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“Men i slderdomens ogenomtringliga ensambet
besatt hon en sddan klarsyn i utforskandet av de
mest obetydliga hindelser i familjen att hon for
[forsta gingen klart insdg sammanhang som
hennes tidigare mangsysslande hade hindrat
henne frin att se.”

Ur ”Hundra dr av ensamhet” av Gabriel Garcia Mdrquez,
oversittning: Karin Alin, Wahlstrom & Widstrand, 1982
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Abstract

The overall aim of this thesis was to explore loneliness by identifying associated
factors and predictors for loneliness among older people. This research was also
undertaken to examine the association between loneliness and healthcare
consumption. In addition, the reserach explored the experience of loneliness and
evaluated the effects on loneliness, symptoms of depression and life satisfaction of a
case management intervention for frail older people.

Study I was a quantitative study with a longitudinal design involving persons 78 yers
or older and drawn from the Swedish National Study on Aging and Care. The sample
comprised of 828 people at baseline (2001) who were followed-up after three years
(n=511, 2004) and six years (#=317, 2007). The sample was divided into two groups,
based on if the persons felt lonely or not. Factors such as personality traits, health
complaints, self-reported health status and life satisfaction were included for
identifying associated factors and predictors for loneliness. Studies II-IV were based
on a main study with an experimental design, comprising 153 persons, 65+ years,
living at home, with dependency in ADL and repeated contact with the healthcare
services. Study II had a cross-sectional design drawn from the baseline assessment
(n=153) of the main study. Self-reported data and register data was used to investigate
the association between use of healthcare and loneliness, health status and health
complaints. Study III had a qualitative design and explored the experience of
loneliness by performing interviews with 12 persons (10 women), recruited from the
main experimental study. The interviews were analysed by using qualitative content
analysis. Study IV was a randomised controlled trial, including 153 persons
randomised to an intervention (7=80) or control group (#=73) and evaluated the
effect of a case management intervention after six and 12 months. Three outcomes
were evaluated in regards to effectiveness; loneliness, symptoms of depression and life
satisfaction.

The results in Study I showed that 52 per cent of the sample at baseline felt lonely
sometimes or often (mean age 84 years). The strongest associated factor for loneliness
was living alone (OR=6.1, 95%, CI=3.8-9.9) and the strongest predictors for
loneliness at both follow-ups, at three and six years, was feeling lonely at baseline
(OR=7.2, CI=3.9-13.4 and OR=5.4, CI=2.8-10.5). Those associated factors and
predictors that were identified were mainly related to psychosocial outcomes. Study II
showed that 60 per cent of the frail older participants (mean age 82 years) had



experienced loneliness occasionally or more often during the previous year. Those
who felt lonely used significantly more outpatient services, including visits at the
emergency department, compared to their peers who did not feel lonely (p=0.026).
Only depressed mood was found to be independently associated with total use of
outpatient services (B=7.4, p<0.001). In Study III, the experience of loneliness among
frail older people was interpreted in the overall theme “Being in a Bubble” illustrating
as being in an ongoing world but excluded because of the participants’ social
surroundings and the impossibility to regain losses. The theme “Barriers” illustrated
how participants had to face barriers, physical, psychological and social barriers for
overcoming loneliness. The theme “Hopelessness” revealed the experience when not
succeeding in overcoming the barriers and was characterised by loss of spirit and
seeing loneliness as an unchangeable state. The last theme “Freedom” illustrated a
positive co-existing dimension of loneliness which offered independence and time for
reflection and recharging. Study IV evaluated the effect of a case management
intervention for frail older people living at home in regards to loneliness, symptoms of
depression and life satisfaction. At baseline, there were no significant differences
between the intervention and control groups in regards to the main outcomes or
sociodemographic factors. According to intention-to-treat no significant differences
were found for any of the outcomes, at any time point between the two groups.
When accounting for complete cases, significant differences in favour of the
intervention were found at six months for loneliness (RR=0.5, p=0.028) and life
satisfaction (ES=0.4, p=0.028), as well as for depressive symptoms after 12 months
(ES=0.5, p=0.035).

