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ABSTRACT 
The overall aim of the study was to gain some understanding of the lived 
experience of the care-giving spouses regarding their experiences of the 
manifestations of the disease, perception of their own health, the possibility of 
influencing the interpretation of the past, the present and future, outlook on 
life, surrounding contacts and intimate relationships with their sick partners. 
The spouses (n=13) of Alzheimer victims were followed with the help of 
personal interviews, diaries and telephone interviews during a two-years 
period. The texts was analysed according to a phenomenological-hermeneutic 
method. The main findings in the study showed that the spouses own health 
remained quite stable over time. Their perception of the development of their 
own health seemed to be influenced by how they saw their power to 
influence their situation, which seemed to be determined by how they 
interpreted the cause of their health problems. 

The social network was another important factor for understanding the 
spouses' experiences. The findings imply that spouses' images of themselves in 
relation to others were important for their perception of the overall social 
network. The spouses mostly regarded their relationships positively and their 
social networks were described as quite stable over time. The spouse's marital 
relationships, in most cases, seemed to undergo changes with the progress of 
the disease. Some spouses could maintain feelings of love but mostly the 
relationships were transformed into ones of tenderness, pity and estrangement. 
The spouses' valuation of their demented partner was mostly in the form of 
one of two divergent perspectives. On the one hand, spouses who seemed to 
perceive their partner as a person separate from the disease, could function as 
complementary ego aids. On the other hand some spouses were unable to 
make a distinction between the spouse as a person and the disease. 

The spouses' experiences regarding their previous relationship with 
parents, value system, philosophy of life, competence and autonomy seemed 
to be critical in their experiences of their caring situation. It appears that there 
is a sub-group of vulnerable carers, as suggested by the concurrence of 
psychological, physical, and social morbidity, along with deterioration in their 
marital relationship. 

The findings are discussed in relation to searching for meaning, the 
importance of significant others, perceiving and valuing the other, and caring 
relationships within a life-span perspective. 

Key words: Home-care, dementia care, perception of health, social networks, 
marital relationship, valuation of the other, life-span development. 
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The overall aim of the study was to gain some understanding of the lived 
experience of the care-giving spouses regarding their experiences of the 
manifestations of the disease, perception of their own health, the possibility of 
influencing the interpretation of the past, the present and future, outlook on 
life, surrounding contacts and intimate relationships with their sick partners. 
The spouses of Alzheimer victims were followed with the help of personal 
interviews, diaries and telephone interviews during a two-years period. The 
texts was analysed according to a phenomenological-hermeneutic method. The 
main findings in the study showed that the spouses own health remained quite 
stable over time. Their perception of the development of their own health 
seemed to be influenced by how they saw their power to influence their 
situation, which seemed to be determined by how they interpreted the cause of 
their health problems. 

The social network was another important factor for understanding the 
spouses' experiences. The findings imply that spouses' images of themselves in 
relation to others were important for their perception of the overall social 
network. The spouses mostly regarded their relationships positively and their 
social networks were described as quite stable over time. The spouse's marital 
relationships, in most cases, seemed to undergo changes with the progress of 
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one of two divergent perspectives. On the one hand, spouses who seemed to 
perceive their partner as a person separate from the disease, could function as 
complementary ego aids. On the other hand some spouses were unable to 
make a distinction between the spouse as a person and the disease. 

The spouses' experiences regarding their previous relationship with 
parents, value system, philosophy of life, competence and autonomy seemed 
to be critical in their experiences of their caring situation. It appears that there 
is a sub-group of vulnerable carers, as suggested by the concurrence of 
psychological, physical, and social morbidity, along with deterioration in their 
marital relationship. 

The findings are discussed in relation to searching for meaning, the 
importance of significant others, perceiving and valuing the other, and caring 
relationships within a life-span perspective. 
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Chapter 1. INTRODUCTION AND AIM 

INTRODUCTION TO THE RESEARCH PROBLEM 

When a close relative is afflicted with Alzheimer's disease, various problems 
arise in their daily life which the family must cope with (1, 2) and these 
problems change during the course of the disease. It is a challenge for the 
family to be able to deal satisfactorily with the problems of caring for the 
sufferer, but they need support and help if they are not to collapse under the 
strain. 

No specific treatment is available other than symptomatic relief of experiential 
and so-called behavioural problems. The family will be involved in treatment 
and care of the demented person (3). Studies from the USA and Sweden have 
shown that as a result of the changes in social policy (4, 5, 6) families are 
expected to take on more responsibility for the members who are ill. Caring 
for a family member, especially a spouse, who has become demented is one of 
the most demanding situations that a person can be confronted with. The 
stressful elements of the care-giving experiences spring from the novelty, 
unpredictability, long duration and ambiguity of the disease (7). There is some 
uncertainty about what impact the care-giving has on carers in their everyday 
lives (7). It is clear, however, that the family needs information about the 
disease to be able to construct strategies to meet the various situations that can 
occur. In time, when the problems are so extensive that the family needs 
practical help, some form of professional care will be necessary (1, 2, 8). 

The manifestations of Alzheimer's disease include cognitive and intellectual 
deficits, impairment in social, occupational and everyday functional abilities 
(9, 10). The course of the disease is gradually progressive with various 
symptoms being presented; impaired abstract thinking, impaired judgement, 
and other disturbances of higher cortical functions such as agnosia, aphasia 
and apraxia (10). 

Alzheimer's disease was first described at the beginning of the twentieth 
century. At first it was a scarcely known medical condition (11) but since then 
there has been an enormous increase in knowledge concerning the disease. 
The number of old people is increasing, which means that the number of 
people with some form of dementia will increase in the future. It is estimated 
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today that 10 percent of the population aged 65-75 and 25 percent of people 
aged over 85, suffer from some form of dementia. Sixty percent of the elderly 
who are demented are reported to have Alzheimer's disease (12). Two varieties 
of the disease can be distinguished: one with an early debut (age c.40-65) and 
one with a late debut (age >65) (10, 13). The disease can last anything from 2 
to 20 years. A comparison of people with dementia with a standard population 
shows that people with dementia have lower survival rates, and that excess 
mortality seems to increase with increasing duration of the dementia (14). 

Alzheimer's disease - a description 

Biological aspects of Alzheimer's disease 

The cause of the disease is still not known. The cerebral changes seen in 
dementia appear mainly in the temporal lobe, the parietal lobe and the frontal 
lobe, with various neurological symptoms and socially inappropriate 
behaviour as a consequence. Damage occurs in the cerebral cortex as well as 
in the more central areas of the brain. The characteristic change is a noticeable 
decrease in the number of brain cells. Other changes are the occurrence of 
neurofibrillary tangles (an accumulation of abnormal fibres in the cytoplasm 
surrounding the actual nucleus of a cell) and senile plaques (an accumulation 
of destroyed nerve fibres that obstruct signal transmission). Another change 
consists of an alteration in the cerebral level of signal substances (11, 15). 

Clinical and social aspects of Alzheimer's disease 

Three different stages of the disease can be described; mild, moderate and 
severe dementia (16). This can also be refined into seven stages (17). It begins 
so unobtrusively, that it is difficult to pinpoint its onset. Relatives can look 
back and recall a number of changes insignificant at the time but which in 
retrospect can be connected with the disease. The symptoms of Alzheimer's 
disease are highly individual; not everyone suffers from all the so-called 
behavioural disturbances, and they can appear at different stages of the disease 
in different people (18). 
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Mild dementia 

Most noticeable in the early stages of the disease are changes in memory 
function, especially regarding recent events. People's names are hard to 
remember, it is difficult to find words, things are mislaid. Loss of initiative 
and lack of motivation are other changes, likewise the sick person can become 
tired and irritable more easily. Those close to them may feel that the sufferer 
seems overstrained or depressed (1, 17, 19). 

The demented person may be personally aware of the difficulties, but will 
often deny that there is a problem. The ability to count is affected early on in 
the disease and can cause trouble in everyday life (1, 17). In the first stage the 
sufferer can cope with simple household activities such as shopping locally 
and going for walks alone. Earlier interests are abandoned if they are complex 
(20). Personal hygiene and dress can be managed with the aid of instructions 
and reminders. Attacks of confusion can occur, and sleep may be disturbed 
which can lead to dislocation of the 24-hour rhythm (2, 20, 21). 

Language also appears to be affected early in dementia, but in selected areas 
and with significant individual variability. When it concerns the language it 
has been shown that the greatest difficulties involve proverb interpretation, 
sentence clarification and written spelling (22, 23). The sex life of a sick 
person will be altered. In most cases there will be a noticeable decline (24), 
but in certain cases there can be inappropriate sexual behaviour (3, 25). When 
this happens there will also, unfortunately be other symptoms of loss of 
inhibition. 

Care problems in mild dementia stage 

While there has been a relatively large number of studies to date on problems 
involved in the care of demented patients, the focus has mostly been on the 
carer's perspective. This could be due to the demented individual's cognitive 
decline as well as to communication problems. 

At first, when slight memory disturbances are the signs of the disease, it is 
enough if carers provide support for the memory by giving information clearly 
and often. For example carers will have to choose suitable items of clothing, 
lay them out and remove all other garments. In the case of personal hygiene 
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the demented needs to be reminded to wash and not to forget any part of the 
body. Supervision will be needed for brushing the teeth, shaving, putting on 
make-up and caring for the hair (1, 2, 17). The number of activities the sick 
individual can take part in will decrease with time, but the demented 
individual's involvement in everyday tasks can increase her/his self-confidence 
(1,2,17). 

Because of speech difficulties, it will be hard for others to understand the 
needs of the sufferer. Carers will need to be sensitive and imaginative to make 
sense of what the demented person is trying to say. They will have to proceed 
by guesswork (1, 2, 26). There may be periods when the sick person will 
suffer from anxiety, which can sometimes be relieved with the help of drugs. 
The greatest help, however, will come from a close relative who cares about 
the sufferer and can provide confidence and security. The sick person's 
outbursts of aggression will be experienced as distressing, potentially harmful 
and a challenge to carers (27, 28). It has been suggested that the aggressive 
behaviour can be seen as a response to the illness, a reaction to external 
factors, or a result of confusion (28). 

Moderate dementia 

By this stage the demented person can no longer manage to live alone without 
problems. Memory disturbances become more obvious; it is hard to remember 
things that have happened recently. The sick person asks for and needs 
repeated explanations, and has increasing difficulty in finding the way both in 
the home and in the surroundings (29). She or he needs assistance with most 
everyday activities; with personal hygiene, dressing and toileting, and with the 
preparation and serving of food (17). Various 'behavioural disturbances' 
appear, such as plucking movements, wandering, and repeating words or 
sounds (29, 30). The sick person can perform a few simple tasks, but needs 
constant supervision. 

Language deteriorates further. Routine phrases can be managed, but to tell 
about events or express something is difficult. It is impossible to say a whole 
sentence. The sick person's body language is changed and it is difficult for 
others to detect signs of emotion, happiness or sorrow for example. However, 
if the stimulus is powerful enough s/he can express and show feelings (31). 
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The demented person cannot always distinguish between reality and fiction 
(32). 

Care problems in moderate dementia stage 

It is well known that it starts to become difficult to live alone for the sick 
people who are single; they need help to organise and structure their day. 
Many can be helped by visits to a day-care centre or a day centre combined 
with practical assistance in the home via the social health care or voluntary 
organisations (33). 

Problems with personal care increase, and the carer must take over more and 
more daily tasks such as bathing, washing and dressing the sick person. The 
demented person will be able to co-operate in varying degrees but, being 
hurried and forced into doing things will often make her/him resist or become 
aggressive. At mealtimes assistance will be needed in serving the food and for 
making a suitable choice of cutlery (1,2, 17). 

Because of defective language, communication will decrease between the sick 
person and others. There will be periods when the sick person may repeat 
certain phrases or make sounds, sing a few notes and do these things 
repetitively, which can be a great strain for others who have to listen (34). To 
avoid losing intimacy and closeness it is important that carers try to maintain 
as much contact as possible both by touch and by spoken words (31). The sick 
person will be unable to cope with abstract thoughts and logical conclusions, 
but can see the funny side of many situations (35). 

Severe dementia 

Memory disturbances in severe dementia are severe, and at times the sick 
person may not recognise either home or family members (36-38). The 
demented person will not even remember family names, will find speech hard 
to understand and will only be able to produce short isolated words and 
sometimes cries or screams (17, 39, 40). 

There will be bodily changes, the sick person will become stooped and will 
move stiffly and slowly. Standing up and sitting down will be difficult, and 
without an attendant s/he will not be able to maintain balance. After a time two 
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attendants will be required, as one will not be enough. The sick person will not 
be able to take many steps, and depending on the circumstances s/he will 
become more or less chair- or bedridden. The muscles will shrink, and body 
weight will decrease, often noticeably (17, 41). At mealtimes s/he may begin 
by eating independently only to need help with feeding later. In the final 
stages of the disease there can often be problems with feeding. The process 
can be time-consuming because of lack of understanding and inability to co
operate (42). It may also be that so-called primitive reflexes become triggered, 
and the sick person will suck instead of opening her/his mouth and chewing 
(41, 43, 44). The demented person will be urinary incontinent and will need to 
be helped to the toilet, or will have to wear napkins (17, 45). Apart from these 
signs of the disease, others have been reported such as a reduction in the field 
of vision; the sick person's vision becomes more centred (46). It has also been 
found that to a great extent Alzheimer patients suffer from impaired hearing, 
which in turn has a negative effect on their cognitive ability (47). 

Understanding and interpreting events will become more and more difficult, 
with the result that the sick person will be unable to react adequately in 
various situations. The demented person may respond with aggressiveness and 
violent reactions when being helped with personal care (28, 36). Depression is 
another condition that increases the severity of dementia symptoms (48). 

Care problems in severe dementia stage 

In the final stages of the Alzheimer's disease memory disturbances are so 
severe that the sick person may not recognise her/his closest relatives or the 
home surroundings (36-38). These severe memory disturbances may cause 
care problems as the demented patient often insists on going home, even if 
s/he is in familiar surroundings (38). The sick person cannot be left alone for 
long, because of the bodily changes and unsteady movement. Those suffering 
from dementia risk falling when moving about unaided, which can lead to both 
severe care problems and an ethical conflict when a way must be found 
somehow to immobilise the sufferer (49, 50). 

The sick person is now cared for completely by others and is at times unable to 
co-operate but may resist the help being given (1, 2, 17). The demented person 
may clutch whatever is at hand, for example, clothing or furniture, and may 
find it difficult to let go (41, 43). To avoid aggressive or terror-stricken 
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reactions, carers may explain clearly what they are going to do, and in what 
way. This will give the sufferer time to understand the information, so that 
s/he is prepared for the approach that will be made (51). 

The demented patient can manage for quite a long time to feed her/himself, 
with a certain amount of assistance. It can be a help to arrange for food to be 
eaten in a calm, quiet area, and remove disturbing objects from the table. The 
demented person is easily distracted and will find it hard to distinguish 
between what is food and what is not (52, 53). In the final stage the demented 
person will become incontinent (urine and faeces) and must wear napkins or 
use other aids, which can sometimes be difficult for them to accept (1,2). 

In the latter stages of Alzheimer's disease, non-verbal communication is 
frequently the only means of communication, with relatives or professional 
staff. Non-verbal communication is of particular importance to demented 
persons especially the multitude of cues given through the facial expressions 
alone (54, 55) and through the eyes (56) of both the demented person and the 
carer. It has, however, been shown that the non-verbal communication can be 
disturbed as it seems difficult for severely demented people to produce 
complex facial movements (54, 55). As the patients' verbal and non-verbal 
communication abilities decline, there is a tendency to treat them in a 
mechanical and perfunctory manner, which is often demoralising to the patient 
(57, 58). 

Anxiety, depression and psychotic symptoms in the course of 
Alzheimer's disease 

It is well know that patients with Alzheimer's disease become vulnerable to 
affective and psychotic disorders. However, there is no agreement about the 
prevalence, phenomenology, and implications of these symptoms (59, 60). The 
frequencies of affective and psychotic disorders will be described in order to 
give a general picture of Alzheimer's disease. In previous research a specific 
terminology has been used to describe these phenomena which is also used in 
this presentation. 
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Depression 

Affective disturbances appear to affect a minority of Alzheimer's patients at 
some time during the course of the disease. An investigation showed that 
depressed mood alone occurred most frequently (40%-50%) whereas actual 
depressive disorder (10%-20%) and elevated mood were less common (59, 61, 
62). Generally, patients with more advanced dementia reported significantly 
fewer symptoms than those with mild or moderate dementia, although 
observer ratings and relatives' reports of depression did not decrease (63). 
Depressive phenomena have been attributed to reaction to the multiple losses 
attendant on cognitive deterioration or explained on the basis of cognitive 
impairment itself (59). It is also suggested that genetic vulnerability to 
depression and degenerative brain changes may contribute to the onset of 
depression in patients with dementia (62). The coexistence of dementia and 
depression poses some diagnostic difficulties. There may be an overlap 
between the descriptive features of the two disorders. Social withdrawal and 
constriction of interest and pleasure may attend both dementia and depression 
(61). 

Anxiety 

It has been found that patients with Alzheimer's disease manifest anxiety at 
some time during their illness (64). However, anxiety in dementia patients has 
not been studied systematically, although there is a reported prevalence of 12 
percent in Alzheimer patients. Others have noted that anxiety comes early in 
dementia (60). It has been suggested that anxiety associated with cognitive 
impairment may trigger the recall of stressful situations in the past (65). Also, 
as suggested by Hallberg and Norberg (1990), anxiety about fate and death as 
well as anxiety about separation, emptiness and meaninglessness might be a 
part of the severely demented patient's experiences (66). This could be 
explained by her/his lost ability to interpret and think ahead as well as to take 
actions and organise her/himself and her/his situation in an understandable 
way (66). 

Psychotic symptoms 

Psychotic symptoms in some form have generally been reported to effect 
approximately one-third of Alzheimer's disease patients at some time during 
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the course of the disease (59, 67). Delusions, i.e. persecutory delusions and 
hallucinations have been found to be the most commonly observed psychotic 
symptoms (59). Psychotic symptoms are most obvious during the moderate 
stages of dementia of the Alzheimer type (67), and are associated with 
accelerated cognitive deterioration (60, 68). However, neither visual nor 
auditory hallucinations were found to be significantly related to severity of 
dementia, although subjects with mild dementia did not experience auditory 
hallucinations (62). It is suggested that delusions could be explained as an 
adaptive response to a decreased ability to comprehend reality owing to the 
decline of cognitive function (59). 

Confusion 

It has been found that dementia and confusion often coexist. The symptoms of 
confusion were found to be present in 6 percent of cases of early-onset 
Alzheimer's disease, compared with 59 percent of the late onset cases. 
Confusional symptomatology became more frequent and more pronounced 
with increasing severity of the dementia. Confusion in Alzheimer's disease is 
often regarded as a complication of dementia disorder. However, it also has 
been suggested that confusion and dementia may be symptom patterns of the 
same disease process (69). 

The family life cycle 

Basic concepts 

The family can be seen as a small social system, in which the members mostly 
develop strong links with one another. They feel that they belong together. 
From the outside the family is seen as a unit; within it there develop a common 
loyalty and dependency, and there is often a clear distribution of functions. 
The members of a family can form groups within the system depending on 
generation, functions, interests and gender. Interplay in the family is regulated 
by the roles, rules, emotional distances and limits that exist within the family 
system (70-72). These are fundamental functional phenomena, which are 
changed when someone is afflicted with Alzheimer's disease. 

A role in the family is a pattern of behaviour linked with an individual and 
guided by the expectations of the person and those around her/him concerning 
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how s/he should behave. A certain role requires, and is a requirement for, the 
roles of the rest of the family. Rules in the family consist of the ideas held in 
common within the family, both creating and reflecting the psychological 
frameworks that apply to familial interplay (72). 

Emotional distance between family members can vary in different situations. 
There are varying degrees of loyalty between family members. Sometimes two 
or more can join forces against a third person. It is natural to seek and give 
support according to this. Limits in the family system consist of behaviour 
that regulates life between the family and the world around. These limits make 
it possible to distinguish the family as a system from its surroundings (72). 

The development of family life 

Family life goes through several stages during its span of existence. The 
challenges and tasks a young family faces are not identical with those faced by 
the older family (71, 73). 

The newly-married couple 

Family life begins with the newly-married couple. This is a stage when 
obligations are acquired within a new system, through the formation of a 
marital relationship. There is a regrouping of relations from extended families 
and friends so as to include the husband/wife. Important life-events for the 
young couple are connected with work and finance (71, 73). 

The family in the childbearing stage 

In this stage the family must accept new members becoming involved in the 
system. The role of parent has to be assumed, and the marital system has to be 
adjusted to allow room for children. There is also a regrouping of relations to 
include parents and grandparents. Pregnancies and child-bearing put a strain 
on family life, along with the increasing number of activities outside the home 
that the children become involved in (71, 72). 
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The family with adolescents 

The family is required to become more flexible, and among other things to 
extend the family limits to meet the children's need for independence. The 
young people must be allowed to move in and out of the family system. The 
married couple once again places the main emphasis on marital life, and on 
questions of care through involvement in the older generation's concerns. 
Strain is likely to be caused when bringing up teenagers (71, 73). 

Launching children and moving on 

At this stage a number of moves into and out of the family system are 
accepted. An adult-adult relationship with the now grown-up children is 
developed, and many children leave the nuclear family. There is also a major 
regrouping in relations through the arrival of grandchildren and new relatives. 
The family has to face disablement and maybe the death of parents and 
grandparents (71, 73). 

Later life families 

The challenges and tasks facing the elderly family are to change and establish 
living circumstances to suit the changes brought on by the ageing process. The 
couple adapt themselves to living on pensions, and create suitable new 
routines for an everyday life in which work no longer plays an essential daily 
role. They try to maintain and perhaps improve their physical and mental 
health, take care of their marital relationship and endeavour to keep up an 
active love life. Personal expectations and demands (or those met in others) 
include maintaining an interest in, and contact with, other family members 
such as children and grandchildren. A concern at this stage is also to keep 
oneself actively interested in society in general, and to try to "find a purpose in 
life". For most elderly people, good family relations continue to be important. 
They maintain frequent contact with their children, with whom they develop 
mutual bonds of affection and support (71, 73). 

Throughout the ages there have been changes in family life. As the birth-rate 
has dropped and average life expectancy has increased, fewer years are 
devoted to child-rearing. Many elderly people now spend a much longer time 
as a couple without children than was common earlier in their lives. Increased 
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life expectancy means that more generations are alive at any one time, and 
there can be several elderly couples within the family network (74, 75). 
Personality characteristics usually thought to be either masculine or feminine 
are redefined in later life with a tendency towards androgyny. The elderly man 
becomes more expressive and the elderly woman can be seen to accept her 
own aggressiveness more than before. In distributing the household duties the 
couple will keep up the pattern they have developed over the years (76). 

It has been reported that the married elderly individual's present activity and 
enjoyment of sexual behaviour are linked to past behaviours, and the health 
status of the partners. The couple continue to be sexually active, but may 
experience a decline both in interest and activity. Their state of health is 
important for their continuing sex life (77). Disease at any age can have an 
effect on sexual function due to physical decline, associated pain, iatrogenic 
complications of medication, and anxiety of performance (78). The sexuality 
of the elderly couple is not limited to intercourse but can express itself through 
touch, caresses and tenderness (77, 78). 

Families with elderly members face great challenges. Strain is caused by being 
a pensioner, a widow/widower or a grandparent, and by sickness. The period 
of transition to an "elderly life" necessarily entails varying degrees of loss and 
diminished ability but also the possibility of change and maturity. The 
dependence of elderly people is most obvious in relations between the 
generations, when there are diminished abilities and/or sickness (71, 73). 

The Alzheimer family 

The family system is considerably affected when one family member contracts 
Alzheimer's disease. The roles are changed. The sick person no longer has the 
role of family provider or housewife, for example. The role of spouse, parent 
or grandparent is altered and can only be partially fulfilled. The family rules 
also change; it is no longer possible to have shared ideas about the framework 
within which the family functions. The emotional distance is changed, partly 
because of the sufferer's withdrawal and difficulty in communicating. The 
family limits are altered. For a time the members may draw together and 
isolate themselves from their surroundings. The boundaries between husband 
and wife can be virtually dissolved and the two feel themselves to be one. On 
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the other hand, boundaries between various groupings within the family may 
become even stronger (79, 80). 

Carers' experiences of burden or strain 

It was found early on that the impact of mental illness was felt across a broad 
spectrum of family life; work, leisure, income, children, family health and 
relationships with extended family, friends and neighbours (4, 81). The 
demented person's repulsive behaviour, the unfavourable consequences of the 
dementia disease and poor role performance are the most common variables 
associated with this burden (4). It is suggested that there are differences 
between parents, spouses and children in their perception and reactions to 
mental illness. Daughters who lived with the demented parent are reporting the 
highest level of burden, followed by wives and the lowest level of burden was 
reported by husbands (82). Female carers (wives) experience a higher level of 
burden, than husbands, though the men tend to be older, have more problems 
with their own health and perform more care-giving tasks (83, 84). Factors 
influencing the nature and the magnitude of the burden are; carers' own health 
problems, anger and anxiety, coping, outlook on life and social support (85). 
The frequency of occurrence of expressed hostility regarding demented 
relatives and critical comments was found to be high among carers (86). It is 
also shown that those with the least contact with friends made more critical 
comments about their demented relatives (86). The feelings of being burdened 
and the negative attitude towards the demented patient indicate that the quality 
of care can be at risk, through neglect and abuse (87, 88). The predominant 
type of abuse is found to be psychological abuse, in the form of a verbal 
approach couched in humiliating terms, scolding and various threats (89). 

Carers' own health 

The process of giving care to a person with a dementia illness is universally 
viewed as highly stressful. There are suggestions that the strain of care-giving 
is responsible for deterioration in the carers' mental and physical health (90). 
Several studies have found a strong association between care-giving and 
depression (7, 91, 92. The levels of depression have not been fully examined, 
but can vary between meeting criteria for a depressive disorder to evidence of 
depressive features (90, 93). There are also findings which indicate that care-
giving wives are more depressed than care-giving husbands (84). It was also 
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found that husbands depressive symptomatology increases as the spouses' 
level of cognitive functioning decreases, whereas in wives this relationship is 
considerably weaker (93, 94). It is suggested that the anger, guilt, anxiety, 
depression and feelings of loss that are reported might be explained by the 
unifying construct of anticipatory grief, which encompasses all of these 
responses (95). 

The 'caregiver' has frequently been referred to as the 'hidden patient'. It is 
argued that carers have higher rates of physical illness since they are 
chronically exposed to high levels of stress. However, this assumption is not 
fully supported (90). Nevertheless the findings suggest that high levels of 
depression leave people vulnerable to physical health declines (96). This is 
supported by several studies where health was measured by self-reported 
scales (7, 81, 97). Evidence of the influence of care-giving stress on physical 
health is equivocal, there is some indication that care-giving stress affects 
immune functions which may mediate physical illness (92). Those who 
showed the greatest and most uniformly negative changes in immune function 
were carers reporting lower levels of social support and the highest levels of 
distress (92). 

Carers' social network and support 

The social network can be described as a net of social relations around a 
person together with the qualities in the 'net' (98). The individual's social 
relations are said to provide social support, and this may 'buffer' or protect 
people from the harmful effects of their environment in time of stress (99). 
Whether the carers' social network is affected regarding size, frequency of 
contacts and closeness is unclear. However, there are some indications that 
carers of Alzheimer patients are isolated (100) and face limitations in selected 
social and leisure activities (94). 

The social support that one can achieve from one's network, can be defined as 
the interactive process in which emotional, instrumental or financial aid is 
obtained (101). The carers' need for support comprises several components 
such as emotional support, feedback support, information/cognitive support 
and instrumental support (102). The carers' satisfaction with her/his social 
support reduces strain or depression (103) and it seems that the level of 
support over time does not change but remains quite stable (104). 
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A social network may be both helpful and troublesome, it can maintain or 
even aggravate psychological disturbances. Upsetting relationships within 
one's network play an important role in the aetiology and continuation of 
emotional problems (105). The negative outcomes of one's social network can 
include such things as broken promises, network members who in the 
provision of support are irritating, annoying or over-involved, and help that 
comes with strings attached (106). The carers might refuse help so as not to be 
duty bound to another person or in a position of having to reciprocate. Advice 
or information that the carer receives may not be helpful, or even worse, may 
be inappropriate or wrong (107). 

Attempts have been made to strengthen carers' social support by means of 
support and education program to groups of carers (108, 109). This 
intervention reduced anxiety and depression in those carers who had had a 
high level of stress prior to the intervention (108). An educational program can 
improve a spouse's ability to deal with daily demands when caring for an 
Alzheimer patient (109). 

Carers' relationships with the demented person 

The impact of Alzheimer's disease on marital relationship is considered to be 
momentous (24), satisfaction with marriage decreases and the carers least 
satisfied are the most distressed (101). The dyadic interaction also seemed to 
be an important influence on how spouses responded to their care-giving role 
(110). Several aspects of the marital relationship seemed to be affected; 
economic responsibilities and house-keeping become one-sided, communica
tion is fragmentary, companionship and the sick spouse as confidant tend to be 
lost and the sexual relationship declines (24, 111, 112). Feelings of loss, anger 
and despair in the unaffected partner may reduce or destroy the sense of 
intimacy in the relationship (113). 

Changes in sexual behaviour are likely to be experienced by the spouse as 
stressful and require some kind of adjustment. Some of the spouses may 
change their way of finding pleasure in intimacy, such as massaging, touching 
and hugging their partner (113). Low intimacy acts as a vulnerability factor, 
predisposing the spouse care-giver to depression (114). However, changes in 
the closeness of the marital relationship appear to be more important for lower 
gratification from care-giving than the actual closeness of the marriage (114). 
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Husband carers are shown to invest more feelings in their marital relationship 
than wife carers, and to express a greater sense that the care was due to them 
(115). This supports the perspective that during the post-parental years men 
become more family-oriented and nurturing, whereas women become more 
assertive and instrumental (116). Nevertheless it is found that spouses with 
good relationships are likely to find more gratification from the relationship 
with their demented partner and more meaning in the care-giving situation 
(114). 

Carers' experiences of meaning 

To better understand the care-giving experiences some attempts have been 
made to disclose meaning in family care-giving (117-120). Meaning can be 
seen as those values, beliefs and principles which people use to organise their 
behaviour and to interpret their experiences (118). One study tried to interpret 
the meaning of the carers' experiences of the unfolding course of Alzheimer's 
disease (119). The family carers portrayed their experiences in connection 
with the stages of the disease as: noticing changes in the others' affection or 
actions, discounting and normalising; attributing the changes to "old age", 
suspecting; speculating about what is going wrong, searching for explanation; 
deciding to seek information, recasting; retrospectively re-appraising, 
accepting; facing the decision about whether to take on the role of family 
carer, going through it; problems that must be solved, turning it over; let go of 
control of the direct care (119). 

It is thought that the themes of meaning in family care-giving, blend together 
to form a framework of reflective practice for the carer. Hasselkus (1988) in 
her study found, five themes of meaning in care-giving, reflecting the invisible 
work; sense of self, including concern for self, personal capabilities and a 
heightened sense of personal causation; sense of managing comprising 
standards of orderliness and cleanliness, getting enough activity, feeling of 
getting things done and a concern about spending too much money; sense of 
future, encompassing a sense of doom, carer's own staying power, concerns 
for their own health; sense of fear and risk, a fear of change, or anything which 
might cause change; sense of changing role and responsibility embracing 
distancing and a changed asymmetry, along with a powerful sense of role loss 
(118). 
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Another study focused on the carers' experiences of caring regarding the 
relationship with the afflicted person. In this study nine different themes were 
found covering the patients' interruption in connectedness, a sense of trying to 
stay ahead of the patient and a progressive experience of asynchrony. Loss of 
mutuality and the decline of a reciprocal relationship were also emphasised by 
the carers, together with a progressive diminution of diversity and a sense of 
narrowing the horizons of the carers. Another theme was the attempt to 
attribute meaning to the patient's illness and a constant search for personal 
connectedness (120). 

The family care-giving situation tends to be described mostly negatively in the 
literature. A more positive view of the carers' experiences and situation is 
found in a study by Farran (1991). Performing an existential analysis, focusing 
on 'finding meaning' she found seven themes. One theme was 'searching for 
provisional meaning' indicating that carers felt they were providing care for 
some altruistic reason or that they were growing and finding meaning through 
the experience of care-giving. Another theme was 'searching for ultimate 
meaning' implying that the carer has a sense of reassurance provided by their 
spiritual or religious beliefs (117). 

Research into family care-giving in Sweden 

Most of the extended literature about care of a family member with 
Alzheimer's disease originates from the USA and England. It is reasonable to 
assume that the carer's situation differs in various cultures. In Sweden, there 
has been little research until recently on caring for people with dementia 
within the family. During the last five years some studies have been started 
including one large study, the Kungsholmen project, which is a longitudinal 
study on ageing and dementia started in 1987. This project includes studies of 
the care of dementia sufferers within the family and reveals the experiences of 
burden on the carers (81). It was also shown that the abusive behaviour of 
carers decreased over time (121). Studies investigating the contribution made 
by formal and informal care respectively to looking after the dependent elderly 
have been carried out. One of the results of this research was that family and 
friends are responsible for most of the care-giving, despite the extensive public 
care system available to the elderly in Sweden (122). In addition to these 
studies there have been some administrative reports. Studies carried out in a 
comparable culture (Norway) showed that 85 percent of the carers felt despair 
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and anger and 75 percent complained of chronic fatigue. It was found that 
elderly women caring for their husbands and daughters caring for their parents 
were especially at risk. It was also suggested that one important factor 
influencing thè willingness to cope with care problem was the local or national 
traditions of home care of the elderly (123). 

Critique of the literature 

Research on family care of demented elderly people has been conducted in 
several countries, with conflicting results in some areas, for example regarding 
the experience of burden, and the carers' own physical and mental health. 
These contradictions seem to be due to methodological problems and the 
cross-sectional design of most studies. Several methodological problems have 
been identified, in particular the varying definitions of the "caregiver", or 
"carer", the lack of specification of the type of help offered, and the absence of 
any reference to the total support network. 

In most studies the focus is on family members or relatives with no clear 
differentiation between spouses and other family members. Another issue 
which is unclear in the existing literature is the extent to which the carer 
actually provides help, in many studies this is not described. The absence of 
any information about the total support network restricts the understanding of 
the dynamics of relationships among all the people involved in the carer's life 
situation. 

Most of the research seems to lack a theoretical framework, and definitions of 
the particular aspects of care-giving under investigation. Multiple operational 
definitions of coping, burden, well-being, strain and health have been used, 
with the result that it is hard to compare and evaluate the different studies. The 
experience of being the carer of a family member with Alzheimer's disease is 
full of nuances and involves many life domains. The knowledge gathered 
about family care-giving seems to lack integration and a time perspective. 

Previous research is mainly cross-sectional and focused on one or two 
domains at a time, neglecting the fact that the care-giving is an interactive 
process involving the individual, the family system and the larger community. 
The result of such research is that we get a snapshot of the family's care-giving 
situation. In research, the search for the meaning of care-giving is mostly 
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guided by the researcher's theoretical standpoint, the carers' lived experiences 
are rarely not asked for or made explicit. 

Little is known about the carer's experiences in Sweden because of the limited 
research. One might expect that carer's experience of care-giving in Sweden 
would differ from that of other carers in other cultures, since the services 
provided by the Swedish health care system are extensively developed. The 
family has access to various kinds of services and professional help with little, 
although increasing, personal cost to themselves. 

The present study has clearly defined 'carers', who are followed longitudinally. 
It is logical to assume that longitudinal research that begins early on in care-
giving and follows the carer into the final stages of disease will build up our 
understanding of the effects of care-giving, both long-term and immediate. 
Indeed retrospective assessment of the carer-patient relationship at critical 
points, may be influential in the development of care-giving. The focus is on 
the carer's lived experience of care-giving and factors or frameworks of care-
giving defined in advance are not used. 
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AIM OF THE STUDY 

The overall aim of the study was to gain some understanding of the lived 
experiences of the carers of demented persons in her/his home and what 
happened in the family over time. At the beginning of the research period the 
general objectives of this prospective study were to elucidate : 

-Psychosocial changes on the part of the care-giving spouses 
-The changes in the couple's relationships 
-Factors determining whether care should be given at home vs. in an 

institution 
-The family's needs regarding community services 

As the study progressed with more intimate contact with the families 
established, and the first reading of the text material other, more explicit 
questions emerged; 

How did the spouses experience; 
-the different manifestations of the disease, 
-their subjective well-being, 
-their surrounding contacts (social network), 
-their most intimate relations with their sick partners 
-their demented spouse as a person 
-their ability to influence/cope with the past, the present and the future 

situation 
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Chapter 2. THEORETI CAL  FRAM EWORK,  
DESIGN, DATA GATHERING AND ANALYSIS 
METHODS 

THEORETICAL FRAMEWORK 

The starting point for this study is a phenomenological-hermeneutic 
approach which accords with the aim of the study, namely to understand the 
care-giving spouses' lived experiences of taking care of a demented partner. 
In hermeneutic research the purpose is to understand and interpret 
phenomena in their context and in phenomenological research the purpose is 
to understand human experiences as it is given in original awareness. 
Different perspectives evoke different kinds of problems and require 
different kinds of answers, demanding different methodologies. Our 
assumptions, interests and purposes determine the methodology we choose. 
Choosing a phenomenological-hermeneutic approach implies that one is 
seeking the 'meaning' of people's experience, or seeking to 'understand the 
world as seen' and to understand how the lived experiences are interpreted 
by those who are being studied (1). 

For the particular purpose of this inquiry I would like to distinguish between 
two main senses of the word 'meaning'; the linguistic sense and the non-
linguistic sense. The linguistic sense in this context is the meaning that words 
and sentences or phrases have which can be found in dictionaries (2). One is 
searching for this linguistic meaning when one asks: What is the meaning of 
the word intimacy! 

The non-linguistic meaning denotes the intention, motive, attitude, affective 
significance or value and purpose expressed in human actions, body 
movements, mimics, symbols, use of symbolic poetic language, proverbs, 
existential experiences or questions (2). One is searching for the non-
linguistic meaning when one asks: What is the meaning of living with 
Alzheimer's disease, for the patient and for the significant others? 
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Phenomenological-hermeneutic approach - some theoretical 
and philosophical assumptions 

Phenomenological approach 

In phenomenology one attempts to describe the fundamental features (essence 
or structure) of subjective experiences from the viewpoint of those who 
actually have the experiences. The experiences that can be described 
phenomenologically are actual ones such as: "I have a sense of 
meaninglessness" (1). A phenomenological description is said to be 
"presuppositionless". This means that the one who makes the description 
should be, as far as possible, aware of his or her own presuppositions or 
prejudices. The phenomenological reduction - Epoché, means bracketing, 
putting into parentheses, or suspending of judgement. Epoche' is a 
methodological attitude according to which the researcher should abstain 
from interpolating his or her own prejudices, or pre-understanding into what 
is being described (in the form of theory, etc.) during the phenomenological 
description. Other forms of reductions are the eidetic and transcendental 
reduction (3). 

Hermeneutic approach 

In hermeneutics one tries to understand the meaning or the content of the 
text. Another person's discourse, i.e., what s/he thinks, tells or does, can be 
fixed as a text and interpreted hermeneutically. The experiences of the 
present are influenced by the past and also the expectations of the future. To 
disclose the meaning of another person's being one has to view the person in 
her/his context which includes her/his history and traditions. Ricoeur holds 
that one does not have an immediate access to oneself, but one can understand 
oneself by interpreting the products one delivers, i.e. various texts (1). 

Hermeneutics can be defined as the art or 'science' of interpreting texts as 
well as human actions, and subjective experiences. The term 'hermeneutic' 
will be used in the sense that Ricoeur (1976) for instance uses it. His 
intention is to combine the ideas of hermeneutic interpretation of the 
linguistic expression (e.g. Schleiermacher, Dilthey), the uncovering of the 
deep structure of a text by structuralism (e.g. Lévi-Strauss) with the 
hermeneutic ontology of understanding (Heidegger). Ricoeur's hermeneutics 
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basically deals with both a theory of how understanding can be achieved 
through a direct knowledge of a sense or meaning contained in textual signs 
and a theory of how textual signs which do not directly disclose their 
meaning can be decoded so that their meaning can contribute to 
understanding (1). 

Firstly, one basic principle in hermeneutics is that all understanding 
presupposes a pre-understanding. No understanding begins from zero. This 
means that when we interpret a text, an experience, a symbol etc., we do so 
in terms of our background knowledge and the conceptual framework we 
already possess (4). As nurses and care personnel we have our theoretical 
training and our practical experience, which constitute our background 
knowledge and frame of reference, i.e., pre-understanding. 

Secondly, closely connected with pre-understanding (cf. 5) is the view that in 
all understanding and interpretation there is a pre-judgement (cf. 4) based on 
the interpreter's pre-understanding and prejudice concerning the object of 
study. This means that there is no interpretation, study, inquiry or research 
that is free from assumptions (4). 

Thirdly, in order to understand a given phenomenon, e.g., a text, an 
experience or a symbol, the phenomenon should be placed within a broad 
context without which it cannot be understood. There is an analogy here 
between a part and the whole to which that part belongs. The oscillation 
between the whole and its parts is called the hermeneutic circle. This circle 
(also called a spiral) emphasises the holistic nature of all understanding. In 
other words the whole gives the parts their meaning and vice versa (1,4). 

Applied to the field of nursing and care, we can say that to understand the 
patient or relative s/he should be studied in the network of relations to which 
s/he belongs (cf. Chapters 5, 6). To understand how the patient or relative 
experiences his or her illness it is of importance to relate that person to 
her/his physical and social environment (cf. Chapters 3, 4, 5) frame of 
reference and life history (cf. Chapters 7, 8). The relatives and the sick 
family members can for instance be seen as parts in a larger whole such as 
their social network. The social network can then be viewed as a part of a yet 
larger whole, as one could not understand the present life situation without 
taking the person's life history into account. 
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As we shall see, in due course, the basic features of the hermeneutic 
approach described above make it a very fruitful one for the study of the 
experience of living with an individual with Alzheimer's disease and its 
expressions. 

Phenomenological-hermeneutic approach 

Philosophers sometimes combine the two methods, phenomenology and 
hermeneutics, in their description of "existential analysis", that is, the 
analysis of typically human experiences such as agony, guilt, freedom and 
responsibility. Using the phenomenological method an experience or an event 
is described as purely as possible without interpretation. Continuing to the 
hermeneutic method, the event is interpreted in order to find its meaning (1, 
2). 

The narrative of the individual becomes important in disclosing her/his being 
in the world as the implicit meaning of life is made explicit in stories. Man 
narrates as a means of interpreting or reinterpreting events by constructing a 
meaningful pattern so as to understand what is happening. We need ways to 
understand the actions of others, and stories seem to be the natural way in 
which to recount experience. Narration is an attempt to organise and give 
meaning to human experience. Narrative thinking seems to be a useful path 
to understanding the actions of others and of oneself in relation to others (6, 
7, 8). According to Ricouer (1976) the process of narrative interpretation is 
a combination of understanding and explaining, which begins with an 
intuitive notion of the text, followed by breaking the text into parts, related 
to each other and interpreted into a whole (2). 

In addition to the phenomenological-hermeneutic framework presented here 
other methods are used, such as structured measurements, but the results are 
interpreted within the theoretical framework presented to achieve a final 
interpretation of the whole. 
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METHODS 

Design 

The study started in 1985 with a period of planning and construction of 
instruments. Sixteen families where one member was diagnosed as suffering 
from Alzheimer's disease were recruited from an assessment unit at the 
University Hospital of Northern Sweden. The patients were referred to the 
unit by other health care services. 

When patients previously diagnosed as having Alzheimer's disease came for 
their regular follow-up, their care-giving spouses were asked by the co
operating psychiatrist if they wanted to participate in the study. After 
agreement 16 spouses were contacted by phone and the study was introduced 
in detail. Two spouses did not want to participate, one because he thought 
that it would disturb his sick wife too much, the other because of his own 
failing health. One spouse died after a half year, and his family was 
considered to have dropped out of the study. 

The families were spread over a large geographical area, the most distant 
lived 630 kilometres from the research department. Each family was visited 
on three occasions. The spouse tried to arrange for the sick partner to be 
looked after by another person or for to be in another part of the house or 
flat during the interview. On one occasion the sick partner was present 
during the interview, which created a very difficult situation for all three 
parties. After that event even greater efforts were made to ensure the 
arrangements were suitable. A few times the meeting took place in the 
investigator's office, in connection with admission of the sick partner to the 
department. The first visit lasted for two days, the second and third visit 
lasted for one day. The data collection started in May 1985 and ended in 
February 1988. The visits to the families were made in a social manner. The 
author and the spouses took breaks during the day, for a cup of coffee, going 
out for dinner or just talking about trivial matters in order to be acquainted 
with each other. In some cases the author stayed over night in the home of 
the families. 
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Data gathering methods 

The data sources were personal interviews, diaries, telephone interviews, 
social network assessments, social interviews, all of which are described in 
detail below. During the study period three personal visits to the families 
took place and a personal interview and a social interview were conducted. 
The social network assessment was performed on the last occasion (Figure 
2.1). 

2 YEAR 

X* ¥ 

^ DIARY-WRITING • 

^ TELEPHONE INTERVIEWS • 

X PERSONAL INTERVIEW 
* SOCIAL INTERVIEW 
¥ SOCIAL NETWORK ASSESSMENT 

Figure 2.1 Overview of the study design 

Personal interview 

Personal interviewing is characterised as repeated face-to-face encounters 
between the researcher and informants directed towards understanding the 
informants' perspectives on their lives, experiences or situations as expressed 
in their own words (9). With the help of a personal interview experiences 
and thoughts could be gathered from the unique person from her/his own 
perspective and circumstances. In this kind of interview certain types of 
information are required from all respondents, but the phrasing of questions 
and their order are redesigned, to suit each interviewee (10, 11). The 
interviews are seen as speech events, a discourse between two people, and 
when the interviewee responds in the form of narrative accounts or stories, 
it is called a narrative interview (12). 

0 YEAR : YEAR 

i I 
X * X * 
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The personal interview in this study was constructed so as to cover as many 
domains of human life as possible, which could either affect or be affected 
by the situation. The domains that were covered in all three interview visits 
were; 

In each domain the spouses were asked to describe their feelings, 
experiences, thoughts and actions in relation to the sick partner and other 
important people and events in a narrative way. In the first interview the 
spouse's life history was explored, i.e., childhood and upbringing, the period 
of education, and family building. The second interview was based on the 
information obtained from the first interview, diary writings and phone-
interviews. Some domains were added, viz., contacts with professionals, 
relationship with the sick spouse, relationships with the children and personal 
finances. 

The third interview covered the same domains as the second interview, plus 
one other; the experience of visiting the sick partner in the institution. The 
interviews were constructed in such a way that the changes in family life 
could be continuously explored. Each interview was thus very personal and 
unique. 

All the spouses agreed to the interviews being tape-recorded. The tapes were 
later transcribed verbatim by a secretary and to ensure the accuracy the 
investigator listened to the tapes and compared them to the transcriptions. 

Diaries have been used in many fields of social research, such as consumer 
expenditure surveys and health research (13). The main reason for choosing 
the diary approach has been the need for a more accurate description of the 
events under investigation. In describing daily activities, level of accuracy is 
needed that cannot be obtained through retrospective interviews, and the 
diary provides us with this (14, 15). Personal diaries are seen as an excellent 

1. Employment, occupation 
2. Interest, spare-time occupation 
3. Own health 
4. Social life 

5. The partners' disease 
6. The present situation 
7. Practice in everyday life 
8. The future perspective 

Diary 
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source of data because of the level of intimacy and because they contain 
reflections on the writer's immediate experiences (9). 

After the first interview the spouse was asked to keep a diary for every 
second month for two years. The spouse was asked to send in the papers to 
the investigator weekly. Then the investigator telephoned to talk about the 
written diaries. 

The diary form was in B. 5 format, and four sided. Each page had general 
instructions at the top. On the first page the instruction was to write about 
social contacts, i.e., people who had been in contact with the writer on a 
particular day, if they had paid visits to anyone, and if they had made any 
phonecalls. The second page was about activities during the particular day, 
together or alone, and if everything had gone well or they were in need of 
help, and if they had made plans for the next day. The third page was about 
how they experienced the events of this particular day if something had been 
especially pleasant, tedious, heavy, satisfactory, etc. On the fourth page the 
spouses were asked to write about events they felt were important to them 
and other things they wanted to bring up. 

It emerged that some of the spouses could not write these diaries. The 
reasons mentioned were that they felt that they were deserting their sick 
partner or they found it too difficult to write about such difficult situations. 
Five spouses wrote diaries for two years, four wrote for one year and four 
spouses did not write at all. The spouses did not write as much at the 
beginning of the diary writing as they did in the end. They changed their 
style of writing during the time, from very strictly limited to more detailed, 
and more open-hearted accounts. Those who did not write continuously were 
phoned every fortnight for an interview. 

Phone interview 

Phone interviews have previously been used in health surveys and it was 
shown that there was little difference in validity when personal interviews, 
and telephone interviews were compared (16, 17). 

The phone interview served two purposes in this study. Firstly, it was a 
complement to the diaries. Secondly, it was used as the sole method of 
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obtaining continuous information from those spouses who did not write 
diaries. The intention was to call the spouses every fortnight, but various 
circumstances made it difficult to achieve this. The interview was 
unstructured and the spouses were given the opportunity to talk about things 
that were crucial to them. The investigator also asked for more details of 
matters described in the diary. Those who did not write diaries were asked 
in more detail about their daily living, about the sick partner and what was 
happening in the family. The phone interviews lasted for about 1/2-11/2 
hour and were recorded and transcribed verbatim. The accuracy of the 
transcriptions was checked in the same way as for the other interviews. The 
spouses were given the opportunity to call the investigator if they wanted to, 
but they only did so a few times. 

Network assessment 

The theoretical basis for the concept of the social network and the analysis of 
the network was laid down by Radcliffe-Brown (18). He stated that you have 
to view a person in relation to the group he or she belongs to. All people are 
connected through a complex network of social relations. A relation between 
two persons exists only as a part of a widely connected network of social 
relations. These sets of existing social relations that bring people together to 
form an integrated social system have been called "social structure". The 
concept was further developed by Barnes (1954) who wrote: "in a social 
field each person is in contact with a number of other persons of which some 
have direct contact with each other and some have not" (19 p 237). 

The spouses were asked about their social contacts in the interviews and they 
also described their social contacts in the diaries. The descriptions were quite 
detailed, people were mentioned, but it was hard to obtain a clear picture of 
the network as a unity. Therefore at the final interview with the spouses, an 
assessment of the network was introduced. The assessment was made in the 
shape of a network map. This method was based on earlier research in social 
anthropology (20). 

The map was constructed as a circle with four sections and an inner circle in 
the middle. The sections in the circle were meant to contain different sub
groups such as close family, more distant relatives, friends and other critical 
people such as neighbours, professionals, colleagues. The inner circle 
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symbolises the care-giving spouse (Figure 2.2). The spouses marked each 
person with a small circle at a distance to her/himself, that reflected the 
intimacy of the relationship. The sick spouse was marked with a small 
triangle. The spouses were asked to describe their relationships as regards 
giving, taking, or mutual exchange. 

MAP OF THE SOCIAL NETWORK 

RELATIVES FAMILY 

SPOUS! 

OTHERS FRIENDS 

Marking instructions : 
I = Important persons T = Taking relationship 
M = Mutual relationship ~ = People knowing each other 
G = Giving relationship 

Figure 2.2 The frame for network mapping 

The density of the social network was also studied. The 'density' of the 
network, refers to the number of lines between people who knew each other 
within each section and between the sections. The spouses were asked to 
describe retrospectively (2 years before), which people were of importance 
at that time. Then they were asked about their contacts at the present time, 
and eventual changes in the network were marked simultaneously. The 
validity of the retrospective mapping was ensured by comparing it with all 
names of the persons previously mentioned by the spouses in the interviews, 
diaries and phone-interviews. 

The network maps were analysed according to the number of important 
persons for all spouses. Three different network patterns were distinguished 
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and were later verified in the analysis of how the intimacy of the 
relationships was illustrated on the network map. The density of the network 
was measured by Barnes' formula 200 a/n(n-l), where 'a' refers to the actual 
number of links and 'n' to the total number of persons involved, including 
the spouse (21). The measure of density shows how many links actually exist 
in relation to the maximum of possible links in the concrete network, and it 
is shown in percentages. 

Social interview 

The families' social lives were assessed by means of a structured interview 
with stipulated response alternatives. A questionnaire previously used in 
epidemiological social research, called 'Research of living conditions' (ULF 
81:3) was used (22). The questionnaire contains 198 items concerning; living 
conditions, health, economy, education, contacts with relatives and friends. 
Of these 57 items were selected as appropriate for this study (22). Three 
questions were added, so the final interview thus consisted of 60 questions. 
One question was about how the interviewee derived her or his income and 
one was about the time the couple had been married. The third question was 
about the spouses' spare-time occupation. The social interview was 
administered three times during the study period (Figure. 2.1). 

The social interviews are partly reported, and the items reported are shown 
as frequencies. The items that are reported concern health and contacts with 
relatives and friends. The questions that were analysed concerning the 
spouses' health were; 

1. How do you judge your general state of health? (good, something in between, bad) 
2. How do you judge your general state of health compared with that of others of your age? 

(better, the same, worse) 

3. Do you have a lingering disease, complaints caused by an accident, disabilities or other 
weaknesses? (yes or no) 

If yes: What kind of complaints or disease? 

4. Do you take pharmaceutical drugs regularly? (yes, or no) 

5. a) When was the first time the complaint or disease set in? 

b) How often do you complain of...? (all the time, often, from time 
to time or rather infrequently) 

c) Are your complaints (negligible, moderate, bad, or really bad)? 
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d) Have you been in touch with your doctor during the last three 
months? (yes or no) 

e) Do you have regular medical treatment or are you under medical 
supervision for the complaint or disease? (yes, or no) 

The questions concerning social network in the social interview were about 
the frequency of contact, assessed on three occasions over the two years. The 
answers to the questions are reported as frequencies. The questions that were 
analysed were; 

1. Do you have children who have moved out? (yes, or no) 
2. How often do you usually see and meet this child/these children? (several times a week, 

some times a week, a few times a month, a few times a quarter, occasionally, almost 
never) 

3. Do you have any siblings? (yes, or no) 

4. How often do you usually see and meet with this sibling/these siblings? (same as No. 2) 
5. How often do you usually see and meet with other relatives, friends or acquaintances? 

(same as No. 2) 

6. Do you have a really close friend, who you can get in touch with and talk to about 
everything? (yes, no) 

7. When was the last time you were in touch with this friend/these friends? (1-6 days ago, 1-

4 weeks ago, 1-3 month sago, 4-6 months ago, 7-12 months ago, more than 1 year ago) 

Participants 

Criteria for selection 

The patients were chosen by the co-operating psychiatrist as described 
previously. The criteria for a diagnosis of Alzheimer's disease were adopted 
in accordance with the NINCDS-ADRDA work group (23). Other criteria 
were that the demented person was married and was living together with her 
or his family, and that the care-giving spouses were the primary care-givers; 
having total responsibility for the provision of care. The primary care 
should include housework, housing, personal care and hands-on care. The 
co-operating psychiatrist asked the spouse about participating in the study 
when the families came to the clinic for the annual follow-up. Sixteen 
families were recruited for the study. 
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There was a written agreement between the author, the psychiatrist and the 
relative. It emphasised the voluntary participation of the spouses and their 
right to strict confidentiality and anonymity. The researchers' responsibility 
to handle data in a secure way was also stated. The study was approved by 
the Ethics Committee at Umeå University. 

