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journey over increasingly unsteady ground may be seen as a symbolic 

representation of view of life and sense of identity in dementia.  

 



 

 

 

CONTENTS 

 

ABSTRACT 

ORIGINAL PAPERS 

ABBREVIATIONS 

PREFACE 

INTRODUCTION 

OBJECTIVE 

Study I 

Study II 

BACKGROUND 

THEORETICAL BASIS 

View of life 

Life story 

Sense of identity 

     Identity, memory and relationship 

     A threefold identity 

METHOD 

Participants 

Data collection 

Interpretation 

Method of analysis 

     Phenomenological hermeneutics 

ETHICAL CONSIDERATIONS 

RESULTS 

Study I 



 

 

 

Naïve reading 

Structural analysis 

Comprehensive understanding 

Study II 

Naïve reading 

Structural analysis 

Comprehensive understanding 

DISCUSSION 

CONCLUSIONS 

IMPLICATIONS 

SVENSK SAMMANFATTNING 

(Summary in Swedish) 

ACKNOWLEDGEMENTS 

REFERENCES 

APPENDIX 

PAPERS  I  - II 

 



1 

 

ABSTRACT 

 

 Making it possible for persons with Alzheimer‟s disease (AD) to 

retain a sense of identity and personal worth during the process of 

the disease poses a great challenge to caregivers. The objective of 

the study was to investigate if the view of life of persons with AD 

could be understood in the frame of their life story and to elucidate 

the role of view of life in connection to their sense of identity. The 

view of life of an individual is defined as a conception of reality, a 

central system of values and a basic emotional attitude.  

Twenty-one persons with mild to moderate stages of AD were 

interviewed about their life story and their view of life. The narratives 

were interpreted using a phenomenological hermeneutic method.  

Despite their cognitive deterioration it was possible to understand 

the view of life of the participants in the frame of their life story. 

Their view of life was not erased by the disease. No exceptional 

characteristics that could be traced to AD were found in the 

participants‟ view of life. Their view of life seemed to guide them 

towards selecting mainly emotionally powerful and value-oriented 

memories. The origins of their present central values and basic 

emotional attitude were interpreted to have been established already 

in early life. A sense of meaningfulness and continuity when looking 

back on life was also expressed. Despite progressive memory loss 

and cognitive deterioration, the participants‟ view of life was 

interpreted as a vital aspect of their sense of identity. 

   The study implicates that knowledge of the view of life of persons 

with AD is valuable for confirming and supporting their sense of 

identity.   

 

Keywords - Alzheimer‟s disease; identity; life story; view of life, 

interview, phenomenological hermeneutics. 
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ORIGINAL PAPERS  

 

The thesis is based on two studies: 

 

I. Westius, A., Andersson, L. & Kallenberg, K. 2009. View of life in 

persons with dementia. Dementia 8, 4, 481-99.   

 

II. Westius, A., Kallenberg, K. & Norberg, A. View of life and sense 

of identity in persons with Alzheimer‟s disease. Ageing and Society. 

Submitted. 

 

 

 

 

 

Abbreviations 

AD -  Alzheimer‟s disease 

FAST - Functional assessment staging scale 

MMSE – Mini mental state examination 

 



4 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



5 

 

PREFACE  

 

   My interest in view of life in persons with dementia disease was 

aroused by an incident that occurred one evening at Ersta Hospital in 

Stockholm. An elderly man was causing trouble in the waiting room, 

making loud demands in an uncompromising manner. Evidently he 

had pleasant memories of sleeping very well in the hospital after 

surgery some time ago and was keen to repeat the experience. He 

aggressively refused to accept the information from the receptionist 

that you had to be a patient to be allowed to spend the night in the 

hospital‟s beds. Passing by, I could not help noticing the strained 

atmosphere and was told that the receptionist had called for the 

police. Trying to calm him down, I engaged the agitated man in 

conversation and asked him why he preferred a hospital bed to his 

own bed at home. He answered that he was not ever going home 

again, claiming that his wife was beating him. I knew very little about 

dementia diseases at the time but my curiosity was aroused, listening 

to his life story that followed. His agitation was reduced and he 

seemed to forget about the hospital bed; instead narrating his life 

story.  

During his narrative which took about thirty minutes, one episode 

was repeated four or five times. I realized that he quickly forgot that 

he had already narrated the episode. I also guessed that the episode 

for some reason must be important for him to remember and share 

with others. On a stormy night during World War II he had observed 

a group of people out at sea, adrift in their tiny rowboat. They were 

fugitives from the occupied country across the strait, Denmark, and 

seemed to be in desperate need for help. At the time he was on duty, 

guarding a stretch of the South coast of Sweden. Together with a few 

fellow soldiers he went out and rescued the fugitives.  

There were no more details to the story and no clue to why it should 

be important in his mind.  
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   Reflecting on his narrative afterwards, I came to the conclusion 

that he probably was proud of this memory. He wanted me to know 

that once, as a young man, he had shown courage and rescued 

people to safety. Was the episode also important because it was 

connected to his view of life? Showing courage and helping people in 

need were perhaps central personal values for him? If this was the 

case, his view of life had not become erased by dementia disease, 

despite his obvious problems with memory and orientation. I decided 

that I wanted to learn more about what happens to the view of life of 

persons with dementia disease.   

    I do not place view of life on a par with religion or spirituality. The 

point of departure for the present thesis is the assumption that all 

persons possess a view of life; it may be materialist or spiritual, 

carefully thought-through or very fragmentary.  

Should this assumption also include persons with dementia disease or 

does their view of life become distorted or even erased by the 

disease? Will persons with dementia disease completely forget about 

their central personal values and their views on man and the world? 

Or does their view of life instead help them to retain some degree of 

stability and sense of identity in the face of the disintegration caused 

by the disease?   

   The title of this thesis: `The significance of view of life in persons 

with Alzheimer‟s disease´ may consequently be understood in two 

ways: 

    1. What happens to the view of life of persons with AD?  

    2. How does the view of life of persons influence the process and  

        experience of AD? 

    Not many researchers seem to have addressed these basic 

questions concerning view of life in persons with dementia. This of 

course does not mean that there is no knowledge to be found in the 

field. Some subjects related to view of life such as identity and 

personhood in persons with dementia, have indeed been the object of 
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scientific studies. Besides, these and a whole range of other view of 

life - subjects have been studied in great depth and width, although 

not with specific reference to dementia diseases. From the other 

angle, questions relating to dementia disease have been studied 

within a number of sciences - each with its own impressive amount of 

knowledge and each with its own pre-understandings and 

perspectives: philosophy, psychology, medicine, sociology, 

ethnography and caring science among others. As Cayton (2004) 

points out, the study of dementia from the perspective of different 

sciences creates separate narratives, none of which hold the whole 

truth but together bring us nearer reality. The present study is an 

attempt to cross a few scientific borders. This is done in accordance 

with a definition that emphasizes a close connection between 

cognitive, ethical and emotional perspectives in the view of life of an 

individual. It is also done in the interest of seeing a broader picture 

and understanding the functions and expressions of view of life in a 

more comprehensive sense in persons with dementia.  

There are several dementia diseases. The role and development of a 

view of life for a person may possibly differ significantly with different 

dementia diseases. For that reason I chose to limit the scope of the 

present thesis to persons with AD. 

The participants, who so willingly allowed me to interview them, 

sharing their life stories and their view of life, occupy a special place 

in my heart. Some of them have since travelled to an unknown 

address, leaving their bodies behind. Their life stories are, however, 

alive. 

 

`He who has been, henceforth cannot not have been: henceforth 

this mysterious and profoundly obscure fact of having been is his 

viaticum for all eternity´ (Jankelevitch 1974: 275).   
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 INTRODUCTION 

 

 `I always thought that I would age with dignity; becoming white-

haired and wise - gentle, calm and content. People would come to me 

with their problems because I have all these experiences of life, both 

my own and those I have listened to and learned from. And now: 

…who am I now? Who am I inside my roles...? I do not know. My 

thoughts are flickering, disappearing, I cannot catch them. Words fail 

me. The great mockery… All is emptiness´ (Andersson 2005. Transl 

from Swedish).  

The person quoted above – a minister of Church of Sweden - was 

barely sixty years old when she was diagnosed with Alzheimer‟s 

disease (AD) and well aware of the general features of her disease. 

AD robs a person of powers, abilities, control and self-esteem. So 

there are real and well-motivated reasons for persons who have been 

diagnosed with AD to be afraid that their identity and personhood will 

ultimately be erased in the process.  

A perspective that has yet not been much considered in research 

and care concerning persons with AD is the role of view of life. The 

thoughts, the moral values and the basic emotional attitude that 

together constitute the view of life of individuals represent a complex 

structure of mind. Does it rapidly disintegrate or become erased 

during a process of dementia? Is it possible to understand the view of 

life of persons with AD? What role does the view of life of persons 

with AD play for their sense of identity?  

   The number of persons with dementia in Europe is estimated to be 

7,3 million, in Sweden 161 000, (Reynish et al 2009). The importance 

of providing for and communicating with them in a respectful way, 

supporting their sense of identity, cannot be overrated. Moving to an 

unknown environment and being cared for by unknown professionals 

may be a threat to one‟s sense of identity (Chaudhury 2008). 
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Eventually, persons with dementia disease no longer possess the 

ability to tell others who they are, what they value and what they 

have experienced in life. In addition, the people who at this stage 

have become their carers may know very little about their life story 

and their view of life. There are therefore very good reasons for all 

parties concerned to search for possible ways to support the sense of 

identity of persons with dementia. 

   Until recently, rather few researchers have considered it meaningful 

to interview persons with dementia directly about their opinions, 

needs or services (Brod, Stewart, Sands & Walton 1999; Goldsmith 

2002). The notion that it would be possible to interview persons with 

dementia on their view of life was far from evident at the start of the 

present study. It proved to be not only possible but very meaningful 

to perform such interviews. The interpretation suggests that gaining 

some knowledge of the persons‟ view of life might make it possible 

for carers to activate vital aspects of their sense of identity.  
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 RATIONALE AND OBJECTIVE 

 

Focus for the objective of the present thesis, based on interviews 

with 21 persons with mild to moderate AD, was eventually narrowed 

down to the following two main questions:  

 

    1. Is it possible to understand the view of life of the participants 

with AD in the frame of their life story?  

    (Study I) 

 2. Is their view of life a vital aspect of their sense of identity?  

    (Study II) 

 

A crucial point, connecting the articles, is how important view of life 

is sensed to be for the participants with AD. If view of life is 

interpreted as a vital aspect of their sense of identity, this is not only 

of theoretical interest but also has implications for the care of persons 

with AD. It means that some knowledge of their view of life will be 

valuable for confirming and supporting sense of identity in persons 

with AD. 
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  BACKGROUND  

 

Contemporary western culture is characterized by a very high 

appreciation of reason and intellectual capacities. This emphasis on 

the human capacity for reason rather than relationship creates a 

particularly adverse attitude to dementia diseases (Coleman & Mills 

2001). Kitwood (1997) showed how this culturally inherited adverse 

attitude increases the negative consequences of living with a 

dementia disease. The attitude, by Kitwood referred to as `malignant 

social psychology´, is characterized by descriptions and practices that 

reduce persons with dementia to something less than persons. 