Loneliness is fairly common among older people and once the feeling is established, it
is likely to stay. Factors related to psychological wellbeing appeared as the major
reasons for loneliness. Frail older people tend not to differ in regards to prevalence,
compared to older people in general. Frail older people who felt lonely used more
outpatient services, including visits to the emergency department compared to their
not lonely peers. However, it was not loneliness per se that was found to be associated
with use of healthcare but rather depressed mood. The experience of loneliness among
frail older people showed that it was a prevalent issue, regardless of intensity and was
associated with physical and social losses. Case management for frail older people was
not effective in regards to loneliness, symptoms of depression and life satisfaction.
Nevertheless, there were indications that case management could be beneficial in
terms of these outcomes. Loneliness is an important factor that could be associated
with lower wellbeing and needs to be actively targeted. Because of the complexity,
where single causes are difficult to isolate a comprehesive and individualised approach
is reccommended. Loneliness can be problematic regardless of intensity and is likely to
be unresolved, if left unattended. This implies that appropriate assessments of
loneliness and other aspects of psychological wellbeing should be undertaken.
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Abbreviations and definitions

Abbreviations

ADL
CBT
CC
DSM-V
FFM
GDS-20
HRQoL
IADL
ITT
LOCF
LSIZ
MD-HC
MMSE
MRC
NEO-FFI
PADL
QoL
RCT
SNAC
WHO

Definitions

Frail

Older person

12

Activities of daily living

Cogpnitive Behavioural Therapy

Complete cases

Diagnostic and Statistical Manual of Mental Disorders 5* edition
Five Factor Model

Geriatric Depression Scale-20

Health related quality of life

Instrumental activities of daily living
Intention-to-Treat

Last observation carried forward

Life Satisfaction Index-Z

Minimum Data Set for Home Care

Mini Mental State Exam

Medical Research Council

Neo Five Factor Inventory

Personal activities of daily living

Quality of life

Randomised controlled trial

Swedish National Study on Aging and Care
World Health Organization

In Studies II-IV, people with dependency in ADL and repeated
contacts with the healthcare services.

A persons who is 65 years or older.



Introduction

Humans are social beings and can hardly survive alone (Rokach, 2011). Nearly 80 per
cent of the waking hours are spent with others, where time shared with spouse,
friends, relatives, children and co-workers is considered to be more rewarding than
time spent on your own (Hawkley & Cacioppo, 2010). However, when perceived to
be socially isolated, people feel lonely, and loneliness has serious consequences for
cognition, emotion, behaviour, and health if left unattended (Hawkley & Cacioppo,
2010). Loneliness is a prevalent social phenomenon (Rokach, 2011), common among
older people (= 65 years) (Luanaigh & Lawlor, 2008), and especially among people
over 80 years of age, where around 40 to 50 per cent report being lonely ‘often’
(Dykstra, 2009). The influence of loneliness on morbidity and mortality in old age is
well known (Luo, Hawkley, Waite, & Cacioppo, 2012; Valtorta & Hanratty, 2012),
where the reciprocal association between loneliness and depression appears to be
salient (Luanaigh & Lawlor, 2008). Moreover, loneliness predicts a decrease in
wellbeing, as well as decreased wellbeing is a predictor of loneliness (VanderWeele,

Hawkley, & Cacioppo, 2012).

With advancing age, wellbeing is fundamentally, relevant to both health and quality
of life (Steptoe, Deaton, & Stone, 2014). Viewing wellbeing as a concept that
encompasses life satisfaction, happiness, and purpose in life (Steptoe et al., 2014) has
implications for successful ageing, which can be seen as a multidimensional concept
encompassing these aspects (Bowling & Dieppe, 2005). Accordingly, loneliness can
be seen as potentially counteracting a successful ageing. To be able to prevent or
manage adverse outcomes associated with loneliness, as well as loneliness itself, causes
and associated factors both need to be identified. Despite increasing research of
predictors and associated factors, longitudinal research is still limited. Moreover, with
advancing age the burden of disease increases (Ward, Parikh, & Workman, 2011),
along with a decrease in overall health status (Chatterji, Byles, Cutler, Seeman, &
Verdes, 2014). Therefore, focusing on older age groups would be of interest in
relation to both predictors and unexplored associated factors.