Description of the demented spouses 

The demented spouses and the care-giving spouses are given fictitious names 
in the descriptions. The spouses' accounts or stories are changed in the 
presentations regarding their attributes, when it was considered possible 
without affecting the reader's understanding or conclusions. The spouses' 
occupations and number of children are not reported for each case. These 
steps were taken in order to protect the spouses' anonymity. 

At the onset of the study, the mean age of the sick spouses was 64.0 years 
(range: 56-73 years). Seven were males and six were females. They had all 
been employed before the onset of the disease, but four had retired before 
the onset occurred. Their jobs were in the domains of education (3), business 
management (3), industry (3), cookery (2), health-care (1) and farming (1). 
Two of the sick spouses had received pensions because of illness before the 
onset of Alzheimer's disease. Seven people had to stop working because of 
difficulties caused by the disease. The sick spouses were living in their homes 
when the study started. Gradually one after an other became institutionalised. 
After two years seven of the sick spouses still lived at home, six had moved 
to an institution. 

Prior to inclusion in the study all patients had been subjected to a 
standardised dementia evaluation, including one or several clinical 
examinations, computerised tomography of the scull (CT-scan), 
electroencephalograpy (EEG) and a neuropsychological examination. 
Thereafter repeated examinations were performed by the co-operating 
psychiatrist. Age at onset of the disease, aphasia, agnosia and visuo-spatial 
disturbances were recorded (Table 2.1). The Alzheimer family's use of 
services during the study period is summarised in Table 2.2. 



34 

Table. 2.2 The use of social services by the Alzheimer families over 2 years 

Family Initially 1 year 2 year 

Alma-Nils None Home help Psycho-geriatric 
clinic 

Berit-Olle None Daycare/ 
Respite care 

Respite care 

Cecilia-Peter Rehabilitation 
centre 

Daycare Daycare 

David-Runa None Home help/ 
Respite care 

Long-term clinic 

Ellen-Sven Home help Home help/ 
Respite care 

Long-term clinic 

Frank-Tova None None None 

Gun-Ulf Respite care Nursing-home Nursing-home 

Hanna-Viktor None Respite care Respite care 

Ivar-Yl v a None None Home help 

Jonas-Åsa None Home help/ 
Respite care 

Nursing-home 

Karin-Östen Home help Home help/ 
Respite care 

Home help/ 
Respite care 

Lars-Anita Home help 
(cleaning) 

Home help Home help 

Martin-Bodil Home help Home help/ 
Respite care 

Nursing-home 

Description of the care-giving spouses 

The spouses were the key informants. Seven of the spouses were wives and 
six were husbands. The mean age was 63.2 years (range: 48-77). Seven of 
the care-giving spouses were working, mainly part time, five were 
pensioners and one spouse was unemployed. During the two years the 
working conditions changed for four spouses (Table 2.3). 
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Table 2.3 Working conditions for the care-giving spouses 1985-1987 

Spouse 1985 1986 1987 

Alma 1 1 1 
Berit 1 3 3 
Cecilia 2 2 2 
David 1 3 1 
Ellen 1 1 1 
Frank 2 2 2 
Gun 2 2 2 
Hanna 1 1 1 
Ivar 2 2 2 
Jonas 2 2 2 
Karin 1 1 1 
Lars 2 2 2 
Martin 1 1 2 

1: Working 3: Payment for home-care 
2: Pensioner/early-retirement pension 

The care-giving spouses' jobs were in the domains of clerical (2), business 
(4), health care (2), public administration (2) cookery (1), farming (1), 
home-work (1). The spouses' highest level of education was elementary 
school (7), vocational school (3), high-school (2) and institute of advanced 
studies (1). 

Description of the family situation 

The spouses had lived together for a mean of 38.0 years (range: 30-50). 
Nine of the families lived in their own houses and four families rented a flat 
(one family sold their house and moved to a flat during the research period). 
In all families there were grown-up children, the average was two children 
per family (range: 1-5). There were more sons (20) than daughters (11), in 
six families there were only sons and in one family there were two 
daughters. In three families there was one child. All parents except two had a 
child or children in the local area. Five families lived in villages and eight 
lived in different towns in the northern region of Sweden. 
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Description of the author's pre-understanding 

Searching for the experienced meaning in living with a spouse with dementia 
was only possible in an interaction between the interviewee and the 
researcher. The researcher then became a significant factor and has to be 
presented, to complete the context. Another argument for presenting the 
researcher is that the author's pre-understanding, determines the basis for 
the analysis and interpretations in this study. 

I, the author have a great interest in family matters and particularly the 
family life of the elderly. My experiences of family relations arise from 
living in a family of my own, i.e., husband and three children. I also have 
personal experience of diseased elderly parents. My father suffered several 
strokes with communication disturbances in the form of aphasia. He died 
before the study period began. My mother died during the research period, 
and when she was taken ill she had periods of cognitive failure. I have also 
attended two courses in family therapy and read the literature. My view of 
the family was and still is that the family as a system functions as a resource 
allowing one to grow and mature into an independent individual. The family 
also brings with it a sense of belongingness and a possibility to satisfy one's 
needs, to give and receive love. To fulfil these missions the family has to 
function quite well. 

My outlook on life is based on the values and beliefs of Christianity, and a 
philosophy that all human beings should be treated equally. My practical 
experience of demented persons originates from my education to become a 
registered nurse and further education to become a district nurse. It also 
originates from my work at a nursing home for 6 years where the majority 
of the patients were demented and from my contacts with the Alzheimer 
families in my research. I have also participated in seminars with researchers 
doing research on dementia both at the department of Advanced Nursing and 
of Geriatric Medicine. Furthermore I have taken several courses and read 
the current literature. All this has placed me in a better position to 
understand the severity and complexity of dementia illnesses. 

My view of the demented person was that all the qualities which characterise 
human beings, e.g., the individual is free to make choices between good and 
evil, she or he has responsibilities, is social, creative and transcending, are 
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still manifest in the demented person but are hard to discover because of the 
disease. The onset of a dementia disease can hasten and worsen the ageing 
process. The previous ability to put and bind together the parts in to a 
working whole cannot so easily be retained. These circumstances mean that 
the demented person needs a 'complementary ego aid' in order to make use 
of the ego-functions still operating. 

My research experiences at the beginning of the study were some limited 
studies with elderly families, where I had conducted about 100 interviews 
using different techniques. During the research period I also followed 
training courses in interview technique and theoretical courses, especially in 
phenomenology and hermeneutics. My cultural background is in many ways 
similar to those of he families in the study. I grew up in a family with seven 
children in the country. I was just born when these people married and 
settled down so my schooling was somewhat different. 

The analysis of personal interviews, telephone interviews and 
diaries 

The interview material accrued text form through transcription (10 372 
pages), the diaries were already in form of a text (1 986 notations). The 
analyses were performed in a series of steps. The analysis was inspired by 
Ricoeur's phenomenological-hermeneutic philosophy (1, 2) and Tappan's 
interpretative analysis (5). 

The first step was to read the interviews and diaries to get a sense of the 
whole and a feeling of what was important in the situation. The first reading 
was performed after one year of data collection, and the second reading was 
performed after two years. These readings also served to build up the next 
interview for each individual case. 

In the second step the interviews and diaries were read through again from 
different perspectives. This was done over a period of three years (years 3-
5). The focus was on one perspective at a time. On the basis of my pre-
understanding and those aspects concerning the situation of the Alzheimer 
family taken up in the literature certain perspectives were predetermined as 
being important. These perspectives were: how the spouses describe the 
disease process, their own health perception and their social network. The 
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character of the marital relationship between the spouses emerged as an 
important perspective during the early period of investigation. 

Two other perspectives emerged as essential during the analysis; how the 
spouses' view their sick partner as a person and influences from the spouses' 
previous life experiences on the present time. To analyse the text material, 
which was very extensive, it seemed necessary to narrow the scope of the 
different perspectives. Therefore the original text was consolidated by 
extracting stories and quotations, seen as answering specific questions. These 
extractions (fixations of texts), were made systematically and were guided by 
the interview domains and a list of domains which were regarded as being 
connected with the perspective in focus. These lists were set up after the 
initial readings and served as a support for the author's memory. New texts 
were thus built up from one perspective at a time. The number of new texts 
emerged as 6 (perspectives) x 13 (spouses) and the size of the new texts was 
about 150-200 pages for each case. 

The different perspectives deemed important were made concrete by specific 
research questions, which are presented below: 

Stories and statements that seemed to answer the first question, "How did the 
spouses view their sick partners' disease?" formed the new text and were 
based on everything the spouses narrated about their sick partner' functions 
in everyday life. For instance that could be, the sick partners' previous skills 
and abilities, the first signs of the disease, the sick partners' personal care 
abilities, actions, communication skill, and abilities to perform various 
activities in everyday life. Statements concerning the sick spouses' mood 
were also extracted (Chapter 3). 

Answers to the second question, "How did the spouses view their own health 
in relation to this particular life situation?" was based on everything that the 
spouses had said about their own health and well-being. These statements 
might be about how the spouses regarded their own health, the steps they 
took that were linked to their health, their opinion or attitude towards their 
own health. The text also comprised the spouses' interpretation of the 
complaints or diseases they had, and their expectations from the steps they 
took in relation to their health (Chapter 4). 
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The third question was, "How did the spouses view their social network?" In 
this perspective the new text was based on what the spouses narrated of their 
relationships with other people such as family members, relatives, friends, 
neighbours, church members, society members and professionals. It also 
contained their thoughts and feelings about themselves in relation to others 
and their contacts with other people, and their interpretations of others' 
actions and statements, related to the spouses' dementia disease (Chapter 5). 

The fourth question was, "How did the spouses view their relationship with 
the sick partner?" The new text was created from the spouses' narratives or 
statements concerning, for instance, their feelings, thoughts, actions, and 
judgements of their spouses. How they viewed their married life and how 
they communicated with each other were also extracted from the original 
texts. The spouses' stories of their ordinary life: what they did and did not 
do together, conflicts, and agreements were also quoted (Chapter 6). 

The fifth question became, "How did the spouses view their sick partners as 
persons?" The text came to contain everything that was narrated or stated for 
instance about the sick partners' functioning in everyday life and the spouses' 
judgement of the sick partners' skills, personality traits and ascribed values. 
The partners' narratives of their own reactions and feelings about the sick 
partners' behaviours and actions were also extracted from the original texts 
(Chapter 7). 

The sixth question was, "How did the spouses' previous life experiences 
relate to their present situation?" This text was constructed from the spouses' 
narratives and statements about, their previous life, how they viewed 
themselves from childhood to adulthood and what they valued about 
themselves. It also included the spouses' feelings about different events and 
different people, what thoughts, attitudes and values they had about the 
events narrated. Other issues included were their relationships with other 
important people, and their thoughts and feelings about caring (Chapter 8). 

The third step was to analyse these new documents, to search for and identify 
meaning units within the texts, and meaningful connections between these 
units. The analysis of these units embraced an interpretation of meaning and 
it went from the whole to the part and from the part to the whole. This step 
was taken for each text at a time, over a period of three years. The analysis 
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from each perspective is presented in chapters 3-8 and a brief presentation of 
the core stories, dimensions, themes, and patterns that emerged are shown 
below. More detailed descriptions with examples from the text are given in 
each corresponding chapter. 

The analysis and interpretations of the narratives were made as regards the 
main author, the intrigue and the progression in the stories narrated. The 
main author of the story was identified and the intrigue was detected along 
with the progression in the story. The story was then compared with the 
other stories in order to capture the development in time for each individual 
(cf. 12). The object of interpretation was both the text in itself and the 
intention of the informants. It is argued that these two dimensions of the 
meaning of discourse are difficult to separate and tend to coincide (24, 25). 

Nevertheless in the process of interpretation competing interpretations may 
arise. In the interpretation of the analysis the author after testing the 
competing interpretations against the texts, chose that interpretation which 
explained most of the texts, was considered to be the most relevant one, and 
was supported by other interpretations of the texts (24). This was deemed 
possible because the interviews were so extensive. 

Core stories 

Core stories were identified in the analysis of the narratives from the 
perspective of the manifestations of Alzheimer disease. Core narratives in 
these work are seen as the core narrative representing the core or central 
aspects of each interview (12, 26). These core or central aspects were 
compared in the different versions and put together into three core stories. 
This method was used and is presented in chapter 3. The central aspects 
found were the sick partners' activities in daily life, communication skills (to 
communicate and use communications), functioning in everyday life, caring 
for oneself and the sick partners' state of mind. 

Dimensions 

The analysis of the text material from the perspectives of relationships and 
viewing the other, disclosed dimensions of experiences. In this study 
dimensions of experiences are viewed as extensions or scope of a feeling, 
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outlook, or actions, all included in experiences. The different cases were 
then compared and meaningful connections between the various dimensions 
were interpreted. The dimensions of the relationships were companionship 
vs. separateness, caring vs. arranging care, intimacy vs. distance, confirming 
vs. disconfirming, sexual vs., asexual relationship, understanding vs. lack of 
understanding and attractiveness vs. unattractiveness. The analyses and 
interpretadons of these dimensions are presented in chapter 6. 

In the perspective of viewing their sick spouses as persons, four dimensions 
were revealed; to view a person as a self vs. an indifferent self in relation to 
others, to view a person with approved values vs. belittled values, to view a 
person as socially involved vs. uninvolved and to view a person with 
competence vs. incompetence. The analyses and interpretation of these 
dimensions are presented in chapter 7. The differences between the 
perspectives of relationship and viewing the other are regarded as 
proportional to judgement in the view of the other. 

Themes 

In this study themes are seen as representing common meanings, with the 
aim of labelling meaning units and achieving understanding. The themes are 
not explicitly defined, the content within the themes is meant to remain 
evident out of context (24). A definition of the themes would have to include 
different peoples' embedded meanings and this was not possible as a more 
overlapping focus was needed in the present analysis. Consequently, it was 
not possible to obtain explicit definitions, since there are always multiple 
meanings. In the analysis of the perspectives of the carers' own health, their 
social network and life experiences various themes were disclosed. The 
themes disclosed in the different perspectives are presented in chapters 4, 5 
and 8. The analyses and interpretations of these themes led to the 
establishment of various patterns within each perspective. 

Relations of themes in shape of a pattern 

A pattern is seen as a cluster made up of an arrangement of themes or 
qualities, which are repeated or maintained over time. The world of the text 
takes on a consistent meaning (24). In the perspective of the carers' own 
health, the themes were found to relate to each other in a stable from but 
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with variations between the spouses. Four different patterns were found and 
are presented in chapter 4. The analysis of the perspective of the carers' 
social network, revealed three different patterns based on various qualities 
and themes within the social network. These patterns are presented in 
chapter 5. The themes in the focus of the carers' life perspective in the 
provision of care were found to be connected with each other. These four 
patterns are presented in chapter 8. 

In the fourth step in the analysis the previous analyses and interpretations 
were put together to form a larger whole with the help of a plot. The 
outcome is presented in chapter 9. The intention in putting together the 
previous analyses and interpretations was to interpret the whole and reflect 
on it from the view of theoretical standpoints. The interpretations and 
theoretical reflections of the whole are presented in chapter 10. 

Influencing processes 

In this kind of study regard should be paid to different processes. One is the 
fact that human beings always reinterpret their experiences. Another fact to 
consider is whether the accuracy of the information can be questioned as the 
interviewee might forget, not want to tell the truth or even to talk about 
some matters. These circumstances could influence the information given. 
The strategies for minimising the effects of these processes are; 

a) To use multiple methods for data collection (27, 28, 29). In this study the 
information was obtained by personal interviews, telephone interviews, 
diaries and two structured measurements (social interview, network map). 
This multiplicity of means for gathering information is deemed to increase 
the creditability of the study. 

b) Multiple interviews with the same participant could be seen as confirming 
the validity of the information given (29). The text material that was 
analysed thus included a minimum of 27 interviews with one participant to a 
maximum of 41 interviews with another participant. The corresponding 
figures for those who wrote diaries (9 persons) were 15-337 notations. 

c) The problem of informants continuously reinterpreting and telling their 
story in different ways on different occasions does not necessarily influence 
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the correctness of the statements and narratives given in this study. A reason 
for this is that the interviews, after the first one, proceeded continuously 
with little retrospection. The second and third personal interviews, telephone 
interviews and the diaries focused on the current situation on each occasion. 
It is possible to assume that the informants could romanticise their past, 
however, when the informants were asked about their past direct questions 
about negative aspects were also posed. This could have balanced any 
possible tendency to romanticise. 

d) The influences of the longitudinal design on the spouses' narratives are 
deemed beneficial for the accuracy of the reported experiences of the actual 
situation. The reason for this standpoint is that when one tells one's story one 
can understand one's own experiences, thoughts and feelings on a deeper 
level (7). The informants had the opportunity to talk about matters that were 
important to them and in the interview situations they got feedback on their 
stories. This interaction and adaptation might improve the spouses' 
understanding of the coming event more thoroughly and more extensively 
and might thus improve their ability to express this understanding. It is 
assumed that the informant will give better narratives with time. 

Another influencing process is the interpreters' pre-understanding, that will 
constantly change during the process of understanding, as one enters the 
hermeneutic circle (4). To be sensitive to such contextual issues is important 
and an attempt to make the pre-understanding explicit appears above. 

Validation of the findings 

To validate is to show that a conclusion is probably true on the basis of what 
is known (24). In this study the validation is thought to be obtained on 
different levels. In one level the validation could be obtained through 
internal and external consistence (27, 30). When textual data presented match 
the interpretation, internal consistency is achieved. In this presentation of 
findings, quotations are offered to show the grounds for the interpretations 
in step three, and the expectations are that the reader will find the 
interpretations consistent and logical. Hirsch (1967) argued that quotation is 
the first primitive stage of the process of validation, serving to demonstrate 
that a particular interpretation is legitimate and therefore valid (24). 
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Within phenomenological-hermeneutic methods validity involves coherence. 
Internal validation by means of coherence could be achieved if the 
interpretations proposed are in accordance (logically and structurally) with 
the entire picture, i.e., the meaning as a whole, then the reasons for 
regarding the interpretation as reasonable increase (24, 30, 31). The findings 
from the different perspectives of analysing, e.g. the spouses' perception of 
their own health, the spouses' relationships within their network and the 
spouses' previous life experiences etc. are interpreted as a whole and 
presented to the reader in such a way that it should be possible for the reader 
to find coherence in the interpretations (cf. Chapters 9 and 10). 

One could say that the interpretation is externally consistent if it conforms 
with what others in the same situation know about the subject matter (29). In 
this presentation the interpretations are compared with those of other 
researchers or philosophers dealing with different domains of human life, 
and in relation to previous research on various aspects of Alzheimer's 
disease. The process of analysing and interpretation also included continuous 
discussions with the authors' advisers. 
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Chapter 3. SPOUSE'S DESCRIPTION OF THE DAILY 
LIFE OF THE DEMENTED PARTNER 

INTRODUCTORY REMARKS 

Alzheimer's disease has been described in clinical research as comprising three 
or seven stages (1, 2). The disease is described as having an unobtrusive 
beginning and a progressive course. Relatives can look back and recall a 
number of changes which in retrospect can be linked with the disease. The 
symptoms of Alzheimer's disease are highly individual, not everyone suffers 
from all the so-called behavioural disturbances, and they can appear at 
different stages of the disease in different people (3). 

The family carer might experience and observe various symptoms in the 
process of daily living depending of the personal features of both the care-
giving spouses and the spouses with dementia. It seemed important to obtain a 
description from the spouses of their demented partners' signs, symptoms and 
problems in everyday life. The intention is that these descriptions will serve as 
the foundation for additional understanding and interpretation of other aspects 
of the couple's life situation. 

SPOUSES' DESCRIPTION OF THE MANIFESTATIONS OF 
THE DISEASE 

The description of the disease progression is based on both written and oral 
reports given by the spouses over a period of two years. The spouses' reports 
focus on ways in which symptoms and signs were judged to be "critical" for 
the daily life of the family. This was done regardless of how the spouses 
connected the symptoms to the disease. 

The method of analysis is described above (cf. Chapter 2). In the narrative 
analysis an effort was made to answer the following questions: "What is the 
setting or context of the demented spouses' daily life?" "How is the 
progression outlined?" Narratives delivered at the beginning of the study were 
compared with those at the end of the study period for each case. Then a 
comparison of the cases was made to bring out the similarities and differences. 
The interpreted meaning the spouses were communicating was described as a 
core story i.e., a constructed story that illustrated the common essence of 
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several stories (cf. 4). The themes in the narratives were; the sick spouses' 
activities, her/his communication skills, her/his everyday functioning, ability 
to take care of her/himself, and variations in mood. Stories are given 
subsequently in order to illustrate the narrative analysis. In addition a detailed 
description of the demented spouses' daily life for half a year at a time is given 
in the appendix (Appendix 1 ). 

The setting of the story 

The couple had been married for 36 years and the demented spouse had had 
some difficulties managing in the last period at work. He seemed depressed 
and withdrawn from others. He was diagnosed as having Alzheimer's disease 
about seven months before he entered the study. The carer worked part-time 
and had help from the social welfare with home-visitors seeing to her husband 
three times a day. 

Identification of themes 

Central aspects were identified in each narrative and were compared in order 
to reveal the progress in the narratives. These themes disclosed aspects of the 
demented spouse's everyday life. The things that occupied the demented 
spouse during day were not multiple. A demented spouse's activity in 
everyday life was described as follows: 

I ha d to go to the grocer's shop, while he was to go out and rake the yard a bit. I had seen 
to it that he had everything he needed before I left. But when I came cycling towards home, 

1 saw him walking in the street. 

When I am at home with him at evenings, I us ually sit watching TV, when there's anything 
worth watching. Then I can get him to sit down, but he tries to get up and wander around. 

Then I know that he will start his wandering and pottering, so I usu ally say, "No, come and 

sit, sit down. Now we are going to watch TV" and then he sits down. I think he moves about 
quite a lot during the day, so it does not matter if he sits down in the evenings, and 
sometimes he can watch TV with interest. 

He potters around quite a lot. Well he does not only fiddle with things that are out, he goes 
into cupboards and boxes as well. He doesn't go into everything though, there are some 

things he likes especially, these wooden things he is always around them always, and that is 
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something that he's always had interested in. He made some of the things himself that stand 
there. 

The carer's opinion of her husband's abilities regarding interpersonal 
communication and using different types of communications are illustrated 
as follows: 

My husband can take a paper and browse through. He doesn't get anywhere with it. He can 

read the headlines, but he forgets at once. So he can take the same paper again and again 
and show me, look here. So I h ave to see the news-item many, many times. It is new for him 
every time. 

No, it is very hard for him to narrate something. He does not remember, you know, so he 
can't tell you about it. If I ask him "what did you talk about", if someone happens to talk to 

him, It's all gone. Well, he just says things in the wrong way, things can get stuck for him, 
and he can use the wrong words. If he is going to mention something it can go wrong. 

The carer's description of her husband's everyday functioning is exemplified 
thus: 

I try to make sure I know where he is, so I do not need to search for him. Like before 
Christmas, in the shops, it's always very crowded and it's very easy to lose each other, 
especially the way he is. Sometimes he stays with my sister and brother in law, while I do 
the shopping. When I w as at the dentist, he was with my sister. 

He does not do anything now, nothing. He can help me with some things, and I m ust say 
that he can make himself useful and in the kitchen it works quite well. But when I am busy 

cleaning, it's too hard work to have him to do anything. I al most have to stand beside him 
the whole time and watch what he's doing. Then it works. 

He rarely gets up before me. Sometimes it happens that he needs to go to the toilet. 
Sometimes he goes to the toilet at 4 o 'clock in the morning, once I heard him rustling some 
paper. I he ard that, and realised that it was a paper, so I g ot up and asked "What are you 

doing with that piece of paper". It was half a page. "Going to the toilet" he said. "All right", 

I sa id, "but you can't use this kind of paper for the toilet, you can't". He was standing in the 

living-room. Those kinds of odd things. I took the piece of paper off him and showed him to 
the bathroom and showed him what kind of paper he was supposed to use. I of ten have to 
show him where the bathroom is. Though when he gets there he doesn't even know which is 
the toilet seat. 
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The demented spouse's ability to take care of his personal needs, is 
described in the following terms: 

My husband can manage to dress himself fairly okay. Sometimes it goes wrong, he forgets 
to take off his pyjama trousers, if I am not at home when he dresses, that has happened 

occasionally, that he has his pyjama trousers on instead of his underpants. He can also 

have some difficulties with zippers and that kind of things. 

There are no problems with eating. But I ha ve recently noticed, and the nurse thought so 

too that he has got thinner, and 1 said then it must be recently. He sometimes forgets to eat 

when I am at work. Even though I have told him to eat that and that, and put it ready, it's 
not touched. Before, it was the opposite, then he could have some snacks now and then, 
what he could find in the larder or the fridge. 

Well, almost nothing works, you know. I have to wash him when he takes a shower, rub the 
soap over him, so he gets a proper one. It's easier than keep telling him to do it, you know 

you become a bit nagging if you have to stand beside him and remind him the whole time. It 

affects him and me, too. So it is almost better if you do it yourself rather than nagging all 
the time. 

When talking about her husband, the carer described his feelings and mood. 
Some of the core stories are shown to exemplify this: 

I ha d shown him some old photos before and then he remembered. But then he sometimes 

cries over the past. He says that he has lost his whole life and so on. I usu ally say that it is 
not like that. "It is just that you have forgotten right now". 

Yes, in the afternoon I ask ed him why he had done such and such a thing, but he denied it, 
and he said, "I hav e not done it", and he was angry with me. He said, "You always blame 
me, and you just say that you do all the work". He does not know if he had done something. 

Then he was a bit angry. I was nearly frightened but I thoug ht that he would not be violent. 

Well, maybe, he is not conscious of his illness as often as before. But sometimes he is very 
unhappy. And he can say, "You should know what things are like for me", and such things. 
And sometimes he says, " if only I c ould die". 
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Progression of the disease in the spouses' narration 
The content of the central aspects was transcribed into three core narratives 
representing the progress of the demented spouses' daily living at the 
beginning of the study period and after two years. The three core narratives 
were: "progression from functioning quite well to needing some assistance", 
"progression from functioning quite well to needing help", and "progression 
from needing assistance to total dependence". 

Progression from functioning quite well to needing some 
assistance - Lending a hand 

The demented partner needed different levels of support during the course of 
the disease. The lowest level found in this analysis was the need for some 
assistance; which referred to the need for the carer to guide the demented 
partner in her/his daily living in situations where s/he had to make choices or 
pursue a course of action, but could not do so without direction or supervision. 
"Lending a hand". 

Core narrative 1 

The demented spouse had had an active social life. The carer gradually noticed 
that something was wrong, he discovered that the demented spouse got very 
tired and was less inclined to take initiatives. The carer also found that she 
"read but did not read", she "saw but did not see", she "heard by did not hear". 
The demented spouses' temperament changed, she was frequently sad and 
cried often. She often forgot what she was supposed to do and did not cope like 
before. The carer talked to the district nurse who recommend him to seek help 
at the assessment unit. The diseased spouse was examined and diagnosed as 
having Alzheimer's disease. 

Initially the demented spouse liked to go for long walks alone or in company. 
She watched TV and seemed to comprehend the programs. She often started 
various jobs on her own but could not finish without help from the carer. Her 
communicative skills were somewhat impaired, she had trouble finding the 
right words, but she could get round the problem using other words. She could 
no longer read the newspaper. Her function in everyday life was impaired but 
she could do some house-keeping, for example vacuum-cleaning, making her 
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bed, making tea or coffee and washing up. She also could do some errands, for 
instance go to the drugstore or to the mail-box. She could take care of her 
personal needs if she was told to do so, the thing the carer had to do was help 
her to choose suitable clothing. Now and then she became depressed because 
of her disabilities and she worried a lot about her illness. 

At the end of the study period the demented spouse still went for short walks. 
She accompanied the carer to various social events and visits to friends. She 
still watched TV if the carer sat beside her, but the carer thought that she did 
not comprehend the programs, except for music programs. The demented 
spouse seldom took any initiatives of her own regarding activities, the carer 
had to push her to do things. Her communication skills deteriorated, and she 
had more problems finding words. She could still function to some extent in 
her everyday life, she went on some errands, but the carer had to put things in 
order more carefully now. She had started to potter about and wandered a lot 
in the house, but she could still take care of her personal needs if she was 
assisted and instructed by the carer. If the demented spouse was left alone she 
became more anxious than before, and now and then she was unhappy and sad 
over her difficulties. 

This core narrative was based on the narratives of Hanna and Viktor, and Lars 
and Anita. 

Progression from functioning quite well to needing help -
Giving a hand 

The second level of needing support found in this analysis was needing help; 
which refers to the demented partner's reduced ability to manage self-care or 
other activities in daily life independently. The carer had to compensate for the 
limitations of the demented spouse by guiding and directing the demented 
spouse in basic self-care, and when necessary act for or do things for the 
demented partner. "Giving a hand". 
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Core narrative 2 

The demented spouse had worked outside home for several years, but started 
to have difficulties coping with his tasks at work. The carer began to realise 
that something was wrong. She recalled that the demented spouse became 
tired, low-spirited and uncommunicative. He also had problems remembering 
and comprehending correctly. The couple turned to the district medical office 
and the man had a medical examination and was later on transferred to an 
assessment unit. 

Initially the demented spouse liked to go for a walk by himself, and to take a 
car ride. He watched TV and he could follow some programs. He even read 
some articles. The demented spouse's communications skills changed and he 
had trouble framing words and reversed the order in the sentence, though he 
could still write his name with assistance. He functioned quite well in his 
everyday life. He could do the dishes and even cook some meals. The carer 
tried to arrange it so that the demented spouse was involved in the everyday 
activities that had to be done. He managed to take care of his personal needs, if 
the carer helped him with dressing and washing. The carer had to tell him and 
make him start the activity, and he needed more time to finish. In the 
beginning the demented spouse was easily upset and angry if something did 
not go his way. The carer thought he was not as full of fun as before and was 
not inclined to do anything. 

After two years the demented spouse had to be accompanied when he went 
out, otherwise he would get lost. He could no longer understand the TV 
programs and just sat for a minute, before he started wandering. His speech 
had become incomprehensible, he just said the first word in a sentence and the 
rest was lost. He could no longer understand instructions, but he tried to 
answer questions. His functioning in everyday life had deteriorated, he could 
no longer do errands or any house-keeping. He could do some things if his 
wife was with him, for instance, making their beds. In his personal care he 
needed help washing, bathing and dressing. The carer had to assist him in the 
bathroom, cleaning him up afterwards, and he sometimes failed to go to the 
bathroom and wet his trousers. He still managed to eat by himself if the carer 
prepared his food on the plate and buttered his bread. After two years he was 
still aggressive and sulky but he was also more unhappy and cried now and 
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then. Occasionally he was aware of his situation and was afraid that he would 
lose his wife. 

The core narrative was synthesised from the narratives of Alma and Nils, Berit 
and Olle, Cecilia and Peter, Frank and Tova, Ivar and Ylva, and Karin and 
Östen. 

Progression from needing assistance to total dependence-
Taking in a hand 

The third level of needing support, found in this analysis was total 
dependence; which refers to the demented partner being unable to care for 
her/himself. The carer had to provide continual close care for the demented 
partner, since s/he needed to be protected and directed when meeting the 
various demands of daily life. "Taking in a hand". 

Core narrative 3 

The couple had been married for several years and the demented spouse had 
been working outside the home. The first signs of Alzheimer's disease, as the 
carer recalled, were that he gradually changed and became less active. He 
forgot where he had put things and could not find them again. She felt as if 
there was no spirit in him and she thought he was fatigued. He did not want to 
do anything and excused himself, saying that he did not have the strength. 
During the last two years he had some periods of confusion, and some 
outbursts. He had to stop working and received an early retirement pension. 

At the beginning of the study period the demented spouse liked to go out for 
walks but in company. He watched TV but his wife was uncertain about how 
much he could understand. His communication skills had declined, he had 
become more quiet. He could not say a whole sentence, and he called things by 
the wrong name. Momentarily he could talk about his feelings and how he 
experienced his situation. He could not function so well in everyday life, since 
he always forgot what to do. He could not do errands but he could do some 
house-keeping, lay the table for example, and do the dishes. His ability to take 
care of his personal hygiene was also limited. He needed assistance washing 
and dressing. The carer had to remind him to go to the bathroom, where he 
managed by himself. The demented spouse ate by himself if he was served and 
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reminded to continue to eat. At the beginning of the period he easily got angry 
and impatient, otherwise he was rather calm and passive and did not take 
initiative on his own. 

At the end of the study period the demented spouse still liked to take walks but 
slowly, and outdoors he needed assistance from one person or to use a wheel
chair. He did not watch TV any longer. He wandered around and fiddled with 
things, but mostly he sat doing nothing. The demented spouse's 
communicative skills deteriorated even more, he become quieter and he could 
not take part in a conversation with others, although he sometimes seemed to 
understand what others told him. He could no longer communicate his needs 
and wishes. The demented spouse could no longer perform any activities in 
daily life. He had difficulty moving and had great problems with staircases. He 
was unable to take care of his personal needs, and he was totally dependant on 
others. He was spoon-fed, which took a long time since he chewed for a long 
time before he swallowed. After two years he was less depressed; he seemed 
mostly happy and pleased with his life, though now and then he was sad and 
cried. 

The core narrative was made up from the narratives of Martin and Bodil, 
David and Runa, Ellen and Sven, Gun and Ulf, and Jonas and Åsa. 

Summary 

The spouses described the course of the disease in quite similar ways but the 
progress of the disease differed among the diseased spouses. For some spouses 
the progression started with functioning quite well and ended in the need for 
assistance or help. For some the progression started with needing assistance 
and ended in total dependency. Consequently the spouses' activities changed 
during the two years of the investigation, they could no longer comprehend the 
TV programs and started to wander around, doing more or less meaningless 
activities. Some of the sick spouses could no longer perform any activity at all. 
Their communication became limited, initially all of them could make 
themselves understood but in the end most of them just used incomprehensible 
words and sounds. Their functioning in everyday life was changed, they were 
capable to fewer or no activities at all or they needed more instructions and 
assistance to be able to perform various tasks. The sick spouses' abilities to 
take care of their personal needs also declined during the period. Some of the 
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diseased spouses became totally dependent on others, and some could take 
care of themselves if they got help from their spouses. It seemed that the sick 
spouses became calmer and more cheerful, but there were also those who 
expressed feelings of sadness, aggression and unhappiness about their 
situation. 
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Chapter 4. CARE-GIVING SPOUSES' PERCEPTION 
OF THEIR OWN HEALTH 

INTRODUCTORY REMARKS 

It seems that in Western cultures man's desire has been to be healthy and to live 
as long as possible, and it also seems that for modern man in the industrialised 
world health has become an essential issue of life (1). What health entails can 
vary amongst individuals, schools of thought and cultures. Health models can 
be divided into two distinct types: structural models and functional models (2). 
In this context, health will be seen from the point of view of the functional 
model. Health is seen as something that relates to the experience of feeling 
good and to the ability to perform. It is a matter of how the individual regards 
his own situation and how he can meet the demands made on him by himself, 
others and his surroundings. Health can be viewed as the balance between 
demands and the capacity to meet them (3). From this perspective, it seems 
important to elucidate the spouses' perception of their own health. 

SPOUSES' DESCRIPTIONS OF THEIR OWN HEALTH 

These descriptions of the spouses' own health are derived from social 
interviews, narratives in interviews, diaries and telephone interviews. The 
results from the social interviews are reported as frequencies. Questions 3 and 
4 (cf. Chapter 2) are treated as one question since they are linked together. 
Questions 6b and 6c are not shown separately, because it was considered that 
other sources of information provided similar information (cf. Chapter 2). The 
spouses' descriptions of their health in interviews and diaries are analysed as 
texts. 

SPOUSES' SELF REPORTS ON THEIR HEALTH STATUS 
ASSESSED BY MEANS OF A STRUCTURED INTERVIEW 

All spouses except one reported health problems initially. After one and two 
years, respectively, all spouses reported one or more complaints or diseases. 
The complaints could be classified mainly into four different disease groups. 
The most frequent complaints were those involving the muscles and those 
tended to increase with the passage of time. Cardiac symptoms (angina and 
arrhythmia) were the second largest problem and one person reported more 



57 

problems with time. The third most frequent health problem was cutaneous 
diseases, for example eczema. The frequency of these symptoms decreased 
over time. Four and two spouses reported this initially and after one year 
respectively. The fourth kind of complaint was gastric diseases, and this group 
was reported to be the most frequent at the second assessment. One person 
complained of psychological problems, depression for example, during the first 
interview but not afterwards. The reports of the long-term diseases were 
uncertain, as some of the diseases were initially reported to have first appeared 
10-20 years ago, but were not mentioned on the subsequent occasions. Some 
diseases with an onset 10-20 years ago, were not reported initially, but were 
reported after one and two years respectively. 

Most health problems had developed before the time of the investigation, but a 
few complaints manifested themselves during the period of investigation 
(Table 4.1). In the short-term (<5 years) as well as in the long-term (>5 years) 
perspective the health problems remained virtually unchanged. 

Table 4.1 Onset of the complaints and diseases 

Opinion Initially 1 year 2 years 

Appearance 
<3 months 1 2 1 
>3 months-<l y 1 1 1 
> 1 y-<5 y 11 9 7 
> 5 y-<10 y 8 8 9 
>10 y-<20 y 3 6 7 
>20 y 10 7 6 

After one year two spouses thought their condition had improved, whereas 
eleven spouses thought their state of health remained the same. After two years 
three spouses thought their state of health had improved, one that it had 
deteriorated, and nine spouses thought it was the same. The health status of the 
spouses was judged to be rather constant or even better over the period studied 
(for summary see Table 4.2). 
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Table 4.2 Spouses' general health state 

Opinion Initially 1 year 2 years 

State of health 

good 3 5 6 
something in between 10 8 6 
bad 0 0 1 

The spouses thought their own health was just as good or even better compared 
with others of the same age. Initially there was only one person who thought 
her health was poorer than that of others, but after one year there were two 
(Table 4.3). 

Table 4.3 Spouses' opinion of their general state of health compared with 
others of the same age 

Opinion Initially 1 year 2 years 

Compared with others * 

better 4 6 6 
the same 8 4 6 
worse 1 2 1 

'*one answer missing 

Reports on regular visits to a doctor, regular medical treatment and regular 
intake of medicine were used as a general index of health-care consumption. 
Time did not change the frequencies of these three variables very much. 
Initially there were 28 positive answers, after one year 26, and after two years 
there were 24. 

SPOUSES' PERCEPTION OF THEIR OWN HEALTH 

Data from interviews and diaries showed that the health complaints of the 
spouses remained relatively constant over the period. Only a few spouses 
reported new complaints during the period of investigation. These findings 
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indicate that their health was not "notably" affected by the situation, and that 
they managed quite well. 

However, as a result of the author's intimate contacts with these families and 
from the interpretation of their own narratives, it was understood that the state 
of health reported was only one facet of their perception of their own health. 
Their psychological well-being in particular was not adequately expressed in 
their statements about their general health. The analysis of the interviews and 
diaries revealed more complex health patterns. 

Health 

These health patterns included "health perception" which emanated from the 
spouses' perception of their own health in terms of overall well-being. The 
concept "outcome after two years" denotes the spouses' experience of the 
development of their own health during this period. Four variations on this 
theme were found, i.e. healthy, unhealthy, healthy - accident prone, and 
"healthy". 

The following statements exemplify the themes disclosed in the analysis: 

Healthy 
-With the calm and peaceful life we enjoy now, 1 know that 1 can rest during the day, so 

even there is some trouble at night, I c an take a nap. After all 1 don't have to do anything 
that is physically heavy, anyway I am used to only a moderate amount of sleep, and I sle ep 
very well, but I don't waste my time off sleeping. I a lways get up at six o'clock, at any rate, 

and we go to bed at ten or eleven. So we have our hours of sleep, and if we wake up and get 
up, we can compensate for this by taking a nap in the daytime. By the way, we also have 
quite strict routines; we lie down to read the afternoon paper, and we always end up by 
sleeping an hour or so. So I have no physical problems. Physically I have never had a 

better time in my life than now. I do nothing that is hard for my body, you see. 
-I ha ve said several times that I tha nk God every day for my good health. So, I think that I 

still enjoy good physical health. That's for sure. 

Unhealthy 
-Yes it is me who's getting worn out. I thi nk so. I hav e to go to the hospital because I ha ve 
had these sharp pains for several years. As you know, if you are in bad shape, the body's 

defences don't work. It i s like with everything these infections. As you can hear my voice is 
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quite hoarse. And i t is not like an ordinary cold. It is so strange. My throat is constantly red 
and my voice is hoarse and I can feel it, and keep looking at it. I don't think it is like an 
ordinary cold; they look almost like tiny grains. Then I h ave had an awful pain in my left 
arm. Well, I am a bit worried. My sister says it may be my heart. "No", I say, there is 

nothing wrong with my heart". I am in such pain, like the pain caused by rheumatism. You 
see when my son was a boy I had acute rheumatoid arthritis. So I kn ow how it feels, when 

you can't control your fingers. You can't clench or clap your hands. And I h ave such terrible 

pain in my left arm. I can't go to the hospital every time I don't f eel well. I think i t feels as if I 
had some sort of crystal formation between my fingers. You remember 1 had tiny bumps that 
you can feel. 

-I have an infection in my body, and I don't want to take nose drops any more. I think I h ave 
been completely ruined by the nose drops, and I think there is something in my sinus. I just 
have to bend down, to feel it. They just don't take any notice of it. I w ould need to see the 

ear, nose and throat specialist. 

Healthy - accident prone 
-I think I w ill regain my mental balance, when everything is under control. But just now 
everything is a real mess, because she has deteriorated a great deal just during the last few 
months, and I don 't know how it will all end. And this last week I ha ve certainly become 
more used to being alone and 1 have started to think about myself more. This week I ha d 
planned to walk in the mountains, but then I hurt my foot and it turned blue. 

"Healthy" 
-I h ave been out, I ha ve been out with my car and I ha ve not walked at all. I d id not walk 

more than, well no more than 100 meters, 100 meters or so altogether. I ha d quite a lot of 

trouble with my angina when I we nt indoors, before 1 went in. So it is a bit troublesome. I 
find this very strange, because otherwise I feel spry and healthy. 

Health perception and outcome after two years were found to relate to three 
variables. 

Power to influence 

The first variable was "power to influence", i.e., how the spouses viewed their 
possibility of influencing their own health or situation. This theme had four 
variations; "doing something actively", "victim", "having to endure" and "this 
is what it is like". 
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The following are a number of statements which exemplify these variations: 

Doing something actively 
-We go out for walks, trudging along. We have just come back. Yes, an hour ago. We have 
been walking about six to seven kilometres. This is how we keep going. It i s good for your 

health and your body gets more exercise. 
-Yes, we are very healthy. Several times our daughter has said,-"You have not even got a 

cold". Her children, the little ones have had colds and so have our daughter and son-in-law. 

Our son also had a cold, but we seem to be thick-skinned, which is good. Well, I don't know, 

but we are outdoors, in the fresh air, and we eat a lot of fruit and drink fruit juice and such 

stuff, so I guess we get the vitamins that we need and that is what we do. 

Victim 
-If I t hink back I fe el that I h ave lived a full life on all levels. But, you know, the day has 
many hours and the week has many days, and between turns, I am very depressed. I tr y not 
to take it too seriously, but depressions will come. In the morning or in the evening, but still 

there are days when things are all right. Then these things pop up and are hard to control. 

Yes, I d o feel a bit uneasy. I ask myself, "Why me?" Maybe I have these depressions because 
I have had too good a life, I have not been punished, in a way that would have taught me the 
right way to deal with adversity. I realise that now and then, but when this introversion 
comes it does not help to talk sense to myself. These feelings are uncontrollable. 
-I have an appointment with my doctor on the 2nd. I wanted to check my blood pressure, as 
I'm getting a lot of headaches again. This nurse said, "You ought to be on sick-leave to get 

some rest and sleep and do something different". But I sa id, it's not so easy to be on sick-

leave. I think I pr obably need it, but it is as if I w ere in a vicious circle; I don't want to, or I 
can't stay at home. 

Having to endure 
-You know, I have cared for him for all by myself for 18 days. I was off during Christmas. I 
took some time off, so I had to care for him both mornings and evenings, and that was 
trying. I might die. Yes, it feels a relief that I can go back to work next Tuesday, because it's 
so mentally trying, then, all the time. 

This is what it is like 
-Are you worried that your angina will deteriorate and that you will not be able to cope? 

-No, I a m not worried because I generally, I t hink I live my life in accordance with the 

principle that you have to take things as they come. So I can 't say I wo rry, but it is obvious 
that I think about my heart problems. 



62 

-Are you more careful then ? 
-Yes, I do not know what to say. It is part of the picture, I would say. Precisely through these 
signals that you get, at least on some occasions. I don't have to do so much to feel this 

reminder or get a signal from the region of your heart. 

Complaints relating to 

The second variable "complaints relating to" showed how the spouses saw their 
own health problems, what they thought was the cause or reason for their not 
feeling good. This variable was found to have four variations; "the 
consequences of the Alzheimer disease and housework", "the demented 
spouse", "the caring for the sick spouse, housework and professional work", 
and "the non-demented spouse's own disease". 

These variations are exemplified by the following statements: 

The consequences of Alzheimer's disease and housework 
-You told me, that sometimes it all runs smoothly and sometimes it is harder. 
-Yes, that's true. That is only human and it is like this; though it's painful you should admit 

that sometimes you flare up. You do that. It's natural and sometimes afterwards you regret 
it. This happens to everyone every now and again. I have learnt that. But I have realised that 
it is better just to calm down and not allow myself to blow up inside. Yes, I pull myself 
together and try to calm down. 
- You don't go away ? 
-No, no, I don't do that. It doesn't work for me in that way, but I sor t of relax. 
-You are under some restraint then? 

-Yes, I am . I mu st say I am. I can say that I am on duty round the clock. There is no doubt 
about that, but I cope, maybe because we sleep better at nights now. 

-It is very important to say that it is the disease that causes the misery, that is what I always 
say; it is not the person but the disease. I th ink that's very important to remember. 

The demented spouse 
-I feel very poorly. I hav e a pain all over my body; head, shoulders, the whole of my back 
and everything. My stomach is completely ruined and now I h ave bought something that I 

will try. I have a lot of pain in my midriff and below and everywhere. Strictly speaking. 
-Do you have gastritis. 

-I do n't know. I hav e never had it checked. But I'm sure it is the nerves in my stomach that 

are ruined, you know. I am completely finished. I mus t say. It is as if I don't have the right 
spirit any more. I w ent to see my physiotherapist yesterday and she said, "You can't go on 
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like this". But what can I do . I can't think of sending my husband in to long-term care. I can' t 
do that and that is the only thing to do. There are no alternatives. 

Caring for the sick spouse, housework and professional work 
-Yes there has been a terrible mess, I m ust say. Yes, you know I t old you, that almost all 
these types of problems with firms that I hav e had before have been rather a mess, all the 
time I have, more or less, seen it as a challenge and found it interesting in some way. 

Certainly my age comes into it, but I find this a real mess. Before I c ould get it back in to 
some sort of order, it was really disordered, and I had to watch my wife all the time. She 

has disappeared twice since we came here. 
-Now I have discovered how heavy time hangs when I can't work, and talk to people etc. The 

days seem endless. It i s like sitting and waiting for the day to end. And that is something I 
am not used to in any case, rather the opposite. Then I f eel uneasy, when I ca n no longer 
have a good time with sports and so on. I feel uneasy when I am away from home. My 
interests, even if I s till felt interested, I can't enjoy them, if I h ave to worry constantly about 
things at home. You know, if I knew that I w ould have to go through something during a 
particular period of time, I would worry before it started. I'm sure you have experienced that 

yourself. And these worries are hidden somewhere deep down in my stomach, and I c an 
never really forget about them, I th ink, when I a m away from home. And I al so long to go 
back to work. I have such an interesting and rewarding job and the satisfactory result of my 

work stimulates me. But I ca n't go to work now, can I? 

The non-demented spouse's own disease 
-Yes, you see. I don 't know if it is because I tr y to balance my life. You see, even I, I don't 
know why I s aid "even I", bu t nevertheless, even I h ave certain limitations now compared 
with some years ago, for example when it comes to doing things, such as travelling. 

Travelling has always been very rewarding and stimulating for both of us. But if I wa nt to go 

to the Middle East for instance. I think I told you, that some people, my brother and his wife 
among others are going, but I can 't, I da ren't. And there are several reasons for this, both 
my heart troubles and my bad vision, which may come at any time. And, that, you see, that it 
is easier, I think it is easier to tolerate limitations when we both have decreased abilities. 

Outlook on life 

The third variable, "outlook on life", which was linked to the pattern, raised the 
question of whether or not spouses experienced their situation as meaningful, 
and whether their role of care gave them some kind of satisfaction. Their 
experience had three variants; "meaningfulness", "meaninglessness" and 
"hovering between meaningfulness and meaninglessness". 



64 

The stories and statements below exemplify these variations: 

Meaningfulness 
-I try to repress these sad feelings, instead I try to take a positive attitude to life. Yes, and at 

the same time I often think that many people are alone, or whatever. I still have Tova which 
makes me feel less bitter than if I were alone. This is how 1 feel. It comforts me sometimes, 
and I feel that I can't bury myself in this. But I make her life comfortable, and we have quite 
a nice time together, I think. We watch TV in the evening and we visit our friends. Everyone 
is so kind to us. It i s not because of her, they know about my wife. But some help and try 
hard to cheer us up. The only thing that can give me some strength is that I do my very best, 

I r eally do, so 1 feel quite satisfied. I am pleased that I ca n help her in every possible way. 
But to get this strength, I do n't know. I think I'm doing quite well. One thing is certain; I 

often get slightly depressed, but I don't show it. 

Meaninglessness 
-Yes, what the hell, what can I g et out of my own life, when, you know, when hunting and 
fishing, things I often did before, don't really interest me any more. I can't see anything that 
would give me pleasure. I can't go out and move around a lot, like going dancing and so on. 
There is no point. It's the same thing about taking part in social life, I don' t know. Yes, you 
hear how I am, I am totally, I don't see any change for the better in any way. 
-Yes, I w ill mention that I am very tired. I ha ve also had a cold and the other day I ha d to 
leave work and go home. I had a bit of a cold and a temperature, but now I feel better. Yes, 
that's what it's like. I don't know, but things look very bad and I don't see any meaning in life 

and on top ofthat I often feel depressed. I can 't learn to look ahead and feel happy because I 

worry about what life will be like if m y wife has to go to the nursing-home. I k now I s hall 
have to go on with it, but it feels almost impossible. 

Hovering between meaningfulness and meaninglessness 
-As the disease gets worse, and I have learnt to realise that, yes, you realise that you only 
hurt yourself by bringing up these thoughts, yes isn't everything hopeless? It is untenable. If 

you have the ability to force yourself, to look a bit positively at this. Like I to ld you about 

last summer. If you look at the whole picture I am used to summers with a bit of life and 

spirit and company. Then when I look at this summer, things are quite different. But when I 
sit here and think about what last summer was like, I couldn't, however hard I try, say that I 

didn't get anything out of it, because I cou ld work with things I r eally liked. 
-If I look at last year and the time up to today I have really never had anything near the hard 
times we had then. I h onestly wondered several times, why I h ad actually come in to this 
world. 
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Patterns of the spouses' own health 

The spouses' perception of their own health, their power to influence, what they 
related their complaints to, and outlook on life, all these variables seemed 
closely linked in a complex and multidirectional way (Figure 4.1). 

HEALTH 
PERCEPTION 

OUTLOOK ON 
LIFE 

OUTCOME 
AFTER TWO YEARS COMPLAINTS RELATING TO 

POWER TO 
INFLUENCE 

Figure 4.1 Model of spouses' perception of their own health 

The health patterns described are not to be seen as a health classification, but 
rather as an illustration of how health can be seen by spouses caring for 
partners with Alzheimer's disease. The patterns are not definite; each type of 
pattern may vary depending on the individual. It probably also varies with 
time. 

Being healthy, and doing something actively 

The interpretation of the spouses' perception of their own health within pattern 
being healthy and doing something actively was that they generally felt 
healthy, although they had their periods of dejection and sadness. They were 
able to regard some of their temporary illnesses as a natural reaction to their 
particular situation, i.e., they still felt healthy. Their outlook was that they were 
able to "do something actively" about their own health and they were also able 
to influence their present situation actively. They related their temporary health 
problems to factors outside themselves and their sick partners. Their view of 
life and of their present situation was that life was meaningful. They were 
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pleased to be able to care for their sick spouses and they found it satisfying 
(Figure 4.2). 

OUTLOOK ON 
LIFE 

MEANINGFUL NESS 

THE CONSEQUENCES OF 
ALZHEIMER'S DISEASE 

AND HOUSEWORK 
HEALTHY HEALTHY 

HEALTH 
PERCEPTION 

OUTCOME 
AFTER TWO YEARS 

COMPLAINTS RELATING TO 

POWER TO 
INFLUENCE 

DOING SOMETHING ACTIVELY 

Figure 4.2 Being healthy, and doing something actively 

This pattern illustrates spouses who mostly related their well-being to the 
amount of work they had to perform. They made arrangements in their 
everyday lives to relieve themselves of their burden; for instance, they 
changed their work situation, reduced the number of working-hours, bought 
and used various electrical domestic appliances, rearranged their furniture or 
rebuilt their apartments. They were very concerned about their own health, 
because they realised how important they were to their sick spouses. They did 
everything to remain healthy; they ate healthy food and did a lot of exercise, 
they tried to meet their friends and to do meaningful things. They did not 
regard themselves as helpless victims of circumstances. 

The spouses seemed to be aware of the progression of the disease. After some 
time they said that they knew that they could not do much to change their 
situation, i.e., the progression of the disease, and thought that they ought to 
balance their feelings. Although their feelings of dejection dominated them, 
they had gained insight into these feelings. They had found that their feelings 
fluctuated and they tried to cope by shifting their focus of attention to other 
problems. They tried to solve their immediate problems but also to predict and 
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prevent new problems, and they did not make plans for more than a few 
months at a time. Their outlook seemed to favour the whole situation. They 
did not regard themselves as unhealthy, and they were not taken ill over time. 
These spouses seemed to have found some meaning in taking care of their 
demented spouses. 

The case of Ivar and Ylva 

As a child Ivar was quite healthy and he thought his childhood had been 
happy. He started work on the farm early, helping his parents. He thought 
work was a pleasure, and he liked school. As a young adult he had had a liver 
disease. Later on in life, he had had periods when his liver disease 
deteriorated, for which he was treated in hospital. This did not impair his work 
performance. He saw himself as healthy. 

