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Abstract

Rusner, Marie (2012). Bipolir sjukdom — ur ett existentiellt perspektiv (Bipolar disorder
— from an existential perspective), Linnaeus University Dissertations No 99/2012.
ISBN: 978-91-86983-80-2. Written in Swedish with a summary in English.

Aim: The overall aim was to create knowledge about what it means to live with bipolar
disorder from an existential perspective, both for individuals with the diagnosis and for
their close relatives.

Method: An existential perspective in this context entails that it is explored and
described from a lifeworld perspective of individuals who in various ways experience
that which is termed as bipolar disorder. The lifeworld phenomenological approach
Reflective Lifeworld Research (RLR) was used in the four empirical studies. Meaning-
oriented interviews and analysis were conducted following the leading methodological
principles of the chosen scientific approach. A synthesis, based on lifeworld
hermeneutic existential philosophy, then presents how it is possible to understand the
perspective of individuals with bipolar disorder and their close relatives as a coherent
whole.

Findings and conclusions: A magnitude and complexity of experiencing, which means
that life with bipolar disorder is characterized by extra dimensions, specific tension and
contradictions, has been elucidated. Knowledge of the meaning of these aspects
enables for the persons with the illness and for their close relatives to understand, to
put words to, and to communicate how their life is and what they need, which in turn
enhances their ability to influence their lives. It also increases the opportunities for
professional caregivers to develop care, both in content and organization, so that it can
meet the actual needs of those concerned in an adequate way.

Living with bipolar disorder means so much more than the usual description with
changes between episodes of depression and mania. The diagnosis “bipolar disorder”
thus appears to be an inadequate label that only reflects the more obvious and visible
dimensions of the illness, while those that characterize life in its entirety remain

hidden.

The thesis also shows that the importance of the common everyday life of persons with
bipolar disorder and their close relatives should be highlighted as the most important
factor in a liveable existence. A change in the view of mental health care is thus
needed; a change that is characterized by consensus, collaboration and transparent
communication between the person with the illness, their close relatives and mental
health care. The common goal should be about meeting actual needs, and to
strengthen a profound connectedness in order to make everyday life more liveable.

Key words: bipolar disorder, extra dimensions, existential perspective, lived
experiences, phenomenology, close relatives






Tillignas alla personer med bipoliir sjukdom och deras nirstiende
samt alla som gor livet littare for dem
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INLEDNING

I mitt arbete inom psykiatrisk heldygnsvird har jag métt manga miénniskor
med diagnosen bipolir sjukdom. Négra moten har etsat sig fast inom mig. Jag
kommer speciellt ihig en kvinna som under ling tid tvingsvirdades pa
avdelningen. Jag var patientansvarig sjukskoterska for henne och forsokte
stodja henne till en bittre hilsa. Det innebar bland annat att medverka till att
hon fick likemedel och ett boende som hon inledningsvis inte ville ha. Vid ett
tillfille sa hon till mig: Om du bara forstod hur det dr att vara sidar lite lagom
manisk si skulle du aldrig vara med och tvinga mig att ta mediciner. Aven om jag
var engagerad och verkligen gjorde mitt bésta for att forsoka forst si visste jag
att hon hade ritt. Det var mycket som jag inte forstod.

Nir jag fick mojlighet att gi en forskarutbildning fick jag forutsittningar
tor att fordjupa mig i frigor som ror livet med bipolir sjukdom. Pa det sittet
blev nigra av de frigor som uppkommit i motet med patienter
forskningsfrigor. Under arbetet med avhandlingen har frigorna utvecklats
samtidigt som nya frigor har uppstatt.

Avhandlingen baseras pi fyra artiklar som beskriver olika aspekter av vad
det innebir att leva med bipolir sjukdom. Jag har undersokt betydelsen av
bipoldr sjukdom ur ett existentiellt perspektiv, dvs. som levda erfarenheter av
bipoldr sjukdom, vilket inbegriper bide personer som har diagnosen bipolir
sjukdom och nirstiende till en person med bipolir sjukdom.

Min férhoppning idr att den kunskap som synliggérs i denna avhandling
ska bidra till att personer med bipolir sjukdom och deras nirstiende fir en
fordjupad forstielse av sina existentiella frigor och sina forutsittningar och
darmed bittre mojligheter for att kunna paverka sina liv. Jag hoppas ocksi att
kunskapen kan ligga till grund for en forbittrad vird for personer med bipolir
sjukdom och ett forbittrat bemétande av deras nirstiende.



BAKGRUND

Psykisk hilsa och ohilsa i dagens samhiille

I rapporter om psykisk hilsa i samhallet stir ofta franvaro av hilsa och brister
av olika slag i fokus medan lagar och férordningar betonar vikten av att frimja
halsa. Hilsa och ohilsa fir anses vara tvi dimensioner som behover forstis 1
relation till varandra. Nir hilsan sviktar blir bide hilsan och ohilsan synlig,
genom att skillnaden diremellan blir tydligare (Dahlberg & Segesten, 2010).
Med psykisk hilsa och ohilsa menas vanligtvis den hilsa och ohilsa som kan
relateras till médnniskans medvetande och som visar sig genom upplevelser,
tankar, kinslor, minne, fantasi och sinnesintryck (Gron et al., 1988). Psykisk
hilsa dr emellertid inte en enkelt avgrinsbar del i minniskans hilsa'. Dahlberg
& Segesten (2010) beskriver hilsa som att uppleva vélbefinnande, ma bra och
vara i stind till att genomfora smé och stora livsprojekt. Hilsa dr inte heller
nagot statiskt utan kan variera under livets ging. Det har olika betydelser for
olika minniskor och inrymmer bide biologiska och existentiella dimensioner
(a.a.).

Psykisk hilsa samt aterhdmtning vid psykisk ohilsa paverkas inte bara av
det som har med den enskilde personen att géra utan dven av faktorer i det
omgivande samhillet (Topor, 2001, 2004). Psykisk ohilsa ir ett vixande
samhadllsproblem, med ofta svira konsekvenser savil for den enskilde personen
med ohilsa och dennes nirstiende som f6r samhillet (Bhugra & Flick, 2005;
Soares-Weiser et al., 2007). I den senaste svenska folkhilsorapporten
(Socialstyrelsen, 2009a) beskrivs stressrelaterade besvir och psykosociala
pafrestningar som orsaker till en 6kad psykisk ohilsa i befolkningen. Psykisk
ohilsa och virkbesvir anges ocksi som de vanligaste anledningarna till
upplevelser av ohilsa och till nybeviljade sjuk- och aktivitetsersattningar. En
okning av antalet sjilvmordsfors6k hos unga kvinnor och min ses som sirskilt

oroande (Socialstyrelsen, 2009a, 2009b). Socialstyrelsen (2009b) rapporterar

! "Psykisk" hilsa och ohilsa ir vedertagna begrepp i samhillet och anvinds dirfor i avhandlingen, trots
denna otydlighet gillande betydelsen.



att 20-40 % av befolkningen uppger att de lider av psykisk ohilsa. Av dem
uppskattas 5-10 % behoéva psykiatrisk vird. Cirka 1500 personer tar sitt liv
varje dr i Sverige. Av dem har cirka 90 % nagon form av psykisk sjukdom, dir
depression ir den mest framtridande (Socialstyrelsen, 2009b). Sjilvmord ar
enligt samma rapport den vanligaste dédsorsaken f6r méin under 35 ar och den
huvudsakliga orsaken till att personer med psykisk ohilsa avlider i fortid.

Svarigheter att forstd psykisk ohilsa leder i manga fall till en rddsla for
minniskor med psykisk ohilsa. Detta kan leda till att de stigmatiseras®
(Brohan, Slade, Clement, & Thornicroft, 2010), vilket i sin tur dven piverkar
sjalvkinslan negativt (Link, Struening, Neese-Todd, Asmussen, & Phelan,
2001).

All hilso- och sjukvard ska vara inriktad pa att frimja hilsa och att ge en
god vird, vilket innebir att den ska vara patientfokuserad, ges i rimlig tid, vara
siker, kunskapsbaserad, jamlik och effektiv (Socialstyrelsen, 2009b).

Patientfokuserad hilso- och sjukvard innebar att virden ges med respekt
och lyhordhet for individens specifika behov, forvintningar och
vdrderingar, och att dessa vigs in i de kliniska besluten (s. 78).

Hilso- och sjukvarden ska bedrivas sa att den kan vara av god kvalitet och
tillgodose patientens behov av trygghet i vird och behandling (SFS,
1982:763). Den ska ocksd vara littillginglic och bygga pi patientens
sjdlvbestimmande och integritet. Dirutéver ska den organiseras si att den
frimjar goda kontakter mellan patienten och hilso- och sjukvirdspersonalen si
att patientens behov av kontinuitet och sikerhet i virden kan tillgodoses.
Socialtjinstlagen betonar anhorigas betydelse for dldre personer och for
personer med funktionsnedsittning och lingvarig sjukdom. For att minska
deras fysiska och psykiska belastning ska socialtjinsten erbjuda stod for att
underlitta for de personer som vérdar en nirstiende som dr langvarigt sjuk
eller dldre eller som stodjer en nirstiende med funktionshinder
(Socialtjanstlagen, 2001:453).

Bipolir sjukdom som diagnos
Foreliggande avhandling fokuserar pd personer med ett specifikt psykiskt

tillstand, bipolir sjukdom®, och deras nirstiende. Bipolir sjukdom ir en
diagnosbeteckning som anvinds for att klassificera ett flertal variationer av
vixlingar i stimningsldge karaktiriserade av depressiva, hypomaniska, maniska
och blandade episoder. Perioder utan sinkt eller f6rhéjt stimningslige kallas

> Enligt Nationalencyklopedin (www.ne.se) a# stimplas socialt.
% Aven benimnt som bipolirt syndrom och manodepressiv sjukdom.



for eutyma. Bipolidr sjukdom klassificeras i ICD-10* (WHO, 2007) som en
psykisk sjukdom tillhorande gruppen forstimningssyndrom. En kod (F 31.0-F
31.9) anger den aktuella episodens karaktir. Aven i diagnosmanualen DSM-
IV-TR® (APA, 2000) Kklassificeras bipolir sjukdom inom spektrat
torstimningssyndrom. Sjukdomen indelas i grupper som avspeglar individuella
variationer, varav bipolir I och bipolir II 4r de vanligast forekommande.
Bipolir I karaktiriseras av minst en depressiv episod och minst en episod av
mani eller en blandad episod. Nir det giller bipolir II har minst en episod av
hypomani och minst en episod av depression férekommit.

Enligt en rapport frin virldshilsoorganisationen (WHO, 2008)
torekommer bipolr sjukdom, mitt vid ett givet tillfille, hos 29,5 miljoner
minniskor over hela virlden. Pi en skala mellan I-VII® som anger hur
allvarligt livet paverkas av olika sjukdomar placeras bipolir sjukdom i grupp V,
vilket visar att bipolir sjukdom har en allvarlig paverkan pi livet (WHO,
2008). Forekomst av bipolir sjukdom har tidigare angetts till 1-2 % av
befolkningen (Hilty, Brady, & Hales, 1999; Sheppard & Hill, 1996) men
senare forskning visar att bipolir sjukdom férekommer hos 3,5-6 % av
befolkningen (Elgie & Morselli, 2007; Johnson, 2002; Judd & Akiskal, 2003;
Morgan, Mitchell, & Jablensky, 2005). I den ligre siffran inkluderas
toretridesvis férekomst av bipoldr I.

Aterkommande episoder av depression och hypomani/mani férekommer
hos 90 % av personerna med bipolir sjukdom och sjilvmordsrisken anges till
6-15 % (Elgie & Morselli, 2007; Inskip, Harris, & Barraclough, 1998). Risken
att do av sjilvmord vid bipoldr/unipolir’ sjukdom inom ett ér efter ett forsta
sjalvmordsforsok anges vara 23 % for min och 9 % for kvinnor (Tidemalm,
Langstrom, Lichtenstein, & Runesson, 2008). Personer med allvarlig psykisk
ohilsa riskerar dven en simre somatisk hilsa pi flera omriden. Av en 6versikt
(SPF, 2010) av metabol risk vid allvarlig psykisk sjukdom® framgar att dessa
personer i hogre grad dn befolkningen i Gvrigt uppvisar metabola avvikelser
som overvikt, diabetes och rubbningar i blodfetter samt en 6kad dodlighet i
hjart-kirlsjukdom.

Den ovan nidmnda stigmatiseringen av personer med psykisk ohilsa
drabbar dven personer med bipolir sjukdom. I en studie av Baker (2002)
uppger 82 % av deltagarna att de upplever stigmatisering pid grund av
manniskors ridsla f6r deras psykiska ohilsa.

+ICD-10 ir den officiella diagnosmanualen i Sverige. En konverteringstabell for diagnoskoder frin
DSM-IV-TR till ICD-10 finns tillginglig pa Socialstyrelsens hemsida.
(http://www.socialstyrelsen.se/klassificeringochkoder/diagnoskoder/psykiatrikoder).

> DSM-IV-TR ir en amerikansk diagnosmanual som anvinds inom svensk psykiatrisk vird som ett
komplement till den officiella manualen ICD-10.

¢ Grupp I = minst allvarlig funktionsnedsittning och grupp VII = mest allvarlig funktionsnedsittning.
7 Depressionstillstind utan férekomst av mani.

8 Bipolir sjukdom klassas i denna 6versikt som allvarlig psykisk ohilsa.



Vird for personer med bipolir sjukdom erbjuds foretridesvis via
specialiserad psykiatrisk 6ppenvard och/eller heldygnsvird, ibland enligt lagen
om psykiatrisk tvingsvard®’. Vid bipoldr sjukdom rekommenderas framforallt
likemedelsbehandling, kognitiv beteendeterapi (KBT) samt patient- och
nirstdendeutbildning!® (Baker, 2001; Elgie & Morselli, 2007; Socialstyrelsen,
2010).

Bipolir sjukdom som fenomen

Bipolir sjukdom kan dven beskrivas som ett fenomen i fenomenologisk
mening, dvs. sisom det erfars av en individ. Fenomenologin och dess
filosofiska grundantaganden kommer att behandlas mer utférligt i avsnittet
om vetenskaplig ansats.

Bipoldr sjukdom som fenomen handlar siledes om betydelsen' av
sjukdomen ur den enskilde personens perspektiv. Det idr skillnad pa att fa en
diagnos och att veta vad sjukdomen innebir. Toombs (1992) menar att det
finns ett gap mellan levd erfarenhet av sjukdom och vetenskaplig forklaring av
sjukdom. Det handlar inte om olika nivier av kunskap utan om en skillnad i
sittet att forstd sjukdomens innebdrd. Hon exemplifierar detta genom att siga
att det ér skillnad mellan att ligga i sdngen och att std bredvid den. Ett forsta
steg mot att forstd betydelse av sjukdom dr att synliggora de olika perspektiven
(Toombs, 1992). Aven Svenaeus (2003) nirmar sig sjukdom utifrin ett
meningsinriktat perspektiv. Han ser sjukdom som flerdimensionella fenomen
och menar med det att sjukdom bar pa mening pa flera nivéer. Sjukdomar ir
enligt Svenaeus (2003) birare av betydelser genom att de pa ett
genomgripande sitt forindrar miénniskors livssituation och framtvingar nya
tolkningar av den. Till skillnad frin Toombs (1992) som beskriver sjukdomens
mening utifrin tva olika perspektiv si beskriver Svenaeus (2003) innebé6rd av
sjukdom utifrin tre dimensioner; en biologisk fysiologisk dimension, en
upplevelsebaserad fenomenologisk dimension samt en spraklig kulturell
dimension. Den biologisk fysiologiska dimensionen ger utifrin biologiska
unders6kningar och analyser av kroppens funktioner orsaksférklaringar till
sjukdom. Den upplevelsebaserade fenomenologiska dimensionen utgir ifrin
minniskors individuella upplevelser av sjukdom och bidrar dirmed med ett
perspektiv pa hur sjukdom kan forstis. Att leva med sjukdom medfér dven ett
behov av att sitta ord pa och att kommunicera vad det innebir. Det sker med
ett sprak som har en historia och som finns i ett samhilleligt sammanhang. I

® Lagen om psykiatrisk tvingsvird, LPT, (SFS: 1991:1128).

10T denna avhandling anviinds fortsittningsvis utbildningsintervention som en évergripande beteckning
for patient- och nirstdendeutbildning och psykopedagogisk intervention, vilka dr beteckningar for olika
slags undervisande och kunskapsinriktade utbildningsinterventioner om sjukdom, symtom, behandling

och tidiga varningstecken pd 6kad ohilsa (Hede & Hulthén, 2009).

1 Begreppen innebérd, betydelse och mening anviinds synonymt i avhandlingen.



den sprikliga kulturella dimensionen knyter spriket biologin och upplevelsen
av sjukdom till den omkringliggande kulturen som 6verférda meningar.

Denna avhandling handlar i relation till ovanstiende teorier om att
synliggora bipolir sjukdom utifrdn perspektivet “att ligga i singen" (Toombs,
1992) och att undersoka och sitta ord pi betydelsen av att leva med bipolir
sjukdom (Svenaeus, 2003).

Att ha bipolir sjukdom - tidigare forskning

Livet paverkas pa ett genomgripande sitt vid bipolir sjukdom (Baker, 2001,
2002; Elgie & Morselli, 2007). Under perioder av hypomani och mani
kidnnetecknas livet av starka kinslor, engagemang och vitalitet, ibland som
upprymdhet men ibland som forlamande dngslig isolering (Karlsson, 2004).
Under en djup depression priglas livet diremot av trotthet, hopploshet,
upplevelse av skuld och av att vara virdelos. Att tro att man inte nigonsin
kommer att mé bra igen upplevs som ett obeskrivbart lidande, ur vilket ibland
déden ses som enda utvigen (Stigsdotter Nystrom & Nystrom, 2007).
Perioder med depression beskrivs som ndgot svirare 4n de med
hypomani/mani eftersom de ofta varar lingre och ir svirare att hantera (Baker,
2002). En studie av Goossens, Hartong, Knoppert-van der Klein och Van
Achterberg (2008a) visar dven pi fler sjukdomssymtom och ligre livskvalitet
under perioder av depression dn under eutyma eller hypomaniska/maniska
perioder.

Svarigheter att forsta sig sjilv, sin sjukdom och sin livssituation liksom att
relatera till andra minniskor och det omgivande samhaillet péaverkar
sjalvkinslan och gor att livet fylls av bide motsigelser och forvirring (Inder et
al., 2008; Lim, Nathan, O’Brien-Malone, & Williams, 2004; Pollack, 1993a,
1996). Brist pa sjilvfortroende och tilltro till den egna férmégan paverkar i sin
tur relationer och synen pd framtiden pa ett negativt sitt (Baker, 2002; Lim, et
al., 2004). Aven Jonsson, Wijk, Skirsiter och Danielsson (2008) visar pi
svarigheter som har med sjilvkinsla, sjilvfértroende och sjilvforstielse att
gora. De betonar speciellt upplevelser av osikerhet nir det giller att planera
tor framtiden och att paverka sin hélsa. En allmén brist i samhillet pa kunskap
om sidant som ror sjukdomens karaktir och hur livet piverkas (Elgie &
Morselli, 2007) men ocksd ett behov av 6kad kunskap om vad som gor det
mojligt att paverka synen pi sig sjilv, sin roll i samhillet och sin framtid (Lim,
et al., 2004) finns beskriven i litteraturen.

Att ha bipolir sjukdom paverkar enligt Pollack (1993b) och McCandless
och Sladen (2003) édven sexualiteten negativt genom ett Okat sexuellt
riskbeteende under vissa perioder i livet. De betonar att forskning om
sexualitet vid bipoldr sjukdom dr ett eftersatt omrdde och efterlyser fler studier
som kan bidra med kunskap om vad som forbittrar hilsan pa detta omrade.
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Aven arbetslivet och personliga finansiella forutsittningar paverkas vid
bipolir sjukdom (Baker, 2002; Bhugra & Flick, 2005; Michalak, Yatham,
Maxwell, Hale, & Lam, 2007). Brist p4 kontinuitet, problem med personliga
relationer och stigmatisering péverkar arbetslivet negativt. Mojlighet till
torandrade arbetsuppgifter och minskad arbetsborda under perioder med 6kad
psykisk ohilsa men dven kinslomissigt och praktiskt stod frin pilitliga
arbetskamrater anges underlitta for personer med bipolir sjukdom att behalla
sitt arbete. Fler atgirder beh6vs emellertid for att lyckas i arbetslivet och for att
ni yrkesmissiga mél (Tse & Walsh, 2001; Tse & Yeats, 2002). Leufstadius,
Erlandsson, Bjérkman och Eklund (2008) har undersokt hur personer med
varaktig allvarlig psykisk ohilsa, dven personer med forstimningssjukdomar,
upplever meningsfullhet i olika slags daglig sysselsittning. De visar att det
viktigaste verkar vara att ha en sysselsittning 6verhuvudtaget samt att personer
med varaktig allvarlig psykisk ohilsa skapar och finner mening i sin dagliga
sysselsittning oavsett vilken slags sysselsittning det ér.

Ett annat forskningsomrade berdr behov av stéd till personer med bipolir
sjukdom. Genom beskrivningar av stddbehov synliggérs grundliggande brister
och problem. En studie av Goossens, Knoppert-Van der Klein, Kroon och
Van Achterberg (2007) om virdbehov for patienter med bipolir sjukdom
inom 6ppen psykiatrisk sjukvird visar att en stor del av de behov som beskrivs
av patienterna inte blir tillgodosedda, eller ens upptickta. Sidana behov ir att
fa hjilp att identifiera individuella tecken pa ohilsa i god tid och att stirka sitt
sjalvfértroende men dven att fi samtala om upplevelser som dr relaterade till
sjukdom, sorg och motgingar. Stodjande nirstiende spelar en viktig roll nir
man lever med bipolir sjukdom (Karlsson, 2004). I en studie som fokuserar pé
erfarenheter av sjukdom, vird och behandling angavs stéd fran familj och
vinner som viktigast, foljt av likemedel och st6d frin specialistsjukvird och
stodgrupper (Baker, 2002). De brister som lyftes fram var brist pd kontinuitet,
flexibilitet och tid for samtal. Vieta (2005) beskriver ett stort behov av att
torsta vad sjukdomen handlar om och menar att farmakologisk behandling i
kombination med psykosociala interventioner kan méta detta behov. En
terapeutisk allians med patienten okar foljsamheten gentemot ordinerad
likemedelsbehandling, vilket i sin tur medfér att patientens lidande minskar
(Lewis, 2005; Sajatovic, Davies, & Hrouda, 2004).

Forskningsgenomgangen visar pi behov av 6kad kunskap om sémnens
betydelse och péd vikten av att forbdttra somnkvaliteten for personer med
bipolir sjukdom. Sémn respektive avsaknad av somn paverkar sjukdomens
forlopp (Umlauf & Shattell, 2005). Regelbunden sémn gor att det gér lingre
tid mellan perioder av ohilsa (Frank, Swartz, & Kupfer, 2000) och
torandringar i det normala somnmonstret kan tyda pi att en stor forindring i
sinnesstimningen kan vara forestiende (Bauer et al., 2006). I en studie av
Jackson, Cavanagh och Scott (2003) angav 77 % av deltagarna somnproblem
som det forsta tecknet pa ohilsa. Somn nidmns i ovanstiende studier som en
viktig del av ett regelbundet vardagsliv, och fir dirfor anses ha en nira relation
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till stabilitet. Stabila vardagsstrukturer och ett framtidshopp ir faktorer som
tillsammans 6kar mojligheten att paverka livet (Jonsson, et al., 2008). Att soka
efter men inte lyckas finna stabilitet paverkar diremot synen pa framtiden
negativt och stirker upplevelsen av hjilploshet och oférmiga att kunna
paverka sitt liv (Lim, et al., 2004). Det verkar ocksd som att sjdlva sokandet
efter kunskap och information bidrar till att 6vervinna bade inre och yttre
hinder for stabilitet och kontroll (Pollack, 1995a, 1995b).

Minga studier visar att utbildningsinterventioner och tidig upptickt av
tecken pa ohilsa har en god inverkan pa livet. Utbildning och information
men édven en fordjupad forstielse av sjukdomen efterfrigas av personer som
berors (Elgie & Morselli, 2007). Utbildningsinterventioner stirker formagan
att hantera stress (Jonsson, 2010) och minskar aterinsjuknande och behov av
slutenvird (Vieta & Colom, 2004). Perry et al. (1999) rapporterar att
utbildningsinterventioner minskar antalet maniska episoder och férlinger
tiden emellan dem. De kunde emellertid inte se en sidan inverkan vid
depressiva episoder. Ett kontinuerligt fokus pd att uppticka och forebygga
ohilsa i kombination med att formedla hopp stirker patienters forméga att
hantera livet och oOkar nojdheten med virden (Morris et al., 2005).
Undervisning om likemedel dr en viktig del i en utbildningsintervention
eftersom den bidrar till att 6ka kunskapen om betydelsen av regelbunden
likemedelsbehandling (Dogan & Sabanciogullari, 2003). Det medfor att
livskvaliteten 6kar och att omfattningen av symtom relaterade till sjukdomen
minskar. Pollack och Cramer (2000) betonar vikten av att forstd patientens syn
pa sina problem. Eftersom ett av utbildningsinterventionens syften dr att
minimera och 18sa problem si bor en prioritering av aktuella problem goras
tillsammans med patienten infor genomférandet av utbildningen. Tidig
upptickt av sjukdomen, forstielse av vad den innebdr och tidigt insatt
likemedelsbehandling tillsammans med stod frin familj och vinner forebygger
allvarliga konsekvenser for livet med bipolir sjukdom (Post, 2005). Han menar
emellertid att detta inte dr tillrickligt och efterfrigar dirfor nya angreppssitt
som kan stirka stabiliteten pa ling sikt for personer med bipolir sjukdom.

Att vara nirstaende till en person med bipolir

sjukdom - tidigare forskning

Bipoldr sjukdom paverkar inte enbart livet for personer med diagnosen utan i
hog grad dven nirstiendes liv (Baker, 2001). Tillvaron for nirstdende ar
torknippad med kinslomissig stress, depression och behov av psykiatrisk vard
(Baker, 2001; Elgie & Morselli, 2007; Goossens, Van Wijngaarden,
Knoppert-Van Der Klein, & Van Achterberg, 2008b; Ogilvie, Morant, &
Goodwin, 2005; Steele, Maruyama, & Galynker, 2010). Nirstdende piverkas
dven negativt av minniskors avstandstagande (Gonzalez et al., 2007; Ostman
& Kjellin, 2002). Det sociala nitverket krymper, vilket kan leda till 6kad
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isolering och ytterligare péfrestningar (Tranvig & Kristoffersen, 2008).
Stindiga forindringar, som beror pa forindringar i stimningslige hos
personen med bipolir sjukdom, hotar nirstiendes sociala relationer och
finansiella situation sivil som deras yrkesverksamhet och méjlighet till fritid
(Dore & Romans, 2001; Reinares et al., 2008; Ostman, Wallsten, & Kjellin,
2005). Baker (2001) rapporterar en 6kad risk for separation eller skilsmissa i
relationer dir den ena personen har bipolir sjukdom. Harmonin i relationen
kan storas av sexuella svirigheter som beror pi att sexuellt intresse, liksom
lyhordhet och omhet varierar i takt med hur sjukdomen forindras (Lam,
Donaldson, Brown, & Malliaris, 2005). Nirstdende upplever dven att
sjalvkinslan och sjilvfortroendet paverkas negativt av att det dr svart att forsta
och hantera en ibland kaotisk livssituation (Elgie & Morselli, 2007; Hill,
Shepherd, & Hardy, 1998; Jonsson, Skirsiter, Wijk, & Danielson, 2011a).
Deras strivan efter att forsti och hantera vardagslivet karaktiriseras av
ensamhet, fortvivlan och osikerhet (Jonsson, et al., 2011a; van der Voort,
Goossens, & van der Bijl, 2009), vilket dven leder till en 6kad belastning over
tid (Tranvig & Kristoffersen, 2008). Kinslan av ensamhet ir relaterad till en
balansging mellan ansvar for sig sjilv och for personen med bipolir sjukdom
(Jonsson, et al., 2011a; van der Voort, et al., 2009). Stressen tenderar ocks3 att
oka for nirstiende som hanterar konsekvenserna av den andre personens
ohilsa pa ett mer passivt och undvikande sitt (Goossens, et al., 2008b).

Minga av de svarigheter som har rapporterats for nirstiende till personer
med allvarlig psykisk ohilsa i allminhet giller dven ndrstdende till personer
med bipoldr sjukdom (Baronet, 1999; Rose, Mallinson, & Gerson, 2006;
Tsang, Tam, Chan, & Chang, 2003; Veltman, Cameron, & Stewart, 2002).
Ekonomiska problem, svirigheter att fa tillgang till psykiatrisk vird samt
otydlighet gillande diagnos, vird och behandling dr exempel pa svarigheter
som giller ndrstaende till personer med all slags allvarlig psykisk ohilsa.

Stod fran ndrstdende bidrar till att férhindra att livet for personen med
sjukdomen piverkas negativt (Karlsson, 2006; Post, 2005). Stod fran
engagerade nirstiende angavs i en studie av Baker (2002) som det allra
viktigaste stodet. Det dr ocksd klarlagt att personer med bipolir sjukdom
paverkas positivt av att deras nirstdende deltar i utbildningsinterventioner,
frimst genom ett minskat antal vixlingar i stimningslige men dven genom att
tiden utan depression eller mani forlings (Reinares, et al., 2008).

Tidigare forskning om nirstdende har i hogre grad handlat om hur de kan
stodja personerna med sjukdomen dn om deras eget behov av stod (Perlick et
al., 2007). En systematisk genomgang av studier som har undersokt stodbehov
hos nirstdende till personer med bipolir sjukdom visar pi behov av
information, tillgang till vird och samtal med professionella inom virden men
pekar samtidigt pa bristen pa forskning om professionellt stod till nirstiende
(Van Der Voort, Goossens, & Van Der Bijl, 2007). Utbildningsinterventioner
for nirstdende bidrar till en 6kad forstielse f6r vad sjukdomen innebir och till
en minskad upplevelse av stress men det behvs mer forskning om effekten av
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olika slags insatser pd detta omride (Jonsson, Wijk, Danielson, & Skirsiter,
2011b; Reinares, Vieta, & Colom, 2004).

En psykiatrisk omvirdnadsteori med fokus pé psykisk aterhimtning, med
rotter hos Anthony (1993) och Bordin (1994), betonar vikten av samarbete
mellan professionella virdare, patient och nirstiende som bas for stod till
nirstdende (Shanley & Jubb-Shanley, 2007). En psykiatrisk oppenvérd som
arbetar enligt den teorin beskrivs 6ka mojligheterna for nirstiende att stodja
personen med ohilsa s att behovet av heldygnsvird minskar (Jubb & Shanley,
2002). Dessutom, nirstiende upplever sig respekterade och delaktiga nir de
blir inbjudna av professionella vardare att uttrycka sina behov av stéd och att

ge feedback till virden (Jubb & Shanley, 2002).

Avhandlingens problemomride och milsiittning

Forekomst av bipolir sjukdom, livskvalitet och belastning pa livet'? liksom
likemedelsbehandling ér vil beforskade omraden. Det ér vetenskapligt klarlagt
att utbildningsinterventioner har stor betydelse biade for personer med bipolir
sjukdom och for deras nirstiende, speciellt nir det giller att uppticka tidiga
individuella tecken pd ohilsa. Tidigare forskning visar ocksi att livet med
bipolir sjukdom ér forenat med stora pafrestningar, biade for personer med
diagnosen och for deras nirstdende. Pafrestningarna dr i hog grad kopplade till
existentiella fragor, vilket medfor en 6kad belastning for alla berérda.

Forskningsgenomgingen visar emellertid att det finns en brist pa forskning
som visar vad det innebdr att leva med dessa péfrestningar, en ofta livsling
likemedelsbehandling, en sinkt livskvalitet, sjukdomssymtom av olika slag
samt sidant som ber6r andra djupt personliga omraden. Den visar ocksé att
det finns en diskrepans mellan den vird som erbjuds och den véird som
efterfrigas och att det behovs en fordjupad kunskap om vad som dr stodjande
pa ling sikt.

Forskning om nirstiende férekommer i begrinsad omfattning och har till
stor del handlat om hur de kan stédja personen med ohilsa och till viss del hur
det belastar dem. Det saknas emellertid forskning om vad belastningen
innebir f6r dem, hur deras liv paverkas och vad som underlittar for dem att
leva mitt i spanningsfiltet mellan egna behov och behoven hos personen med
bipolir sjukdom.

Trots omfattande forskning om bipolir sjukdom si saknas det alltsd
fortfarande empirisk forskning om vad som ér stédjande pa ling sikt och om
existentiella fragor utifrin de ber6rdas perspektiv. Denna avhandling vill bidra
till att fylla denna kunskapslucka genom att utforska och beskriva inneborder

12 Burden pa engelska. WHO och virldsbanken (Socialstyrelsen, 2009a) anvinder begreppet
sjukdomsbelastning, som miter sjukdomars paverkan pa hilsotillstaindet och hur mycket de bidrar till
fortida dod. Detta begrepp anvinds inte i avhandlingen eftersom inte alla refererade studier anvinder
detta matt.
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av livet med bipolir sjukdom, ssom det erfars av personer som pa olika sitt
lever med detta psykiska tillstind.

Avhandlingens mélsittning dr att skapa kunskap som kan underlitta for
personer med bipolir sjukdom och deras nirstiende att i hogre grad kunna
paverka sina liv, samt kunskap som kan ligga till grund for férbéttringar inom
psykiatrisk hilso- och sjukvard.

Avhandlingens 6vergripande syfte och delsyften
Avhandlingens 6vergripande syfte dr att skapa kunskap om vad det innebir att
leva med bipolir sjukdom utifrin ett existentiellt perspektiv, bade for personer
med bipolir sjukdom och for nirstaende.
Avhandlingens delsyften ar att beskriva:

I. existentiella inneborder av att leva med bipolir sjukdom.

II. vad som méjliggor ett gott liv med bipolir sjukdom.

III. existentiella innebérder av att vara ndrstiende till en person med

bipolir sjukdom.

IV. vad som gor livet mer birkraftigt for nirstdende till en person med

bipolir sjukdom.
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VETENSKAPLIG ANSATS

Denna avhandling undersoker och beskriver innebdrder av att leva med bipoldr
sjukdom ur ett existentiellt perspektiv. ’Existens’ och ’existentiell’ dr
mangtydiga begrepp. Ett existentiellt perspektiv i detta sammanhang utgar
ifran tva grundliggande betydelser av dessa begrepp som relaterar till a## nagot
ar och vad nigot ir (Gron, et al., 1988). Gemensamt for dessa betydelser ar att
de berér det som grundliggande karaktiriserar minniskans sitt att vara,
minniskans levda existens. Ett existentiellt perspektiv pd bipolir sjukdom
avgriansas ddrfor i denna avhandling till att betyda att inneb6rder av bipoldr
sjukdom unders6ks och beskrivs ur ett livsvirldsperspektiv hos personer som
pa olika sitt erfar det som betecknas som bipoldr sjukdom’. Avhandlingen
avsig till en borjan att endast undersdka och beskriva inneborder av att leva
med bipolir sjukdom for personer med en sidan diagnos. De tvd forsta
studierna visade emellertid att bipolir sjukdom i allra hogsta grad dven berér
nirstdendes liv. Dirfor undersoktes och beskrevs nirstiendes levda
erfarenheter av bipolir sjukdom i de tvd f6ljande studierna. Ett existentiellt
perspektiv for nirstdende handlar siledes om levda erfarenheter av ett liv
tillsammans med en person med bipolir sjukdom.

Forskning utifrin ett existentiellt perspektiv kriver en vetenskaplig ansats
som gor det mojligt att finga och beskriva nyanser och komplexitet.
Reflekterande livsvirldsforskning (Dahlberg, Dahlberg, & Nystrom, 2008) ir
en ansats som syftar till att belysa och beskriva monster av innebodrder i
komplexa fenomen som dr relaterade till midnniskans existens. Den ansatsen
valdes for att den passar vil for en avhandling som studerar existentiella
inneborder av olika aspekter pa livet med bipolir sjukdom.

Foreliggande avhandling har siledes en livsvirldsfenomenologisk ansats,
vilken har sin huvudsakliga grund i Edmund Husserls (1859-1938) och
Maurice Merleau-Ponty's  (1908-1961) filosofi. Ansatsens specifika

13 Begreppet sjukdom anvinds emellertid pi minga stillen i avhandlingen eftersom tillstindet som
undersoks bendmns som "bipolir sjukdom” och det rent sprikligt dr f6r omstindligt att varje ging
skriva ”det som klassificeras som bipolir sjukdom”.
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ontologiska och kunskapsteoretiska utgingspunkter genomsyrar alla delar av
genomforandet av forskningen, frin formulering av forskningsfrigor, och
tillvigagangssitt i de empiriska studierna till hur resultatet presenteras.