Older people, who are frail, could be particularly vulnerable to experience loneliness,
although the research in regards to loneliness among frail older people is sparse.
Frailty is a vulnerable physiologic state leading to increased care needs, admission to
hospital or long-term care (Clegg, Young, lliffe, Rikkert, & Rockwood, 2013), as well
as increased risk of death (Crome & Lally, 2011). There is also an association between
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frailty and low self-reported psychological wellbeing, which implies that frailty is not
merely a physical matter (Andrew, Fisk, & Rockwood, 2012) but rather a dynamic,
multidimensional, and holistic state (Gobbens, Luijkx, Wijnen-Sponselee, & Schols,
2010). When caring for frail older people the need for individualised preventive
approaches has been stressed (Crome & Lally, 2011), as well as the importance for
supporting and promoting positive psychological states (Steptoe etal., 2014),
including loneliness (Boeckxstaens & De Graaf, 2011). However, it may be difficult
to implement because of how current practice by default is organised around acute
episodic models of care (Boeckxstaens & De Graaf, 2011). One suggested approach is
case management, which has been practiced to meet the holistic needs of frail older
peoples and promote cost-effectiveness (You, Dunt, Doyle, & Hsueh, 2012), by
providing individualised, coordinated, and integrated care through one single entry
point i.e. the case manager (Boeckxstaens & De Graaf, 2011). Case management, led
by nurses, have shown to improve the wellbeing of frail older people (You etal.,
2012), as well as being considered to be highly valued and psychosocially supporting
by the receivers -the frail older persons themselves (Sheaff et al., 2009). It has been
showed that loneliness, among older people in general, is an independent risk factor
for visiting or consulting a physician, as well as being a predictor for emergency
hospitalisation (Valtorta & Hanratty, 2012). Therefore, providing or guiding
strategies for managing loneliness and thereby reduce use of care, especially at the
emergency department, seem essential.

The complex situation of being frail, as well as the overall impact on health and
wellbeing in regards to loneliness, stresses the need for addressing these issues and
counteract the negative outcomes. As suggested by Valtorta and Hanratty (2012), the
research agenda needs to focus upon the risk to public health by distinguishing cause
and effect, as well as consider how intervention strategies can reach those who suffer
from loneliness.
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Background

Setting the current and future scene

Around the world populations are ageing rapidly, people are living longer (Chatterji
etal., 2014) and this demographic shift challenges the health system (Beard &
Bloom, 2014). There are indications that for people under the age of 85 postponing
of limitations and disabilities will occur (Christensen, Doblhammer, Rau, & Vaupel,
2009). However, morbidity such as chronic diseases could be worsen and difficulties
with instrumental activities in daily living (IADL) seem to be on the increase
(Chatterji et al., 2014). Moreover, older people are likely to have multiple, co-existing
and interacting problems resulting in loss of function and frailty (Beard & Bloom,
2014). Given the longer life expectancy, a key issue is whether years will be added to
life or life will be added to years by ensuring maintained functioning and wellbeing
(Chatterji et al., 2014). Accordingly, the health policy for ageing should focus on
maximising functioning rather than disease, including promoting the ability to do the

things that are of importance for the older person, regardless of functional capacity
(Beard & Bloom, 2014).

Sweden is no exception from this demographic shift nor the challenges facing the
health system (Lagergren, 2002; Rosen & Haglund, 2005). However, Sweden is
considered to have a well-developed system for providing care and services for older
people (Boeckxstaens & De Graaf, 2011; Lagergren, 2002). Briefly, the Health and
Medical Services Act and the Social Services Act defines the responsibilities in regards to
medical and health responsibilities as well as the right to social services and care for
older people (Lagergren, 2002; National Board of Health and Welfare, 2006). Both
acts emphasises respect for self-determination and integrity, along with a total view of
a person’s situation and needs for which demands planning, coordination and
continuity (National Board of Health and Welfare, 2006). However, there are
challenges to achieving continuity, due of insufficient resources, unclear
responsibilities, as well as communication and information deficiencies between
stakeholders (National Board of Health and Welfare, 2015). Regardless,
municipalities are responsible for care according to the Social Services Act and share
the responsibility with the county councils in regards to care according to the Medical
Services Act (National Board of Health and Welfare, 2006). The older person can
receive home help services (e.g. cleaning, shopping, meals-on-wheels, personal care),
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after a need assessment has been carried out by the municipality (Lagergren, 2002). If
qualified and/or highly specialised medical care is needed, the older person can receive
home nursing, or other assistance in the form of rehabilitation and auxiliary means
(Lagergren, 2002). A main goal for the care of older people in Sweden is that they
should be able to continue to live in their homes for as long as possible, despite
extensive needs of care and social services, hence a great majority of older people live
in their own homes (Lagergren, 2002; National Board of Health and Welfare, 2015).
Previous research has indicated that the wellbeing among older women who are
‘ageing in place’ ie. at home is good (Rioux, 2005). However, the increase in
European single-person households, where in some countries over 50 per cent of
women over the age of 65 live alone, could pose an increased risk of depression,
isolation, and loneliness (Beard & Bloom, 2014). Accordingly, the potential risk for
isolation, loneliness and depression among older people, currently and in the future,
underscores the interest in addressing these aspects in regards to the health of older

people.