Without evil intentions persons with dementia are often subjected to 

depersonalizing actions and may for example be deceived, 

manipulated, excluded, disparaged or disempowered. The emphasis 

on rationality at the expense of other important aspects of a self 

renders our treatment of patients, whose capacity for rationality is 

limited, far from adequate (Koppelman 2002). 

   Although the actual cause or causes of dementia are not known 

there are two main explanatory models. The biomedical model 

concentrates on changes in the human brain which to a certain extent 

can be observed and measured. Symptoms such as e.g. memory loss 

and disturbed visuo- spatial ability are explained as the consequence 

of neurological damage. The psycho-social model concentrates on life 

style and defence mechanisms, for example the strategies individuals 

have learned to use when trying to cope with crises in life. Feil (1994) 

suggests that some persons in stressful situations take their resort 

exclusively to one strategy for “solving” conflicts, namely denial and 

advances the guess that this one-sided strategy may in part be 

involved when persons develop a dementia disease. The strategy of 

denial should not be understood as the sole cause of dementia; 

rather as a factor negatively influencing the development of the 

disease. Both explanatory models have obvious advantages but may 
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also be used as part of a malignant social psychology. Persons with a 

dementia disease may be objectified and labelled or accused of 

having brought the disease on themselves through their life style. A 

reluctance to pursue intellectual activities such as reading or doing 

cross-words prior to being diagnosed with AD may for example by 

carers and relatives be seen not just as prior to AD but as the cause 

of AD. 

   Seen from this perspective, the subject of the present study, view 

of life in persons with AD, is problematic, at least if view of life is 

understood as a rather advanced intellectual aspect of human life. A 

reason why there are so few studies in this field may be the 

presupposition that view of life -questions are `too deep waters´ for 

persons with AD. However, some specific questions with relation to 

view of life have indeed been the subject of research.       

Kitwood insisted that the personhood of persons with dementia be 

protected in all dementia care and research. His groundbreaking work 

on person-centred dementia care inspired an increasing number of 

studies with personhood and identity being vital concepts (e.g. Mills 

1997; Penrod et al 2007). Other concepts with relevance for view of 

life, such as mind, meaning and relationship have been examined 

from a philosophical and existential viewpoint in relation to dementia 

disease (Harrison 1993; Coleman & Mills 2001; Hughes, Louw & 

Sabat 2006). Kihlgren (1992) studied integrity promoting care of 

demented patients. Örulv (2008) performed an observational study of 

identity work and meaning-making continuing in the face of evolving 

dementia diseases in social interaction. The function of reminiscence 

and life review work concerning identity maintenance has also been 

discussed (Coleman 2005; Rathbone et al 2008). Faith and 

spirituality plays a major role for the life reviews and the sense of 

identity of a large number of elderly people (Melia 1999; Staude 

2005). On the topic of dementia and view of life a number of studies 

have been published over the past decades, with most of these 
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focusing on pastoral care (e. g. Hellen 1994; Stuckey 2003). With the 

exception of Westius & Petersen (2006) personal beliefs are in these 

studies, as often in the discourse on view of life and health, 

understood exclusively as expressions of religious faith or spirituality. 

In the present study religious faith is understood as the belief in a 

personal God, while spirituality is the belief in some kind of spiritual 

life force. View of life is defined in a broader sense. All persons are 

considered to have a view of life in which religious and spiritual 

beliefs may or may not be a part.  

Scientific studies in which persons with dementia disease express 

their view of life are also scarce. In an exploratory study on 

spirituality and faith in persons with dementia, Jolley et al (2005) 

reported that the participants rated their personal beliefs as strong 

and important in their daily lives. No scientific studies with reference 

to a more comprehensive definition of view of life in connection to 

sense of identity/self in persons with dementia have, to my 

knowledge, yet been published. (The concepts of self and identity 

may be seen as synonyms and are considered as such in the present 

thesis).  

Dementia disease has been described as a threat to self (Clare 

2002); professionals and relatives indeed sometimes characterize 

persons with AD as lacking a sense of self, an opinion supported by a 

number of studies (e.g. Orona 1990; Karner & Bobbit-Zeher 2006). 

According to Fontana & Smith (1989), the mind of persons with AD 

becomes increasingly devoid of content already at an early stage. The 

loss of content of mind may be assumed to be mainly affecting 

cognition, practical functions, central values, emotions or all of these 

attributes. It is undisputable that a dementia disease affects both 

cognitive functions and practical abilities needed to perform many 

normal everyday functions, eventually seriously disrupting them. The 

effect of cognitive deterioration on the view of life of a person has to 

my knowledge, not been studied, however.  
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Other research indicates that persons with moderate to severe 

stages of AD preserve a sense of identity. Sabat & Harré (1992) and 

Sabat & Collins (1999) propose that persons with a later stage AD 

can be understood as subjects driven by meaning.  

Persons with a dementia disease are sometimes by their relatives 

considered to have become emotionally shallow. Research does not 

support this opinion, however. Conway (1990) argues that personal 

event memory (i.e. a specific event that took place at a particular 

time and place) is likely to be associated with high levels of emotion. 

Mills and Coleman (1994) conclude that meaningful memories of 

persons with dementia are significantly emotional. Disturbing 

behaviour and faltering judgment on the part of persons with 

dementia may lead you to assume that their central ethical values 

have become obscured or have disappeared entirely. McFadden, 

Ingram & Baldauf (2000) found that also people with severe 

dementia acted, or tried to act, according to their ethical values. 

Their observations indicate that neither the central values nor the 

basic emotional attitude of a person is erased even by severe 

dementia disease – although the cognitive functions are strongly 

disturbed. 

 

  View of life 

 

There are several and varied concepts that are close to view of life: 

world view, spirituality, existential issues, psychosocial issues, 

philosophy, ideology, religion. The various terms are not just 

synonyms for the same sphere, but reflect different views on what 

belongs to the sphere and what does not. Questions concerning view 

of life are often thought of as answered by and belonging to collective 

religious or philosophical systems. Cognitive, ethical and emotional 

views concerning questions as what man essentially is and should be, 

what society is and ought to be, what a good life means - belong, 
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according to this view, to the spiritual sphere. Recent suggestions 

define spirituality as the search for a transcendental dimension 

(Mauritzen 1988), for universal truth (Goldberg 1990) or for 

connectedness with a sacred source (Pargament & Mahoney 2005). 

Although open, the definitions exclude many individual views of life. 

The view of life of an individual differs from collective, comprehensive 

and written views of life. The grand narratives have a limited 

influence on the view of life of persons (Kallenberg & Larsson 2004). 

The Christian, Humanist, Marxist or Existentialist views of life may 

provide answers to specific questions or constitute general patterns 

or models. An individual view of life, however, can be collected from a 

variety of sources and may for example include fragments also from 

relatively new ideologies, such as feminism and ecology. Social and 

cultural influences contribute in the forming of an individual view of 

life. It may be more or less articulate, sophisticated, manifest and 

complete, even logically inconsistent. Unlike the collective systems it 

is generally not readily accessible and comprehensive. Lindseth & 

Norberg (2004) point out that human beings live and act out of their 

morals, i.e. internalized norms, values and attitudes, without 

necessarily knowing about them. For this reason you cannot just ask 

people what morals they have. Often they will not be able to answer. 

The observation applies also to other aspects of an individual view of 

life. 

A definition of view of life that has during the last decades become 

much used in the Nordic Countries was proposed by Jeffner. At the 

Department of Religious Studies at Uppsala University the concept of 

View of life has been systematically and empirically developed 

(Jeffner 1978, 1988, Bråkenhielm 1988a, Kallenberg & Larsson 

2004): 

   `View of life: the theoretical and value-oriented assumptions that 

constitute or have a decisive influence on an overall view of man and 
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the world and that build a central value system and expresses a basic 

emotional attitude towards life´ (Jeffner 1988a, p 13). 

 

According to the definition, three interrelated components are 

central in a view of life: 

 a conception of reality (theories on man and the world) 

 ethical and esthetical values (central system of values) 

 a basic emotional attitude to life   

The three components are closely connected. Theoretical 

assumptions regarding the world and the essence of being a human 

may for example motivate or support central values. Basic emotional 

attitude expresses a mood in life that creates a basic tune for the 

whole view of life and can be expressed as a response to the 

question: How do you feel about life? (Jeffner 1978). In explanations 

of the character of basic emotional attitude, psychological terms are 

often used (Bråkenhielm 1988, Kallenberg 1987, 1992).   

    A view of life is characteristic of human life, where no person is 

lacking in an individual view of life (Jeffner 1988a). Not all 

assumptions and opinions in the mind of a person are decisive for his 

or her view of life. The expression an overall view of man and the 

world highlights the structuring and organizing function of a view of 

life. Some conceptions and perspectives are placed in the centre and 

others in the periphery (Bråkenhielm 2001).  

    To avoid misunderstandings I have in this text chosen the 

translation overall instead of comprehensive (view of man and the 

world), which term I have used in the articles. The reason is that very 

few individual views of life can be said to be comprehensive, but are 

instead more or less fragmentary. Nevertheless, the view of life of a 

person gives a certain perspective that fulfils two functions in 

perception: a selective and an interpretative function. An individual 

view of life guides both what you select as important in expressing 

your conception of reality and how you interpret it. The central value 
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system consists of ethical, political and esthetical norms and values, 

which are central to us in the respect that they both are influenced by 

and have influence on our identity (Andersson 2006).  

 Although the basic emotional attitude can be defined, described 

and motivated intellectually, it is largely an emotional structure, 

differing from theoretical assumptions about the nature of world and 

man. While theoretical assumptions and beliefs may change radically, 

studies indicate that people tend to retain their basic emotional 

attitude over the years. The predisposition of individuals to feel a 

certain way about life is fairly stable (Jeffner 1988b; Kallenberg, 

Bråkenhielm & Larsson 1996; Fujita & Diener 2005). In three 

empirical studies carried out in Sweden in 1986, 1993 and 1998 a 

majority of the Swedish population (60-70%) proved to have a 

generally optimistic and trusting basic emotional attitude to life 

(Westerlund 2001).   