The first year 

Ivar has a strong wish to remain healthy, and he thinks that his strong faith in 
God enables him to cope with his situation. He says that he has a full-time job; 
24 hours' duty. His wife Ylva sleeps well at night, and Ivar appreciates this 
very much, because then he has time for himself, to think and make plans for 
their immediate future. Ivar tries to do enough exercise to remain healthy. He 
sometimes feels irritated, sad and depressed but then he thinks that it is not 
because of Ylva, but because of the disease that he has these feelings. When 
he thinks about what his health was like when he worked, he says that he has 
fewer complaints now, and he feels very alert. He has some difficulty sleeping 
but does not see this as a problem. Ivar tries to see his friends and take part in 
social events, because it makes him feel good and it is good for Ylva. He also 
finds it important to go out by himself, and relax from the care giving, which 
enables him to cope with his situation better. Ylva's sleep disturbances are 
increasing with time and this also affects Ivar's sleep, but he does not think 
that it is a big problem. He still sees himself as healthy; he never even has a 
cold. Ivar thinks that it is very important to live a regular life, to eat healthy 
food and to take regular exercise if one wants to remain healthy. 
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The second year 

Ivar considers himself healthy; he has no trouble with his liver disease. When 
he looks back on his working life he thinks he is more patient now that he does 
no heavy manual work. He thinks of his good health as a gift that he values 
very highly because it means he can take care of Ylva. He takes good care of 
himself, he goes out for long walks with Ylva, tries to eat healthy food, and is 
very careful not to put on weight. From time to time Ylva has sleep 
disturbances, keeping Ivar awake at night, but he does not view this as a 
problem; he can take a nap during the day. He is sometimes worried about what 
will happen next as a consequence of Ylva's disease. Sometimes he is sad and 
feels tired and then he tries to get some relief; he goes out on his own to meet 
people. It means a lot to him both physically and emotionally that his children, 
friends, and other relatives support him. 

A part from Ivar and Ylva, there are other cases belonging to this health 
pattern: Frank and Tova, Berit and Olle, Gun and Ulf. 

Being unhealthy and a victim 

In the second pattern the spouses regarded themselves as unhealthy, and 
thought that they were unable to do anything about their situation. The feeling 
that they were unable to change related not only to health but also to their 
whole situation, i.e., their everyday lives with the sick spouses. They thought 
they were suffering a hard fate. They saw their sick spouse as the cause of their 
health problems, and that was something they could do nothing about; the sick 
spouse was a fact. Their view of life was pessimistic and they saw no meaning 
in their caring situation (Figure 4.3). 

In this pattern, the spouses were found to act and view themselves as victims of 
their situation. These attitudes led to the overwhelming feeling that they could 
not control or change their situation. Their health problems got worse as time 
passed. They sought active help from health professionals, because they 
considered good health important. The opinion that health is important related 
more to their own desire to feel good, than to the importance of meeting the 
needs of their sick spouse. 
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Figure 4.3 Being unhealthy, and a victim 

It seemed difficult for these spouses to enjoy life, to engage in things that they 
had done earlier, for example, playing musical instruments, painting or 
travelling. One of the major issues for these spouses was that they really 
missed these things and now they could find no meaning in life. They were 
busy struggling with their feelings of exhaustion, and tension, and they showed 
many depressive symptoms. They felt that their bodies were worn-out, but they 
went on working despite this. These spouses were actively involved in 
arranging for their sick wives or husbands to be admitted to an institution. They 
saw no meaning in their caring task and thought it was difficult to find 
anything pleasant to do. They had nothing to look forward to, and their future 
looked black. 
The outcome was bad for these spouses as regards health. They considered 
themselves unhealthy after this 2-year period. It was obvious that they had no 
good strategies for coping with their situation. Their helplessness manifested 
itself very clearly. 
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The case of Alma and Nils 

Alma does not see herself as a healthy person. As a child she was very ill and 
she characterises herself as weak. In her childhood she had an allergy disease 
which was very hard to cure. As an adult she went through a series of lung 
diseases and operations on other organs. She now says that, generally speaking, 
she has been quite healthy, but she expects her previous complaints to become 
worse now because of her husband's Alzheimer's disease. 

The first year 

Alma has problems with her muscles, i.e., she has a pain in her back, knees, 
legs and shoulders. She goes to physiotherapy regularly and she says that her 
reason for undergoing this therapy is that she wants to manage her "self'. She 
thinks that her pain is incurable and she sees her therapy as pleasant and 
relaxing. She relates her complaints to her work situation; she sits a lot and has 
a very monotonous job. However, she has the opportunity to go on sick-leave 
for long periods, and she thinks that it is best for her to continue to work. Alma 
takes responsibility for her own health by continuing with her therapy and, 
from time to time, she has hot water treatments. Occasionally she also has 
stomach pains and then she cannot sleep. She tries to cure herself by drinking 
liquids. She thinks that the reason for her pains is the stress she experiences; it 
gets on her nerves. Alma thinks it is very hard when Nils does not function by 
himself and she finds him very nerve-racking. She says that she feels exhausted 
and she has a pain all over her body. 

The second year 

Alma persists with her physiotherapy in spite of the fact that the treatment 
causes her a lot of pain; her body hurts, she has a headache and gets tired 
afterwards. Relaxing and having the opportunity to talk to an understanding 
person is the most important reason for going on with the treatment. Alma does 
not think that she is making any progress. However, she accepts the pain that 
the therapy causes her. The hot water treatments make her feel very relaxed. 
She thinks that the reason for her condition is that she is constantly tense and 
her body is worn out. 
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She has noticed that the pain becomes worse if she walks or sits a lot and she 
has great problems at work. She feels much better at home, where she can 
move around and take a break more often. However, she does not want to go 
on sick-leave, and it is like a dilemma; she cannot, or does not want to stay at 
home, since it will not solve her problems. She is very tired and feels exhausted 
because of her husband's behaviour. Work means meeting other people and 
having someone to talk with, forgetting one's own troubles. It is relaxing to go 
to work. Alma thinks that she has managed for a long time and that it is 
fortunate that she has been able to work. 

She does not sleep well and she feels as tense as a taut rope. She thinks that the 
cause of this is the pressure under which she lives. Alma suffers more and more 
often from severe headaches, and she even wakes up with them. She goes to 
see her doctor to talk about her situation but she does not feel that he 
understands what it is like. From time to time she has a pain in her stomach and 
a temperature. Now she thinks it might be a disease which is causing this 
trouble. She feels that her pains are becoming worse. She does not want to take 
drugs and thinks of them as poison. She tries to comfort herself in various 
ways. 

Also Martin and Bodil, and Hanna and Viktor are also examples of this health 
pattern. 

Being healthy, and having to endure 

The third pattern "being healthy, and having to endure", focused on the spouses 
who thought they were healthy, but felt that they were on the verge of breaking 
down. They were afraid something might happen that would render them 
unable to cope, and force them to give up. Their health perception did not 
change over time and they seemed constantly worried that they would be taken 
ill. The spouses' outlook regarding their own situation was that they "had to 
endure" because there was nothing to be done about it. They had to cope with 
the situation despite their feelings. They tried to remain healthy by doing the 
right things. They saw their temporary illnesses as a result of an overwhelming 
situation, in which they had to meet various demands of several things, e.g., 
from their caring situation, housework and professional work, or from lack of 
professional work. Spouses belonging to this pattern alternated between the 
feeling of meaningfulness and meaninglessness in their apprehension of life. 
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Meaningfulness related mostly to their professional work and family relations. 
Meaninglessness was often experienced in relation to their caring situation, 
mostly when they seemed exhausted (Figure 4.4). 
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Figure 4.4 Being healthy, and having to endure 

The third pattern could be described as something in between the first two 
patterns. The spouses seemed to relate their health problems both to the care of 
their sick spouses and to their own work situation. There were similarities 
between those in the third and those in the second pattern; they thought that life 
had placed them in this situation and that they had to cope with it. They made 
good arrangements for their everyday lives and for the care of their sick 
spouses. One person had given up working, and that became a source of 
discomfort as time went by. Those who worked tried very hard to combine 
their professional work and their work at home; both their housework and the 
care-giving. They thought their jobs were a great relief and they were willing to 
accept municipal or government assistance, i.e., home-help service. 

The carers' health was important to them as they knew that they had to remain 
healthy to be able to cope with their situation. They often had periods of 
depression and anxiety. They also seemed accident-prone. They hurt 
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themselves now and then, e.g., their ankles, knees, and had to go on sick-leave. 
Whatever the mechanisms behind this behaviour were, one of the consequences 
was that relief both from work and from care-giving became necessary. One 
wife saw an accident as "an act of God" because she thought she was in such a 
bad state that she did not know what to do and God gave her this chance to gain 
some relief. 

The carers experienced constant anxiety concerning how long they would be 
able to cope with their situation. Those who worked continued to do double 
time until they realised that they would have to give up and send their sick 
spouses to an institution. The spouse who had resigned continued to long to 
return to work which he was, eventually, able to do as his wife was admitted to 
a nursing-home. When the families started to have respite care, the spouses 
were able to enjoy being on their own and doing things they used to do. 
Nevertheless, they continued to be busy at home. 

This pattern shows that these spouses were reduced to a demanding situation 
full of conflicts. They had to meet demands at work as well as those at home, 
involving housework and care-giving. They thought that the only thing they 
could change was the care-giving, but since they had strong feelings and a 
willingness to go on caring, this led to long periods of multiple work-load 
which had a negative effect on their health. The spouse's choice to change the 
situation by resigning, thus became a stress factor effecting their own health. 
The spouses' psychological well-being fluctuated and they were accident-
prone. However, they considered themselves healthy. They mostly found their 
lives meaningful but from, time to time, they could find no pleasure or meaning 
in life. 

The case of Ellen and Sven 

Ellen was healthy as a child and she saw herself as a capable person. The only 
problem she mentioned was a children's disease. When she was middle-aged 
she had pain in her muscles and had to go on sick-leave for a month. On 
several occasions she became dizzy and felt insecure. She had a medical check
up and her problem turned out to be connected with an over-reaction to 
antibiotic medication. She thought that her mental status also affected her 
because there was some turmoil in the family. 
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The first year 

Ellen works part-time, and enjoys it. She likes to be busy and to have a lot 
going on around her. From time to time, she is disturbed by her husband at 
night. She feels quite exhausted so she goes to a relaxing-centre and does some 
exercise in a hot-water swimming-pool to feel better. After a long holiday, 
when she has nursed her husband all alone, she feels exhausted; it has been so 
very oppressive that going back to work is a relief. She sleeps well and is 
grateful for that. In her opinion it is healthy to get up in the morning and be 
active. 

In the spring her husband starts to have respite care in a geriatric clinic and 
Ellen finds the afternoons and evenings more peaceful since she is alone and 
does not have to care for him. She does not have to bother about her husband or 
be annoyed with him and she can concentrate on her own work. This relief 
gives her an opportunity to come to terms with herself (to regain equilibrium). 
She has periods when she cannot fall asleep again after her husband has waken 
her up. She is depressed from time to time, and thinks it is a hard time for both 
of them. During the autumn she hurts herself when caring for Sven, and she has 
to go on sick-leave for about a month and a half. She cannot nurse her husband 
at home, so he has to go to hospital. She thinks it is an act of God, because she 
was very tired and irritable at the time. She can now take a break and take a trip 
by herself. 

The second year 

Ellen feels very worn out after the weekends when she nurses Sven by herself. 
She is sad and depressed and feels that she is under pressure because of the 
demands put on her by the other members of her family. She falls asleep easily 
and sleeps well. She feels that she can escape for a minute or two by taking a 
nap. She likes to be busy and does not like to sit down. Now and then she finds 
everything meaningless and there is nothing on earth that she enjoys doing. She 
regards this feeling as some sort of depression, but she knows that it will end. It 
is just for the moment that everything seems so bad. Ellen has pain in her 
wrists and in some of her fingers, so when she nurses her husband, she feels 
that her arms are not strong enough. She works full-time and her husband 
comes home for the weekend. She has pain in her leg and she has been 
prescribed physiotherapy. She tries to take some exercise; skiing and hot baths. 
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She also goes to a relaxing-centre to feel better. During the summer she hurts 
her elbow and has to go on sick-leave for a few weeks. Ellen thinks she is vital 
and has a lot of energy left but she cannot make plans for the future. 

A part from Ellen and Sven also Karin and Östen, and David and Runa, also 
show this health pattern. 

Being healthy, and 'this is what it is like' 

In the fourth pattern the spouses' health perception was that they were 
"healthy", despite a well-known disease, which, in a way, restricted them in 
their everyday lives. This restriction did not affect their perception of being 
healthy; they just gave up doing the things that caused problems. Even if their 
diseases got worse over time they still regarded themselves as healthy. The 
spouses' outlook was that "this is what it is like", "such is life, you have to take 
the good with the bad", and "make the most of it". They had lived their lives 
and had confidence in themselves. They thought they could make the most of 
their situation. The feeling that they were restricted in their everyday lives was 
related more to their own failing condition than to the caring situation. Their 
interpretation of the meaning of life was that you should be able to manage the 
things that turn up during your life time, so the caring situation was meaningful 
to them. They considered it satisfying to be able to cope with their everyday 
lives, despite their own health condition, and their spouses having Alzheimer's 
disease (Figure 4.5). 

The spouses showing this pattern regarded themselves as healthy, despite their 
own well-known diseases, which they had accepted and learnt to cope with. 
They made the necessary everyday arrangements to be able to cope with the 
new demands they had to face. Mostly they related the changes they had to 
make to their own diseases. They understood that their new situation, i.e., their 
spouses' disease, may have affected them negatively, but they regarded 
themselves as quite stable and they took things as they came; "that is life". 
Their expectations about the future seemed realistic, and they tried to prepare 
themselves for their own deteriorating condition, as well as for that of their 
spouses'. Anything might happen, but they nevertheless tried to remain as 
healthy as possible; they ate healthy food and took the kind of exercise they 
were able to take. They had regular medical check-ups and followed medical 
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prescriptions carefully. When their condition deteriorated they tried to adapt, 
making new more appropriate plans. 
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Figure 4.5 Being healthy, and this is what it is like 

They tried to cope on their own as long as possible, but they accepted help 
from the government welfare program when this was needed. They regarded 
themselves as being quite healthy since they managed to care for themselves 
and for their sick spouses. They found their care of the sick spouse satisfying to 
themselves. The care was meaningful to them as it gave them a sense of 
fulfilment and a mission in life. 

The case of Lars and Anita 

Lars' childhood was harmonious and happy. He started work early with his 
parents on the family farm and was very interested in growing things. He has 
been quite healthy all his life. He has had three accidents and has had to spend 
some time in hospital but he has recovered from these accidents. When he was 
middle-aged he suffered some heart failure trouble for a couple of years. He 
cured himself with hard work. He had no heart trouble for several years then 
one year ago he got worse, and now he suffers badly from his heart failure. He 
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has problems with his ears, which affects his hearing. He is waiting for an ear 
operation. 

The first year 

Lars sees himself as a very calm and stable person, and intends to manage. He 
is quite restricted by his heart failure; he cannot make long journeys, go for 
long walks, work hard in the garden, or clear the snow. He can manage his 
everyday life if he takes it easy. He has learnt to live with it. He has days when 
he feels better and can do a lot and days when he feels worse and cannot move 
or work very hard. His heart failure problems seem to be getting more frequent 
and in cold weather he cannot go out at all. He sees his doctor twice a year and 
takes drugs regularly, but he often has to take complementary medication. He 
feels quite good, despite his heart failure. He tries to be active and to meet his 
friends and to participate in various programs together with Anita. Lars tries to 
learn to cook, and he is aware of the importance of eating healthy food. He 
usually takes some exercise in bed every morning. Occasionally he cannot fall 
asleep at night, but he does not regard it as a problem. He has had an ear 
operation and the result was very satisfactory. 

The second year 

Lars still has his problem with heart failure, but, on the whole, he finds himself 
alert and healthy. He has to be careful and avoid heavy work, because 
sometimes it takes very little to affect him negatively. His heart failure has 
become worse and he cannot do anything demanding any more. His attacks 
come more often and more quickly. He knows that there is nothing to be done 
about it, and he does not expect any improvement. Nevertheless, Lars tries 
homeopathic medication to see if this will improve his deteriorating health. He 
strives to make housework as easy as possible and makes sure he has enough 
time to do everything. He likes cooking and preparing meals, and tries to cook 
healthy meals, both for himself and for Anita. He cannot see any result from 
his homeopathic medication. He is quite calm and takes things as they come, 
but sometimes he worries about his wife. 

Jonas and Åsa, and Cecilia and Peter also belong to this health pattern. 
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Summary 

All spouses but one reported health problems at the beginning of the study 
period. Most of their health problems had developed before the time of the 
investigation (>5 years), and their health status was judged to have remained 
rather constant or even to have improved since their spouses got ill. The 
spouses' perception of their own health was further analysed and four health 
patterns were discovered. In the first pattern "being healthy, and doing 
something actively", the spouses generally felt healthy. Their outlook was that 
they were able to "do something actively" about their own health. They related 
their temporary healthy problems to the consequences of the Alzheimer's 
disease and housework and they thought that life was meaningful. 

In the second health pattern, "being unhealthy and a victim", the spouses 
regarded themselves as unhealthy and thought that they were unable to do 
anything about their situation. Their outlook was that they were "victims" of 
the situation. They saw the sick spouse as the cause of their health problems, 
their view of life was pessimistic and they saw no meaning in their caring 
situation. 

The third pattern, "being healthy, and having to endure", focused on the 
spouses who thought that they were healthy, but felt that they were on the 
verge of breaking down. Their outlook regarding their own situation was that 
they "had to endure" because there was nothing to be done about the situation. 
They related their temporary health problems to the tasks of caring, housework 
and professional work. The spouses alternated between feelings of 
meaningfulness and meaninglessness in their apprehension of life. 
In the fourth pattern, "being healthy and this is what it is like" the spouses' 
health perception was that they were "healthy", despite a well-known disease. 
Their outlook was that "this is what it is like", and they related their health 
problems to their own failing health. Their interpretation of the meaning of life 
was that you should be able to manage the things that turn up during your life 
time, so the caring situation was meaningful to them. 
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Chapter 5. SOCIAL NETWORK OF THE CARE-
GIVING SPOUSES 

INTRODUCTORY REMARKS 

The social network is considered to play an important role in how the 
Alzheimer family copes with the care-giving situation. This perspective was 
emphasised at the beginning of this study, and was guided by the assumption 
that social ties play a major role in maintaining the psychological and physical 
integrity of the individual, and are supportive for the individual, as these ties 
meet some of our most basic human needs. They provide us with someone to 
talk to and make it possible for us to give and receive love and affection. 
Social relationships allow us to be dependent and to be depended on, to 
control others, and to be controlled by them in return, namely social ties 
provide us with a sense of belongingness (1). 

The individual's integration into the social system of his society is deemed to 
be critical to his health and well-being. Mutual obligations and responsibilities 
tie individuals to social groups. Persons without such ties are likely to 
experience a sense of isolation and loneliness, and in extreme cases, a state of 
anomie (2). 

CONTENT OF THE SPOUSES' SOCIAL NETWORK 

The spouses' social networks were analysed from their map drawings and their 
narration in diaries and interviews, which are described in Chapter 2. Based on 
the number of important people and the intimacy of the relationships in the 
networks, three different patterns could be discerned: "the small network", "the 
medium network", and "the large network". These patterns were compared 
with one another, and are presented in this chapter. 

The spouses' descriptions of themselves in relation to others and their 
evaluation of the content and quality in their different relationships were also 
analysed. These analyses disclosed the same three groups (patterns) found in 
the analysis of the network drawings. The analysis was performed in steps that 
have already been described in Chapter 2. Differentiation between positive and 
negative descriptions of the spouses themselves in relation to others served as 
guidelines in the third step of the analysis. A differentiation of the negative 
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from the positive descriptions of kin and non-kin relationships was also 
performed. The relationships with children, and sisters and brothers of the pair 
belonged to kin relationships. Relationships with friends, work-mates, 
neighbours and professionals were classified as non-kin. Narratives and 
statements are given to exemplify the analysis and interpretations drawn. An 
overview of the content and quality of the relationships in the three different 
patterns of network is presented in Table 5.1. 

Table 5.1 The spouses' view of themselves and the content and quality of kin 
and non-kin relationships, in relation to network pattern 

Persons Small network 

Pos/Neg 

Medium-sized 
network 

Pos/Neg 

Large network 

Pos/Neg 

Self Neg. Pos.-Neg. Pos. 

Kin Neg. Pos. Pos. 

Non-kin Pos. Pos. Pos. 

The spouses' networks are also described and interpreted regarding contact 
frequency, network density referring to the extent to which members of a 
person's social network know and interact with one another and reciprocity. 
The method of analysis has been described in Chapter 2. The number of 
important persons in each subgroup (family, relatives, friends and others) 
varied among the patterns (Figure 5.1). 
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Figure 5.1 Number of people in different subgroups, family, relatives, friends 
and others in the three network patterns 
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The small network 

The first network pattern, "the small network" was found in four families, 
Alma and Nils, Hanna and Viktor, Jonas and Åsa, and Martin and Bodil. 

Number of important people and the intimacy of relationships 

The spouses' network consisted of 21-23 individuals, distributed quite equally 
among the four sub-groups (Figure 5.2). 

FAMILY RELATIVES 

3 - 5  4 - 6  

[SPOUSl 

FRIENDS 
4 - 7  

OTHERS 
5 - 8  

Figure 5.2 Diagrammatic representation of the small network pattern 
The small triangle in the family section represents the sick spouse 

The spouses in this group tended to place others at some distance from 
themselves, except for members of the family subgroup. It was also common 
to place the sick spouse more distantly than the children and the grandchildren. 
There was also a tendency not to include the sick person as an important 
person. In one case, a husband excluded his sick wife altogether from the map. 
She was by that time living in a nursing-home, although he still visited her and 
made inquires about her condition. 

In this pattern there were more changes in the network with time, compared to 
the other patterns. The most pronounced changes occurred in the subgroup 
"others" and it was mostly professionals that became important with time. All 
spouses except one included new persons as important after two years. 



82 

The frequency of contacts was high (several times a week) in only one 
subgroup. For Alma, Hanna and Martin the contact frequency was high with 
friends and for Jonas the contact frequency was high with relatives. All 
spouses except Jonas had a close friend, a confidant who they had been in 
contact with during the last week, and the contact seemed to be regular, as this 
situation was found on all three assessments. 

Content and quality of relationships 

The spouses' predominant evaluation of themselves in relation to others, and 
the content and quality in their different relationships are schematically shown 
in Table 5.2. The actual network pattern being presented is in bold text. 

Table 5.2 The spouses' view of themselves and the content and quality of kin 
and non-kin relationships in the small network pattern 

Persons Small network 

Pos/Neg 

Medium-sized 
network 

Pos/Neg 

Large network 

Pos/Neg 

Self Neg. Pos.-Neg. Pos. 

Kin Neg. Pos. Pos. 

Non-kin Pos. Pos. Pos. 

Spouses' images of themselves in relation to others 

The spouses' descriptions of themselves in relation to others were mostly 
negative, though some positive features were mentioned. 

Negative features in the spouses' images of themselves 

The four spouses described themselves as lonely, uninvolved, and unsociable. 
These features seemed to dominate their view of themselves in relation to 
others. They felt an unpleasantness in intercourse with other people and had 
difficulty in asking for help. Some other features were mentioned 
infrequently, for instance mistrust and lack of flexibility. 
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Loneliness 
The spouses talked about their feelings of being very lonely, though they 
valued intercourse with people positively. They thought that not having 
someone to talk to was a source of stress. Their feelings of loneliness seemed 
to emerge from their withdrawal from friends and social intercourse. A spouse 
emphasised this fact by saying: "I am alone, I felt lonely from the beginning, 
and I sti ll do. I can't make contact with people, it's damned difficult to do that. 
I used not to have problems with that, but I feel now that I have some 
difficulties. It's difficult to approach someone. Well, I feel in that way, perhaps 
I have been by myself too long. I used to be on good terms with people". 

The spouses' loneliness could also be a consequence of the sick partner's 
fluctuating condition, and was expressed: "We have very little contact with 
other people. It's only the family, and this is very much our own fault, we don't 
keep up with things anymore. We can't do anything for other people. And it's 
very difficult to make up any plans in advance. If I invite people on Monday to 
come on Friday, I don't know how things will be on Friday". 

Another reason for their feelings of loneliness could be their view of 
themselves as failing to "give" anything to other people. One spouse said: "I 
think they want me to keep in contact, but I don't have strength enough for 
that. I think I have nothing to give to anyone. I am just a burden. I feel that 
way, and then it's no use, but I think they might understand. Anyhow, it is hard 
for someone else to really comprehend my situation. You have to experience it 
first". 

Uninvolvement 
The spouses' experiences of uninvolvement were expressed in terms of being 
non-enterprising. They seemed to have lost their drive to do things, as Alma 
said: "You know, the meeting at the Association of Relatives of Alzheimer's 
victims, I never got away. I hadn't called the social worker either. Nothing 
comes to anything for me". The uninvolvement could also take the form of not 
being interested as stated: "I have the same tendency as I have read and heard 
about that many isolate themselves. I am not particularly interested in people, 
that is to say that I am not curious about anything in particular". The spouses 
also described a feeling of subsiding and losing all desire. 
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Unsociability 
The spouses regarded social intercourse as very important and saw it as 
essential for their well-being to have someone to talk to. Nevertheless, they 
described themselves as unsociable, as they withdrew from other people for 
various reasons. One reason was that the spouses seemed to be worn out. The 
phenomenon was described thus: "I haven't the energy to arrange to have 
guests, I don't think it is so important or I'm not in the right mood, keeping 
busy cooking and baking in order to invite people. But I feel as I if ought to do 
it, but it's hard for me. It has happened a few times, but we have little contact 
with others". 

Another reason for withdrawing was to avoid burdening their friends, a spouse 
said: "I myself have withdrawn from my friends, because I don't want them to 
feel as if they must come and visit us and support us. But I want them to visit 
us of their own free will". The third reason was that the spouses wanted to be 
alone, as stated: "Now I have 'splendid isolation', and then I don't want to have 
visitors from outside. Don't misunderstand me, you can come and some others, 
but I am not easy-going so to speak. I want to have contact on my own terms". 
One more reason for being unsociable was that the spouses felt that it suited 
their personalities. The thoughts related were: "I don't think it's so bad, I don't 
feel too much discomfort being alone. Perhaps it's a question of my 
disposition. I don't find it so bad". 

Unpleasantness 
The unpleasantness in relationships with others was mainly regarded as a 
consequence of their spouse having Alzheimer's disease. The spouses 
described this feeling by relating that they could not enjoy being with friends 
when they had to take care of the sick partner. This feeling was described: "We 
visited an opening ceremony in the village and that worked alright, but it has 
become more difficult to visit people. I don't enjoy going out, somewhere she is 
going to have to eat or drink anything. I have to help her or she can't manage. 
Sure it works, but it's no fun". 

Difficulties in asking for help 
The spouses related that they had some difficulties in asking for help. The 
reasons they mentioned, were that they were maybe too proud, or they were 
used to managing by themselves. Other reasons were that they did not want to 
be indebted to anyone or they did not want people to interfere. The 
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unwillingness to ask for help was expressed: "My sister or brother can help 
me, if I want, but it is difficult to ask them, I am used to managing by myself. 

Positive features in the spouses' images of themselves 

The spouses also described themselves in positive terms, but less often. They 
valued themselves as not being duty-bound to anyone. They avoided putting 
themselves in a position where they would owe anyone anything. One spouse 
differed from the others, in the way she described herself. She described 
herself very positively; supportive, open, friendly and a person who has a lot 
of experience of life. She said: "I think my friend feels, in her loneliness, that 
she has a place of refuge here with us. She can come over whenever she wants, 
we aren't in the middle of everything, so we have time for her. She doesn't 
disturb us, we think it is rather nice that she drops in, and she can be 
comforted and gets help from us". 

Content and quality of kin relationships 

The spouses described their kin relationships as mostly negative, but some 
positive features were also mentioned. Their descriptions mainly contained 
features common for all the spouses. 

Content and quality in kin relationships-negative features 

The spouses in this network pattern described the negative contents in kin 
relationships more frequently than spouses in other network patterns. The 
negative content of the kin relationships contained uninvolvement, lack of 
understanding, discord, lack of help and disappointment. The negative 
experiences of the relationships were very similar for all four spouses. The 
most pronounced was lack of understanding and discord. Only rarely were 
such features a repudiation and uncommunicativeness mentioned. 

Uninvolvement 
The spouses experienced that people close to them were not involved. They 
thought they did not care about them and showed this by not visiting them, or 
offering help. The spouses also thought that people around them had the 
attitude that the caring was not something they should involve themselves in, 
nor did they ask about the spouses' well-being. The spouses also mentioned 
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close relatives who did not involve themselves in the family matter of having a 
mother, sister or brother with Alzheimer's disease. The spouses reacted with 
sadness and sorrow, and had found it difficult to understand why these people 
acted in such way. It was said: "I can't understand that our own son doesn't 
think of giving a hand. Why couldn't he ask, "Shall I come and help you, Mum, 
as you have hurt your hand". 

The spouses had children that cared about them, but they were not involved 
with the couple's problems, caused by their parent's disease. One spouse 
narrated: "The children have not involved themselves in Åsa's disease. I think it 
has something to do with the problems we had in the family earlier. It's hard to 
explain, but I think they feel as if they lost her years ago. She has never cared 
for them, a lot ofthat comes into play". 

Lack of understanding 
The spouses' description of not being understood involved the opinion that 
others did not understand their situation or their feelings. The spouses based 
their opinion on their interpretation of the behaviour of others' ; e.g., people 
refused to talk about the whole thing, they made inappropriate suggestions, 
they had an inadequate level of knowledge, and they questioned the spouse's 
feelings. A spouse said with reference to her son's refusal to talk about the 
situation: "But now I am not permitted to talk to my son about my husband's 
disease. He doesn't want me to call him and tell him how he is. He wants me to 
talk about something positive, something enjoyable when we talk over the 
phone, not about his father's disease". 

The suggestions of family members and relatives, which the spouses thought 
were inappropriate, were burdensome and were also experienced as demands. 
The experiences was rendered in this way: "My sister told me that my husband 
should have a dog. She said, 'See to it that he gets a dog'. But she doesn't know 
what my life is like. She said: 'Yes, you overprotect him. ' She doesn't know a 
thing about it". Another spouse gave examples of relatives not having the 
information needed to understand. He said: "Certainly they tell me that I 
should think about myself more. Yes, I say, "It's easy for you to say". They 
don't live at home. They don't know what my situation is, or how I feel about 
my situation 
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The people that did not understand and showed this by questioning the 
spouses' feelings could be exemplified by this statement: "My son certainly 
invites me to visit them, but I don't find it relaxing. I have to think of my wife, 
showing her where to go. I think it is more relaxing to sit down in the chair at 
home, where not so much happens. But, perhaps this is hard for others to 
understand, but that's how I feel". 

Discord 
The spouses' view of the discord in the family or among relatives was mostly 
expressed in the form of disagreement about the extent to which the spouse 
should keep on caring for the sick partner or how the spouse should perform 
the caring. For example: "My children think that their mother should be sent to 
a nursing home, but they can't form an opinion about this. It's me who lives at 
home, and even if I can't talk to her, she keeps me company. I m ean, it would 
be awfully lonely at home if she was not there. When she was in the hospital, it 
was very silent at home. In this way, though she is sick, she exists". 

The spouses described episodes when they were given 'good' advice or when 
relatives commented on how they performed the caring. The experience was 
expressed as follows: "My sister told me how I should act towards my 
husband. He came in and said: "I can't find my socks". I realised that, because 
he was barefoot. You know, I had to put his clothes ready in the order he 
needed to put them on. My sister said, "Don't bother with him, you are too 
ambitious. You over-nurse him. Don't bother about him, let him look for his 
socks by himself". How could she say that, you know that he can't find 
anything 

Lack of help 
The spouses' experiences of lack of help from family members and relatives, 
were described in terms of them not being available because of distance or not 
understanding that they ought to help, or not having the time. It seemed that 
the spouses tolerated this lack of help better than the other negative features as 
they could find explanations for why help was not forthcoming. They were 
displeased and unhappy when they realised that family members or relatives 
did not understand that the spouses needed help and did not offer this help, as 
it was said: "I told her sisters when I saw that something was wrong. Wouldn't 
you know, they kept it secret. If they had helped me at that time, but instead 
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they wanted to keep it nice and quiet, nothing was supposed to have been said. 
I told them that I didn't know what to do ". 

Disappointment 
The spouses expressed their feelings of disappointment as a reaction to not 
getting help, lack of involvement and understanding and discord shown by 
family members and relatives. They also expressed disappointment when their 
previous view of their children, sisters or brothers did not correspond with 
their current behaviour, or did not meet the new expectations. A spouse 
described this in a situation when she was going on a business trip. The family 
had an agreement that not everyone in the family would leave town at the same 
time. Her children were aware of this and knew that she was going away. Yet 
when they visited her the children told her that they were going on holiday at 
the particular week. She said: "But Jonny, what a disappointment, Oh, how 
you've let me down, Oh, how you've let your father down. He was so angry and 
I wept as I haven't done for years". 

Content and quality in kin relationships - positive features 

The spouses in this network pattern also described positive things in the 
relationships. They spoke of togetherness, solidarity, help, involvement and 
appreciation. Readiness to help, understanding, support, security and 
maintenance of tradition were mentioned only infrequently in a few instances. 

Togetherness 
The spouses spoke of togetherness in the family and among siblings as 
something favourable, though this expression was weaker than among the 
spouses in the other patterns. It seemed that this feeling of togetherness 
embodied togetherness that brought with it joy and pleasure. The spouses did 
not stand alone in their lives, as they belonged to and shared bonds with other 
people with whom they were emotionally involved. The feeling of 
togetherness seemed to have an intrinsic value, irrespective of whether help 
and support came with it, in all cases. One spouse told me about his family in 
this way: "On Christmas Eve we are invited to my son's home, and two of my 
siblings are coming with us. Usually my sister and brother are invited too, they 
are single and live on the farm. We used to give them a lift, we leave rather 
early in the daytime. I think the children are the most joyful at Christmas". 
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Solidarity 
The spouses said their kin relationships included solidarity. To some extent 
they had a feeling of harmony, even though the spouses did not entirely feel 
they were supported by family members. They valued having a confidant, 
though only two spouses had a confidant they could rely on. It was said: "It's a 
relief to call my sister in law when my wife and the house-work get really 
troublesome. Even if it doesn't help so much, you still feel that you have 
someone to rely on, someone to turn to. Because if I a m in real trouble she can 
come and help us. Just knowing this makes me feel safe". In some families the 
solidarity was shown in times of crisis, for instance, in time of sickness. A 
spouse narrated: "We, my sisters and brothers and I, help each other, and it's 
natural. It is amazing how this becomes more evident when something 
happens. They start to make a lot of phone calls. But if nothing is happening, if 
things are just going on as usual, then no one cares". 

Practical help 
Although the spouses valued getting help from their kinfolk, they mentioned 
many occasions when they were in need of help, and it was only rarely given. 
They really appreciated it when they got help, which was mostly in the form of 
practical help in the home. Two spouses did not get any help with the practical 
care. One spouse received help from her children with both practical 
housework and the care of her husband. He stayed occasionally with his son's 
family for a day or two. That was true also for another spouse, when his 
children visited his home a few times a year. He said: "My children are in 
contact with the nursing-home now and then, they call and send postcards that 
have to be read out loudly. My daughter took care of her mother to a great 
extent when she was at home at Christmas. If she wasn't here at home with her 
mother she spent her time with her in the nursing-home. She spent most of her 
time with her mother". 

Involvement 
The spouses described kin relationships showing involvement, in terms of 
caring and compassion. There were few people who showed involvement 
according to the spouses, and mentions of this as compared to the much more 
pronounced uninvolvement, were very sparse. Caring for the spouse embraced 
concerns for their well-being and thoughts about how the spouses would 
manage. One spouse said: "Our visit to the children, when they had the 
opportunity to be with their mum in the evenings for a whole week, made the 
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children wonder and talk about it. I was curious about their thoughts about all 
this. It turned out that they were mostly worried about me, that I sho uld not be 
able to cope or to stand it". The descriptions of compassion included feelings 
of sympathy and expressions of sorrow. This phenomenon was described in 
this way: "My son told me, 7 tried to talk to father, but he doesn't say anything. 
I fe lt a lump in my throat. I can understand how you must feel'. Yes, I said, but 
you didn't understand before. You told me that it was just my imagination. He 
is kind, deep in his heart and he certainly feels compassion for us. But, there, 
he has his own business". 

Appreciation 
It seemed that appreciation was important for the spouses. They told me about 
children or relatives who remarked on the good care they were giving and said 
that they were doing a very good thing; a charitable deed. They were told that 
they had done far too much for the sick spouse, and that brought about 
requests from children and relatives to give up the caring. This experience was 
outlined thus: "It's my son that takes care of matters concerning formal care, 
because I don't have the strength for it. Before he thought, that it was my duty 
to take care of his father but now it's as if he has reconsidered. He says: 'The 
work you have done; you have done far more than you should' ". 

Content and quality of non-kin relationships 

The spouses described their non-kin relationships positively. They mainly 
talked about friends, neighbours and professionals in relation to their 
behaviour towards the sick spouse and their reactions to the family's situation. 
It seemed as if the spouses remained with friends that interacted in a 
favourable way with the sick spouses, and they continued to associate with 
these friends. 

Content and quality in non-kin relationships-negative features 

The negative contents in the non-kin relationships, were lack of 
understanding, disappointment and discord. These three features were 
described frequently by the spouses, others rarely described were, 
uninvolvement, mistrust, self-centredness, and deceitfulness. 
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Lack of understanding 
The spouses' descriptions of their experiences of lack of understanding 
occurred in connection with friends and professionals. These experiences 
embraced people who did not understand the spouses' present life situation. It 
seemed as if the lack of understanding on the part of friends caused more 
distress than it did when it concerned professionals. A spouse described her 
experience of her friends' lack of understanding: "Our best friends called and 
invited us to dinner. I said: 'You see, my husband doesn't want to go out just 
now, you have to excuse us, but thank you any way, can we come some other 
time'. She said: "Whatever I do is wrong' and she slammed the phone down. So, 
I think we will have to go this time". The spouses' experiences of the lack of 
understanding from professionals were expressed as follows: "I can talk with 
the company doctor, but he doesn't understand a thing, though he is a very 
good doctor. He stands up and listens to me talking and he says: 7 can 
understand that it's difficult for you, but I can't identify with you'. Yet he is 
honest with me ". 

Disappointment 
The experience of disappointment seemed to appear when friends had not been 
heard from, or did not support the family as they used to. Disappointment also 
appeared when professionals failed to meet the needs of the spouse or the 
family. This feeling of disappointment led to strong feelings of bitterness and 
being abandoned. The feeling of disappointment with friends was described 
thus: "Many of our old friends have disappeared, and when we meet my 
husband's work-mates, with whom he had worked closely , they say: "Yes, I 
should have been to see him , but you see, I have a lot to do, so I haven't got 
the time". They always say things like that, there is never time to visit us". 
Disappointment with professional failure to meet the spouses' needs was 
described as follows: "When I was at the hospital I contacted a social worker 
to talk about my problems. I th ink we sat together for about an hour. It didn't 
give me a damn thing ". 

Discord 
The spouses' experiences of discord were mostly found in their relationships 
with the professionals. The spouses told me about occasions when they did not 
agree with the professionals, e.g., decisions concerning the care of the sick 
partner. They felt as if they had been let down, or they were displeased as the 
professionals did not do their duty, as they saw it. The disagreement with 
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professionals was described in this way: "The nursing home had arranged for 
my wife to come home for a few hours every day, and that was very frustrating 
for me. I got depressed every time she came home. I w anted the doctor at the 
research clinic to talk to the staff at the nursing home about my wife's visits, 
and he did, by letter. After that there was a terrible to-do. I think this was 
caused by the differences between the two organisations involved in my wife's 
care". The discord based on feelings of being let down was described as 
follows: "The nurse at the nursing home called me, and said: 'Your wife is 
staying here. She is so ill that she can't go home. You shouldn't take her home. 
You should not ruin your life'. It was a real talking to. I said: 'Well, will she 
lose her bed, if I take her home?'. "'Yes if you take her home she will lose her 
bed here'. 'Yes but, what can I do? ' If I di dn't accept the place in the nursing 
home I w ouldn't get any help with respite care. So I f eel that they have let me 
down, in a way". 

Content and quality in non-kin relationships - positive features 

The spouses' descriptions of the positive content of the relationships comprised 
togetherness, support and help, preparedness to help, acknowledgement, 
trust and security. There were positive features which were mentioned 
infrequently i.e., pleasure, understanding, involvement, and being wanted. 

Togetherness 
The spouses talked about the togetherness that embodied feelings of being 
intimately allied with various groups of people, i.e., colleagues, widows, and 
old friends. This feeling of being intimately linked was expressed in terms of, 
doing things together, or having the same interests. The spouses that felt linked 
to their colleagues described the exchange of experiences, and thoughts. To 
have an opportunity to exchange ideas with another mature adult was very 
important for them as they could not have this type of intercourse with their 
sick spouse. A spouse narrated: "It's these female friends that I have known for 
a long time, those I h ave contact with today. These friends who support me in 
some way, are widows whose husbands had worked in the same company as 
Nils, and I feel a close tie to them 

Support and help 
The spouses' descriptions of help offered by people classified as non-kin 
relationships concerned mostly support, and not so much practical help though 



93 

it did occur. The support they got from friends, and professionals was 
appreciated. This was even more pronounced if the spouses did not need to ask 
for help to get it, as they had some difficulties in asking people for help as 
described before. The experiences of support was described as follows: "It was 
my wonderful colleague who said to me, -'If you are not going to call the clinic 
and tell them that he needs psychopharmacological drugs, then I will do it. 
Now you must call them' Later on she called up and asked how it had worked 
out. You see, what support I ha ve, and from one who understands such things. 
Her husband had a similar disease, now he is dead. She was very strong; 
exceptional". 

Readiness to help 
The spouses told me about people that they knew they could call on for help if 
they needed it. This cognisance seemed to be enough to give strength to the 
spouses and to create a feeling of security. The people that were prepared to 
give help were both friends and professionals. The help that they were willing 
to give concerned both caring and help to the spouse personally. Such help 
might be that the spouses could call the doctor and ask to be put on sick leave 
immediately or call professionals for advice or to discuss their decisions in 
matters of caring. One spouse said: "I have my friends as my support and 
someone to talk to. But I haven't felt that it is so difficult that I had needed 
them, I must say. But I know that Tova, a friend and a professional, I can go to 
her if I am in big trouble and she will help me, I know she will". 

Acknowledgement 
One positive reaction from non-kin relationships narrated by the spouses was 
acknowledgement. The spouses were told that they were doing a good job and 
they were kind and understanding towards the sick spouse. The spouses had a 
paradoxical reaction to this praise. In one way they felt good about it and were 
proud that others had seen and understood the extent of their achievement. In 
another way they did not feel good about such praise, as they thought it was 
undeserved. One spouse said: "They know about her disease and they tell me, 
"You are doing a wonderful job". It seems as if they can't think about anything 
else. I can't understand this". 

Trust and security 
The spouses' feelings of trust and security emerged basically in their 
relationships with professionals. They trusted the relationship with the 
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professionals from the research clinic where the sick spouse had been 
diagnosed. They knew that they could always contact the staff there when they 
needed information or advice. This feeling of trust and security was expressed 
as: "I am worried about leaving him now on Monday for respite care in the 
local hospital. Now I can see how it is here at this clinic, but I trust the doctor 
at the research clinic much more that the local doctors. The only one that I 
trust is the doctor at the research clinic. This stay in the local hospital, I just 
take as respite care, no more ". 

The small network interpreted as a whole 

The spouses with a small network basically had a negative image of 
themselves in relation to other people. They saw themselves as lonely in 
connection with a sense of being misunderstood, and also an under-estimation 
of themselves. They had lost the drive to do things and were uninvolved. They 
withdrew from other people as they had neither the inclination nor the energy 
to invest in relationships. Their negative self-images seemed to affect or be 
affected by their relationships with others, i.e., kin relationships were mostly 
associated with a negative content. 

The positive features of the relationships were rather weakly characterised, for 
example togetherness was expressed in terms of being together sometimes, and 
the practical help they got was sporadic. The relationships that they mentioned 
that had positive contents were mostly non-kin relationships, but they referred 
to groups not so much to individuals. The positive contents were formal, such 
as support meaning encouraging statements for instance, and a readiness to 
help, meaning that the spouses could get help if they were in real trouble. The 
spouses in this group tended to have few, distant and conflicting relationships 
with others which seemed to be a disadvantage for them in their current 
situation. 
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The medium-sized network 

Five couples, Ellen and Sven, David and Runa, Berit and Olle, Karin and 
Östen, and Cecilia and Peter belonged to medium-sized network. 

Number of important persons and the intimacy of relationships 

A medium-sized network comprised 30-35 people (Figure 5.3). 

FAMILY 

SPOUS 

FRIENDS 

6 - 1 5  

RELATIVES 

5 - 1 0  

OTHERS 

7 - 1 0  

Figure 5.3 Diagrammatic representation of the pattern of a medium-sized 
network 
The small triangle in the family section represents the sick spouse 

These spouses marked people on the diagram closer to themselves in all 
subgroups than did spouses with a small network. In the family subgroup the 
tendency was to mark the sick spouse further away from themselves than the 
children, but closer than the grandchildren and daughters- and sons-in-law. 
The changes in the network were small over time, other than those due to 
natural causes, e.g., new grandchildren were born, relatives died, some friends 
became more important and so on. 

The contact frequency in the medium-sized network was high (several times a 
week) with children and at least once a week with friends for four spouses. For 
one spouse the frequency of contact was at least some occasions each week 
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with relatives and friends. All spouses had a confidant with whom they had 
been in contact during the last week, and the contact seemed to be regular. 

Content and quality of relationships 

The spouses in this pattern of network valued themselves as predominately 
positive and negative to an equal extent. For kin and non-kin relationships the 
content and quality were mostly valued positively (Table 5.3). The actual 
network to be presented is in bold text. 

Table 5.3 The spouses' view of themselves and the content and quality of kin 
and non-kin relationships in the medium network pattern 

Persons Small network 

Pos/Neg 

Medium-sized 
network 

Pos/Neg 

Large network 

Pos/Neg 

Self Neg. Pos.-Neg. Pos. 

Kin Neg. Pos. Pos. 

Non-kin Pos. Pos. Pos. 

Spouses' images of themselves in relation to others 

There seemed to be a balance between positive and negative content in the 
spouses' description of themselves in relation to others. 

Negative features in the spouses' images of themselves 

The negative descriptions of themselves, for all five spouses, were: tendency 
to isolation, and difficulty in talking about their current situation. Another 
feature that was only mentioned infrequently was difficulty in asking for 
practical help. 

Tendency towards isolation 
The spouses' description of themselves as being isolated from others, 
encompassed a feeling of distance and lack of togetherness with others, or they 
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were fully occupied with the care and the housework, and as a result they were 
isolated. This phenomenon was described as follows: "Yes, I am so tired and 
in a way I get separated from people. I found that we have little in common. 
It's as if I can't manage to share myself with others, I don't know how 
everything will turn out. The others sat and played games, but I went to bed. 
Maybe it's because my life is so different from theirs". The tendency to be too 
busy with the caring and the housework, was described: "My relationships 
with my children have changed, it's as if I have not got time for them. The time 
slips away. And the children, years pass and they grow up. I said to one of my 
grandchildren, the thing that worries me most is that my little grandchildren 
are growing away from me. Yes, only grandpa takes the time. Grandma hasn't 
got time for her grandchildren". 

Other aspects of their isolation were that they distanced themselves from 
others because of their need to watch over the sick spouse, or they were 
isolated as a result of their former pattern of social intercourse. The need to 
supervise the sick spouse made it difficult for their partners to associate with 
others in a pleasant way. This was described in the following terms: "There 
was a time when I found it hard to accept this. I didn't want my wife to be with 
our good friends from before and not be able to take part in the conversation. 
There was a time when I was always listening to what my wife and others were 
talking about, and wanting to hide her problems. I lost a lot of interest in 
social life, I must say, because it was too much effort". 

The spouses' previous social life seemed to affect their current tendency 
towards isolation. A spouse narrated: "Mostly I call the children, but I don't 
want to burden them the whole time. I ca ll them to hear about what they are 
doing, but they have to live their own lives. There are other people, but I have 
never had so many friends. I have my female friends but no family friends. So I 
have never been used to having a lot of friends or a lot of parties". 

Difficulties in talking about their current situation 
The spouses also mentioned their difficulty in talking to others about their 
personal problems and their current situation. This was stated in terms of being 
negative feature of their characters as they understood that it would have been 
an advantage had they been able to talk about their troubles. The spouses 
mentioned various reasons for their difficulties; they felt unhappy when they 
talked about their sick partners, or others became upset when they were told 



98 

about the couple's situation. One spouse described the difficulties of talking 
about the situation because it aroused unhappiness, in this way: "The children 
don't want to talk so much about the future, and it is so hard because I become 
so sad. My daughter stands up for me as much as she can, so it's no problem, 
but we don't talk about the situation. I become so sad, and so does she. And my 
son never talks about it, he pushes it away". The spouses also felt that others 
did not understand what they were taking about so there was no point in trying 
to explain. Other people's lack of understanding was described as follows: "I 
can't talk to just anybody; talk openly. It's the same in the congregation, 
though we have all the same faith and the same goal, there are a lot of people 
who don't understand a thing". 

The spouses' ability to talk about difficult matters could also arise from their 
own characters in that they found it hard to be really open with other people. A 
spouse described this difficulty in the following words: "There aren't so many 
people I can talk to about such matters. It's completely impossible, even with 
the closest family members. I don't want to expose myself, despite having a 
certain weakness inside. I have enormous difficulties opening up for others". 

Positive features in the spouses' images of themselves 

The positive features that the spouses mentioned about themselves were; 
sociability and being of use to others. These two features were frequently 
mentioned, other features that were mentioned infrequently were; being open-
hearted, just, faithful, involved and not causing any trouble for anyone. 

Sociability 
The spouses regarded themselves as being sociable, as they told me about how 
they enjoyed arranging parties and bringing people together and they thought 
this was a positive feature. They also talked about how many friends they had, 
and that they had a great need to be with others, if only they had had the 
strength. One spouse described herself in the following words: "I have always 
been fond of arranging parties, inviting people round and having parties with 
various themes and trying to have dances and games. Really having a good 
time, you know". Sociability was described thus: "We still have the same 
friends we had when we were newly married, we have a lot of friends do things 
with. We call each other. We have a lot of f riends, you know and we've still got 
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those old friends. Though we don't find the time for them now when Peter isn't 
so well". 

Being of use to others 
The spouses regarded being of use to others as valuable, and they were pleased 
with themselves when they could be of help to others. They enjoyed it when 
others made use of them a bit and they were content when they had done 
something they had promised to do. They did not want others to see them as 
someone who broke their promises or were in debt to others for material or 
emotionally things. One spouse related how she felt about being used: "A 
friend gave me a lift in his car and I was able to sit down and wait at their 
place, you have to use your friends. They are therefor that. I know myself that 
it's nice to be of use to others, so there's no danger. My friends tell me: 'It's 
always us taking advantage of you'. And that's true, because it's to us they 
come for help, or to have a cup of coffee, and it us who helps them by looking 
after their summer-cottage 

Content and quality of kin relationships 

The spouses' descriptions of their relationships with family members and 
sisters and brothers were mainly couched in positive terms, though there were 
some negative descriptions. 

Content and quality in kin relationships - negative features 

The spouses mentioned some negative features frequently. These were; 
disappointment, and lack of understanding. Other features that were 
mentioned infrequently were; uninvolvement, unfairness, dishonesty, and 
discord. 

Lack of understanding 
The spouses' descriptions of their feelings about not being understood by kin 
relationships, seemed to emerge from a lack of understanding of the care-
giving spouses' situation, or of how to behave towards the sick spouse. Lack of 
understanding is described in more detail earlier in this chapter in connection 
with the small network (p 86). 
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Disappointment 
The spouses' experiences of disappointment in their kin relationships 
originated from unfulfilled expectations, shortness of time and non-caring 
behaviour which led to uninvolvement. Disappointment is described earlier in 
the section dealing with the spouses kin relations in the small network (p 88). 

Content and quality in kin relationships - positive features 

Positive features dominated the view of kin-relationships for the spouses in the 
medium-sized network. The features were; togetherness, practical help, 
support and readiness to help. Features that were mentioned infrequently 
were; security, openness, acknowledgement, harmony, and concerns. 

Togetherness 
The spouses in this network emphasised feelings of togetherness with family 
members and siblings more than did the spouses in the small network. This 
strong feeling was described using these words: "I have to say that we would 
have been more isolated and if it wasn't for the children, it would be really 
terrible". The feeling of togetherness has been presented in more detail in the 
section dealing with the small network (p 88). 

Practical help 
These spouses were more pleased with the help they received from their kin 
relationships than the spouses in the small network. The practical help that was 
given was mostly given by the children. The spouses received help with house 
repairs or with the care. They also received help with the personal care of the 
sick spouses and could from time to time get relief from care. One spouse told 
me about how his son helped him with the personal care of his wife: "I think 
it's necessary to include manicure in personal care. My son is quite good at 
that, so he usually helps me with his mother's nails when she is at home, and 
her nails get too long. He is not a specialist but he has the right equipment and 
is quite good at it. " 

Another spouse told me about her children offering her a respite from care: 
"My son has said several times: 'Shouldn't you take some days off, mother1. 
And my grandchild said, 'Grandma I th ink you should go away this week-end 
and we can take care of grandpa the next weekend too'. Poor things, they are 
redecorating one of the children's room, and yet my son calls and says 'We can 
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take care of father, if you want to go away'." This practical help is also 
described in the small network section (p 89). 

Support 
The spouses felt that they received quite a lot of support from their children 
and in some cases from their sisters and brothers. The support was mostly in 
the form of encouragement and complementary aid. The emotional support 
also included agreement and attention. This phenomenon was described as 
follows: "We don't talk so much, for instance, when I thought about giving up 
my job I asked her if I was doing the right thing by being at home with my 
husband as long as he could recognise our home. She agreed that it was the 
best thing to do. She knows a lot about the disease. Though we don't talk so 
much about the disease, because we both start to cry. But I think she feels that 
she is sharing this experience with us and that she is a great support for me; 
she's my mainstay. " 

Another spouse described the support he received from his sisters and 
brothers-in-law: "In our family we have agreed to risk new treatments for my 
wife. Her brother, who I have great confidence in and who is a remarkably 
good person, he thinks that this situation is quite desperate, and if there is 
something that can be done to improve her state: 'You should not hesitate', he 
says. 'You have my complete support'" 

Readiness to help 
The spouses felt that they could always rely on their kin relationships for help 
if they were in need. This feeling seemed to be of great comfort for them, 
though they did not want to burden their kin relationships too much. They 
could call them for a chat if they felt lonely or wanted to discuss some thing. A 
spouse recounted her daughter's preparedness to help: "I was going to cut the 
lawn but I couldn't start the lawn-mover. Then my daughter came by and we 
both tried. She says: 'Do you have enough petrol, perhaps there's not enough'. 
If I h adn't had my daughter I would have had nobody. She's everywhere, she is 
involved with everything, and spends time with us. There aren't many of her 
kind. " 



102 

Content and quality of the non-kin relationships 

The relationships with non-kin were described by the spouses mainly in terms 
of positive features, though there were some negative descriptions. 

The content and quality in non-kin relationships - negative features 

The negative features which the spouses mentioned in their relationships with 
non-kin were; lack of understanding and disappointment. Other features that 
were mentioned infrequently were; uninvolvement, self-centredness, and 
mistrust. 

