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SAMMANFATTNING 

Syfte: Det övergripande syftet med denna studie var att få en fördjupad kunskap om 
äldre personers syn på hälsa, ohälsa samt bra och dålig vård när de var beroende av 
kommunal vård. Metod: Kvalitativa intervjuer genomfördes vid tre tillfällen med 19 
äldre personer. Informanterna var sju män och tolv kvinnor i åldern 70-94 år, som 
erhållit kommunal vård under minst sex månader (I, II). I studie I intervjuades 
informanterna vid två tillfällen och ombads då att beskriva vad hälsa respektive ohälsa 
innebar för dem samt faktorer som bidrog respektive hindrade upplevelsen av hälsa. 
Datamaterialet analyserades med hjälp av innehållsanalys enligt Burnard. I studie II 
ombads informanterna berätta om en situation där de upplevt bra respektive dålig vård. 
Intervjuerna analyserades med hjälp av fenomenologisk-hermeneutisk metod enligt 
Colaizzi. Resultat: Det mest påfallande fyndet i studien var att de äldres hälsa och 
välbefinnande var starkt relaterat vilket bemötande de fick av vårdare, familj och 
vänner. Deras egen förmåga att anpassa sig till och kompensera för sin oförmåga var 
också betydelsefull, men denna förmåga var till viss del beroende av vårdarnas attityder 
och bemötande av dem (I). Upplevelsen av hälsa och ohälsa beskrevs som negativa och 
positiva poler: autonomi kontra beroende, gemenskap kontra utanförskap, trygghet 
kontra otrygghet och lugn och ro kontra en störande och orolig omgivning (I)  
Innebörden av god vård (II) var att bli respekterad som en unik individ av vårdare, som 
gav möjlighet till de äldre personerna att leva sitt liv som de var vana, genom att 
tillhandahålla en trygg och säker vård. När brister i dessa förutsättningar fanns 
upplevde de äldre personerna ohälsa och en dålig vård (I, II).  Resultatet visade att god 
vård endast kunde upplevas då vårdarna hade adekvat kompetens och skicklighet i att 
vårda äldre personer, samt att det fanns tillräckligt med tid för detta arbete och 
kontinuitet i vårdens organisation (II). 

Konklusion: Avhandlingen visade att det fanns en stark relation mellan äldre personers 
upplevelse av hälsa och välbefinnade och den vård de erhöll av sina vårdare i 
kommunal vård. Resultatet synliggör betydelsen av att ledare inom vård och omsorg, 
med ansvar för kvaliteten i äldre personers vård, bör anställa tillräckligt många vårdare 
som har kompetens och kunnighet i vården av äldre personer, samt organisera vården 
för att få kontinuitet i vården. Resultatet belyser även den individuella vårdarens stora 
ansvar att bemöta den äldre personen med respekt och involvera dem i beslut som rör 
deras dagliga liv. 

Nyckelord: äldre, kommunal vård, beroende, hälsa, adaptation, kompensation, kvalitet i 
omvårdnad, fenomenologi 



 

 



 

ABSTRACT 

Aim: The overall aim of this study was to increase knowledge about older people’s 
own views on health, ill health and care; while dependent on community care. Method: 
Qualitative interviews were made with 19 persons. The informants were seven men and 
twelve women between 70-94 years, who had received community care for at least six 
months (I, II). In the first study two interviews were made with each person when the 
informants were asked to describe their own experiences of health – ill health (I) and 
factors that facilitated health and obstacles to health. Data were analyzed with a 
qualitative content analysis according to Burnard (I). In the second study one interview 
was made with each person in which the older person told about situations when they 
had experienced good and bad care  (II). Data was analyzed with a phenomenological-
hermeneutic method according to Colaizzi (II). Findings: The most striking finding 
was that the older people’s experiences of health and well-being were strongly related 
to how they were met by caregivers, families and friends. Their own ability to adjust to 
or compensate for their disabilities and complaints was also very important, but this 
ability was to some extent also dependent on the caregivers’ behaviour and attitudes 
towards them (I). The experiences of health or ill health were described as negative and 
positive poles: autonomy vs. dependency, togetherness vs. being an onlooker, security 
vs. insecurity and tranquillity vs. disturbance (I). The meaning of good care (II) was to 
be met as a human being by caregivers who gave the older person the opportunity to 
live life as usual, by providing safe and secure care. When any of these circumstances 
were lacking, bad care was the consequence. The findings highlighted that good care 
only could be realized when the caregivers had adequate competence and skills within 
older people’s care, enough time to carry out their duties thoroughly, and continuity in 
their time-schedule (II).  
 
Conclusion: This thesis showed a strong relationship between older people’s 
experiences of health and well-being and the care they received from their caregivers in 
community care.  The findings should be heavy arguments for nursing managers and 
leaders, who are responsible for the quality of older people’s care, to employ highly 
competent and proficient caregivers in adequate numbers, and to take continuity into 
account when organizing staff round the clock. The findings further illuminate the great 
responsibility of the individual caregiver to treat the older people with respect and 
involve them in decisions about their daily care. 
   
Keywords: Older People, Community care, Dependency, Health, Adjustment, 
Compensation, Factors of quality of care, Phenomenology 
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2 

INTRODUCTION 

The number of older people in Sweden is increasing and this number is expected to 

continue growing until 2030 (National Board of Health and Welfare, 2006b). This is 

due to improved living conditions and healthier lifestyles (Phelan & Larsson, 2002) as 

well as progress in medical care (National Board of Health and Welfare, 2007b). As a 

consequence of the reduction of hospital beds in Swedish hospitals during the 1990s, 

older people are often cared for in their own homes or special accommodations. This 

often means that the community care services are responsible for many people with 

multiple complex diseases, dependent on advanced nursing care and help with their 

daily living (National Board of Health and Welfare, 2007c).  

 

In recent decades, a great deal of research has been conducted which focuses on elderly 

persons’ health and care and great diversity has been found in regard to health problems 

in this group (Hellström, 2003; Jakobsson, 2003: Borglin, 2005). It has also been found 

that care of older people can be both good and bad (Leino-Kilpi, 1990; Halldórsdóttir, 

1996; Lövgren, 2000, Haak, 2006).  The amount of research describing community 

care for older people is rather sparse; especially research with a qualitative approach. 

Since nursing is founded on the fundamental idea that care should be based on the 

needs and problems of the patient (Henderson, 1969; Benner & Wrubel, 1989), one 

starting point for high quality community care, should be to study how older people 

dependent on such care, describe their own experiences of health and ill health and 

good and bad care.  
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BACKGROUND 

COMMUNITY CARE IN SWEDEN 

In Sweden, older people’s care is separated into three levels of responsibility (National 

Board of Health and Welfare, 2007a). The government sets out the aims and directives 

through economic steering and legislation measures. Each region of the county councils 

is responsible for health and medical care. At a local level, the community is 

responsible for providing social services and housing for older people, according to 

their needs. An important goal is to help them live as independently as possible. 

Community services are provided in the person’s own home, in special living 

accommodations, in a mixture of these two, and in day care facilities (Alaby, 1999; 

Government Offices of Sweden, Ministry of Health and Social Affairs, 2007). 

Registered nurses are the highest qualified staff caring for older persons in the 

community care services and responsible for medical assessments in the older people’s 

home. When necessary, physicians are contacted for a further assessment, on a 

consultative basis (Westlund & Larsson, 2002). Furthermore, enrolled nurses, nurse’s 

aides, occupational therapists and physiotherapist also provide community care (Alaby, 

1999).  

 

The fundamental framework of community care is regulated by the law, the Social 

Service Act (SFS 2001:453) and the Health and Medical Services Act (SFS 1982:763). 

The Social Service Act (SFS 2001:453) stipulates that the social services should be 

available for all persons requiring help, based on democracy, solidarity, autonomy and 

integrity. This should promote each individual’s security, equality and active 

participation in society. The Health and Medical Services Act (SFS 1982:763) 

stipulates that the entire population should have the same access to health and care on 

equal terms, and that health care should be of good quality. Furthermore, care should be 

easily available, be built on respect for the patient’s autonomy and integrity and be 

carried out in consultation with the patient. 