 The theory of view of life has been interpreted and developed in a 

number of ways (Lindfelt 2003). The main concern in the present 

study is not so much the actual contents but rather the functional 

aspects of an individual view of life.  The definition does not explain in 

detail how theoretical assumptions on man and world, central values 

and basic emotional attitude to life are connected to one another. The 

studies of Conway (1990) on autobiographic memory and Mills (1997) 

on emotion and narrative support the suggestion that although the 

components influence each other in a reciprocal way, the basic 

emotional attitude to life is functionally more essential for the view of 

life of an individual and more durable over time than his or her 

opinions and assumptions (Kallenberg et al 1996,). As Kallenberg, 

Larsson & Söderfeldt argue (1997) there are also distinct similarities 

between the concept of basic emotional attitude and Antonovsky‟s 

(1987) concept sense of coherence (SOC). The central value 

component is also less susceptible to changes than opinions and 

standpoints and has high intrinsic evidence (Jeffner 1978). 
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Life story  

 

Both the concept of an individual view of life and the concept of 

identity/self are closely related to the life story of persons. The 

concept of life story and the narrative approach has become widely 

used by scholars with different perspectives: social sciences, 

psychology, psychotherapy, gender research, theology, literature, 

anthropology among others.  A common trait, perhaps related to 

modern western culture, seems to be the wish to study various 

phenomena from the viewpoint of an individual. The perspective is 

subjective: the experiences, the interpretations and the choices of an 

individual. A definition of narrative is suggested by Sarbin: 

 `The narrative is a way of organizing episodes, actions, and 

accounts of actions; it is an achievement that brings together 

mundane facts and fantastic creations; time and place are 

incorporated. The narrative allows for the inclusion of actors‟ reasons 

for their acts, as well as the causes of happening´ (Sarbin 1986:9). 

In a life story the whole life and its coherence is linked to identity. 

Events are chosen and memorized through their emotional or 

motivational significance over one's life. A narrative understanding of 

personal identity focuses on how persons form their identity thinking 

and telling their life story. Our present identity is not a sudden and 

mysterious event but a sensible result of a life story (Gergen 1994).  

 In an autobiography the tale has been frozen at a certain moment. 

The life story of a person is different; it is under constant 

reconstruction and is not told exactly the same way twice (McAdams 

1995). Tomorrow the tale – and the identity – will in some aspects be 

different. This should, however, not be too heavily stressed. In the 
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context of a life story, in main themes and key anecdotes, there is 

consistency and identity. Generally this is also what the narrator aims 

for, reflecting a need to create a meaningful story out of all the 

seemingly disparate events and choices in life. Unity and purpose are 

the hallmarks of identity. `Identity in adulthood is an inner story of 

the self that integrates the reconstructed past, perceived present and 

anticipated future to provide a life with unity, purpose and meaning´ 

(McAdams 1995: 365). 

 William James suggested already in 1890 that the self of a person 

should be understood as divided into I (the author, the knower of 

self), and me (the actor, the known self). This understanding of self 

makes especially good sense in the frame of a life story. The me that 

I present to others, is generally nor totally idealized and untrue, 

neither identical with the image that would be presented in a 

biography written by someone else. The life story of a person is an 

expression of thoughtful detours where your self- image and being is 

reflected upon, whilst you at the same time also relate in a 

spontaneous and direct way to life (Martinsen 2005). There are also 

social and cultural frameworks, within which you narrate your life 

story (Öberg 1997; Atkinson 1998). In some modern western 

countries an elderly man in narrating his life story may, for example, 

lay considerably more stress on his professional experiences than on 

his family. An elderly woman may in contrast narrate her life story 

mainly as a story of the family she belongs to. Not necessarily 

because these narratives are true reflections on how they have led 

their lives but rather because they believe that this is what is 

expected of them and the `right´ way to narrate their tale.  

Social selves or roles provide well - known and meaningful 

framework within which to interact with others. Both this interplay 

with the environment and the narrating of one‟s life story in turn 

cause further reflection on one‟s self - image. There is an inner 

psychological and an outer socio-cultural dimension to the identity of 
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a person (McAdams 1995). The self is not an entity, closed off from 

the world and having an existence in itself, but, rather, extended 

toward specific aspects of the environment, both interpersonal and 

physical (Rosenberg, 1979).  

    The life story of a person is created in an ethical space: 

 `…human beings always have a sense of self, in this sense, that they 

situate themselves somewhere in ethical space. Their sense of who 

they are is defined partly by some identification of what are truly 

important issues, or standards, or goods, or demands; and 

correlative to this, by some sense of where they stand relative to 

these or where they measure up on them or both´(Taylor 1991:306).  

    This is - despite the inevitable cognitive deterioration - true also 

for persons with dementia. There seems to be a certain consistency 

when it comes to the ethical and emotional aspects of a view of life; 

the values that have been central and the basic emotional attitude of 

an individual. In a study of the narratives of two rural American older 

women, both told their life story according to their dominant personal 

and cultural values. The sense of identity of the participant with 

dementia remained and was expressed through her co-constructed 

memories (Schenk et al 2002). The expression „co-constructed‟ 

underlines the observation that a life story is always constructed in 

interplay with others (Sabat & Collins 1999; Surr 2006). During a 

process of AD, this interplay and the caregivers‟ ability to trigger and 

co-construct memories become increasingly vital for the preservation 

of identity (Sabat & Harré 1991; Lazarus, Cohler & Lesser 1996; 

Cohen-Mansfield, Golander & Arnheim 2000). 

 In an observational project, McFadden, Ingram & Baldauf (2000) 

studied expressions of values and feelings in persons suffering from 

severe dementia. Given a supportive environment, these persons 

with dementia did not withdraw from communicating with others. 

Several acts of compassion were observed such as trying to help 
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another resident keeping warm or comforting someone who was 

weeping.  

`Though their thoughts are scattered, their memories are gone and 

their language is distorted, still something remains…that enables 

them to show virtue as best they are able´ (McFadden et al 2000: 

81).  

 Emotions such as sadness, joy and gratitude were expressed in 

their actions; attempts were made to put things straight when a 

resident had hurt the feelings of another person. Although their 

cognitive functions were heavily disfigured, they expressed their 

central values and basic emotional attitude. Temple et al (1999) 

found intact use of politeness in the discourse of Alzheimer‟s 

sufferers. These studies contradict the notion that the speech of 

persons with AD often is meaningless and that the will and ability to 

care about the feelings of others becomes lost in the course of the 

disease. From a perspective of view of life, the studies of McFadden 

et al, Sabat and Temple et al also tell about persons with AD still 

being ruled by their central personal values.  

 It seems important, however, to widen the space within which 

persons situate themselves, create their life story and understand 

their identity. This space does not consist only of lofty ethical 

principles but also of other strong life values, such as being rich and 

having power. Humans are social beings, who aspire to be 

recognized, appreciated, respected or loved by others. They also seek 

pleasure and development in the company of others. Their personal 

life values are also means in that respect. They reflect a common 

human need to belong, to be part of a group. 

    The space wherein humans create their identity is also 

characterized by their basic emotional attitude. Trust, mistrust, hope, 

despair and other basic emotions (Erikson 2000) are there in the 

mind of the child already before cognitive assumptions and ethical 

values that require the mastering of words and of communicating 



24 

 

symbols. There are good reasons to believe that this basic emotional 

space also prevails longer into dementia than cognitive resources. 

Mills (1997) indicated that there is a certain strength and durability in 

the emotional autobiographical memories of informants that is not 

apparent in other aspects of memory. 

 

Sense of identity 

 

Self/identity may be defined in many different ways depending on 

the scientific perspective. The following introductory description is 

suggested by Ottoson (2003): 

Identity consists principally of a consciousness of oneself as a unique 

individual in the experience of being alive (vitality), of having a sharp 

boundary to others (demarcation), of deciding oneself over ones 

thoughts and actions (activity), of being basically the same in spite of 

the changes that occur during life (continuity) and of only having one 

I (integrity). In a secondary sense, identity consist of a consciousness 

of one‟s own personality, that is of the content of all the experiences 

during life that have gradually formed ones personality.  

 Philosophically and psychologically identity/self is connected to our 

ideas of what it means to be a person. Some debaters hold that 

human being and person are synonymous, others that at least self-

consciousness is a necessary qualification for calling someone a 

person (Walters 1997). Yet others choose to define persons as beings 

with a capacity for complex forms of consciousness such as 

rationality, self-awareness and purposive agency (Degrazia 1999). 

Personhood may be thought of as an absolute – a quality that you 

either fully possess or do not possess at all. In the clinical setting and 

in legislations it is rather a progressive/diminishing human attribute. 

A newborn child does not yet possess self-consciousness. It may still 

be seen as a person - either on ontological grounds (for example 

because it together with all human beings is thought to be an image 
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of God) or because self-consciousness normally is part of its future 

development. Using the same normative argument you may hold that 

all humans with dementia are also persons – either on ontological 

grounds or because they have a degree of self-consciousness. In the 

clinical setting the same vagueness exists regarding personhood at 

the end of life as at the beginning of life. It is practically very difficult 

to decide when a condition of self-consciousness is irrevocably lost in 

a person with severe dementia (Normann et al 2006).  

Identity is also related to the concept of dignity. Nordenfelt argues 

that while universal human dignity (Menschenwurde) pertains to all 

human beings to the same extent and cannot be lost as long as the 

persons exist, the dignity of identity can come and go, for example as 

a result of changes in the body and mind of the persons. The dignity 

of identity is tied to the integrity of body and mind, and often also 

dependent on the subject's self-image (Nordenfelt 2004). Sabat 

(1998) emphasizes the significance of maintaining personhood also in 

severe dementia and allowing persons with AD to continue to express 

their self in spite of lacking verbal and practical abilities. 

 

  Identity, memory and relationship 

 

According to Parfit (1984), a criterion for personal identity is that 

`there must be enough direct psychological connections´ between 

the person 20 years ago and the person today. This assumption 

might lead to the conclusion that persons with moderate to severe AD 

no longer have a sense of personal identity. Yet it could be argued 

that these psychological connections must not necessarily be initiated 

in the mind of the individual. More recent studies have highlighted 

physical and bodily aspects of identity. Zingmark & Norberg (1993) 

studied the importance of memories of home for persons with AD. 

Chaudhury (2008), discussing the possibility of a transcendent self 

beyond expressed memories and socially accepted behavioural 
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patterns, suggests home as a reminiscence theme for reaching out to 

that self. Inspired by Merleau-Ponty and Bourdieu, Kontos (2005) 

argues that identity should be understood as an embodied dimension 

of human existence and as such persists even with severe dementia. 

 Ricoeur (2005) suggests that there is a sphere (the sphere of 

relatives and close friends) between the individual and the collective 

that has significance for memory and identity. Persons with 

knowledge of the life story and memories of a person with AD can 

help to trigger dormant memories and stimulate reminiscence 

(Harrison 1993; Schenk et al 2002; Gibson 2005). It could be argued 

that this is because they have been part of the life of the person with 

AD; they can reawaken frail memories by finding effective retrieval 

cues (cf Stopford et al 2007). According to Gillett & McMillan (2001) 

identity is defined with reference to the `webs of interlocution´, by 

which term they mean the networks of interpersonal relationships 

and the narratives that individuals form on the basis of these `webs´ 

of which they are a part. Chrichton & Koch (2007) in a participatory 

story-telling approach interviewed seven persons belonging to the 

social network of a woman with dementia. Their stories were then 

woven into one narration. The authors see this joint narrative effort - 

telling `about', `for' and potentially `with' a person with dementia - 

as interactions which reproduce and reconfirm the person.  

