Approximately, half of the participants had regular
medical assistance and all of them saw a psychiatrist, at
least once a year. They all had a basic school education.

Analysis

Firstly, the transcribed interviews and field notes were
read, providing an overall picture for the researcher. The
first analytical phase involved identifying similarities and
differences within the explicit remarks from participants
concerning the various impediments on an active life.
Similarities were then subsumed into themes. Different
manifestations within each theme formed the sub-themes.
The second phase of analysis involved identifying more
or less hidden the meanings in the collected data. Prelim-
inary findings, which revealed underlying meanings, were
reallocated into six tentative interpretations. Validity in the
tentative interpretations was estimated based on the fol-
lowing criteria of validity (13).
1 No contradictions in data concerning the tentative
interpretations were found.
2 Each interpretation highlighted the actual segment of
data.
3 The connection between the external and the internal
world, i.e. as experienced by the individual, was also
emphasized. The basic idea was that an explication of a
phenomenon in the external world also clarifies the internal
world.
4 The level of abstraction was connected with the princi-
ple of going from parts to the whole and vice versa. It was
important to obtain consistency in the mesh of tentative
interpretations. In this process, an interpretation on a
higher degree of abstraction was possible.
5 The consistency of the interpretations was affirmed when
the researchers agreed that no significant part was left out in
the comprehensive understanding that completed the ana-
lysis.

Findings

Phase 1

Contents of meaning in data. In the first phase of analysis,
overt contents of meaning in interviews and field notes were
structured into themes and introduced in the findings in
Table 1 (interviews) and Table 2 (participant observation).
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Phase 2

Interpretations. The second phase of analysis, the underly-
ing meaning within the interviews and field notes, pro-
posed six tentative interpretations. These highlighted
partly hidden impediments for an active life.

Tentative interpretations. It is an impediment for an active
life if you:

e barely know who you are in relation to other people;

e cannot anticipate anything in the future;

e have a lack of knowledge and poor learning capability;
e have earlier memories and experiences of life that pre-
dominately consist of difficulties;

e worry about reasons for being mentally ill;

e find it difficult to develop an interest in other people.

You barely know who you are in relation to other people. A
number of the participants in this study expressed a lack of
confidence in them in relation to other people. They did
not experience themselves as accepted participants in a
companionship or social existence. When they participated
in an activity, they felt like it was not on the same terms as
for other people:

‘I feel like an odd person when I am with other people.

I have the ability to make contact and don’t want to be

a recluse. It feels like I don't fit in’.
Taking on the position as an outsider sometimes ap-
peared to be a conscious action. Some of the participants
spoke in fact of themselves as odd and different. They
compared themselves with others and found that they
were sometimes inadequate, but also that they were
uniquely odd’. The comparison could thus result in
contradictory attitudes. The participants experienced on
one hand that they were inadequate, but on the other
hand that they were unique human beings. Some of
them even expressed a feeling of contempt when talking
about people who seemed to be ‘lost in a crowd” and
who attempted to make an impression of wanting to be
like everyone else.

However, the participants made numerous efforts to get
attention from the instructors, presumably because they
found it very hard to be appreciated by other participants
in the rehabilitation programme. This was indicated in the
following field notes:

‘The participants attempt to strike up a conversation

with the instructors by just talking about radio pro-

grammes and newspaper articles’.
Thus, a degree of ambivalence seems to exist in the
attitudes of the participants, on one hand they want to be
the centre of attention and on the other, they do not
want attention directed at them. An impediment for
living an active life seems thus to be that mentally ill
people are confused about who they are in relation to
others.
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Themes

Sub-themes

Examples statements

Feelings which seem to
preserve the situation

Obstacles for planning
future life.

Problems with knowledge
and learning

Unsatisfying interpersonal
relationships

Participants own
experiences of obstacles
for changes

Meaninglessness

Restlessness.

Satisfaction with the
situation

Feelings of insufficiency
when being brought
face to face with an
active lifestyle.

Lack of confidence in
one’s own capability
for changes.

It is difficult to create
routine.

It is hard to be accepted
in society.

It is difficult to anticipate
problems and how to
meet them.

To forget previous
knowledge

Wanting to know more

Not being sure about
what you want.

Not knowing the reason
for being mentally ill.

To feel like a stranger when

together with other people.

It is trying to be with
other people.

Lack of intentions.

Too much anxiety.

Not feeling wanted.

Not being interested
in others.

Several life tragedies
appear at the same time.

Not being able to
anticipate anything.

| feel empty, everything is
difficult.

| can’t stay at the same place.

Glad to have my own flat.

| feel locked in. Can’t manage
to go out by myself. | panic
when | go to a party.

It is awful to be at the same
place for so many years, but
| can’t do anything else.

You simply have to live for the day.

It is hard to maintain one’s rights
and to be heard.

| am afraid to face the day when
they say that | can’t stay at the
rehab centre any longer.

My memory is bad. | can’t learn
anything new.

| want to study very slowly.

| don‘t know if | want to learn
anything new.

Examining how my parents have
been could provide answers and
increase the knowledge about my
own disease.

| feel like an odd person when

| ‘m with other people.

| have always found it difficult to
socialize with others. Maybe | don't
want to drag them into my world.

| think that | should participate, but
| don’t really want to.

Anxiety makes it impossible to work.
| can't force myself.

It doesn’t matter what | do. | don't
fit in.

It is not only me that doesn’t take
interest in others.

My divorce coincided with my
parents’ death and a car accident
and then | started to hallucinate.

| am deeply concerned about the
future and | don't think | will
manage to keep a job.

Table 1 Contents of meaning in interview

You cannot anticipate anything in the future. Continuity and
predictability probably makes it easier for the participants
to manage their social life. Their need for predictability also
included a yearning for own income, employment and
ability to create routine. Some of them expressed that this
would result in an increased independence. The ability to
plan one’s future also appears to be an important way to
gain control over oneself and life:

‘It’s important to have your own income. I want to be

able to take care of myself’.
However, the feeling of always failing is probably rein-
forced when the overall goals are set relatively high. For
example, the goal to achieve one’s own income can be so
high that it directly carries expectation of failure. Fur-
thermore, the participants in this study seemed to be
frightened to plan anything that could lead to failure. They

© 2005 The Authors, Scand J Caring Sci; 2005; 19, 373-380



Table 2 Contents of meaning in field notes from participant observations
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Theme

Sub-theme

Examples

Support from professionals
is important

It is difficult to initiate social
contact without help from
instructors.

Previous negative experiences
influence creativity in an
inadequate way.

Participants’ attention is
directed to instructors.

Approval from instructors
is highly appreciated by
the participants.

Instructors’ attention is more
appreciated than attention
from other participants.

The participants find it hard
to communicate with other
participants.

Presence from instructors
facilitates conversation.

The participants hesitate to
make plans because they
can not anticipate their mental
condition.

Memories from interpersonal
relationships that went wrong

The participants often ask instructors for help.
Instructors try to break passivity.

Credit from instructors makes the participants
more active.

Efforts to make contacts are directed towards
instructors, not towards other participants in
the programme.

Participants try to get in contact with each other
but they don’t know what to say.

Those who want to talk are seated next to
instructors during coffee- breaks; those who
are sitting with other participants are silent.

Some participants want to plan leisure activities,
but they fail to do so because of the risk that
they wouldn't feel well.

Participants talk about earlier frustrations as
a reason for not making an effort to escape
loneliness.

make participants extremely

cautious.

expressed a sense of hopelessness of not being able to
influence the situation. As a result, they did not change
anything at all.
‘Tdon’t have any thoughts about desires, I don’t care. I
feel like I can’t make a decision, the days are just like
they are’.
Therefore, the need for total predictability can lead to
negative expectations. One who expects failure avoids
being disappointed when failure occurs. As a result, an
impediment for an active life appears to be that the par-
ticipants find it difficult to anticipate the future.