  

AGEING  

‘The concept of ageing refers to a series of events consisting of changes or 

transformations, where every such change or transformation is a cumulative change of 

earlier conditions’ (Tornstam, 2005, p.25). These transformations are described as 

affecting the older person psychologically, socially and biologically. Psychological 
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ageing is concerned with older people’s ability to adapt to emotional and physical 

stressors. Social ageing is concerned with changing roles in society and the older 

person’s ability to co-operate in society (Tornstam, 2005). Biological ageing is the 

same as physical ageing and bodily changes in the organs dependent on ageing (Ham & 

Sloane, 2002; Ebersole, et al., 2005). There are many myths and stereotypes of ageing 

that reflect a negative attitude towards older people. One term used for this is ageism 

named by Butler (1969) who described this as negative preconceptions about ageing 

groups. Ageism is a stereotyped division of ages that leads to dehumanization and 

discrimination (Butler, 1969; Levin & Levin, 1980). Palmore (1990) and Andersson 

(1997) showed that ageism could lead to negative attitudes, such as  low expectations 

of the older people’s abilities or viewing them as incompetent individuals in general 

(Midvinter, 1991).  

 

Many debates in gerontology have focused on the negative treatment of older people 

and when the theory of disengagement was first presented by Cumming et al. (1960) 

gerontologists found it threatening and repugnant (Tobin & Neugarten, 1961; 

Lowenthal & Boler, 1965; Lowenthal & Haven, 1968). They argued for a view of 

ageing, which was associated with roles and activity, meaning that activity was 

desirable for older people since it created a sense of well-being. The disengagement 

theory questioned this view and presumed that there is an almost genetical instinct to 

disconnect from society (Cumming et al., 1960). Gradually, the older people’s bond to 

society is cut off as a functional and unavoidable process, to prepare for death. This is 

described as natural and connected with inner harmony from the older person’s 

perspective. Tornstam (2005) presented a continuation of this theory in the theory of 

gerotransendence which has influences from the psychological developmental model of 

Erik H. Erikson (1997). According to this theory older people develop maturity and 

wisdom, which leads to changes in their entire life perspective, shifting from a 

rationalistic, materialistic view to a more cosmic and transcendental view. This change 

in perspective leads to an increased feeling of belonging to the universe, and a 

redefinition of their comprehension of time, room and object. Older people redefine the 

relationship between life and death and are decreasingly afraid of death. A growing 

solidarity with earlier and following generations is felt and the older people have a 

decreasing interest for superficial social relations, for material things, and for 

themselves. They use more time for meditation and peaceful moments. According to a 
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study by Chinen (1989) older people could develop individually and freely when they 

had reached this level of gerotranscendence.  

 

HEALTH AND ILL HEALTH    

There are many diverse theories and opinions on the concept of health (Nordenfeldt, 

1991; Willman, 1996; Snellman, 2001; Bowling, 2005). A commonly cited and debated 

theory was formulated by the World Health Organization in the 1950’s, claiming that 

health is not just absence of handicap and disease, but a state of physical, psychological 

and social well-being (WHO, 1958). In addition, at a conference in Alma Ata, a 

declaration was made stipulating that health is a fundamental human right and that 

inequality of health between countries and within countries is not acceptable (WHO, 

2006). Obviously, the issue of health can be seen from different perspectives. Boorse 

developed the biostatical theory of health from a medical perspective. This theory 

claims that health means having normal function, with normality being the biological 

functions classified statistically according to age and sex (Boorse, 1977). Nordenfelt 

(2007) described a holistic theory of health, which stipulates that a person is completely 

healthy if he can reach his goals in life, provided that standard circumstances are 

current. Within this person oriented health perspective, health is seen as the possibility 

of improving one’s quality of life or to terminate one’s life with dignity. Health is 

included in many conceptualizations of quality of life (Birren & Diechmann, 1991; 

Guyatt et al., 1993; Jadbäck et al., 1993; Sullivan et al., 1995) but health is also a 

potentiality for quality of life (Borglin, 2005). ‘Well-being’ is a term that has also been 

used when talking about health and this is defined as a subjective state of health 

(Hillerås, 2000).  Health related quality of life mainly refers to well-being (Sullivan et 

al., 1995), which includes the dimensions of physical, social and role functioning, 

mental health and general health.   

 

The concept of ill health is likewise one with many dimensions (Boyd, 2000; Hofmann 

& Eriksen, 2001). There is a biological-physiological dimension, seen as a disturbance 

in bodily functioning, that is, a disease with a diagnosis. Ill health can also be discussed 

as illness based on a person’s experience and is often referred to as ‘feeling bad’. From 

a cultural dimension, the disease, in addition to the diagnosis, is also given an adhesive 

cultural meaning. The expression for this is sickness (Boyd, 2000; Hofmann & Eriksen, 

2001).  
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FACTORS WITH IMPACT ON HEALTH FOR OLDER PEOPLE  

Although most people in Western countries remain healthy until advanced age, ill 

health among older people is reported in a great amount of research. Factors associated 

with ill health have been assessed in many quality of life studies showing that this was 

associated with a lack of physical (Borglin, et al., 2006; Jacob et al., 2007; Landi et al., 

2007) and psychological activity (Jacob et al., 2007; Jakobsson et al., 2007; Quine & 

Morell, 2007). Physical activity and mobility has been found to improve health 

(Borglin et al., 2006) as it made independence possible (Hillerås et al., 1999; Landi et 

al., 2007). Jakobsson et al. (2007) found that health related quality of life was 

associated to mobility and walking. According to Bourret et al. (2002) mobility was a 

means of freedom, choice and independence, and the older people in their study made 

great efforts to maintain it. Kong et al. (2002) showed how falling accidents had a 

negative influence on well-being, as it led to feelings of powerlessness and fear. 

Experiences of fatigue and depression (Jakobsson et al., 2007) negatively affected 

health related quality of life in older people. A good social network has been shown to 

be connected with good subjective well-being (Rennemark & Hagberg, 1997b) and 

prevention of physical and psychological deterioration (Hillerås, 2000). Hellström & 

Hallberg (2001) found that both not being able to be alone and being alone, were 

determinants of low health-related quality of life among older people.  Low social 

participation and support from society often resulted in somatic symptoms, such as 

stomach or tension problems (Rennemark & Hagberg, 1999). 

 

In several studies (Rennemark & Hagberg, 1997a; 1999; Ekman et al., 2002; Nygren et 

al., 2005), older people’s sense of coherence is shown to be an important factor for 

experiences of health and well-being. Sense of coherence (SOC) is a concept made up 

of three parts; comprehensibility, manageability and meaningfulness. According to 

Antonovsky (1979), levels of comprehensibility, manageability and meaningfulness for 

the individual person are connected to functional status and health. Persons with a 

stronger sense of coherence seem to cope better with their living conditions and 

diseases than persons with a weaker sense of coherence (Johansson et al., 1994; 

Langius, 1995). Results from Langius (1995) stressed a higher correlation between a 

high SOC and positive mental health rather than physical health, while Johansson et al. 

(1998) reported that persons with a more favorable score of SOC managed daily 
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activities better after a hip fracture.  A study of Høje (2004) showed that persons over 

75 years who were cared for in the community and had a high SOC, were more 

satisfied with their health than those with a lower SOC.  

 

BEING DEPENDENT ON CARE 

Several studies have shown that dependency on care has a negative association with 

well-being among older people (McKee & Samuelsson, 2000; Ellefsen, 2002; 

Strandberg et al., 2002; Hellström, 2003). According to Strandberg et al. (2002), 

dependency on care often meant uncertainty of if the person was worthy getting care 

and a struggle against experience of worthlessness, powerlessness and loneliness. 

When a patient is dependent on the caregiver, a power imbalance arise in the giver-and-

receiver relationship, with the patient in the weaker position. This may have negative 

consequences for the status and prestige of the older person (Dowd, 1975). A power 

imbalance such as this may occur when the patient has less knowledge than the 

caregiver. It can also occur when the caregiver forces the patient to do something 

he/she does not want to do, does not take appropriate action for the patient, or is 

ignorant of a patient’s cultural preferences (Guldbjerg Hejselbaek et al., 1999). 