Conceptualisation and prevalence of loneliness

Conceptualisation

First of all, loneliness is not merely an issue for older people, it arises in all ages
(Dykstra, 2009) and people can be objectively socially isolated without feeling lonely,
but on the other hand, people can have a rich social life and still feel lonely (Hawkley
& Cacioppo, 2010). However, there is no straight answer to what loneliness is, or
rather how it should be defined. Going back, there are three theoretical approaches
that appear to have dominated over the decades; the social needs approach, the
behaviourallpersonality approach, and the cognitive process approach (Marangoni &
Ickes, 1989). The social needs approach focuses on unmet social needs that are
considered to be the origin for experiencing loneliness (Marangoni & Ickes, 1989).
The theory and definition formed by Weiss (1973) represents this approach by
distinguishing emotional loneliness and social isolation. In the first case, loneliness is a
result of the loss or the absence of someone close, usually a partner, relative or friend,
and in the second case social isolation is a consequence of deficits in social network of
involvement with other people or groups, for example co-workers, neighbours or
friends (Weiss, 1973). The behaviouralpersonality approach involves behaviours,
where a difference between lonely and individuals who are not lonely has been
suggested, including social skills deficits and personality characteristic (Marangoni &
Ickes, 1989). The cognitive process approach also suggests that loneliness is a
consequence of a discrepancy between existing and desired relationships, as defined by
Peplau, Perlman, Peplau, and Perlman (1982). More recently, a fourth approach, the
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evolutionary, has been suggested stating that loneliness is the social equivalent of
physical pain, hunger and thirst (Cacioppo, Hawkley et al., 2006). The pain of social
disconnectedness and the hunger and thirst for social connectedness motivates
maintenance of existing social relations or creating new ones as a prerequisite for the
survival of our genes (Cacioppo, Hawkley et al., 2006; Hawkley & Cacioppo, 2010).
A merge of different theoretical approaches when investigating loneliness have been
encouraged, whilst keeping core definitions (Marangoni & Ickes, 1989). However,
critique towards defining loneliness (Nilsson, Lindstrom, & Naden, 2000), as well as
differentiating into several types such as existential, social, and emotional loneliness
have been raised (Rokach, 2012). A definition would be too narrow to fully
understand the complexity of the phenomenon (Nilsson et al., 2006), as well as when
differentiate between types (Rokach, 2012). The many viewpoints and definitions
make loneliness a problematic research area (Routasalo & Pitkild, 2003). Despite
these difficulties there are a few hallmarks that outline the conceptualization of
loneliness in this thesis, that is; a) loneliness is a subjective and undesired experience
involving a negative affect (Dykstra, 2009; Luanaigh & Lawlor, 2008), b) emotional
loneliness and social isolation are relevant to distinguish because of death of ageing
friends and relatives as well as the difficulty in having or finding a close attachment,
such as a partner with advancing age, poses a possible risk of increased emotional
loneliness (Luanaigh & Lawlor, 2008). It should also be noted that social isolation
according to Weiss encompasses a subjective experience (Weiss, 1973) whereas social
isolation in other cases is an objective condition of not having social connections

(Dykstra, 2009).

Aloneness and solitude

An important distinction should be made between the unwanted loneliness and the
more desirable aloneness, which implies a choice of being alone (Killeen, 1998;
Luanaigh & Lawlor, 2008). The utter counterpart to loneliness is solitude and the
difference can be expressed as the glory of being alone (solitude) versus the pain of
feeling alone (loneliness) (Cacioppo, Hughes, Waite, Hawkley, & Thisted, 2006).
Solitude is about being disengaged from immediate demands of other people, as well
as a freedom to choose physical and mental activities (Long & Averill, 2003).
Moreover, it provides opportunities for rest, creativity, imagination, reflection and
personal control (Rokach, 2011). Therapeutic benefits of solitude have also been
addressed where reading a good book, listening to music or experiencing the beauty
of existence creates a tolerance towards oneself and others (Nilsson et al., 2006).
However, the benefits of solitude depend on inner resources and the ability to find
meaning in a situation in which external support is lacking, suggesting that it is not
equally beneficial for all (Long & Averill, 2003). That is, people who are alone either
distract themselves through activities or engage in productive activities (Long &
Averill, 2003). Regardless, enhancing the benefits of solitude could be a useful
approach for managing loneliness (Rokach, 2011). The concepts of aloneness and

