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‘In care, man has the source of his being’  

Heidegger, Being and time (1927/1962), p. 243  
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Abstract 

 

Informal caregiving is crucial to the sustainability of health and social care systems globally. 

With ageing populations, a rising prevalence of acute and chronic health conditions and 

increased migration, the need for informal care is growing, making it important to understand 

what motivates adult individuals to provide informal care. 

 

Against this background, this doctoral thesis explored motivations and willingness to provide 

care, the underlying factors that shaped them, and how these factors, and caregiver motivations 

and willingness themselves, related to positive and negative caregiver outcomes. The thesis is 

comprised of three review chapters and three empirical chapters, making use of mixed 

methodologies (qualitative and quantitative) to address the research questions. A qualitative 

meta-synthesis of 105 studies identified micro and macro determinants underlying motivations 

and willingness to provide care. The meta-synthesis of micro influences on motivations and 

willingness to care highlighted relational, personal, and contextual factors such as reciprocity, 

affection, caregiving obligations or situational aspects of caregiving. A systematic review of 

macro influences highlighted cultural and societal motivations, for example cultural values and 

social norms that shaped motivations and willingness to provide care. To better understand 

how such cultural factors shape motivations and willingness to provide care, an in-depth meta-

ethnographic review of 37 studies was conducted. This review addressed the question of ‘how’ 

culture shapes motivations and willingness to provide care. Illustrating the possible interactions 

between ethnocultural factors, a model was developed that explained cultural underpinnings of 

motivations and willingness to provide care. Cultural self-identity, typically arising from 

socialisation processes, was generated as an overarching explanatory theme in this model.  

 

To gain a fuller understanding of caregiver motivations, and how these relate to values and to 

the challenges and gains of caregiving, the first empirical study (N=8) employed qualitative 

methods (Photovoice and Interpretative Phenomenological Analysis). A broad range of 

psychological and social caregiver motivations were identified, showing that caregiver 

motivations were underpinned by caregiver values and shaped by caregiver responses to 

specific challenges and gains of caregiving. Changes in caregiving motivations over time were 

hinted at in caregivers’ accounts and these were noted. The cultural value of familism, personal 

values, meaning processes and illness perceptions, all of which were identified in the 
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qualitative meta-synthesis as underpinning motivations and willingness to provide care, were 

next explored in quantitative analyses. Analysing data from a multinational survey with 

informal caregivers, the ENTWINE-iCohort, an examination of cross-country differences in 

key cognitive and psychosocial variables across 8 European countries and Israel was conducted 

(N=946). The between-country differences in these key variables, and in caregiver outcomes 

were likely related to differences in health and social care systems and/or to intrinsic cultural 

differences. Subsequently, the analysis of this dataset was extended to investigate whether any 

effect of caregiver values, meaning in life and illness threat on caregiver outcomes was 

mediated by caregiver motivations and/or willingness, and whether this effect was further 

moderated by caregiver’s perceived choice in providing informal care (N=907-912). 

Motivations/willingness for caring mediated the relationship between independent and 

outcome variables, however the perception of choice in assuming the caring role did not 

moderate these associations. 

 

The findings of this thesis highlight the need to assess caregiver motivations, willingness to 

care, caregiver choice, and caregiver needs in a culturally sensitive manner and at repeated time 

points, in order to better inform healthcare and social care policy and practice, and the delivery 

of caregiver support. The findings and the recommendations for policy and practice are of 

international relevance for countries where the need to support caregivers is well established 

and for countries where support for caregivers is underdeveloped. 
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Introduction 

 

The work presented in this thesis explores caregiving motivations and willingness to provide 

care, the factors underpinning them as well as the relations between motivations/willingness 

and caregiver outcomes (e.g., caregiver burden or gains). This introductory chapter provides 

the context for this research and discusses the underpinning theoretical models used within the 

existing literature to understand motivations and willingness to provide informal care, 

caregiver burden and gains. The chapter considers informal care provision in a global context, 

looking at sociodemographic changes and how these have, and will continue to, impact the 

prevalence of caregiving.  This is followed by an overview of the development of the concepts 

of care and caring that have inspired and shaped care research over the last four decades, and 

then by a discussion of caregiving outcomes (both positive and negative). Subsequently, the 

chapter examines the current evidence base pertaining to the role of constructs of motivations 

and willingness for caring. To conclude this introductory chapter, the aims of the thesis, a 

summary of subsequent chapters, and a contribution statement are provided. 

 

Definitions of informal caregiving vary across studies and within official recording systems of 

different countries (Bauer & Sousa-Poza, 2015; Bettio & Verashchagina, 2010; Carers UK, 

2019a; Family Caregiver Alliance, 2015; Kemper et al., 2005). Various terms are used to 

describe the caregiver role, including informal caregiver; caregiver; informal carer; carer; 

unpaid carer; family carer. These terms vary across the research, policy, and practice literature. 

Generally, informal caregiving is defined as the provision of usually unpaid care to a relative 

or friend with a chronic illness, disability, or other long-lasting health and care needs 

(Revenson et al., 2016). Informal caregiving has been conceptualised as a ‘career’ (Aneshensel 

et al., 1995; Pearlin, 1992) and as a ‘journey’ (Revenson et al., 2016), i.e., a dynamic process 

during which the amount and type of assistance needed, the caregiver’s own expertise in 

providing care, and other factors vary in time and intensity, altogether influencing the 

caregiving experience. A person's entry into the caregiving role may be subtle and gradual, 

with many caregivers not perceiving themselves as ‘caregivers’ but rather that they are ‘helping 

out’ a family member or friend (Burton, 2008). The adoption of a caregiving role may also be 

abrupt, e.g., such as in the case of care provision to a person who has a stroke and is discharged 

home following acute care (Gaugler et al., 2003). The subpopulation of adult caregivers is 

typically distinguished in research from the population of young informal caregivers (Revenson 

et al., 2016). Young caregivers (i.e., those aged less than 18 years old) were not included in 
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this thesis. The term ‘caregiver’ is widely used in Europe (Bleijlevens et al., 2015; Brandt et 

al., 2021; Di Novi et al., 2015; Spasova et al., 2018; Verbakel, 2018) and comprises an 

equivalent to the commonly used term ‘carer’ in the British context (Carers UK, 2019, 2021). 

Given the predominantly multinational character of the thesis (except for Chapter 5 which 

pertains solely to British caregivers), the term ‘caregiver’ has been applied throughout the 

thesis. This term is also consistent with the one used in the ENTWINE ITN Network, the EU 

funded project in which this doctoral research project took place. 

 

Informal care in numbers and care sustainability 
 

Countries world-over face significant and increasing demand for care that results mainly from 

increases in life expectancy, reduced fertility rates, a smaller family size and a growing 

prevalence of older adults (Bettio & Verashchagina, 2010; Börsch-Supan, 2019; Schwarzkopf 

et al., 2012). For example, life expectancy at birth has been steadily increasing in Europe since 

1960s at a rate of more than 2 years per decade, reaching an average of 81 years in 2018 

(Corselli-Nordblad & Strandell, 2020; World Bank, 2022). Also, over the same period, the 

average life expectancy in Europe has risen significantly, with 65-year-olds in 2018 expected 

to live around 18 to 22 more years (Corselli-Nordblad & Strandell, 2020; OECD, 2022). As 

the prevalence of chronic conditions, disabilities and frailty increases with advancing age, an 

unprecedented increase in the number of people in need of care has been noted (Geerts et al., 

2012; Kooiker et al., 2019; Wittenberg et al., 2008) and this number is expected to continue to 

grow (Kooiker et al., 2019; Pickard, 2015). While increases in life expectancy are one of the 

greatest accomplishments of the 21st century, this also comes with the challenge of meeting the 

rising demand for care. The prevalence of chronic conditions is also increasing among not only 

older adults but also people in midlife (Paez et al., 2009). Over the next three decades, the 

caregiver-care recipient support ratio is projected to decrease in nearly all European countries, 

i.e., from 6 potential caregivers per care recipient in 2011, the caregiver ratio in Europe is 

projected to shrink to 4 in 2030. This unprecedented ‘care gap’ is expected to widen even more 

as the ratio continues declining to 2 in 2050 (Ribeiro et al., 2021). This suggests that the 

sustainability of informal caregiving is at increased risk due to demographic changes. 

 

Although different developed countries have responded to this increasing demand for care in 

different ways, the dominant trend of policy reforms has centred around an increasing shift of 

the responsibility for care from the state to informal caregivers (Ranci & Pavolini, 2015; 
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Verbakel, 2018). A model of family-based care provision is prevalent, albeit to differing 

degrees in different countries (Calvó-Perxas et al., 2018; Kaschowitz & Brandt, 2017). For 

example, in most Eastern European countries, which are typically considered by European 

Commission (Bouget et al., 2016) as underdeveloped with respect to formal and informal care 

support, it is common that the healthcare and social care systems rely nearly exclusively on 

informal caregivers (Bettio & Verashchagina, 2010) with little or no formal support available 

for caregivers. In other European countries many healthcare and social care systems have 

adopted mixed models of care in which the state and families share the responsibility of care, 

yet in in practice, this has usually translated into shifting a good deal of the cost and 

responsibility of care from the state to family members and/or friends (Grootegoed & Van Dijk, 

2012; Verbakel, 2018). As a result, greater expectations and responsibility are being placed on 

informal caregivers, who are playing an increasingly important role in the provision of care. 

Currently, it is estimated that informal caregivers provide up to 80% of care to individuals with 

long-term care needs in Europe and North America (Hoffmann & Rodrigues, 2010). Almost 

half (48%) of the caregivers in the UK provide 90 hours or more care each week with 24% of 

caregivers providing care to more than one person (Carers UK, 2021b). 

 

Most people are likely to find themselves in either a role of a caregiver or in receipt of care at 

some point in their life (Lewis, 1997). Recent data estimates show that the proportion of 

informal caregivers among adults is approximately 13% in countries such as Portugal and Spain 

and 22% or more in Belgium, Luxembourg and Denmark (Tur-Sinai et al., 2020). Other 

estimates are within the range from 17% to 34% among the adult European population 

(Verbakel et al., 2017; Zigante, 2018). It is estimated that in the UK alone there are currently 

7.6 million known informal caregivers (Carers UK, 2021b). Estimating the number of informal 

caregivers remains a difficult task, given differing definitions of caregiving (Colombo et al., 

2011), and the fact that the actual number of informal caregivers is typically higher than the 

number of people identifying themselves as caregivers or the number of caregivers receiving 

support under national-specific programmes (Hoffmann & Rodrigues, 2010). As such, it is 

likely that there is a high proportion of informal caregivers not included in official statistics. 

Women tend to provide care more often than men (Tur-Sinai et al., 2020) although the 

prevalence of men providing informal care has been increasing over the last decades (Calvó-

Perxas et al., 2018). Care provision is also more prevalent among unemployed rather than 

employed individuals (Verbakel et al., 2017) and among individuals with higher (i.e., post-

secondary school) rather than lower or poor educational levels (Tur-Sinai et al., 2020). It should 
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be noted, however, that informal caregiving occurs in various age groups and among 

individuals from diverse socioeconomic backgrounds. Given the ageing and changing 

demographic, societal expectations of community based, familial caregiving, and the state 

retrenchment policies shifting the cost and responsibility of care from the state to informal 

caregivers (Grootegoed & Van Dijk, 2012; Horton, 2022; Ranci & Pavolini, 2015; Verbakel, 

2018), there is a real risk that potential negative consequences of caregiving for the caregiver, 

and possibly some care recipients, will increase (Morrison et al., 2022). The evidence driving 

this increasing awareness is that negative outcomes of caregiving such as burden, stress and 

social isolation are common and have their own costs in terms of caregiver health/illness as 

well as influence caregiver’s ability and willingness to initially provide or continue to provide 

care. To successfully sustain caregiving relationships, it is imperative that we seek ways to 

ameliorate the potential negative effects of informal care on caregiver’s wellbeing and enhance 

the positive caregiving experiences. Research that seeks to understand various caregiving 

experiences and outcomes, as well as the underpinning factors that shape them, is needed. This 

doctoral thesis contributes to this evidence base by exploring caregiving motivations and 

willingness for caring, the underlying factors that shape them, and the influences of these on 

caregiver outcomes. 

 

Understanding care and caring  
 

Central to the key aims of this research is understanding motivations to provide care and 

willingness to perform care. Understanding of the concept of care is critical.  

 

There is no universally agreed definition of care. Care has a dual set of meanings, referring 

both to a mental (emotional and cognitive) disposition of concern and to the actual practices 

that people engage in (behaviours) as a result of these concerns (Tronto, 1998). For example, 

a doctor's care involves attentiveness and concern as well as actual practices/actions (e.g., 

prescribing medical treatment). Caring is an activity that can occur across various institutions 

and settings (Fisher & Tronto, 1990). This thesis, as indicated earlier, explores informal care, 

i.e., care provided by usually unpaid relatives or friends to a person in need of care and support. 

 

Before the concept of care became a focus of social and psychological research, it was 

discussed in philosophical literature. Care has been a central concern in phenomenological 

philosophy. For instance, care was at the heart of the Heideggerian vision of humanity: ‘In 
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care, man has the source of his being’ (Heidegger, 1927/1962; p. 243). There is subsequently 

a prominent body of psychological empirical research on care that draws on this 

phenomenological tradition (Chamberlayne & King, 1997; Galvin et al., 2005; Hunt & Smith, 

2004; Tomkins & Eatough, 2013). A qualitative study conducted as part of the research 

presented in this thesis (see Chapter 5) also applies a phenomenologically-inspired method of 

analysis (Smith et al., 2009) to explore caregiver motivations to provide care. 

 

Until the early 1980s, care and caregiving (i.e., the action/process of providing care) had not 

been of interest to social and psychological research and that started to change with feminist 

scholars who began to systematically describe the characteristics and societal importance of 

the unpaid domestic work done by women as care. According to Anttonen & Zechner (2011), 

it was in the wake of the establishment of the field of women’s studies that care and caregiving 

became a focus for research, with women as informal caregivers at the centre of analysis. For 

example, Anttonen & Zechner (2011) indicate that, in the UK, a great number of studies on 

female informal caregivers were conducted during the 1980s and these studies showed that 

women were responsible for a major share of caregiving work, which was often experienced 

as burdensome. It was also in the 1980s that Gilligan (1982) made a distinction between the 

‘ethics of care’ and the ‘ethics of justice’, laying foundations for her theory of moral 

development in psychology and attributing a specific and unique capacity to care to women. 

The features of the ‘ethics of care’ include responsibility and commitment rather than rules and 

precepts, as is the case of the ‘ethics of justice’. The former is also anchored in actual 

circumstances, instead of being abstract and formal in the way that the ‘ethics of justice’ is 

described (Gilligan, 1982). Later, Tronto (1987) criticised Gilligan's (1982) ‘ethics of care’, by 

showing that the conceptualisation renders men’s caregiving invisible, glorifies women and 

does not consider that women can choose not to care as well as that care expectations can 

oppress women. Tronto (1998) developed her own model of care ethics which posits care as a 

central value in human life (regardless of an individual’s gender) and recognises that care 

requires a complicated process of judgment which is likely to be filled with inner 

contradictions, conflict, and frustration. This model of care ethics (Tronto, 1998) provides 

opportunities to understand motivations and willingness for caring as an ethical issue1 and in a 

wider societal context. The implications of this model for the overall thesis findings are 

 
1 Ethics is understood here in its original, philosophical meaning, i.e., knowledge about and reflection on how to 

live a good life (Plato, 1984), not the conformity to set principles and codes of behaviour (e.g., that stealing is 

wrong). 



 18 

discussed further in Chapter 8. In summary, feminist scholars can be considered the first 

generation of care researchers who highlighted the challenges and limitations associated with 

the contemporary conceptualisations of care and, most importantly, recognised women’s 

‘invisible’ informal care work as an important contribution to society. As care started to move 

out of the private domain of intimate, usually familial, domestic, and healthcare relations into 

the realm of public policy and socio-political discourse, it was increasingly amenable to 

broader, more integrative explorations. The second generation of care researchers focused on 

the deconstruction of the concept of care and the addition of some new dimensions. For 

example, the focus of attention moved towards aspects such as class, ethnicity, the fact that 

care often involves mutual dependence and reciprocity and that the positions of caregiver and 

care recipient can be interchangeable (Anttonen & Zechner, 2011). 

 

This shift in thinking about care underpins the thesis’s current objectives of studying 

motivations and willingness for caring. As mentioned here and elsewhere in this thesis (see 

Chapters 2, 3, 6 and 8), caregiving is a societal issue. European governments have typically 

shifted the cost and responsibility of care from the state to family members and/or friends, with 

social care services in place mostly if informal caregivers are unavailable (Grootegoed & Van 

Dijk, 2012; Verbakel, 2018). At the same time, as depicted before in relation to caregiver 

statistics, there is a predicted reduction in the availability of informal caregivers (Ribeiro et al., 

2021) and an unprecedented increase in the demand for care (Geerts et al., 2012; Kooiker et 

al., 2019; Wittenberg et al., 2008) that is predicted to grow further (Kooiker et al., 2019; 

Pickard, 2015). Given this knowledge, an example from the British context shows that some 

policies have more recently started to emphasise that assumptions should not be made about 

someone’s ability and willingness to care (e.g., see Department of Health, 2014; as compared 

with Department of Health, 2008). However, these recommendations are not later translated 

into practice (see Department of Health, 2008, 2014). The central role of government remains 

to help support and promote the wellbeing of caregivers2 (Department of Health, 2014), the 

role of the individual remains to provide care. 

 

 
2
 Care Act (2014) mentions the assessment of caregiver’s ability and willingness to continue caring as one of 

other issues in the caregiver assessment. Based on this assessment, the local authority decides whether the 

caregiver’s needs are ‘eligible’ for support from the local authority (the support that may be charged). However, 

in practice the main idea behind the assessment is focused on supporting and promoting the caregiver wellbeing 

with the caregiving responsibility being predominantly placed on the caregiver. 
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The underlying implicit assumption of such policies is that there is and will be a supply of 

people willing to provide care and that the role of the government is to support their wellbeing. 

Although we have limited knowledge of the influence of personal motivations and willingness 

to care on caregiver experience and outcomes, there is some evidence that caregiving 

motivations and willingness play an important role (Lyonette & Yardley, 2003; Morrison & 

Williams, 2020; Parveen et al., 2013; Quinn et al., 2010). We do have some understanding of 

the factors that underly, promote and maintain motivations and willingness to provide informal 

care (Burridge et al., 2007; Parveen et al., 2011; Parveen & Morrison, 2012) in the first place. 

If informal care is to be sustained, it is important to identify factors that ameliorate negative 

caregiver experiences and outcomes, otherwise it is likely that any initial motivations and 

willingness to provide informal care will subside amongst informal caregivers. It is important 

to help those willing to provide care to maintain caregiving. This thesis seeks to identify and 

examine factors that underpin a caregiver’s motivations and willingness to provide care, and 

the impact of these motivations and willingness on caregiver outcomes. 

 

Impact of caregiving 
 

A great number of studies have been conducted over the last three decades documenting the 

impact caregiving has on caregiver outcomes (Revenson et al., 2016). It is recognised that 

caregivers can experience both positive and negative outcomes as a result of their caregiving 

responsibilities (Allen et al., 2017; Chiao et al., 2015; Li & Loke, 2013; Quinn & Toms, 2019; 

Yu et al., 2018). In this thesis, the primary focus is placed on psychosocial caregiving outcomes 

such as wellbeing, burden, health-related quality of life and gains. Generally, caregiver 

outcomes could be divided into two broad groups: the negative and the positive. 

