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ABSTRACT

In Sweden approximately 30,000 people suffer from stroke every year, of which some 20,000 for
the first time. The disease is one of the most disabling chronic diseases in the adult population,
with severe consequences for both patients and their families. Living with a person, affected by a
chronic illness, is often characterized by a reduced sense of individual freedom and increased
sense of responsibility.

The aim of this thesis was to determine the impact of a nurse led support and education
programme for improving the spouses’ perceived general QoL, life situation, general well-being,
and health state (Paper I). It was also to explore gender differences among spouses in perceived
psychological well-being, and general life situation, during the first year after the patients’ stroke
event (Paper II). Another aim was to identify the factors that predict the general quality of life
among spouses of stroke patients, and to determine if these predicting factors change during the
first year after the patient’s stroke event (Paper III). It was also to test the psychometric properties
of a questionnaire measuring the life situation among spouses of stroke survivors (Paper IV). The
participants were randomly assigned to an intervention group or a control group, 50 in each group
(Paper I). In Paper 11, the groups consisted of 80 female and 20 male spouses respectively, and in
Papers 111 and IV, the whole sample of 100 spouses was used.

There were no significant differences between intervention and control groups over time (Paper
I). The intervention group, attending 5-6 times had decreased their negative well-being
significantly after six and 12 months. Their PQoL increased significantly after 12 months. In the
group attending 1-4 times, positive well-being decreased significantly the first six months.

There were differences in general well-being and positive well-being between male and female
spouses over time (Paper II). Male spouses had a better-perceived general and positive well-
being, and lower negative well-being and AVAT than the female spouses. No other significant
differences were found between the genders.

Life situation and Present economic situation were the only predictors of QoL that emerged in all
three of the regression analyses (Paper III). The emerging predictors of QoL that changed over
time were: General Well-being, Own illness, SOC, AVSI, BI, education, and AVAT. The
included predictors explained 49%, 54%, and 56% respectively of the variance in QoL in the
model.

The LISS-questionnaire showed high psychometric properties in the reliability and validity
analyses (Paper IV).

The findings in this thesis demonstrate that spousal informal caregivers of stroke patients have a
complex life situation due to the stroke event, and that this has many negative effects on their
perceived QoL and psychosocial well-being. The Life Situation Questionnaire can be used by
nurses to identify spouses of stroke survivors who are in need of supportive interventions after the
stroke event. The results also indicate a need for a continuing development of nurse led support
programmes for spouses of stroke patients which also might include individualised support, an
empowerment approach, and implementation of coping strategies, in order to facilitate the
spouse’s roll as an informal caregiver to the stroke patient.

Keywords: Spouse, stroke, quality of life, support programme, nursing intervention, well-being, life
situation, gender, predictors, questionnaire.
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AVAT

AVSI

BI

CPRS-S-A

ISSI
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PQoL

RCT

SOC

QoL

WBQ-12

WHO
Caregivers
Formal caregiver
Informal caregiver
Spouse

Availability of attachment
Availability of social integration

Barthel Index

The Comprehensive Psychopathological Rating Scale - Self Affective
The Interview Schedule for Social Interaction

Life Situation Among Spouses After the Stroke Event

Present Quality of Life

Randomised Controlled Trial

Sense of Coherence
Quality of Life

Well-being Questionnaire, Short form, 12 questions
World Health Organization

Informal/family caregivers

A professional person employed to be a caregiver
A person caring for next of kin

A person living together with the stroke patient
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INTRODUCTION

The World Health Organization defines stroke as “rapidly developing signs of focal or global
disturbance of cerebral function lasting >24 hours (unless interrupted by surgery or death), with
no apparent nonvascular cause (1). Stroke is the general term for cerebral infarction, 85%;
intracerebral haemorrhage, 10%; and subarachnoidal haemorrhage, 5% (2). The disease is the
leading cause of death worldwide, and one of the most disabling chronic diseases in the adult

population, with severe consequences for both patients and their families (3).

Today, the informal caregivers are required to provide increasingly complex care in the home,
to relatives with health problems who previously would have been treated by formal caregivers
in hospitals (4, 5). The need for this informal care will increase because people today are living
longer, with an improved health, although many diseases have their onset during this long life,

and may affect the person’s functional ability.

The relatives, primarily spouses, often feel obligated to care for the patient at home, providing
psychological and/or physical support (6). Living with a person, affected by a chronic illness, is
often characterized by a reduced sense of individual freedom and increased sense of
responsibility. The informal care often takes a great amount of time and energy, and may cause
overwhelming emotions (7). Among patients with the most severe strokes, the existence of a
spouse at home is one of the factors related to achievement of a good functional outcome and

recovery in this group (8, 9).
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BACKGROUND

Stroke is the single physiological condition that requires the most bed days in Swedish hospitals,
with almost a million bed days a year at an estimated total cost to society of at least SEK 14
billion a year (2). Stroke patients also utilise a large proportion of healthcare and resources in
municipal assisted living facilities, and home healthcare services. Approximately 75% of all the
stroke patients are treated at stroke care units in the acute setting (2). One of the features, which is
believed to distinguish stroke care units from conventional care, is the emphasis on the provision
of education and information, although the evidence to support this view is not rigorous.
However, hospital care at the Stroke care units are evidence based and cost effective, and long-
term beneficial effects of treatment in stroke units are shown for patients who were independent in
ADL functions before the stroke (2, 10). A meta-analysis of randomised studies has shown that

stroke unit care improves survival and functional outcome after stroke (11).

Incidence

Annually, approximately 15 million people suffer from stroke worldwide (3). In Sweden
approximately 30,000 people suffer from stroke every year, of which some 20,000 for the first
time (2). However, due to new technologies, treatments, and rapid medical response at stroke
units, the stroke mortality has decreased over the years, but even with these advanced
technologies and facilities available, 60% of the patients die or become dependent (3, 12-14).
Approximately 80% of the stroke victims are older than 65 years; the mean age for stroke patients
in Sweden is 75.7 years (male 73.4 years, and female 78.0 years) (2). There are equal numbers of
men (49.9%) and women (50.1%) that are affected by stroke, although female stroke patient are

on average four years older when they suffer from stroke (2).

The percentage of senior citizens in the country is increasing, which is expected to result in
significant increased numbers of stroke victims in the future. These numbers are already showing
as the stroke incidence has increased between 1989 and 2000, with the largest increase among

women (2, 15).

Riks-Stroke

In 2000, the Swedish National Board of Health and Welfare issued National Guidelines for

Stroke Care, an electronic document that above all adopts the recommendations given in the

8 LIVING WITH STROKE — THE SPOUSES’ PERSPECTIVE



Helsingborg Declaration regarding stroke care (16-18). In 1995, a Pan-European meeting took
place in Helsingborg, Sweden, to improve stroke management in Europe, and at the meeting the
Helsingborg Declaration on Stroke was adopted. The National Guidelines encourage all
hospitals treating stroke patients to participate in Riks-Stroke (2). The Riks-Stroke is a tool for
continuous quality monitoring of hospitals and an instrument for follow-up of the National
Board of Health and Welfare’s guidelines for stroke care. The purpose is to support a high and
consistent quality of care for stroke patients throughout Sweden. The number of registrations
has successively increased and has now an estimated coverage of approximately 80% of all the
stroke events in the country. Data collection and feedback are accomplished online, and the
database now contains more than 170,000 care episodes. A national, annotated Annual Report is

issued along with an Analytical Report (2).

The stroke patient

The stroke patients’ problems are diverse and complex, and they change over time from initially
mostly being practical, and later becoming psychological. The most common acute symptom of
stroke is a one-sided sudden loss of function in the arm, leg and/or face. Other symptoms are a
sudden onset of numbness, confusion, difficulty speaking or understanding speech, dizziness, loss
of balance or coordination, severe headache, fainting or unconsciousness. The symptoms of stroke
depend on which part of the brain is injured, and how severely it is affected, i.e., a stroke may

completely paralyse one side of the body, or just affect one part of the body, such as an arm or a

leg (3).

One of the most important preventable causes of stroke is high blood pressure, defined as a
systolic blood pressure higher or equal to 140 mmHg and/or a diastolic blood pressure above or
equal to 90 mmHg. Four of every ten people that die from stroke could have been saved if their
high blood pressure had been prevented or medically treated (3). Half of the Swedish patients
affected by stroke during 2003 had medical treatment due to high blood pressure (2). Other
serious risk factors that they were affected by were diabetes (20%), smoking (15%), heart
fibrillation (25%), physical inactivity, obesity, unhealthy diet with a high salt intake, stress,

heightened blood lipids, and underlying cardiovascular disease.

Stroke survivors often experience depression, feelings of worthlessness, loss of friends,

communication problems, altered personality, disruptive behaviours and dependency on their
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caregiver. And the process of adjustment to life after stroke is often experienced by the stroke

patient as difficult and slow, with plateaus in recovery and with unexpected setbacks (19, 20).

Informal caregivers

In Sweden, an extensive part of the care provided to elderly persons is by informal caregivers
(21). The typical informal caregiver is female, either a spouse or an adult child of the care
recipient, and seldom shares the responsibilities of caregiving with other family members (22). An
informal caregiver is a person caring for the next of kin. In this care the concept consists of three
words: “informal”, indicating that it is outside the frames of the formal healthcare system; “care”,
which is what a person does for another to help; and “giver”, which refers to the person giving
this help. However, the concept of informal caregiving also means something more than just a
caring person; it implies that it is based on relationships and that it is voluntary (23). Parker
expresses that “all the factors which transform an impairment into a disability also tend to

transform family members and friends into informal carers” (24).

In this thesis, the informal caregivers are the spouses of the stroke patients, and spouse is defined

as a person living in the same household as the stroke patient.

