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Utdrattur

Pessi rannsokn var gerd a sjuklingum med gedklofa og lyndisroskun og var endurtekin
fimm arum eftir ad hun hafdi verid gerd upphaflega. Sjuklingarnir voru allir skradir a
dagdeild gedsvids Landspitala Hdaskdlasjukrahuss i meira en eitt ar arid 2008. Alls
uppfylltu 47 sjaklingar skilyrdin og hofou viotol verid tekin vid pa a pvi ari. Sjaklingarnir
matu parfir sinar i vidtélunum og var studst vid Camberwell Assessment of Need (CAN).
Einnig hofdu verid tekin viotol vid sjuklinga vardandi lifsgeedi og par var studst vid
lifsgaedalistann Lancashire Quality of Life Profile (LQoLP) en sa listi inniheldur einnig
Rosenbergs sjalfsmats skala. Fimm arum sidar voru samskonar vidtol tekin vid 30 peirra,
en su breyting hafdi ordid a hogum peirra ad deildinni hafdi verid lokad tveimur arum
fyrir seinni vidtolin. Nidurstodur syna ad lifsgeedum patttakenda hefur hrakad (-0.28),
pratt fyrir ad syna ekki marktaekt vegna litils fjolda. patttakendur meta fleiri parfir
6uppfylltar eftir lokun deildarinnar og pridjungi feerri eiga traustan vin. Fylgni er milli

lifsgaeda og metinna éuppfylltra parfa en meiri fylgni vio lifsgaedi hefur gott sjalfalit.

Efnisord: mat a porfum, lifsgedi, adalumonnunaradili, alvarlega gedsjukir og

afstofnanavading.



Abstract

The present study is a 5-year follow-up study of patients with schizophrenia and mood
disorders, who were patients on a day-clinic in Landspitali University Hospital, Reykjavik,
Iceland for more than one year in 2008. In all, 47 patients fulfilled the criteria and were
interviewed that year at a baseline. Their needs were independently rated by
themselves according the the Camberwell Assessment of Needs (CAN). The interview
with the patients also included quality of life assessed by the Lancashire Quality of Life
Profile (LQOLP) which includes the Rosenberg self-esteem scale..Five years later, 30 of
them also participated in follow up study, but in the meantime the day-clinic had been
closed tvo years before follow-up. Over the 5-year follow—up quality of life of the
subjects had deteroriated (-0.28) although not statistically significant owing to the small
sample size and they had more unmet needs (+0.4). At follow-up one third fewer
subjects reported no reliable friend. Quality of life correlated with few unmet needs to

a minor extent and more strongly with the level of self-esteem.

Keywords: need assessment, quality of life, key workers, severely mentally ill and

deinstutionalise.



Formali

betta verkefni: Lifsgaedi og parfir sjuklinga eftir lokun deildar; samanburdur & lifsgeedum
og porfum sjuklinga fyrir og eftir lokun deildar, er 60 ECTS einingar til meistaragradu i
félagsradgjof vid Haskdla Islands. Hoéfst vinnan vid verkefnid i upphafi ars 2013 og lauk
sidla sumars arid 2014. Er petta verk i tveimur hlutum, annars vegar rannséknargrein
ensku, sem verdur send til birtingar i fagtimaritid International Journal of Psychosocial
Rehabilitation. Greinin er aftast i pessu hefti, en pegar pessi ord eru skrifud er ekki vitad
hvenaer hun verdur birt. Hins vegar er pad rit sem er hér fyrir aftan 4 islensku, sem er
dypkun & kenningarlegum grunni og adferdarfraedi verkefnisins. Hafa margir adilar
komid ad pvi ad gera verkefnid ad pvi sem pad er ordid i dag og vil ég nota teekifzerid og
bakka fyrir mig.

Eg vil pakka leidbeinanda minum Freydisi Jénu Freysteinsdéttur, désent vid
félagsradgjafardeild H.I., fyrir mjog gott samstarf og studning vid ritun verksins og pa
uppbyggilegu og faglegu gagnryni sem hun veitti mér. Gudranu Blondal, fyrrum
deildarstjora a deild 28 i Hatuni vil ég pakka fyrir hvatningu og ahuga a verkefninu asamt
utvegun heimilda vardandi deild 28.

Fyrir yfirlestur verksins og gagnlegar abendingar vil ég pakka Bjorgu Karlsdottur,
félagsradgjafa og Kristoferi borleifssyni, sérfeerdilaekni a Kleppi. Einnig a fjolskylda min
gddar pakkir skilid fyrir ahuga og hvatningu vid verkefnid.

A0 sidustu vil ég pakka ollum patttakendum rannsdknarinnar fyrir ad hafa gefid
rannsékninni tima sinn og hversu hreinskilnir og opinskair peir voru um lif sitt og lidan.

An peirra hefdi ekki verid mogulegt ad framkvama rannséknina
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1 Inngangur

[ pessari rannséknarskyrslu verdur fjallad um breytingar & lifsgeedum og pdrfum hja hoépi
langveiks folks med alvarlega gedfotlun. Pbatttakendur voru skjélstaedingar dagdeildar
gedsvids i Hatuni 10, en su deild var 16gd nidur arid 2011. Rannsdknarskyrslan greinir fra
peim breytingum sem ordid hafa a lifsgeedum peirra og porfum, tveimur arum eftir ad
deildinni var lokad. Nidurst6dur eru bornar saman vid nidurstédur sams konar rannsoknar

sem gerd var premur arum adur en deildinni var lokad.

1.1 Val avidfangsefni og bakgrunnur
Miklar breytingar hafa ordid i gedheilbrigdiskerfinu fra sjotta aratug seinustu aldar.

Tilkoma nyrri og betri gedlyfja vard til pess ad unnt var ad utskrifa fleiri sjuklinga af
stofnunum. Nyjar fagstéttir eins og félagsradgjafar og idjupjalfar komu til ségunnar aratug
sidar og storfudu dsamt 6dru heilbrigdisstarfsfolki vid endurhafingu og utskrift pessara
sjuklinga. Markvisst hefur verid unnid ad pvi ad utskrifa alvarlega langveika sjuklinga af
geddeildum i adra busetu. Endurhaefingarirreedum og deildum hefur verid lokad vid
endurskipulagningu starfseminnar. Tilgangur pessara breytinga var sa ad auka sjalfstaedi
félks sem hafdi dvalid mjog lengi a geddeildum og ad pad fengi adstod vid og taekifeeri til
busetu utan geddeilda. Félagsradgjafar a8 gedsvidi Landspitala hafa unnid vid ad finna ny
Urraedi og busetu fyrir pennan hép langveiks félks med alvarlegar gedraskanir, en
rannsakandi starfadi sem félagsradgjafi 4 deild 14 4 Kleppi og dagdeild gedsvids i Hatuni adur
en peim deildum var lokad. Par sem rannsdkn hafdi verid gerd arid 2008 3 lifsgeedum og
lidan hépsins sem soétti pjonustu 4 deild 28 i Hatuni (Svavarsdéttir, Lindquist og Juliusdattir,
2014) valdi rannsakandi ad endurtaka sému rannsékn fimm arum sidar. Fyrri rannsokn var

gerd premur arum fyrir lokun deildarinnar en pessi var gerd tveimur arum eftir lokun.

1.2 Markmid og mikilveegi rannsdéknar
Markmid pessar rannséknar er pvi ad skoda lifsgaedi og lidan pesa hdéps sem var adur

skjolstaedingar dagdeildar gedsvids i Hatuni. Langflestir peirra eda 82% bjuggu pa i sama husi



og dagdeildin var starfreekt i og gerdi ndlaegd deildarinnar moérgum peirra kleift ad bua i
sjalfsteedri busetu. bvi er ahugavert ad sja hvort lokun deildarinnar hafi ordid til pess ad peir
pburftu ad flytja af heimilum sinum. Einnig er dhugavert ad skoda hvernig poérfum peirra
hefur verid maett eftir ad deildinni var lokad og hvort breytingar hafi ordid a pvi hvernig peir

meta lifsgeedi sin.

Engar rannséknir hafa verid gerdar a lidan og afdrifum peirra sem voru atskrifadir eftir
langtima dvalir & stofnunum gedsvids og er pessi rannsdkn pvi su fyrsta sem kannar afdrif

beirra.

1.3 Uppbygging rannsdknarskyrslu
| samraemi vid markmid rannséknarinnar verdur leitast eftir ad svara eftirfarandi
rannséknarspurningum:
1. Hefur lokun deildarinnar ordid til pess ad skjélstaedingar deildarinnar hafi ordid
ad flytja ur Hatuni?
2. Hvada breytingar hafa ordid a lifsgeedum og porfum pessa hdps tveimur arum

eftir lokun deildarinnar?

3. Er munur & pvi hvernig patttakendur meta parfir sinar midad vid mat

umonnunaradila?

4, Hvada peettir spa helst fyrir um lifsgaedi hopsins?

Vid lokun deildarinnar er ljost ad patttakendur hafa misst mikla pjonustu sem peir fengu
adur i sama husi og peir bjuggu. bvi er dhugavert ad skoda hvort lokun deildarinnar hafi
ordid til pess ad peir purftu ad flytja frd heimilum sinum pangad sem peir gatu fengid
bjonustu vid haefi og er leitad svara vid pvi med fyrstu spurningunni. Onnur spurningin midar
ad pvi ad varpa ljosi a lifsgeedi patttakenda og hvernig eda hvort mat peirra 38 lifsggedum
sinum hefur breyst fra pvi fyrir og eftir lokun deildarinnar. bridja spurningin leitar svara vid
bvi hvort patttakendur meti parfir sinar, uppfylltar og duppfylltar 4 sama hatt og
umonnunaradili peirra gerir. Hvort peir meti sému parfir og i hve rikum maeli peir meta
parfir uppfylltar. Fjérda spurningin midar ad pvi ad skoda hvada persénubundnu paettir

studla helst ad lifsgeedum einstaklinganna.
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Rannsdknarskyrslan skiptist i fimm kafla. Ad loknum inngangi verdur gerd grein fyrir
stodu pekkingar og peim fraedilega pekkingargrunni sem rannséknin byggir 4. bar verdur
fjallad um afstofnanavaedingu a gedsvidi Landspitala og lokun deildar 28 i Hatuni 10 sem
hluta peirrar stefnu, en lokunin vard vid flutning malefna fatladra fra riki til sveitarfélaga.
Fjallad verdur um sérstodu, hugmyndafraedi og vinnulag deildar 28 og hvernig hugtdkin
batastefna (e. recovery model), sem nylega hefur verid tekin formlega inn i vinnulag gedsvids
(Margrét Ofeigsdéttir, 2013) og styrkleikalikanid (e. the strengths model) gegndu miklu
hlutverki i starfsemi deildarinnar. pvi naest er gerd grein fyrir likamlegri heilsu og lifslikum
langveikra med gedraskanir og vidhorfi peirra til pjonustu hér & landi. Sidan verdur fjallad
um st6du pekkingar 4 lifsgeedum langveikra med gedfotlun og hvada persénubundnu paettir
spa helst fyrir um lifsgaedi. [ pridja kafla er adferd og framkvaemd rannséknarinnar gerd skil
og ljési varpad a takmarkanir hennar og sidfraedileg alitamal. [ kafla fjdgur eru birtar

nidurstodur rannséknarinnar og sidan umraeda um nidurstodur og lokaord i kafla fimm.

Sem vidbot vid pessa umfjollun var skrifud rannséknargrein a ensku sem verdur birt i

erlendu, ritryndu fagtimariti og er hun i viohengi i pessu hefti.
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2 Frzedileg umfjollun

2.1 Afstofnanavading
Afstofnanavaeding (e. deinstitutionalise) er ferli sem felur i sér ad taka Ut pjonustu vid
langlegusjuklinga & gedsjukrahisum og feera hana yfir til almennrar heilsugeeslu fyrir
sjuklinga sem eru greindir med gedsjukdoma eda fotlun. Afstofnanavaeding beinist ad
tveimur pattum: sda fyrri er ad faekka innlagnarplassum a gedsjukrahtisum med pvi ad atskrifa
sjuklinga, stytta innlagnartimann og feekka baedi innlégnum og endurinnlégnum. Sa seinni
felur i sér breytingar @ innvidum gedspitala sem mida ad pvi ad draga ur eda koma i veg fyrir
ad sjuklingar finni fyrir vonleysi, laerdu hjalparleysi og annarri 6gagnlegri hegdun og ad peir
verdi hadir pjonustu (Stroman, 2003).

Samkvaemt gedlaeknunum Eisenberg og Laurence (2010) hefur afstofnanavaeding leitt til
farsaeldar fyrir flesta sjuklinga pratt fyrir ad margir peirra hafi verid yfirgefnir, heimilislausir

og an umonnunar. Pbeir segja tilurd afstofnanavaedingar hafa ordid af premur astaedum.

1. Samfélagspolitisk umraeda sem hafdi ahrif 4 stefnu heilbrigdisyfirvalda.

2. Tilkoma nyrri gedlyfja sem hjalpudu sjuklingnum ad na betri stjérn 3
sjukdémnum.

3. Skipting fjarmagns gedheilbrigdispjonustu fra riki til sveitarfélaga.

Hér & islandi hoéfst afstofnanaveeding a sjdtta dratugnum med tilkomu nyrra gedlyfja, sem
hjalpudu sjuklingunum ad na betri stjorn 4 sjukdomnum. Fljétlega var p6 farid ad kvarta yfir
pbvi ad sjuklingar veeru oflyfjadir og illa pjakadir af aukaverkunum nyju lyfjanna.
Gedlakningar voru sagdar hafa fjarlaegst sjuklinginn og tynst i floknum efnafraediformilum
og bodefnalikénum (Ottar Gudmundsson, 2007). | umraedu um hlutverk og hugmyndafraedi
gedlaekninga for fremstur franski heimspekingurinn og sagnfraedingurinn Michel Faucault
sem benti 4 pa meintu valdnidslu sem aetti sér stad i gedlaekningum. Foucault benti a hid
samfélagspolitiska hlutverk gedlaeekninga og hversu audvelt stjornendur aettu med ad
misnota pessa sérgrein laeknisfreedinnar (Foucault, 1998). Félagsfraedingurinn Erving
Goffman gaf Ut bok sina Heelid arid 1961 (Goffman, 1961). Hann starfadi i nokkur ar a
geddeild i Washington DC og eyddi 6llum tima sinum med sjuklingum og i ndnum tengslum
vid starfsfolkid. Hann gagnryndi bzaedi medferdina og tjaskiptin manna & medal og vard
tidreett um pau ahrif sem stofnun eins og geddeild hafdi & sjuklingana. Tjaskipti manna a

medal baru vott um mismunandi hlutverk og 6élika valdast6du og Goffman kom fram med
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hugmyndina um ad sjuklingarnir yrdu stofnanavaeddir (e. institutionalise) ef peir dveldu of
lengi @ sjukrahusum. bessar kenningar attu eftir ad hafa mikil ahrif & stefnumédtun

Kleppsspitala (Ottar Gudmundsson, 2007).

Markmid samfélagspjonustu vid gedfatlada er ad snuda vid peirri proun sem hefur
vidgengist ad einangra folk med gedfotlun & stofnunum og studla ad pvi ad peir samlagist
samfélaginu med pvi ad bjéda peim umhverfi sem er félagslega hvetjandi an pess ad beita of
miklum prysingi (Transella, 1986). A gedsvidi Landspitala hefur pad verid hlutverk
félagsradgjafa ad utvega peim sjuklingum huisnaedi sem ekki gatu snuid aftur til fyrra heimilis
og sja peim fyrir videigandi Urreedum. Med pad ad markmidi ad sjuklingar sem ennpd bjuggu
i foreldrahiusum 06dludust meira sjalfsteedi var reynt ad finna bulsetulrredi utan
foreldrahtsa. [ samvinnu vid Reykjavikurborg voru teknar 4 leigu félagslegar ibudir par sem
nokkrir sjuklingar gatu buid saman og haft sameiginlegt heimilishald. Félagsradgjafar hoféu
umsjon med inntokum a pessi heimili og heimséttu pau reglulega til ad fylgjast med
sambudinni og hafa eftirlit med virkni sjuklinganna. Heimili pessi fengu heitid ,Verndud
heimili“ og var par samvinna milli félagsrddgjafa a gedsvidi og starfsfélks Reykjavikurborgar,
sem adstodadi ibua vardandi heimilishald (Kristin Gyda og Sigurrds Sigurdarddttir, 2001).
Verndudu heimilin pykja ekki tryggja sjalfsogd mannréttindi nud til dags og hafa onnur
busetuform med adra hugmyndafraedi litid dagsins ljés. NU eru krofurnar um einkarymi
meiri og ekki pykir asaettanlegt ad bua i litlum herbergjum og deila sameiginlegri adstodu
med tveim til prem ibGum (Bjorg Karlsdéttir, Oléf Unnur Sigurdardéttir og Sveinbjorg Julia

Svavarsdoéttir, 2006).

Afstofnanavaeding seinasta dratugar 4 gedsvidi Landspitala félst medal annars i ad 40 til
50 langdvalarrymum 4 vegum Landspitalans i Arnarholti var lokad arid 2005. Endurheefingar-
og starfsurraedi eins og Bergidjunni var lokad par sem synt potti ad peir sem par storfudu
faeru ekki ut & almennan vinnumarkad og veeri pvi ekki um endurhafingu ad reeda. Deild 14 34
Kleppi, sem var langdvalardeild fyrir folk sem hafdi baedi ged-og proskaraskanir var lokad og
dagdeild & gedsvidi i Hatuni var lokad arid 2011. bratt fyrir gédan tilgang stjérnenda
spitalans er pad reynsla peirra félagsradgjafa sem unnu ad pvi ad finna ny Urreedi fyrir
sjuklingana vid ofannefndar lokanir ad pessar akvardanir hafi i flestum tilfellum verid erfidar

fyrir sjuklinga sem dvalid hoféu i 6ruggu og traustu umhverfi i langan tima. Ekki voru
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breytingarnar sidur erfidar fyrir adstandendur sjuklinganna sem attu erfitt med ad treysta pvi

ad onnur Urraedi hentudu betur.

Annad sem studladi ad utskrift sjuklinga var ad Kleppsspitali var yfirfullur og hdsakynni
léleg i gdmlu byggingunni, sem var kollud ,Gamli Kleppur”. ,,Gamli Kleppur® hafdi verid
starfraektur frd arinu 1907 og voru husakynni par baedi lek og mikil brunahzetta. Unnt var ad
ryma pa byggingu med pvi ad flytja seinustu sjuklingana padan & innlagnardeild sem pa var

deild 28 i Hatuni 10. (Ottar Gudmundsson, 2007).

2.2  Sérstada deildar 28 i Hatuni 10a

Deild 28 i Hatuni 10a var opnud & sjounda dratugnum og pangad fluttust hjukrunarsjuklingar
af Kleppsspitala til langtimadvalar. Deildin hafdi 12 legurdm og var stadsett 4 jardhaedi i husi
Hussjéds Oryrkjabandalags islands, par sem adgengi var ad ibudum i premur tiu haeda
ibudakjornum med einstaklingsibidum. G&d samvinna myndadist milli deildarinnar og
Hussjéds Oryrkjabandalagins og unnt vard ad endurhaefa sjuklinga & deildinni til sjalfstaedrar
busetu i pessum ibudum. Einnig var gerdur samningur vid hjukrunarheimilid Grund um ad
peir sjuklingar sem ekki reyndist unnt ad endurhaefa til sjalfstaedrar busetu og stédust
vistunarmat gaetu fengid plass a hjukrunarheimilinu, en peir settu aftur plass a deildinni ef

beir samldgudust illa vistmdnnum & Grund (Gudrun Bléndal og Kristin Olafsdéttir, 2007).