 

Negative caregiver outcomes have been widely investigated. Informal care provision has been 

shown to come at a personal cost: providing care for a family member or friend who is 

experiencing illness or disability can be stressful, time-consuming, physically exhausting and 

this can negatively affect the process and experience of caregiving and the physical and 

psychological outcomes for both the caregiver and care recipient. Previous studies, including 

several systematic reviews (Angelo & Egan, 2013; Chiao et al., 2015; Faronbi et al., 2019; 

Faucher & Garner, 2015; Lu et al., 2019; Parveen et al., 2011; Viitanen et al., 2007; Williams 

et al., 2014), have typically highlighted prevalent negative consequences with regards to 

caregiver burden and strain, and unmet needs for help and support. High levels of emotional 
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distress and increased symptoms of anxiety and depression have been reported among 

caregivers of stroke survivors (Bell et al., 2001; Loh et al., 2017; Mukherjee et al., 2017). In 

addition, poor physical health related to the caregiving role is also evidenced (Laudenslager, 

2014; Pinquart & Sorensen, 2005; Vitaliano et al., 2003). A meta-analysis of 84 studies 

conducted across a range of care recipient’s health conditions revealed that caregivers reported 

significantly lower levels of wellbeing and physical health than non-caregivers (Pinquart & 

Sorensen, 2005), with some specific findings pointing to caregivers showing poorer immune 

response (Vitaliano et al., 2003) and exhibiting greater cardiovascular reactivity than non-

caregivers, potentially exposing caregivers to greater risk of future heart disease (Laudenslager, 

2014). 

 

Numerous studies have identified high levels of caregiver burden across a wide range of 

chronic diseases as a multidimensional response to the various stressors associated with caring 

(Faronbi et al., 2019; Geng et al., 2018). Caregiver burden is a well-documented negative 

caregiver outcome (Revenson et al., 2016), conceptualised to consist of two categories: 

subjective and objective burden. Objective burden refers to the magnitude of the care provision 

tasks, i.e., the nature, frequency and the number of caregiver tasks. Some examples include 

providing the care recipient with support in ADLs and/or IADLSs (e.g., dressing, eating, 

medication intake). The magnitude of the objective burden may be reflected in the number of 

hours or days that the informal caregiver is involved in providing care. Subjective burden 

represents the affective domain of the caregiver’s experience (Zarit et al., 1986), i.e., how 

informal caregivers perceive various aspects of their situation and the feelings that arise. 

Subjective burden addresses both negative and positive experiences (Nijboer et al., 2001). Care 

recipients may also report feelings of being worthless, lonely, fearful and not in control of 

decision making with regards to their care receiving experience (Clissett et al., 2013; Cowdell, 

2010; Stenwall et al., 2008). High levels of caregiver burden or anxiety are associated with 

higher levels of depressive symptoms amongst care recipients (Ejem et al., 2015; Pristavec, 

2019), and higher levels of caregiver gains are associated with lower levels of depressive 

symptoms amongst care recipients (Pristavec, 2019). 

 

Financial strain has also been common amongst caregivers with many predicted to be worse 

off financially as a result of their role (Calvó-Perxas et al., 2021; Carers UK, 2019a, 2021b). 

Having to combine care responsibilities with paid employment can result in some informal 

caregivers reducing work hours or giving up employment (Bittman et al., 2007). The current 
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cost of living crisis, for example in the UK with inflation at the highest rate in 30 years, driven 

by soaring increases in energy bills and basics such as food, has worsened the already 

precarious financial position of many caregivers: it is estimated that just under half (45%) of 

caregivers are unable to manage their monthly expenses (Carers UK, 2022). 

 

Positive caregiver outcomes have been described as caregiver gains (Kramer, 1997), 

transformative aspects of caregiving (Revenson et al., 2016), or positive aspects of caregiving 

(PAC; Li & Loke, 2013; Parveen & Morrison, 2012; Quinn et al., 2022; Quinn & Toms, 2019; 

Yu et al., 2018). In this thesis, the term caregiver gains is applied and defined as the extent to 

which the caregiving experience is perceived as benefiting the informal caregiver (Kramer, 

1997). Caregiving gains are present but less often reported by caregivers, and include for 

example personal satisfaction, growth, improved relationship with the care recipient, gaining 

spiritual/religious blessings or learning new skills (Faucher & Garner, 2015; Li & Loke, 2013; 

Marino et al., 2017; Murphy, 2005; Parveen et al., 2011; Quinn & Toms, 2019; Williams et al., 

2014; Yu et al., 2018). Studies and reviews of gains suggest that informal caregiving can have 

meaningful and potentially beneficial effects for the caregivers but that gains are neither 

uniform nor inevitable (Parveen & Morrison, 2012). 

 

Informal caregiving is a dynamic and multifaceted process that occurs in a sociocultural 

context, and changes over time in response to the care recipient’s needs for care (Giesbrecht, 

2008; Godfrey et al., 2018) and many other factors. Empirical studies have found that a 

considerable portion of the variance in caregiver outcomes (negative and positive) is linked to 

the care recipient’s needs and sociodemographic characteristics such as type, stage and severity 

of disease (Yigitalp et al., 2017; Yu et al., 2016), caregiver age (Del-Pino-Casado et al., 2011; 

Gilhooly, 1986; Keefe et al., 2000; Muoghalu & Jegede, 2010; Tseliou et al., 2018), 

socioeconomic status (Borsje et al., 2016), gender (Jones et al., 2011; Penning & Wu, 2016), 

ethnicity (Dilworth-Anderson et al., 2005; Moon et al., 2020), cultural values (Khalaila & 

Litwin, 2012; Parveen et al., 2013), caregiver’s relationship with the care recipient (Del-Pino-

Casado et al., 2011; Pinquart & Sorensen, 2005) and caregiver’s living  arrangements (i.e., 

whether co-residing with their care recipient or not; Gilhooly, 1986; Guberman et al., 2008; 

Jiménez‐Martín & Prieto, 2015; Shen et al., 2017). 

 

As noted, caregiving is a continuous activity, a ‘journey’ (Revenson et al., 2016), that could 

span many years. Therefore, the timeframe is a significant element in accounting for caregiver 
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experience and outcomes. The effects of time, or of transitions in the role, have been explored 

extensively leading to empirical verification of two opposing theoretical proposals of ‘wear 

and tear’ (strain hypothesis) and of ‘adaptation’ (adaptation hypothesis). The former proposes 

that caregiver burden worsens over time due to the increasing challenges faced (Bainbridge & 

Townsend, 2020), however, evidence for this hypothesis typically arose from studies of long-

term caregivers (mostly in dementia) providing care for two or more years, where caregivers 

experienced a decrease in wellbeing and quality of life, and an increase in depressive symptoms 

and burden (Barnett, 2015; Rafnsson et al., 2017). The second hypothesis suggests that the 

caregiving burden reduces over time as the caregiver adapts to their role and their changing 

circumstances (Revenson et al., 2016). The adaptation hypothesis is the opposite of the 

caregiver strain hypothesis, and it assumes that caregiving demands are the highest and the 

most burdensome at the onset of the caregiving role and that they continuously decrease over 

time once the individual adapts to the role. An example in support of this hypothesis is 

documented by Bookwala (2009) showing that males caring for a parent were found to 

experience a decrease in depressive symptoms over time. The strain hypothesis has also been 

compared with the ‘recovery’ hypothesis, which explores the impact of the cessation of 

caregiving on caregiver outcomes. The ‘wear and tear’ theory suggests that caregiver health 

and wellbeing is not recovered after the cessation of caregiving due to the cumulative effects 

of chronic stress, which may lead to further decline in caregiver health (Eloniemi-Sulkava et 

al., 2002; Schulz et al., 2004). The ‘recovery’ hypothesis suggests that caregivers ‘recover’ 

following the removal of chronic stress (Lawton et al., 2000; Sury et al., 2013). There is 

evidence supporting both hypotheses (see Brown & Bond, 2016). Overall, it might be difficult 

to conclude which of these opposing hypotheses most accurately depict caregiving outcomes 

over time. The empirical evidence supporting these competing hypotheses illustrates that each 

caregiving journey is unique due to the variety of personal and social influences thereon. The 

outcomes of caregiving vary for individuals and may also change over time. 

 

Understanding caregiving outcomes  
 

A short overview of existing theories explaining the impact of caregiving on the caregiver is 

presented here. 

 

Several theories have been used to explain caregiving impact on the caregiver. Caregiving has 

traditionally been perceived as a stressful activity; therefore, stress theories have been 
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commonly applied. For example, the Transactional Theory of Stress and Coping (Lazarus & 

Folkman, 1984) has been widely implemented in caregiver research and outlines an 

individual’s appraisal as a driving force in the experience of stress. The model distinguishes 

between the different types of appraisals: primary, secondary, and reappraisal. Primary 

appraisal involves a decision based on whether (or not) the event happening is relevant to the 

individual’s goals, commitments, and values; the evaluation or assessment of the stressor can 

be either benign-positive, irrelevant, or stressful. Secondary appraisal is defined as a cognitive 

evaluation process about what actions must be taken to deal with the situation drawing upon 

an individual’s perceived and actual resources (internal or external, e.g., financial and social 

support), and evaluating their perceived ability to cope with the stressor. The stress occurs 

when there is a mismatch between the perceived demands and the resources perceived to be 

available to the caregiver. Finally, reappraisal refers to the re-assessment of the initial appraisal 

based on an evaluation of whether the prior coping effort has succeeded in attaining the desired 

effect or not. The main idea conveyed by the theory is that stress occurs less due to the stressful 

situation/stimuli and more due to an individual’s perception of the situation - the same situation 

(stressful event) could be perceived differently by different caregivers depending on their 

perception of the resources available to address the stressor or on their choice of coping 

response. Lazarus & Folkman (1984) showed that stress can be reduced by improving an 

individual’s effective coping strategies. These ideas were further adapted in the Caregiving 

Appraisal Model (Yates et al., 1999), and were contextualised to a caregiving context.  

 

Developing this appraisal-led model further, the Stress Process Model (Pearlin et al., 1990) 

was informed by studies of caregivers for individuals living with Alzheimer’s disease. The 

model distinguishes between four main domains: background and context; stressors; mediators; 

and outcomes of the stress. These domains further consist of multiple components. As an 

example, the domain of stressors is divided into (a) primary stressors, (b) secondary role strains 

and (c) secondary intrapsychic strains. The category of (a) primary stressors consists of two 

sub-categories: objective indicators (e.g., behavioural problems) and subjective indicators 

(e.g., overload). The category of (b) secondary intrapsychic strains contains two sub-categories: 

global (e.g., caregiving mastery) and situational (e.g., loss of self). Thirdly, the category of 

secondary role strains (c) includes subcategories pertaining to family conflict and economic 

problems. The principle behind the model is to show that multiple factors and mediating 

processes interact in the caregiver’s experience of stress. Similar to Lazarus & Folkman (1984), 

Pearlin et al. (1990) outlined coping as an important factor in dealing with stress. 
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The Caregiving Appraisal Model (Yates et al., 1999) further applies Lazarus & Folkman's 

(1984) stress framework to the caregiving context. The model consists of five main domains 

that further include different factors within; the five domains are: primary stressors; primary 

appraisal; mediators; secondary appraisal; and outcome. The primary appraisal is informed by 

hours spent on informal caregiving, and secondary appraisal is informed by an experience of 

overload or burden. According to this model, primary stressors (e.g., the time and energy that 

caregiving requires), in combination with mediators (e.g., relationship quality), might result in 

the feeling of overload, which can then lead to feelings of depression (outcome). The model 

suggests that the overload/burden is a product of the caregiver’s perception (appraisal of 

demands/resources, similar to Lazarus & Folkman's (1984) stress theory).  

 

An integrative framework for caregiving in an illness context (Revenson et al., 2016) has been 

developed to propose an inclusive and generic framework to conceptualise caregiving and its 

outcomes in different contexts (e.g., temporal and sociocultural). This framework presents a 

general structure illustrating the caregiving process; a structure that can be used to inform 

specific theories, research, or practice. The framework is underpinned by the biopsychosocial 

model that is considered the hallmark of health psychology (Engel, 1977), and suggests that 

the following factors can be considered in the examination of caregiving and its outcomes: 

temporal and sociocultural contexts, the health challenge (posed by caring for an ill/disabled 

or frail person), and the dyadic interaction between the caregiver and the care recipient.  

 

Although selected chapters of this thesis (Chapters 2 and 5) refer in their findings/discussions 

to stress and coping theories (Lazarus & Folkman, 1984; Pearlin et al., 1990), the integrative 

framework for caregiving (Revenson et al., 2016) helped inform the development of the 

conceptual framework for this thesis (see below) and analyses presented toward the end of the 

thesis (Chapter 7), enabling inclusion of findings from the literature-based and empirical 

studies (presented in Chapters 2, 3, 4, 5 and 6) to better understand the key concepts of 

motivations and willingness to provide care. An integrative framework enabled the inclusion 

of both negative and positive caregiving outcomes. Figure 1 illustrates the framework used in 

this thesis and is described below. 

 

The integrative theoretical framework adopted in this thesis, based on the generic integrative 

framework for caregiving (Revenson et al., 2016), categorises explanatory factors of 
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motivations and willingness to provide care and caregiver outcomes as: (1) contextual socio-

demographic factors of caregivers and care recipients; and (2) caregiver appraisals, beliefs and 

values. Socio-demographic factors (1) include for example caregivers’ and care recipients’ 

country of residence, intensity of care, etc. Caregiver appraisals, beliefs and values include 

specific explanatory variables explored empirically in this thesis (Chapters 5 and 6) and 

identified primarily via previous limited literature on the topic (Burridge et al., 2007; Parveen 

et al., 2011, 2013; Quinn et al., 2010), and/or systematic reviews conducted as part of this thesis 

(see Chapters 2, 3 and 4) which explored various factors underpinning motivations/willingness 

for caring. The framework acknowledges the multidimensional nature of determinants of 

caregiving and proposes that multiple factors account for the variation in (a) caregiving 

motivations/willingness and (b) caregiver outcomes in the illness context. The framework also 

highlights the need to consider contextual sociodemographic factors, such as the caregiver’s 

gender, age or their cultural context. 
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Figure 1 Integrative theoretical framework exploring variables underpinning motivations and 

willingness to provide care and caregiving outcomes 

 

 

Understanding caregiving motivations and willingness 
 

The constructs of motivations and willingness to provide care are presented below in relation 

to existing theoretical and empirical literature. Firstly, the construct of caregiving motivations 

is investigated, then that of willingness to provide care with further elaboration on the 

relationships, similarities, and differences between the two constructs. 
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Motivations to provide care 
 

Motivations to provide care are conceptualised as reasons why a person engages in a caregiving 

behaviour (Zarzycki & Morrison, 2021). Motivations are multifaceted (Kanfer et al., 2008), 

multiply determined (Baker et al., 1988), and are central to many psychological studies of 

behaviour (Cerasoli et al., 2014; Fisher et al., 2003; Franco et al., 2002; Hidi & Harackiewicz, 

2000; Ryan & Deci, 2000). Motivations have been typically conceptualised as either extrinsic 

or intrinsic (Cerasoli et al., 2014; Lyonette & Yardley, 2003; Ryan & Deci, 2000). Extrinsically 

motivated behaviours are governed by the expectancy of instrumental consequence, i.e., gain 

and loss (incentives such as the attainment of a reward, avoidance of a punishment or the 

achievement of a valued outcome; Porter & Lawler, 1968; Vroom, 1964). Intrinsic motivation 

pertains to people’s spontaneous tendency for the engagement in the behaviour for its own 

sake, seeking out challenges and exercising skills and knowledge; a behaviour not being 

instrumental toward achieving some other outcome, and performed even in the absence of 

operationally separable rewards (Di Domenico & Ryan, 2017; Ryan & Deci, 2000). Grounded 

in this distinction, caregiving motivations are generally considered to emerge from internal 

influences (intrinsic motivations) or from external influences (extrinsic motivations; Lyonette 

& Yardley, 2003). For instance, intrinsic motives may refer to emotional bonding, feelings of 

usefulness and perceptions of personal choice in the decision to provide care, while extrinsic 

motives may be related to societal expectations and perceptions of caregiving, a sense of 

obligation (e.g., filial obligation) and perception of the lack of choice to undertake the 

caregiving role (Revenson et al., 2016). Zarzycki & Morrison (2021) highlight that extrinsic 

and intrinsic caregiving motives may not be mutually exclusive, for example, a caregiver may 

report providing care because they consider it their obligation (e.g., consequent to meeting a 

perceived social expectancy - extrinsic motivation) as well as because they feel good in the role 

and derive feelings of fulfilment and satisfaction from caregiving (intrinsic motivation). 

 

Different factors contribute to motivations. For example, norms of perceived obligation 

towards family members, familism and ethnicity have a predictive value for motivations 

(Dykstra & Fokkema, 2012; Ikkink et al., 1999; Parveen et al., 2011, 2013, 2014; Silverstein 

et al., 2006). Generally, this area remains understudied in informal care research. Motivations 

to provide care should be, but are not always, distinguished from a related concept, willingness 

to provide care. In the next section we consider how this concept has been described and 

examined, and whether it bears any relations to our understanding of caregiving motivations. 
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Willingness to provide care 
 

Willingness to provide care is defined as a caregiver’s attitude towards providing support for 

an individual, whether the support required is a current or future need (Abell, 2001). The 

construct addresses more behavioural aspects of caregiving (Zarzycki & Morrison, 2021). 

Whilst motivations refer broadly to the reasons and drivers underlying, directing and 

maintaining caregiving behaviour (Zarzycki & Morrison, 2021), willingness to provide care 

typically addresses either general attitudes toward caregiving (how willing one feels to provide 

care generally) or certain aspects of caregiver behaviours (willingness to carry out specific 

caregiving tasks, for example personal care tasks; Abell, 2001; McDonell et al., 1991). An 

individual may be motivated for various reasons to provide care for someone, but 

simultaneously or subsequently they may not be willing to actually carry out that role or 

particular caring tasks (Zarzycki & Morrison, 2021). 

 

Willingness to provide care has been operationalised to distinguish between three different 

caregiving tasks, i.e. emotional, physical and instrumental tasks (Abell, 2001; McDonell et al., 

1991). The Willingness to Care Scale by Abell (2001) reflects two distinct and related 

components when measuring the concept: ability (representation of the tasks caregivers believe 

they could perform if necessary) and willingness (representation of the tasks caregivers would 

perform). The distinction between ability and willingness to provide care is crucial as it 

cautions against making assumptions about behaviour consequent to a caregiver’s perceived 

willingness. As suggested by Seddon & Robinson (2015) this is important when engaging in 

assessment and support planning - motivations and willingness for caring are often taken for 

granted once the ability to care has been confirmed, but this may not be the case. 