    The relation in itself and the continuing encounters with the people 

who are closely related to the persons with AD may however, also 

preserve knowledge in the mind of the persons with AD. The 

emotional context of these relationships for the preservation of 

personal identity is vital: `So much of personal identity belongs not 

to self-reflection but to the mutual recognition between two people´ 

(Oppenheimer 2006: 199).  

 

   A threefold self 
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The term social constructionism refers to an epistemological 

position where e.g. psychological phenomena are regarded as 

products of socially and historically situated practices. The status of a 

range of phenomena such as memory and identity as qualities or 

properties of individuals is challenged. While the existence of an 

empirical reality behind social and psychological phenomena is not 

denied, focus lies on the meaning which humans attribute to them. 

From a social constructionist point of view Harré (1991;1998) 

described a model in which identity is understood as a sort of trinity 

In the present paper I have chosen to take the point of departure 

principally from this structure of thought:  

Self 1 or the self of personal singularity is “experienced as the 

continuity of one‟s point of view in the world of objects in space and 

time. This is usually coupled with one‟s sense of agency, in that one 

takes oneself as acting from that very same point” (Sabat & Harre´ 

1992: 445). According to Sabat (2007), the existence of Self 1 in 

persons with AD is shown in that they continue using the expressions 

I and me, or through body language indicate that they look upon 

themselves as subjects, as themselves. The self of personal 

singularity remains rather stable into the late stages of AD (Tappen et 

al 1999; Sabat 2002;2007; Fazio & Mitchell 2009). 

Self 2 consists of the physical and mental attributes that 

characterize persons, their life history and their beliefs about these 

attributes: for example thoughts on what sort of person you are and 

what traits of personality that are characteristic of you. This 

dimension of identity is reasonably connected to the autobiographical 

memory where general knowledge of names, places and facts 

(semantic memory) as well as memories of personally significant 

events during one‟s life (episodic memory) are stored. Self 2 may 

therefore in part be expected to be vulnerable to the ongoing 

degeneration of cognitive memories. Addis & Tippett (2004) suggest 

that the ability to recall memories of childhood and early adolescence 
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is vital for a preserved sense of identity. Klein et al on the other hand 

found that a part of a person‟s sense of identity, namely knowledge 

of one‟s personality traits can be preserved without any retrievable 

episodic memory (Klein, Cosmides, Costabile & Mei 2002). Persons 

with dementia who are lacking access to episodic memory can, 

nevertheless, update their fund of personality knowledge (Klein, 

Cosmides, Costabile 2003).  

    With reference to the above social constructionist conceptual 

framework on identity, I find it reasonable to envision view of life as a 

significant part of the beliefs of persons about themselves and their 

world (Self 2). I also presume a close connection between Self 2, 

autobiographical memory and narrative identity. 

Self 3 is made up of the many social constructions of the self that 

persons may wish to fulfil, e.g. by adopting the role of the caring 

hostess or the intellectual academic. These external social selves or 

personae require the interplay with their social sphere and may 

become lost during the course of AD. The loss depends, however, less 

on neurological damage than on lacking ability and readiness from 

other people to allow and confirm these manifestations of the 

personality of the person with AD to be expressed (Sabat & Harre´ 

1992).  
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  METHOD 

 

Participants 

 

23 persons, diagnosed one to two years earlier with mild to 

moderate AD, were asked to participate. 21 (twelve women and nine 

men) agreed and were included in the study. Ten test interviews had 

provided information on which abilities would be needed to take part 

in an interview on one‟s life story and view of life: the participants 

should not be experiencing insurmountable difficulties, when trying to 

memorize the early parts of their life (cf. Addis & Tippet 2004), 

finding verbal expressions of their memories or concentrating on their 

narrative. Health professionals at a memory clinic and at two day 

care centres in different parts of Sweden were informed of these 

inclusion criteria. They were also informed that the main diagnosis of 

the participants was to be mild or moderate AD.  

   The age of the participants ranged from 73 to 89 years, with the 

exception of one woman, who was 61 years of age at the time of the 

interview. 14 of the 21 participants had six - nine years of school 

education, while seven had a higher education. Their present general 

level of cognitive and practical abilities was estimated by a close 

relative or caregiver using the Functional Assessment Staging (FAST) 

scale (Reisberg 1988): a scale used to chart the decline of people 

with AD (Table 1). 

 

Data collection 
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The interviews were performed on the assumption that the best 

way to understand the view of life of individuals is listening to their 

life story. The term life story is not used with reference to any specific 

definition but in its everyday meaning: persons telling about their life. 

The participants were asked to narrate their life and their view of life. 

The meaning of view of life was presented as: what you value in life, 

what you consider most important and what you feel happy or proud 

or perhaps sad about. There was no specific reference to religion, 

spirituality or philosophy in this presentation, in that this might have 

conveyed a too narrow impression of a view of life. Open-ended 

questions, initially about childhood and youth, were used. Only when 

the narrative had come to a halt, were follow-up questions 

implemented with two purposes:  

1. Encouraging reflections on what the participants had mentioned 

for example about relatives (including role models and roles of 

parents), on pastimes and work and on society: subjects which are 

helpful for finding and expressing one‟s view of life.  

2. Making memories easier to recall. A follow-up question would, 

for example, focus on emotionally powerful memories (What did you 

like the most about going to school? Dislike the most?) (cf. Feil & De 

Klerk Rubin 2002). 

   The interviews were performed at two day care centres where the 

participants were regular guests; in three cases the interviews were 

conducted at the homes of the participants. A secluded and quiet 

surrounding was chosen because persons with AD may experience 

difficulties in selecting among incoming stimuli. The interviews, which 

were tape-recorded and transcribed verbatim, lasted 45 –75 minutes. 

Non-verbal communication (such as laughter and silence) were 

included in the recordings.  

 

Interpretation 
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A phenomenological hermeneutic method, developed by Lindseth & 

Norberg (2004) as inspired by Ricoeur, was used. A person‟s 

experiences of a person are private. Nevertheless, telling your life 

story is a process whereby you make your lived experiences public 

and possible for others to understand. This form of understanding can 

be achieved through a dialectic movement - from a „naïve 

understanding‟ to explanation and from explanation to a new 

understanding (Ricoeur 1976). Balancing between objective 

explanation and subjective understanding, the interpreter‟s task is to 

search for the meaning of the narrative, for the possibilities that are 

disclosed `in front of the text´(Ricoeur 1991). The method is an 

adaptation of these thoughts by Ricoeur to texts that are arrived at 

through the transcription of interviews. The interviewee is thought of 

as the principal author of the text with the interviewer as a co-author 

(Lindseth & Norberg 2004).The interpretation attempts at seeing a 

broad picture, which involves the interplay between interviewee and 

interviewer, the situation in time and culture, background, pre-

understanding and other factors.  

The interpretation contained three steps: 

The first step, a „naïve‟ reading´, was accomplished by an open-

minded perusal of the interview text seen as a whole. The resulting 

`naïve understanding´ was subsequently discussed among the 

authors. 

The second step was a more thorough reading, i.e. a structural 

thematic analysis. Questions related to view of life-aspects were now 

posed to the texts, i.e. the transcribed interviews (Lindseth & Norberg 

2004: 149). After re-reading the interview texts several times and 

reflecting on these, the texts were compared, condensed, abstracted 

and assembled into sub-themes, and themes. The results of the 

structural analysis (themes) were then compared with the naïve 

understanding and discussed between the authors.  



32 

 

In study II, whenever central personal values, basic emotional 

attitude or assumptions on man and the world were expressed, the 

interpretation would focus on the question: are these view of life-

aspects sensed to be aspects of sense of identity? Do the participants 

express personal values such as for example being fair, courageous 

or caring as attributes that are characteristic of them as persons? Do 

they sense that their strong spiritual or political beliefs are 

characteristic of them as persons? Do they sense that their basic 

emotional attitude, such as being optimistic or melancholy is 

characteristic of them as persons? Do they sense that their view of 

life has been a vital aspect of their sense of identity for a large part of 

their life? 

   The third step of the interpretation process was seeking to 

formulate a comprehensive understanding or „interpreted whole‟. The 

comprehensive understanding was based on the „naïve‟ 

understanding, the themes, the interpreters‟ preconceptions and the 

reading of relevant literature. For conceptual clarification, the critical 

in-depth interpretation was at this stage also related to theoretical 

concepts, such as Jeffner‟s (1988a) definition of an individual view of 

life and Harre‟s (1991;1998) definition of self.  

   Describing the methodical procedure as three well-defined and 

clearly separated consecutive steps may give a somewhat inaccurate 

impression of the analysis. In reality, the phenomenological 

hermeneutic method requires the reader to go back and forth through 

the steps of analysis, while the interview texts are read and re-read 

several times separately and together. 
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 ETHICAL CONSIDERATIONS 

 

All conceivable consequences of agreeing to participate in an 

interview about one‟s life story and view of life are not possible for 

anyone to foresee. Feelings of regret or fears of having revealed too 

much may emerge, or certain memories may prove to be more 

painful than expected. There is also no way for the interviewer to 

establish with absolute certainty when a person is `fully informed´ 

(Pratt 2002). When persons with AD are asked to participate, the 

ethical issues become still more complicated. Aside from the risk that 

they are not able to fully realize what sort of undertaking they are 

entering, there is the possibility that the demands of the situation 

make them feel inadequate and painfully aware of their failing 

abilities. If the interviews are performed in a respectful and friendly 

atmosphere it is, however, much more plausible that persons with AD 

will appreciate having their voices heard, feeling valued at being 

taken seriously as capable persons (Keady & Gilliard 1999; Dewing 

2002). This is in line with studies within the person-centred approach 

(Bohling 1991; Tappen et al 1997; Normann et al 2005) emphasizing 

the importance of being supportive and avoiding demands in 

interacting with persons with AD, especially in later stages of the 

disease. Being supportive and confirming the personal value of 

persons with AD, the authors advice, will enhance their 

communicative resources, whereas interactions involving demands on 

them, because of their frail self confidence and disturbed reality 

orientation, will be disruptive.  

The interviews were preceded both by verbal and written 

information to all parties (the participants, their closest relative and 

their professional caregivers). The purpose of the interviews was 

explained to the participants in two steps: first by a professional 

caregiver or a close relative and then by the interviewer. The 

participants were informed of their right to withdraw from the study 
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at any time without giving a reason. To protect their privacy they 

were also informed that no identifying information would be published 

in subsequent reports of the study.  All the participants and the 

closest relative to each of them gave their permission for the 

interviews. A trusted family member or caregiver was nearby directly 

after each interview. In one case a participant became restless during 

the interview, which was interrupted but could soon be concluded 

without further problems. If they wished to do so, the participants, 

their relatives and caregivers were informed on how to contact the 

interviewer after the interview. This did not happen, however.  