Transition from hospital to home

Patients and their spouses are exposed to major adjustments when the patient is discharged from
the hospital or rehabilitation ward and return home. At the hospital the environment is modified
for disabled persons, with wide doorways, handles at strategic points, specific aids for disabled
persons and, above all, formal caregivers are available 24 hours a day. At home this safety net
surrounding the patient at the hospital is not available, and suddenly the patient and spouse shall
function in their home setting with all that this implies in terms of living with, for example, an

added handicap, insecurity and fear, and this may require major adjustments few are prepared for.

In a study by Grant et al. the first week after the stroke patients’ discharge was characterised as
very hectic and overwhelming in managing caregiving problems, household responsibilities, and
scheduling appointments to assure therapeutic healthcare services for stroke survivors. Often,

caregivers had multiple different healthcare professionals in the home simultaneously (25).

Preparation and information
Stroke care is given in three settings or phases: acute care, rehabilitation, and in the community;

each phase presents the informal caregivers with different challenges. Information regarding how
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the carers manage each phase might provide nurses with useful insights that could serve as a basis
for discharge educational materials, and assistance for informal caregivers to develop strategies to

adapt to their new roles.

It is of great importance to provide the informal caregiver with information because of the
complexity of the disease, with possible cognitive disorders, emotional problems, and behavioural
changes among the stroke patients. The lack of information is repeatedly emphasised as a problem
by informal caregivers, when they face the circular difficulty of not knowing what they do not
know until they have found it out themselves (26). Several studies show that both stroke patients
and their informal caregivers feel that they are inadequately informed about the stroke, its
consequences, and the available support. They want more individualised medical information,
information regarding home care, and the impact of the stroke on themselves as caregivers (26-
31). Informal caregivers are in need of support for a long time after the patients’ stroke event.
However, the areas of concern change over time, as shown in a study by Hanger et al., where
patients and carers continued to have unanswered questions for a long time (27). During the
patients’ hospitalisation, they received a minimum of information, leaving them with unanswered

questions even three years after the stroke event (32-34).

Two weeks after the stroke event the most frequently asked questions were about the causes and
nature of stroke, association between stress and stroke, and recovery. At six months, the questions
regarded risk of recurrence, causes and nature of stroke and medication. After two years, the areas
of interest included poor memory or concentration, recurrence of stroke, and balance problems

(32-34).

A common belief among professional stroke care providers is that the informal caregivers are not
able to absorb information given due to their emotional state, and that they may forget the
information given in the early stages after the stroke event (35). The stroke patients and their
informal caregivers, on the other hand, wish to be informed about all aspects of care and be
involved in decisions. However, they experience difficulties obtaining the information required
due to the fact that the staff is perceived as too busy or not available, and the information given is

too complicated or does not address their personal concerns (27, 33).

The healthcare system’s trend of reducing the length of the patients’ stay in hospitals incurs

several problems, such as that the informal caregivers perceive lack of choice to take on the role
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of caregiving, and they often receive little or no preparation for the caregiving role at home (36-

38).

Discharge

In 2003, 55% of the patients were directly discharged to their home from stroke care units in
Sweden (2). The average number of days that the patient was hospitalised was 12.1, with a
median of 8 days. The patients that were discharged to their own home were hospitalised for 10
days, with a median of 7 days (2). Men, aged 75 or younger, were higher represented (60%), than
women (less than 40%), among patients that were discharged back to their own home after the
hospitalisation (2). Of the patients living at home without help from the community before onset
of stroke, 71.5% had returned home within three months, and of those, 13.6% now received help

from the community (2).

The discharge from hospital is a stressful event for the stroke patients and their informal
caregivers due to lack of information about stroke and the long-term outcome of stroke, as well
as uncertainty in relation to healthcare services (29, 36). Stressed caregivers can slow down the
rehabilitation process of the stroke patients, and might also increase the need for long-term
hospitalisation (31). Thirteen percent of the Swedish patients state that they receive no or not

enough support after discharge from hospital (2).

The physical deficits of the stroke patient are apparent already in the hospital ward, while
cognitive-behavioural deficits may not be recognised until after discharge. Therefore, problems
related to marital disharmony and emotional and behavioural dysfunctions in the stroke patient

are less recognised and addressed by healthcare professionals (19, 39).

Resources in the community

During the 1980s, the community care was rationalised, emphasising cost-effectiveness. Thus,
informal caregivers were seen as a resource to social agencies at a low cost, as only small amounts
of formal resources were needed to ensure extensive inputs from the informal caregivers (26). In
the community today, informal or family care often represents the greater part of the help and
support given to older and disabled people at home, and the support given from the community is
given when informal care is not available (40). Neither the community services nor the spouses
themselves tend to formally recognise the spouses’ role as caregivers until a considerable period
of time has passed, and therefore the well-being of the informal carer is not actively considered

for a long time (41). Supporting carers has not traditionally been one of the aims of home care, but
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providing the informal caregivers with support may increase the likelihood of the stroke survivors

remaining in the community (42).

Service providers in the community do, or potentially do, offer caregivers hands-on help in order
to lighten their workload, giving emotional support, and also with referrals to other service
providers (26). However, one feature of the personal care tasks is that they need to be performed
on demand when the need arises for the patient, for example toileting, which makes service on

this basis impossible for the community to provide.

Support for the carer incorporated directly in the homecare is rare. Most carers who receive help
do so because they themselves are elderly, and because the homecare tend to focus at the level of

the household, with little distinction being made between the carer and the disabled person (26).

Sixty-four percent of the stroke patients in Sweden reported in 2003 that after discharge they
received support from the healthcare personnel or the community, and 8% wanted support, but did
not receive any (2). The national Riks-Stroke register shows that in 2003 only between 10 and
20% of the stroke patients, returning home after discharge, received some sort of home care from
the community (2). The dependency of caregivers among the stroke patients turned out to be

extensive: 62% of the patients were totally or partly dependent, and only 35% were independent

).

Consequences of caregiving

The involuntary caregiving role often takes a great amount of time and energy and is frequently
characterised by a reduced sense of individual freedom and an increased sense of responsibility,
with concerns about the ill relative and the consequences the disease might have on the spouse’s
own life (7, 43). The worries seem to vary with gender and disease (43). Informal caregiving can
result in lifestyle changes, and social, physical, emotional, and financial problems for the

caregiver (26, 44).

Elderly informal caregivers, taking care of an ill spouse at home, probably have more or less
severe health problems of their own, which might affect both the ability to provide care, and the
caregiving situation in a negative way. When the caregiver subordinates his or her life to that of
the stroke patient, caring becomes the centre of the informal caregiver’s life, and his/her self-

identity. This makes it hard for the informal caregiver to distance her/himself from the pain and
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suffering of the patient. This phenomena is more often seen among female rather than male

informal caregivers, where the woman also is a spouse (26).

Family in a social context

Family members are the main source of support for adults, making them an important part of
one’s social network (21). To be able to obtain social support, having a social network is essential.
Social network can be defined as the quantity and density of a person’s social relationships, i.e.,
the number of persons available and included in the social network, and the closeness in the
relationships (45). Social support can, in the case of being an informal caregiver or patient, be

obtained from healthcare personnel as well as from the social network.

Many networks often give short-term aid and support. However, support for a longer period of
time, as needed by the informal caregivers, may not be possible to obtain from the social network
(46). Formal caregivers can provide the informal caregivers with informational support; family

members often give emotional support; and friends contribute with social support.

Models of family caregiving

The informal caregivers are often seen as resources by healthcare services, and it is taken for
granted that spouses will care for their ill partners as a result of marital obligations (41). The
different family members are affected by the illness in different ways, and it is important to
acknowledge that the caregiving spouse has a shared life history with the person cared for.

The informal caregiver can also be seen as a co-worker, working alongside the formal caregivers
to help care for the ill partner (40). The community focuses upon giving the informal caregiver
help to continue caring, instead of giving the opportunity to decide whether or not to take on the

role of informal caregiving in the first place.

Gender aspects of informal caregiving

It is often difficult to distinguish between informal caregiving and the patterns of personal care
within family and gender relations. Many women traditionally perform tasks for their spouses and
families that would be classified as “caring” if provided by men in reverse (26). Female caregivers
are often found to perceive their own health status as poorer than men do, although they live
longer (47). Emotional support, behavioural management, and carrying out household tasks are
seen as significantly more time-consuming and difficult by the women, than male caregivers
perceive them, and the women also express frustration in response to the stroke regarding taking

care of their partner (48-50). Being a female family caregiver of a stroke patient increases the risk
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for caregiver burn-out (51). The physical strain may be worse for female caregivers, since they
don’t have the same physical strength as the male spouses, and they also in many cases care for
men, heavier than themselves. Male spouses deal with changing roles due to the stroke event, and
learn new skills and behaviours as they take over tasks that women traditionally perform (49, 52).
The home-help service is often modelled on the female domestic role, and therefore the home
help may be of little or no use for female caregivers in traditionally male tasks that they find

daunting (26).

Changing roles

As many as 95% of the caregivers experienced changes in their life situation after the stroke
event, having to cope with the patient’s change of personality, physical and cognitive
impairments, and emotional and behavioural changes (44). These might lead to tensions, decline
in family communication, decrease in marital satisfaction, deterioration in the family’s ability to
solve problems, and increased problems as family members struggle to adapt to their new roles
and responsibilities (19, 53, 54). Role transitions due to becoming an informal caregiver may be
stressful and difficult, when the formerly strong person in the relationship suddenly becomes the
weaker party, or the formerly weaker party has to take on new responsibilities far beyond his/her

own resources (55).