 

The existing definition of willingness to provide care supports a distinction between the actual 

willingness and hypothetical willingness to provide care in the future. The first refers to the 

situation when support that is provided addresses a current need, whereas the latter pertains to 

anticipatory willingness, providing support if such a need arises (i.e., if a person becomes a 

caregiver). Studies have addressed both forms, of willingness to care in actual caregivers (e.g., 

Parveen et al., 2014) and of willingness to care amongst people who have not yet been 

caregivers but with an assumption that they would likely care for someone in the future (e.g., 

Goldberg-Looney et al., 2017). A further related notion is that of willingness to care again, 



 29 

which refers to former caregivers, i.e., caregivers who transition out of the role because of the 

death or care home placement of their former care recipient. In this case the emphasis is put on 

how willing the caregivers would be to provide care again (e.g., Johnson et al., 2016). 

 

In their systematic review of 17 studies, Burridge et al. (2007) identified 4 clusters of 

willingness to care indicators (demographic, physical, psychological and social).  These can be 

seen in previous studies that have examined potential determinants of willingness to care such 

as basic demographic characteristics (e.g. gender, age, place of residence, civil status, etc.), 

family structure, family dynamics (e.g., attachment, communication style), religious affiliation, 

masculinity/femininity, functional impairment of a care recipient, the care recipient’s illness 

characteristics (Burridge et al., 2007; Dykstra & Fokkema, 2012; Lieberman & Fisher, 1999; 

Wells & Johnson, 2001; Williams et al., 2014).  

 

Influences of motivations and willingness to provide care on caregiver outcomes 
 

Although research on this subject is limited, available findings highlight the challenges in 

operationalising the two constructs and their actual impact on caregiver behaviour. 

 

A limited number of studies have shown that intrinsic motives lead to more positive caregiver 

outcomes than extrinsic motives, with differences noted in coping strategies, emotional 

distress, feelings of burden, quality of care, caregiver satisfaction and stress (e.g., Burridge et 

al., 2007; Carruth, 1996; Donorfio & Kellett, 2006; Dumit et al., 2015; Knight & Sayegh, 2010; 

Lyonette & Yardley, 2003; Parveen et al., 2011b; Romero-Moreno et al., 2017). However, we 

should not conclude an advantage of one or other type of motivation as research addressing 

extrinsic motivation, based on incentives and outcome expectancies, has found these motives 

also to be associated with positive caregiver outcomes (Burridge et al., 2007; Qiu et al., 2018; 

Rohr & Lang, 2016; Tang et al., 2007; Vroman & Morency, 2011; Youn et al., 1999). This 

inconsistency in results supports the consideration of an interactive juxtaposition of extrinsic 

and intrinsic motivations on caregiver outcomes. For example, Cerasoli et al. (2014) propose 

that incentives and intrinsic motivations are not antagonistic and are best considered 

simultaneously. This is significant when considering complex caregiver motives in that both 

intrinsic and extrinsic motivations may be functional in a caregiver context. As such, it is 

justifiable to consider an interactive juxtaposition of extrinsic and intrinsic motivations on 

caregiver outcomes. 
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Reluctance to provide care, which can be considered the converse of willingness to care, has 

been shown to have negative repercussions for the caregiver, care recipient, and other family 

members’ quality of life. Many caregivers who self-report feeling reluctant experience greater 

depression and greater anger than those expressing willingness, and these reluctant caregivers 

provide a lower quality of care which can include potentially harmful psychological and 

physical behaviour towards the care recipient, and a deterioration in the caregiving relationship 

(Burridge et al., 2007; MacNeil et al., 2010; Raveis et al., 1998). Echoing this, Camden and 

colleagues (2011) found that those who were unwilling to provide care reported higher abusive 

behaviors towards the care recipient and their care recipient was more likely to be admitted to 

a care home. Although willingness to provide care may mitigate the negative consequences for 

carers and care recipients, as indicated before, it also comes at a cost. Willingness can also be 

related to burden and stress, possibly due to an over-investment in the care role (Burridge et 

al., 2007), described in a qualitative study conducted by Morrison & Williams (2020) as 

‘consuming the role’. Willingness to provide care has been positively related to caregiver 

burden and stress, perhaps also due to an over-investment in the caregiving role (Burridge et 

al., 2007; Gupta et al., 2009; Morrison & Williams, 2020; Zhan, 2006). 

 

It remains unclear whether willingness to provide care has positive or negative outcomes and 

whether these vary for different sub-samples of caregivers (e.g., dementia carers, spousal 

carers, etc.). This question may reflect the temporal, dynamic nature of the notion supporting 

the understanding of willingness to provide informal care as a process that changes over time 

(during the caregiving ‘journey’; Revenson et al., 2016). Moreover, as suggested by Burridge 

and her colleagues (2007), there might be an element of taboo surrounding the topic of 

caregiving willingness to provide care as expressing reluctance to care may be perceived as 

being socially undesirable. 

 

Aims and objectives of the thesis 
 

The overarching aim of this PhD thesis is to develop a better understanding of motivations and 

willingness to provide care of adult informal caregivers. Firstly, the thesis aims to explore 

factors underpinning motivations and willingness to provide care. Secondly, it examines how 

selected identified factors shaping caregiver motives and willingness, and caregiver 

motivations/willingness themselves, relate to positive and negative caregiver outcomes. To 
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achieve these aims, systematic reviews were conducted - these are exploratory in nature. The 

factors underlying caregivers’ motivations and willingness to provide care are examined both 

qualitatively and quantitatively and how these relate to selected positive and negative 

caregiving outcomes is explored empirically. Further details about the two reviews and two 

empirical studies are described below. 

 

Structure of the thesis 
 

This thesis comprises eight chapters, five of which are based on published material and adapted 

for narrative purposes, two of which will be submitted for publication, and one which is a 

general discussion for the research presented in the thesis (see the description below). The 

thesis follows the structure of three literature-based chapters, three empirical chapters, and a 

general discussion. 

 

Chapter 2 presents a systematic review and meta-synthesis of qualitative literature exploring 

the influence of relational, personal, and contextual factors, i.e., micro, individualistic 

determinants of motivations and willingness to provide care. It highlights the significance of a 

wide range of personal and relational factors, including reciprocity, affection, family values, 

caregiving obligations, finding meaning or illness perceptions in shaping motivations and 

willingness to provide care. This material has been published in Health Psychology Review; 

Zarzycki, Seddon, et al., 2022. 

 

Chapter 3 presents further data from the systematic review and meta-synthesis of qualitative 

literature focussed on the cultural and societal underpinnings of caregivers’ motivations and 

willingness to provide care, i.e., macro determinants of caregiving motivations and willingness. 

The review findings show that cultural and societal factors strongly underpinned motivations 

and willingness for informal caregiving. The main cultural motives for caregiving were cultural 

values and beliefs. The main societal motives referred to societal norms and perceived 

expectations such as gendered roles, norms and expectations of caregiving, and perceptions of 

health and social care services. Chapter 3 has been published in Health Psychology Review; 

Zarzycki, Morrison, et al., 2022. 

 

Chapters 2 & 3 share the same methods, i.e., five broad analytic themes were identified of 

which the first three are addressed in Chapter 2 and the remaining two are addressed in Chapter 
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3. Due to the qualitative difference in scope, nature, and underpinning theory of the themes 

(individualistic versus macro determinants), and the fact that both are based on many studies, 

the findings are presented in two separate chapters. At the stage of synthesis, it was clear that 

they differ in their implications for theory, research, policy, and practice. Additionally, for 

reasons of clarity and depth of exploration, this separation of individualistic versus macro 

determinants was considered appropriate. 

 

Chapter 4 is a meta-ethnographic review which further builds upon the findings of the 

systematic review reported in Chapter 3. The review identifies potential explanations for how 

culture underlies motivations and willingness to provide care, not only if it does. A model of 

cultural caregiving motivations is presented, offering an inductive-based exploration of key 

cultural motivators, and highlighting the implications for theory development, future research, 

policy, and practice. Chapter 4 has been published in Qualitative Health Research; Zarzycki, 

Seddon, Bei, et al., 2022. 

 

Chapter 5 reports on a qualitative study which utilises the Photovoice storytelling methodology 

and Interpretative Phenomenological Analysis to explore the perceptions, meanings, and 

experiences underpinning caregivers’ motivations and how these relate to values, and the 

challenges and gains (perceived and actual) associated with caregiving. Superordinate themes 

include: the caregiver’s life story; significance of family; caregiving obligations; caring 

relationship; challenges and gains (perceived and actual) associated with caregiving 

motivations. This chapter has been published in the Journal of Health Psychology; Zarzycki, 

Seddon & Morrison, 2022. 

 

Chapter 6 examines cross-country differences in the cultural value of familism, personal 

values, meaning processes, illness threat, caregiver motivations and willingness to care, and 

key outcomes of caregiver wellbeing, gains, health-related quality of life, depression and 

caregiver burden. Using a cross-sectional questionnaire methodology with data being drawn 

from a large multinational study with informal caregivers, the ENTWINE-iCohort, the analysis 

(N=946) documents the between-country variations in key cognitive and psychosocial 

variables across 8 European countries and Israel, with these variations likely related to 

differences in health and social care systems and/or to intrinsic country cultural differences. 

This chapter is being prepared for submission to the Special Issue on ‘Research on Informal 
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Caregivers’ in the International Journal of Environmental Research and Public Health; 

Zarzycki, Morrison, Vilchinsky, et al., in preparation. 

 

Chapter 7 also presents data from the ENTWINE-iCohort (N=907-912) and investigates 

whether any effect of caregiver values, meaning in life and illness threat on caregiver (positive 

and negative) outcomes is mediated by caregiver motivations and/or willingness, and whether 

this effect is further moderated by the caregiver’s perceived choice in providing informal care. 

Motivations/willingness for caring mediated the relationship between independent and 

outcome variables in different configurations, however the perception of choice in assuming 

the caring role did not moderate these associations. Findings from this chapter will be submitted 

for publication in Psychology & Health (Understanding positive caregiver outcomes: 

Moderated mediation models of caregiver motivations, willingness, and choice) and a second 

paper to the British Journal of Health Psychology (Understanding negative caregiver 

outcomes: Moderated mediation models of caregiver motivations, willingness, and choice). 

 

Chapter 8 draws together the key findings from the reviews and the empirical chapters, and 

discusses the contribution to the existing evidence base. Methodological considerations, 

implications for research, theory, policy and practice, and limitations are addressed. The key 

findings are aligned to the current research literature, and to existing theory as well as to policy 

and practice pertaining to informal caregiving. Recommendations to inform future policy and 

practice are made.  

 

The sequence and timeline in which the abovementioned chapters of the thesis were undertaken 

is described here, showing the connections between the reviews and studies conducted. The 

meta-synthesis (Chapters 2 and 3) supported the need for a further review synthesis (the meta-

ethnography presented in Chapter 4), and for empirical studies (Chapters 5, 6 and 7) as 

acknowledged earlier. Data collection for a qualitative study took part between December 2019 

and January 2020, and for the quantitative study between August 2020 - May 2021. The 

preliminary analysis from the qualitative meta-synthesis started in August 2019 – with axial 

codes developed during the initial stage of the synthesis available by October 2019 and with 

the first full draft of qualitative descriptive themes generated by December 2020. As such, some 

preliminary data from the meta-synthesis was available at the stage of planning of empirical 

studies. This preliminary meta-synthesis suggested the importance of values in caregiver in 

shaping caregiver motivations and willingness for caring. The qualitative study (Chapter 5) 
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therefore further focused on the concepts of values and caregiver motivations; the concepts of 

any challenges and gains were added to the research proposal of the qualitative study based on 

other existing literature. However, the detailed systematic review presented in Chapters 2 and 

3 also confirmed the importance of these constructs in shaping caregiver motivations. 

Furthermore, based on a full draft of qualitative descriptive subthemes, the concepts of cultural 

and personal values were also included as part of the ENTWINE-iCohort survey – the measures 

of familism and of personal values were sought, found and added (Chapters 6 and 7). Also, 

based on these review findings, the gaps in the current research became more obvious and the 

decision was made to also include the measures of illness perceptions, meaning in life and 

caregiver choice, all of which comprised Module 1 of the ENTWINE-iCohort survey to which 

this thesis study pertains. All these factors, i.e., the cultural value of familism, personal values, 

meaning in life, perceived illness threat and the perceived choice in providing care were 

identified in the qualitative meta-synthesis. 

 

The meta-ethnography review (Chapter 4) was conducted based on the findings of the meta-

synthesis reporting cultural motivations to provide care (Chapter 3). In Chapter 3 it was 

evidenced that cultural values and norms influenced motivations to provide care, however, to 

better understand how such factors underpin and shape motivations and willingness to provide 

informal care, an in-depth analysis was required. A model that explained cultural 

underpinnings of caregiver motivations was developed. The meta-ethnographic review was 

conducted alongside the ENTWINE-iCohort data collection, thus the findings from this review 

(Chapter 4) could not inform the empirical studies at the stage of their planning and 

development of their protocols. As such, the concept of cultural self-identity was not 

investigated in any empirical studies, but the meta-ethnographic findings did support the need 

for empirical studies (e.g., around values or contextual influences and their relationships to 

motivations to provide care).  

 

The adapted material presented in selected chapters (Chapters 1-5) is published under the open 

access (OA) publishing model and made available under the Creative Commons Attribution 

(CC BY-NC) license. 
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Abstract  

Informal caregiving is crucial to the sustainability of health and social care systems globally. 

With ageing populations and a rising prevalence of acute and chronic health conditions, the 

need for informal care is growing, making it important to understand what motivates 

individuals to care and to continue caring. This chapter reports findings of a systematic review 

which examined determinants of motivations and willingness to provide informal care. A 

systematic search was conducted using six electronic databases and a wide range of additional 

sources. 105 qualitative studies published before August 2019 were included with 103 of them 

reporting on personal and relational motivations, and the contextual factors underpinning these. 

Grounded theory-based, thematic synthesis was applied to synthesise the literature. This meta-

synthesis reports on findings from across the world spanning three decades, with data from 

over 2500 caregivers across a range of health conditions. This chapter presents the relational, 

personal and contextual themes. It highlights the significance of reciprocity, affection, family 

values and caregiving obligations. Personal characteristics, finding meaning, illness 

perceptions, situational and temporal aspects of caregiving are also identified as important in 

shaping motivations and willingness to care and to continue caring. Implications for theory, 

research, policy and practice are discussed. 
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Introduction 
 

Informal caregiving makes a significant contribution to the sustainability of health and social 

care systems (Albertini et al., 2007; Erickson, 2002; Stajduhar et al., 2010), hence, supporting 

and sustaining informal caregiving presents a considerable global challenge. Current 

understanding of the factors that underly, promote and maintain various motivations and 

willingness to provide informal care is limited (Burridge et al., 2007; Parveen et al., 2011; 

Parveen & Morrison, 2012). However, understanding motivations and willingness to provide 

care has implications for caregivers’ and care recipients’ wellbeing (e.g., Camden et al., 2011; 

Quinn et al., 2010) as well as for assessment and care planning processes necessary to support 

caregiving relationships. This understanding also has implications for wider society - 

enhancing positive caregiving motivations, whilst not making assumptions about willingness 

to care, is increasingly important given the ageing demographic, societal expectations of 

community based, familial care provision and the potential costs to society of alternative care 

and support arrangements. It is important to understand what factors motivate the decision to 

provide care for someone and the factors that uphold the motivations over time. 

 

As described in Chapter 1, motivation is central to many psychological studies of behaviour 

(Cerasoli et al., 2014; Fisher et al., 2003; Ryan & Deci, 2000), including caregiving, where 

caregiving motivation is defined as the meanings that direct particular caregiving-related 

actions (Dilworth-Anderson et al., 2005; Feeney & Collins, 2001; Ryan & Deci, 2000). 

Caregiving motivations may vary in terms of intensity and type, with some people being more 

or less motivated to provide care than others (Deci et al., 2001; Ryan & Deci, 2000). The most 

frequently used categorisation of caregiving motivations distinguishes between intrinsic and 

extrinsic motives (e.g., Lyonette & Yardley, 2003; Quinn et al., 2012; see Chapter 1). Intrinsic 

motivations are shaped by an inherent, internalised drive to provide care, and extrinsic 

motivations are shaped by perceived external pressures and social values (Quinn, Clare, 

McGuinness, et al., 2012; Romero-Moreno et al., 2017; Ryan & Deci, 2000).  

 

Feeney & Collins (2003) conceptualised motivations for caregiving as altruistic and egoistic. 

Love and concern were identified as altruistic motivations, while caregiver enjoyment of 

helping was altruistic and egoistic. Other egoistic motivations included: a self-belief in caring 

competence, caregiving as a way of obtaining the care recipient’s commitment and achieving 

relationship stability, feeling obliged and expectations of self-benefit. Their findings confirmed 
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that caregiving motivations were associated with characteristics of the caregiver and the 

caregiving relationship. Caregivers with low self-esteem, depression, an insecure attachment 

style and an unsupportive relationship history with the care recipient described egoistic 

motivations. Caregivers with high levels of within relationship satisfaction and trust described 

altruistic motivations for caring. Caregiving motives were associated with caregiving 

behaviours (e.g., responsive, overinvolved, and controlling caregiving). Similarly, Wallroth 

(2016) highlighted the importance of relationship quality in shaping motivations to provide 

care.  

 

Alongside the concept of motivations to provide care, there is also willingness to provide care 

which emphasises the behavioural aspects of caregiving with current and future attitudes 

towards providing particular kinds of support for someone (Abell, 2001; Zarzycki & Morrison, 

2021; see Chapter 1) Thus, motivations refer broadly to the reasons underlying, directing and 

maintaining caregiving behaviours (Ryan & Deci, 2000; Woolfolk, 2013), whilst willingness 

to perform care addresses specific aspects of caregiver behaviour, for example willingness to 

carry out particular emotional, personal or practical care tasks (Abell, 2001; McDonell et al., 

1991). An individual may have various motivations to provide (or not to provide) care for 

someone, but simultaneously or subsequently they may not be willing to carry out particular 

caring tasks (e.g., intimate personal care tasks; Zarzycki & Morrison, 2021). 

 

Quinn, Clare & Woods (2010) in their quantitative systematic review synthesised 4 studies 

looking at the impact of motivations on dementia caregiver outcomes, laying the ground for 

future studies to explore the significance caregiver motivations bear for caregiver wellbeing 

across other conditions. Burridge, Winch & Clavarino (2007) in their mixed-method systematic 

review of 17 studies exploring reluctance to provide care and focusing mainly on cancer 

caregiving identified 4 groups of willingness to care indicators (demographic, physical, social 

and psychological – including emotions). They provided the first synthesis of evidence 

pertaining to the role willingness to provide care plays in informal care. 

 

To date, no review has synthesized qualitative evidence on motivations and willingness to 

provide informal care, hence there is limited insight into the experiential aspects of decision-

making processes and the motivators responsible for continuation (or discontinuation) of the 

role.  
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Review aims 

 

The main review objectives were as follows: 

a) Identify, describe, and critically appraise the literature on determinants of motivations 

and willingness to provide care. 

b) Explore and synthesise the factors underlying caregivers’ motivations and willingness 

to provide care. 

c) Identify implications for theory development, future research, policy, and practice. 

 

Methods  
 

Protocol registration 

 
A systematic review protocol was registered by the Centre for Reviews and Dissemination – 

National Institute for Health Research at the University of York (PROSPERO ID: 149458). 