Lack of knowledge and learning capability. Many of the par-
ticipants said that they had lost previously obtained
knowledge and that this had something to do with their
mental problems or treatments. Moreover, it was difficult
for them to catch up on lost knowledge, and it was even
harder to achieve new skills that employment demands.
Many of them wanted to learn the necessities of living an
active life in society, but they thought that their limited
learning abilities prevented them from accessing to regular
educational programmes.
‘T want to participate in secondary school, but it has to
be at a slow pace. My memory is not good, nothing
registers and I am worried about that. To remember is
important! It is hard to know, but maybe it is because
of the medications?’
To suffer from memory loss and the disappearance of prior
acquired knowledge seemed to be very worrying. This
results in insecurity and impediments for an active life.

© 2005 The Authors, Scand J Caring Sci; 2005; 19, 373-380

Earlier memories and experiences predominately consist of
difficulties. All of the participants described that their pre-
sent situation had a clear connection to earlier childhood
experiences. For some of them, a number of tragedies had
occurred simultaneously and they had never felt popular
or even accepted by others. Furthermore, some recalled
experiences of difficulty in judging consequences of
actions. The participants were aware what the hindrances
were, but had a hard time dealing with their own diffi-
culties.
‘My parents died when I was in the middle of a
divorce and I was also involved in a car crash. I have
never heard that I was good at anything. I have always
found it difficult to make myself heard’.
Lack in motivation and inability to leave the past behind
appears thus to be impediments for an active life.

Worrying about reasons for being mentally ill. The partici-
pants’ lack of knowledge of their own mental illness could
perhaps be a further consequence of memory impairment.
‘To find out how my parents have been could provide
answers and increase the knowledge about my own
disease. To obtain a diagnosis could be a relief’.
The lack of knowledge about the cause of mental illness
became in fact so intrusive on everyday life, at least for
some participants, so this also appeared as an impediment
for living an active life.

It’s difficult to develop an interest in other people. Some par-
ticipants in this study gave the impression that they had no
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interest in having contact with other people. Other people
did not appear to stimulate them in any way nor did they
believe or have the confidence in themselves in order to
give anything back to anyone else. The participants were
thus not especially active in making contact with other
people. It was mostly the instructors at the centres who
often initiated interpersonal relationships.

‘Maybe I'm not interested in socializing. I feel empty,

everything is difficult! Don’t fit in, it doesn’t matter

what I do’.
Accordingly, the participants seemed to have difficulty in
establishing relationships, especially with the opposite sex.
In addition to this, several of them also said that they found it
hard to spend time talking about everyday things or general
issues. Their initiative to establish contact was only in rela-
tion to something they needed, other than that, they often
avoided contact. In order to have the ability to create rela-
tionships, one has to possess the ability to direct interest
towards someone else and to sometimes give up standards
and values on how relationships are created. This seems,
however, to be difficult or almost impossible for the partic-
ipants in this study. Many of them avoided new relation-
ships and, instead, concentrated on protecting their honour
or value systems from being affected. At the same time, they
talk about the feeling of being on the outside.

‘T have always found it difficult to socialize with oth-

ers. Maybe I don’t want to drag them into my world. I

find it difficult to chitchat’.
Difficulty in developing an interest in other people seems
thus to be an impediment for keeping company in an
active life.

Comprehensive understanding

Alienation as main impediment for living an active life. The six
tentative interpretations, highlighting different impedi-
ments for an active life, could also be interpreted as
variations of alienation. The identity issues, which were
suggested in the first interpretation, may contribute to
difficulty in anticipating the future (which was highlighted
in the second interpretation).

Furthermore, the lack of knowledge, the emphasis on
earlier difficulties and the lack of cognizance about the
reasons for being long-term mentally ill (which was sug-
gested in the third, fourth and fifth interpretations) also
make it difficult to share everyday life with other people.
During such circumstances, the participants seemed to be
unable to develop an interest in other people and benefit
from earlier experiences and problems that were high-
lighted in the last tentative interpretations.

To be a part of a rehabilitation programme can, if all goes
well, lead to a sense of community involvement. However,
the participants in this study appear to, unfortunately,
continue the process of alienation, despite their knowledge
about what they need in order to live an active life.

The starting point for this study was based on a previous
investigation, which concluded that people with long-term
mental illness can express what they need in order to ob-
tain increased quality of life. However, they lack initiative
to make the necessary changes in their lives (9). Conse-
quently, the aim of this study has been to further analyse
and describe how long-term mentally ill people experience
various impediments for living an active life. Alienation
has been found to be a common factor amongst all of the
identified impediments.

The feeling of alienation amongst severely mentally ill
people has previously been described as existential loneli-
ness (14). This phenomenon was described as a sense of
being an outsider, alienated from others, even if you are
amongst other people. Furthermore, the only people
experienced as ‘friends” were often professional caregivers.
Hence, it seems fair to assume that alienation is a main
impediment for an ‘ordinary’ active life for people with
severe mental illness.

Discussion

A contradictory self-image

This study demonstrates how long-term mentally ill people
attempt to influence their difficulty in living an active life
through increased independence, self-control, control over
one’s identity, abilities, brooding about disease, life and
relationships with others. Pejlert (1) has demonstrated in
her study that patients are deeply involved in solving their
own problems. This has also emerged within this study, in
which the participants’” thoughts and speculations revolve
around self-image and identity.

Their ideals are contradictory; on one hand, they see
themselves as perfect, unique, independent individuals
and on the other hand, they show a great need to be
accepted and to be the centre of attention. The participants
want to be liked by other people although they live in
isolation.

There seems to be a contradiction amongst the partici-
pants, in that they want to be accepted into normal cir-
cumstances and be accepted through rehabilitation. They
were aware of the unspoken rule that one has to function
socially. The participants in this study are above all, inter-
ested in gaining attention, but are unsure of whether or not
they are good enough and how to stimulate this interest.
Seeman (15) talks about social alienation consisting of
being a stranger to one’s surroundings and oneself. This was
also confirmed within this study through the participants’
experience in being strangers to themselves and others.

To obtain an existence of predictability

Lindell (16) suggests that the mentally ill patients” highest
goal is to organize their every day life and to become
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financially independent. The participants in this study
have a desire to have a predictable existence by obtaining
their own apartment, daily routines, employment and
financial independence. As a result, they believe that they
can predict their future and gain control over their exist-
ence. Their vision of the future is very concrete with their
drive for control, but at the same time, their goals are
relatively high, for example, the goal of becoming self-
sufficient after many years of sickness.

Other contributing factors that have resulted in not being
able to think about the future could be the professionals’
attitudes towards their limited opportunities for improve-
ment and opportunity to become ordinary citizens, despite
having a chronic disease. Hansson-Scherman (17) suggests
that all chronic diseases result in gaps in the history of life.
Furthermore, she comments that individuals with a chronic
disability experience different stages; participation in
everyday activities takes for granted that rehabilitation will
occur, the desire to be oneself again, uncertain if things can
be like before, trying to have a positive attitude of oneself
despite the decrease in ability to function. This does not
coincide with the findings within this study. They do not
even talk about rehabilitation or the future, possibly only in
terms of that time needs to pass by order for them to have the
ability to look ahead. They fall back on the difficulties they
have experienced and do not mention any positive experi-
ences either before or during their period of illness.

To have insufficient memory and lack of knowledge

Other anxieties that affected the participants’ opportunity
to live active lives include their experience in losing their
memory and ability to learn new things.