For att vetenskapsfilosofiska antaganden ska kunna anvindas i empirisk
forskning krivs dock att de omvandlas till metodprinciper f6r forskningens
genomforande (Dahlberg, et al., 2008). Reflekterande livsvirldsforskning (a.a.)
erbjuder bide en vetenskapsfilosofisk forankring och principer for ett
metodiskt anvindande i empirisk forskning. Metodprinciperna for
genomforandet av forskningen redovisas i inledningen av metodavsnittet.

Minniskan som ett erfarande subjekt, riktad mot
mening, i en individuell och delad tillvaro

I detta avsnitt redogors for ansatsens vetenskapsfilosofiska utgingspunkter.
Dirigenom tydliggors avhandlingens ontologiska och kunskapsteoretiska
utgangspunkter for hur det dr mojligt att forsti och skapa kunskap om
minskligt erfarande av vad det innebir att leva med det som betecknas som
bipolir sjukdom.

Livsvirlden och medvetandets intentionalitet

Livsvirlden 4r minniskors méingfacetterade levda tillvaro (Bengtsson, 1998).
Den innefattar ménniskors subjektiva erfarande i en tillvaro som delas med
andra minniskor. Livsvirlden dr inte endast begrinsad till nutid utan
inrymmer dven minniskors tidigare erfarenheter och den historia som delas
med andra. Husserl menar (Dahlberg, et al., 2008) att det 4r genom att gi till
"sakerna sjilva" som det dr mojligt att fd kunskap om virlden. "Sakerna sjilva"
ir ting, foreteelser, sammanhang och erfarenheter i tillvaron, sisom de
framtrider for ett subjekt, dvs. ett minskligt medvetande. "Sakerna" ska dérfor
forstds som fenomen som erfars som nagot, dvs. de har en mening for ett
erfarande subjekt i ett specifikt sammanhang (Dahlberg, et al., 2008). Det ar
bara med utgingspunkt i tillvaron sisom den erfars, som det dr mojligt att fa
en rittvisande forstielse av ett fenomen (Bengtsson, 1998).

Husserl beskriver i sin teori om medvetandets intentionalitet att
minniskans medvetande alltid dr riktat mot att forstd mening hos tillvarons
fenomen (Dahlberg, et al., 2008). Han skiljer pi medvetandets naturliga
hallning och pa en reflekterad hallning. Minniskans naturliga vardagliga sitt
dr att ta inneborder hos fenomen for givna utan narmare ifrdgasittande. Det
giller dven inneborder som inte dr direkt givna, men som 4ndé erfars av det

% Denna beskrivning utgar frimst ifrin sekundirkillor, dvs. texter av forskare som har férdjupat sig pa
omrédet. Jag har list och studerat valda delar av Husserls och Merleau-Ponty's verk, men inte i den
omfattningen att det dr mojligt att gora anspréik pa att utifrin dem formulera en sammanfattande
vetenskapsfilosofisk grund.
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minskliga medvetandet som medpresentationer”® och dirigenom bidrar till

den mening som erfars. Ett vetenskapligt forhallningssitt kriver emellertid
enligt Husser] (Dahlberg, et al., 2008) att den naturliga hallningen limnas till
tormién for en reflekterad héllning. Genom en reflekterad hallning skapas en
distans till det forgivettagna, i vilken fenomenets innebérder och dess inte
direkt givna innebérder kan medvetandegéras och undersokas.

Den levda kroppen som navet i existensen

Enligt Fredlund (2004) vidareutvecklade Merleau-Ponty fenomenologin
genom sin teori om kroppen som levd. Minniskan erfar och har tillgéng till
virlden genom sin levda kropp, som ir en odelbar enhet. Allt ménniskan erfar,
erfars genom kroppen som dirigenom ir bade navet i méinniskans existens och
forankringen i virlden (Dahlberg, et al, 2008). Tankar, kinslor,
torhoppningar och avsikter béide uttrycks och begrinsas av kroppen
(Matthews, 2007). Minniskans kropp kan dirfor, enligt Merleau-Ponty, inte
forstds som ett objekt utan mdaste forstis som ett forkroppsligat subjekt.
Minniskan dr siledes sin kropp. Varje forindring i den levda kroppen medfor
dirfor en forindring av tillgingen till virlden och livet (Dahlberg, et al.,
2008).

Dynamiska mellanrum dir mening uppstir

Merleau-Ponty bidrar dven till forstielsen av livsvirlden och hur mening
uppstir genom att beskriva tillvaron som det sammanhang i vilket mianniskan
stdr i en intersubjektiv, ssmmanflitad, forbindelse med andra levande subjekt
och med tingen (Fredlund, 2004). Minniskors relation till varandra kan dérfor
torstds som en mellankroppslighet, med dynamiska mellanrum dir mening
uppstir (Merleau-Ponty, 2004):

Den fenomenologiska vérlden dr inte nagot rent vara utan snarare den
mening som skiner fram vid skdrningen av mina erfarenheter och vid
skdrningen av mina och den andres erfarenheter, genom deras ikuggande
i varandra (5. 58).

Mellankroppsligheten innebir saledes att mening dr bide individuell och
delad. Den dr unik for varje erfarande individ men kan forstis av en annan
minniska, om dn inte till fullo, genom en delad erfarenhet av att vara
minniska (Fredlund, 2004). Merleau-Ponty lyfter dven fram att det finns ett
spanningsfilt mellan ett fenomens mer essentiella och dess mer partikulira
inneborder. Han beskriver det som en reversibilitet dir det essentiella behéover
forstis mot bakgrund av det partikulira och vice versa (Dahlberg, et al., 2008).
Reversibiliteten handlar dirigenom om att striva efter att forstd det essentiella

15 Kallas dven appresentationer.
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mot bakgrund av det partikuldra, det generella mot bakgrund av det unika
samt  helheten mot bakgrund av  delarna, och vice versa.
Livsvirldstenomenologiska resultat i denna tradition presenteras dirfor i form
av essenser och konstituenter, dvs. innebdrder som inte varierar och
innebérder som avspeglar variationer och nyanser. De presenteras ocksi i
presens eftersom de belyser hur fenomenet ér, vad det innebir, och inte vad
nagon har berittat om det.

19



METOD OCH GENOMFORANDE

Metodprinciper for reflekterande livsvirldsforskning
Reflekterande livsvirldsforskning (Dahlberg, et al., 2008)' kinnetecknas av

oppenhet for monster av innebdrder i komplexa fenomen som dr relaterade till
minniskans existens samt ett metodiskt och systematiskt tillvigagingssitt!’
som dr forenligt med sidan Gppenhet. Forskningen genomférs utifrdn tre
overgripande metodprinciper; 6ppenhet, fenomenologisk hillning och
reversibilitet, som dven dr forutsittningar for forskningens validitet och
overforbarhet!s.

Oppenhet ir en Overgripande metodprincip som handlar bide om
forskningsansatsens Oppna angreppssitt och om den fenomenologiska
hallningen. For att ett fenomens innebodrder, frin de essentiella till de mer
partikuldra delarna, skall komma till sin rdtt behover alla delar av
torskningsprocessen priglas av en sidan hallning. Den kinnetecknas av
torskarens medvetenhet om den egna rollens betydelse i forskningsprocessen.
Forskaren dr en del i livsvirlden och stir ddrigenom i en relation till det
tenomen som ska utforskas. Dirfor behéver forstielsen av fenomenet stindigt
problematiseras och ifrigasittas. Forskaren beh6ver aktivt soka efter
fenomenets annathet och vara forsiktig med att for snabbt bestimma dess
inneborder. Denna process, som kriver bade tilamod och uthillighet, kallas
inom reflekterande livsvirldsforskning for att tygla sin forstaelse.

Metodprincipen reversibilitet dr vigledande bade for forstielsen av
tenomenets inneborder och for forskarens forhallningssitt. Reversibilitet
handlar i detta sammanhang om att forsta det essentiella mot bakgrund av det
partikuldra, det generella mot bakgrund av det unika samt helheten mot
bakgrund av delarna, och vice versa. Det dr pa si sitt ett metodiskt och
systematiskt tillvigagingssitt for en innebordsinriktad analys. Det ir
dessutom en vigledande princip for forskarens sitt att under

16 Texten i foreliggande avsnitt utgdr ifrin Reflective Lifeworld Research (Dahlberg, et al., 2008).
17 Beskrivs under rubriken dataanalys och diskuteras i avhandlingens metoddiskussion.
'8 Forskningens validitet och éverforbarhet diskuteras i avhandlingens metoddiskussion.
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intervjusituationer och analys vara bide nira och distanserad, dvs. att ha en
koncentrerad nirvaro och uppmirksamhet pa fenomen och intervjuperson
parallellt med en pagiende reflektion.

Urval och rekryteringsforfarande
Delstudie I och I1

Urvalet gjordes strategiskt med syfte att uppni en si stor variation av det
aktuella fenomenet som méjligt. Inklusionskriterierna var: vuxna personer med
diagnosen bipolir sjukdom, med erfarenhet av psykiatrisk heldygnsvird, boende i
eget boende och vid tillfallet for intervjun inte i en fas av allvarlig depression eller
mani. Ett lika stort antal kvinnor och min samt en spridning i alder
efterstravades. Tio personer i dldern 30-61 ér, sex kvinnor och fyra min, som
uppfyllde ovanstiende kriterier inkluderades. Sju av dem var forildrar och fyra
levde tillsammans med en partner. Alla férutom en angav att de hade goda
vinner eller nirstiende i sin ndrhet. Fyra personer hade arbete, tvi
arbetstrinade och tre var sysselsatta med daglig rehabilitering. En person hade
inte nigon form av sysselsittning. Forskningspersonerna bodde i storstad, i
mindre stider och pé landsbygd i mellersta och vistra Sverige.

For att ytterligare oka variationen av de undersokta fenomenen samlades
data in i olika sammanhang. Tva psykiatriska 6ppenvirdsmottagningar och en
nationell intresseférening med fokus pa bipolir sjukdom informerades om
studien och ombads ta en forsta kontakt med personer som uppfyllde
inklusionskriterierna och informera dem om studien. Personer som uttryckte
intresse for att delta i studien fick ddrefter muntlig och skriftlig information av
den person som genomforde intervjuerna om vad ett deltagande skulle
innebira. Direfter tillfraigades de om deltagande. Nir sju personer hade tackat
ja till deltagande var endast tvd av dem min. For att uppni s stor variation
som moéjligt i urvalet avseende kén ombads dirfér kontaktpersonerna att
specifikt tillfraga fler min. Det resulterade i att ytterligare tvd min
inkluderades. Tvd personer som initialt hade uttryckt intresse for deltagande
tackade nej till deltagande efter att ha fitt information om att intervjuerna
skulle spelas in pa band.

Tva av personerna i delstudie I och II rekryterades inte via sjukvirden utan
via en nationell intresseférening. Detta ligger till grund for stillningstagandet
att genomgdende i artiklarna och avhandlingen anvinda bendmningen "person
med bipolir sjukdom" istillet for "patient”.

1 Alla intervjuer genomfordes av Marie Rusner.
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Delstudie I1I och IV

Aven hir gjordes urvalet strategiskt med syfte att uppnd en sa stor variation av
det aktuella fenomenet som mojligt. Inklusionskriterierna var: wuxna
ndrstdende till vuxna personer med diagnos bipolir sjukdom och erfarenhet av att ha
vdrdats inom psykiatrisk heldygnsvird. Aven hidr efterstrivades lika antal
kvinnor och min samt en spridning i alder. Mindeririga barn som var
ndrstdende till personer med bipoldr sjukdom exkluderades. For denna grupp
verkade det inte rimligt att anta att situationen som nirstiende speglade
samma fenomen som nir det gillde vuxna. Aven nirstiende till minderdriga
barn diagnosticerade med bipolir sjukdom exkluderades av samma skil. Tolv
personer i aldern 21-71 ér, sex kvinnor och sex min, som uppfyllde
ovanstiende kriterier inkluderades. Fem av personerna var gifta eller
sammanboende med personer med bipolir sjukdom. Fyra av dem hade
gemensamma minderariga barn med personen de levde med. Fyra personer var
torildrar, tvd var syskon och en person var ett vuxet barn till en person med
bipolir SJukdom En person hade asiatiskt ursprung och en var fédd och
uppvixt i Sverige med forildrar ifrdn Sydamenka Ovriga hade etnisk svensk
bakgrund. Forskningspersonerna bodde i Sveriges norra, mellersta och vistra
delar, bade pé landsbygd, i mindre stider och i storstad.

Information om studien och inbjudan till deltagande skedde pa en
psykiatrisk Oppenvirdsmottagning och pa hemsidan fér en nationell
intresseforening med fokus pa bipolir sjukdom. Personer med intresse for att
delta ombads att sjilva, via telefon eller e- post anmala sitt intresse till den
person som skulle genomféra intervjuerna®. De personer som uppfyllde
inklusionskriterierna fick bade muntlig och skriftlig information om vad ett
eventuellt deltagande skulle innebéra. De tillfragades direfter om deltagande.
De personer som inte uppfyllde inklusionskriterierna tackades for intresset och
meddelades varfor de inte var aktuella f6r deltagande.

Datainsamling - innebordsinriktade intervjuer

Data insamlades for alla studierna genom Oppna intervjuer med fokus pi
respektive forskningsfenomen; ast leva med bipolir sjukdom (1), wvad som
maéjliggor ett gott liv med bipolir sjukdom (A1), att vara nirstdende till en person
med bipolir sjukdom (111) och wvad som gor livet mer barkraftligt for nérstiende till
en person med bipolir sjukdom (IV).

Data insamlades vid samma intervjutillfille for bade delstudie I och II (ir
2006). Aven for delstudie III och IV samlades data in vid samma
intervjutillfille (4r 2009-2010). Datainsamlingen genomfordes pa platser som

2 Alla intervjuer genomfordes av Marie Rusner.
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valts av forskningspersonerna?!. Personerna med bipolir sjukdom valde att
triffas pd en vuxenpsykiatrisk 6ppenvirdsmottagning (n=1), i sitt hem (n=5), i
intresseforeningens lokaler (n=2) eller pad en hogskola pd deras bostadsort
(n=2). De nirstiende valde att triffas pa ett café (n=5), pa sin arbetsplats
(n=2), pi en flygplats (n=1), pi en vuxenpsykiatrisk oppenvirdmottagning
(n=1) eller i intresseforeningens lokaler (n=3). Ingen av de nirstiende valde att
triffas i sitt hem. Innan intervjuerna inleddes gavs forskningspersonerna
tillfille att stilla ytterligare frigor och nir detta var klart ge sitt skriftliga
samtycke till deltagande. Intervjuerna, som varade mellan 50-128 minuter,
spelades in pd band respektive digitalt och transkriberades® till text, vilken
utgjorde underlaget for dataanalysen. Total intervjutid uppgick till cirka 27
timmar, vilket genererade 714 sidor text med dubbelt radavstind och
textstorlek 12.

Metodprinciperna for reflekterande livsvirldsforskning (Dahlberg, et al.,
2008), som presenterats tidigare i detta kapitel, var vigledande for
genomforandet av intervjuerna. Ett speciellt fokus 1ag pi att behilla 6ppenhet
och foljsamhet for fenomenet och samtidigt lata datainsamlingen priglas av
intersubjektivitet genom att visa respekt och intresse for forskningspersonen
och hans/hennes berittelser. For att bittre kunna lyckas med detta
formulerades ett dokument i vilket viktiga aspekter tydliggjordes och
konkretiserades (se bilaga). Det anvindes infor varje intervju.

Varje intervju inleddes med en évergripande friga som riktade den
intervjuades uppmirksamhet mot de fenomen som var i centrum for intervjun.
Till exempel, ingangsfragan f6r delstudie I var: "Vill du beritta for mig om din
erfarenbet av att leva med BS.” Ingingsfrigan var den enda forutbestimda
frigan i intervjuerna. For att underlitta for forskningspersonerna att ytterligare
reflektera och beskriva sitt erfarande stilldes direfter foljdfrigor som “Vad
betyder det for dig”, "Hur kinns det", "Hur tinker du om det". For att forankra
berittelserna i den levda erfarenheten ombads forskningspersonerna si ofta
som mojligt att berdtta om héndelser eller situationer i livet som belyste det
som de hade sagt.

Dataanalys - fenomenologisk innebordsanalys

Analysen av de fyra delstudiernas transkriberade texter genomférdes enligt den
livsvirldsfenomenologiska metod som beskrivits av Dahlberg et al. (2008).

21 Under avsnitten genomforande, etiska éverviganden samt diskussion anviinds beteckningen
forskningsperson for studiernas deltagare eftersom det dr det begreppet som anvinds i
etikprévningsnimndens riktlinjer.

2 Intervjuerna gillande delstudie I och IT transkriberades av Marie Rusner medan de gillande studie
IIT och IV transkriberades av en person som inte hade nigon anknytning till studierna.
Overensstimmelse mellan texten som transkriberades av den andra personen och ljudupptagningen
kontrollerades genom flera stickprovskontroller.
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Syftet med denna fenomenologiska innebdrdsanalys 4r att uppticka och
beskriva*® det undersokta fenomenets essentiella monster?* av innebérder, dvs.
det som karaktiriserar fenomenet och gor det till vad det dr. Fenomenets
invarianta och generella inneborder, essensen, utgor tillsammans med dess
kontextuella variationer, konstituenterna, detta monster av inneborder. De
ovan beskrivna metodprinciperna var vigledande genom hela analysprocessen.

Den fenomenologiska innebordsanalysen foljer en rorelse mellan helhet-
del-helhet. Den forsta helheten handlar om att fi en inledande forstielse for
helheten. Direfter fokuseras fenomenets delar, dvs. enskilda inneborder, som
analyseras med syfte att finna och beskriva fenomenets essentiella monster,
vilket dr den nya helheten.

Analysprocessen startade siledes med att de transkriberade texterna lastes
ett flertal ganger till dess att innehéllet var sd bekant att det var mojligt att pa
ett 6vergripande sitt aterge dess innehall. Under denna fas av analysen fanns
en medveten strivan efter att avstd frin att piborja sokandet efter innebérder.
Med denna helhet som bakgrund 6vergick analysen till nista fas. Den
handlade om att soka efter och markera olika meningsbirande delar av texten
som ansags vara relaterade till fenomenet. Inneborder beskrevs med négra ord
eller med en kort sammanfattande text.

For att tydliggora analysprocessen kommer nedanstiende utsaga att
foljas frin meningsbirande enhet till dess slutliga del i fenomenets
essentiella monster. All text som har med denna process att gora har
markerats med indrag.

Sjukdomen finns dir hela tiden i bakgrunden och gor sig pamind da och
di ocksa (suck). Jag har en relation nu med en tjej och jag ar orolig for om
Jag ska bli uppvarvad eller gi ner i en depression och att det ska forstora
saker i mitt liv om igen, som det har gjort gang pd ging.

Denna meningsbirande enhet beskrevs med orden "sjukdomen finns
alltid med genom oro och ridsla f6r hur det ska bli i framtiden".

Analysprocessen  fortsatte genom  att innebdrder grupperades i
innebordskluster utefter likheter och skillnader, forst varje intervju var for sig
och direfter gemensamt. Detta skedde genom att texter grupperades men édven
genom att innebdrder och deras relation till varandra visualiserades med hjilp
av tankekartor. I denna arbetsprocess provades olika mojligheter till dess att
alla inneborder var tickta och tills det inte lingre fanns nigra motsigelser.

Exemplet ovan fanns under denna fas vixlande och ibland samtidigt

i kluster som handlade om "sjukdom inte bara under depression och
oo . . . nwonge

mani", "en osynlig del som karaktiriserar sjukdomen", "forlust av

1 delstudie IIT anvéindes ordet belysa istillet for beskriva.
2 Aven kallat for struktur.
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férmagan att styra tankar, kinslor och handlande" och "oro", vilket
dven visar att en meningsbdrande enhet kan ha flera innebérder.

Nista fas i analysprocessen var att utifrin de beskrivna klustren av innebdrder
forsoka finna det som inte varierar, dvs. fenomenets essens. 1 detta skede
startade en reflektiv process med syfte att abstrahera de inneborder som hade
synliggjorts i klustren for att pa si sitt uppticka fenomenets invarianta
inneborder. I detta mer abstrakta skede av analysen underlittade
metodprincipen reversibilitet analysarbetet. Genom att vixelvis forsoka forsta
det mer essentiella och det mer partikuldra, det generella och det unika samt
helheten och delarna mot bakgrund av varandra blev fenomenets essens till
slut tydlig. Det mest essentiella formulerades med kursiv stil och utvecklades i
en inledande text. Utifrin essensen formulerades direfter de delar som
konstituerar essensen, konstituenterna. I konstituenterna beskrivs de
kontextuella variationerna av fenomenets innebordsmonster. En ny helhet, ett
monster av inneborder, bestiende av fenomenets essens och dess konstituenter
har nu vixt fram.

Inneborderna i det aktuella exemplet bidrog till forstielsen av att
livet med bipolidr sjukdom innebir att erfara extra dimensioner pa
alla omraden i livet, och att det finns aspekter av sjukdomens
karaktir som inte syns utifrin men dven till forstielsen av att
sjukdomen alltid finns med i livet. I studiens resultat ingr citatet i
konstituenten "en sjukdom som ir sammanflitad med den man ér".

Analysfasen  karaktiriserades av ett stindigt problematiserande och
ifragasittande. Ett exempel pd detta dar att frigan "Finns det verkligen
tickning for detta i texten" stilldes kontinuerligt. De preliminira resultaten
diskuterades och problematiserades under textseminarier i forskarutbildningen
och i handledningsgruppen.

Etiska 6verviganden

Studierna 6verensstimmer med de forskningsetiska principer som beskrivits i
Helsingforsdeklarationen (WMA, 2009) och av etikprovningsnimnden (SFS,
2003:460; 2008:192). Vid tiden fér genomférandet av delstudie I och II
krivdes inget formellt etikprovningstillstind for forskning som inte hade for
avsikt att paverka forskningspersonerna fysiskt eller psykiskt (SFS, 2003:460;
2008:192). For att vara helt siker pd att det gillde for ovanstiende studier
konsulterades den vetenskapliga sekreteraren vid etikprovningsnimnden i
Goteborg som bekriftade att tillstdnd inte krivdes. Dessa foreskrifter dndrades
till dess att delstudie III och IV skulle genomforas. For dessa delstudier soktes
och erholls dirfor ett ridgivande yttrande av etikprévningsnimnden i
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Goteborg  (556-09).  Information  till  forskningspersonerna  samt
samtyckesformuldr utformades for alla delstudier utefter de principer som
toreskrevs av etikprovningsnimnden. Forskningspersonerna fick bade muntlig
och skriftlig information om vad ett deltagande skulle innebira, att deras
deltagande var frivilligt och att de nir som helst under studiens gang kunde
vilja att avsluta sitt deltagande. De informerades dven om konfidentialitet
samt skydd for integritet och identitet. Alla forskningspersoner gav skriftligt
samtycke till deltagande. Verksamhetscheferna for de aktuella psykiatriska
klinikerna gav sitt tillstind till genomférandet av studierna och till att
rekrytera forskningspersoner via klinikerna. Aven verksamhetschefen for den
nationella intresseféreningen gav sitt tillstind till att informera om studierna
pa deras hemsida och att rekrytera forskningspersoner i deras sammanhang.
Infér starten av forskningen fordes ett resonemang om virdet av den nya
torvintade kunskapen i relation till det eventuella obehag och den tidsatging
som ett deltagande skulle kunna innebira for forskningspersonerna. Majligen
skulle ett deltagande kunna starta en process av tankar och reflektioner som
kunde upplevas som obehagliga. A andra sidan, en 6ppen livsvirldsintervju ir
en moéjlighet att fa berdtta om sin livssituation som skulle kunna upplevas som
betydelsefull och bekriftande. Forskningspersonerna beriknades fi ge nigra
timmar av sin tid, vilket skulle kunna uppvigas av betydelsen av att fi beritta
om sitt liv. Risken fo6r obehag for forskningspersonerna bedémdes ha
minimerats genom att frivillighet, konfidentialitet samt skydd for integritet
och identitet betonades. Ytterligare en aspekt som bedémdes minimera
obehaget for intervjupersonerna var att den valda metoden utgér ifrin 6ppna
fragor till intervjupersonerna, vilket innebidr att de sjilva viljer vad de vill
beritta och samtala om. Utifrin ovanstiende resonemang bedémdes virdet av
att genomfora studierna Gverviga eventuellt obehag hos intervjupersonerna.
Det fanns infor alla intervjutillfillen en beredskap hos forskaren for att
uppticka om négon av intervjupersonerna skulle uttrycka ett alltfor starkt
obehag for att det skulle vara forsvarbart att fortsitta intervjun. Flera av
forskningspersonerna uttryckte starka kinslor av sorg och fortvivlan. Forskaren
gjorde da en paus i intervjuerna och frigade om de ville avsluta intervjun.
Ingen av dem ville avsluta utan betonade istillet att det kdndes bra att fa
beritta dven om det var svirt. De intervjupersoner som vid tillfillet for
deltagandet i studien var patienter pa de aktuella psykiatriska
oppenvirdsmottagningarna tillfrigades om intresse for deltagande av sina
respektive vird- och behandlingssamordnare (VOBS), vilka de triffade
regelbundet. Det kan ses som en extra atgird for att sikerstilla att det fanns
ett sikerhetsnit som skulle kunna finga upp dem om intervjun skulle vicka
svira frigor som krivde ytterligare samtal. Vid en intervju fanns det en
tveksamhet om forskningspersonen var tillrickligt stabil for att genomféra
intervjun. Personens starka onskan om att fi beritta blev vigledande for
beslutet att genomfora intervjun. Denna person gav speciellt innebordsrika
beskrivningar och uttryckte stor uppskattning over att ha fatt beritta.
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RESULTAT

I detta avsnitt presenteras en sammanfattning av varje delstudies resultat, med
betoning pi de essentiella inneb6rderna. De fullstindiga presentationerna av
studiernas resultat finns i de publicerade artiklarna. Resultatavsnittet avslutas
med en syntes av delstudiernas centrala inneb6rder som handlar om hur det ar
mojligt att forstd perspektiven frin personer med bipolir sjukdom och deras
nirstiende som en sammanhingande helhet.

Att leva med bipolir sjukdom (I)

Att leva med bipoldr sjukdom innebir att leva med extra dimensioner i alla
livets aspekter. Livet karaktiriseras av en omfangsrikedom och komplexitet som
gar utover det som forsts gilla for ett vanligt liv.

Omfangsrikedomen innebdr att det finns en sirskild intensitet och
spannvidd i erfarandet. Kénslor och upplevelser av vitt skild karaktir existerar
sida vid sida och skapar kaos. Livet dr samtidigt bade oférutsigbart och
forutsigbart. Fortvivlan och hopp existerar parallellt och inrymmer upplevelser
av bade verklighet och overklighet. Livet karaktiriseras av "bade och” snarare
dn “antingen eller”. De olika erfarenheterna utesluter inte varandra utan visar
pa det stora omfanget i erfarandet. Det finns mer av denna spinnvidd och
samtidighet i livet med bipolir sjukdom dn i det som forstis som ett vanligt
liv. Omfingsrikedomen medfor dven att tidigare livserfarenheter och framtida
forvantningar pé livet har storre betydelse for det dagliga livet.

Livet med bipoldr sjukdom dr komplext, eftersom tillvaron priglas av att
sjukdomen dr sammanflitad med den person man dr. Dirmed finns den alltid
ndrvarande. Det handlar om att vara i en stindigt pigiende kamp for att
forsoka forstdi och forhdlla sig till en komplex och miéngfacetterad
erfarenhetsvirld, samt till det vanliga livet. Kampen handlar om att bibehilla
kontakten med sig sjdlv, att vara forankrad i sig sjilv och att kunna leva i
samklang med den person man upplever sig vara.

Omfangsrikedomen och komplexiteten erfars tydligt men orden upplevs
som otillrickliga for att beskriva det som faktiskt erfars och vad det dr. Detta
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innebir att det dr svirt att forstd sig sjilv och vad det betyder att leva med
bipolir sjukdom. Féljaktligen blir det ocksd svért att kommunicera detta till
andra manniskor. For att dndd forsoka beskriva hur det dr att leva detta
intensiva och omfingsrika liv anvinds bildsprak med jimfoérande ord som en
utgangspunkt, till exempel dver det vanliga, storre, djupare, starkare, mer in
normalt, mindre, snabbare, lingsammare, hogre, ligre, littare, ljusare, morkare,
tyngre. Orden anvinds emellertid inte i en jimforande betydelse eller som
varandras motsatser utan som ett uttryck for det som erfars som ndgot mer.

Forutsittningar for ett gott liv med bipolir sjukdom
(IT)

Ett sjilvvalt beroende stirker makten éver det egna livet och mojliggor ett gott liv
med bipolir sjukdom.

Ett gott liv med bipoldr sjukdom beror pd méjligheter att kunna péverka
det egna livet och att leva i samklang med den person man ir. Ett sjilvvalt
beroende pa vissa omriden stirker makten 6ver det egna livet och skyddar mot
torlust av kontroll. Ett sjilvvalt beroende dr som en god jordman ur vilken ett
gott liv kan vixa och fi ndring.

En insikt om att livet med bipoldr sjukdom innefattar ett visst behov av
beroende ir ett forsta steg i riktning mot férindring och méjlighet att péverka
livet. Det 4r vindpunkten frin ett liv i maktloshet till ett liv praglat av hopp
och framtidstro. Att leva med bipolir sjukdom innebir en stindig
uppmirksamhet pa egna tankar, kinslor och sinnesupplevelser for att forsoka
torsta pa vilket sitt man kan lita pd sig sjdlv och ha fortroende for den egna
bedémnings- och urskiljningsformagan. Den stindiga tankeprocessen tar
mycket kraft och innebir att det blir mindre energi kvar f6r resten av livet. Att
vilja att gora sig beroende av en struktur som forenklar tillvaron och sparar
energi medfor en minskad inre stress. Upplevelser av att vara beh6vd har
djupgiende inverkan pi livet och idr forutsittningar for varaktig forindring
mot 6kad makt 6ver det egna livet. Makt och kontroll 6ver det egna livet beror
saledes pa moijligheter till ansvar.

Att vilja att vara beroende av tillforlitliga nirstiende och professionella
virdare innebir att mojliggora for sig sjilv att behilla kontrollen over sitt liv
och att leva i samklang med den man dr, till och med i perioder da
verklighetsforankringen sviktar. Att limna over ritten till tillforlitliga personer
att ta Gver ansvar for att besluta om vard och medicinering nir man sjilv inte
klarar det innebir att behilla kontrollen 6ver det egna livet. Ett gott liv med
bipolir sjukdom beror dven pa tryggheten att kunna navigera genom livet med
hjilp av personliga landmirken som gér det mojligt att behalla sa mycket makt
och kontroll som méjligt. Mojlighet att analysera tidigare erfarenheter, att
torsta tidiga tecken pé ohilsa, till en personligt anpassad likemedelsdos samt
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att ha ett sammanhang dir man kan ge uttryck for kinslor dr sidana
personliga landmarken.

Ett gott liv med bipolir sjukdom forutsitter siledes Oppenhet for
torandring, energisparande struktur, ansvar, tillforlitliga nirstiende och
professionella virdare, personliga landmirken samt att det finns ett stod som
moter hela livssituationen.

Att leva som nirstiende till en person med bipolir

sjukdom (IIT)

Att vara nirstiende till en person med bipolir sjukdom innebir att leva i en
paradoxal tillvaro av att vara bide behivd och avvisad, bide livsnodvindig och
utestangd samtidigt som livet 6verskuggas av sjukdomens konsekvenser.

Det innebir att leva i ett tillstind av konstant inre tryck och existentiell
utsatthet. Det innebir ocksd att periodvis vara utsatt for enorm pafrestning
utan att ha nagon mdijlighet att ge upp eller att limna situationen. Livet
overskuggas av sjukdomens konsekvenser. Uppmirksamheten dr riktad pa
vilbefinnandet hos personen med bipolir sjukdom pi ett sddant sitt att egna
behov fir sti tillbaka. Livet for narstiende karaktariseras av en fortvivlad,
ibland desperat kamp for 6verlevnad, bade for personen med bipolir sjukdom
och for sig sjilv. I denna kamp, som dven handlar om att tvingas till
smirtsamma insikter, tangeras ofta grinsen for den egna férmagan.

En bristande forstielse for livet med bipolir sjukdom hos personer i
omgivningen, hos myndigheter och inom virden medf6r att nirstiende ser sig
tvungna att kompensera for dessa brister, vilket innebir en 6kad belastning.
Att vara nirstdende innebdr ocksd att samtidigt vara bade steget fore och
steget efter personen med bipolir sjukdom. Att vara steget foére innebdr att
stindigt vara uppmirksam pa och forsoka forutse tidiga, ofta subtila,
individuella tecken som kan tyda pa att en kommande forsimring av hilsan
hos personen med bipolir sjukdom, for att férhindra att livet f6rstors. Att vara
steget efter handlar om att f6lja de ofta plotsliga och oforutsedda vixlingarna
hos personen med bipolir sjukdom, ofta med en f6rdréjning, och att anpassa
livet ddrefter. For att klara av det dagliga livet under svira perioder sitter
nirstiende den egna inre stressen och sorgen at sidan. Det tar ddrfor ling tid
att bearbeta egen sorg och fortvivlan. Nedstimdhet och utmattning kan
uppkomma langt efter det att personen med bipolir sjukdom har dterhimtat
sig, vilket innebir starka kinslor av ensamhet for nirstiende.
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Forutsittningar for ett birkraftigt liv som nérstiende

till en person med bipolir sjukdom (IV)

Ett inflytande pi det oberikneliga mojliggor ett mer barkraftigt liv for
nirstiende till en person med bipolir sjukdom.

Att uppleva det oberikneliga, dvs. de plotsliga och ibland oférutsedda
hiandelser och forhallanden som ir relaterade till den ndra personen med
bipolir sjukdom, innebir bade otillricklighet och maktloshet. Det
oberikneliga hotar livets skora stabilitet, vilket medfér ett nédvindigt och
stindigt fokus pd att uppticka och péverka det oberikneliga och dess
konsekvenser.

Ett visst avstand till den komplexa tillvaron gér det méjligt for nérstiende
att skapa utrymme for reflektion 6ver sidant som dr relaterat till den egna
personen men éven till personen med bipolir sjukdom och det gemensamma
livet. I detta utrymme blir tankar och kinslor som ir relaterade till den
komplexa och mangtydiga tillvaron tydligare, vilket blir en utgingspunkt for
val och beslut som kan paverka det oberikneliga och 6ppna upp for livskraft
och hopp. Ett visst avstind mojliggdr ocksd for nirstiende att stanna kvar i
relationen till personen med bipolir sjukdom. Avstindet hinger di samman
med att skapa utrymme for sig sjilv och att fi vila istillet for att ha fullt fokus
pa den andre. Detta innebir smértsamma men nddvindiga begrinsningar bade
tor nirstiende och for personen med bipolir sjukdom.

Ett stabilt vardagsliv dr en nodvindig forutsittning for att nirstiende ska
lyckas paverka det oberikneliga. Regelbundenhet och struktur i vardagslivet
ger en grundliggande stabilitet som hiéller oro och angest pi distans och
skyddar mot kaos och maktloshet. Somn, mental vila och motion bidrar till en
okad stabilitet som gor det mojligt att balansera mellan egna och den andres
behov. Aven tillging till vird for personen med bipolir sjukdom nir det
behdvs innebir ett skydd f6r vardagslivet mot att forstoras av det oberikneliga.

Jamlikhet i férhillandet med personen med bipolir sjukdom liksom lika
villkor for delaktighet i virden underlittar fér ndrstdende att paverka det
oberikneliga. Jimlikhet innebir ett delat ansvar i relationen och lika villkor till
delaktighet i den psykiatriska virden, som flyttar fokus fran det individuella till
det gemensamma. Jimlikhet mo6jliggors framférallt av  transparent
kommunikation mellan nirstiende, personen med bipolir sjukdom och
virdare samt genom att alla ber6rda tar sin del av ansvaret for att skapa sidan
jamlikhet.