Deildin var starfreekt i hvetjandi umhverfi af mjog ahugasomu og faeru félki sem naut
starfa sinna par. Vist ma telja ad nalaegd deildarinnar vid heimili sjuklinganna hafi gert peim
kleift ad bua i sjalfstaedri busetu. Fra upphafi og til arsins 2008 var deildin innlagnardeild
fyrir 12 sjuklinga. Samtimis var deildin dagdeild fyrir atskrifada sjuklinga af bradadeildum
Landspitala par sem mikil dhersla var 4 samfellu i medferd. Deildin var pvi hluti af
deildarkedju og i ndinni samvinnu vid bradamaéttokudeild (32C) (Gudruan Blondal o.fl., 2007).
Deildin pétti pvi naudsynleg eftirfylgd vid sjuklinga eftir tskrift af bradadeildum spitalans. |
bréfi Larusar Helgasonar, yfirlaeeknis i febriar 1998 til stjérnarmanna Landspitala nefnir hann
ad skipulag deildarinnar hafi vakid athygli erlendis og forsvarsmenn spitalans hafi verid
bednir um ad kynna og leidbeina um pessa starfsemi 8 ymsum sjukrahtisum adallega i
pyskalandi og i Svipjod. Deildin hafi einng fengid heimsoknir erlendra sérfraedinga

(Landspitali, 1998). Vitad er um deild innan Sahlgrenska haskdélasjukrahussins i Gautaborg i
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Svipjéo par sem fyrirkomulag deildar 28 var haft til fyrirmyndar (Gudrun Bléndal munnleg

heimild, 20. Januar 2014).

Sérstada deildar 28 gagnvart 6drum deildum i gedheilbrigdiskerfinu var st ad hun var
stadsett utan spitalanna tveggja. Deildin var i sama husi og tvo hundrud ibudir fyrir fatlada i
pbremur innbyrdis tengdum byggingum. Dagdeildin sinnti salfélagslegri endurhafingu félks
med alvarlega og langvinna gedsjukddma og staerstur hluti skjélstaeedinganna bjo i sjalfstaedri

busetu i sama husi (Gudran Blondal o.fl., 2007).

2.3  Hugmyndafraedi deildarinnar

Hugmyndafraedi deildarinnar var undir ahrifum Liberman og annarra freeimanna sem byggir
a aukinni sjalfshjalp og sjalfstaedi sjuklinga dsamt pvi ad studla ad betri studningi af halfu
fjdlskyldunnar. Einnig var byggt & hugmyndum Mosher og Lorenzo (1994). beir leggja
adherslu 4 hvernig samband milli lifsstils og sjukdéma prdast. Samkveemt peirra
hugmyndafraedi er vandinn ekki sjukdédmurinn heldur hvernig porfum hvers einstaklings er
maett (Mosher o.fl., 1994).

Studst var vid hugmyndafraedi styrkleikalikansins (e. the strengths model) utfra
styrkleikum einstaklingsins og getu. bvi var 16g6 ahersla 4 ad vinna med styrkleika og getu
einstaklinga frekar en persénulegt getuleysi og andlega sjukdéma. Nalgunin hvetur félk til ad
hugsa til framtidar og i lausnum frekar en ad horfa til baka og velta sér uppur vandamalum
fortidar (Healey, 2005). Einstaklingar vita yfirleitt i grundvallaratridum hvad hentar peim
best og purfa ekki sérfraedinga til ad segja sér hvad peir eigi ad gera. En med pvi ad hlusta a
einstaklinga, rodd peirra og sogu og leyfa peim ad koma & framfaeri styrkleikum, haefileikum
og bjargradum, pa er liklegast ad einstaklingurinn sjalfur sjai og finni leidina og lausnina a pvi
hvernig lifid geti verid 68ruvisi og betra (Saleebey, 2011). [ vinnu med styrkleikalikaninu er
skodad hvernig adstaedur skjélstaedingsins hafa verid, hvernig paer eru ndna og hvernig hann
Oskar ad hafa paer i framtidinni. Sidan er markmidum forgangsradad og hann feer adstod vid

ad na markmidum sinum (Rapp, C.A., 1998).

Einnig er mikilvaegt ad tekid sé tillit til pjodfélagslegra adstaedna. Aridandier ad
leeknismedferd og vinna pverfaglegra hépa medferdaradila sé stundud samhlida, i nanu
samstarfi vid skjolstaedinginn og aukin ahersla sé 16g0 a reglulega eftirfylgni (Sveinbjorg

Svavarsdottir, 1999).
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Ljést er ad pegar sjukdédmurinn hindrar virka patttoku einstaklinga i samfélaginu, er
arangursrik medferd og endurhafing dsamt eftirfylgni forsenda pess ad peir geti adlagast
samfélaginu ad nyju. bannig ma segja ad endurhaefing feli i sér tvo megin paetti. Annars
vegar medferd sjukdémsins sem hindrar sjuklinginn i patttoku i edlilegu lifi og hins vegar
vinnu sjuklingsins ad eigin adlégun ad samfélaginu og 4 ad hann taki abyrgd a eigin lifi.
Sérstok dhersla var |6gd 4 ad styrkja vidbrogd sjuklings vid sjukddmi sinum. bad var m.a. gert
med pvi ad fraeda sjukling um sjukddéminn, hvada medferd veeri talin arangursrikust og hvad
hann geeti sjalfur lagt af morkum til ad medferd nyttist sem best. (Gudrun Blondal o.fl, 2007).
Hugmyndafraedi deildarinnar hafdi pvi sterka skirskotun til ,,Batalikansins” (e. recovery
model) sem byggir 8 hugmyndum um bata og gengur ut a ad félk sem glimir vid gedsjukdéma
taki virkan patt i medferd sinni og verdi lykilpersénur i pvi ad breyta lifi sinu til hins betra.
Talid er ad med pessum adferdum geti folk nad gédum bata og endurheaefingu ut i
samfélagid. bvi er haegt ad lita svo 4 ad bati sé ferli sem félk fer i gegnum en jafnframt
akvedin utkoma. Bataferlid er alltaf einstaklingsbundid og ekki er til ein almenn leid til pess
ad nd bata heldur verdur félk ad finnna sina leid (Bonney og Stickley, 2008; Jacobsson og
Greenley, 2001; Mueser o.fl., 2002). Batahugmyndafraedin er nd ordin formleg stefna innan
gedsvids Landspitalans (Margrét Ofeigsdéttir, 2013). Batahugmyndafraedin spratt upp ur
hreyfingu notenda sem hafdi skodanir a pvi hvernig medferdin a peim zetti ad fara fram.
Hreyfingin kallar sig Consumer Movement og hefur hun verid til fra pvi i kringum 1970

(Landspitalinn, 2014).

petta synir ad su hugmyndafraedi sem stjdrnendum gedsvids Landspitala telja best henta
skjélsteedingum gedsvids er ad pvi er virdist ekki frabrugdin peirri hugmyndafraedi sem
studst var vid a deild 28 i Hatuni. En ekki var litid til peirrar hugmyndafraedi sem var ad
nytast sjuklingum vel innan Landspitalans og byggdist 4 dratuga reynslu heldur leitad i smidju

annarra.

2.4  Starfsemi deildar 28 i Hatuni 10a

Geta og parfir sjuklinga a deild 28 i Hatuni 10a voru metnar a faglegan hatt med
st6dludum spurningalistum og vidtélum. Gagnreynt meaelitaeki fyrir parfir fullordinna
gedsjukra einstaklinga var notad sem ber heitid CAN (stendur fyrir e. Camberwell Assment of
Needs) var notad par til ad meta parfir sjuklinga beaedi af starfsfolki og peim sjalfum til ad

tryggja sem besta pjonustu. Kennd voru vidbrégo vid fyrstu almennu einkennum og vid
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versnun sjukddms. Studst var vid ymsar tegundir hjdlpargagna m.a. var hannad sérstakt
gedsveiflurit sem audveldadi skraningu 4 gedsveiflum. Adstandendur fengu einnig fraedslu
og studning. Reynt var ad meta a hvern hatt hver einstaklingur gaeti lifad sjalfsteett og notid
innihaldsriks lifs. Einnig var reynt ad draga ur dhrifum fétlunar eda viokomandi hjalpad vid
ad lzera ad lifa vid pa skerdingu sem sjukddmurinn orsakadi. beim sjuklingum sem voru
heimilislausir var reynt ad koma fyrir i ibidum i Hatuni eda i videigandi Urreedum (Gudrun
Bléndal o.fl., 2007). Sjuklingar attu kost & gedlaeknavidtdlum i Hatuni tvisvar i viku. Einnig
hofdu peir daglegt adgengi ad gedhjukrunarfraedingi par sem folk fékk lyfin sin og hafdi um
leid taekifeeri til a0 segja frd pvi sem 13 pvi & hjarta hverju sinni. Unnt var ad fylgjast ndid med

heilsu félksins og adstoda pad vardandi innlogn ef pess var porf (Gudrun Blondal o.fl., 2007).

Einnig var unnid med lifsstil skjélstaeedinganna. Sjuklingar voru hvattir til patttoku i
leikfimi, sundi og gonguferdum a deildinni. Deildin haféi adgang ad sundlaug i hidsi handan
gotunnar og leikfimi var stundud i husakynnum deildarinnar. Starfsfélk for reglulega med
sjuklingum i gonguferdir. begar fra leid og sjuklingar styrktust voru deemi um ad peir taekju
ad sér ad leida baedi leikfimi og gonguferdir (Gudrun Blondal o.fl., 2007). Reynt var ad studla
ad pvi ad skjolstedinga sem reyktu hattu pvi, med pvi ad halda fundi med peim sem

starfsmenn Reykleysismidstodvar a Kleppi maettu 4 og veittu fraedslu og samtol.

Sjuklingar toldu sig oft purfa meiri feerni i samskiptum sinum vid adra, badi gagnvart
fjolskyldumedlimum og gagnvart félki almennt. Til pess ad pjalfa pessa feerni voru vikulegir
hépfundir par sem tveir starfsmenn leiddu fundinn og sjuklingar tjadu sig i hdp um daglega
lidan og vidfangsefni. Ymsir adrir hdpar myndudust eins og kvennahépur, sem féru oft
saman 4 kaffihus. Sérstakur félagsfaernihdpur var starfreektur um fimm dara skeid og var gerd
eigindleg rannsdkn a vidhorfi patttakenda hdpsins til ad skoda hvort upphaflegum
markmidum med hoépstarfinu hefdi verid ndd. bar komu fram fjogur pemu vardandi gagn
sem patttakendur t6ldu sig hafa af hdpstarfinu, radad eftir mikilveegi; 1) samskipti og
félagslif, 2) studningur og styrking, 3) samhyggd og traust og 4) hagnytar radleggingar og
leidbeiningar. batttakendur matu mikils ad geta reett malefni sin vid adra sem voru ad glima
vio erfida gedsjukddma par sem fullt traust rikti. Nidurstédur syndu ad markmidum med

hépstarfinu hefdi verid nad (Svavarsdéttir, Olafsdéttir, Sturludéttir og Juliusdéttir, 2012).

Konnun var gerd a deildinni @ peim pattum sem sjuklingar matu mest og taldi teeplega

helmingur (40%) ad radgjof og studningsviotol starfsfdlks vaeri pad sem gagnadist peim helst.
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Fiérdungur (24%) taldi lyfjamedferd vera pad gagnlegasta og pad sem lenti i pridja seeti var

samtalsmedferd gedlaeknis dsamt gonguferdum (Kristin Olafsdéttir, 2008).

Dagdeildin sinnti oftast milli 50 og 60 einstaklingum a hverjum tima. Um 134 sjuklingar
hofdu notad pjonustu dagdeildarinnar fra pvi snemma 4 sjounda aratug seinustu aldar til

arsins 2011 (Svavarsdéttir o.fl., 2014).

2.5 Lokun deildar 28 i Hatuni 10a

Vid stefnumétun og endurskodun i rekstri deilda & gedsvidi Landspitala var akvedid ad loka
deild 28 i Hatuni 10a. Deildin var upphaflega hvort tveggja innlagnardeild med 12 rdmum og
dagdeild sem pjénadi utskrifudum sjuklingum. Legudeildinni var lokad arid 2008 og var eftir
pad eingdngu dagdeild sem pjonadi ad medaltali 55 sjuklingum til arsins 2011, en pa var

dagdeildinni lokad.

Deild 28 var lokad i kjolfar yfirfaerslu malefna fatladra fra riki til sveitarfélaga en pd var
bad hlutverk Reykjavikurborgar ad veita pessum einstaklingum pjénustu i stad rikisins adur.
Yfirlystur tilgangur pessara breytinga var ad feera pjonustuna naer félkinu sem purfti & henni
ad halda (Velferdarraduneytid, 2008). bad atti pé ekki vid i tilfelli lokunar dagdeildar 28 par
sem langflestir pjonustupegar eda 82% bjuggu i sama husi og deildin var starfraekt. bpau
Urraedi sem pessum hdépi hefur helst stadid til boda eru tdmstunda- og endurhafingarurraedi
fyrir gedfatlada i Reykjavik. Slik drraedi eru adallega 8 héndum frjalsra félagasamtaka sem
reka fjolpaetta dagpjénustu a hofudborgarsvaedinu og Uti a landsbyggdinni. Reykjavikurborg
hefur brugdist vid lokun deildarinnar med aukinni félagslegri heimapjénustu vid ibua, en su
pbjonusta er stadsett i Hatuni 10. Lidveisla sem er & peirra vegum og hugsud til ad rjufa
félagslega einangrun hefur einnig nyst iblum i Hatdni vel. Borgin hefur sinnt malefnum
gedsjukra med starfraekslu gedteymis heimapjénustu Reykjavikurborgar fra arinu 2005.
Heilsugeesla Hofudborgarsvaedisins starfraekir tvo teymi: Gedheilsa — eftirfylgd og
Gedheilsumidstod Breidholts, sem pjénar ibuum Breidholtshverfis. Gedsvid Landspitala
starfraekir sidan tvo teymi; Vettvangsgedteymi sem pjénar ibdum ibudakjarna og
Samfélagsgedteymi sem ték til starfa arid 2010 (Gudbjorg Sveinsdottir, 2014). Vid lokun
deildarinnar setti gedsvid Landspitala inn pjénustu gedhjukrunarfraedings sem kemur i Hatun
vikulega og veitir vidtol og gefur sprautur. Gedlaeknar koma ekki lengur i Hatun heldur seekja

sjuklingar pjénustu gedleekna 4 Landspitalanum eda a stofum ati i bae. Studningsirraedi vid
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gedfatlada einstaklinga er ekki sist mikilvaeg i 1jési pess ad likamlegri heilsu peirra er meiri

heetta buin en annarra.

2.6 Likamleg heilsa og lifslikur langveikra med gedraskanir

Rannsoknir hafa synt ad lifsgaedi folks med alvarlega langvinna gedsjukddma eru lakari en hja
almenningi (Forsberg, Lindqvist, Bjorkman, Sandlund og Sandman (2010) og peir lifa ad
medaltali 15 - 20 drum skemur en adrir. Munur er a@ milli kynja par sem karlar med
gedsjukddm lifa ad medaltali 20 arum skemur en adrir sem ekki hafa slikan sjukdém og

konur lifa 15 drum skemur (Laursen, Wahlbeck, Westman, Nordentoft og Gissler, 2011).

Ahaettupaettir slakrar heilsu gedfatladra eru margvislegir, s.s. sleemt mataraedi, reykingar
og hreyfingarleysi (Laursen o.fl., 2011). | hépi 106 islenskra gedklofasjuklinga sem téku patt i
einni rannsékn (Olafur Sveinsson, Kristéfer borleifsson, Thor Aspelund og Halldér
Kolbeinsson, 2012) reyktu 73% einstaklinganna sem er umtalsvert haerra en medal
almennings en par er pad 21% . | rannsékn peirra kom einnig fram ad gedklofasjuklingar eru
vangreindir vardandi sykursyki 2, og eru liklegri til ad hafa haan blédprysting og
kolesterdl/bléafitu en adrir. Sykursyki er langtum algengari hja gedklofasjuklingum en
0drum. bannig er lifsalgengi sykursyki hja gedklofasjuklingum 14.9% midad vid 1.9 — 6.3%
almennt (Kristéfer borleifsson, 2013). Ennfremur syndu nidurstodur ad ofpyngd er algengari
medal gedklofasjuklinga en hja almenningi. Likamlegt astand gedklofasjuklinga 4 Islandi er
sleemt og ahaetta peirra fyrir hjarta-og eedasjukddmum h3, sérstaklega kransaedasjukddémum

(Olafur Sveinsson o.fl., 2012)

En aukaverkanir lyfja eiga einnig patt i slakri heilsu peirra, sem hafa fylgni vid
efnaskiptavillu og ofpyngd (Laursen o.fl., 2011). Vitad er ad gedrofslyfin geta valdid
pbyngdaraukningu og truflun a blédfitu-og sykurefnaskiptum og eru nyju lyfin verri en pau
eldri hvad pad vardar (Kristéfer borleifsson, 2013). Onnur synileg einkenni sem eru afleiding
aukaverkanna lyfja eru andlitskippir (e. dyskinesia), en peir lysa sér i dsjalfrada kippum i

andliti sjuklinga (Kovess-Masféty o.fl.,2006).

Otimabaer danartidni medal gedklofasjuklinga er 1.6 — 2.6 sinnum haerri en almennt

gerist, 4.3 sinnum haerri vegna sjalfsviga og slysa og 1.4 sinnum haerri af nattdrulegum

20



astaeedum s.s. hjartasjukddmum, sykingum, lungnasjukdémum, krabbameinum og sykursyki

(Harris og Barraclough, 1998).

2.7 Viohorf langveikra med gedraskanir hér a landi til gedheilbrigdispjonustu
Nokkrar athuganir hafa verid gerdar hér & landi & vidhorfum gedsjukra til
gedheilbrigdispjonustu og félagslegs studnings. baer athuganir eru i samraemi vid
Evropuyfirlysingu um gedheilbrigdismal og adgerdadaetlun sem heilbrigdisrddherrar
adildarrikja 52 Evréopudeildar WHO sampykktu i Helsinki arid 2005. bar kemur fram ad bjéda
eigi félki med gedraskanir ad velja pjonustu eda hafa ahrif & pa umoénnun sem pad a kost a
og hafir porfum peirra og adsteedum. Ennfremur ad vid skipulagningu og préun pjénustu
skuli  byggt & reynslu og pekkingu pjonustupega og adstandenda peirra
(Alpjodaheilbrigdisstofnunin, 2005).

Rannsdkn Tomasar Helgasonar, Kristins TOmassonar og Tomasar Zoéga (2003) syndi ad
peir sem glima vid gedraen vandamal eru félags- og efnahagslega verr settir en adrir. Kristin
Gyda Jonsdéttir o.fl. (2001) kdnnudu hagi 48 ungra gedsjukra einstaklinga sem bjuggu 4
verndudum heimilum. [ rannsékn peirra kom fram ad patttakendur voru einmana og
porfnudust meiri adstodar en peir fengu vid ad stunda félagslif og pjénustu utan heimilis.
bratt fyrir pad nyttu peir sér adeins ad litlu leyti pjonustu og endurhafingaridrraedi sem peir
hofdu adgang ad. Pad bendir til pess ad pjonustan sem i bodi var hafi ekki svarad porfum

patttakendanna fyrir félagslegan studning.

Pall Biering, Gudbjorg Danielsdéttir og Arndis Osk Jonsdéttir (2005) gerdu rannsékn
(n=188) fyrir Rauda Kross [slands og Gedhjalp. Pau kénnudu vidhorf og reynslu notenda
gedheilbrigdispjonustu 4 [slandi til pjénustuparfa og pjénustu sem peir fengu. Nidurstdédur
leiddu i ljés a0 flestir voru dnsegdir med pjonustuna medan peir dvoldu & sjukrahusi vegna
gedsjukddms. Stor hluti svarenda var hinsvegar 6anaegdur med eftirfylgd og upplysingagjof
um Urreedi eftir utskrift. Meirihluti taldi ad i gedheilbrigdispjonustu veeri litid tillit tekid til
skodanna sjuklinga og adstandenda og ad fagfélk gzefi sjuklingum og adstandendum litinn

tima til ad tja skodanir sinar og spyrja spurninga.

Afangaskyrsla paverandi Félagsmalaradneytis (2006) lysir naudsyn pess ad kanna &
skipulegan hatt parfir gedfatladra fyrir stodpjonustu og busetu um allt land.. Skyrslan greinir
frad nidurstodu athugunar a pérfum gedfatladra fyrir bdsetulrraedi og breytingar a busetu.

Upplysingar voru fengnar fra starfsmonnum stofnana & heilbrigdis- og félagsmalasvidi.
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Upplysingar barust um 493 notendur og af peim éskudu 215 gedfatladir eftir breytingu &
busetu sinni. Talid var ad tveir pridju hlutar peirra (66%) veeru i brynni porf fyrir drlausn og
teeplega pridjungur (30%) peirra dvaldi & geddeildum vegna heimilisleysis eda voru alveg
husnaedislausir. betta verkefni hlaut nafnid “Straumhvarfaverkefnid” og hoéfst arid 2006.