Tornstam (2005), found that when older people had lost most of their functional 

abilities; amiability and gratefulness became the only things they could offer in a 

reciprocal caregiver-patient relationship. Saveman (1994) showed that older people 

could be humiliated in many different ways but they were still loyal and positive 

toward their caregivers and tolerated the situation despite difficult circumstances. This 

illuminates how dependent older people are on their caregivers and the vulnerability 

imbedded in a caregiver-patient relationship. Walters et al. (2001) research on help-

seeking behavior among dependent older people with unsatisfied needs, showed that 

only 24% of patients sought assistance. The patients mentioned three reasons why they 

did not seek help: they did not wish to be obtrusive, they were resigned and they had 

low expectations of getting help.   

 

THE QUALITY OF CARE FOR OLDER PEOPLE 

A considerable amount of research has reported on what constitutes good quality in the 

care of older people in a community setting, from the view of caregivers (Hantikainen, 

2001; Murphy, 2007, Puts et al., 2007), relatives (Jeon, 2004; Janlöv et al., 2006) and 

older people (Ho et al., 2003; Puts et al., 2007). Factors of importance to the fulfilment 
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of high quality care are described as; knowing the person (Luker, et al.,  2000, Murphy, 

2007), patients’ autonomy and participation (Davies et al., 1997,  Themessl-Huber, et 

al, 2007), correct and timely assessment of the patients’  needs, access to information, 

relationship aspects (Depla et al., 2005; Gröönros & Perälä, 2005; Westin & 

Danielsson, 2006, Jacob et al., 2007), sufficient amount of knowledgeable and skilled 

staff (Munroe, 1990, Murphy, 2007), and social support (Kam-Shing & Sung-on, 

2002). 

 

A considerable amount of research has reported on what constitutes good quality in the 

care of older people in a community setting, from the view of caregivers (Hantikainen, 

2001; Puts et al., 2007), relatives (Jeon, 2004; Janlöv et al., 2006) and older people (Ho 

et al., 2003; Puts et al., 2007). Factors of importance to the fulfilment of high quality 

care are correct and timely assessment of the older people’s needs, access to 

information, as well as relationship aspects (Depla et al., 2005; Gröönros & Perälä, 

2005; Westin & Danielsson, 2006, Jacob et al., 2007), and social support (Kam-Shing 

& Sung-on, 2002).  

 

Many studies have also pointed to deficiencies in the care of older people offered by 

the community care services (Walters et al., 2001; Iezzoni et al., 2002; Gurner et al., 

2004). Older persons’ unfulfilled needs have been reported in many studies. Desai et al. 

(2001) reported that approximately 20% of those who needed help with activities in 

daily life received insufficient help.  In a study of Mistiaen et al. (1997)  40% of older 

people discharged from hospitals stated that many of their needs were unfulfilled. 

Tyson & Turner (2000) found that older people that had been discharged after a stroke 

received insufficient follow-up from the community care services. The older people 

were dissatisfied with information, support and therapy. They were often unaware of 

which services were available to them, and caregivers in community care had low 

expectations on them regarding their abilities. The older people also experienced 

limitations in help from the community care services.  

 

Kersten et al. (2000) found that caregivers and older people had different views on 

what kind of help the older people needed. In their study, older people with great 

disabilities reported significantly more unfulfilled needs than the caregivers. In 56% of 

cases, there was no concordance regarding unfulfilled needs when comparing disabled 
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persons and caregivers. This suggests that almost half of the patients needs either had 

not been identified and/or understood by the caregivers. Bradley et al. (2000) also 

found discrepancies between different parties involved in the care of older people. They 

found that relatives, doctors and care assessors had higher goals in regard to care, than 

the older people themselves. The most common goals for relatives, doctors and care 

assessors were focused on patient day care, home care, support groups, and specialist 

help and education. Other goals concerned improvement of social and family relations 

and activities. The relatives stressed the importance of maintaining older people’s 

functional abilities, independence, autonomy, health and well-being. The older people’s 

main goal, was to maintain health and a sense of well-being. Their second goal was to 

maintain their functions and independence (Bradley et al., 2000). Wressle et al. (1998) 

showed in their study that older people did not even participate in planning for their 

own care and that the goals set out by others often were vague.  

 

RATIONALE FOR THE STUDY 

The review of literature on the topic of this thesis, reveals that there is a rich spectrum 

of studies on care in Sweden related to health and ageing. Many of these studies are 

conducted with a quantitative design, and very few qualitative studies can be found 

especially from community care, when older people are involved as informants. 

Accordingly, it is important to obtain genuine information of older people’s life world 

experiences of health and care, while dependent on community care. 
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OVERALL AIM 

The overall aim of this study was to increase knowledge about older people’s own 

views on health, ill health and care; while dependent on community care.  

 

AIMS 

 The specific aims were to:  

●  attain a deeper understanding of older people’s own views on health and ill health 

while dependent on community care (I). 

●  reveal the meaning of good and bad care in the community, from the older persons’ 

perspective (II). 
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METHODS 

DESIGN 

The tradition of studying human phenomena with qualitative methods originates from 

the social sciences, which describes human behaviours and thoughts. This tradition 

arose since it was considered impossible to use quantitative research in regard to 

values, relationships and culture (Morse, 1991). Descartes’s scientific view that cause 

and effect could explain everything was first questioned by Kant, who asserted that 

perception was more than an observational act. Nature was not separable from reason 

and thought, and there was a reality beyond observation (in Hamilton, 1994). Later 

philosophers and scientists developed Kant’s ideas about self, self-consciousness, 

reality and freedom. These early discussions about reality and science founded the 

qualitative paradigm used in science today (Denzin & Lincoln, 1994).  

 

In the present thesis, an inductive, qualitative descriptive design was chosen to deepen 

the understanding of older people’s views on their own health and community care 

services. The data was gained by means of open interviews and the phenomena under 

study evolved from these narratives. In qualitative studies the researchers must be 

aware of the risk of personally influencing data throughout the whole research process. 

This can be avoided by consciously listening to and capturing the informants’ 

descriptions. It is crucial to try to understand the persons’ life-world, in order to prevent 

influences and interpretations based on the researchers pre-understanding (Collaizzi, 

1978; Burnard; 1991; Benner, 1994). 

 

In this thesis, the studies were conducted with qualitative methods comprised of latent 

content analysis (study I) (Burnard, 1991; 1996) and a phenomenological- hermeneutic 

method (study II) (Collaizzi, 1978).  

 

CONTENT ANALYSIS (I) 

Content analysis was initially a systematic quantitative method used to describe 

manifest content of communication (Berelson, 1952). The use of this method has later 

expanded to include the qualitative approach (Graneheim & Lundman, 2004). Even 

though different philosophies and methods are used in qualitative content analysis, the 

main goal is to find similarities and differences that form patterns in data by analysing 

the texts (Berg, 2007; Burnard, 1991; 1996; Graneheim & Lundman, 2004). Hsieh & 
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Shannon (2005) have described three methods of qualitative content analysis: 

conventional, directed and summative. The conventional method is described as 

suitable when existing theory or research findings are limited. This is the most open 

minded content analysis method, in which the categories and concepts are allowed to 

flow merely from the data.  Directed content analysis, begins with the aim to further 

study a phenomenon, when theory or prior research is incomplete. The research 

question will be guided by the existing theory or previous research findings, and the 

analysis may have initial schemes of coding and predetermined codes. Even though this 

method uses a deductive approach, it is still based on the naturalistic paradigm. In the 

summative content analysis, the words and content of texts are first identified and 

quantified. This quantification is referred to as manifest content analysis. The next step 

involves latent content analysis, which refers to the process of interpretation of content 

and discovering the underlying meanings of words and sentences in the text.  

 

According to many researchers (Downe-Wambolt, 1992; Morgan, 1993; Burnard, 

1995; Berg 2007) describing data from texts is not entirely free from interpretation and 

this is always the case, whether the analysis is manifest or latent.  In the present study, 

Burnard’s method of latent content analysis was chosen, as this method seemed useful 

for a deep analysis of data (Burnard, 1991; 1995; 1996).      