Lack of understanding 
The spouses' descriptions of their experiences of lacking understanding 
comprised friends that did not understand the extent of the disease, which 
made the spouses feel so disappointed that they stopped trying to talk about the 
sick partner as it was of no use. Another side to this was that the spouses 
thought that their friends behaved improperly in their intercourse with the sick 
partner. The spouses saw this improper behaviour as arising from their lack of 
understanding. The situation was described as follows: "I called a female 
friend I have known since we were young. I haven't visited her this summer 
because she has had a difficult time. I told her that my husband had been to my 
son's summer cottage and when he came back he couldn't find his way home. 
She says: 'Yes, but you should be pleased about your husband. He very often 
goes to town and he is so vigorous. Surely, you don't need to be afraid for 
him', she said". 

Disappointment 
The expressions of disappointment were mostly connected with descriptions of 
intercourse with friends and professionals. The spouses seemed to be 
disappointed with people who did not give them what they had expected. The 
spouses told me about friends who did not come to see them or did not take 
their problems seriously. A spouse related her experiences in these words: 
"Well, I don't know, these people that I know, they know about the disease, 
they can't give me anything. It's really not so bad, but they fall silent when I 
tell them about my situation and then I feel that it isn't helping me one bit I 
stand there and feel put down". 
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Content and quality in non-kin relationships - positive features 

The spouses' descriptions of their non-kin relationships were dominated by 
positive features. These were; togetherness, help, involvement, closeness and 
understanding. Features rarely mentioned were; pleasure, support, trust, 
preparedness to help, and acknowledgement. The spouses seemed to pick some 
friends who they chose to associate with. They chose friends who could 
behave in a natural way with the sick partner, or who seemed to understand the 
couple's situation and with whom they could relax. 

Togetherness 
The spouses in the medium-sized network described their feelings of 
togetherness with non-kin relationships, as containing the same features as 
those of the spouses in the small network. Togetherness is described earlier in 
this chapter (pp 88, 92). The spouses in the medium-sized network felt 
togetherness with friends, work-mates and members of the community. They 
valued togetherness with friends very highly, in some cases even more than 
with sisters and brothers. 

Practical help 
As opposed to the spouses in the small social network, the spouses in the 
medium-sized received mostly practical help. They described that they 
received help from professionals, friends, and neighbours. They valued the 
help they received from professionals as they saw it as providing a relief from 
care. As described above, these spouses had some difficulties in talking to 
others about their situation, which in turn led to some difficulties in asking for 
help. These difficulties decreased as time went by and they were able to talk 
more freely about the disease. Then they could ask for help and had no 
problems getting it. One spouse told me about the help she received from 
professionals: "The contact I have with the district nurse has worked out very 
well. I have received the help 1 asked for, I th ink she has been very kind and 
has supported us very well". 

The medium-sized network interpreted as a whole 

The spouses with a medium-sized network had equally positive and negative 
images of themselves in relation to other people. They viewed themselves as 
sociable and valued themselves as being of use to others. Despite these 
positive judgements about themselves the spouses had a tendency to isolate 
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and distance themselves from others. They felt that they lacked a feeling of 
communion with others, and related the difficulties they had in talking about 
their situation. It seemed as if the spouses' previously good ability to interact 
with people had been negatively affected by the care-giving situation and that 
they connected these difficulties with their own personality. This seemed to 
influence their relationships with others. Both kin and non-kin relationships 
contained negative features such as lack of understanding and disappointment. 
One interpretation could be that these negative features arise from 
communication problems as the spouses found it difficult to talk about their 
situation and distanced themselves from others. This could lead to other people 
finding it difficult to respond in an understanding and empathie way. 
Nevertheless, the kin and non-kin relationships provided the spouses with 
support and practical help when needed and they also contributed to a sense of 
togetherness. 

The large network 

The third pattern of network was the large network, to which four partnerships 
belonged. These spouses were Frank and Tova, Ivar and Ylva, Gun and Ulf, 
and Lars and Anita. 

Number of important people and the intimacy of relationships 

For the four spouses with a "large network" the numbers of important people 
varied between 36 and 49. The two largest subgroups were "friends" and 
"other" important people (Figure 5.4). 

Persons in this pattern were marked rather close to the spouse, similarly in all 
subgroups. The sick person was the one who was marked closest to the 
spouses, almost intersecting their own circles. There were fewer changes over 
time in this pattern than in the other patterns described. The changes that did 
occur were within the subgroup "others". In all cases this subgroup contained 
professionals, who increased in numbers or were exchanged over time. In one 
case, a husband reported no professionals who were important for him, other 
important persons for him were his ex-fellow-workers and members of an 
order, a brotherhood. 
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Figure 5.4 Diagrammatic representation of the large network pattern 
The small triangle in the family section represents the sick spouse 

The spouses in this pattern had a high frequency of contact in two of the 
subgroups, friends and others (neighbours). In contrast to the other patterns the 
spouses in the large network also had a rather high frequency of contact in the 
remaining subgroups. In the family and relative subgroups the contact 
frequencies were at least some occasions each week. For one spouse the 
contact frequency was high for the family, relatives and friends. All spouses 
had a confidant with whom they had been in contact within the last week, and 
it seemed that this relationship was regular. 

Content and quality of the relationships 

The spouses in the large network described themselves in connection with 
others mostly in positive terms. They also valued their relationships with kin 
and non-kin positively (Table 5.4). Bold text indicates the network now in 
focus. 
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Table 5.4 The spouses' view of themselves and the content and quality of kin 
and non-kin relationships in the large network 

Persons Small network Medium-sized 
network 

Large network 

Pos/Neg Pos/Neg Pos/Neg 

Self Neg. Pos.-Neg. Pos. 

Kin Neg. Pos. Pos. 

Non-kin Pos. Pos. Pos. 

Spouses' images of themselves in connection with others 

The spouses' descriptions of themselves were mostly positive but they also 
mentioned some negative features. The spouses' view of their intercourse was 
that it was as extensive as before or that they had even more interchange with 
others. 

Negative features in the spouses' images of themselves 

The spouses in the large network mentioned fewer negative features of 
themselves than spouses in the other network patterns. Two of the spouses 
mentioned more than one negative feature about themselves, for example, they 
had feelings of uncertainty, loneliness and unpleasantness. The four spouses 
had difficulties in talking about their current situation with others, as they 
saw it. 

Difficulties in talking about their current situation 
The only description that they all regarded as negative was the difficulties they 
experienced talking to other people about their current situation. They 
explained this difficulty in various ways. Some of the spouses did not want to 
talk about the disease and its consequences at all. Some felt uneasy talking 
about their situation as they became upset and cried. Some felt it was difficult 
to know what to say, as they did not know what to call the disease or how they 
could explain the symptoms. A spouse who did not want to talk about the 
disease said: "Yes, we haven't talked so deeply about this thing, though my son 
knows exactly what state his mother is in, and so on. He knows that I help her 



107 

and he is very grateful for that. He stands by us and helps us. We have never 
had a deep talk about this, I think he is a bit like me, not wanting to talk about 
it". Such difficulties in talking about the situation are described earlier in the 
medium-sized network (p 97). 

Positive features in the spouses' images of themselves 

On the whole the spouses described themselves very positively in connection 
with others. The features that were mentioned frequently were that they were; 
sociable, helpful, and thoughtful. The positive features that were more rarely 
mentioned were; honesty, tolerance, involvement and communicativeness. 

Sociability 
Like the spouses in the medium-sized network these spouses valued 
themselves for being sociable, they continued their intercourse with others. For 
these spouses it was not just a pleasure to be with people, it seemed to be a 
great need for them. They connected their sociability with their overall well-
being. This need for intercourse with others was described in this way: "I think 
that the contact I h ave with others means a lot to me. I really depend on them, 
having someone to talk to. Yes, as I s aid before about the people I m et at the 
nursing-home. I a m very pleased if someone stops by and we can talk about 
something quite different from the disease". Sociability is also described 
above, in the medium-sized network (p 98). 

Helpfulness 
The spouses valued themselves for being helpful, they tried to be useful to 
others despite their own problems. They talked about how strongly they felt 
about helping others, and they helped family members, relatives, friends, the 
elderly and society. These spouses seemed to be more active than the spouses 
in the medium-sized network regarding 'being of use' to others. A spouse 
described his feelings thus: "I think that you should stand up and help one 
another. I feel very strongly about helping others. Like when my neighbour 
had to move, if Tova had been well, I would have helped him with everything. I 
helped him a lot, by carrying down things and, I also used to look after him. I 
have his key and his son's address in case of anything happens". 
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Thoughtfulness 
The spouses cared about and wanted to please other people. They wanted to do 
'good deeds' and they thought that they were capable of doing so. They took on 
voluntary work or they took the initiative in doing things they thought would 
please others. They thought deeply about others and felt deeply for those they 
thought had a poor life. One spouse expressed these thoughts as follows: "Of 
course, I f eel that I am doing a good deed if I visit them, because I can see that 
they appreciate my visit. But I don't go there for my own sake, to satisfy my 
own needs, the reason I go there is to give them both pleasure 

Content and quality of the kin relationships 

The relationships with family members and relatives were on the whole 
described as having a positive content. The spouses valued these relationships 
very highly and thought that the intercourse was of great help in their current 
situation. 

Content and quality in kin relationships - negative features 

The spouses only mentioned negative contents infrequently, and one spouse 
did not mention any negative content at all. The negative things mentioned 
were; shortness of time, lack of togetherness, lack of understanding, 
uninvolvement and demands. The spouses could easily explain and forgive 
others for these negative things. They understood that the children, for 
instance, had too much to do, or they did not know their parents' wishes. 
Uninvolvement was explained as the children thinking that everything was all 
right, and that they had nothing to worry about regarding the care of their sick 
parent. 

Content and quality of kin relationships - positive features 

The spouses described mainly positive features in the content in their kin 
relationships. The features that were often described by the four spouses were; 
togetherness, practical help, support and involvement. The features that 
were infrequently mentioned were; appreciation, acknowledgement, harmony, 
understanding, and maintenance of traditions. 
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Togetherness 
These spouses described their feelings of togetherness in almost the same way 
as the spouses in the small and medium networks, although it seemed that the 
spouses in the large network expressed stronger feelings of togetherness with 
sisters and brothers than did other spouses. They had more frequent intercourse 
with their relatives, and more intimate relationships with their children. A 
spouse described his feeling of togetherness as follows: "I have so many 
contacts. You see, they call me a lot and I have my brothers and sisters nearby, 
both my wife's and mine. They call me, and you know, I have plenty to do. I 
help my brother-in-law with his kitchen, and the next week we are going to 
have a party for another brother-in-law. You know, I have the best sisters and 
brothers in the world, both from her family and mine. They mean a lot to me, 
especially that I know that I can visit them at any time. I know that we are 
always welcome 

Practical help 
In comparison with the spouses in the small and medium-sized networks, these 
spouses seemed to get more help both from their children and from other 
relatives. They got help in the form of practical help in the house, with clothes 
and with relief if the care-giving spouses had to go somewhere alone. They 
valued the help they got very much and talked about how helpful and how 
capable their children were. The spouses had no doubts about asking for help 
or receiving help as they thought it made others feel good to help them. They 
also thought that they helped others in return. The content, practical help, is 
described above in the small and medium-sized networks (pp 89, 100). 

Support 
The spouses described their children and relatives as supportive. They thought 
that they could always rely on their kin relationships. These feelings seemed to 
help them a lot, and gave them a sense of security and confidence. One spouse 
described his experiences of support from his sisters and brothers in these 
words: "We see each other more often now, I think this is due to their feelings 
of solidarity with us because of Ylva's disease. They want to keep in touch with 
us, I think that they feel they are a support for us, and they are. There's no 
doubt about that. They feel they can contribute to our well-being. This is the 
good thing about it". The experience of support is described earlier in the 
medium-sized network (p 101). 
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Involvement 
The experiences of involvement were described by the spouses in terms of 
their children and relatives caring about them and their sick partners. The kin 
relationships showed this engagement by calling frequently and being 
interested in hearing about the spouses' lives. A spouse talked about her 
family's involvement in the couple's situation thus: "We talked about it, there 
has been enormous solidarity in the family. Maybe it's different in other 
families. Perhaps some don't care so much. Maybe we care about one another 
quite a lot. It may be a little more complicated for us. I don't know, but I think 
so. If we could leave things a bit more, but that isn't easy either". Involvement 
is described in more detail in the small network (p 89). In comparison with the 
spouses in the small network, these spouses in the large network seemed to 
experience stronger involvement in the relationships with children and 
relatives. 

Content and quality of the non-kin relationships 

The spouses' non-kin relationships were described as having the same 
tendencies as the kin relationships. The content and qualities described were 
mainly positive, though there were some infrequent negative descriptions. 

Content and quality in non-kin relationships - negative features 

There were only two spouses who mentioned negative features in their 
relationships with non-kin. These negative features were; dishonesty, self-
centredness, and uninvolvement. 

Content and quality in non-kin relationships - positive features 

The spouses mainly described positive features; togetherness, practical help, 
support and understanding. The features that were mentioned infrequently 
were; pleasure, harmony, security, intimacy and maintenance of tradition. 

Togetherness 
The spouses' experiences of togetherness are described in the sections dealing 
with small and medium-sized networks (pp 88, 92, 103). The spouses in the 
large network seemed to value these experiences of togetherness more highly 
and they experienced togetherness from more sources, than the other spouses. 
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They felt a strong togetherness with friends, lodge members, members in the 
community and members of societies. 

Practical help 
In some cases the spouses described that they got help from friends but mostly 
they mentioned professional help. They were pleased with the kind of help 
they received, i.e., supervision of the sick spouse, and relief in care-giving. 
The experiences of practical help are described in the medium-sized network 
(pp 89, 100, 109). 

Support 
The spouses described their experiences of support in a very positive way. 
They were convinced that the support they got from friends and others helped 
them to keep up their spirit and cope with the care-giving. They felt that they 
received support from several sources, for instance, friends, and members of 
the community. The experiences of support are described in more detail with 
reference to the small network (pp 101, 109). 

Understanding 
The spouses felt that others understood their problems and life situation. They 
thought that this understanding was very helpful in their social intercourse as 
they did not need to say so much about the disease, although they felt that 
friends and others were interested and involved in their case. The experience 
of friends understanding the situation was described as follows: "I think they 
have reacted in a positive way, as they want to keep in contact with us. They 
want to be with us, because they think we have a hard time now and then. They 
have a very positive attitude to us. We almost have more friends now than 
before, maybe because we have plenty of time now. We have told our friends 
briefly about the disease and our situation. They understand it because they 
see things aren't the same as before". 

The large network interpreted as a whole 

The spouses with a large network basically had a positive image of themselves 
in relation to other people. They did have difficulties in talking about their 
current situation, but it was more a feeling of uneasiness, not so much fear of 
depressive thoughts or problems opening their hearts to others. The dominant 
opinion was still positive, that they were sociable, and that they regarded 
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themselves as very helpful and thoughtful in the interplay with others. These 
positive views of themselves seemed to influence the spouses' contact with 
others. The relationships with kin and non-kin contained predominantly 
positive features, i.e., togetherness, practical help, support, engagement and 
understanding. These spouses had a great need to help others and they 
regarded themselves as meaning a lot to others. This opinion seemed to 
influence their interplay with other people as they thought others felt good 
about helping the spouses in various matters. One interpretation could be that 
the spouses' contact with others were mirrored by their positive images of 
themselves and vice versa. The spouses in this group tended to have many 
relationships both kin and non-kin that were mostly very friendly, which 
seemed to be beneficial to them in their current situation. 

DENSITY OF THE SOCIAL NETWORKS 

The density of the whole network for each spouse, with reference to the extent 
to which members of a person's social network know and interact with one 
another, varied among the patterns. For the "small network" the densities for 
the four spouses were about, 20%, 26%, 26%, 53% and for the "medium sized 
network" the densities were about, 22%, 23%, 35%, 37%, and 39%. For the 
"large network" the densities were about 31%, 35%, 43% and 48%. 

RECIPROCITY IN THE NETWORKS 

The relationship between the people in the network could be considered either 
as oriented from one to the other or as reciprocal. The spouses in all patterns 
judged their relationship to other persons as mostly mutual, and there were 
very small differences among the three patterns (Figure 5.5). 

The most distinct differences were seen in the pattern "large network", as the 
spouses in this pattern tended to judge their relationships as less "taking" than 
other spouses. Overall the spouses judged their relationships to be mutual to a 
high degree, despite their demanding care situation. 



113 

20-

a. 

t o C. O 

e 

i or 

8( 

6< 

4( 

2( 

•  Mutual 
Q Taking 
Q Giving 

Small 
network 

Medium-sized 
network 

Large 
network 

Figure 5.5 Reciprocity in different network patterns 

Summary 

The spouses in the small network had fewer people around them than other 
spouses. The intimacy of the relationships was regarded as being low and the 
sick spouse was most distant among the family members. There were more 
changes in the small network with time and the spouses had a high frequency 
of contacts only with friends or relatives. The spouses tended to have a 
predominantly negative view of themselves in relation to others. They also 
regarded the content of their kin relationships as being mostly negative, 
though they regarded their relationships with non-kin as mostly positive. 

The medium-sized network contained more people and they were closer to the 
spouse than in the small network. The sick spouses were somewhat closer to 
the non-demented spouse. There were very small changes over time in this 
network and the frequency of contact was high with family-members and a bit 
lower with friends. The spouses had a view of themselves in relation to others 
that was equally positive and negative. They regarded the content and quality 
of the relationships with kin and non-kin to be predominantly positive. 

The number of important people in the large network was highest of all the 
network patterns, and the intimacy in the relationships was close, with the sick 
partner being closest to the care-giving spouse. These spouses had a high 
frequency of contacts with two subgroups. The spouses view of themselves in 
relation to others was predominantly positive and they also regarded the 
content of both their kin and non-kin relationships as positive. 
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Chapter 6. RELATIONSHIP BETWEEN THE 
SPOUSES AND THEIR SICK PARTNERS 

INTRODUCTORY REMARKS 

The very foundation of marriage has changed over the years. According to an 
earlier view (before the 50s) of the marital relationship the spouses were 
perceived as a unity, with a community of interest which transcended their 
own personal interests. The couple was perceived of as a whole, one flesh. The 
marriage was imprinted by the interests of society, the family was the 
fundamental unity in society. Later on (after the 50s), the marital couple were 
seen as standing by themselves, as individuals with their own identity and self-
determination, with their own interest in self-realisation, improvement, 
profession and engagement, with needs for privacy and, a living-space and 
friends of their own. The family structure has changed in connection with a 
decreased inter-dependence regarding financial support and social contacts 
outside the family. Marriage has become of less interest to the society and has 
become instead a personal concern (1). 

Marriage came to be founded on personal needs, passion and love. The marital 
relationship is in most cases built on feelings of love. These feelings can be 
seen as forces of a passionate mental-emotional-sexual attraction between a 
man and a woman which reflects the feelings of great respect they have for 
each other's value (2). In love two equals nurture each other and do not empty 
one another. To nurture another human being, is to accept her/him without any 
reservations, to respect her/him sovereignty and integrity. It means that one 
supports her/his growth and self-realisation, and that one cares at the deepest 
and most intimate level, and cares about her/his thoughts, feelings and wishes. 
It means that one creates a situation and a milieu where an individual can live 
and blossom (2). It is obvious that to understand the spouses' lived experiences 
of living with a demented partner it is necessary to look into their previous 
marital relationship as well as the present relationship. 

RELATIONSHIP BETWEEN THE SPOUSES AND THEIR 
SICK PARTNERS 

In the first reading of the texts the researcher had the impression that the 
couples' marital relationships differed regarding how they talked about their 
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relationship and life together and how they described the way they acted 
towards the sick partner. In the third step of the analysis, dimensions were 
uncovered, which seemed to capture the couples' relationship from the 
perspective of the care-giving spouse (cf. Chapter 2). The dimensions were; 
companionship vs. separateness, caring vs. arranging care, intimacy vs. 
distance, confirming vs. disconfirming communication, sexual vs. asexual 
relationship, understanding vs. lack of understanding, and attraction vs. 
nonattraction. These dimensions will be further explored below. The changes 
in the marital relationships were interpreted by means of these dimensions and 
meaningful connections between them and the text as a whole. The 
interpretation disclosed various foundations and transformations of the 
couple's relationships from the perspective of the care-giving spouses. 

A relationship founded on love which was maintained by love 

The analysis and the interpretation of the relationship with the sick partner as 
loving were made from the view point of the spouses' own narratives and 
statements about their feelings for and their descriptions of their ways of 
acting towards their sick partners (Figure 6.1). 

CONFIRMING COMMUNICATION 

CARING COMPANIONSHIP 

SEXUAL 
RELATIONSHIP 

LOVE-LOVE 

UNDERSTANDING 

ATTRACTIVENESS INTIMACY 

Figure 6.1 A relationship founded on love and maintained by love 

To illustrate the bases for the analysis and interpretation a story will be quoted. 
Frank and Tova had been married for forty-six years, they married when Frank 
was 24 years and Tova was 21. They lived together for one year before 
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marriage. They had a son after one year of marriage. Frank described their 
marriage as very happy and related that they had supported one another. 

Frank described his feelings for Tova in this way: 
-I had a girlfriend in another town and Tova also had a boyfriend, but since we started to 

look deep in to each other's eyes, these relationships did not last for long, and we found one 
another. We just seemed to click. Everything happened very quickly. 

-/ saw at once that Tova was a very nice girl, she was enormously kind and gentle and she 

liked me. It was mutual. But what I first noticed was that she was reliable, and she was very 
clever at cooking and she was economical. She was remarkable, she was very go-ahead and 
honest, perhaps I va lued these things the most. She was very good looking and I must admit 
that this meant a lot. There was nothing about Tova that I dis liked. I like her today as much 
as I liked her then. I h ave never been disappointed in Tova in any respect. Absolutely not. 

Frank described their life together through the years as very happy, and related 
that they had grown together. They had both worked outside home and 
concentrated on their jobs. They had always been together in their leisure time 
and had had the same interests and values. 

Frank said: 
-We have both worked and we only had one child. We have allowed ourselves to go out and 
have a good time, and we have lived a decent life. We have got on well with one another. 

Frank declared his love for Tova today: 
-I don't feel it a burden to have Tova with me on every occasion because I like her so much. 

It's just that when something happens to one, then the other should help. I think this is very 
natural. I w ant to be near to her, it's good for her and I know that she likes me best of 
everyone, after all. We have had such a good time together all these years. 

-I feel that this feeling of love one had when one was young, it's the same today. I mus t say 
that I am one of those who has really known "the great love". I hav e had these feelings for 
Tova through all the years. 

Besides Frank and Tova, Ivar and Ylva, and Lars and Anita also described 
their marriage as founded on love and that they have kept this feeling to the 
present time. In looking closely into the marital relationship as it was at the 
present time, dimensions were disclosed that seemed to be very important for 
the spouses. 
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Companionship 
The spouses described their feelings of companionship; their experiences of 
sharing thoughts and feelings and engagement in joint activities with their sick 
partners. They looked back on a happy marriage and it meant a lot to them that 
they could still be together. The spouses tried to arrange their everyday lives in 
such way that the sick partner could be involved in various things, e.g., 
housekeeping, visiting friends, needlework, weaving, knitting. This aspiration 
to involve the sick partner was very conscious and active. They thought that 
their togetherness was beneficial for both parties and with time the care-giving 
spouse tried to fill in when the sick partner had problems in her/his contact 
with others. Even when the sick partner could not do so much the carer used 
the term "we" when they described their activities. 

One husband described his feeling of companionship or spirit of community: 
-I think it is a good thing that we can be together. After all we have been married for 46 
years. 
-Yes, we help one another a little bit, we don't do any advanced cooking. Sometimes we go 
out for dinner. She is like an assistant, and we do the work together. 

-You must not think that I am sentimental, but we have had such a good time together. We 
potter about and look after our home in the morning and after that we take a ride in the car 
and get out. I drive much more now than before. I do that, and I do it because she likes to 
take a ride and I myse lf think it is rather fun to be out travelling. 
-I am so used to being with her, so I lik e her to be around and we have such a cosy time. We 
babble on to one another at home. 

Caring 
These spouses were of the opinion that caring for one another was a natural 
thing, since they had lived together for such a long time. They thought it was 
satisfying for them to be able to care for their sick partners, and they were 
pleased to be of importance for their beloved spouse. They were very anxious 
not to hurt or offend their sick partners, as they were very careful about how 
they talked to and behaved towards the other party. The spouses tried as long 
as possible to let the sick partner manage by themselves and filled in when 
needed. They remembered how the sick partner had preferred to arrange their 
personal care and clothes and they tried to continue the style. 
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The care-giving spouse related about the care-giving: 
-We have this routine when we go to bed. First we undress. Then we go to the bathroom in 

our Adam and Eve costumes, then, we have seen each other. My wife starts by washing her 
face and I take a shower while she brushes her teeth. Then she has to pass water and after 
that she takes a shower and I u sually help her and brush her back, because I think it is 
important to be fresh. I h elp her and I think it is nice if she is good and fresh-looking. 
Sometimes I s ay to her. "Today you are going to wear this dress, my dear. We are going 

there and there". I give her a clue, then she says, "Yes we'll take this one", but it also 

happens that she disagrees, but in the end we come to an agreement. 
-We have both been positive and cheerful and we have had such a happy marriage which 

has meant that we always get on very well with one another. This long happiness means 

these feelings are always there and I am careful with her so I always try to do my very best 
for her and see to it that she enjoys her existence. 

Intimacy 
The spouses became aware of their sick partners' dependency and need for 
intimacy and tried to respond to this need. They arranged their daily lives in 
such a way that they could always be together with their sick partners. If it was 
sometimes impossible, they made arrangement so that their sick partners did 
not have to be alone. When the sick partner took the initiative to express their 
feelings by hugging or kissing them, they could respond to this and were 
always open to body contact. This closeness was something the care-giving 
spouses wanted and valued, even if their sick partners always followed them 
everywhere, as if playing the game "Follow my leader". They felt as they 
could instil a feeling of security in the sick partner through this intimacy. 
When their sick partners lost their ability to communicate verbally the care-
giving spouses could interpret their body cues and sometimes they described 
that they could feel or imagine what the sick partner needed. Gradually the 
spouses also mentioned moments of distance. They described and explained 
this feeling saying that the sick partner did not recognise them as being their 
spouse or that the sick partner became more introvert and it became harder to 
get any emotional contact. 

One spouse described his experiences of intimacy with his wife: 
-The best time is when she and I ar e alone, then we talk and have a good time. Perhaps I 

feel fond of her and sit and stroke and hug her now and then. She appreciates this, I can see 
that. I think one should do that because one should be nice to one another. She is very 
willing towards what I say and do, she always follows me. 
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-Sometimes we can, yes only yesterday evening. I too k her in my arms and hugged her and 

held her. We stood here and she hugged me so intimately, I feel , I think it feels so good. It 

makes everything okey. 

-Yes sometimes she comes and kisses me on my cheek, she is so unbelievably kind, as she 

has always been. Enormously kind, a matter of extreme kindness. 

-After such a long time one learns a lot, and I can see that my wife is feeling fine when she 
has me around her and she attaches herself to me. 

Sexual relationship 
The spouses talked about an active sex-life in their marriage which they were 
able to sustain for some years after their spouse got Alzheimer's disease. 
Nevertheless, their normal sex-life ended when their sexual overtures were not 
accepted with pleasure by the sick partner. They thought it was wrong to push 
it further, it would be as if they had made improper demands on their sick 
partners. This feeling or standpoint led to a decreased sexual desire in the care-
giving spouse, which they accepted and in some way also connected with their 
age. However, the spouses were able to convert their expression of sexuality 
from sexual intercourse to an expression of emotional intimacy or closeness, 
which seemed to give both parties satisfaction. 

The carer described his feelings about the end of his sex-life and how their 
sexual intimacy had changed: 
-Our sex-life does not function, it does not function at all, you can understand that. It does 

not work. Naturally I m iss our married life. I ca n wake up in the middle of the night and 
have an erection, but there is nothing I can do about that. But when one becomes old it can 
turn out that sexual intercourse becomes less important than it was when one was young. 

When you get older, you don't have the same demands, but this body contact becomes more 
natural. 
-I want to have her around because I want to lie down beside her. Sometimes I creep under 

the same covers as her and take her in my arms and cuddle her. We have always done that. 
So I ju st think, it feels very pleasant to have her in bed. 

-It's I wh o crawl over to her. I just have the good intention of cuddling her and feeling close 

to her, I do not try to do anything else, I just want to hug her. 

Another spouse described his experiences: 
-In a way my feelings have changed since I s tarted to help her with her intimate hygiene. 
Now I am observant of her whole body. I tho ught everything would die down. But it came 

back, one doesn't feel any uneasiness or that one is embarrassed and nor does she. We take 

a shower at the same time and wash, but on her part she is more dead or has weaker 
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feelings. This makes me feel less desire, it has decreased, but it is not a problem, we can 

still cuddle and lie close to each other and feel one another's body without having sexual 
intercourse. It turns out when you are old that you can have other feelings, feelings of 
security, a pleasant feeling, to lie together in this way. It is very good that my wife has a 

healthy body so it does not put me off. Still we have had such good moments together this 

last year. 

Attractiveness 
The spouses described their sick partners as attractive, not just their 
appearance but also their intrinsic value seemed to be important. They were 
eager to keep their sick partners in good shape, they wanted them to look 
good, as they knew that this had been important for the sick partners before the 
onset of the disease. They bought new clothes and arranged for them to go to 
the hairdresser or fixed their hair by themselves. The spouses tried to put on 
pieces of jewellery or trinkets that suited their clothing. 

One husband talked about his endeavour to keep his wife looking good: 
-Yes she always liked to be elegant. I think she should, she should still feel that she is fresh-
looking. 
-No, I d on't think she is tired. I think she is fit as a fiddle. We go out a lot. Now she has 
smart clothes, you should see, we have bought a new dress, light-blue, very fancy clothes. I 
want her to look pretty. 

-Yes, I always wanted her to be elegant. I thin k so, I know that she has always made a point 

of her hair. Very scrupulous with her hair, and wanted to be fresh-looking, so I want her to 
continue that way. 

Confirming communication 
The way the spouses talked about their communication with their sick partners 
revealed that they confirmed them as individuals who had something to tell, 
that they had a message. The care-giving spouses changed their own way of 
communication, they expressed themselves more concretely, said the same 
thing several times until they saw that the sick partner had understood. They 
also gave the sick partner more time to respond. The spouses were of the 
opinion that the sick partner should try to express her or his thoughts and 
feelings, as it functioned as a training for her or him. They also talked about 
the problems the couple had with communicating with one another, they 
talked about the sick partner's failure to find the correct words and the 
sentences splitting in to parts so it was hard to find a coherence in the 
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utterances. These problems with communicating led to a more silent and 
taciturn time together with the sick partner. 

The carer related: 
-You become used to talking in a special way, it just turns out like that. However, she is 

very talkative, when she and I are busy, now she is laughing. She is never sad. Really she is 

not, on the contrary, she is very cheerful. 
-Yes, she doesn't understand me properly all the time. I have to say it twice before she can 

understand what I intend to tell her. 
-She communicates as she used to do. Well, she has some problems expressing her-self. 
Obviously it will be half sentences and so on. However we converse, she never talks as 
much as when we are together, just me and her. Then she talks most, I tell her about things. 

What happens is she starts to tell me something and I fill in. I know roughly what she wants 
to tell me. 

Understanding 
The spouses seemed to understand the nature of their sick partners' problems 
and inabilities, and sought explanations for their behaviour. They learned to 
respond and behave in a certain way to make things easier, and adjusted their 
own lives to fit the needs of the sick partner. They seemed to have an ability to 
share the sick partner's feelings and emotions as if they were their own, as they 
were very sensitive to her/his feelings and needs. They thought they could 
understand the sick partner even when s/he had lost her/his verbal language. 

The care-giving spouse spoke about his understanding in the following terms: 
-We meet old work-mates several times. My wife recognises them and talks to them. 

Obviously it isn't correct all the time, I can hear that, but you can't expect it either. Yet she 
recognises them and they have a talk about things. I think that it is quite nice to do so. If 
you just sit at home it would be depressing. 
-She doesn't have to be irritated with me, because our relationship is so good that we 
understand one another and I he lp her. If I see that something isn't right, I help her. I do it 
without commenting on it. I take it calmly, and I s ay "Now, we are going to take off our 

clothes. Now we are going to take off the stockings, now we are going to bed and then we 

take off the bra. Then you have only your briefs on and we can go to the bathroom and 
wash". I do it in this way and I think ev erything goes very well. 
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The interpreted whole 

The marital relationship seemed founded on love, which was maintained, 
despite Alzheimer's disease. The care-giving spouses thought that the couple 
had become even closer to one another. They understood their sick partners 
even without any verbal messages. Perhaps these couples had such intimate 
relationships that they could understand one another without words, or maybe 
they were more inclined to impute meaningful thoughts and expressions to 
their partner's actions. The spouses could express their feelings towards the 
sick partner and could also change according to the course of the disease. They 
saw care as something natural and providing care gave them satisfaction. They 
did not express any great problems with the care-giving and thought that love 
transcends everything. It seemed as if the exposed position of sick partner 
aroused the care-giving spouses' protection. Maybe this was more pronounced 
in these spouses as there were only men. They also admitted that there could 
be an element of egoism behind their caring as they satisfied their own needs. 

A relationship founded on love which was transformed into 
tenderness 

Some spouses told me about a marriage that was founded on love but was 
transformed into one based on feelings of tenderness when their husbands got 
Alzheimer's disease (Figure 6.2). 

CONFI RMING-DISCONFIRMING 

COMMUNICATION 

ASEXUAL 
RELATI 

CARI 
COMPANIONSHIP 

LOVE-TENDERNESS 

UNDERSTANDING 

ATTRACTIVENESS INTIMACY-DISTANCE 

Figure 6.2 A relationship founded on love and transformed into tenderness 
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The story of Hanna and Viktor's relationship is given as an example of such a 
relationship. Hanna and Viktor had been married for 35 years, they married 
when Hanna was 31 and Viktor was 33 years old. They had one son who has 
his own family now. Viktor had worked full-time all the years and Hanna 
worked in the home. They had the same interests, they liked to be out in the 
forest, in the countryside, to ski and visit concerts. 

Hanna described their loving relationship at the beginning of their marriage: 
-Viktor had a wonderful voice, he played music and he was jolly and funny. I had a 

whirlwind courtship. 
-We was as happy as anything. Viktor made me feel that I wa s taken care of He was very 
charming, it was easy for him to make contact with people and I think that there were a lot 

of women who had a weakness for him. However, he was enormously in love with me. I 

think he was more fond of me then I was of him. 

Hanna described their life together as very happy and that they had 
functioned as a team and that they had had a good relationship. 

She said: 
-I have been happy with Viktor, I have been happy that we have done pleasant things 

together. We have been together. It has been nice to come home, turn on the lights and be at 
home, nice and cosy. We have been happy, we have not been unhappy. 
-Viktor and I have had a very good marriage. He has looked after me. I me ant a great deal 

to him, I know that, and he to me. 

Hanna talked about their present relationship as changed from what it was 
before. She said that her feelings had changed to being more tender: 
-I had to think about my husband as he was before, and see him as a different person today. 
I don't know if other people see what I see. 

-I like him, even if it not like when one was very young. You know, we still have a very 

good, what shall I say, affinity. Certainly I put my arms round him when he is anxious, but I 
feel more as if I'm hugging a child. However, when we are up and pass by one another, then 

1 often go into his arms. And when I see that he is depressed I put my arms around him. 
-I d on't like him now in the way I u sed to, it's very difficult. However, I do n't want to be 
without him. We are so close to each other, so it's still safe. 

Cecilia and Peter, and Berit and Olle had matching stories. These spouses 
described their relationships almost like the spouses who had maintained love 
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in their relationship. They gave the same picture as regards feelings of 
companionship, caring, attractiveness and understanding. 

Intimacy - distance 
On the whole the intimacy was described, in the same way as the spouses in 
the first group described it, but these spouses told me more about feelings of 
distance. They needed to be alone and have a break from the ever lasting 
closeness and dependency of the husbands. The women felt as if they were far 
away from their sick partners, they felt as if they could not reach them and 
have a deeper contact with them. They connected their feelings of distance 
with their sick partners' difficulties in communicating. The spouses talked 
about missing someone to talk to as their sick partners could not participate in 
conversations. When talking with the sick partner they sometimes had to turn 
away from them in order to hide their feelings of dissociation. 

One spouse narrated: 
-I talk with my husband, but I a lmost turn away from him. I c an't look at him because I 
think my facial gestures show that I do not understand him. I think this is what makes him 
angry, when he sees that I don't understand him. He knows me so well. 
-If I realise that he is really upset, then I tr y to ask him, -"Can you remember what it is?" 
"Can you make a drawing of it?" What was it you were going to tell me. However, 
sometimes I can't stand it, then I leave, I must. I le ave for a moment to get over it, and after 
a while I can go back and pretend that nothing happened. 

-I left him on Monday morning at the c linic, but I h ad nearly cancelled everything. The pain 
1 felt before I left him was not worth it. It was worth nothing that I wo uld be free of him. At 

the same time I felt th at 1 had to be myself once in a while. 

Asexual relationship 
The sexual relationship had changed for these couples as they no longer had 
sexual intercourse. The spouses had no desire for sexual expression, as they 
were totally occupied by the thought that as their husbands were diseased, they 
no longer had any sexual needs. Nevertheless, they could meet their sick 
partners' needs for intimacy but they felt as if their husbands were more like 
children than men. 
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One spouse described their altered sexual relationship: 
-My husband's disease has affected our life together. We don't have sex any more, as you 
can understand. I h ave not the slightest idea if he could manage sexual intercourse. We 
have never talked about it. 
-Often I sit down at his bedside in the evening when he has gone to bed, sit down and 
arrange his pilbw, pass my hand over his hair and maybe give him a little kiss and ask him 
how he feels. 

-I tr y to be as before. I put my arms around him every day, when he is unhappy. When I put 

my arms around him now it often feels like hugging my father. You know, maybe it's a form 
of dependency, but in another way. 

-Our sexual life together is completely gone. I miss it sometimes. I miss the affection 
between us. 

Confirming - disconfirming communication 
On the whole the spouses seemed to confirm the sick partners as individuals 
who had something to communicate and tried to understand their fragmentary 
speech. However, they spoke more often about shortcomings in 
communicating than the spouses in the first group. The spouses tended to 
comment on their sick partners' verbal communication as having no reason or 
meaning more frequently along with the deterioration of the sick partner. They 
sometimes disqualified their attempt to communicate and to comprehend. 

The carer related: 
-You see, he talks so madly. It's such a burden my head aches. 

-You don't understand a thing he says. He tries to talk, I ca n see that he gets angry and 

irritated, and he takes it out of me. I try and try but this weekend I ha ve decided to turn a 
deaf ear to him and only answer yes or no. 

The interpreted whole 

The marital relationships among these spouses seemed founded on love but 
altered into relationships based on tenderness when the spouse was afflicted by 
Alzheimer's disease. Components which seemed of great importance in the 
present situation were that the couple had been married for a long time and 
that they had children together. This made them feel that they had obligations 
towards their sick partners, still they felt as if they were at some distance from 
their husbands. They no longer had sexual intercourse, and conducted 
themselves as towards a child. Nevertheless, they were convinced that they 
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meant a lot to the sick partner and accepted the fact that the sick partner was 
totally dependent on them. They thought they had to give a lot of themselves 
to their sick partners, and that they sacrificed themselves in the care of their 
sick partners. 

A relationship founded on love or affection which was 
transformed into pity 

There were some spouses who described marital relationships that was 
founded on love or affection but which were later transformed into 
relationships founded on pity. They felt pity for their spouses because of the 
kind of life their sick partners had to live (Figure 6.3). 

The story of Ellen and Sven is given as an illustration. Ellen and Sven had 
been married for 34 years at the onset of the study. They married when Ellen 
was 23 and Sven was 24 years old. They had five children, and the oldest was 
born one year after their marriage. Ellen was a religious believer but Sven was 
not. However, after a while he gave himself up to God and found salvation. 
They both worked in the community which united them closely. 
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Figure 6.3 A relationship founded on love or affection and transformed into 
pity 
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Ellen described their early marriage: 
-There was something special about Sven he was very go-ahead, and he dared to do things 

that I was not used to. It was so exciting in a way. 

-He was very shy, he never wanted to show his feelings when someone else was present. I 
used to say, "If yo u could only show your love in the presence of others, they could see that 

you are not as awful as you can sound". 

-If it had been as a normal marriage without a common faith, then I t hink people would 
have given up. But since he was special, he had something, he is totally without treachery. 
He could never do anything behind my back. He was always honest. 

Ellen described their life together as happy: 
-I have stood by myself in a way, we have not been interested in the same things. We have 

had one thing in common and that is the community and the faith, and I wish that every 

family could have that experience. Because it is something that carries you through things. 
You do not get so selfish and just think about everyday life but you have something else, 
that you both love, and that is the happiest thing. Then you don't need to find faults in one 
another but you have a common thing to work on behalf of and you strive towards the same 
goal. If we had not had our faith in common and had lived a normal life like most people 
do, I think it would have been more burdensome. 

-I th ink I ha ve had a good life. I to ld my sisters that I wo uldn't like to change with them. I 
have experienced so much, I have had a rich life. 

Their present relationship was described as being based on pity. Ellen felt 
sorry for Sven's being helpless and inable to do things as he used to. She did 
not see him as a man, as her husband, she viewed him more as someone she 
had to take care of and to protect. He had lost those features that made him so 
special for her. 

She said: 
-When we watched TV and when it was most exiting he could leave the room and not care 

about what was happening. I felt extremely sorry for him, not being able to read a book, to 
relax. I think that he needs to read the Bible. 

-If I a m going to do something special at the weekends I don't take him home from the 

clinic, but one feels some kind of responsibility. One feels sorry for him in a way. 
-I don't see him as my husband any longer, I s ee him as a patient, because there is not 
thrills to me, he is just a helpless creature. Sometimes when one lies and thinks about how it 

was before, it's hard to understand when he lies beside me in the bed, that it's himself, it's 
like a stranger, like an ordinary human, just anyone. 
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-I put my arms around him as if he were a child, not unfeelingly but as if I care for him. I 
hold him more like a person whom I take care of 

This picture was similar also for David and Runa, Karin and Östen, and Gun 
and Ulf. These spouses spoke about things they did together with their sick 
partners, but they did not talk so much about a deeper sharing, a 
companionship. It seemed that these spouses felt more separateness than the 
spouses previously described. 

Separateness 
The spouses tried to be together as much as possible with their sick partners 
doing things together, but they also described their dislike of being together 
with their sick partners. It seemed as if their sick partners' needs for intimacy 
and closeness became too much for them to handle, which they sometimes 
found unpleasant. The spouses needed to be alone and to leave the sick partner 
for some time. They thought their efforts to involve their sick partners in any 
form of communion were meaningless. 

One wife related: 
-I had to take care of him by myself the whole Christmas holiday and it was so burdensome. 

I nearly could not stand it, it was such a relief to go to work on Tuesday. 
-He just walks around and carries things and makes a mess. He can't concentrate on 
anything. He can't watch TV or read a paper, nothing, he just sits and falls asleep. 

-Then I think, it does not matter for him if he is at home. You see, because there is nothing 
that works, I think, an d then it's as if I lose my patience. 

Caring-arranged care 
The spouses felt that it was their responsibility to take care of their sick 
partners, and they did. They tried to arrange their daily lives so that the sick 
partner could stay at home as long as possible. The spouses used the services 
that were offered, i.e., home-help, day-care, and respite care, eventually 
institutional care, to a greater extent than the spouses previously described. 
They wanted the best for their sick partners and when it became impossible for 
them to provide care by themselves, they arranged other forms of care-taking. 
They were still engaged, as they visited their sick partners frequently and took 
them home for periods. 
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The care-giving spouse said: 
-In a way it feels a bit easier now, when one can divide the care between home and the 
clinic. I as ked the nurse and the doctor how they had planned for the care in future, if I 

should have him at home with home-help. I mus t know how I sh ould plan my work. I t old 
the doctor that sometimes I think i t would be easier if I wo rked full-time and had home-help 

during the day, than to work fewer hours and be at home more. It think I w ould be more 

irritated. 

Intimacy-distance, asexual relationship, confirming-disconfirming 
communications were described in the same way as by the spouses with 
relationships transformed into being based on tenderness. 

Attractiveness - nonattractiveness 
The spouses described their sick partners' appearance as both attractive and 
nonattractive. In comparison with the spouses previously described, these 
spouses described their sick partners as more unattractive. It seemed that they 
placed more emphasis on their sick partners' physical appearance and that the 
negative changes were more easily seen. 

One wife described her husband: 
-Now at lunch when I was home, the home-help had been out with him for a while and now 
he was in bed. You know, he is so skinny, he looks so awful. He lies with his mouth open 
and the upper jaw seems to be so large and the lower jaw is sunken. He has a typical senile 
look. 

-He was so sturdy before, now he has fallen in, shrunken, he is crooked in a way. 

Understanding - lack of understanding 
The spouses seemed to have a certain degree of understanding but they did not 
seem to completely comprehend the sick partner's difficulties. They just saw 
awkward behaviour and did not think about whether there was any meaning 
behind the behaviour. Eventually they did not think that the sick partner could 
comprehend anything or had any thoughts. Now and then they were irritated 
and agitated when their sick partners could not perform certain tasks, despite 
knowing that it was not their fault. 
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The carer related: 
-He doesn't know a thing. If I take the car and we are going somewhere, he doesn't know a 
thing about where we are going. He can go with anyone. He doesn't have the ability to say 
no, he just follows, wherever. 
-If th e children visit him at the clinic he doesn't understand that they are there. He walks 
away and does something else. 

-I t old him, "Yes 1 become so irritated with you, when you don't understand anything any 

time". I can say things like that, and I know it's wrong but I get so irritated that 1 can't keep 

quiet. 

The interpreted whole 

The marital relationship among these spouses seemed to be founded on love or 
affection but these emotions were transformed into feelings of pity when the 
spouses were afflicted by Alzheimer's disease. The spouses no longer saw the 
other partner as a man or a woman, they viewed the other as a patient or as 
someone they had to look after, or to care for like a child. Their marital 
relationship ended and they had problems in coming to a sense of 
companionship even if they spent a lot of time together. The spouses tried to 
give care to their sick partners but needed help from professionals to a greater 
extent than some of the other spouses. Nevertheless, they thought it was their 
obligation and duty to take care of their partners. They were more inclined to 
see the negative changes in their sick partners, and it seemed as if their sick 
partners had lost their attraction. The care-giving spouses even expressed the 
idea that their partner was like the living dead. Their feelings of pity even 
made them wish the sick partner dead. They did not think their partner's life 
was a life worth living. 

A relationship founded on love or affection which was 
transformed into estrangement 

There were some descriptions of marital relationships that could be seen as 
being founded on love or affection which was subsequently transformed into 
estrangement after the onset of Alzheimer's disease. Even if the spouses 
viewed their partners as their spouses they did not recognise them as the 
individuals they used to be (Figure 6.4). 
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Figure 6.4 A relationship founded on love or affection and transformed into 
estrangement 

To illustrate this transformation the story of Alma and Nils is presented. Alma 
and Nils have been married for 40 years, they married when Alma was 21 and 
Nils was 23 years old. After six years they had a son who at the time of the 
interview had his own family. At the beginning of the marriage they moved 
several times because of their education and employment situation. Alma was 
a housewife until their son was about three years old. Nils worked full-time 
and was very much involved in his job. 

Alma described their marriage: 
-I think our marriage was normal or usual. I don' t know so much about other marriages but 
you talk with one another and it seems to me that our marriage was not unusual. 

- Nils has been easy to live with because he had that kind of a disposition, he has taken life 

easily. 
-I think that on the whole it was about having children that we did not have the same 
opinion. It's not so easy to adjust since you are new to one another. 
-We went out a lot, we were always out in the forest. We travelled with the scouts. In the 

winter we drove the children to various activities. They have been out skiing, there were 

several kids in the neighbourhood attending the scouts. We often did that, gave them a ride. 

The couple mostly spent their spare time together. They stayed by the sea in 
the summer, travelled by car or stayed in their cottage. It was Alma who made 
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most of the decisions in the family because Nils was away, and she thought 
that she had been alone very much. She described their marital relationship at 
the present time as coloured by estrangement. 

She spoke as follows: 
-If I was to be honest J don't think about him as my husband, certainly he is my husband, 
but a change has occurred which I ca n't explain. Maybe 1 am strange but something has 

happened, I feel that. He is like a stranger to me, he is not my husband as he was, and 

maybe this makes me feel different. 
-He has lost all that he had, strictly speaking. He's a totally new person. 
-I have trouble hugging him. I feel as if it is a person that I don't know, ever have. He has 

changed so much. I can pot his cheek and so on and touch him when I sha ve and wash him 
and rub him with ointment. Those kinds of things I do, but it is a totally different thing, I am 
like a nurse. It's not someone I reco gnise. 

The marital relationship described by Alma with Nils, and also by Martin with 
Bodil contained more separateness than companionship, more arranged care 
than caring, more distance than intimacy, more disconfirming than 
confirming communication and more lack of understanding than 
understanding. These features have been described previously but in these 
cases they were more pronounced. There seemed to be more discord than for 
the other spouses. The spouses found their sick partners attractive at the 
beginning of the study period but, they changed their view by the end, they 
thought they had grown thinner and aged more than was normal. Their 
relationships were asexual and they even had difficulties with any body 
contact. If their sick partners took the initiative to hug or kiss them, they let 
them to do that, but they did not take much initiative by themselves. 

The interpreted whole 

These spouses' marital relationships seemed to be founded on love or affection 
but later on they were transformed into relationships founded on estrangement 
in step with the progression of Alzheimer's disease. The care-giving spouses 
had trouble recognising their spouses, they reacted with emotional 
estrangement. However, they thought that they had to take the responsibility 
for their sick partners as it was their duty and obligation. Their conscience told 
them to participate in ensuring the well-being of their sick partners, but it was 
a duty they did not want to have. It seemed as if their marital relationship had 
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ended, since they felt they had lived emotionally alone for a long time, even if 
they still lived together physically with the diseased spouse. They felt that 
their life would be easier if their sick partners were dead, as they thought that 
death was no worse than the present situation. 

A relationship founded on love which was transformed into 
unhappiness and later transformed into tenderness 

One spouse talked about his marriage as being founded on love, but in mid-life 
this was transformed into unhappiness though it was again transformed this 
time into tenderness in connection with the course of Alzheimer's disease. A 
résumé of Jonas' and Àsa's story is presented below. 

Jonas and Åsa met in the summer, when they both were out for a walk and 
started to talk. They then went out with each other for a couple of years, and 
eventually got engaged and married. Jonas was then 31 years old and Åsa was 
25 years. Jonas remembered these first years as the happiest years in his life. 

He said: 
-I felt that I was really in love with her. I liked her kind of personality. 
-It was the greatest experience when we were expecting our first child, when we lived in the 
small apartment. It was really the happiest time, it was like a doll's house. 

-Everything was so nice and cosy. I th ink about it in this way. It should be like this, have 
some good years instead of the stress and worries that came with the children and at the 

same time our personal finances were in a bad way. It was the dumbest thing to do, to take 
over the farm and work so hard. 

The couple had two children. Eventually their relationship was in troubled 
when Åsa fell ill with a mental disorder in addition to abusive behaviour. 
Their daily life became restricted and Jonas had to do a lot of work at home by 
himself and he disliked Àsa's behaviour very much. 

He related: 
-What a hell. There was a long period when it was really bad at home and I did not know 
what to do. 

-When I came home and found her in this condition I got furious. I swore and quarrelled till 

the walls shook and she promised that she would improve. 
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-Yes it was hell, one experienced a great deal. There were certainly a lot of feelings and 

everything disappeared, flew away. One became both spiteful and cursed and I don' t know 

but sometimes one just wanted to cry. 
-One was almost more unhappy then, more than now, it was really tough. There were really 

hard times, no help and not blowing what would be the end of it. 

Jonas found it easier to accept Àsa's incapability when she got Alzheimer's 
disease. Eventually he learned how to handle the consequences of the disease, 
and tried to do his very best for Åsa. He thought the care-giving gave him 
some reward, as he felt he was of use to someone else. He thought that he 
could satisfy his own needs in the care-giving situation. 

He described his feelings for Åsa: 
-Sure you have become older, and it's natural that your needs change and she doesn't show 
so much feeling, but I un derstand that my feelings have tied themselves up in a way. It has 
taken something away from you but you don't know what it is. You want to be nice but at the 

same time your feelings aren't there. It's more like everything is dead. But at the same time 
you want her to be comfortable. So that she won't miss anything and yet it's dead, all that 
has been so delightful. Certainly it not just this disease that has caused it, it's 15 years of 
misery. Now there are more feelings of tenderness left, you feel sorry for her but there is no 
more. 
-Sometimes I w onder why I did not leave her, others do that for less, but I do n't know. It 
feels as if I like her just as much as before, despite the sickness, I think. 

Jonas described their marital relationship in a way that was similar to what of 
the spouses who described their relationships as transformed into one based on 
tenderness. 

The interpreted whole 

The marital relationship in this case seemed founded on love but was in mid
life transformed into unhappiness. In connection with the course of 
Alzheimer's disease, the relationship was again transformed, this time into one 
based on tenderness. It seemed as if awareness of the sick partner's need for 
care evoked Jonas' feelings of tenderness and willingness to take care of his 
wife, to protect her and to make sure that she was comfortable. He felt as if he 
was nursing a child and in fact he enjoyed taking care of someone else. He 
was satisfied to be able to help her so much and felt content about it. 
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Summary 

Within the marital relationships the feeling of love or affection was either 
maintained or transformed into feelings of tenderness, pity or estrangement. In 
the marriage in which love was maintained, the spouses thought care-giving 
was a natural constituent of a good marital relationship. They felt even closer 
to their sick partners and they understood them despite failing verbal 
communication. They were of the opinion that love transcends everything. The 
marital relationships that were transformed into ones based on tenderness were 
valued because they were long-standing and the spouses were bound to one 
another through their children. The care-giving spouses thought that they had 
obligations towards their sick partners and that they had to give of themselves. 

The marital relationships that were transformed into ones based on pity 
embraced spouses who had lost their view of the partner as sexual beings. 
They had become distant to the sick partner and felt that care-giving was an 
obligation and a duty. They needed assistance in the care-giving and they 
expressed the wish that their sick partners were dead. The marital relationship 
that was transformed into one of estrangement embraced spouses who did not 
recognise their husband or wife emotionally. They thought that care-giving 
was a duty and an obligation that they did not want. Their marital relationship 
was ended, but they could not end their responsibilities. 
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Chapter 7. CARE-GIVING SPOUSES' VALUATION 
OF THEIR SICK PARTNERS 

INTRODUCTORY REMARKS 

In attempting to understand the life situation of the spouses of people suffering 
from Alzheimer's disease, it seemed important to analyse how the healthy 
spouses had regarded their sick spouses as 'a person' in the past and how they 
saw them now. The previous analysis had tried to reveal how they described 
the signs of the disease (cf. Chapter 3). In this analysis it was obvious that 
their narratives varied. The impression was that some spouses made a clear 
distinction between 'the person' and 'the thing', i.e., the Alzheimer disease, 
whereas others did not make this distinction. 