Ethical approval was obtained from the Regional Ethical Review 

Board in Uppsala, Sweden (2004: Ö 319). 
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 RESULTS 

 

Study I 

 

The first, „naive‟ reading of the interview texts, presented the 

common feature of a naturally developing temporal organisation of 

the life stories, from childhood to old age, but otherwise an image of 

great diversity. There seemed to be similarities between the 

narratives, regarding the structure and function of their view of life. 

Memories that the participants selected to be part of the narrative 

were often emotionally powerful and value-oriented. When an 

interpretation of the memories was provided by the participants, this 

also referred to its emotional significance and/or its association to the 

central values of the person (Tables 1 and 2). 

 This first understanding was more closely investigated during the 

structural analysis. With the possible exception of one puzzling 

narrative, the preliminary assumptions were confirmed. 

 

 1.Emotionally powerful memories 

 

Most of what was narrated in the life stories was of emotional 

significance for the participants. A common experience was a 

childhood characterized by poverty. Sweden, as a welfare state, had 

not yet emerged during the 1920s - 1930s: 

    `...dad was a farmhand...mom helped out with... she had much to 

do, She helped people with the sewing and so on...and dad worked 

on a farm at first but then he came to the mine, so he worked there. 

But he had a blood disease so he couldn’t work in the mine but 

worked above ground.´ (IP 10, Mrs. R.) 

The view of life of an individual creates perspective. People include 

memories in their life story in accordance with their view of life. A 
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certain aspect of reality seems significant in the eyes of the narrator: 

such was life for me and my parents at that time. Some of the 

participants also reinforced a choice of memory by providing an 

interpretation according to their central values: 

`...there shouldn’t be any poor people! Poor people who can’t 

manage...it shouldn’t be like that! And sometimes it’s their own fault, 

of course...you can’t blame only one when two are fighting...that’s a 

good old saying...!´ (IP 8, Mr. B.)  

Memories of poverty during childhood were common in the 

narratives. Despite this, their childhood was sensed as a positive or 

very positive part of life.  

`...so I had a wonderful childhood, really...wonderful... we would 

sit by the sea and  the grass sort of went right down into the sea...I 

guess we were sitting there in the summer from the age of seven, 

eight, nine months...with mom and our elder siblings. And we are 

many siblings...´ (IP 19, Mrs. U.) 

Mr. R, who was adopted as a child, remembered his childhood as a 

rather happy period. Yet, an attempt during teen-age years to make 

contact with his biological father became a traumatic experience for 

him: 

  `I wrote him a letter once...tried to get in touch with him...I was 

thirteen or fourteen at the time...and then I had a letter from him 

where he wrote that he had paid the Board of Childcare in (... a town 

in Sweden)...I believe it was four thousand (Swedish crowns) but I’m 

not sure...and that sum was once and for all! And above that he had 

no interest in me..! So that was the answer I got...my father had no 

interest in me..!´ (IP 13, Mr. G.). 
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2. Value-oriented memories 

 

Memories chosen to be included in the life story were also sensed 

as connected to the participants‟ central values. The origins of these 

personal values were disclosed to be found in their upbringing, 

integrated already during childhood.  

Role models. 

   `Mom, she was so....resourceful! She could make things out of 

nothing! And she could sing and if she didn’t know any of the words 

she would sing anyway. So I admire her more since I became an 

adult than I did as a child; then you took it for granted that moms 

were like that´ (IP 17, Mrs. Q.) 

Roles of men and women.  

Talking about role models, for example, the participants also would 

sometimes give their views on the roles of men and women:  

    `It was the way it was then...the aprons were still on the moms 

and they were all at home...we had a lot of freedom, really! We were 

out all day, playing, or at our homes, of course. You know, we 

have...all our moms were home and all the kids were home... ´ (IP2, 

Mrs. M.)  

 

   `I guess that’s the way it is with boys and girls – it’s the girls 

who help the mom the most´ (IP 6, Mrs. D.) 

Personal values 

A former rock-blaster narrated how much he had appreciated his 

work- mates. The interviewer asked him what he had appreciated the 

most about that relationship. He mentioned the dangers at work and 

the need for mutual trust and loyalty:     

  `...it’s been, most of it, you see...when we were out on jobs, you 

know...we were friends everywhere and kept together...it went 

well..!´ (IP 11, Mr. S.) 
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This participant‟s father and brothers were also rock-blasters. 

Already as a child and later in the line of his work he had witnessed 

fatal accidents and been afraid on several occasions while working. 

Having trust in his fellow workers and behaving in such a way that 

they could trust him had early on become a significant part of his 

view of life. 

   The participants often reported their central values in an indirect 

manner. Mr. R. grew up in a town in the south of Sweden, where 

both his father and his grandfather were police officers: 

    `Much of what I can remember (from childhood), in comparison 

with what I have experienced later, was characterized by an intensely 

just caring for people and a great dedication....Of course, I can recall 

injustices too...simple things as when my dad took the part of my 

sister... (smiles).... you know, she was a charming...The back yard 

was frozen so you could go skating there...and then, as we came 

back inside...she had fallen and hurt herself pretty badly...I got a box 

on the ears from my dad - the only one I have received in all my 

life...and I decided – and this is typical for my... stubborn attitude: I 

won’t speak to the old man for a whole fortnight.!...And I didn’t...!´ 

` Did it work? I mean, was he sorry when you didn’t speak to him 

for...?´ 

` Yes, he actually...and it’s the only time I can remember that he 

has asked to be forgiven...and that was powerful, because it did not 

suit him to do that...´ (IP 3, Mr. R.) 

   Thoughts on behaving in a just way towards others came up again 

later in his narrative. Asked directly at the end of the interview, Mr. 

R. emphatically confirmed that justice was a central value in life for 

him. It was still very important for him to treat others justly and to 

be treated in a fair way himself. 
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  Significant anecdotes 

This latter quotation is also an example of how central values and 

basic attitude to life can be told through significant anecdotes. The 

childhood experience of Mr. R. seems, in his mind, to be important 

and of consequence also for his later life.  

Courage, caring and honesty were also expressed in the interviews 

as personal values. The participants told about others who embodied 

these ethical values; narrating their own dedication to them was 

more often done indirectly. Mrs. D. could recall a recent episode: 

Being a widow and living by herself, she often had her meals at a 

nearby restaurant. One day it dawned on her that she had not seen 

one of the regulars for a week or so and asked around about him. No 

one knew why he had not shown up lately, so Mrs. D. found out 

about the man‟s name and address: 

 `...so I went over there and rang the doorbell  …he didn’t open the 

door and I called and  so...at last he opened and I said: `Nils, what’s 

wrong with you?´...It turned out that he  hadn’t been eating for over 

a week..!...Skinny...! He couldn’t stand up! He just...! `But Nils!´ I 

said. `You can’t go on like that! You’ve got to do something!´ (IP 6, 

Mrs. D.) 

Mrs. D. brought him some food and saw to it that he ate. She 

continued doing so for about a week until she thought that he was 

able to take care of himself.  

A perspective that is high-lighted by her inclusion of this episode in 

her narrative is her sense of identity: she is a person who wishes to 

show compassion and care and feels that she has a certain 

responsibility for others - even when she does not know them closely.  

 

 Comprehensive understanding 

It was possible to understand the individual view of life of the 

participants with mild to moderate AD. Their view of life was sensed 

to influence which memories they chose to include in their life story 
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and how they interpreted these memories. Memories which seemed 

to be charged by powerful emotions and to be connected to central 

personal values were expressed (Table 2). Reflections were made on 

many view of life - areas, such as the qualities of a good person and 

the significance of class, gender and age in society. There were 

spiritual assumptions such as being guided in life by God or governed 

by fate. No exceptional characteristics in the participants‟ views of life 

that could be traced to their dementia disease were, however, 

disclosed by the interpretation.   
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RESULTS 

 

Study II 

 

The naïve understanding 

 

The participants‟ stories were for the most part not richly detailed, 

because their verbal abilities were deficient. However, all but one 

narrated their view of life, telling their life story. One participant did 

not explicitly narrate his view of life as personal values and emotions. 

Cooperation and solidarity were expressed as strong values. 

However, he seemed to see them as steadfast laws of nature and 

society rather than as his personal values. His personal emotions and 

valuations were not narrated. There is no reason to assume that this 

way of expressing an individual view of life would have been radically 

different, had AD not been part of his life story.   

The participants‟ central personal values and basic emotional 

attitude were disclosed as vital aspects of their sense of identity, 

understood as their beliefs about their life history and about which 

attributes that were characterizing them as persons (c f. Harré 1998).      

 A theme in the narratives was sensing guidance by a spiritual 

power in life and connecting this guidance to sense of identity. The 

assumption was for example disclosed that God has a plan for your 

life and also has provided you with personal characteristics that will 

make it possible for you to live according to this plan. 

 Another recurring theme was sensing that life had been - and still 

was – meaningful. The experience of contracting AD had not seriously 

darkened the outlook on life as a whole. The view that life had been 

meaningful but at present was of little or no meaning was, however, 

also conveyed. There were also expressions suggesting that the 

origins of present central values and basic emotional attitude were to 
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be found already in childhood and adolescence. A continuity of central 

values, basic emotional attitude and sense of identity was sensed, 

despite a discontinuity of cognitive functions. 

Results of the structural analysis 

Comparison of and reflection on the meaning units suggested the 

following three themes with sub-themes: 

 

Theme 1  

Disclosing view of life as a vital aspect of sense of identity     

Aspects of view of life, such as central values, basic emotional 

attitude and assumptions on reality were disclosed as vital aspects of 

sense of identity.  

Sub-theme 1 

Disclosing beliefs about personal attributes and aspects of view of  

life as vital aspects of sense of identity:                                                                                                                     

During most of her adult life, Mrs. D. had been working in a large 

kiosk selling food and other commodities. Central values as hard 

work, keeping the family together and helping whenever it was 

needed were related to the sort of persons her parents were. The 

same central values and basic emotional attitude were also seen as 

aspects of her own sense of identity. The attitude of others towards 

herself was sensed to affect this connection between her view of life 

and her sense of identity.  

 `I think that I’m very lucky! Everyone is so kind to me! They 

consider me helpful. But that’s only human! So I don’t get many 

enemies (laughs).... No, I’m lucky there.´ (IP 6, Mrs. D.) 

Her line of thought consists of two view of life - assumptions 

derived from personal experience: there is a connection between 

being helpful and being treated kindly by others. There is also a 

connection between these values and a certain basic emotional 

attitude: feeling lucky.   
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Mr O. seems to have arrived at the same assumptions: if you are a 

helpful person, people will be kind and helpful to you and you will do 

well in life: 

     `So...people have been friends...and they have been kind and 

helpful. No one has hit me on the nose, not yet at least... and I have 

a very excellent wife who I have had...long enough (laughs)...no 

remarkable news...but...we live and we are together as much as 

there is...nowadays we are doing well... it’s kids and kids of the kids 

as you say...`now you have to help me with this!´...and of course 

you help...´ (IP4, Mr. O.) 