 

Design 

 
Following EPPI centre guidance (Evidence for Policy and Practice Information and 

Coordinating Centre, 2010; Gough et al., 2017) this review presents the findings of a 

configurative qualitative systematic review and meta-synthesis, with a focus on relational, 

personal and contextual influences (i.e., micro, individualistic determinants) on motivations 

and willingness to provide care. This paper integrates results of qualitative studies with 

interpretive rather than aggregative intent (Booth, 2016). A separate paper (Zarzycki, Morrison, 

et al., 2022; Chapter 3) presents a synthesis of qualitative findings relating to macro (cultural 

and societal) influences on motivations and willingness to provide care, which are qualitatively 

different in scope, nature and underpinning theory. 

 

Eligibility criteria 

 
Population: Adult (aged 18 years and over) informal caregivers self-identified as the primary 

caregiver. 

 

Phenomena of interest (Concepts): Studies exploring motivations and willingness to provide 

care. 
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Design: Qualitative studies and mixed methods studies where qualitative data could be 

separated from quantitative data. 

 

Study type: Empirical qualitative research. There were no restrictions on settings or date. 

Studies reported in English, French, Polish or Russian languages were included due to the first 

author’s proficiency. No restrictions were applied to caregiver relationship type (e.g., 

spouse/non spouse), caregiver gender, care recipient’s age, care recipient gender or care 

recipient diagnosis. The inclusion of articles reported in the indicated three other languages 

than English addresses more efficiently publication bias (EPPI, 2010; Gough et al., 2017). 

 

Exclusion criteria: no empirical data pertaining to any of the key concepts. 

 

The detailed selection criteria are specified in the Title and Abstract Screening Tools (see A1 

Appendix). 

 

Identification of studies 
 

Search strategy 

A preliminary search was undertaken applying free text terms and thesaurus terms partially 

used by a previous systematic review of the impact of motivations on caregiver outcomes 

(Quinn et al., 2010) as well as scoping searches. Scoping searches identified that the search 

terms used to describe ‘caregivers’, ‘motivations to provide care’ and ‘willingness to provide 

care’ were insufficiently sensitive (defined as identification of as much evidence as possible; 

Gough et al., 2017) to capture all papers that related to these terms, with studies wrongly 

excluded because of their poor indexing. Given the need to include all relevant papers and 

sustain a balance between sensitivity and specificity, terms relating to the ‘caregiver’ (such as 

for example ‘spouse’, ‘relative’ or ‘family’), ‘motivations to provide care’ and ‘willingness to 

provide care’ (such as for example ‘obligation’ or ‘motives’) were also used even though this 

reduced specificity (defined as precision of the search; Gough et al., 2017). 

 

The searches were conducted only in English, with English spellings of words, but any papers 

in the English, French, Polish and Russian languages were screened if returned through the 
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searches. The truncation (*) was used when appropriate and Boolean search terms AND / OR 

were used to connect search terms. 

 

Information sources 

The systematic literature search examined papers published up to and including August 2019. 

The following databases were searched: MEDLINE via EBSCO, PsychInfo, Applied Social 

Sciences Index and Abstracts, CINAHL, Cochrane Library, Web of Science.  

 

The search terms applied were: 

 

- motivation, “motivations to care”, “motivations to provide care”, motive*, drive, 

oblig*, duty, filial, 

- "willingness to care", “willingness to provide care”, willing*, 

- value*, “familism”, social, personal, ethnic*, cultural, demographic*, diagnosis, 

illness, characteristic*, determinant*, 

- caregiver*, spouse, partner, family, relative*, carer*, caregiving. 

 

Data management was supported by RefWorks (Evidence for Policy and Practice Information 

and Coordinating Centre, 2010). Duplicates were removed before reviewing against the 

eligibility criteria.  

 

A trawl of additional sources was conducted to ensure that the search was comprehensive and 

publication bias minimised.    

 

Selection process 

Titles and abstracts of identified texts from scientific databases and additional literature sources 

were firstly screened by the principal researcher (MZ). Retrieval and review of potentially 

eligible full-text papers were then conducted by two reviewers (MZ, EB) with dual review of 

a sample of 20% to ensure consistent application of eligibility criteria and appropriate 

classification of studies. 

 

Data extraction 

Qualitative data extraction forms were applied based on guidance published by Cochrane, the 

Joanna Briggs Institute and the EPPI Centre (Evidence for Policy and Practice Information and 
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Coordinating Centre, 2010; Gough et al., 2017; Joanna Briggs Institute, 2015; Noyes & Lewin, 

2011). Standardised and comprehensive data extraction forms for eligible studies designed for 

the purposes of the descriptive map and synthesis were completed for each study that met the 

inclusion criteria, i.e., information on the country of study; study aims relevant to this review; 

participants’ characteristics; research methods; main constructs from the conceptual 

framework (the content of the interview guide) were extracted. The data extraction process was 

independently checked for accuracy by the second reviewer employing double coding on 20% 

of the included studies. There were no substantial differences in the way the qualitative studies 

were coded. Single coding  proceeded on the remaining studies as a 100% rate of agreement 

was achieved (Gough et al., 2017).  

 

Quality and relevance appraisal (QRA) 

Quality and relevance appraisals (QRA) were conducted using quality assessment tools by two 

researchers (MZ, EB) on 20% of the included studies. The inter-rater reliability was conducted 

and quantified using Kappa scores and single critical appraisal followed on the remaining 

studies as a high rate of agreement was achieved. Each reviewer scored 200 items and agreed 

in 188 cases (94%). Inter-rater reliability was substantial (κ=.70). 

 

Each study was assessed according to the three ‘Dimensions of Difference’ of Evidence Claims 

(Gough et al., 2017). The three dimensions were appraised as follows: 

 

1) the review methods – methodological standard was assessed using the PRISMA statement 

(see A2 Appendix) for the appropriateness of the review methods to limit reporter bias.  

 

2) the methods of the included studies were assessed with the Weight of Evidence Framework 

(Gough et al., 2017) which critically appraised three aspects including: methodological 

standards (‘soundness’ of the study), suitability and relevance. The soundness of studies was 

assessed using the 10-item Critical Appraisal Skills Programme (CASP) tool (see A3 Appendix 

for CASP qualitative checklist for the meta-synthesis demonstrating how each study addressed 

the CASP qualitative checklist quality aspects; CASP, 2014). The appropriateness of the 

methodology to answer the systematic review research questions and the relevance of the 

individual study to the review, were judged in accordance with the review aims and awarded 

an assessment of high, medium, or low (see A4 Appendix). 
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3)  The quality of the evidence produced was assessed using the GRADE-CERQual approach 

(Lewin et al., 2018). The GRADE-CERQual Qualitative Evidence Profile is presented in the 

Summary of Qualitative Findings table (Lewin et al., 2018) – see A5 Appendix. 

 

The abovementioned quality and relevance appraisal tools were selected for the systematic 

reviews based on the guidance provided by Gough et al. (2017) and Booth (2016); these enable 

comprehensive and in-depth quality and relevance appraisal. Specific tools such as the 

abovementioned PRISMA, CASP or GRADE-CERQual (Lewin et al., 2018; CASP, 2014) 

comprise the current standard of instruments used in the review quality/relevance appraisal.  

 

The lead reviewer (MZ) assessed confidence in each emerging analytic theme for specific study 

characteristics including study design, caregiver’s gender and ethnicity, care recipient’s illness, 

relationship between a caregiver and care recipient, geographic location and the socioeconomic 

level of development of the countries represented, employing the categories of developed and 

developing countries (List of Developing Countries, 2018).  

 

Confidence in findings when removing 4 studies with low methodological quality was assessed 

using sensitivity analysis. A table is presented in A7 Appendix that lists the analytic themes 

and descriptive subthemes by the selected study attributes. Assessment by study continent 

rather than country was explored due to the high number of included papers with sole countries. 

It was not possible to assess age and duration of care provision across each analytic theme as 

these characteristics were inadequately reported in some studies. 

 

Data synthesis 

The review synthesis comprised of two stages. Systematic mapping of all identified studies and 

their characteristics was conducted using the EPPI-Centre core keywording strategy (EPPI-

Centre & EPPI‐Centre, 2002).  Studies were coded according to demographic data and review-

specific data before producing a descriptive map of all studies meeting the inclusion criteria. 

In-depth review was completed using inductive grounded theory-based, thematic synthesis to 

synthesise study findings and assess concepts across papers (Britten et al., 2002; Gough et al., 

2017; Thomas & Harden, 2008), i.e., thematic synthesis was directed by the grounded-theory 

approach according to guidance (Braun & Clarke, 2006; Charmaz, 2006; Finlay, 2021; Gough 

et al., 2017; Thomas & Harden, 2008). As noted by Finlay (2021; p. 104), thematic synthesis 
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‘can be used as a method in its own right or as part of other methodologies (e.g., grounded 

theory) which seek patterns in the data and have the option to present findings as themes’. As 

there are various forms of thematic synthesis (Braun & Clarke, 2006; Finlay, 2021), grounded 

theory approach imposed the use of inductive thematic synthesis as a method folded within the 

methodological framework of the grounded theory. Grounded theory comprised a 

methodological framework for the synthesis conducted, with the focus on observed processes 

and inductive generation of themes and interpretations (Charmaz, 2006). Applying a grounded 

theory approach to synthesis deepened ‘immersion’ within the data through the application of 

selected analytic techniques (i.e., constant comparisons, coding principles, memoing in each 

stage of synthesis). The aim of the review was not to develop grounded theories, as the 

grounded theory does not by necessity need to lead to the generation of theory (Charmaz, 

2006), but to provide fuller interpretation of the data and strengthen the thematic synthesis, 

thus adding additional depth and richness to the generation of the themes (e.g., further 

clarifying the definition and scope of each theme, detailing processes described within 

subthemes and analytic themes, enabling robust comparisons between the themes).  

 

The three main steps of the synthesis consisted of:  

(a) coding text as axial codes (preliminary synthesis), including line-by-line coding procedures;  

(b) organising the axial codes into ‘descriptive themes’ - either organising themes into 

overarching themes using memos and/or conceptual mind mapping to articulate the 

relationships between conceptually similar themes (i.e., observed processes within the themes); 

(c) generating ‘analytic themes’, i.e., themes ‘beyond’ the content of the primary studies that 

answer the review questions (Chamberlain et al., 2019; Gough et al., 2017). 

 

Preliminary coding was supported by NVivo 12 Pro. Each axial code, descriptive theme and 

analytic theme was presented in a table with a summary of themes and the accompanying 

references – see A8 Appendix. 

 

During synthesis, exceptions were explored to see if they could be explained by attributes of 

the study population, e.g., gender, ethnicity, etc. After descriptive subthemes were generated 

and described, an assessment of these in relation to preselected study characteristics was made 

- see A7 Appendix. 
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Findings 
 

Search results 

 

The PRISMA diagram summarises the search flow (Figure 1). Electronic searches identified a 

total of 9793 papers. After duplicate removal (N=4141) the remaining 5652 articles were 

screened by title and abstract. Following exclusions (N=5462), 190 full-text 

records were assessed for eligibility. Final exclusions (N=80) resulted in 110 studies being 

included in the qualitative descriptive map and 105 in the qualitative data synthesis (five studies 

were ineligible for meta-synthesis). Figure 1 describes the main reasons for exclusion.  

 

 
 

Figure 1 PRISMA flow chart of included studies 
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Characteristics of included studies 

 
Included articles, altogether with other theoretical/empirical papers mentioned in the Findings 

section, from this point on are referred to by their ‘study number’, as indicated in the reference 

list of included studies (see A10 Appendix).  

 

The characteristics of included studies are presented below and also summarised in table - see 

A12 Appendix. The three analytic themes described in this paper are based on 103 studies of 

the 105 that were included in the overall review, i.e., 2 papers [1,2] did not provide data for the 

present synthesis (but contributed to themes described in a different paper (see Chapter 3; 

Zarzycki, Morrison, et al., 2022). 

 

Most papers included were reported in the English language (N=109). No articles in Russian 

were returned during the search; articles in French (N=18) identified at the stage of primary 

screening were deemed ineligible; two studies described in Polish were returned in the search, 

one did not conform to eligibility criteria at the stage of primary screening, the other one [109] 

was included in the systematic map, but was ineligible for the meta-synthesis as there were 

significant limitations in the analysis of data and the clear statement of findings. 

 

Setting. All continents were represented:  Asia (N=23) [1–23], Middle East (N=3) [15,16,24], 

Africa (N=6) [25–30], Europe (N=22) [31–52], Australia and Oceania (N=4) [53–56]; 

North America (N=49) [4,10,36,50,54,56–103], South America (N=1) [104]. Twenty studies 

were conducted in what is considered a developing country [2,3,6,7,9,11–15,19,22,24–30,104] 

and 3 studies [5,10,18] were conducted on two different continents (e.g., USA and Japan). 

 

Participants. 2565 caregivers participated in the included studies with 77% being female 

(N=1986) and 23% male (N=579).  

 

Caregiver age ranged from 16 to 91 years, approximately. However, in five studies age was 

indicated by the age of the youngest person, e.g., 23+ [16,17,25,62,85] and three studies 

concerned older caregivers exclusively (age above 64 with no upper age limit specified) 

[19,37,89]. 
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Caregiver ethnicity was reported in most (92, 88%) studies. In 13 studies (12%) the ethnicity 

was highly varied [4,10,18,32,61,70,73,79,81,99,100,104,105].  In 79 (75%) studies ethnicity 

was divided into broad sub-categories: mostly Caucasian ethnicity (N=25) [31,33,38–

42,44,45,47–52,71,76,78,82,84,89,90,95,98,102]; Asian ethnicity (N=36) [2,3,5–9,11–

14,17,19–24,31,38–44,46,48–51,53,57–60,62,63,65–69,71,76,80,84,89–91,98,101,103]; non-

Caucasian American ethnicity (N=10) [64,72,74,75,83,85,88,92,96,97]; Black African 

ethnicity (N=6) [25–30]; Arab ethnicity (N=2) [15,16]. In a minority of studies (N=13, 12%) 

ethnicity was either not reported/inconsistently reported (11) or inapplicable (2 documentary 

studies) [1,34–37,54–56,77,86,87,93,94].  

 

Six studies (6%) did not report the type of caregiver-recipient relationship 

[25,26,52,70,81,106], most studies (N=63, 60%) included mixed categories of relatives; 24 

studies (23%) were focused mostly (at least 90% of caregivers participating) on adult children 

[4,5,7,17,27,31,51,53,59,60,63,67,76,77,79,82,84,87,90,91,96,98,102,105]; 11 studies (10%)  

were with mainly (at least 90%) spousal/partner caregivers [11,19,34,37,39,40,88,89, 

93,99,100]; one study (1%) concerned non-relative caregivers [28]. After excluding studies in 

which relationship type was either not reported or unclear it was noted that most caregivers 

were adult children (N=1237, 61%), followed by spousal/partnership caregivers (N=540, 27%). 

The outstanding 12% (N=247) of caregivers comprised other relatives providing informal care 

or non-relatives.  

 

In 23 studies (22%) care recipient’s health condition was not specified 

[8,10,13,26,27,31,35,46,50,53,59–61,76–78,83–85,87,90,91,101] whilst 30 (28%) included 

various condition types within the study sample. Fifty-two (50%) studies included a single 

diagnosis: dementia (N=36, 34%) [2,4,5,11,16,30,33,36,37,39,41–43,45,47,48,51,52,54,56–

58,63,65,69,73,75,79,80,89,92–94,96,102,105], cancer  (N=7, 7%) [9,15,22,23,70,95,99], 

cardiac diseases (N=3, 3%) [12,24,98], strokes (N=5, 5%) [3,6,49,88,97] and multiple sclerosis 

(N=1, 1%) [34]. 

 

Study design. 96 (91%) of the 105 synthesised studies were qualitative in design with a further 

9 mixed method studies containing qualitative data which was reported separately (N=9, 9%) 

[25,35,43,52,54,61,62,81,84]. Of these 16 (15%) employed a longitudinal study design 

[4,28,29,35,37,39,46,56,63,90,92,94,96,98,100,101].  
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Critical appraisal of the methodological quality of studies.  The majority of the 105 studies 

were judged to be of high methodological quality - 57 (54%) had no or very minor 

methodological concerns [3,6,8,9,11,13,14,16,17,19,21–24,27,28,31,32,34–40,42,44,45,48, 

49,51,53,58–61,63,65,67,72,73,76,79,80,83,85,88,91,94,96–98,100–104], 44 (42%) were 

judged to be moderate [1,2,4,5,7,15,18,20,25,26,29,30,33,41,43,46,47,50,52,54–57,62,64,66, 

68–71,74,75,77,81,84,86,87,89,90,92,93,95,99,105], and 4 studies [10,12,78,82], which met 

the requirements for the data synthesis and were thus retained, were judged to be of  low 

quality. The remaining 5 studies [107–111] judged to be of low quality bore limitations in 

synthesis/analysis of data, data adequacy, clear statement of the findings and were not included 

in the synthesis. The summary critical appraisal assessment of overall methodological quality 

for each study is provided in A12 Appendix. 

 

 

Meta-synthesis of study findings 
 

Diverse determinants of motivations and willingness to provide care were identified in the 

reviewed studies with five broad analytic themes identified following grounded theory analysis 

and thematic synthesis. This chapter describes three themes pertaining to individualistic 

influences on caregiving motivations and willingness: 

 

 Contextual aspects of caregiving 

 The nature of relationship  

 Personal characteristics, beliefs and resources   

 

Confidence in each of the analytic themes is based on the GRADE CERQual assessment 

summarised in A5 Appendix. Removing studies with low methodological quality did not 

influence confidence in findings (assessed during sensitivity analysis). Given the high number 

of qualitative articles included in the synthesis (N=103), the contribution of studies with low 

methodological quality (N=4, 4% of all included studies only) to any subtheme did not 

influence confidence in findings, as it were the studies with high- and moderate-methodological 

quality (N=99) that provided most evidence to the findings. The four low-quality studies did 

not contribute to any stand-alone subtheme, i.e., they did not bias the reported findings. 

However, there are minor or moderate concerns regarding data adequacy and relevance when 

considering available data from some subpopulations and continents, which reduced 
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confidence in some findings (i.e., for male caregivers; caregivers with Black African and Arab 

ethnic origins; Australia and Oceania, South America and Middle East; and reported illness - 

other than dementia). 

 

The three analytic themes are described, and subthemes highlighted in bold. Table 1 presents 

a selection of illustrative quotes for each subtheme. Summary overinclusive (additional) 

supporting quotes are provided in an extended version of the findings in A13 Appendix. 

 

Theme 1: Contextual aspects of caregiving 

 

This theme highlights the importance of the wider situational and temporal context within 

which caregiving is situated. The contextual subthemes (1.1 and 1.2 below) affect the extent to 

which the other two themes pertaining to the nature of relationships and personal 

characteristics, beliefs and resources are salient in terms of shaping caregiver motivations and 

willingness to provide care. 

 

1.1 Caregiving context 

 

This subtheme provides evidence on situational factors that underpin caregiver motivations and 

willingness, i.e., convenience factors, and competing priorities and demands that caregivers 

experience. 

 

Convenience factors are those which make the caring role possible or necessary, for example: 

being the only child; being single; having flexibility to accomodate caregiving with existing 

employment commitments; not having young children, geographical proximity, having the 

material space or personal and financial means to provide care. The role of (a) geographical 

proximity; (b) the caregiver’s own situation (e.g., physical space); (c) family structure 

[5,7,15,23,31,43,46,60,61,70,71,77,81,82,84,86]; and (d) the dependence on the care recipient 

[32,71,73,76] were evident in caregiver accounts. 