Ett bérkraftigt liv som nirstiende till en person med bipolir sjukdom
mojliggors siledes av ett visst avstind till den komplexa tillvaron, en stabilitet i
vardagslivet och en transparent kommunikation som stirker jaimlikhet.
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En sammanhingande helhet av perspektiven fran
personer med bipolir sjukdom och deras nirstiende

V)

I foljande avsnitt presenteras en sammanhingande helhet av de tva
perspektiven; personer med bipolir sjukdom och deras nirstiende. Denna
syntes® utgdr ifrdn de centrala innebdrder som beskrivits i avhandlingens fyra
delstudier. Syntesen fokuserar pa det gemensamma i de bida perspektiven och
genomfors med avsikten att tolka och forklara. Det tolkande perspektivet har
sin grund i det 6ppna existentiella férhillningssitt som féresprikas av Hans-
Georg Gadamer (1900-2002) (Dahlberg, et al., 2008). Det ska forstis som ett
komplement till avhandlingens fenomenologiska beskrivande ansats. Dessa
perspektiv dr forenliga i en avhandling som underséker bipolir sjukdom ur ett
existentiellt perspektiv eftersom bada har ett livsvirldsperspektiv. Syntesen
bygger alltsi pd delstudiernas resultat. Tonvikt lades pd att undersoka likheter
och skillnader i inneborderna i de olika perspektiven samt att reflektera 6ver de
olika inneborderna mot bakgrund av varandra. Slutligen har Kunz' (1998)
teori om ett alternativt synsitt pi styrka och svaghet tillimpats, for att
ytterligare belysa relationen mellan de bida perspektiven.

Syntesen visar pé tvd begrepp, ‘beroende’ och ’inflytande’, som bida verkar
ha en central betydelse for ett birkraftigt liv med bipolir sjukdom; ett liv som
direkt eller indirekt priglas av mer omfingsrikedom, intensitet och spiannvidd
i erfarandet dn vad som finns i ett "vanligt” liv. Beroende och inflytande ges
ofta motsigelsefulla betydelser. I det hir fallet tycks det dock vara tvéd sidor av
samma mynt som gor det mojligt att leva ett barkraftigt liv med bipoldr
sjukdom. I de tvd forsta studierna, som handlar om personer med bipolir
sjukdom, framgar det tydligt att det dr ett medvetet val av beroende pa olika
omraden som oppnar upp for méjligheten att fi mer makt och kontroll éver
livet. For nirstdende handlar det om en stindig strivan efter att oka sitt
inflytande pé de till viss del okontrollerbara och svira konsekvenserna av att
den person man dr nérstiende till har bipolir sjukdom, for att livet ddrigenom
ska bli mer birkraftigt. I motsats till den vanliga tendensen att koppla ihop
beroende med svaghet och osjilvstindighet visar avhandlingens resultat pi att
det dr just vardagslivets sjilvvalda beroende som istillet ger inflytande, kraft
och styrka att forma livet pa egna villkor. Beroende handlar dirigenom om att
forstd vad man behover for att leva ett birkraftigt liv och att forsdka omsitta
det i vardagslivet.

Men vad ir det dia som gor det moijligt att forstd relationen mellan
beroende och inflytande? Det ir rimligt att anta att den relationen kan ha

% Begreppet syntes (frin grekiskans synthesis, sammansittning) betyder att sammanstilla eller férena
olika entiteter, ett tings visen, till en helhet (Grén, et al., 1988).
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nagot med det gemensamma att gora. Att kinna gemenskap, tillhorighet och
att vara behovd framstir som en mojlig bakgrund till att beroende och
inflytande inte motsiger varandra utan istillet tillsammans genererar kraft
bade till livet sjdlvt och till att paverka det. Ett exempel pa det dr upplevelsen
av att vara beh6vd, som i delstudie tvd beskrivs som en av forutsittningarna for
ett gott liv med bipolir sjukdom. Upplevelsen av att vara behévd kan relateras
till antagandet om att minniskans méjlighet att vara sig sjilv beror pd att man
kinner ett ansvar gentemot andra manniskor (Kunz, 1998). Det ir enligt Kunz
sjdlva beroendet av andra ménniskor som ér ledtraden till vigen mot frihet och
hilsa.

Kunz (1998) hivdar att den egna identiteten formas av andra ménniskors
livgivande inspiration och det egna ansvaret for att ge siddan inspiration
tillbaka. I en siddan relation, priglad av 6msesidigt ansvar och beroende,
torindras svaghet till styrka som genererar kraft till forindring. Han visar
ocksi att det 6msesidiga beroendet minniskor emellan dr mer dn att kinna
gemenskap och tillhorighet, nimligen att héra samman pa ett fundamentalt
satt. Utifrdn detta resonemang kan upplevelsen av en djupgiende samhoérighet
torstis som nyckeln till det som forklarar relationen mellan beroende och
inflytande.

Ett annat begrepp som framstir som centralt i syntesen dr 'motsigelser’.
Samtliga delstudier visar att livet med bipoldr sjukdom i hog grad priglas av
paradoxer och motsigelser. For personer med bipolir sjukdom handlar det till
exempel om att erfara den omfingsrikedom och komplexitet som
karaktiriserar livet utan att kunna forstdi och kommunicera vad det ir
samtidigt som man behéver hantera konsekvenserna av det. Nir det giller
nirstdende blir paradoxen speciellt tydlig i upplevelsen av att vara bade behévd
och avvisad, bade livsnédvindig och utestingd samtidigt som livet 6verskuggas
av sjukdomens konsekvenser. Syntesen visar att det dr troligt att det ér
upplevelsen av en djupgiende samhorighet som gor det moéjligt att leva i denna
komplexa och motsigelsefulla tillvaro, for savil personer med bipolir sjukdom
som for deras nirstiende. En sidan upplevelse minskar deras existentiella
utsatthet.

Utifran ovanstiende syntes dr det alltsd rimligt att anta att en djupgiende
samhérighet utgor grunden for ett birkraftigt liv med bipolir sjukdom. 1 en sidan
samhorighet dr det mojligt inte bara att forsti sig sjdlv och sin egen
livssituation utan dven sitt sammanhang och de personer som ingar i det.
Beroendet av tillforlitliga nirstiende gor det helt enkelt mojligt att vara sig
sjalv. En viktig slutsats av ovanstiende syntes dr siledes att det dr relationen
mellan personen med bipolir sjukdom och dennes nirstiende som behéver
stodjas och stirkas. Dirmed flyttas fokus frin det individuella till det
gemensamma. P34 samma sitt som livet for personen med bipolir sjukdom
karaktiriseras av extra dimensioner si karaktiriseras dven den gemensamma
relationen av extra dimensioner. Detta kriver en vird med extra dimensioner
som skapar forutsittningar for en transparent kommunikation mellan personer
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med bipolir sjukdom, deras nirstiende och professionella virdare, och som
dirigenom mojliggér en jimlikhet som gor det littare att paverka livet. I detta
sammanhang handlar vardrelationen dirfor forst och frimst om att stirka den
privata relationen.
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DISKUSSION

Avhandlingens overgripande syfte har varit att skapa kunskap om vad det
innebir att leva med bipolir sjukdom utifrin ett existentiellt perspektiv, bade
tor personer med bipolir sjukdom och f6r deras ndrstdende. Kunskapen har sin
grund i det levda perspektivet hos personer som pi olika sitt lever med det
som diagnosticeras som bipolir sjukdom. Resultatet kan ddrmed forstis som
deras r6st om vad det innebdr att leva med bipoldr sjukdom och de behov som
toljer pa det. Resultatet visar pa en stor utsatthet for alla berérda, vilket blir
speciellt tydligt i alla motsigelser som priglar livet med bipolir sjukdom.

Ur de tva undersokta perspektiven, personer med bipolir sjukdom och
ndrstiende, har betydelsen av ett tredje perspektiv framtritt. Det dr ett
gemensamt perspektiv som visar pa behovet av en férindring av fokus frin det
individuella till det gemensamma. Det dr ett barkraftigt vardagsliv som dr det
gemensamma viktiga for de berérda. Det handlar inte om att férminska eller
asidositta de enskilda personernas individuella behov eller att belasta
ndrstdende ytterligare utan istillet om att forstd och mota deras behov pa ett
sidant sitt att det gemensamma vardagslivet blir bérkraftigt. Detta nya
perspektiv kriver en samsyn och ett samarbete mellan personerna med bipolir
sjukdom, deras nirstiende och de professionella virdarna. Delaktighet och
jamlikhet i denna relation, som bestar av tre parter, gor det majligt att skapa
torutsittningar for ett barkraftigt liv med bipolir sjukdom.

Avhandlingen har genomférts inom ramen for forskningsimnet
virdvetenskap, vilket innebir att den speciellt fokuserar pé att skapa kunskap
tor ett vairdande som kan bidra till hilsa och vilbefinnande. Denna avhandling
har emellertid dven som mal att skapa kunskap som riktar sig direkt till
personer som dr berérda av bipoldr sjukdom. Jag vill dirigenom bidra till en
utvidgad forstaelse for vardvetenskapens mojlighet.

Delstudie I har en speciell plats i avhandlingen eftersom den beskriver
karaktiren av livet med bipolir sjukdom,; ett liv med extra dimensioner, med
en omfingsrikedom och komplexitet som gir utéver det som finns i ett
"vanligt” liv. Det 4r denna karaktir, dess villkor och konsekvenser som
personer med bipoldr sjukdom och deras ndrstdende har att forsta och forhalla
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sig till. Delstudie II relaterar till delstudie I genom att den beskriver vad som
mojliggér ett gott liv med detta omfingsrika och komplexa erfarande.
Delstudie IIT och IV stir i en relation till delstudie I genom att de beskriver
inneborder av att vara nirstdende till en person som lever med denna
omfingsrikedom och komplexitet samt vad som gor livet mer barkraftigt for
dem. I syntesen av dessa perspektiv blir det tydligt att grunden for ett
barkraftigt liv med bipolir sjukdom handlar om att finnas i sammanhang dir
det dr moijligt att uppleva en djupgiende samhorighet med andra manniskor.

I fortsittningen av detta kapitel foljer en diskussion av avhandlingens
overgripande resultat samt dess metod och genomforande. Avslutningsvis
presenteras avhandlingens slutsatser samt omriden dir det finns behov av
ytterligare forskning.

Ett birkraftigt vardagsliv

Som ndmnts ovan, si dr det ett barkraftigt vardagsliv som dr det 6vergripande
gemensamma viktiga for alla berérda. Det dr i vardagen som personer med
bipolir sjukdom och nirstdende lever sina liv som make, maka eller sambo,
som bror eller syster, som forilder eller barn, som en god vin eller
arbetskamrat. Det 4r den vardagliga tillvaron som behover vara stark och
fungerande for att livet ska vara gott. Ett gott liv dr inte ett liv dér allting ar
perfekt utan ett tillrickligt gott liv som hiéller f6r de specifika péfrestningar
som har att gora med bipolir sjukdom. Foreliggande resultat stods av
Dahlberg och Segesten (2010), som menar att hilsa handlar om att uppleva
vilbefinnande, ma bra och att vara i stind till att genomf6ra sina livsprojekt.

Denna utgingspunkt medfor att alla former av stéd beh6ver utformas med
avsikten att goéra vardagslivet, bidde individuellt och gemensamt, mer
barkraftigt (Figur 1). Framforallt handlar det om att stodja bade personer med
bipolir sjukdom och deras nirstiende si att de kan bygga starka relationer
med varandra och med andra ménniskor. Att stodja sidana relationer innebir
att skapa forutsittningar for upplevelser av djupgiende samhorighet (V) och
ddrmed ett barkraftigt liv.

Delstudie II och IV, som har undersékt behov hos personer med bipolir
sjukdom och hos nirstiende, visar tydligt att behoven ir kopplade till hela
livet och att det inte dr meningsfullt att sdtta in separata stoditgirder som
saknar koppling till vardagslivet. Detta medfor att all information, vard och
behandling behéver vara kopplad till att mota faktiska behov hos alla berorda.
Tillging till vird ndr den behovs (III) 4r en sjilvklarhet for en
virdorganisation som har for avsikt att stodja patienter och nirstiende till ett
barkraftigt vardagsliv.

Det framkommer ocksi i de empiriska studierna att virdpersonal tillmiter
tiden som en patient tillbringar inom heldygnsvird en alltfér stor betydelse
och att de inte verkar forstd att det dr patienternas och nirstdendes vardagsliv
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som dr det viktigaste. Det kan till exempel handla om att utestinga nirstiende
fran delaktighet vid planering av vird och behandling (III), ibland med en god
avsikt att skydda patienten men ibland kanske utifrin inarbetade rutiner eller
brist pd reflektion. Van der Voort et al. (2009) menar att den psykiatriska
virden ménga ginger misslyckas med att se och bedéma nirstiendes behov
och att ge information om sidant som kan vara till stod for dem.

Person med

bipoldr

siukdom

/ Ett A

| birkraftigt

- vardagsliv

Professionell
Nirstiende

vard

Figur 1. Ett birkraftigt vardagsliv i centrum.

Avhandlingens fokus pé ett birkraftigt vardagsliv kan dven forstis som ett
holistiskt® perspektiv. Det uttrycks i delstudie I som att bipolir sjukdom ar
mer dn episoder av depression och mani, och i delstudie II som att god vérd ir
mer dn separata stodatgirder. For nirstiende handlar ett holistiskt perspektiv
om att personen med bipolir sjukdom dr mer 4n en enskild individ; han/hon
ingdr i ett vardagssammanhang med nirstiende som spelar en avgérande roll
och som dirfor behéver inkluderas i planering av vard (111, IV).

Foreliggande forskning dr inte ensam om att betona vikten av ett holistiskt

perspektiv f6r den psykiatriska virden. Shanley och Jubb (2007) foresprikar en

% Holism betyder att helheten ir mer in summan av de enskilda delarna (Grén, et al., 1988).
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psykiatrisk omvéirdnad som fokuserar pa psykisk aterhimtning. Denna
omvirdnadsteori, som har sina rétter hos Anthony (1993) och Bordin (1994),
betonar samarbetet mellan professionella virdare, patient och nirstiende.
Familjefokuserad omvardnad (Benzein, Hagberg, & Saveman, 2008; Saveman
& Benzein, 2001) har som syfte att frimja hilsa i familjen som enhet och kan i
detta sammanhang forstas som ett holistiskt perspektiv pa vird. Aven Syrén
(2010) betonar vikten av att forsti patienten och dennes nirstiende som en
helhet. Hon menar att upplevelsen av att vara ett Vi ir sjilva fundamentet for
livsvirde och livsmening samt en kraft som gor det mojligt att uthirda kaos
och ensamhet.

Avhandlingens resultat bidrar dven till det holistiska perspektivet genom
att presentera ett alternativt synsitt pd stod till personer som berdrs av bipoldr
sjukdom; ett stod som inte handlar om separata stodatgirder frin virdens sida
utan om stod som utformas utifrin en interaktiv relation mellan personen med
bipolir sjukdom, nirstdende och den professionella virden. Det 6vergripande
malet dr att gora det gemensamma vardagslivet birkraftigt och dirmed oka
mojligheterna for dem att sjilva kunna paverka sina liv i en positiv riktning.
Transparent kommunikation dr en viktig aspekt av detta stod. Den okar
jamlikheten mellan personen med ohilsa och dennes nirstdende men tydliggor
ocksd olika aspekter av ansvar dem emellan och i relationen till den
psykiatriska varden.

Foreliggande forskning visar alltsa att den psykiatriska virden behover
priglas av ett holistiskt synsitt, vilket ocksi 6verensstimmer med de lagar och
toreskrifter om hilso- och sjukvird som beskrivits i avhandlingens bakgrund.
Det svira, som jag ser det, verkar vara att omsitta detta i praktiken. Kanske
kan bristen pid koppling mellan stédatgirder och vardagslivet vara en
bidragande orsak till diskrepansen mellan den vird som erbjuds och den vard
som efterfrigas?. Avsnittet om tillimpning av avhandlingens resultat avser att
bidra till att klarg6ra var grinsen for den enskilde personens, nirstiendes och
vardens ansvar gir. Utifrin forskningens resultat blir det tydligt att det ér
virdgivarens ansvar att organisera och utforma innehillet i virden pd ett
sdant sitt att det dr mojligt att mota de faktiska behoven hos bide patienter
och nirstiende. Ansvaret for att skapa forutsittningar for delaktighet och
transparent kommunikation ligger hos den professionella virden medan
personen med bipolir sjukdom har ett speciellt ansvar for att inbjuda
nirstiende till delaktighet i planering och genomférande av virden.

Att forsta vad livet med bipolir sjukdom innebir

Avhandlingens resultat, liksom genomgingen av tidigare forskning, visar att
det finns ett stort behov av att forstd vad det innebir att leva med bipoldr

%7 Har beskrivits i bakgrund och problemformulering.
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sjukdom. Bade personer med diagnosen och deras nirstiende beskriver ett
stort lidande och en kamp (I, III) som ir relaterad till att inte forstd vad det ar
med dem och vad de har att forhilla sig till. Speciellt svirt dr det att inte
kunna sitta ord pi det man erfar. Delstudie I och III, som beskriver
inneborder av att leva med bipolir sjukdom, kan utifrin denna bakgrund
torstis som psykiatrisk grundforskning gillande karaktiren av bipoldr
sjukdom.

Att forstd och kunna sitta ord pa forvirrande upplevelser som har priglat
och som priglar livet 6kar mojligheten till makt 6ver livet (I, II). Seikkula och
Trimble (2005) beskriver det som en fundamental och viktig aktivitet att sitta
ord pi svira, ofta forkroppsligade erfarenheter. De menar att sokandet efter
dessa ord borjar i sokandet efter att forstd erfarenheter och kinslor.

I en nyligen publicerad 6versikt av forskning utifran levda erfarenheter av
allvarlig psykisk ohilsa betonas vikten av att forstd en persons upplevelser och
lidande, di det i sin tur paverkar sittet att bemota personen (Zolnierek, 2011).
Artikeln pekar dven pa att forstielse av detta slag dr en viktig grund for
tillitsfulla relationer. Elgie och Morselli (2007) menar att brist pd forstelse
om vad bipolir sjukdom innebir dven kan leda till problem och missforstind i
relationer dir en person har bipolir sjukdom. Att forstd vad olika symtom vid
bipolir sjukdom betyder gor att kinslan av inre kontroll okar (Crowe et al.,
2012). Fredriksson och Eriksson (2001) menar att det ir den forférstielse man
bar med sig som tillsammans med den forstielse som skapas i sjilva motet
med den andre personen som dr byggstenarna i att forstd. Nir en virdare
lyssnar pé och reflekterar 6ver betydelsen av patientens berittelse férenas deras
torstielsehorisonter till en ny intersubjektiv forstielse som gér det mojligt for
patienten att finna mening i en kaotisk tillvaro.

Det finns dirfor, som jag ser det, anledning att tro att en fordjupad
forstielse av inneborder av livshdndelser, symtom och andra upplevelser dr en
viktig grund for en forbittrad hilsa, bade for personer med bipolir sjukdom
och for deras ndrstiende.

Delstudie II beskriver diagnosens betydelse som forsta steget mot en
vindpunkt frin maktloshet till framtidstro. Vindpunkten handlar om att inse
att livet dr ett liv med bipoldr sjukdom och att det innefattar ett visst okat
beroende. Beroendet handlar om att vélja att involvera andra minniskor i sin
hilsoprocess och att acceptera vissa begransningar for att dirigenom fa 6kad
makt och kontroll 6ver livet. Diagnosen innebdr i detta sammanhang en
bekriftelse pid en underliggande aning om att “nigot dr fel” men dven en
kinsla av tillhorighet och en upplevelse av att kinna sig mindre ensam. Att fi
diagnosen bipolir sjukdom innebidr emellertid inte att man vet vad det innebir
att leva med diagnosen (II). En diagnos kan innebira bide mojligheter och
begrinsningar (II). Dérren for tillging till vird och behandling 6ppnas
samtidigt som en diagnos kan innebira hinder p andra omraden. Ett exempel
som nimns i delstudie III édr brister i tillging till rittmatig somatisk vard pa
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grund av den somatiskt inriktade virdpersonalens ridsla och okunnighet om
psykisk ohilsa.

Bipolir sjukdom ir enligt avhandlingens resultat mer dn vixlingar mellan
episoder av depression, eutyma perioder, hypomani och mani (I) och behover
dirfor forstds som en helhet. Judd och Akiskal (2003) stodjer detta synsitt nir
de beskriver att karaktiren av bipolir sjukdom ér dimensionell och inte
kategorisk. De menar med det att symtom av bipolir sjukdom, oavsett om det
ar i en depressiv, hypomanisk eller manisk fas, behéver forstis som ett uttryck
for helheten bipolir sjukdom. Detta synsitt stir i motsats till det fokus pi
episoder som foresprikas i sjukvirdens manualer for klassificering och
diagnosticering av sjukdomar och symtom (APA, 2000; WHO, 2007). Det
finns i dagens samhille ménga roster om diagnosernas vara eller inte vara. For
att ytterligare problematisera olika aspekter av diagnosens betydelse har jag hir
valt att lita nigra av dem komma till tals utan att f6r den skull gora ansprik pa
en heltickande beskrivning.

Hallerstedt (2006) menar att det sedan 1980-talet har skett en
mentalitetsfordndring i det svenska samhillet mot ett okat intresse for
kategorisering av minniskor och avvikelser frin det som anses vara normalt?.
Hon menar att det hor samman med utbredningen av den amerikanska
diagnosmanualen DSM III och att orsaker till problem forliggs pd individen
istillet for pa samhaillsnivd. Diagnosen har enligt Johannisson (2006) en egen
makt i och med att det dr just diagnosen, eller sjilva namngivningen av
ohilsan, som gor sjukdomen verklig och som kan ge en orsaksforklaring. Hon
menar att diagnosen har olika betydelser for olika personer:

For patienten representerar den en bekriftelse infor omvirlden,
arbetsgivaren, forsikringskassan och det egna jaget. En diagnos kan ge
avlastning fran dngest, ansvar, och skuld och fungera som trést och vinst
(men ocksi som stigmatisering, forlust och utanforskap). For likaren
bekriftar diagnosen hans/hennes professionella kompetens och formaga att
spdra, tolka och klassificera (Johannisson, 2006, sid. 30).

Diagnosen synliggor enligt Johannisson (2006) ett lidande som har en viss
betydelse endast i ett visst meningssammanhang, vid en given tidpunkt och i
ett givet kunskapslige. Diagnoser kan komma och édven forsvinna i takt med

28 Foucault (1983) beskrev en liknande mentalitetsférindring i Europa runt sekelskiftet 1700/1800-
talet. Fore denna tid tillmittes minniskors kinslor och upplevelser stor betydelse. Det var viktigt att
lyssna till och ldra av psykisk ohilsa eftersom den ansigs ha nigot att sidga. Synen pa psykisk sjukdom
forandrades, vilket fick konsekvenser for ménniskor med psykisk ohilsa. Psykiatrin tog form och
diagnosticering av psykisk ohilsa 6kade. Denna utveckling hingde samman med medicinens utveckling
i samhillet och medférde att "vansinnet” i hogre grad sigs som genetiskt. Grinserna mellan foérnuft och
oférnuft, hilsa och vansinne, normalt och onaturligt férstirktes. Detta dualistiska synsitt medforde att
vird delades upp i somatik och psykiatri, vilket fick, och enligt min ésikt fortfarande har, stor betydelse
f6r bemdotande och vérd av minniskor med psykisk ohilsa.
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att samhillets syn pd dem forindras. Hon betonar vikten av att inte stilla
kategorisering av sjukdom och livsberittelsen av vad den innebir emot
varandra utan istillet att fokusera pa relationen dem emellan. Det dr ocks,
enligt Brante (2006), viktigt att forstd att en diagnos alltid 4r en reduktion av
erfarandet av ohilsan. Aven Matthews (2007) menar att diagnoser ir uttryck
tor grinser mellan vad som édr normalt och inte normalt men betonar samtidigt
de stora kulturella skillnaderna i sidana bedémningar. Diagnoser ér uttryck for
torsok att utifrin externa symptom identifiera vad som dr fel pd insidan
(Matthews, 2007). Det kan fungera bittre vid vissa tydliga biologiska symtom
men det dr svirare vid mer diffusa symtom. Han exemplifierar detta med att
problematisera upplevelsen av dngest. Angest ir inte endast en fysiologisk
reaktion utan dven angest for nigot, en speciell sorts kinsla som dr riktad mot
nigot eller en viss situation. Sadler (2005) betonar i sin avhandling om
virderingar och psykiatriska diagnoser att inneborden av ohilsa dr mer én
summan av delarna, dvs. de skilda symtom som ligger till grund for
klassificeringar i diagnoser. Det viktiga dr enligt Sadler att anvinda
diagnoserna pi ett sidant sitt att det blir en hjilp till att méta patienternas
behov.

Sammanfattningsvis visar avhandlingens resultat bide pa fordelar och
nackdelar med att klassificera symtom i form av diagnoser. Det framkommer
emellertid med tydlighet att diagnosbeteckningen bipolir sjukdom dr
otillricklig eftersom den endast édterspeglar de mer uppenbara och synliga
dimensionerna av ohilsan (depression, hypomani och mani) och missar de mer
osynliga och ogripbara dimensionerna som orsakar en omfattande forvirring
och anspinning i livet. Det beh6vs dirfor en alternativ bendmning av bipoldr
sjukdom som fokuserar mer pa dess innebord. Det kan vara ett alternativ bade
tor dem som ifrégasitter och for dem som betonar fordelarna med diagnoser.
Ett forslag som bygger pi avhandlingens beskrivningar skulle kunna vara “ett
liv med extra dimensioner”.

Det finns antydningar i avhandlingens resultatet om positiva aspekter i
livet med bipolir sjukdom som har med dess karaktir att gora. Det handlar
bland annat om att den specifika omfingsrikedomen och intensiteten i
erfarandet 6ppnar for upplevelser utover det vanliga, vilka i vissa avseenden
kan upplevas som positiva och berikande (I). En specifik intensitet i
livsrytmen, intensitet i firger och ljud men édven en specifik kinslighet i
mellanminskliga relationer upplevs ibland som berikande. Grinsen mellan nir
det dr berikande och nir det dr férédande dr emellertid harfin. Nirstiende
beskriver att den specifika kinsligheten hos personen med bipolir sjukdom
kan vara en bidragande anledning till att de har valt att vara i en relation med
en person som har bipolir sjukdom (III). Samtidigt 4r det just denna
kinslighet som bidrar till problematiken i relationen. Med detta som bakgrund
gjorde jag dirfor en fordjupad litteratursokning efter forskning som belyser
dessa aspekter. Denna sokning visade att de positiva aspekter som beskrivs i
relation till bipoldr sjukdom frimst relateras till kreativitet (Santosa et al.,
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2007; Tremblay, Grosskopf, & Yang, 2010) men dven i viss utstrickning till
andlighet (Galvez, Thommi, & Ghaemi, 2011). Samband mellan kreativitet
och bipolir sjukdom har diskuterats i litteraturen sedan lingt tillbaka i tiden
(Holden, 1986; Redfield Jamison, 1995a; Redfield Jamison, Gerner,
Hammen, & Padesky, 1980). Redfield et al. (1980) pavisar positiva effekter av
bipolir sjukdom, sisom okad kinslighet, sexuell intensitet, kreativitet,
produktivitet och otvungenhet i sociala sammanhang, bade pa kort och pa ling
sikt. De betonar att det dr speciellt viktigt for personer inom varden att forstd
betydelsen av dessa effekter for att kunna mota patienters behov av en
individuellt anpassad likemedelsbehandling. Det stodjer resultaten i delstudie
IT om att en individuellt anpassad likemedelsbehandling bidrar till ett gott liv,
men endast om doseringen ligger pi en nivd som bevarar si mycket av
kinsligheten som moéjligt. Senare forskningssammanstillningar pa omréidet
visar dock att det dr svirt att pavisa direkta samband mellan bipoldr sjukdom
och kreativitet (Johnson et al., 2012; Srivastava & Ketter, 2010). Dessa studier
visar att det 4r mer komplext dn vad som tidigare antagits och att dven faktorer
som temperament och personlighet verkar spela en roll i detta sammanhang.
Galvez et al. (2011) argumenterar for att ett storre fokus pa de positiva
aspekter som dr relaterade till bipoldr sjukdom skulle kunna bidra till att
motverka stigmatisering.

Det finns, som jag ser det, en alltf6r littvindig tendens i dagens samhille
att betona det positiva med att ha bipolir sjukdom. De kreativa aspekterna av
sjukdomen som for vissa personer tar sig uttryck i konstnarliga f6rmégor lyfts
upp utan att problematiseras tillrickligt. I manga skonlitterira och
sjalvbiografiska  skildringar, till exempel Redfield Jamison (1995b),
Lagercrantz (2010) och Heberlein (2011), beskrivs en kamp mellan det
positivt kreativa och dess konsekvenser, i vilken upplevelser av ensamhet och
lidande verkar 6verviga. Denna kamp kan relateras till avhandlingens resultat
som visar pd vikten av att komma till en punkt i livet, en vindpunkt, som
handlar om att inse att ett sjilvvalt beroende pd vissa omriden Okar
mojligheten att paverka sitt liv (II).

Det virdande métets och virdrelationens betydelse

All vird dger rum inom ramen for olika virdande méten. Det kan vara langa
eller korta moten, tillfilliga moten eller sidana som pagar under ling tid. Ett
mote dr inte enbart ett tillfdlle da tva personer mots rent rumsligt utan ocksa
niagot som kan dga rum i ett telefonsamtal eller via kommunikation i sociala
medier (II, IV). Ett méte dr inte virdande bara genom att det dger rum i ett
virdsammanhang utan genom att det fylls med ett meningsfullt innehall
(Kasén, 2002). Johansson & Eklund (2003) beskriver att det dr kvaliteten pa
det virdande moétet som dr avgorande for om patienten ska uppleva den
psykiatriska viarden som god. Delstudie I visar att den specifika kinslighet som
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finns hos personer med bipoldr sjukdom medfor att det dr speciellt viktigt att
torsoka skapa virdande méten som upplevs som goda av dem. Det forsta
steget i riktning mot ett gott virdande mote dr att skapa forutsittningar for det
(Lindseth, 2012). Det gors genom en vilkomnande attityd och genom en
nirvarande uppmirksamhet. Det viktiga dr, enligt Lindseth (2012), att
personen verkligen kinner sig vilkommen.

En virdrelation som karaktiriseras av virdighet och respekt for patientens
sjalvbestimmande, omsesidighet och tillit, 6verlatelse till relationen samt
tillgdnglighet r hilsofrimjande (Svedberg, Jormfeldt, & Arvidsson, 2003). En
sidan tro pa patientens potential och pa nya mojligheter inger hopp som ir
avgorande for patientens hilsa.

Foreliggande forskning visar att en god vérdrelation ir betydelsefull. Den
kan vara ett livsviktigt andningshal dir det dr méjligt for personen med bipoldr
sjukdom att hantera skuld, skam och riddsla men dven fi hjilp att férhilla sig
till upplevelser i grinslandet mellan verklighet och overklighet (II). Att fa dela
ett lidande, som dr si skuldbelagt och skamligt att man helst skulle vilja
glomma det, med en tillitsfull virdare som lyssnar och som dr nirvarande
upplevs som helande (II). En god virdande relation gor det ocksd moijligt att
bearbeta sitt lidande for att dirigenom 4n mer kunna vara den man dr och
kunna paverka sitt liv (II). Fredriksson och Lindstrom (2002) visar att ett
virdande samtal dir patienten fir mojlighet att tala fritt om sitt lidande och
sin skam innebdr en méjlighet till helande av de sar som orsakats just av detta
lidande och denna skam. Sidana samtal 6ppnar dven upp for livsuppehéllande
relationer.

Havens and Ghaemi (2005) menar att den sammanlagda forskningen i
relation till bipoldr sjukdom visar att en terapeutisk relation med fokus pi att
lyssna pa och att mota patienten pa ett existentiellt plan troligtvis dr den
viktigaste faktorn for dterhimtning. De betonar vikten av verkliga moten
mellan patienten och den professionella virdaren, som person till person, dir
patienten har mojlighet att kinna sig forstidd. De lyfter speciellt fram
betydelsen av att verkligen lyssna nir patienten ér i en manisk fas och har extra
svart att fokuserar och lyssna pd nigon annan. En terapeutisk relation som
bestir av existentiella moten och som ger perspektiv pa upplevelser i
grinslandet mellan verklighet och overklighet har en stimningsstabiliserande
effekt som tillsammans med stimningsstabiliserande likemedel méjliggor full
dterhimtning (Havens & Ghaemi, 2005).

Avhandlingens resultat visar pa potentialen i och nodvindigheten av
transparent kommunikation, forst och frimst mellan personer med bipoldr
sjukdom och deras nirstiende men dven i deras relation med varden (II, IV,
V). Det idr dirfor viktigt att dven forstd vad som behovs for att moten som
innefattar fler 4n tvd personer ska upplevas som virdande. Inom ramen for
konceptet "Oppna dialoger” har Seikkula och Trimble (2005) undersokt vad
som dr helande i virdande méten mellan virdare och familjer med psykisk
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ohilsa. I foljande avsnitt dterges nigra aspekter som har bedémts vara
relevanta for avhandlingens fokus pa transparent kommunikation.

En grundférutsittning for att dialogen ska kunna innebira ett helande ir
att de berorda fir moéta ett behandlingsteam i direkt anslutning till att de soker
hjilp. Relationen med teamet ska priglas av kontinuitet och integritet. All
planering, utvirdering och alla beslut bér ske i nirvaro av patienten och
dennes nirstiende tillsammans med teamet och representanter for berérda
myndigheter. Detta skapar trygghet och en viss forutsigbarhet som gor det
mojligt att delta fullt ut i processen. En viktig faktor for helande dr att
uppmirksamma bide patientens och nirstdendes upplevelser av lidandet redan
i den akuta fasen. Varje aspekt av deras uttryck for lidande, speciellt uttryck for
upplevelser av overklighet, behéver lyssnas till, med bide noggrannhet och
respekt. Genom att stddja patient och nirstiende i att sitta ord pa sina kénslor
och genom att ge transparent och autentisk aterkoppling pa dessa uttryck
skapar teamet forutsittningar for nya insikter som gér det mojligt att hantera
det gemensamma livet pa ett nytt sitt. Det viktiga i denna process dr det
emotionella utbytet. Genom att dela kinslor och upplevelser av tillgivenhet,
omtanke, empati, trygghet, sikerhet och gemenskap skapas en tydligt kinnbar
virdande gemenskap. Det nya gemensamma spriket for erfarenheterna som
vixer fram i en helande dialog blir pa si sitt ett alternativ till det gemensamma
sprik som tidigare till stor del har fokuserat pa beskrivningar av symtom och
problem. Ett gemensamt sprak for gemensamma erfarenheter mojliggor ocksi
upplevelser av gemenskap. Dessa resultat av Seikkula och Trimble (2005) kan
ses som ett stod for avhandlingens resultat gillande behovet av transparent
kommunikation och en djupgiende samhorighet.

Metoddiskussion

Det finns flera olika sitt att beskriva vetenskaplig kvalitet for kvalitativ
forskning. Lincoln och Guba (Guba & Lincoln, 1994; Lincoln & Guba,
1985) och Whittemore, Chase och Mandle (2001) i4r enligt Polit och Beck
(2012) de som oftast citeras av kvalitativt inriktade forskare. Lincoln och Guba
(Guba & Lincoln, 1994; Lincoln & Guba, 1985) anvinder begreppen
credibility, dependability, confirmability, transferability och authenticity for att
virdera trovirdighet hos forskningen. Whittemore et al. (2001) utgér ifrin fyra
primira (credibility, authenticity, criticality och integrity) och sex sekundira
(explicitness, vividness, creativity, thoroughness, congruence och sensitivity)
kvalitetskriterier nir de bedémer forskningsvaliditet. Dahlberg et al. (2008)
virderar vetenskaplig kvalitet specifikt for livsvirldsgrundad forskning utifran
begreppen validity, objectivity och transferability.

Det finns, som jag ser det, en viss mingtydighet i betydelsen av flera av
ovan nimnda begrepp vilket gor det svart att oversitta dem till svenska. Till

exempel, begreppet credibility 4r bade hos Lincoln och Guba (1985) och
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Whittemore et al. (2001) ett kvalitetskriterium som handlar om tillforlitlighet
till data samtidigt som det ligger néra betydelsen av det 6verordnade begreppet
trustworthiness (trovirdighet) som beskrivs som graden av tillit till kvalitativa
data (Polit & Beck, 2012; Whittemore, et al., 2001). Betydelsen av flera av de
ovan nidmna kvalitetskriterierna dr dven overlappande. Det G6vergripande
viktiga dr, som jag ser det, att forskningsprocessen karaktiriseras av ett
vetenskapligt forhillningssitt samt att det finns en transparens som gor det
mojligt for lisaren att bedéma genomférandet och virdera dess kvalitet, och
inte vilka begrepp man viljer. Jag har utifrin detta resonemang valt att
diskutera avhandlingens vetenskapliga kvalitet utifrin rubrikerna: val av
forskningsansats, validitet och 6verforbarhet.