In a similar fashion, Mr B. saw a connection between his basic 

emotional attitude and his identity. 

 `Can you tell me something that has been important to you?´ 

`I belong to the happy people! If I saw a sad person...I went over 

there and tried to make it better... I was light-hearted...I liked to 

sing... (IP 8, Mr. B.) 

Mrs. M. expressed that aspects of her sense of identity today such 

as personal characteristics were present already when she was a 

school child.   

`I was an only child…that’s kind of a leader-training, I suppose…I 

was such a person to become prefect, spokesperson for the school 

class, such a person to make a fuss if anyone was being bullied.´ 

(IP2, Mrs. M.)  

Focus in the interpretation of her sense of identity is not expressing 

a superficial resemblance between her early social role as 

spokesperson for her school class and her adult social role as speaker 

and member of the clergy. Focus is sensing that there was and still is 

a strong reason for her wish to speak up: her view of life 

   The basic emotional attitude of Mr G. was interpreted as one of 

melancholy. He was an adopted child. As a teenager he tried to 

contact his biological father but was rudely rejected. His 

disappointment and bitterness over this rejection was still a fresh part 
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of his life story. Missing the unconditional support of his real parents 

was interpreted as a significant part of his identity. 

`That was very, very hard! That was very hard! But I succeeded  

 to…manage my life anyway, you know! ´  

`Would you say that you’re proud of that? Having managed in spite 

of everything..?´ 

`Yes..? I haven’t thought much of that. But…it could be that…in 

certain situations you perhaps…should be proud, at least! 

`Yes, because you did manage, didn’t you?  

`Oh, yes! Oh, yes! Oh, yes! I’ve never…, I haven’t had…even as 

much as a parking ticket! And that I’m proud of! But of course, life 

was hard! Above all…the most important of all things was that you 

knew...those who had someone behind them…I… I had no one who 

was interested in me…´ (IP 13, Mr. G.) 

The quotation underlines that an individual view of life guides both 

what you select as important in forming your conception of reality 

and how you interpret it. Narrating their life story the participants 

selected view of life-aspects, such as what they were proud of, or 

disappointed of in life. In doing so they also interpreted these aspects 

as vital elements of their life story and as connected to their sense of 

identity. Mr G did not only narrate disappointing events in his early 

life; he also concluded that these disappointing events had formed his 

outlook on life, on other people and on himself.   

Sub-theme 2 

Sensing guidance by a spiritual power in life and relating this  

guidance to sense of identity. 

Nearly all the participants of the study were, as the majority of the 

population of Sweden, members of Church of Sweden (which was 

until 2000 a state church). Religious or spiritual life interpretations 

were, however, not a pervasive theme in the narratives. Where the 

presence of a spiritual power in life, guiding and following the 
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participants, was sensed, this presence was, however, interpreted as 

essential for sense of identity.     

Events and choices during one‟s earlier life were sometimes in the 

interviews interpreted as `meant to be´ or recognized as the work of 

a spiritual power. 

   `Without being religiously… engaged in any way, you get a feeling 

that...the powers are helping me.´ (IP4, Mr O.) 

 

  `I remember a long walk...it was nearly night...and there was this 

somewhat elderly uncle who tried to enrol me in the Salvation Army 

and to become an officer there and he was quite possessed by the 

thought...and in that direction my life was formed... I haven’t joined 

the Salvation Army, but there are bridges between that way of 

working and the way of working in the YMCA... I recall having said 

sermons in the Covenant Church in S... (a small town in Sweden) 

once or twice...´  (IP 3, Mr. R.) 

Mrs M. could recall a certain moment in her youth, sensed to be a 

turning point in her life.  

    `And suddenly, standing up there in the front, I felt…this is the 

meaning with my life; this is where I’m supposed to be…in the 

church! That was such an incredible experience! In the midst of the 

sad funeral it was just like a light!´  (IP 2, Mrs. M.)   

 

Theme 2:  

Valuing life in terms of meaningfulness and connecting to    

sense of identity. 

This theme proved to reach from a sense of meaningfulness to 

expressions of more mixed feelings. However, expressions of a sense 

of meaningfulness seemed to be considerably more present in the life 

stories than expressions of meaninglessness.    

Sub-theme 1 

Sensing that life has been and still is meaningful and connecting to  
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sense of identity. 

Mrs. U‟s life story disclosed a very positive outlook on life, 

expressing the sense that her childhood had been a wonderful time 

and that she had been given the possibilities to live an active, 

meaningful life as an adult. The experience of contracting AD had not 

seriously darkened her outlook on life as a whole. 

     ` … I always had lots to do, as I wanted it to be… been a member 

of committees and associations…during later years I worked with 

education…I could manage so many things… I have had an 

enormously good life, thinking back ´ (IP 19, Mrs U.)  

Sub-theme 2 

Expressing mixed feelings about the meaningfulness of life at  

present and connecting to sense of identity.  

The view that life earlier had been meaningful but at present was 

of little or no meaning was also conveyed. This opinion was not 

expressed as bearing specifically on having AD; rather, it was a 

negative view on what was considered an unproductive life as a 

senior citizen.  

 `The way I would describe myself right now is that I feel like a 

rather unnecessary human being...I do nearly noth...I have such a 

good time!.. There’s a man who comes with my lunch every day and 

then the Home service people come once a week and help me with 

shopping and washing my hair and....I’m satisfied with my life..! (IP 

16, Mrs. E.)  

    `It’s a rather carefree life being a pensioner… Right now I can’t 

say that there is any meaning (in life) and I can say honestly that I 

wouldn’t mind so much leaving the earthly...I wouldn’t become all 

that mad if I was going to die.” (IP 21, Mr. V.) 

Mrs. S. had experienced tragic events in her life, especially the loss 

of a teenage son who was killed in a car accident. She described her 

marriage as ordinary. She and her husband had been working well 

together in the family business but there had not been any deeper 
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relationship between them. Still, looking back she expressed her life 

story to be meaningful. Her conception of good and bad in her life 

was sensible and practical; her AD had not contaminated this down-

to-earth wisdom. Nor her belief that she still possessed the personal 

characteristics for managing most of what life might have in store for 

her.  

 `...there have been sad things and happy things but...I don’t 

consider life meaningless! Not even if things go against you...and if 

they do go against you, you have to fight all the way...so it’s been 

meaningful...but not when he died...The accidents are deep-going, 

you know and they leave their marks...and the happy events leave 

their marks... and it has to be like that in life...! Of course, you have 

to be unhappy to be able to be happy too...There is nothing you can’t 

manage... Well, I can’t say nothing but much of it you can manage.´ 

(IP 12, Mrs. S.)  

 

Theme 3  

Expressing continuity of central values, basic emotional 

attitude and sense of identity.  

During the course of life the meaning of lived experience may 

change considerably for persons relative to their cognitive view of life 

assumptions. Changes referring to view of life were however not 

expressed in the interviews. Instead, a sense of continuity of the 

participants‟ central values and basic emotional attitude over the life 

span was prevalent in the life stories and was connected to sense of 

identity.  

Sub-theme 1 

Expressing continuity of central values and sense of identity.  

There were no expressions in the interviews indicating that the 

participants‟ former central values had been abandoned during the 

course of life. The same central values as in early life were sensed to 

be prevalent even now. 
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Thinking back on his working experience, Mr O. saw coherence in 

content and meaning. Despite his different posts, his personal skills 

and central values had always been useful, he sensed.  

     `…but it’s been in the same tool-box, so to say, all my 

jobs..´(e.g. all his jobs were similar in some respects).…solving 

problems and… making decent people know that they are decent ( 

IP4, Mr O.)      

 Mrs. M. had been a member of the clergy; despite recent cognitive 

loss, affecting her professional abilities, she sensed that her life story 

was very closely connected with the Judeo-Christian narrative and 

had been so since her childhood.   

     `In a way, I immediately felt at home as she (Mrs. M’s school 

teacher) started telling...the stories of the patriarchs, the whole Old 

Testament – it’s still my treasure – and it’s sad now when I’ve 

forgotten so much and can’t find it as naturally any longer, but I’ve 

been lecturing on characters in the Old Testament all my adult life 

and I love that...! Don’t give me any blasted docu-soap – it’s already 

there, all of it; we don’t need any more..! (IP 2, Mrs. M.) 

     Mr. R. also related his Christian faith of today with his childhood: 

 `....with a mum who was as pious as any talented human being 

can be...She gave character to our family. And my dad who did not 

have the same warm faith in God...he had to sit down with us every 

evening...I remember our big dad who was a policeman...he’d sit at 

the short end of the table folding his large hands...and she would 

read the daily prayer from one of those prayer books she had...they 

were fine moments, very fine moments!´ (IP 3, Mr. R.) 

Sub-theme 2 

Expressing continuity of basic emotional attitude and sense of  

identity.  

Reflecting on their emotional state of mind, continuity over the life 

span was expressed also in this respect.    
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     ` Is there anything in your life that you are especially happy 

about?´ 

  `All my life...Everything has been so wonderful!´  

      `You are happy about your life..?´ 

      `Yes! Now too, actually!´  ( IP 18, Mrs. T.) 

       

   `I guess I’m a bit light, too...´ 

   `Are you?... Light-hearted...?´ 

   `Yes. (laughs) I don’t decline very deep´ (IP 5, Mrs B) 

 

Comprehensive understanding 

In the frame of the life story of the participants with mild to 

moderate AD view of life was understood to be a vital aspect of their 

sense of identity. McAdams (1995; 2001) asserts that telling your life 

story is a process through which you seek to provide your life with 

unity and purpose. Having been diagnosed with AD would, you might 

assume, put an end to all hope of leading a life with unity and 

purpose. Instead, in the interpretation a sense of meaningfulness 

when looking back on life and a sense of continuity in central values 

and basic emotional attitude were narrated as prevalent.  

Cognitive functions and abilities deteriorate with the progression of 

AD; even those cognitive functions and abilities, which have earlier 

been important components of the self-image are no longer 

functioning properly. Experiencing problems with memory and 

concentration was mentioned; some abilities and attributes were 

disturbed. Despite this, identity was sensed to prevail and the 

participants were interpreted as expressing their view of life as a vital 

aspect of their sense of identity.  
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Discussion 

 

A few interview studies containing a view of life perspective have 

been done with elderly persons not suffering from dementia (e.g. 

Olby 1997; Coleman, Ivani-Chalian & Robinson 1998; Mills 1998; 

Nilsson 2000; Schenk, Davis, Peacock & Moore 2002; Santamäki 

Fischer 2007). With the exception of Nilsson (2000), these studies 

were not related to the definition of view of life used in the present 

study. For that reason it is not possible to draw any firm conclusions 

from comparisons with the persons with AD in this study.  The 

following observations are made with this reservation in mind. 