Lundin and Ohlsson (18) comment that psychological
disabilities result in cognitive disturbances in the form of
short-term memory difficulty, poor concentration and lack
in ability to process information. This means that the group
has difficulty to absorb new information and apply them-
selves in life.

To have self-esteem and to feel normal

Bengtsson-Tops (3) argues that it is not only the individ-
ual’s self-esteem that has a negative impact, but also other
people’s reactions that can be interpreted as exclusive and
dismissive. The lack of control over reactions or feelings
results in that people, sutfering from mental illness, who
feel uncomfortable in the company of other people.
According to Pejlert (1), patients both fear and yearn after
relationships. Their interaction and life with other people
is all about watching over and observing oneself in relation
to his/her surroundings and vice versa, but they make no
effort to direct interest towards others. However, they are
mostly preoccupied with being accepted and comparing
themselves to others.
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According to Goffman (19), giving up interest on the
world can also lead to the relief from always having to make
an effort to be ‘normal’. To participate in a social environ-
ment and forming relationships is straining and can be a
hindrance if it means that there needs to be an active interest
in someone other than oneself as well as being prepared to
reconsider ones’ standards and beliefs. Seeman’s (15) con-
cept of alienation also means social isolation. This has
resulted in the participants not wanting to be on the outside
or wanting to be original, at the same time as they express
they are relatively not interested in other people. They also
speak about wanting a partner so that they can be accepted
into the situations where couples interact.

Astrém (20) comments that patients do not want to spend
time with just anybody as they fear that people who are ill
may drag them into their problems and make them sick
again. This could be an explanation; however, perhaps they
feel like they do not get anything back from likeminded
people, as they have the same need to be acknowledged.
The participants also mention that they have difficulty in
engaging in small talk with other people, and they would
rather speak about difficult experiences. In order to have
the ability to converse about the weather, it is necessary to
have the ability to avoid thinking about oneself and ones’
own needs. Above all, there needs to be a degree of curiosity
and fundamental interest in other people.

To be sick — a form of identity (stigmatization)

When the participants described their experiences in life,
they focused on their experiences with their illness as well
as the reasons for their condition and disappointment as to
why they are as they are. According to Lindell (16), mental
illness should not be obvious, but it is expected that one
can talk about the problems without it being a problem.
The participants talk about their disease as it is something
in the past, but at the same time, base their stories on the
times when they had obvious difficulties.

In previous studies, the participants comment that there
is a connection between the circumstances in their
upbringing with the unforeseen occurrences in terms of
their disease. They believe that the reasons are predomi-
nately environmental which are also demonstrated in
Lindell’s (16) study.

According to Astrom (20), ‘patient togetherness’ is uniting
and acts as an active force when the topic of conversation is
aboutillnesses. It seems like the experiences, from the illness
period, that overshadow all other experiences. Could it be
that these experiences also have a positive element for the
individual through being unique and important? It is also
remarkable how they could have been able to affect their
own disease and its consequences. They do not talk about
their abilities, qualities, capabilities or opportunities. They
can only talk about their existence in concrete terms. Lundin
(18) comments that people who have abstract thinking
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disturbances are not able to place themselves in a situation
that they have not previously experienced.

Conclusion

Despite efforts towards social integration, the findings in
this study strongly indicate that people with mental illness
perceive themselves as an undesirable, vulnerable and a
marginalized group. The participants’ had little hope about
their lives changing and worried about their future. Exis-
tential and social alienation does not only conceptualize
their feelings of being marginalized, but also illuminates
the consequence of seemingly persistent negative attitudes
towards mental illness. How people with mental illness are
accepted into society ultimately reflects the community’s
ethos, i.e., ability to understand, accept and to support
people with mental illness. However, in addition to this,
the findings of this study further suggest that the partici-
pants themselves strongly contribute to their own alien-
ation through a contradictory self-image and attitude
towards others, an incapability to imagine oneself in fur-
ther situations and relationships as well as effects of their
impairments in cognitive functions.

Lastly, preventing alienation on the interpersonal as well
as the community level can be an area for knowledge
development as well as a moral duty and primary goal for
mental health care workers.
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Abstract

The aim of this study was to gain knowledge of views of life from the perspective of
persons with long — term mental illness. Since there is some doubt whether persons with
long — term mental illness are cognitively able to express such views, the research design
must be relevant to this aim and respectful of the integrity of the persons involved.

The study was based on an ethnographic framework involving photos and interviews with
five women and three men. In this study, it was but the participants themselves who
became photographers and thus authors of their own narratives.

The photographs were used as a starting point for the interviews. The interviews were
analysed based on the phases of hermeneutic interpretation. Four main themes were found;
Thoughts about God, death and the meaning of life, the meaning of relationship to others,
animals give meaning to life without demands, things have a symbolic meaning for life.
Together the four themes show persons with long — term mental illness have important

existential questions and not anyone to share or discuss these questions with.

Key words: existential question, interview, photo, long — term mental illness, views of life.
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Variations in Views on Life of Persons with Long-term Mental Illness

INTRODUCTION

Much has been written about the impact of long — term mental illness on a person’s
quality of life specifically a lack of meaningful activities and inability to take care of
their daily needs (Nordenfelt, 1995; Lokensgard, 1997; Nystrom, 1999; Goldberg et al.
2003). Quality of life is a normative concept, yet difficult to define because it has both
objective and subjective dimensions (Ruggeri et al. 2001).Yet, poor quality of life in
persons with

long - term mental illness is often associated with low work motivation, poor self-
perception, difficulty in establishing and maintaining social relationships (Beel, 1979;
Nolan, 1995; Dixon et al. 2001). Moreover, mental illness imposes a social vulnerability
and dependency on others to assist with matters concerning their democratic and human
rights. As a consequence of these psychosocial factors along with a cognitive
dysfunction, these persons become lonely, socially isolated and experience themselves as

“outsiders” (Erdner et al. 2005).

Green et al. 2002, Pejlert (2003) and Lindell (2003) have found that persons with long -
term serious mental illness are fearful of relationships but at the same time wish to share
their loneliness with someone. According to Nilsson’s study (2004) persons with mental

illness have since they were children felt different from others. The persons in the study
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had maintained this mode of living, similar to a life philosophy and something to strive
for yet they longed to be like others. They have, according to Nilsson (2004), lived
estranged from society under their whole life. In other words, feeling as a social outcast
constitutes a basic view towards life; something that may confirm their identity of not
being like others and their pessimistic view of the possibility of changing this identity.
According to Wiklund (2003); Nystrom et al. (2002) persons with serious mental illness
have a longing for human contact and closeness that they also avoid. This void in life
can be described as existential loneliness, not uncommon for most other persons with
mental illness (Nystrom 2002). In the studies by Erdner et al. (2002) and Magnusson
(2003) it was shown that these persons understand that they would “feel better” if they
had the ability to form good relationships with others yet avoid opportunities to make

attempts do so.

Although existential loneliness may emerge in mental illness, people in general can
experience existential loneliness and have a need for spiritual comfort during different
passages in life. Not only mental illness but also other life crisis raises questions about
the meaning of ones existence. Although the concept of spirituality is commonly
identified with religion, it may also include non-religious beliefs and deeper thoughts

about life and the human existence.

