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Hin sidari ar hefur dhersla verid 16gd 4 ad folk sem a vid langvinn veikindi/fatlanir ad
strida bui & heimilum sinum. Adstandendur eru s4 hopur sem oft vill gleymast pegar talad er
um skjolstedinga 10jupjalfa, sérstaklega pegar pjonusta er veitt i heimahtisum. Vid teljum ad
med aukinni pekkingu & upplifun makans aukist skilningur 4 umhverfi skjolstaedingsins og
pannig sé haegt ad baeta pjonustu i0jupjalfa og annars fagfolks.

Hugmyndafradi idjupjalfa midar ad pvi ad horfa 4 einstaklinginn fré heildrenu
sjonarmidi i umhverfi par sem eitt hefur ahrif 4 annad. Rannsakendur telja pad pvi ekki sidur
hlutverk sitt sem fagmenn ad adstoda makann vid ad halda sinu daglega lifi afram pratt fyrir
breyttar adstedur, jatnframt pvi ad leggja dherslu a freedslu til ad 1étta umonnun og hvetja
pann veika/fatlada til sjalfsbjargar.

Tilgangur rannsOknarinnar var ad kanna og 6dlast innsyn i upplifun maka einstaklinga
sem bua heima med langvinn veikindi/fotlun og hafa fengid pjonustu fra idjupjalfa.
Rannséknarformid var adferdafraedi eigindlegra rannsokna og studst var vid fyrbarafraedilega
nalgun. Tekin voru sex halfstodlud opin vidtol vid maka & aldrinum 39 D75 ara sem bua i
bingeyjarsyslu og vid Eyjafjord. Peir 4ttu pad sameiginlegt ad eiginkonur/eiginmenn peirra
btia vid langvinn veikindi/f6tlun. Gognin voru greind i niu meginpemu. Undir hverju
meginpema komu fram eitt til atta undirpemu.

Nidustodur pessarar rannsoknar syna hvernig makar langveikra/fatladra einstaklinga
upplifa ,,margra ara afallOog ad hafa ekkert val um ad fara i uménnunarhlutverkid en finnst
ad sama skapi mikilvaegt ,,ad standa sigOog ad uppgjof komi ekki til greina. Vid greiningu
sjukdomsins finnst peim skorta upplysingar um hann, medferd, hvers er ad vanta, hvada
urredi og félagsleg pjonusta er 1 bodi. Makar eru sjaldnast spurdir um lidan peirra pvi
athyglin beinist ad hinum veika og peir f4 dbeinan studning fra kerfinu vid ad annast hinn

veika en a0 sama skapi er peim jafnvel haldid utan vio sjukdomsferlid og ekki alltaf haft



samrad vardandi uménnun og Gtvegun hjalpartaekja. { nidurstodum kemur fram ad breyttar
adstedur felast m.a. i minnkudum fjarhag par sem fyrirvinna er ein, breyttri busetu og
félagslegri einangrun. Mokum finnst allt lenda 4 peim og pad sé erfitt ad bidja um adstod fra
umhverfinu sem hafi i for med sér likamlegt og andlegt dlag og versnandi heilsufar.
Studningur fra fjolskyldu, vinum, vinnuveitendum og fagfolki var mokum mikilvegur, fyrst
og fremst til ad minnka alag og til stydja pa i ad halda sinu daglega lifi afram pratt fyrir
breyttar adstedur. Medrannsakendur komu fram med tillogur ad lausnum og 16gdu dherslu a
ad pad vantadi busetuurradi fyrir yngra folk sem lendir medal annars 1 peim adstedum ad
geta ekki verid an adstodar vid daglegar athatnir og jafnvel ekki geta lengur btiid heima.

Fra sjonarholi 10jupjalfunar hefur litid sem ekkert verid rannsakad um petta efni.og pvi

geta nidurstodur pessarar rannsoknar verid skref i pekkingarpréun innan hennar.

Lykilhugtok: maki, umdnnunaradilar, langvinnir sjukdomar, reynsla, upplifun,vellidan
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ABSTRACT

Emphasis has been put on enabling individuals suffering from a long-term
illness/disability to stay at home. Relatives are a group of clients of occupational therapists
that are often forgotten, especially in relation to home care. We believe that increased
knowledge of the experience and the wellbeing of the spouse will promote the understanding
of the client’s environment and should lead to improved care of occupational therapists and
other health care professionals.

The ideology of occupational therapy focuses on the individual from a holistic
perspective in an environment with various influential factors. Researchers see it as their role
as professionals to assist the spouses to maintain their daily routine despite altered
circumstances, along with emphasizing consultation for resources for easing the care in order
to promote the person’s self-care.

The purpose of this research was to explore and gain insight into the experience of
spouses of individuals with a long-term illness/disability that lived at home, and received
service from occupational therapists. This was a qualitative study based on a
phenomenological approach. six semi-structured interviews were held with spouses from the
age of 39 to 75 that live in Pingeyjarsysla, and in and around Eyjafjordur. The common factor
was a long-term illness/disability of the partner in marriage living at home. The data was
analysed into nine main themes with one to eight sub themes.

The findings relate to how the spouses experience “many years of traumaOfeeling that
they have had no choice in taking on the caregiver role but want to “perform wellOwith no
question of giving up. They feel that they lack information about the disease at the time of the
diagnosis as well about the treatment, what is to expect and about resources and social
services. Spouses are were rarely asked about their wellbeing because the focus is on the

patient. They get an indirect support but are often kept out of the treatment process, and not



consulted regarding issues about the care and the provision of aids. Findings also relate to
how changes consist of social isolation, financial difficulties (only one breadwinner) and
relocation of the family. They feel responsible for everything, and find it hard to ask for help
from the surroundings. This could lead to mental and physical stress and heath problems. The
spouses brought forth solutions to the problems at hand and emphasized the importance of
resources of living arrangement of younger people who can end up in a situation where they
cannot stay at home anymore, and may even have to live in elder homes.
Spouses found support from family, friends and employers to be important, first and foremost
to prevent social isolation and stress and support them in maintaining their daily routine
despite altered circumstances.

Since this field has not been widely researched from the point of view of occupational
therapy, the findings of the research could be a step in the knowledge development of

occupational therapy.

Key terms: spouse, caregiver, long-term illnesses, experience, wellbeing
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