Moreover, it is worth noting that they do not refer to specific details 

but to general content and function, in accordance with the definition 

of view of life (Jeffner 1988a). On a detailed level individual 

interpretations of life events and life choices are unique. The question 

was instead if the interpretation of the participants‟ views of life   

would suggest any exceptional characteristics that could be traced to 

AD.  

When introducing the general meaning of view of life to the 

participants at the start of the interviews, I found it necessary to 

translate the theoretical framework of the definition into terms that 

could be more easily understood – as would indeed be the case also 

with most persons not suffering from a dementia disease. The 

meaning of view of life was presented as: what you value in life, what 

you consider most important and what you feel happy or proud or 

perhaps sad about. It could be questioned whether this translation 

into simpler terms was reasonably true to the definition. The part of 

an individual view of life which consists of assumptions on man and 

the world is for example largely missing in the short introductory 

description. Nevertheless, the comprehensive interpretation of the 

interviews showed that the participants in narrating their life story 

included this aspect of their view of life. The statement of the 
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definition that the three components of a view of life are closely 

interrelated was in this respect supported by the interviews. The 

concordance between the three components was sometimes made 

explicit in the narratives, e.g. when central values or basic emotional 

attitude were motivated by assumptions on reality. The interviews 

support the suggestion that assumptions on the nature of reality may 

be involved when individuals are searching legitimacy for their 

normative standpoints (Kallenberg & Larsson 2004).  

There is, however, a presupposition present in the way I introduced 

the meaning of an individual view of life to the participants, namely 

that the central values and the basic emotional attitude are 

functionally more important and stable aspects of a person‟s sense of 

identity than his or her assumptions on reality. This understanding 

was sensed to be confirmed by the interviews. Although not a part of 

Jeffner‟s original thinking on view of life, I suggest that this emphasis 

on central values and basic emotional attitude is concordant with the 

definition. The connection between view of life and sense of identity 

is, I suggest, also somewhat clarified by this understanding. Most of 

what was narrated in the life stories was of emotional significance for 

the participants. None of them chose to concentrate mostly on places, 

names, points of time and other factual information. The direction 

towards emotionally charged memories is seen also in most life 

stories by persons who are not suffering from a dementia disease 

(McAdams 2001). The tendency in the present study was, however, 

interpreted as very pronounced.  

The experience of having an incurable disease, characterized by 

irreversible deterioration, might lead to a conception of reality in 

which the tragic elements become central. On the other hand, 

cognitive deterioration might result in an overly positive conception of 

reality (Firlik 1991; Feil & DeKlerk 2002), the reason being that 

cognitive impairments may alleviate for psychological defence 

strategies (such as denial) in being successful. Hallucinations and 
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paranoid delusions need not, but may, be part of a process of AD, 

possibly resulting in a distorted conception of reality. It is probable 

that a number of the participants, because of AD, would, on other 

occasions, momentarily believe themselves to be in a past reality 

instead of the present. Persons with a dementia disease may 

confabulate, inventing memories in order to bridge memory gaps or 

for other reasons. As in all narratives, details and parts of the tale 

may be historically inaccurate. The memories of anyone can be 

blocked, manipulated or ordered (Ricoeur 2004). For these reasons, 

one might have expected some of the life stories of the participants 

to be exceptional in some respect, presenting, for example, incorrect 

assumptions on reality, spontaneously invented personal virtues or 

incredible achievements. Yet, the participants were interpreted as 

expressing only the sort of reasonable views of life that you might 

expect in elderly persons who were not suffering from AD or any 

other mental illness. In a general sense, the conception of reality and 

the structure and function of the view of life, disclosed in the 

interpretation of the interviews, were not exceptional in any way.  

   The interviews showed that the participants‟ central values and 

basic attitude to life are often told through significant anecdotes. 

McAdams (1985) identified `nuclear episodes´ as a similar type of 

significant memories: turning points, high points or low points in life. 

The significant anecdotes in the present interviews, however, seemed 

primarily to have the function of providing a way to express a highly 

significant moral value in life. A person who would like to advocate 

high moral principles, such as justice, equality or loving care may be 

reluctant to do so for fear of being seen as pompous or hypocritical. 

An anecdotal memory makes it possible to tell about a strong guiding 

moral value in life without being too obvious about it.   

   The views of life of individuals are truly individual and may in some 

aspects change over the life span. The conclusions in the 

interpretation are, of course, not valid for all persons with all kinds of 
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dementia in all stages of the dementia process, i.e. the conclusions 

are restricted to the current participants. The participants were all 

diagnosed with AD and were, with three exceptions, at a moderate 

stage of the dementia process rather than a mild stage. Although this 

was not studied, it is reasonable to suggest that the cognitive 

accuracy and richness of their narratives were deteriorated compared 

with their functions before the onset of dementia. They were all 

suffering functional and cognitive difficulties because of their disease. 

Nonetheless, they were all still able to communicate verbally. 

Studying persons with severe dementia on their view of life would 

obviously present much greater difficulties. Still, it is not obvious or 

even probable that the view of life of a person is directly dependent 

on his or her verbal activity; it is plausible that most persons with 

moderate to severe dementia still possess a view of life.  

According to the social constructionist model developed by Harré 

(1991), the most basic aspect of a sense of identity is disclosed when 

persons use the expressions I and me or through body language 

indicate that they look upon themselves as subjects (cf. Harré & 

Sabat 1999 where this aspect of identity is referred to as Self 1). In 

this model, the second part of personal identity (Self 2) consists of 

the person‟s life history, the physical and mental attributes that 

characterize the individual and his or her beliefs about these 

attributes. Reasonably, a central part of these beliefs about the self is 

the person‟s view of life. The third part of personal identity contains 

present and earlier social roles and is influenced by the attitudes of 

others toward the person (Self 3).  

In the present study, the interpretation deals mostly with aspects 

of the participants‟ life story and their view of life (self 2). They 

clearly expressed looking upon themselves as subjects (self 1) and 

there were also some expressions referring to social roles (self 3). 

The attitude of others was sensed to affect their sense of identity. 

Verbally and with body language they expressed feeling unthreatened 
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and content to be in the interview situation. Sensing connections 

between one‟s view of life, the attitude of others towards oneself and 

one‟s sense of identity were also expressed (Self 2 and 3).    

   It has been argued that while persons with dementia feel as the 

same persons as they have always been, their relatives consider their 

identity and personality to have changed completely (Tobin 1991). 

Neither of these positions captures the complexity of identity. Grief 

and anxiety have, in our experience, a role for the sometimes harsh 

and general judgements made by close relatives. In many aspects, 

persons with AD are subjected to increasingly severe changes. In 

central values and basic emotional attitude, the view of life of the 

participants of the present study was however expressed to be 

characterized by continuity over the life span. Their experience 

corresponds with studies on continuity and change (McLean 2008) 

and with McAdams (1995; 2001) model of narrative identity. In a 

longitudinal interview study with elderly persons (not suffering from 

dementia), Coleman, Ivani-Chalian & Robinson (1998) found that a 

majority of the participants saw a continuing story, when looking 

back on their lives.  In a longitudinal study of aging and adaptation, 

Atchley (1999) found that most of the elderly respondents perceived 

a continuity of their basic values over time. The present study also 

seems to support recent critical revisions of Bury‟s (1982) theory of 

biographical disruption in chronic illness. “Compared to socially-set 

standards and cultural prescriptions of normality…the lives of these 

individuals may appear profoundly disrupted. Yet, phenomenologically 

and existentially speaking, it remains the case that these biographies 

have not, in any real or significant sense, shifted. Continuity rather 

than change remains the guiding principle…” (Williams 2000: 50). 

The narratives in the present study were not all expressing 

happiness and pride. A few expressions of bitterness and 

disappointment were found, as was the feeling that life at present 

was rather meaningless. Despite this, it remains puzzling why such a 
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pervasive and grim life change as developing AD was not a significant 

theme in their life stories. If the interviews had instead been directed 

towards the specific experience of contracting AD the narratives 

would very probably have been more negative. However, from a view 

of life perspective, the taken-for-granted features of everyday life had 

already, at least one or two years earlier, been shattered for them (c 

f Bury 1982). Painful `why – questions´ about the existential 

meaning of the tragic diagnosis have probably entered their minds 

during this time. Such questions were, however, not raised during the 

interviews.  

   Did the interviews about life story and view of life perhaps provide 

an opportunity for the participants to place their AD between brackets 

and make it possible to narrate a life story to be proud of? Were they 

trying to uphold a sense of continuity and defending their sense of 

identity against better judgement? Did they unconsciously present a 

deceitful but self-assertive narrative? In the present study I was not 

searching for impartial estimate but for meaning. I acknowledge that 

this meaning in some respects is co-created between the narrator 

and the interviewer during the interview. The interviewer will 

inevitably influence the atmosphere and the outcome of any 

interview. Subtle, wordless and sub-conscious messages may be 

conveyed on which topics are allowed or preferred and which are not. 

In the present interviews, I could make use of my experience in 

conversational therapy and psychotherapeutic training. While 

listening to the subjective truth of persons telling their life story, I 

tried to create a friendly and respectful atmosphere, expressing a 

positive interest in their life stories. In choosing this attitude I also 

decided not to point out actual or possible inaccuracies to the 

participants. This decision, however, proved unnecessary; there were 

very few inaccuracies that seemed obvious to me in their life stories. 

More important for the favourable findings in the present study is 

perhaps, that the situation in itself had an overall positive stamp. The 
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significance of stereotype threat in the memory performance of older 

adults has been shown (Hess et al 2003; Chasteen et al 2005). Being 

subjected to a mini mental state examination (MMSE) during the 

interview process, focusing on one‟s deficits rather than one‟s 

strengths, can be a blow to self-esteem and a threat to sense of 

identity (Hellström et al 2007). In the present study there was no 

such imminent threat. The participants were already aware of their 

diagnosis and were informed that the interview was not part of the 

diagnostic process.  

   It is possible that persons with AD may sometimes wish to 

construct a life story that, in the eyes of others, seems overly positive 

and meaningful. Striving for some sense of meaning and unity in a 

life that is threatened by disintegration would seem to be close at 

hand as a strategy. Örulv in an ethnographic study (2008) observed 

meaning-making of persons with dementia diseases in social 

interaction. A remaining ability to maintain some sort of continuous 

sense of self and continuity with previous life history could be 

observed. Sense-making, self-making and world-making (c f Bruner 

2001) continued despite severe memory loss and disorientation in 

time and space. It seems reasonable to suggest that this sense -, 

self- and world-making for a large part was based on the central 

values, the cognitive assumptions and the basic emotional attitude 

which constituted the persons‟ view of life.  