 

PHENOMENOLOGY (II) 

Phenomenology is a philosophical theory and research method and the purpose is to 

describe phenomena; how things appear to human beings as lived experiences (Benner, 

1994; Bengtsson, 2005). Benner & Wrubel (1989) have claimed that nursing research 

must be built on practice. ‘A theory is needed that describes, interprets, and explains 

not an imagined ideal of nursing, but actual expert nursing as it is practiced day to day’ 

(Benner & Wrubel, 1989, p.5). The ordinary and well-known in daily life care can be 

illuminated and new, unknown complex understandings can lead to a new 

understanding of the core of caring (Madjar & Walton, 1999). This approach ‘to go to 

the things themselves’ is not to take scientific ideas for granted but to examine human 

experience and the whole variety of it, to do justice without prejudice and to be aware 

of pre-understandings (Morse, 1991; Dahlberg, et al., 2001; Bengtsson, 2005). The 

strength of this approach lies in having ‘a natural attitude’ which is having a 

consciousness directed to the world, being totally focused on the experienced 

phenomenon. Phenomenology starts with the concrete ‘lived experience’ in the ‘life 
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world’. This life world is reflected upon and theorized about. In the procedure of 

reflecting and analyzing lived experiences, pre-understandings cannot be entirely put 

aside, since this involves the interpretation of data as a background, which helps us to 

understand the phenomenon under study (Benner, 1994). It is crucial to remain open 

during this procedure and to reflect over the lived experiences told by the informants 

(Dahlberg et al. 2001; Bengtsson, 2005). In this study, Collaizzi’s (1978) interpretative 

phenomenology method was chosen, as this is in agreement with our opinion about 

how one can use pre-understandings in phenomenological studies.   

 

PROCEDURE 

Informants (I, II) 

Nineteen older people from three communities in Central Sweden participated in the 

study. The inclusion criteria were: aged 70 years or older, cared for in the community 

for the past six months, able to speak Swedish and able to provide informed consent. In 

order to achieve a rich variation of data, the criteria also stipulated that there should be 

variations in age, sex, civil status, health status, housing and amount of care received. 

The selection of informants was conducted by a professional care needs assessor, in 

each municipality. Seven men and twelve women, aged 70 to 94 years, agreed to 

participate. Thirteen informants lived in their own homes and six in sheltered 

accommodation. Sixteen of the informants lived alone. Fifteen had considerable 

disabilities and of these, twelve usually received help several times both day and night. 

This included basic personal care and specific nursing activities, such as drug 

administration, wound care and/or social contact. Seven persons needed assistance only 

once or twice daily, usually with drug administration or by having some type of social 

contact with the caregiver. 

 

Data collection (I, II) 

Data was collected with qualitative interviews (I, II). In total, 57 interviews were 

conducted with 19 informants. Two interviews per informant were conducted in study I 

and one interview per informant in study II. In order to create a relaxed atmosphere, the 

interviews were carried out in the informants’ home, without external distractions. 

Sufficient time was allotted before the beginning of each interview, to ease a potentially 

tense situation. This also provided time for the participants and informants to get 

acquainted with each other, by discussing everyday matters. Most of the interviews 
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lasted for approximately one hour. All interviews were tape-recorded and transcribed 

verbatim by the first author (IF).  

 

In study I, the first interview began by asking the informants to describe what health 

meant to them, using themes from an interview guide. This included: health vs. 

illness/sickness, well-being vs. ill-being, factors facilitating vs. obstacles to health/well-

being. The reason for choosing opposite themes was to obtain rich data by comparing 

and contrasting perspectives (cf. Meleis, 1984). When the informants had difficulty in 

expressing themselves in words about what health and ill health meant to them, the 

question was modified using synonyms for health/ill health such as feeling well, feeling 

bad, etc. (cf. Nordenfelt, 1991). Additional questions were asked to acquire deeper 

understanding and to clarify answers, e.g. ‘can you tell me more about that’ or ‘can you 

give an example’. The second interview was carried out two-three weeks after the first 

interview, with the aim of validating and deepening the data obtained from the first 

interview. The second interview started with a short summary from the first interview, 

which the informants were asked to confirm or correct. They were also encouraged to 

further deepen their reflections about the topic under study.  

 

At the end of the second interview (I), the participants were asked to prepare 

themselves for study II by reflecting on situations they had been involved in concerning 

good and bad care. In the interview that followed, the informants were asked to narrate 

these experiences. Follow-up questions were asked to achieve a deeper understanding 

of the content, and to avoid unclear statements.  

 

Data analysis (I, II) 

The analysis of study I was carried out with qualitative content analysis (Burnard, 

1991; 1996).  

 

1. Firstly, each interview was read through in order to get a sense of the whole. The 

first impression was that the informants spoke about health and ill-health as 

intertwined and fused experiences of feeling good and bad, what it meant to have a 

good or bad life and how good health could be achieved. The text was re-read and 

significant words and phrases concerning experiences of health and ill-health were 

separated, marked and coded. A short summary of the content was written from 
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which the second interview proceeded. Unclear issues were noted and discussed 

with the informants so that they had the opportunity to clarify previous comments. 

2. In the second step of the analysis, the first and second interviews were merged and 

treated as a whole thereafter. The text was read through again and initial codes were 

grouped together and reduced.  

3. Categories were formulated. Relationships between categories were identified and 

sorted into main categories and subcategories. The main category evolved from the 

underlying meaning found in all the categories.  

4. Codes and categories were compared with each other and with the text from all the 

interviews. The categories that emerged were discussed several times among 

members of the research team and the analysis proceeded until consensus was 

reached. Thereafter, the text explaining the content of the findings was written.     

 

In study II data was analyzed using a phenomenological-hermeneutic method by 

Colaizzi (1978).    

 

1. The texts of all interviews were read several times to acquire a sense of whole.      

2. Significant statements that were attached to the investigated phenomenon 

were extracted from all interviews. In order to identify similarities and 

differences between the experiences of good and bad care, these statements 

were compared and contrasted.    

3. Meanings were formulated from significant statements. This required 

researcher creativity in order to find formulations that illuminated hidden 

meanings in the investigated phenomenon. At this stage, it became obvious 

that good and bad care were experienced as each other’s opposites and that the 

informants’ views regarding good care could be understood through 

descriptions of bad care and vice versa. 

4. The formulated meanings were arranged into themes and sub-themes. At this 

stage, the decision was taken to label the themes and sub-themes, based on an 

understanding of what good care meant to the informants and to illuminate the 

understanding of bad care as its opposite. To validate the themes, a continuous 

comparison was made between the transcripts and the themes. When 

discrepancies were found, the text was scrutinized again. 

5. The findings were integrated into a comprehensive description of the 

phenomenon. At this stage, the organization of themes was finally completed. 
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6. The fundamental structure of the phenomenon was formulated through 

reflection and creative understanding.  

 

According to Colaizzi (1978) the researcher should validate the findings by returning to 

each informant and asking for confirmation of the findings. However, this step was not 

taken in the present study. 

 

TRUSTWORTHINESS  

In qualitative research, trustworthiness is described in criteria as credibility, fittingness 

and auditability (Beck, 1993). Credibility was strengthened by the fact that the 

informants were describing their own reality of health and ill-health (I) and of being 

dependent on care (II). Obtaining valid data also depends to some extent, on the 

relationship between researcher and informant (Sandelowski, 1986). Therefore, all 

interviews were carried out in as relaxed and familiar atmosphere as possible and the 

interviewee was supportive and open (I, II).  The second interview (I) also enhanced the 

credibility of the findings, since informants were able to validate the findings from the 

first interview (Sandelowski, 1986). To assure credibility in the second study, follow-

up questions were continuously asked during the interviews for validation. In the 

analysis of Study II, Collaizzi’s (1978) steps were followed, with the exception of the 

seventh to ask the informants about their own judgments of the findings.  

 

To ascertain auditability, a tape-recorder was used and the interviews were transcribed 

verbatim, so that nuances in the statements could be analyzed (I, II). An interview 

guide was used (I) to keep the informants within the framework of the subject (cf. 