Quality of Life

Many attempts have been made to define the term “Quality of Life”” (QoL); however, most
researchers agree that QoL is a multidimensional construct (56). The definitions of QoL are
often linked to health and emphasise such components as happiness, personal well-being, life
satisfaction, and impact of illness on social, emotional, occupational, and family domains. The
World Health Organization Quality of Life Group (WHOQOL 1993) defines QoL as the
individual’s perception of his/her position in life in the context of the culture and value systems
in which they live and in relation to their goals, expectations, standards, and concerns. The
overall QoL can be described as the dynamic interaction between the external conditions of the
individual’s life and the internal perception of those conditions (57). Assessment of QoL may
be included in randomised controlled studies, to identify those aspects of QoL that may be

effected by the therapy or trials that are expected to improve QoL (56).

Life situation
With time, the burden of informal caregiving contributes to physical, psychological, and social

stress among the informal caregivers, leading to depression, anxiety, and decline in the quality

LIVING WITH STROKE — THE SPOUSES’ PERSPECTIVE 15



of life (QoL) (6, 58). Six months after stroke, 37% of the stroke patients’ informal caregivers
experience considerable strain; the frequency slightly decreases to 30% three years after stroke;
but 21% are still under strain five years after the stroke event (59-61). Strained caregivers also
have significantly lower self-esteem, and increased negatively affected mood (62).

In several studies, caregivers of stroke patients report reduced social life, upset household
routines, sleep disturbances, and a great burden of care (6, 58, 63, 64). The burden might be
physical as well as psychological, and it seems to be influenced by the characteristics of both the

patient and the carer (19, 58).

Lack of a social network and feelings of isolation affect the informal caregivers negatively, and
may convey depression and deteriorated health as possible outcomes (19, 65, 66). Many informal
caregivers feel restricted because they are unable to leave the cared-for person or because they
feel a general anxiety about what might happen in their absence. Spousal informal caregivers have
a dilemma, often expressing the need to get away from the claustrophobic feeling of the other
person’s constant company, and yet the person they most want to go out with is their ill spouse
(26). Wanting relief, i.e., getting away from the ill spouse for a period of time, can also seem
disloyal to the partner. Sometimes carers call upon the support of their families to give them a
break from the caring situation; however, not all have such support networks (26). Many informal
caregivers find erosion in their social networks due to the caring situation, which makes it hard to

call on such support.

Coping as informal caregivers

Most caregivers develop their own strategies when trying to cope in the new role. Initially many
new caregivers try to deal with the uncertainty of the situation and the shock by taking one day at
a time, trying to be positive, believing that the stroke patient will improve, and still have realistic
expectations on the patient’s level of recovery (37). Most informal carers are strengthened and
comforted by comparing their own situation to the situation of other stroke survivors more

affected by stroke than their own relative.

The informal caregivers have a desire to maintain normality in daily living, and to take part in
social activities, but also to be able to take a time out and switch off emotionally from the
caregiver role to recharge their batteries. This involves taking a break from the stroke patient and
being able to engage in some activity apart from caring for the patient, without feelings of guilt
(37, 51). Support from other family members and friends, like assistance with housework, help in

the caregiving role, and emotional support are highlighted as valuable by many informal
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caregivers. Needs of support, identified by the informal caregivers themselves, include access to

advisers, respite care, day care, regular checkups of the patient, and support groups (67).

Existing instruments for assessing the caregivers’ situation

There are already several existing instruments that measure different parts of the caregiver’s
experiences of how being an informal caregiver affect his/her own life. This means that to be able
to get a broad picture of the informal caregivers’ life situation as a whole, several questionnaires
are needed. Some of the existing instruments, which are often used in the research concerning

informal caregivers of stroke patients, are presented below.

The Sense of Competence Questionnaire measures the burden of caregiving, and it is divided into
three subscales: (1) satisfaction with the impaired person as a recipient of care; (2) satisfaction
with one’s own performance as a caregiver; and (3) consequences of involvement in care for the
personal life of the caregiver (68). This instrument was used in a study by Sholte op Reimer et al.,
to describe the level and specific nature of the burden of caregiving as experienced by stroke
patients’ partners (6). In a review article by Deeken et al., with the purpose of identifying and
critically evaluating instruments assessing various aspects of the caregiving experience, seventeen
instruments measuring burden were found, of which six had not been originally tested for validity,
and two were not tested for reliability (69). Deeken also found eight instruments for assessing the

caregiving needs, and three instruments for measuring QoL.

Strain in relation to caregiving can be measured by the Caregiving Strain Index (70). This
instrument consists of questions regarding sleep disturbance, physical strain, confining feelings,
family adjustments, changed personal plans, demands, emotional adjustments, financial strain and
overwhelming emotions. van den Heuvel used this instrument to identify risk factors for burn-out
in caregivers of stroke patients (51). The results showed that severe cognitive, behavioural and

emotional changes in the patient constitute the main risk factors for caregiver burn-out.

The caregivers’ psychological well-being can be assessed with the Psychological General Well-
being Index, which measures the sense of subjective well-being during the most recent week,
including anxiety, depressed mood, positive well-being, self-control, general health and vitality
(71). Forsberg-Wirleby used this instrument in a study evaluating the first phase after stroke, from

the spouses’ perspective (72).
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However, there is to our knowledge, a lack of short and concise questionnaires for assessing the
general life situation of the stroke patients’ spouses. The ideal instrument should be short, easy
and fast to complete, and give a broad picture of the problems that the informal caregiver may

experience.

Supportive nursing interventions
Informal caregivers are rarely the direct focus of interventions; they feature within the service

system by virtue of their relationship with the ill spouse (i.e., in this thesis, the stroke patient) (26).

There are a few different studies regarding information interventions for stroke patients and their
informal caregivers, and the results are not that convincing (73-75). In 1987, Lomer and McLellan
evaluated the effectiveness of written information in a study where patients and relatives were
randomised to receive a 12-page booklet, addressing etiology, risk factors, treatment, recovery,
and community services, or standard care (73). The results showed that patients who received the
booklet knew more about the etiology and risk factors after one week, but despite having been
given the booklet 35% of the patients and 38% of the relatives stated that they had received no
information, i.e., booklets with general information about stroke seem to be of limited efficacy.
Further, a small RCT (n=36) evaluated personalised booklets containing individualised
information regarding symptoms, rehabilitation, ADL and exercising advice and local and
national contacts (74). However, only 50% of the patients felt that the booklet was useful,
although the informal caregivers of the patients given the booklets had a better-perceived mental

health.

Grant et al. developed a telephone intervention for family caregivers of stroke patients, in the form
of social problem-solving therapy, to help the individuals manage negative emotional responses to
caregiving, to solving problems optimistically, and to using effective problem-solving skills to
address issues arising in the caregiving situation (76). This intervention resulted in significant
improvements in the intervention group regarding vitality, mental health, role limitations related

to emotional problems, and also social problem-solving skills.

Evans et al. evaluated in an American RCT an education programme for carers of stroke patients
(77). The programme consisted of two one-hour classes three weeks post-admission, and in
addition to the programme seven hours of counselling during admission and after discharge were
also assessed. The comparison was made between (a) an education programme, covering the basic

principles of stroke, (b) counselling sessions and education programme, and (c) conventional care.
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At six and 12 months after the stroke event both interventions significantly improved some

aspects of family function. Counselling was consistently more effective than education alone.

There is also a study made to evaluate a multi-disciplinary stroke education programme for
spouses of stroke patients, with a rolling programme of one-hour small group sessions, of which
six were provided after discharge (29). The programme increased the knowledge about stroke and

satisfaction with services, but was not associated with improved health status.

Identifying caregivers in need of support

Quality of life is an important outcome for the increasing number of unprepared spouses of stroke
patients that become informal caregivers at home after the stroke event. The spouses experience a
great burden of care, and predicting such an outcome is essential in order to be able to develop
effective nursing support interventions. It is of great importance to identify these informal
caregivers of stroke patients, and what kind of support they need. Seeing the informal caregiver as
part of the family which, based on the person’s past experiences and history, affect his or her
actions, may ease designing individual nursing interventions for the caregiver. In summary,
further knowledge is needed about the impact of caregiving on the informal caregivers’ QoL,
psychosocial well-being and general life situation, and these must be considered to fully

understand the caregiving situation.
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AIMS

The overall aim of this study was to investigate spousal caregivers of stroke patients regarding
their quality of life, life situation, well-being, health state, social network, and gender differences,
and to determine if and how a nurse led support and intervention programme had an impact on

these variables.

The specific aims were:

e To determine the impact of a nurse led support and education programme for improving the
spouses’ perceived general quality of life, life situation, general well-being, and health state

(Paper I).

e To explore gender differences among spouses in perceived psychological well-being, and

general life situation, during the first year after the patients’ stroke event (Paper II).

¢ To identify the factors that predict the general quality of life among spouses of stroke patients,
and to determine if these predicting factors change during the first year after the patients’

stroke event (Paper III).

e To test the psychometric properties of a questionnaire measuring the life situation among

spouses of stroke survivors (Paper IV).
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METHODS AND MATERIALS

Design

This thesis used a longitudinal design, with three cross-sectional assessments made at given points
in time (Papers I-IV). Descriptive analyses were also applied (Papers I-IV). To detect differences
and similarities between different groups in the sample, a comparative design was used (Papers I
and II). In Paper I, spouses of stroke patients attending the intervention programme were
compared to a control group with spouses not attending the programme, and intervention
subgroups attending 1-4 times are compared to those attending 5-6 times. In Paper II, a

comparison of men and women was made.

Sample and data collection

Two hundred and fifty-three significant others of stroke patients admitted to the stroke unit at
Danderyd University Hospital between November 2000 and July 2002 were identified
prospectively for this study. All the caregivers included in this study were the spouses of the
patient, with the exception of one daughter who lived with her mother. In this study, spouse is
defined as a person living in the same household as the stroke patient. The spouses were excluded
from the study when it was not possible to obtain information from them and/or if the stroke
patients were not able to return home after the hospitalisation. One hundred spouses (20 men and

80 women) of the eligible 253, accepted the invitation to participate, i.e., a self-selected sample.