It has been suggested that old persons generally no longer 

entertain very high hopes for the future and therefore do not see 

even a serious illness as the catastrophe it would be for younger 

persons. Hard life experiences and low levels of expectation in the 

generations who lived through two world wars might be another 

explanation (Pound et al 1998). However, a few questions for future 

research seem to remain to be answered: Is there a predominant 

reluctance on the part of researchers in simply accepting the positive 

statements from old and frail persons about their well-being as valid?  
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Sabat & Harre´(1992) reflect on how social roles or public 

personae (Self 3) may become lost during the process of AD. These 

manifestations of identity require interplay with the social sphere and 

readiness from carers and professionals to allow and confirm them 

(Kihlgren 1992; Vittoria 1998; Ryvicker 2009). In a case study 

(Sabat 1998), a woman with moderate to severe dementia used to 

help the staff with integrating new people into the group, providing 

solace and sympathy to those experiencing difficulty. “This was a way 

for her to construct an aspect of her social identity, that of `helpful 

volunteer´” (Sabat 1998: 46). It seems reasonable to assume that 

the framework provided by a social role which one can recognize and 

feel at-home with may become important for persons as AD makes it 

increasingly harder to understand the current situation. Equally 

important is, however, that being helpful in this case was a central 

ethical value in the woman‟s view of life. As a consequence and 

despite her AD, she was looking for ways to express her wish to be 

helpful. In this interpretation, the social role is secondary to her view 

of life.  

   Living with AD and other dementias has often been described as a 

development where the direction has turned backwards; cognitive 

and motor abilities become disturbed and eventually lost as part of 

the journey back into a second childhood. An interesting question for 

further studies is whether signs of such a development can be seen in 

the individual view of life of persons with AD. The present interviews 

provide no answers in this respect since there could be no 

comparisons with the participants‟ earlier view of life. A guess that 

seems reasonable from the present study is, however, that while the 

intellectual expressions of one‟s view of life may become poorer, 

strong intellectual convictions will continue to be upheld. There are 

other ways to express strong convictions – with symbols or body 

language or by clearly recognizing and affirming a statement said 
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someone else. It also seems highly probable that the central values 

and basic emotional attitude will largely remain unchanged.  

    During one of my test interviews, a person with AD narrated his 

happy childhood memories in a Christian community characterized by 

a simple faith with much singing and praising. As an adult he moved 

away from this community and instead studied meditation, 

contemplation and the mystics for several years. When I returned to 

him for a second interview a few years later, his AD had become 

severe; he talked very little and it was difficult to ascertain whether 

he understood my questions. If the intellectually advanced aspects of 

his religious faith were still a part of his view of life, he was no longer 

able to express them. Nor did he seem to recognize quotations from 

the mystics which he had once held in such great admiration. 

Instead, he never missed an opportunity to take part of singing the 

simple hymns of his childhood. The formerly rather quiet and shy 

man would now join in the singing loudly and with obvious joy. My 

interpretation is that AD had severely harmed much of the intellectual 

expressions of his view of life. The emotional expressions of his view 

of life, however, actually seemed to have become stronger. There 

was nothing to indicate that his central values had been changed in 

the process.  

A MMSE examiner narrated a surprising experience that seems to 

support the notion that the central value aspect of an individual view 

of life remains rather stable into the later stages of AD.  As part of a 

MMSE a woman was asked to write a sentence. Although she no 

longer could utter a comprehensible phrase, the words she wrote 

were not only accurate but also expressed her wish to support and 

comfort her highly stressed examiner: “Enjoy your life and help other 

people too!” (Thibault 2003).  

A readiness from caregivers to acknowledge and confirm the 

central values and basic emotional attitude of persons with AD should 

help them to feel confident that they are known as the persons they 
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have been and still wish to be. Therefore, a care taking its departure 

from this understanding of their identity may possibly also be helpful 

in respectfully dealing with so called challenging behaviour in persons 

with AD.  
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 Conclusions 

The interpretation of the interviews supports the opinion that no 

person is lacking in an individual view of life and that it is possible to 

understand the view of life of persons with moderate dementia. The 

interpretation of the participants‟ life stories disclosed no exceptional 

characteristics that could be traced to AD.   

 The ability of the participants to find exact or complex words to 

describe their experiences, when narrating their life story, was 

somewhat inhibited by the dementia process. Extracting and studying 

only an explicitly intellectual, cognitive dimension of a view of life 

might therefore lead to the assumption that there are significant 

differences between the view of life of persons with moderate AD and 

persons who have not developed the disease. One of the important 

features of the outlook on view of life we have adopted here, 

however, is that cognitive assumptions, central values and basic 

attitude are closely connected. Glimpses of a conception of reality 

were present in the life stories of the participants - views on man, 

society, gender, spirituality, etc. However, these glimpses were there, 

not as intellectual assumptions per se, but in a context of personal 

emotionally significant experiences and valued in some way - 

ethically, politically or otherwise. 

Mills (1998) suggests that there is strength and durability in 

emotional, autobiographical memories of persons with dementia. Our 

interviews can be interpreted as to support this notion. A theme in 

the participants‟ narratives was sensing that they were governed by 

the same central values and basic attitude as in their early life. The 

notion that the central values and basic attitude of a person are 

rather stable, even for persons with dementia (McFadden et al 2000, 

Schenk et al 2002) was not contradicted by the present interviews.  

The interpretation suggests that despite considerable memory loss 

and functional detriments, the view of life of the participants with 
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moderate AD was possible to discern and understand. It was not 

erased.     

A process of AD presents serious threats to a person‟s sense of 

identity. The cognitive resources for communicating knowledge of the 

person you are and have been will diminish over time. The 

interpretation of interviews with 21 persons with AD showed that an 

individual view of life was vital for their sense of continuity and 

meaning in life as well as for their sense of personal identity.  
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Implications 

Recent work by Nolan and others on relationship-centred care has 

highlighted the importance of building upon the mutual recognition, in 

developing unrealized potentialities of the triad consisting of the 

persons with dementia, their family carers and the professionals 

(Nolan et al 2003; Ryan et al 2008). Working in a reflective and 

purposeful way with this triad includes, the present thesis suggests, 

recognizing the importance of knowledge of the view of life of persons 

with dementia for preserving their sense of identity. Their view of life 

should ideally be heard in their own voices. Their life stories and their 

view of life are, however, intertwined with those of their family 

carers; when their own voices become silent or muddled, listening to 

the `intertwined narrative´ of family carers becomes an important 

part of a relationship-centred care. The ability to freely recall 

memories of their view of life and initiate talking about them will 

eventually become severely disturbed in persons with AD. The 

recognition memory is, however, mostly more viable. (Westerberg et 

al 2006). It may therefore be possible for persons with more severe 

dementia to recognize their own view of life when it is given back to 

them, as it were, by people who have some knowledge of the central 

values, the basic attitude and the assumptions on reality, that have 

earlier provided guidance through life.      
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Svensk sammanfattning 

 

Att göra det möjligt för personer med Alzheimers sjukdom (AD) att 

bevara sin upplevelse av identitet och personligt värde under 

sjukdomsprocessen utgör en stor utmaning för vårdgivare. Målet för 

denna studie var att undersöka om livsåskådningen hos personer 

med AD kan förstås inom ramen för deras livsberättelse och att 

belysa livsåskådningens roll för upplevelsen av identitet. En 

individuell livsåskådning definieras som en verklighetsuppfattning, ett 

centralt värdesystem och en emotionell grundhållning. 

   Tjugoen personer med mild till måttlig AD intervjuades om sin 

livsberättelse och livsåskådning. Berättelserna tolkades med en 

fenomenologisk hermeneutisk metod. Trots deras kognitiva störning 

visade det sig möjligt att förstå de intervjuades livsåskådning Den 

hade inte utraderats av sjukdomen. Tolkningen av deras 

livsåskådning innebar inga exceptionella karakteristika som kunde 

sättas i samband med AD. Deras livsåskådning tycktes påverka dem 

till att i livsberättelsen huvudsakligen ta fasta på emotionellt starka 

och värdeorienterade minnen. Deras nuvarande centrala värden och 

emotionella grundhållning upplevdes som etablerade redan under 

barn- och ungdomsåren. En känsla av meningsfullhet och kontinuitet, 

när man såg tillbaka på livet, uttrycktes också. Trots progredierande 

minnesförlust och kognitiv störning tolkades personernas 

livsåskådning som en vital aspekt av deras upplevelse av identitet.  

   En implikation av studien är att kunskap om livsåskådningen hos 

personer med AD är värdefull för att bekräfta och stödja dem i deras 

upplevelse av identitet.    
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   Table  1 

   

   Functional Assessment Staging (FAST)                 

(Reisberg 1988).  

 

1. No difficulties, either subjectively or objectively. 

2. Complains of forgetting location of objects; subjective work 

difficulties. 

3. Decreased job functioning evident to co-workers; difficulty in 

travelling to new locations. 

4. Decreased ability to perform complex tasks (e.g., planning 

dinner for guests, handling finances and marketing). 

5. Requires assistance in choosing proper clothing. 

6.a) Difficulty putting clothing on properly. 

b) Unable to bathe properly; may develop fear of bathing. 

c) Inability to handle mechanics of toileting (i.e. forgets to flush, 

doesn‟t wipe properly). 

d) Urinary incontinence. 

e) Fecal incontinence. 

7.a) Ability to speak limited (1 to 5 words a day). 

b) All intelligible vocabulary lost. 

c) Non-ambulatory. 

d) Unable to sit up independently. 

e) Unable to smile. 

f) Unable to hold head up. 

 

 

..................................................................................... 

In the present study nine participants were estimated to be  

on stages 4 -5, nine on stage 6 a – d. 
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    Table 2 

 

Example of analysis with the phenomenological hermeneutical  

method: 

 

 

                                      Main themes  

 

 

Value-oriented memories                  Emotionally powerful memories                                       

 

 

                                      

 

                                  Themes 

 
Expressing a happy                  Sensing the importance              Expressing  

or `mixed´ childhood               of role models                            view of life via               

                                                                                              personal anecdotes 

    

                                                 

 

 

                                         Sub-themes    

   
Disclosing presence or absence of considerate, trustworthy persons during  childhood     

 

    

                                                  

   

 

                                   Meaning units 

 

`I can‟t remember    

  my parents ever  

  quarrelling.´             

 

`Grandma was strict  

but she was always 

there for you.´ 

 

`No one‟s backing me      

  up´  
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   Table 3 

 

Example of interpretation in accordance with the definition of an  

individual view of life used in the study 

 

Meaning unit: 

`I think I’m very lucky…everyone is so kind to me. They consider me 

helpful…so I don’t get many enemies…´  

 

       

 

        Basic attitude              

`I think I’m very lucky… everyone 

is so kind to me. ´ 

 

 

 

 

   

  Conception of reality                                

`…so I don’t get many enemies´ 

 

        Central values 

   ´They consider me helpful…´ 

 

    

 

 

 

Interpretation: 

The interview text is interpreted as expressing the experience of seeing 

a connection between being helpful and being treated kindly by others and 

assuming a connection between these values and basic attitude: feeling 

lucky. 
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