Val av forskningsansats

Som beskrivits i inledningen av avsnittet om vetenskaplig ansats si har
studiernas syfte och forskningsfrigor varit vigledande for valet av ansats och
metod. De empiriska studierna har undersokt innebérder av bipolir sjukdom
ur ett existentiellt perspektiv, vilket kriver en vetenskaplig ansats som gor det
mojligt att finga och beskriva nyanser och komplexitet. Reflekterande
livsvirldsforskning (Dahlberg, et al., 2008) valdes dirfor att den moter dessa
krav och gor det méijligt att belysa och beskriva monster av innebdrder i
komplexa fenomen som dr relaterade till minniskans existens. En annan
aspekt av betydelse for valet av forskningsansats var min ambition att
unders6ka innebérder av bipolir sjukdom ur ett livsvirldsperspektiv, dvs.
utifrin levda erfarenheter hos personer som pa olika sitt erfar det som
betecknas som bipolir sjukdom. Denna ambition visade sig édven
overensstimma med behov som framkom vid den initiala genomgingen av
tidigare forskning pi omridet®.

Avhandlingen avsag till en borjan att undersdka och beskriva inneborder av
att leva med bipolir sjukdom f6r personer med bipolir sjukdom samt vad som
mojliggor ett gott liv f6r dem. Direfter planerades for en intervention utifrin
nagon eller nigra av de aspekter som framkommit i de tva forsta delstudierna.
Dessa delstudier visade emellertid att bipolir sjukdom i allra hogsta grad dven
ber6r nirstiende och att det existentiella perspektivet inte skulle vara komplett
utan nirstdendes perspektiv. Efter overviganden och diskussioner med
handledare, vid avhandlingens  mittseminarium och  vid flera
doktorandseminarier togs beslutet att istillet for en intervention gora tvé
delstudier som undersokte och beskrev nirstdendes levda erfarenheter av
bipolir sjukdom. Detta val fick konsekvenser dven for metodvalet. Istillet for
tvd kvalitativa och tvd kvantitativa delstudier kom avhandlingen istillet att

¥ Systematiska litteratursdkningar har gjorts vid flera tillfillen under forskningsprocessen. Den forsta
infor uppstarten av projektet, dérefter infor delstudie III och IV och infér starten av skrivandet av
ramberittelsen. Den sista litteratursékningen gjordes 2012-06-20.
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besta av fyra kvalitativa delstudier. I samband med detta val diskuterades dven
om jag skulle anvinda en annan kvalitativ metod dn den
livsvirldsfenomenologiska for de tvéd dterstiende delstudierna. Den metod som
speciellt diskuterades var det tolkande hermeneutiska perspektiv som har sin
grund i det Oppna existentiella forhillningssitt som foresprakas av Gadamer
(Dahlberg, et al., 2008). Valet {6l pi den livsvirldsfenomenologiska ansatsen
dven for de tvd avslutande delstudierna. Denna ansats passade dessa delstudiers
syften och forskningsfrigor vil. Fordelen med en férdjupad metodkunskap
bedémdes 6verviga nackdelen med att ha samma metod i alla fyra delstudier.
Ett tecken pé att denna fordjupade metodkunskap uppnaddes ir, som jag ser
det, att det dr mojligt att se en utveckling frin delstudie I till delstudie IV
genom ett mer stringent beskrivande av fenomenet.

En beskrivande ansats, som den livsvirldsfenomenologiska, har precis som
alla ansatser sina begrinsningar. En fundering som jag har burit med mig
genom hela forskningsprocessen dr om det 6verhuvudtaget ir mojligt att
beskriva ett fenomen utan att tolka. Var gir grinsen mellan beskrivning och
tolkning? Gadamer (2004) menar att alla minniskor dr influerade av det
sammanhang man lever i, bide det nuvarande och det historiska. Det ir
omdjligt att frigora sig fran sin forforstielse och dirmed ifran att tolka.
Forforstaelse dr enligt Gadamer istillet en forutsittning for tolkning. Mitt
stillningstagande i denna friga dr att det inte dr mojligt att helt sitta sin
torforstaelse 4t sidan. Man kan endast tala om mer eller mindre beskrivande
respektive tolkande ansats. Den fenomenologiska hillning® som foresprikas i
avhandlingens vetenskapliga ansats och som beskrivs som ett tyglande av
forstielsen under hela forskningsprocessen (Dahlberg, et al., 2008) maximerar
mojligheterna till 6ppenhet infor det studerade fenomenet, vilket innebir en
strivan mot si mycket beskrivning som moéjligt. En avgorande skillnad mellan
beskrivning och tolkning ér, som jag ser det, om teori anvinds under
analysfasen. I min strivan mot beskrivningar av fenomenet har jag dirfor
avhillit mig ifrn teori i analysfasen. Det dr mojligt att en tolkande ansats,
eventuellt med anvindande av en relevant teori, skulle ha kunnat tillfora andra
och ytterligare aspekter pd forstielsen av det levda perspektivet av bipoldr
sjukdom. Det giller dven for andra metoder med ett livsvirldsperspektiv. I
syntesen (V) av det gemensamma i resultaten frin personerna med diagnosen
bipolir sjukdom och deras nirstiende valde jag att bibehalla
livsvirldsférankringen men att limna det beskrivande perspektivet till forman
for ett tolkande och forklarande perspektiv, som dven inbegrep anvindande av
en teori. Det visade sig tillf6ra resultaten nya aspekter.

Andra begransningar for livsvirldsfenomenologin dr att resultaten dr starkt
knutna till den kontext de genomforts i och till att det finns en sarbarhet som
ar kopplad till forskarens férmaga att uppritthalla en fenomenologisk hallning

%0 Denna hillning har beskrivits i de avsnitt som berér vetenskaplig ansats och metodprinciper.
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som borgar for objektivitet. Jag tycker mig dven se en tendens till att méinga
resultat med denna ansats dr alltfér abstrakta f6r att personer inom virden ska
veta hur de kan tillimpas kliniskt. Zolnierek (2011) anser, utifrin en 6versikt
av studier av levda erfarenheter vid allvarlig psykisk ohilsa, att fenomenologi
som filosofi och metod bidrar till en djup och viktig forstielse av innebérder
men att fenomenologiska studier ofta brister i beskrivningar av tydliga kliniska
tillimpningar. Jag har dirfor valt att i ett speciellt avsnitt om tillimpning av
avhandlingens resultat utveckla hur resultaten kan anvindas, av personer med
bipoldr sjukdom och av deras nirstiende men édven inom den psykiatriska
vérden.

Forskning som fokuserar pd att forsti inneborder och fenomen i
manniskors levda erfarenheter bidrar med en efterfrigad aspekt av kunskap om
bipoldr sjukdom®. Det dr en styrka med den valda forskningsansatsen. En
annan styrka dr att denna innebérds- och fenomenorienterade ansats gor det
mojligt att undersoka komplexa fenomen som ir relaterade till minniskans
existens. Genom att synliggéra komplexiteten i vad det innebir att leva med
bipolir sjukdom har denna avhandling bidragit till att ge en mer hel bild av
livet med bipoldr sjukdom. Till exempel, delstudie I visar att bipolir sjukdom
ir en otillricklig bendmning, eftersom den endast éterspeglar de mer
uppenbara och synliga dimensionerna av ohilsan och missar de mer osynliga
och ogripbara dimensionerna som orsakar en omfattande forvirring och
anspinning i livet. Ett annat exempel dr huvudresultatet i delstudie III som
beskriver den motsigelsefulla innebérden av att vara nirstiende till en person
med bipolir sjukdom som att vara bide behévd och avvisad, bide
livsnodvindig och utestingd, samtidigt som livet overskuggas av sjukdomens
konsekvenser.

Den storsta styrkan med en livsvirldsfenomenologisk ansats, enligt min
asikt, dr att den synliggor perspektivet frin personer som berdrs av bipolir
sjukdom.

Validitet

Livsvirldsfenomenologisk forskning handlar om att soka kunskap i
manniskors levda tillvaro. Det dr inneborder av “sakerna sjilva”, dvs. fenomen
sisom de erfars, som dr i fokus for sidan forskning®. Validitet for
livsvirldsfenomenologisk forskning handlar dirfor framforallt om att virdera
forskningens Oppenhet, féljsamhet och kinslighet for de fenomen som
undersokts (Dahlberg, et al., 2008), att det finns en overensstimmelse mellan
forskningsfriga, metod och resultat (Whittemore, et al., 2001) samt om de
slutsatser som dragits ir vilgrundade och riktiga (Polit & Beck, 2012). En

31 Se avhandlingens bakgrund samt diskussionsavsnittet om att forsta vad livet med bipolir sjukdom
innebir.

32 Avhandlingens vetenskapsfilosofiska antaganden finns beskrivna i avsnittet om vetenskaplig ansats.
Se dven avsnittet om bipolir sjukdom som fenomen i avhandlingens bakgrund.
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fenomenologisk hallning® ir avgorande for forskningens objektivitet liksom
transparens i forskningens genomforande fér bedémning av forskningens
tillforlitlighet (Dahlberg, et al., 2008).

Min ambition har varit att genomféra forskningen pa ett metodiskt,
systematiskt och noggrant sitt. Genomforandet av forskningen (urval,
rekryteringsforfarande, datainsamling, dataanalys och etiska overviganden) har
beskrivits i kapitlet om metodprinciper och genomférande, férhoppningsvis
med tillrdcklig transparens for att det ska vara moijligt att virdera forskningens
validitet. Jag har ocksi under hela forskningsprocessen strivat efter att
uppritthalla en fenomenologisk hallning, att problematisera och kritiskt
granska min egen forforstielse och min roll i forskningsprocessen, de val jag
har gjort och de slutsatser jag har dragit.

Jag har flera ars erfarenhet av att ha arbetat inom psykiatrisk heldygnsvird.
Jag ir medveten om att jag dirmed har en forforstielse av vad det kan innebéra
att leva med bipolir sjukdom. Den 6vervigande kontakten med personer med
bipoldr sjukdom och deras nirstdende har dgt rum under mer akuta perioder
som har priglats av depression och mani, vilket givetvis har paverkat min
forstaelse av livet med bipolir sjukdom. Kanske har detta balanserats nigot av
valet att intervjua forskningspersonerna vid ett tillfille di de inte har befunnit
sig i en fas av allvarlig depression eller mani. En fordel med erfarenheten av att
ha arbetat inom psykiatrisk heldygnsvard dr att jag har god erfarenhet av att
moéta ménniskor i en akut fas av allvarlig psykisk ohilsa och samtala med dem
om deras psykiska lidande.

Vid nagra tillfillen under intervjuerna var jag osiker pid om
forskningspersonerna fortfarande talade om fenomenet. Jag valde di att friga
dem om det var si. Vid alla tillfillen svarade de med en férvinad min att de
gjorde det. For att ytterligare minimera att min tidigare erfarenhet skulle firga
min forstielse forberedde jag mig infor varje intervju®* genom att fokusera pé
de aktuella fenomenen, att skapa trygghet genom att inrikta mig pa
forskningspersonernas erfarenhet, att stilla 6ppna fragor samt att dréja kvar
vid det de berittar genom att alltid stilla fler f6ljdfrdgor 4n jag trodde var
nodvindigt. Under hela analysfasen stillde jag dterkommande f6ljande friga:
"Ar det jag eller texten som siger detta?” Vid flera tillfillen under analysen
kontrollerade jag bendmningen av olika innebérder mot intervjutexterna for att
sikerstilla att det inte fanns nigra motsigelser. Jag har dessutom forsokt tygla
min forstielse genom dterkommande diskussioner med mina handledare samt
genom att ligga fram mina texter for granskning vid analys- och
artikelseminarier. Framforallt har jag hanterat min forforstielse genom att
medvetandegora den, genom egen reflektion och i granskningssituationer.

Datainsamling f6r avhandlingens fyra delstudier gjordes vid tvi tillfillen,
vid ett och samma tillfille for delstudie I och IT och vid ett annat for delstudie

33 Den fenomenologiska hillningen finns beskriven i avsnittet om ansatsens metodprinciper.
3% Se avsnittet om datainsamling och bilaga 1.
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IIT och IV. Intervjuerna med personerna med bipolir sjukdom var initialt
tinkta som underlag till en delstudie som syftade till att undersoka inneborder
av att leva med bipolir sjukdom utifrin de tva forskningsfrigorna "vad innebir
det att leva med bipolir sjukdom” och ”vad ir det som mojliggor ett gott liv
med bipoldr sjukdom”. I slutfasen av analysen vixte min Gvertygelse om att de
bada forskningsfrigorna var tvi separata fenomen som behovde analyseras
separat och beskrivas i varsin delstudie. Jag hade funderat 6ver om jag skulle ta
upp det med mina handledare vid nista handledning. De hade diskuterat det
sinsemellan och tog spontant upp det vid det aktuella handledningstillfillet.
Materialet bedémdes som si innebordsrikt att de tvd fenomenen behévde
undersokas och beskrivas separat for att goras rittvisa. Inneborder som gillde
den andra forskningsfragan lyftes dirfor ur analysen och inneborder om vad
det innebir att leva med bipolir sjukdom undersoktes och beskrevs i delstudie
I. Nir det sedan var dags for att gi vidare med delstudie II startades
analysprocessen frin borjan utifrin syftet att undersoka vad som mojliggor ett
gott liv med bipolir sjukdom. Infor intervjuerna med nirstiende var det ett
medvetet val att samla data for bade delstudie III och IV vid ett och samma
tillfille. Det stillde 6kade krav pa mig att gora pa detta sitt men jag anser att
jag lyckades med det. Jag upplevde det inte som problematiskt under
intervjuerna medan det under analysfaserna var mer krivande att hélla isir
utsagor som hade med de olika fenomenen att gora.

Ett av metodstegen i den valda ansatsen dr att gruppera innebérder i
innebordskluster® utefter likheter och skillnader. I denna arbetsfas valde jag,
vid sidan av att gruppera inneborder i ett textdokument, att gora det genom att
visualisera dem med hjilp av tankekartor. Det blev ett sitt for mig att hantera
inneborder med komplexa och méingtydiga aspekter pi ett trovirdigt sitt.

Overforbarhet

All  vetenskaplig  forskning  strdvar  efter generaliserbarhet.  For
livsvirldsfenomenologisk forskning handlar generaliserbarhet om i vilken mén
resultaten dr Gverforbara till och har relevans for personer och sammanhang
utéver de som dr representerade i de aktuella studierna (Dahlberg, et al.,
2008). Avgorande for overforbarheten dr att det har funnits tillricklig variation
i urvalet, att data har varit innebordsrik och att forskningen har genererat en
generell struktur med essens och konstituenter (Dahlberg, et al., 2008). Polit
och Beck (2012) menar att den ledande principen for urval i fenomenologiska
studier dr att de forskningspersoner som inkluderas behover ha stor bredd och
variation i erfarenheter av det fenomen som undersoks och att de har f6rméiga
att uttrycka sin erfarenhet.

% Denna fas i analysen finns beskriven i avsnittet om dataanalys.
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Urvalet® till avhandlingens delstudier gjordes strategiskt for att uppfylla
kraven for oOverforbarhet. Aven i detta sammanhang gjordes nagra
metodologiska 6verviganden som jag vill redogora f6r och diskutera.

Det var ett medvetet val att fokusera pd erfarenheter hos vuxna med bipolir
sjukdom. Dirfor rekryterades endast vuxna forsokspersoner. I delstudie III och
IV exkluderades bade minderariga barn till personer med bipoldr sjukdom och
torildrar till minderdriga barn med bipolir sjukdom. Anledningen till detta var
att barns livssituation bedémdes vara si annorlunda mot vuxnas att det kunde
anses vara ett annat fenomen. Det betyder att méinga nyanser frin barn och
fordldrar till minderdriga barn inte har belysts. Vissa aspekter relaterade till
barn har inda framkommit genom att forsdkspersonerna, bide de med bipoldr
sjukdom och deras nirstiende, har berittat om erfarenheter som dgt rum i
barndomen. Speciellt har forildrar till personer med bipolir sjukdom beskrivit
svirigheter i samband med att deras barn blev myndiga och ett bemétande
fran virdens sida som forsvérar f6r dem att kunna stodja sina barn (III, IV).
Avhandlingens resultat pekar pa ett stort behov av vidare forskning inom detta
omrade.

I artikel IIT diskuterades det faktum att néirstiende som hade limnat en
relation med en person med bipolir sjukdom inte hade inkluderats och att
inklusion av sidana férsokspersoner skulle kunna ha bidragit med ytterligare
aspekter av den existentiella inneborden av att vara nirstdende. I samband med
genomférandet av  delstudie IV  diskuterades detta pi nytt i
handledningsgruppen. Det ledde till ett stillningstagande for att personer som
har limnat en relation till personen med bipolir sjukdom inte lingre kan anses
vara en nirstdende. Det kan dirfor inte ses som en svaghet att de inte ingick i
studien. Det betyder emellertid inte att erfarenheter frin dessa personer dr
ointressanta. Tvirtom, de skulle kunna tillféra viktig kunskap men i si fall
utifrin en annan studie. En styrka med urvalet i avhandlingens delstudie III
och IV dr att personer med icke-svensk bakgrund har inkluderats. Detta
innebir inte att betydelsen av kulturbakgrund har behandlats, men att denna
variation tillforde virdefulla aspekter till resultatet.

Som jag ser det si finns det en tillrdcklig grund f6r att avhandlingens
resultat ska anses vara Gverforbara till andra vuxna personer med bipoldr
sjukdom och deras nirstiende dn de personer som har ingitt i studierna.
Diremot har valet att exkludera barn paverkat 6verférbarheten pa si sitt att
resultaten inte kan anses 6verforbara till barn. De delar av resultaten som visar
péd problem i dvergingen mellan att vara barn och vuxen kan mojligtvis ses
som relevanta for dldre ungdomar som dnnu inte blivit myndiga. Jag menar
dven att vissa delar av avhandlingens resultat dr relevanta f6r och kan vara till
nytta for personer med annan allvarlig psykisk ohilsa och deras nirstiende.

% Har beskrivits i avsnittet om urval och rekryteringsforfarande.
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Slutsatser

Avhandlingen bidrar med kunskap om hur tillvaron, behov och méjligheter
vid bipolir sjukdom kan forstds ur ett existentiellt perspektiv. Den
vetenskapliga ansatsen har gjort det mojligt att synliggora en omfangsrikedom
och komplexitet i erfarandet som inte finns beskriven tidigare, och som
innebir att vardagslivet karaktiriseras av extra dimensioner, anspinning och
motsigelser. Kunskap om inneborden i dessa aspekter gor det mojligt for
personer med bipolir sjukdom och deras nirstiende att forstd, sitta ord pa och
kommunicera hur deras tillvaro ser ut och vad de behover, vilket i sin tur okar
deras mojligheter att péverka sina liv. Det okar ocksi mojligheterna for
professionella virdare att utforma virden, bade innehallsmissigt och
organisatoriskt, si att den kan mota de berordas faktiska behov pa ett adekvat
satt.

En annan viktig slutsats av de empiriska studierna ér att bipolir sjukdom
innebir si mycket mer dn den vanliga beskrivningen med vixlingar mellan
episoder av depression eller mani. Diagnosen "bipoldr sjukdom” ser alltsd ut att
vara en otillricklig bendmning som endast aterspeglar de mer uppenbara och
synliga dimensionerna av ohilsan, medan de som priglar livet i sin helhet
torblir dolda. Med den begrinsningen blir det svart att forsta hur svargripbar
och forvirrande tillvaron kan vara for individen. "Ett liv med extra
dimensioner” skulle kunna vara en bittre benimning for livet med bipolir
sjukdom, eftersom den bittre avspeglar ohilsans karaktir.

Det dr ocksa otillrickligt att bara se till individuella behov hos personer med
bipolir sjukdom el/er deras nirstiende. Vikten av det gemensamma
vardagslivet bor istillet lyftas fram som den viktigaste faktorn i en bérkraftig
tillvaro. Dirfor behévs en forindring av synen pa vird for dessa personer; en
torindring som priglas av samsyn, samarbete och transparent kommunikation
mellan personerna med bipoldr sjukdom, deras nirstdende och virden. Det
gemensamma malet bér handla om att mota faktiska behov, och att stirka
samhorighet for att gora vardagslivet mer barkraftigt.

50



Avslutande kommentarer

Avhandlingens delstudier, syntes och diskussion pekar pa foéljande behov av
fortsatt forskning:

Interventioner som forbattrar inkluderande och bemotande av nirstiende
till personer med bipolér sjukdom.

Interventioner som stédjer transparent kommunikation mellan personer
med bipolir sjukdom och deras nirstiende.

Interventioner som fokuserar péd att forbdttra forutsittningarna for
professionella virdare inom psykiatrisk vard att forsti och mota patienters
och nirstiendes faktiska behov.

Interventioner som avser att forbittra fordldrars mojligheter att fortsitta att
stodja sina barn med bipolir sjukdom dven nir de har blivit myndiga.

En fordjupad kunskap om innebérden av att vara barn till en person med
bipolir sjukdom, samt deras behov.

Interventioner som fokuserar pd att forbdttra forutsittningarna for en
fungerande arbetssituation f6r personer med bipolir sjukdom.

Kunskap om orsaker till att personer som tidigare varit nirstiende till
personer med bipoldr sjukdom har limnat relationen.
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TILLAMPNING AV
AVHANDLINGENS RESULTAT

Avhandlingen visar att det finns behov av att forstd och utforma stod till
personer med bipolir sjukdom och deras nirstiende pa ett nytt sitt. Det dr ett
barkraftigt vardagsliv som dr det gemensamma viktiga for dem. Alla
stoditgirder, bade de som riktar sig mot att méta de individuella och de
gemensamma behoven, behéver darfor utformas och planeras pé ett sadant sitt
att det gemensamma vardagslivet blir barkraftigt.

I foljande avsnitt presenteras en modell for stod till ett barkraftigt
vardagsliv f6r personer som lever med extra dimensioner, dvs. personer med
bipolir sjukdom och deras nirstiende. Modellen ska forstis som ett forslag pa
hur avhandlingens resultat och diskussion kan tillimpas av personer med
bipolir sjukdom, deras nirstiende och den psykiatriska virden®, vilket
innefattar bdde enskilda professionella virdare och den psykiatriska vardens
organisation.

Stod for ett birkraftigt vardagsliv med extra dimensioner

Stéd handlar utifrin ett existentiellt perspektiv, dvs. utifrin erfarenheter hos
dem som pa olika sitt lever med bipolir sjukdom, om att skapa samsyn och
torutsittningar for ett barkraftigt vardagsliv. Det ér inte ett ensidigt stod som
riktar sig frin véirden till de berérda utan istillet en process som sker genom
samarbete, engagemang och ansvarstagande mellan tre parter; personerna med
bipolir sjukdom, deras nirstiende och virden. Alla stédatgirder bor fokusera
pa att bidra till ett bédrkraftigt vardagsliv hos dem som berérs och utformas
efter deras faktiska behov. Modellen har for avsikt att underlitta for dessa tre
parter att tillsammans forstd och planera for ett barkraftigt vardagsliv.
Foérhoppningsvis kan den dven anvindas i utbildningar inom psykiatrisk vard.

371 detta avsnitt anvinds begreppet virden bide for enskilda professionella virdare med olika
professioner och f6r virdorganisationen.
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Det stod for ett barkraftigt vardagsliv som hir foresprikas byggs genom
transparent kommunikation, genom att faktiska behov tillgodoses och genom
upplevelser av djupgiende samhorighet (Figur 2); tre delar som stirker
relationen mellan personerna med bipolir sjukdom och deras nirstdende, och
okar deras mojligheter att gemensamt paverka sitt vardagsliv. De tre tunnare
repen symboliserar dessa delar. Nir de tvinnas samman skapas ett starkare och
hallbarare rep som symboliserar ett barkraftigt vardagsliv med extra
dimensioner. Oregelbundenheterna i de tunnare repen symboliserar
individuella variationer av stod.

Figur 2. Stod for ett birkraftigt vardagsliv med extra dimensioner.

I foljande avsnitt beskrivs de tre delarna i stédet under olika rubriker
tillsammans med konkreta forslag pa tillimpningar.

Transparent kommunikation

Transparent kommunikation med tillforlitliga nirstiende gor det mojligt for
en person med bipoldr sjukdom att behilla kontrollen 6ver sitt liv och att leva i
samklang med den man dr, till och med i perioder di verklighetsférankringen
sviktar. Transparent kommunikation dr ocksd vigen till en jimstilld relation
parterna emellan, vilket i sin tur 6kar mojligheten for dem att gemensamt
paverka de negativa konsekvenserna av bipolir sjukdom. I kontakten mellan
personen med bipolir sjukdom, nirstiende och virden dr transparent
kommunikation sjdlva nyckeln till framgang. Nirstdendes berittelser visar att
baksidan av sekretesslagen, som har till avsikt att skydda den personliga
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integriteten for personer som vardas inom svensk sjukvérd, dr att nirstiende
utestdngs frin mojligheter till delaktighet. Hir har varden ett speciellt ansvar
for att i storsta moéjliga man inbjuda och inkludera nirstdende. Ett forslag
skulle kunna vara att infora en skyldighet ifrin virdens sida att inhdmta
synpunkter frin nirstiende och pa si sitt inkludera dem. Personen med
bipoldr sjukdom har hir ett speciellt ansvar for att ge sitt tillstind till
nirstiendes delaktighet. I akuta situationer som priglas av oro och otrygghet
ar det dérfor till stor hjilp om detta formulerats skriftligt i ett tidigare skede.

Vilinformerade och delaktiga nirstiende dr en forutsittning for en jamlik
relation i vardagslivet, dir den gemensamma kampen for ett okat inflytande pé
de specifika svarigheter som har med ohilsan att géra pigir. Det finns en
obalans i relationen mellan personen med bipolir sjukdom och nirstiende.
Den handlar om att vilbefinnandet och behoven hos personen med ohilsan
alltid kommer i forsta hand och att ndrstdendes vilbefinnande och behov
kommer i andra hand. For att det gemensamma vardagslivet ska bli mer
jamlikt, och dirmed mer birkraftigt, behéver denna obalans jimnas ut.
Nirstiende beskriver en stor oro for att deras ndrstdende med bipolir sjukdom
ska ma simre om de berittar hur de verkligen har det. Varden har dirfor ett
speciellt ansvar for att skapa trygga och sikra moétesplatser, dir personerna
med bipolir sjukdom och deras nirstdende vigar vara 6ppna och beritta for
varandra om hur man har det och vad man behé6ver. Vardorganisationens
ansvar dr att skapa organisatoriska och ekonomiska forutsittningar for
transparent kommunikation.

Forslag pi tillimpningar:

e Virden behover skapa trygga och sikra motesplatser for samtal mellan
personen med bipoldr sjukdom och deras nirstiende, om hur de mar och
vad de behover. Professionella virdare har ett speciellt ansvar for att initiera
och skapa ramar for sidana méten, for att finga upp problem som kommer
upp till ytan och for att hitta en balans i 6ppenheten.

e Kontinuitet och tydlighet frin virdens sida skapar nédvindig trygghet i en
otrygg situation och dr ddrfor en forutsittning for transparent
kommunikation. Det ir en sjilvklarhet f6r en vardorganisation som vill
skapa forutsittningar for transparent kommunikation om djupt personliga
fragor att erbjuda kontakt med samma personer under hela processen.

® Personen med bipolir sjukdom behéver ge sitt tillstand till att narstdende
tar vara delaktiga i planering av vird och behandling. I akuta situationer
som priglas av oro och otrygghet dr det dirfor till stor hjilp om detta
formulerats skriftligt i ett tidigare skede. Varden bor aktivt inhdmta
synpunkter frin nirstiende och striva efter att inkludera dem i vard och
planering for ett barkraftigt vardagsliv.

e Alla personer med bipolir sjukdom och deras nirstiende bor erbjudas
deltagande i utbildningsinterventioner om livet med bipoldr sjukdom. Det
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mojliggdr en gemensam forstielse som Oppnar nya mojligheter for
transparent kommunikation.

e Vikten av transparent kommunikation behover ingd som ett tema i alla
utbildningsinterventioner.

Faktiska behov

En viktig forutsittning for ett barkraftigt vardagsliv ér att de faktiska behoven
hos personerna med bipolir sjukdom och deras nirstiende blir tillgodosedda.
Det kan till exempel handla om tillging till vard nir det behovs, individuellt
anpassad likemedelbehandling eller hjilp med att 16sa akuta finansiella behov.
For att kunna moéta de faktiska behoven ér det nodvindigt att forst forsta dem.

En sadan forstielse bygger pa en medvetenhet om att man behéver samtala
om vad sidant som symtom, behov av likemedel, separation fran familj och
arbetsliv under en period av heldygnsvard betyder f6r dem som berdrs. Det
handlar om att ha en forutsittningslos instillning till varje ny situation och
varje nytt mote. Professionella virdares erfarenhet och kunskap dr en stor
tillging. For att den ska na sin fulla potential dr det emellertid viktigt att forst
vara lyhord for de frigor, 6nskemal och behov som personen med bipolir
sjukdom och deras nirstiende uttrycker. Avhandlingen visar emellertid att det
ar svart att sitta ord pd erfarenheter av bipolir sjukdom. Det tar mycket tid
och energi for alla berérda att forsoka forstd sig sjdlva och de andra i sitt
sammanhang. En dialog med professionella virdare, som dr intresserade av att
forstd innebdrden av den situation man ér i, kan 6ppna upp for nya sitt att
paverka det som har med ohilsan att géra. Oppna frigor av detta slag gor det
littare att forstd och bekriftar samtidigt for de andra personerna i dialogen att
man faktiskt dr genuint intresserad av att forsti de mer osynliga och
svargripbara aspekterna av livet med bipoldr sjukdom. Det i sin tur skapar
trygghet som gor det littare att ta emot vard, behandling och annan hjilp som
man kanske dr tveksam till. Samtal som karaktiriseras av Oppna frigor
underldttar ocksd for personer med bipolir sjukdom och deras nirstiende att
forstd varandra bittre. Det stirker deras gemenskap.

Hir foljer nigra exempel pa 6ppna frigor: Hur dr det for dig att leva med
bipolir sjukdom?, Pi vilket sitt paverkar det ditt liv att du har bipolir sjukdom?,
Hur paverkar detta likemedel din vardag?, Vad dr du mest ridd for?, Hur
paverkar det dina relationer att din bror har bipolir sjukdom?, Vad betyder det for
dina semesterplaner att din make har bipolar sjukdom? Vad ger dig kraft att orka?
Hur dr det for dig nér jag dr nedstimd? Vad behiver du for att orka ta hela
ansvaret hemma nar jag ar pa sjukbuset?

Forslag pa tillimpningar:

o [For att skapa trygghet och bra forutsittningar for dialog bér varden inleda
alla viktiga méten med att fokusera pd betydelsen av den aktuella situation
de ber6rda befinner sig i.
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e Alla beslut gillande vird och behandling behover utgd ifrin hur de
paverkar vardagslivet, bide for personer med bipolir sjukdom och f6r deras
nirstiende.

e Att tillsammans ldsa och samtala om skonlitterira berittelser och forskning
som beskriver vad det innebir att leva med bipolir sjukdom gor det ldttare
att sitta ord pa egna erfarenheter och 6kar méjligheten att forstd sig sjilv
och varandra. Det stirker gemenskapen mellan personer med bipolir
sjukdom och deras nirstaende.

e Ett bra sitt for professionella virdare att oka sin forstielse for livet med
bipolir sjukdom dr att ta till sig erfarenhetsbaserade berittelser. Det kan till
exempel ske genom skonlitteratur, forskning, forelisningar, reflektion och
samtalsgrupper.

Samhérighet

Upplevelser av djupgiende samhorighet skapar en langsiktig och varaktig
torindring mot ett birkraftigt vardagsliv. Upplevelsen av att ingd i ett
sammanhang och att vara behévd kan vara den avgérande faktorn for att orka
fortsitta att leva ndr allt kdnns hopplost. Upplevelser av djupgiende
samhorighet 6kar mojligheten att orka nir kraften inte finns och att kunna
fokusera i perioder av kinslomissigt och tankemissigt kaos.

Samhérighet och jamlikhet i relationer dir den ena parten har bipolir
sjukdom okar mojligheten att gemensamt paverka svérigheter som dr
relaterade till den psykiska ohilsan. En forstielse for varandras situation
skapar en barkraftig relation som haller for vardagslivets péfrestningar.
Upplevelser av samhdrighet skapas i méten minniskor emellan, vilket innebir
att en viktig del av stod for ett barkraftligt liv handlar om att skapa
sammanhang dir personer med bipolir sjukdom och deras nirstdende, bide
enskilt och gemensamt, kan utveckla och skapa nya relationer. I ett
sammanhang som priglas av samhorighet dr det ocksa littare att vilja att gora
sig beroende av strukturer, vird och behandling som 6kar makten over livet.
Upplevelser av samhorighet underlittar ocksi for personerna med bipolir
sjukdom och deras nirstiende att kunna ta emot praktiskt och finansiellt stod i
vardagen.

En annan aspekt av samhoérighet handlar om att ha tillgang till en god
vardrelation med en professionell virdare. En sidan relation dr speciellt
betydelsefull nir personen med bipolir sjukdom har ett litet privat nitverk. En
god virdrelation dr ett livsviktigt andningshal for att kunna hantera
upplevelser av skuld, skam och rddsla men dven att fi hjilp att forhalla sig till
upplevelser i grinslandet mellan verklighet och overklighet. Avhandlingens
resultat visar emellertid att virdrelationens kanske viktigaste uppgift dr att
stirka de berordas privata relationer, och dirigenom bidra till att de sjilva i
hogre grad kan paverka sina liv i riktning mot en 6kad hilsa.
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Forslag pa tillimpningar:

Virden behéver fokusera pd att uppmuntra och stodja personer med
bipolir sjukdom att ingd i sammanhang dir de kan uppleva sig behovda.
Det handlar om att stirka relationer av olika slag, att erbjuda och
underldtta for daglig meningsfull sysselsittning som kan anpassas efter
miendet, att skapa forutsittningar for moten och samtal mellan personer
med bipolir sjukdom.

Personer med bipolir sjukdom och deras nirstiende har ett eget ansvar for
att ta steg i riktning mot en fordjupad samhorighet med andra minniskor.
Virden behéver tillhandahilla gemensamma utbildningsinterventioner,
med individuella inslag, fér personer med bipolir sjukdom och deras
ndrstiende.

Kunskap om hur ett sjilvvalt beroende av tillf6rlitliga manniskor, struktur,
likemedel och personliga landmirken 6kar méjligheten till makt 6ver det
egna livet behover ingé som ett tema i alla utbildningsinterventioner.

Den psykiatriska virden behover organiseras si att det finns utrymme for
lingsiktiga insatser som stodjer samhorighet.
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torskarutbildningen och till Kristina Julin.
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Karin Dahlberg — Du var ansvarig for forskarutbildningen i Vixjé under mina
torsta ar som doktorand. Ett varmt tack for dina inspirerande foreldsningar
och seminarier om livsvirldsfenomenologi, vetenskapsfilosofi  och
virdvetenskap.
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doktorandtiden och bidragit med viktiga synpunkter pa mina texter. Stort tack
for det och for din vinskap och uppmuntran.

Ett stort tack till mina doktorandkamrater, bide i Vixjé och i Boris, for alla
synpunkter pi mina texter men dven for samtal om vetenskap och allt mellan
himmel och jord. Doktorandtiden har inneburit manga Gvernattningar i
Vixjo. Ett speciellt tack till Anna Thurang, Anki Karlsson, Lena Nordgren,
Martina Summer Meranius, Catarina Frank, Annelie Sundler Johansson,
Susanne Killerwald, Rune Svanstrom, Kina Hammarlund, Barbro Ronsten,
Susanne Syrén, Anders Bremer, Mia Berglund, Margareta Larsson, Niklas
Andersson och Camilla Eskilsson for all gemenskap pi Bishop Arms, pi
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Sodra Alvsborgs Sjukhus har varit min arbetsplats under manga ar. Jag vill
tacka mina nuvarande och tidigare chefer och arbetskamrater i
sjukvardsstrategiska staben/utvecklingsstaben for stod och uppmuntran i mina
forskarstudier. Anneli Schwarz — Ett stort varmt tack for att du har tagit dig
tid att ge synpunkter pi en del av min avhandling och for att du har
underldttat si mycket for mig under det sista aret av avhandlingsarbetet. Sylvia
Maitti — Ett stort tack for ditt stod och for att du introducerade mig till SAS
overgripande forskningsverksamhet.

Ett stort tack gir ocksi till chefer och arbetskamrater inom den
vuxenpsykiatriska verksamheten. Jag dr tacksam for att ni har uppmuntrat mig
och gett mig mojligheter att utvecklas men dven for att jag har fitt ta ansvar
och anvinda mig av de kunskaper jag har tillignat mig. Stort tack for att ni har
varit och dr en del av en kultur som uppmuntrar till utveckling och forskning.
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ENGLISH SUMMARY

Rusner, Marie (2012). Bipolar disorder - from an existential perspective

Keywords: bipolar disorder, extra dimensions, existential perspective, lived
experiences, phenomenology, close relatives

Background

Mental illness is a growing problem in many countries, often with severe
consequences for the affected persons and their close relatives as well as for the
society. Difficulties in understanding mental illness also often lead to a fear of
persons with mental illness and to stigmatization, which in turn may affect
their self-esteem negatively.