The participants were randomly assigned to an intervention group or a control group, 50 in each
group (Paper I). The spouses were randomised after the patients’ discharge from the hospital. To
ensure close balance of the numbers in each group at any time during the trial, randomisation was
performed by the authors using blocks of 20 participants, where 10 would be allocated to each
arm of the trial, and the sequence could not be predicted. Three participants that were randomised

to the intervention group dropped out before the start of the programme.
In Papers III and IV, the whole sample of 100 spouses was used.
Instruments and questionnaires

The instruments used in Papers I-IV were chosen to reflect different aspects of the spouses’

general life situation. The collected background data included age and sex of the spouse and
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patient, and educational level and medical history of the spouse. The spouses’ educational level
was broken down into two categories: school attendance for 12 years or for more than 12 years.
Presence of spouses’ own illness was rated with a “yes” or “no” question; if “yes”, they were

asked to specify the illness from which they suffered.

Quality of Life and Economic Situation

(Papers I-1V)

The general quality of life was measured with a visual analogue scale consisting of two non-
numerical vertical lines (100 millimetres) with the verbal extreme point markers, “the worst
possible quality of life” and “the best possible quality of life” (78). The spouse was asked to mark
the quality of life before the onset of the patient’s stroke on the left line, and the present quality of
life on the right line. This instrument was tested in a Swedish population of stroke patients, and it
provided an individually perceived general assessment on aspects of life (78). Present economic
situation was measured in the same way, with the verbal extreme point markers, “the worst

possible economic situation” and “the best possible economic situation”.

Life Situation Among Spouses After the Stroke Event

(Papers I-1V)

Life situation was measured by the Life Situation among Spouses after the Stroke Event
questionnaire (LISS), which consists of four subscales: worries, powerlessness, personal
adjustment, and social isolation (79). The score ranges from 13 to 65 points, where the score of 65
describes a very good general life situation, and 13 the worst possible life situation. In the present
study, Cronbach’s Alpha coefficient for the four subscales and the total score was 0.86, 0.86, 0.84,
0.86 and 0.80, respectively (79).

Well-being questionnaire short form

(Papers 1-V)

Well-being was measured by the short form of Bradley’s Well-being Questionnaire, which
consists of the following subscales: negative well-being, energy, and positive well-being (80).
The overall scale, general well-being, is based on these three subscales. The score of general
well-being ranges from 0 to 36. The Well-being Questionnaire was previously tested in a
Swedish setting by Wredling et al. (81). In the present study, the internal consistency reliability
for the subscales and general well-being was 0.85, 0.78, 0.89 and 0.87, respectively, as

measured with Cronbach’s Alpha coefficient.
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Health state from the Euro-QoL 5D

(Papers I and III)

The health state of the spouses was evaluated with the graded visual analogue scale part of the
EuroQoL-instrument (82). The scale ranges from 0, “the worst imaginable health state”, to 100,

“the best imaginable health state”.

Sense of Coherence

(Papers II and I1T)

Sense of coherence (SOC) was measured with the short version of the instrument (83). Possible
scores range from 13 to 91. A higher score indicates a strong sense of coherence. In the present
study, Cronbach’s Alpha coefficient was 0.71. In Sweden, the questionnaire was tested for

validity and reliability by Langius et al. (84).

The Interview Schedule for Social Interaction

(Papers II and III)

Perceived social support was measured by an abbreviated Swedish version of the Interview
Schedule for Social Interaction (85, 86). Six items measure the availability of social integration
(AVSI), which indicates the number of people who are available for social support. Seven of the
items measure availability of attachment (AVAT), which indicates the occurrence of emotional
contacts. The AVSI score ranges from 6 to 36, and the AVAT score ranges from 0 to 7. In the
present study, both AVSI and AVAT showed a high internal consistency, with a Cronbach’s
Alpha coefficient of 0.90 and 0.78, respectively. This questionnaire has been tested for validity
and reliability in Sweden (85).

The Comprehensive Psychopathological Rating Scale - Self Affective

(Papers II and III)

The Comprehensive Psychopathological Rating Scale - Self Affective (CPRS-S-A) was used to
measure the psychiatric health during the past three days. Possible scores range from 0 to 60. A
high score indicates a deteriorated psychiatric health. This scale has been tested for validity and
reliability in a Swedish study (87). In the present study internal consistency, measured with

Cronbach’s Alpha coefficient, was 0.90.
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Barthel Index

(Paper III)

The patient’s level of self-care was assessed with the Barthel Index (BI), with scores ranging from
0 (total dependence) to 100 (independence) (88). The questions concern the patient’s ability to
independent perform feeding, moving from wheelchair to bed and return, personal toilet, getting
on and off toilet, bathing self, walking on level surface, ascend and descend stairs, dressing, and
controlling bowels and bladder. In the present study the instrument showed a high internal
consistency with Cronbach’s Alpha coefficient 0.91. The instrument is earlier used in Swedish

settings (89, 90).

Nursing support and education programme for spouses of stroke patients
(Paper I)

The intervention consisted of a support and education programme undertaken in smaller groups of
10 participants each at the hospital, six times during six months. Stroke specialist nurses led the
sessions. The topics for the sessions were the nature of stroke, treatment and recovery, the
psychological and social effects of stroke, and how to prevent recurrence of stroke. The sessions
started with a lecture on one of the topics for 20-30 minutes. After the lecture the group
discussions took place, with issues raised by the participants. The participants also had the
possibility to call the stroke specialist nurses between the sessions to get extra information or
support. The programme aimed at providing an opportunity for spouses to ask questions and to
discuss their experiences of caring for a person that has suffered from stroke, with people in the
same situation as well as with the stroke specialist nurses, and also at improving the spouses’

knowledge about the stroke disease.

The control group received only regular information during the patients’ hospitalisation and at the
discharge. They also had the possibility to attend one open session for one and a half hours by a
stroke specialist physician on the ward; only three of the participants in the control group chose
this option. Apart from this, they did not receive any support or information. The questionnaires

were sent by mail to the control group, with a prepaid reply envelope enclosed.

Both groups were followed for 12 months, with assessments at baseline and after six and 12

months. The outcomes were assessed by self-rated questionnaires.
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ANALYSES

A number of different analyses were conducted in this thesis. To describe the sample and
dropouts, descriptive statistics were used. Chi square test was used on nominal data, and #-test,
Mann-Whitney and ANOVA when applicable. A comparison was performed between those
attending the study and those that chose not to attend, regarding age of spouse and patient, sex
distribution, and number of strokes that the patient had suffered (Papers I and II). Since a few

participants did not fill out all of the questionnaires, the analyses were restricted only to those

from whom data was available for all assessments, i.e., “per protocol” analyses. In all statistical

analyses, probability values of <0.05 were considered as statistically significant. The statistical

analyses were performed using the Statistical Package for Social Sciences software (SPSS) 12.0

for Windows. An overview of the preformed analyses used in Papers I-IV is shown in Table 1.

Table 1. Analyses used in the four Papers included in this thesis.

Analysis Paper | Paper II  Paper 111 Paper IV
Chi’ X X X

Independent student’s #-test X X X
Mann-Whitney U-test X X X

ANOVA X X X

Paired student’s #-test X

Wilcoxon signed rank test X

Stepwise forward multiple linear regression X

Pearson’s correlation X

Exploratory factor analysis X
Item analysis X
Cronbach’s Alpha coefficient X X X X
Inter-correlation matrix X
Spearman’s rank order correlation X
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Analyses Paper |

The attendance rate was calculated for the participants in the programme, that is, the sum of how
many times all attendants participated divided by the sum of how many times they had the
possibility to participate.

Analyses were done to compare the control and intervention groups, regarding age of spouse and
patient, sex distribution, number of strokes that the patient had suffered, and the number of days

between the patient’s onset of stroke and inclusion of the spouse in the intervention.

To compare the control and intervention groups over time (baseline, six months and 12 months),
analysis of variance (ANOVA) with repeated measures was performed for each of the main
outcome variables regarding a) Present Quality of Life (PQoL); b) general well-being and the
subscales; ¢) life situation and the subscales; and d) health state. Interaction effect has been
studied between within-subjects factor (i.e., baseline, after six months, and after 12 months) and

between-subjects factor (i.e., control or intervention group).

To further analyse the changes over time in depth, a paired Student’s #-test, and Wilcoxon signed
rank test, when applicable, were performed within 1) the intervention group, 2) the control group,
3) those attending the intervention 5-6 times, and 4) those attending the intervention 1-4 times

(baseline-6 months and baseline-12 months).

Analyses Paper Il
A comparison was made between male and female spouses attending the study, regarding age of

spouse and patient, sex distribution, and number of strokes that the patient had suffered.

Analysis of variance (ANOVA), with repeated measures, was performed for all main outcome
variables: PQoL, WB, LISS-questionnaire, SOC, AVSI, AVAT and health state, comparing male
and female spouses over time (baseline, six months and 12 months). In the analyses we also
adjusted for age and education. Interaction effect has been studied between within-subjects factor
(i.e., baseline, after six months, and after 12 months) and between-subjects factor (i.e., male or

female spouse).

To further analyse the changes over time in depth, Student’s independent #-test and Mann-
Whitney U-test, when applicable, were conducted to cross-sectionally compare male and female

spouses regarding the baseline-, six month- and 12 month-assessments.
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Analyses Paper il

Stepwise forward multiple linear regression analyses were conducted to determine the variables
that would best predict QoL at baseline, six months, and 12 months, respectively, with present
QoL as the dependent variable. Independent variables entered stepwise in the analysis were age,
sex, education, own illness, present economic situation, general well-being, life situation, sense of
coherence, AVSI, AVAT, and Barthel ADL Index (patient). To eliminate the collinearity risk and
avoid entering variables highly correlated with each other, Pearson’s correlation was conducted

between the variables.