 

(a) The distance to the care recipient – geographical proximity - shapes the way that people can 

provide care, with some caregivers expressing that living close to the care recipient may have 

shaped their motivation to care [31,70,77,84,86]. 
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(b) Aspects of the caregiver’s own situation - available space, financial and personal means, 

their own situation (e.g., retired/ unemployed, having no competing caring or employment 

responsibilities) [15,23,43,46,70,71,81]. 

 

(c) Absence of siblings or other family members also determined motivations and willingness 

to provide care [5,31,60,61,82] which relates to perceived choice in undertaking informal 

caregiving duties, described later (see subtheme 2.4). 

 

(d) Dependence on the care recipient refers to socioeconomic reliance on the care recipient, for 

example, some caregivers were financially dependent on the care recipient or reliant upon 

inheriting the care recipient’s assets in the future. These types of factors are linked to extrinsic 

motivations in providing care [32,71,73,76]. 

 

Competing priorities and demands were described as the difficulties encountered when 

combining care responsibilities with employment; or competing familial roles 

[13,20,23,53,68,98]. Adults caring for a parent(s) often reported a conflict between the 

responsibility for their parent and their nuclear family (sandwich generation) and/or 

employment; spouse caregivers reported balancing their own physical and psychological needs 

with their care recipient’s needs [14,20,29,36,58,60,62,67,68,85,91,98,103]. Having paid 

employment constrained motivations to care and comprised a source of tension, heightened if 

the sociocultural context imposed expectations of caregiving (e.g., filial piety – described later) 

[13,20,23,53,68,98]. Moreover, the competing demands associated with multiple roles 

increased burden and negatively influenced caregiver motivations and willingness to provide 

care [14,20,29,36,58,60,62,67,68,85,91,98,103], especially for the ‘sandwich generation’ of 

caregivers.  

 

1.2 Temporal aspects of caregiving 

 

The temporal orientation of caregiver motivations highlights how different motivational factors 

may be present at different points in time subject to changes in the care recipient’s symptoms, 

care needs or caregiver’s circumstances (e.g., the caregiver’s health) 

[8,32,34,37,39,41,43,44,56,58,63,95,98,100]. However, only 16 studies [4,28,29,35,37, 

39,46,56,63,90,92,94,96,98,100,101] included in the review reported longitudinal prospective 
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data and some others [8,32,34,41,43,44,58,63,95,100] also relied on retrospective accounts of 

change. 

 

Evidence of different factors influencing motivations to provide care at different stages of a 

‘caregiving career’ (or ‘caregiver journey’), is exemplified in Hsu and Shyu’s [8] study of 

social exchanges amongst caregivers in Taiwan. Their findings showed that caregiver 

motivations changed over time from retrospective reciprocity motives (see subtheme 2.1), 

through expected reciprocity (see subtheme 2.2) and ending with being motivated by the 

pressure of social expectations when caregiving demands were higher. 

 

Some caregivers described a prior or anticipated shift from love and responsibility motives to 

those related to seeking relief from care obligations and burden (i.e., relinquishing the caring 

role/finding alternative care arrangements). Some caregivers anticipated change due to 

foreseeing a likely deterioration in their care recipient’s health condition, with some stating 

preparedness to care until the point where alternative arrangements, such as nursing care, were 

required [39,100]. Not all caregivers considered that the role inevitably became more 

demanding (regardless of any decline, stabilisation or improvement in the care recipient’s 

illness), with some considering that their role became easier due to the care duties becoming 

habitual routines, or perhaps by developing their caring skills with experience [32]. 

 

Overall, the review evidence supports the presence of temporal shifts in motivations and 

willingness to provide care. Neither stability of motivation and willingness, nor adaptation over 

time, is inevitable given the often unpredictable nature of care and its associated demands 

[8,32,34,37,39,44,56,100]. 

 

 

Theme 2: The nature of the relationship 

 

This theme incorporates five descriptive subthemes: reciprocity; out of affection; relationship 

quality; family values; obligations to provide care. 
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2.1 Reciprocity 

 

Two different types of reciprocity were distinguished in the reviewed evidence with regards to 

the timeline of this caregiving motivation, i.e., retrospective reciprocity that refers to the 

reciprocation of the past ‘debt’ (e.g., to a parent); and subsequently to expected reciprocity that 

describes caregiving investment with regards to a caregiver’s own children or other designated 

people (e.g., a spouse) in maintaining or establishing future support. 

 

Retrospective reciprocity describes the reciprocation of a past ‘debt’ as a motivator to care and 

was a key determinant of motivation and willingness to provide care [4–6,8,10–

12,18,19,23,31,35,43,50–54,63,64,71,74,76–79,82,83,86,89,91,92,100,101,105,112]. 

Retrospective reciprocity was described using terms such as ‘giving back’, ‘paying back’, 

‘repaying family’, etc. [3,13,15,21,22,28,31,35,36,38,59,60,67,72,73,79,81,89,100,103,104] 

and it was seen in various forms: delayed reciprocity; hypothetical reciprocity; spousal 

reciprocity; constructed reciprocity; waived reciprocity; and direct reciprocity, each of which 

are illustrated below. 

 

Delayed reciprocity was a perceived imperative to repay past ‘investment’ and sacrifice, i.e., a 

perceived debt, and was often identified as motivating the provision of care to parents [4–

6,8,10–12,18,19,23,31,35,43,50–54,63,64,71,74,76–79,82,83,86,89–92,100,101,105,112].  

 

Hypothetical reciprocity (also called virtual and in-principle reciprocity in the literature 

[18,34,37,80,86]) maintained that the care recipient ‘would’ help the caregiver if the situation 

was reversed; often based on the shared understanding of the pre-existing caregiving 

relationship and an assumed reciprocity [18,34,37,80,86]. This was more characteristic of 

spousal/partner relationships and was crucial for many in terms of shaping their initial 

motivations for caring. 

 

Spousal reciprocity was related to delayed reciprocity but with respect to spousal, not parental, 

‘debt’. It was reflected in terms of a care recipient having previously taken care for the spousal 

caregiver or having been a ‘good’ spouse [49,73,93].  

 

Constructed reciprocity referred to non-verbal cues recognised by the caregivers as reflecting 

the care recipient’s implicit recognition of them and/or their effort (e.g., care recipient’s smile). 
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In some cases, deterioration arising from an illness such as dementia resulted in the decline or 

disappearance of this type of reciprocity, although it is worth noting that that in some 

conditions, for example where communication was impaired, non-verbal reciprocity could 

acquire greater importance [94]. 

 

Waived reciprocity related to situations where a care recipient could contribute little ‘back’ to 

the caregiver because of their condition, so caregivers ‘waived’ expectations of immediate 

reciprocity [94]. The desire to reciprocate (or to be reciprocated) had less significance.  

 

Direct reciprocity referred – according to social exchange theories [113,114] – to a direct, 

immediate or short-term form of reciprocity, occasionally reported by caregivers as a 

motivating factor [59,90]. For example, the care recipient helping look after the caregiver’s 

children. Whilst most studies considered retrospective reciprocity as an important motivator, a 

contrasting view was also expressed by caregivers in two studies (one of which was exclusively 

focussed on the caregivers’ perception of reciprocity) whereby reciprocity was considered 

insufficient to motivate the provision of informal care [62,90]. 

 

Expected reciprocity describes caregiving investment with an explicit view to maintaining or 

receiving future support. Various descriptors are used such as the demonstration effect, 

generalised reciprocity, or preparatory reciprocity and typically describe the provision of care 

for parents with an expectancy of their own children meeting any need for future support when 

they themselves need it [5,8,16,26,27,29,31,36,59,62,67–69,73,74,76,77,79,86,90,94,102]. 

 

Preparatory reciprocity also involves an investment - providing care for parents in order to 

model this to one’s children but with more emphasis on instilling caring values than on getting 

care back in the future [26–28,86,90]. The conditional character of this is seen in where the 

investment is perceived less as a hope and more as a kind of warranty, for example in an African 

context (Ghana) where a prerequisite of a parent accessing care from a child in the future was 

them having offered care to their own parents [28]. Depending on the cultural model of 

caregiving the investment may not be constrained to one’s own children as was the case within 

the Ghanaian culture where a desire to set a caregiving example to the wider community was 

described [28].  
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Some carers considered, however, that the demonstration effect was not a conscious or primary 

motivator for the support they provided [50,80,90]. 

 

2.2 Out of affection 

 

Love of the care recipient emerged as a key motivator, described variously as love, deeply felt 

love, natural love and sometimes as fidelity, emotional connectedness/togetherness or 

emotional attachment. Most caregivers referred to the affective properties of love 

(unconditional love, e.g., described as deeply felt love), while some perceived love more as a 

cognition (conditional love, e.g., love as a decision with specific expectancies attached). With 

respect to the latter, caregiving was seen as a demonstration of love within the relationship – 

internalised to the extent that love was discerned as an internal motivator increasing initial 

commitment and commitment to continue caring [6,10,15,18,28,31,32,34,35,37–39,47–

49,52,54,64,71–77,80,81,84,85,87,89,90,96,97,100,104]. The behavioural aspect of affection 

(love) was described as acting in a way that shows love to the care recipient [22,60]. Devotion 

to care was seen as an expression of deep emotional affection (love) and as a behavioural aspect 

of affection, i.e., being devoted to the someone and to the caregiving tasks/role because of love 

[13,14,22,24,35,38,51,79,96]. 

 

Where provision of care was perceived as a personal choice, motivation to provide care was 

described as emanating from a personal desire to care and was connected with empathy (e.g., 

recognition of a parent in need) and a close pre-morbid relationship with someone (see also the 

subtheme of relationship quality presented below) [10,32,35,37,44,72,73]. Feelings of 

compassion were less often expressed by caregivers as a motivator [57,91]. 

 

2.3 Relationship quality 

 

Motivations and willingness to provide care were described differently depending on whether 

the pre-existing relationship with the care recipient was characterised as positive, negative, 

reciprocal or non-reciprocal [5,17,20,31,35,37,41,44,51,56,59,61,70,73,77,84,93,94,100,104]. 

Good communication, sensitivity to each other’s needs and emotional support in a relationship 

led to high positive caregiver motivation when a care need arose. The pre-existing relationship 

quality [5,20,31,35,37,41,44,61,70,73,77,84,93,94,100], especially the strength of the bond 

between the caregiver and care recipient, were key motivating factors [17,51,56,59,104]. As 
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well as reflecting pre-existing relationship quality, for some, caregiving was viewed as an 

opportunity to strengthen the relationship (which was itself a motivating factor) [35,38–

40,45,49,64,72,95]. 

 

A care recipient’s expectations or attitudes towards the caregiver and towards the care they 

received emerged as crucial influences on caregiver motivations and willingness to continue 

caring. Whether the care recipient demonstrated a positive/negative attitude towards the 

caregiver (in the form of expressed favour or dislike) or expressed their gratitude or not for the 

care received, influenced caregivers’ motivations and willingness to care. The influence of 

gratitude was clear – caregivers felt more motivated if the support they provided was 

reciprocated or acknowledged, including both verbal and non-verbal acknowledgement 

[5,12,34,35,38,44,73,95,104]. 

 

Another important influence on caregiver motivation was the care recipient's level of 

dependence on the caregiver, particularly where the relationship became more asymmetric and 

demanding [35,41,45,71]. The care recipient’s level of communicative ability was identified in 

studies specific to dementia caregivers, with a care recipient’s deterioration in communicative 

ability in some cases decreasing motivations to provide care [11,35,37,39,41,45,47,71,73,75]. 

 

2.4 Family values  

 

Family values are at the core of familism: a strong identification with an idea of ‘family’ 

[31,32,45,50,57,58,68,71,74–76,79,80,97], underlying motivations to provide care. Strong 

familial values were expressed in terms of familism and blood relations, which in some cases 

were enhanced culturally (e.g., by norms maintaining high familism) [25,54]. Another example 

of the influence of family values was seen in how other caregivers express the importance of 

family as ‘family ties’ [13,60,96]. In the context of family, it was also noticeable that some 

caregivers functioned in the role of a kin-keeper, maintaining family cohesion and continuity 

through taking on the caregiving role, which related to taking responsibility for family 

communications and connectedness [6,10,15,23,36,60,67,74,79,80]. 

 

Related to one aspect of family values, i.e., the idea how caregivers felt they should treat their 

family members, was the protection of the dignity and self-esteem of people with care and 

support needs. For some caregivers, caring was motivated by a desire to protect the dignity and 
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self-esteem of the care recipient that caregivers ‘assumed’ would be lost on entering or 

receiving various types of formal care. Treating individuals with respect was an important 

factor – particularly respect for a parent including exceptional deference and/or courtesy, 

displaying earnest consideration of them [10,26,38,47,74,81,83]. 

 

2.5 Obligations to provide care  

 

A sense of obligation to care was prevalent with the two main categories identified: (1) actual 

obligation to provide care and (2) perceived obligation. We can distinguish further between 

negative and positive caregiving obligations, with actual obligations discerned as negative and 

perceived obligations being either negative or positive. Based on the evidence reviewed, we 

propose that the presence or absence of actual choice (underpinned by the availability of care 

options) distinguishes between the actual and perceived obligations to provide care, whereas 

the perception of choice (demonstrated later) distinguishes between positive and negative 

perceived obligations. The following patterns were identified as part of (1) actual obligation 

to provide care: (a) obligation based on the (actual) lack of alternatives and (b) obligation with 

guilt. Perceived obligation (2) also included variants: (c) moral obligation, (d) filial obligation, 

(e) spousal obligation, (f) extended familial obligation, (g) collective obligation. 

 

Actual obligation (1) was referred to as negative obligation, i.e., with caregiving viewed as a 

duty imposed by social rules and traditions, often described as something caregivers ‘have to 

do’ or that they ‘can’t walk away from’. This type of obligation was accompanied either with 

(a) the (actual) lack of alternatives and/or (b) feelings of guilt 

[6,35,36,39,42,44,49,54,73,76,77,90], strongly suggesting an extrinsic character to these 

motives. Obligation arising from the (a) the lack of alternatives to undertake the caregiving 

responsibilities was amongst the most obvious external motivators in informal caregiving, 

persistently recalled by caregivers [6,7,16,21,23,31,32,35,37,54,55,61,73,77,82,84,86,98,104]. 

This type of obligation was sometimes accompanied by (b) obligation with guilt, i.e., feelings 

of failing in one’s duty or letting someone down if care is not provided 

[6,35,36,39,42,44,49,54,73,76,77,90].  

 

Perceived obligation (2) and the subsequent identified variants of this type of obligation (c-g) 

could be either positive or negative dependent on the perception of choice, whereby this 

perception of choice was understood as the extent to which the caregiver believed they had 
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autonomy to accept/agree with the potential caregiving responsibility currently or in the future 

rather than the actual choice determined by the availability of caregiving alternatives. Thus, 

perceived obligation was negative with the perception of no choice and positive when the 

choice was perceived as present. It was noticeable that positive obligation related to more 

intrinsic motives (including affectionate emotional involvement). 

 

Moral beliefs about caregiving as a duty shaped the sense of (c) moral obligation (conscience 

and moral reasoning, moral principles), often expressed by caregivers saying that ‘you do the 

right thing’ or that ‘your conscience is clear’ [4,6,20,31,44,50,54,75,83,101]. 

 

Filial obligation (d) signalled a strong motivation for caregiving amongst adult-child 

caregivers in Asian studies influenced by a cultural ideology of filial piety. The symbols of 

filial piety included: respect, repayment and taking care of parents at home [3,6–

8,14,17,20,21,23,57–60,62,63,65–68,91,103]. This sense of filial obligation and responsibility 

was paramount in studies conducted also outside the Asian context and was not constrained to 

the underlying cultural value of filial piety [9,10,15,23,24,27,31,43,46,47,53,60,67,70,72, 

76,77,79,81,98,101]. 

 

Spousal obligation (e) to provide care was largely attributed to strong influences of 

cultural/societal values and beliefs described as ‘loyalty’ or ‘obligation’ or ‘commitment’ 

arising from marriages or partnerships. Marriages per se were reported as the reason for 

informal caregiving [3,6,8,12,18,19,32,34–37,43,47–49,52,54,58,62,73,80,85,88,102,104]. In 

some cases, the desire to support a marital relationship by taking care of a spouse’s relative 

motivated the provision of care. For example, female caregivers caring for a parent-in-law 

[102]. 

 

Extended familial obligation (f) refers to the situation in which different family members felt 

responsible for supporting the family unit, often influenced by affective ties or a close kin 

relationship. In some studies, an entire family was expected (culturally) to be involved in caring 

for a family member [25,27,29,69,70,73]. 

 

The notion of (g) collective obligation means that the individual is embedded in community 

relationships and is expected to fulfil their obligations to the collective community (rather than 

familial relationships only). Distinctive examples from the African cultural contexts are 
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provided in A13 Appendix whereby the traditional care arrangements are such that the 

community and the family care for the person with care needs [25,28,30]. 

 

 

Theme 3: Personal characteristics, beliefs and resources 

 

This theme incorporates five descriptive subthemes: caregiver's personal characteristics and 

inner resources; caregiving experience and expertise; coping; finding meaning; illness 

perceptions. 

 

3.1 Caregiver's personal characteristics and resources 

  

The subtheme refers to personal characteristics (such as caregiver’s physical ability or health 

status) [44,53,90] and inner resources (e.g., being knowledgeable, tolerant or organised), 

including caregivers’ natural affinity for caregiving (which could be discerned as a personality 

trait – being a caring person, having a ‘caring nature’) [5,32,56,72,91,104]. Dispositional 

optimism was evident and included: hoping for a miracle; maintaining hope and focussing on 

positive aspects of life to facilitate continued caregiving [6,22,38,47,71]. Optimistic beliefs 

were strongly linked to positive motivations to continue providing care. 

 

3.2 Caregiving experience and expertise/competence 

 

Previous caregiving experiences and having a sense of competence in the role or aspects of it, 

shaped willingness to provide care and engendered feelings of security, resilience or confidence 

in the current caregiving role [15,33,80,95]. Furthermore, previous experience in dealing with 

illness and death was sometimes reported as a motivator to provide the current care [28]. 

 

3.3 Caregiver coping responses 

 

Coping refers to the different ways (cognitive, emotional, behavioural) caregivers respond to 

their caregiving situation and the challenges it can present. In the reviewed evidence, coping 

strategies played an important role in maintaining (or not) the role rather than in initial 

decisions to provide care, i.e., the way caregivers coped with their current situation influenced 

mainly their motivations and willingness to continue to provide care. Caregiving motivations 
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and willingness also fed back bidirectionally to caregivers’ coping responses. The range of 

coping strategies indicated by caregivers reflected the dynamic and contextual nature of 

appraisals, the caregiving context, and the perceived and/or actual availability and effectiveness 

of formal and informal support [44]. 

 

Several taxonomies defining coping and the dimensions therein exist [e.g., 115,116], yet here 

we present caregiver situational coping responses which emerged from the inductive synthesis 

of the data by grouping them into two categories: ‘Facing a stressor’ and ‘Avoiding a stressor’. 