The basis of the analysis of the spouses' view of their sick partners in the 
stories they narrated both in the interviews and in their diaries, was the 
assumption that one narrates things by constructing a causal pattern as a means 
of interpreting or reinterpreting events, in order to understand what has 
happened. As we need ways to understand the actions of others, stories seem 
to be the natural way to describe experience (1). An important aspect of our 
view of others is to see a person's actions and expressiveness as a readily 
understandable manifestation of that person's basic humanity (2). 

SPOUSES' VIEW OF THEIR DEMENTED PARTNERS 

In the first reading of the texts (cf. Chapter 2) the researcher had the 
impression that the spouses differed as regards how they spoke about, and 
described, their demented spouses. In the third step of the analysis, themes 
were disclosed which seemed to reveal the spouses' view of their demented 
partner. These themes were; to view a person as a self in relation to others 
vs. an indifferent self, to view a person with approved values vs. belittled 
values; to view a person as socially involved vs. uninvolved; and to view a 
person as having competence, vs. incompetence. These themes will be 
described further below. In searching for meaningful connections between 
these themes, two different main perspectives among the spouses emerged. 
These two perspectives are presented as dichotomies and will become 
somewhat over-manifested as the data are condensed. The examples given are 
the most marked. The spouses fluctuate between the perspectives and the 
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intensity of the perspectives, but the spouses' main perspectives are stated. The 
perspectives will be presented below along with the interpretation of the 
spouses' view of their sick partners as a whole. The author's analysis of the 
spouses' views and their descriptions of their demented partners was based on 
their own stories. The spouses' view of their sick partners greatly influenced 
the way they interacted with their sick partners, as described in the interviews 
and diaries. 

The perspective of the demented spouse as a person with a 
disease 

The seven spouses who seemed to distinguish between the sick person and the 
disease often commented on some behaviour, or problem, as being an 
expression of the disease, and said that their sick spouses could not be blamed. 
They tried to understand the impaired communication of their sick partners, as 
if there was some meaning behind their utterances. The spouses' narration 
mainly concerned the sick partner as a self, with approved values, socially 
involved and with competence. The interpretation of the spouses' view of their 
sick partners will be presented through these themes. The seven spouses that 
mainly had this perspective were: Berit and Olle, Cecilia and Peter, Frank and 
Valter, Gun and Ulf, Hanna and Viktor, Ivar and Ylva, Jonas and Åsa, and 
Lars and Anita 

To view a person as "a self" in relation to others 

The spouses said that the need for their sick partners to be close had increased 
and they tried to meet this need. They seemed to have understood the reasons 
behind this need for guidance and ego support, as they were aware of their sick 
spouses' inability to grasp and interpret reality and found it understandable in 
the situation. Nevertheless, the spouses encouraged their sick partners to do 
things on their own and to express what they wanted. The sick spouses' 
dependency was compared with the dependency of a child. It seemed that they 
made these comparisons to better understand their sick partners' needs; they 
compared their own interaction with their sick partners with their earlier 
interaction with their children. The spouses believed that their sick partners 
could sense the world around them, so they tried to understand the meaning of 
their expressions and how they might feel. The spouses' view of their sick 
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partners as "a self embodied attachment and vulnerability, ability to take 
initiatives, expression of opinion, and need for company in performance. 

Narrative: 
Berit judged her relationship with Olle to be very close, because they lived so 
close to each other. She said that Olle followed her almost all the time 
wherever she went. He was very attached to her and asked for her when she 
was not there. He always wanted to know where she was. She said: "He does 
not go out and do things on his own. I don't think he does that because he 
really needs my participation. If I te ll him to go inside, he says: 'Yes, you too' " 
In his relations with other people he largely relied on Berit. She said: "If he's 
alone with other people, then he tries at least. If I am there then it's just as if I 
must speak for him". Berit thought that he had become very dependent on her 
company and that he needed to feel secure and stable. She understood his 
vulnerability and thought he must feel very insecure as he was unable to do 
anything by himself. 

Berit encouraged Olle to take some initiatives and take part in social events on 
his own. If this was not possible, she arranged for a good friend to accompany 
him, or she stayed home from work, for instance, to go somewhere with him. 
Berit supported and assisted Olle when he started to do things. She said: "Olle 
remembered that there was an ice-hockey match today, so he was watching TV 
when I came home. Such things make me happy. I like to see that he can do 
things that aren't part of the everyday routines". She also encouraged him to 
see other people, because she thought it was good for him. She was very 
unhappy when she had to leave him alone, because she thought that he was 
bored without her: "This morning when I left home, I saw Olle standing at the 
door, watching me as long as I could see him. I wonder what he thinks. He 
must be bored". 

Berit always asked for Olle's opinion taking notice of what he wanted, letting 
him decide when this was possible. She said: "I have asked him if he wants to 
come with me, and he always does, except for one occasion". Berit also tried 
to arrange for Olle to do things on his own as much as possible. She let him 
try on his own first and if he could not manage she helped him, or she 
arranged things so that his feelings would not be hurt. She thought that Olle 
was always watched over but she could not trust him entirely, and she felt as 
though she had to protect him. 
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To view a person with approved vaiues 

The spouses talked about their sick partners' previous positive personality 
traits, and said that they could still recognise some of the nice traits. Some of 
the traits that they had valued before, e.g., will-power, and pride, had become 
negative because of the disease. The sick spouses did not accept help and 
support in the way this was given, due to their impaired ability to understand 
what was going on. Their previous bad traits were accentuated by the disease, 
but the spouses tried to see their bad behaviour as a dysfunction caused by the 
disease. The spouses still found them attractive and they tried to do what they 
could to make them look good. They were proud of their sick partners' 
appearances. They compared them with other diseased people and found that 
their sick partners were in better shape. The spouses' view of their sick 
partners' values comprised past and present qualities, valuing by 
comparison with themselves, and attractiveness. 

Narrative: 
Berit described Olle as very silent and reserved. These features had now 
become even more evident (past and present qualities). She said: "He has 
become very silent. He was too silent before but now he hardly speaks at all". 
It had not been easy for Olle to show his feelings to other people, and Berit 
could not remember the day when he had been angry with his family. She 
thought he had no temper at all. 

She said he had always been a very precise person and this quality helped 
now. Berit valued Olle by comparing her own features with Olle's features 
and found him more controlled and said that he wanted things to be perfect. 
She said: "Yes, he has been the kind of person who wants everything to be 
perfect and this is perhaps why everything works out so smoothly now. 
Because it is in fact me who forgets things. He is the kind of person who has 
everything under control in a way, perfect if I may say so She valued this 
feature highly. She also found him very patient when he did things, and he did 
not give up when things went wrong. Berit described this: "He can start and 
try by himself, over and over again. He is really incredible. He takes care of 
the heating and many other things on his own". There were situations, 
however, where he was not patient, for instance when they visited friends. Olle 
wanted to go home almost at once, which she found inappropriate, so she tried 
to calm him down so as to be able to stay longer. 
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Her description revealed that mostly she found him very kind and good-
natured. He tried to do his best and he was always willing to do the things that 
Berit suggested. She said: "He is the kind of person who agrees with what you 
says; he is not difficult in any way". He never showed any reluctance, but she 
appreciated it when he told her what he wanted or needed. Olle suffered from 
disc trouble but he never complained about the pain or about not feeling good, 
and Berit found that praise worthy. 

Berit still found Olle attractive; his face had a nice colour, because he had a 
nice tan. He looked very healthy, now that he had put on weight and had full 
cheeks. Little by little his body changed and so did his posture. When she 
looked at him she saw how old he had become; he was now an old man. At a 
brief glance he looked healthy, but if one really looked more closely at him, he 
looked unhealthy. She said: "Well, he has shrunk. He has become very old and 
bent with age. He also walks with an exhausted shuffle and moves very slowly 
nowadays. He always lags behind, and if I try to walk arm in arm with him I 
almost have to drag him 

To view a person as socially involved 

The spouses showed that they valued their sick partners as the persons they 
had been, and that they enjoyed their company. They related events illustrating 
how other family members counted on the sick person, because they were still 
valued on the basis of the social role they had had in their families. The anger 
and aggressiveness seemed to be difficult to cope with. The spouses 
sometimes interpreted the aggressiveness as an expression of despair and they 
even regarded their sick spouses' aggressiveness as something positive as it 
showed that they were 'alive'. It was important to them to behave in such a 
way as not to hurt their sick partners' feelings, and they reacted when other 
people belittled them. They wanted only the best for their sick partners as they 
valued them highly, and some of the spouses said that their sick spouses were 
too good to have this unworthy disease. The partners' view of their sick 
spouses' personal value contained having a social role, engagement and 
other people's judgements of their sick spouses. 
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Narrative 
When the couple had a new grandchild, Berit thought that Olle could fulfil his 
social role as a grandfather, at least to some extent, and that he was important 
for their grandchildren. She said: "It was the second time Marie wanted to talk 
to her grandfather too, which was wonderful". Their grand-children showed 
him a lot of affection and love, which also meant a lot to Berit. It was hard for 
her to see that their own son no longer admired his father. She described this 
experience: "When John was working on our house I w anted him to ask Olle 
for help, but John didn't do that; he asked his sister instead. I w as so sad and 
unhappy about it, but later on little May gave grandfather a big kiss and her 
sister took him with her to look at our new boat". 

Berit said that Olle was still interested and engaged in some things, for 
instance, he enjoyed seeing people, and watching ice-hockey or boxing on TV. 
He also liked politics and travelling. She described this experience: "Olle sits 
watching boxing on TV. He is really interested, his eyes sparkled". She 
thought it was pleasant to see him interested and engaged. She judged him to 
be a positive person. Later on his interest in doing things decreased, because 
he no longer seemed to care about things he used to take care of and feel 
responsible for. She continued: "He isn't interested in anything, not the 
heating in the house, nor anything else. Well all the day-to-day things which 
it's so natural for us to be involved in, I mean". 

Berit spoke about other people's reactions to Olle's behaviour and said she 
appreciated it when people took some notice of his feelings. They had good 
friends they used to go out with for dinner, and Berit appreciated very much 
that these friends still wanted to go out with them. She also appreciated other 
people trying to communicate with Olle, and doing things with him. She said: 
"It's quite good for Olle to have Ingemar here, because Ingemar talks to Olle 
the whole time trying to make him talk". 

When Berit talked about Olle she revealed how she interpreted his feelings. 
She thought that is was good for Olle to feel that somebody needed his 
support, and protection. She thought this was good for his self-esteem. She 
tried to see his behaviour as an expression of his feelings, and she said: "Olle 
is so worried when we have visitors and he walks out several times". They 
went to vote because she thought that Olle was still interested in politics. 



142 

To view a person as having competence 

Spouses in this group described their sick partners as persons who had been 
competent and skilful. At the beginning of the investigation the sick partner 
was considered to have some competence, as s/he was still able to perform 
easy tasks. The sick partner was assisted to enable them to do certain things 
and feel useful. By the end of the investigation the sick partner was not 
considered to be able to do so much by her/himself, but the spouses thought 
that the sick partner did her/his best. Nevertheless, the spouses mentioned 
things their sick spouses were good at, e.g., eating, walking, and sleeping. 
They regarded their sick partners as their equals, in some respects, but 
concerning certain things, they even thought they were superior. The spouses' 
view of their sick partners' competence included a judgement of their 
previous and their present abilities, continuing responsibilities, 
involvement and comparison with themselves. 

Narrative: 
Regarding competence Berit described the person, her husband Olle used to 
be; a person who had been clever at certain things, e.g., mathematics. Now he 
had lost some of his skills, but not all. She said: "He who used to be so clever 
at mathematics. He was extremely clever, and I rea lly saw that he was not like 
he used to be". She also made comparisons between her own competence and 
Olle's and found that he was more skilful than herself in some respects. Berit 
said: "He has been better at skiing than me "He is very clever at painting. I 
can't paint, but he can". In some situations when she made comparisons she 
regarded them as equals, i.e., they both had problems in coping with various 
situations. She narrated: "In the afternoon there was this fuse, it was quite 
difficult for us to find the fault and I'm not good at this kind of things and Olle 
has probably forgotten what a fuse or a fuse box, is like". After two years she 
still mentioned situations when Olle was more skilful than she. She said: 
"When I do the baking he gives me a hand, e.g., grinding cardamom, he does 
that perfectly. Much better than me 

Berit had arranged their everyday duties, so that Olle was responsible for 
some tasks. She regarded him as being very careful and clever at doing these 
things and she also told him this. She said: "I try to find things that he can do, 
today he has vacuumed and he has to give a hand with several things. Because 
it is better that we help one another. It works quite well". She found him 
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incredible because he managed to heat their house with wood, and he could do 
a lot by himself. She said: "He takes in the wood and takes out the ashes. So 
he is certainly clever, in some respects". 

She tried to find things that Olle could do on his own, or with her help. 
Gradually he could not manage all his duties, but Berit talked about the things 
he could still do. She realised that these things might be considered 
unimportant but for Olle it was enough and he tried to do them as well as he 
could. Berit saw when Olle took some initiatives and appreciated this very 
much and praised him for it. Olle became increasingly incapable of doing 
things, but Berit thought that it was important for Olle to be involved in 
things. What he actually did was not so important; it was more important that 
he could feel he was taking an active part in their activities. She described it in 
this way: "Olle can't manage to wash the car, and he has not polished it. He 
has done nothing, but he watches me doing it, and I believe he feels he is 
doing the work". Berit talked about his skills in terms of his giving her a hand 
or she talked about how they helped each other. His competence seemed to 
depend on her filling in. Sometimes Olle could not manage his duties. When 
this happened Berit was sad and for a while she lost all her desire to go on. 
Berit did not blame Olle for causing trouble by making mistakes. She suffered 
with him when she saw how sad he was not to be able to do things well. 

The spouses' view of their sick partners interpreted as a whole 

These spouses acted as if they understood that their sick partners' very self was 
threatened. They tried to support their sick spouses in various ways, trying to 
minimise their dependency. They were eager to support their sick partners' 
feelings of being an autonomous person, asking their opinion and trying to 
understand their fragmentary communication. This attitude was maintained by 
their view of their sick partners as a person with approved values and social 
involvement, despite the negative effects of Alzheimer's disease. Their own 
opinion seemed unaffected by people's attitudes towards their sick partners, 
though they reacted against belittlement. They seemed to manage to go on 
seeing their wife or husband as skilful and competent, despite her/his gradual 
deterioration on all levels. The spouses were capable of changing their level of 
expectation as time went by. They described their interaction and how they 
functioned as a 'complementary ego aid' for their sick partners. This 
complementary interaction seemed possible as the spouses could distinguish 
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between the disease and the sick person. They saw the person behind the 
illness. This perspective could be seen as "Spouses who made a distinction 
between the partner as a person and the disease". 

The perspective of the demented spouses as a diseased 
person 

In the second perspective the spouses' narratives about their sick partners were 
coloured by the Alzheimer disease. In their narration they used belittling 
words, and words with a negative connotation, e.g., tiring, troublesome, trying, 
sulky, and peppery. The spouses mostly viewed their sick partners' 
inappropriate behaviour as an expression of their own will and bad temper. It 
seemed as though the spouses did not find it meaningful to look for any 
meaning behind their sick partners' utterances. The five spouses who mainly 
had this outlook were; Alma and Nils, David and Runa, Ellen and Sven, Karin 
and Östen, and Martin and Bodil. 

To view a person as an "indifferent seif" 

The spouses talked about their sick partners' needs for closeness, but it seemed 
hard for them to meet this need. They said this need for closeness was too 
much for them, and they did not feel good about their sick partners' 
dependency. The sick partner's close attachment was said to be like adhesion. 
The spouses were aware of their sick partners' inability to function as 
individuals, and related their inability more to their personal lack of capacity, 
than to Alzheimer's disease. The spouses' view of their sick partners' self 
reflected adhesion, unreliability, and indifferent initiative. 

Alma's judgement of her sick spouse's need for closeness was that he was 
dependent on a person with a firm hand. She said: "He is extremely dependent 
on someone he feels has a firm hand. Yes, he is rather spoiled; he should 
really be able to take his own glass or cutlery, etc., but he just sits down 
waiting, when I'm at home". His attachment to her, was too much for her, she 
viewed it as adhesion, and it seemed hard for her to meet Nils' needs. She 
described her feelings: "He is extremely trying. He is in front of me and behind 
me and everywhere. He is so nerve-racking, you know". 
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Alma found it difficult to rely on him; she had to look after him and nag him 
all the time. She thought she had to watch Nils, but when he was alone she 
could not intervene and then he might do as he pleased. She said: "Yes, he 
manages if you tell him what to do all the time and nag at him to make him 
look nice and wash. It seems as if he would like to forget about these things". 
She found him unreliable and she had no expectations regarding his ability. 
She said: "I have told him not to touch the percolator. I said to him: 'You have 
already destroyed one'. No, you see, you can't tell him off, because he gets so 
downcast". 

This interpretation of Alma's opinion was supported by her interpretation of 
his behaviour when he was left alone. Then he used to potter about making a 
mess of things at home. Alma's interpretation of this behaviour was that he 
wanted to inspect her or that he just did foolish things. She said: "When I leave 
him for a while, he's all over the place, pottering about. He is everywhere, 
rummaging through the documents. He rummages around putting things away, 
things that I h ave put in a special basket, bills that I h ave to pay. You never 
really know where your things are. And he does this immediately after I have 
left. If I am out for just a quarter of an hour, he has had enough time to do 
this. It's just as if he thinks that he should check on what I have got". Alma 
wanted him to obey her, but she found it difficult to have it her own way, 
because she thought that he did not want to listen to her, though she said that 
he would listen to their son and obey him. 

It was impossible for Nils to do things on his own, Alma judged his initiative 
to be situationally inappropriate and thought that he had to be restrained. He 
pottered about, wandered, removed things. She said: "He puts things away. 
You never know where they are. So, really, he has to be looked after all the 
time". He caused her trouble by trying to do things. Alma observed that it was 
hard for him to know how much he should eat or smoke, so she had to ration 
his smoking. Later on, their son persuaded her to ration his food too. 

To view a person with belittled values 

The sick partner's earlier positive personality traits were mentioned by the 
spouses as something that was gone. The traits that had been highly valued by 
the spouses were; liveliness, firmness and involvement. Their present traits 
were mentioned in a negative fashion, e.g., the sick spouse was trying, 
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aggressive, impatient and unreasonable. The spouses did not try to explain 
why their sick partners acted like this, and their temper and behaviour were 
compared with a child's way of acting when interacting with others. However, 
the spouses also mentioned positive personality traits to a varying degree, for 
instance; kindness, cheerfulness, calmness, cooperativeness and clemency. 
Some of the spouses did not find the sick partner to be attractive anymore, and 
they focused more on her/his physical deterioration. The spouses' view of their 
sick partners' values included past and present personality traits, valuing by 
comparison with children and reduced attractiveness. 

Narrative: 
Alma described Nils' past and present personality traits; for instance he 
used to be cheerful and extrovert. He used to have a lot of contacts as he 
enjoyed talking to people, joking with them. She said that this quality was 
gone: "He is like a mummy when he meets people; he becomes silent and it 
seems very difficult for him; he just can't cope". Nils had become very quiet. 
He did not show any feelings and behaved improperly, according to her. She 
found that he had no spirit and he worried about trivial things. "He is a bit 
depressed; if for instance, he loses something that he really likes then he'll say, 
7 think I'll hang myself. Trivial things, I think. " Alma compared Nils' traits 
and acting with that of small children and she found him childish. She 
declared: "Of cause, he thinks it's nice to go for a ride in the car, he always 
enjoys that; he who used to be so tired of car driving, but now it is quite all 
right. So it's a bit childish generally speaking, a bit naive". She also said that 
he had become suspicious and that he wanted to find out what went on so he 
pottered about when he was alone. 

Nils' physical appearances had changed a lot; he had become thinner and Alma 
thought he was nothing but skin and bone. She found him un-attractive. She 
said: "He gets thinner and thinner, if you look at his muscles and all those 
things. I think he is so flabby, it's just loose skin". Gradually he put on weight 
round his waist. She observed that there was a nasty smell about him and she 
wanted him to be handsome, and clean and smell nice. Alma said: "He doesn't 
like to take a shower or, wash his hair, and / think he needs to do such things, 
because something smells, and what it is, I don't know". Alma thought that he 
behaved like an old man, and this was made even worse by his brain damage. 
She described her thoughts: "Yes, he has aged enormously. He is an old man. 
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He has started to turn grey. I think he is like grandfather as I remember him, a 
wrinkled neck and so on ". 

To view a person as socially uninvolved 

The spouses' judgement of their sick partners' social involvement, was that 
they were persons who could not be counted on. The sick partner was regarded 
as being unable to understand and comprehend the world around her/him. The 
spouses did not appreciate their sick partners' company very much, but found 
it boring and trying to be with them for longer periods. Other family members 
did not seek the sick partner's company as they thought they could not 
communicate with her/him, according to the spouses. They believed the sick 
spouse had little feeling and experience and seemed to seek no meaning 
behind their fragmentary expressions. They perceived their sick partners as 
people living in their own confused world. The spouses' view of their sick 
partners' social uninvolvement contained disengagement, loss of social and 
functional roles and other people's judgement of the sick spouse. 

Narrative: 
Nils seldom tried to do anything, and when he actually did, Alma found his 
performance poor; he made a mess of things. Alma went on: "I don't want to 
give him his medicine because then I think he'll function even more poorly. Of 
course he can walk around and potter about, but it's very annoying. He 
mislays things, and I have to look for them when he has been at home". She 
said that she found that Nils lacked engagement and was like an iceberg. 

According to Alma, Nils' social and functional role in the family could not be 
said to be active, and she did not ask for his opinion in family matters. She 
thought that Nils had changed so much that it was difficult for her to see him 
as the husband he used to be. She said: "He gets irritated very easily. He acts 
as if he was a completely different person, which I have not realised until 
now". If she had problems in persuading Nils to act in a special way she turned 
to their son asking him to persuade Nils to be reasonable. As Alma said: 
"There's a great difference, he actually listens to Ingemar. He never listens to 
me, he never believes what I t ell him but, as I t old you, Nils obeys his son". 
Their grand-children called for Alma when their grandfather made mistakes 
and sometimes they helped and assisted him. 
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Alma thought that other people had a negative view of Eric. At the beginning 
of the disease when Nils still played tennis with a colleague, Alma suspected 
that this was a sacrifice on the part of the colleague. She had the feeling that 
their old friends did not want to visit them because of Nils' disease. She said: 
"I meet old friends, who say that they had planned to visit us, but it's hard for 
them too. Then I say, "It's not leprosy, you know". It would please him very 
much if they came to visit us. I know by those who came to our house felt that 
they had done something good". She talked about Nils as a boring person, as 
he could not take part in discussions, and he had lost his cheerfulness and 
stopped joking. 

To view a person with incompetence 

The spouses in this group mentioned their sick partners' previous skills but not 
as frequently as the spouses in the first perspective. At present the spouses 
judged their sick partners to be incapable of doing anything. They commented 
on their sick partners' competence in terms of inability to comprehend and 
understand things. It seemed as if the spouses did not make any real effort to 
support the sick partner's performance. They talked about the everyday things 
that the sick partner could do, but it seemed that they did not value these 
things. Some of the spouses thought that their sick partners really wanted to do 
things, but their ability was insufficient. In contrast to the spouses with the 
first perspective these spouses did not compare their sick partners to 
themselves or to anyone else. The spouses' view of their sick partners' 
incompetence included present ability, loss of previous ability, comparing 
spouses with small children and non-involvement. 

Narrative: 
Alma's retrospective description of Nils, was dominated by comments on his 
lost abilities, e.g., handling the family's economy. She remembered how 
clever he used to be at mathematics and now everything was gone. Her 
judgement was that he could not handle anything any longer; everything was a 
problem for him. This opinion predominated during the years of the 
investigation. Alma talked about Nils' ability in the following way: "There are 
problems with everything, because he can't make things work, but the real 
problem for Nils is that he has problems in expressing himself so he keeps 
quiet". However, Alma mentioned Nils' present ability, for instance, she 
appreciated that his legs were good, even if his brain was weak. She thought 
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that in some matters he was still quite capable; he could for example answer 
the telephone. She said: "He answers the phone, anyway. Yes, in that respect I 
think he is still quite clever". When she judged his ability to do things she said: 
"Whatever the result is he tries his hardest anyway and he is pleased about it". 

When Nils did things wrong or could not manage to do things Alma took over 
and did the things herself. She thought Eric was of no real help and this is why 
she had to be present when he took care of himself and watch him and 
continually demand that he do things properly. 

She compared his ability with a child's ability. She said: "He doesn't know 
how to handle the shower, and splashes water all over the bath-room. I have 
to be there with him all the time. He is like a three- to five-year old child". 
"You always have to argue or have a row with him. We always argue about 
the toilet repeating that he has to be careful". Alma commented on Nils' 
cognition and said that he was lacking thoughts or that his brain was not so 
clear. Gradually she thought that his answers had no rhyme or reason. It was 
not possible to get a reasonable answer and he did not understand what people 
said to him. She compared his attempts to communicate with the attempts 
small children make when they start to talk. 

Nils took on a great deal of responsibility for certain things, for instance, he 
was very busy with the keys of the house, the car, and the shed. This 
responsibility was his own idea, and caused Alma a great deal of trouble. She 
thought that Nils was feeble-minded, and when she talked about their 
everyday life, she did not talk about their doing things together. She said that 
Nils was there but not involved. These thoughts are exemplified by her 
answer to the following questions: Does Nils go with you and help you carry 
the things? "Yes, " she replied, "he accompanies me. " Does Nils go with you to 
the laundry room? "Yes, it happens. " Do you do the washing there together? 
"Yes, well, he watches. " 

Alma stated that there was very little that Nils could do but she thought that he 
should try to do things, like reading a book, or something. She said: "Somehow 
it won't do, to make him fetch the mail, because he is so afraid. He is so 
scared, but I s ay, 'You must go'". Alma blamed Nils when things went wrong 
and urged him to improve. She said: "You have to check and nag. There's this 
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constant arguing about his going to the toilet. I k eep telling him not to mess 
about". 

The spouses' view of their sick partners interpreted as a whole 

These spouses viewed their sick partners as being indifferent selves and they 
described them as very adhesive. They saw this dependence more as a result of 
their personal incapacity than as a result of the disease. Nevertheless, the 
spouses could understand that the disease negatively affected their sick 
partners' abilities, but this understanding did not seem to guide their emotional 
response or their actions toward their sick partners. They talked about the 
positive traits their sick partners used to have and mourned the loss of them. 
They regarded their spouses as more or less different persons with unfamiliar 
features. Despite this, they valued the positive traits their sick partners 
retained. It seemed that they valued those features which made their sick 
partners easy to deal with. Yet they felt sorry about their lost vitality. 

They described how others supported their own negative view of their sick 
partners. Although they missed not seeing other people very often anymore, 
they could somehow understand that people did not want to visit them and 
thought this had to do with their spouses' dementia. They thought their sick 
partners' competence was very poor and did not appreciate their initiatives in 
doing things. They did not see that their sick partners' 'selves' were threatened, 
and would consequently not act as a 'complementary ego aid'. The spouses 
could not separate the sick person's personal characteristics from the 
expressions of the disease. This perspective could be seen as "Spouses who 
did not make a distinction between the spouse as a person and the disease" 

Summary 

The spouses' view of their sick partners as a person followed two lines. These 
two lines were determined by how the spouses saw their sick partners' self, 
personal values, social involvement and competence. A meaningful 
connection was disclosed between these themes and their variation with in the 
two lines. The basis of this division was whether or not the spouses could 
distinguish between the spouse as a person and the disease. The spouses who 
could see the person behind the disease supported their sick partners' self, and 
maintained their belief that they had positive personality traits, had approved 
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value and competence. The spouses interacted as a 'complementary ego aid'. 
The spouses who saw the sick person as the disease could not support the sick 
partner's self and were of the opinion that the sick spouse was of belittled 
personal value and incompetent. Consequently these spouses would not 
interact as a 'complementary ego aid'. 
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Chapter 8. SPOUSES' LIFE SPAN IN RELATION TO 
THE PROVISION OF CARE FOR A DEMENTED 
PARTNER 

INTRODUCTORY REMARKS 

In the previous analyses of the spouses' health, social network, and marital 
relationship it was obvious that they related their current experiences to their 
past. 

To understand what happens in life and to understand our present experiences, 
we rely on earlier experiences (1). One way of perceiving and interpreting 
various life events is to narrate them. In narrating our life events, we get to 
understand them better, but this understanding changes with time. The event 
may mean one thing to us when we are children and still another thing when 
we are old (2). 

SPOUSES' PERSONAL STORIES 

Most of the spouses were born during the twenties, except for two who were 
born in 1908 and 1937, respectively. They remembered the time of the 
depression when families did not have much money. That was everyone's 
reality, so they realised that their families were no poorer than others. 

Most of these spouses came from quite large families. Their relationship with 
their parents was based on obedience; you should obey your father and 
mother, and do as you were told. The male spouses had had to start working 
early, and they had endeavoured to find regular work, for example working for 
the state or starting their own businesses. Most of the female spouses started 
earlier to work in house-holds, in their own family or in others'. All the female 
spouses except one worked at home at the beginning of their marriages, but 
when their children had grown up they started to work outside the home. 
These people got married around the 1940s. The men married when they were 
about ten years older than the women. Families mostly had one or two 
children, except for three families who had four to five children. 
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None of these people had lived with their old parents, but some of them had 
given varying amounts of informal care. All the parents who had died had died 
at institutions or at home all of a sudden. 

NARRATIVES ABOUT THE SPOUSES' LIVES 

The spouses narrated different periods of their lives; they made their own 
selection in answer to questions in the narrative interviews and diaries. The 
analysis disclosed some themes of importance for this specific perspective. 
The themes were; attachment, competence, autonomy, philosophy of life, 
values and reaction to care-giving. 

The spouses' attachment in early life 
The spouses' early childhood was analysed regarding their early relationships 
with significant others. The attachment was formed by emotional bonds 
between the spouses and their parents, whom they felt close to and felt 
communion with. Their descriptions of emotional bonds in early childhood 
varied, some spouses had been more attached to their mothers, some to their 
fathers. Some spouses had families that had broken up for various reasons. 
The experience they had in common was that they had been separated from 
their parents, their brothers and sisters. There were also spouses who seemed 
to have had somewhat detached relationships with their parents early in life. 

The spouses' perception of their own competence 
The spouses' perception of their own competence was analysed concerning 
their sense of mastery, control or power, over the self, the environment and 
others. All spouses regarded themselves as competent, though they related that 
they were competent in different domains. Some of the spouses saw their 
competence as being mostly in the domain of family life, other spouses saw 
themselves as mainly competent in the domain of work. 

The spouses' perception of their own autonomy 
The spouses' perception of themselves was analysed regarding their sense of 
being independent individuals. The autonomy theme involves the spouses' 
perception of themselves as well-defined individuals, who are concerned with 
feelings and have a capacity to make their own decisions and to be stimulated. 
All spouses perceived themselves as autonomous, though their view of their 
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power to influence their situation and their ability to manage their sick 
partners' dependence varied. 

The spouses' philosophy of life and system of values 
The spouses thoughts about life and their beliefs were analysed with regard to 
their sense of what constituted the important things in life. The 'philosophy of 
life' theme contains the spouses' outlook on life, what they believed in and 
how they saw their way of living. The 'system of values' theme was connected 
to the 'philosophy of life' theme and included their moral standpoint and what 
values they thought it was important to strive to achieve and believe in. The 
spouses displayed three different philosophies of life. One philosophy was 
indicated by spouses who were religious and had a strong faith in God, another 
was indicated by spouses who had a belief in human beings. The third 
philosophy was indicated by spouses who believed in fate, a force that 
determines the course of one's life as beneficent or punitive. 

The spouses' system of values seemed to have been incorporated in childhood, 
and was quite uniform for all spouses. Common values for all spouses were; 
being able to distinguish between what is mine and what is yours, being 
honest, doing one's best, following established rules and adhering to moral 
values, living a respectable life, being faithful for better or for worse, caring 
for other people and doing one's duty. The most predominant values 
mentioned by the spouses caring for a demented partner was 'caring for other 
people' and 'doing one's duty'. However, some spouses also mentioned other 
values of importance to them in their outlook on life, e.g., not being a bother to 
anybody, not abusing others, working hard, keeping one's promises. 

The spouses' reaction to care-giving 
The spouses' views on their current situation, giving care to their sick partners 
were analysed as regards to their feelings of impact and how they managed to 
meet the demands of care-giving. The 'reaction to care-giving' theme includes 
the spouses' outlook on care-giving, what attitude they held, and what effects 
the care-giving had on them. The spouses' view of care-giving varied a lot, for 
some spouses care-giving was a challenge, which some spouses thought that 
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they had no choice. There were also spouses who regarded care-giving as a 
moral obligation and a duty, and some spouses viewed caring as some kind of 
family obligation. 

The interpretation of the meaningful connection between these themes 
disclosed four different groups, based on how the spouses experienced the 
impact of their caring situation and how they managed it. These groups were: 
1 ) Spouses experiencing little impact, and managing the demands of the care-
giving very well. 2) Spouses experiencing some impact but managing the 
demands of the care-giving well. 3) Spouses experiencing a great impact, and 
managing the demands of the care-giving fairly well. 4) Spouses experiencing 
considerable impact, and managing the demands of the care-giving less 
successfully. 

The descriptions will be presented in a hierarchic order according to the 
spouses' attitudes to care-giving and whether or not there were any conflicts 
(Table 8.1). The experience regarding the impact the care of a demented 
spouse had had on the spouses' lives was based on their own narratives and 
statements about the influence they thought it had had on their own lives. 

Spouses experiencing little impact, and managing the 
demands of the care-giving very well 

This group of spouses who experienced little impact from care-giving, and are 
managing the demands of care-giving very well comprised four, men, all 
above the age of sixty. Their perceptions of their life experiences are shown in 
Table 8.1. The desire and willingness of these spouses to make changes in 
their lives to accommodate this new event were quite obvious. Their past 
experiences seemed valuable in managing the care-giving situation. One 
spouse related: 

-Yes, I can certainly feel tired some days, but I hav e, well I don' t know how to explain it. I 
have some sort of inner feeling, telling me that I should help her, and I should do my best to 
make her happy, and I shou ld not worry so much about myself In fact, I am aware that she 
is the most important thing to me. 

-It is my mission in life to look after her, and you know I can manage and cope with what I 

have to do. I arr ange things in a way that makes sure we have a good life. 
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The spouses' experiences of managing the demands of the care-giving were 
that they felt that they could manage the demands of care-giving very well. 
One spouse related: 

-I don't feel helpless in this situation. It is no problem having my wife at home as long as I 
am healthy. There are no problems. No I don 't think so. Well, it is obvious, and I am well 
aware that she is not like she used to be. But then I manage to make sure that we don't 
notice anything. I a m not affected by it. I am more than happy to help her in every possible 

way. So, I don 't want to talk about problems. 

The spouses' descriptions of the emotional bonds between them and their 
parents in their early childhood exposed that they had been most attached to 
their mothers, and they mentioned several good qualities that their mothers 
had had. The narratives about their mothers were expressed in a very positive 
tone, e.g., she was a very good mother, a very kind person. Their relationship 
with their fathers was also said to be good and mostly their solidarity became 
apparent when they worked together. These spouses seemed to evoke respect 
and their parents thought very highly of them. One of the spouses started his 
family story by telling about his mother: 

-Yes, she was terrific, enormously capable. She was remarkably capable, you see, She w as 
Oh! she cared for us in every possible way. They said that Mrs Söder's boys behaved well. 

At home we learnt to distinguish between what was mine and what was yours. It was a 
home full of harmony, though we were a lot of kids. Mum, she was absolutely terrific, and 
all her life, she stayed in touch with us and she often visited us. 

These spouses regarded themselves as competent, because they had coped well 
with their tasks in life, and they showed confidence in their own ability to 
manage various life situations. They had to make their own decisions and take 
responsibility for their own lives early on in life. For instance, one spouse was 
very young when he had to start to work and to support his family. He started 
to work in a company, and remained there all his working life. When we 
talked about his competence in work he said: 

-Yes, I couldn't advance in the company, with the school background I had from the 

beginning. If my education had been better, I would certainly have been promoted. If I had 

had the opportunity to study when I wa s younger, I wou ld probably have had a much better 
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career, since I ha d the inclination for it, and I think I ha d an aptitude for this profession. 
My job suited me though. 

The spouses also viewed themselves as autonomous, and thought that they 
were able to make their own decisions. They had remained faithful to the life 
values inculcated in their childhood and did not regret any of the crucial and 
fundamental choices they had made throughout life. They felt they were in 
control of their own lives, and moreover their demented spouses' dependence 
on them did not affect them negatively. One spouse was caring for his sick 
wife all by himself, he wanted to have it this way. He described his thoughts 
about being dependent on others: 

-I d on't want to tell anyone, and I don 't want any one pitying me. It is my problem, or our 

problem, and I do my best to help my wife any way I can. I don't want, 1 don't want to have 
someone to feel sorry for me, I do n't want to feel like some kind of, what shall I call it, 
someone who suffers. I do my best and I am satisfied with what I d o. I stand up for her and I 
help her. 

In this group of spouses, some had a religious philosophy of life, for instance 
Ivar had a Christian philosophy of life and he was baptised as an adult. He 
viewed life as a gift that he had been given, i.e., he was able to take things as 
they came, taking little by little, being open to other people. Other things that 
gave his life meaning were the intimate relationships, the affinity, within his 
family. Engaging whole-heartedly in his work or performance and being 
useful to other people also meant a lot to him. Lars, on the other hand believed 
in God without being deeply devoted. He had lived his life in accordance with 
the principle that "you have to take things as they come and prepare yourself 
for the fact that everything may change". You must take life as it is and do 
what you have to do, as well as possible. He believed that certain things are 
built-in in long intimate relationships, e.g., taking care of each other. 

Frank and Jonas believed in Man. Frank was not religious but believed that 
there is a God. He wanted to live his life in accordance with his life values. He 
tried to have a sympathetic attitude to life, and he was grateful to life for what 
he had, after all. Jonas thought that your acts determine your value, but 
intrinsic values were also important to him. He felt very strongly about justice 
and thought that people are of value and are entitled to fair treatment. The 
spouses had a clear standpoint about what life is all about and what is 
important in life. 
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One spouse expressed it as follows: 
-There are many people, who believe in God and gain strength from this, there are such 

people. But I am not one of them, I know that there is a living God and so on, but I am not 

that kind of person, I am not religious in any way, but I think there is a God, though. I think 

there is. But I a m not a convert. We certainly go to church sometimes. I don't deny that God 

exists. It is just like this, when you get into difficulties, eventually everyone does, then we 

should help and stand up for one another. 

These spouses viewed the caring as an important task, a challenge to their 
competence. They had confidence in their ability to provide good care and felt 
that this was their responsibility. It was the natural thing to do. They thought 
that giving care and having an aim in life, had increased their value and self 
esteem. Providing care made them feel content and satisfied with their lives, 
on the whole. One spouse described his outlook regarding care-giving: 

-I feel like this; we have been together for 45 years, this is the t ime to stand up and help one 
another. This is something that is deeply rooted in the character of human beings as it 
were, standing up for one another. This is not the only case. Often, this is the case when a 
person gets ill. A human being is left alone and passes away. This is the time to help one 
another, because we are only human beings. In my situation, I find it very natural to do 
what I do, but I can understand that there are people who think differently. 

To understand their present situation the spouses seemed to recapitulate on 
their previous lives, i.e., what they had gone through, and what their sick 
partners had meant to them. They were pleased with their lives, except for 
Robert who thought he would act differently in some situations if he could live 
his life again. When reinterpreting their lives they had reached the conclusion 
that they wanted to take care of their sick partners for as long as they could. 
They were aware that they were old, so things could be expected to change, 
for example, their own health, needs, and relationships with others, so they 
had to prepare themselves for these changes. As they had grown older they 
had changed their life values in some respects. Judging their present situation 
they thought they had learnt a lot and that they had matured. They had a 
humble attitude to life. They saw it as very important to remain active and 
involved in their old age, in order to have a good life. 

The interpretation was that these spouses seemed to have accepted and 
reconciled themselves with their past. They were able to give 'loving care' to 
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their sick partners and this contributed positively to their own lives. They 
seemed to have a detached and engaged approach to life. This group, 
comprising Frank, Lars, Ivar and Jonas, was labelled "Spouses who had 
reached a certain level of wisdom and gave care." 

Spouses experiencing some impact, but managing the 
demands of the care-giving well 

These spouses felt very strongly about caring for their spouses. In fact they 
seemed to feel that they had no alternative. The spouses changed their lives to 
fulfil their desire to give care, but they had to pay a high price for this 
fulfilment. Their previous experiences seemed to have made them need to be 
needed by others. This group consisted of two women. Their life perspective 
regarding provision of care is summarised in Table 8.1. The spouses' 
experience of the impact care-giving had had on their lives was that they felt 
some impact. One spouse revealed her feelings about caring: 

-I feel that I have to take care of my husband, but sometimes I feel tired and very bored, and 
then I t ry to forget about my negative thoughts and think about something else. I ha ve no 
choice. I have to take care of my husband. It's like having small children, because then you 
can also be very tired and annoyed. I do n't miss my job. I h ave a lot to do at home, so I 
don't believe that I am the kind of person to miss a job. Sometimes people may think that 
they are restricted, but I don 'tfeel that way. I think I ha ve a right just to be at home. 

However, the spouses thought that they could well manage with the demands 
of the care-giving, and one spouse expressed her experience of managing the 
demands of caring: 

-I think I w ill manage if I take one thing at a time. I think I do a good job and I do what I 
have to do as well as 1 can. You take one step at a time, and I like to be at home as much as 

he does. It is easier if I h ave a lot to do, because then I have no time to think about my own 
situation, but sometimes I think, "Why am I doing this?" But the next minute I have 
forgotten it. 

The spouses came from broken families. Regarding their parents, one of them 
was more attached to her mother and the other spouse was too young to 
remember which parent she had been most attached to before the family 
separated. However, she became more attached to her father in her foster 
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family. The experience these spouses had in common was that they had been 
separated from their parents, their brothers and sisters. They reported that they 
had faced adversity early in life and that there had been periods when they had 
been given little care in their childhood. One spouse's opinion of her parents 
was: 

-My father treated my mother rather strictly, which was common in those days. We went to 

mother mostly. It was the normal thing to do in those days because fathers worked in the 

forest. My mother was so important, especially because she thought that I w as a v ery kind 

child. Perhaps I was. My sisters and brothers were often given a good smacking. Earlier 

families used to have a cane indoors, but it was never used on me. They teased me for this, 
that was lovely. However, we were very poor. Why didn't my mother stay alive? 

These spouses regarded themselves as competent to run the family, and they 
thought that they were the head of the family. Moreover, they felt competent at 
work, although they saw themselves as physically weak. They did not easily 
feel anxious, as they felt they could handle what life had in store for them. In 
the family they were responsible for the money, the children and other family 
matters. When their children were old enough, they started to go out to work. 
One spouse's view of her ability to master things as an adult woman was 
expressed as follows: 

-I took care of the children, because my husband had a quick temper. If he was going to tell 
our children off, he was too hard on them, and that didn 't work. So I w as responsible for the 

boys. I w as very careful with my boys. I checked what friends they had, and they had to 
learn to shop. 

-I manage things. 1 had to learn that when I worked as a trained home help. We had to 
manage by ourselves. I have no feelings of guilt, absolutely not. 1 have done everything. 

The spouses regarded themselves as autonomous and they usually made 
decisions on their own. The need to be close, shown by their husbands, did not 
bother them either, but made them feel good about being needed. However, 
when their partners' need for closeness increased, they gradually began to feel 
that they were losing themselves. Usually, they did not want to be alone, 
though they thought that if they were to be left alone they would manage. One 
spouses expressed her feelings: 
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-Mostly I hav e no chance of being alone, and when I am alone, I curl up and I re ally enjoy 
it. I find it very pleasant to get some time to relax. I w ant to be independent and I h ave 
never had an argument with my daughters-in-law. They mind their business and we mind 
ours. I never interfere. 

The spouses' philosophy of life implies a belief in human beings. Berit 
believed that everything is part of a unity, and that everything changes 
constantly. She found it important to be needed by other people, to fulfil the 
needs of others and to be useful. Regarding her caring for her husband she 
thought that she had no choice, there was just one way to go, the right one, and 
she was not one to opt for the easy way. Berit thought people are not given 
more than they can handle. Cecilia was not religious, but she thought that there 
is a God. She believed in a higher power and she had faith in human beings. It 
was important for her to be honest and fair to others, and to be treated by 
others in the same way. In some way she thought that life had treated her 
badly. Nevertheless, she felt quite pleased, because this was her lot in life, and 
things might have been worse. Her guiding rules were 'being able to cope with 
what life has in store for you,' and 'not being a burden to anybody', 'nor 
abusing others': 

-Well, I don't believe in God, but I am not very ungodly. I ce rtainly believe that there is a 
God. I use to say that I have had such luck in life. For instance, I stayed with my uncle until 
my confirmation. My confirmation was at a special day, the celebrations of all mothers, and 
that was very hard, since my mother was dead. But I h ave had such good luck. / have been 

so lucky with my boys. 1 have been firm but kind. Everything has worked out so well. I have 
been so lucky. I must say that I have always been lucky. What can you ask for when life is 

over. This has been my destiny and I am satisfied. It might have been worse. 1 have treated 

my boys equally. Never has one of them got more than the others; it must be equal. Such 

things are important. You mustn't favour any of your children. I don't want to be a burden. I 
want to make up to people for what I o we them; I do n't want to owe anyone anything. I 
want to repay them and more. Then I don 't have to feel guilty. Ifl make a promise, I kee p it. 
1 have friends that are dearer to me than a sister who isn't kind and honest. 

The spouses' view of care-giving was that they had to take on the 
responsibilities, otherwise they would not feel good. They organised their 
everyday life to be able to take care of their husbands; stopped working, 
adapted their house-keeping, etc. Gradually they felt that there was nothing 
left for them; it was like dying together with their husbands. They had to 
sacrifice their own lives, and despite their unhappiness they continued to care 
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for their sick partners. One spouse described her feelings when she was told 
that her husband had Alzheimer's disease, she said: 

-Well, I didn't think so much about it. I th ought that we will certainly manage, though. It 

will turn out all right. I have never felt worried about the future. Honestly, I h aven't. Of 

course, it would be sad if he had to go to a nursing-home, and he is aware of this. If he 
didn't know about it himself, I shouldn't want to send him to a nursing-home, unless I 

couldn't possibly manage any more. 

The interpretation was that these spouses had acknowledged their strong desire 
to take care of their sick partners, but it seemed that they had not fully 
accepted their past. Both seemed to feel forlorn and disappointed with their 
original family members. They expressed a strong need to feel needed by other 
people and to be important to their families. In the caring situation they could 
give vent to this need, but, at the same time, they felt that they had lost parts of 
themselves as individuals as well as their own lives. They also showed that 
they were aware of the course of the Alzheimer disease and knew that they 
were gradually losing their husbands. This group embracing Berit and Cecilia, 
could be called "Spouses struggling with caring and with feelings of loss" 

Spouses experiencing a great impact, and managing the 
demands of the care-giving fairly well 

This group of spouses consisted of five individuals, one man and four women. 
Their perceptions of their life experiences are shown in Table 8.1. These 
spouses wanted to take care of their sick partners, but they also wanted to 
continue their own lives in the way they had planned. Their past life 
experiences and their moral values seemed to have reduced them to this 
conflicting state of mind. The spouses seemed to experience great impact from 
care-giving, and one spouse exemplified this: 

-I h ave nursed him all by myself for 18 days. I w as off during Christmas, so I had to care 

for him from morning to evening, and that was so heavy. I nearly collapsed. It was almost a 
relief to go back to work last Tuesday. 

-Sometimes I feel very sorry for him, and sometimes I feel very annoyed with him, because 
he is extremely dependent on me. I don 't know how to express it; it is enormous. You feel 
like a prisoner in some way. It is a burden to feel that someone depends on you so much. 
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The spouses thought that they could manage the demands of care-giving fairly 
well, though they had to make great effort to provide care. One spouse related: 

-At one time it was a great burden. I thought if I d idn't get a break before Christmas, I 

would collapse. I felt exhausted, but now I think it has been better for a while. It depends on 
how much sleep you can get. I c ertainly felt very bitter. I k new what was ahead of me. I 
knew that I had to be a carer both at home and at work. But I thou ght he will stay at home 
as long as 1 can manage. Sometimes I felt as if I cou ldn't manage, but then my energy came 
back. I un derstood that everything will change in the future. Often I fel t very bitter, but then 
I had to try to learn to cope with it, but I will never accept it. 

The spouses seemed to have been most attached to their fathers. They had had 
to obey their parents and to behave in accordance with the social norms of the 
time. Some of the spouses related that their mothers had been domineering and 
demanded respect, on the other hand one spouse described his mother as 
exceptionally kind, sweet and loveable. However, the spouses felt as if they 
were closer to their fathers, and they valued their fathers' intrinsic values, i.e., 
their fathers always did what they had promised, were more agreeable, were 
easier to talk to about more profound matters and were very intelligent. The 
spouses talked about their childhood in a very positive way. This is 
exemplified by a spouse who described her relationships with her parents as 
follows: 

-It was both my father and mother who brought up the children. Father and I, we were 
more, we were more of the same opinion. We wanted more as it were. So it was father and 
I. Even when we grew up, he visited us and it was always him I co uld talk to. I th ought it 
was good that they didn't have to go in to long-term care. I found it good in that way. 

However, my father was extremely well. He and I a re the same in that way, no organic 
disabilities. Oh, I th ought there was something special about my father. I don 't know why. 
Maybe because he and I talked more deeply about things than mother did. You see, if I 

started to talk to mother about anything, she would start crying, and say : "Yes, you don't 
know what my life has been like", and such things, so it wasn't possible to talk deeply in 
any way. So I used to write letters to her instead because, then I felt that I could talk to her 
in a more convenient way. 

The spouses thought highly of their own ability to master things, they thought 
that they were competent especially at work. All spouses who had worked, 
valued their work highly and thought that they had been successful at work. 
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They found it important to rely on themselves and to do their best. Gradually 
they started to be afraid that they could not manage any longer, either to work 
or to provide care, but it seemed very difficult for them to decide just when 
they could no longer manage. They saw themselves as strong, and they were 
disappointed when their bodies gave out in various ways, e.g., due to sleep 
disturbances, or a bad back. They had to change their views of themselves. 
They made great demands on themselves, and it meant a lot to them to be 
rewarded by professionals for their efforts to provide care. One spouse 
expressed her opinion about her competence in the following words: 

-We were never short of money, when I w ent out shopping and so on, and I r epaired and 
did up old clothes and we got clothes from others. Everything went quite well. It was really 
to do with me because I w as rather economical; I u nderstood that it was essential not to 

waste anything. There was no talk of wasting; that was the most important thing. 

-I find my job and work place very pleasant so I ha ve applied for full-time work. I think I 
may get the job since I a m the first one on the list. My boss told me that there might be 
another applicant, but they thought that I had the best chance of getting it, because I have 

been there for so long. But there might be applicants that have been at work longer than 
me, because this is a much coveted post. 
-The person I u sed to be, even before John was taken ill, I ha ve always been able to face 
and prepare myself for anything. I had resources. I never panicked, I think. Some get 
hysterical if anything happens, but I had figured out that something might happen, though I 
had not foreseen this, but 1 have a long time to prepare myself. 

The spouses' view of themselves as autonomous was unquestionable and they 
felt strongly about being independent. They thought that one should manage 
by oneself, and not complain or ask for help. Their aspiration was to be a 
capable person. Consequently, it was difficult for them to ask for and to 
receive help. They also had some difficulty coping with the dependence their 
sick partners showed. They wanted to be on their own, from time to time, and 
to do things by themselves. One spouse described her independence in relation 
to others: 

-I have my strength left, but I can't plan anything. I'm not the only one to be in this situation 

though. There are many other people who are worse off. I am not alone in any case. I have 

my children, but then it's that you are your own master. This is an advantage. You don't 
need to take any notice of anything around you. You don't have to depend on anyone else. 
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The philosophy of life varied among the spouses. David, Gun and Ellen had a 
strong belief in God. They endorsed Christian values and thought their faith in 
God was their strength in life. David thought that human beings are not merely 
in this world to drudge for a short time and then die; there must be something 
more. David thought it was extremely important to keep one's promises, and 
he could not forgive people who did not. He found it natural that people 
should help one another, and he thought that it was his obligation to take care 
of his sick partner. He had revalued many things in his life and had thought 
that he had learnt a lot from caring for his sick wife. 

For Gun, it was important not to give up, and she valued her family members 
standing up for each other. She was grateful to life, in spite of everything, and 
she thought her life was better than ever, provided she did not think of her 
husband. She felt that she had her own life. However, when she thought about 
what this world is like, she felt powerless and everything seemed meaningless. 

Ellen thought that if you believe then you know what you will meet, and you 
do not need to be afraid. She believed that one day there would be a miracle; 
deep down in her heart she still had her hope. She had always wanted to gain 
something from life. It was important for her to be able to do something 
meaningful, but she had kept both feet firmly on the ground. She thought very 
highly of the spiritual companionship that she had had earlier with her 
husband. The spouses' outlook on life is illustrated by the following statements 
about a spouse's beliefs in life: 

-To get strength I ha ve the Lord, I hav e my faith. I think things would be meaningless if I 

didn't have my faith. Take this situation, if I did n't have this strength from the Lord, well 
you know. I have experienced so much, so I know. Yes, no one could take this away. 
-If you are a believer and believe, you think that God mostly has some meaning behind 
everything. If only it led to something; if someone started to think better thoughts or 
whatever, but I ca n't understand that it would be of any good. I just think, why hasn't he 
been healed. 

Hanna and Karin, on the other hand believed in and had confidence in human 
beings. However, Hanna thought that it was important not to violate one's 
character, because it meant destroying oneself as an individual. Her view of 
life was that anything might happen, and therefore one ought to be prepared 
and should not make things worse. Her thoughts about her current life 
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situation were that she and her husband had fought hard to have a life together 
and to be wealthy in their old age, and this dream had not come true, and she 
was now disappointed with life. Karin had confidence in mankind, and thought 
that one can learn a lot from life. She tried hard to learn to cope with her 
husband's illness as well as with other incidents. As time went by, it became 
impossible for her to live according to her values; she felt that she had let her 
husband down, and that hurt her deeply. One of her rules of conduct was that 
we must carry each other's burdens, but she could not nurse her husband until 
the very end, although she felt very sorry for him: 

-I want him to stay at home as long as he functions as well as he does now. He knows where 
he is and that he is at home, then I think he ought to be at home. Well, we have lived a good 
life together and been together for a long time. I wo uld not have it on my conscience that I 
sent him away before it is really necessary. He is my responsibility, I just can't do it, I 

would blame myself. 

These spouses regarded their caring as a moral obligation and a duty. They 
tried to provide good care and protect their sick partners from unpleasant 
things. However, they gradually became tired and irritable, and sometimes 
they thought that it was meaningless to exert themselves to the extent that they 
did. When home care became impossible and they had to send their sick 
partners to a nursing-home, they felt as if they had deserted and abandoned 
them. After some time they had convinced themselves that they had done all 
they could, but still they sometimes had a bad conscience, although they 
continued to visit their spouses frequently and to take them home for week
ends. One spouse described her feelings as follows: 

-I think that h e isn't so bad yet, because there are sti ll some bright moments. And yet I just 

can't grasp it. It's beyond me why on earth things had to turn out like this. It i s so impossible 

to imagine. It is exactly like a bombshell. Though every disease is like this. Everyone that 

have had to face various problems, have ever thought that it w ould happen to them. After he 

had been at the clinic, and we were told about this disease. I f elt so sorry for him, "It is 
terrible", I thought. Then I decided to change my working hours to part-time, and try to 

ensure that he would not have to have strangers taking care of him. 