Several studies show that spiritual and religious questions have importance for
psychiatric treatment and a central component for recovery from mental illness (Rogers
et. al. 2002 ; Corrigan et.al. 2003; Yangarber - Hicks, 2004; Koenig, 2004; Koslander &
Arvidsson, 2005) contend that spirituality may help people with serious mental illness in

that it may provide a framework for understanding one’s disability and add meaning to
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one’s life. Wilding ef al. (2006) conducted a Heideggerian phenomenological study that
showed that spirituality became vitally important to persons when they became mentally
ill. Lindgren and Coursey (1995) also support the view that spirituality can be an
important component in the recovery from mental illness. However, there may be a
problem discerning whether questions or expressions concerning religion and spirituality
are related to psychotic symptoms or to vital questions that relate to ordinary life.
Lindgren and Coursey (1995) point out that professionals must have the necessary skills
and knowledge in order to distinguish psychotic symptoms from spiritual concerns.
Fallot (2001) investigated spiritual and religious questions in a group of persons with
mental illness and found that these are the same as they are for persons in general.

The above studies indicate that a life crisis or a persistent feeling of being alienated

awakens existential concerns and the need for spiritual comfort.

Views on Life

The philosophy concerning a person’s view of life, as applied in this study, has both
existential and a sociological components. The fundamental argument for this approach
is that there is a reciprocal relationship between a person’s view on life and her social
and existential experiences. Our epistemological assumption is that it is not possible to
gain knowledge i.e., understand a person’s view of life from only one perspective. Even
though an individual person’s view of life is unique, some patterns may be found that
could contribute to a deeper understanding of the complexity of living with mental

illness.

Kallenberg and Larsson (2004, s 74) suggest that a view of life is a composition of a

person’s unique experience of the life that she or he has lived and live in.
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Thus, the concept of view of life can theoretically be closely related to existential
concerns, and spiritual needs (Jeffner, 1988; Blennberger & Nilsson, 1998; Brakenhielm,
2001). Existential concerns usually emanate from a person’s need to create meaning of
their life

(Stifoss — Hansen & Kallenberg, 1996; Jeftner, 1988).

A person’s thoughts about human beings and the world influence their general
perspective about the order of things. Religious beliefs, personal philosophies and
experiences are important components in the formation of a person’s perspective
(Jeffner, 1988) and self-identity. According to Andersson (2006) this means that the
beliefs must have significance for what is assumed as important about humans and
reality, resulting in a selected description of human beings and reality. But a perspective
could also have significance for how we interpret what has been selected as most
important entities and experiences in life. In the second case we could talk about an
interpreted description. Such assumptions that gives perspectives in the way described
here, comprises a set of “theories about the human being and the world” (Jeffner, 1988).
These beliefs/theories or questions we recognize as more or less intellectual , for
example, what is the meaning of life? Where is the beginning of the world and where
does the universe begin? (Stifoss Hanssen & Kallenberg, 1996) or a question such as, “if

God exist why do I suffer?

A person’s feeling of being a social outcast can conceptually be understood in terms of
alienation. Alienation can either be seen as a process involving many factors but also as
a basic state of being in the world. Seeman (1976) suggested that alienation can be

understood as an umbrella concept that includes six dimensions: (1) powerlessness, (2)
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meaninglessness, (3), normlessness, (4) social isolation (5) self-estrangement and (6)
cultural estrangement. Seeman did not offer any logical relationships between these

dimensions yet proposed that each could be useful in social research.

Mackey and Ahlgren (1977) definitions of three of Seemen’s dimensions of alienation in
their study of adolescence and alienation seem relevant to the study of views of life from
the perspective of persons with mental illness: Self-estrangement describes the
discrepancy between actual and idealized self. Powerlessness reflects fatalism,
pessimism, and a perception of losing control over one's own life. Social isolation is a
lack of intimate relationships, such as with friends, thus leading to a feeling of loneliness.
Meaninglessness according to Mackey and Ahlgren (1977) study, “characterizes youths
who perceive little or no relationship between what they learn in school and what they
will do in the future.” Applied to this study, meaninglessness suggests that persons with
serious mental illness perceive little or no relationship or meaning between what is

possible to change and the future.

If the data in the present study can be interpreted as consisting of theories/beliefs giving a
perspective on life and reality, and if this perspective could be explicated in terms of self-
estrangement, powerlessness, social isolation and meaninglessness, this could be
described as a distortion in a person’s perspective towards life. Thus, in order to
understand what it means for a person with mental illness to feel alienated, questions
such as what they value and how they look upon others and themselves in relationship to
society need to be asked. Since spirituality, as discussed in this article, seems to have an
important place in a person’s value system, this must also be included in an empirical

investigation.
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AIM

Thus, the aim of this study was to gain knowledge of views of life from the perspective
of persons with long - term mental illness. Knowledge of variations in the views of life of
these persons may also add a new and important understanding of alienation. Since there
are some doubts whether persons with long - term mental illness are cognitively able to
express such views, the research design must be relevant to this aim and respectful of the

integrity of the persons involved.

METHOD

The epistemological foundation for the design of this study is the assumption that an
understanding of a person’s view life can be gained from his or her own narratives.
Moreover, these narratives can reveal experiences, although unique for each person, that
can possibly cast a new light on difficulties that these persons have in feeling accepted in
society. The study design builds on the basic features of ethnographic research (
Hammersley & Atkinson, 1995):

The emphasis is on the nature of a specific social phenomenon

An investigation of a small number of cases

Analysis of data that involves explicit interpretation of human behaviour or
expressions

the use of theory to interpret or explain a social phenomenon

Selection of Participants and Collection of data
Five women and three men were asked if they would be willing to participate in the
study. These women and men were recruited from three day-centres for persons with

long-term mental illness living in the community. The day care supervisors were contact
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persons who left written information to potential participants, arranged information
meetings and the location for meetings between the researcher and the individual
participants. The inclusion criteria were

a psychotic illness that has been formally evaluated as causing inability to perform
activities of daily life without professional support

cognitive able to understand the principles of informed consent and willingness to
participate in the study

between 18 and 65 years old

not suffering from an acute psychosis or neurological illness
In order to encourage a dialogue rather than a one-sided interview, a method that can be
related to photographic ethnography (Harper, 1998) was used. A well-known study of
Bateson and Mead (1942) serves as an example of this method. In their field study of a
Balinese mountain village the anthropologists collected mainly photos, film drawings,
sculptures as data in order to gain an understanding of the culture and social life. Many
more studies use the camera to photograph specific situations and phenomenon. In this
present study, however, it was not the researcher behind the camera, but the participants
themselves who became photographers and thus authors of their own narratives. The idea
behind this approach was that the photographs would help to reach a level of the dialogue
and prompt reflexivity. It also relates to the theoretical discussion of the function of a
view of life, as it gives a material expression of the person’s perspective in the

photograph.

The procedure was as follows: At the first meeting with the researcher, the participants
were each given a disposable camera and asked if they would be interested in

photographing objects, situations or persons that were important or meant something to
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them. Each camera contained 10 slides. The participants were also guaranteed that these
pictures would be held confidential and not revealed without their permission.

At the second meeting with the researcher, the film had been developed and the pictures
were the starting point of a dialogue between the researcher and the participant. The
participants were asked to describe what they thought about these pictures. The
participants could easily reflect on the pictures and the meaning they had. Each dialogue,
which lasted about one hour, was then transcribed verbatim into text for analysis.

The photographs were used as starting point for the interviews. The informants decided
on the order of the photographs would come and what they wanted to say about them.
Most of the participants chose to say something about each photograph or to describe all

of the photographs in what they represented.

The participants in the study were very eager and enthusiastic to photograph and needed
about one week to take ten photos. One man and one woman needed six weeks and one
man declined to continue because of a separation that worsened his health. All of the
participants photographed their daily activity (work cooperative), yet one participant only
took one photo of this milieu. Co-workers, instructors and objects were common
subjects. Two participants had photos of their family.