17



solitude are sometimes used interchangeably in literature. A continuum proposed by
Killeen (1998), simplifies the relationship between the different concepts. This
continuum ranges from loneliness to solitude, from a negative experience to a positive
experience, in which social isolation is placed between loneliness and aloneness, where
social isolation with a choice is aloneness and without a choice is loneliness.

Prevalence of loneliness in old age

In previous research, reported prevalence among older people varies depending on
definition, assessment, and intensity. Albeit being essential for researchers to quantify
and generalise the prevalence of loneliness, there is a challenge in doing so (Valtorta
& Hanratty, 2012). However, in regards to previous studies the prevalence of feeling
lonely sometimes or often/modest or severe seems to range between 20 to 50 per cent
for people aged 65 years or older (Dykstra, 2009; Golden et al., 2009; Pinquart &
Sorensen, 2001; Savikko, Routasalo, Tilvis, Strandberg, & Pitkild, 2005). The
prevalence of loneliness appears to increase with advanced age and among people over
80 years old a prevalence of 50 per cent of feeling lonely often has been reported
(Dykstra, 2009; Pinquart & Sérensen, 2001). The reported prevalence’s mainly
accounts for the western world. However, differences may still occur, for instance,
older Europeans in central and south of Europe are found to be lonelier that their
peers in the north and west (Dykstra, 2009; Fokkema, De Jong Gierveld, & Dykstra,
2012). In regards to stability over time, loneliness has been found to remain stable for
60 per cent of people aged 65+ years in Great Britain, who were followed-up after
eight years (n=287) (Victor & Bowling, 2012). In Sweden, a similar result has been
reported where 80 per cent of people 70+ years reported an unchanged level of
loneliness in a seven year follow-up (n=587) (Dahlberg, Andersson, McKee, &
Lennartsson, 2014). However, despite an increase with age and stability over time
there are older people who ‘improve’ their loneliness by reporting decreased levels of
loneliness. Prevalence of such an improvement has been reported, ranging from ten
per cent (Jylhd, 2004; Victor & Bowling, 2012) to almost 50 per cent (Dahlberg
etal., 2014). Associations between other positive changes have been demonstrated,
such as increased number of confidants, decrease in health deterioration and moving
from living alone to live with others (Victor & Bowling, 2012). Nevertheless, it
appears as though the proportion in loneliness increase is larger than the proportion
of decrease over time (Dahlberg etal., 2014; Dykstra, Van Tilburg, & de Jong
Gierveld, 2005; Jylhd, 2004; Victor & Bowling, 2012). Moreover, there is an
apparent social stigma associated with loneliness and the view of lonely people is in
general deemed to be socially unfavourable (Rokach, 2012). The reluctance or stigma
in admitting loneliness indicates that older people may not report loneliness unless it
is obvious or severe (Grenade & Boldy, 2008). Given the increased prevalence with
age, the stability over time and the possible underreported prevalence among older
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people, underscores the importance of recognising loneliness as a prevalent and
persistent problem in old age.