The interpretation was that these spouses showed a strong willingness to take 
care of their sick partners. Their life values motivated them to give this care, 
but they also wanted to do something else. They wanted to continue to work as 
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it gave them a great deal of satisfaction. They were caught between two 
conflicting needs and tried to satisfy both. It seemed difficult for them to 
incorporate their caring obligations entirely into their lives, which made it 
difficult for them to meet all the demands of the caring. Their previous life 
experiences and values seemed to have given them a model for how to act in 
such circumstances, but they were not happy with their situation and 
sometimes they had difficulty finding any meaning in their current lives. This 
group of spouses, embraced, David, Gun, Hanna, Ellen, and Karin and could 
be called "Spouses struggling with their desire to give care and with 
rejection". 

Spouses experiencing considerable impact, and managing the 
demands of the care-giving less successfully 

This group of spouses was composed of two spouses, a woman and a man. 
The spouses' combined life experiences is shown in Table 8.1. These spouses 
thought about what they ought to do, i.e., take care of their sick partners, but 
they could not act out of compulsion. Their previous life experiences seemed 
to make them withdraw from their obligations, from their sick partners as well 
as from the pleasures of life. The spouses experienced considerable impact 
from the care-giving, illustrated by such statements as: 

-The future is uncertain. We cannot make plans, like we used to do. We cannot think about 
going on holiday, or doing this or that. You think that everything has lost its meaning, to 

obtain something or do something you used to like seems meaningless. 1 don't know 
anything about tomorrow. I cannot make any plans for something nice to look forward to. I 
cannot go on like this, because obviously it affects me in a way that affects my health; I am 

tired and driven to despair. I have tried and tried, though. 

The spouses seemed to manage the demands of c are-giving less successfully, 
and their experience of managing can be expressed through the following 
statements: 

-You are used to always trying to find a way out when things get difficult, and mostly you 

succeed, but here 1 can see no way out. I think it looks dark and burdensome. They can 

behave very awkwardly and do just anything, as far as I ca n see, and I f eel that the most 

difficult thing is her toilet; washing her, and keeping her clean and tidy. Managing this kind 

of thing is very hard, and I r ealise that it will become even worse. I ca n't complain, but I 
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don't know what to do or whom or what to strike at. It is like dough; I do n't know what to 

do. I am not trained to speak to my wife, or to do so much. Then I am driven to despair. 

It seemed somewhat unclear what these spouses thought about their early 
relationships, though it seemed as if they had experienced some distance from 
their parents. Martin regarded his relationship with his parents as good, and he 
thought his parents were kind but very strict. He could definitely not do what 
he wanted in any respect. Even late in life his mother made him change his 
mind and do the things she thought were best. He had to work hard early in 
life as his father thought that work would prevent him and his brother from 
getting into mischief. When he had to decide what to do, he chose a career that 
was contrary to the tradition of his family and in conflict with his parents' 
desire. 

Little is known about Alma's relation to her parents, due to scarce interview 
data. She left home at the age of fifteen. When her father died, her mother left 
her hometown and went to live in Alma's home helping the family to look 
after their children for several years. After this period Alma's mother moved to 
her own flat, and as she grew older she moved to a home for the elderly. She 
was taken ill and Alma fulfilled her obligations to her mother even at the 
nursing-home, where eventually she died. Alma thought her mother's death 
was a great relief, because then she could live her own life. One spouses 
described his relationships in the following way: 

-My mother was extremely strong mentally, she must have been. She wasn't so strong 

physically. My father was away a lot. We had two cows. My mother took care of them, and 
also worked at school, but the school and the house were very primitive; we had only a few 
rooms, and no conveniences. She was very strict and very kind, but you could definitely not 
do what you liked. My father was the same. In the summer when we were off from school 
my mother for instance wanted us, to take some time off, but father he had the axes ready 
for us. He said "they will just get up to some mischief, in the forest with them". There was 
no time off. Of course we also went fishing together, and my brother played the harmonica, 
and I the guitar. 

The spouses' competence in this fourth group was narrated as being mainly 
related to work, and they thought that they had a great deal of experience. 
They also regarded themselves as competent at relating to others, as they had 
had no conflicts with friends and colleagues. However, they did not feel as if 
they were competent at care-giving and thought that they had no training or 
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personal caring skills. One spouse described his thought about work and care-
giving in the following words: 

-Sometimes it's a bit stressful at my work, I a m experienced of course, I h ave worked for 

over 40 years, and this work is a bit special. I am head of department, and we work with 

special kinds of things. Without boasting I ca n say I kno w this work thoroughly. I a m not 
complaining, but I don't know what I will face next or what to strike out at. It's like a 

dough; I don 't know what to do. I am not trained to talk to my wife or to do a lot of these 

things. Then I become extremely unhappy. 

The spouses saw themselves as autonomous, and they described themselves as 
having a strong will. It was a problem for them to put their sick partners' needs 
before their own. They felt strongly about being alone free from both their sick 
partners and others. One spouse described his thought about being autonomous 
in this way: 

-I made my own decision, I d id. No one could force me. I w as open and told my parents 
what I planned to do. I w as willing to compromise, it's just that. I'm merely stating the 
simple fact that things happen, one after the other, and I lose control of certain things. 
There's nothing I ca n do about it. I can't stand that people interfering. I hav e always been 
against that, but I was more tolerant, when I w orked, and so on. But now that I live in 
"splendid isolation ", I d on't want to have visitors from outside. Don't misunderstand me, 
Christina, you are welcome here, and many others too, but I a m not easy-going, as you 

might say. No one should come here and tell me what to do. 

These spouses believed in fate, and that they had to pay for the sins committed 
in the past as well as for those committed in the present. They thought that it 
was their lot to have a demented partner; others had their share. Martin did not 
want to be bitter and therefore he tried to be grateful for what he had; nice 
children and a long happy marriage. He regarded these things as a gift, but it 
was difficult for him to accept adversity, although he had always thought that 
life changes, for better or for worse. Martin thought human strength was 
important, one should not give in to bodily failure, e.g., sickness and 
weakness. It became difficult for him to live up to this when he himself was 
taken ill and became old. 

Alma felt that she was caught in a vicious circle; she had become a victim of 
circumstances. She had an obligation that she did not want to have, but she 
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had no choice but to fulfil it. She saw it as important not to owe anybody 
anything. As time went by it became very hard for Alma to live according to 
her values. Nevertheless she thought that human beings are flexible, and she 
had learnt a lot from her situation. She had suffered and now she could 
understand other people who had been battered by fate. One spouse described 
his thoughts about things that are important in life and how to see these things 
in these words: 

-I t hought about my situation, and then I came to the conclusion that it is just like this. It's 
just a matter of taking one day at a time and letting things go on, because I can't do 
anything about them. No one can help me either. No, the problem I think, well, I re act to it 
with some sense of bitterness, bitterness against life and the unfairness of it which easily 
crops up, when I think about it. Yes, it's quite a natural feeling. I am quite a sceptic as far 
as faith is concerned, and I have become even more of a sceptic. Since this slaps in the face 

came, with one thing after an other. You have heard from early childhood, when you grew 
up with some kind of faith, or in any case you learnt that there is a merciful God, and that 
he is good. Instead of being bitter, I usually think, I should think about how much, I actually 
have; nice children and 32 years of good married life. Yes I h ave got quite a lot. I h ave 

been healthy and I have had an interesting job, I mustn't forget that. If it is due to someone 
or something, I don' t know, but there ought to be a superior force. The children have been 
healthy, we have had no accidents. Sometimes something nearly happened, you mustn't 
forget that. It's like a gift that you have, and then it is hard to accept the blow when it 
comes. 

The spouses' view of care-giving was that it was too much for them and that 
they did dot have the personal skills needed for it. They tried to arrange for the 
care, i.e., day-care and help from the social services, because they felt 
responsible. They thought it was no use doing anything, nothing could make 
them feel good, and there were no lasting pleasure or happiness. They felt 
unhappy, anxious and tired, and gradually they were taken ill. When their sick 
partners were sent to a nursing-home, their lives became easier after some 
time. They still struggled with a bad conscience, and with feelings of failure 
and loneliness. The spouses' feelings and thoughts about taking care of their 
demented partners are illustrated by the following: 

-I usually think that I w ant her to stay at home as long as possible, but then I o ften think 

about what it will be like when she can no longer stay at home. I d id that once when she 
was visiting her sister and when she was in hospital, but it was so terribly boring so that 
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was even worse. Now I have been in hospital for three weeks, I was in real trouble. 
Everything worked very well at home; the home help from the local council was responsible 
for the daytime care and staff from the health service were here at night. So my wife could 
stay at home when I was away, and I was relieved both of her and the dog. I have been able 
to come home for a couple of days during these weeks. I can't go on like this, since it 

obviously affects me so that my health is ruined. I a m tired and I am extremely unhappy. 
But I ha ve tried and tried, and when I w as in hospital I th ought it over. It is very hard to 
decide, but I have to. She must be sent to a nursing-home and I can take her home at week

ends. 

The interpretation was that these spouses seemed to know what they ought to 
do, because their upbringing, the spirit of that time and the social values had 
told them to take care of their sick partners. Even if they knew what they 
should do, they could not do it. They had not been able to meet the needs of 
the diseased partners, as they did not allow themselves to have a close 
relationship with them. They seemed to distance themselves, not only from 
their partners, but also from other people and from life. A conclusive label for 
this group would be "Spouses struggling with the compulsion to provide care 
and with a sense of isolation" 

Summary 

The spouses' life perspective regarding the provision of care for their 
demented partner was analysed and four different patterns were revealed. The 
first pattern was that the spouses experienced little impact, and managed the 
demands of care-giving very well. In their relations with their parents, they 
were mostly attached to their mothers. They saw themselves as competent 
people, because they had coped well with their tasks in life. They seemed to 
have a well internalised philosophy of life and life-long values. These spouses 
seemed to have accepted and reconciled themselves to their past. They were 
able to give loving care, which contributed positively to their own lives. They 
were regarded as spouses who had reached a certain level of virtue, care and 
wisdom. 

The second pattern embraced spouses who experienced some impact but 
managed the demands of the care-giving well. The spouses' attachment to their 
family in early childhood had been disrupted, but despite this trauma they felt 
very competent. They believed in man and valued taking care of other people 
very highly. These spouses had accepted their strong desire to take care of 
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their sick partners, but it seemed as if they had not fully accepted their past. 
The spouses struggled with caring and with feelings of loss. 

The third pattern included spouses who experienced a great impact but 
managed the demands of the care-giving fairly well. In their youth they were 
mostly attached to their fathers and they thought that they were capable people 
in various ways. The spouses showed a strong willingness to take care of their 
sick partners. Their previous life experiences and values seemed to have given 
them a model for how to act in such a situation, but they were not pleased and 
had trouble finding some meaning in their present situation. The spouses 
struggled with their desire to give care and with rejection of the tasks of care-
giving. 

The fourth pattern comprised spouses who experienced considerable impact 
and managed the demands of the care-giving less successfully. The spouses 
seemed to have had conflicting relations with their parents in the past. 
Nevertheless they thought that they were competent at work but not at caring. 
They believed strongly in fate and thought that what happen to them in life 
was their lot. These spouses seemed to know what they ought to do but they 
were not able to meet the needs of the diseased partners. The spouses 
struggled with the compulsion to provide care and with a sense of isolation. 
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Chapter 9. INTERPRETATION OF THE SPOUSES' 
EXPERIENCES OF LIVING WITH A DEMENTED 
PARTNER PERCEIVED AS A WHOLE 

INTRODUCTORY REMARKS 

Human life has an implicit meaning, which is made explicit in stories. The 
story tells us in a meaningful way what life itself is about, though we only 
become aware of the significance of various experiences by telling these 
stories about them and fusing them with other stories (1). Human actions 
derive their meaning from their connection to prior and later events and 
relevant experiences and episodes will be selected to provide a life story (1). 
The individual does not create and live his life isolated from others, in fact 
other people, especially his family, have a great influence on the individual's 
life. As Caplan wrote: 

"The family group is a major source of the belief systems, value 
systems, and codes of behavior that determine an individual's 
understanding of the nature and meaning of the universe, of his 
place in it and of the paths he should strive to travel in his life. 
Together with the stream of cumulative information about the 
concrete nature of the real word, these systems of belief and 
values provide the individual with a map of his universe and with 
a set of goals and missions, as well as a compass in finding his 
way (2 p 23). 

The spouses' experiences of living with a demented partner, are not only 
represented by various aspects of life but by the entirety of the coalescence of 
the different aspects. 

INTERPRETATION OF THE SPOUSES' PERSONAL 
EXPERIENCES PERCEIVED AS A WHOLE 

The previous analysis and interpretation attempted to achieve a deeper 
understanding of the spouses' situation from various perspectives (cf. Chapters 
3-8). These analyses revealed various patterns of experiences and perspectives, 
so in order to understand the spouses' experiences of living with a demented 
partner in a more profound way, further analyses and interpretations took 
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place: step 4 in the analysis (cf. Chapter 2). The previous analyses of the 
description of the course of Alzheimer's disease, perception of the care-giving 
spouses' own health, their social network, their marital relationships, their 
valuation of the sick partner, and their life perspective in the provision of care 
were plotted for each spouse. The analysis and the interpretation of the part for 
the whole and the whole for the part, disclosed seven variations, which will be 
presented below. The italic in the headlines shows the changes in each 
variation in comparison with the variation first presented. 

Healthy spouses experiencing little impact and managing the 
care-giving very well, living in a loving relationship with a 
recognised partner and supportive network 

In the first variation of the interpreted whole (Table 9.1), the spouses Ivar and 
Cecilia, Lars and Anita, and Frank and Tova described the course of the 
disease from a stage where their sick partners functioned rather well but 
deteriorated during the two years to a stage where they needed assistance or 
help with their everyday activities and self care. The spouses' relationships 
with their sick partners were founded on love which they succeeded in 
maintaining despite the disease getting worse. They still felt that they had 
companionship; they experienced sharing thoughts and feelings and 
engagement in joint activities and an intimacy in the marital relationship, 
though with an altered sexual life. They found their sick partners attractive and 
they sympathised with them. Their communication was mainly confirming and 
their relationship was very caring. 

The care-giving spouses' view of their partners included the ideas that they 
were persons with approved values, socially involved, skilful and competent. 
They agreed that their partners' selves were threatened and tried to support 
their sick partners in various ways. They described their interaction and how 
they functioned as 'complementary ego aid', which was made possible because 
the spouses could distinguish between the disease and the sick person. 

Positive interaction with the demented partners seemed to be connected with 
the spouses' own health. They generally felt healthy and they saw their 
temporary illnesses as a natural reaction to their particular situation. Their lives 
were meaningful for them and they thought that they could influence their 
present situation actively or from Lars' viewpoint, accepting that such thing as 
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illness can happen in life; "this is what it is like". Ivar and Frank related their 
temporary health problems to factors outside themselves and their sick 
partners. Lars related his health problems to his own failing condition. 

Table 9.1 Ivar's, Lars' and Frank's situation. 

The demented spouse Relation The care-giving spouse 

Functioning rather well Love Healthy 
proceeding to needing 
assistance Tenderness Healthy, accident-prone 

Functioning rather well Pity Unhealthy 
proceeding to needing help 

Estrangement 
In need of assistance proceeding Positive self image 
to dependency Negative self image 

Pos/Neg. self image 

Positive contact 
Distinction between the person Negative contacts 
and the disease with kin 

No distinction between the Positive contacts 
person and the disease Negative contact 

with non-kin 

Experienced little impact, 
managed very well 
Experienced some impact, 
managed well 
Experienced great impact, 
managed fairly well 
Experienced considerable 
impact, managed less 
successfully 

The spouses' view of themselves in relation to others was mostly positive 
along with positive kin and non-kin relationships. These spouses had a large 
number of people close to them and felt togetherness. They believed that 
others were helpful and supportive and involved in their situation. 

Their previous life experiences seemed to influence their present situation 
positively, they had mostly been attached to their mothers, which could have 
affected their own caring features. They had been highly valued and respected 
by their parents eventually, and this had favoured their feelings of autonomy 
and competence. The spouses had confidence in their own ability to manage 
various life situations and they experienced little impact from the caring, 
which they managed very well. Their values in life were dominated by 
altruism, and an endeavour to fulfil their obligations. They seemed to have 
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reached a certain level of wisdom and could give 'loving care'. The actual 
features of the variation to be presented are marked with bold text. 

Managing care-giving, living in a loving relationship with a 
recognised partner and supportive network 

Ivar, Lars and Frank seemed to have great confidence in their own capability 
and autonomy. They had had a good life although there had been some crises, 
from which they had learnt something. The care-giving situation was described 
as giving the spouses feelings of satisfaction and usefulness. Their 
relationships with their diseased wives were loving and they had the attitude 
that the disease was to be equated with the person. This attitude seemed to 
determine their actions in the caring situation. They could set their own needs 
aside in favour for their wives' needs for closeness and care. The past as well 
as the present seemed to make them mature to wisdom. They had high self-
esteem and a positive perception of life. Moreover these spouses had a well-
functioning social network, important people served as resources for them in 
the care-giving situation. 

Healthy spouses experiencing some impact and managing the 
care-giving well, living in a tendering relationship with a 
recognised partner and supportive network 

In the second variation of the interpreted whole (Table 9.2), the course of the 
Alzheimer disease was described as moving from a stage of functioning rather 
well to stages of needing help (Berit and Olle, and Cecilia and Peter), in 
everyday life and self care. 

The spouses' relationships with their sick partners had altered from loving to 
being founded on feelings of tenderness. The spouses had feelings of 
companionship in their marital relationship, despite the sick partner's changing 
abilities and functioning. They had lost some of their intimacy and the distance 
within the marital relationship had extended it but still contained a lot of 
caring. The spouses' communication varied from confirming to disconfirming 
their sick partners, though they seemed to understand their difficulties. Their 
sexual life had ended and the relationship had become asexual. 
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Table 9.2 The situations of Berit and Cecilia. 

The demented spouse Relation The care-giving spouse 

Functioning rather well Love Healthy 
proceeding to needing 
assistance Tenderness Healthy, accident-prone 

Functioning rather well Pity Unhealthy 
proceeding to needing help 

Estrangement 
In need of assistance proceeding Positive self image 
to dependency Negative self image 

Pos/Neg. self image 

Positive contact 
Distinction between the person Negative contacts 
and the disease with kin 

No distinction between the Positive contacts 
person and the disease Negative contact 

with non-kin 

Experienced little impact, 
managed very well 
Experienced some impact, 
managed well 
Experienced great impact, 
managed fairly well 
Experienced considerable 
impact, managed less 
successfully 

The spouses mainly viewed their sick partners as persons with approved 
values, socially involved and with competence. They viewed their partners as 
being a 'self in relation to others, though with a special need for closeness and 
attachment. The spouses' interaction with their sick partners was guided by the 
aspiration to function as a 'complementary ego aid', founded on the fact that 
they distinguished between the person and the disease. 

Berit's and Cecilia's view of life was that life was meaningful. Berit thought 
that she could actively do something about her situation, while Cecilia had the 
outlook that "this is what it is like", you could expect illness in old age. They 
felt healthy even after two years during which their sick partners had become 
worse as regards their illness. Both Cecilia and Berit had medium-sized 
network and had people rather close to themselves. They viewed themselves in 
relation to others positively and negatively to a equal degree, though they had 
a tendency to isolate themselves from others. They had some problems talking 
to others about their situation but they also valued their sociability and being 
of use to others. 
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Bent's and Cecilia's previous life experiences seemed to influence their current 
situation. They came from broken families and their attachment had been 
disrupted in early childhood. The spouses' life values were altruistic and their 
demands for justice were very high. Although they had confidence in their 
own competence they gradually felt as if they had lost themselves in the 
caring. These spouses experienced some impact but managed the demands of 
the care-giving well. It seemed as if they struggled with caring and with 
feelings of loss. The actual features of the variation to be presented are marked 
with bold text. 

Managing care-giving, living in a tender relationship with a 
recognised partner and supportive network 

Berit and Cecilia had had some difficulties in their childhood that seemed to 
influence their values and philosophy of life. They had faced several losses, 
which they also had to face in the present situation. They managed to cope 
with the care-giving situation but they had to pay. They felt as if they had lost 
themselves in the caring, though they described themselves as healthy. It 
seemed as if their own development had stopped, as Berit related: "It's like I 
stand aside and watch the life pass by". Their life values were dominated by 
altruism and justice. Their feelings of tenderness and their life values seemed 
to inform their care-giving. These spouses had good relations with both close 
and distant people, nevertheless they had a tendency to isolate themselves from 
others. They felt as if they stood outside communion with others. 

Healthy spouses experiencing little impact and managing the 
care-giving very well, living in a tendering relationship with a 
recognised partner and partly supportive network 

In the third variation of the interpreted whole (Table 9.3), the course of the 
Alzheimer's disease was described moving from a stage of functioning rather 
well to a stage of needing help (Jonas and Åsa), in everyday life and self care. 
Jonas' and Àsa's relationship started with love, and they had some years when 
they were happy in their marriage. In mid-life they become unhappy and there 
was a lot of disharmony in the marriage. Their relationship changed again 
when Åsa fell ill, and Jonas described their relationship as coloured by 
tenderness. It seemed important for Jonas that they had been living together 
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for a long time and that they had been very happy together. He felt good 
meaning so much to Åsa and that he could care for her. 

Table 9.3 Jonas' situation. 

The demented spouse 

Functioning rather well 
proceeding to needing 
assistance 

Functioning rather well 
proceeding to needing help 

In need of assistance proceeding 
to dependency 

Distinction between the person 
and the disease 

No distinction between the 
person and the disease 

Relation 

Love 

Tenderness 

Pity 

Estrangement 

The care-giving spouse 

Healthy 

Healthy, accident-prone 

Unhealthy 

Positive self image 
Negative self image 
Pos/Neg. self image 

Positive contact 
Negative contacts 
with kin 

Positive contacts 
Negative contact 
with non-kin 

Experienced little impact, 
managed very well 
Experienced some impact, 
managed well 
Experienced great impact, 
managed fairly well 
Experienced considerable 
impact, managed less 
successfully 

Jonas regarded Åsa as a person with certain qualities, which he valued and he 
thought that in a way she was socially involved, skilful and competent. He 
made a clear distinction between Åsa and the disease, and it seemed that he 
could function as a 'complementary ego aid'. He was trying to support her in 
various ways so she would not lose her self-esteem. 

Jonas' attitude seemed to be helpful in the caring situation. It was meaningful 
for him to take on the caring obligations and he saw life as meaningful. 
Despite his own well-known disease he saw himself as healthy and he took 
good care of himself so he could cope with his situation. It seemed as if his 
previous life experiences helped him to accepted both his own and his wife's 
disease. He had gone through many crises in several domains in life, i.e., in his 
marriage, his own health conditions, his wife's previous illness and their 
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children's health conditions. However, he had achieved the outlook that "this is 
what it is like", and he thought that this was not the worst time in his life. 

In his youth, Jonas was highly valued and respected by his parents and he had 
a great deal of self-esteem, he saw himself as competent with a strong 
personality. Perhaps this attitude influenced his relationship with others in the 
current situation, he found himself to "be self-sufficient". He had quite a few 
people around him and at some distance. His view of himself in relation to 
others was mostly negative, he felt lonely and had a sense of being 
misunderstood. The content of his kin relationships was mostly negative, 
though non-kin relationships were marked more positively, with them he felt 
to some extent, togetherness and received support and help when it was 
needed. Nevertheless he had a strong belief in human beings and his guiding 
rules were justice and caring for others. To fulfil one's obligations seemed to 
be the basis of his life value system. He seemed to have reached a certain level 
of wisdom and could give loving care. The actual features of the variation to 
be presented are marked with bold text. 

Managing care-giving, living in a tender relationship with a 
recognised partner and partly supportive network 

Jonas had always been challenged in life but had succeeded in coping with 
what life had had in store for him. Despite a period of unhappiness in his 
marriage, everything changed when his wife became demented, his feelings 
altered to tenderness and he could perceive her as "a self with approved 
values. The most important values for him, were an endeavour to fulfil his 
obligations and he thought that taking care of another person gave life its 
meaning. He was in some way prepared for this situation as he had 
experienced many critical life events, and was competent to deal with various 
things in life. The care-giving gave him some reward, as he meant so much for 
his partner. In his interaction with others it seemed that his strong self-esteem 
became problematic for him, he was too "stuck-up", as he said. He did not 
want to rely on others, or make compromises. Nevertheless he managed the 
care-giving demands very well and he experienced little impact. 
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Unhealthy spouses experiencing great impact and managing 
the care-giving fairly well, living in a tendering relationship with 
a recognised partner and partly supportive network 

In the fourth variation of the interpreted whole (Table 9.4), the course of 
Alzheimer's disease was described from the stage of functioning rather well to 
the stage of needing assistance (Hanna and Viktor) in everyday life and self 
care. Hanna's relationship with Viktor was transformed from one founded on 
love to one founded on a feeling of tenderness. Viktor lost his language early 
in the progression of the disease, despite this Hanna felt a companionship in 
their relationship. Furthermore they lost their intimacy and sexual life. Hanna 
described her feelings towards Viktor as quite like feelings towards a child. 
She could understand his situation in some way but her communication with 
him varied between confirming and disconfirming. 

Table 9.4 Hanna's situation 

The demented spouse 

Functioning rather well 
proceeding to needing 
assistance 

Functioning rather well 
proceeding to needing help 

In need of assistance proceeding 
to dependency 

Distinction between the person 
and the disease 

Relation 

Love 

Tenderness 

Pity 

Estrangement 

The care-eiving spouse 

Healthy 

Healthy, accident-prone 

Unhealthy 

Positive self image 
Negative self image 
Pos/Neg. self image 

Positive contact 
Negative contacts 
with kin 

No distinction between the 
person and the disease 

Positive contacts 
Negative contact 
with non-kin 

Experienced little impact, 
managed very well 
Experienced some impact, 
managed well 
Experienced great impact, 
managed fairly well 
Experienced considerable 
impact, managed less 
successfully 
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Hanna made a distinction between Viktor as a person and the disease. She saw 
him as a self in relation to other people, a self with approved values, to some 
degree socially involved and with competence. She was very concerned about 
his appearance; she wanted him to look nice and not be belittled by others. 

Hanna's perception of her own health was that she was not healthy and 
gradually her complaints got worse. She felt as if she was trapped in the 
situation, and was a victim of circumstances. She could no longer control her 
own life, and her perception of life was that everything was meaningless. 
Hanna linked her health problem to her sick partner, which indicated that she 
could not do anything about her own failing health. 

Hanna had few people around her and at some distance. She saw herself in 
relation to others mainly in negative terms, she saw herself as lonely and 
misunderstood. Her relationships with kin were mostly negative, and 
engendered feelings of disappointment. However, non-kin relationships were 
marked more positively, with them she felt some kind of togetherness and 
gained some measure of support and help. 

Earlier in life she had been successful, as she had been clever at her work and 
had become wealthy. She wanted to improve herself in various domains, 
especially in work and to be involved in society. In her childhood she was 
attached most closely to her father, which could have influenced her values 
and philosophy of life. Independence meant a great deal to Hanna, she felt 
strongly about managing by oneself and not complaining or asking for help. 
The basis for her valuation in life was to be capable at work as well as 
concealing her personal needs and feelings. She tried very hard to retain these 
values but in the caring situation she began to question her own ability. She 
became disappointed with herself, when her body gave out in various ways 
and because she was not as competent as before in her own eyes. She 
experienced great impact but managed the caring fairly well. Nevertheless it 
seemed as if there was a struggle between her desire to give care and her 
desire to reject the tasks of giving care. The actual features of the variation to 
be presented are marked with bold text. 
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Managing care-giving, living in a tender relationship with a 
recognised partner and partly supportive network 

Hanna's previous life experiences seemed to affect the current situation in a 
doubtful way. Hanna had lost control over her life. Her values were dominated 
by a striving to be independent and an ability to cope with everything. She 
struggled to manage both the caring and getting on with her own life, but did 
so at the cost of her own health and well-being. She had to give up many 
domains in her life such as her work, and interests. Hanna's predominant 
perspective on life was that everything was meaningless. She had had a 
balanced image of herself in relation with others, but in the present situation 
she saw herself as lonely and uninvolved. She was too proud to ask for 
company or support, she thought that she had lost her inclination to meet 
others. Her kin relationships were coloured by lack of harmony. She was 
disappointed and felt lonely in aspiring to take care of her husband. 

Healthy spouses experiencing great impact and managing the 
care-giving fairly well, living in a relationship based on pity with 
an unrecognised partner and supportive network 

In the fifth variation of the interpreted whole (Table 9.5), the course of 
Alzheimer's disease had progressed from assistance to, helping (Karin and 
Östen), being totally dependent (Ellen and Sven, David and Runa) in everyday 
activities and self care. 

The spouses' relationships had altered from one founded on love or affection to 
one founded on feelings of p ity. Separateness had become more of a feature of 
the relationships and there were both positive and negative sides to various 
other features in the marital relationship. There were moments of intimacy, but 
also of distance, and their relationship had become asexual. The spouses could 
understand their sick partners' situation sometimes but not always. Their 
communication hovered between confirming and disconfirming the sick 
partner. The spouses cared for their partners to some extent but they also 
arranged care from professionals. 

Their view of their sick partners have changed as they mostly viewed them as 
"indifferent selves" with belittled values, incompetent and socially uninvolved. 
They described their sick partners as adhesive and they saw their dependence 
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as a result of the sick partner's personal inability rather than a result of the 
disease. They did not take into account the fact that the sick partner's "self' 
was threatened and mostly they did not make any distinction between the 
person and the disease. Consequently they did not act as a "complementary 
ego aid" for their sick partners. They expressed wishes that their partners 
would die, as they thought this would be the best thing for their sick partners. 

Table 9.5 Karin's, Ellen's and David's situation 

The demented spouse 

Functioning rather well 
proceeding to needing 
assistance 

Functioning rather well 
proceeding to needing help 

In need of assistance 
proceeding to dependency 

Distinction between the person 
and the disease 

No distinction between the 
person and the disease 

Relation 

Love 

Tenderness 

Pity 

Estrangement 

The care-giving spouse 

Healthy 

Healthy, accident-prone 

Unhealthy 

Positive self image 
Negative self image 
Pos/Neg. self image 

Positive contact 
Negative contacts 
with kin 

Positive contacts 
Negative contact 
with non-kin 

Experienced little impact, 
managed very well 
Experienced some impact, 
managed well 
Experienced great impact, 
managed fairly well 
Experienced considerable 
impact, managed less 
successfully 

They perceived themselves as healthy, but they seemed to become accident-
prone during the progress of their partners' Alzheimer's disease. Their 
perception of life hovered between feelings of meaningfulness and 
meaninglessness. In this life situation their outlook was one of "having to 
endure", they could not make so many changes in their present situation, and 
they cultivated an attitude of passivity. The spouses related their temporary 
health problems to the amount of work they had to do, i.e., the care of the sick 
partner, housework and professional work. 
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The spouses viewed themselves as equally positive and negative in relation to 
others. They valued being of use to others and being social, though they had a 
tendency to isolate themselves and had difficulties talking about their situation. 
The content of the kin and non-kin relationships was mainly positive. The 
spouses felt togetherness with others and they received help and support from 
them. Nevertheless it seemed that their present situation had complicated their 
contacts with other people. 

Their past life experiences seemed to influence their present situation in a way 
that complicated their lives. The spouses had been more attached to their 
fathers and their life values included; doing one's best in life, working hard and 
meeting any challenge in life with courage. Their work meant quite a lot to 
them and they thought they were competent at what they were doing. 
Gradually they started to mistrust their ability to handle the situation and to 
cope with the care, they were not satisfied with the present situation as they 
wanted something more out of life. The spouses experienced a great impact in 
the caring situation, but managed the demands of care-giving fairly well. The 
actual features of the variation to be presented are marked with bold text. 

Managing care-giving, living in a relationship based on pity with an 
unrecognised partner and supportive network 

These spouses seemed to have lost the companionship in their marriage, that is 
their experiences of sharing thoughts and feelings and engagement in joint 
activities with their sick partners were lost. Their marital relationship 
contained feelings of compassion but this did not seem to counterbalance the 
restriction of their self-realisation at work and in other life domains. Their 
values seemed to run foul of each other. They had quite a lot of people around, 
but their relations with others had become more complicated. The spouses did 
not feel togetherness with others since their situation was quite different. They 
had to endure and they experienced a great impact in the caring situation, 
though they managed fairly well, maybe this contradiction influenced their 
susceptibility to accidents. 



187 

Healthy spouses experiencing great impact and managing the 
care-giving fairly well, living in a relationship based on pity with 
a recognised partner and supportive networks 

In the sixth variation of the interpreted whole (Table 9.6) the sick partner had 
deteriorated from needing assistance to being totally dependent on others (Gun 
and Ulf), in everyday life and self care. The couple's marital relationship had 
changed from love/affection to pity, with both negative and positive variations 
in important features of their relationship. Gun felt more of separateness than 
companionship and their sexual-life had ended. Gun cared for her husband but 
she also arranged care for him from professionals. She expressed ideas about 
the meaninglessness of her husband's life and thought it would be better for 
him to die. 

Table 9.6 Gun's situation 

The demented spouse Relation The care-pivinp spouse 

Functioning rather well Love Healthy 
proceeding to needing 
assistance Tenderness Healthy, accident-prone 

Functioning rather well Pity Unhealthy 
proceeding to needing help 

Estrangement 
In need of assistance Positive self image 
proceeding to dependency Negative self image 

Pos/Neg. self image 

Positive contact 
Distinction between the person Negative contacts 
and the disease with kin 

No distinction between the Positive contacts 
person and the disease Negative contact 

with non-kin 

Experienced little impact, 
managed very well 
Experienced some impact, 
managed well 
Experienced great impact, 
managed fairly well 
Experienced considerable 
impact, managed less 
successfully 

Gun's view of her sick partner was that he was a person with approved values, 
socially involved, skilful and competent. She saw him as a self which was 
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threatened and she supported him by functioning as a 'complementary aid'. She 
could actually distinguish between the person and the disease. 

Gun had a positive view of her husband, though their marital relations had 
essentially altered. She thought that life was meaningful and that she could 
actively influence her situation, she remained healthy through out the period. 
She had a positive self image in connection with others, as she thought she was 
social, helpful and thoughtful. Her kin and non-kin relationships were mainly 
positive and she had a large number of important people around her. 

Her early attachment was mostly directed towards her father, and she saw 
herself as competent but had doubts about her ability to cope with the current 
situation. Her life values could actually have caused some complications in her 
handling of this situation in comparison with those included in the fourth and 
fifth variations, regarding the values concerning doing one's best, the 
importance of managing by oneself and not giving up, but it seemed that there 
were no conflicts. She was probably convinced that she had done her best; 
there was no more to be done and she was content. Nevertheless she 
experienced a great impact from the caring situation at home but managed the 
demands of care giving fairly well. The actual features of the variation to be 
presented are marked with bold text. 

Managing care-giving, living in a relationship based on pity with a 
recognised partner and supportive network 

In her marriage Gun had been in a subordinate position as her husband had 
been domineering. She always asked for his approval and complied with his 
wishes. Her values of life were basically an attitude of aspiring to do her part. 
Gun tried to take care of her husband for as long as she could, but her husband 
often responded with irritation and aggression. He did not co-operate in the 
care tasks. The outbursts and non-co-operativness put a lot of s train on Gun, in 
spite of the fact that she had a very supportive social network. She tried to do 
her part but after some time Ulf became institutionalised and then Gun's 
situation became easier. Her own development was not restricted after that, on 
the contrary the opposite situation occurred. She thought that she had never 
had a better life. She had become more autonomous and had control over her 
own life. She had improved her relationships with others and gained greater 
self-esteem. 
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Unhealthy spouse experiencing considerable impact and 
managing less successfully with care-giving, living in an 
estrangement relationship with an unrecognised partner and 
partly supportive network 

In the seventh variation of the interpreted whole (Table 9.7), a deterioration 
had occurred, from functioning rather well with help (Alma and Nils) to total 
dependence (Martin and Bodil) in everyday activities as well as self care, in 
the course of the disease. 

The spouses' relationships had altered from ones founded on love or affection 
to ones founded on feelings of estrangement. The marital relation was 
dominated by separateness, distance and their sexual lives had ended, though 
they sometimes found their sick partners attractive. The spouses mostly had a 
disconfirming communication and did not understand their sick partners' 
situation very well. They seemed not to care about their sick partners, but they 
care for her/him and arranged for professional care. 

Table 9.7 Alma and Martin's situation 

The demented spouse Relation The care-çivinf spouse 

Functioning rather well Love Healthy 
proceeding to needing 
assistance Tenderness Healthy, accident-prone 

Functioning rather well Pity Unhealthy 
proceeding to needing help 

Estrangement 
In need of assistance Positive self image 
proceeding to dependency Negative self image 

Pos/Neg. self image 

Positive contact 
Distinction between the person Negative contacts 
and the disease with kin 

No distinction between the Positive contacts 
person and the disease Negative contact 

with non-kin 

Experienced little impact, 
managed very well 
Experienced some impact, 
managed well 
Experienced great impact, 
managed fairly well 
Experienced considerable 
impact, managed less 
successfully 
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The spouses viewed their sick partners mainly as an indifferent self with 
belittled values and as socially uninvolved. They did not see their partner as 
competent and their need of closeness was mentioned in terms of adhesion. It 
seemed that they could not make a distinction between the person and the 
disease and thus could not function as a 'complementary ego aid'. They 
expressed the thought that their partner was living a life that was unworthy. 
They thought it would be better for them to die. 

Their perception of their own health seemed to be influenced by their changed 
marital relationship and their negative view of their partners or vice versa. 
Their perception of life was that everything was meaningless, there was no 
pleasure left in life. They related their health problems to their sick partners 
and thought themselves victimised by the situation. They had lost control of 
their own lives and could not influence their situation. They felt unhealthy and 
this was even more pronounced after two years. 

Their view of themselves in relation to others was mostly negative, they saw 
themselves as lonely, uninvolved and unsociable. Their relationships with 
people close to them were also mainly negative as they thought these people 
were uninvolved, did not understand their situation and did not help and 
support them, which resulted in feelings of disappointment. Martin's and 
Bodil's previous life experiences seemed to influence their present situation in 
a complex way. It seemed that they had had problematic relations with their 
parents and their values in life were that one should fulfil one's obligations, 
take care of one another, not owe anyone anything and not give in to sickness. 
They saw themselves as competent at work and in their social life but not at 
caring, since they did not have the required skills. They experienced 
considerable impact from the caring situation and they did not manage the 
demands of caring so well (Table 9.7). The actual features of the variation to 
be presented is marked with bold text. 

Managing care-giving, living in an estranged relationship with an 
unrecognised partner and partly supportive network 

Both Martin and Alma seemed to be in a difficult position since their martial 
relationship was transformed to a feeling of estrangement and they had altered 
their view of their sick partners in a negative direction. Their previous life 
experiences and values did not seem to help them in the caring situation. Their 
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attitudes earlier in life seemed to have been to forget and go on, leaving things 
behind. The spouses' life values were mainly that one has to fulfil one's 
obligations and this attitude seemed to be imperative. Their well-being was 
affected negatively, they saw themselves as unhealthy. These spouses had no 
supportive network. Furthermore their number of their contacts was limited 
and their relations were somewhat conflicting. The spouses experienced 
considerable impact and managed the care-giving demands less successfully. 
They did not see any meaning in life and they had a pessimistic view of the 
future. 

Summary 

The interpretation of the spouses' common experiences of living with a 
demented partner exposed seven variations. The first variation was composed 
of spouses who had maintained love in their relationship and who could 
function as a complementary aid for their diseased partner. They experienced 
little impact from the caring and managed it very well. Their health or social 
contacts were not perceived negatively. Their past and present experiences 
seemed to have matured them into wisdom. The second variation revealed 
spouses, whose marital relationship had changed to being founded on 
tenderness, and who could make a distinction between the person and the 
disease. Their social relationships were mostly supportive. They experienced 
some impact from the care-giving and managed the care-giving demands well, 
as they could function as 'a complementary ego aid'. Their past and present 
experiences seemed to influence the present situation in a problematic way. It 
seemed as if the spouses were struggling with a desire to give care and with 
feelings of loss. In the third variation the spouses had a negative self image in 
their relations with others, along with negative kin relationships hough with 
positive non-kin relationships. Their marital relationship had changed to one 
founded on tenderness, and the sick partner was regarded as a self in relation 
to others. Moreover these spouses experienced little impact from the care-
giving and managed it very well. They seemed to have matured into wisdom. 

In the fourth variation the spouses differed from those in the third variation in 
terms of their perception of their own state of health as being unhealthy. They 
experienced great impact from the care-giving situation and managed its 
demands fairly well. They seemed to struggle with their desire to give care and 
with rejection. The fifth variation included spouses whose marital relationship 
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had changed to one founded on feelings of pity. These spouses did not make a 
distinction between the person and the disease. Their well-being was affected 
in that they become accident-prone, but their social contacts were mainly 
positive, though somewhat complicated. They experienced a great impact, but 
managed the demands of care-giving fairly well, but struggled with a desire to 
give care and with rejection. In contrast to the spouses in the fifth variation, in 
the sixth variation the spouses made a distinction between the person and the 
disease, and perceived of themselves as healthy. They also had a more positive 
self image in relation with others. The seventh variation exposed spouses 
whose marital relationship had changed to one founded on feelings of 
estrangement and their view of their sick partners had become more negative, 
since they could not make a distinction between the person and the disease. 
Their own health had deteriorated, their self image was mostly negative as 
were their social relationships. These spouses experienced considerable impact 
from the situation and managed the care less successfully. They seemed to 
struggle with a compulsion to provide care and with a sense of isolation. 
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Chapter 10. REFLECTIONS UPON SPOUSES' 
EXPERIENCES OF LIVING WITH A PARTNER WITH 
ALZHEIMER'S DISEASE 

The aim of the study was to gain some understanding of the care-giving 
spouses' lived experiences, the manifestations of the disease, their perception 
of their own health, the possibility of influencing the interpretation of the past, 
the present and the future, and their outlook on life, surroundings contacts and 
intimate relationships with their sick partners. The main findings contribute to 
an understanding of the spouses' experiences of everyday life caring for a 
partner with Alzheimer's disease. 

CONTEXT OF THE SPOUSES' TEXT 

The meaning of a text, or an experience, must be understood within its original 
context. The findings in the present study are to be seen in the context of this 
study. The participating families were living in northern Sweden, the spouses 
grew up in the shadow of the great depression. The level of unemployment 
was extremely high and the social security system did not exist at this time. 
There was no family allowance, accommodation allowance or unemployment 
benefit (1). The spouses had to start contributing to the family finances early. 
After the Second World War, Sweden began to develop a social security 
system. The boom period was on its way and Sweden became a welfare state 
(2). The spouses were able to get employment, building up their own firms and 
so on, and consequently their family finances were quite good in their middle-
and old age. 

The family system was rather stable at this time (1900-1950) and the 
frequency of marriages increased during the period. Divorces were rare and 
one of the prevalent attitude was faithfulness (3). The spouses in this study had 
been married to the same partner for a long time (mean 38.1 years), only one 
spouse had remarried 30 years previously. The families had lived in the same 
area for a long time, some spouses still lived in their native village or town. 
One can assume that this favoured their chances of creating and maintaining 
stable social network. Some of the spouses were religious and were engaged in 
a community, which would also favour the creation of social network. 
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The northern region of Sweden had a history of being religious with different 
churches. Some of the religious organisations had strict rules about how one 
should behave in various situations. The value system in the congregation 
influenced the value system of the society as a whole and vice versa (4). In the 
community the prevalent attitudes were that one should always try to manage 
by oneself and work hard. Qualities that were prominent were; being honest, 
faithful and loyal. Another value was that one should stick to gather and help 
one another in times of need, this was also true of the spouses in the present 
study as their value systems were more altruistic than egoistic. 

MAIN FINDINGS IN THE STUDY 

The spouses' descriptions of their sick partners' everyday life, regarding 
activity, functioning, communication skills, self care and mood, were fairly 
uniform. Nevertheless some of the spouses diverged by focusing more on the 
sick spouses' disabilities and psycho-pathology, rather than their abilities. The 
spouses' own health status seemed rather stable over time. Important factors in 
the spouses' perception of their own health seemed to be their outlook on life, 
whether they viewed life as meaningful or meaningless. Their experiences of 
the progress of their own health during the study period seemed to be 
influenced by how they saw their power to influence their situation, which was 
determined by how they interpreted the cause of their own health problems 
and vice versa. Despite the fact that all spouses reported health problems, 
some of them perceived themselves as healthy and maintained this view over 
time. 

The social network was another factor important to an understanding of the 
spouses' experiences. The findings imply that the structural features of the 
social network were not as important as how they viewed the content of 
various relationships, though it did seem to be correlated. The spouses' images 
of themselves were also an important factor in view of their social network. 
The spouses who had somewhat negative images of themselves in relation to 
others also viewed their kin relationships more negatively. Nevertheless the 
spouses in all the patterns of social network found, regarded their relationships 
as mainly mutual and the various features of their network remained quite 
stable over time. 
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The spouses' marital relationships, in most cases seemed to undergo changes 
with the progress of the disease. Some of the spouses could maintain their 
feelings of love for their sick partners, but for some of the couples the marital 
relationship was transformed into one founded on tenderness, together with 
feelings of distance. However, they managed care-giving very well to fairly 
well. In the relationships which had changed to pity or estrangement the 
spouses managed fairly well to less successfully with care-giving. In these 
relationships there were more feelings of separateness and the marital 
relationship had become asexual. 

The spouses' marital relationship might be a factor of importance for the 
quality of their social network and for their well-being and perhaps also for the 
quality of care. The spouses who maintained love or tenderness in their 
relationship with their sick partners also mostly seemed to perceive their 
spouses as a person separate from the disease. They could function as 
'complementary ego aids'. On the other hand the spouses who were mostly 
unable to make a distinction between the spouses as a person and the disease, 
could not function as 'complementary ego aids'. 

The spouses' previous life experiences seemed to be critical in their 
experiences of their caring situation regarding their previous relationship with 
parents, value system, philosophy of life, competence, and autonomy. Those 
spouses who had been most attached to their mothers, viewed care-giving as a 
challenge and experienced only little impact from it. There were also spouses, 
whose families had split up when they were children. They experienced some 
impact, and felt as they had to give care in accordance with their life values. A 
group of spouses who had been most attached to their fathers viewed caring as 
a moral obligation. They experienced a great impact from the care-giving and 
managed the demands of care-giving fairly well. The last group of spouses 
experienced considerable impact from care-giving and managed less 
successfully. They seemed to have had somewhat detached relationships with 
their parents and viewed care-giving as a family obligation which they had to 
take on. 

Finally, it appeared that there was a sub-group of vulnerable carers, as 
suggested by the concurrence of psychological, physical, and social morbidity 
along with the deterioration of their marital relationship. 
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REFLECTIONS UPON THE METHODS USED 

The phenomenological-hermeneutic approach is seen to have been an 
appropriate one for gaining some understanding of the care-giving spouses' 
lived experiences. The advantage of the methods used was that they made it 
possible to probe deep into the various perspectives of the lived experiences, 
and to gain a sense and interpretation of the whole. The possible disadvantages 
were that the methods were time consuming and the large amount of text 
accumulated created some practical difficulties. One should also keep in mind 
the fact that there are always multiple meanings (5). When one meaning 
(horizon) is exposed, something else is covered up, so it is never possible to 
find the whole meaning of lived experience (6). However, the findings 
presented give a useful picture of the lived experiences of spouses caring for 
their demented partners. The findings are judged to be internally consistent 
and coherent, as one could argue that there is no evidence that the findings are 
contradictory to each other. The interpretations are judged to be credible and 
logical. 

The aim of the study was mainly to achieve a deeper understanding of the 
spouses' experience of living with a partner with Alzheimer's disease. I think 
this has been achieved. The spouses' lived experiences have been shown to 
embrace factors which interact in a very complex and subtle way. It is not 
enough to investigate one factor at a time and on one occasion in order to 
understand the family carers' situation. 

COMPARISONS WITH PREVIOUS RESEARCH 

The spouses' descriptions of the demented spouses' everyday life in the present 
study agree with the descriptions found in the literature almost completely. In 
the literature the Alzheimer's disease is described to have a hierarchical nature 
of clinical symptoms and the evolution of the disease to follow a certain line, 
although with individual differences. Hughes (1982) developed a global rating 
device concerning; memory, orientation, judgement, community affairs, home-
life and hobbies, and personal care. He divided the impairments into different 
levels, namely mild dementia, moderate dementia, severe dementia (7). Some 
years later Reisberg (1986) developed the description to comprise seven stages 
regarding functioning in daily life, cognition and communications skills (8). 
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Hanson (1989) who constructed a crudely dichotomous model of family 
contexts, found representative types of families that tended to promote and 
magnify symptoms versus those that did not (9). It has also been suggested 
that the carers' emotional response (critical comments), towards the dementia 
disease correlates with the carer's psychological well-being, the quality of the 
relationship and social contacts (10). 

In the present study, the spouses' descriptions of the manifestation of the 
disease did not only comprise the pathological or negative outcomes, but also 
descriptions of the abilities the diseased partners still had. The spouses' 
descriptions of the demented partners' everyday life were quite similar, but 
some differences were seen. It seemed that the most extensive descriptions had 
fewer pathological expressions and more positive expressions of the partners' 
abilities than the sparing descriptions. The spouses who gave sparing 
descriptions were those who perceived themselves as unhealthy, with an 
estranged marital relationship and a small social network. 

In the literature the care-giving spouses are described as becoming depressed, 
declining in physical health and experiencing a low level of well-being. 
However, the findings show two contradictory lines. On the one hand some 
studies indicate that stress, depression or health in the care-giving spouse are 
not related to the functional limitations of the impaired spouse (11, 12, 13). On 
the contrary, it has been suggested that carers' characteristics rather than 
patient characteristics are subsequently the best predictor of carer distress (13) 
and institutionalisation of the demented spouse (14). One the other hand other 
studies show that the carers' levels of well-being, depression and frequency of 
physical symptoms increase as the demented spouses' level of cognitive 
functioning decreases (15-17). 

Some of the spouses' self-rated health in the present study was reported to 
remain quite stable over the two-year period and did not deteriorate with the 
decline in everyday functioning of the demented partner. Even when they 
compared their own state of health with others of the same age they thought 
their health to be just as good or better. However, some of the spouses initially 
saw themselves as unhealthy, and this became even more pronounced after 
two years. Furthermore, some spouses, who saw themselves as healthy, 
seemed to be accident-prone. They felt life was meaningless and they 
perceived their power to influence their own life situation as being limited. 
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The tendency to be accident-prone could be related to the demanding situation 
they lived in, with the demands of both care-giving and work. Chenoweth 
(1986) reported in a study that 21 per cent of carers had become ill or been 
injured while care-giving (18). 

The interaction between the individual and the social environment and its 
significance for the maintenance of good health have aroused much interest in 
the last decade. The dominant point of v iew in the last few years has been that 
social support may not contribute directly to health outcomes, but may buffer 
or protect people from the damaging effects of environment in times of stress 
(19). The picture of the Alzheimer family as isolated and abandoned has come 
very much into vogue, but research in recent years indicates that carers have 
good social and physical function (20), although they may be limited 
regarding selected social and leisure activity (21). In a study of elderly people, 
the conclusions were drawn that the greater the dissatisfaction with the 
frequency of social contacts, the greater the psychiatric morbidity (22). The 
carers need help and support, and it has been found that dissatisfaction with 
social support (23) and the presence of a conflictual social relationship (22, 24, 
25) are related to depression or general psycho-pathology in the carer. It has 
also been suggested that personality characteristics like extroversion, self-
esteem, social competence and social skills are correlated to social network 
and support functioning (26). 

The spouses in this study had quite large social networks. All but one had at 
least one confidant and they regarded their relationships as mostly mutual. 
Their frequency of contacts was rather high for all social network patterns 
found. Some of the spouses had very positive relationships with people in their 
social network. However, some of the spouses described their social network 
in negative terms. These spouses expressed feelings of dissatisfaction with 
their relationships with kin. Their dissatisfaction was expressed in terms of 
uninvolvement, discord, lack of understanding and help. These spouses also 
expressed more clearly a negative image of themselves in relation to others, 
and perceived themselves as unhealthy. 

There were also some spouses who viewed their social network as functioning 
very well. The spouses valued features in their social network, such as; 
togetherness, engagement, understanding, support and practical help. These 
findings are similar to the findings in Norbeck's (1991) study of carers of 
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Alzheimer patients' social network (27). She found that their support needs 
mostly concerned instrumental support (recourses, respite, care-help, back-up 
and household) and information/cognitive support (illness information, 
behaviour management, coping, and decision). Another interesting finding in 
the present study is that there were almost no changes over time in the various 
social network patterns found, thus they seemed to be very consistent and 
stable in spite of the worsening of the disease. This is in line with some 
previous reports that suggest that carers have stable levels of support over 
time, and that there is no relationship between patient symptoms and carers' 
patterns of support (28). 

There have been relatively few studies examining spouses' response to care-
giving, despite the fact that spouses provide the largest part of the care. 
Nevertheless some studies (29, 30) indicate that the quality of marital relations 
declines for Alzheimer couples compared with healthy couples. It was also 
found that the care-giving spouses experienced a lack of companionship and 
tended not to express openly their feelings of tension to their sick partners 
(29). It has been suggested that the carers who have a poor marital relationship 
(current and past) with their spouses are more likely to feel strain, distress and 
be depressed (20, 30). Relationships containing feelings of love, liking and 
friendliness have been found also to be characterised by strong feelings of 
caring (31). Morris (1988) argued that care-giving spouses who experienced 
high levels of intimacy before the onset of dementia will more willingly 
undertake the care-giving role because they feel a deeper affection for their 
partner and desire to give care (30). In the literature it has been suggested that 
the progress of the disease leads to changes in the manner in which sexual 
desires in the marital relationship are manifest (32), and alters the dynamics of 
the relationship so that the healthy individual views her/himself as a carer, 
rather than a sexual partner (33). However, it has been held that when sexual 
interest or activity ceases or declines in the ageing female, it is largely due to 
declining interest or illness in the male partner, but that the evidence of 
gradual decline in sexual activity for men is linked more to advancing age 
(34). Recent studies indicate that the most striking problem care-giving 
spouses experience was that they missed the way their sick partners used to be. 
Other problems in the marital relationship were arguments with the sick 
spouse, feelings towards resentfulness of their partner and the partner's failure 
to show appreciation (35). 
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In the present study some of the spouses felt companionship and intimacy with 
their sick spouse, and some did not. The differences between the spouses were 
whether they maintained love/tenderness in their marital relationship or 
transformed their feelings into pity or estrangement. The spouses who 
experienced separateness, distance and pity or estrangement in the marital 
relationship, tended to care for but not so much to care about their sick 
partners and made use of various care services. They felt that was their 
responsibility and duty to take care of their partner, but they experienced 
considerable impact and managed to care less successfully. Most of the 
spouses' marital relationships had become asexual, and many reported that 
they no longer had any sexual desire in the marital relationship. Nevertheless, 
some of the husbands maintained their sexual relationships with their partner 
for some years after the onset of Alzheimer's disease. These spouses could also 
change their expression of sexuality from sexual intercourse into expressions 
of emotional intimacy or closeness, touching and caresses, which were 
satisfying for both partners as described by the carers. 