Several participants had arranged objects and situations in order to reflect their feelings,
situation and behaviour. For example, one woman had photographed herself in a “party”
situation with a gown especially bought for the study.

Ethical considerations

The Regional ethics committee, Stockholm ( 2004/5:9) approved the study.

Informants who responded to the advertisement, and who met the inclusion

criteria were contacted by the main investigator (AE) by meeting and telephone.

10
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They were informed orally, as well as in writing, about the purpose, content and extent
of the study and were guaranteed that neither they nor their place of daily occupation
would be identified. They were also informed that participating in the study was
voluntary, that their information would be handled confidentially and that they could
terminate the interview if they were unhappy with any aspect. They were also informed
that photos and interview tapes would be kept in locked storage.

Data-analysis

Data-analysis in principle follows the phases of the hermeneutic process as outlined for
example, by Soderberg et al. (1999) naive reading, structural analysis and a holistic
interpretation of the participants’ views of life. Naive reading is the first step in
interpretation. A structural analysis includes to examinations of the parts of the text to
explain what and how it expressed. Four themes were found. The interpreted whole is a
critical interpretation based on the pre- understanding, naive reading and structural

analyses and concern to obtain a deeper understanding of what the text conveys.

RESULTS

Themes

Thoughts about God, the meaning of life and death

This theme describes the participants’ thoughts about the meaning of life and what
happens after death. “To believe that life has a meaning”, as one participant said, “makes
me feel healthier and safer”. “It is life that creates illness , no person is born with a
psychiatric illness”. The participants described a type of spirituality that bestowed a
feeling of peace and stillness that only exists in “the beginning and end of life”.

Spirituality seemed to represent a sort of cleanliness with no room for illness. Death was

11
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a frightening thought, yet one participant expressed, “The moment of death the human

being enters into spirituality.

The participants described a fear of death, specifically to”disappear from earth and
everything ends.” Not to exist means to be”’extinguished — no one will remember me and
I will be forgotten”, as one participant said. Another thought it would be best to just
disappear, not to have a grave or gravestone, no one is coming to visit that anyway
because I am not that important”. Yet another informant believed that a gravestone gave

a small chance that someone would remember.

The participants’ description of their feelings of loneliness and the risk to be forgotten
after death seems to give them much death anxiety. To find a meaning with their lives
before death was therefore important. If the question of the meaning of life were not
answered it would mean that death would not be peaceful. A desire for eternal life or life
after death, according to some of the participants, would give them a possibility to

be’seen”.

To have a faith in God was important although the participants felt that God had failed
them when they most needed him. Instead, they believed that God has punished them
and turned His back on others. This is why, as one participant said, he is seeking a new
faith. Another participant said;’you can’t be without a faith because this leads to self-pity
and a shorter life”. “To be an atheist burns you out.”

These examples of the participants’ thoughts indicate that to feel that life has a meaning

does not need to be religious. Moreover, one is not born with mental illness.

12
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The meaning of relationship to others

The participants’ lives could have become different if when they were children there had
been more harmony, especially between their parents. They would today have more self-
confidence and trust in others. One of the participants said that if her mother had had a
”guardian angel” she would have been “happier” and then she herself would not feel as
“broken” as a person with “schizophrenia feels”. The participants attempted to reach
reconciliation with their experiences from early life and to find a meaning in the present
life. Most participants expressed distrust in others because they had “befriended the
wrong type of persons” or had negative experiences in relation to others. All of the
participants said they would rather related to animals than people, they feel more at ease

and peaceful. They viewed animals as having the same value as people.

Animals give meaning to life without demands

This theme describes the participants’ feelings about their relationship to animals.
Animals (pets) bestow meaning to life in an undemanding manner and are of equal value
to human beings. One participant strongly emphasized - “animals are not meant to be
eaten of moral reasons”. Most of the participants said that it is easier to be with animals
than people because pets are “in comparison with people, pets are more loyal and adjust
themselves according to a person’s needs and health.” A reason for this was, “pets do not
demand anything but at the same time are dependent on one” and thus “I feel needed and
my care is appreciated”. The participants described a mutual feeling of well-being
between themselves and animals. One participant eloquently described this relationship;
if “I am not able to function, then my pet can not — he stops playing and doesn’t show

any happiness either and becomes sad”.

13
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The meaningful relationship the participants had to their pets would only exist as long as
they were alive, which meant there is no one that can pass on their memory, a cultural
activity that their pets are unable to do. Their pets can neither transfer grief or happiness
even if they have feelings.

Things have a symbolic meaning for life

This theme describes the participants’ thoughts on the meaning of the objects they
photographed had on their lives, which goes on. His or her isolation from other people
means that there is no one that can carry this symbol. The lack of trust in others, which
was common for all participants, makes daily life more difficult because no one is,
”good enough” to inherit valued objects. The participants talked about these objects as if
they were part of themselves. To give away an object would mean that they would lose a
part of themselves.

Objects are symbols that can create feelings of harmony. A participant felt that “angels”
helped her to be”more whole” and”not so tattered”. She explained; “angels want what is
best for me”. Symbols, such as angels, can serve as bridges between themselves and
others. To purchase and to become the owner of objects meant that they were like anyone
else reflecting a wish to connect with the material world. Yet, it was important that
objects should’not to be too many because this would create disarray and chaos” in their
lives. The computer, for example, is a link to others and something that they themselves

could control.
HOLISTIC INTERPRETATION

Four themes have emerged, the participants’ thoughts about their relationship to God or
faith, other human beings, animals and material things. All of these themes relate to life
and death and reflect variations of basic views of life that we may all have. Crisis in life

often means a transition and with support of friends, family or professionals, a person can

14
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carry on. Based on the participants’ reflections on their view of life, however, it seems
that mental illness creates a void in life that they perceive never to change or be replaced
with meaningful moments or activities. The passages in life they could relate to and feel
an affiliation with was birth and death. Their spiritual search, thinking about why and
how life had become for them, was an attempt to fill the void between birth and death
and thus finding a meaning for their existence. These thoughts were important,
especially concerns about their own death and belief that they would be eternally
forgotten. Spirituality gave them a feeling of harmony, inner peace, and a mental balance

and would help them not to worry about “being a social outcast”.

The themes in this present study indicate that persons with mental illness may want to
feel a connection with the world they feel alienated from and to find meaningful
relationships yet on their own terms. To be seen as mentally ill persons enhances the gap
between how they perceive themselves and their ideal selves. According to Granerud and
Severinsson (2003) persons with mental illness who experience lack of acceptance have
little autonomy or possibility to determine their lives in general. The findings in this
study concur in that the participants perceive confirmation or acceptance as a concrete

manifestation. This is important in order not to forfeit their identity as persons.

Selander (2003) in an autobiography has described that a precondition for recovery is to
exist in the present. Thus it is necessary to live here and now and to focus on oneself as a
person. Other studies (Erdner et al., 2002, 2005; Lindell, 2003; Nilsson, 2004) point out
that persons with mental illness have little interest in a mutual confirmation in their
relationship to others. In this study, men and women explicitly expressed that they would

rather relate to animals (meaning pets) because they experience a feeling of well being

15
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when they are with them. Together with animals, persons with mental illness can
experience themselves as being of value and needed, i.e., a mutual relationship of giving
and taking. The pets need to be taken care of, regardless of the owner’s health, which
strengthens their feeling of being useful and thereby gives them a more positive outlook

on life.