Analyses Paper IV

An item analysis was conducted on the four subscales in the LISS-questionnaire, to evaluate the
underlying constructs, and to provide information about how well each individual item related to
the other items in the subscale (91). The corrected inter-item correlation in each subscale should
generally show a spread of 0.2 as a maximum. To confirm the individual items belonging in the
different subscales, a Spearman’s rank order correlation was used to calculate the association

between each item and the three subscales in which the item was not included.

The response options were dichotomised as scores 1-3 (low scores), i.e., the worst life situation,
and 4-5 (high scores), i.e., the best life situation, to evaluate the frequency of spouses responding
with low scores in the LISS-questionnaire. This was also done to evaluate the difficulty level of
the items, i.e., the proportion (percentage) of respondents answering the question in a particular
way, in this case the response options 1-3. In general, the opinion is that the proportion should

range from 30 to 80%, and the ideal value is halfway in between, in this case 55% (92).

To establish the internal consistency in the instrument and subscales, Cronbach’s Alpha

coefficient was calculated for the total score and the subscales. Values of 0.80 or greater are

highly desirable (93).

An inter-correlation matrix was computed for all subscales and the total score of the LISS-

questionnaire.

Congruent validity was tested by Spearman’s rank order correlation (p) of the total score and four
subscales in the LISS-questionnaire with the total score and three subscales of the Well-being

instrument.
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An exploratory factor analysis was performed for the 13 items, using principal component
analysis for extraction and varimax orthogonal rotation. To evaluate the constructed subscales,

four factors were chosen in the extraction of the factor analysis.
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ETHICAL CONSIDERATIONS

This study was conducted in accordance with the ethical principles approved in the Declaration
of Helsinki (94). The study was approved by the Local Ethic’s Committee of the Karolinska
Hospital (No. 01-142).

The respondents agreed to participate after receiving written and verbal descriptions of the
study. These included information about the participants’ right to end their participation in the

study at any time. All data was handled anonymously.

The battery of questionnaires included in the study was quite extensive, which may have been
troublesome for the frailest participants. However, since the knowledge regarding the life
situation among spouses of stroke patients in Sweden needs to be improved, the amount of

instruments was considered necessary and beneficial for spouses of stroke patients in the future.

Only the spouses of stroke patients were invited to participate in this study, not the duads
consisting of spouse and patient, which for the patient may have led to feelings of neglect and
envy. However, we felt that it was necessary to focus only on the spouses, as it may be difficult or
impossible for the spouse to speak freely in the group about perceived problems in the
relationship with the stroke patient, if the patient also participate, and also because the spouses
are, and have been for a long time, a neglected group in the healthcare system. Our belief is that
the study should focus on the spouse, which in the long run also may give a positive input in the

relationship with the patient.
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RESULTS

One hundred and fifty-three spouses chose not to participate (spouses, n=151, children, n=1,
and parents, n=1). Their age ranged from 34 to 95 years (mean age 72.1 years), and the majority
were women (68%). The spouses that chose not to participate in the study were significantly
older than the participants (mean age 67.4 years, men 72.1 and women 66.2) (p<0.01). No other
significant differences were found between these two groups of spouses, regarding sex

distribution, number of strokes that the patients had suffered, and the patients’ age.

The three most common reasons for non-participation among the men were their own illness
(22%), no need of support (18%), and other reasons (16%). Among the women, their own illness
(24%), no reasons given (18%), and no need of support (14%) were given as explanations for
non-participation. Nine participants dropped out from the study (five at six months, and four at 12
months). They had a mean age of 68 years (median 70 years), and eight of them were women. The
dropouts were equally divided in the two groups, four from the intervention group, and five from
the control group, and the male spouse dropped out from the intervention group. Most dropouts

from the intervention group felt that they could not leave the ill spouse at home alone.

The mean number of days from the stroke event to completion of the questionnaire was 83
(SD=45.16), with a range of 11-251 days. Twenty-four percent of the spouses had an educational
level of >12 years and 65% stated that they were affected by their own illnesses.

Paper |
The attendance rate for the support and education programme was 71%. There were no significant

differences between the control and the intervention groups regarding demographic data.

The ANOVA showed no statistically significant differences in any of the outcome variables
between intervention and control groups over time (p-values ranging between 0.37 and 0.99).
However, there were significant differences over time within groups regarding PQoL (p<0.01)

and positive well-being (p=0.02). Significant interaction was found in general well-being

(p=0.01).
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Participants in the support and education programme decreased their negative well-being (p<0.01)
directly after the programme was finished, although after 12 months the scores returned to the
same level as in the baseline assessment. PQoL had increased significantly after 12 months

(»p=0.02), but no differences were found regarding life situation and health state.

The control group had a decrease in their positive well-being (p<0.01) and their general well-
being (p=0.04) during the first six months, although after 12 months the scores returned to the
same level as in the baseline assessment. After 12 months their energy had increased significantly

(p=0.04).

When analysing the intervention group in subgroups, attending 1-4 times and attending 5-6 times,
we found that the group which attended 5-6 times had decreased their negative well-being
significantly during the first six months (p<0.01) as well as after 12 months (p=0.01). Their PQoL
also increased significantly after 12 months (p=0.02).

In the group attending the support and education programme 1-4 times, positive well-being
decreased significantly the first six months (p<0.01). After 12 months the health state had
decreased significantly (p=0.03).

Paper i
Among the participants, there were significant differences (p=0.02) in age, between the male
(mean age 72.10 years, SD=11.94) and female spouses (mean age 66.24 years, SD=9.31), but no

other significant differences were found regarding demographic data.

The ANOVA (Table 2) showed significant differences between male and female spouses over
time, in general well-being (p=0.03), and positive well-being (p=0.04), when adjusted for age
and education. Male spouses had a better perceived general and positive well-being, and lower
negative well-being and AVAT than the female spouses. No other significant differences were
found between the genders. The ANOVA also showed significant differences over time within

groups regarding Barthel Index (p=0.04), and energy (p=0.04).
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When analysing the male and female groups cross-sectionally at baseline, the analyses showed
that the female spouses had a lower general well-being (p=0.02), energy (p=0.03), and higher
AVAT (p=0.02) than the male spouses.

After six months the female spouses had statistically significant lower general well-being
(p<0.01), energy (p=0.04), positive well-being (p=0.01), and SOC (p=0.02) than the male
spouses. However, the female spouses had a higher negative well-being (p=0.04), AVAT
(»<0.01), and CPRS-S-A (p=0.04) than the male spouses.

At the 12-month assessment, female spouses continued to have a higher negative well-being

(p=0.02) and AVAT (p=0.02) than the male spouses.

Paper lll

The multiple stepwise regression analysis shows that several variables contributed to the outcome
measure, i.e., PQoL, during the first year after the patient’s stroke event. Predictors with non-
significant p-values >0.05 were kept in the analysis because they still improved the regression
model. Life situation was the only significant predictor of QoL that emerged in all three of the
regression analyses (at baseline, six months, and 12 months). Present economic situation also
emerged in all the analyses over time, although with a p-value >0.05 at baseline and after 6

months.

At baseline, life situation, general well-being, and own illness were significantly related to QoL,
and present economic situation, sense of coherence, and AVSI also improved the regression

model, although with p-values >0.05, explaining 49% of the variance in QoL.

After six months, life situation and general well-being significantly predicted the QoL, while
present economic situation, BI (patient), and education were non-significant predictors that

improved the model. The included predictors explained 54% of the variance in QoL.

Life situation and present economic situation were significant predictors of QoL after 12 months.
Non-significant predictors were AVSI, AVAT, Barthel ADL Index (patient) and education. The

predictors explained 56% of the variance in QoL in the model.
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Paper IV

The total score on the LISS-questionnaire ranged from 26 to 65, with a mean of 47.01 (SD 9.82)
and a median of 46.00. The mean of the Well-being instrument’s total score was 25.28 (SD 5.16),
with a median of 25.00.

Reliability results

In the item analysis, the corrected item total correlation ranged from 0.63-0.78, with the
exception of Item 8 in ‘Personal adjustment’, which had a correlation of 0.56. The corrected
item correlation for the three subscales ‘Worries’, ‘Powerlessness’, and ‘Social isolation’ had a
spread of less than 0.2, whereas the third subscale ‘Personal adjustment’ had a spread of 0.22

due to the item mentioned above.

The summary of the item analysis shows a highly corrected inter-item correlation for all
subscales. All items showed a correlation >0.40 with at least one other subscale, although they
had the highest correlation with their own subscale, which indicates that the subscales are
related to each other. All but two items in the item analysis showed a lower Cronbach’s Alpha
value for the subscale if the item was deleted, verifying the four subscales. The subscale ‘Social
isolation’ includes only two items, and Cronbach’s Alpha if an item is deleted therefore cannot

be calculated.

The proportions of respondents answering with one of the response options 1-3 (low scores)
ranged from 31.3% to 79.8% for the 13 items, 11 within the desirable 30-80% range. All the
individual items had the highest correlation with their own subscale, although all items had a

correlation >0.4 with one or more of the other subscales.

Cronbach’s Alpha coefficient showed high internal consistency reliability in the four subscales
‘Worries’, ‘Powerlessness’, ‘Personal adjustments’ and ‘Social isolation’, ranging from 0.84 to

0.86 and for the total score 0.80.

Validity results
The inter-correlation matrix for the subscales and the total score for the questionnaire showed a

high correlation at the p=0.01 level, ranging from 0.41 to 0.88.

The LISS-questionnaire showed reasonable high congruent validity when correlated with the

Well-being instrument, with the exception of the subscale ‘Positive well-being’. The total scores
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of the instruments showed a Spearman’s rank order correlation of 0.59 (p=0.01). The subscale
‘Negative well-being’ in the Well-being instrument had a negative correlation with all subscales
and total score of the LISS-questionnaire, ranging from -0.59 to -0.38 (p=0.01), while the subscale
‘Energy’ had positive correlations (p=0.28-0.52, p=0.01). The subscale ‘Positive well-being’ had
a modest correlation (p=0.21, p=0.05) with the subscale ‘Powerlessness’ in the LISS-

questionnaire.