Pad nadi pvi markmidi 4 fjorum arum ad koma medal annars 140 gedfotludum einstaklingum
sem hofdu dvalist 8 stofnunum at i samfélagid og i sjalfstaeda busetu med studningi
(Gudbjartur Hannesson, 2012). Straumhvarfaverkefnid sem midadi ad pvi ad Utvega
gedfotludum busetu vid heefi og stodpjonustu var faert til sveitarfélaganna i drslok 2008 med
bjonustusamningum. Var pad fyrsta skrefid i pa att ad feera alla dbyrgd 4 pjénustu vid
gedfatlada fra riki til sveitarfélaga. Med pessum breytingum var medal annars 16gd dhersla &

ad faera pjonustuna naer notendum hennar (Velferéarraduneytid, 2008).

Af pessu yfirliti ma rada ad islendingar med alvarlega gedsjukdéma virdast ekki vera ad
fa alla pa pjénustu sem peir parfnast eda ad peir séu ekki naegilega anaegdir med pa pjonustu

sem peir eiga kost a.

2.8 barfir og lifsgedi

Seinustu tvo daratugi hafa hugtokin parfir og lifsgaedi fengid mikla athygli i stefnumédtun
heilbrigdisyfirvalda. pessi hugtok hafa einnig fengid sinn sess i rannséknum & pjonustu vid
folk med gedfotlun (Hansson o.fl, 2001).

Mat 4 porfum er talid naudsynlegur grunnur dzetlanna og inngripa hja viockomandi
sjuklingi (Slade o.fl., 2004). porf hefur verid skilgreind @ margan hatt og hefur ennpa dljésa
merkingu (Slade, 1994). borf hefur verid alitin skortur a heilsu eda vellidan og skilgreind ut
fra pvi ad hvada marki hun er uppfyllt vardandi einkenni, faerni og félagshaefni. porf er metin
Ouppfyllt ef skortur er 8 adgengi hja videigandi uménnunaradila eda pjonustustofnun sem
hefur bjargir til ad uppfylla pessar parfir (Shapiro, Skinner, Kramer, Steinwachs, Regier, 1985;
Lehtinen o.fl., 1990). Onnur skilgreining & duppfylltri porf er vegna skorts & pjonustu fagfélks
vardandi kliniskar adgerdir og félagslegan studning (Slade, Leese, Cahill, Thornicroft og
Kuipers, 2005). Einnig er haegt ad meta parfir fra ymsum sjénarhornum, t.d. a) parfir sem
folk upplifir, b) parfir gedsjukra sem eru metnar af fagfélki og c) parfir gedsjukra midad vid

samanburdarhdp sem hefur ekki gedgreiningu.

Pad sjonarhorn sem studst er vid i pessari rannsékn er ad parfahugtakid er huglaegt mat

pbess sem metur og ad porf fyrir umdnnun og studning sé til stadar pegar einstaklingur a vid
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fotlun ad strida sem hefur haft i for med sér skerta likamlega, andlega og félagslega virkni.
Enn fremur ef litid er a porf sem huglaegt mat, getur greining og mat a pvi hversu porfin er
mikil radist af sjdonarhorni pess sem metur. begar umonnunaradili og sjuklingur meta parfir
sjuklings getur mat peirra ordid misjafnt af ymsum astaedum. Sjuklingar og uménnunaradili
geta forgangsradad og haft mismunandi vidmid i mati sinu. bvi hefur einnig verid haldid
fram ad sjonarhorn sjuklings sé litad af sérstokum pattum i félagslegu og menningarlegu
samhengi, t.d. Ut fra menntun hans og reynslu og ad sjénarhorn fagmannsins sé litad af

faglegum gildum, menningu, sidfraedi og persénulegum gildum (Landis og Koch, 1977).

Ef gert er rdd fyrir ad ekkert hlutlaegt eda harrétt mat sé til og ad huglagt mat pessara
tveggja adila sé framkvaemt frd mismunandi sjénarhorni zetti mat peirra beggja mogulega ad
gefa besta grunn ad mati a porfum sjuklings (Slade, 1994). Nokkrar rannséknir hafa
rannsakad mun a mati umonnunaradila og sjuklings, og paer syna ad dsamraemi er i mati
peirra (Middelboe, Mackeprang, Thalsgaard og Christiansen, 1998). Umoénnunaradili og
sjuklingur meta fjolda parfa svipadan en ad ad sjuklingar greina fleiri parfir duppfylltar
(Slade, Phelan, Thornicroft, Parkman, 1996). { samraemi vid gildi Landspitala ber
heilbrigdisstarfsfélki ad virda gildi og skodanir sjuklinga. Heilbrigdisstéttir vinna einnig ad
akvednum markmidum vardandi heilbrigdi og hreinlaeti. Eins og pegar hefur komid fram
hefur folk med gedfotlun oft a tidum lifsstil sem studlar ekki ad heilbrigdi peirra og pvi er

talid gagnlegt ad vinna med mat beggja adila.

Margrét Eiriksdottir (2009) kannadi pjénustuparfir 90 fullordinna einstaklinga a islandi
med alvarlega gedsjukddma. Vid kdnnunina notadi hun fyrrnefnt maelitaeki sem maelir parfir
fullordinna gedsjukra einstaklinga CAN. Nidurstédur syndu ad u.p.b. pridjungur hafdi
eftirfarandi parfir duppfyltar; a) félagsleg samskipti, b) ndid samband vid adra manneskju og
c) upplysingar um sjukdémsastand og medferd. Hver patttakandi hafdi ad medaltali parfir
fyrir pjénustu a 7.8 svidum samkvaemt CAN-meelitaekinu. Af pessum 7,8 svidum voru ad
medaltali 2.4 parfir duppfylltar. Nidurstodur Margrétar eru svipadar nidurstédum annarra
erlendra rannsdkna sem gerdar hafa verid med CAN-maelitaekinu. baer syna ad hver
einstaklingur hefur ad medaltali porf fyrir pjonustu a fjérum til tiu svidum (Margrét
Eiriksdéttir, 2009). Rannsékn Hanssons o.fl. (2003) sem nddi til 418 einstaklinga i Danmorku,
Svibjéd, Noregi, Finnlandi og Islandi maeldi parfir 4 6.2 svidum og 2.6 parfir voru ad medaltali

ouppfylltar. begar CAN-meaelitaekid var lagt fyrir pann hdp sem pessi rannsékn fjallar um arié
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2008 voru parfir hépsins betur uppfylltar en hja ofannefndum hépum eda af 7.5 porfum

metnum voru adeins ad medaltali 2.1 parfir duppfylltar (Svavarsdéttir o.fl., 2014).

Lifsgee@amaelingum hefur verid beitt i vaxandi maeli til ad meta lidan og drangur
medferdardrraeda medal gedsjukra fra pvi hugtakid lifsgaedi kom fyrst fram um 1970
(Katsching, 1997). Sveitarfélog hafa studst vid nidurstodur lifsgaedamaelinga til pess ad sja
hvort nidurstédur séu i samraemi vid markmid sem pau setja sér vardandi pjéonustu vid
gedfatlada (Oliver, Huxley, Bridges og Mohamad, 1996). Studst hefur verid vid mat a
lifsgeedum til ad meta ahrif veikinda a daglegt lif folks og hefur pad i auknum meeli verid
notad til ad meta ahrif endurhaefingar sjuklinga i gedheilbrigdiskerfinu (Evans, Huxley og
Priebe, 2000; Hansson o.fl., 2003; Slade o.fl., 2004). Synt hefur verid fram a ad maelingar &
lifsgaedum séu areidanlegur meelikvardi a lidan og drangur medferdarurraeda hja gedsjukum
ef pad er einstaklingurinn sjalfur sem metur lifsgaedi sin (Pinikahana, Happell, Hope og Keks,

2002; Lasalvia o.fl., 2005; Korkeila o.fl., 2005).

Ekki er samstada innan ,freedanna“ vardandi skilgreiningu lifsgaeda (Pinikahana o.fl.,
2002). En pad er almennur skilningur ad lifsgaedi einstaklings radist af persénueinkennum,
umbhverfi og huglaegu mati 8 mismunandi svidum svo sem: vinnu, témstundum,
trdarbrogdum, efnahag, husnaedisadstaedum, persdnulegt 6ryggi, tengslum vid fjolskyldu,
félagslegum tengslum og heilsufari. bar er oft visad til almennrar vellidunar eda lifsanaegju.
Skilgreining World Health Organization (1997) a lifsgeedum er mat hvers einstaklings a stédu
sinni i lifinu med hlidsjéon af menningu og gildum samfélagsins sem hann tilheyrir og midad
vid pau ahugamal, lifsgildi, vaentingar og markmid sem hann hefur. Ad meta lifsgaedi
einstaklinga med langvinna gedroskun er flokid og erfitt sérstaklega i ljosi pess hve hugtakid

erilla skilgreint.

bratt fyrir ad erfitt geti verid ad meta lifsgeedi pa hafa nidurstodur rannsdkna synt ad
fram koma nokkrir sameiginlegir paettir. | fyrsta lagi er pad |jést ad félk med gedréskun byr
vid lakari lifsgeedi en almenningur. bessar nidurstédur hafa st6dugt verid endurteknar fra
rannsékn Lehmans (1983). [ 6dru lagi er ordid ljost ad félk med gedklofa getur metid lifsgaedi
sin 4 réttmaetan og areidanlegan hatt. Rannsékn Voruganti, Heslegrave, Awad og Seeman
(1998) nyttist vid ad hrekja hugmyndina um ad tilgangslaust vaeri ad spyrja félk med gedklofa
um lifsgaedi sin. | pridja lagi er sa mikli munur & mati patttakanda & lifsgaedum sinum og

mati umonnunaradila ekki lengur talin sénnun pess ad mat patttakanda sé ekki rétt. bvert a
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moti er huglaegt mat beggja nu talid besti maelikvardinn. Huglaegt mat
heilbrigdisstarfsmanns og sjuklings endurspegla mismunandi sjénarhorn og zettu pvi ekki ad
vera samhljéda (Warner o.fl. 1998) heldur gefa i stadinn heildraenar upplysingar um
vidkomandi sjukling. [ fjorda lagi hafa komid fram i rannséknum paettir hja félki med gedklofa
sem hafa ahrif 4 hugleegt mat peirra a lifsgeedum. Svo virdist sem pad séu tvenns konar
pzettir sem draga ur lifsgeedum medal peirra; a) paettir sem hafa ahrif a skilning; og b) paettir
sem breyta veentingum. Ahrif verkja og punglyndis virka til daemis eins og vitsmunaskerding
og draga ur lifsgeedum. Vaentingar til lifsins hafa oft minnkad hja folki eftir
gedklofagreiningu, par sem sjuklingar adlagast breyttum adstaedum (Sainford, Becker og

Diamond, 1996).

Ahrif lydfraedilegra breyta & lifsgaedi folks med gedklofa hafa verid rannsékud. bad sem
mest hefur verid rannsakad vardandi lifsgaedi er sjukdémafraedin, en tengsl
sjukdémsgreininga vid lifsgeedi hafa verid veik (Oliver, Huxley, Bridges og Mohamad, 1996).
bratt fyrir ad Browne og fleiri (1996) hafi stadfest lakari lifsgaedi eldra félks med gedklofa,
finna flestir rannsakendur litil ahrif aldurs a lifsgaedi (Pinikahana o.fl., 2002).
Langtimarannsékn Knight (2009) 4 lifsgeedum ,gamalla langveikra” og yngri langveikra® i
Nordur Englandi syndi ad milli fimm ara minnkadi anaegja med fj6lskyldutengsl hja yngri
hépnum og anaegja med heilsu jokst en 6fugt hja eldri hdpnum. Parna var medalaldur 60 ara
hja eldri hépnum en 42 ara hja yngri hépnum. Med drunum virdist pvi koma aukinn
stodugleiki og dnaegja med fjolskyldutengsl en jafnframt virdist heilsan versna. Rannsoknir
Ruggeri o.fl. hafa synt fram a stodugleika i mati lifsgaeda hja félki med gedklofa og gedheilsa

peirra er einnig stodug (Kristofer borleifsson, 2013).

Kyn hefur ekki haft mikil ahrif , en pé konum i hag og paer eru metnar hafa betri
félagshaefni (Browne o.fl. 1996). Hansson o.fl. (1999) skodudu samband félagslegra og
kliniskra patta a heildarlifsgeedi og skyrdi danaegja med heilsufarid stzersta hluta
dreifingarinnar (36.5%), en adrir paettir voru sjalfsalit, punglyndi og nain vinatta. italir fundu
einnig samband milli haerra sjalfsalits og betra gedslags vid betri almenn lifsgaedi (Ruggeri
o.fl., 2001). i seinni rannsdkn peirra (Ruggeri o.fl., 2002) komu i ljés einstaklingsbundnir
paettir sem hofdu ahrif 4 lifsgeedi eins og veentingar og persdnuleiki (jakvaedni og haefni til

tjaningar).
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Synt hefur verid fram 4 ad tengsl eru a milli pess hvernig gedsjukir meta lifsgaedi sin og
hvernig pjénustuporfum peirra er fullnaegt (Bengtson-Tops o.fl., 2005; Hofer o.fl., 2004;
Pinikahana o.fl., 2002). Rannséknarnidurstédur hafa synt ad sterk fylgni er @ milli batnandi
lifsgeeda og a) pess ad finna fyrir minnkandi sjukdémseinkennum, b) ad bua vid betri
félagslegar adstaedur, c) ad hafa meira innsai og d) ad hafa auknar sjalfstaedistilfinningar

(Whitty o.fl., 2004; Hofer o.fl., 2004).

2.9 Samspil personubundinna patta vid lifsgaedi

Hansson o.fl. (1999) skodudu samband félagslegra og kliniskra patta @ heildarlifsgeedi og
skyrdi anaegja med heilsufarid steersta hluta dreifingarinnar (36.5%), en adrir peettir voru
sjalfsélit, punglyndi og ndin vinatta. Nokkrir italir fundu samband milli haerra sjalfsalits og
betra gedslags vid betri almenn lifsgaedi (Ruggeri, Warner, Bisoffi og Fontecedro, 2001). |
annarri rannsékn sem einnig var unnin af {télum, ad hluta til peim sémukomu i ljés
einstaklingsbundnir paettir sem hofou ahrif 4 lifsgaedi eins og veentingar og persénuleiki
(jakveedni og haefni til tjdningar) (Ruggeri, Gater, Bisoffi, Barbui og Transella, 2002). bessir
persénubundnu eiginleikar geta dregid ur heefni til ad alykta um hlut annarra patta vid ad
utskyra lifsgaedi. Einnig hefur Katsching (1997) bent 4 ad hugarfar einstaklings skiptir mali,
pbegar hann er spurdur, par sem einstaklingur i punglyndi metur lifsgaedi sin mun lakari en

pbegar hann er ekki punglyndur.

Hér verda skodud gdgn ur rannsdkninni fra 2008 vardandi hvada persénubundnu paettir

patttakenda hafa tengsl vid lifsgaedi. .

2.10 Samantekt og rannsdknarspurningar

Hér hefur komid fram ad mat & porfum er talid naudsynlegur grunnur asetlana og inngripa
hja viokomandi sjuklingi (Slade o.fl., 2004). Einnig ad studst hefur verid vid mat a lifsgeedum
til ad meta ahrif veikinda a daglegt lif félks og hefur pad i auknum meeli verid notad til ad
meta ahrif endurhaefingar sjuklinga i gedheilbrigdiskerfinu (Evans, Huxley og Priebe, 2000;
Hansson o.fl., 2003; Slade o.fl., 2004). Rannsdknir Ruggeri o.fl. hafa synt fram a stédugleika i
mati lifsgeeda hja félki med gedklofa og gedheilsa peirra er einnig stodug (Kristéfer
porleifsson, 2013). Rumur helmingur pessa hdps sem hér er skodadur hefur gedklofa og
hinir hafa langvarandi alvarlegar lyndisraskanir. Vid fyrri rannsékn hofou patttakendur verid

veikir i 23 ar og hofou um langt arabil notid pjénustu deildar 28 i Hatuni. Tveimur arum eftir
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lokun deildarinnar er pvi endurtekin su rannsékn sem gerd hafdi verid fimm arum adur. Hér
verdur pvi freistast til ad leita svara vid eftirfarandi rannséknarspurningum:
1. Hefur lokun deildarinnar ordid til pess ad skjélstaedingar deildarinnar hafi ordid

ad flytja ur Hatuni?

2. Hvada breytingar hafa ordid a lifsgeedum og porfum pessa héps tveimur arum

eftir lokun deildarinnar?

3. Er munur & pvi hvernig patttakendur meta parfir sinar midad vid mat

umonnunaradila?

4, Hvada peettir spa helst fyrir um lifsgaedi hopsins?
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3 Adferod

3.1 batttakendur
patttakendur rannséknarinnar voru sjuklingar med langvinna alvarlega gedsjukdéma og

hofdu adur tekid patt i sams konar rannsékn (n = 47). Inntokuskilyrdi fyrir sjuklingana voru:

1. Ad viokomandi hafi sjukdémsgreininguna gedklofi eda lyndisroskun skv. ICD-10.

2. Ad a.m.k. eitt ar hafi lidid fra sjukdémsgreiningu.

3. Ad vidkomandi hafi verid a deild 28 i endurhafingu ad lagmarki i eitt ar.

4. Ad vidkomandi sé i sjalfstaedri busetu, og fai pjonustu innan vid 24 klukkustundir a
solarhring.

Ljést var i upphafi rannséknarinnar ad ofannefnd vidmid aettu ekki vid alla patttakendur
fimm arum sidar. Krafan um sjalfstaeda busetu atti ekki vid alla par sem nokkrir h6fdu flutt a
hjukrunarheimili med sélarhringspjénustu, par sem pjénusta er meiri en pegar peir hofou i
sjalfstaedri busetu. Akvedid var ad Utiloka pa einstaklinga ekki fra patttoku, en ljést er ad
patttaka peirra geeti synt feerri Suppfylltar parfir en adur pegar peir hofdu ekki
sélarhringspjéonustu.
Af upprunalega hépnum sem samanstdd af 47 einstaklingum , téku 17 sjuklingar (36%)

ekki patt i framhaldsrannsékn par sem peir hofdu: a) latist (n = 6), b) syndu einbeitingarskort
og erfidleika vid ad svara (n = 3), c) ekki nddist samband vid pa (n = 1) eda peir h6fnudu

patttoku (n = 7). Lokahdpur svarenda samanstdd pvi af 30 patttakendum.

patttakendur fengu ekki greitt fyrir patttoku, en nidurstodur beggja rannséknanna voru

kynntar fyrir peim i hisakynnum OBI { Hatuni 10 { april 2014.

3.2 Gagnaodflun
Medalaldur patttakenda rannséknarinnar var i upphafi 54 ar, konur voru 19 og karlar 28.
Pau h6fdu ad medaltali verid veik i 23 ar.