This doctoral thesis focuses on the existential meaning of life with the
specific mental illness that is labelled bipolar disorder, both for the individuals
with the diagnosis and for their close relatives. Previous research shows that
life with bipolar disorder is associated with extensive suffering and a high level
of strain and emotional distress, both for the persons with the illness and for
their close relatives. The emotional distress is largely related to existential
issues, which increases the demands on all concerned.

Bipolar disorder is well researched in terms of its prevalence, the burden of
life and its pharmacological treatment. Extensive research has also been carried
out in areas related to quality of life and symptoms of the illness. It is clear
that educational interventions are of great importance for the persons with the
illness as well as for their close relatives, although recent studies show a need
for further research on the effect of different types of interventions in this area.

Empirical research that describes what it means to live with major strain
and distress, often life-long pharmacological treatment, a reduced quality of
life and all kinds of symptoms of illness as well as issues related to deep
personal areas is, however, less frequent. The review of previous research in
this thesis also shows that there is a discrepancy between the care that is
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required and the care that is offered. There is also a lack of knowledge of what
may be supportive for health in the long term.

Previous research also shows that support from close relatives is of
importance for the person with bipolar disorder; a support that often is given
at the cost of the relative’s own health. Previous research has, to some extent
highlighted close relatives’ burden and distress but research that focuses on its
meaning for close relatives is lacking. There is also a need for greater
knowledge about conditions that make their life easier, living in the middle of
the tension between the needs of the person with the illness and their own
needs.

The review of previous literature thus shows that despite the extensive
research on bipolar disorder, there is still a need for empirical research
focusing on existential issues from the perspective of those who are concerned.
This thesis, thus intends to contribute to filling that knowledge gap by
exploring and describing the meaning of life with bipolar disorder as
experienced by those living with the illness and their close relatives.

The goal of the thesis is to create knowledge that enables for persons with
bipolar disorder and their close relatives to better affect their own lives, as well
as knowledge that can form the basis for improvements in mental health care.

Overall and specific aims

The overall aim of the thesis is to create knowledge about what it means to
live with bipolar disorder from an existential perspective, both for individuals
with the diagnosis and for their close relatives.

Aim of study I

The aim is to describe the existential meanings of life with bipolar disorder.

Aim of study I1
The aim is to describe the conditions that enable a good life with bipolar
disorder.

Aim of study I1I
The aim is to describe the existential meanings of being closely related to a
person with bipolar disorder.

Aim of study IV
The aim is to describe what makes the life of close relatives of persons with
bipolar disorder more liveable.
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Scientific approach

This thesis explores and describes the meaning of life with bipolar disorder
from an existential perspective. It thus entails that it is explored and described
from a lifeworld perspective of individuals who in various ways experience that
which is termed as bipolar disorder. An existential perspective for close
relatives thus concerns lived experiences of a life together with a person with
bipolar disorder.

Research from an existential perspective demands a scientific approach that
facilitates explorations of structures, nuances and complexities. The lifeworld
phenomenological approach Reflective Lifeworld Research (Dahlberg, et al.,
2008), which aims to clarify and highlight the structure of meanings of
phenomena that are related to human existence, was therefore chosen for the
studies. This approach is primarily based on the phenomenological philosophy
of Edmund Husserl (1859-1938) and Maurice Merleau-Ponty (1908-1961).
This approach is described under the headings: “The lifeworld and
intentionality of perception”, “The lived body as the anchor of the existence”
and “Dynamic space in which meaning arises”.

Methodological issues

In order to be used in empirical research, the phenomenological philosophy
needs to be transformed into methodological principles, which has been done
by Dahlberg et al. (2008). The leading methodological principles for research
of this nature are openness for the lifeworld phenomenon, a phenomenological
attitude and reversibility. It implies ongoing reflection upon the meanings, a
bridling of one’s preunderstanding and a movement between distance and
proximity in the reflection process as well as between the generalities and the
particularities of the meanings. The meaning-oriented interviews and the
analysis were conducted following the leading methodological principles of the
chosen scientific approach. Information regarding research participants,
settings, data collection and analysis can be found in each article at the end of
the thesis.

Ethical considerations

The studies conform to the ethical principles outlined in the Declaration of
Helsinki (WMA, 2009) and in the act concerning the ethical review of
research involving humans, Sweden (SFS, 2003:460; 2008:192). All necessary
ethical approvals were attained. The participants received oral and written
information about the studies, the voluntary participation and that they could
withdraw at any time without explanation. They were assured of
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confidentiality and protection for their integrity and identity. All the
participants gave written consent.

Findings

This section presents a summary of the findings of each study with emphasis
on the essential meanings. The full presentations of the studies are to be found
in the published articles. The section ends with a presentation of a synthesis,
based on Hans-Georg Gadamers (1900-2002) hermeneutic existential
philosophy, of how it is possible to understand the perspective of individuals
with bipolar disorder and their close relatives as a coherent whole.

Living with bipolar disorder (I)
Living with bipolar disorder entails experiencing extra dimensions in all aspects
of life, expressed in terms of a magnitude and complexity beyond that which is
perceived as pertaining to normal life.

Magnitude entails a specific intensity and tension in the individuals’
teelings and experiences and these are of all different kinds existing side by
side and creating chaos in life. Life is simultaneously predictable and
unpredictable. Despair exists alongside hope with room for experiences of
both reality and unreality. Life is characterized by containing “both” rather
than discerning between “one or the other”; the differing experiences do not
exclude each other but are a part of the magnitude of experiences. There is
more of this tension and simultaneousness when living with bipolar disorder
than that which is understood as pertaining to normal life. The magnitude
also entails a life in which past experiences together with future expectations of
experiences are more evident.

Complexity entails an existence in which the illness is intertwined with life
and therefore always present. It means trying to understand and respond to
experiences that are so complicated, to the extent of being almost intangible
and diverse, that they are thus difficult to comprehend in relation to that
which is perceived as being normal life. It means being involved in an ongoing
struggle to keep contact with oneself and to be able to have a life that
corresponds to how one perceives oneself to be.

The magnitude and complexity of life is explicitly experienced but words
are felt to be inadequate for describing what is actually experienced. This leads
to feelings of having difficulties in comprehending what it means to live with
the illness and thus difficulties in communicating it to other people. Different
illustrations and comparative words are used in order to attempt to
communicate what it is like to live this life with a magnitude of experiences.
Such words that are used are: out of the ordinary and the comparative forms of
adjectives such as larger, deeper, stronger, faster, slower, brighter, more than
usual, less than, beyond, lower, easier, more difficult, higher, lighter, weaker
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and darker. However, the adjectives are not used in a comparable sense or as
opposites but as an attempt to describe experiences of something more.

The meaning of the lived experience of bipolar disorder is further described
by its constituents, which represent the variations of the meaning: a specific
intensity, a struggle to understand, an illness that is intertwined with one’s whole
being.

The conditions that enable a good life with bipolar disorder (II)

The essential meaning of the conditions that enable a good life with bipolar
disorder is a dependence that empowers.

Life with bipolar disorder is characterized by a strong, restless desire to be
able to conduct one’s life, and thus having a greater possibility of living a good
life, which means a life corresponding to how one perceives oneself to be. The
need to find ways to facilitate control over one's life is particularly strong in
life with bipolar disorder. A voluntary chosen dependency means freedom to
enhance control in life and protection from running out of energy.
Furthermore, it is a fertile ground where a good life with bipolar disorder can
develop and grow.

Awareness of one’s life as a life with bipolar disorder and therefore being
more dependent is the turning point from powerlessness to hope, meaning and
belief in the future. By choosing to involve others and to accept limitations
one opens up for new possibilities for freedom and power to evolve. Living
with bipolar disorder means being constantly attentive and observant while
assessing life events, thoughts, feelings and sensory impressions. It takes a lot
of energy to be always thinking about and reflecting upon life, which means
there being less energy left for the rest of life. Therefore, choosing to be
dependent on a structured everyday life protects from stress and strengthens
the control over the energy resources in a life characterized by an inner
struggle about energy and power. Being needed is an experience, profoundly
affecting life with bipolar disorder. With other words, dependence of
responsibility is a condition for lasting empowerment. Choosing to depend on
reliable close relatives and professional caregivers means to allow oneself to
maintain control over one’s life and to live in harmony with oneself, even in
periods with faltering basis in reality. To hand over the right to take over the
responsibility for decisions about care and medication means to enable for
oneself to maintain control. Navigating through life with bipolar disorder by
significant personal landmarks provides safety and power. Analyzing past
experiences, early recognition of warning signs, medication and having an
emotional outlet are such personal landmarks that enable the individual living
with the illness to prevent life from “running off the rails”. A good life with
bipolar disorder thus requires openness to change, energy saving structure,
responsibility, reliable close relatives and professional caregivers, personal
landmarks as well as holistic support.
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The meaning of the conditions that enable a good life with bipolar disorder
is further described by its constituents, which represent the variations of the
meaning: furning the course of life, protecting oneself from running out of energy,
being needed, being oneself through reliable others, personal landmarks Jor
navigating through life.

Being closely related to a person with bipolar disorder (IIT)

Being closely related to a person with bipolar disorder means a paradox of both
being needed and rejected, i.e. vitally necessary but simultaneously also excluded,
whilst being overshadowed by bipolar disorder.

It means living in a state of constant pressure and existential exposure,
periodically being exposed to huge distress without means of getting away
from it. Life is overshadowed by the illness. One's attention is focused on the
well-being of the person with bipolar disorder in such a way that one's own
needs take second place. In a desperate struggle for survival, both for the
person with the illness and for oneself, the close relatives are stretched to the
limits of their ability; furthermore risking to endanger one's existence by
exceeding that limit. A lack of understanding of life with bipolar disorder in
the surrounding society, in health care and in relation to the social services
generates the need to try to compensate for it, which thus leads to an increased
burden for close relatives.

Being closely related to a person with bipolar disorder also means
simultaneously foreseeing and following the often sudden and unexpected
changes of the person with bipolar disorder. Being one step ahead means
being constantly attentive to early, often subtle and individual signs of an
approaching deterioration of the well-being of the person with bipolar
disorder in order to prevent illness from becoming worse and destroying life.
Being one step behind means following the often sudden and unexpected
changes related to the illness of the other person, often with a delay, and to
adapt one's life accordingly. In order to cope with the everyday life during the
acute phase the extreme inner stress and one’s own sorrow is put aside. It takes
time to process such an experience. Depression and exhaustion can occur for
the close relative and last long after the recovery of the person with the illness.
This creates a sense of loneliness.

The existential meaning of being closely related to a person with bipolar
disorder is further described by its constituents, which represent the variations
of the meaning: struggling for survival, having fo compensate, being both one step
ahead and one step behind.

The conditions that make the life of close relatives of persons with

bipolar disorder more liveable (IV)

Influencing the unpredictable means a more liveable life for close relatives to a
person with bipolar disorder.
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To experience the unpredictable, i.e. the sudden and sometimes unforeseen
events and conditions that are related to the other person living with bipolar
disorder, means inadequacy and powerlessness. The threat of the
unpredictable implies a constant focus on detecting and influencing both the
unpredictable itself and its consequences. It is about regaining power and
making life a little bit less unpredictable by creating individual prerequisites as
well as having and getting access to structures that make it possible. Thus, an
influence on the unpredictable enables a more liveable life for close relatives.
This implies a proactive stance of distance that enables reflection on individual
issues, on the life with the person with illness and the future as well as rest
from full attention to the needs of the person with bipolar disorder. Thoughts
and feelings related to one’s own ambiguous experiences as well as other
persons’ expectations become clearer in this space of distance. It thus means a
foundation for choices and decisions that can influence the unpredictable,
which in turn opens up the potential for vitality and hope.

Influencing the unpredictable also requires the condition of having stability
in everyday life, as this means protection against chaos and complete
powerlessness. A stable everyday life is a necessary condition for close relatives
in their quest for influence on the unpredictable. Daily routines and regular
everyday activities give a basic stability that keep anxiety and distress at a
distance and protects against chaos and powerlessness. Sleep, mental rest and
exercise are essential meanings of stability, while entailing a necessary balance
and power between the needs of the person with the illness and one’s own
needs. Also, access to treatment for the person with the illness, when
necessary, protects daily life from being destroyed by mental illness.

Also, equality between the close relative and the person with the illness as
well as equal conditions for participation in the caring process are essential
conditions for influencing the unpredictable. Equality means a shared
responsibility in the relationship, which moves the focus from the individual
life to their joint life. Such equality is strengthened by transparent
communication between those who are closely concerned.

The meaning of the phenomenon 'what makes life as closely related to a
person with bipolar disorder more liveable' is further described by its
constituents, which represent the variations of the meaning: keeping a distance,
having stability, strengthening equality through transparent communication.

The perspectives of the persons with bipolar disorder and their
close relatives as a coherent whole (V)

The synthesis demonstrates two concepts, ‘dependency’ and ‘influence’, both
of which appear to be of central importance for a liveable life with bipolar
disorder; a life that is directly or indirectly characterized by more magnitude,
intensity and range of experience than that which is perceived as pertaining to
“normal” life. Dependency and influence are often given contradictory
meanings. However, in this case they seem to be two sides of the same coin
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that facilitates a liveable life with bipolar disorder. For individuals living with
bipolar disorder, it is evident that a voluntary chosen dependency in different
areas of life opens up for the possibility to maintain power and control over
life. For close relatives, it is a constant endeavour to increase influence on the
partially incontrollable and difficult consequences of the fact that one is living
with a person with bipolar disorder, and thereby making life more liveable. In
contrast to the usual tendency to link dependency with weakness and lack of
autonomy, the findings in the thesis show that the very voluntary chosen
dependency in everyday life instead facilitates influence, power and strength to
form life on one’s own terms. Dependency thus concerns understanding what
is needed for a liveable life and trying to apply it in everyday life.

But what is it that makes it possible to understand the relationship between
dependency and influence? It is reasonable to assume that this relationship
may have something to do with anything that is joint or shared. Affinity as
well as a sense of belonging and being needed is emerging as a possible
background for why dependency and influence do not to contradict each other
but rather generate empowerment. One example for this is how the experience
of being needed, in study two, is described as one of the prerequisites for a
good life with bipolar disorder. The feeling of being needed can be related to
the assumption that one’s ability to be oneself depends on the ability to feel a
responsibility towards other people (Kunz, 1998). The very dependency of
other people is, according to Kunz, the road to freedom and health. Kunz
(1998) argues that one’s identity is shaped by the intersubjective sharing of
life-giving inspiration with others. In such a relationship, characterized by
mutual responsibility and interdependence, weakness can become strength
that generates power to change. He also shows that the interdependence
between people is more than feelings of affinity and belonging. It is to be
profoundly connected. Based on this reasoning, the experience of being
profoundly connected can be understood as the key to explaining the
relationship between dependence and influence.

Another concept that appears to be of central importance for the
understanding for a liveable life with bipolar disorder is ‘contradictions’. All
the empirical studies in the thesis show that life with bipolar disorder is
characterized by paradoxes and contradictions. For example, individuals with
the illness experience the magnitude and complexity without being able to
understand it and to communicate it parallel with the struggle to deal with its
consequences. For close relatives, the paradox is particularly evident in the
experience of being both needed and rejected, both vitally necessary and
excluded, whilst at the same time being overshadowed by the consequences of
the illness. The synthesis shows that it is likely that the experience of being
profoundly connected makes it possible to live in this complex and
contradictory existence, both for the persons with the illness as well as for their
close relatives. Such connectedness also reduces their existential exposure.
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Based on the synthesis above it is reasonable to assume that a profound
connectedness is the basis for a liveable life with bipolar disorder. In such an
affinity, it is possible to understand life and oneself as well as the surrounding
context and people belonging there.

An important conclusion of the synthesis is thus that it is the relationship
between the person with the illness and his/her close relatives that needs to be
supported and strengthened. This implies a shift from focus on individual
issues to focus on the joint issues. In the same way as the life of those affected
by the illness is characterized by extra dimensions so is also their private
relationship characterized by those extra dimensions. This requires care with
extra dimension that create the necessary conditions for a transparent
communication between the person with the illness, close relatives and the
professional carer. Thereby, equality that enables for influence on illness
related life issues is established. In this context a caring relationship is
primarily about strengthening the private relationship.

Discussion

The overall aim of the thesis was to create knowledge about what it means to
live with bipolar disorder from an existential perspective, both for individuals
with the diagnosis and for their close relatives. This knowledge is rooted in the
lived perspective of persons that in various ways live with what is diagnosed as
bipolar disorder. The findings can thus be understood as their voice expressing
what it means to live with that illness and what they need for a good life. The
findings highlight a great existential exposure, which becomes especially clear
in all the contradictions that characterize their life.

From the two explored perspectives, persons with bipolar disorder and
their close relatives, the importance and existence of a third perspective has
emerged. It is a joint perspective that shows the need for a change of focus
from the individual to including both parties. The findings show that is the
common liveable everyday life that is important both for the persons with the
illness and for their close relatives. This is not to diminish or override
individual needs or to increase the load of the close relatives but rather to
understand and meet their needs in a way that makes the common everyday
life more liveable. This calls for a common understanding and cooperation
between the persons with the illness, their close relatives and professional
caregivers. Participation and equality in this relationship, consisting of three
parties, allows for the possibility to create conditions for at lasting life with
bipolar disorder.

The findings of the thesis is discussed under following headings: “A
liveable everyday life”, “T'o understand the meaning of life with bipolar
disorder”, “The meaning of the caring encounter and the caring relation”,

“Method — choice of scientific approach, validity and transferability”.
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Conclusions

The thesis contributes with knowledge about how life, needs and possibilities
related to bipolar disorder can be understood from an existential perspective.
The scientific approach has made it possible to elucidate a magnitude and
complexity of experiencing that has not previously been described, and which
means that life is characterized by extra dimensions, specific tension and
contradictions. Knowledge of the meaning of these aspects enables for the
persons with the illness and for their close relatives to understand, to put
words to, and to communicate how their life is and what they need, which in
turn enhances their ability to influence their lives. It also increases the
opportunities for professional caregivers to develop care, both in content and
organization, so that it can meet the actual needs of those concerned in an
adequate way.

Another important conclusion of the empirical studies is that bipolar disorder
means so much more than the usual description with changes between
episodes of depression and mania. The diagnosis “bipolar disorder” thus
appears to be an inadequate label that only reflects the more obvious and
visible dimensions of the illness, while those that characterize life in its
entirety remain hidden. With such a restriction, it is difficult to understand
how elusive and confusing the existence can be for the individual. "A life with
extra dimensions” may therefore be a better label to describe the life that
persons affected by that what is termed as bipolar disorder lead, as it reflects
the character of the illness.

It also seems to be insufficient to only pay attention to the individual needs of
persons with bipolar disorder or their close relatives. The importance of the
common everyday life should instead be highlighted as the most important
factor in a liveable existence. A change in the view of mental health care is
thus needed; a change that is characterized by consensus, collaboration and
transparent communication between the person with the illness, their close
relatives and mental health care. The common goal should be about meeting
actual needs, and to strengthen a profound connectedness in order to make
everyday life more liveable.

Implications

In the last section of the thesis a model for support for a liveable life with extra
dimensions, based on the findings and the discussion, is presented. The
intention is to make visible the basis for such support. It is built in the
interaction between the persons with bipolar disorder, their close relatives and
mental health care. It is meant to be a tool for the three parties to work
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together to understand and plan for a liveable everyday life and can also be
used in educational contexts.

The major elements of the support that is advocated here are ‘transparent
communication’, ‘focus on actual needs’ and ‘profound connectedness’. Every
element is symbolized with a thin rope. When they are intertwined a stronger
and more durable rope is created; a rope that symbolizes a liveable everyday
life with extra dimensions (Figure 2). Irregularities in the thinner ropes
symbolize the individual variations in the support.

Figure 2. Support for a liveable everyday life with extra dimensions.
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BILAGA

Intervjufokus

Fokus pa fenomenet
Vad vill jag verkligen veta?

Fenomenet ir , sisom det erfars av

Fokusera pé upplevelser och erfarenheter

Bérja intervjun med att siga: Jag dr intresserad av hur dr det for just dig att
leva med bipoldr sjukdom.

Skapa trygghet genom att friga om det levda.

Stall riktade 6ppna fragor: Hur dr det for dig att leva med bipolir sjukdom?
Vill du beritta om en situation eller hindelse som visar hur det paverkar ditt
Liv!

Foljdfragor - still alltid fler 4n du tror att du beh6ver
Fraga en ging till om det som verkar sjilvklart!
Alltid 6ppna frigor!

Dréj vid det som personer berittar!

Forlangsamma beskrivningarna!

Tygla min forstielse

Fokusera pa mening och betydelse!

Jag forstar verkligen inte. Sig dirfor "Hur menar du" istillet f6r "Jag forstar”.
Nirhet och omedelbarhet samtidigt med distans och reflektion.
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Abstract

Living with Bipolar Disorder (BD) greatly affects the whole life; still the meaning of it is poorly explored from the
perspective of the individuals actually living with it. The aim of this study is thus to explore the existential meaning of life
with BD. Ten persons, six women and four men, (aged 30-61), diagnosed with BD were interviewed. A reflective lifeworld
perspective based on phenomenological philosophy was used. The findings show that living with BD entails experiencing
extra dimensions in all aspects of life, expressed in terms of a magnitude and complexity beyond that which is perceived as
pertaining to normal life. The essential meaning of the phenomenon is further described by its constituents: “a specific
intensity”, “a struggle to understand”, “an illness that is intertwined with one’s whole being”. Living with BD means more
for the individual than having episodes of depression and mania and must therefore be understood from a holistic
perspective. Adequate care for persons with BD, therefore, includes places for safe and profound reflecting about existential
issues, such as identity, trust and self-confidence. The present study recommends the caring services to change their ways to
explain and talk about the BD illness.

Key words: Bipolar disorder, caring science, extra dimensions, holistic understanding, lifeworld research, phenomenology

Introduction

Living with Bipolar Disorder (BD) greatly affects the
whole life of individuals affected by the illness as well
as their families and close friends. Issues such as
care, health, need for support and social interaction
together with ethical questions are important parts
of life with BD (Baker, 2001; Elgie & Morselli,
2007).

BD is a diagnostical classification term for a large
variety of lifelong mood swings characterized by
depressive, hypomanic, manic or mixed episodes as
described in the DSM-IV (APA, 1994) and the ICD-
10 (WHO, 2007). There are a number of different
diagnoses in the BD spectrum, each of which focus
on different aspects or combination of aspects of BD.
Pharmacological treatment is recommended for
most of them. There has been a consensus of
opinion regarding the incidence and prevalence for
BD at 1-2% of the population (Sheppard & Hill,

1996; Hilty, Brady & Hales, 1999). Recent studies
show, however, that the incidence and prevalence
has been seriously underestimated and suggest that
it could be as high as 3-6% (Tugrul, 2003; Leboyer,
Henry, Paillere-Martinot & Bellivier, 2005; Elgie &
Morselli, 2007). Ninety per cent of patients with BD
have recurrent episodes of the illness and the suicide
risk is estimated to 6-15% during depressive as well
as manic episodes (Inskip, Harris & Barraclough,
1998; Elgie & Morselli, 2007).

Many studies show that psycho-education and
recognition of early signs is needed and has a good
impact on life with BD (see, for example, Perry,
Tarrier, Morriss, McCarthy & Limb, 1999; Cutler,
2001; Dogan & Sabanciogullari, 2003; Jose, Bladdery
& Mathew, 2003; Bauer, Grof, Rasgon, Bschor,
Glenn & Whybrow, 2006; Reinares et al., 2008).
Pollack has carried out substantial research on the
treatment of inpatients with BD, where the main
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focus has been on group therapies (Pollack, 1993a;
Pollack & Cramer, 2000; Pollack, Harvin, &
Cramer, 2001). These studies also show that
patients with BD experience problems in many
different aspects of life, for example, understanding
the disorder, relating with others, managing daily life,
relating with self and living in society, and also point
to the need for patient education.

Another research field focuses on care needs of
outpatients with BD (Goossens, Knoppert-Van der
Klein, Kroon & Van Achterberg, 2007), showing
that the needs were mainly to be found in the areas
of psychological help, psychiatric help and social
functioning. The data in the study by Goossens et al.
(2007) was collected by using a survey technique
with fixed questions. Existential issues were not in
focus. They seem to have been reduced to psycho-
logical and/or social issues. A literature review by
Elgie and Morselli (2007) shows, however, that BD
has a negative impact on existential issues such as
interpersonal relations and companionship and that
the patients’ lack of understanding about BD is a
major problem. More education, information and
greater awareness are thus needed for patients,
relatives as well as advocacy organizations. The
same review also states that previously undervalued
subjective experiences, i.e. lived experiences, do
determine well-being and Quality of Life (QOL).
A study by Michalak, Yatham, Maxwell, Hale and
Lam (2007) shows that BD has an extensive impact
upon work functioning. Based on a literature review
(Baker, 2001) a questionnaire was developed to
explore users’ experiences of BD (Baker, 2002) in
terms of hospital services, community care, pharma-
cological treatments, coping strategies as well as life
changes and experiences of having bipolar disorder
illness. In the last category, which was considered
relevant for the present study, a sense of loss was
highlighted. The loss concerned an effect on the
individual’s personality, a loss that family and friends
experience, a loss of normal social activities and a
loss of the future.

Two studies show that the sexual life of women
living with BD was negatively affected by the illness
(Pollack, 1993b; McCandless & Sladen, 2003). This
area of life is neglected and there is a need for sexual
health promotion strategies for women with BD. No
studies were found concerning sexual health of men
with BD.

Patients hospitalized for treatment of BD and
attending inpatient bipolar therapy groups partici-
pated in a grounded theory study (Pollack, 1996).
Semi-structured interviews with a focus on the
participant’s informational needs and activities in
six areas, described in an earlier study of Pollack
(1993a), were conducted. The results of this study

emphasize the importance of finding information-
seeking actions in order to help the patients to be
able to understand their life and illness better. Lim,
Nathan, O’Brien-Malone and Williams, (2004) used
a client-focused approach with the aim of identifying
the psychosocial issues and difficulties faced by
bipolar patients. Three focus group discussions and
two additional individual interviews were conducted.
The study shows that persons with BD appear to
experience low self-efficacy with regard to managing
their illness and life circumstances. That may affect
the way they view themselves, their role in the
community and their future. Karlsson (2004), utiliz-
ing an interpretative approach, studied one aspect of
bipolar disorder with the aim of describing and
understanding the phenomena of mania and suffer-
ing in order to contribute to knowledge development
in psychiatric nursing. Patient’s experiences of mania
are characterized by strong emotions, involvement
and vitality. The experiences fluctuate between
elated mastery and paralyzed, anxious isolation.
BD is well explored from a biological, psycho-
pharmacological and psychological perspective but
poorly explored from the perspective of the indivi-
duals actually living with it (Sheppard & Hill, 1996;
Goodwin, 2000; Olofsson, 2000; Baker, 2001; Lim
et al., 2004; Elgie & Morselli, 2007; Ghaemi, 2007;
Inder et al., 2008). Patients also often experience a
gap between their lived experiences and the biologi-
cal explanation of them (Toombs, 1993). Further-
more the studies that focus on experiences of BD
partly use predetermined questions. Lived experi-
ences of life with BD are more frequently described
in biographies, for example, by Redfield Jamison
(1995). Despite the paucity of studies focusing on
subjective experiences of BD there is a growing
awareness of the importance of knowledge of the
lived experiences of life with BD. The aim of this
study is therefore to explore the existential meaning
of life with BD. The specific research questions are:
What is bipolar disorder from a lived perspective?
How is life with bipolar disorder experienced? With a
caring science perspective the present study focuses
on the largely unexplored areas of the lived experi-
ence of BD in order to contribute to the knowledge
base about BD. Thereby we hope to reduce the gap
between biological, psychopharmacological, psycho-
logical knowledge and the lived experience of BD.

Approach and Method

In order to understand the meaning of the lived
experience of BD a reflective lifeworld perspective
based on phenomenological philosophy was chosen
(Dahlberg, Dahlberg & Nystrom, 2008). By that
approach we aimed to come as close as possible to



the essential meaning and its variations and thereby
further develop the understanding of individuals
living with BD. The leading principles for the chosen
approach are an understanding of the world and
body as lived and experienced as something, a focus
on meaning as well as reversibility. Such research
demands a phenomenological attitude, which is
characterized by openness for the lifeworld phenom-
enon, ongoing reflection upon the meanings, brid-
ling of the understanding as well as a movement
between distance and closeness (Dahlberg et al.,
2008).

The present study is part of a major project aiming
to gain a greater understanding of different aspects
of the lived experience of BD. Lived experiences of
BD and support in life with BD were explored in
connection to each other in open interviews. In this
paper the analysis of the phenomenon “lived experi-
ence of BD” is presented. The analysis of statements
concerning the phenomenon “lived experience of
support in life with BD” will be analysed separately
and presented in another paper.

Informants and data collection

The directors for two Swedish psychiatric clinics and
a contact person for a patient advocacy group for
people living with BD were contacted and informed
about the study. After permission was granted to
conduct the study, the nurses at two community
psychiatric clinics and the contact person for the
patient advocacy group were informed and asked to
make the initial contact with persons meeting the
inclusion criteria and to inform them of the study.
Those persons who declared an interest in partici-
pating then received verbal and written information
from the first author about the study and what it
would mean to participate. Written consent was
given from the informant before the interview, made
by the first author (MR). In accordance with the
leading principle of openness access to the infor-
mants’ medical records was not sought for and
furthermore it was not considered important to
know what type of BD the informants had been
diagnosed with.

In reflective lifeworld research variation should be
considered when choosing informants. The number
of informants depends on the need to attain as great
a variation of data as possible. The nurses making
initial contact with presumptive informants were
thus after some time asked to address male and
young persons about participation in the study. Ten
persons, six women and four men, 30 — 61 years old,
diagnosed with BD, having experienced institutional
psychiatric care, living in their own homes, and at
the time of the interview not suffering from severe
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depression or mania were interviewed and asked to
describe their experience of living with BD. The
interviews were tape-recorded and lasted between 50
and 80 min. Apart from the initial question “Would
you like to tell me about your experience of living
with Bipolar Disorder?” no pre-determined ques-
tions were asked. In order to gain richer illustrations
of the experiences of the phenomenon questions like
“Would you like to tell me more about that?” and
“What does that mean to you?” were asked during
the interview. The setting for the interview was
chosen by the informant. Five interviews took place
in their homes, one at a community psychiatric clinic
and the other four at neutral settings. Some of the
informants in the present study were patients at the
chosen psychiatric clinics at the time of being
contacted but the informants from the patient
advocacy group were not. The authors have, there-
fore, chosen not to use the word “patient” but
“person” or “individual” when talking about the
informants in the findings.

Data analysis

The interviews were transcribed verbatim by the first
author and the text was analyzed for meaning in
relation to the research questions for this initial
study. The data analysis was conducted following
the structure of whole-parts-whole described by
Dahlberg et al. (2008). To get a sense of the whole
the text was initially read twice, trying to retain an
open mind without starting the analysis process.
With this sense of a whole as a background the
focus of the analysis process changed to the parts.
Meaning units were marked and described with a
few words and in order to structure the meanings,
clusters of these were formed and after having
formed a number of clusters in several different
ways a pattern of meanings emerged. A new whole, a
structure of the essential meanings of the phenom-
enon “the lived experience of Bipolar Disorder” was
formulated and further described by its constituents,
which are the variations of the essence.

Ethical considerations

The study was approved by the directors of the
psychiatric clinics. In accordance with the then
existing Swedish legislation, no formal ethical
permission was needed for research studies that
have no intention of affecting the informants physi-
cally or mentally (SFS, 2003, p. 460). The specific
legislation on ethical aspects of research had only
recently been introduced and thus the regional
board for ethical approval was consulted about the
present study and a written verification that no
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formal permission was needed was received. Infor-
mation to the presumptive informants as well as
the informed consent agreement was designed in
accordance with the basic principles as stated by the
regional board for ethical approval.

Participation through one’s own choice, an option
to terminate participation without an explanation,
confidentiality for the participant and written con-
sent was emphasized. The present study elucidates
the life situation and needs of individuals with severe
psychiatric illness and can contribute to the rights of
this group of patients to receive even better psy-
chiatric healthcare services. The process of reflec-
tion that could start through participation could be
positive and profitable for the informant. In order to
minimize the risk of discomfort the informants were
also informed of the possibility of having an extra
appointment with a professional caregiver at the
psychiatric clinic if needed. The value of the study
was assessed to weigh up eventual discomfort for the
informant.

Findings

The meaning of the lived experience of Bipolar
Disorder, the essence and the variations, is presented
below. Presentations of essential meanings are writ-
ten in present tense while they describe how the
phenomenon is, i.e. the meaning and not what the
informants said about it.

The essential meaning of the lived experience of bipolar
disorder

Living with bipolar disorder (BD) entails experien-
cing extra dimensions in all aspects of life, expressed
in terms of a magnitude and complexity beyond that
which is perceived as pertaining to normal life.
Magnitude entails a specific intensity and tension
in the individuals’ feelings and experiences and these
are of all different kinds existing side by side and
creating chaos in life. Life is simultaneously pre-
dictable and unpredictable. Despair exists alongside
hope with room for experiences of both reality and
unreality. Life is characterized by containing “both”
rather than discerning between “one or the other”;
the differing experiences do not exclude each other
but are a part of the magnitude of experiences.
There is more of this tension and simultaneousness
when living with BD than that which is understood
as pertaining to normal life. The magnitude also
entails a life in which past experiences together with
future expectations of experiences are more evident.
Complexity entails an existence in which the
illness is intertwined with life and, therefore, always
present. It means trying to understand and respond

to experiences that are so complicated, to the extent
of being almost intangible and diverse, that they are
thus difficult to comprehend in relation to that
which is perceived as being normal life. It means
being involved in an ongoing struggle to keep
contact with oneself and to be able to have a life
that corresponds to how one perceives oneself to be.

The magnitude and complexity of life is explicitly
experienced but words are felt to be inadequate for
describing what is actually experienced. This leads
to feelings of having difficulties in comprehending
what it means to live with BD and thus difficulties in
communicating it to other people. Different illustra-
tions and comparative words are used in order to
attempt to communicate what it is like to live
this life with a magnitude of experiences. Such
words that are used are: out of the ordinary and
the comparative forms of adjectives such as larger,
deeper, stronger, faster, slower, brighter, more than
usual, less than, beyond, lower, easier, more diffi-
cult, higher, lighter, weaker and darker. However,
the adjectives are not used in a comparable sense or
as opposites but as an attempt to describe experi-
ences of something more.

The meaning of the lived experience of BD is
further described by its constituents, which repre-
sent the variations of the meaning: a specific intensity,
a struggle to understand, an illness that is intertwined
with one’s whole being.

A specific intensity

Individuals with BD have the same kind of experi-
ences in life as other persons but there is a significant
difference. Their experiences are characterized by
more dimensions and a specific intensity. The feeling
that “something is wrong” has been experienced
since childhood or youth and thus it is a relief to
receive a biological explanation of BD. However, the
meaning of living with BD goes beyond these
explanations. The specific intensity in life with BD
manifests itself in many different ways and is
experienced as being difficult to understand and to
describe for others, thus the need to use illustrations
and metaphors. The intensity in life is, for example,
illustrated as ocean waves that are sometimes
threatening while at other times just a ripple on the
surface of the water.

The specific intensity affects levels of activity, time
needed to do things, reflection and time itself. In
periods of rapidity it is possible to do many things at
the same time. “The brain starts spinning”. Experi-
ences of increased capacity to think and act are very
strong and life is infinite, without limits or bound-
aries.



Yes, I can experience a hundred things in one
second. They just flash past. And when I regain
consciousness I'm still sitting there smoking, I
haven’t even taken a puff of my cigarette [laughs].

There are also periods when the capacity to think
and act decreases; it takes an eternity for the evening
to come. Thus the meaning of time changes and the
connection to time as measured in hours, minutes
and seconds is lost.

The specific intensity also concerns sensitivity,
which is illustrated as an “emotional opening
upwards”. Feelings that are impossible to express
in words can be expressed, understood and felt in
paintings, poems and music. Intense perception
increase the individual’s sensibility regarding him-
self/herself, other people and surrounding condi-
tions, making it possible to instantly feel warmth or
the cold.

I’ve been able to both think and feel at different
levels at the same time. ... I could register feelings
about people whilst at the same time standing to
one side. ...But if I count them then I could
perhaps be on five to six levels at the same time
feeling, being in myself and changing back and
forth.