The four factors accounted for 77% of the variance (49%, 12%, 9% and 7%, respectively), which
confirms the distinctiveness of the four subscales. All but three items had the highest factor
loadings on their own subscale. Items 5 and 6 had higher loadings on the subscale ‘Social
isolation’ and Item 8 had a higher loading on the subscale ‘Powerlessness’ than in their own

subscales.
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DISCUSSION

Methodological considerations

The ambition of the quantitative, cross-sectional and comparative design used in this thesis is to
obtain results which as truly as possible render the conditions in the empirical world, which can
be generalised. In every step of the research process there are threats to the validity and the
reliability, which all may affect the results, conclusions, and external validity. These threats have

been considered and will be further discussed under paragraphs 11.1.1 to 11.1.5.

Internal validity

Internal validity refers to the degree to which it can be inferred that the independent variable,
rather than the uncontrolled, extraneous factors (for example maturation and attrition), is
responsible for observed effects (93). An example of this is whether the instruments used measure
what they are supposed to, and if it is possible to draw conclusions. If these threats are minimised,

the study is considered internally valid.

Due to the use of control procedures, for instance RCT, true experiments possess a high degree of
internal consistency, which enables the researcher to rule out most alternative explanations for the
results (93). In this kind of study, selection bias could be a threat to the internal validity. Such risk
is supposed to be minimised since randomisation, (used in Paper I) within the context of a
repeated measures design is an especially powerful method of ensuring equivalence between
groups being compared, that is, of controlling all extraneous subject characteristics (93).
However, the population in this thesis consists of a self-selected sample, that is, the informal

caregivers’ participation in the study was voluntary, which also limits the selection.

Attrition refers to the loss of subjects, which restricts the possibilities for generalisations. In
general, the higher the rate of attrition, the greater the likelihood of bias, and biases are generally
of concern if the rate exceeds 20% (93). In this study population (Papers I-IV) only 9% of the
participants dropped out during the period of 12 months, which means that the risk of biases due

to attrition in this study is very low.

This can be seen in a slightly different perspective when comparing the participating group in the

study with those that did not accept the invitation to participate. Those spouses not participating
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were to a higher degree men, and significantly older, than participating spouses. This might imply
that some results may not be very applicable outside the context (Papers I-1V).

Another threat to internal validity is maturation, a process that occurs within the subjects during
the course of the study as a result of the passage of time rather than as a result of treatment or
independent variable, and this might affect the results in the two later assessments in this study
(93). Things might have happened to the respondents between the baseline assessments and the
two following assessments, such as the patients may have suffered a new stroke, or the spouses
might have become ill themselves, etcetera. This is hard to control for, but only six patients had
suffered a new stroke during the 12-month period of the study reported in this thesis (Papers I-
IV).

External validity

The term external validity refers to the generalisability of the research findings to other settings or
samples (93). An important question is whether the intervention (Paper I) will work in another
setting, with different participants. Researchers should routinely ask themselves to what
populations, environments, and conditions the results of the study can be applied (93). The
population in this study is representative of the general population of spouses of stroke patients
regarding percentage when it comes to the gender aspect. However, the target population in this
study somewhat limits the generalisability of the results, due to the fact that it consists of only co-
residential spousal caregivers of stroke patients, which means that it may be difficult to draw

conclusions regarding informal caregivers in general.

The action taken to minimise the threats and biases, such as describing drop-outs and the use of
psychometrically tested instruments, indicates that the findings of this thesis may be valid for

spousal caregivers of stroke patients.

Construct validity

It is a difficult and challenging task to validate an instrument in terms of construct validity.
Construct validity concerns the questions regarding what the measuring device really measures,
and if the abstract concept under investigation is being adequately measured with this instrument
(93). Despite the obstacles and difficulties encountered in assessing the construct validity of
instruments, it is a vital component in the scientific process to do so. The construct validation has
an emphasis on logical analysis, empirical procedures, and testing of relationships predicated on
the basis of theoretical considerations. Construct validity is linked to a theory or conceptual

framework.
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The instruments used in this thesis are earlier thoroughly investigated in several scientific studies,
showing good psychometric properties, that is, the construct validity of the instruments is high
(Papers I-1V). The LISS-questionnaire (Paper IV) was tested in an exploratory factor analysis, and
four subscales that emerged. Identifying subscales that are logical and fit well with a theory

indicates good construct validity.

Reliability

The reliability of instruments that yield quantitative data is a major criterion for assessing its
quality and adequacy. Essentially, the reliability of an instrument is the degree of the consistency,
that is, how the items relate to each other (93). An instrument can also be said to be reliable if its
measures accurately reflect the true scores of the attribute under investigation. The errors of
measurement that impinge on the instrument’s accuracy also affect its consistency. All

instruments used in this thesis show a high internal consistency, with Alpha values ranging from

0.71 to 0.91 (Papers I-IV).

Statistical conclusion validity

The most vulnerable part of quantitative research is statistical conclusion validity. It is defined as
“the extent to which a relation between independent and dependent variables can be shown on the
basis of quantitative and statistical considerations of the investigation” (95). The statistical
analyses are done to test the null hypothesis, that there are no differences between the groups
compared (participants in the intervention vs. non-participants or men vs. women). The null
hypothesis can be rejected if there are differences between the groups or accepted if there is none,
and the decision-making process is based on selecting a probability level that specifies the degree
of risk of reaching a false conclusion (95). The risk is that the null hypothesis is incorrectly
rejected (Type I error), or incorrectly accepted (Type Il error). In this thesis the chosen probability

level was >0.05 for significance, to minimize the risk of Type I error.

Limitations

There are some limitations in this study that should be mentioned. We have no “non-caregiver
control group” to compare our results with, which would reveal if our findings are unique for
caregivers. The participants in this study are mainly women. However, similar sex distribution is
found in several other studies regarding spouses of stroke patients (51, 58). The participants are
also live-in spouses of the patient, and most participants were spouses of patients that had suffered
mild strokes, which implies that the results cannot be generalised to caregivers in general (i.e.

son/daughter in law, siblings, friends, as well as informal caregivers of patients living in nursing
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homes). Further, the group size of male spouses is only one fourth of the female group size;

however studies of this kind of population tend to have similar sex distribution.

General discussion of the findings

Nurses must ensure that the informal caregivers are assisted in the transition of care from the
structured hospital care to home settings and to provide support, so that the caregivers can adapt to
their new role and be comfortable and effective as informal caregivers (59). The leading cause of
costly long-term institutionalisation of stroke patients is negative health effects, experienced by
family caregivers. Nursing interventions are needed to reduce these negative health effects, and to

inform the caregivers on how to care for the stroke patient as well as for themselves (96, 97).

Nursing support intervention
We tested the hypothesis that an extended nurse led support and education programme would
improve the intervention groups’ a) PQoL; b) general well-being; c) life situation; and d) health

state. However, we did not find differences between the groups.

The absence of differences between the control and intervention groups in our study may be due
to a number of reasons, such as the small number of participants, a bi-polar dilution effect, or that
the instruments used are not sensitive enough to detect changes in these variables over time. Since
this is an almost virgin field of research, there has been no hard data on which to calculate
numbers needed to achieve sufficient statistical power to give evidence. The findings with several
trends, however, may be indicative that a larger sample size might have given a clear difference
between the participants in each arm of the trial. Although we had a reasonable high attendance
rate (71%), the “dilution effect’ might be due to the fact that 50% of the participants in the
intervention group attended less than five times. An indication of the dilution effect can be seen
when comparing the intervention subgroups, i.e., the group attending 1-4 times with the group
attending 5-6 times. The group attending 5-6 times had a significant decrease in negative well-
being and increased quality of life over time, while the group attending fewer times had a
significant decrease in positive well-being and health state, similar to the control group, which
also had a significant decrease in negative and general well-being. The caregivers attending less
than five times in the intervention need more focus in future research, since they may represent
caregivers with more problems related to the stroke patient, and they may also be in greater need
of nursing support. The non-significant differences between intervention and control groups might
also depend on another ‘dilution effect’, i.e., the participants in the control group of the study may

have become more aware of problems arising after the stroke event and of gaps in their own
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knowledge. This might have led the participants to seek information on their own, which might

have been a confounding factor.

The participants in the intervention group decreased their negative well-being during the ongoing
support and education programme, although this only gave a temporary improvement, since the
negative well-being increased again after the programme had finished. This contradicts the
findings in a study regarding a group support programme and an individual support programme
for informal caregivers of stroke patients, whereas the intervention had no effect on the

caregivers’ physical or mental well-being (98).

When asked to evaluate the present intervention programme, the participants were overall
positive, and expressed the importance of meeting people in the same situation, exchanging
experiences and being able to talk about their own life situation. Talking with others in the same
situation about the caregiving situation and the relation with the stroke patient can also reinforce
the carers’ perceptions of themselves as such, helping them to establish their right to think of
themselves and their own needs. Similar opinions were expressed in a study by Rodgers et al., by

participants in a comprehensive stroke education programme for patients and caregivers (29).

Gender aspects of informal caregiving
Our results, presented in this thesis, reveal gender differences over time, among spouses of stroke

patients, regarding general, negative, and positive well-being, as well as in the social network.