Under each of these categories, specific coping strategies and their relation to motivations are 

described. 

 

‘Facing a stressor’ refers to individual coping strategies which actively or directly deal with a 

perceived stressor, for instance by planning activities that the caregiver can engage in. It was 

discerned in three dimensions. The first one referred to strategies which involved a positive 

reframing and acceptance of the current situation. For example, upward social comparison, 

i.e., comparing with other worse health conditions than their care recipient had, was mentioned 

in one study as maintaining motivation to provide care [39]. Accepting the role helped the 

caregiver to adjust to their role [34]. Daily routines, where possible to put in place, were 

experienced as reassuring, providing structure to life, and offering a sense of control. Some 

caregivers considered that their role became less burdensome over time due to the care duties 

becoming habitual – acceptance enabling the establishment of ‘a new normal’ and a shift in 

priorities and goals [6,30,32,34,36,38,39,42,45,76,83]. The second dimension of ‘facing a 

stressor’ referred to mainly seeking and using (informal and formal) support, including 

engagement in religious practices as means of emotional and social support. Social-emotional 

coping was seen in seeking informal social (emotional or practical) support, with the perceived 

or actual availability of family support playing an important role in shaping both initial and 

continued motivation and willingness to provide care. Having access to appropriate practical 

support (as needed) within the family helped some continue with caregiving and, where 

available, caregivers drew upon direct help from family members in providing care and/or help 

via support with other tasks including caring tasks, tasks not associated with the caring and 

financial assistance. Family support was often fundamental to shaping motivations. It helped 

shape positive views about caregiving which then influenced whether caregivers felt able and 

willing to continue in their role (continuation motivation). A decision to become the main 

caregiver in the first place had been based on the availability of other family support (initial 
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motivation) [3,6,12,21,31,32,37,44,51–53,60,65,71,75,77,79,84,85,87,96,103]. Although 

coping by means of family care sharing (e.g., between siblings) and/or through rotating duties 

was found helpful and motivating [45,65,73,80,84,96], these studies did not relate care sharing 

to relationship quality and a shared understanding of one another’s roles and responsiblities. 

Family support also acted as a means of socialising which for some caregivers provided links 

to their ‘normal life’ [9,37,45,65,75,88,98] which was understood as a life alongside 

caregiving. Finally, approach-oriented emotional-social coping strategies also related to the use 

of formal social support, with organised caregiver groups being reported as a mainly positive 

source of support [37,48,65]. Formal support groups elicited feelings of connectedness with 

other caregivers which could help caregivers to reframe their situation and expectancies, 

reducing the perception that they are the only ones in such a situation [6], at the same time 

upholding the continued motivation and willingness to provide care. 

 

Religiosity was expressed as central in some caregivers’ lives with spirituality and prayer the 

most used coping strategies. Drawing on one’s faith, religious or spiritual support was 

considered as a source of emotional social support, thought to have helped in coping with some 

of the stresses associated with caregiving [3,11,17,25,37,42,57,60,65,74,75,85,88,92, 

96,100,101]. 

 

The third dimension of ‘facing a potential stressor’ referred to planning and actively addressing 

practical caregiving needs. Preparing for caregiving through thinking about it, using formal 

support (e.g., home care services, respite care services) where possible and planning for the 

future (e.g., care plans where professionals were involved in care planning) were helpful in 

sustaining continued motivations for caring [39]. Where caregivers had an opportunity to use 

respite care services, the temporary alleviation of the caregiver burden caused an increase in 

subsequent motivation [42,45,75,89]. The ability to have breaks from caregiving worked as a 

catalyst for subsequent coping with caring duties. Interestingly, the evidence did not report the 

negative consequences that availing of respite care services may lead to, for example, caregiver 

sense of guilt or anxiety, as reported in a scoping review [117]. Engaging in leisure activities 

was a way to maintain a sense of balance which enhanced motivations for continuing with 

caring, but this was not available to all caregivers [39,88]. Home support services (e.g., 

cleaning or household assistance, community nursing care) were viewed as a lifeline for some 

caregivers, with the additional time for themselves it offered contributing to higher motivation 

and willingness to continue caring [40,51,87,96]. Challenges associated with the organisation, 



 63 

reliability and flexibility of care and support services are known to sometimes increase 

caregiver sense of frustration [118], however, they were not mentioned in the reviewed 

literature. 

 

‘Avoiding a stressor’ embraced coping strategies focused on distraction, diversion, or social 

isolation. It was discerned in three dimensions. The first one referred to the use of humour (as 

a defensive measure) and cognitive diversion, it helped maintain motivations to care by making 

light of aspects of the current situation [35,42,49,95]. Caregivers using these strategies seemed 

to be more willing to provide care compared to caregivers using the remaining two avoidant-

oriented coping dimensions. The second dimension pertained to the caregiver choosing social 

isolation (e.g., because of being embarrassed by the care recipient’s illness). This impacted 

negatively on their motivation to continue caring as isolation was experienced both as desired 

and painful [6,22,23,36,51,95]. The third coping response referred to an example of action 

distraction – through engaging oneself in caregiving tasks (immersion in the caring role), i.e., 

actively coping by taking action to deal with caregiving tasks (e.g., focusing instrumentally on 

the caring tasks) to ameliorate the situation and reduce the existing demands which may be 

challenging. It enabled dealing with caregiving effectively but with important constraints: 

engaging oneself in instrumental and emotional caregiving work may have been efficient in 

the short-term but in the long run it could lead to burn out and had adverse effects on continuous 

motivation and willingness to care [51].  

 

3.4 Finding meaning 

 

Finding meaning as a subtheme related to the cognitive, emotional, and existential components 

of caregiving. The cognitive aspect reflected a way of making sense of caregiver experiences; 

the emotional aspect was understood as caregiver satisfaction and fulfilment; and the existential 

aspect pertained to making a choice in caregiving and the issue of responsibility. Finding 

meaning and meaning making have a motivational component, either understood as the 

motivation for caring or as a way that motivates the caregiver to continue caring. 

 

It is worth noting that the concepts of ‘finding meaning’ or ‘meaning making’ have been 

interpreted differently [41]. Some researchers consider ‘meaning’ in two dimensions, i.e., a 

cognitive one which pertains to beliefs held about caregiving experience, and an emotional one 

which relates to satisfaction with the caregiving role [119]. Similarly, it is also discerned as 
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two separate processes - searching for meaning and finding meaning [119,120]. With respect 

to finding meaning, this was often interpreted as reflecting the positive aspects of caregiving 

[121,122], e.g., gaining satisfaction through acting on personal values or beliefs. There are 

those who consider finding meaning as part of the coping process [123], ‘meaning’ is a 

mediator of the stress process [123]. Pearlin and colleagues [123] conceptualised ‘finding 

meaning’ as a mechanism involving the reduction of expectations, the use of positive 

comparisons and a search for a larger sense of the illness. For others, finding meaning is part 

of existential discourse [120,124] with meaning found through making choices or emergent 

from searching for a day-to-day sense of purpose or an ultimate (spiritual/philosophical) 

meaning [125]. 

 

Within this review finding meaning – a relatively large subtheme - is a broad concept with 

many dimensions relevant to the caregiving experience in terms of motivations for providing 

care. Therefore, we do not constrain the concept to ‘coping strategy’ (subtheme 3.4) but present 

it in its wider perspective. Caregiving can give a sense of purpose, an appreciation for life and 

enable personal growth (understood as both expanding and transcending the self and 

experiencing authenticity in existence). These are strong intrinsic motivators for caregiving. 

 

Caregivers made meaning of their past caring experiences and the reflection accompanying 

this was seen to be a powerful motivator to continue to care [6,11,31,38,40,79,89,91,98,99]. 

Some caregivers expressed how caring had brought a new perspective on living, which was 

felt to be fuller and authentic (‘you appreciate life more’). This was often realised due to a 

growing awareness of the shortness of life consequent to the care recipient’s health condition 

[36,40]. The importance of having good memories, finding meaning in what is past, was also 

evident as a motivator of caregiving [36,97]. 

 

The emotional component of finding meaning referred to the feelings of personal satisfaction 

or happiness derived from having helped the care recipient, described by some as ‘being happy 

from within’ [15,23,28,73]. Caregiving was also perceived as an opportunity for self-growth, 

prompting continued motivation [5,38,91]. Gaining a sense of purpose for living was also seen 

in the data (see A14 Appendix for quotes). The act of caregiving gave direct meaning to the 

caregiver’s life with terms such as ‘vocation’, ‘calling’, ‘purpose’, ‘mission’, 'engulfed' being 

used to describe their experience. Notably, such feelings extended beyond motivations to care 
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as it was considered as providing a main and general purpose for living 

[19,22,35,40,44,50,60,71,92].  

 

For some, caregiving served a purpose of finding new meaning in a previously difficult or 

complicated relationship [6,31,42] with caregiving motivated by a desire to reconnect or make 

up for lost time with a care recipient, building a connection that, mainly adult child caregivers, 

never had as children.   

 

3.5 Seeing care recipient’s illness 

 

The subtheme describes caregivers’ thoughts about their care recipient’s illness (including the 

attributions of cause of the care recipient’s illness, the perceived severity of illness) as linked 

to their motivations/willingness for caring. 

 

Caregivers spoke differently about their willingness to care depending on where they attributed 

the cause for their care recipient’s illness. For example, if an illness was perceived to be a care 

recipient’s fault (e.g., God’s punishment for their misdeeds), then caregivers seemed less 

willing to provide care in the first place. On the contrary, if the illness was discerned as a natural 

life process (‘a law of nature’), caregivers were more accepting of the role [4,11,25,44,57,69]. 

 

The perceived severity of a care recipient’s illness was also important. For example, caregivers 

found it difficult to watch an illness ‘breaking down’ the care recipient (as reported in studies 

of those with dementia) and gave this as the reason for deciding to place the care recipient in a 

nursing home [40,41], i.e., motivation to discontinue caring. 
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Table 1 A selection of illustrative quotes for subthemes presented 

 
Analytic 

theme 

Descriptive subtheme Illustrative quote 

1. Contextual 

aspects of 

caregiving 

1
.1

 C
ar

eg
iv

in
g

 c
o

n
te

x
t 

1.1.1 

Convenience 

factors 

 

‘It just naturally fell on the ones that are closest to the [elders] 

home.’ ([77], p. 105) 

 

‘I'm her slave, a slave of [financial] circumstances…’ ([71], p. 612) 

 

1.1.2 

Competing 

priorities and 

demands 

‘Every day, I struggle with two choices: to work and let my dad go 

to the hospital alone, or to accompany him and have no money to 

pay the bills.’ ([23], p. 1303) 

 

1.2 Temporal aspects of 

caregiving 
‘So, at first, caregiving was a challenge and I didn’t find it hard to 

do. After some years, there is wear and tear and the challenge is 

gone.’ ([34], p. 247) 

 

2. The nature 

of the 

relationship 

2
.1

 R
ec

ip
ro

ci
ty

 

2.1.1 

Retrospective 

reciprocity 

 

 

‘She looked out for me all my life and so it’s my turn now – to look 

after her.’ ([74], p. 119) 

 

2.1.2 

Expected 

reciprocity 

 

 

‘I love my parents very much and hopefully by caring for them I will 

get care back from my kids as an aging person.’ ([76], p. 162) 

 

2.2 Out of affection  

‘Because I love them, that's what makes me do what I do.’ ([71], p. 

609) 

 

2.3 Relationship quality  

‘It makes me angry I have to consider him so much when he never 

considered me.’ ([93], p. 382) 

 

‘You know, she always says ‘thank you for being here!’ Or she goes, 

‘I appreciate everything that you do!’ So whatever bad things 

happen… she’ll tell me that and all bad things go away!’ 

([73], p. 87) 

 

2.4 Family values  

‘I do feel that it is in our family values and that when people have it 

to give they have some obligation to help provide it. Family should 

be there for family.’ ([76], p. 162) 

 

‘When you respect and honour them [the care recipients] and they 

bless you, it will be forever on your life.’ ([26], p. 25) 
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2.5 Obligations to provide 

care 

 

‘I am taking care of my mother because she is my mother. Who else 

can do this? This is my obligation.’ ([81], p. 243) 

 

3. Personal 

characteristics, 

beliefs and 

resources 

3.1 Caregiver's personal 

characteristics and 

resources 

 

‘. . . one isn’t taught that, my girl, that [ability] comes from your 

heart, you will never learn that, I tell you that from experience and 

from my 66 years, no one will teach you to care for [or] love people, 

[it’s up to] you alone.’ ([72], p. 6) 

 

3.2 Caregiving experience 

and expertise  

 

‘It’s important to be competent in nursing. I’m sure it is much harder 

for an untrained person to take care of an elderly. I know the body’s 

mechanics.’ ([80], p. 607) 

 

3.3 Coping responses  

‘You’ve got to do a lot of praying. It’s the only thing that keeps me 

strong...to help take care of her.’ ([96], p. 365) 

 

3.4 Finding meaning  

‘After being in this for a while, you start thinking what is the purpose 

[in life], and maybe the purpose is giving instead of getting. And so 

you give in some small way to somebody else who's important to 

you.’ ([79], p. 348) 

 

3.5 Seeing care recipient’s 

illness 

 

‘But gradually, I began to feel, “Oh, well, this must be a law of 

nature [shizen no setsuri; laugh].” You know, like dying tree 

gradually changes, her body (also changes), you know, she is 89. I 

have come to feel that it cannot be helped [shikatanai], that 

gradually many functions deteriorate over time.’ ([4], p. 69) 
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Discussion 

 

Summary of findings 

 

This chapter synthesised findings from 103 studies from a wide range of cultures and countries 

spanning three decades, with data from over two thousand and five hundred caregivers across 

a range of health conditions. Diverse determinants underlying motivations and willingness to 

provide care were identified, with this chapter addressing those of a contextual, personal and 

interpersonal nature (Chapter 3 addresses cultural and societal motivations and willingness for 

caring). 

 

Key factors impacting caregivers’ motivation and willingness to provide care included: (1) 

wider contextual and temporal aspects of caregiving which can modify beliefs, expectations, 

experiences and thus motivations; (2) interpersonal relationships, familial relationships or 

relationships within the wider community, specifically highlighting reciprocity, obligation and 

family values; (3) individual characteristics, illness perceptions, coping resources and 

responses that enabled caregivers to undertake and/or carry on with their role. 

 

We have high confidence in the two analytic themes of relational and contextual themes and 

moderate confidence in the theme focusing on personal characteristics. Whilst multi-level 

factors influenced motivations and willingness to provide care it must be noted that the 

reviewed studies did not typically distinguish between the concepts of motivations and 

willingness to provide informal care, and these were not distinguishable in the caregivers’ 

accounts. This highlights the conceptual confusion around the constructs of motivations and 

willingness to provide care. 

 

Our findings from studies of caregiving across a range of health conditions are consistent with  

Greenwood & Smith's (2019) systematic review of 26 qualitative studies of dementia informal 

caregiver motivations whereby multiple reasons underlying informal care provision are 

identified. The significance of the fluctuating nature of motivations is highlighted in their 

findings, however, we evidence greater effect of relationship type and quality, and country of 

origin. Unlike their review, the evidence presented here strongly suggests differences not only 

‘between’ caregivers (e.g., relationship type) but also ‘within’ caregivers (e.g., over time), 
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highlighting the complex and dynamic nature of caregiving. One example of variation is that 

relationship quality as a motivating factor was less evident in Asian caregiver studies (N= 5) 

[4,7,13,21,63] than amongst Caucasian caregiver studies (N=11) [31,37,99,39,46–

49,51,52,88]. Similarly, whilst it may seem that motivations of both adult children and spousal 

caregivers are very similar, the mechanisms of caregiving motivations revealed in this 

qualitative synthesis highlight differences. To provide a specific example - Greenwood & 

Smith (2019) highlight the commonalities across cultures and terminology in terms of 

obligation to provide care with terms such as filial piety, duty, obligation and responsibility 

being discussed as synonymous and being rather negative. Many terms around ‘obligation’ are 

used interchangeably. We have shown, however, that they differ, both in relation to motivations 

and willingness to provide care, but also in the extent to which they can be considered negative. 

There is, for example, a difference in the experience of filial obligation versus spousal 

obligation (see subtheme 2.7). Through the synthesis we distinguished also between different 

types of reciprocity (e.g., retrospective and expected reciprocity and in-kind variations – see 

subtheme 2.1). Our meta-synthesis findings demonstrate the diversity, multi-facedness and 

often uniqueness of motivations, emphasising and evidencing that there is no universal, ‘one 

size fits all’ finding in relation to caregiving motivations and willingness to provide care. 

 

Reflections on implications of findings in relation to key frameworks, 

theories and research 

 

There are numerous theoretical frameworks within which caregiver motivations can be 

considered (Zarzycki & Morrison, 2021; Chapter 1), however we focus on that which was most 

robustly considered within caregiver research, i.e., Commitment Theory (Blieszner & Shifflet, 

1989; Johnson et al., 1999) and Self-determination Theory (SDT) (Ryan & Deci, 2000). This 

review identifies internal (e.g., caregiver affection) and external (e.g., geographical proximity 

to the care recipient) factors that influence caregiver commitment as considered in Commitment 

Theory (Blieszner & Shifflet, 1989; Johnson et al., 1999). SDT theory gave rise to the 

distinction of intrinsic and extrinsic motivations. The caregiver motivations presented in this 

review however appear not to conform to this basic dichotomy. Instead, our findings identify 

a diversity of motives both between and within caregivers and suggest that (a) it is often 

difficult to establish whether the motivation is intrinsic or extrinsic (or autonomous, introjected, 

external) and (b) motivations to care can be multiple, and can include intrinsic and extrinsic 
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motivations that need not be mutually exclusive (e.g., caregiving out of both love and 

obligation). This coexistence may explain the inconsistent results reported in the literature [e.g., 

11,24,131–133,32,80,106,126–130] and begs the question of whether the popular, simple  

dichotomy around extrinsic and intrinsic caregiving motivations (Feeney & Collins, 2003; Kim 

et al., 2015; Lyonette & Yardley, 2003; Quinn et al., 2010; Quinn, Clare, McGuinness, et al., 

2012; Walker et al., 1990) is sufficient to develop our understanding of caregiver behaviours. 

If it is not, as our findings suggest, how should these concepts be defined and operationalised 

in future research? We indicate that the theories should consider multifaceted nature of 

motivations which cannot be easily classified into discrete categories. Based on the evidence 

of this systematic review we advise against generalised and simplified theoretical approaches 

to studying caregiving motivations, if the research based on these theories is to 

comprehensively reflect caregiver experience. 

 

Several taxonomies defining coping and the dimensions therein exist (e.g., Carver et al., 1989; 

Lazarus & Folkman, 1984). The findings of this review present two groupings of coping 

strategies which emerged from the inductive synthesis, i.e., ‘facing a stressor’ and ‘avoiding a 

stressor’. These can be referred to approach- versus avoidance-oriented coping (Finset et al., 

2002; Parker & Endler, 1992), with each dimension of the groupings represented by cognitive-

emotional, socio-emotional and action-oriented strategies, as described below. Each of these 

coping domains is evidenced to influence caregiving motivations and willingness to care. 

Approach-oriented coping refers to individual strategies which actively or directly deal with a 

perceived stressor, for instance by planning activities that the care recipient can engage in. 