Fra pvi ad Deild 28 hafdi verid lokad hofdu téluverdar breytingar ordid a stodu
patttakenda. Sex hofdu latist, sex hofdu flust & hjukrunarheimili og tveir i dnnur Urraedi 4
vegum Reykjavikurborgar. Heilsu pessara einstaklinga hafdi hrakad og tveir peirra fengu
heilablédfall. begar um alvarleg veikindi var ad raeda var dkvedid i samradi vid starfsfélk
viokomandi hjukrunarheimilis hvort seskilegt vaeri ad viokomandi taeki patt i rannsékninni,

en pad var adeins i einu tilfelli, sem pad var ekki talid radlegt.
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Rannsakandi hringdi i patttakendur og dskadi eftir sampykki peirra fyrir patttoku i
rannsokninni. Samband néadist vid alla nema einn, sem hafdi flutt i annan landshluta.
Simtolin foru fram a timabilinu september 2013 fram i januar 2014. patttakendur mundu vel
eftir fyrri viotolum og 31 peirra voru jakveaedir fyrir pvi ad endurtaka somu kénnunina. Ef
sjuklingur féllst & patttoku var dkvedinn med honum stadur og timi fyrir rannséknarvidtal.
Vidtolin voru ymist & heimili vidkomandi sjuklings, i vidtalsherbergi i Hatuni eda i
vidtalsherbergi a Landspitala. Rannsakandi framkvaemdi sjalfur gagnadflun spurningalistans
vardandi lifsgaedi. Rannsakandi pekkti vel alla patttakendur, par sem hann hafdi starfad sem
félagsradgjafi a deild 28 fra arinu 2003 og par til deildinni var lokad. Aztlad var ad
rannsoéknarvidtalid taeki eina klukkustund og ad hver patttakandi gaeti tekid sér hlé 8 medan
a vidtalinu stadi ef hann dskadi pess. Flest vidtolin toku 40 til 50 mindtur og patttakendur
6skudu i drfaum tilfellum eftir hléi & vidtalinu. [ upphafi hvers rannséknarvidtals kynnti
rannsakandi framkvaeemd og tilgang rannséknarinnar fyrir patttakanda og afhenti honum
kynningarblad. Ad pvi bunu stadfesti patttakandi upplyst sampykki sitt fyrir patttoku med
undirskrift (fylgiskjal 1). Rannsakandi afladi sidan upplysinga og merktiinn a
spurningalistann. A8 pvi bunu voru patttakendur minntir 8 ad haft yrdi samband vid pa til ad
svara spurningalista vardandi parfir, uppfylltar og duppfylltar samkvaeemt CAN maeliteekinu og
ad Margrét Eiriksdottir, gedhjukrunarfraedingur myndi hafa samband vid pa vegna annars
rannséknarvidtals, en hun annadist pau rannsdknarviétol. Rannsakandi hafdi reglulega
samband vid Margréti og upplysti hana um patttoku- og simanumer peirra sem hofdu gefid
upplyst sampykki. Pess ma geta ad rannsakandi og Margrét 16gdu somu spurningarlista fyrir
fimm drum adur. ba lagdi Margrét CAN maelitaekid einnig fyrir abalumoénnunaradila

patttakenda, en hann var sa sami i 6llum tilfellum.

3.3 Vardveisla og medferd gagna

Gogn hvers patttakanda voru merkt med patttékunumeri og voru pvi utfylltir spurningalistar
Opersdnugreinanlegir. Listi med néfnum, kennitélum og patttokunimerum var vardveittur i
leestum skjalaskdp i vinnuherbergi rannsakanda & Barnaspitala Hringsins.  Utfylltir

spurningalistar voru geymdir i rannsdknarherbergi 8 Kleppi.

3.4 Tolfredileg urvinnsla.
Gogn voru slegin inn i tolfraediforritid SPSS fyrir Windows (tuttugasta utgafa) og forritid

notad i Urvinnslu gagnanna. Lysandi tolfreedi var notud til ad reikna tidni, hlutfoll og
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medaltdl. Heildarlifsgaedi voru reiknud sem medaltal af huglaegu mati a lifsgaedum a niu
svioum dsamt medaltali tveggja almennra spurninga um heildarlifsgaedi. Koénnud var fylgni
heildarlifsgeeda vid mat patttakanda og mat spyrjanda med Pearson fylgnistudli. Innbyrdis

tengsl breyta voru konnud med adhvarfsgreiningu.

3.5 Meelitaeki fyrir lifsgaedi

Lifsgeedi voru metin med maelitaekinu Lancashire lifsgeedalysingu (e. Lancashire Quality of
Life Profile) LQoLP (Anderson og Lewis, 2000) sem er snidinn fyrir gedfatlada. Listinn var
upphaflega utbudinn i Bandarikjunum af Lehman og fleiri adilum (Bridges o.fl., 1993). Hann
var sidan stadfaerdur og styttur i Bretlandi af Oliver og fleiri adilum. Oliver starfadi vid
Haskolann i Manchester, og kenndi par félagsradgjof a4 gedsvidi. Listinn var sidan pyddur a
norreena tungu og stadfeerdur i norreenni fjolsetrarannsdkn (e. multi-centre) par sem
patttakendur (n=418) hofdu verid greindir med gedklofa og bjuggu utan geddeilda. S sem
fér fyrir rannsékninni & islandi var Olafur Bjarnason gedlaeknir sem pyddi listann yfir a
islensku (Bengtsson-Tops o.fl., 2005). islenska pydingin hefur ekki verid préfud med tilliti til
réttmaetis eda dreidanleika.  Olafur hafdi sem spyrjandi i peirri rannsékn fengid
myndbandskennslu i medferd spurningalistans og handleiddi hann rannsakanda vardandi
notkun hans.

LQoLP er stadladur alpjédlegur spurningalisti sem atladur er pjalfudum spyrjendum og
inniheldur 105 spurningar alls. Listinn metur lifsanaegju 4 niu svibum; a) vinnu, menntun (7
lidir), b) tdmstundir (8 lidir), c) trdarbrogd (4 lidir), d) fjarmal (7 lidir), e) husnaedisadstaedur
(12 ligir), f) persénulegt oryggi (5 lidir), g) fjolskylduadstaedur (7 lidir), h) félagsleg tengsl (6
lidir) og i) heilsu (10 lidir). Spurningar eru baedi huglaegar og hlutleegar. Huglaeg lifsgaedi 4
pessum svidum eru metin & 7 bila kvarda par sem 1 = lifid geeti ekki verid verra, 4 = lifid er
hvorki gott né vont og 7 = lifid gaeti ekki verid betra. Heaegt er ad reikna ut medaltal huglaegra
spurninga allra pessara svida (4 bilinu 1 — 7) og f4 pannig heildarmedaltal lifsgaeda. Hlutleg
lifsgeedi og persénueinkenni eru metin a jafnbilakvarda (ja = 1, nei = 2, veit ekki = 3) eftir
innihaldi spurninga. bpar ad auki inniheldur LQoLP mat a sjalfsaliti med 10 lida
sjalfsdlitskvarda Rosenberg’s (1965). Listinn metur einnig lifsgeedi med somu spurningu sem
spurd er i byrjun og lok spurningalistans og er studst vid medaltal pessara spurninga.
pattakendur eru einnig bednir um ad merkja hvar peir eru staddir i lifinu @ 100 mm

myndraenni Gtgafu af stiga Cantril‘s (e. Cantril‘s ladder). [ lok vidtals parf spyrjandi ad meta
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nuverandi lifsgeedi patttakanda 4 sama kvarda (100 mm) og merkja badir 4 bilinu 000 til 100
par sem lagt mat byrjar 8 ,gaeti ekki verid verra“ eda laegstu lifsgaedi (000). Stigin ur pessum
spurningum parf ad maela med reglustiku par sem pau maela frd 0 — 100. Nidurstoédur
pbessara spurninga hafa verid notadar til ad mata vid svar patttakenda um almenn lifsgaedi

og hvort svar spyrjanda eda patttakenda hefur meiri fylgni vid mat patttakenda.

Préfanir & LQoLP hafa synt gédan drangur hvad vardar areidanleika og réttmaeti (Oliver
o.fl., 1997; Hansson, Svensson og Bjorkman, 1998; Van Nieuwenhuizen, Schene, Boevink og
Wolf, 1998) nema hvad vardar svidid félagsleg tengsl (Hansson o.fl., 1998). Gerdur hefur
verid samanburdur vardandi areidanleika & maeliteekjunum LQoLP og MOS SF-36 sem badi
meela lifsgeedi og a pvi hversu hentug pau eru i notkun (Meijer, Schene og Koeter, 2002).
Meelitaekin reyndust baedi henta vel og vera areidanleg. LQoLP hentadi betur til ad meta
bjonustuparfir gedsjuklinga med langvinna og alvarlega gedsjukdéma. MOS-SF36 hentadi

betur til ad bera saman heilsu milli sjuklingahépa.

3.6  Maelitxki fyrir parfir

Meeliteeki fyrir parfir fullordinna gedsjukra einstaklinga (e. Camberwell Assessment of Needs
— CAN), var préad i Bretlandi. Meelitaekid var fyrst gefid ut arié 1995 (Phelan o.fl., 1995).
bvi er stlad ad mela pjonustuparfir félks med alvarlega gedsjukdéma 6had adsteedum
pbeirra og frambodi 4 pjénustu. Melitaekid er stadladur spurningalisti sem er atfylltur af
sama spyrjanda og i fyrri rannsokn, Margréti Eiriksdéttur, gedhjukrunarfraedingi. En hdn
byddi og stadfeerdi meelitaekid (Margrét Eiriksdéttir, 2009). Ad fengnu leyfi vann Margrét ad
grunnpydingu ur ensku a islensku. Margrét fékk reynda gedhjukrunarfraedinga til ad fara yfir
bydinguna med tilliti til malfars og hugtakanotkunar. islenska pydingin var bakpydd & ensku
af 16ggiltum pydanda og salfreedingi. [slensk Utgafa maelitaekisins nefnist: Maelitaeki fyrir
barfir fullordinna gedsjukra einstaklinga aetlad til rannsékna. islenska pydingin hefur ekki
verid profud med tilliti til réttmaetis eda areidanleika.

CAN maelir pjonustuparfir sjuklings og pa adstod sem hann feer til ad uppfylla paer. Byggt
er & mati sjuklingsins sjalfs, medferdaradila hans eda adstandenda. Spurt er um parfir fyrir
pjonustu a 22 svibum. Metid er hvort porf fyrir adstod sé til stadar og ad hve miklu leyti hdn
er uppfyllt. Pjénustuparfir sem spurt er um eru tengdar eftirfarandi pattum: a) busetu, b)
mataraedi, c) umhirdu heimilis, d) sjalfsumonnun, e) likamlegri heilsu, f) andlegu alagi, g)

gedrofseinkennum, (h) upplysingum um heilsufarsastand og medferd, i) daglegri virkni, j)
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félagsskap, k) eigin oryggi, |) 6ryggi annarra, m) afengisnotkun, n) vimuefnanotkun, o)
vinattusambdndum, p) kynlifi, q) almennri menntun, r) umonnun barna, s) samgdngum, t)
adgangi ad sima, u) fjdrmalum og v) pekkingu a rétti til fjarhagsadstodar. Hver pjonustuporf
er athugud a sama hatt, i fjorum lidum. Lidur eitt: Spurt er hvort porf a adstod sé til stadar &
umraeddu svidi. Svorin eru kédud: 0 = ekkert vandamal, 1 = ekkert eda veegt vandamal vegna
veittrar adstodar, 2 = alvarlegt vandamal. Lidur tvo metur adstod sem adstandendur veita
og lidur 3 adstod sem heilbrigdisstarfsmenn og starfsmenn félagspjénustu veita. Ef porf er til
stadar samkvaemt |id eitt, er spurt hvort veitt sé adstod til ad uppfylla porfina og pa hve
mikil. Metid er hvort adstodin er fullnaegjandi ad hluta eda 6llu leyti med stigum: 0 = engin
adstod, 1 = litil adstod, 2 = adstod i medallagi, 3 = mikil adstod. [ 1id fjdgur er spurt hvort
veitt sé haefileg adstod og hvort pad sé videigandi adstod sem veitt er. Svorin eru kédud 4
sama hatt og a6ur. Hafi spurningalistinn gild svor & 18 eda fleiri parfasvidum telst hann

gildur. Ef svor eru 6gild eda svor vantar fyrir 4 eda fleiri parfasvid telst matid ogilt.

Mazelitaekid hefur verid profad med tilliti til réttmaetis og areidanleika. Syndarréttmeeti
(e. face validity) telst asaettanlegt par sem ordanotkun og ordalag maelitaekisins er
audskiljanlegt flestum og freedimenn og notendur eru sammadla um ad meelitaekid nai yfir
allar helstu parfir alvarlega gedsjukra einstaklinga (Phelan o.fl. 1995; Hanson, Bjorkman og
Svenson, 1995). Areidanleiki maelitaekisins var athugadur med kénnun & samraemi i
maelingum fra einum tima til annars (e. test-retest) og einnig var kannad samraemi i
maelingum milli rannsakenda (e. interrater-reliability). Hvort tveggja var metid vidunandi
(Hanson o.fl., 1995). bannig er maelitaekid CAN talid feert um ad meta parfir alvarlega
gedsjukra hvort sem er i rannsdknum eda vid raunadsteedur. Maelitaekid er talid audvelt i
notkun fyrir gedheilbrigdisstarfsmenn. A8 medaltali tekur 25 mindtur ad meta parfir hvers
einstaklings. (Phelan o.f., 1995). Nakvaemar upplysingar og leidbeiningar um notkun
maelitaekisins hafa verid settar fram i riti Slade, Thornicroft, Loftus, Phelan og Wykes (1999).
Hinar ndkvaemu leidbeiningar auka & areidanleika i samanburdi @ milli rannsdkna.
Meelitaekid hefur nu verid pytt 8 26 tungumal (Institute of Psychiatry at the Maudsley/Kings
College of London, e.d.) og verid notad i margskonar rannséknum & pjonustupoérfum félks

med langvinna gedsjukdéma.
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3.7 Sioferdileg alitamal
Aflad var formlegs sampykkis framkvaeemdastjora Landspitalans fyrir framkvaemd pessarar
rannsoknar. Fengid var leyfi Visindasidanefndar Landspitalans fyrir spurningakénnuninni
(tilvisun: 13-051-S1 ) og leyfi Persénuverndar (tilvisun: 2013030388VEL/-- ). Umsdknarferlid
um leyfi fyrir rannsékninni vardi fra pvi ad umsokn rannsakanda um leyfi hja Landspitala var
lagt fram 14. névember 2012 pangad til seinasta leyfid kom 13. juni 2013 eda samtals i sjo
manudi.

Vid framkvaemd rannsdknarinnar voru sidareglur félagsradgjafa lagdar til grundvallar.
Samkveemt peim skal virda réttindi hverrar manneskju, upplysa skjolsteeding um réttindi og

gera skjolstaedingi grein fyrir trinadarskyldu.

pvi hefur verid lyst 4dur i pessu rannséknarverkefni hve mikilveegt er ad gedsjukir
einstaklingar upplysi sjalfir um pjénustuparfir sinar og lidan til ad mogulegt sé ad veita peim
videigandi medferd. Hofundur alitur afar mikilvaegt fyrir velferd alvarlegra gedsjukra ad
raddir peirra vardandi eigin malefni heyrist og séu teknar gildar. Rannsdéknir sem byggdar
eru a viohorfum og reynslu alvarlegra gedsjukra geta gegnt mikilvaegu hlutverki vio ad leida i
ljés vidhorf, adstaedur og reynslu gedsjukra af eigin malefnum. Fra pvi sjonarhorni er pad
sidferdilegur réttur gedsjukra ad vidhorf peirra og reynsla sé leidd i ljos med rannsdknum

sem pessari.

Hinsvegar er mikilveegt ad taka tillit til pess ad félk sem pjaist af alvarlegum
gedsjukdémum er oft vidkveemt og audsaeranlegt. Ahazetta vid patttdku i pessari rannsékn
folst einkum i haettu a ad kvidi og d0ryggi viokvaemra einstaklinga geeti aukist vid ad gefa
yfirgripsmiklar upplysingar um einkahagi. [ kynningarbréfi til patttakenda var Gtskyrt hvad
patttaka i rannsokninni feeli i sér. Jafnframt var kynntur réttur patttakenda til ad hafna
patttoku i rannsékninni i heild eda einstokum hluta hennar. Gudrun Blondal,
gedhjukrunarfreedingur og fyrrum deildarstjéri deildar 28 var bedin ad adstoda fyrrum
skjolstaedinga sina eftir 3, ef peir pyrftu 8 studningi ad halda vegna épaeginda sem tengdust
patttoku i rannsdkninni. Hlutverki hennar vid ad adstoda eftir & var lyst i kynningarbréfi (sja
fylgiskjal nr. 2) og upplystu sampykki. par var patttakendum einnig bodid ad leita til
rannsakanda og abyrgdarmanns rannséknar ef einhver évissuatridi eda dpeaegindi keemu upp
vegna patttoku i rannsékninni. Einnig kom fram ad upplysingar sem patttakendur gafu yréu

ekki persdnugreinanlegar i rannsdknarnidurstédum.
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Til ad gera peim sem eiga erfitt med ad einbeita sér ad pvi ad lesa langan texta kleift ad
kynna sér hvad patttaka i rannsékninni faeli i sér, Utskyrdi rannsakandi munnlega fyrir
patttakendum tilgang rannséknarinnar og i hverju patttaka feelist. batttakendum var afhent
kynningarblad og peir spurdir hvort peir vildu lesa pad sjalfir eda ad rannsakandi lzesi pad
fyrir pa. patttakendur afpokkudu flestir ad bladid veeri lesid fyrir pa og toldu sig vita
naegjanlega mikid par sem peir hefdu adur tekid patt i samskonar rannsékn. Einn
patttakandi hafnadi patttoku a pessu stigi par sem hann taldi ekkert hafa breyst hja sér fra

fyrri rannsokn og pvi veeri ekki astaeda til endurtekningar.

[ peim tilgangi ad studla sem best ad 6ryggi og vellidan patttakenda var peim gefid feeri 4
ad velja adstaedur fyrir rannséknarvidtalid. Flestir voldu kunnuglegan stad, annad hvort
heimili sitt eda vidtalsherbergi i Hatuni. peir patttakenda sem hofou bifreid til umrdda voldu

ad koma i vidtalsherbergi a Landspitala, par sem peir h6fdu ekki komid adur.

[ 1j6si pess ad rannsdknin byggdist eingdngu & vidhorfum og afstddu patttakenda sjalfra
til adstaedna sinna og heilsu taldi rannsakandi sidferdilega mikilvaegt ad patttakendur hefdu
moguleika 4 ad kynna sér nidurstédur. | pvi skyni var patttakendum dsamt fyrrum starfsfolki
og peim adilum sem 16gdu fram vinnu vid rannsdknina var bodid til kynningar @ nidurst6dum

og skdpudust pd umraedur sem skyrdu betur ymsa peetti i nidurstodum.

3.8 Takmarkanir rannséknarinnar
Famennt urtak pessarar rannsdknar takmarkadi moguleika a tolfraedilegri Urvinnslu og til ad
alykta um réttmaeti og yfirfaerslugildi nidurstadna.

Almennt getur verid varasamt ad draga alyktanir um orsakatengs| milli nidurstadna og
lokun deildarinnar. Fimm ar eru langur timi og margt gerist i lifi folks sem hefur ahrif &
lifsgaedi auk pess sem ad lifsgaedi er hugtak sem ekki er vel skilgreint (Pinikahana o.fl.,
20002). batttakendur eru fair en pé toku 87% (n=47) allra sem voru skradir 4 deildina patt i
fyrra skiptid, en i seinna skiptid téku 64% (n=30) peirra patt. bpvi ma lita svo 4 ad nidurstodur
gefi géda lysingu a lifsgeedum og poérfum pessa einstaka hdps og hvada breyting hefur ordid
a lifsgeedum peirra og porfum milli timabilanna. Einnig eru mjog fair ungir patttakendur
(medalaldur 59 ar) og pvi er ekki haegt ad yfirfaera pessar nidurstodur almennt 4 adra

langveika einstaklinga med alvarlegan gedsjukdém.
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Annad sem hefur ahrif a8 huglaegt mat lifsgaeda er hugarfar einstaklings pegar hann er
spurdur, par sem einstaklingur i punglyndi metur lifsgaedi sin mun lakari en pegar hann er

ekki punglyndur (Katsching (1997).
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4 Nidurstodur

4.1 Félagslegir og kliniskir peettir
Rannsoknin tok til 30 sjuklinga og samanburdur gerdur vid 47 sjuklinga sem téku patt i somu
rannsokn arid 2008.

Arid 2008 bjuggu 44 pjénustupegar deildar 28 i Hatuni, en arid 2013 bjuggu par adeins
23.

Leiguhlsnaedi Baseta 2013

ibadakjarnar V

5%

Hjakrunarheimili

16% e
Heimilislaus

2%
Mynd 1. Buseta fyrrum ibaa i Hatani 10 arid 2013

Mynd 1. synir paer miklu breytingar sem ordid hafa a busetu peirra sem bjuggu i Hatuni 10
arid 2008. Rumur helmingur ibua byr par ennpa. Fimmtungur hefur latist og atta hafa flutt a
hjakrunarheimili. Adeins tveir hafa flutt i minni pjonustu eda i leiguhisnadi annars stadar,

adrir tveir hafa flutt i sértaek busetuulrraedi fyrir gedfatlada og einn er heimilislaus.