There has been almost no research on spouses' views or valuations of their 
demented partners. However, some studies of carers' reactions to care-giving 
have been carried out. It has been found that negative reactions to care-giving 
by the carer were related to the memory, communication and continence status 
of the care recipient and the perceived impact on the health status of the carer 
(10, 36). Kinney (1989) suggested that hassles in care-giving associated with 
the care recipients' behavioural and cognitive limitations area also are 
symbolic to the carer, as the sick person's limitations constantly remind of an 
important family member's continually changing personality and intellectual 
capability (37). Gilhooly et al. (1989) found that expressed negative emotions 
were associated with frequency of contact with friends, and speculated that 
those carers felt isolated and perceived the sick person as the cause of their 
social isolation or loneliness (10). However, Orford (1987) held that most of 
the spouses do not blame their confused elderly partners for their state of 
affairs (38). It has been argued that the increased immediacy of another person 
is directly related to the degree of positive attitude toward that person (39). In 
line with these thoughts Streck et. al (1982) stated in their study that caring is 
the fundamental way of displaying not only love but an entire spectrum of 
positive interpersonal traits and attitudes (31). 
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In the present study two main perspective were found among the spouses, 
namely whether or not the spouses could make a distinction between the 
spouse as a person and the disease. These various perspectives seemed to 
determine how the spouses acted towards their sick partners. Those spouses 
who were able to distinguish between the disease and person did not blame 
their partner for the trouble they had to face but this was how some of the 
spouses with the opposite perspective thought. They regarded their sick 
spouses as incompetent and their current traits were mentioned with a negative 
connotation. In addition to these feelings the spouses experienced considerable 
impact and managed the demands of care-giving less successfully. 

The carers' response to care-giving regarding the experience of impact or 
burden has been of great interest in earlier research. It is suggested that care-
giving of the chronically ill can have a broad range of negative effects on the 
emotional state of the carer (40). In a study comparing carers of cancer 
patients and dementia patients, it was found that spouses of cancer cases had 
higher rates of disorder than did dementia carers (40). It has also been found 
that the care-giving spouses' experiences of burden do not correlate highly 
with the severity of dementia displayed by the sick partner nor with the length 
of time a carer has given care (41). Instead, it was found that the strength of a 
carer's desires and her/his feelings of happiness gave the best insight into the 
sense of burden (41). It has been found that the carers who had a positive 
outlook on life (beliefs about life satisfaction and counting one's blessings) 
were less burdened than carers with low scores on these variables (42). In line 
with this, it was found that only in a minority of carers, was emotional 
morbidity associated with care-giving of the chronically ill. On the contrary a 
majority did not report significant levels of emotional disorder, and one-third 
reported positive emotional feelings (40). 

These suggestions are in line with the findings in the present study, showing 
that there were spouses who experienced little impact from the care-giving, 
and those who experienced considerable impact from it. Factors which seemed 
to be associated with the spouses' experiences of care-giving were their 
outlook on life, satisfaction with the social network support, marital 
relationship, view of their sick partners and their past life experiences. 

It has also been suggested that carers of Alzheimer patients involved in 
religious institutions receiving formal help from these institutions, benefit 
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from this support in the care-giving situation. It was further suggested that 
strong religious beliefs serve as a vital source of personal empowerment (40, 
43). In the present study, many of the spouses had a religious philosophy of 
life, but not all were engaged in organised religious activity. The spouses who 
had a religious philosophy of life were found to experience either little impact 
or great impact from the care-giving. It seemed that for some of the spouses 
religiosity did not buffer their experiences of impact. 

Findings regarding differences in gender response, show that female carers 
tend to report high stable rates of depressive symptomatology, whereas male 
carers show an increase in depression over time (16, 17, 44). It is not known 
whether there is a gender difference in supportive social network for care-
giving spouses, but it has been held that women tend to have more confidants 
than men, although men have larger overall social network (45). Previous 
findings indicate that wives experience higher levels of burden than husbands 
(46-48). Barusch et al. (1989) found that men tended to be older than women 
and had more problems with their own health. Male carers also care for more 
disabled patients and as a result perform more care-giving tasks. Yet female 
carers experienced a greater sense of burden (49). In a study of elderly women 
caring for their husbands it was found that past marital adjustment was the best 
predictor of subjective burden. Wives who reported unhappy past marriages, 
saw care-giving as part of their marital responsibilities and they interpreted 
their care-giving experiences as more oppressive (50). In contrast, the 
husbands felt greater emotional investment in their relationship with their 
impaired spouse, and expressed a greater sense that the care they were 
currently providing for their spouses was due to them, more than the wife 
carers felt (46, 51, 52). 

These findings are supported in the present study. The spouses who perceived 
themselves as healthy, with large social network and who described their 
marital relationships most positively were husbands. Nevertheless some of the 
wife carers also described their marital relationship positively, though their 
feelings were transformed into tenderness and they felt more distance from 
their partner. The spouses who experienced little impact from giving care, 
were all men, despite the fact that they did not report more support from health 
care services than other carers, rather the contrary. 
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THEORETICAL REFLECTIONS 

In order to obtain a deeper understanding of the findings of the present study, 
e.g., to understand the spouses' various experiences and their ways of 
perceiving their present life situation in light of the past and the future, I made 
some theoretical reflections. 

Searching for meaning 

Whether or not they could find meaning in their current life situation, i.e., 
having a spouse with Alzheimer's disease seemed crucial for the spouses. It is 
said that the search for meaning is a power in the life of any human being. 
This meaning is unique and special in so far as that the individuals had to 
search for the meaning by themselves and realise it (53). Frankl (1968) argued 
that the individual can only find meaning in life by being responsible, and self 
realisation cannot be the purpose of one's life. Only by trying to realise the 
meaning of one's life can the individual achieve self-realisation. Self-
realisation comes about only as a secondary effect of self-transcendence. 
Frankl also held that one can reveal the meaning of life in three different ways; 
through performing an action, through experiencing a value, or through 
suffering. The most important of human endeavours is not to experience 
pleasure or to avoid pain, but to find the meaning of life, to find meaning in 
suffering. Suffering ceases to be suffering in a way, when it achieves meaning 
(53). 

It was found that the spouses' experience of the meaning of life was an 
important factor in their perception of their own health. Some spouses in this 
study experienced their current life situation as meaningful, despite their 
partners' progressive disease. They were sometimes sad and depressed but they 
could mostly enjoy life and did not see their care-giving as problematic. On 
the other hand some spouses could not see any meaning in life, everything 
seemed meaningless, and they did not perceive themselves as healthy and 
were often depressed. 

The importance of finding meaning in one's experiences and one's life is also 
propounded by Antonovsky (1987). He has developed the concept of a "sense 
of coherence", SOC (54), which is a global attitude expressing a feeling of 
trust, a feeling that stimuli coming from one's inner and outer world are 
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structured, predictable and comprehensible, the resources that are required to 
meet the demands these stimuli make on a person are available, and that the 
demands are seen as a challenge worth investing and involving oneself in. The 
SOC concept has three core components, which are comprehensibility, 
manageability and meaningfulness. Comprehensibility relates to the degree to 
which one perceives internal and external stimuli as reasonably apprehensible, 
as information that is organised, coherent, structured and clear rather than 
noisy-chaotic, disordered, random, accidental and inexplicable (54). 

In the present study it was found that the spouses expressed various 
explanations for their health problems or for not feeling well. They related 
their complaints to various things, for instance the spouses in the health pattern 
"being healthy and doing something actively", related their complaints to the 
amount of work they had to perform; both as a consequence of the Alzheimer 
disease and housework. However, those spouses who belonged to the health 
pattern "being unhealthy and a victim" saw their health problem as being 
caused by the demented spouses. These different explanations could be seen as 
their way of comprehending their situation, corresponding to Antonovsky's 
concept comprehensibility. 

Antonovsky's concept manageability is defined as the degree to which one 
sees that resources are available, by means of meeting the demands made by 
the stimuli that bombard one. If one has a high sense of manageability, one 
will not see oneself as a victim of circumstances, or feel that life has been 
unfair (54). 

In the various health patterns, the spouses' general outlook can be seen as 
corresponding to manageability. Those spouses who thought that they could 
control their situation and that they could influence their own health had a high 
sense of manageability. One of the expectations voiced by the spouses was 
that anything could happen, therefore they took things as they came. They 
believed they were capable of facing what life had in store for them, and they 
could do something actively about their own health. In contrast the spouses in 
the second pattern "being unhealthy and a victim" regarded themselves as 
victims of the situation which made them incapable of doing anything at all 
about their own situation and health. Their life situation was beyond their 
control. 
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The concept of meaningfulness, in Antonovsky's model, is explained as the 
importance of taking one's share, of taking part in the process that constitutes 
one's destiny as well as one's everyday experience. There are essential 
domains in life in which one becomes involved and which are important, in an 
emotional as well as in a cognitive sense. Events are regarded as a challenge, 
which deserves the emotional investment and involvement of oneself (54). In 
the analysis of the spouses' perception of health, their apprehension of 
meaningfulness turned out to be an important theme. 

The care-giving spouses in the second pattern, "being unhealthy and a victim" 
and third pattern, "being healthy and having to endure" usually found it 
difficult to see any meaningfulness at all in their own lives, and they had a 
somewhat dark view of their future, they viewed caring as a moral obligation 
and a duty. However, the spouses in the first pattern, "being healthy and doing 
something actively" and the fourth pattern, "being healthy and this is what it is 
like" could see a meaning in their lives and in the provision of care to their 
sick wife or husband. They viewed the caring as an important task, a challenge 
to their competence. The spouses saw care-giving as something that gave 
meaning to their lives, there was something in their lives that meant a great 
deal to them. 

The importance of significant others 

The findings in the present study indicated that other people around the 
spouses of Alzheimer victims were important in various ways. It is argued that 
the individual becomes an individual in interchange with others in her/his 
environment. Other people interacting with the individual, provide her/him 
with opportunities for feed-back about her/himself and for validation of her/his 
expectations about others (55). Erikson (1950) starts his theory about the 
growth of the personality with the interaction of the new-born with her/his 
mother and ends with her/his interaction with that segment of mankind which 
counts in the specific individual's life. The individual grows in the interaction 
with others in a series of developmental crises, others influence the individual 
and vice versa (56). For instance the mother's own past has left her with the 
desire and necessity to pass on to her child the hope, which emanated from her 
mother and from her culture (57). The individual proposes his definition of 
self and then finds it confirmed or denied by others. From the other the 
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individual strives to receive signs about the "real" nature of their relationship 
(58). 

The image of a network of social relations represents a complex set of inter
relationships in a social system and helps the individual mobilise her/his 
psychological resources and master her/his emotional burdens, share her/his 
tasks and provides her/him with extra supplies (55). The social network could 
be seen as an external resource in coping with one's life, and it is suggested 
that satisfaction with the social network is a strong predictor of psychological 
well-being (59). The care-giving spouses in this study had various patterns of 
social network and support. The quality within the spouses' network seemed to 
be determined of the structure of the network and closeness to important 
others involved in that network. The spouses' social network patterns seemed 
to be changed or affected by the progression of Alzheimer's disease in a very 
limited way, and not necessarily negatively. It also seemed that the spouses' 
self-image and social history were important for the quality of social 
interchange and support. 

Antonucci (1985) has described the dynamic concept of social network over 
the course of life with help of the concept "convoys of social support" (59). 
This model refers to a lifetime pattern of support relationships. It begins with 
the attachment to primary carers and, continues with the individual developing 
a variety of interpersonal relationships that become the bases for the 'support 
convoy'. As the individuals involved grow and mature, the nature of their 
relationships develops and changes. The convoy notion of social support 
proposes that the effect of differences in support received and provided with 
age will be dependent on earlier history. Isolated elderly people may be 
continuing a life-long pattern of isolation. For instance the interaction patterns, 
parent-child and between siblings seemed to remain relatively stable over the 
course of life, and simply became more evident with the years (59). 

In the present study the changes in the patterns of social network described 
were very limited during the study period. One might expect that in such a 
troublesome life situation as caring for a partner with Alzheimer's disease, 
contacts and relationships with other people would change dramatically. In the 
spouses' narration of their previous style of social interactions, the implication 
was that they had adopted a way of interacting with people early in their lives 
which basically continued, though with some changes. The features within the 
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social network became more accentuated and manifest than they had been 
before the present life crisis (i.e. onset of the disease). 

It is suggested that individuals differ in their need for and interest in 
interaction with others. Antonucci (1985) argued that people with different 
personalities have varying environmental needs (activity, social participation 
and interaction) and will seek out those environments, and that social 
competence is distinctly related to the use and misuse of social support (59). 
Marital satisfaction, frequency of meetings with friends and relatives, feelings 
of rallying round within the family and the enjoyment of friends are shown to 
have positive effects on well-being, especially happiness and life satisfaction 
(60). In the present study the carers' descriptions of the content of their social 
relationships varied between negative and positive features. The spouses who 
described more negative features regarding their relationships with others, also 
had a negative self-image in relation to others, and a marital relationship 
marked by estrangement. 

Being perceived and perceiving the other individual 

In the present study it was obvious that the spouses' valuation of their sick 
partners was important for their experiences, actions and relationship with 
their partner. Frankl (1968) argued that the only thing that makes it possible to 
get to know and understand another individual in her/his inner personality is 
through love. No one can be fully conscious of another individual if one does 
not love her/him. Through the act of the spirit that constitutes love, the human 
being gains the ability to see the essential features and traits within the loved 
one (53). According to Scheler (1954) the deepest recognition of another 
comes only to the person who loves her or him; and you have to understand 
yourself to be able to understand others (61). Natanson (1966) has suggested 
that it is only through friendship or love that the kind of recognition can take 
place in which the person "is recovered in his full integrity". He contrasts this 
recognition with seeing a person as just that individual "out there" (62). These 
ideas implay that the spouses' marital relationship marked their way of 
viewing their partner. 

The spouses' view of their partner was found to diverge into two perspectives, 
which the spouses could fluctuate between, but they all had one basic view. 
The first perspective comprised spouses who made a distinction between the 
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spouse and the disease and, had a relationship where the spouses had 
maintained their love or transformed it into tenderness. It seemed that they saw 
the person behind the disease and could respond to the ethical demands made 
on them. They could function as 'complementary ego aids'. The opposite 
perspective of the spouses constituted no distinction between the sick spouse 
as a self and the disease. These spouses described a marital relationship which 
had been transformed from one founded on love or affection to one founded 
on pity and estrangement. They described their sick partners as indifferent 
selves and it seemed that they did not understand that their sick partners' self 
was threatened, consequently they did not function as 'complementary ego 
aids'. It is obvious that the risk of viewing the other as an object is inherent in 
this process. To think about a person as an object does not help one to 
understand the other person or oneself. Such objective thinking only serves to 
govern, control and standardise, not to motivate an ethical approach. To be 
able to give care one has to view the other person as a person and not just an 
object to be manipulated (63). 

Merleau-Ponty (1968) argued that if the other person speaks to us in such a 
way that we know that he listens really seriously to what we have to say, then 
we become aware that he really is there, looking at us. His look, is like a touch 
that awakens us, in that moment we participate in or live in his private world. 
The world, the thing in itself, that the other person is attentive to, is ourselves. 
For a moment we are aware that we are both the one who is perceived and the 
one who is perceiving (64). When the other, is a person with dementia, it 
seems that her/his ability to attend or perceive her or his partner can be altered 
(impaired), and that this in turn affects the awareness of being perceived, and 
participating in the demented person's private world. The care-giving spouses 
might experience the demented partner not recognising them, shutting them 
out of their private world. According to Hegel (1807), men seek and need the 
recognition of their fellows, only in this way it is possible to achieve integrity 
(65). In the dialectic of the master and the slave he held that the master 
dominates the slave through his command over things, the slave is forced to 
recognise the master but not vice versa. The master does not see the slave as a 
real other self, consequently the master cannot really see himself in the other. 
Recognition by the slave is therefore worthless (65). The spouses who tended 
to make no distinction between the sick partner and the disease, also perceived 
themselves mostly negatively in relation with others. One could argue that 



209 

their view and valuation of their partner made them see themselves as if they 
were less worthy of the engagement of others. 

To view the "Other" as a person, as an individual, implies making a distinction 
between people. With this distinction an ethical demands arises in relation to 
the respect and responsibility one has for the "Other". Lévinas (1991) stated 
that "the other" means a human being, who is living and stands in front of me, 
face to face. "The other" implies that in the ethical relationship with the other, 
one sees a glimpse of the infinite behind the "being", a glimpse of the an 
invisible God, which is impossible to verbalise. However, the relation to the 
"Other" is influenced by the present of a third party, a third party beside the 
"Other". The presence of the third party leads to demands to be fair, i.e. it 
entails the laws and foundations of justice. Lévinas meant that when one 
discovers the Other's face one is responsible for the Other. The bond to the 
Other lies only in the responsibility and this occurs irrespective of whether the 
responsibility is accepted or refused. I am responsible for the Other without 
expectation of reciprocity (63). 

The distinction between the two different views of the sick spouse could be 
discussed in terms of Lévinas' ideas about the Other. The first perspective, 
"spouses who differentiated between the sick spouse as a person and the 
disease", could be understood as seeing the sick spouses' 'face'. The spouses 
talked about their sick partners in a positive manner and tried to see behind the 
destructive disease. They had taken on the responsibility for the sick spouse 
and embraced the closeness to them. Lévinas thought that closeness to the 
Other is not only being physically close to them or being attached as a relative, 
but being essentially close in that one feels responsible for her/him and as such 
one is responsible for her/him (63). The spouses could therefore meet the 
ethical demands made by the sick partner, and could take care of her/him, on 
all levels. 

On the other hand the second perspective "spouses who did not differentiate 
between the sick spouse as a person and the disease", did not seem to see the 
sick spouse's 'face'. In their description they seemed to see only a ruined 
personality. The spouses did not embrace the closeness with their sick 
partners, instead they withdraw. The person behind was in shadow, and 
alienated. They were not aware of all the sick spouses' needs, and 
consequently could not take care of them on all levels. 
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Valuing the other individual 

The spouses in the present study were differentiated according to their 
valuation of their sick partners. Their view of the sick partner was determined 
by how they valued the partner as a person and what value system they had 
adopted. It seemed logical in view of Scheler's theory of values (61, 66, 67) 
that the spouses should prefer to talk about their sick spouses in terms of the 
themes; a self vs. an indifferent self, with approved vs. belittled values, 
socially involved vs. uninvolved, and competent vs. incompetent and the 
relationships between these themes. He stated that values are immediately 
given in our most primal and immediate experience of things and others. The 
good thing is learnt in emotional relationships with the good things in the 
world. The human being is master over her/his own will, and s/he could decide 
for her/himself, if s/he wants to try to attain the good or the evil. 

Scheler distinguished between the implemented values, i.e. the actual 
occurring Good in the world and the Value in itself. He also believed that there 
is a hierarchy of values. The lowest rank of values can be described as 
'sensible values'. These values correspond to the feelings of the pleasant and 
the unpleasant, which are experienced in enjoyment and suffering, desire and 
pain. Next in the ranking order are the so-called 'values of life', comprising 
values that are linked to life itself, a basic difference between the noble and the 
ignoble. The positive values of mode are the values of nobility, while the 
negative pole embraces the mean, the base and the common. The 'noble' and 
'base' refer to physical states of well-being or illbeing, i.e. health, disease, 
vigour, weakness and the like. In the third rank one would find the 'spiritual 
values', e.g. beautiful/ugly, right/wrong and a string of 'values of knowledge'. 
Finally, there is the holy and the unholy, which will be learnt in an experience 
of blessedness or despair. Scheler experienced Man as something that 
transcends itself, its life and everything else. To be a person, demands certain 
things, Man has to reach a certain spiritual level, and should exhibit a 
behaviour that is meaningful, should have authority, and be master over 
her/his body (66, 67). 

In this view the different themes found in this study could be seen as having a 
relatively hierarchical position. The spouses' view of their demented spouses 
as a "self or an "indifferent self" illustrates their view of their sick partners 
whether or not they are seen as a person as regards showing meaningful 
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behaviour, ability to express feelings, will and thoughts and to some degree 
with access to their own appearance. This seemed to be the basis for the 
standards of judgement or evaluation. The first rank of valuation could be seen 
as the spouse having certain values, which the spouses saw in the sick partner, 
e.g., found the sick partner to be controlled, kind and good-natured. The 
spouses responded to these values in either a positive or negative way, 
emotionally and/or cognitively. This level could correspond with Scheler's 
'values of life' or 'vital values'. The next in the order of the spouses' valuation 
could be their judgement of the sick partner's involvement in social life, which 
reflected the sick partner's position and intercourse with her/his spouse and 
other people around the family. This level seems to correspond with Scheler's 
'spiritual value'. 

According to Scheler, the origin of all real objectivity in our relations with 
things, people and values is love. Love is one of the spontaneous feelings and 
transcends the already experienced values and seeks possible higher values in 
the loved one. Love does not have an ethical meaning, until we love a person 
as something valuable. In this sense love is something definite, as it is not 
dependent on any change of character in a person (66). With this in mind it 
would be logical to assume that the quality of the marital relationship before 
the onset of the disease is of great importance for the care-giving spouses' 
judgement of their partners. 

Nevertheless it is not only the relationship that may affect a person's view of 
the other, her/his own system of values also affects her/his intellectual 
judgement and her/his ethics (67). The spouses described their system of 
values in the light of a particular life situation; caring for a demented partner, 
this could affect their priority of the values mentioned. The most common 
values that were described were, "doing one's duty or obligations" and "taking 
care of each other or standing up for other people". 

Rokeach (1973) stated that values have cognitive, affective and behavioural 
components (68). One could regard the values previously mentioned as moral 
values, which have an interpersonal focus, and when violated arouse stabs of 
conscience or feelings of guilt for wrongdoing. It is suggested that values that 
concern morality are attributed of 'oughtness'. According to Rokeach the 
"oughtness" of certain values is seen to originate within society, which 
demands that all of us behave in certain ways that benefit and do not harm 
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others (68). It was clearly expressed by the spouses that their system of values 
was incorporated from childhood and that their values guided them in their 
present life situation. It was also clear that some of the spouses felt that they 
had no free will, that their value system was imperative. This may influence 
the spouses' feelings of impact and their ability to manage the demands of 
care-giving. Values can be seen among other things as standards that tell us 
how to rationalise beliefs, attitudes and actions that would otherwise be 
personally and socially unacceptable so that we will end up with personal 
feelings of morality and competence (68). This seemed to be true for the care-
giving spouses' experiences, the spouses who felt that they were competent in 
the care-giving situation were those who acted according to their system of 
values. Contrary to the spouses who started to question their care-giving 
competence or felt that they were incompetent and who failed to live up to 
their values and felt strongly that their values were "oughtness". 

Caring relationships 

The spouses in the present study seemed to be able to give care to differing 
degrees, and more or less willingly. It is said that caring for another human 
being is an essential feature of love. Alberoni (1988) argued that the moral of 
love is a moral of joy. From the viewpoint of the morality of love, one does 
good deeds sincerely and joyfully, and the result which comes of an act of love 
is not the same as that which follows an act of duty we imposed on ourselves 
(69). Alberoni also held that one cannot force oneself to love anyone, but 
when love is absent duty fills the void love has left. The moral of duty 
prescribes that one should act against one's nature and spontaneity, the thing 
one would give spontaneously is enforced by will-power (69). In a long 
marital relationship where the transformed feeling is estrangement, there 
seems to be a high risk of becoming estranged from oneself, and from care-
giving (70). Some of the spouses in this study seemed to face at such a risk, 
since they felt estrangement in their marital relationship. They thought that 
their demented partner had become a person they did not know, had even 
never known. Their past marital relations then had to be revalued, and it seems 
logically to assume that their past history also became estranged. They could 
not find satisfaction in the role of care-giver and did not see any meaning in it. 
It was difficult for them to meet the needs of their diseased partner. 
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It has been suggested that the concept of care can refer to two dimensions of 
caring, 'caring about' and 'caring for'. Caring about implies an attitude, feeling, 
or state of mind directed toward a person or circumstances. The carer who 
'cares about' a sick individual makes a cognitive or emotional decision that the 
welfare of the diseased individual is of great importance and requires keeping 
the sick individual's best interest in the fore front of mind and heart. In contrast 
'caring for' involves the executing of a skill, with or without a particular 
attitude or feeling towards the object upon which this skill is expended. The 
carer who cares for a individual engages in an intentional and ongoing activity, 
responding to the patient's need that requires cultivating the capacity to 
understand the lived experiences of others (71, 72). 

In the present study the ability of the spouses to give care to their sick partners 
varied quite a lot. Some spouses managed care-giving very well and saw 
caring as a challenge to their competence. They also thought that giving care 
increased their intrinsic value and self-esteem. On the other hand some 
spouses saw care-giving as something inevitable, as a moral obligation or as a 
family obligation. Nevertheless, the spouses were willing to take on care-
giving, but the reason for doing so varied and the care-givers tended, more or 
less, to view care-giving as a trajectory. One could argue that some of the 
spouses tended to care about and for their demented partners, while other 
spouses only cared for their partners in varying degrees. 

Life span development 

The spouses' previous life experiences seemed to influence their ability to cope 
with their care-giving situation. The upbringing varied between the spouses 
along with their view of themselves as competent and autonomous individuals. 
Their early attachments might be an important influential component in their 
ability to manage the demands of care-giving. The spouses who described 
their attachment in early childhood as being mostly to their mothers seemed to 
manage better than those who had been mostly attached to their fathers or had 
had disrupted attachments or conflicting relationships (detached relationships). 
It is suggested that attachments acquired in infancy are prototypes and 
precursors of supportive interactions in adulthood (60, 73). Moreover, it is said 
that adults with a strong supportive relationship are able to cope better with the 
stresses of their environment and that attachment is related to feelings of 
competency across the life span (73). 
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A parent-child relationship with a strong attachment in childhood could be 
seen as an opportunity to introduce values to the child. Rokeach (1973) said 
that "through experience and a process of maturation, we will learn to 
integrate the isolated, absolute values we have been taught in this or that 
context into a hierarchically organised system, wherein each value is ordered 
in priority or importance relative to other values" (68 p 6). One could argue 
that the spouses who had been mostly attached to their mothers had learnt a 
system of values that was more maternalistic. Another argument is that 
attachment theory involves the mother's care-taking behaviour (74), implying 
that a child that is mostly attached to her/his mother is more inclined to imitate 
the mother's behaviour. It is held that maternal thinking encompasses among 
other things, an acceptance of change, attentive love, and humility involving 
understanding the care receivers and respecting them as a person (75). It has 
been suggested that in dementia care there is a need for maternalistic care (76). 

The spouses' past life experiences and maturity are important in their 
understanding of their experiences and living in the care-giving situation. 
Erikson's psycho-social developmental theory of the stages of human life (77, 
78) could serve as a basis for discussion aimed at understanding their current 
life situation. His theory is in line with the hermeneutic principle according to 
which one cannot understand human beings without bringing in their past, 
present and future experience. 

Erikson's theory of psycho-social development includes the life cycle of 
human beings, from birth to old age, and describes eight crises represented by 
opposite poles, syntonic and dystonic, with resulting strengths or weaknesses. 
Each developmental stage we go through has had its preliminary stage in the 
stages we have passed. When we pass the climax of a stage and begin the next 
stage, the solution to the previous stage will be incorporated in the next one. 
These solutions may change in the light of future stages that we go through, 
because nothing is stable for ever. The crisis of the first stage is the conflict 
between basic trust and basic mistrust whose balance is hope. The second 
stage is early childhood with its two poles, autonomy and shame or doubt, and 
whose basic strength is will. The third stage is play age in which syntonic 
initiative conflicts with dystonic guilt and a fruitful solution is the purpose. 
The fourth stage, industry vs. inferiority is present during the school age. The 
strength that gradually results is competence. The fifth stage is adolescence 
where tension conflicts with the development of a sense of psycho-social 
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identity and role confusion. When this tension has been resolved, a sense of 
fidelity emerges. In the sixth stage, the strength of the young adulthood is love 
as a result of the tension of the conflict between intimacy and isolation. In the 
seventh stage adulthood we have to struggle successfully with generativity or 
stagnation which gives us the ability to provide and receive care. In the eighth 
and last stage, old age, the predominant systonic disposition is integrity 
searching to balance a sense of despair, which hopefully results in wisdom 
(77, 78). The weaknesses that might occur instead of strengths all in order of 
their development; withdrawal, compulsion, inhibition, interia, repudiation, 
exclusivity, rejectivity and disdain. A crisis that has previously been solved 
may have to be resolved in a new situation in life (77). 

The spouses of the first group, labelled "spouses who had reached a certain 
level of wisdom and gave care", seemed to re-interpret their previous lives, 
and incorporate their present situation into their previous experience. In the 
theory of 'eight stages of man' this is believed to happen in the last stage, 
where wisdom is achieved. They had to balance the tension of the conflict 
between the sense of integrity and the sense of despair. In their revaluation and 
reinterpretation of their own lives they seemed to accept their way of living, 
and they were pleased with how their lives had turned out. The dreams and 
desires they had had but not fulfilled caused neither bitterness nor regret. They 
accepted that fulfilment had been impossible at the time or that it belonged to 
the past. They engaged in family life and in society. They seemed to have 
gone through all the previous stages successfully, which led to the ability to 
take care of their sick partners without struggling against despair. 

The second group of spouses labelled "spouses struggling with caring and with 
feelings of loss" needed to be needed by others. It was important to their self-
esteem to know that someone else was dependent on them. The feelings of 
loss they brought out concerned the loss of their own autonomy, i.e., their own 
lives and also the loss of their husband's abilities and personalities and their 
expected final loss, death. Their husbands' death would mean that no one 
would depend on them, or need them. In their life stories they talked about 
broken families and bitterness towards family members who had failed to live 
up to the predominant values. It seems adequate to claim that the struggles 
these women experienced were rooted in their failure to successfully resolve 
the crisis between autonomy and shame or doubt. 
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The third group named "spouses struggling with their desire to give care and 
with rejection" comprised spouses who had the will and the desire to care for 
their demented partners, though they did not want to give up their own lives. It 
seems that they regarded it as a form of stagnation to stop working and just 
take care of their husbands. Their caring obligations could not compensate 
them for the loss of work, because of their values it was hard for them to 
resolve their situation successfully. They tried to cope with their obligations 
and they thought that their work was a relief in life. As time went on, they 
could not cope with the amount of work this entailed and received help from 
outside to enable them to accept respite care, and institutional care later on. In 
line with the theory of the 'eight stages of man' they were struggling with the 
seventh crisis, generativity vs. stagnation. The strength of this stage is care and 
the malignant tendency is rejectivity. 

The fourth group, named "spouses struggling with the compulsion to provide 
care and with a sense of isolation", included spouses who did not feel 
comfortable about providing care for their sick spouses. The prevailing value 
of society is that you should take care of your family members, and this was 
what these spouses had been told when they were young, therefore they knew 
very well what they ought to do. However, they could not fulfil this obligation, 
because they thought they were not skilled enough, nor did they seem to have 
the devotion to it. They withdrew and made themselves unavailable for their 
spouses and their needs. They isolated themselves from their spouses, and 
from other people. In a way, they isolated themselves even from life, since 
they found no pleasure in life. They stopped doing things that they used to do 
and which had allowed them to enjoy life. In line with the theory of the 'eight 
stages of man' they struggled with the crisis of intimacy and isolation, and the 
strength they had to achieve was love, and the malignant tendency was 
exclusivity. 

Antonovsky, Antonuccci, Scheler, and Erikson all put forward the importance 
of past life experiences for the individual's understanding of his current life 
situation. Past life experiences influence, among other things, one's perception 
of life regarding philosophy of life, system of values and imputation of 
meaning. Past life experiences also influence one's way of interacting with 
other people and one's self-image. The process of reminiscence becomes an 
important tool for achieving understanding of oneself and finding meaning in 
one's life (79). 
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The different discussions from the various theoretical perspectives offer a 
broader understanding of the findings in the present study. The reflections are 
culled from different theoretical levels and the number of theoretical 
perspectives used is a consequence of the fact that no theoretical viewpoint 
was found which could cover all aspects of the carers' experience of their care-
giving situation. The theoretical viewpoints were chosen as they were seen to 
deepening the understanding of the findings, and were a part of the author's 
pre-understanding. The theoretical viewpoints chosen were also consistent 
with each other. There could certainly be other theoretical viewpoints that 
could further broaden an understanding of the findings. 

DECONTEXTUALISATION OF THE FINDINGS 

The findings in the present study have been discussed in relation to their 
context and in relation to previous research. The findings have been discussed 
from various theoretical perspectives in order to get a deeper understanding. It 
could be argued that the findings in the present study are not bound to the 
context of the study, but refer to the world around, it could be trying to fit. 
When new data enter the picture, this may well call for a new even more 
comprehensive and plausible interpretation (80). However, the meaning of the 
text first must be understood within its original context and then its core 
should be outlined through decontextualisating (81). 

The abstraction of the findings implies that the perception of one's health is 
influenced by one's outlook on life, one's power to influence one's situation 
and how one relates to one's complaints. The quality of the social network is 
determined by the network size, closeness and contents within the 
relationships, and one's self-image. All these variables are important in 
perceiving one's social network as a source of support. The intimate 
relationship is associated with the degree of companionship, intimacy, 
attractiveness, understanding and caring, along with confirming 
communication. The relationship is also influenced by the view of the other. 
How one values the other individual is elucidated by the way one perceives the 
other as a self, with approved values, as socially involved and with 
competence. All these assumptions are influenced by the individuals' life 
experiences, such as early attachment, one's autonomy and competence, along 
with one's incorporated life values and philosophy of life. 
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The statements presented are not seen as exclusive. Thus it is very possible 
that additional factors are important for how one perceives one's health, 
experiences one's social network, one's intimate relationships, valuates the 
other and is influenced by one's life experiences. However, these findings are 
seen to be valid in different settings, in different contexts, as these findings 
described are broadly human phenomena. 

RECONTEXUALISATION OF THE FINDINGS 

One essential question is whether these findings are transferable to other 
contexts. Ricoeur (1988) held that a text is not closed in itself, it has not only a 
formal structure, but refers to a possible world beyond itself, a world where 
the text can exist and develop its possibilities to be in the world. The 
application of the text (findings) should be seen as disclosure and remoulding, 
disclosure in the sense that the application brings out hidden features in our 
existence and remoulding in the sense that an existence which is illuminated is 
changed (81). 

The findings are seen to be valid in different settings, but it is possible that the 
content in the different variables may change within the time perspective. For 
instance, the family system might change from the system of a man and a 
women to encompass the system of values and being responsible for caring to 
the system of women (daughter mother, grandmother) bearing the traditions of 
family, caring and values. The system of values might change over time, today 
the older generation adheres to a system of values that is mostly altruistic, but 
it is said that in the modern society system of values are developing that are 
more egoistic and focused on the individual. Nevertheless the inter-personal 
relationships and the past experiences of the individual will retain their 
importance, and even if the content of the different variables changes, the 
variables themselves are still important for an understanding of the carers' 
experiences and life situation. 

REFLECTIONS ABOUT IMPLICATIONS FOR 
PROFESSIONAL CARE 

The most significant findings in the present study are discussed in this chapter, 
and these findings are important for the family carer, for those who receive 
care, and also for those who are supposed to help and support the family. The 
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findings are important for the family carer, as they make it possible to detect 
what is important in the care situation, for instance, how one perceives one's 
own health, what one's social network is like, how one's relationships develop, 
how one's view of the other appears and what one's past experiences imply. 
When these things become visible for the carer, a process of becoming 
conscious of one's resources, strengths and weaknesses can start. This process 
may help the carer to make realistic judgements and decisions from her/his 
own prospects, with the help of professionals. The findings are important for 
the sick individual as he is dependent on the carer, thrown upon the carer's 
discretion. Consequently it seems that the guidance and support given to the 
carer meant to improve the care, leads to an increase in the quality of care, and 
improvement of the quality of life for the sick individual. The findings are 
important for the professionals, as they make it possible for them to offer the 
carer individual help and support, and initiate changes in the carer's ability to 
handle the situation. 

The individuals' own personal life story is central to an understanding of an 
individual's thoughts, feelings and behaviour in later life (79). In dementia care 
it is said to be important to know the demented person's life history (82, 83), 
but it is equally important to know the care-giving spouse's or other primarily 
carer's history. The individual's narrative can help the care professionals to 
understand the thoughts and actions of the family care-giver, whom they are 
supposed to support. 

One important task for professionals is to detect which families are at risk of 
not managing the care demands, being unhealthy, neglecting or abusing the 
demented person. The findings in this study indicate that there is a sub-group 
that needs especial attention. It is important to find this group in order to direct 
the intervention. This might be possible from listening to the carer's narrative, 
detecting how the spouses describe their marital relations, how they perceive 
their ability to influence their own situation, how they view their partner and 
how they describe their social network and support. The care professionals can 
then build up a picture of the individual Alzheimer family and plan their 
intervening actions from the viewpoint of the family's needs. One should also 
question whether it is possible for everyone to be cared for at home, whether 
the cost to the family care-giver is too high or the quality of care too low to be 
acceptable. Perhaps the marital relationship could remain in better shape if the 
demands on the family were reduced. A combination of family care and 
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professional care in varying degrees could be the solution. It seemed important 
for the family to have the possibility of making choices about whether or not 
to take on care-giving responsibilities. There must be alternatives, and it is 
also important to support those spouses who want to care for their sick 
partners and have the necessary requirements, i.e., perceive themselves as 
healthy, having supportive social network and loving relationships and life 
experiences that will strengthen them in the care-giving situation. 

Another important issue is how professionals view the Alzheimer family. The 
overall meaning of life and the experiences of what it entails to live with a 
family member suffering from Alzheimer's disease that are part of a 
professional carer's experiences, is of importance when meeting the family. 
Finding meaning may help the care professionals to gain a better 
understanding of the care-giving experiences (professional and home-care). If 
the care professionals' views are very negative, coloured by feelings of misery 
and disaster, this will be communicated to the family, and could lead to a 
negative view amongst the family members. The present study shows that 
there are positive outcomes from the care of a demented family member, but it 
depends on the individual's preferences. One can mature and become even 
closer to the sick person or one can become unprogressive. Care professionals 
can influence the family member by supporting one of these directions and 
consequently it is important how the care-professional views or values the 
situation. It is held that the carer can respond to her/his care-giving 
experiences by making personal choices about life and care-giving, by valuing 
the positive aspects of care-giving experiences, and by searching for a 
meaning (84). 

In professional care the emphasis has been on the individual, the environment, 
health and nursing. The perspective on the patient has mostly been focused on 
an individual person within a family, but the perspective should be the family 
as a unit. A shift to a family approach within the field of nursing seems to be 
very important and appropriate in the care of the elderly, though family 
therapy within the field of nursing discipline is yet to be developed. There is 
also a need to gain more knowledge about families with a diseased member, 
and a need for the education and training of professionals practising in this 
field. However, working with the family could be most rewarding. It is 
beneficial for the patient, family members and the professionals, since a 
disease not only affects the individual's own life but also the life of the whole 
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family. The care-giving situation must be seen as an event in life which 
proceeds, and to which the carer adapts. The carer may learn to master it or not 
in a very individual fashion. The carers' experiences of care-giving are not 
only negative, on the contrary their experiences can be positive, as their 
satisfaction and self-esteem increase, and they may mature and achieve 
wisdom. Care professionals can help and care for the patient by working with 
the family members as a team, where the various parties are regarded of equal 
value. 
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AFTERWORDS 

In the autumn of 1993 the author once again visited ten families. Three of 
the care-giving spouses had died. This last visit had two purposes, to finish 
the long research contact with a follow-up interview and to inform the 
families of the findings before they were published. 

The lives of the care-giving spouses had changed very much. Only three 
demented partners were still alive, living in nursing-homes, and two of them 
were widows (Table 1). Three of the demented spouses had died within 2 
years after the study period, after that seven demented spouses had died. That 
left nine widowed spouses, though four of them had a new relationship. They 
were happy about this new love and that they had someone to share their 
lives with. Those who lived alone were pleased about it, because they did not 
want to commit themselves to a man again, they wanted to live their own 
lives, though they would like to have had a male friend. 

In remembering the care-giving period and their partner's death, most of the 
spouses had discovered something about themselves, e.g. that they had great 
strength of mind, care-giving did not suit them, they had matured and were 
no longer afraid of death. They had changed the priority of their values, as 
some of them now valued confidence in stable relationships, their own time, 
or friendship. They had also learnt something about others, e.g., the 
un accountability of human beings, how the health-care system functioned, 
bad things as well as good. 

In the interview the spouses spoke of their feelings about participating in the 
study. All the spouses felt that their participation had helped them greatly, 
they felt that they had had someone to talk to, who cared about them and who 
helped them to clarity their thoughts. Despite this they also mentioned 
periods when it had been hard and difficult to talk about their situation, two 
spouses especially said their participation had been a burden to them, but 
looking back they realised that despite that it had been good for them. The 
reason for joining the study was that the spouses thought that their 
experiences might be useful to others. All the spouses said that they would do 
the same thing again. 
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Table 1. The use of social services by the Alzheimer families 

Care-giving 
spouse/ 
Demented 
partner 

Initially 1 year 2 year 7 years 

Alma-Nils None Home help Psycho-geriatric 
clinic 

In own home/ 
Dead 

Berit-Olle None Daycare/ 
Respite care 

Respite care In own home/ 
Dead 

Cecilia-Peter Rehabilitation 
entre 

Daycare Daycare In own home/ 
Dead 

David-Runa None Home help/ 
Respite care 

Long-term clinic In own home/ 
Dead 

Ellen-Sven Home help Home help/ 
Respite care 

Long-term clinic In own home/ 
Dead 

Frank-Tova None None None Dead/Dead 

Gun-Ulf Respite care Nursing-home Nursing-home In own home/ 
Dead 

Hanna-Viktor None Respite care Respite care In own home/ 
Dead 

Ivar-Ylva None None Home-help Dead/Nursing-
home 

Jonas-Åsa None Home help/ 
Respite care 

Nursing-home In own home/ 
Nursing-home 

Karin-Östen Home help Home help/ 
Respite care 

Home help/ 
Respite care 

In own home/ 
Dead 

Lars-Anita Home help 
(cleaning) 

Home help Home help Dead/ Nursing-
home 

Martin-bodil Home help Home help/ 
Respite care 

Nursing home In own home/ 
Dead 

The spouses were shown the findings as presented in Chapter 9, and they all 
recognised them and said that living with a demented partner could be like 
this. The easiest thing to recognise was the interpretation of the marital 
relationship with the demented spouse. The spouses chose one pattern and 
said that they recognised it and started to comment on it. Most of the spouses 
could also recognise each interpreted experience, but not necessarily the 
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same variation as the author. The spouses were not told about the author's 
interpretation of them as individuals. 
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Table 1. Spouses' description of the everyday life of the demented partner over two years. Case Alma-Nils 

Domains in everyday life 1st half year (home) 2nd half year (home) 3rd half year (home) 4th half year 
(institution) 

Activities 

Communication 

He goes for walks by 
himself, and goes out to 
botanize. He enjoys 
watching TV and can in
terpret some programs. 
He likes to go for a car 
ride, with his wife driv
ing. He goes out running 
and plays tennis with a 
friend. He enjoys friends' 
visiting but it tires him 
quickly. 

He has trouble framing 
words and often tums the 
word over. He takes time 
to get to the point. He is 
more quiet and uncom
municative. He does not 
spell correctly, he writes 
his name with assistance. 
He reads some articles. 
He answers the phone, 
but has some difficulty 
making phone-calls. 

He goes out for walks by 
himself but has trouble 
finding his way home. He 
watched TV but it is un
certain how much he can 
understand. He goes ski
ing along a special route. 
After moving to a flat he 
does not ski so often and 
he does not run any 
longer. He enjoys being at 
the day-centre. 

He goes for walks mostly 
in company. He moves 
more slowly. He watches 
TV for short periods but 
often falls asleep. He has 
started to wander a lot and 
potters amongst his 
things. He enjoys social 
events, but they seldom 
see friends. He complains 
that nothing happens at the 
day-centre. 

He has more problems 
finding the right word 
when trying to tell some
thing. When talking to 
others he often gets with 
wrong answers. He is en
couraged to practise his 
writing, but it is difficult 
for him. He manages to 
call his wife at work, and 
he answers the phone but 
cannot tell who has called. 

He cannot follow a con
versation. He understands 
what is said to him but he 
seldom answers. He does 
not make any phone calls 
but can answer the phone. 
He does not read but he 
turns sides the pages in 
the paper. From time to 
time he sees invisible 
people. 

He does not go out by 
him-self. He can disap
pear when out of site. He 
watches TV for about 5 
minutes, then he starts 
wandering. He potters 
about a lot when he is 
alone. He does not want 
to visit friends when there 
are a lot of people. He 
does not like to be with 
other patients in the ward. 
He misses being at the 
day-centre. 

From time to time his 
speech is incomprehensi
ble. He can tell the first 
words in a sentence then 
forgets the rest. His an
swers are often "without 
rhyme or reason", and he 
can't understand instruc
tions. He does not answer 
the phone any longer. He 
often sees invisible people 
and talks to his own re
flection. 

Function of daily living 

To take care of oneself 

Mood 

He manages to go shop
ping with a list but it is 
difficult for him to count 
money. He manages to 
warm up his food, but can 
eat two dinners in one 
day. It is hard for him to 
know the time. He often 
carries his keys with him 
and often counts them. He 
sleeps well at night. He 
can be alone for two days. 

With instruction he can 
wash and shave but it 
takes time. When dressing 
he often puts the garment 
inside out or back to front. 
It is hard for him to decide 
how many clothes to put 
on. He can handle a knife 
and fork properly. 

Sometimes he is aggres
sive and sulky. He gets 
anxious and depressed 
over trifles and has be
come suspicious. It is 
hard for him to express 
feelings. 

When they go shopping 
together he picks up arti
cles from other trolleys. 
He often does not know 
how to switch off the 
stove, after moving to a 
flat he does not use the 
stove anymore. He often 
gets up at night and rum
mages about. He can be 
alone for a day. 

He has to have assistance 
with washing and dress
ing. From time to time he 
has to be persuaded to 
wash. It is hard for him to 
do up and undo buttons. 
Sometimes he needs help 
to t ie the shoes. He has to 
be told what to do and 
how to do it. 

His temper varies a lot and 
he gets angry easily, but it 
blows over quickly. He is 
more anxious and he 
wants to have the lights on 
at night. He easily be
comes distressed. 

Sometimes they go shop
ping together, and he just 
follows his wife. He has 
his keys on a band round 
his neck. When smoking 
he can take three cigarettes 
at the same time. From 
time to time he gets up at 
night and dresses. He 
cannot be alone for more 
than a few hours. 

He needs help with 
washing, and shaving. He 
also needs help when tak
ing a shower He can put 
on both his own and his 
wife's clothes, and mixes 
them up. His wife has to 
dress him. He also needs 
help with brushing his 
teeth and doing his nails. 
He now has to be served 
at mealtimes. 

When he is angry, he goes 
around swearing and 
muttering for a short 
while. He gets angry if he 
is blamed for his 
mistakes. When they are 
out with people, he cheers 
up. He is very anxious 
about using the elevator. 

When they go shopping 
he starts to potter around 
and reorganise the 
shelves. He cannot pour 
out coffee from a vacuum 
flask. When smoking he 
disposes of the cigarette 
end in a dangerous way. 
He gets up several times at 
night and makes his bed 
again and again. He can
not be alone anymore 

Often he does not co
operate with washing and 
dressing. He takes his 
clothes off when his wife 
turns around. He often re
sists help. He needs help 
to go to the toilet. A few 
times he has urinated in 
the wrong places in the 
apartment. 

He is often aggressive and 
sulky towards his wife. 
He is often anxious and 
fussy when leaving home. 
He often gets upset and is 
afraid of losing his wife. 
From time to time he is 
unhappy and cries. 



2 

Table 2. Spouses' description of the everyday life of the demented partner over two years. Case Berit-OIle 

Domains in everyday life 1st half year (home) 2nd half year (home) 3rd half year (home) 4th half year 
(respite care/institution) 

Activities He goes for walks and He goes for walks by him He cannot manage to He goes for walks in 
botanizes. He wants to self, and he enjoys botanize as before, but he company, but moves more 
watch the news on TV but travelling with his wife, still goes for walks. He slowly. He watches TV if 
he can leave in the middle He enjoys watching sport watches TV, but from he has company, and can 
of the program. He is on TV. He goes to day- time to time he falls comprehend some things, 
often out, working, centre twice a week, but asleep. He likes to go to He still plays games if he 
clearing away the snow, he is not pleased to leave the day- centre, he has got gets help. He wanders a 
He likes to play games the home. When he is a f riend there. He still en- lot and potters about with 
and enjoys social events alone, he sits around a lot, joys playing games but it things. From time to time 
but wants to go home doing nothing. He is more difficult for him. he goes in a nd out all the 
early. At parties he dances manages to do a lot of out- He likes to go to social time. He often sits in a 
more often than before. door work, e.g., mow the events and enjoys being chair, listening to the radio 

lawn, and chop wood. with friends, but will of- and smoking or rubbing 
ten leave early. his hands. 

Communication He has difficulties ex- His wife understands When he talks he uses few He is quieter and when he 
pressing himself. He what he talks about, but it words and often loses the talks he uses the language 
speaks very little and is hard for him to explain thread. He needs to hear he learned first more of-
sometimes he does not an- things. He now tries to what is said several times ten. He seems to under-
swer his wife even with talk more often and is to understand, and some- stand what is said to him 
yes or no. He can ask the more communicative. He times he does not under- but he does not remember 
same question over and does not always under- stand at all. When he is what things are called. His 
over again. He makes stand instructions. He can alone with other people he wife helps him when 
phone-calls to people he still use the language he tries to speak, but not communicating with other 
knows well, if he has the learned first, when when his wife is around, people. Later on he sel-
number in front of him. needed. He answers the He can answer the phone dom tries to talk and fi-
He answers the phone and phone, but cannot take but does not make calls, nally he becomes mute, 
can take a message. any messages. He is not used to writing 

but now he cannot write at 
all. 

Function of daily living 

To take care of oneself 

Mood 

He can do some house
work e.g.. vacuum-
cleaning, looking after the 
heating and he is respon
sible for the pets. He can 
prepare his own porridge. 
He has a program for 
what to do everyday. He 
sleeps well, and never 
gets up before his wife. 
He can be alone for a day 
if his wife prepares meals 
for him. 

He can wash and dress 
himself if he is told to do 
so. He can shave but 
needs assistance when 
taking a shower. At meal
times he functions quite 
well, sometimes he uses 
the china wrongly. 

He does not show his 
feelings. However, his 
wife does not think that he 
is depressed but rather 
apathetic. He is a bit rest
less and cannot concen
trate. 

He looks after the heating 
and helps to tidy up at 
home. He also participates 
in the outdoor work. 
When repairs are needed 
in-doors, he cannot take 
part. When travelling he 
cannot manage to take care 
of his luggage. He does 
not want to be alone, and 
follows his wife wherever 
she goes. 

He can dress and change 
his clothes if he is super
vised. He can put on his 
outdoor clothes. He man
ages to shave, but it takes 
a long time. He manages 
to go to the toilet by 
himself. He does not 
always know what to do 
when eating, e.g., where 
to pour the milk. 

His wife finds him very 
calm. When they are 
travelling he becomes 
more alert, and when his 
wife stops working he be
comes more calm and se
cure. He is unhappy when 
he makes mistakes. 

He can do some house
work, e.g., the dishes, 
vacuum-cleaning, laying 
the table if his wife tells 
him how to do it. He does 
not cook anymore. He 
cannot judge distances or 
time like before. He fills 
his pipe more often but 
does not smoke every 
time. He can be alone for 
half a day. 

He needs assistance with 
washing and dressing, 
and he also needs help 
with bathing and shaving. 
He needs some assistance 
going to the toilet, e.g., 
where to go and needs 
reminding to go to the 
toilet. When eating he 
uses the knife as much as 
the fork. 

He is very kind and help
ful and when his wife 
hugs him he brightens up. 
When one of the pets dies, 
he mourns. He laughs at 
the grandchildren, and 
finds them amusing. He is 
not so calm as he used to 
be. 

When his wife guides 
him, he can do some 
house-work. He can but
ter a slice of bread be
tween meals by himself. 
He does not deal with the 
heating any more, and he 
does not care about it ei
ther. His wife has to fill 
his pipe and lighten it. He 
does not want to go to bed 
before his wife. He can be 
alone for just a few hours. 

He needs help with 
washing, bathing, dress
ing and brushing his teeth. 
He can manage to put on 
his outdoor clothes with
out help. His wife has to 
remind him to go to the 
toilet, help him to sit 
down and clean-up. He 
has to have his food pre
pared on the plate. 

He shows very few emo
tions, but his wife can see 
in his eyes when he is sad 
or hurt. He laughs at him
self when he makes mis
takes. He is anxious when 
he is away from home, 
and seems to be home
sick. 



3 

Table 3. Spouses' description of the everyday life of the demented partner over two years. Case Cecilia-Peter 

Domains in everyday life 1st half year (home) 2nd year (home) 3rd half year (home) 4th year (home) 

Activities 

Communication 

He goes for long walks by 
himself and goes out 
botanizing. He watches 
TV with his wife. 
Sometimes he loses his 
way and finds the traffic 
difficult. He goes to day-
centre twice a week and 
does handicraft. He likes 
to collect things. He en
joys being with family 
members and goes out to 
dinner twice a week with 
his wife. 

His wife tries to talk to 
him as she used to but he 
forgets what they have 
talked about. His wife has 
to tell him several times 
and slowly, then he un
derstands. He cannot fol
low an instruction given to 
him. He can write his own 
name, but nothing else. 

He goes out for long 
walks every day, and likes 
to bask in the sun. He 
watches TV but cannot 
follow it as well as before. 
If he cannot go out he 
cannot organise his time. 
He has finished his period 
at day-centre. At home he 
wanders around a lot. He 
can visit relatives on his 
own. 

His wife tries to explain 
things to him but she 
realises that he does not 
understand everything. It 
takes time for him to un
derstand the news on TV. 
He does not talk so much 
with other people. He 
cannot express all his 
needs. 

He goes out for short 
walks by himself but he 
would rather have his wife 
with him for long walks. 
He watches TV but cannot 
comprehend the whole 
program, he likes to listen 
to the radio. He goes out 
botanizing after his wife 
had shown him what to 
do. If he does not lie 
down and sleep, he wan
ders a lot or just stands 
around. His wife encour
ages him to visits relatives 
on his own. 

It is difficult for him to 
express himself. He 
cannot find the right 
words. His wife has to 
guess what he wants to 
say. When he has to talk 
to others he seeks help 
from his wife. He cannot 
write his name any more 
and cannot read either. 

He goes for short walks 
with his address on his 
coat He does not want to 
watch TV anymore. He 
likes to sit and bask in the 
sun, often on their bal
cony. At home he wan
ders around, and he often 
walks behind his wife. He 
enjoys visiting his chil
dren and friends with his 
wife but wants to go home 
early. He no longer col
lects things on his own. 