These findings show that the female spouses are more negatively affected in their caregiver role
than the male spouses, resulting in a poor psychological well-being for the women, which is also
supported by other studies (99, 100). According to Goode’s theory of role strain, women have a
limited amount of time, energy, and commitment to dedicate to role responsibilities, trying to
balance multiple roles of being a mother, wife, employee, and caregiver, which might result in
role strain and burden (101). This is also found in a more recent study, where the spouses of
patients with a chronic disease expressed feelings of being like a mother to their relative, and how
they also felt like a nurse with responsibility for the care at home around the clock (7).
Furthermore, men are more emotionally removed from the caregiving experience, more stoic, and
more likely to focus on problem resolution, striving to gain mastery and control over the situation,

while the women focus on emotional resolution (102).
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Many spouses have feelings of loneliness and experience social limitations, that is, contacts with
relatives, friends, and family members are considerably reduced (7, 49). Our findings revealed
that female spouses, already at baseline, have a significantly higher perceived social support when
it comes to occurrence of emotional contacts (AVAT) than male spouses. This finding is in
agreement with the results in a study of spouses of patients with Alzheimer’s disease, where wives
were more likely to report having a confidant than the husbands (103). Contrary to our findings,
where female spouses report a low psychological well-being despite perceived available social
support, another study reported that the social support was identified as an important factor for the

caregivers’ psychosocial health, and that it had a positive impact on caregivers’ health (104).

Both genders increased their perceived general quality of life during the 12 months, although the
male spouses consistently had a higher quality of life than the women. This might depend on the
fact that male caregivers are more likely to feel needed, useful and appreciated, and they also feel
that they have chosen to take on the caregiving role, a role that gives more meaning to their lives
(105, 106). Male caregivers also receive outside help with housekeeping more frequently than
female caregivers (106). Furthermore, viewed from a gender perspective, caring is a new task for
elderly men, but not for women; hence, it could be seen as something new added to the mens’ life
experience. The caregiving role is generally not expected of men and, due to that, others are more

likely to notice and to assist them in this role to a greater degree than they would for women (38).

A demographic difference found in the present study applies that male spouses are statistically
significantly older than the female spouses, which can be explained by the fact that women are, on
average, several years older than men when they suffer their first stroke, i.e., male spouses are
often older than female spouses (107). The same tendency is also found among male and female

spouses of patients with Alzheimer’s disease (103).

Predicting quality of life

This study is unique in that it focuses on QoL among spouses of stroke patients over time. The
experience of informal caregiving is a complex phenomenon. It has an impact on all aspects of the
caregiver’s life and also greatly affects the psychosocial aspects of the spouse’s QoL. Only two of
the predictors of QoL, life situation and present economic situation, emerged during the year after
the patient’s stroke event. A weak economic situation predicted low QoL, which is not surprising,
as one or both partners may be forced to give up work, and costly medications for the patient and
alterations to the home may be required (108). A poor life situation is equivalent to a great burden

among the spouses, which is also shown to have a negative effect on the QoL. This finding is
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equal to the results found in several different studies (38, 51, 109).The strongest predictors at
baseline and after six and 12 months were the spouse’s perceived illness, life situation, and
education, respectively. Although most participants in our study were spouses of patients with
high scores in the Barthel Index, indicating that the patients were independent in their ADL
ability, it is well known that not only the patient’s characteristics, but also the spouse’s

characteristics, such as his or her illness, affect the level of the spouse’s perceived burden (6).

It is not surprising that AVAT emerged as a positive predictor of QoL, showing that the existence
of emotional contacts in the spouse’s social life has a positive effect on their QoL. Emotional
support is important for reassuring the spouse, sharing emotional burdens through sympathy or
empathy, expressing concern, and providing encouragement. It also contributes to the feeling of
being loved and cared about, which helps to sustain self-esteem and reinforces feelings of self-
worth (110). Many spouses feel lonely and experience social limitations, that is, contacts with
relatives, friends, and family members are considerably reduced (7, 49). They may also
experience social disruption because of an unwillingness to attend social events, thereby leaving
the patient alone at home (108). A study regarding the impact of social support on the general
health of family caregivers of stroke patients showed that, without assistance or support in the

informal caregiving, these caregivers are likely to become the second patient in the family (104).

Our results showed that increased numbers of people available for social support had a negative
impact on the spouses’ QoL. In a study by van den Heuvel et al., caregivers who were less
satisfied with their social support were under greater strain and experienced lower mental well-
being (51). They also concluded that caregivers are under less strain if they know how to make

time for themselves and their social life and where to ask for support.

Contradictory to most studies regarding the QoL of patients, which demonstrate a strong positive
correlation between sense of coherence and the patients’ QoL, we found that higher scores for
sense of coherence had a negative impact on the spouses’ QoL. This might be an indicator of the
problems that arise when spouses have to make proxy decisions on behalf of the patient and must
balance their own needs and those of the patient. The spouses’ substantial contribution of informal
care to the patients does not happen without consequences for the spouses’ own health, and

interference with, their own lives (6).

Sit et al. found that educational level has implications for access to information, that is, those with

higher education may find it easier to seek information and apply it to their own situation (104).
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This might also lead to an awareness of the negative consequences of the stroke disease on the
family, which may serve to explain the negative effect of higher education on the QoL of the

spouses in our study.

Identifying spouses with problems in their life situation

The LISS-questionnaire clearly identifies stroke survivors’ spouses with problems in their life
situations. The four constructed subscales concerning ‘Worries’, ‘Powerlessness’, ‘Personal
adjustment’, and ‘Social isolation’ reflect problem areas for this population, which is in

accordance with the findings of several studies (66, 111, 112).

Response options 1-3, ‘all the time’, ‘almost all the time’, and ‘sometimes’, were chosen for
dichotomisation because these options best indicate the severe conditions of a spouse’s life
situation. It is not surprising that 79.8% of the respondents agreed with the item ‘I worry about my
significant other’. This is a natural reaction to the stroke event, and is confirmed in similar studies

by other researchers (19, 31, 113, 114).

Although both items in the subscale ‘Social isolation’ had a lower percentage of respondents
answering with one of the response options 1-3 (19.1% and 22.3%, respectively), we have chosen
to keep the items in the LISS-questionnaire due to the fact that social isolation is a major problem
reported in other studies with this population. One fifth of the spouses in our study felt isolated
and withdrew from their social lives, which supports the findings of a study by Thommessen et al

(2001), in which 19% of the relatives stated that their social life had been affected.

The exploratory factor analysis of the 13 items gave satisfactory confirmation of the four new
subscales in the instrument, although three items had a higher factor loading on another subscale
than their own. However, we have chosen to keep them in the subscales defined by the authors,

because the factor loadings for the three items exceeded 0.40 in these scales.

The LISS-questionnaire shows high congruent validity when compared to the Well-being
instrument. A high correlation was found between the LISS-questionnaire’s total score and
three subscales and the Well-being instrument’s total score and two out of three subscales. The
subscale ‘Positive well-being’ in the Well-being instrument did not correlate with the LISS-
questionnaire, except for the subscale ‘Powerlessness’, which showed a modest correlation. The

explanation for this might be that the four questions in the ‘Positive well-being’ subscale are
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written in past tense, while the remaining questions in the Well-being instrument and all the

questions in the LISS-questionnaire are in present tense.

Interventions aimed at support and education

Because of the growing dependence on informal caregivers to support individuals with disability
in the community, it is important to develop effective intervention programmes to support the
carers in adapting to and managing their new roles (37). It is reported that spouses of stroke
patients have different needs for support at different times after the stroke, and express need for

more attention from health care professionals (20, 31).
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CONCLUSIONS

The findings in our studies demonstrate that spousal informal caregivers of stroke patients have a
complex life situation due to the stroke event, and that this has many negative effects on their

perceived QoL and psychosocial well-being.

In the first study we found no significant differences between the control and intervention groups
after a six months’ support and education programme for spouses of stroke patients. The
intervention group which attended 5-6 times increased their quality of life and decreased their
negative well-being over time, while the group which attended only 1-4 times decreased their

positive well-being and health state over time.

The results from the second study presented in this thesis show that female spouses of stroke
patients have a negative impact on their psychological well-being, while the male spouses have a
lower occurrence of emotional contacts in their social network, which generates the hypotheses
that there are gender differences among spousal caregivers of stroke patients. Due to the unequal
sex distribution the results cannot be generalized to caregivers in general, i.e., the findings are

valid for the sample in this study only.

The findings in the third study indicate that psychosocial factors — general life situation, well-
being, social network, education, and economy — are important in predicting quality of life among
spouses of stroke patients over time, and that changes of predicting factors do occur over time.
Determining such predictors at an early stage, and re-evaluating the predictors over time, will help

to focus clinical nursing interventions on changes in the spouses’ different needs over time.

The Life Situation Questionnaire evaluated and tested in the fourth study can be used by nurses to
identify spouses of stroke survivors who are in need of supportive interventions after the stroke
event, and can also be used to measure individual life situation as well as at group level.
Depending on the study objectives, the questionnaire could be used as a cross-sectional or

longitudinal measurement when evaluating an intervention programme.
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FUTURE RESEARCH

The results from this study indicate a need for a continuing development of nurse led support
programmes for spouses of stroke patients which also might include individualised support, an
empowerment approach, and implementation of coping strategies, in order to facilitate the
spouse’s roll as an informal caregiver to the stroke patient. It is possible that the support

intervention may benefit most spouses if it is individualised after the spouses’ own needs.

The gender differences found in Paper II regarding social network are interesting, and it would be
of interest to further explore them in a repetition of this study in a similar population, with more
male participants (i.e., an equal proportion men and women). This study generates the hypotheses

that there are gender differences among spousal caregivers of stroke patients.

The BI scores of the stroke affected partners, of the spouses included in this study, were high,
indicating that most patients were independent in their abilities of daily living. However, the
clinical experience from the nursing intervention raises questions regarding the cognitive and

behavioural deficits of the patients and their effect on the spouses’ life situation.
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CLINICAL IMPLICATIONS

Nurses must ensure that the informal caregivers are assisted in the transition of care from the
structured hospital care to home settings and to provide support, so that the caregivers can adapt to
their new role and be comfortable and effective as informal caregivers (59). The leading cause of
costly long-term institutionalisation of stroke patients is negative health effects, experienced by
family caregivers. Nursing interventions are needed to reduce these negative health effects, and to

inform the caregivers on how to care for the stroke patient as well as for themselves (96, 97).