Beck, 1993). To preserve the meaning of the phenomena, intended by the informants, 

the authors tried to remain close to the data, during both the analysis and presentation 

of the findings. Pre-understandings were put aside and bridled as much as possible.  In 

order to avoid over-interpretation, the authors discussed the categories and 

subcategories thoroughly and made comparisons with the text of the interviews. The 

interpretation of the interviews was discussed among members of the research team 

until consensus was reached. To further enhance the auditability, the methods of 

analysis were strictly adhered to and the research process was followed as accurately as 

possible. The findings were underpinned by quotations (I, II) (Lincoln & Guba, 1985).  
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To fulfill the criteria of fittingness the choice of informants varied greatly. Since all 

were dependent on care and could describe situations from that viewpoint, they were 

judged to be representative (Sandelowski, 1986; Beck, 1993). The fittingness was 

strengthened by the careful descriptions of the informants and the study setting, as well 

as a rich description of the findings. This makes it possible for the reader to judge 

whether the findings are transferable to other contexts. 

 

ETHICAL CONSIDERATIONS 

In this thesis, the ethical principles and guidelines of research from the Medical 

Research Council in Sweden ( 2003) and Ethical Guidelines for Nursing Research in 

the Nordic Countries (Northern Nurses’ Federation, 2003) were followed. These 

conclude three preconditions of values, the principles of: autonomy, beneficence and 

justice.  Researchers also had to fulfill four main requirements: the right to obtain 

information, informed consent, confidentiality, and a decision as to who had the right to 

use the material. Informants were given oral and written information (I, II). They were 

informed that participation was voluntary, and they were free to withdraw from the 

study at any time. They were further informed how the material was going to be used, 

that all material would be treated confidentially, and that individual identification and 

use of material would not be possible for persons outside the research team. The older 

people gave informed consent before starting the interviews.  Since questions were 

asked about their older people’s opinions on health and care and what this meant to 

them, questions might have posed a threat to their integrity. To avoid violating the 

person’s integrity, the interviewer tried to be as sensitive and compliant as possible. It 

was estimated that informants would benefit from the study, since the findings could 

give an increased understanding of elderly peoples’ views on important factors for 

health and care in community settings. This new understanding could be used to 

improve the quality of older peoples’ care. The study was approved by the Research 

Ethics Committee at the Faculty of Medicine at Uppsala University, Uppsala, Sweden 

(Official document registration number Ups 02-201). 
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MAIN FINDINGS    

STUDY I 

The overall aim of this study was to increase knowledge about older people’s own 

views on health, ill health and care; while dependent on community care. All 

informants expressed that they suffered from some kind of physical and/or mental 

impairment. However, when asked about their view on health, they did not begin by 

referring to current health problems; instead they talked about subjective experiences of 

health from the past. When prompted, they explained how their current disabilities 

sometimes hindered them from feeling healthy in their daily lives. The concepts health 

and well-being were used as synonyms and therefore, they were interpreted as having 

the same meaning for the informants in this study. They considered it possible to feel 

healthy and achieve a sense of well-being, despite a diversity of health problems. 

However, in order to achieve this, they had to cope with many barriers and demands.  

 

One main category evolved during the analyses: health or ill health - a question of 

adjustment and compensation. Four sub-categories illustrated a positive and negative 

pole related to health or ill health: autonomy vs. dependency, togetherness vs. forced 

to be an onlooker, security vs. insecurity and tranquillity vs. disturbance. The 

experiences of health vs. ill health were described as a continuum between these poles 

which could be attained by means of adjustment or compensation activities. 

  

Health or ill health – a question of adjustment and compensation   

The older people described an idealistic view of health in terms of the ability to live a 

normal life, which meant living according to one’s own wishes and freedom from 

illness and pain. Feeling healthy was also connected with experiences of meaning, 

enjoyment and happiness in life. Ill health was described as the opposite to this 

idealistic health. Since all informants had some kind of disability or complaint, their 

ability to feel healthy depended on their own capacity for adjustment and 

compensation. Feeling healthy was also dependent on how their caregivers, relatives or 

friends could compensate for the obstacles they faced. When greeted with respect and 

understanding, they found it easier both to attain adjustment and accept compensatory 

activities provided by their caregivers. Furthermore, a mutual concern between 

caregiver and the older person added to the experience of well-being. 
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Adjustment 

Adjustment required inner resources from the older people. The informants described 

how they had to accept the fact that health could not be maintained totally while 

growing older, and they had to endure various types of limitations and changes in daily 

life. They had to accept that they could not be as active as before, even if this led to 

loneliness. Goals that were impossible to reach had to be changed and this meant that 

they might have to abandon certain values that had previously been important to them. 

In order to feel healthy, they motivated themselves through positive thinking. Being 

able to use one’s imagination and having a sense of humour made it easier to maintain a 

zest for life. Being hopeful about one’s recovery and rehabilitation were other factors 

that helped them to be motivated, as well as comparing themselves to others in worse 

circumstances. Some older people said they sometimes avoided asking the caregivers 

for help, even when necessary, since they did not want to be a burden. Various 

adjustment techniques, such as being patient, were mentioned, to manage in such 

situations.   

 

Compensation  

Compensation activities performed by themselves or their caregivers were also 

described by the informants as means to achieve a feeling of health. Being prepared 

was an important way to compensate. This meant thorough planning of daily life 

activities and making priorities. Having the time to analyse a new situation and to think 

through even the smallest of things helped them to cope and feel healthy. The older 

people also created their own devices to compensate when problems occurred and they 

used different tools and equipment to manage in their daily life. 

 

Compensation could also consist of actions taken by competent nursing personnel, 

relatives or friends, familiar with the older person’s disabilities and need for support. 

When caregivers showed respect for the older people’s habits and wishes, and 

supported them in a friendly way, this helped them to feel healthy. Sometimes, 

caregivers gave unskilled or insufficient help, which disappointed the older people, 

since this often added to their problems. Environmental adjustments were also 

important, since these helped the older people to achieve a feeling of well-being.  
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Subcategories 

The positive poles, which were desired and experienced as health, could often be 

attained only by means of adjustment or compensation activities.  Without these 

activities, the experience of ill health could not be avoided. 

 

Autonomy vs. dependency 

Autonomy was described as the opportunity to be the person one truly is, with one’s 

own lifestyle, wishes and values. This was strongly linked to the ability to take care of 

oneself, which was often mentioned along with experiences of physical independence 

and being able to plan and control one’s own life. Relatives could often help the older 

person to preserve this experience of autonomy, as they were well aware of their habits 

and wishes. Furthermore, having the time to manage things in one’s own way was also 

considered important, since this could result in a feeling of freedom.  

  

Being dependent on others meant being unable to do things that they used to do, tasks 

that they always had managed previously. This was related to the caregivers’ ability to 

identify and respect the older people’s desires, needs and problems. Some of the 

informants stressed that the need for help from caregivers did not automatically lead to 

feelings of dependency. This feeling was especially related to how the caregivers 

regarded them. Dependency was also related to limitations in social services, which 

could affect the persons’ daily life and lead to a deterioration in well-being and health.  

 

Togetherness vs. being an onlooker  

Togetherness was expressed by the informants as being involved, which meant, 

meeting and being together with other people. This was often mentioned, along with 

closeness and hope. Togetherness also included being valuable to others, respected and 

asked for. The family was considered most important and contact with children and 

grandchildren was mentioned with pleasure and joy. Having the opportunity to be in 

touch with friends from the past led to feelings of well-being, since this meant a mutual 

understanding for each other. Activities such as using their hands, contributing to other 

peoples’ well-being or participating in something that was intellectually challenging, 

helped to break the monotony of daily life. Taking part in these kinds of meaningful 

activities led to feelings of respect and pride and this increased self-esteem.   
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Being an onlooker, meant loneliness, lack of close relations, being left out and ignored. 

This was related to experiences of powerlessness, discouragement and disappointment 

and was expressed as being separated from people and things that were significant to 

them. This could happen both voluntarily and despite their own wishes. In situations 

when the older people felt they were a burden, they sometimes chose to withdraw from 

the company of others. In a group of people the older people could feel left out and 

ignored by others, causing them to feel even more lonely, unwanted and powerless. 