He is more quiet but 
seems to listen to the con
versation. He cannot tell 
his wife about what has 
happened during the day. 
He can tell his name and 
address when people ask 
him, but he needs more 
time to understand what 
people tell him. He repeats 
his questions many times. 
He answers the phone but 
cannot take a message. 

Function of daily living 

To take care of oneself 

He can go shopping for a He can go out shopping 
few things at a time. He for one or two things at a 
goes on errands to the time. Once a week he goes 
bank, post office and to out for a meal with his 
the mail-box for his wife, wife assisting him. He can 
If his wife tells him what do less house-work than 
to do and how to do it, he before. He has trouble 
can do some house-work, understanding how to use 
He can be alone for a day. different things. He can't 

be alone for more than a 
few hours, and wants to 
be near his wife all the 
time. 

With direction he can He needs help with 
wash and dress himself, dressing i.e., zippers and 
He brushes his teeth if his some assistance with his 
wife shows him how to pyjama. His wife has to 
do it. He needs help check his out-door cloth-
bathing. Mostly he man- ing. He also needs some 
ages to go to the toilet, assistance with washing, 
His wife has to prepare but he manages to shave, 
his food on the plate. Sometimes he cannot 

control his bowels. 

He can go shopping for 
one thing at time if he gets 
help from the staff. He no 
longer manages to do er
rands. He helps his wife 
to carry heavy things and 
removes the dust from 
carpets. He is occupied 
with his keys. He cannot 
be alone for more than 
two hours, and he follows 
his wife wherever she 
goes. 

His wife has to wash him 
otherwise he washes only 
some parts. He also needs 
assistance with dressing. 
He can brush his teeth by 
himself, but his wife has 
to show him everything. 
He needs to be reminded 
to go to the toilet and how 
to do it. 

He cannot go shopping or 
do errands any longer. He 
moves very quickly and is 
quite agile. He gets lost 
several times but because 
he is well known he 
always gets help. He can
not be alone for an hour 
and when his wife has to 
leave for awhile, he goes 
to bed and takes a nap or 
listens to the radio. 

He needs help with 
washing, bathing and 
dressing. From time to 
time he manages to do 
things by himself, in an 
automatic way. His wife 
has to help him to use toi
let-paper and clean him 
up. She also prepares his 
food on the plate and but
ters the bread. 

Mood His wife thinks he does 
not care about anything, 
he has no spirit. He is not 
as full of fun as before. 
He gets very upset and 
angry from time to time 
and is a bit anxious. 

He has outbursts from 
time to time, but his wife 
finds him calmer. When 
he realises his mistakes, 
he sometimes cries. He 
gets frightened and anx
ious from time to time. 

His wife finds him calmer 
and more blunt. He is 
more cheerful than before. 
Together they laugh at all 
the mistakes he makes. It 
does not bother him at all. 
He is less patient, if he 
calls his wife for help she 
must come at once, oth
erwise he gets sulky. 

From time to time he 
seems more happy and 
alert. He blames his wife 
for the mistakes he makes. 
If something goes against 
him he gets very irritated. 
Sometimes he has out
bursts, he gets angry and 
goes into hysterics. If his 
wife asks him to do 
things, he gets worried 
and anxious. He is also 
anxious about being left 
alone. 
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Table 4. Spouses' description of the everyday life of the demented partner over two years. Case David-Runa 

Domains in everyday life 1st half year (home) 2nd half year 
(home/respite care) 

3rd half year (home/ 
respite care/institution) 

4th half year 
(institution/home visits) 

Activities 

Communication 

She goes out for walks in 
company. She likes to 
visit her previous work 
place and watch the others 
working. She watches TV 
every day and seems to 
enjoy the programs. She 
wanders around a lot at 
home. The couple go out 
to dinner twice a week. 
The family go on their an
nual joumey abroad. They 
seldom have visitors. 

She cannot say more than 
five words together. She 
starts a sentence but can
not get to the end. She can 
hardly write her name. 
She cannot read and she 
does not use her glasses. 
She does not show her 
feelings like before, but 
she likes to hug family 
members, though she 
does not take the first 
step. 

She still goes out for 
walks with company, but 
she disappears if s he gets 
the chance. She watches 
TV but she gets nothing 
from it. She likes to be out 
in the garden with her 
husband, she sits in the 
sun and watches him 
working. She follows him 
all over the place and 
wanders around. They 
spend the summer at their 
cottage and now and then 
take holidays. 

She cannot say so many 
words, but she can ask for 
her husband, and she can 
tell if she is in pain. She 
cannot write her name 
anymore. She recognises 
her family and can express 
her happiness when they 
visit the nursing-home. 
When she gets angry she 
screams and hits and 
kicks. 

She goes for walks with 
company. She does not 
watch TV any longer. She 
sits or stands still only for 
a short time. She wan
ders, along the same 
stretch all the time. Now 
and then she sits down 
and takes a nap in an arm
chair, but she needs assis
tance when she sits down. 
She likes to have a cup of 
coffee and a smoke. The 
couple associate mostly 
with relatives. 

It is difficult for her to 
produce a coherent sen
tence. She can say a few 
disconnected words. It is 
doubtful if she can com
prehend verbal language. 
Sometimes she screams 
when she is being cared 
for otherwise she is quiet 
She cannot tell if she is in 
pain, but she can show 
her happiness when she 
goes home for visits. 

She cannot walk by her
self, she needs the assis
tance of one or two peo
ple. Outside she uses a 
wheel-chair. Inside she 
sits in an armchair and is 
restrained. She falls asleep 
often. She likes to have 
something in h er hands to 
fiddle with. She can take a 
ride in their car, but has 
trouble getting into the 

She uses only a couple of 
words and mostly she 
produces incoherent 
sounds. She can answer 
yes or no to straight ques
tions. Her husband does 
not feel that he has any 
contact with her. Some
times he can see a glimpse 
of recognition in her eyes, 
when she sees him. She 
wants to sit holding hands 
with people visiting her. 
She smiles when her 
husband kisses her. 

Function of daily living 

To take care of oneself 

Mood 

She can sign a check if 
she is told how to do it. 
She can do some house
work if she gets instruc
tions, but she has trouble 
putting things together. 
She cannot be alone, be
cause she walks away, 
though she moves more 
slowly than before. 

She can dress and undress 
if she gets assistance. Her 
husband helps her in the 
shower. She brushes her 
teeth if she is shown how 
to do it She has to be told 
to go to the toilet. She eats 
by herself if she is served 
and reminded to go on 
eating. 

She does not take any ini
tiatives. She is rather calm 
and passive, but some
times she gets impatient, 
sulky and becomes hard to 
live with. She is more ag
gressive and anxious than 
she used to be. 

She can do some house
work with guidance. 
Whenever she sees a 
packet of cigarettes she 
wants to smoke. She 
drops ashes and cigarette 
ends everywhere. She has 
become very stiff and 
shaky. 

She needs help with 
washing, dressing and 
showering. She has 
problems climbing into the 
bath. She needs to be told 
to go to the toilet and has 
to have help there. She 
can eat with a spoon by 
herself, but has to be fed 
at the end of the meal. 

Her temper fluctuates a 
great deal, and she some
times refuses help. She 
gets angry over nothing, 
and then she hits out. She 
cries when her husband 
leaves her and is happy 
when he comes back. She 
has become more restless 
and anxious. 

She cannot do any house
work any more. She likes 
to go out window-shop-
ping. From time to time 
she has sleep-disturbances 
and gets up several times 
in the night. When her 
husbands visits her at the 
institution she seems to 
recognise him the first 
moment and is happy to 
see him. 

She cannot get in the bath, 
and she has to stand on 
the floor to shower. She is 
urinary incontinent and 
must use diapers but she 
often takes them off. She 
wets her bed every night. 
She can sometimes can eat 
a half portion by herself 
but mostly she has to be 
fed the whole meal. 

She sometimes does not 
co-operate in self-care ac
tions and she refuses to do 
them. She has a few acci
dental falls and gets al
most hysterical. She has 
medication for her ag
gressive behaviour, but 
then she becomes quite 
passive. "She is like a leaf 
in t he wind". 

She cannot inhale when 
smoking any longer. She 
does not lift her feet when 
she walks. She is often 
tired, but she seems to 
have short moments of 
comprehension. She can
not give any signs of rec
ognizing other family 
members, though she re
sponds to the pet and 
laughs. She falls over if 
she tries to rise from the 
chair. 

She is totally dependent 
on others to maintain self-
care. It does not bother 
her to wear diapers any 
longer. She eats very 
slowly, it takes half an 
hour or more to feed her. 
She chews a lot before 
swallowing, her food is 
puréed. Sometimes she 
shrinks back when the 
spoon comes near her 
face. 

She is not refractory any 
longer. She has short 
moments of reactions. She 
does not show any tem
per. "She is a kind as a 
lamp". She does not cry 
when her husband leaves 
her as she did before. She 
now has less medications. 
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Table 5. Spouses' description of the everyday life of the demented partner over two years. Case Ellen-Sven 

Domains in everyday life 1st half year (home) 2nd half year 
(home/respite care) 

3rd half year 
(home/respite care) 

4th half year (institution) 

Activities 

Communication 

He goes out for walks in 
company. He often 
watches TV if he has com
pany. He potters around a 
lot and sometimes he 
wanders around. He visits 
a day-care centre and has 
some memory training. 
He sometimes plays his 
instrument. When the cou
ple visit their friends, he 
wants to leave early. 

He can go out skiing with 
his wife. He cannot con
centrate on TV- programs 
or the newspaper. He sits 
a lot and falls asleep eas
ily. He often gets up in the 
night and potters about. In 
the daytime he also wan
ders and moves things 
around. He can still play a 
melody on his instrument. 
The couple visit only 
family members. 

He cannot say a whole 
sentence, and he names 
things wrongly. He has 
become rather silent. 
Momentarily he can tell 
about his feelings and 
how he feels about his sit
uation. Bodily contact 
makes him happy. He can 
write his first name. He 
does not want to answer 
the phone. 

It is now difficult to talk to 
him, he gives incorrect 
answers. He cannot un
derstand instructions, but 
he can talk about invisible 
things he sees. He can 
comment on the old days. 
He recognises his wife but 
cannot call her by name. 

He moves more slowly, 
but can take short walks in 
company. He can watch 
TV for a minute, then he 
gets up and potters about. 
He sits a lot and fiddles 
with something or falls 
asleep, but sometimes he 
can sit and look at an al
bum or journal, turning 
the leaves. He enjoys rid
ing in a car and his wife 
takes him out to social 
events. 

He has difficulty express
ing himself, he cannot 
find the right words, but 
sometimes his wife can 
understand what he wants 
to say. From time to time 
he makes funny or sarcas
tic comments. When spe
cial things occur he tries to 
communicate about them, 
but he is rather quiet. He 
cannot express his needs. 
He seems to know his 
wife by her voice. 

He walks in company but 
very slowly. He no longer 
watches TV. He sits a lot 
doing nothing. Sometimes 
he wanders around and 
fiddles with things. He 
can look in a journal for a 
minute, then he scratch it 
to pieces. He visits home 
frequently when his wife 
is free from work, and she 
takes him out for a walk 
or a ride in the car. 

He talks, but it is without 
logic, mostly it is just 
syllables. His wife has to 
guess what he wants to 
say. She does not think he 
understands what she tells 
him, and he cannot ex
press his needs or desires. 
He seems able to read 
words but cannot under
stand their meaning. He 
does not take the initiative 
to touch anyone else, but 
he seems to recognise his 
wife. 

Function of daily living 

To take care of oneself 

He cannot go on any er
rands, he forgets what to 
do, and he does not re
member his address. He 
can do some house-work, 
-lay the table, do the 
dishes. He hides things, 
such as the mail, glasses 
and so on. He can be 
alone for only a few 
hours. 

He needs assistance with 
dressing and washing. 
His wife helps him to 
shower. He can brush his 
teeth if he gets instruc
tions. It is hard for him to 
use the bath. From time to 
time he passes water on 
the floor. He needs help to 
get into bed. He eats by 
himself. 

In new settings he cannot 
find his way to the bath
room. He can do the 
dishes with supervision, 
but he cannot fetch things, 
and he has become very 
stiff. Sometimes he turns 
on the stove and cannot 
turn it off. He cannot 
move on commands, but 
only automatically. He can 
be alone for a few hours. 

He needs help to dress 
and wash. He needs help 
when going to the toilet, 
and he cannot control his 
bladder all the time. He 
must use diapers. He can 
eat by himself it the food 
is prepared on the plate. 

He cannot find the sepa
rate rooms in the apart
ment, his wife has to lead 
him. He needs assistance 
when he rises from a chair 
and sits down, and he 
cannot tum over in bed at 
night. He can be alone for 
a few hours, if he is in 
bed. 

It is difficult to dress him 
because he is so stiff, and 
it is hard for him to get in 
and out of the bath. When 
his wife brushes his teeth, 
he clenches his mouth 
shut. When his diapers are 
wet he wants to take them 
off. He wets his bed al
most every night. His 
wife has to prepare his 
food on the plate, then he 
can eat with a spoon. 
Sometimes he has to be 
fed. 

He has difficulty moving 
around. It is difficult for 
him to go up and down 
the stairs, he keeps firm 
hold of the banisters. He 
often falls and cannot get 
up. He also has problems 
getting in the car and sit
ting down in a chair. In 
church he can rise without 
help, but it seems as if he 
cannot follow the sermon 
and take part in iL 

He cannot take part in 
self-care activities. It is 
hard to get him to open his 
mouth when brushing his 
teeth, he no longer takes 
his wet diapers off. He 
eats by himself, but he 
drops a lot on his clothes, 
and gradually he has to be 
spoon fed, after a while he 
starts to suck on the 
spoon. He sometimes tries 
to eat inedible things. 

Mood His wife finds him rather 
indifferent, and he does 
not show any resistance. 
Mostly he is calm but in 
the evenings he can be 
restless. He seems not to 
be anxious or worried 
about anything. 

He often laughs when he 
realises that he has made a 
mistake. Sometimes he is 
touched and cries. He 
seems to be embarrassed 
when he wets his pants. 
He shows his happiness 
when his wife comes to 
take him home from the 
institution. 

He is quite calm and his 
wife thinks there is a 
serenity about him. He 
can make funny remarks 
when together with other 
people and then he laughs 
at himself. He can also sit 
alone and laugh. 

He is calm and does not 
bother anyone. From time 
to time he is sad and 
seems to be very moved, 
but he can still join others 
in a laugh. He is very 
happy when he sees his 
wife and other family 
members. 
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Table 6. Spouses' description of the everyday life of the demented partner over two years. Case Frank-Tova 

Domains in everyday life 1st half year (home) 2nd half year (home) 3rd half year (home) 4th half year (home) 

Activities She likes to go out for 
walks. She watches TV, 
and it seems that she com
prehends the programs. 
From time to time she 
fiddles with her clothes. 
She enjoys meeting 
friends and going to 
restaurants. The couple 
often go to social events 
such as the theatre and 
festivals. 

The couple go out for long 
walks every day, but she 
has to be watched other
wise she disappears. She 
sits quiet and calm 
watching TV, but her 
husband does not know if 
she understand the pro
grams. She likes to sit 
fiddling with things, such 
as metal puzzles. She likes 
to take a ride in the car, 
and from time to time a 
cycle ride, though she has 
some difficulties with the 
traffic. 

She goes out for walks 
and she moves at a good 
speed. She wants to fiddle 
with something when she 
sits down, it can be her 
glasses, puzzles or her 
clothes. She likes music 
and from time to time they 
dances at home. The 
couple often drive at and 
visit friends. 

They now more often go 
by car than out for walks. 
She sits and watches TV if 
her husband sits beside 
her and holds her hand. 
Sometimes she makes 
comments about the pro
grams. She sits a lot fid
dling with things and 
scratches them to pieces. 
She enjoys being with 
friends. 

Communication She does not talk so much 
or take part in conversa
tions like before. If she 
tries to say something, he 
has to ask questions, but 
she understands what he 
tells her. She does not 
want to write, as she 
thinks she does not have 
to do it. Often in the 
evenings she wants to sit 
and cuddle her husband. 

Her husband thinks that 
she talks as much as be
fore but he has to admit 
that sometimes there are 
discrepancies in her 
speech. She does not want 
to talk or answer the 
phone. She likes to hold 
her husband's hand and 
cuddle him. 

She does not talk so 
much, but she seems to 
talk more when the couple 
are alone. She is quiet 
when they are with 
friends. Her husband gets 
used to talking in a par
ticular way. Sometimes he 
has to repeat things twice 
before she understands 
what he is telling her. 

Now she can only say half 
sentences, then her hus
band has to fill in. She 
often stops in the street 
and talks or babbles with 
unknown babies and their 
mothers. She also starts to 
try to talk to other 
strangers. 

Function of daily living 

To take care of oneself 

Mood 

She can do some house
work together with her 
husband, such as tidying 
up, do the dishes etc. She 
does not want to be alone, 
they are always together, 
or her husband arranges 
for her to be with friends. 

She dresses herself but 
gets help choosing suit
able clothes. She washes 
herself and brushes her 
teeth, when she is told 
how to. Her husband 
helps her to take a 
shower. She manages to 
eat by herself. 

She is not as alert as she 
used to be, and she does 
not want to do things. She 
is cheerful and laughs 
very often. She is never 
angry and her tempera
ment is unruffled but 
sometimes she is restless. 
She does not seem to be 
anxious. 

In the house-work she 
stands aside and can do 
small things after instruc
tion. She tries to dry the 
dishes and lay the table. 
She can be alone for a few 
minutes if she is occupied 
eating an apple or some
thing similar. 

Her husband mostly sets 
her going when she is 
going to wash and dress 
herself. She gets help 
taking a shower every 
evening. She knows when 
to go to the toilet but he 
has to remind her to dry 
herself. She eats by her
self if her food is prepared 
on the plate. 

She is never sad, always 
in high spirits. Sometimes 
she gets angry but it 
blows over quickly. 

She does not want to help 
in the house-work any
more. She cannot put 
things in order after dry
ing the dishes. She cannot 
lay the table any more. 
She likes fruits and she 
can be occupied for a long 
time peeling a fruit. She 
cannot be alone for long 
and if she is her husband 
has to lock the door. 

She can manage to dress 
herself if her husband 
hands her the clothes one 
by one. More and more he 
takes over and dresses 
her. She still brushes her 
teeth but it is more prob
lematic, she does a lot of 
mistakes. Her husband 
has to help her to clean up 
after going to the toilet. 
She still feeds herself, but 
if biscuits are out she eats 
them all. 

She is calm and not a bit 
anxious. She reacts with 
sorrow when a family 
member dies. When they 
meet friends she reacts 
with an excess of enthusi
asm. She can be a bit re
fractory. 

From time to time she 
helps to dry the dishes. 
She wanders around a lot 
and moves things around. 
Her husband always has 
to hold her hand when 
they go out for walks. She 
enjoys being with friends 
and visiting them regu
larly. 

Her husband washes and 
dresses and undresses 
her. It is difficult for him 
to brush her teeth, she 
does not want to open her 
mouth every time. He has 
to remind her to go to the 
toilet and help her there. 
From time to time she can 
try to eat inedible things. 

Her husband thinks that 
she is never sad, she is 
always cheerful. She is a 
very kind person. He does 
not think that she is aware 
of her difficulties. 
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Table 7. Spouses' description of the everyday life of the demented partner over two years. Case Gun and Ulf 

Domains in everyday life 1st half year (home/respite 2nd half year (institution) 3rd half year (institution) 4th half year (institution)  
care)  

Activities He walks slowly and he He cannot walk by him- He is very stiff and it is He is taken out for walks 
does not lift his feet self he has to be helped by hard to get him in the car. in his wheel-chair if the 
enough, but he can take two person. He sits a lot Someone has to bend his weather is good. Some 
short walks. He is not in- fiddling with his clothes head and legs. He sits up days he does not get up at 
terested in TV and some- or whatever he finds. His for a few hours in the all. He does not go home 
times he has his wife to family take him out in a middle of the morning and as much as before. He 
tum off the TV. He wan- wheel-chair now and then, in the afternoon. He is listens to the sermon every 
ders around and moves Almost every weekend he very often tired and falls week with his wife, but 
things. He sometimes goes home for the day. He asleep. He often waves she is uncertain how much 
avoids people who visit listens to the sermon every his arms about purpose- he understands. 
the family. week. lessly. He likes to take 

ride in the car and makes 
movements as driving. He 
listens to the sermon every 
week with his wife. 

Communication He is quieter than before He talks very little and his He can sometimes answer Occasionally he can ex-
and he often uses the voicehasbecomeweak.lt with a yes or no and press a greeting, but 
wrong words when say- is hard to hear what he is sometimes there is a mostly he just produces 
ing something. His speech trying to say. Often he just glimpse of understanding sounds. His awareness 
has become more incom- says yes or no. His wife in his eyes. His condition varies from day to day. 
prehensible, and he cannot thinks he can recognise varies from day to day and some days there is no 
say a whole sentence, her but it is sometimes sometimes his family can- glimmer in his eyes. He is 
Often he does not answer hard to make contact with not reach him. He seems mute, with very few facial 
when people talk to him, him. From time to time he to neglect them when they expressions. Sometimes 
nor does he answer the reaches at his hands to- visit He seems to be far his wife can see a reaction 
phone. He tries to read the wards his wife. away in his eyes and by the way he glances or 
daily paper. sometimes he does not smiles. 

open his eyes. He wants 
to touch and pat others. 

Function of daily living 

To take care of oneself 

Mood 

From time to time he can
not find his way in the 
house. He can help with 
the house-work, e.g., 
clear the table, fetch the 
wood, look after the 
heating. He is often very 
tired and wants to lie 
down. He has problems 
with the stairs. He cannot 
be left alone for more than 
an hour. 

He needs assistance with 
washing and dressing. 
His wife brushes his 
dentures, she also has to 
help him to go to the toi
let, help him to sit down 
and clean him up. 
Sometimes he passes wa
ter on the floor. He can eat 
if the food is prepared on 
the plate. 

From time to time he 
looks sad when he cannot 
express himself. When his 
wife helps him he can re
act with irritation and ag
gression. He is sometimes 
suspicious of his wife but 
he is not so anxious about 
his condition as he was 
before. 

He cannot do anything at 
this time. It is hard for 
him to get in a car because 
he is so stiff. When he is 
moved from the bed to the 
wheel-chair a lifting de
vice from the ceiling is 
used. When he visits 
home he likes to sit 
watching his wife work
ing in the kitchen. 

He must be washed and 
dressed. He cannot 
control his bladder or 
bowel, and he has to use 
diapers. He is now spoon 
fed and from time to time 
he does not open his 
mouth when eating. 

He can be very aggressive 
when nursed and push or 
hit the person helping 
him. He is more anxious 
and sad, sometimes he 
cries. He shows his hap
piness when being visited 
by family members. 
Occasionally they can 
laugh together. 

He often looks tired and 
cannot sit up for long. He 
cannot keep his body up 
right in the wheel-chair, 
he falls to one side. In bed 
he cannot turn over. 

He is totally dependent in 
self-care activities. He can 
support himself on his 
legs if he has a person on 
each side, but he cannot 
move. He is urinary in
continent and sometimes 
he seems uncomfortable 
wetting his pants. He is 
spoon-fed but he can eat 
bread and butter by him
self. 

From time to time he 
shows bad temper and ex
presses his feelings with 
gestures or looks. He is 
sometimes sad and cries 
despite being on medica
tion for depression. 
Sometimes he seems to be 
glad when he gets visi
tors. 

He often falls asleep in his 
wheel-chair even when he 
is at an entertainment in 
the ward. When his wife 
takes his hands he cannot 
let go. He winces when 
there are sudden move
ments or sounds. 

He cannot stand on his 
feet any more, and he 
cannot move more than 
one of his legs in bed. 
When he is nursed he 
grabs the nurses' clothing 
and cannot let go. He has 
a good appetite and chews 
well, sometimes he 
coughs when eating. 

Usually he looks far a-
way and just lounges 
about. His wife can no 
longer see any feelings in 
his eyes. He sometimes 
makes a gesture with his 
hand as if he was angry. 
If the staff try to joke with 
him, he can cheer up for a 
while. 
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Table 8. Spouses' description of the everyday life of the demented partner over two years. Case Hanna-Viktor 

Domains in everyday life 1st half year (home) 2nd half year 
(home/respiie care) 

3rd half year 
(home/respite care 

4th half year (home/respite 
care) 

Activities 

Communication 

He goes out for walks ev
ery day alone. He likes to 
watch TV with his wife. 
He can start to clear away 
snow but does not finish 
the work until his wife 
starts to help him. He of
ten stands by the window 
or wanders around. He 
visits a day-centre twice a 
week. He sleeps a lot in 
the day time. He does not 
want to be on visiting 
terms with people. 

He talks a lot but not al
ways correctly, he uses 
more dialectic words and 
repeats himself. He has to 
ask a lot of questions in 
order to understand what 
is happening. He can 
write down figures but he 
cannot read any more. He 
recognises faces but can
not place them. He likes to 
hug his wife and seems 
happy to come home to 
her. 

He goes out for short 
walks by himself, and his 
wife goes with him for 
long walks. When 
watching TV he often falls 
asleep. He works in the 
garden, but is not able to 
do so much. He can do 
some small jobs on the 
summer-house. The cou
ple visit friends and go out 
to dinner parties more sel
dom. He does not want to 
meet friends. 

His speech is almost in
comprehensible and it is 
almost impossible to con
verse with him. He tries to 
talk with people and does 
not understand that he 
cannot express himself. 
He sometimes tries to 
make drawings or use 
gestures to express 
himself. 

He goes for walks in 
company. The couple like 
to walk in the forest, but 
he moves more slowly. 
He does not watch TV 
unless his wife sits beside 
him. He enjoys watching 
the birds and feeds them. 
The couple enjoy going to 
concerts and listening to 
music. Occasionally they 
go out to dinner but it 
causes him a great deal of 
worry. 

He talks a lot but it is in
comprehensible to others. 
When he talks to his wife 
he wants to have eye con
tact with her. He answers 
the phone when he is 
alone, but it seems that he 
cannot understand what is 
going on and he asks a lot 
of questions. 

The couple go for walks 
but he cannot find his way 
home, he tries to go to 
their previous home. He 
cannot comprehend the 
TV programs any more. If 
his wife starts to do things 
he follows and tries to 
help her. He manages to 
cycle if he has company. 

His wife acts as a buffer 
with others in terms of 
communication. From 
time to time he feels as if 
he is excluded from the 
conversation. It seems as 
if he understands what 
people tell him but he can
not express himself. He 
writes his name with great 
difficulty. He can start to 
talk to strangers but he 
just produces sounds. He 
expresses his feelings for 
his wife by caressing her. 

Function of daily living 

To take care of oneself 

Mood 

He can do some errands in 
the local area, he cannot 
find his way into town. 
He starts activities but 
does not finish them. He 
can do some house-work: 
lay the table do the dishes, 
make coffee and make the 
bed. He talks a lot in his 
sleep and wakes up sev
eral times a night. He 
walks more slowly and 
has become more stiff. 

He dresses himself very 
properly, if his clothes are 
put out. He can manage to 
wash and shave himself 
but he has to be reminded. 
He can also brush his 
teeth. He eats by h imself, 
and he has good table 
manners. 

He seems to be more sub
dued and suspicious. He 
has ideas about being as
saulted and having to go 
through various amputa
tions. He has outbursts 
and is more low spirited. 
He is anxious and talks 
about being sent away. 

He can still go on errands 
but he needs clear instruc
tions about what to do. He 
makes his bed and can 
hang clothes out to air. He 
cannot start the lawn-
mover but he can mow the 
lawn with help. I t has be
come hard for him to bend 
down, since he is so stiff, 
he is tired more often 
now. 

He dresses himself and 
can still tie his tie. He 
washes himself if he gets 
instructions and is re
minded. He uses an mag
nifying mirror when 
shaving otherwise he can
not do it properly. He has 
no problem eating. 

He is often angry and sad 
because of his inability. 
He expresses thoughts 
about not being worthy 
and it would be better if he 
died and disappeared. He 
sometimes gets angry 
when people do not un
derstand him. He wants to 
be near his wife who sup
ports him. 

He can still do some er
rands, go to the post-
office and the shop. He 
can do some house-work, 
make tea or coffee and 
vacuum-clean. From time 
to time he forgets to 
switch off the stove. His 
wife has to tell him what 
to do and how he should 
do it, she has to stan him 
off. He cannot manage by 
himself for instance in a 
café. 

He dresses himself but his 
wife has to put his clothes 
in order, and tell him what 
to do to take care of 
himself and give some 
help. He has no problem 
eating and he still has 
good table manners. 

He has outbursts, often in 
connection with commu
nication problems. From 
time to time he expresses a 
wish to die and just disap
pear. He thinks nobody 
cares about him. He is 
very upset and anxious 
about meeting people. 

He can go shopping if he 
has a list with him to hand 
over to the assistant. He 
can also go to the letter
box. He still works in the 
garden but he does not 
finish his tasks. He cannot 
switch the TV on or off. 
He is very busy with his 
keys, he tries them, drops 
and hides them. He can 
fetch the newspaper and 
the mail from the post-
box. 

He dresses himself with 
assistance. Now it has be
come difficult for him to 
shave, he has to do it over 
several times. He can 
manage to wash himself if 
he gets instructions, but 
she has to watch him 
brush his teeth. He can eat 
by himself but with help 
preparing the food on the 
plate. 

From time to t ime he gets 
very angry and pushes or 
throws things at his wife. 
He shouts at her, often 
because of his inability to 
communicate. He is sus
picious and watches his 
wife. He is anxious about 
leaving home. 
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Table 9. Spouses' description of the everyday life of the demented partner over two years. Case Ivar-Ylva 

Domains in everyday life 1st half year (home) 2nd half year (home) 3rd half year (home) 4th half year (home/home  
help)  

Activities The couple often go for She enjoys being out When she is out for When walking she starts 
long walks or by kick- walking or biking. She walks, she does not walk to lean over to the right 
sled. She likes to watch watches TV but may not at the same speed as she side. She still watches TV 
TV, and can comment on understand the programs, used to. She often falls if her husband sits beside 
the programs. She likes to She cannot weave any asleep in front of the TV. her. She starts to wander 
be out and helps her hus- more but she still knits. She still knits but she around or just sits in the 
band with the snow The couple go for long needs more help. She of- rocking-chair, rocking, 
clearing. She is often oc- trips by car and they ten carries small things She cannot knit anymore, 
cupied with knitting, and sometimes go out for din- around. She cannot cycle She likes to be out in the 
weaving. She likes to take ner. She enjoys social anymore, but she still garden wandering around, 
a car ride and visit friends, events and meeting likes to take a ride in the but can disappear. When 
The couple go to church friends, and inviting them car. She is very fond of they visit friends she 
every week. home. meeting relatives and wants to go home after a 

friends. short time. 

Communication She has trouble finding She needs more time to She cannot say a full sen- When she talks she uses 
words, and she does not tell something. She can tence and others have to few words and more di-
want to talk on the phone read single words, but guess what she wants to alectic words. She uses 
any more. She sometimes does not get the meaning say. She often talks at the and repeats the same 
looks in magazines. She of the sentence. She can same time as her husband phrases, and when she 
likes to sing old songs sit and look through mag- and interposes comments, cannot find the words she 
when her husband plays azines. She still likes to When he plays the piano tries to use gestures. She 
the piano. She seems to sing well known songs she hums the melody, she has difficulty understand-
recognise peoples' faces and starts to sing when no longer knows the ing pronouns. She greets 
but not their names. She she hears music on the words. She likes to fondle unknown people. Well-
often takes the initiative to radio and TV. She still the pet. She also shows known people are met 
cuddle her husband. takes the initiative to hug her feelings towards her with happiness and hugs. 

her husband, but more husband. She cannot express her 
seldom. wishes any longer, but 

likes it when her husband 
hugs her. 

of daily living 

To take care of oneself 

Mood 

She can do some house
work, wash the dishes 
and help her husband 
cook. She enjoys going 
shopping with her hus
band, and makes her own 
choices. She cannot be 
alone at home for more 
than a few minutes. 

She needs assistance 
when taking a shower and 
dressing. She still man
ages to go to the toilet on 
her own. She goes to bed 
and gets up at the same 
time as her husband. She 
does not want to use the 
mirror when combing her 
hair. She needs some as
sistance at mealtimes. 

She is often in a good 
mood, but sometimes she 
is cross with her husband. 
She is suspicious of her 
husband and jealous of the 
children. She is anxious to 
be left alone, and some
times she is depressed. 

The couple bake, cook, 
wash and clean up to
gether. She can do the 
dishes and tidy up a bit on 
her own. They work in 
the garden together, she 
rakes. When people pay 
visits, she wants to serve 
them something. 

When dressing she must 
be told how to put on or 
take off each item of 
clothing. She needs help 
when washing and with 
her hair. She needs to be 
reminded to go to the toi
let. She can eat by herself 
if the food is prepared on 
the plate. 

She is happy and cheerful 
when they are active and 
when she is with her hus
band. She is less suspi
cious, but she can still be 
sulky. She is on medica
tion for depression, but 
she is afraid and anxious 
about being left alone. 

She can still do some 
house-work, but needs 
more help. She wants to 
be next to her husband the 
whole time. When he does 
the cooking she stands 
beside him, watching him. 
She cannot find her way 
in the house all the time. 

She starts to wash herself 
but needs help to finish. 
She needs help dressing, 
but she can put on some 
of the clothes. She needs 
help to brush her teeth and 
to use the toilet. She can 
now use the mirror and 
recognise herself. At 
mealtimes she needs some 
help to arrange the food, 
but can eat by herself. 

She is now less depressed 
and impatient. However, 
she gets irritated when her 
husband does not under
stand her. She is less 
anxious about being left 
alone, but in the afternoon 
she can become more 
anxious and believes that 
she is not at home. 

She cannot do any house
work at this time. She has 
problems managing the 
staircase and she seems to 
have limited vision. She 
likes to be with friends 
and tries to offer coffee 
and wants to lay the table, 
when they come visiting. 
She can be alone for a 
while now and can have 
some distance to her hus
band. 

She has to be washed and 
dressed. She has to be 
told to go to the toilet and 
needs help there. From 
time to time she wets her 
bed at night. It is difficult 
to brush her teeth, she 
does not open her mouth, 
for her dentures to be re
moved. She still eats by 
herself but has changed 
her eating habits. 

In the daytime she is 
calmer but at night she is 
more anxious. She is 
more sad and can now and 
then go around whining 
and fretting. From time to 
time she resists help and 
does not co-operate. She 
can be angry and hit her 
husband. 
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Table 10. Spouses' description of the everyday life of the demented partner over two years. Case Jonas-Àsa 

Domains in everyday life 1st half year (home) 2nd half year 
(home/respite care) 

3rd half year (respite 
care/institution) 

4th half year (institution) 

Activities 

Communication 

She goes out for walks or 
on the kick-sled, but 
needs company. She 
watches TV if her hus
band sits beside her. He is 
uncertain about how much 
she understands of the 
programs. She wanders 
around a lot at home. She 
likes to have friends visit 
but is a bit uncomfortable 
visiting others. Now and 
then the couple go to so
cial events and she enjoys 
them. 

She does not talk so much 
and she does not always 
answer questions. She can 
answer the phone if she is 
alone. When her husband 
talks on the phone she 
stands beside him and lis
tens. She can write her 
name. She can read the 
paper. It does not bother 
her to talk to strangers. 

The couple go for walks 
together and botanize. She 
watches TV more seldom. 
She can do some garden
ing but she does not take 
any initiative in doing 
anything. They sometimes 
take a ride in the car. Now 
and then they take part in 
social events, but she is 
uneasy with a lot of 
people around. She does 
not pay visits to friends 
any more. 

She is often muddled in 
her speech and she has 
some problems to under
stand what people tell her. 
She talks to herself and to 
invisible persons. She can 
no longer read the paper, 
she cannot comprehend 
the text, and she cannot 
write. 

She likes to go for walks, 
but must have company. 
She does not watch TV. 
She wanders a lot both in 
the day and at night and 
she potters about. She 
uses a wheel-chair be
cause she starts to have 
some difficulty moving 
and sits down on the floor 
when she gets tired. 
Occasionally they visit 
friends, together. 

She talks less and her 
husband must act as an 
interpreter. Her husband 
has no problems to un
derstand what she is talk
ing about. She can raise 
and walk away, when her 
husband talks to her, she 
seems to be absent in 
mind. When she cannot 
answer the question, 
when talking to others, 
she just says that she does 
not know. 

The couple take walks in 
the surroundings looking 
at flowers and sitting on a 
bench. She leans over to 
one side when walking. 
Indoors she constantly 
walks almost when alone, 
when she has company 
she can sit still. From time 
to time she goes out for 
amusement with the staff. 

She talks a lot but is often 
incomprehensible. She 
often talks to invisible 
people, frequently chil
dren. She makes up new 
words and talks about 
something quite different 
from the current topic. 
Her husband feels uncer
tain about how much she 
understands. She often 
counts aloud and repeats a 
lot. Now she can hug her 
husband spontaneously. 

Function of daily living She can do some house
work, do the dishes and 
lay the table. She cannot 
make a cup off coffee but 
she can pour out a cup. 
She cannot do any er
rands. She can be left 
alone for a few hours. 

She cannot do any house
work, such as the wash
ing and the dishes, but she 
likes to watch her husband 
working in the kitchen. 
She cannot find her way at 
home and wants to know 
where her husband is all 
the time. She cannot be 
left alone for more than a 
few minutes. 

She can pour out coffee 
from a vacuum flask and 
have a cup of coffee by 
herself. She often sits 
doing nothing sometimes 
she wanders around. 
When she is out walking 
she has to be led and held 
by the hand. 

She is often occupied by 
littering up her room. She 
makes her bed, moves the 
flowers etc. She also 
drops and breaks things. 

To take care of oneself 

Mood 

She needs assistance 
when washing and dress
ing. She can manage if 
she gets instructions. Her 
husband has to choose 
suitable clothes. She asks 
for help if she cannot 
manage. She needs help 
with her hair, to wash and 
set it. She needs some as
sistance at mealtimes. 

She is never angry or 
sulky. If her husband is 
angry with her she 
becomes sad. She is 
anxious to be left alone 
and suspicious of her 
husband, despite being on 
medication for anxiety. 
From time to time she 
cries. 

She needs help with 
washing and dressing. 
She needs help when tak
ing a shower. She also 
needs help to get in to bed 
in the afternoon. She 
needs some assistance 
when going to the toilet, at 
night she uses a com
mode. She eats by herself 
if she is served. 

From time to time she is 
confused. She is also very 
nervous and restless and 
cannot sit still for more 
than a few minutes. She is 
very sad and cries a lot. 
She has tried medication 
for depression but be
comes more confused. 

She is washed and 
dressed by others. She 
must go to the toilet more 
often and has medication 
for this problem. At night 
she must get up several 
times. When eating she 
has to concentrate to be 
able to perform, but she 
can still use a knife and 
fork. 

She appreciates jokes and 
laughs. She gets angry if 
she has to do things that 
she cannot do for the mo
ment. At the institution 
she is more aggressive 
and irritated. She blows 
up loudly at other patients. 
She is more anxious at 
night. 

She varies a lot with re
gard to her ability to per
form various tasks. She 
can tell when she needs to 
go to the toilet, but she 
also needs to wear dia
pers. She can start to eat 
by herself, but needs to be 
reminded and by the end 
of the meal she is fed. The 
staff have some trouble 
giving her medication. 

She is very happy when 
her husband visits her, 
and she enjoys it when he 
jokes with her. She is 
calm when she has com
pany. She becomes irri
tated if she is urged on. 
She easily gets angry and 
reacts with outbursts. She 
becomes sad or angry if 
her husband leaves her for 
a minute when visiting. 
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Table 11. Spouses' description of the everyday life of the demented partner over two years. Case Karin-Östen 

Domains in everyday life 1st half year 
(home/home help) 

2nd half year 
(home help/respite care) 

3rd half year 4th half year 
(home help/respite care) (respite care/institution) 

Activities 

Communication 

He likes go out walking, 
but moves more slowly. 
When watching TV he 
often gets up, it seems as 
if he cannot follow the 
program. He potters about 
a lot when he is alone and 
fiddles with his glasses 
and keys. He goes to a 
day-centre once a week. 
He likes to be with people 
he knows. 

From time to time he can
not find the right words 
and he cannot converse so 
easily. He can write his 
name, and read the head
lines. He cannot recount 
but he manages to use the 
phone to call his wife at 
work, even too much. He 
can show his feelings to
wards his wife and is 
grateful for her help. 

He goes for walks in 
company. He watches TV 
if his wife sits beside him. 
He wanders and rum
mages a lot and seems to 
be searching for some
thing. He is busy doing 
odd things, like tearing 
paper into pieces. He 
works in the garden dig
ging and raking. In the 
summer they go to their 
summer cottage. 

He often cannot say a 
whole sentence, he forgets 
what he was going to say, 
or cannot find the right 
words. He answers the 
phone when he is alone. 
He can ask where his wife 
is while she is standing 
beside him. 

He walks a lot both in
doors and outdoors. He 
can watch TV if some
body sits with him, but he 
sits for just a few minutes. 
He potters and fiddles 
with things, he scratches 
and folds. He becomes 
tired more easily, moves 
more slowly and has poor 
balance. At the day-centre 
he does some wood work, 
which he likes. 

He can only say a few 
words and he also makes 
up new ones. He can start 
to say some words then he 
starts to ramble. His wife 
can seldom guess what he 
wants to say. He cannot 
use the phone any more. 
He seems to recognise 
people but not their 
names. He imitates the 
behaviour of other pa
tients. 

If the weather is good 
enough he goes out for 
walks in company. He 
does not wander as much 
as before. Now and then 
he enjoys a TV program, 
and makes incomprehen
sible comments and 
laughs. He is more tired 
and has to rest a lot. He 
has poor balance, staggers 
and easily falls over. He 
still potters about a lot, 
and fiddles with his 
clothes. 

He is quieter and it seems 
as if he cannot understand 
instructions. If he is angry 
he can say a whole sen
tence but otherwise he 
cannot say more than a 
few words. He can show 
when he is in pain. He 
takes the initiative to hug 
and kiss his wife. 

Function of daily living 

To take care of oneself 

Mood 

He can do some house
work, lay the table, do the 
dishes, scrub the vegeta
bles. He has some trouble 
finding his way in the 
house and has to ask. He 
often hides things and 
then forgets where they 
are. He always wants his 
wife to go to bed at the 
same time as he does. 

He can dress if h is clothes 
are put in order, but he 
has trouble with his zips. 
His wife has to tell him to 
wash and brush his teeth. 
He needs assistance 
bathing. He forgets to eat 
when he is alone, even if 
his wife has prepared his 
meal. 

He is often depressed 
about his situation and 
cries, though he shows a 
happy face to others. 
Sometimes he is in a bad 
temper and gets very an
gry. He has medication to 
calm him down but he is 
suspicious, and jealous. 
He is anxious about 
leaving home. 

He can give some help 
with the house-work. He 
can pour out coffee from a 
vacuum flask, but when 
he is alone he turns on the 
stove and cannot tum it 
off. He cannot keep his 
keys in order and he can
not be alone for more than 
three hours. 

He needs assistance with 
washing and dressing. He 
cannot decide what are 
suitable outdoors clothes, 
and he seems to feel the 
cold more than before. He 
eats by himself if h is wife 
prepares his food on the 
plate, but he cannot take 
his medication by himself. 

He is often depressed and 
ne is sad to be in the 
nursing-home. Now and 
then he gets angry and has 
outbursts. Sometimes he 
sees invisible people. He 
is often anxious especially 
in the evenings and about 
leaving home. 

He can still give a hand 
with the house-work, like 
drying the dishes. He 
makes a lot of mess when 
he is alone. When he is 
out of sight he goes out 
and gets lost. He some
times feels that he is not at 
home and wants to leave. 
He wants to be near his 
wife all the time. 

He needs help bathing and 
taking a shower. He needs 
help dressing and he can
not use his pyjamas any 
more. His wife has to 
watch him brushing his 
teeth. He complains about 
his stomach when he 
needs to go to the toilet, 
but often he must be re
minded to go. 

He worries a lot and is 
unhappy and cries now 
and then. He is often 
cross and angry but after
wards he is remorseful 
and asks for forgiveness. 
He is happy to see his 
wife whenever they meet, 
but he is anxious when 
she is at her job. 

He wants to be near his 
wife when she does the 
house-work. He cannot 
always remember his 
wife's name. He cannot 
find his way either in- or 
outdoors. It is difficult to 
get him to sit down and he 
easily misses the chair and 
falls. He has to be 
watched the whole time 
and cannot be alone for 
more than a minute. 

He has to be dressed and 
washed. His wife has to 
shave him, but he can still 
brush his teeth. He can do 
some tasks automatically. 
He can resist care and 
grab his clothes. His wife 
must help him on the toilet 
and he has to wear dia
pers. He still can eat by 
himself but needs some 
help. 

He is calmer, but now and 
then he is sad and cries. 
He does not need so much 
medication now. From 
time to time he is irritated 
and angry, but it blows 
over easily. He still sees 
invisible people. From 
time to time he is aware of 
his sickness and expresses 
a wish to die. 
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Table 12. Spouses' description of the everyday life of the demented partner over two years. Case Lars-Anita 

Domains in everyday life 1st half y ear (home help) 2nd half year (home help) 3rd half year (home help) 4th half year 
(respite care/institution) 

Activities She goes for walks along 
the same route almost 
every day. She watches 
TV, but has some trouble 
due to bad vision. She 
enjoys going to social 
events with her husband 
and participating in 
various courses. They 
often take a ride in the car 
and travel a lot. They like 
to meet friends and she 
visits neighbours alone. 

She walks her usual route 
but only if it is not too 
chilly. She watches TV 
but only Swedish pro
grams. She gets tired 
when there are several 
people around, and has to 
rest more often. They of
ten do some exercise, but 
she has problems co-ordi
nating movements. She 
enjoys being with friends. 

She takes walks in the 
neighbourhood. She still 
likes to watch TV if her 
husband sits beside her. 
She can do some small 
jobs in the garden. The 
couple are members of 
various societies and she 
enjoys going to the meet
ings and events. She 
usually agrees when her 
husband proposes an ac
tivity. 

She likes to go out for 
walks and sometimes she 
takes the kick-sled, but 
sometimes she loses her 
way. She watches TV, but 
it is uncertain how much 
she can understand. She 
wanders a lot in the house 
and potters around. 
Occasionally they travel 
by boat or plane. She likes 
to meet friends and some
times her neighbours call 
her in for coffee. 

Communication She needs more time to 
say something. She has 
trouble finding the right 
words, but she can talk 
around the subject. She 
cannot read mostly be
cause of her poor vision, 
instead she listens to tape-
recordings. She seeks 
body contact more often 
with her husband. 

She talks a bit slowly and 
thoughtfully but compre
hensibly. She has some 
difficulty following a con
versation with several 
people. She still listens to 
the radio and tape-
recorder. She cannot un
derstand foreign lan
guages any more. 

She is not so active in 
conversation with others, 
but she listens. She does 
not speak to strangers. 
Her husband has noticed 
that she has more trouble 
finding words in the mid
dle of the day. Her hus
band has to repeat himself 
to be sure she under
stands. She does not listen 
to the radio or tape-
recorder any longer. 

She has more problems 
expressing herself, she 
cannot find the words. 
Her husband has to act as 
an interpreter when she 
talks to others. He has to 
guess what she wants to 
say and he manages to do 
so very often. She says 
that she sees a picture in 
her head but cannot ex
press her thoughts. She is 
quieter when there are lot 
of people around. 

Function of daily living 

To take care of oneself 

Mood 

She can go shopping at 
the local store. She can 
also do some house-work 
by herself, do the dishes, 
and clean up. They do the 
washing together and help 
one another. She is tired 
nowadays and needs to 
take a nap. She does not 
want to be left alone, but 
can be for a few hours. 

She can wash and dress 
herself, but her husband 
has to choose suitable 
clothes. She needs assis
tance to go to the hair
dresser, to decide when to 
go and to arrange an ap
pointment. She has a good 
appetite and has no prob
lems at mealtimes. 

She is quite worried about 
her illness, and she be
comes sad and cries when 
she cannot perform vari
ous tasks as she is used to 
do. From time to time she 
is depressed as a result of 
her inability. 

She can go shopping if 
she has a list with her but 
the staff have to help her. 
They mostly do the er
rands together. She can do 
the washing and the 
dishes if she gets instruc
tions. She cannot handle 
the tape-recorder and the 
TV. She can be alone for a 
short while, but she thinks 
it is boring. 

She washes and dresses 
herself, though with some 
help. She and her husband 
usually take a shower to
gether and then he can 
help her. She manages to 
find her way in the house, 
even at night, though she 
has some trouble finding 
things. 

She is usually in a good 
mood, but sometimes she 
gets depressed when she 
is reminded of her situa
tion. She is a bit suspi
cious and can be cross 
with her husband. 
However, she is grateful 
for the help she gets from 
him. 

She can manage to do the 
washing and ironing if she 
gets help with the equip
ment. She can lay the table 
and give a hand with the 
cooking. She makes their 
beds routinely. It is hard 
for her to make choices 
and decide on her own. 
She wants to know where 
her husband is all the 
time. 

She needs some assistance 
with washing, hair wash
ing and dressing. She 
manages to brush her teeth 
without any problems. 
She eats without problems 
but her husband has to 
remind her what food to 
put on her plate. 

If she is not reminded 
about her inability then 
she has an unruffled 
temperament. She very 
seldom shows hostility, 
but can feel sorrow and 
cries, more easily than 
before. 

She goes shopping less 
often. She cannot manage 
the washing or ironing 
any more. They use the 
dishwasher more often, 
and she cannot lay the 
table. She can still make 
their beds. She has more 
trouble finding things and 
remembering where she 
has put them. She is more 
dependent on her hus
band, and cannot be alone 
any more. 

Now she needs more help 
washing and dressing her
self. She also needs help 
when she takes a shower. 
She can dress if she is told 
what to put on item by 
item. Her husband has to 
help her with her outdoor 
clothes. She has not such 
good manners as she used 
to have and she has to be 
served at mealtimes. 

She can be sad and de
pressed over her inability, 
when she fails to do 
something. She can ask 
for her husband even if he 
is sitting next to her, and 
she is anxious if he is not 
with her all the time. 
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Table 13. Spouses' description of the everyday life of the demented partner over two years. Case Martin-Bodil 

Domains in everyday life 

Activities 

Communication 

1st half year 
(home help/respite care) 

She has some difficulties 
expressing herself, she 
says that she has a lot of 
thoughts in her mind but 
she cannot express them. 
She often repeats herself, 
but she has humour and is 
rather quick-witted. She 
answers the phone. She 
tries to read and some
times she can write her 
name. 

2nd half year 
(home help/respite care) 

She varies in her ability to 
communicate. She has 
difficulties finding the 
right words and her hus
band has to guess what 
she wants to say. She ex
presses her wishes rather 
determinedly. She tries to 
read but often she just 
turns the paper over. She 
talks on the phone to 
people she knows well. 

3rd half year 
(home help/ respite care) 

She starts to talk but it is 
not comprehensible all the 
time. She can only say a 
few words but it seems 
that she understands what 
is said to her. She does 
not understand instruc
tions. She does not an
swer the phone any 
longer. She cannot read 
she just looks at the paper. 

4th half year (institution) 

She is more quiet and she 
cannot have a dialogue 
with another person. She 
sometimes seems to un
derstand what is said to 
her. Her eyes shine when 
she sees her husband but 
she does not take the ini
tiative to hug him. 

She goes out for walks 
and sometimes with the 
dog. She likes to watch 
TV and to dance to good 
music. Once a week she 
visits a day-centre and she 
exercises. She potters 
about a lot and fiddles 
with her clothes. She likes 
to participate in social 
events and meet friends. 

She goes out for walks in 
company. She still likes to 
watch TV and can make 
comments on the pro
grams. She continues to 
visit the day-centre and to 
exercise. She tries to play 
the piano and sing songs. 
She has quite a lot of visi
tors doing things with her. 
The couple participate less 
frequently in social events 
nowadays. 

She goes for walks but 
must have company. She 
watches TV and has fun 
but she cannot concentrate 
for long. She does not 
visit the day-centre any 
longer. She enjoys listen
ing to music and tries to 
hum. She wanders around 
a lot and in between she 
sits doing nothing. They 
have fewer visitors and 
they seldom visit friends. 

She goes out for walks 
with staff members, but 
gradually she must use a 
wheel-chair outdoors. She 
does not watch TV any 
more. She likes to listen to 
music on the radio and 
tape-recorder. She also 
likes to dance. She wan
ders a lot around the 
nursing-home. She visits 
home regularly. 

Function of daily living She can do some house
work. She can prepare 
simple food and clean up 
after mealtimes. She can
not get herself a cup of 
coffee if she wants one. 
She is often occupied with 
her clothes, moving them 
in and out, and hanging 
them out to air. She looks 
after the flowers. Often 
she mislays things. She 
can be alone for a few 
hours. 

She does not do any 
house-work. She cannot 
find her way indoors and 
she has some trouble with 
the stairs. She cannot sign 
checks anymore and her 
husband takes care of the 
family finances. 

She is afraid of handling 
the equipment in the 
kitchen, though the home 
help tries to activate her 
with house-work. She is 
more unsure with the 
stairs now and needs more 
supervision. She starts to 
lean over to one side. She 
cannot find her way at 
home and needs to be told 
where to go. She cannot 
be alone more than one 
hour. 

She cannot manage the 
stairs any more. She has 
more difficulty moving, 
she leans over to one side 
and shuffles with her feet. 

To take care of oneself 

Mood 

She needs assistance in 
washing and dressing her
self. Her husband has to 
check her clothing when 
she goes out. She needs 
instruction about how to 
use a toothbrush and the 
bidet. When eating she 
has some trouble handling 
the knife and fork. 

She is often depressed and 
unhappy about her condi
tions. She cries a lot and 
is unhappy when she can
not express herself. She is 
on medication for depres
sion. She gets irritated 
when she cannot perform 
tasks she used to manage 
before. 

She needs help with 
washing, dressing and 
brushing her teeth. This is 
very difficult because she 
cannot co-operate all the 
time. She starts to eat but 
she needs help to finish. 

She has humour and 
makes jokes. She is un
happy when she is alone 
but pleased when her hus
band comes home. She is 
very sad and cries when 
she notices her inability to 
perform tasks. She is 
longing for home when 
she is in respite care. 

She has to be washed and 
dressed. She also needs 
help when going to the 
toilet. She does not know 
how to use glasses and 
does not wear them any 
longer. She often gets up 
at night and wanders 
around. She cannot man
age to eat and is now fed. 

Mostly she is glad and 
happy, but sometimes she 
is very depressed and 
cries a lot. She suffers 
from depression after 
being with other patients. 
She is anxious and 
alarmed but can calm 
down when she hears her 
husband's voice. 

She is now totally depen
dent on others to maintain 
self-care. She has a good 
appetite, though she has to 
be fed. It takes a long time 
for her to be fed, she 
chews a long time before 
swallowing. She must 
wear diapers at night and 
sometimes during the day. 

She looks happy and 
pleased when she sees her 
husband, she beams with 
joy. Nevertheless she is 
sometimes sad and cries. 
She gets irritated with 
other patients at the 
nursing-home. She be
comes anxious when she 
has to change surround
ings. 
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