The interventions can consist of nursing led group sessions for the spouses of newly diagnosed
stroke patients, aimed at increasing disease specific knowledge and giving support, in order to
cope with the changed life situation, but also for referrals to the community service, district

nurses, home care, welfare officers, and so on, depending of the problems that arise.

Identifying at an early stage, the psychosocial factors that affect the general quality of life among
spouses of stroke patients, as well as their general life situation, well-being, social network,
education, economy, and also the changes that do occur over time, will help to focus the clinical

nursing interventions for the spouses’ different needs over time.
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POPULARVETENSKAPLIG SAMMANFATTNING

Stroke dr en sjukdom med stora konsekvenser for de strokedrabbade och deras familjer. I dag ér
vardtiderna pé sjukhus korta, och de nirstaende forvintas oforberedda ta sig an rollen som
informella virdare néir den strokedrabbade skrivs ut till hemmet. Sammanboende nérstdende
kinner ofta ocksa en skyldighet att virda patienten efter hemkomst fran sjukhuset och
tillhandahalla emotionellt stdd och assistans vid ADL. De maste ocksa hantera patientens
eventuella fysiska och kognitiva handikapp, vilket kan leda till 6kade problem for den
ndrstdende da familjemedlemmarna ocksé forsoker anpassa sig till nya roller och
ansvarsomraden. | forldngningen kan sjukdomen ocksa for de nédrstdende medfora ett reducerat

socialt liv, samt ge somnproblem, depression, angest och forsamrad livskvalitet.

Bade patienter och nérstaende upplever att utskrivningen fran sjukhuset dr mycket stressande,
med kénslor av 6vergivenhet och osékerhet rérande vart de ska védnda sig for information och
praktisk hjilp. Antalet telefonsamtal fran nérstdende och patienter efter utskrivning visar pa
kunskapsbrist angdende medicinering och forflyttningar, samt problem och osékerhet i

hemmiljon. Detta tyder pa ett behov av utbildningsprogram specifikt riktade till de narstdende.

Studiepopulationen i denna avhandling bestdr av sammanboende nérstdende till strokepatienter
som vardats pa en strokeenhet pa ett Stockholmssjukhus. Av 253 tillfrdgade nérstdende valde 80
kvinnor och 20 mén att acceptera inbjudan till deltagande i studien. Medelaldern bland
deltagarna var 67 ar, minnen var nagot dldre (72 ar i genomsnitt) dn kvinnorna (66 ar i
genomsnitt). Bland de 153 som valde att inte deltaga i studien (68 % kvinnor) var medeléldern
nagot hogre, 72 ar. De vanligast forekommande anledningarna till icke-deltagande var egen

sjukdom samt inget behov av stod.

Syftet med den forsta delstudien var att undersoka om ett stdd- och utbildningsprogram lett av
strokesjukskoterskor har betydelse for de nirstdendes livskvalitet, livssituation, generellt
vilbefinnande och hélsosituation, med métningar vid studiens start samt efter sex och 12 manader.
Etthundra nérstiende randomiserades till interventions- eller kontrollgrupp, med 50 i varje grupp.
Interventionsgruppen deltog 1 stod- och utbildningsprogram sex ganger under sex manader. Det
framkom inga signifikanta skillnader 6ver tid mellan interventions- och kontrollgruppen. I

subanalyser fann vi att de som deltog i interventionen 5-6 ganger signifikant forbattrades over tid 1
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negativt véilbefinnande och livskvalitet, medan de som deltog farre &n fem génger signifikant
forsémrades 1 positivt véilbefinnande och hilsosituation, vilket liknar kontrollgruppens resultat,
med forsdmrat negativt och generellt vélbefinnande. Eftersom de som deltog 5-6 ganger i
interventionen signifikant forbéttrades 1 negativt vélbefinnande och livskvalitet, indikerar
resultatet ett behov av sjukskoterskeledda stodprogram for nérstdende till strokepatienter for att

underléitta de nirstdendes roll som informella vardare till den strokedrabbade.

I den andra delstudien var syftet att undersoka om det finns skillnader mellan kénen betrdffande
nérstdendes upplevelse av psykologiskt vilbefinnande och generell livssituation under det forsta
aret efter patientens strokeinsjuknande. Etthundra nirstdende foljdes vid tre tillfdllen under ett ar
géllande psykologiskt vélbefinnande och generell livssituation. Resultaten visar att kvinnliga
ndrstaende upplever en negativ paverkan pa sitt psykologiska vélbefinnande, medan manliga
nérstdende har farre emotionella kontakter i sitt sociala ndtverk. Redan vid studiens start och
fortsatt dver tid rapporterar de kvinnliga nérstaende lagre livskvalitet och vilbefinnande 4n
manliga nérstdende. Det &r viktigt att individanpassa sjukskdterskeinterventioner, for att mota de
olika behoven och 6nskemalen frén manliga och kvinnliga nirstaende i rollen som informella

vardgivare.

Syftet med den tredje delstudien var att undersoka vad som predicerar livskvalitet hos anhdriga till
strokepatienter, och om prediktorerna fordndras under det forsta éret efter patientens
strokeinsjuknande. Etthundra nérstdende foljdes vid tre tillfdllen: studiestart, samt efter sex och 12
ménader, med sjélvskattningar av livskvalitet, egen sjukdom, ekonomisk situation, generellt
vélbefinnande, livssituation, kinsla av sammanhang, socialt natverk samt en proxyskattning
(utford av narstdende och sjukskoterska) av patientens ADL-forméga. Den nérstaendes
livssituation och ekonomiska situation predicerade livskvaliteten vid samtliga mattillfdllen, medan
vélbefinnande, utbildning, egen sjukdom, socialt ndtverk och patientens ADL-férmaga var
prediktorer for livskvalitet vid ett eller tva tillfillen under aret. Resultaten indikerar att
psykosociala faktorer som generell livssituation, vilbefinnande, socialt natverk, utbildning och
ekonomi dr viktiga prediktorer for livskvalitet hos narstaende till strokepatienter, och att dessa
prediktorer fordndras over tid. Om man tidigt efter patientens strokeinsjuknande kan identifiera
dessa faktorer kan kliniska sjukskoterskeinterventioner fokusera pé de nirstdendes forédndrade

behov dver tid for att pa sa sétt ge dem ett ultimat stod i rollen som informella véardare.
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Syftet med den fjérde delstudien var att vetenskapligt utvirdera ett frageformulér, konstruerat for
att utvdrdera livssituationen for strokepatienters nirstdende efter stroketillbudet. Nittionio
nérstaende till strokepatienter deltog i studien. I det ursprungliga instrumentet ingick 20 fragor,
som efter statistiska analyser reducerades till 13 fragor. Dessa 13 fragor indelades 1 fyra subskalor:
”Oro, "Maktloshet”, ”Personlig anpassning” och ~’Social isolering”. Instrumentet visade korrekta
maétningar i samtliga analyser och slutsatsen dr att Livssituationformuldret har en hog validitet och
reliabilitet, och &r ett instrument som kan anvéindas efter patientens stroke for att identifiera
ndrstaende som upplever problem i sin livssituation och som &r i behov av stéd fran

sjukvérdspersonalen.

Resultaten i avhandlingen visar att strokepatienters narstaende i rollen som informella vardare har
en komplex livssituation relaterat till patientens strokesjukdom, och att detta kan ha negativa
effekter pa den nérstaendes upplevda livskvalitet och psykosociala vilbefinnande. Resultaten
visar ocksa pa ett behov av fortsatt utveckling och utvérdering av sjukskdterskeledda stodprogram
for nérstaende till strokepatienter. Dessa stodprogram kan inkludera individuellt stod utifran den
nédrstaendes upplevda behov, empowerment, och implementering av copingstrategier, for att

stirka den nérstaende i rollen som informell vérdare till strokepatienten.
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LISS-formuldret

Ndarstdendeskattning av egen livssituation
efter intraffat stroke

Nr: Initialer: Datum:

Stroke kan, liksom annan sjukdom, under en tid paverka hela familjen. Vi vill
darfor be Dig besvara ndgra fragor om hur Din egen situation péverkats av Din
nérstdendes stroke

Besvarandet av frdgorna ér helt frivilligt och Du 4r 1 Din fulla rétt att avsta utan att
detta pd nagot sitt paverkar den behandling som Din nérstaende far.

Du som fyller 1 blanketten &r (ringa in det som passar):
Make Maka Sambo Barn Syskon

Annan nirstaende, nimligen:

Fragorna avser situationen under den senaste veckan.

Vi ber Dig att svara genom att ringa in lampligt svarsalternativ. Om Din
strokedrabbade anhoriga fortfarande vérdas pé sjukhus kan en del av nedanstdende
fragor vara svéra att besvara. Vi ber Dig 1 sa fall att ldmna dessa fragor obesvarade.

60 LIVING WITH STROKE — THE SPOUSES’ PERSPECTIVE




1=hela tiden 2=nistan hela tiden 3=ibland 4=nistan inte alls 5=inte alls|

1. Jag ér orolig for min nérstdende

2. Jag kédnner mig osédker infor situationen

3. Jag upplever situationen hemma som oforutsdagbar

4. Jag kénner mig maktlos

5. Jag kdnner mig resignerad

6. Jag har svért att kdnna glddje

7. Jag kanner mig fortvivlad

8. Jag upplever att stimningsldget hemma véxlar

9. Jag maste hela tiden tidnka pé vad jag sdger eller gor

10. Jag maste hela tiden anpassa mig till min nérstdende

11. Jag ar mycket bunden av min nérstdende nu
efter insjuknandet i stroke

12. Jag drar mig undan omvérlden

13. Jag kénner mig isolerad frdn omgivningen

1 2345
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