Tafla 1 Mismunur a félagslegum og kliniskum pattum hépanna

% 2008 % 2013
N =47 N =30

Aldur medaltal (SD) 54 59
Kyn

Konur 40 37

Karlar 60 63
Hjuskaparstada

Gift 6 10

Einstaed 53 50

Ekkill/ekkja, fraskilin 41 40
Eiga born 53 50
Buseta

Leiguibud 87 73

Eigid husnaedi 13 17

Hjukrunarheimili 0 10
Bua ein 92 80
Tengsl vid fjolskyldu

Daglega 36 37

Vikulega 40 40

Manadarlega 16 7

Sjaldnar en manadarlega 8 16
Eru @ vinnumarkadi 13 8
Nain vinatta 85 73
Traust vinatta 94 67
Hafa heimsétt vin i seinustu viku 39 40
S6kud um glaep seinasta ar 2 0
bolandi glaeps seinasta ar 6 0
Greining (ICD-10)

Gedklofi 53 50

Lyndisraskanir 47 50
Hitt laekni vegna likamlegra veikinda seinasta ar 60 67
Hitt laekni vegna gedraenna veikinda seinasta ar 55 54
Lagst inn vegna gedraenna veikinda seinasta ar 15 7

Tafla 1. synir mismun & félagslegum og kliniskum pattum hdpsins milli timabilanna 2008 og
2013. Adur bjuggu 92% einir en ni 80% bar sem 10% hafa flust & hjdkrunarheimili.
Heimséknum patttakenda til fjolskyldu hefur feekkad par sem 7% feerri heimssekja nu
fjolskyldu sina manadarlega og 8% fleiri heimsaekja fjdlskyldu sina sjaldnar en manadarlega.

Faerri eru nu a vinnumarkadi enda eru patttakendur fimm arum eldri na en i fyrri rannsékn
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og likamlegri heilsu peirra hefur hrakad. Nu telja 12% faerri sig eiga ndinn vin og marktaekt
faerri eda 27% telja sig eiga traustan vin midad vid fyrri rannsékn, F (1) = 7.6, p = 0.008..
Heimsodknir til leekna vegna gedraenna og likamlegra veikinda eru svipadar milli timabila, en
faerri hafa lagst inn vegna gedraenna veikinda seinasta ar. Pbessi breyting & vinattu er liklega
tilkomin vegna lokun deildarinnar, pvi pegar spurt var um nana og trausta vini nefndu
patttakendur oft starfsfélk deildarinnar sem pda adila sem peir geetu alltaf leitad til og téldu

pa vera nana vini.

Medalaldur vid fyrstu innlogn er 29 ar en helmingur hefur lagst inn fyrir 23 ara aldur.
Sjuklingar eru & aldursbilinu 16 — 56 ara pegar peir leggjast inn i fyrsta skipti og hafa ad

medaltali verid veikir i 28 ar arid 2014.

4.2 Sjalfsmetin lifsgaedi

Breytingar 4 dnaegju med lifsgaedi eru syndar i toflu 2

Tafla 2 Anzegja med lifsgaedi; samanburdur milli 2008 og 2013 i présentum

Anaegja med Anaegdir Anaegdir Oédnaegdir Oédnaegdir
2008 % 2014 % 2008 % 2014 %
Vinna 59 47 36 29
TOmstundir 76 71 6 14
Trdarbrogd 61 53 19 16
Efnahagur 42 18 36 48
Hldsnaedisadsteedur 71 82 19 19
Persénulegt 6ryggi 81 75 4 7
Tengsl vid fjolskyldu 62 88 14 7
Félagsleg tengsl 64 52 17 13
Heilsufar 52 48 25 34
Almenn vellidan 59 35 24 26
63 % 57% 20% 21%

Peir sem lysa dnaegju hafa merkt vid 5 = yfirleitt gott, 6 = dnaegjulegt og 7 = getur ekki verid
betra. beir sem lysa danaegju hafa merkt vid 1 = débeerilegt/getur ekki verid verra, 2 =
leidinlegt, 3 = oftast 6fullnaegjandi/yfirleitt sleemt. Peir sem merktu vid 4 = hvorki gott né
vont eru metnir hvorki anaegdir né éanaegdir og eru ekki med i pessari toflu. Flestir meta
anagju sina lakari ndna en arid 2008 eda 6% lakari ad medaltali. Adeins & tveimur svidum
telja peir anaegju sina meiri nd en adur. Pannig eru 26% patttakenda nuna danaegdari med

tengsl vid fjolskyldu og 11% eru anaegdari med husnaedisadstaedur sinar. Mestur munur 3
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anagju milli timabila er vardandi efnahag par sem 24% fzerri lysa dnaegju nd en adur. Sami
munur er 4 mati peirra med almenna vellidan, en par eru 24% feerri sem meta sig anzsegda
med almennalidan nd en adur. [ heildina er 6dnaegja med lifsgaedi svipud milli timabilanna,
en hefur breyst milli svida. Minni 6anaegja er nu & fjérum svidum: a) vinna, b) trdarbrogd,
c) tengsl vid fjolskyldu og d) félagsleg tengsl en meiri 6anaegja er vardandi: a) efnahagur, b)
almenn vellidan, c) heilsufar, d) tédmstundir og e) persdénulegt 6ryggi. Jafn margir eda 19%

eru 6anagdir med husneaedisadsteedur sinar arid 2013.

Tafla 3. Metin lifsgedi

Metin lifsgaedi M 2008 SD M 2013 SD
Vinna 4.6 1.1 4,3 0.18
Témstundir 5.1 1.0 4.8 1.3
Traarbrogo 4.9 1.5 4.6 1.5
Efnahagur 4.1 1.5 3.4 1.8
Husnadisadstaedur 5.0 1.3 5.1 1.1
Réttarstada og persénulegt 6ryggi 5.2 1.0 5.1 1.0
Fjolskyldutengsl 5.1 1.4 5.2 1.2
Félagsleg tengsl 4.8 1.3 4.5 1.4
Heilsufar 4.4 1.4 4.1 1.4
Almenn vellidan 4.7 1.1 3.8 1.3
Medaltal heildar LQoLP 4,77 2008 4.49

patttakendur meta sig ad medaltali med laegri lifsgaedi arid 2014 en arid 2008 a kvardanum 1
— 7. beir meta lifsgedi sin almennt vera lakari ntina (- 0.28) p = > 0.05 en arid 2008. A
tveimur svidum eru pau pd orlitid haerri en pad er vardar tengsl vid fjolskyldu og
husnaedisadstaedur. Mestur munur er 4 mati peirra 4 almennri vellidan (- 0.9) og efnahag (-
0.7) nuna og adur, sd munur er p6 ekki marktaekur p => 0.05.
Heildarlifsgeedi (4.77) sem studst er vid hér eftir vardandi lifsgaedi eru samsett ur

medaltali peirra niu svida sem lifsgaedi eru metin huglaegt asamt medaltali tveggja spurninga
um almenn lifsgaedi og vellidan. Engin tengsl voru milli aldurs, kyns eda sjukdémsgreiningar

patttakenda vid lifsgaedi og paer breytur pvi ekki notadar i samanburdinum.
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4.3  Metnar parfir

Breytingar & metnum porfum milli aranna 2008 og 2013 eru syndar i toflu 4.

Tafla 4. Munur metinna parfa samkv. CAN

parfasvid Metnar parfir (n=47) 2008 Metnar parfir (n=22) 2013
n % n %
Hlsnaedi 36 76.6 17 77.3
Heimilishald 36 76.6 18 90.9
Feedi 34 72.4 12 54.6
Gedrofseinkenni 34 72.3 17 80.9
Likamlegt heilsufar 29 61.7 17 81
Virkni 27 57.4 11 50
Félagsleg samskipti 24 44.5 9 40.9
Uppl:astand/medferd 23 49.0 10 47.6
Andleg vanlidan 23 49.0 15 68.2
Sjalfsumoénnun 15 31.9 8 36.4
Samgongur 13 27.6 9 40.9
Eigid oryggi 12 25.5 4 19.1
Naid samband vid adra 11 23.4 6 27.2
Uppl:fijarhagsl.rétt 9 19.6 3 15.8
Kynlif 7 14.9 2 9.5
Fjarmal 7 14.9 6 30
Grunnmenntun 6 12.8 0 0
Umonnun barna 2 4.3 0 0
Afengisneysla 2 4.2 0 0
Misn:lyfja/vimuefna 1 2.1 0 0
Simi 1 2.1 1 4.5
Oryggi annarra 0 0 0 0
Medaltal pr.einstaklin 7.5 7.5

porfum er radad eftir hlutfalli metinna parfa & hverju parfasvidi arié 2008, haesta hlutfall efst
a lista.

Heildarhlutfall metinna parfa milli &ranna er pad sama. batttakendur meta ad peir hafi
ad medaltali parfir a 7.5 svidum af peim 22 svidum sem spurt er um. patttakendur telja
parfir hafa aukist vegna a) likamlegs heilsufars, b) andlegrar vanlidunar,c) heimilishalds,
d)fjarmala og e)samgangna. bar sem peir telja porfum hafa faekkad er vegna a)erfidleika vid
ad afla sér faedis, b)eigin 6ryggis og c)virkni. Litill munur er @ metnum porfum a 68rum

svidum.
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Tafla 5. Munur a mati duppfylltra parfa samkvamt CAN

parfasvid Metnar Suppfylltar parfir (n=47)  Metnar éuppfylltar parfir (n = 22)
2008 2013

n % n %
Hlsnaedi 1 2.1 0 0
Heimilishald 0 0 2 9.1
Faedi 2 4.3 2 9.1
Gedrofseinkenni 8 17 2 9.1
Likamlegt heilsufar 7 14.9 8 38.1
Virkni 5 10.6 6 27.3
Félagsleg samskipti 13 27.7 5 22.7
Uppl:astand/medferd 17 36.2 3 14.3
Andleg vanlidan 13 27.7 8 36.4
Sjalfsumoénnun 3 6.4 0 0
Samgongur 2 2.1 7 31.8
Eigid oryggi 7 14.9 1 4.8
Naid samband vid adra 7 14.9 5 22.7
Uppl:fijarhagsl.rétt 5 10.9 4 20
Kynlif 6 12.8 2 9.5
Fjarmal 1 2.1 0 0
Grunnmenntun 2 4.3 0 0
Umonnun barna 0 0 0 0
Afengisneysla 1 2.1 0 0
Misn:lyfja/vimuefna 0 0 0 0
Simi 0 0 0 0
Oryggi annarra 0 0 0 0
Medaltal duppfylltra parfa 2.1 (2008) 2.5 (2014)

Fjoldi metinna éuppfylltra parfa samkvaeemt CAN er syndur i toflu 5. batttakendur hofdu ad
medaltali feerri duppfylitar parfir fyrir lokun deildarinnar en eftir. Vid samanburd 3
erfidleikum vid ad afla sér fadis hefur porfum patttakenda a pvi svidi faekkad, hins vegar
hefur ordid toluverd fjolgun & Suppfylltum porfum vid ad afla sér fedu. Fjolgun a
ouppfylltum porfum hefur ordid a eftirfarandi svidum a) samgongur, b) likamlegt heilsufar, c)
virkni, d) heimilishald, e) andleg vanlidan, f) upplysingar um fjarhagsleg réttindi, g) ndid
samband vid adra og h) faedi. Faekkun hefur hins vegar ordid a 6uppfylltum porfum &
pessum svidum a) upplysingar um astand og medferd, b) eigid 6ryggi, c) gedrofseinkenni og

d) eigid 6ryggi. Neikvaed fylgni var milli lifsgaeda og duppfylltra parfa, r = - 0.408 (p<0.01).
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4.4 Mat patttakenda a lifsgeedum samanborid vid mat spyrjanda

Auk spurninga & lifsgaedalistanum LgoLP um lifsgeedi 4 niu svidum og tveggja spurninga um
almenn lifsgaedi ery pattakendur einnig bednir um ad merkja hvar peir eru staddir i lifinu &
100 mm myndraenni utgafu af stiga Cantril‘s (e. Cantril‘s ladder). [ lok vidtals parf spyrjandi
ad meta naverandi lifsgeedi patttakanda & sama kvarda (100 mm) og merkja badir & bilinu
000 til 100 par sem lagt mat byrjar & ,geeti ekki verid verra“ eda laegstu lifsgeedi (000).
Nidurstdodur pessara spurninga hafa verid notadar til ad mata vid svar patttakenda um
heildar LqoLP lifsgaedi (4.77) og hvort svar spyrjanda eda patttakenda hefur meiri fylgni vid

mat patttakenda (tafla 6).

Tafla 6. Fylgni tveggja mzelinga a lifsgaedum 2008

Mat patttakanda a lifsgaedum Mat spyrjanda a lifsgaedum
Fylgni vid heildar LQoLP (4.77) 0.62** 0.43**

**=P<0.01
Mun meiri fylgni (r = 0.62) er i mati patttakenda a heildarlifsgeedum sinum og mat peirra a
bvi hvar peir sja sig stadda i lifinu almennt a stiga Cantrils. Adeins 43% fylgni er milli mats
patttakanda a heildarlifsgeedum og mats spyrjanda. pPatttakendur matu lifsgaedi sin a
stigamaelikvardanum ad medaltali heerri (6.12) en spyrjandi (5.7). battakendur matu sig &

bilinu 1-10 eda a 6llum skalanum, en spyrjandi mat lifsgaedi peirra a bilinu 2-8.

4.5 Mat patttakenda a porfum midad vid mat uménnunaradila

Eftirfarandi nidurstédur eru Ur rannsoékninni arid 2008 en par var adalumoénnunaradili alls
hdpsins sa sami. Eftir lokun deildarinnar er um marga dlika adila ad reeda og margir
patttakenda voru ekki i sambandi vid umoénnunaradila. bvi pétti ekki gagnlegt ad spyrja

umonnunaradila arid 2014.

Tafla 7. Samanburdur 4 mati patttakenda og umoénnunaradila

patttakendur (n = 47) Adalumonnunaradili (n = 47)
Uppfyllitar parfir 5.4 6.3
Ouppfylltar parfir 2.1 1.1
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Allar parfir 7.5 7.4

Af 22 mismunandi parfasvidum meta patttakendur ad medaltali ad peir hafi parfir & 7.5
svidum og er pad i samraemi vid mat umonnunaradila (7.4), hins vegar er ésamraemi
vardandi baedi uppfylltar og duppfylltar parfir. Umdnnunaradili metur fleiri parfir uppfylltar
og faerri Suppfylltar i samanburdi vid patttakendur. Einnig eru parfirnar metnar &

mismunandi svidum (tafla 8).

Tafla 8. Allar parfir. Mismunur a mati sjuklings og adaluménnunaradila

patttakendur % Umonnunaradili %
Husnaedi 76,6 Gedrofseinkenni 94,8
Heimilishald 76,6 Husnaedi 84,2
Faedi 72,4% Likamlegir sjukdémar 68,4
Gedrofseinkenni 72,3 Félagsleg samskipt 65,8*
Likamlegir sjukdémar 61,7 Heimilishald 63,2

*= gsamrami i mati

Ofangreindum parfasvidum beggja matsadila er radad eftir pvi hvar porf er metin mest og er
mesta medaltalsporf efst. Medal fimm helstu parfasvida er samraemi i mati beggja vardandi
husnaedi, heimilishald, gedrofseinkenni og likamlega sjukdéma. Hins vegar meta 72.4%
patttenda vera porf & adstod vegna faedis en umonnunaradili metur 32.5% patttakenda hafa
porf fyrir adstod a pessu svidi. Umonnunaradili metur 65.8% patttakenda hafa porf fyrir
frekari félagsleg samskipti en adeins 44.5% patttakenda metur sig i porf fyrir meiri félagsleg

samskipti. Osamraemi er einnig i mati & duppfylltum porfum eins og sjd ma i toflu 9.

Tafla 9. Ouppfylltar parfir ad mati patttakanda og adaluménnunaradila

Mat patttakenda Mat umoénnunaradila

% ouppfylltra parfa % ouppfylltra parfa
Uppl. um astand og medferd 36,2* Félagsleg samskipti 21,1
Félagsleg samskipti 27,7 N4id samband vid adra 13,2
Andleg vanlidan 27,7* Sjalfsumoénnun 10,5%*
Gedrofseinkenni 17,0* Fjarmal 10,5*
Eigid Ooryggi 14.9* Heimilishald 7,9*
N4id samband vid adra 14,9 Samgongur 7,9*%
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bpar sem prdsentutalan er stjornumerkt ber matinu er ésamrami i mati milli sjuklings og
umonnunaradila. Pad sem sjuklingur metur helst Ouppfyllt eru eftirfarandi atridi:
upplysingar um astand og medferd (36,2 %) metur umoénnunaradili 2.3% parfa duppfylltar.
Pessar nidurstdédur gefa tilefni til ad skoda hvad verdur til pessa mikla 6samramis. bratt fyrir
ad heilbrigdisstarfsfolk telji sjuklinga hafa fengid naegjanlega fraedslu um astand og medferd
sjukddms telja sjuklingar sig ekki hafa fengid naegjanlega fraeedslu. Sjuklingar eiga oft erfitt
med einbeitingu og pad gaeti verid hluti skyringar. Ouppfylltar parfir vegna félagslegra
samskipta eru metnar 4 svipadan hatt hja badum adilum. Umdnnunaradili metur
gedrofseinkenni vera betur medhondlud en sjuklingur. Sama er ad segja um andlega
vanlidan og eigid Oryggi, sjuklingar telja sig hafa fleiri duppfylltar parfir vardandi pa peetti.
Vardandi ndid samband vid adra ber badum adilum saman um mat Suppfylltra parfa.
Ouppfylltar parfir vardandi sjalfsumonnun, fjarmal, heimilishald og samgdngur eru paettir

sem umonnunaradili metur i rikara maeli uppfylltar en sjuklingar gera.

4.6 Hvada persénubundnu paettir spa best fyrir um lifsgaedi?
Hér var valid ad vinna med heildarlifsgaedi sem hada breytu i adhvarfsgreiningu. Engin tengsl
voru milli aldurs, kyns né sjukdédmsgreiningar annars vegar vid lifsgaedi hins vegarog peer

breytur voru pvi ekki notadar.
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Mynd 2. Dreifing heildarlifsgeeda

Dreifing hadu breytunnar heildar QoL likist normaldreifingu og er pad naudsynleg forsenda
adhvarfsgreiningar, par sem Urtakid er minna en 100 (n = 47). Ohad breyta sem unnid var

med var breyta sem buin var til Ur 6llum breytum vardandi éuppfylltar parfir.
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Mynd 3. Myndrit af sambandi heildarlifsgaeda og duppfylitra parfa

Til pess ad skoda hvort um linulegt fall veeri ad reeda var skodad samband heildarlifsgeeda og
Ouppfylltra parfa. bParna virdist vera um nokkud linulegt samband ad reeda, en ekki
sveiglinusamband. Sambandid er neikvaett sem segir ad pvi feerri sem éuppfylltar parfir eru,
pbeim mun haerri eru metin lifsgaedin.

Einnig var athugad samband breytunnar sjalfsmynd vid heildarlifsgaedi. Su breyta
samanstendur af 10 svorum & Rosenberg skalanum sem gefur upplysingar um sjalfsmynd.
Svor vid spurningunum voru annad hvort ,,ja“ eda ,nei”. bar sem ,ja“ pyddi stundum
neikvaed sjalfsmynd en ,ja“ pyddi i flestum tilfellum jakvaed sjalfsmynd, voru fyrrnefndu
breytur endurkddadar og allar breyturnar (12) sidan lagdar saman og utkoman breytan
»Sjalfio” sem er pa samanldgd svor einstaklinganna vid spurningunum télf. Dreifing peirrar
breytu er fra 10 — 19, par sem 10 pydir haesta mogulega sjalfsalit og 19 pydir laegsta

mogulega sjalfsalit (ja = 1; nei = 2)
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Mynd 4. Samband sjalfsalits vid heildarlifsgeedi
Hér er einnig neikveett nokkud linulegt samband vid heildarlifsgeedi. Peir sem eru med
margar ouppfylltar parfir segjast frekar hafa sleema sjalfsmynd . Sambandid er neikvaett sem
pby@ir ad peir sem eru med gott sjalfsalit eru med betri lifsgaedi en peir sem hafa lakara
sjalfsalit.