Successful ageing and loneliness

Successful ageing could be seen as the ideal state to be aimed for as a person gets older
(Bowling & Dieppe, 2005). Pioneers within this field were Rowe and Kahn (1987)
who made this into a concept central in ageing research by defining usual and
successful ageing (Billow & Soéderqvist, 2014). In a further elaboration successful
ageing was conceptualised as encompassing three main components; low probability
of disease and disease related components, high cognitive and physical capacity, and
active engagement with life (Rowe & Kahn, 1997). However, as pointed out by
Bowling and Dieppe (2005) a disease-free older age is unrealistic for most people and
alternative models encompassing aspects beyond disease, such as satisfaction with past
and present life or psychological resources, have been proposed. One approach would
be to consider successful ageing as a multidimensional concept encompassing physical
and psychosocial aspects (Baltes & Baltes, 1993; Bowling & Dieppe, 2005) with no
single trajectory of ageing being the ‘gold standard’ (Baltes & Baltes, 1993). Instead,
it is the individual process of ageing, including values, attitudes, resources, and
opportunities that form successful ageing (Baltes & Baltes, 1993; Bowling & Dieppe,
2005). Subjective definitions of the concept have shown to concern wellbeing and
social connectedness, including adaptation to illness and symptoms, rather than
absence of illness and symptoms being the norm (Jeste, Depp, & Vahia, 2010). Some
general principles for successful ageing have been proposed which include engaging in
a healthy lifestyle, encouraging individual and societal flexibility rather than simple
solutions, and strengthen the person’s own reserve capacities through e.g. health
related activities, facilitation and nurturing of meaningful relationships (Baltes &
Baltes, 1993). Rowe and Kahn (1997) suggest that active engagement through
relations in the form of contact with others, exchange of information, emotional
support, and assistance is crucial, where lack of social connections is underscored as a
risk factor for health, hence, successful ageing. More specifically, it has been argued
that loneliness itself counteracts successful ageing, along with depression among many
other factors (Jeste etal., 2010). Conversely, optimism, coping, as well as high
physical and mental quality of life (QoL) promote a positive outcome (Bowling &
Iliffe, 2011; Jeste et al., 2010).

Successful ageing is influenced in a complex way and through multiple levels ‘from
genes to neighbourhood” (Jeste et al., 2010). Therefore, it is challenging to both grasp
and assess the concept. However, aspects incorporated in successful ageing could be
used as indicators, with emphasis on indication rather than a full-scale assessment of
the concept. In regards to the underscored importance of psychological aspects of
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successful ageing (Bowling & lliffe, 2011; Biilow & Soderqvist, 2014; Jeste et al.,
2010) the concepts of life satisfaction, wellbeing, and QoL will therefore be
presented, both in relation to each other and in relation to loneliness.

The concepts of life satisfaction, wellbeing and quality of life

Overall, there is a lack of consensus regarding definitions and conceptualisations of
life satisfaction, wellbeing and QoL with the concepts sometimes used
interchangeably (Haas, 1999). Nevertheless, in previous research, loneliness has been
found to be related to all three concepts (Golden et al., 2009; Ni Mhaoldin et al.,
2012; Routasalo & Pitkdld, 2003). Therefore, presenting and untangling these
concepts seem useful for a further understanding of loneliness among older people.

Life satisfaction

Life satisfaction refers to an evaluation of peoples’ lives in regards to thoughts about
the quality or goodness of their life (Steptoe et al., 2014) and is sometimes considered
to be a referral to happiness in life (Steptoe et al., 2014; Veenhoven, 1988). An
operationalization of the definition of life satisfaction was developed by Neugarten,
Havighurst, and Tobin (1961) comprising five components; zest (vs. apathy),
resolution and fortitude, congruence with desired and achieved goals, positive self-concept
and mood tone. If seeing life satisfaction as a continuum then being on the positive
end of this range refers to enjoying activities that constitute everyday life, regarding
life as meaningful and accepting how life has been, a sense of achievement in reaching
major goals, holding a positive self-image and maintaining happy and optimistic
attitudes and moods (Neugarten et al., 1961). Judgement of life satisfaction seem to
be stable in shorter periods of time, such as one year, but as greater circumstances in
life are likely to change over time, as does life satisfaction (Fujita & Diener, 2005). In
addition, based on longitudinal data there are indications of a peak in life satisfaction
around the age of 65 to 70 years, followed by a decline with advancing age (Mroczek
& Spiro 111, 2005).

Wellbeing

The concept of subjective or self-reported wellbeing, hereafter referred to as
wellbeing, is an umbrella term for different valuations that people make regarding
their lives, bodies and minds, events happening to them, and the circumstances in
which they live (Camfield & Skevington, 2008; Diener, 2006). Moreover, according
to Diener (2006) wellbeing includes life satisfaction, interests and engagement,
emotional reactions to events in life e.g. joy and sadness. This is in line with a more
recent description of wellbeing encompassing three different approaches; /life
evaluation, as in overall satisfaction with life, hedonic wellbeing, as in everyday feelings
or mood, such as happiness, anger, or stress, and eudemonic wellbeing, as in meaning

20



and purpose in life (Steptoe et al., 2014). Assessing satisfaction with life has been
considered as a global/general indicator of wellbeing, albeit not being a specific
indicator, this assessment is still informative and useful (Diener, 2006). There is a
reciprocal relationship between wellbeing and physical health and wellbeing may be
protective for maintaining health in old age (Steptoe etal., 2014). Moreover,
promoting wellbeing is not just potentially beneficial for the person him/herself but
also for society as whole (Diener, 2006), where addressing mental health needs,

including loneliness, has been suggested as a key target for improving wellbeing (Ni
Mhaoldin et al., 2012).