Having close relationships with truthful, honest
and faithful others becomes a necessity. The specific
intensity is also valid for the ability to think and
reflect. Intense sensitivity added to intense reflection
makes it difficult to understand oneself and life.
Furthermore, a feeling of not being understood by
others emerges. Lack of concentration and focus
makes it hard, for example, to carry on a conversa-
tion, to read a book and to watch TV, together with
experiences that such things are very simple. This
intensity is experienced both as a gift and as a
weakness. It is, however, extremely difficult to live
with such intensity for a long period of time. It
seems, for example, as if the body is aware of the
need for limitations and thus blocks up the connec-
tion to some of the intensity without consciously
thinking of it. Another solution can be medication
and limitations of that kind are experienced as both a
relief and a loss.

Other areas of life where the specific intensity is
experienced are: well-being, suffering, tiredness and
weariness. Sometimes daily living, thinking, under-
standing and doing things becomes difficult and
everything is experienced as being onerous. At other
times one has no worries and sufficient energy to
achieve whatever is needed. Life with BD also entails
intensely dark periods. One’s mind is as though it is
out of order and a breakdown can be close at hand.
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Dark thoughts and images of negative experiences
increase to a great degree and are repeatedly shown
on an inner movie screen. At these times it becomes
difficult to live and hope for a change.

It’s as though the doors to everything that’s been
negative in my life open up and all those previous
depressions have been stored in that room. And
when the doors open so all this negativeness and
darkness just pours right into me so that I [sighs]
feel really bad.

Fluctuating between the extremes of self-confi-
dence is also characterized by intensity. Life on
“high mountains” exists together with great trust in
one’s own ability. Life “in the valleys” is the reverse.
Great self-confidence often turns into an experience
of sadness, of low self-esteem and of being worthless.
Then need for sleep and time spent sleeping can
vary, for example, in difficult times sleeping brings
protection and rest, while in times of great energy
levels and intense clarity in thought and emotion the
need of sleep is less. One may only sleep a few hours
a day without a sense of being tired, however, even
without being tired the need for sleep is there. One
informant talks about a situation when trying to
convince himself/herself of that need and when not
feeling it, by writing the words “be silent” on the
wall.

The capacity of being “enormously strong” on
some occasions and “shivering and weak as a kitten”
on others together with the awareness of having a
potentially violent streak is dangerous for the in-
dividual experiencing it. Sensory experiences are
also characterized by intensity, for example, colours
(including black) sometimes have more nuances and
auditory sensations are sometimes stronger and
more intense. Such intense sensory experiences
also include experiences of seeing and hearing things
that have actually not occurred.

...and I was going to buy nappies, I recall, and I
was standing there with my hands on a packet of
nappies and then they called out on the loudspea-
ker ‘Domus customer radio, Mrs [interviewees
surname] to the information desk’ and so I went
there but there was no one there.

Life with BD has a specific recurring rhythm, both
general and individual, consisting both of bottom
and top levels as well as different phases. The highs
and lows are the same as for all persons but they
differ in intensity. Experiences in one phase affects
life in other phases and are, therefore, intertwined
with life as a whole. The general and the individual
side of the rhythm are illustrated as being a roller
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coaster with a small roller coaster inside, a life with
big threatening waves together with a ripple on the
surface of the water and also as high mountains on
the sunny side of life together with deep valleys on
the dark side of life.

A struggle to understand

Living with BD means an ongoing struggle trying to
understand a life in which there is always more to
consider. There is an additional principal activity
that, over and above all the common everyday
activities, occupies the individual’s attention, and
that is thinking. It entails trying to understand
oneself, other people and situations, what is helpful
in life, what is to be avoided and also what is real and
is not real. This struggle to understand is so
complicated and difficult that it is described as a
daily battle. Meeting others who are able to under-
stand what it is like to be in this struggle, even just to
some extent, is experienced as being “wonderful”.
One aspect of this struggle is a vague awareness of
“not being normal” and of being “stupid” and
“wacky”. It means in one sense not knowing that
one lives with what is labelled as BD though in
another sense knowing it, which can create chaos
and confusion. The struggle to understand also
concerns to what extent one can trust oneself and
be confident in one’s own judgement and abilities to
discern. Living with BD means lacking harmony in
terms of self-confidence.

One of the major difficulties in having bipolar
disorder is that one can’t really trust oneself.
Philosophically it is not possible for anyone to do
it but you can still know who you are and what you
are, etc. It becomes so damn obvious, I feel good
now but can’t be sure if I will in a year’s time and
most other people can do this in some way.

The individual is in contact with himself/herself
and is deeply rooted when experiencing what is
perceived as normal life. It is possible to know
oneself and to live a life that corresponds to one’s
own perception of oneself, however, this is not true
for experiences, thoughts, feelings and wishes in
times of extremes of self-confidence. The senses are
out of order and it is difficult to control and cope
with life as well as to make good judgements and
decisions. That entails a feeling of being in total
darkness, but still connected to oneself “by a thin
and fragile thread”. The struggle is about maintain-
ing and strengthening this contact with oneself, to
hold oneself together and not to lose one’s foothold.
It is a terrifying experience to lose hold of oneself.

One informant uses a part of a well-known cartoon
film to describe how it is like.

Yes it feels like, like one’s body’s going to pieces.
It’s like, it’s like an egg, you’re like an eggshell that
starting to crack, you know like Piff and Puff,
when they’re in that cartoon film, that’s what it’s
like, you really feel like an eggshell that’s going to
crack. ... And it’s, it’s really terrible, it is.

Another example of the struggle to not lose
contact with oneself is a transition of mind from a
familiar everyday fog to a terrifying clarity, where the
unreal appears. On Christmas Eve morning the
informant wakes much earlier than usual with a
feeling of having a completely clear mind. Life is
usually lived with a feeling of being in a fog, almost
as if being intoxicated. The expectation and wish for
a life without BD arises together with that extreme
clarity of mind. However, for this informant the
clarity of mind involves strong feelings of fear and
means contrarily that life will become worse and that
hospital care will be needed in approximately four
weeks. Thus having a clear mind, which would
normally be experienced as being positive, turns
out to be the first step towards losing the contact
with oneself. In order to avoid that the informant
desperately tries to find a way back to the foggy and
secure state of mind by increasing the medicine
dosage and by limiting contact with others and the
world around him/her. The large number of varying
descriptions, provided in the interviews, illustrates
the difficulties in understanding and communicating
the meaning of living with BD.

Yes, I felt sort of, not elated but, some, something
happened inside me sort of. It was something that,
well it’s a bit difficult to ... [Int: Difficult to
describe?] Yes, it’s very difficult to describe ...
Yes and now I can say that it didn’t happen like
that [laughter]. I see things very clearly today. It
was just fantasy. But then in that particular
situation I was in it felt incredibly strong and real.

Another important example for understanding life
with BD is given and in this case the struggle to be in
contact with and to be deeply rooted in oneself is
taking place in a kind of non-visible inner nervous
system. This system contains channels for streams of
energy and if too much waste is left in these channels
then an emotional vulnerability is created that ends
with an inner explosion. This kind of explosion
breaks down the normal ways of controlling oneself
and navigating in life and leads to emotional chaos
and thus control and contact with reality and oneself
is lost. In order to avoid that it is important to listen



to one’s feelings and try to live one’s life without
letting feelings be put aside.

The struggle to understand and to be in contact
with oneself means a life in chaos, experiencing
shame, confusion, anguish, horror, anger, wrath,
self-contempt, powerlessness and violence. There is
also much happiness, joy, gratefulness and satisfac-
tion in life with BD but even then the struggle is
more or less present. The struggle can appear
through worry whether the peace and happiness
will last or if a new period of unreality lurks round
the corner.

An illness that is intertwined with one’s whole being

BD pervades the individual’s whole life. The illness
is intertwined with one’s whole being and indivisible
from one’s identity. It is always present but manifests
itself in different ways in different times in life. Some
aspects of the magnitude, for example, creativity and
spirituality, are present since childhood. A common
experience is that caregivers offer simplified expla-
nations of BD as something lying outside oneself.
Using his big hand he says this is the illness or this is
you and this is the illness that we’ll fight against.

Such an explanation most often at first brings a
feeling of relief but that can change into doubt. To
fight against the illness is impossible because that
means fighting against oneself. The struggle is the
reverse; it is all about fighting for oneself, for being in
contact with oneself. In this intertwined life another
complex aspect emerges. Sometimes the illness is
“skin-tight” and “close”, one “is bipolar and ill”,
while at other times one “is in contact with oneself”,
one “has bipolar disorder” and “is healthy”. It is
very important to have others to talk to about the
tension and complexity. Reflections on one’s being
in relation to the illness are necessary and important
as a part of the journey towards accepting having
BD. Being able to accept that one has this illness is a
turning point in life, and acceptance is essential for a
higher degree of self-control.

Even when the individual has strong contact with
himself/herself the illness simultaneously expresses
itself through feelings of guilt and shame for what
has occurred when having weak contact with oneself
as well as through concern and anxiety for what may
happen in the future.

It can be unbearable to think about how one has
hurt those who are most important in one’s life. The
shame and guilt of driving without self-control is so
terrible that it is impossible to verbalize. One such
experience forces one informant into a feeling of
being in darkness almost unable to maintain contact
with his/her inner self for two days. The individual is
thus left to deal with both the practical consequences
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of what has happened on such occasions as well as a
bad conscience. Relations to others are also affected
and the individuals can suffer greatly, sometimes
evoking thoughts of suicide in the realization that
one has been uncontrollably angry with a friend or
employer or has hurt loved ones. Life with BD also
contains strong experiences of self-contempt and
disappointment.

Sometimes I can feel very bitter about not having
got help before, because I’ve lost contact with so
many people on the way, or neglected them or
how should I describe it ...I haven’t had the life
that I thought I would have when I was younger is
one way of saying it. Had or perhaps not been able
to get that life because of how I’ve felt. I’ve been
on the way to reaching some of my goals but then
there’s come nothing of it and it’s not good for
your self-esteem, you hate yourself also.

Such feelings increase when understanding that
others feel let down and judge the tiredness as
unwillingness or laziness. BD is also present when
grief is experienced for having lost important time in
life by not having been able to understand life with
BD as well as for not having energy to live more than
half the life one wishes to live. Tiredness makes it
hard to keep promises such as meeting friends or
going to a party as planned. The suffering due to not
having energy to support one’s children as desired is
immense, sometimes helping with homework is
impossible or an apparently short parent-teacher
meeting can be more than one can bear. It is difficult
to meet the expectations of being involved in school
matters, it can for example, be overwhelming to
prepare for a picnic at short notice, and the feeling of
letting the children down while they are taking a
great deal of responsibility is difficult to bear.

All these experiences of shame and guilt are
experienced as a background for the always present
anxiety and concern for the future.

I now have a relationship with a girl and I'm
worried if I’ll start doing too much or be depressed
and that it will ruin things in my life again as it has
done several times before.

Anxiety also concerns matters of economy and
education. Life with BD may make it difficult to
pursue an education programme, and it may be
necessary to take a break and wait until one has more
energy or an ability to concentrate. Experiences of
this kind influence self-confidence. Life with BD
also means to struggle with financial matters, being
as receiving care and being unable to work reduces
one’s income. In order to think and to try to
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understand oneself and one’s life entails a great
effort and thus it is difficult to respond to society’s
expectations concerning a capacity to work.

[Sighs] I don’t know what it will be like in the
future as I’m supposed to be well enough to work
part-time, as I’ve been work training since May at
a day nursery. The doctor at the Social Welfare
Office says that I’'m well enough to work 50%.
‘You can start working now, we’ll send you to the
Employment Office’. [Int.: And what did you
think about that?] Forget it, ’'m not well enough,
I have been work training on my conditions, and
I’ve felt well because of that, I’ve not had any
responsibility, they’ve not given me any groups of
children to take care of. If I don’t come to work
one day then there’s no disaster, I don’t cause
anyone else any trouble. To start work with all that
it entails, I can’t manage that, I can’t go out and
sell myself. I haven’t the self-confidence or the
energy to do that.

It is a common experience among the informants
that they are treated for recurrent depressions and
not BD until some caregiver begins to ask questions
about their whole life situation and especially what
has happened prior to feeling depressed. Such
questions and interest open up for an understanding
of life with BD, for an illness intertwined with life.

Discussion

The findings of the present study show that living
with BD entails experiencing extra dimensions in all
aspects of life, expressed in terms of a magnitude and
complexity beyond that which is perceived as pertain-
ing to normal life. A specific intensity characterizes all
experiences in life with BD. There is an ongoing
struggle to understand this intensive life in which
there is always more to consider. Questions of trust
and self-confidence are of great importance. As the
illness is intertwined with one’s whole being it is even
more complex to understand existential issues such
as: who was I before, who am I now and what will
I become. Experiencing extra dimensions are also
evident in more of shame and guilt for past experi-
ences together with an always present anxiety and
concern for the future.

Previous research does not, as far as we have
found, discuss and critically reflect on labelling the
illness as BD and thus, BD has predominantly been
understood from a perspective of polarity, i.e.
episodes of mood changes alternating between the
two extremes of depression and mania, which has
contributed to a disjointed understanding of BD.
The present study challenges that concept of polarity

and suggests that BD must be understood from a
holistic perspective, considering experiences of more
inner tension, which is created by the extra dimen-
sions of magnitude and complexity i all aspects of life
with BD. Living with BD thus means much more for
the individual than having episodes of depression
and mania. BD is a label that only reflects the more
obvious and visible dimensions of the illness exclud-
ing the more invisible dimension that causes a large
amount of confusion and tension. When living with
BD the illness is always present in life whether
depression or mania is present or not. As the present
study shows, the illness is intertwined with one’s
whole being. It pervades the individual’s whole life
and is indivisible from one’s identity. It seems fair,
therefore, to conclude that it is insufficient to divide
life with BD into different episodes without con-
sidering the holistic dimension of BD.

The present study thus supports the research that
states that BD is often underestimated and wrongly
being understood as just depression (Tugrul, 2003;
Leboyer et al., 2005; Elgie & Morselli, 2007). Most
of the informants in the present study were treated
for recurrent depression but they knew that there
was “something more” with them. That “more” was
the meaning of life with BD as described in this
study. The present study shows that, when care-
givers ask patients treated for recurrent depression
questions about the whole life situation and what has
happened before having a depression, difficulties
related to BD will more certainly be revealed.

Hence this study emphasizes the importance of a
holistic understanding of life with BD, which in turn
corresponds with the studies emphasising the sig-
nificance of psycho-education (see, for example,
Perry et al., 1999; Cutler, 2001; Dogan & Saban-
ciogullari, 2003; Jose et al., 2003; Bauer et al., 2006;
Reinares et al., 2008). However, the present study
shows that questions of trust, self-confidence and
comprehension of identity are essential for indivi-
duals with BD, strongly influencing the sense of
having control in life. As found in the present study
these issues should be given a leading position in
patient education in order to enhance understanding
of other issues dealt with in the patient education.
For example, recognition of early signs of BD
grounded in an understanding of life with BD can
affect the ability to live a meaningful and good life.

While using five different research methods, four
qualitative and one quantitative, similar research
findings on significant issues concerning life with
BD have been found (Baker, 2002; Pollack, 1996;
Lim et al., 2004; Inder et al., 2008, Jonsson, Wijk,
Skirsiter & Danielsson, 2008). The issues mentioned
are about the sense of self, identity, the view of self,
illness and future, trust in self and self-acceptance.



The present study describes those issues as well but
goes one step further while describing the meaning of
life with BD. It goes without saying that depression
and mania are the more obvious and visible expres-
sions of BD and has therefore been explored with
many types of research methods. A lifeworld perspec-
tive can thus contribute to the study of the meaning of
life with BD in its entirety.

Nurses play an important role in that entirety, as
they often are responsible for the patient education
and for motivation for treatment (Morrissey, 1998;
Tugrul, 2003). Therefore, it is important that nurses
are able to create a caring relationship with the
patient so that the patient can experience under-
standing and good care over time (Morrissey, 1998;
Johansson & Eklund, 2003). Such a caring relation-
ship is where dialogues can take place, about what it
means to have the diagnosis of BD and to live with
the illness.

Michalak et al. (2007) studied the impact of BD
upon work functioning. Five main themes of pro-
blems were presented: lack of continuity in work
history, loss, illness management strategies in the
workplace, stigma and disclosure in the workplace
and interpersonal problems at work. The present
study emphasizes a further issue related to difficulties
in work, namely the difficulty to respond to society’s
expectations concerning an ability to work. As the
BD illness is intertwined with life it does not
correspond to the generally accepted approach in
Sweden when assessing a person’s ability to work and
his/her illness in terms of percentages. The ability to
work could change in many ways and the support
from the Employment Office should also be of
variety, considering the holistic perspective of BD.
Tse and Walsh (2001) states that clinical recovery
does not necessarily mean functional recovery for
individuals with BD and that this may reduce
preparedness for employment. The present study
shows that the specific intensity in life with BD might
be useful in occupational situations of a creative
nature.

Another issue that needs to be discussed is the use
of the word “normal”. Does anyone live a normal
life? In this study the word “normal” is used in
accordance to how the informants use it. All the
informants mean that their lives are not normal; they
know that there is something more in their lives than
in the lives of persons without BD. The use of the
word does not express a value, it is just a statement
that it differs from what they find to be a normal life.
They may use different words as “ordinary”, “com-
monly understood” for that but the meaning is clear,
it means that life with BD entails experiencing extra
dimensions in all aspects of life, dimensions not
deemed to pertain to normal life.
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Methodological reflections

In this study a descriptive phenomenological method
(Dahlberg et al., 2008) has been a guide for the work
with data collection and analysis. Is it possible to
describe a phenomenon without interpreting? As
humans we are always living with influence from our
historical context (Gadamer, 2004) and cannot be
completely free from preconception but with a
phenomenological reflective attitude it is possible
to set aside more of one’s preconceptions than
without, in order to maximize possibilities for an
open attitude. During the interviews a balance
between immediacy and reflection was strived for.
As the findings show, words were often felt to be
inadequate for the informants when describing
experiences of BD. This was also a challenge for
the interviewer. It required great concentration to
follow the narratives closely whilst constantly reflect-
ing. On some occasions during the interviews the
interviewer was not certain if the informants really
talked about the phenomenon in question, and
therefore asked if what they talked about did
concern living with BD. In all of these cases they
confirmed that it concerned life with BD. The
informants also were sensitive about the ability of
the interviewer to follow the descriptions of experi-
ences that went beyond what is commonly shared
and accepted. In the analysis process following
question was constantly asked and reflected upon:
“Does the text really say and mean this?”

The question of generalization also needs to be
addressed. Phenomenological findings do have an
essential part of the meaning as well as parts showing
the variations of the meaning. If the collected data is
of great variation, the essential meaning can be
widely applicable in similar contexts. This means
that experiencing extra dimensions in all aspects of
life, expressed in terms of a magnitude and complex-
ity beyond that which is perceived as pertaining to
normal life, most probably is general for all indivi-
duals living with BD. The variations of that essential
meaning are closely and reversibly connected to the
essence but show the different expressions of the
meaning of life with BD.

Conclusions

e Living with BD means more for the individual
than just having episodes of depression and
mania and must, therefore, be understood from
a holistic perspective.

e An understanding of the meaning of life with
BD may strengthen the sense of control and
involvement in life and care for individuals
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living with BD and also improve the quality of
psychiatric health care.

e Individuals with BD need to be offered a work
situation that corresponds to the illness being
intertwined with life.

Clinical implications and future research

o Adequate care for persons with BD includes
places where safe and profound reflection on
existential issues, such as identity, trust and
self-confidence, can be carried out. Such a
place could, for example, be a caring relation-
ship, a group setting created for that purpose,
perhaps in connection with a patient education
group.

e In the process of detecting BD it is important to
ask patients treated for recurrent depression
questions about the whole life situation and
especially what has happened prior to feeling
depressed.

e The caring services are recommended to
change their ways of explaining and talking
about the BD illness. It is better to support
individuals with BD in the fight for being in
contact with themselves than in a fight against
the illness, while that would mean that they are
fighting against themselves.

The present study shows that persons living with
BD are involved in a struggle trying to understand a
life in which there is always more to consider.
Therefore, future research will focus on the meaning
of support in life with BD.
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Abstract

The extensive suffering related to a complex life situation with bipolar disorder (BD) and the reported difference between
care needs and the needs that are actually met implicates that there are still questions about management of life with BD
that need to be answered. The present study therefore aims to describe the meaning of the conditions that enable a good life
with BD. Ten persons, six women and four men (aged 30-61), diagnosed with BD were interviewed. A reflective lifeworld
perspective based on phenomenological philosophy was used. The findings present the essential meaning of the conditions
that enable a good life with BD as a dependence that empowers, which is further described by its constituents: “turning the
course of life,” “protecting oneself from running out of energy,” “being needed,” “being oneself through reliable others,”
“personal landmarks for navigating through life.” A voluntary chosen dependence, as described in the present study, is a
new approach of care that enables a good life with BD, while enhancing own power, freedom, and control. The conditions
that enable a good life with BD are more than separate supporting measures. Therefore a holistic perspective is preferable
while providing care for individuals with BD.
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described in the DSM-IV (APA, 1994) and the
ICD-10 (WHO, 2007). There are a number
of different diagnoses in the BD spectrum, each of
which focuses on different aspects or combination of
aspects of BD. Pharmacological treatment is recom-
mended for most of them. Incidence and prevalence
is estimated to 1-6%. Ninety per cent of patients
with BD have recurrent episodes of the illness and
the suicide risk is estimated to be 6-15% (Elgie &
Morselli, 2007; Inskip, Harris, & Barraclough, 1998;
Leboyer, Henry, Paillere-Martinot, & Bellivier,

Introduction

It is well known that life with bipolar disorder (BD)
is characterized by a struggle to understand oneself
and to manage a complex life situation (see for
example, Baker, 2001; Elgie & Morselli, 2007; Inder
et al., 2008; Jonsson, Wijk, Skirsiter, & Danielsson,
2008; Pollack, 1996). The extensive suffering related
to BD influences individuals as well as society to a
great extent (Bhugra & Flick, 2005; Soares-Weiser
et al., 2007). The present paper, which focuses on
the lived experience of what is needed for a good life

with BD, is part of a major project aiming to gain a
greater understanding of different aspects of the
lived experience of BD. The meaning of life with BD
has been presented in an earlier study (Rusner,
Carlsson, Brunt, & Nystrém, 2009).

BD is a diagnostical classification term for a large
variety of life-long mood swings characterized by
depressive, hypomanic, manic or mixed episodes as

2005; Tugrul, 2003).

In a study that included a variety of needs for
support (Baker, 2002), users’ experiences of illness,
service, and treatment were explored. Support of
family and friends was rated as being of greatest value,
followed by medication, the support from specialist
services and support groups. Karlsson (2006)
emphasizes the importance of having significant
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others when living with BD and Vieta (2005) argues
that pharmacotherapy combined with psychosocial
interventions can improve a greatly needed awareness
and understanding of BD.

Needs concerning stability, sleep, and sexuality
are mentioned in several studies. Pollack (1995a)
emphasizes the ongoing processes of information-
seeking and self-management while striving to
achieve stability, normality, and control in life with
BD, despite both internal and external barriers.
According to Jonsson et al. (2008) increased hope
of being able to influence the condition together with
stable structures in life facilitates the management
of daily life. Lim, Nathan, O’Brien-Malone, and
Williams (2004) show that patients with BD seek an
elusive stability in mood and life, which affects their
view and perception of the future. Post (2005)
maintains that early diagnosis and understanding
of the illness, early medical treatment as well as
support from family and friends prevents serious
negative impact on life, but emphasizes that there is
a great need for new approaches that sustain a long-
term stability in life with BD. Umlauf and Shatell
(2005) state that sleep loss plays an important role in
life with BD and the authors mean that patients need
to be taught to improve the quality of their sleep and
give suggestions of how this can be done. Bauer et al.
(2006) have studied the temporal relationship be-
tween sleep and mood in patients with BD and they
show that sleep changes from a previous pattern may
indicate that a large mood change is imminent.
Support needs concerning sexual issues of patients
with BD are poorly explored. However, a sexually
risky behavior is associated with some phases in
life with BD and should therefore be considered in
order to promote health for individuals with BD
(McCandless & Sladen, 2003).

A high non-adherence to medical treatment
causes an increased suffering for patients with BD
(Sajatovic, Davies & Hrouda, 2004; Scott & Pope,
2002). Lewis (2005) emphasizes the need to estab-
lish a therapeutic alliance while it is a prerequisite to
help achieve optimal wellness for the patient and not
just remission from symptoms. An open commu-
nication between patient and physician helps to
recognize and overcome barriers leading to treat-
ment adherence. Dogan and Sabanciogullari (2003)
have studied the impact of education on medication
in some aspects and the authors maintain that such
an education focus increases the medication knowl-
edge, quality of life and regular medication use, and
leads to a decrease in the level of symptoms.

Goossens, Knoppert-van der Klein, Kroon, and
van Achterberg (2007a) report frequent care needs
of timely indications of early warning signs, coping
with grief and setbacks, talking about life experi-

ences, identification of help and guidance as well as
gaining more self-confidence. Morris et al. (2005)
have studied the relationship between care satisfac-
tion, hope, and life functioning. They suggest a
continued focus on symptom reduction and relapse
prevention, but stress that strengthening patient
hope is also important in enhancing functioning of
life. Pollack (1995b) emphasizes the need for in-
formation and education for individuals and their
families in all health care settings. Psychoeducation,
both for patients and their significant others, has a
good impact on life with BD while facilitating
recognition of early signs (Bauer et al., 2006; Cutler,
2001; Perry, Tarrier, Morriss, McCarthy, & Limb,
1999; Reinares et al., 2008).

Michalak, Yatham, Maxwell, Hale, and Lam
(2007) have studied the ways in which the symptoms
of depression and mania were presented in the
workplace. They show that there are problems with
a lack of continuity and consistency, with different
aspects of loss, with stigma and disclosure at the
workplace together with interpersonal problems.
Examples of management strategies in the workplace
are: removing themselves from occupational settings
or reducing workload when symptoms appear, and
enlisting emotional or practical support from trusted
co-workers. More measures to facilitate for indivi-
duals with BD to achieve success in a work situation
and to attain their vocational goals are needed (Tse
& Yeats, 2002).

Previous research thus shows that there are still
questions about management of life with BD that
need to be answered. For example, a difference
exists between reported care needs and the needs
that are actually met (Goossens et al., 2007a). The
present study therefore aims to describe the meaning
of conditions that enable a good life with BD.

Approach and method

A reflective lifeworld approach, based on Edmund
Husserls and Maurice Merleau-Ponty’s phenomen-
ological epistemology was used. Reflective lifeworld
research aims to clarify and illuminate the structure
of meanings of phenomena related to human
existence (Dahlberg, 2006; Dahlberg, Dahlberg, &
Nystrom, 2008). By choosing to use that approach
we aimed to come as close as possible to the essential
meaning and its variations and thereby further
develop the understanding of the phenomenon
conditions that enable a good lfe with BD, that is
closely related to human existence.

The leading principles for the chosen approach
are an understanding of the world and body as lived
and experienced as something, a focus on meaning
as well as reversibility. Such research demands a
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phenomenological attitude, which is characterized
by openness for the lifeworld phenomenon, ongoing
reflection upon the meanings, bridling of the
understanding as well as a movement between
distance and closeness (Dahlberg & Dahlberg,
2003; Dahlberg et al., 2008).

Informants and data collection

Ten persons, six women and four men, 30-61 years
old, diagnosed with BD, having experienced institu-
tional psychiatric care, living in their own homes,
and at the time of the interview not suffering from
severe depression or mania were interviewed and
asked to describe their experience of what is needed
for a good life with BD. Seven of the informants were
parents, four informants were living together with a
partner and nine informants identified close signifi-
cant others. Four of the informants had ordinary
jobs on the open labor market, two were in a training
program with the goal of gaining employment, and
three were occupied with daily rehabilitation. Only
one of the informants was without any kind of
occupation. The informants were selected from
two Swedish psychiatric clinics and one patient
advocacy group for people with BD. Permission to
conduct the study was granted by the directors of the
clinics and a contact person of the patient advocacy
group. The nurses at two community psychiatric
clinics and the contact person for the patient
advocacy group were informed and asked to make
the initial contact with persons meeting the inclusion
criteria and to inform them of the study. Those
persons who declared an interest in participating
then received verbal and written information from
the first author (MR) about the study and what it
would mean to participate. Written consent was
received from the informant before the interview,
which was carried out by the first author. In
accordance with the leading principle of openness,
access to the informants’ medical records was not
sought for and furthermore it was not considered
important to know what type of BD the informants
had been diagnosed with. In order to attain as great a
variation of data as possible, the nurses making
initial contact with presumptive informants were
thus after some time asked to address male and
young persons about participation in the study.
The interviews were tape-recorded and lasted
between 50 and 80 mins. Open questions with a
focus on the lived experience of what is needed for a
good life with BD were asked. The setting for the
interview was chosen by the informant. Five inter-
views took place in their homes: one at a community
psychiatric clinic and the other four at neutral
settings. Some of the informants in the present study
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were patients at the chosen psychiatric clinics at the
time of being contacted but the informants from the
patient advocacy group were not. The authors have
therefore chosen not to use the word “patient” but
“person” or “individual” when talking about the
informants in the findings.

Data analysis

The interviews were transcribed verbatim by the first
author and the text was analyzed for meaning in
relation to the research question. The data analysis
was conducted following the structure of whole-
parts-whole as it is used and described by Dahlberg
et al. (2008). To get a sense of the whole the text was
initially read twice, trying to retain an open mind
without starting the analysis process. With this sense
of a whole as a background the focus of the analysis
process changed to the parts. Meaning units were
marked and described with a few words and in order
to structure the meanings, clusters of these were
formed. Out of these clusters a pattern of meanings
emerged. A new whole structure of the essential
meanings of the phenomenon “the lived experience
of conditions that enable a good life with BD” was
formulated and further described by its constituents,
which are the experiential variations of the phenom-
enon.

Ethical considerations

The study was approved by the directors of the
psychiatric clinics. In accordance with the then
existing Swedish legislation, no formal ethical
permission was needed for research studies that
have no intention of affecting the informants physi-
cally or mentally. Information to the presumptive
informants as well as the informed consent agree-
ment was designed in accordance with the basic
principles as stated by the regional board for ethical
approval.

Findings

The essential meaning of the conditions that enable
a good life with BD is a dependence that empowers.
Life with BD is characterized by a strong, restless
desire to be able to conduct one’s life, and thus
having a greater possibility of living a good life,
which means a life corresponding to how one
perceives oneself to be. The need to find ways to
facilitate control over one’s life is particularly strong
in life with BD. Awareness of one’s life as a life with
BD and therefore being more dependent is the
turning point from powerlessness to hope, meaning,
and belief in the future. Furthermore, a voluntary
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chosen dependency means freedom to enhance
control in life and protection from running out of
energy. Choosing dependence concerns relation-
ships and responsibility as well as dependence on
personal landmarks for navigating through life.
These essential conditions are more than just
separate supportive measures, they constitute a
fertile ground where a good life with BD can develop
and grow.

The meaning of the conditions that enable a good
life with BD is further described by its constituents,
which represent the variations of the meaning:
Turning the course of life, protecting oneself from
running out of energy, being needed, being oneself
through reliable others, and personal landmarks for
navigating through life.

Turning the course of life

Being diagnosed with BD means getting a confirma-
tion of a vague embodied knowledge that something
really “is wrong.” The diagnosis also means that one
is not the only one living with BDj; there are many
people around the world sharing this life situation.
The feeling of commonality and belonging makes
one less lonely. It eases the suffering and is most
often the first step on the way toward an important
turning point in life with BD. The turning point
means realizing that one’s life is a life with BD and
that one has a choice to make. The choice concerns
aspects of dependence as well as freedom and
control. By choosing to involve others and to accept
limitations, one opens up for new possibilities for
freedom and the power to evolve.

Having a growing hope for a good life, which
is worth living, is a strong inducement for change
and can be significant for an open attitude toward
change. Openness for change comes from within; it
thus cannot be forced upon someone. Being open for
a change in life comes above all from the point where
suffering reaches a certain limit. It can be that the
stress caused to the family has reached an unaccep-
table limit or that the cost is too high for oneself or
others to pay. To become open for change is also a
process over time to become more and more honest
toward oneself and to others about how life is and
that one needs support. Being responsible for
children and having a life partner, who is involved,
facilitates acceptance concerning the need for limita-
tions such as medications and also to take a greater
responsibility for the well-being of oneself.

I felt that if I was going to be able to look at my
child I’d have to do something about my false life.
My false life was my false feelings. That was also
one of those clear messages I sent to myself.

Protecting oneself from running out of energy

Living with BD means being constantly attentive
and observant while assessing life events, thoughts,
feelings, and sensory impressions. It takes a lot of
energy to be always thinking about and reflecting
upon life, which means there being less energy left
for the rest of life. Life thus needs to be made easier,
i.e., attention toward ordinary everyday life activities
needs to be minimized. This need differs from one
period in life to another and has different expres-
sions. Making life easier entails minimizing even
wanted and cherished activities in order to have
sufficient energy left for the most important things in
life but also minimizing everyday activities like
cleaning, washing, and cooking so that one has
energy left to do things that bring pleasure and joy.
Receiving a cooked meal or help to clean and wash
can mean that one has the opportunity to create, for
example, through painting or sewing and thereby
getting new energy. Priority needs to be given to that
which is most important while there is not enough
energy for everything in life. This is the case for all
individuals but the significance of prioritizing is
particularly noticeable for individuals living with
BD, being as it limits them. This also entails
limitations in terms of planning for future events,
while one does not know if one has the energy to
carry out what was planned.

I’m always having to think about if I’'m going to
do something then I’m not sure whether I’ve got
enough energy to do it. I have to make choices all
the time, on every occasion. If I was able to choose
I wouldn’t eat or shower or do any of those boring
everyday tasks, I'd spend my energy on other
things instead. But at the same time one has to do
these things and then I have to give up something
else.

A simplified life also means having a structure that
dictates that one does one thing at a time, refusing to
be flooded by demands from others and society. A
structured everyday life protects from stress and
strengthens the control over the energy resources in
a life characterized by an inner struggle about energy
and power.

I must keep myself on an even keel at all costs.
(Int: How, how do you do that?) Yes, I remove
everything around me that is especially difficult. I
prepare myself very carefully when I’m going to go
out to do something. Errands, I make sure that I
only have one or two to do at the most each day.

Structure and routines increase the possibilities for
anticipating what will happen next and will help
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reducing energy loss for planning things recurrently.
Regularity and good quality in terms of sleep,
physical activities, and food thus enhances the
individual’s own strength of mind.

Gaining a rest from thinking, from impressions,
from the surrounding world, from emotional stress,
from responsibility, from a body empty of energy as
well as from practical issues is needed to recover in
order to be able to continue the daily struggle.
Having different kinds of resting places helps to find
new strength. Resting means protection and it may
entail resting on a daily basis in order to protect
oneself from running out of energy or just being
alone. Sometimes, “when it is really bad” one needs
rest in the shape of the protection provided at a
psychiatric clinic. Structure, predictability, and total
rest from all kinds of demands in life are part of that
necessary protection against chaos. Rest also can be
to sleep, sometimes “both day and night” but it can
also be gardening or walking in the forest. Nature is
a place for recovery, while following the cycle of the
seasons strengthens the contact with that which is
“real life.”

(Int: What helps you feel well?) Picking lingon-
berries and mushrooms in the autumn. Fishing,
being in nature as much as possible, being able to
study, write, I like pictures, having my senses
stimulated, that’s like life when it’s real. That
helps me to feel well. But those damn things such
as ugly environments (hits the wall) untidy and in
bad taste, make me feel ill.

Being needed

Being needed is an experience, profoundly affecting
life with BD. It means having a strong reason to
continue the particular, daily struggle that charac-
terizes life with BD. Being a father or mother with
BD means among other things having a reason, i.e.,
the children, to take responsibility for oneself and to
be open for and consider dependency. Being needed
by one’s children may make it possible to make
breakfast for the children even though the whole
being wants to stay in bed and sleep, trying to escape
hopelessness, but also to stay focused in an emo-
tional chaos. In this struggle one needs a back-up,
i.e., knowing that there are others available and
ready to help with the children when necessary.
Having children and being needed by one’s children
may also prevent one from giving up the reason to
live by committing suicide.

The most important is in fact my children and
our little family. That’s the most important. It’s
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possible that I’d have coped with this situation in a
totally different way if I hadn’t had the children,
gone on until I’d really not been able to manage
any longer, because it’s obvious I think with the
pace I’d had in my life, that I wouldn’t have coped
another ten years like that.

It felt as though I didn’t want to live any more. I
thought about how I would do it but then thought
that I’ve got two children, I can’t do it, it’s not
possible, they wouldn’t have any mother then.

Being responsible for and needed by one’s children
may even “in a way” make it possible to influence a
manic, a more emotional open, period of life by
postponing it to occur at a later and better time in
life.

I’'ve been able to redirect my manic periods
to more suitable periods when I’ve had less to do
at work. (Int: How? “I’ve been able to redirect”
you say. Do you mean that you are able to
determine when your manic periods occur?) In a
way, yes. Because when I’ve seen that I have
responsibility. . .