When no one listened to them, they felt worthless and frustrated. Some thought that 

because of age, they were ignored in the health care system, and they did not receive 

the medical care and rehabilitation they needed. They also told about situations when 

they were not involved in their own care and at times treated disrespectfully. Another 

reason for withdrawing was linked to their disabilities since they felt that these affected 

their behaviour. To avoid becoming embarrassed in front of others, they chose 

loneliness. Loneliness could open up dark memories and bad thoughts, which had a 

negative effect on their experiences of health. 

 

Security vs. insecurity in daily life 

Feeling healthy was also described as security in daily life. This required competent 

nursing staff who could give appropriate care. The caregivers had to be sensitive to the 

older peoples’ needs. Knowing whom to turn to if they felt bad, recognizing their 

caregiver, and being sure that medical treatment, rehabilitation and nursing care were 

provided when needed, were examples stressed as important for their well-being. 

Having routines in their daily life was also considered important. This could create 

order in an otherwise confusing existence. Security also meant recognising beloved 

things from the past. Having a room of one’s own and being able to keep personal 

belongings were other important factors. Health was also connected to their financial 

situation, since it was important to have enough money for one’s daily living. 

 

Insecurity in daily life was described as fears of different kinds. It could be feeling 

afraid of staying alone in their home or lying dead for weeks without anyone noticing, 

or distrusting caregivers regarding their reliability. Unfulfilled needs and insufficient 

care as well as rude behaviour from nursing personnel often led to feelings of insecurity 

and distrust. Moving from home to an institution or changes of routines was examples 

mentioned that caused feelings of stress due to insecurity which affected their health 

and well-being negatively.  
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Tranquillity vs. disturbance 

Tranquillity was described as part of well-being. This meant a calm environment 

combined with the opportunity to be alone and do things in peace and quiet. Being 

alone with one’s thoughts was described as ‘a nice kind of loneliness’. Thinking of old 

times could both help the informants to remember the past when they were healthy and 

give a feeling of health.  

 

Disturbance was described as a noisy and confusing environment as this gave feelings 

of stress and ill-being. Many of the older people tried to avoid being in big groups of 

people when unable to hear and understand what others talked about. Spending too 

much time together with children and grandchildren was also mentioned as being 

disturbing and stressing. 

 

STUDY II 

The narratives about good and bad care showed discrepancies in both the amount and 

richness of detail. All informants were inclined to talk about experiences of good care 

in a general way, but experiences of bad care were described richer in detail. Three 

informants could not describe any situations related to bad care. Three themes and 

seven sub-themes evolved, which described the meaning of good care (fig. 1). An 

understanding of good care was partly gained through the informants’ narratives of bad 

care, since this was described as being the opposite of good care.  

 

Themes Being met as a human 

being 

Living life as usual  Receiving safe and 

secure care 

Sub-themes Respected as    
a person 
 
A mutual 
relationship   
 
Committed 
and concerned  
caregivers    

Routines in daily       
life 
 
A familiar  
environment        

Competent and  
skilled caregivers 
 
Time and continuity 

Figure 1. Themes and sub-themes describing the meaning of good care 
 

The comprehensive understanding that evolved provided the fundamental structure 

describing the meaning of good care, when old and dependent on community care is to 

be met as a human being by caregivers, who give you the opportunity to live life as 
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usual, by means of safe and secure care. When any of these circumstances is lacking, 

bad care will be the consequence. 

   

 

Being met as a human being 

Good care was experienced by the older people as being met as a human beings. This 

meant that caregivers respected them as a person, which was shown by taking their 

wishes and needs seriously, inviting them into a mutual relationship and showing 

commitment and concern.  

 

When the caregivers provided care in accordance with the older person’s wishes and 

complaints and involved them in decisions about daily care, this was experienced as 

respect for the person. The caregivers were expected to be honest and to keep their 

promises to the older person and to approach him/her as a person rather than ‘a task’ 

that had to be completed. Disrespect from caregivers was described as violations in 

words and actions. This was sometimes shown by being insensitive and exercising 

control over them. Disrespect was also experienced when caregivers had language 

problems and did not make any effort to be understood by the older people. 

 

The opportunity to mutual relationships with others was a mark of good care as it 

brought meaning to the older person’s existence. Mutuality was described as related to 

encounters with caregivers and relationships with important people from the past. 

Mutuality meant approaching each other as equals and feeling close, doing things 

together and having fun. A lack of mutuality was experienced when caregivers showed 

negative attitudes in their encounters with the older people, and when they spoke in an 

aggressive, cutting tone and gave orders.  

 

The caregivers’ commitment and concern was seen as fundamental for their willingness 

to help the older people such caregivers showed interest and provided thoughtful care. 

They also took their responsibility seriously. The older people described caregivers 

who were sensitive to and discovered their needs, and had patience when helping them. 

These caregivers offered help even when they did not have to do so. When the 

caregivers demonstrated a lack of interest of the older people and of their work, 

experiences of bad care emerged. The examples that were given were: neglecting the 
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older person’s needs, not completing their tasks, or using working time for personal 

matters. 

 

Living life as usual   

Good care meant that caregivers gave the older people the opportunity to live their lives 

as usual in a familiar environment. However this did not mean that the older people 

were totally stuck in their habits. As time went by and their abilities deteriorated, they 

could accept changes and adapted their habits and routines to the new situation, in order 

to manage their daily lives. Living in a well-known, familiar environment made it 

easier for the older people to cope with their disabilities. Personal belongings in their 

homes reminded them of the past and kept them grounded in the present. A change in 

the older people’s living conditions meant meeting unfamiliar caregivers and a lack of 

personal items, which they were attached to. Situations such as these made them feel 

like a stranger. Having routines in daily life was stressed as very important, since this 

allowed the informants to stay with the familiar. These routines and habits had evolved 

during their long lives, and they expected the caregivers to become acquainted with 

them, so that they could continue living as usual. Moving to new accommodations or 

institutions forced the older people to change their habits. The new caregivers had their 

own routines and the older people had to adapt to these. Furthermore, the organisation 

of care was sometimes changed without notification, which could cause anxiety. 

Changes were always described as negative, but the informants stressed that new 

routines were gradually accepted as time passed. When the caregivers ignored the older 

person’s wishes and preferences of how to do certain things; this was experienced as 

bad care. The informants could tell about many situations when the care was not in 

accordance with their own routines.  

 

Receiving safe and secure care 

Good care also meant receiving safe and secure care, which was based on trust. This 

was realised when caregivers had the competence and skills to help the older people. 

They also had sufficient time to perform their duties thoroughly, and there was 

continuity in the care. Two types of competence were described: practical competence 

and social competence. Caregivers with practical competence conducted care in a 

careful, conscientious and systematic manner. They were also able to provide 

reasonable explanations for their interventions. Behaviour such as this meant that they 
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were perceived as trustworthy. Especially caregivers with many years of experience of 

caregiving were mentioned as having such qualifications. 

 

Social competence was described as being a good listener, having good communication 

skills, a good sense of humour and a calming effect on the environment. It was also 

important that caregivers took care of their appearance, since the older persons liked 

them to look neat and tidy. Bad care was linked to incompetence, even when 

performing the simplest of tasks, or when caregivers lacked adequate training and 

experience. Care such as this, could lead to complications and deterioration in the older 

persons’ health status. Social incompetence was described as having a blunt manner 

and a lack of discernment. This type of behaviour meant that the older people felt 

exposed and insecure, as they were often left entirely at the caregivers’ mercy. 

 

Good care was closely associated with sufficient time and continuity since this meant 

that caregivers had the opportunity to get to know the older persons and to carry out 

adequate care. Time was also an important issue when the older person experienced 

unexpected problems which required immediate treatment.  Continuity meant that 

caregivers could notice even slight changes in the older people’s status and it also 

meant that it was possible to provide the same care at all times. Examples of bad care 

were related to how new caregivers arrived on a daily basis or when many tasks were 

completed in a short space of time. Problems such as these were especially serious 

when caregivers were inexperienced, newly employed or young. Having a limited 

amount of time meant that the older persons needs were often neglected and mistakes 

and misunderstandings occurred. 