Fyrst var konnud fylgni milli 5hadu breytanna, duppfylltar parfir og sjalfsmynd. Fylgni
milli pessara breyta var jakvaed, p.e. r=0.386 (p<0.01) sem pydir ad gdédu sjalfsaliti fylgi
faerri duppfylitar parfir. Ekki fannst marktaekt samband milli heildarlifsgeeda og annarra
breyta en peer tveer sem hér hafa verid nefndar og var pvi dkvedid ad skoda pau sambdnd

frekar.

Til pess ad leggja mat 4 hvada ahrif duppfylltar parfir og sjalfalit hafi & heildarlifsgaedi

voru gerdar adhvarfsjofnur gerdar (tafla 10).
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Tafla 10. Nidurstodur adhvarfsgreiningar fyrir ahrif 6hadra breyta a heildarlifsgaedi

Breytur B studull (6stadlad) B studull (6stadlad) B studull (6stadlad)
Stadalvilla i sviga stadalvilla i sviga stadalvilla i sviga
Jafna 1l Jafna 2 Jafna 3
Ouppfylltar parfir -2.725% -1.522
(0.129) (0.859)
Sjalfsmynd B - 121%*
(0.033)
Sjalfsmynd B -140*
(0.131)
R2 0.17 0.33 0.31

*p<0,05 (tvihlidaprof). **p<0,01(tvihlidaprof).

par sem fylgni er milli 6hadu breytanna er athugad hvor peirra hefur meiri ahrif a lifsgaedi,
Ouppfylltar parfir eda sjalfsdlit. Sambandid a milli 6uppfylltra parfa og sjalfsalits vid
heildarlifsgeedi skyrist ad verulegu leyti af sjalfsdliti en ad minna magni ad Suppfylltum
porfum. betta sést 4 pvi ad sambandid i jofnu 1 minnkar um taepan helming pegar breytunni
Ouppfylltar parfir hefur verid stjérnad i jofnu 2. Jafna 1 synir nidurstdédur linulegrar
adhvarfsgreiningar med heildarlifsgaedi sem hada beytu og Oouppfylltar parfir sem
frumbreytu. Jafnan synir marktaekt (p<0.05) neikveett samband Suppfylitra parfa vid
lifsgaedi.

Jafna 2 kannar hvort um syndarsamband geti verid ad reeda par sem fylgni er milli
frumbreytanna. Gerd var fjolbreytuadhvarfsgreining par sem stjornad er fyrir ahrif sjalfsalits.
P4 reynast ahrif duppfylltra parfa ekki marktaek (p>0.05). Ahrif sjalfsalits eru hins vegar
marktaek (p<0.05) og hafa neikvaeda fylgni vid heildarlifsgaedi . Jafna 3 synir marktaekt
(p<0.05) neikvaett samband lifsgaeda vid sjalfsalit. Ohadu breyturnar badar éuppfylltar parfir
og sjalfsalit skyra saman 33% dreifingar heildarlifsgeeda, en sjalfsalit ein og sér skyrir 31%

lifsgaeda. Ouppfylltar parfir skyra adeins 17% dreifingar heildarlifsgaeda.
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Hallastudullinn fyrir sjalfsalit er — 0.121 (p<0.01) og ma tulka hann pannig ad peir sem
hafa lagt sjalfsalit hafa minni lifsgaedi en peir sem eru med gott sjalfsalit. Sjalfsalit er mzelt a
tiu bila kvarda (10 — 19) og fyrir hvert hakkunarstig i sjalfsaliti haekka lifsgaedin um 12%. bvi
er haegt ad segja ad gott sjalfsdlit og fjoldi duppfylltra parfa séu paer breytur sem hafi besta

forspa lifsgaeda fyrir pennan hop.
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5 Umraeda

Markmid rannséknarinnar var ad rannsaka pau ahrif sem lokun deildarinnar i Hatuni hafdi a
lifsgeedi og lidan sjuklinganna sem hofdu sott pjonustu pangad. Pbatttakendur hofou soétt
bjonustu til deildarinnar til langs tima, en deildin var sérhaefd i salfélagslegri endurhafingu
gedfatladra eftir atskrift af bradadeildum.

Medan deildin var opin bjuggu 81% patttakenda i somu byggingu og deildin hafdi
adsetur. Eftir lokun h6fdu 29% patttakenda flutt padan. Flestir h6fdu purft ad flytja annad
par sem meiri pjonustu var ad fa. Heilsu patttakenda hefur hrakad. beir hafa ad medaltali
verid veikir i 28 ar og medalaldur peirra er 59 ar. Pbeir leita oftar til laeknis vegna likamlegrar
heilsu en ddur, en fjoldi heimsdkna til gedlaekna er sa sami. Toluverdur munur er a tidni
heimsokna til gedlaeknis & islandi og Nordurldndunum par sem 54% islensku patttakendanna
hafa hitt laekni vegna gedraenna veikinda sidastlidid ar en 81% patttakenda norrraenu
rannsoknarinnar (Hansson o.fl., 2003). bvi virdist eftirfylgd gedleekna vera betri @ hinum
Nordurléondunum en hja pessum hépi hérlendis. Adrir paettir sem eru 6élikir hja pessum hopi
midad vid patttakendur i norraeenu rannsékninni eru ad hér eiga 53% patttakenda born, en
adeins 25% norreenu patttakendanna. Skyringin gaeti legid i pvi ad allir patttakendur eru
med gedklofa i norraeenu rannsékninni en adeins helmingur hér. Hinn patturinn er vinatta.
Arid 2008 toldu 85% islensku patttakendanna sig eiga ndinn vin en adeins 61% peirra
norraenu. Pa tdldu einnig 94% patttakenda sig eiga traustan vin eda einhvern sem peir geetu
leitad til samanborid vid einungis 63% norraenu patttakendanna. Eftor lokun deildarinnar
Oldu mun faerri sig eiga ndinn vin eda 73% og 67% toldu sig eiga traustan vin. Norraena
rannséknin syndi ad vinatta skyrir 4.9% af dreifingu lifsgeeda (Hansson et al., 1999). barna er
skyringar ad finna i lokun deildarinnar par sem sjuklingar gatu alltaf leitad til

heilbrigdisstarfsfélks par med vanda sinn og toldu pa til vina sinna.

Fjoldi latinna fra fyrri rannsékn voru sex, prjar konur og prir karlar. Sjo ibdar i Hatuni
sem voru skradir & dagdeild 28 i Hatuni toku ekki patt i fyrri rannsokn. [ dag eru prir peirra
[atnir og eru pa niu skjolsteedingar deildarinnar latnir. Medalaldur kvennanna sem hoéféu
latist var 69 ar sem er 14.7 drum styttri en medalavilengd islenskra kvenna. Medalaldur
[atinna karla var 60 ar sem er pa 17.7 arum styttri en medalaefilengd islenskra karlmanna
(Hagstofa islands, 2014). Laursen o.fl. (2011) gerdu rannsékn, sem stéd yfir { fimm ar, & folki

sem var utskrifad af gedsjukrahdsum. i Danmorku, Finnlandi og Svipjod & arunum 1987 —
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2006. bratt fyrir jdkvaeda proun lifa karlar med gedraskanir enn 20 drum skemur og konur 15
arum skemur en almenningur ad medaltali. Zfilengd latinna einstaklinga pessarar
rannsoknar er pvi i samraemi vid afilengd folks med alvarlegar gedraskanir i Danmorku,

Finnlandi og i Svipjéd.

Samkveemt gedlaeknunum Eisenberg og Laurence (2010) hefur afstofnanavaeding leitt til
farszeldar fyrir flesta sjuklinga pratt fyrir ad margir peirra hafi verid yfirgefnir, heimilislausir
og an umonnunar. Nidurstodur benda til ad ekki hefur ordid samfella i pjonustu vid pann
hop sem sotti pjonustu dagdeildar 28 i Hatuni. Lifsgeedum peirra hefur hrakad fra pvi ad
vera ad medaltali 4.77 ri6 2008 i ad vera 4.49 tveimur drum eftir ad deildinni var lokad. |
fyrri rannsékn voru maeld lifsgaedi med pvi besta sem maelist hja langveikum med gedfotlun
en i sidari rannsékn eru pau med pvi versta (Evans o.fl., 2000; Hansson o.fl., 2003; Slade o.fl.,
2004; Schneider, Wooff, Carpenter, Brandon og McNiven, 2002). Helst hafdi patttakendum
hrakad vardandi almenna vellidan, efnahag og félagsleg tengsl. Adeins a tveimur pattum af
tiu matu peir lifsgeedi sin betri en pad voru tengsl vid fjolskyldu og husneaedisadstaedur. beer
nidurstodur eru i samraemi vid langtimarannsékn Knight (2009) 4 lifsgaeedum ,,gamalla
langveikra® og yngri langveikra“ i Nordur Englandi sem syndi ad milli fimm ara minnkadi
anagja med fjolskyldutengsl hja yngri hdopnum og anaegja med heilsu jékst en 6fugt hja eldri
hépnum. brétt fyrir ad dnsegja med fjolskyldu hafi aukist hja hopnum hafa patttakendur nu
minni tengsl vid fjélskyldu en adur, en helmingur peirra sem héféu haft samband
manadarlega (n = 16) h6fdu nd samband sjaldnar en manadarlega. bessar nidurstédur benda
til pess ad samband vid attingja sé hugsanlega ekki eins og jafningjatengsl heldur ad
aettingjar finni ad ymsu i lifsstil og umhverfi sjuklings sem fellur ekki i gédan jardveg. |
eigindlegri rannsékn sem hluti patttakenda tok patt i kom fram ad peir téldu sig ekki geta
tjad sig um lidan sina og sjukddm vid adra en pa sem attu vid sams konar erfidleika ad etja
eda heilbrigdisstarfsfolk sem hefdi dunnid sér traust peirra Patttakendur matu mikils ad geta
raett malefni sin vid adra sem voru ad glima vid erfida gedsjukddéma par sem fullt traust rikti.
(Svavarsdottir, Olafsdottir, Sturludéttir og Juliusdottir, 2012). betta bendir til ad peim lidi
betur innan um adra fatlada en 6fatlada og eigi audveldar med samskipti vid fatlada. Mikil
ahersla hefur verid fra samfélaginu um adlogun félks med gedfotlun ad samfélaginu og
markvissar adgerdir vidhafdar i peim tilgangi. Daemi um pad er ad finna i bladaskrifum
timarits Gedhjalpar, sem er timarit utgefid af adstandendum gedfatladra. Par er fjallad um

hversu sleemt pad sé ad margir fatladir bui saman eins og i hisum Oryrkjabandalagsins i
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Hatuni, en par bua flestir patttakenda. Horkuna i gagnryni félagsmanna Gedhjalpar &
Hatunsblokkirnar ma sja i grein Ernu Indridadéttur, félaga i Gedhjalp og fyrrum
sjénvarpsfréttaritara, i Okkar mali, timariti Gedhjalpar. [ greininni segir Erna ad
»oryrkjablokkirnar i Hatuni eru daemi um geymslur fyrir fatlada. Par er veiku foélki hrigad
saman i nokkurs konar ,,getté”. bjonustan af skornum skammti, peningar af skornum
skammti. Fateekrahverfi fyrir veikt folk.“ Framtidarsyn félagsmanna i Gedhjalp um
husnaedismal fatladra kemur einnig fram i greininni. En Erna segir naudsyn a0 leggja pessar
blokkir nidur i niverandi mynd og bua ibdunum heimili i venjulegum ibudahverfum (Erna
Indridadottir, 2008). batttakendum pessarar rannséknar sem bjuggu i Hatuni poétti sart a

pessum tima ad heyra fjallad um heimili peirra & pennan hatt.

Reynsla félagsradgjafa af pvi ad stydja gedfatlada sem bjuggu i ibddum innan um adra
ofatlada var hins vegar ekki g6d, par sem oft var bent a pa fotludu pegar eitthvad kom uppa i
husunum. Einnig gat folk ekki hugsad sér ad born peirra vaeru ein i lyftu med gedfétludum
einstaklingum. Pannig virdist samfélagid ekki tilbuid til ad bda med gedfotludum
einstaklingum. betta bendir til pess ad krafa samfélagsins til pess ad gedfatladir bui i husum
med 6fotludum reynist badum adilum erfitt. Petta synir gloggt ad ekki er haft samrad vid
félkid um hvad pad vill og vill ekki. bad sem ibdar meta mikils i Hatuni er si samkennd sem
ibuar syna hvorir 66rum og ad peir upplifa sig ekki ,,00ruvisi“ eins og peim haettir til ad gera
uti i samfélaginu

Synt hefur verid fram 4 ad tengsl eru a milli pess hvernig gedsjukir meta lifsgaedi sin og
hvernig pjénustuporfum peirra er fullnaegt (Bengtson-Tops o.fl., 2005; Hofer o.fl., 2004;
Pinikahana o.fl., 2002). bau tengsl komu einnig fram hér par sem duppfylltar parfir voru
feerri eda 2.1 i fyrri rannsdkn, en hofdu aukist i 2.5 i peirri sidari og pa toldu patttakendur

einnig lifsgaedi sin vera lakari.

patttakendur og umoénnunaradili peirra matu jafn margar parfir i heildina en i mismiklum
mali og @ mismunandi svidum. Umonnunaradili mat fleiri parfir uppfylltar en patttakendur.
Nidurstodur eru pvi i samrami vid rannséknir 8 muni @ mati umonnunaradila og sjuklings,
sem syna ad litid samraemi er i mati peirra (Middelboe o.fl., 1998). Umonnunaradili og
sjuklingur meti fjolda parfa svipadan og ad ad sjuklingar greina fleiri parfir uppfylltar(Slade,
1996). Huglaegt mat heilbrigdisstarfsmanns og sjuklings endurspegla mismunandi sjonarhorn

og zettu pvi ekki ad vera samhljéda (Warner o.fl. 1998) heldur gefa i stadinn heildraenar
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upplysingar um vidkomandi sjukling. bvi var studst vid mat beggja a deild 28 pegar

bjénustuparfir voru metnar.

S4 pattur sem hafdi mest ahrif 4 lifsgaedi patttakenda hér reyndist vera sjalfsalit.
Sjalfsalit patttakenda reyndist hafa meiri fylgni vid lifsgaedi en fjoldi duppfylltra parfa. betta
er i samraemi vid rannsokn Hansson o.fl. (1999), en peir skodudu samband félagslegra og
kliniskra patta & heildarlifsgaedi og skyrdi anaegja med heilsufarid stzersta hluta
dreifingarinnar (36.5%), en adrir paettir voru sjalfsalit, punglyndi og nain vinatta. italir fundu
einnig samband milli haerra sjalfsalits og betra gedslags vid betri almenn lifsgaedi (Ruggeri
o.fl.,, 2001). | seinni rannsékn peirra (Ruggeri o.fl., 2002) komu { ljés einstaklingsbundnir
baettir sem hofdu ahrif 4 lifsgeedi eins og veentingar og personuleiki (jakvaedni og haefni til
tjdningar). Vinatta vid adra manneskju skiptir flesta miklu mali og par hefur ordid mikil
breyting medal sjuklinga i Hatuni par sem nu segja 12% feerri ad peir eigi ndin vin og 27%
feerri segjast eiga traustan vin, sem peir geti leitad til. betta skyrist af lokun deildarinnar pvi
pbegar spurt var i fyrra skiptid nefndu patttakendur oft starfsfdlk deildarinnar vera vini sina og
ba sem peir geetu alltaf leitad til. Pessir paettir hafa pvi greinilega ahrif a pad hvad peir telja

lifsgaedi sin miklu lakari nu en ddur.

Samantekt

Samanburdur 8 mati patttakenda 3 lifsgeedum og porfum milli aranna 2008 og 2013 synir ad
peir meta lifsgeedi mun lakari eftir lokun deildarinnar. Einnig meta bpeir fleiri parfir
Suppfylltar. bvi pykir synt ad ekki hefur ordid samfella i pjénustu vid hopinn efir ad deildinni
var lokad. bPad er pvi mikilveegt ad gedsvids Landspitala og félagspjénusta vidkomandi
sveitarfélaga vinni saman ad pvi ad koma til méts vid auknar Suppfylltar parfir og lakari
lifsgedi en a6ur hja pessum hopi sjuklinga sem og annarra sem eru haldnir alvarlegri
gedroskun. Sérstok ahersla eetti ad vera a likamlega heilsu patttakenda vegna aldurs og
lifsstils. Einnig aetti ad efla félagslega feerni peirra og auka heaefni peirra er vardar almenna
virkni, faerni i heimilishaldi og veita meiri fraeedslu um ymis atridi er vardar fjarhag, svo sem
fjarhagsleg réttindi. Endurhzefing gedfatladra atti ad mida ad pvi ad baeta sjalfsmynd
peirra, burtséd fra sjukdomnum. battur i ad studla ad betra sjalfsaliti er ad vinna med
styrkleika og getu frekar en persdnulegt getuleysi og andlega sjukdéma. Einstaklingar vita

yfirleitt i grundvallaratridum hvad hentar peim best og purfa ekki sérfraedinga til ad segja sér
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hvad peir eigi ad gera. En med pvi ad hlusta a einstaklinga, rédd peirra og sdgu og leyfa peim
ad koma & framfeeri styrkleikum, hafileikum og bjargraddum, pa er liklegast ad
einstaklingurinn sjalfur sjai og finni leidina og lausnina a pvi hvernig lifid geti verid 6druvisi og
betra (Saleebey, 2011). bPannig ma segja ad endurhaefing feli i sér tvo megin peaetti. Annars
vegar medferd sjukdémsins sem hindrar sjuklinginn i patttoku i edlilegu lifi og hins vegar

vinnu sjuklingsins ad eigin adlogun ad samfélaginu og 4 ad hann taki dbyrgd 4 eigin lifi.
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Vidaukaskra:

Fylgiskjal 1) Upplyst sampykki

AN

v
LANDSPITALI

HASKOLASJUKRAHUS

patttaka i rannsékninni mun hugsanlega hafa i for med sér tilfinningalegt alag fyrir pig, en ef pu
finnur fyrir dlagi eda épaegindum sem pu tengir patttoku i rannsékninni bydst pér studningur eftird
hja Gudranu Blondal i sima 899-1163. bPuU munt ekki hafa neinn beinan avinning af patttoku en
framlag pitt med patttoku gaeti ordid mikilveegt til ad studla ad baettri pjonustu til sjdklinga vid ad nd
sér af gedreenum veikindum. Oskad er eftir sampykki pinu til ad hafa samband sidar ef af

eftirfylgdarrannsokn verdur hugsanlega eftir 5 ar.

Uppyst sampykki er i tviriti og pu munt halda eftir 60ru einstakinu eftir undirskrift. Ef pd hefur frekari
spurningar um rannsoknina er pér velkomid og ég hvet pig til ad hafa samband vié annad hvort:
Kristinu Valgerdi Olafsdéttur i sima 543-9510, netfang: krola@landspitali.is eda Freydisi Jonu
Freysteinsddttur i sima 525-4334, netfang: fif@hi.is

Meér hefur verid kynntur tilgangur pessarar visindarannséknar og i hverju pdtttaka min er folgin. Eg

er sampykk(ur) patttéku.

Nafn adalumoénnunaradila Sampykki ad til hans verdi leitad

Dags. Nafn patttakanda

Nafn rannsakanda
Ef bu hefur spurningar um rétt pinn sem pdtttakandi i visindarannsokn eda vilt heetta
patttoéku i rannsokninni getur pu snuid pér til Visindasidanefndar, Tryggvagétu 17, 2. Haed,

101 Reykjavik. Simi: 551-7100
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Fylgiskjal 2) Kynningarblad

AN

v
LANDSPITALI

HASKOLASJUKRAHUS

Upplysingar til patttakenda

um visindarannsoknina:

Lidan sjuklinga eftir lokun deildar

Vid rannsakendur forum pess 4 leit vid pig, ad pu takir patt i rannsékn & lidan sjuklinga eftir lokun
deildar. Rannsakendur eru Freydis Jona Freysteinsdéttir, désent vid H.[, kt. 091266-4319, simi: 525-
4335, tolvupdstur:fif@hi.is og Kristin Valgerdur Olafsdéttir, félagsradgjafi 4 Landspitala, kt. 111248-
7619, simi: 543-9510, tolvupdstur: krola@landspitali.is. Rannsdknin er hluti af framhaldsnami
Kristinar { félagsradgjof hja Haskdla Islands. L eidbeinandi Kristinar og dbyrgdarmadur rannséknar er
Freydis Jona Freysteinsdottir. bér er ekki skylt ad taka patt i rannsékninni, en vid yrdum mjog

bakklatar ef pu saeir pér feert ad veita okkur lid.