When she became sixteen she moved back to me
and lived there for two years, until she left school
and then there was no question of me being
manic. And when I was at a work training scheme
I was able to, I was often ill during the summer
and that’s the case now. Summer is the time when
I can pay attention to my own inner life, or
Christmas or Easter.

I have some sort of ability to control myself,
I’m sure. I can’t explain it any more, it’s just
as I described it, it’s that way that it has appeared
to me.

Being needed by and wanting to fulfill a promise to a
fellow human being can change oneself from feeling
anxious when just looking at the psychiatric clinic in
which one had custodial care, into permanently
overcoming that feeling of anxiety and even visiting
the clinic.

Being needed, appreciated, and considered a part
of the group at the workplace as an individual living
with BD entails a help in overcoming difficulties
associated with life with BD and protection against
losing control in life. The work performance for an
employee with BD can at some times be very high
but at other times low. There must thus be a balance
concerning demands. A feeling of being subjected
to too much pressure and too many demands
reduces a person’s performance. An understanding,
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a flexibility, and unconditional support at specific
times together with a welcoming attitude from the
manager and fellow workers, even at the most
difficult times, gives the person a meaning to
continue struggling and improves the work perfor-
mance. A work situation that can be individually
formed without any overall responsibility is prefer-
able, for example, working with children together
with others.

It’s been so good for me. (Int: What is it that has
been so good for you? What have you been helped
by?) I feel that I am needed. I feel welcome, there’s
somebody who’s waiting for me. The kids run
forward and embrace me when I arrive. I’'ve got
workmates who care, who see whether I’ve cut my
hair and bought a new jumper or something like
that.

Being oneself through reliable others

Having trustful, honest, and confiding relationships
that are both professional and private and that are
involved in one’s life with BD, enables one to be
oneself. Engaging in a reliable professional caring
relationship means helping oneself to find a shelter
from the daily struggle to conduct life. In such a
caring relationship one can work through painful,
even almost unmentionable, experiences from the
past as well as through worries about the future.
Such experiences sometimes need to be shared with
someone outside the closest family, with the inten-
tion of protecting them. Allowing a caring relation-
ship to develop also means providing oneself with
the possibility to ease one’s own suffering and to
increase one’s own strength. In an open dialogue,
characterized by real interest and open-ended ques-
tions, and within the framework of a caring relation-
ship new insights can be gained and thus open up for
profound change. Such an insight can be that one
needs to be more honest with one’s closest about
how life is and to a greater extent let them be part of
one’s life. In a good caring relationship confidence of
a specific kind may be built up. Words, thoughts,
feelings, and opinions from the trusted person may
be a necessary and important guide when trying to
assess one’s own thoughts, feelings, and sensory
impressions. It enables better focusing and may even
bring a person, who has nearly lost contact with him/
herself and is unable to talk, back to greater control.

And it’s that, which is my security, that I can ring
her directly when something happens and I can
get it out of my head. (Int: It becomes better after
just one call?) That’s enough, I feel better. (Int:

Straight away?) Yes, yes but it’s me that’s thinking
wrong and she helps me with it. And after the call
I can think it’s so simple and easy, I should have
been able to work it out myself. But I can’t, I get
stuck in it. / It doesn’t have to be so complicated
and she gets me to think in completely different
ways.

Having reliable relationships with significant others,
i.e., private, professional as well as caring relation-
ships, opens up for the possibility to help one be
oneself and conduct life while giving them the right
to take over responsibility when that is needed and
make decisions without one’s own consent. This
requires trust, honesty, and a clear description and
agreement beforehand of what is included in this
right as well as the certainty that such an agreement
may be changed at a later moment. It means to trust
others sometimes even more than oneself and
depend on their judgment. It is a dependence
characterized by a voluntary choice, which empow-
ers oneself. Having such an agreement, a contract,
also makes life more peaceful and eases the anxiety
for what may happen in the future.

But she has been given permission or how shall I
say it by me and when she thinks things are getting
out of control she is allowed to contact my partner
and the doctor, etc. It also gives me some security,
as I know what I can be like. Nobody can convince
me of anything when I am in the manic phase.

Honest and direct communication is an important
aspect in the context of such an agreement. It may
hurt to hear the truth about how one is perceived,
especially in a manic period, but it is necessary and
desirable and also makes it easier to understand how
one could change. Even indifference or conflict
might be better than evasion and avoidance.

A network contract provides the possibility for
communication, one dares, we’ve promised each
other to be open and honest and then it’s
completely different. I’'ve been given a lot of
negative information from them, my friends, that
they dare to say now. (Int: When you ask for it?)
Yes, or I open the door for them. (Int: You open
the door?) “Hello, come in and say what you are
thinking and feeling” I thought I was like Jesus
when I was manic, that I am a good person who
takes care of the homeless and invite them in for a
meal, etc. But then I heard from the others, those
who are close to me that I was actually very
arrogant towards them, rude, foul-mouthed and
behaved in many different ways. // I’ve learnt a lot
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from this and don’t talk like this any more. I’ve
learnt.

A clear communication, both in words and gestures,
promotes insight. For example, a police officer
in civil clothes trying to open a door may be taken
for a burglar while in uniform the mission can be
understood.

I’m not at all scared of police in uniform. They
once sent a group of police in civil clothes to
collect me and I almost knocked one out and...
they tried to pick the lock and I wondered who the
hell it was, I couldn’t understand what sort of
people were doing that. I had to do something so I
closed and locked the door. (Laughs). (Int: Had it
been different if they had had uniforms on?)
Uniforms, yes. Then they sent a patrol in uniform
and picked the lock again. And the uniformed
ones came into my flat. My first comment was:
Have you got hold of them now? (Laughs) // I
hadn’t understood what these shady characters
were, these police in civil clothes.

Close friends, who don’t let you down but listen,
even when you do not feel worthy of being listened
to, can help share the everyday struggle to conduct
life. By allowing one’s closest friends to be involved
one eliminates the need to make constant excuses,
which can reduce inner stress. One phone call at the
right moment from a caring friend may, for example,
be the cause to change a plan for committing suicide
into accepting care. In the same way as reliable
relationships are important, dependency on unreli-
able persons can be destructive as it can increase
insecurity, confusion, and loss of self-control.

Personal landmarks for navigating through life

Navigating through life with BD by significant
personal landmarks provides safety and power.
Analyzing past experiences, early recognition of
warning signs, medication, and having an emotional
outlet are such personal landmarks that enable the
individual living with BD to prevent life from
“running off the rails.”

Analyzing past experiences, both own and others,
provides insights that help when navigating through
life. For example, realizing that past personal mes-
sages via radio or television were not true means that
one can better resist them next time when they
appear. Even in situations when one does not have
the energy to think or plan one can rely on such
insights.

Early recognition of individual signs of an ap-
proaching deterioration in health means that one is
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not powerless any more but can take measures to
keep oneself from the unwanted development. The
signs often concern areas such as sleep, focus,
thoughts, and strength of mind. The individual
expressions need to be found and described, while
being in need of help. Knowing that the anxiety is
taking over does not always mean that one can cope
with the situation is one example. Therefore, includ-
ing significant others in this process increases the
chance to succeed and brings hope and a sense of
power.

Yes, it’s in a period when I’ve been lying awake at
nights and taken the dog out for a walk very early
in the morning in order to cope with everything in
time. Get up at five in the morning in order to get
everything done and take on too many things, and
my thoughts, I keep those to myself.

Using medication means increased control and
protection from the extremes of suffering. Individu-
ally adapted medication enables a good life with BD,
but only when the dose is adjusted in such a way that
the emotional life is not suppressed.

The combination of extra strong sensitivity and a
magnitude of emotions in life with BD means a
strong need to understand and handle emotions.
Listening to the body means listening to one’s needs.
Expressing emotions through creative art and handi-
craft means having an important emotional outlet,
which enables emotional stability and well-being.

Discussion

The findings show that a voluntary chosen depen-
dence enables a good life with BD, while enhancing
own power, freedom, and control. Awareness of
one’s life as a life with BD and therefore being more
dependent is the turning point from powerlessness to
hope, meaning, and belief in the future. Such
awareness increases the insight that one needs to
protect oneself from running out of energy. Being
needed by another person also makes it is easier to
take responsibility for oneself and thus to be open for
and consider dependence. Another aspect that con-
stitutes a dependence that empowers, is how one’s
identity is strengthened through relations with reli-
able others. Analyzing past experiences, early recog-
nition of individual signs of coming deterioration,
using medication as well as understanding and
expressing emotions are personal landmarks that
help navigating through life with a maintained power
and control in life.

The findings of the present study are to be
understood in relation to the findings of a previous
study about the meaning of life with BD by Rusner
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et al. (2009). That study shows that living with BD
entails experiencing extra dimensions in all aspects
of life, expressed in terms of a magnitude and
complexity beyond that which is perceived as
pertaining to normal life. It concludes that living
with BD means more for the individual than just
having episodes of depression and mania and must
therefore be understood from a holistic perspective.
In this life of “more” also the conditions that enable
a good life with BD are more than separate
supporting measures, they constitute a fertile ground
where a good life with BP can develop and grow.

The need for stability that is presented by Pollack
(1995a), Jonsson et al. (2008) and Lim et al. (2004)
have similarities with and thus support the impor-
tance of the strong, restless desire to be able to
conduct one’s life, which is emphasized in the
present study. However, the need for a voluntary
chosen dependence is not, as far as we know,
described in earlier research and must therefore be
considered as a new important contribution from the
present study. Vieta (2005) proposes that the psy-
chosocial aspects should be combined with pharma-
cotherapy in order to improve care and treatment of
BD and Post (2005) requests new approaches that
may sustain long-term stability for individuals with
BD. The current study presents such a new ap-
proach, while presenting a holistic view of the
conditions that enable a good life with BD, in terms
of a dependence that empowers.

According to our study the experience of being
needed and feeling responsible profoundly affects life
with BD. It appears to even influence a manic, a
more emotional open, period of life by postponing
it to occur at a later and better time of life. Kunz
(1998) draws on the philosophy of Levinas while
saying that when being concerned about others, one
is most oneself. When allowing oneself to be respon-
sible it is possible to be more oneself. “The self finds
its meaning, not centered in itself as an ego establish-
ing individual freedom and power, but as a self facing
the other person who calls the self out of its center to
be ethically responsible” (Kunz, 1998, p. 34).

In this sense the constituent “being needed” in the
present study can be understood as a dependence of
being needed that shows “the road from mental
illness to mental health” by “regaining one’s obli-
gations and responsibilities to and for the Other”
(Cohen, 2002, p. 48; Kunz, 2007). If this is the case,
then the caring services should focus more on
connecting patients with BD to reliable others and
to strengthening their relationships. This also raises
the question if the, in our society, so highly valued
independence at all is possible and desirable. The
present study just touches these questions. A change
in this core value could change the attitude of

individuals with BD in a positive direction where
dependence is concerned, and perhaps even those
with psychiatric illnesses in general, and as well as
their close ones, while making it easier to be open for
and to receive support.

The current study agrees with previous research
(see for example, Goossens et al., 2007a; Jonsson
et al., 2008; Reinares et al., 2008; Umlauf & Shatell,
2005) on the significance of protecting oneself from
running out of energy by paying attention to rest,
sleep as well as prioritizing, building stable struc-
tures and early recognition of coming deterioration
when living with BD. This also corresponds with a
greatly explored area of what nurses actually do
while caring for patients with BD (see for example,
Goossens, van Achterberg, & Knoppert-van der
Klein, 2007b; Hummelvoll & Severinsson, 2002;
Jones & Jones, 2008). In addition to those examples,
Goossens, Beentjes, de Leeuw, Knoppert-van der
Klein, and van Achterberg (2008) explored nurse’s
experiences of caring for patients with BD. One
aspect of the results in that study is relevant to
discuss in relation to the present study. The five
most significant problems for patients with BD, as
reported by nurses, were non-acceptance of the
illness, social problems, work-related problems,
relational problems, and mood instability. Our study
supports the need of improved care in those areas.
Particularly interesting is that non-acceptance of the
illness was ranked as the problem with most sig-
nificance. The current study described a similar
result, but from the patient’s perspective, as a need
for of a turning point from powerlessness to hope,
meaning, and belief in the future, which means
awareness of one’s life as a life with BD and therefore
more dependent. In this turning point the diagnosis
plays an initial role. However, it is not the diagnosis
itself that is of significance, but moreover the easing
of the suffering from loneliness by a feeling of
commonality and belonging. Mood instability was
also mentioned as one of the top five problems. The
combination of extra-strong sensitivity and a magni-
tude of emotions in life with BD (Rusner et al.,
2009) entail a strong need to understand and handle
emotions. The value of individually adapted medica-
tion, with a dose that is so adjusted that the
emotional life is not silenced, listening to the
embodied needs as well as having an emotional
outlet with the intention of enabling emotional
stability and well-being, is emphasized by this study.
While being aware of and communicating the
significance of not wanting the emotional life to be
silenced by medication, the caring services could
help patients to be more open for medical treatment.

Tse and Yeats (2002) request more measures to
facilitate for individuals with BD to succeed in work

Citation: Int J Qualitative Stud Health Well-being 2010, 5: 4653 - DOI: 10.3402/qhw.v5i1.4653

(page number not for citation purpose)



and to achieve their vocational goals. The present
study contributes an answer to that request by
illustrating the significance of having a work situa-
tion characterized by understanding, a balance
concerning demands, a welcoming attitude from
the manager and fellow workers, flexibility and
unconditionality at specific times in order to enable
for an individual with BD to perform well at work.
Such a work situation gives a meaning to continue
struggling and paradoxically even improves the job
performance. The labor market in Sweden, as well
as in most countries in the world has recently
become more difficult to enter and it is reasonable
to assume that this makes it more difficult for
individuals with BD to find a job that correspond
to their needs. Having a meaningful work situation
has been shown to have great significance for the
health of individuals with this diagnosis and perhaps
the health services and caring science researchers
should consider increasing their involvement in the
public debate about the situation in the labor
market. Baker (2002) pointed out support of family
and friends as the mostly valued aspect of support,
as experienced by users. New understanding is
added from the present study to that subject by
showing that having reliable relations to significant
others, i.e., private, professional as well as caring
relations, opens up for the possibility to help oneself
being oneself and conduct life while giving them the
right to take over responsibility when that is needed.

Methodological reflections

While following the leading principle of openness
for the phenomenon conditions that enable a good life
with BD the questions to the informants about the
experience of what is needed for a good life with BD
were widely put. This means that experiences of all
kinds of needs, not just care needs, were approached.
Nevertheless, the findings are considered to be highly
relevant for the caring services in their attempt to
provide good care for patients with BD.

We have had some difficulty to name the phenom-
enon in focus. The initial intention was to name it
“the lived experience of support.” Realizing that the
term support often is associated with different forms
of support, for example, “social support” and
“emotional support” made us consider other terms.
The research question as well as the interview
questions focused on “that which is needed” for at
good life with BD. Finally we chose to name the
phenomenon of this study “conditions that enable a
good life with BD.”

Phenomenological findings do have an essential
part of the meaning as well as parts showing the
variations of the meaning. If the collected data has

A dependence that empowers

great variation, the essential meaning can be widely
applicable in similar contexts. This means that “a
dependence that empowers” most probably is gen-
eral for all individuals with BD. The variations of
that essential meaning, also described in the find-
ings, are closely and reversibly connected to the
essence but show the different expressions of the
meaning of the conditions that enable a good life
with BD.

Conclusions and clinical implications

e Avoluntary chosen dependence, as described in
the present study, is a new holistic approach to
care that enables a good life with BD, while
enhancing own power, freedom, and control.

e The conditions that enable a good life with BD
are more than separate supporting measures.
Therefore a holistic perspective is preferable
while providing care for individuals with BD.

e A change in attitude toward dependence as
enabling own power, freedom, and control,
could make it easier for patients and their
significant others while trying to find ways to
live a good life.

o An experience of being needed may open up for
a profound change that enables a higher degree
of well-being.

e A work situation characterized by understand-
ing, a balance concerning demands, a welcom-
ing attitude from the manager and fellow
workers, flexibility and unconditionality at spe-
cific times enables an individual with BD to
perform well at work.

The present study emphasizes the great importance
of reliable relationships with significant others. An
option for future research therefore could be to
investigate the meaning of being a reliable other and
what is needed in order to be a reliable other.
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The aim of this study was to elucidate the existential mean-
ing of being closely related to a person with bipolar disorder. A
qualitative, descriptive, and explorative design with a phenomeno-
logical meaning-oriented analysis was used. The findings reveal
a paradoxical, existential exposure of close relatives to a person
with bipolar disorder, being both needed and rejected whilst being
overshadowed by the specific ch ble nature of bipolar disor-
der. Psychiatric health care services are recommended to consider
changes in attitudes and structures that may facilitate close rel-
atives’ participation in the care and treatment of persons with
bipolar disorder.

The present paper, which focuses on the existential meaning
of being closely related to a person with bipolar disorder (BD),
is part of a major Swedish project aiming to gain a greater
understanding of different aspects of lived experiences of BD.
The meaning of life for those with BD (Rusner, Carlsson, Brunt,
& Nystrom, 2009) and what is needed for a good life with BD
(Rusner, Carlsson, Brunt & Nystrom, 2010) have been presented
in earlier studies.

BACKGROUND

Bipolar disorder (BD) is a severe mental illness that 3.5-6%
of the population suffer from (Elgie & Morselli, 2007). It is char-
acterized by a variety of life-long mood swings with depressive,
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hypomanic, manic, or mixed episodes (American Psychiatric
Association, 2000). The illness not only affects the person with
the diagnosis of BD but also, to a great extent, that person’s close
relatives (Baker, 2001). The latter share many of the aspects of
burden reported for close relatives of persons with severe mental
illness in general, such as financial problems, difficulties with
getting access to psychiatric health care, and a lack of clarity
concerning diagnosis, care, and treatment (Baronet, 1999; Rose,
Mallinson & Gerson, 2006; Tsang, Tam, Chan, & Chang, 2003;
Veltman, Cameron, & Stewart, 2002). Some authors, however,
maintain that the burden of informal caregivers to persons with
BD, because of its variable nature, is qualitatively different from
those closely related to persons with other severe mental ill-
nesses (Ogilvie, Morant, & Goodwin, 2005; Steele, Maruyama,
& Galynker, 2010). Ostman, Wallsten, and Kjellin (2005) report
that relatives of persons with BD have to give up leisure time
more often than relatives of persons with other severe mental
illness. Moreover, the sudden and unpredictable changes of the
life situation, related to BD, can endanger social life, finances,
and occupational functioning (Dore & Romans, 2001; Reinares
et al., 2008).

Several authors emphasize that the life of the informal care-
givers of persons with BD is associated with emotional distress,
depression, and a high level of use of mental health services (e.g.,
Baker, 2001; Elgie & Morselli, 2007; Goossens, van Wijngaar-
den, Knoppert-van der Klein, & van Achterberg, 2008; Ogilvie,
Morant, & Goodwin, 2005; Steele, Maruyama, & Galynker,
2010). Moreover, Lam, Donaldson, Brown, and Malliaris (2005)
report that difficulties in sexual relations can disrupt marital
harmony, and that partners of those with BD report a reduc-
tion in sexual satisfaction as a result of illness-related changes
in sexual interest, responsiveness, and affection related to their
partner’s manic episodes. An increased likelihood of divorce or
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separation for couples in which one person has a diagnosis of
BD is reported by Baker (2002).

It thus seems fair to assume that the difficulties persons living
with BD have comprehending and communicating the meaning
of the complex nature of the disorder (Rusner et al., 2009) can af-
fect close relatives’ comprehension and management of a some-
times chaotic life situation (Elgie & Morselli, 2007). According
to Hill, Shepherd, and Hardy (1998) close relatives also expe-
rience a negative impact on their self-esteem and confidence.
Caregivers who have a more passive and avoiding behaviour
when coping with the consequences of the illness, tend to expe-
rience more distress (Goossens et al., 2008) than those that have
more active coping behaviors.

Nevertheless, reliable significant others play an important
role in strengthening the person with BD in maintaining free-
dom and control (Rusner et al., 2010). Support from engaged
significant others can prevent serious negative impacts on the
life of those with BD (Karlsson, 2006; Post, 2005) and was rated
as being the greatest type of support for persons with BD (Baker,
2002). Community-focused psychiatric mental health providers,
who emphasize partnership in caring (including close relatives)
have facilitated for close relatives to support the person with BD
at home (Jubb & Shanley, 2002). Inviting family members to ex-
press their needs for support and give feedback to providers gives
these relatives a way to be involved and shows respect for their
role with the individual with BD. The recovery alliance theory
of mental health nursing (Shanley & Jubb-Shanley, 2007), with
its roots in Anthony’s (1993) philosophy of a recovery-oriented
approach and Bordin’s (1994) use of a working alliance, offers
a base for support for close relatives.

Previous research shows that being a close relative to a person
with BD is complex and demanding. Existential issues seem to
be related to most of the described challenges. Close relatives
live in a unique existential space in regard to the relationship
between their needs and those of the person with BD. This
space becomes conflicted in that the notion of the relative’s
own distress and needs are challenged by the obvious and often
unspoken needs of the person with BD. The focus in the research
referred to above has been mostly on assessing Quality of Life
(QOL) and burden for close relatives. However, research on lived
experiences concerning similar issues is virtually nonexistent,
even if a need for further in-depth studies of the situation of
informal caregivers (e.g., close relatives) of persons with BD is
often highlighted. This, in turn, calls for a research design that is
sensitive for individual experiences, expressions, and nuances.
The aim of this study, therefore, is to elucidate the existential
meaning of being closely related to a person with BD.

METHOD

A qualitative, descriptive, and explorative design with a
lifeworld phenomenological approach (Dahlberg, Dahlberg, &
Nystrom, 2008) was chosen for the study. This approach is based
on the phenomenological philosophy of Husserl and Merleau-
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Ponty and aims to clarify and illuminate the structure of mean-
ings of phenomena related to human existence (Dahlberg et al.,
2008). It is, thus, well-suited for a study that aims to elucidate
the existential meaning of being closely related to a person with
BD. The leading principles for the chosen approach are an un-
derstanding of the world and body as lived and experienced as
something, a focus on meaning, and reversibility. For research
of this nature, a phenomenological attitude is needed, which
is characterized by openness for the lifeworld phenomenon,
ongoing reflection upon the meanings, and bridling of the un-
derstanding. It also implies a movement between distance and
proximity in the reflection process as well as between the gen-
eralities and the particularities of the meanings (Dahlberg &
Dahlberg, 2003; Dahlberg et al., 2008).

Participants and Setting

The inclusion criteria were: adults who are closely related
(married, cohabiting, sibling, adult child, parent) to an adult
person who has a diagnosis BD and has had received inpatient
psychiatric care. Underaged (17 and under) children to persons
with BD as well as parents to underaged children with BD were
excluded, as their life situations were considered to be different
phenomena.

The participants were purposively chosen in order to attain
variation in the sample. The directors for two psychiatric clinics
in western Sweden and one national advocacy group with a
focus on BD granted permission to inform and invite research
participants. Twelve persons, six women and six men, met the
inclusion criteria and made up the sample. The age range was
21-71 years. Five of the participants were married or cohabiting
(four of them shared responsibility for underaged children), four
were parents, two were siblings, and one participant was an adult
child. One participant had moved to Sweden from an Asian
country some years ago. The interview with that participant
was conducted alternating between Swedish and English. One
participant was born in Sweden but raised by immigrant parents
with a South American origin. The participants lived in the
northern, western, and central parts of Sweden, from both urban
and rural areas.

Data Collection

Meaning-oriented interviews (Dahlberg et al., 2008) were
conducted from 2009 to 2010 by the first author (MR), in a
setting chosen by each participant. All participants chose to
meet at a neutral place (e.g., a café, an airport, or the premises
of an advocacy group) and not in their homes. The interviews
lasted between 56 and 128 minutes and were recorded with a
digital voice recorder. Total interview time was 16 hours and 11
minutes, which generated a total of 389 pages of double-spaced
text. The participants were initially asked to share their
experiences of being closely related to a person with BD.
Open-ended follow-up questions were continuously put in order
to encourage more reflection and to gain richer illustrations of



202

the experience of the phenomenon. The interviewer aimed for
a balance between a genuine closeness to the interviewee and
a constant focus on the research phenomenon.

Phenomenological Meaning Analysis

A phenomenological meaning-oriented analysis, as de-
scribed by Dahlberg et al. (2008), focuses on the meaning of the
structure of the phenomenon (i.e., the essential part and the vari-
ations). The generalities are to be understood reversibly to the
particularities and vice versa. The analysis process started with
a thorough reading of the verbatim transcribed text in order to
get a sense of the whole. With this sense of the whole as a back-
ground, attention was then directed toward the different parts
of the meanings. Meaning units were identified, described with
a few words, and structured in clusters. After having ensured
that no inconsistency within the clustered meanings existed,
the search for the essential meaning started. This is a reflective
process, in which the essential more abstract and general mean-
ing of the research phenomena is to be found and formulated.
Based on that essential meaning the particular meanings with
individual variations were described.

Ethical Considerations

The study was approved by the Regional Ethical Review
Board in Gothenburg, Sweden (556-09) and conforms to the
principles outlined in the Declaration of Helsinki (World Medi-
cal Association, 2009). The participants received oral and writ-
ten information about the study, were told that participation was
voluntary, and that they could withdraw at any time without ex-
planation. They were assured of confidentiality and protection
of their integrity and identity. All the participants gave written
consent. The researcher gave the participants opportunities to
withdraw from the interview situation or to pause the interview.

FINDINGS

The existential meaning—the essence and the variations—of
being closely related (married, cohabiting, sibling, adult child, or
parent to an adult child) to a person with BD is presented below.
Presentations of essential meanings and its variations are written
in present tense while they describe how the phenomenon is, i.e.
the meaning and not what the informants said about it.

Being closely related to a person with bipolar disorder means
a paradox of both being needed and rejected, i.e. vitally neces-
sary but simultaneously also excluded, whilst being overshad-
owed by bipolar disorder. It means living in a state of constant
pressure and existential exposure, periodically being exposed
to huge distress without means of getting away from it. Life is
overshadowed by the illness. One’s attention is focused on the
well-being of the person with BD in such a way that one’s own
needs take second place. In a desperate struggle for survival,
the close relatives are stretched to the limits of their ability. Be-
ing closely related to a person with bipolar disorder also means
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simultaneously foreseeing and following the often sudden and
unexpected changes of the person with BD.

The existential meaning of being closely related to a person
with BD is further described as representing the variations of
the meaning: struggling for survival, having to compensate, and
being both one step ahead and one step behind.

Struggling For Survival

Struggling for survival is described in two dimensions: strug-
gling for the survival of the person with BD and struggling for
one’s own survival.

Struggling for the fragile dignity and reputation of the person
with BD means investing time and energy trying to prevent the
life of the person with BD from falling apart. When the rela-
tive is lacking self-control more time is spent with him or her,
trying to protect their ill relative from misunderstandings that
may destroy important relationships. The burden is increased
for the close relative when this has to be done without showing
it. The struggle is also about life in a literal sense, while closely
connected to such issues as gaining immediate access to psychi-
atric inpatient care in acute situations, getting hold of relevant
information, and having to deal with rules and organizational
structures that are experienced as being destructive.

So Iasked them straight to their faces like this, “How many attempted
suicides does it take in order to be committed?”

Having to schedule an appointment at the psychiatric emergency
ward when the person with BD is suicidal brings forth deep
feelings of desperation and anger.

On Monday I rang about the medicine for my daughter, and it’s not
just about ringing to the doctor and asking, you have to first ring to
the secretary, and then the secretary rings to the nurse, and then you
have to wait for the nurse to ring you, and then you can talk to the
nurse who approves that you can speak to the doctor, and then the
nurse will ring to the doctor, so I had to wait for her. And just all this
waiting.

A parent’s struggle for his or her adult child’s right to see a
specialist psychiatric nurse or a psychiatrist is characterized by
extreme powerlessness. It is like “treading water and not getting
anywhere.” Lack of access to psychiatric care until the life of the
adult child with BD is totally chaotic can force a parent to use
unconventional methods or even to break the law. Regulations
such as those concerning confidentiality and secrecy (Official
Secret’s Act) that are meant to protect the patient, can become
extremely exclusive. Inclusion in the caring process when the
child is under age, changes abruptly when the child becomes
18 years of age and is transferred to the adult psychiatry unit.
The parents then become powerless. They are no longer seen
as an active part in the caring process and are therefore not
informed about medication and other forms of treatment. Being
“without a link to the caring institutions” and lacking continuity
of care, means feeling excluded from the care of one’s child.
Inpatient care becomes a closed world. Perceiving themselves
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as “an undesired problem that disturbs the system” and as being
regarded as over-engaged when trying to be involved in the
caring process, increase feelings of desperation.

The struggle for adequate somatic care can be even more
devastating. Seeing the pain and suffering of the person with
BD when a serious medical need, which is not related to the
diagnosis of BD, is ignored by the caring services means confu-
sion as well as anger and sorrow. A sudden insight that the lack
of medical care was due to the psychiatric diagnosis entails an
awareness of how important it was to keep on fighting for the
right for medical treatment for the person with BD.

Struggling for survival also means struggling for one’s own
survival. Admitting their deep feelings of fear and what that
fear might reveal is a long process that entails painful insights.
One person struggled with “why have I chosen to marry and
have children with a person with BD?” Realizing the personal
consequences of living close to a person with BD is, moreover,
characterized by sorrow, despair, and worry about the future.
For example, realizing that the other person has a severe mental
illness that influences interpersonal equality is a painful insight.

I was afraid that I would realize that I didn’t want to be together with
my partner anymore or that I didn’t want her . . . I didn’t want to feel
because of fear of what I would find.

The dream of living a “normal life” with the person with BD
is, thus, falling to pieces. The contrast between what is normal
in a “bipolar world” and one’s own view becomes obvious. The
struggle for survival thus means being challenged to change
one’s own view of what a normal life is.

Struggling for one’s own survival also means encountering
the limits of one’s capacity and ability, and risking endangering
one’s existence by exceeding that limit. Wonderings emerge
about how far one could go in helping the person with BD
without loosing oneself in the process. In some cases, such
reflection might result in a painful decision to leave in order to
save oneself. Being a father or a mother makes such a struggle
even more complicated as the option of giving up does not exist.

A father can’t cut his ties with his son, it’s unthinkable. You can’t let
your children down, you have to carry on in some way.

Struggling for one’s own survival includes experiences of being
distrusted by the person with BD, as being protective may be
misinterpreted as being controlling. The illness entails periods
of withdrawal and isolation. At such times, close relatives feel
excluded from intimacy, which means loneliness and sorrow.

When I feel that I need to be embraced and need to lie in our bed
and make it cozy then he says that he can’t because he’s taking
his medicine or doesn’t feel well. Not getting one’s physical or
psychological needs satisfied when one perhaps needs it the most
has been difficult. It is actually when he has his periods that I need
him more. It doesn’t reach him, he can’t understand.

‘When he shuts himself in, it doesn’t make any difference. I could
stand and hit him with an icepick, it doesn’t help, he won’t open up,
he’s like a mussel.
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Then this gradually transforms into an even deeper, quieter, and in-
trovert personality where there is no communication. It is incredibly
difficult to live in two completely different worlds.

Sometimes the burden becomes too heavy and the close relatives
cross the line of what they can endure. This means an immense
existential exposure. Living with a constant worry about a sui-
cide enhances the struggle for one’s own survival. Moreover,
being the bridge between the person with BD and other people
provokes a great inner stress that entailes despair, bodily pain,
sleeplessness, and depression.

T've kept it all to myself for four years, haven’t let anything come out
at all. But in the last year, I've started to give way and break up. ..

For a child whose parent had BD, struggling for one’s own
survival means even more intensive inner tension and stress.
The child has to think and take responsibility like an adult: “You
couldn’t revolt or be angry at your mother.” A similar dilemma
can be exemplified by a young child’s struggle to protect her
mother from hurting her.

I often went to my mother’s bed ... and slept next to her ... and I
wanted to hold both her hands and that was because she wouldn’t
take a knife and stab me. She thought it was because I was looking
for security with her [laughs] but it was because I wanted to keep a
check on her.

Moreover, not being confirmed by a mother with BD, feeling
guilt for not spending time with her, and trying to protect both
the mother and oneself increases the levels of confusion and vul-
nerability. Where a sibling is concerned, strong feelings of re-
sponsibility, sometimes together with constant conflicts, means
an increased struggle for one’s own survival. This struggle is
often expressed through anger and irritation.

The struggle for one’s own survival is intensified by confu-
sion when the close relative has a different cultural background
and understanding of the psychiatric illness. For example, an in-
tensified need of being with family and friends can, in a Swedish
context, be understood as a manic symptom while in an Asian
context as a natural need for important relationships.

Having To Compensate

A lack of understanding, among other people, for what life is
like for those with BD generates the need to try to compensate
for it, which leads to an increased burden for close relatives.
Strongly individualized psychiatric inpatient care is a contrast
to everyday life, in which close relatives find themselves closely
connected to the person with BD. Moreover, this connectedness
is an essential part of the motivation for responsibility as well as
for staying in the relationship. The specific perceptiveness and
creativity of persons with BD together with an “attractive sense
of living without boundaries,” outweighs much of the effort
that is related to life as a close relative to a person with BD.
Seeing the loneliness and vulnerability of the person behind the
diagnosis also means having hope and strength.
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The lack of understanding from others about how vital close
relatives are for persons with BD forces the close relatives to
intensify the efforts to strengthen the system of relationships
as a whole in order to counteract this. Relevant information
about issues that could make life easier for close relatives is
lacking. Also lacking is an understanding that the time spent in
inpatient psychiatric care is just a short period of time in the
life of the person with BD; professional understanding for what
this means for close relatives is also lacking. To be in such a
difficult situation, that is, being a close relative of a person with
BD who has tried to commit suicide, and not being recognized
as essential to that person and his or her care, is experienced as
a mystery.

I never got to see a social worker at the hospital or was able to
talk about the fact that she had tried to take her own life. It was
more a question of “we’ll give her medicine and then when she’s
stable enough, she can go home.” And then the whole situation is
still there, the financial problems are still there, the problem with the
social insurance is still there ... and there was no one who had an
overall picture.

Professional decisions about care and treatment, which can have
major consequences for the close relatives, are often made with-
out consulting the family, leaving them unprepared. For exam-
ple, a decision about permission can be made with a few hours
notice, only because there is a lack of space at the inpatient ward.
The close relatives then lack knowledge about whether the per-
son with BD can be left alone or what they can do if something
goes wrong. This lack of understanding means that the burden
is moved from the health professionals to the close relatives,
who once again are forced to compensate for this professional
deficiency.

Being a close relative thus means being affected by the same
social consequences of the illness as the person with BD him-
or herself. As one close relative said, “The illness spills over
onto me and makes it impossible for us to socialize with oth-
ers.” The illness affects decisions and makes it difficult for close
relatives to make social plans. Friendships are stretched by last
minute changes and cancellations. Close relatives compensate
for this with increased efforts to meet the social needs of per-
sons with BD. Thus, living with a sad and heavy-hearted person
with BD sometimes means withdrawing from pleasant conver-
sations or events at the workplace or even giving up one’s own
friendships, at least for a while, in order to save energy for the
enormous effort of compensating for the consequences of the
lack of understanding.

Compensating for a lack of understanding also means bal-
ancing respect for the needs of the person with BD and, as one
close relatives expressed it, “the obvious fear and ignorance of
people ... that a person with bipolar disorder would be dan-
gerous.” Expectations and demands from society create a great
mental strain for close relatives. It is experienced as difficult
to endure questions about the actions, words, and the very be-
ing of the person with BD. It is a challenge to explain, but not
necessarily defend, everything. Even when the close relative is
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exhausted, sad, or angry because of the illness he or she might
feel compelled to defend the person with BD, sometimes even
by lying about the truth. This is a, “damage control,” that is per-
formed with the intention of protecting the family from being
socially excluded, sometimes at the cost of one’s own exclusion.
At the most difficult times of life, when close friends are most
needed, close relatives find themselves abandoned and isolated.
Relatives and friends stop calling and visiting. This increases
both the burden and the sorrow of close relatives, making them
compensate for this loss by increasing their commitment to the
person with BD.

Compensating for a lack of understanding by others also re-
late to financial issues. Struggling to maintain the joint financial
position is both time-consuming and stressful. Being questioned
by social services when struggling for the financial rights of the
person with BD is a part of the everyday life of close relatives.
Sickness benefits that are incorrectly withdrawn, because of a
lack of understanding of the character of the illness, means an
increased financial burden that needs to be compensated in some
way. Furthermore, having to take time off from work in order to
care for the person with BD, impacts the financial situation of
the close relatives.

Being Both One Step Ahead and One Step Behind

The existential exposure of close relatives is immense; they
are simultaneously one step ahead of and one step behind the
changes in life related to BD.