 

COMPREHENSIVE UNDERSTANDING  

In order to reach a comprehensive understanding the two studies in this thesis were 

regarded as one and the findings were compared and combined into a new 

understanding (fig. 2). This showed that the older people’s experiences of health and 

well-being were strongly related to how they were met by their caregivers, families and 

friends. Their own ability to adjust to or compensate for their disabilities and 

complaints was also important, but this ability was, to some extent, also dependent on 

the caregivers’ behaviour and attitudes towards them. When the older people were met 

as human beings, with respect and understanding, they found it easier to attain 
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adjustment and to accept the compensatory activities provided by caregivers. The older 

people’s experiences of health and well-being were captured in the concepts of 

autonomy, togetherness, security and tranquillity. Ill-health was captured in the 

concepts of dependency, being an onlooker, insecurity and disturbance (I).  

 

Good care was interpreted as being equivalent to the caregivers’ ability to compensate 

for the older people’s disabilities in a way that led to experience of health and well-

being. When the caregivers met the older people as human beings, gave them the 

opportunity to live their lives as usual, and provided safe and secure care, the older 

people experienced health and well-being (I, II). When any of these circumstances were 

lacking this led to experiences of bad care (II) and ill health (I). This was described as 

showing disrespect or negative attitudes to the older people, treating them as objects or 

providing insufficient or inadequate care. When caregivers neglected the older person’s 

needs and routines or did not involve them in decisions about their own care, this was 

also perceived as bad care. Good care could only be achieved when the caregivers were 

committed to and concerned about the older people. Furthermore, good care required 

competent and skilled caregivers, with sufficient time to conduct their duties 

thoroughly, and continuity in the caregiver-older person relationship (II).  

 

The older person                  Health and Good care Caregiver 

                                                           well-being        
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Figure 2. Comprehensive understanding of the findings in study I and II 
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GENERAL DISCUSSION 

This thesis showed that all informants had some kind of physical and/or mental 

impairment. They considered it possible to experience health and well-being in spite of 

a diversity of health problems, but had many barriers and demands to cope with to 

achieve this. The concepts health and well-being were used as synonyms and were 

therefore interpreted as having the same meaning for the informants in this study.  The 

most striking finding in this thesis was that the older people’s experiences of health and 

well-being were strongly related to how they were met by caregivers, families and 

friends (I). Their own ability to adjust to or compensate for their disabilities and 

complaints was also very important, but this ability was to some extent also dependent 

on the caregivers’ behaviour and attitudes towards them. If the caregivers respected 

them as persons, took their wishes of living their life as usual seriously, invited them 

into a mutual relationship and showed commitment and concern, this could increase 

their sense of autonomy and experience of being healthy. If the older people were 

regarded with disrespect or lack of interest, this could decrease their motivation to 

struggle, and lower their mood (I). Hence, good care was interpreted as being 

equivalent with the caregivers’ ability to compensate for the older people’s disabilities 

in such a way that it lead to experience of health and well-being (I, II). It was also 

obvious in the findings that good care could only be realized when the caregivers 

provided safe and secure care. This meant that they had adequate competence and skills 

within older people’s care, enough time to carry out their duties thoroughly, and 

continuity in their time-schedule (II). 

 

Many previous studies have already stressed the utmost importance of caregivers’ 

competence and attitudes to achievement of high quality in older people’s care (Davies 

et al., 1999; Cheung & Yam, 2005). Notable in our study was the great impact that the 

caregivers also had on the older people’s experience of health and well-being, which 

has not been found in other studies on older people’s care. The effect of positive or 

negative responses on people’s self-esteem and motivation is already well-known both 

from theories in nursing (Meleis, 1984) and other fields (Rogers, 1951, Mead, 1934, 

Blumer, 1986), but our study highlighted that this theoretical knowledge should also be 

taken into account in the care of older people.  
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The study showed how hard the older people struggled to accept their situation and to 

compensate for the obstacles that followed with their disabilities. An important part of 

their experiences of health was to preserve their autonomy. This included preserving 

their personal life styles, values, and daily routines, which described their strong wish 

to live their life as usual. Unfortunately, the findings showed that they had many 

experiences of low-quality care, when their wishes and needs were not taken into 

account and their self-determination was threatened (I, II). The importance of self-

determination and participation in decision-making, related to one’s own health care 

and social services, has been highlighted in many studies during recent years 

(Mattiasson & Andersson, 1995, Välimäki & Helenius, 1996). According to Tuckett 

(2006), autonomy is self-determination and governance over one’s own actions, in 

choosing, formulating and carrying out one’s own plan for life. Penney & Wellard 

(2007) found, in their study of older people’s views on participation in care, that they 

equated participation with being independent. Of importance was the opportunity to be 

listened to, to be involved in information exchange regarding one’s care, and a positive, 

friendly communication and empathy shown by the nurses. Even though their study 

was carried out in a hospital setting, there were many similarities with our findings (I, 

II). Nordgren & Fridlund (2001) found that all patients in somatic care did not wish to 

be fully involved in decisions concerning their care, due to reasons such as trust, lack of 

knowledge, and a feeling of powerlessness. Their conclusion that nurses should allocate 

time for communication in order to learn the patient’s needs and reach a mutual 

understanding, was in full agreement with our study (II). Other studies have shown that 

patient participation may be combined with hindrances related to the nurses, such as 

their lack of competence, a paternalistic attitude, lack of nurse-patient continuity, 

workload, lack of support, and deficiencies in the physical environment (Gallant et al., 

2002; Henderson, 2003; Sahlsten et al., 2005b). Välimäki & Leino-Kilpi (1998) have 

argued that participation in one’s own care should be an imperative right for all 

patients; a statement which is congruent with the content in the Swedish Health and 

Medical Services Act (SFS 1982:763) and the Social Service Act (SFS 2001:453). One 

decade ago Cahill (1998) claimed that it is naïve to expect a rapid change from the 

paternalistic approach that has been common in health care to a patient participation 

approach. The findings in our thesis, as well as previous research from the 20th century, 

have shown that he was right, as patient participation still is scarce in different care 

settings. This especially stresses the imperative need for improvement of older people’s 



 

  29 

care regarding their participation, in order to preserve their experience of autonomy and 

health.  

 

The importance of togetherness as a part of the older people’s experience of health 

became evident in our study. This could be described as being involved with other 

people, such as family and friends, and being appreciated and valued by others, or as 

meaningful activities such as using one’s hands, contributing to other peoples’ well-

being or participating in intellectual challenges. Taking part in meaningful activities 

along with or aimed at others, led to feelings of respect and pride, which could increase 

self-esteem and hinder feelings of ill-health. This finding can be interpreted against the 

theory of activity, which has been a guiding star in the care of older people for many 

years (Tornstam, 2005). In this theory, a positive interaction with other people, being 

active, and having a role to fulfil, are prerequisites for good ageing. Blumer (1986) has 

stressed that identity is shaped in interaction with other people. In our study, it was 

interesting to see that the older people also described a desire for tranquillity and talked 

about how disturbed and lonely they could be in noisy environments with many people 

(I). This seems to be a paradox, but has already been described in previous studies by 

Tornstam (2005). In the light of Wadensten & Carlsson’s study (2001), the paradox is 

both logical and understandable. They found that older people changed their views on 

social contacts at the end of their life, implying that they preferred fewer but deeper 

contacts than during previous years. According to the theory of gerotranscendence by 

Tornstam (2005), the final phase of the ageing process is characterized by a desire for 

solitude, peace and quiet, which also has been described by Eriksson (1997) as the 

search for final integrity. According to Mead (1934), some people are more ‘significant 

others’ than others in the interaction process, for example close family and friends. The 

informants in our studies (I, II) wanted a small number of human encounters, in which 

family and friends were most important. Since the older people were dependent on 

caregivers for their daily care, these were also included by necessity, and became 

‘significant others’ with positive or negative impacts on the older people’s experience 

of health and well-being. This might be comparable with what Bäck-Pettersson et.al., 

(1999) found in their study, that being a caregiver  can  grow to become a very close 

relationship also from the nurse’s perspective.  However this also may be connected 

with some risk for loosing the professional perspective (Hov, 2007). 
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The informants in our study described the value of feeling secure in daily life. This 

could be reached by means of competent nursing staff, a familiar environment and 

keeping up their own routines, even when they had to move to a new accommodation. 