Pu varst notandi pjonustu deildar 28 i Hatuni og pattakandi i visindarannsdkn par arid 2009. Heiti
beirrar rannsdéknar er: Lifsgedi gedfatladra a endurhaefingardagdeild gedsvids. Ahrif
gedbheilbrigdispjénustunnar og sjénarhorn notenda. Deild 28 i Hatuni 10a var lokad i juni 2011 og er
atlunin ad kanna hvort breytingar hafi ordid vardandi lifsgaedi og parfir hja peim sem fengu pjonustu
medan deildin starfadi. bvi verda vidtolin endurtekin par sem Kristin spyr spurninga um lifsgaedi og

Margrét Eiriksdottir hjukrunarfreedingur spyr spurninga um barfir.

Ef pu tekur patt i rannsékninni mun eftirfarandi eiga sér stad: Alls er gert rad fyrir tveimur vidgtélum.
{ fyrra vidtali munt pu svara spurningalista um lifsgaedi par sem Kristin spyr spurninga og pu svarar
pbeim spurningum sem pu getur svarad. Svorin verda merkt innd spurningalistann. Vidtalid tekur ca
40 minutur og i lok vidtals verdur akvedinn timi fyrir seinna vidtalid. bad vidtal er vid Margréti
Eiriksdottur gedhjukrunarfraeding og spyr hun spurninga um parfir pinar baedi uppfylitar og dupfylltar
og merkir svor peirra spurninga sem pu getur svarad innd spurningalista. betta vidtal tekur ca 30
minGtur . | fyrri rannsékn gerdi Gudrun Bléndal mat & porfum patttakenda, en nu er hin ekki lengur
pinn adal umdnnunaradili. bvi verdur leitad eftir pvi hvada adili pad er sem kemur mest ad umonnun
binni og hvort pu ert pvi sampykk(ur) ad sa adili svari sama spurningarlista og pu gerir vardandi parfir

binar uppfylltar og éuppfyllitar. Pbetta er gert til ad skoda hvort samraemi sé milli skodana pinna og
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bins adal uménnunaradila. Viotolin verda tekin i vidtalsherbergi i Hatuni 10a nema samkomulag
verdi um annad. Farid verdur med rannsdknargdgn sem trinadarmdl. No6fn einstaklinga eda 6nnur
personugreinanleg atridi munu hvergi koma fram. bar sem moguleiki er a eftirfylgdarrannsékn sidar
er pess einnig farid a leit ad pu heimilir ad haft verdi samband vid pig einhvern tima i framtidinni,

e.t.v. eftir fimm ar.

A medan unnid verdur Ur gégnunum verda pau vardveitt { laestum skap i vinnuherbergi Kristinar &
Barnaspitala Hringsins og einungis Freydis Jona Freysteinsdéttir, leidbeinandi hennar mun hafa
adgang ad peim. Gognunum verdur sidan eytt eftir 5 ar. | skyrslu sem verdur unnin Gr gégnunum
mun ekki verda haegt ad rekja framlag einstakra patttakenda til einstakra perséna. Nidurstodur verda
hugsanlega birtar i fagtimaritum og kynntar & fagradstefnum. Rannsdkn pessi hefur verié sampykkt af

Landspitala, Visindasidanefnd og hun hefur verid tilkynnt til Persénuverndar.

pad er frjalst val pitt ad taka patt i pessari rannsdkn og pér er heimilt & hvada stigi rannsdknar sem er
ad haetta vid patttoku. Akvérdun pin par um mun ekki hafa ahrif & pjonustu Landspitalans vid pig |

framtidinni.

Vid rannsakendur pokkum pér fyrir ad hafa gefid pér tima til ad lesa pessar upplysingar. Ef pu ert i
vafa um einhver atridi vardandi rannsdknina eda parfnast frekari upplysinga skaltu spyrja

abyrgdarman rannsdknarinnar eda medrannsakanda hans.

Med fyrirfram pakklzeti og von um gédar undirtektir,

Abyrgdarmadur rannséknar Medrannsakandi

Ef pu hefur einhverjar spurningar vardandi réttindi pin sem patttakandi i rannsékninni eda vilt haetta
patttoku i henni getur pu snuid pér til Visindasidanefndar, Tryggvagotu 17, 101 Reykjavik, simi:551-
7100, fax 551-1444.
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Abstract

The present study is a 5-year follow-up study of patients with schizophrenia and
mood disorders, who were patients on a day-clinic in Landspitali University
Hospital, Reykjavik, Iceland for more than one year in 2008. In all, 47 patients
fulfilled the criteria and were interviewed that year at a baseline. Their needs were
independently rated by themselves and by their key-worker. The interview with the
patients also included quality of life assessed by the Lancashire Quality of Life
Profile (LQoLP) which includes the Rosenberg self-esteem scale.. Five years later,
30 of them also participated in this follow up study, but in the meantime the day-
clinic had been closed tvo years before follow-up. Over the 5-year follow—up
quality of life of the subjects had deteroriated (-0.28) although not statistically
significant owing to the small sample size and they had more unmet needs (+0.4).
At follow-up one third of the subjects reported that they had no reliable friend and
quarter of them had no close friend. Quality of life correlated with few unmet

needs to a minor extent and more strongly with the level of self-esteem.

Keywords: need assessment, quality of life, key workers, severely mentally ill and

deinstutionalise.

Introduction

The Mental Health Services at Landspitali, the National University Hospital of
Iceland have changed much since the 1960‘s. The introduction of new and
improved antipsychotic drugs enabled severely and chronically mentally ill patients
to be discharged from institutions. The purpose of these changes was to increase
individual independence with patients who had been in psychiatric wards for a very

long time and providing them assistance and opportunity for living outside the
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institution (Ottar Gudmundsson, 2007). Another fundamental shift has occurred
within the Mental Health Services in Iceland in the past four decades for patients
with severe mental illness. Traditionally viewed as passive recipients, these
individuals are increasingly considered to have a legitimate voice in evaluating the

effectiveness of the services they use (Hansson et al., 2001).

In recent decades, increased attention has been focused on the need to develop
patient-centered outcome measures for individuals suffering from long-term illness
(Slade, 1994). In this framework, met and unmet needs can be differentiated. A
met need occurs when the patient has a problem that is ameliorated through the
help given. An unmet need occurs when the patient has a serious problem
wheather or not any help is given (Slade, 1994). There has also been increased
interest in assessing the quality of life of patients suffering from long-term mental
iliness when planning for these patients (Lehman, 1983). The concept normally
refers to the sense of well-being and satisfaction experienced by persons with
regard to their live (World Health Organization, 1997). It is commonly understood
that the quality of life for an individual is determined by personal traits, the
environment and subjective evaluation in different areas (Pinikahana, Happell,
Hope and Keks, 2002).

The assessment of quality of life in schizophrenia is a complex and difficult task,
underpinned by a culturally bound and ill-defined construct. Despite this, common
findings are beginning to emerge from the literature. First, it is very clear that
people with schizophrenia suffer a significantly poorer standard of living than
others in the community. This finding has been replicated again and again since
the work of Lehman (1983). Second, it is becoming clear the people with
schizophrenia can validly and reliably report their internal experiences and
perceptions. The work of Voruganti et al. (1998), was instrumental in dispelling
the notion that asking people diagnosed with schizophrenia about their quality of
life was a fruitless exercise. Third, the (often gross) mismatch between patient
perceptions of quality of life and key worker ratings is no longer viewed as proof

that such perceptions are wrong. On the contrary, subjective assessment is now
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understood to be its own gold standard. Key worker-rated and patient-rated
information, and objective and subjective assessments are different constructs. As
such, they should not cluster but, instead, should provide complementary
information about the patient in question (Warner et al., 1998). Finally, an
understanding of factors that influence subjective quality of life in schizophrenia is
also emerging. It appears that variables that reduce quality of life are of two types:
a) those which affect perception; and (b) those which alter expectation. Influences
such as pain and depression act as cognitive distorters and alter perceived reality.
Expectations of life are often reduced in schizophrenia as patients accommodate to

adverse circumstances (Sainford, Becker and Diamond, 1996).

A handful of studies have been performed that compare the evaluation of the key
worker and the patient. The results show mismatch between the two evaluations
(Middelboe, Mackeprang, Thalsgaard and Christiansen, 1998). Furthermore, they
demonstrate that key worker and patient give similar estimates for the number of
needs but that patients find more needs unmet than the key worker (Slade, Phelan,
Thornicroft and Parkman, 1996).

Psychiatric doctors have studied the health of Icelandic patients suffering from
schizophrenia. Their results show that these patients are underdiagnosed and
undertreated when it comes to diabetes Il, hypertension and dyslipidemia. Obesity
was also found to be more frequent among schizophrenic patients than the general
public (Olafur Sveinsson et al., 2012).

Pall Biering, Gudbjorg Danielsdottir and Arndis Osk Jonsdottir (2005) studied the
attitude and experience of recipients of The Mental Health Services in Iceland
towards quality of the services they had received. The majority was pleased with
received service during their stay at the psychiatric hospital. However, a large
group of subjects was unsatisfied with follow up and information channeling after

being discharged.
The subjects of the present study attended a day-clinic of the Mental Health

Services in Iceland for many years. The clinic specialized in follow-up for
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discharged patients from prychiatric intensive care wards. What differeniated the
day-clinic from other wards in the Mental Health Services is that it was located
outside of the two major hospitals, being co-located with two hundred apartments
for the disabled in three interconnected buildings. The day-clinic was responsible
for psychosocial rehabilitation of patients with severe and chronic mental illness.
The majority of the patients resided independently in the same building (Gudrdn
Blondal and Kristin Olafsdéttir, 2007). At the baseline of the study, medium age of
participants was 54 years and they had suffered from the illness for 23 years on
average. Although Browne et al. (1996) have reported poorer quality of life in
older people with schizophrenia, most observers report little effect of age on quality
of life (Corrigan and Buican, 1995). Knight (2009) investigated the long term
effect on quality of life between two age groups of long-term mentally ill
individuals; “younger* and “older* in North England and found out that satisfaction
with quality of life was more 14 years later with the old ones but less with the

young ones.

A study performed in the Nordic countries (n = 408) used Lancashire Quality of
Life Profile (LQoLP) to assess the quality of life experienced, while need
assessment with Camberwell Assessment of Need (CAN) assessed the factual
circumstances in the individual’s everyday life. That study showed LQoLP total
quality of life was on the average 4.49 on a scale from 1 to 7 and unmet needs were
on the average 2.6. The study showed that only two objective living conditions
were associated with subjective global well-being a) to have a close friend and b) to
have larger number of friends and relatives available in the social network. Of
subjective factors, satisfaction with health and self-esteem explained the largest

part of the variance (Hansson et al., 1999).

The present study used the same measuring devices as the Nordic one; LQoLP and
CAN. At baseline of this study, LQoLP quality of life was on the average 4.77 and
unmet needs 2.1 (Svavarsdéttir, Juliusdottir and Lindquist, 2014). Another
Icelandic study with out-patients from the Mental Health Services (n = 90) showed

that unmet needs were on the average 2.4 (Eiriksdéttir, 2009).
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When re-evaluating policy and operation of Icelandic Mental Health Services,
decisions were made to adapt policies from other countries with regards to serving
patients and institutionalized mental care wards were closed. The mentally
disabled should live in the community and receive services from the Mental Health
Services when needed (Sveinbjarnardottir and Thorlacius, 2014). The day-clinic,
mentioned before, was closed in 2011 and subsequently, follow up for discharged
patients was only performed at outpatients clinics or in the community and in

hospital mental health teams.

De-institutionalization has led to prosperity for most patients even though many of
them had been abandoned, homeless and without care, according to psychiatrists
Eisenberg and Laurence (2010). Discharged patients with chronic mental illness (n
=302) from Sundby Hospital in Sweden were tracked over a 14 year period.
Homelessness, criminality, abuse, suicide and somatic illness increased markedly
among them When de-instituionalization was shown to produce new problems,

interest in new ways to support discharged patients was raised (Belfrage, 1994).

A study from Finland showed that patients with a chronic disease always had some
unmet needs even though they were in different areas over time. The study also
showed that the community mental health care system was able to actively treat
patients with schizophrenia during the first few years, but when the illness lasted

longer, the care system became uneffective (Salokangas, 1994).

In the 1990, the Swedish government started investigation on the care and social
support of patients suffering from long-term mental illness. The investigation
showed that outpatients displayed more personal integrity, while receiving less
support. But they had a lower quality of life and less social structure than in-
patients (Foldemo and Bogren, 2002). The goverment’s investigation resulted in a
psychiatric reform in 1994 containing directives for better support for outpatients.
The psychiatric reform also focused on the comparison between caregivers and

gave economic support to new care systems (Belfrage, 1994).
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So far, the effects of patients being discharged from mental care wards as a result
of policy making in Iceland or restructuring have not been studied. The aim of the
present study was to assess the manner in which the psychiatric reform in Iceland
influenced patients suffering from long-term mental illness after they were
discharged from the clinic in terms of need satisfaction and quality of life. A
further aim was to see whether there were differences between how the key worker
and the patients reported the patient’s needs.  The effects of objective and

subjective factors on quality of life were also studied.

Method

Design

The design was a 5-year follow-up study. The study group consisted of patients
who had spent more than one year at the psychiatric day-clinic in Hatuni 10 at
Landspitali University Hospital of Iceland in 2008, who were between 31 to 78
years, and fulfilled ICD 10 criteria for schizophrenia and mood disorders
(Svavarsdottir et al., 2014). They were all interwieved at the baseline between
November 2008 and February 2009. In all 47 patients participated. The interviews
were structured and performed by two interviewers and included the following
scales: The Lancashire Quality of Life Profile (LQoLP) and Camberwell
Assessment of Need (CAN). Within 2 weeks after the baseline interview, a key
worker from the day-clinic was interviewed by the same researcher using a

structured interview (CAN) to assess the patient’s needs.

The follow-up interview was performed between September 2013 and January
2014, by the same interviewers as performed the interviews at the baseline and

using the same scales. At the follow-up 30 patients participated.
Instruments

Quality of life was assessed with LQoLP (Oliver et al. 1996). The LQOLP is a

structured self-report interview to be administered by trained interviewers. It
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assesses objective quality of life and subjective life satisfaction in nine life
domains: a) work; b) leisure; c) religion; d) finances; e) living situation; f) safety;
g) family relations; h) social relations and i) health. General life satisfaction is a
single question asked twice, at the beginning and end of the interview, and the two
ratings averaged. LQOoLP also includes a) a patient global assessment of quality of
life (Cantril’s ladder) and b) an interviewer assessment of the individuals global
quality of life, ¢) an affect balance scale, d) a self-esteem scale (Rosenberg scale)
and e) a happiness scale. Objective quality of life and personal characteristics are
assessed by categorical or continuous measures depending on the content of the
item. Subjective quality of life ratings are made on a seven-point Likert-type scale.
The LQoOLP has been used in a number of international studies, and has been
translated into several languages, including most of the Nordic languages. The
LQoLP has shown satisfactory reliability and validity (Oliver et al., 1997; Hansson,
Svenson and Bjorkman, 1998; Van Nieuwenhuizen, Schene, Boevink and Wolf,
1998).

Assessment of needs was investigated both among patients and key-workers
responsible for the treatment of the patient, using the CAN interview (Phelan et al.,
1995; Hansson, Bjorkman and Svenson, 1995). In the present study the Icelandic
translation of the research version 3.0 was used. The CAN scale consists of clinical
and social needs divided into 22 areas: a) accomodation, b) food, c¢) looking after
the home, d) self-care, e) day-time activities, f) physical health, g) psychotic
symptoms, h) information about condition and treatment, i) psychological distress,
J) safety to self, k) safety to others, I) alcohol, m) drugs, n) company, 0) intimate
relationship, p) sexual expression, q) child care, r) basic education, s) telephone, t)
transport, u)money and v) social benefits. In each of the 22 areas are four sections:
a) the severity of need (no problem = 0, moderate problem = 1, serious problem =
2), b) the current help received from friends or relatives (none = 0, low = 1,
moderate = 2, high = 3), c) support from social services and out-patient clinics has
the same ratings as the previous item, d) the adequacy of help received and

satisfaction with the help (no =0, yes = 1).
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Participants

In total, 59 patients from the psychiatric day-clinic in Hatun 10 at the Landspitali
University Hospital of Iceland, were approached at baseline and the final sample

included 47 patients.

The mean age of the study-group at the baseline was 54 years. The number of
women who participated was 19 and 28 men participated. The mean duration of
their phychiatric illness had been 23 years. When they were interviewed at the
baseline all the patients lived in their own apartments and most of them (n = 37)
lived in the same building as the clinic had residence. The key worker who was

interviewed at the baseline had worked with the psychiatric patients for forty years.

At the baseline the whole study-group attended the day-clinic but three years later
the clinic was closed. Two years after the clinic was closed the same study-group
was approached. Of the 47 patients from baseline, 17 of them did not participate in
the follow-up study for various reasons. Some had deceased (n = 6) few had so
severe psychopathological status that they were not able to participate in the
assessment (n = 3), one could not be contacted and some refused to be interviewed
at follow-up (n = 7). The final sample consisted of 30 informants The National
Bioethics Committee (13-051-S1) in Iceland and the Data Protection Authority in
Iceland (2013030388VEL/--) approved the study and all patients gave informed

consent to participate.

Statistical analysis

The statistical analysis program Statistical Package for the Social Sciences (SPSS)
20.0 was used in this study to analyse the data. Multiple stepwise regression was
used to investigate associations between objective life conditions, clinical
characteristics and subjective factors which was the dependent variable. The
objective life conditions in the analysis included the following variables: a) age, b)

sex, ¢) frequency of family contact, d) close friendship, e) reliable alliance with
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friend, f) contact with a doctor past year for physical illness or mental illness, g)
psychiatric hospital admission past year. The clinical characteristics were the
number of identified unmet needs according to CAN. The subjective factors used
in the analysis were satisfaction with life in the areas of a) health, b) work, c)
leisure, d) safety, e) social relations, f) finances, g) religion, h) family situation and

1) living situation along with the average of two questions about general well-being.

Results

Objective living conditions, social and clinical characteristics

Of the baseline sample, 10 patients could not be interviewed. Of the remaining 37
available patients, assessment were conducted on 30 subjects (81%). Mean age at
first admission on a psychiatric ward was 29 years but half of the patients were
admitted before the age of 23. The ages of the 47 patients in the 2008 study ranged
from 16 — 56 years at first admission. Mean duration of illness, measured as first
admission to hospital, was 23 years and one third of the patients had been

hospitalised during the past year.

The changes in characteristics of the samples and objective conditions between
baseline and follow-up are shown in Table 1. At baseline 92% lived alone but at
follow-up 80% lived alone, 10% had moved to nursing homes and 2% were
homeless. Patients visited their families less often at follow up, 7% fewer visited
their family a every month at follow up and 8% visited their family more seldom
than on a monthly basis. Only 13% were working at baseline and five years later
8% were working. .At follow up 12% fewer patients had a close friend and 27%
fewer had a reliable friendship (someone to turn to if needed). Contact with
doctors both for physical and mental illness was mostly the same at baseline and

follow up, but fewer had been hospitalized the last year at follow up.
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Table 1
Objective living conditions, social and clinical characteristics of the samples

% 2008 % 2013
n=47 n=30

Age, mean (SD) 54 (9) 59 (9)
Sex
Women 40 37
Men 60 63

Marital status

Married 6 10
Single 53 50
Widowed/divorced 41 40
Children 53 50

Accommodation

Rent a flat 87 73
Own flat/house 13 17
Nursing home 0 10
Living alone 92 80

Family contact

Daily 36 37
Weekly 40 40
Monthly 16 7
Less than monthly 8 16
Working 13 8
Close friendship 85 73
Reliable friendship 94 67
Contact with friend last week 39 40
Accused of crime last year 2 0
Victim of crime last year 6 0

Diagnosis (ICD-10)
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Schizophrenia 53 50

Mood disorders 47 50
Contact with doctor for physical illness past year 60 67
Contact with doctor for mental illness past year 55 54
Hospitalized for mental illness past year 15 7

Subjective quality of life
The results of the changes in satisfaction with subjective quality of life are snown
in Table 2.