It could be that the “ideal self” presents itself in these persons’ lives via their
relationships to pets. Their feelings of not being useful and low self-esteem lessened
when they had in their eyes, a meaningful activity. Since they viewed that animals had
the same value as humans, the reciprocal relationship could potentially serve as a link to
the world the person longed to belong to in spite of distrust and misgivings. Pets,
according to Topor (2001) create new topics for conversation for persons with mental
illness and thus can shifts the tendency towards self-preoccupation to an interest in the
surrounding world which in turn would lessen the feeling of not being like others. Yet in
this study, the participants perceived that their pets would not care for them after their

death and thus it was important to find a meaning in life in order not to be forgotten.

One meaning of life could be to have a faith that would also give them a longer and
healthier life. According to the participants’ perceptions, in a communion with God or
other higher Beings, mental illness does not exist. Rogers et.al. (2002) suggests that faith
and spirituality endorses hope and improvement in mental illness. To have faith is a way
to move thoughts from self and the inner world to the surrounding world. Faith seemed to
mean that the participants would feel a relief from constantly shielding themselves from
the attitudes of others and not being able to do anything differently. Although they

expressed a distrust and deep disappointment in God especially when life is most
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difficult they grieve for their lack of faith in God. This illuminates the view that God is
something that serves them rather than that they feel an obligation to their God.The
participants believed that a grave was a symbol to be remembered by others, the
significance in relationship to others. However, for these persons, to think about this was
discomforting. An important decision for the persons in this study was, therefore,
whether they should have a grave or not. Their worry that life could end at any time
seemed to increase their thoughts about what they had done in life — the empty space can
not be reconstructed or filled with relationships that have not existed. The participants
were also concerned with who would inherit their valuable possessions since they did not

have anyone close to will these to.

CONCLUSION

The focus of this study has been the thoughts about some mentally ill persons’ thoughts
about their relationship to others, to God, to animals and to things. They have good
relationships to animals and things and not good relationship to God and other persons.
This seems to support the idea of alienation: estranged from human relationships and
relationship to God. “Things” and animals are stand-ins for relationships that they do not
have.

For the persons who participated in this study, life has three phases, birth, an empty space
and death. Views of life contained questions about the consequences of not having a faith
and their doubts about God, thoughts about their own death and not being remembered,
and the importance of animals. These men and women longed for meaningful
relationships with others yet withdrew from the possibility of forming close relationships.
Animals i.e. pets diverted their attention and their feelings of existing as a social outcast.

To have a faith gives spiritual comfort and a healthier life.

17
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An important conclusion of this study is that it is apparent that these persons did not have
anyone to share or discuss their existential questions with. Therefore, it may be
important to create room for and offer sensitive encouragement for persons with mental
illness to express and reflect on their existential concerns .This may alleviate or lessen

the feeling of alienation.

18
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Cautiousness-basic attitudes in mental illness

Abstract

The aim of the study was to explore basic attitudes to life as experienced by
persons with long-term mental illness living in an urban Swedish community.
The study was based on an ethnographic framework using self-photography and
conversational interviews with five women and three men. In an attempt to
illuminate the informants’ attitudes based on their experiences, they became
authors of their own photographs and narratives. Analysis of data followed the
phases of the hermeneutic process; naive reading, structural analysis and a
holistic interpretation of the informants’ basic attitudes towards life. The
theoretical assumptions of views of life based on Jeffner’s three components;
persons, animals and nature, and object. The findings reveal that the informants
had an inadequate trust in their fellow beings and the world about them. This
characterised their basic attitude to life as being cautiousness. The
methodological approach shows that using photography was a natural way for
the informants to describe how they experienced and perceived reality. Using
photographs could also be applied as a way to help the professional carer to
encourage these persons to talk about their daily lives and thus give appropriate
support.

Key words: basic attitudes, photography, mental illness.
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Cautiousness- a basic attitude towards life for some persons with

long- term mental illness

Introduction

Quality of life and values of life [1] are the sum of all the contexts in which a
person lives. Once the interplay between family, friends, work, leisure, society,
history, nature and religion wavers, then pesons suffering and vulnerability
arise. For person with long-term mental illness such interplay has broken down,
and they are characterised by existential loneliness

[2-5]. Quality of life studies of person with long-term mental illness have been
brought to the fore in recent decades, partly because the number of known
individuals is large, 40,000-45,000 (Swedish pop 9m), and partly because
method of care has changed from institutional to independent living, and also
because, despite considerable undertakings, these person have difficulty in
coping without the work carried out by health and care services ([6-7]. Many
studies exist showing that person with mental illness wish to but have difficulty
in establishing relations with other person [8-14].

They fully realised that relations could add purpose and improve their wavering
self-esteem, but felt unable to apply their capabilities [ 15].Their incongruity is

further seen in their views of themselves and their unimportance in relation to
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others. The writers [15] showed that person with mental illness experience
themselves as vulnerable and marginalised, while at the same time escalating
their isolation via their own negative attitudes to mental illness. Being isolated —
being an outsider — or not being accepted provides limited autonomy and is of
great importance to their lives in general [16].

The studies accounted for here show that the complex of problems revolves
around relations and the mentally disabled, and their view and understanding of

themselves as pesons beings.

Theoretical points of departure
Thus what is considered here and is the focus of this study is the individual’s
cognitive awareness of his or her situation and particular way of feeling about
this situation, i.e., basic attitude to life.
The Swedish philosopher and theologise, Anders Jeffner’s [17 p.13] definition
of basic attitudes to life, a component in his theory of views of life is used as the
theoretical basis in this study:
Outlook-on-life is the theoretical and values-related assumptions
making up or having great importance for a general picture of
personify and the world, and which creates a central system of
values, expressed by an individual’s basic attitude to life.
This definition is based on three components: theories related to personify and
the world/universe, central systems of values; and basic attitude towards life.
The component theories related to personify and the world deals with the
general views of persons beings regarding the structure of existence, and is

based
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on religious, philosophical and scientific experiences, plus personal experience
[17] . The central system of values component deals with the understandings
individuals have as to what is important in life, its meaning and how person
relate to it [18-19] .

An individual’s frame of mind, their feeling for or attitude towards life, is
expressed by basic attitude to life and is based on theories of personify and the
world and central system of values [17, 19 p.27 ,20-21]. Basic attitude to life is
expressed in the form of the interwoven keynotes faith, hope and despair. This is
displayed as a composite state of mind, attitude or way of reacting that is
positive or negative; a sense of feeling that is difficult to give a name to [19
p.11].

The writers [ 18] wrote that spontaneous and latent feelings exist where the latter
are well established and existential in character. These may be will-work-out or
won’t-work-out feelings, the feeling that opportunities exist, or be confined to
seeing difficulties and problems. Jeffner states that basic attitude to life is
enduring and optimistic when life is free from problems, but keeping this

positive is difficult once problems arise [17].

Substantial and comprehensive studies have been carried out to rate the basic
attitude to life and values of individuals, but not as regards mentally disabled
person as a specific group [21]. Persons with long-term mental may have a basic
attitude to life that influence their feelings of being a part of society or not.

Gaining a deeper knowledge of the basic attitude to life of these persons may
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also lead to re-thinking psychiatric health care services and develop support that
strengthens their self-determination and quality of life.

Aim

The aim of the study was thus to explore basic attitudes to life as experienced by

persons with long-term mental illness living in an urban Swedish community.

Research design

The research design was built on a qualitative approach in which informants
participated in gathering data in the form of photographs and stories relating to
them [22]. Interviews were in the form of conversation to avoid any asymmetry
of power [23]. In comparison with conventional conversations, such interviews
are characterised by openness towards the perspective of the informants
themselves. The photographs opened the opportunity for conversation where
informants could choose what they wished to talk about on the basis of study
focus. The role of researcher was to provide critical attention to informant
stories on the basis of both scientific and ethical attitudes. Data material was
treated confidentially to uphold the integrity of informants and photographed
individuals. The Regional ethics committee, Stockholm ( 2004/ 5:9), approved
the study.