Avoidance-oriented coping relates to either a passive or disengaged way of dealing with 

stressors or engaging actively in things other than the stressor, including denial, diversion, or 

escape. 

 

The approach-oriented cognitive-emotional coping domain includes responses such as follows: 

being grateful for the current situation (positive reframing); taking control and accepting the 

situation; the emotional-social domain contains: attending one’s own needs; using available 

family support; seeking formal social support; engaging in religious practices; and the action-

related domain encompasses: preparing for caregiving (planning); using respite care and short 

break support;  having ‘me’ time; using formal home care services. 
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The avoidance-oriented cognitive-emotional coping domain includes using humour (as a 

defensive strategy) and viewing care recipient's anticipated death as a rescuer; the emotional-

social domain describes seeking social isolation; and the action-related domain refers to 

distracting oneself through focusing on caregiving personal care tasks. 

 

Caregiving has traditionally been considered as a potentially stressful experience, with 

caregivers drawing on different resources as a means of coping with the demands the role may 

place on them. The influential Stress Process Model (Pearlin, 1994; Pearlin et al., 1990) 

proposed that caregivers go through a developmental process in adapting to the stress-

generating events they encounter – and our review supports this (Boeije et al., 2003; Browne 

Sehy, 1998; Foster, 2012; Hsu & Shyu, 2003; Lin et al., 2012; Opie, 1994; Parveen et al., 2011; 

Williams et al., 2014). This model has, however, been criticised for focusing on negative 

caregiving outcomes with more recent research highlighting positive aspects of caregiving, 

such as uplifts and gratification (Kramer, 1997; Quinn & Toms, 2019; Yu et al., 2018). Our 

findings support this (Jones et al., 2003; Sand et al., 2010; Yamamoto & Wallhagen, 1997). As 

caregiving is a complex process, one could expect many factors would influence how the 

caregiver adapts to the stresses of caregiving. The Transactional Model of Stress and Coping 

(Lazarus & Folkman, 1984; Lazarus & Smith, 1988) and a socio-cultural model of stress, which 

integrates culture within the previous theoretical framework (Aranda & Knight, 1997), have 

also been popular in this domain. An important aspect of these models is that caregiver 

outcomes may be less a result of the caregiving tasks or the intensity of care, but more a result 

of the appraisals of these tasks and the caregiving situation. In our findings caregiver appraisals, 

coping and use of social support were certainly salient factors impacting caregivers’ 

motivations and willingness to provide care [4,8,30–32,36,37,39,40,42–44,9,45–48,50–

53,57,58,10,60,61,64,69,75,77–81,11,83,84,87–89,91–93,96,98,14,99,100,102,17,19,20,25]. 

Review findings point to the bidirectionality of the relationship between motivations and 

willingness to continue providing care and current caregiver coping responses, highlighting a 

vital part played by the latter in maintaining the continued motivations (see subtheme 3.3). 

Longitudinal studies exploring the associations between coping responses and motivations 

comprise an important research gap; longitudinal evidence could contribute to understanding 

of the caregiver coping processes. 

 

Although our synthesis has usefully identified determinants of motivations and willingness to 

provide care, further prospective study of relationships between motivations to provide care 
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and subsequent caregiver outcomes is required. In addition, future studies should address the 

ongoing confusion around the definitions of motivations and willingness to provide care and 

the methods of assessing these concepts.   

 

Implications for policy and practice 

 
As stated, assumptions exist in many current societies that family members provide care for a 

relative if it becomes necessary. This implies, and indeed is borne out by evidence, that not 

everyone exercises choice to become a caregiver [8,10,55,65,77,81,86,88,90,102, 

104,14,15,23,31,32,43,45,54]. The choice to provide care is defined as the extent to which a 

caregiver believes they had the freedom to assume the caregiving role (Al‐Janabi et al., 2018). 

When caregiving is described, in caregiver’s own words, as something they ‘have to do’ and 

they ‘can’t walk away from’ (as seen in subtheme 2.5), this suggests little free choice was had. 

This review supports the imperative cautioning against making assumptions about willingness 

to provide care. 

 

Given the importance of actual and perceived choice in shaping motivations and willingness to 

provide care, and the range of factors that may influence actual/perceived choice, we suggest 

that (a) the complex and diverse motives that drive caregivers in their roles (which are not 

generally acknowledged) should be given more attention by policy-makers and practitioners, 

(b) motivations and drivers must not be taken for granted over time as they are not static, and 

(c) where applicable this should be supported by relevant policies and be reflected in 

discussions that take place during a caregiver assessment (as employed in the British context; 

Seddon & Robinson, 2015). A carer assessment is especially important with regards to 

changing personal and contextual (situational) factors that may modify caregiver motivations, 

willingness, and ability to provide care.  

 

The wider situational and temporal contexts within which caregiving is situated affect the 

extent to which relational and personal aspects gain dominance. For example, ‘convenience 

factors’ such as being the only child are amongst those often making the caring role necessary. 

Therefore, we indicate that policy should highlight the distinction between the caregivers’ 

perceived choice and their actual choice (see subtheme 2.5) by considering a wide a range of 

contextual factors (see theme 1) if informal caregiving is to be effectively sustained.  

Incorporating the afore-mentioned factors in policy recommendations for practice is important 
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when conducting assessments (e.g., when discharging people from hospital). Any caregiver 

assessment must recognize that the perception of choice, the actual choice and situational 

circumstances may change over time and thus should be revisited in a timely way. 

 

The current meta-synthesis emphasises the importance of support for caregivers, consistent 

with a report investigating national policies for adult caregivers across Europe published by 

the European Commission (Bouget et al., 2016). Where in-home services were available most 

caregivers felt appreciative of them (calling them even a ‘lifeline’), as they were positively 

related to motivations and willingness for caring, reduced their burden and enabled coping 

[8,39,48,91,98–100] - similarly with regards to respite care and short breaks services 

[50,52,79,93]. The other features of the developed caregiver support would comprise generous 

benefits (both to the care recipients and to the caregivers) and the flexible structure of the labour 

market (e.g., working hours, provision of short-term paid leave; Boer & Plaisier, 2020; Bouget 

et al., 2016). It should be highlighted that the sustainability of caregiver motivations and 

willingness cannot be achieved by caregiver benefit provision alone. The absence of any 

employment and social policies had negative effects on motivations and willingness to care 

what was evidenced in caregivers’ accounts pertaining to difficulties combining care 

responsibilities with employment or with competing familial roles [3,7,64,66,71,72,89,95,102, 

10,21,29,31,44,53,60,62]. The importance of addressing broader societal factors (e.g., work 

conditions, education, social safety, addressing care recipient’s illness stigma, housing) should 

also be stressed for the future of caregivers as these macro factors are crucial in terms of the 

sustainability of care across the globe. 

 

Strengths and limitations 

 

A strength of this review is its comprehensive nature: international evidence is reviewed; no 

restrictions were applied to the care recipient’s diagnosis or to the caregiver relationship type. 

Publication bias was addressed via an extensive search of additional sources. A comprehensive 

quality and relevance appraisal enabled assessment of not solely the methods of the included 

studies, but also the relevance of the evidence produced, and the review methods applied – 

aspects which other qualitative reviews have been criticised for failing to adhere to (e.g., Gough 

et al., 2017; Booth, 2016). Inductive, grounded theory based thematic synthesis allowed the 

identification of various determinants of motivations and willingness to provide informal care. 

Most studies were judged to be of high methodological quality although some omitted 
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important demographic details, and the balance in terms of nation of study of origin, ethnicity, 

gender, and illness was unequal making us less confident in the relevance of our findings for 

some sub-populations: male caregivers, Black African, non-Caucasian American and Arab 

ethnicities; Middle East, Africa, Australia and Oceania, South America.  
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Chapter 3 

 

A qualitative systematic review and meta-synthesis of cultural 

and societal motivations for providing informal care 

 

 

 

The adapted material presented in this chapter is published as: 

 

Zarzycki, M., Morrison, V., Bei, E., & Seddon, D. (2022). Cultural and societal motivations 

for being informal caregivers: A qualitative systematic review and meta-synthesis. Health 

Psychology Review, 1-30. https://doi.org/10.1080/17437199.2022.2032259  
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Abstract  

Informal caregiving constitutes the mainstay of a society’s care supply. Motivations for caring 

and continuing to provide care are crucial to understanding the nature of caregiver experiences 

and their relationship with the person/people they support. This systematic review of qualitative 

evidence examines determinants of motivations and willingness to provide informal care. 105 

qualitative studies published before August 2019 and fitting the inclusion criteria were 

identified, 84 of them pertaining to cultural and societal motivations for caregiving. Grounded 

theory-based, thematic synthesis was conducted. Cultural and societal factors strongly 

underpinned motivations and willingness for informal caregiving. The main cultural motives 

for caregiving were cultural values and beliefs encompassing the ethnocultural context of the 

caregiving role, culture-specific norms, cultural and spiritual beliefs, illness beliefs and 

socialisation. Societal norms and perceived expectations, such as gendered roles, norms and 

expectations of caregiving, and perceptions of health and social care services further shaped 

caregiver motivations and willingness to provide care. These meta-synthesised findings 

contribute towards novel understandings about the cultural and societal aspects shaping 

informal care provision. These findings bear important implications for theory, research, policy 

and practice; all of which contribute to the issue of the sustainability of informal care from a 

macro perspective. 
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Introduction 

 

Becoming a caregiver is something that most people will experience during their lifetime 

(Lewis, 1997). As described in Chapter 1, providing care and support presents a significant 

global challenge, especially for the most rapidly growing parts of the population, i.e., frail older 

people and adults living with chronic and acute health conditions. Increasing life expectancy 

and smaller family size (Bettio & Verashchagina, 2010; Börsch-Supan, 2019; Schwarzkopf et 

al., 2012) place considerable demands on formal care systems and also on informal caregivers. 

Informal caregiving can be considered the mainstay of a society’s care supply (Albertini et al., 

2007; Stajduhar et al., 2010). In the UK alone there are approximately 7.6 million caregivers 

(Carers UK, 2021b) with 1.3 million of them providing more than 50 hours of care per week 

(Carers UK, 2019a). The prevalence of informal caregiving varies across the world (Bettio & 

Verashchagina, 2010; Carers UK, 2019b; Family Caregiver Alliance, 2015) but caregiver 

contribution to the sustainability of health and social care systems is significant. Despite this, 

we have limited understanding of the factors that underly, promote and maintain motivations 

and willingness to provide informal care (Burridge et al., 2007; Parveen et al., 2011; Parveen 

& Morrison, 2012). Understanding motivations and willingness to provide care is important as 

it has implications for caregivers’ and care recipients’ wellbeing (e.g., Camden et al., 2011; 

Quinn et al., 2010), and for assessment and care planning processes that are or could be in place 

to support caregiving relationships. Hence, it is important to understand why people provide 

informal care, that is, what motivates them and what determines continued caregiving. This 

chapter synthesises potential evidence on cultural and societal motivations and willingness for 

caregiving. 

 

As motivation is multifaceted (Kanfer et al., 2008) and multiply determined (Baker et al., 

1988), different factors contributing to the influence on motivations should be considered (see 

Chapter 1). Motivations are central to many psychological studies of behaviour (Cerasoli et al., 

2014; Fisher et al., 2003; Franco et al., 2002; Hidi & Harackiewicz, 2000; Ryan & Deci, 2000). 

It follows therefore that identifying the factors underlying motives for providing (or not 

providing) care, exploring the interrelationships between different motives and considering the 

influence of these motivations on caregiver behaviour and outcomes will help in efforts to 

support and sustain caring relationships. Norms of perceived obligation towards family 

members, familism and ethnicity have previously been shown to have a predictive value for 
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motivations and the exchange of informal care (Dykstra & Fokkema, 2012; Ikkink et al., 1999; 

Parveen et al., 2011, 2013, 2014; Silverstein et al., 2006). Caregiver motivations may impact 

significantly on outcomes for both caregivers and those they care for. This includes both 

positive and negative influences on caregiver health and wellbeing and the quality of the 

caregiving relationship (Greenwood & Smith, 2019; Quinn et al., 2010). However, as yet there 

is no synthesis presenting potential cultural/societal underpinnings of the motivations. 

 

Alongside the concept of motivations to provide care, willingness to perform informal care 

tasks addresses more behavioural aspects of caregiving with current (actual) and future 

(hypothetical) orientations towards providing support for an individual (Abell, 2001; Zarzycki 

& Morrison, 2021; see Chapter 1). Whilst motivations can refer broadly to the reasons and 

drivers underlying, directing and maintaining caregiving behaviour (Ryan & Deci, 2000; 

Woolfolk, 2013), willingness to perform care typically addresses certain aspects of caregiver 

behaviour, for example, willingness to carry out specific emotional and personal care tasks 

(Abell, 2001; McDonell et al., 1991). An individual may be motivated for various reasons to 

provide care for someone, but simultaneously or subsequently they may not be willing to carry 

out particular caring tasks (e.g.,  intimate personal care tasks; Zarzycki & Morrison, 2021). 

 

Looking at levels of influences in understanding human beliefs and behaviour, there are 

potential macro and individual factors that may in the current context influence motivations 

and willingness to care. This chapter sets to identify these macro determinants in the population 

of adult caregivers providing care to adult care recipients, specifically potential cultural and 

societal influences on motivations and willingness for caring.  

 

Models of health and illness vary across and within cultures and societies because of the 

political, economic and cultural climates (e.g., social inequality, the structure of economic 

opportunities and labour needs, and cultural beliefs; Baca Zinn & Wells, 2000; Chalmers, 

1996). Macro factors, which include cultural and societal influences, are likely to impact 

models of care, caregiving expectations and behaviour, for instance, why and how people 

provide informal care. 

 

Culture can be considered ‘a learned system of symbols with shared values, meanings, and 

behavioural norms’ (Kavanagh & Kennedy, 1992; p. 12), an implicit ‘guiding force’ regulating 

how individuals respond to demands they encounter and as such it may influence caregiving 
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motivations (Dilworth-Anderson et al., 2005). The anthropologist Geertz defines culture as ‘a 

set of control mechanisms - plans, recipes, rules, constructions, what computer engineers call 

programs for the governing of behaviour’ (Geertz, 1973; p. 44). The control mechanisms are 

assimilated and internalised through an ongoing process of socialisation, yet they can be 

imperfectly reflected in behaviour because of conflicting value priorities, variations in 

cognitive interpretations or resistance to the control imposed by the cultural rules (Geertz, 

1973). Situational circumstances may limit people’s ability to model the cultural ideal (e.g., 

people may feel less willing to provide care for an elderly family member facing chronic ill 

health if they are employed, or if they have competing demands of childcare). 

 

Ethnic groups are distinguished based on attributes such as a common ancestry/history, 

elements of a common culture (e.g., a unique language or communication system, values, 

beliefs, religion, diet), normative expectations (including norms around care), common 

customs and practices, and common local or country of origin, usually with a symbolic 

attachment to this homeland (Burton et al., 2010; Parveen et al., 2011; Pinquart & Sorensen, 

2005). The connection between ethnicity and culture typically posits ethnicity within the 

culture in a sense that it enables ethnic groups to function through a common set of values 

based on common history, language and religion. However, there is a difference between the 

two terms - the former usually refers to an individual’s ancestral geographic origin, whereas 

culture relates more to groups of people who share knowledge, beliefs, norms and behaviours 

(e.g., gay culture), but not necessarily the geographic origin (Unger, 2011).  

 

Growing research on ethnic and cultural variations in psychological responses to the caregiving 

experience has indicated the importance of culturally sensitive practice interventions and 

empirical studies related to ethnic/cultural variations (e.g., Miyawaki, 2016; Pinquart & 

Sorensen, 2005). As such, understanding how motivations/willingness to provide care may be 

underpinned by ethnocultural factors is important for the realisation of an effective 

multicultural caregiver support. 

 

The wider societal context may also shape caregiving motivations and willingness. For 

example, the welfare and support systems, and the policies underpinning these, can shape 

perceptions of informal care and what it may constitute (Bambra, 2005; Cash et al., 2013; 

Fawcett, 2014). Studies have demonstrated that the fragmented nature of social care services 

in countries such as in Australia and the UK, and the associated emphasis on competition and 
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on short-term funding make it difficult for service providers to be responsive to the needs of 

informal caregivers and care recipients, which may influence caregiving burden and 

motivations (Al‐Janabi et al., 2018; Del-Pino-Casado et al., 2011; Hughes & Heycox, 2020; 

Khalaila & Litwin, 2012; Leonard & Johansson, 2008). Some health and social care policies 

are based on the premise that family members and friends will undertake the caregiving role 

and will provide the majority of care (e.g., Horton, 2022; Sims-Gould & Martin-Matthews, 

2008; Verbakel, 2018). As such, these policies affirm societal/cultural norms of familism and 

traditional caregiving roles, which include, for example, gender-specific norms of caregiving, 

which may (or may not) affect motivations and willingness to provide care. This systematic 

review of qualitative evidence seeks to identify these factors and explore their influence in 

order to further current understanding. 

 

The increasingly complex care needs of the population, coupled with the predicted decline in 

the availability of informal caregivers are leading to a ‘care gap’ (Kooiker et al., 2019; Pickard, 

2015) that will present significant challenges to the future sustainability of global healthcare 

and social care systems (see also Chapter 1). Therefore, it is important to identify any cultural 

or societal factors that influence motivations and willingness to provide care. No previous 

systematic review has explored macro determinants of caregiving motivations and willingness 

to such a broad extent. We propose that these factors, and the consequent improved 

understanding of how they act upon individual cognition, expectation, motivations, and 

ultimately caregiving behaviour and outcomes, will help expand the existing theoretical models 

around predicting caregiving processes and outcomes, and also offer useful information to 

those developing interventions with a view to mitigating against negative caregiver experience. 

 

Review aims 

 

This systematic review aimed to further understanding of the influences shaping motivations 

and willingness to provide care and to achieve the following objectives: 

 

a) Identify existing literature on determinants of motivations to provide care and 

willingness to care within the context of informal caregiving. 

b) Screen the literature and extract empirical findings in accordance with predefined 

criteria. 

c) Critically appraise and synthesise the existing research findings. 
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d) Explore the factors underlying caregivers’ motivations and willingness to provide care. 

e) Explore whether any differences exist among caregivers when describing their 

motivations and willingness to provide care. 

f) Identify implications for theory development, future research, policy and practice. 

 

Methods  
 

Full design, eligibility criteria and search procedures and data synthesis of this systematic 

review have been described in Chapter 2. This chapter focuses on cultural and societal 

influences (i.e., macro determinants) on motivations and willingness to provide care. 

 

Findings 
 

 

Search results 

 

The PRISMA diagram summarises the search flow (Figure 1). Electronic searches identified a 

total of 9793 papers before duplicate removal. After duplicate removal (N=4141) as well as 

titles and abstracts screening of the remaining 5652 articles, this systematic review, after the 

exclusions (N=5462), identified 190 full-text records (from databases and additional searches 

screened) assessed for eligibility. Final exclusions (N=80) resulted in 110 studies being 

included in the qualitative descriptive map and 105 in the qualitative data synthesis (five studies 

were ineligible for meta-synthesis). Figure 1 provides the main reasons for exclusion.  
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Figure 1 PRISMA flow chart of included studies 

 

 

 

Characteristics of included studies 
 

Included articles, altogether with other theoretical/empirical papers mentioned in the Findings 

section, from this point on are referred to by their ‘study number’, as indicated in the reference 

list of included studies (see A11 Appendix). The characteristics of the included studies are 

presented below with further detail presented in A12 Appendix. 