Being one step ahead means being constantly attentive to
early, often subtle, individual signs of an approaching deteriora-
tion in the well-being of the person with BD in order to prevent
the illness from becoming worse and destroying life. This at-
tentiveness becomes embodied and is described as “becoming
a seismograph” that perceives through one’s senses. A creative
imagination evolve from this attentiveness, with the aim of sup-
porting and motivating the person with BD in a process of inner
change. This close attention to the person with BD also relate
to an absolute need for control so as to protect the person with
BD. Knowing that such control may be perceived as negative
by the person with BD creates even greater pressure on close
relatives. The attentiveness sometimes forces the close relative
to change a balanced interpersonal relationship into a more car-
ing relationship. Being one step ahead also means foreseeing
and preventing problems as well as creating stability in chaotic
situations by being, as one close relative described it, a “main-
stay.” Having this position means living with a constant inner
tension.

There’s such a chaotic situation here just now so I can’t give way,
which puts an even greater pressure on me never to be ill, never be
aggressive, never act out in any way and always be the stable person.
That pressure is like a large bubble that makes it ache in my chest
and threatens to burst.

In order to reduce inner stress for the person with BD and
to motivate changes the close relatives develop a specific
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affirmative attitude, characterized by careful, confirming listen-
ing that “keeps the doors open in the relationship”. Questions
that encourage reflection and self-awareness replace blame,
commands, and accusations. With such an attitude, the close
relatives convey a genuine presence and interest, which enables
change and improves the well-being of the person with BD.
Incorporating such an affirmative attitude in everyday life is a
constant challenge that means always being aware of one’s way
of communicating.

I've learnt to put the brake on him and say, “What happens if you
do this and do that?” And then he sees that, “No, it didn’t work that
well, it may well not work that way then.”

I never respond with anger in those situations and instead I try to ex-
plain. I am more timid and am never critical because this confidence
in me might diminish.

The concept of all humans being different but still being
significantly valuable persons in their own right supports this
affirmative attitude. The close relatives try to pass on this
concept to the person with BD whilst aiming to avoid com-
parisons with other people. The climate that is created by such
an affirmative communication means a possibility for the close
relative to be more direct and give suggestions without fear of
rejection.

Being one step behind means following the often sudden
and unexpected changes related to the illness of the person
with BD, often with a delay. One close relative described this
as following “the mind of the other” on a daily basis, adapt-
ing one’s life to the ideas, feelings, and well-being of the per-
son with BD to a greater extent than what was perceived as
being normal. The needs of the person with BD are given
priority and one’s own needs take second place. This influ-
ences close relatives’ sense of pride and dignity as well as their
self-esteem.

As arelative I experience the bipolar “emotional storms” with a little
delay. Not as intensive but life is also a roller coaster for me ... He’s
in the first carriage and experiences the up and down immediately. I
am at the back and am perhaps still at the top when he rushes down
and I don’t understand at all what has happened because “everything”
was fine ... Then I am still tired and sulky because I can’t really get
to him when he is on the way up again and thinks that I am boring
and doesn’t understand how good life is. It is not often that the train
goes horizontally in a roller coaster so we misunderstand each other
all too often.

Close relatives experience “being swept away” by the many
ideas and thoughts during a manic period; in times of depres-
sion, they experience “getting a heavy dark blanket over you,”
meaning being emotionally overwhelmed, both constantly but
also with a delay. Sudden and unexpected events like a suicide
attempt intensify sorrow and worry. In order to cope with the ev-
eryday life during the acute phase, the extreme inner stress and
one’s own sorrow is put aside. It takes time to process such an
experience. Depression and exhaustion can occur for the close
relative and last long after the recovery of the person with BD.
This creates a sense of loneliness.
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A lot of energy has been used in that period. If it’s been a difficult
period then it might take two to three weeks before I sit down and
cry.

For a sibling, being one step behind can mean realizing that
one’s home is a stressful place and not as safe as one would
wish. It may be difficult to find time for oneself or just for doing
homework. Always being “on tenterhooks” and worrying about
conflicts, which can make it necessary to spend more time with
friends or to think about moving out in order to have peace and
quiet.

DISCUSSION

The findings elucidate a paradoxical, existential exposure of
close relatives of a person with BD—being extremely important
but simultaneously being rejected and excluded whilst being
overshadowed by the specific changeable nature of bipolar
disorder. The paradox is also explicit in the following individual
variations. The close relatives are trying to prevent the life of the
person with BD from falling apart whilst struggling to survive
their own powerlessness and despair. Additionally they have to
cope with the situation of being closely connected to and being
of great importance for the person with BD when dealing with
health services that do not regard them in the same way. Another
variation of the paradox is the struggle to protect the family from
being excluded, often at the cost of one’s own exclusion. Fur-
thermore, close relatives constantly try to foresee negative con-
sequences of the illness for the person with BD at the same time
as they themselves are exposed to the same consequences. They
simultaneously try to reduce inner stress for the person with BD
at the cost of becoming increasingly emotionally overwhelmed
themselves.

The main findings of this study were the elucidation of the
paradoxical life situation of close relatives to a person with BD.
The paradox is not an abstract idea but a lived reality of a life
that is complicated to understand and cope. Awareness of this
paradoxical, existential exposure relieves inner stress and con-
fusion and may also open up a new approach to the current
life situation for a close relative of a person with BD. Previous
research does not highlight such conclusions, although many
aspects within the paradox are described. Experienced burden
over time is connected to feelings of loneliness, anger, despair,
uncertainty, and self-doubt, as reported in a Norwegian study
of spouses/cohabitants of persons with BD (Tranvag & Kristof-
fersen, 2008). In a study undertaken in the Netherlands, van der
Voort, Goossens, and van der Bijl (2009) emphasize spouses’
burden of being solely responsible, as well as needing to bal-
ance between self-effacement and self-fulfilment, and having
feelings of loneliness that are pervasive. Moreover, a Swedish
study of adult family members of persons with BD (Jonsson,
Skirsiter, Wijk, & Danielsson, 2011) describes a heavy burden
of struggling to face change, making sense, and coping with
everyday life alone. These three studies, as well as many others
(e.g., Dore & Romans, 2001; Goossens et al., 2008; Oligive
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et al., 2005; Ostman et al., 2005; Reinares et al., 2008; Steele
et al., 2010), all agree that close relatives of a person with BD
are living with a heavy burden. Our findings concerning the
close relatives’ existential exposure are in agreement with those
studies.

The current study discloses powerlessness and desperation
as prominent feelings found in close relatives; feelings that exist
simultaneously, with a constant struggle for the survival of both
the person with BD and oneself. In this existentially exposed
situation, close relatives are confronted with painful insights
about their own feelings, choices, dreams, and responsibilities.
The question about responsibility for the person with BD and
the family, in relation to leaving in order to save oneself, is com-
plicated. A spouse/cohabitant has the option, although painful,
to leave the relationship but a parent, an underage child, or
a sibling seldom has such a choice. This problem has, to our
knowledge, not specifically been discussed previously in the lit-
erature on BD, although the descriptions of spouses, who search
for a balance between self-effacement and self-fulfilment (van
der Voort et al., 2009) and make the choice to leave the rela-
tionship, refer to this issue. Jonsson et al. (2011) describe an
imbalance between family members’ own needs and the needs
of the person with BD. The paradox of reducing inner stress for
the person with BD at the cost of becoming increasingly emo-
tionally overwhelmed oneself also relates to the aforementioned
studies.

The desperate struggle for adequate care and treatment as
well as the experiences of being excluded from participating
in the care process are, however, frequently described in pre-
vious research. A lack of important information and good pro-
fessional caring relationships, as well as being overlooked and
turned away by health professionals, increases anger and despair
(Tranvag & Kristoffersen, 2008) and strongly affects well-being
(Jonsson et al., 2011). According to van der Voort et al. (2009)
the mental health services fail to support close relatives in terms
of assessing their needs, providing information, and making the
possibilities for support apparent. Similar findings are found in
research concerning close relatives of persons with other seri-
ous mental illnesses (see, e.g., Baronet, 1999; Rose et al., 2006;
Tsang et al., 2003; Veltman et al., 2002).

The situation for close relatives, being of great importance
for the person with BD but not regarded as such by caring
and community services, must be attended to. Regulations and
structures that are meant to protect the patient often become a
barrier, as they exclude the close relatives and thus increase their
burden. The Swedish Law demands (Socialstyrelsen, 1982:763)
that close relatives be included in the making of care and health
plans, when possible and suitable and when not opposed to
by the patient. A study about nurses’ views of the families in
Swedish psychiatric care (Sjoblom, Peijlert, & Asplund, 2005)
confirms the needs for a better understanding of the situation of
close relatives but also underlines that it can be a dilemma for
carers to have a supportive relationship with the patient as well
as the family.
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In order to reduce the effort for close relatives, we suggest that
caring services need to increase their awareness of the situation
for close relatives and take measures that facilitate for them to
be more included in the caring process. Persons with BD live
most of their life in their everyday context. Time spent as a
patient at an inpatient unit at a psychiatric clinic is relatively
short, while the time spent together with closely related persons
must be considered to be the most essential part of life. We
maintain that the patient must be understood in the context of
his or her everyday life, which, thus, means that close relatives
need to be included. The need for such an holistic understanding
of a patient is also described by Jonsson et al. (2011) and van
der Voort et al. (2009) recommend a holistic understanding of
the situation of spouses/cohabitants because of the complexity
of their cumulative process. A focus by mental health nurses
on partnerships with the patient and with a holistic approach
to the patient that includes ongoing informal contacts, problem
solving in everyday life, and knowledge of the environment of
the patient, may also be helpful for the close relatives (Shanley,
Jubb, & Latter, 2003).

Struggling to protect the family from being excluded at the
cost of one’s own exclusion is related to the widely discussed
issue of mental health stigma among close relatives of persons
with BD. For example, Gonzalez et al. (2007) show that mental
health stigma is prevalent among informal caregivers of per-
sons with BD, both when symptoms of the illness are present
as well as when symptoms aren’t present. Stigmatization and
loss of their social network are additional burdens for close rel-
atives and often leads to further social withdrawal (Tranvag &
Kristoffersen, 2008). An investigation of psychological factors
related to stigma in relatives of persons with mental illness (in-
cluding affective disorders) show that it is difficult to separate
subjective psychological burden from family stigma (Ostman
& Kjellin, 2002). This result corresponds with the paradoxi-
cal existential exposure that has been highlighted in the cur-
rent study. Ostman and Kjellin (2002) suggest that relatives’
feelings of inferiority in relation to staff in conversation (de-
scribed as a stigmatising experience) may be an explanation
for the lack of cooperation between relatives and health care
providers. The finding in our study that emphasizes an inten-
sified confusion due to cultural differences needs to be further
examined. Is mental health stigma primarily related to the men-
tal illness or to the fact that the accepted values in the society are
exceeded?

Methodological Issues

The findings of the current study may have been limited in
that no one who had left the close relationship with the person
with BD was included. Inclusion of such participants could have
contributed to the findings with further knowledge about the ex-
istential meaning of being closely related to a person with BD.
The choice to exclude underage children of persons with BD,
as well as the parents of underage children with BD limited the
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transferability of our findings so that our findings don’t pertain
to all close relatives of persons with BD. The phenomenological
findings in a study undertaken in accordance with the chosen
methodological approach of Dahlberg et al. (2008) contain an
essential part of the meaning as well as parts that show the
variations of the meaning. If the collected data has great varia-
tion, the essential meaning can be widely applicable in similar
contexts. We purposively chose participants with great varia-
tion. Therefore, the essential meaning, “a paradox of both being
needed and rejected (i.e., vitally necessary but simultaneously
excluded), whilst overshadowed by bipolar disorder” is most
probably transferable to all adult close relatives of persons with
BD. The variations of the essential meaning are not only closely
and reversibly connected to the essence but also show the differ-
ent, more individual, expressions of the existential meaning of
being a close relative to a person with BD. We maintain that the
main findings of this study, the paradox of both being needed and
rejected whilst being overshadowed by bipolar disorder, could
only have been revealed within a meaning-oriented approach.
This could be seen as a strength of this study. We also maintain
that this approach has contributed to a greater understanding
of the research phenomenon, by being complementary to other
studies that qualitatively describe the experiences of close rel-
atives by using open-ended and not predetermined questions
(Jonsson et al., 2011; Tranvag & Kristoffersen, 2008; van der
Voort et al., 2009).

CONCLUSION AND CLINICAL IMPLICATIONS

The evidence for the need for a serious effort to include
close relatives in the psychiatric caring process is sufficient.
We recommend psychiatric health care providers seriously
consider changes in attitudes and structures in order to facilitate
close relatives to take an active part in the care and treatment
of persons with BD. Caregivers within the psychiatric context
need to be further empowered in order to develop a holistic
perspective in their effort to care for the patient— that is, the
patient must be regarded and cared for in relation to his or her
everyday context, in which close relatives are an essential part.
The current study has described the paradoxical existential
exposure of close relatives: being extremely important but
simultaneously being rejected and excluded. Therefore, close
relatives without an option to leave the relationship with a
person with BD (e.g., parents, children, and siblings) need
to be given specific attention and support. The findings of
this study can be used as basis for different types of dia-
logue among close relatives, persons with BD, and caregiver
providers. Such dialogues may relieve stress and strengthen
relationships.

In order to further expand the understanding of life with BD,
future research needs to explore and describe what makes life,
as a close relative to a person with BD, more liveable, i.e. easier
to live.
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FEATURE ARTICLE
Towards a more liveable life for close relatives of
individuals diagnosed with bipolar disorder

Marie Rusner,"* Gunilla Carlsson,' David Brunt® and Maria Nystrém'
!School of Health Sciences, University of Bords, Bords and *School of Health and Caring Sciences, Linnaeus
University, Vixjo, Sweden

ABSTRACT: The life of close relatives of persons with bipolar disorder (BD) is associated with
emotional distress, depression, and a high level of use of mental health care. Illness-related changes of
their life situation endanger relationships, social life, finances, and occupational functioning. Under-
standing of facilitating conditions for close relatives is still a neglected research area. The aim of
the present study thus was to explore what makes the life of close relatives of persons with BD more
liveable. A lifeworld phenomenological approach was used. The findings reveal that keeping distance,
having stability in everyday life, and strengthening equality through transparent communication are
conditions that enable close relatives to influence the unpredictable and its consequences and thus
make life more liveable. This implies contributions from close relatives, the person with BD, and the
caring services. We propose that health-care support should not be divided in support for the patient
and/or the close relatives but instead be designed as support for the ‘patient and close relatives’ as
a unit. Professional caregivers need to take responsibility for creating intersubjective settings for the
person with BD and their close relatives to share their needs and make joint plans for how to influence
the illness-related life issues.

KEY WORDS: bipolar disorder, close relatives, phenomenology.

INTRODUCTION Morselli 2007; Goossens et al. 2008b; Ogilvie et al. 2005;
Perlick et al. 2005; 2007; Steele et al. 2010). Moreover,
changes in the life situation, related to a variety of life-
long mood swings with depressive, hypomanic, manic,
and mixed episodes, can endanger social life, finances,
and occupational functioning (Dore & Romans 2001;
Reinares et al. 2008). An increased likelihood of divorce
or separation in relationships in which one person has a
diagnosis of BD is also reported by Baker (2002). Accord-
ing to Hill et al. (1998) close relatives experience a nega-
tive impact on their self-esteem and confidence. Also,
poor information provided to close relatives about the
illness has a negative impact on their ability to compre-
hend and manage to support the person with BD (Elgie &

The present paper is part of a major Swedish project
aiming to gain a greater understanding of different
aspects of lived experiences of bipolar disorder (BD). Two
studies related to persons living with BD (Rusner et al.
2009; 2010) and one study related to close relatives
(Rusner et al. 2012) have been published so far.

Bipolar disorder is an illness that significantly affects
the person with the diagnosis as well as close relatives.
The life of close relatives of persons with BD is associated
with emotional distress, depression, and a high level
of use of mental health services (Baker 2001; Elgie &
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Morselli 2007). A more passive and avoiding behaviour
when coping with the consequences of the illness tends to
increase the distress (Goossens et al. 2008b). Close rela-
tives of a person with BD also share many of the aspects
of burden reported for close relatives of persons with
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severe mental illness in general, such as difficulties with
getting to psychiatric health care, and a lack of clarity
concerning diagnosis, care, and treatment (Baronet 1999;
Rose et al. 2006; Tsang et al. 2003; Veltman et al. 2002).

Close relatives play an important role in strengthening
the person with BD in maintaining control (Baker 2002;
Rusner etal. 2010) and preventing serious negative
impact on the life of persons with BD (Karlsson 2006; Post
2005). Research on support regarding BD has mainly
been focused on that provided to persons with the diag-
nosis BD, leaving out the needs of close relatives (Perlick
et al. 2007). Van der Voort et al. (2007) state in a system-
atic review that informal caregivers need information,
accessibility to care, and to be able to talk with professional
caregivers, but also emphasize that little research on the
need for professional support for informal caregivers to
persons with BD has been carried out. The recovery alli-
ance theory of mental health nursing (Shanley & Jubb-
Shanley 2007) offers a base for support for close relatives
by emphasizing partnership in caring (Shanley et al. 2003).
By inviting family members to express their needs for
support and by giving feedback to providers, the family
members have been given a way to be involved and have
been shown respect (Jubb & Shanley 2002). Psycho-
educational interventions with a focus on the family have a
good impact on symptoms related to BD and mood disor-
der relapses for the persons living with BD (Miklowitz
et al. 2003; Rea et al. 2003). Little research has, however,
been carried out on the effects of educational interven-
tions on close relatives, although Reinares et al. (2004)
have reported that educational interventions reduced
the perceived subjective burden for close relatives and
increased their understanding of the illness.

In summary, previous research shows that being a
close relative to a person with BD makes everyday life
complex and demanding. They live in a unique existential
space in regard to the relationship between their own
needs and those of the person with BD (Rusner et al.
2012). A need for greater understanding of facilitating
conditions for close relatives of a person with BD is often
described in previous research but is still a neglected
research area. The aim of the present study is thus to
explore and describe what makes life as a close relative of
a person with BD more liveable.

APPROACH AND METHOD

To gain an understanding of what makes life as a person
closely related to a person with BD more liveable, a quali-
tative, descriptive, and explorative design with a lifeworld
phenomenological approach (Dahlberg et al. 2008) was
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chosen. This approach is based on the phenomenological
philosophy of Husserl and Merleau-Ponty and aims to
clarify and describe the structure of meanings of phenom-
ena related to human existence (Dahlberg et al. 2008).
The leading principles for the chosen approach are an
understanding of the world and body as lived and experi-
enced as something, a focus on meaning as well as revers-
ibility. For research of this nature, a phenomenological
attitude is needed, which is characterized by openness
to the lifeworld phenomenon, ongoing reflection upon
the meanings, and bridling of the understanding. It also
implies a movement between distance and proximity in
the reflection process as well as between the generalities
and the particularities of the meanings (Dahlberg et al.
2003; 2008).

Participants and setting

The inclusion criteria were: adults who are closely related
(married, cohabiting, sibling, adult child, parent) to an
adult person with a diagnosis of BD and where the latter
has experience of inpatient psychiatric care. Under-aged
children of persons with BD as well as parents to under-
aged children with BD were excluded, as their life situa-
tions were considered to be different phenomena. To
attain variation in data, participants were purposively
chosen to reflect a range of ages and a variety of relation-
ships to the person with BD (married, cohabiting, sibling,
adult child, parent) as well as an equal number of men
and women. The directors for two psychiatric clinics in
western Sweden and one national advocacy group with a
focus on BD granted permission to inform and to invite
research participants. Twelve persons, six women and
six men, meeting the inclusion criteria, were included.
The age range was 21-71 years. Five of the participants
were married or cohabiting (four of them shared respon-
sibility for under-aged children), four were parents, two
were siblings, and one participant was an adult child.
Eleven participants were of Swedish nationality, one of
which was raised by immigrant parents with a South
American origin. One participant was of Asian origin. The
participants lived in the northern, western and central
parts of Sweden, from both urban and rural areas.

Ethical considerations

The study was approved by the Regional Ethical Review
Board in Gothenburg, Sweden (556-09) and conforms
to the principles outlined in the Declaration of Helsinki
(WMA 2009). The participants received oral and written
information about the study, the voluntary participation,
and that they could withdraw at any time without explana-
tion. They were assured of confidentiality and protection
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for their integrity and identity. All the participants gave
written consent.

Data collection

Meaning-oriented interviews (Dahlberg et al. 2008) were
conducted from 2009 to 2010 by the first author (M. R.),
in a setting chosen by the participant. All participants
chose to meet at a neutral place, for example, a café, an
airport, or the premises of an advocacy group, and not
in their homes. The interviews lasted between 56 and
128 min and were recorded with a digital voice recorder.
Total interview time was 16 hours and 11 min, which gen-
erated a total of 389 pages with double-spaced text. The
participants were initially asked to share their experiences
of what makes their life as a person closely related to a
person with BD easier and more liveable. Open-ended
follow-up questions were continuously put in order to
encourage more reflection and to gain richer illustrations
of the experience of the phenomenon. The interviewer
aimed for a balance between a genuine closeness to
the interviewee and a constant focus on the research
phenomenon.

Data analysis

A phenomenological analysis, as described by Dahlberg
et al. (2008), focuses on the meaning of the structure of
the phenomenon, namely, the essential part and the varia-
tions. In order to assure validity, a phenomenological atti-
tude of openness for the lifeworld phenomenon, ongoing
reflection upon the meanings, and bridling of the under-
standing was maintained. The analysis process started
with a thorough reading of the verbatim transcribed text
in order to get a sense of the whole. With this sense as a
background, the attention was directed towards different
parts of meanings. Meaning units were identified and
described with a few words. Those meanings were then
combined in different ways, namely, clustered, until all
meanings were covered and inconsistency was no longer
found. The next step in the analysis was to search for the
invariant pattern of meanings of the research phenom-
enon. That is a reflective process on the relation between
the clustered meanings that aims to find and describe
the essential and more abstract meanings of the research
phenomenon. Finally, the particular meanings, namely,
the variations, that were considered to constitute the
essential meanings were formulated.

FINDINGS

The meaning structure of what makes life as a person
closely related (married, cohabiting, sibling, adult child or

© 2012 The Authors

parent to an adult child) to a person with BD more live-
able, the essence and the variations, is presented below.
Statements from the interviews are marked as quotations.
Presentations of essential meanings and its variations
in this tradition are written in present tense while they
describe how the phenomenon is, namely, the meaning,
and not what the participants said about it.

Essential meanings

‘Influencing the unpredictable’ means a more liveable life
for close relatives to a person with BD.

To experience the unpredictable, namely, the sudden
and sometimes unforeseen events and conditions that are
related to the other person living with BD, means inad-
equacy and powerlessness. The threat of the unpredict-
able implies a constant focus on detecting and influencing
both the unpredictable itself and its consequences. It
is about regaining power and making life a little bit less
unpredictable by creating individual prerequisites as well
as having and getting access to structures that make it
possible. This implies a proactive stance of distance that
enables reflection and rest from full attention to the needs
of the person with BD. Influencing the unpredictable also
requires the condition of having stability in everyday life,
as this means protection against chaos and complete pow-
erlessness. Also, equality between the close relative and
the person with BD as well as professional caregivers are
essential conditions for influencing the unpredictable.
Such equality is strengthened by transparent communi-
cation between those who are closely concerned.

The meaning of the phenomenon ‘what makes life as a
person closely related to a person with BD more liveable’
is further described by its constituents, which represent
the variations of the meaning: keeping a distance, having
stability, strengthening equality through transparent
communication.

Keeping a distance

Keeping a distance from the complexity of life makes it
possible to reflect on and predict the unpredictable. Such
a distance entails providing a space for reflection on indi-
vidual issues, on the life with the person with BD and
the future. Thoughts and feelings related to one’s own
ambiguous experiences as well as other persons’ expecta-
tions become clearer in this space of distance. It thus
means a foundation for choices and decisions that can
influence the unpredictable, which in turn opens up
the potential for vitality and hope. Space for reflection
requires access to encounters with others where there
is room for what is difficult and important in life, where it
is possible to meet the limit of one’s own ability and to
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mourn and weep over losses and disappointments.
Encounters of this kind, with a family member, a close
friend, a professional carer, or a member of a support
group, provide inner peace and opportunities for new
insights. However, they are not limited by location or
distance, as is indicated by the following statements:

T often speak with my family and friends in my home
country via the Internet when I'm sad.

A certain amount of distance is also required concern-
ing the person with BD him/herself in order to make it
possible to stay in the relationship. In this case, distance
is linked to an inner urge to make space for oneself and to
rest from focusing on the person with BD. This is expe-
rienced as painful but necessary, as it entails limitations
both for oneself and the person with BD. Just knowing
that one has a choice to stay or to leave means hope.
Distance can mean leaving the shared home, sometimes
temporarily, in order to be able to stay in the relationship.

T have almost given up and lost myself. Therefore I told
him ‘T am so tired and sad and have no energy left due to
taking care of you. I need peace and quiet and have to get
some more energy for myself’. So I told him that I am still
his girlfriend but I need to move out from the apartment.

Contexts and relationships, in which close relatives do
not have to account for words and actions from the person
with BD or be met by fearfulness, create a distance that
brings relief and makes it easier to regain energy. A work-
related context, even a demanding one, offers a restful
distance.

I'm not affected by it at work, then I leave that role. It can
be dark at work, but it is a different darkness than the
atmosphere at home.

Distance is also found in contexts and relationships
with persons with similar experiences. To share experi-
ences and thoughts with persons who know what it is like
to be closely related to a person with BD also means that
new perspectives emerge. Thus, distance is experienced
as an ‘invisible helper’ in the effort to find new ways to
influence the unpredictable.

I'm very thankful for the advocacy group. They've spoken
of it being possible to live and being able to laugh at the
illness and have fun together and that life goes on anyway.

Having stability

A stable everyday life is a necessary condition for close
relatives in their quest for influence on the unpredictable.
Daily routines and regular everyday activities give a basic
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stability that keep anxiety and distress at a distance and
make it possible to manage, even if one does not really
have the energy.

I was sad, tired, angry, and annoyed (laughs). What
helped me to cope was that I kept to my daily routines,
leaving the children, picking up the children, cooking
food, washing the clothes. Just having everything as usual
helped me to manage.

Stability does not mean that the anxiety and the
worries are gone. They remain together with the ordinary
life but without taking over. Stability in everyday life
thus means protection against chaos and complete
powerlessness.

Supportive family members and friends play an impor-
tant role in maintaining the structure in everyday life.
Help with everything from daily duties to financial
support enables stability.

I became very dependent on support from my relatives
then. My family helped with the shopping. My own family
became even more important then. ... I was lucky in
being able to borrow money from my mother so that I

could pay the bills.
and

He’s really pleased when he can stay at his grandparents.
That means a lot. I think that I would have a lot more
feelings of guilt as a parent if I didn’t have their support.

Sleep, mental rest, and exercise are essential meanings
of stability, while entailing a necessary balance of power
between the needs of the person with BD and one’s own
needs. For example, living with a constant threat of sui-
cidal actions by the person with BD demands that the
close relative is able to have ways of relaxing that involve
all parts of his/her life.

Then I convince myself that ‘now’s not the right time for
worrying, you've done what you can, you must sleep in
order to be able to survive, to help your daughter, sleep is
the first priority” and then I started my mantra method.

and

I go and train and dance once a week. That's where I
can get strength, energy, and happiness, it’s a gilt-edged
moment.

Stability also requires flexible and relevant support
from professional caregivers that aims to strengthen close
relatives in coping with everyday life, namely, the context
in which the person with BD is a parent, a spouse, and/or
a sibling.

© 2012 The Authors
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We still have ideas and plans for being together and I
hope that the community psychiatric services will con-
tinue to support us as a couple

Stability also means having care accessible. ‘An open
channel’ between close relatives and a professional carer
and access to compulsory treatment for the person with
BD, when necessary, protects daily life from being
destroyed by mental illness.

I have received help from the psychosocial team. ‘T rang
and they came to pick up my mother and she opened the
door dressed in a bathing suit and had. . . . wall-papered
the room with yellow post-it notes.”

A stable everyday life is not only a condition for influ-
encing the unpredictable. It is also the life itself. Being
approached by professional caregivers, who understand
and convey that they understand the deeply existential
meaning of being closely related to a person with BD thus
means a security that increases the stability. Words alone
are not sufficient, they need to convey a sense of being
seen and taken seriously. They also need to be accompa-
nied by actions that confirm the words.

Strengthening equality through

transparent communication

Equality enables close relatives to be able to influence the
unpredictable. It concerns the relationship between the
close relative and the person with BD, but also encoun-
ters with professional caregivers.

Equality means a shared responsibility in the relation-
ship, which moves the focus from the individual life
to their joint life. Yet, it is not always about being equally
responsible in concrete terms. Equality means a joint
involvement and to jointly plan for periods when the close
relative needs to take more responsibility.

Lack of such equality entails powerlessness for close
relatives while equality implies the ability to manage and
influence the unpredictable. Transparent communication
allows for that. A transparent communication between
the close relative and the person with BD means, in this
context, a mutual openness about one’s own needs and
desires. Such a transparency, characterized by mutual
respect, also strengthens stability in everyday life. Close
relatives’ deep-rooted experiences of letting one’s own
needs take second place makes it difficult to make them
visible. It means a struggle, characterized by fear that
it will be too heavy a burden for the person with BD to
realize what it means to be a close relative.

I don’t dare to feel not well. The situation is paradoxical,
such as when I'm now not feeling well and my partner

© 2012 The Authors

gets a bad conscience because she knows that it is because
of her and then she feels even worse.

Nevertheless, to communicate the effort that is needed
in the balancing act between being just a close relative
and having a more caring role is necessary for the equal-
ity. It also allows for close relatives to take the first step
out of a caring role in favour of a joint responsibility for
issues related to care.

I need to be told in some way that the one who is ill is
not . . . free from responsibility . . . that it is his responsi-
bility to take his medication, to keep his appointments
. .. that would help our relationship as a couple and in our
everyday life.

Equal access for close relatives and for the person with
BD to know about what it means to live with BD strength-
ens the equality in the relationship. Professional caregiv-
ers play an important role in increasing the conditions for
transparent communication that strengthen such equality.
To include close relatives in the planning for care, treat-
ment, and recovery in the early stage creates a founda-
tion for communication that allows for sustainability and
equality in everyday life. Such an inclusion, however,
depends on an active invitation from the person with BD
to the close relative to participate.

Professional caregivers can enable the person with BD
to reflect on issues concerning joint responsibility and
inviting close relatives to participate in strengthening
equality and enabling close relatives and the person with
BD to jointly influence the unpredictable. Conversely,
professional caregivers’ ignorance concerning such issues
contributes to increased loneliness and suffering from the
consequences for close relatives.

Individual, separate encounters with professional
caregivers can also be in line with transparent communi-
cation. Transparency is then about meeting professional
caregivers who are familiar with the joint context.

The person I was talking with didn’t have any background
about my husband or his situation. I thought that it felt
useless that I should talk to someone who did not know
anything about our situation.

Transparent communication from the professional car-
egivers with the expanded network about the illness opens

up new possibilities for the close relative and the person
with BD in influencing the unpredictable.

DISCUSSION

The findings reveal that there is an essential need for
conditions that enable close relatives of a person with BD
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to influence the unpredictable. With such influence,
experiences of inadequacy and powerlessness are
replaced with those of being able to influence the unpre-
dictable and its consequences. Life can then be made
more liveable for close relatives of a person with BD. The
findings clearly indicate that facilitating conditions are
linked to close relatives” own understanding and efforts,
but also to decisions that have to be made by the person
with BD as well as structures within the psychiatric caring
services and the attitudes of professional caregivers. This
also makes the exposure of close relatives visible when
trying to influence the unpredictable, but also having
to depend on others. The findings thus show that it is
important to understand the complexity concerning the
facilitating conditions for close relatives when planning
support. Close relatives need to cooperate with the
person with BD as well as the professional caregivers in
order to achieve the necessary individual facilitating con-
ditions. If each person takes responsibility for their own
part, the whole can thus be improved. However, Reinares
et al. (2006) state that reducing the informal caregivers’
responsibility for care and treatment for the person with
BD must be considered as a crucial goal for the caring
services.

The published work in this context has to a great extent
focused on the many support needs of close relatives in
relation to what they need from professional caregivers.
We maintain that the present paper has contributed to
this important knowledge by presenting a holistic setting
in which the many inherent parts of the support can reach
their full potential. In this paper, we will further discuss
the three main facilitating conditions that can increase the
influence of close relatives on the unpredictable.

First, close relatives need a certain amount of distance
that enables reflection and rest from full attention to the
needs of the person with BD in order to be able to stay in
the relationship. This is something that is easier said than
done and must be considered to be a huge challenge.
It is a balancing act between often equally demanding
important needs, especially if the close relative is a parent.
Nevertheless, close relatives who do not take care of
themselves are at the risk of not being able to support the
person with BD in the long term. This is a point that
Tranvdg and Kristoffersen (2008) also make when they
state that too much responsibility for the person with
BD might lead to them suffering from their own health
problems (Tranvég & Kristoffersen 2008). Jénsson et al.
(2011a) maintain that family members of a person with
BD need to limit the extent to which they feel responsible
for the life of the person with the illness in order to create
a sense of hope for the future. Van der Voort et al. (2009)
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suggest that close relatives need to aim at increasing per-
sonal space, withdrawing from problematic situations in
favour of more rest. Our study shows that it can also mean
leaving the shared home, sometimes temporarily, in order
to be able to stay in the relationship.

Second, having stability and structure in everyday life
protects against chaos and complete powerlessness and
thus helps close relatives to influence the unpredictable.
The extended family and close friends play a very impor-
tant role in this area. For example, financial support in a
situation when the structures of the society are not suffi-
cient may be the decisive factor for the required stability.
Stability also requires access to psychiatric care when it is
needed. Problems in this area are devastating for close
relatives when they strive to influence the illness-related
issues in life. Tsang et al. (2003) showed that the complex
system of mental health services, with frequent changes,
a lack of accessibility as well as social and work-related
interventions, even increased the hardship for close rela-
tives. According to Ewertzon et al. (2011), continuity
is of great importance when interacting with health-care
professionals.

Third, strengthening equality through transparent
communication between the close relative and the person
with BD, as well as equality in encounters with profes-
sional caregivers, facilitate a joint influence on the un-
predictable and create a more stable and liveable life.
Transparency between close relatives and the person with
BD about one’s own needs and desires is a foundation for
a joint and lasting responsibility for issues related to the
illness and care. Such communication needs to be sup-
ported and facilitated by the professional caregivers.
This aspect has, to our knowledge, not previously been
described in the published work. Thus, we suggest that
this aspect could also be included within the setting of
existing educational interventions that have been proven
to be of great importance for close relatives (Jénsson et al.
2011b; Reinares et al. 2004).

In conclusion, our findings are in line with previous
research that illustrates the need for a holistic support
for close relatives of a person with BD (Jénsson et al.
2011a) and research that argues for a more family-focused
support (Shanley et al. 2003; Shanley & Jubb-Shanley
2007). The main contributions of this study are that the
conditions that make life more liveable for close relatives
have been described from an existential perspective.
It has thus become clear that close relatives’ needs for
support cannot only be provided by specifically targeted
support measures focusing on them. Instead, the com-
plexity of enabling close relatives to be able to influence
the unpredictable jointly with the person with BD must
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be recognized. The need to strengthen equality through
transparent communication has also contributed to a
greater knowledge about what holistic support means.

Limitations and strengths

The choice to exclude under-aged children of persons
with BD as well as parents of under-aged children with
BD has limited the transferability to all close relatives of
persons with BD. The collected data is based on a pur-
posively chosen sample with great variation. The essential
meaning ‘influencing the unpredictable’ is thus transfer-
able to adult close relatives of adult persons with BD, but
may also be transferable to close relatives of persons with
other severe mental illness. The variations show different
expressions of what makes life for close relatives of a
person with BD more liveable. We maintain that the
extent of the research phenomenon that indicates a need
of a more holistic understanding of support for close
relatives could only have been revealed within a meaning-
oriented approach with open questions. This could be
seen as a strength in this study.

CONCLUSIONS AND IMPLICATIONS
FOR CARE

Keeping distance, having stability in everyday life, and
strengthening equality through transparent communica-
tion are essential conditions that can facilitate close rela-
tives to influence their unpredictable life. Facilitating for
these conditions entails contributions from close relatives
and the person with BD, as well as from the caring ser-
vices. We propose that support from professional caregiv-
ers should not be divided between support for the patient
and the close relatives but instead be designed as support
for the ‘patient and close relatives’ as a unit. We suggest
that professional caregivers should be responsible for
inviting the close relatives and the person with BD to
intersubjective encounters, where important information
and knowledge related to the illness and facilitating con-
ditions could be shared, passed on, created, and planned.
A joint influence on the illness-related life issues can
make life more liveable for close relatives.
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