Knowing whom to turn to if they felt bad, recognizing their caregiver, and being sure 

that medical treatment, rehabilitation and nursing care were provided when needed 

were stressed as important for their well-being. In the narratives, the older people gave 

many examples of good care, carried out by concerned and skilled caregivers. 

However, they also told about unfulfilled needs and insufficient care as well as rude 

behaviour from caregivers, that often led to feelings of insecurity and distrust. Moving 

from home to an institution or changes in routines were examples mentioned that 

caused feelings of stress and ill-being. These findings call attention to the importance of 

caregivers’ competence in the care of older people. Many studies have stressed that 

older people who are dependent on care, are in need of competent caregivers who carry 

out their work with interest and commitment (Fagerberg & Kihlgren, 2001; Ebbeskog 

& Emami, 2005, Murphy, 2007). Studies also illuminate the significance of continuity 

in the contact between older people and their caregivers in order to provide the 

opportunity to build trust and feelings of security (Emami et al., 2000; Caris-Verhallen 

& Kerkstra, 2001; Sahlsten et al., 2005a).  

 

In community care in Sweden there is a lack of nursing competence, due to nursing 

organisation issues and a shortage of nurses. This has lead to large-scale delegation of 

registered nurses’ assignments to caregivers with little formal education (National 

Board of Health and Welfare (2001). The supervision of these caregivers is usually 

managed by social workers or other professionals from the community field, i.e 

professionals without special competence in nursing care. Registered nurses have a 

consultative function and they are only involved in the older people’s care when 

assessment of complex medical and nursing problems is needed (National Board of 

Health and Welfare, 2006a). A similar situation has been reported to be current in other 

countries as well (Munroe 2003; Berkhout et al., 2004) due to cutbacks in health-care 

budgets and a lack of registered nurses. In many studies on the quality of elderly care in 

the community, it has been stressed that quality deficiencies could be related to factors 

such as understaffing, lack of competence and lack of support to caregivers (Ford & 

McCormack, 2000; Evans et al., 2003; Henessy et al., 2006, Murphy, 2007). In 

addition, preventive nursing activities have been shown to be scarce (Kneafsley et al., 

2003).  All these findings should be heavy arguments for nursing managers and leaders, 
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who are responsible for the quality of older people’s care, to employ highly competent 

and proficient caregivers in adequate numbers, and to take continuity into account 

when organizing staff round the clock. Our findings further illuminate the great 

responsibility of the individual caregiver to treat the older people with respect and 

involve them in decisions about their daily care, as well as to support them in their 

endeavour to stay with what is familiar in life (II). 

 

McCormack & McCance (2006) have developed a person-centred nursing framework, 

which captures most of the findings in this thesis. The model summarizes important 

factors of good quality in older people’s care. The first factor concerns prerequisites 

such as nurses’ professional competence, interpersonal skills, commitment to the job, 

clarity of beliefs and values, and knowing ‘self’. The next concerns the care 

environment, such as appropriate skill-mix, decision-making system, staff relationships, 

supportive organisational system, and potential for innovation and risk taking. The third 

concerns person-centred processes; working with the patient’s beliefs and values, 

engagement, sharing decision-making, having sympathetic presence, and providing 

physical needs. The last one concerns the outcome of person-centred care, and 

describes how this model can lead to older people’s involvement and satisfaction with 

care, a therapeutic culture and a feeling of well-being. As most of these factors were 

stressed also by our informants as being important for their health and well-being, when 

being dependent on community care (I, II), our study has further strengthened the 

validity of the model, which should be a valuable tool in the improvement of 

community care for older people. 

 

LIMITATIONS 

The present study has some limitations, which must be scrutinized. As this was a 

qualitative study carried out in three communities in Sweden, it does not claim to have 

captured all the various experiences possible, related to  health and care among older 

people dependent on community care. However, since the informants were chosen 

purposefully to be as different as possible, and the communities were judged to be 

similar with many others in Sweden, both in size and organization of elderly care, we 

assume that the findings can fit to other contexts as well (Sandelowski, 1986, Beck, 

1993). 

The fact that the informants talked about health and ill health as intertwined, and fused 

it with feelings of feeling good and bad, there could be a risk that some statements or 
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meanings were misinterpreted in the analysis. As two interviews were carried out with 

each informant it was possible to correct misunderstandings as well as to clarify 

vagueness, which could increase the credibility of the analysis (Sandelowski, 1986).  

The researchers also worked in close collaboration throughout the research process and 

re-analysis were carried out when uncertainty in interpretation occurred.  

 

The community care needs assessor selected the participants and this may have resulted 

in recruiting a group of informants with previously known positive attitudes to care. 

Three informants were only able to narrate situations involving good care, which 

strengthens such an assumption. However, the other informants described both good 

and bad experiences of care, which minimizes the risk of a sampling bias. In the second 

study, a phenomenological hermeneutic analysis was conducted according to Collaizzi 

(1978). However, although Collaizzi (1978) stipulated going back to the informants, to 

validate the findings, this step was not taken in our study. Morse (1998) has questioned 

this procedure of validating findings in qualitative research in such a way, arguing that 

informants do not usually have the skills needed to analyse, conceptualize and abstract 

the findings presented. Validity was continuously checked during the interviews, by 

being sensitive to the narratives and asking for clarification in cases of that were 

unclear.   

     

CONCLUSIONS 

This thesis illuminated the strong relationship between older people’s experiences of 

health and well-being and the care they received from their caregivers in community 

care. It also showed the significance of their families and friends in regard to their 

experience of health and well-being. Their own ability to adjust to or compensate for 

their disabilities was also important, but this ability was to some extent also dependent 

on the caregivers’ behaviour and attitudes towards them. Health and well-being was 

described as experiences of autonomy, togetherness, security and tranquillity. Ill-health 

meant experiences of dependency, being an onlooker, insecurity and disturbance. Good 

care was interpreted as being equivalent to the caregivers’ ability to compensate for the 

older people’s disabilities in a way that led to an experience of health and well-being. 

Good care could only be achieved when the caregivers were committed to and 

concerned about the older people. Furthermore, good care required competent and 

skilled caregivers, sufficient time for them to conduct all duties thoroughly, and 

continuity in the caregiver-older person relationship.  
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IMPLICATIONS FOR NURSING AND FURTHER RESEARCH 

This thesis emphasizes that nursing managers in community care must strive to employ 

adequate numbers of highly competent and proficient caregivers. The issue of 

continuity must also be taken into account when employing round the clock staff. It 

must further be stressed that the individual caregiver is greatly responsible for treating 

older people with respect and involving them in decisions about their daily care, and for 

supporting them in their endeavor to maintain the familiar in life. To assure a high 

quality of older people care, continuous in-service education and supervision should be 

provided. Further research is needed about the effect of the delegation of duties, which 

registered nurses have to carry out in community care of older people. Few studies are 

available which clarify this problem and its consequences for the quality of older 

people’s care.  
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Experiences of health and care when being 

old and dependent on community care

The intentions in society is to ensure a good health and quality in care for older people 
in community care. Therefore, the older people’s own experiences of their health and 
the care they receive when they are dependent on community care is an important area 
of inquiry. Nineteen older people with disabilities cared for in community care were 
interviewed about their own experiences of health - ill health and good - bad care. The 
findings showed that their experiences of health and well-being were strongly related 
to how they were met by caregivers, families and friends. Their own ability to adjust 
to or compensate for their disabilities and complaints was very important, but also 
dependent on the caregivers’ behaviour and attitudes towards them. If the caregivers 
respected them as persons, took their wishes and needs of living their life as usual seri-
ously, invited them into a mutual relationship and showed commitment and concern, 
this could increase their sense of autonomy and experience of being healthy. If the 
older people were regarded with disrespect or lack of interest, this could decrease their 
motivation to struggle, and lower their mood. Hence, good care was interpreted as being 
equivalent with the caregivers’ ability to compensate for the older people’s disabilities 
in such a way that it lead to experience of health and well-being. It was also obvious 
in the findings that good care could only be realized when the caregivers provided 
safe and secure care. This meant that they had adequate competence and skills within 
older people’s care, enough time to carry out their duties thoroughly, and continuity 
in their time-schedule. The absence of these qualities was experienced as receiving bad 
care. These findings should have important implications for providers of community 
care for older people.
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