Table 2

Changes in satisfaction between baseline and follow-up in percentages

Satisfaction with Satisfied Satisfied Dissatisfied  Dissatisfied

2008 % 2014 % 2008 % 2014 %
Working 59 47 36 29
Leisure activities 76 71 6 14
Religion 61 53 19 16
Finances 42 18 36 48
Living situation 71 82 19 19
Personal safety 81 75 4 7
Family relations 62 88 14 7
Social relations 64 52 17 13
Health 52 48 25 34
General well-being 59 35 24 26

63 % 57% 20% 21%

Most subjects access their satisfaction poorer now than at baseline or 6% less
satisfaction on the average. Only on two areas they assess their satisfaction better
at follow up. Over a quarter, 26% were more satisfied with family relations at
follow up and 11% were more satisfied with their living situation. Less satisfaction

was regarding finances as 24% fewer were satisfied at follow up. The same
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difference is in their assessment on general well being, but there were 24% fewer
that assessed their satisfaction with general well being at follow up than at baseline.
On the whole, dissatisfaction with quality of life was the same between baseline
and follow-up, but had changed between domains. Subjects assessed less
dissatisfaction on four domains: a) work, b) religion, ¢) family relations and d)
social relations but more dissatisfaction concerning: a) finances, b) general well
being, c¢) health, d) leisure activities and e) personal safety. Nearly one fifth or

19% were dissatisfied with their living situation.

The results of the subjective LQOLP ratings, divided in 9 life domains, is shown in

Table 3 and the changes between baseline and follow-up.
Table 3

Changes in the LQoLP quality of life (LQOLP: 1=minimum score; 7=maximum

score)
Quality of life Baseline Mean SD Follow-up M 2014 SD
Work 4.6 1.1 4,3 0.2
Leisure activities 51 1.0 48 13
Religion 49 15 46 15
Finances 41 15 34 18
Living situation 50 1.3 51 11
Personal safety 52 1.0 51 1.0
Family relations 5.1 1.4 5.2 1.2
Social relations 4.8 1.3 4.5 1.4
Health 44 14 41 14
General well-being 4.7 1.1 3.8 1.3
LQoLP total mean score 4.77 4.49

The subjects LQoLP total mean score is higher (+0.28) at baseline than at follow-
up, although the differerence was not statistically significant, p = > 0.05, which
might be because of the small sample size. On two domains their assessment at

follow-up was higher: a) family relations (+0.1)and b) living situation (+0.1). Most
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difference from baseline to follow up, although not significant was on general well
being (-0.9) p =>0.05 and finances (-0.7) p = > 0.05.

Needs for care
As shown in Table 4, the total number of needs for care did not differ between
baseline and follow-up.

Table 4

Changes in needs for care that occurrred during the follow-up interval according to
CAN

Domain Agreement on need (n=47) Agreement on need (n=22)
n % n %

Acccommodation 36 76.6 17 77.3
Looking after the home 36 76.6 18 90.9
Food 34 724 12 54.6
Psychotic symptoms™* 34 72.3 17 80.9
Physical health 29 61.7 17 81
Daytime activities 27 57.4 11 50
Company 24 445 9 40.9
Information 23 49.0 10 47.6
Psychological distress 23 49.0 15 68.2
Self care 15 31.9 8 36.4
Transport 13 27.6 9 40.9
Safety to self 12 25.5 4 19.1
Intimate relationships 11 23.4 6 27.2
Benefits * 9 19.6 3 15.8
Sexual expression 7 14.9 2 9.5
Money 7 14.9 6 30
Basic education 6 12.8 0 0
Childcare 2 4.3 0 0
Alcohol 2 4.2 0 0
Drugs 1 2.1 0 0
Telephone 1 2.1 1 4.5
Risk to others 0 0 0 0
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Mean per individual 7.5 7.5

Needs are listed after proportion of assessed need at baseline on each area, with the
highest proportion on the top of the list.

At the level of the CAN domains, an increase was at follow-up in: a) physical
health, b) psychological distress,c) looking after the home, d)money and
e)transport. On the other hand there was decrease in: a) food, b) safety to self and

c) daytime activities. Little changes were detected in other domains.
Table 5

Changes in unmet needs for care that occurrred during the follow-up interval

according to CAN

Domain Unmet need (n=47)Baseline  Unmet need (n=22) Follow-up

n % n %

Accommodation 1 2.1 0 0
Looking after the home 0 0 2 9.1
Food 2 4.3 2 9.1
Psychotic symptoms 8 17 2 9.1
Physical health 7 14.9 8 38.1
Daytime activities 5 10.6 6 27.3
Company 13 27.7 5 22.7
Information 17 36.2 3 14.3
Psychological distress 13 27.7 8 36.4
Self care 3 6.4 0 0
Transport 2 2.1 7 31.8
Safety to self 7 14.9 1 4.8
Intimate relationships 7 14.9 5 22.7
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Benefits 5 10.9 4 20
Sexual expression 6 12.8 2 9.5
Money 1 2.1 0 0
Basic education 2 4.3 0 0
Childcare 0 0 0 0
Alcohol 1 2.1 0 0
Drugs 0 0 0 0
Telephone 0 0 0 0
Risk to others 0 0 0 0
Mean unmet needs 2.1 2.5

Results of changes in unmet needs for care are shown in Table 5. In most domains
the unmet proportion tended to be less favourable at follow-up, with the most clear-
cut deterioration in the area of: a) transport, b) physical health, c) daytime
activities, d) looking after the home, e) psychological distress, f) benefits, g)
intimate relationships and h) food. Only four domains were favourable at baseline:
a) information, b) self care, ¢) psychotic symptoms and d) safety to self. These
results might indicate that no effective intervention had been applied to these needs

after the clinic was closed.

The correlation of overall quality of life and unmet needs showed that a higher
quality of life was assessed when there were fewer unmet needs , i.e. r = - 0.408
(p<0.01).

Subjectice versus interviewer assessment of global quality of
life

The LQoLP scale includes a global well-being scale, Cantril’s ladder, and subjects

mark their position in life on the 10 steps ladder from “could not be worse* to
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“could not be better”. After the interview the interviewer answers also on a ten

point scale his opinion on the subjects quality of life.

Table 6 shows correlation between the subjects assments and the interviewer with
LQoLP total quality of life.

Table 6

Correlation in subjective assessment of patients and interviewer with LQOoLP total

quality of life
Patients Interviewer
Correlation with LQOoLP total quality of life (4.77) 0.62** 0.43**
**=P<0.01

Higher correlation was in the patients assessment on their quality of life with
LQOoLP total score (r = 0.62) than in the interviewers assment and where they see
their position in life. Patients assessed their position in life on Cantril’s ladder as
higher (6.12) than the interviewer (5.7). Patient‘s assessment ranged from 1-10 or

on the whole scale but the interviewer assessed their position in life from 2-8.

Needs for care identified by key worker and patients
Needs identified by key worker and patients and their agreement concerning the
presence of a need, met needs and unmet needs is shown in Table 7.

Table 7

Identified needs by a key worker and a patient

Patient (n =47) Key-worker (n =47)

Met need 5.4 6.3
Unmet need 2.1 1.1
Total needs 75 7.4
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From 22 different domains of needs, patients assessed that they have on the average
needs in 7.5 domains and that is in accordance with the key worker‘s assessment
(7.4). But they disagree concerning the number of met and unmet needs. A key
worker assessed more needs fulfilled and fewer unmet compared with the patient‘s
assessment. Furthermore a key worker and patients identify needs in different

domains as is shown in Table 8.
Table 8

Needs for care identified by a key worker and a patients

Patient % Key-worker %
Accomodation 76,6 Psychotic symptoms 94,8
Looking after the home 76,6 Accomodation 84,2
Food 72,4 Physical health 68,4
Psychotic symptoms 72,3 Company 65,8
Physical health 61,7 Looking after the home 63,2

The domains in table 8 are listed after the highest prevalence of a need and the
highest is on the top. Among the five highest domains, both the key-worker and
the patient assessed a) accomodation, b) looking after the home, c) psychotic
symptoms and d) physical illness. On the other hand, according to patients 72.4%
of them identified a need for assistance concerning food, but the key-worker
identified only 32.5% patients that needed assistance because of food. The key
worker identified 65.8% of the patients in need for social relations but only 44.5%
patients identified need for that domain.

Table 9

Unmet needs for care identified by key worker and patients

Patients agreement Key-worker agreement
% unmet need % unmet need
Information 36,2* Company 21,1
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Company 21,7 Intimate relationships 13,2

Psychological distress 27,7* Self care 10,5*
Psychotic symptons 17,0* Money 10,5*
Safety to self 14.9* Looking after the home 7,9*
Intimate relationships 14,9 Transport 7,9*

There was also inconsistency in the identification of unmet needs with patients and
key workers. According to the patients the highest prevalence of unmet need was
found in the domains of a) information about treatment and condition, b) company,
¢) psychological distress, d) psychotic symptoms, e) safety to self and f) intimate
relationships. The key worker identified also company and intimate relationships
but beside that he identified a) self care, b) money, c) looking after the home and d)
transport. Where the percentages is marked with *there is an inconsistency in the
assessment of patients and the key-worker. The highest prevalence of unmet needs
according to the patients was information about treatment (36,2 %) but the key-
worker assessed only 2.3% unfulfilled needs on this domain. There was
consistency in assessment of an unmet need for social relationships and intimate
relationships with both parts. The key worker assessed psychotic symptoms as
better taken care of, than patient. The same is valid for psychological distress and
safety to self. The key worker assessed more unmet needs for a) self care, b)
money, c) looking after the home and d) transport than the patients did. The results
showed that the patients felt that they were not informed about their treatment but
that it was not the case with the key worker. This raises the question, of how is the
patient’s experience of receiving information and services different from the

experience of those who provide it?

Predictors of quality of life

The correlation of overall quality of life and unmet needs showed that a higher

quality of life was assessed when there were fewer unmet needs. Multiple stepwise
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regression analysis was used to investigate the associations between the number of
unmet needs according to CAN , self-esteem according to the Rosenberg scale
(which is included in the Lancashire scale) and the LQoLP total score, which was
used as the dependent variable as shown in Table 10.

Table 10

Results of stepwise regression for influence of unmet needs and

self-esteem on quality of life.

Variables B B B
SD in parenthesis SD in parenthesis SD in parenthesis

Equation 1 Equation 2 Equation 3
Unmet needs 3 -2.725* -1.522

(0.129) (0.859)
Self-esteem [ -121**

(0.033)
Self-esteem B -140*
(0.131)

R2 0.17 0.33 0.31

*p<0,05 **p<0,01

The results of stepwise regression showed that the better self-esteem an individual
had, the better quality of life the respondents considered themselves to be enjoying
(B=0,121 ** (p <0,001). R2=10.33 (p <0.001).

Discussion

The aim of this study was to investigate the influence that the closing down of a

mental clinic in Iceland had on the quality of life and on the needs of the
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individuals who attended it. The group in this study represented patients who were
treated by specialized mental health services and who received comprehensive
treatment in settings that prioritised the continuity of care. Their mean age at
baseline was 54 years and their duration of the illness was 23 years on the average
and most of them had longitudinal service utilisation. At baseline 81% of subjects
lived in the same building as the clinic resided. At follow-up 29% of them had
moved away. Most of them had moved to nursing homes where they could get

more services after the clinic was closed.

The patient‘s physical health had detoriated at the follow up. They visited doctors
because of physical health more often than before, but the number of visits to
doctors because of mental health was similar as before. Considerable difference
was in the frequency of visits to psychiatric doctors in this study compared to the
other Nordic Countries. Only 54% of the Icelandic participants visited a doctor
because of mental illness the preceding year, compared to 81% of the Nordic
participants (Hansson et al., 2003). This indicates that follow-up from psychiatric
doctors is much better in the other Nordic countries than in Iceland. Other social
characteristics of this group is that 53% of the Icelandic subjects had children but
only 25% in the other Nordic countries. Possible explanation could be that all the
subjects in the other Nordic countries had schizophrenia but only half of the
patients in Iceland had schizophrenia. Another characteristic is friendship. At
baseline 85% of subjects reported that they had a close friend but only 61% of the
subjects in the other Nordic countries. Also 94% of subjects reported that they had
a reliable friend (or someone they could turn to) but only 63% of the subjects in the
other Nordic countries. At follow-up the subjects reported that they had fewer
friends. Nearly three fourth or 73% reported that they had a close friend and 67%
reported that they had a reliable friend. The Nordic study showed that friendship
explained 4.9% of the variance in quality of life of the patients (Hansson et al.,
1999). The difference in the subject‘s friendship in this study might lie in the
closing of the clinic, since the subjects could always contact the clinicians who

worked there and considered them to be their friends.
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Six subjects from baseline had deceased and two deceased soon after the follow-up,
four women and four men. The deceased women’s mean age was 69 years which is
14.7 years younger than among Icelandic women in general. Mean age of the
deceased men was 60 years which is 17.7 years shorter than the mean age among
the Icelandic men in general (Hagstofa Islands, 2014). Reasearch on people that
was discharged from mental hospitals from 1987-2006 in Danmark, Finland and
Sweden (Laursen et al. 2011) showed that inspite of positive development, the
men lived on the average 20 years shorter than other men and the women lived on
the average 15 years shorter than than other women. The age at decease of women
and men in this study seems to be in accordance with the results of this study that
was conducted in Danmark, Finland and Sweden. According to the psychiatrists
Eisenberg and Laurence (2010), deinstitionalization has led to prosperity for most
patients, although many of them have been abandoned, homeless and without care.
Studies suggest that continuity in medication, secure residence and access to
appropriate social support in everyday life are the factors that contribute to the
improvement and maintenance of quality of life for people with mental illness
(Matthiasson, 2007). The results of this study indicate that there has not been a
continuity in treatment with this group after the clinic in Hatuni closed down. The
quality of life of the participants had deteroriated from baseline measure 4.77 to
4.49, two years after the clinic was closed. At baseline, their quality of life was
measured as the highest for people with severe and long term mental illness
compared to other nations. However at the follow-up their quality of life had
declined and was among the lowest (Evans o.fl., 2000; Hansson o.fl., 2003; Slade
o.fl., 2004; Schneider, Wooff, Carpenter, Brandon og McNiven, 2002). The
subject‘s estimate of their quality of life had especially detoriated on the domains
of general well-being, finances and social relations. They reported better quality of
life on only two domains of ten; family relations and living situation. These results
are in accordance with the long-term results of Knight (2009) in quality of life of
“young long-term i1l and “old long-term mentally ilI* in North England. Those

results showed in five year interim, that there was less satisfaction with family
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relations and more satisfaction with health among the young ones, but the reverse
was true for the old ones. In spite of reporting better satisfaction with family
relation at follow-up than at baseline in this study, subjects report fewer visits to
their family at follow up than before. But half of the subjects who had visited their
family every month (n=16), visited the family more seldom than monthly at follow
up. This raises the question about the nature of the relationship between patients
and their relatives. These results might indicate that the relations with their
families are not of the same nature as relations with peers. It is possible that
relatives use comments about their lifestyle or surroundings that the patients
dislike.

Ten subjects from this study participated in a qualitative study (Svavarsdottir,
Olafsdottir, Sturluddttir and Jaliusdottir, 2012) where they reported that they felt
they were not able to talk about their state of health and illness with other than
people who had the same problem or clinicians that has earned their trust. They
appreciated much to be able to discuss their matters with others who dealt with
psychiatric illness and in environments where confidence was insured. This
indicates that they prefer to communicate with other people with mental illness
about their psychiatric illness. As a part of deinstitionalization the community has
strongly emphasized that mentally ill people adjust to community. An example of
that process is found in articles in magazines as “Gedhjalp* (Help for heople with
mental illness) that is published by organization that work for people with mental
illness. A number of articles have been puclished in that magazine concerning how
bad it was for the disabled to live together in buildings like Hatun, but that was the
residence of most of the subjects in this study. The severity in the opinions of
Gedhjalp’s members can be seen in Indridadottir's (2008) article, who was a
member in Gedhjalp and former television reporter in Iceland. In that article she
said that “the buildings for the disabled are examples of a storage room for the
disabled. There disabled people are piled up in a sort of “ghetto.” The service
limited, finances limited. Slum for ill people.” In this article is also Gedhjalp’s

vision about accomodation for the mentally ill in the future. It is emphasized that it
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IS necessity to stop using this building as for now and provide apartments in
ordinary districts. One of the authors of this article was working at Hatan at that
time and believes that this was well meant, but the inhabitants in Hatin seemed

very hurt to hear and read about their homes in this manner.

Social worker’s experience of supporting mentally ill patients living in ordinary
apartments among people that were not disabled, was on the other hand not always
favourable. For example when something came up in the multi-apartment
buildings, usually the first one to blame for it were the mentally ill. Also the
inhabitants were frightened if their children were in the elevator alone with the
mentally ill person. Thus the community seems not be ready to adjust to the
diversity in behaviour of the long-term mentally ill and the mentally ill often don’t
feel comfortable within the general community. What the inhabitants in Hatun
appreciate the most is the solidarity that inhabitants show each other and there they
don’t have the feeling that they are “different” as they tend to feel in the general

community (Svavarsdottir et al., 2012).

Studies show that there is a relationship between how mentally ill people assess
their quality of life and how their needs are fulfilled (Bengtson-Tops et al., 2005;
Hofer et al., 2004; Pinikahana et al.., 2002). The same relationship was found in
this study, better quality of life was assessed at baseline and unmet needs were also

lower at baseline than at follow up.

Subjects and their key worker assessed equal number of needs on the average, but
they disagree concerning the number of met and unmet needs. Key worker
assessed more needs fulfilled and fewer unmet, compared with the patients
assessments. Furthermore the key worker and the patients identified needs in
different domains. These results are similar to results of many studies that show
little correspondence in their assessment (Middelboe et al., 1998). Furthermore,
they demonstrate that key worker and patient give similar estimates for the number
of needs but that patients find more needs unmet than the key worker (Slade et al.,
1996). Subjective assessment of clinicians and patients reflect different points of

view and should therefore not be identical (Warner et al. 1998), but rather give
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holistic information about each patient. For this reason the clinic in Hatuin used the
two evaluations, both the patient’'s and the key worker‘s. However their
assessment of information on treatment and condition reflects big mismatch as the
key worker assessed only 2.3% needs unmet but the patients assessed 36.2% of
needs unmet. The results showed that the patients felt that they were not informed
about their treatment but that it was not the case with the key worker. This raises
the question, of how is the patient’s experience of receiving information and
services different from the experience of those who provide it? A possible
explanation for this mismatch is that when people are depressed, they have
difficulty focusing and concentrating and that effects their ability to receive
information. Patients in Eiriksdéttir's (2009) study also assessed that information
on treatment and condition were their most unfulfilled needs. These findings lead
us to the view that clinicians should reconsider their methods in giving
informations to patients, as the patients don’t seem to learn the informations they

are given,

The one factor that most influenced quality of life in this study was self-esteem.
Self-esteem proved to influence quality of life of these subjects more than number
of unmet needs. A similar trend is found in the Nordic study of Hansson et al.,
(1999), but they investigated the relationship between social and clinical
characteristics and total quality of life. It turned out that the subjects health
explained the most part of the variance (36.5%) but other factors that explained the
variance were self-esteem, depression and friendship. In an Italian study there was
also a relationship between higher self-esteem and better temperament on one hand

and general quality of life on the other (Ruggeri et al., 2001).

Friendship with another person is of great importance to most people and there has
been much change among the former patients that attended the clinic. Now there
are 12% fewer that state they have a close friend and 27% fewer state that they
have a reliable friend (someone they can turn to). The explanation here is the
closing of the clinic. At baseline when patients were asked about their friendship

they often mentioned clinicians from the clinic to be both their close and reliable
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friend, that they could always turn to. Most of the subjects had received services
from the clinic for a long period of time. These factors clearly seem to influence

their detoriated quality of life at follow up because of the closing of the clinic.
Future Remarks

When quality of life and unmet needs as estimated by the subjects are compared
between the years 2008 and 2013, the results show deterioration on some
dimensions after the clinic was closed. A greater number of subjects estimated that
more needs are unmet after the closing. Of special interest is the loss of friendship
that subjects report at follow up because of the closing down of the clinic. Results
strongly indicate that a continuum in service for this group has not been achieved
after the clinic was closed and no effective intervention has been applied to address
these problems. Furthermore it seems obvious that personality related factors such
as self-esteem also play a role in the appraisal of subjective quality of life, which
implies that factors like these are important to consider in clinical and social
interventions for patients with serious mental illness in order to improve the quality

of life for these persons.
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