Quality of life

The concept of QoL has different meaning to people, as well a variation in meaning
depending on the area of application (Fayers & Machin, 2007). QoL has also been
used to refer to various concepts such as wellbeing, life satisfaction and happiness
(Ferrans, Zerwic, Wilbur, & Larson, 2005). One common and widely used definition
of QoL has been proposed by the WHO (Camfield & Skevington, 2008) where QoL
is seen as a broad subjective and multi-dimensional concept influenced by a person’s
physical health, psychological state, level of independence, social relationships and
their relationship to salient features of the environment (WHOQOL-group, 1995).
In this context, the concept of health can be defined as “a state of complete physical,
mental and social wellbeing and not merely the absence of disease or infirmity”

(WHO, 1946) .

The relationship between the concepts

There appears to be consensus regarding life satisfaction being a salient concept to
wellbeing and QoL, although being subordinate to the latter two concepts (Camfield
& Skevington, 2008; Diener, 2006; Haas, 1999). The relationship between wellbeing
and QoL is less clear, but it has been argued that wellbeing and life satisfaction relies
on subjective assessments. Whereas QoL may have both subjective and objective
assessments, e.g. living conditions (Diener, 2006; Haas, 1999). Therefore, wellbeing
and life satisfaction are incorporated in QoL (Haas, 1999). However, on one hand it
has been concluded that wellbeing and QoL, as defined by Diener (2006) and the
WHOQOL-group (1995), are synonymous (Camfield & Skevington, 2008). On the
other hand, QoL has also been considered as an outcome indicator of wellbeing
(Bowling & Iliffe, 2011). Seemingly, the relationship of wellbeing and QoL is not
fully clear and appears to depend on how the concepts are viewed and defined.
Moreover, the inconsistencies make comparing findings across studies difficult,
including conclusions and implications for clinical practice (Ferrans etal., 2005).
This was one reason for making a refinement of the concept in terms of Health
Related Quality of Life (HRQoL) (Ferrans et al., 2005), which provides an outcome of
wellbeing (Sprangers et al., 2010).
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Health related quality of life

HRQoL focuses on the effects of health, illness, and treatment on QoL (Bakas et al.,
2012; Ferrans etal., 2005). There are several theoretical models and conceptual
frameworks capturing HRQoL from various aspects of health and illness conditions
(Bakas et al., 2012) but the definition is loose (Fayers & Machin, 2007). There are
some shared theoretical underpinnings and it is generally agreed that HRQoL is
dynamic, subjective, and multi-dimensional, including dimensions regarding physical,
social, psychological, and spiritual factors (Bakas et al., 2012).

Research indicates that there are three commonly used models of HRQoL where the
model by Wilson and Cleary being the most frequently used, and combines the
biomedical and social science paradigms (Bakas etal., 2012). This includes
pathological processes, biological, physical, and clinical outcomes as well as
functioning and overall wellbeing (Wilson & Cleary, 1995). Sprangers et al. (2010)
presents an extended model of Wilson and Cleary where a new approach is
incorporated based on evidence that there is a genetic foundation of HRQoL. That is;
genes have an impact on the experience of symptoms, perceptions of health, mood,
and overall QoL (Sprangers et al., 2010). This notion was formed by an international,
interdisciplinary consortium, GENEQOL, aimed to investigate biological pathways
and genes involved in HRQoL (Ordofiana et al., 2013; Sprangers etal., 2010). It
should be noted that the complexity in the interchangeable use of concepts such as
wellbeing, QoL, and HRQoL partly remains, even after introducing a model.
However, HRQoL, as presented in the model, refers to patient-reported QoL i.e. a
more narrow concept applicable to patients (Sprangers etal., 2010), concerning
aspects of QoL related to health (Ferrans et al., 2005). Therefore, HRQoL as a self-
reported/patient-reported assessment of QoL will hereafter be referred to as QoL.

Using the model by Wilson and Cleary (1995) or the revised version by Ferrans et al.
(2005) to start with and then build upon ha