Selection

The heads of three different activity units were contacted and asked if they could
help by distributing written information on the contents of the study to
prospective participants. Interest in taking part in the study was expressed by
three men and five women, and they were contacted to agree on time and place

for personal information.
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They were asked if they would be interested to spend a week and photographing
objects, situations or persons that were important or meant something to them.
The researcher (author) also informed them of her wish for individual dialogs
relating to photographs taken.

Several of the informants asked further questions on photo contents to be sure of
understanding the task. Here the importance was stressed of informants making
the choices themselves. Whatever was photographed was what they considered

important to photograph.

Gathering of data

Films were developed to receive two copies of each photograph: one for
informant and one for researcher. Time and place for an interview was
determined between informant and researcher together. The majority of

informants took approximately 10 photographs; one took six and one 23.

Each interview was recorded and launched by each informant being given their
photographs and asked to talk about them in order of their preference. Some of
the informants had taken pictures in a specific order to show how a typical week
might appear. Others had carried out more spontaneous photography. Two
informants felt they had failed to take the pictures they had wanted to take and

were given the opportunity of taking further pictures.



Cautiousness-basic attitudes in mental illness

Data analysis

Data analysis in principle followed the phases of the hermeneutic process as
outlined for example by [24]: naive reading, structural analysis and a holistic
interpretation of the informants’ basic attitudes towards life. Naive reading is the
first step in interpretation. A structural analysis includes examination of specific
parts of texts to explain what is expressed and how. The interviews were
analysed and structured according to a matrix (fig 1) based on [17]. three
components of persons, animal and nature, and object. A modification of
Jeffner’s theories was made in order for the analysis to reflect an etic
perspective [25] on how the informants viewed themselves and their relationship

to their environment.

Results

Analysis of the results of a total of 97 photographs and interviews with the eight
informants was collated and presented according to the matrix. Each perspective
starts with a description of the photographs followed by a summary of what
informant said. All of the informants had illustrated their daily life; some had
taken self-portrait, photo on their home and a few photos of their family. There
were many photographs taken of daily occupation centre and the instructors
there. A few persons had arranged the photographs into different scenes. These
informants had not taken any photographs of their home, family or daily

occupation centre.
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Self-Portraits

Three informants (women) had pictures taken of themselves (seven pictures
altogether). One of the self-portraits shows a woman in a party hairstyle,
generously made up and wearing a sequin dress.

The second shows a woman of 35 with short ash-blond hair, wearing a T-shirt
and military-style jeans. The picture was taken in a child’s room with drawings
on the wall depicting a dog, the sun and a teddy bear. The informant stands in

front of a pine bed with a stool close by appearing to serve as a bedside table.

The third woman took pictures of herself active at the work and activity unit she
attends. Here the informant has her hair set in a ponytail and her facial

expression is resolute and strained.

What informants said about themselves in relation to the photographs

Both the three self-portrait informants and the other five informants talked about
themselves on the basis of what they had experienced, how they currently live
and how they would like life to develop in the future. They related what it
means to have an identity, how an individual’s identity is formed, what is
entailed by suffering and well-being, and the importance of earlier experiences

in relation to their personal development.

The search for a personal identity
The first informant who dressed up for the photographs said:

“It’s like when I was small and got dressed up. My mind feels split about it — on
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the one hand glitter and sparkle is fun, on the other I don’t want to be noticed.
She continued: “No problem there though, since I don’t go to parties or meet
people.” Her aim is womanhood, to feel good and be happy. Her aspiration is to
wake up feeling life’s working, “to do something for myself and not always for
others.” Another informant related how important it is to do things for yourself

and not just for others. Having opinions differing from others is discomforting.

The informants said making something of life is important; to find meaning
since life can end at any time. Also important is independence, along with
building internal security, having patience with one’s self — something that takes
time. One informant said she had to live a restricted life, trying out new things
but at a pace to suit her capacity. Another: “I find gauging closeness and
distance difficult, I’'m abandoned and alone.” One of the informants said it
would be a relief to be guaranteed eternal life, to be someone in relation to

others, to feel affirmed, to be a distinct individual.

System of norms

Day-to-day life has to be filled with something secure and pleasurable, said one
of the informants; keeping promises, avoiding criminal actions, being a Swede,
being employable, functioning socially, being pleasant and of importance.
External order can give internal order. Also of import is the development of
traditions; reasonable demands cannot always be met. A further informant

related: “Keeping things in order is hard, I can’t cope with day-to-day contacts.”
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Description of photographs — family/friends
One of the informants had photographed a 40-year-old man together with two
children. The photograph was taken in a room with colourful child’s drawings
on the wall, depicting a large mushroom with a charming sky and a path making
up a never-ending tunnel. A woman informant photographed a man lying turned
away on a sofa. In front of him is a bag of crisps and at the edge of the sofa are a
number of ornamental elephants. Several of the informants portrayed children,
with one man showing a 35-year-old woman with a baby. Women took the other

photographs of children.

One family/friends photo showed a man sitting in an attic at a computer, another
was taken of an older, very pale, man in his sick bed. One of the women
informants arranged and photographed an older woman with a large bouquet of
flowers in her arms. A male informant photographed a group of middle-aged
women and men. The picture was taken in a classic home environment with 19"
century sofas, crystal chandeliers, large antique candleholders with lit candles,
and fine carpets and tapestries with various motifs. The table is set with an early

h .
20" century coffee service.

What informants said about friends/relatives in relation to photographs

Being a family — having a relation

One of the informants — a single parent — related that she has three children, one
of whom lives with her. The three children have two different fathers. Her
former relation to their fathers was destructive. For two years past she has lived

with a woman she can trust: “I don’t need to put up any false front for her.”
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Another informant told of her child in adoption and the loss she felt after natural
contact with him. She said, “The day-to-day squabbles don’t exist.”
One of the women informants wanted to photograph her boyfriend since he was
important to her. “He cuts down my loneliness, but I couldn’t live with him —
then I’d lose my own self.” It works out fine for shorter periods such as
holidays. On the basis of the photographs, other informants told of former
negative, destructive relations.
Several related how important their friends are. Two of them portrayed and

talked about their brothers and sisters.

Importance of parents in relation to feeling secure

Several of the informants stated that above all their mothers provided a context,
and compensated for what they were unable to give them as children. Mother
was described as a “life-line” when they felt bad, despite her having been and
still being “immature and childish with frequent outbreaks of rage”. “My parents
have had different roles in different periods of my life.” Some suggested, “My
father has merely been a provider of economic support”. One said: “parents
aren’t to be reckoned with.”

Another had broken off maternal relations since the relationship was so

destructive.

Importance of friends
One informant photographed friends and said these friends were close to him

and that contact between them had been long lasting. Another told how she had
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girl friends but still felt alone. Some longed for friends but lacked them and did

not know how to get the right ones.

Photographs of others

Some of the informants confined their photography to pictures of instructors
from their places of work, and several — but not all — photographed work
colleagues. Five personnel from work and activity units were depicted. One of
the informants photographed psychiatric personnel, probably in one of their
offices.

One photo differed from the others and was taken by a female. It shows a little
girl with a rucksack, back turned to camera. She is walking away from the

photographer along an empty street. The girl’s estimated age is five.

What informants said about others

How informants experienced others round about them

A male informant took many pictures of his three instructors and praised one in
particular. “He keeps me on track, he knows what’s good for me, gives praise,
never says no, I cheer up.” One of the other two instructors is a friend who
provides advice and help, while he feels the third makes him stressed: he’s a bit
grumpy and the things I do are wrong. The informants otherwise experienced
their instructors as important — good-hearted, persons, supportive, boundary
setters and respectful. “She is like an angel.” One informant photographed a

staff member in the psychiatric care service. The informant was dissatisfied with
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her treatment and felt she was not seen as a persons and that she was outside
society.

Work unit colleagues compensate for lost time at school and discuss politics,
economics, mental disabilities and social issues.

One informant felt harassed by both neighbours and friends; one friend was
well- meaning, but the neighbours are not. The informants told of their relational
difficulties, their difficulties when people got too close to them. Relations with
men should give happiness, good sex, common values, sympathy, warmth and
tranquillity; providing a feeling of mental and physical well being. One
informant said she did not like team sports since these required fellowship,
leaving her feeling insecure and uneasy.

The informant who took the picture of the girl on the road felt it had no meaning
at the same time as she told of her incapacity, that she had missed something in
life, that she is so poor at relations, that she has an inner insecurity and great

need of control.

Photographs of animals and nature

Five informants had photographed cats, birds and a dog. The cats and birds were
portrayed in the home environments of informants the dog was pictured outside.
One informant photographed a bird-table with birds close by a classic red-
painted cottage with a Swedish porch entrance. A couple of informants
photographed potted plants. One photograph shows a wilted flower in a pot,

while the others show two healthy plants, monstera and fern.
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What informants said about animals and nature

Several of the informants had attempted to but failed to photograph dogs, cats
and birds. Animals meant something to them and in cases where they were
forced to get rid of their animals they were unwilling to say why. The
informants felt it was easier to get along with animals than person, since animals
provided meaning, were affectionate and adaptable. “If I’'m not functioning then
the cats don’t either, they get down-hearted and stop playing”, or “the dog
adapts its daily rhythm to me”. Their experience was that animals demand less

than persons.

The informant who photographed the wilting flower said it illustrated his/her
feeling of being wilted in particular situations, but also illustrated an interest for
taking care of wilted plants and making them healthier. A form of reciprocal

relation between informant and nature exists.

Photographs of objects

Informants photographed outdoor environments and housing, a church, shops,
scaffolding, roads and an underground station. They also photographed work
and activity units, a sickroom and various rooms in their flats. Several of them
photographed pieces of furniture such as bookcases with e.g. reference books,
crime stories, novels etc, along with sofas, beds and outdoor furniture. The bible

was on one photograph. Also photographed were televisions, computers,
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jewellery, paintings and drawings, along with work machines and cleaning

equipment. Many informants photographed cuddly toys such as teddy bears and

elephants, placed on an armchair, sofa or bed. Some of the photographs
displayed large quantities of odds and ends.

One informant photographed her home, the route to her psychiatric clinic and
work and activity unit, shops she went to and her church. One male informant
limited his pictures to his work and activity unit, while another had

photographed not just his unit but also the journey there and back.

What informants said about objects

According to informants, work and activity units provided them with “a
structure to life”. Their photos gave a comprehensive picture of their daily life.
Their photographs of budget and second-hand shops showed their poor finances
and how they attempted to gain control over their private economic situation.
Where the importance of person is measured in money, money has great
importance. Being mentally disabled means being in the hands of the social
services, psychiatric services and social welfare — something which provides a

feeling of worthlessness.

One female informant photographed her mother’s elegant apartment. An angel
was situated above the bedroom door of this flat. The informant said: “angels
are always nice to you, they like church just like my mother.” Home is
important, a place to be one’s self, read and watch television. “I like my flat,

that’s where I eat, lie in bed and read Winnie the Pooh.” The home mirrors the
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person: “If the flat’s in order, then I’m fine too.” By setting up a pair of loose
antique bed ends, one informant wanted the room to look perfect for taking

pictures.

Television was important, functioning both as leisure pursuit, company, escape
from the everyday, and as a soporific. Several of the informants talked about
the computers they photographed. They are able to use them to make friends and
contacts in the world around them without having to meet person. “Web contact
is easier. You can be yourself and don’t need to be exposed to surprises.” Wall
cupboards and items such as paintings, shells, angels, glitter, teddy bears and
necklaces are important items to them.

Discussion

The aim of the study was thus to explore basic attitudes to life as experienced by
persons with long-term mental illness living in an urban Swedish community.
The basic attitude to life component consists of person’s thoughts about the
world and their systems of values. This is what was applied in the discussion as

a framework for interpretation.

The search for personal identity and life’s meaning

The informants told how they searched for a meaning to their lives. Their wish
is to make something of life: life is short and might end at any moment. Despite
experiencing their life as limited they hoped to try out new things, but at a slow
pace and adapted to suit their capabilities.

Important are: finding and accepting one’s self; being someone in relation to

others; experiencing positive feelings and developing an inner sense of security.
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As also is the need for relations with others. At the same time, informants were
aware of their own loneliness, their fear of closeness to other person; leading to
contacts with others expressing themselves in a different way.
Hansson showed individuals to be interested in and focused on making their
lives clear to themselves, that persons are aware of their needs, aware that
individuals themselves have to do something about it all [26]. Informants in the
current study showed a degree of insight into their needs, but at the same time
showed an inability to do anything about them. The reasoning [26] leads to the
need for person to test their thoughts on life’s meaning with others in order to be
able to develop as individuals.
The inability of the informants to relate to other person resulted in only a few
living in some form of partnership. Instead their parents supplied the life-
security otherwise lacking. Despite their mixed experiences of parental
destructivity and lack of presence, it is they (mothers) who provided security,
context and crucial help in difficult situations. In relations towards other person,
trust was of great importance if relations are to be meaningful. Some had
difficulty in maintaining their own identity in closeness to a partner, and instead
adapted themselves completely to their partner. Instructors at work and activity
units had become very important to certain of the informants. A study by [27]
showed that work and activity units reduce marginalisation and, according to
[28], satisfy relations with instructors, which informants saw as cheerful,

praising and angel-like.

Work colleagues with also satisfied the need for meaningful discussion

whom informants could discuss and exchange opinions on social issues and their



19

Cautiousness-basic attitudes in mental illness

own situations as mentally disabled. Such talks provided them with knowledge
of what others think, helping them to formulate their own opinions, increase
their personal sense of security, while at the same time having conversations on
a level not necessarily leading to deeper relations. Computers had become an
important link between them as individuals and the outside world. Informants
could use their PCs to develop friendship relations while they themselves as
individuals decided when and how these relations could be maintained or
terminated. Animals play a very important role for the informants, giving their

lives meaning, as also studied by [28].

The informants appeared to find a sense of meaning in their accommodation, as
also described by [29]. In his or her flats they do not need to dissimulate, be
someone else; it is here they are able to be themselves. The person with long-
term mental illness expresses both independence and fear of living in their own
accommodation [30]. Their feelings of being insignificant and depreciated by
those rounds about them because they are unemployed made it difficult for them
to find a meaning to life.

Method discussion

The method of gathering data provided wide-ranging, substantial and in-depth
material based on photographs and what informants related. The method
promoted the autonomy and independence of the informants and encouraged

their own choices and their own opinions.
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Conclusion
The informants had an inadequate trust in their fellow beings and the world
about them, and this characterised their basic attitude to life as being careful and
cautious. Their wish was to be seen as functioning members of society. It is
important for health care personal to realise that changes must take place on
these persons’ own terms and accept that any process may take a long time.
The photographs were a natural way for the informants to describe how they
experienced and perceived reality. The focus was placed on their narrations
rather than on the fact that they were interviewed. Using photographs could even
be applied as a way to open up a meaningful dialogue that would help the
professional carer to give support that is according to these person’s own

wishes.
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