 

Setting. All continents were represented:  Asia (N=23) [1–23], Middle East (N=3) [15,16,24], 

Africa (N=6) [25–30], Europe (N=22) [31–52], Australia and Oceania (N=4) [53–56]; 

North America (N=49) [3,10,36,50,54,56–103], South America (N=1) [104]. This totals 108 
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studies as 3 studies [4,10,13] which focused on cross-cultural comparisons were conducted 

across two different continents (e.g., subsamples both from North America and East Asia). 

Twenty studies were conducted in what is considered a developing country [1,5,20,23–

30,104,6,7,9,11,12,14,15,17].  

 

Participants. 2565 caregivers participated in the included studies with 77% being female 

(N=1986) and 23% male (N=579). 

 

Caregiver reported age ranged from 16 to 91 years. However, in five studies age was indicated 

by the age of the youngest person, e.g., 23+ [2,16,25,62,85] and three studies concerned older 

caregivers exclusively (age above 64 without the specification of an upper age limit) 

[17,37,89]. 

 

Caregiver ethnicity was reported in most (92, 88%) studies. In 13 studies (12%) the ethnicity 

was highly varied [3,10,100,104,105,13,32,61,70,73,79,81,99].  In 79 (75%) studies ethnicity 

was divided into broad sub-categories: mostly Caucasian ethnicity (N=25) [31,33,48–

52,71,76,78,82,84,38,89,90,95,98,102,39–42,44,45,47]; Asian ethnicity (N=36) [1,2,14,17–

21,23,24,31,38,4,39–44,46,48–50,5,51,53,57–60,62,63,65,66,6,67–69,71,76,80,84,89–

91,7,98,101,103,8,9,11,12]; non-Caucasian American ethnicity (N=10) [64,72,74,75,83,85, 

88,92,96,97]; Black African ethnicity (N=6) [25–30]; Arab ethnicity (N=2) [15,16]. In a 

minority of studies (N=13, 12%) ethnicity was either not reported/inconsistently reported (11) 

or inapplicable (2 documentary studies) [22,34,87,93,94,35–37,54–56,77,86].  

 

Six studies (6%) did not report the type of caregiver-recipient relationship 

[25,26,52,70,81,106], most studies (N=63, 60%) included mixed categories of relatives; 24 

studies (23%) were focused mostly (at least 90% of caregivers participating) on adult children 

[2,3,63,67,76,77,79,82,84,87,90,91,4,96,98,102,105,7,27,31,51,53,59,60]; 11 studies (10%)  

were with mainly (at least 90%) spousal/partner caregivers [11,17,100,34,37,39,40,88,89, 

93,99]; one study (1%) concerned non-relative caregivers [28]. After excluding studies in 

which relationship type was either not reported or unclear it was noted that most caregivers 

were adult children (N=1237, 61%), followed by spousal/domestic partnership caregivers 

(N=540, 27%). The remaining 12% (N=247) of caregivers comprised other relatives or non-

relatives providing informal care.  
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In 23 studies (22%) the care recipient’s health condition was not specified [1,8,59–61,76–

78,83–85,87,10,90,91,101,26,27,31,35,46,50,53] whilst 30 (28%) included various condition 

types within the study sample. Fifty-two (50%) studies included a single diagnosis: dementia 

(N=36, 34%) [3,4,41–43,45,47,48,51,52,54,56,6,57,58,63,65,69,73,75,79,80,89,11,92–

94,96,102,105,16,30,33,36,37,39], cancer  (N=7, 7%) [9,15,20,21,70,95,99], cardiac diseases 

(N=3, 3%) [12,24,98], strokes (N=5, 5%) [5,23,49,88,97] and multiple sclerosis (N=1, 1%) 

[34]. 

 

Study design. 96 (91%) of the 105 synthesised studies were qualitative in design with further 

9 mixed method studies containing qualitative data which was reported separately (N=9, 9%) 

[25,35,43,52,54,61,62,81,84]. Of these 16 (15%) employed a longitudinal study design 

[3,28,92,94,96,98,100,101,29,35,37,39,46,56,63,90]. Data collection methods included: open 

or semi-structured individual or group interviews, ethnographic observation, or questionnaires 

with open-ended questions. Studies used a range of grounded theoretical, narrative, 

phenomenological, hermeneutic, framework, ethnographic, descriptive or interpretive enquiry 

approaches to explore and analyse the data. 

 

Critical appraisal of the methodological quality of studies. The majority of the 105 studies 

were judged to be of high methodological quality - 57 (54%) had no or very minor 

methodological concerns [1,2,20,21,23,24,27,28,31,32,34,35,5,36–40,42,44,45,48,49,8,51,53, 

58-61,63,65,67,72,9,73,76,79,80,83,85,88,91,94,96,11,97,98,100–104,14,16,17,19], 44 (42%) 

were judged to be moderate [3,4,29,30,33,41,43,46,47,50,52,54,6,55–57,62,64,66,68–71,7,74, 

75,77,81,84,86,87,89,90,92,13,93,95,99,105,15,18,22,25,26], and 4 studies [10,12,78,82], 

which met the requirements for the data synthesis and were thus retained, were judged to be of  

low quality. The other 5 studies [107–111] judged to be of low quality bore limitations in 

synthesis/analysis of data, data adequacy, clear statement of the findings and were not included 

in the synthesis. The summary critical appraisal assessment of overall methodological quality 

for each study is provided in A12 Appendix.  
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Meta-synthesis of study findings 

Diverse determinants of motivations and willingness to provide or continue to provide care 

were identified. Five broad analytic themes were identified of which two are addressed in this 

chapter:  

1. Cultural values and beliefs  

2. Societal norms and perceived expectations  

 

These two analytic themes were identified in 84 studies of the 105 that were included in the 

whole systematic review, i.e., 21 papers did not provide data for the present synthesis. 

 

The confidence in each of these analytic themes is summarised in A6 Appendix. Removing 

studies with low methodological quality did not influence this confidence. However, there are 

minor/moderate concerns regarding data adequacy and relevance for some subpopulations and 

continents, which reduced the confidence in findings for: male caregivers; caregivers with 

Black African and Arab ethnic origins; reported illnesses (other than dementia); and the 

following locations Australia and Oceania, South America and Middle East. 

 

Analytic themes, descriptive themes and axial codes are summarised in A9 Appendix. The 

analytic themes and their subthemes (in bold) are presented, with Table 1 presenting a selection 

of illustrative quotes for each subtheme. A14 Appendix presents the findings more fully with 

overinclusive (additional) supporting quotes. 

 

Theme 1: Cultural values and beliefs 

 

This analytic theme included five subthemes: cultural-specific norms of providing care; 

cultural socialisation; spirituality and religion; acculturation; and cultural aspects of illness 

beliefs. 

 

1.1 Cultural-specific norms of providing care 

 

Cultural-specific norms were grounded in cultural values and social beliefs about care 

provision in families and/or communities [2,3,23,25,26,32,43,59,61,62,66,67,4,68,100,102, 
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105,13,16–19,21,22]. For example, a Confucian-inspired notion of filial piety was regarded as 

the fundamental principle in Asian (e.g., Korean, Chinese, Thai, Taiwanese) family life and 

enshrined in law in some cases (e.g., in The Korean Civil Act 1958). Filial piety was understood 

as a traditional and current practice through which older people are respected in the family unit 

and the wider society, and it was related to mutual exchanges and understandings shared 

between generations [2,4,61,63,65,66,68,70,103,5,10,13,18,21–23,57]. 

 

Cross-cultural studies, such as Harris and Long’s [13], gave insight into the significance of 

cultural norms reporting that for Japanese male caregivers, as compared to American male 

caregivers, birth order and obligation to their parent were significant in motivating individuals 

to care and to continue caring (eldest son and/or his wife, the daughter-in-law). Cultural and 

social expectedness of caregiving was also informed by a ‘position to take care of the elderly’ 

(mirutachiba) [3]. Similar to the Japanese data, a study within Turkish and Moroccan 

communities found that family care was primarily the responsibility of the eldest daughter or 

the wife of the eldest son [105]; likewise, amongst the Surinamese Creole community an eldest 

daughter would be expected to take care of her parents [105]. In other studies, patrilineal and 

primogeniture norms were ingrained in caregiver socialisation - women knew they may need 

to provide informal care if they married the first son [3,4]. The caregiving duty was reported 

as being taken for granted within wider traditional Asian culture [19]. 

 

In Thailand, daughters were expected to bring their husbands into their family system and 

cultivate their parents’ land and there was an expectation that the youngest daughter would 

remain in the household (even after her marriage) and care for her parents [43]. In Nigeria the 

norm of caregiving for a relative was also deeply enshrined [25]. 

 

Caregiving can be shared. This was seen in a study of Arab and Muslim caregivers in Israel 

where responsibilities for care were divided among several people in the family, regardless of 

gender or birth order [16].  

 

The implicit value system embedded in the cultural context determined motivations for 

caregiving, where caregiving was seen as natural, in many cases central to identity 

[5,13,64,67,68,101,105,17,20,22,23,32,57,59,60]. Cultural values comprised a distal, 

contextual factor in motivations to provide care [5,6,60,63–65,67,69,91,101,103,105,16,20–

22,43,57–59] and included various examples [1,2,23,43,57,61,63–66,68,70,4,77,81,103,5,10, 
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13,18,20–22] such as the aforementioned traditional value of filial piety or the value of 

marianismo (‘self-sacrificing mother’) seen in the Mexican culture [64]. Cultural values 

instilled in participants constituted the basis for a sense of obligation to provide care and were 

shaped during specific socialisation [58] – this links to the cultural socialisation theme (see 

below). The value system upheld people’s common concern for filial piety, commitment to the 

caregiving role, caregiving motivation and affirmed the validity of traditional cultural 

caregiving practices [22,91] even when facing a new cultural context (e.g., Chinese immigrants 

living and providing care in the USA or providing distant care to their relatives living in China) 

[59,60,63,80,103].  

 

1.2 Cultural socialisation 

 

This subtheme addresses the incorporation of cultural values promoting informal care provision 

through exposure to caregiving model(s). A process of behavioural modelling was embedded 

in an individual’s upbringing [2,3,67,68,70–72,74,100,102,4,7,22,23,27,57,58,60], 

highlighting personal socialisation and the early creation of a sense of responsibility, a 

preparation for the role [102]. Socialisation played a significant role both in motivations to 

provide care and willingness to continue the role as seen in the accounts of Asian caregivers 

but also amongst European, American and Canadian caregivers [3,22,46,57,64,67,72,79]. 

 

Incorporation of Asian (e.g., Korean, Chinese, Japanese) values within socialisation 

encouraged the development of filial responsibility from an early age. The value placed on 

filial piety was conveyed to people through various social processes, i.e., in  education, family 

participatory teaching, informal demonstration of caring tasks being carried out by other family 

members, oral transmissions by various media (e.g., national media, portrayals in TV and 

radio) and rituals from and for the community (e.g., The Filial Piety Prize awarded by the 

Ministry of Health and Social Affairs of the Korean government) entrusted with the task of 

maintaining cultural identity (i.e., an individual’s identity as a member of a cultural group). 

Caregiving expectations were operationalised through the exposure to these experiences 

[3,22,60,67] thus for many adopting the caregiver role was not unexpected [3]. 

The caregiving role as modelled and witnessed within one’s family influenced individual 

caregiving motivations [16,23,60,72,73]. Cultural norms governing caregiving conduct within 

a given society were deeply internalised and self-identification with the caregiver role was 
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therefore not unexpected with individuals describing caregiving as arising ‘naturally’ without 

conscious thought [3]. It was a learned process from continued observation of close relatives’ 

caregiving behaviours. 

 

The findings may also be related to dimensions of individualism-collectivism, described 

particularly within cross-cultural psychology [112]. Within cross-cultural psychology, 

individualistic cultures are characterised by a focus on individual needs and relative 

detachment from relationships and communities whereas collectivist cultures are defined by 

the importance of relationships, roles and status within a social system. Variation in 

individuals’ upbringing was also seen to be influential. For example, whilst America and 

Sweden are typically characterized by individualistic cultures, for some caregivers their 

personal upbringing resembled more collectivist caregiving models which shaped their future 

caregiver commitment [31,75].  

 

1.3 Spirituality and religion 

 

Many studies reported that religious beliefs and values, where present, constituted an important 

motivating factor initiating or maintaining the motivation for caregiving [1,6,70,77,79, 

81,105,9,10,16,21,25,28,47,57]. Various religious or spiritual teachings were represented, 

predominantly Confucian, Buddhist or Christian thoughts [1,4,57,63,66,71,80,81,98,105, 

5,6,10,18,22,25,28,43].  

 

The belief in the situation having arisen due to God’s will was a significant motivation to 

provide care and to continue care [28,60,73,78,98]. A belief in karma (destiny/fate) was also 

reflected in caregiver accounts: the repayment of debts in the current life through caregiving 

[8,18,43,57,67]. 

 

1.4 Acculturation 

 

The processes of adjusting to a new culture were described in several studies 

[27,53,59,60,63,80,101,103] including where Asian people had emigrated to North America 

[59,60,63,80,103]. This evidence suggested that whilst pre-existing values remained an 

important source of motivation and willingness to provide care, there was a reported shift from 

‘cultural certainties’ to ‘important beliefs, norms and emotions’ as the ‘certainties’ were 
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thought to have been destabilised [53]. Accepting new cultural values did not mean discarding 

old ones and preserving old cultural values did not mean rejecting new ones [59,60,63,101]. 

However, balancing both created dilemmas and tensions for some families. Whilst pre-existing 

values still motivated individuals to provide care, an understanding of informal care provision 

in the new culture/country needed renegotiation and restructuring; for example, some 

caregivers found themselves able to transcend traditional cultural values of filial piety by 

engaging formal care services to help support them in the provision of care [27,59,80,103]. 

Coexisting cultural norms and values were evidenced in the caregiver accounts, e.g., an 

influence of Canadian liberal culture and Vietnamese culture [103]. 

 

1.5 Cultural aspects of illness beliefs  

 

The cultural representations of certain health conditions, i.e., lay models of illness [113], were 

found to influence motivations and willingness to provide informal care, for example, the social 

stigma attached to dementia in China [65] or the views of dementia contagiousness held in 

Pakistan [60]. Such social beliefs resulted in familial and social isolation of some caregivers, 

i.e., stigmatisation (and fears of further stigmatisation) or fears of contagion and a consequent 

lack of support were experienced by caregivers as painful but at the same time motivating in 

providing care [16,48,66].  

 

 

Theme 2: Societal norms and perceived expectations 

 

The impact of caregiving norms and expectations on the caregiving role and experience was 

seen at a personal (individual) and a collective (public) level. Descriptive subthemes were 

identified within two broader groupings: (a) roles, norms and expectations specifying what is 

societally normative in terms of caregiving and (b) social policy intent and the underpinning 

assumptions. 

 

2.1 Seeking social recognition and conforming to societal pressure  

 

The need for social recognition and praise to create and/or sustain a picture of being a good 

carer was evident [11,27,28,67]. Appreciation shown towards caregivers by other members of 
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society (including siblings, the care recipient, the wider community) was an important 

motivating factor that enhanced willingness to continue to care [50,61,77,105].  

 

Caregiving responsibilities were upheld due to the importance attached to receiving positive 

affirmation and to be seen as acting in a socially acceptable way. Perceived pressure from 

others (friends, loved ones and professional healthcare staff) to provide care left little freedom 

of choice: deviation from societal expectations had anticipated negative consequences such as 

less respect and/or strained familial or community relationships [1,4,26,29,49,63,70,103,105,5, 

6,8,9,16–18,25]. 

 

2.2 Gender-specific roles  

 

Gendered social and cultural norms and expectations of informal care provision were 

highlighted in caregiver accounts. In many countries caregiving has traditionally been 

considered a women’s responsibility, arising from the socialisation process and constituting a 

social norm [1,2,31,51–54,61,68,69,72,75,4,76,82–84,86,101,102,104,105,6,7,17,21,25, 

27,29]. Gendered social norms and expectations typically focused on women (as ‘boys are 

unlikely to help’ [86], p. 302) within female-centred care networks [7] which, depending on 

the specific sociocultural context, included daughters, daughters-in-law and wives; sometimes 

in a hierarchy (e.g., wives, daughters, daughters-in-law).  

 

The belief that caregiving is ‘women’s work’ was shared by both women and men [31,68,82]. 

A perception of women’s ‘natural’ affinity for the role appeared ingrained within some cultural 

values [31,68,82]. 

 

In two studies of male caregivers the view was expressed that the gender of the care provider 

bore less importance to being willing than the nature of the caregiving task, i.e., that men felt 

more competent in performing particular aspects of care, e.g., practical care tasks [31,85]. 

 

2.3 Social policy intent and underpinning assumptions 

 

Assumptions that family/informal caregivers will provide care underpins social policy and 

legislation in some countries [114] with policy intent driven largely by public spending 

considerations [55]. Such assumptions leave no place for those who may not want to care [55]. 
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The rhetoric expressed in one study [95] was that supporting caregivers (e.g., through social 

benefits) helps sustain motivations to provide care and reduce pressure on publicly funded 

(formal) services. Where policies such as this are not in place, motivations to care may be 

undermined. Policies that would promote and maintain caregiver wellbeing were not 

mentioned. Given the above, it was suggested that caregivers’ motivations and well-being are 

of value if they reduce financial burdens for the state. In some countries, for example Korea, 

as mentioned above, there is a lawful obligation for adult children to provide care for their 

parents (The Korean Civil Act, Civil Code, enacted on February 22, 1958) [22], leaving no 

policy consideration of the ability or willingness of family to meet the financial costs of 

caregiving.  

 

The financial costs of providing care to someone in their own home/caregivers’ home were 

compared by some to meeting the costs of a care home or of formal support (in one’s own 

home) with caregivers expressing financial worries regarding these costs [18,23].  

 

Only in one study [61] was monetary incentive (i.e., U.S. governmental payments/welfare 

benefits) considered when exploring motivations to provide care. It seemed that the benefits 

played a secondary role in motivation for most who ‘didn’t do it for money’, but for many it 

was helpful, and for others it was essential. 

 

2.4 Perceived limitations to formal service provision  

 

Perceiving barriers to accessing formal services or considering them as ineffective in 

addressing caregiver and care recipients’ needs [32,86] led to a perceived lack of alternative 

care options and choice for many caregivers. This was key in motivating caregivers to provide 

care themselves [9,16,87,101,104,23,27,32,33,47,59,71,80]. For some, language (cultural) 

barriers decreased their access to and utilization of formal provision, which in turn motivated 

them to provide care [59,80,101]. 

 

Lack of knowledge of formal support [23,47,104] comprised both a limitation and at the same 

time a motivator for caregiving oneself. Even when knowledge of care services existed (e.g., 

of day care, respite or residential options), pressure on these services meant that there was not 

always availability [27,71]. 
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Lack of respite care services was considered as exacerbating the caregiver sense of burden and 

therefore the quality of the informal care provision, i.e., some caregivers expressed the 

expectation that were there availability of respite care, it would help them to cope with their 

caring commitments by giving them time out to pursue other activities, refresh and remotivate 

[16,87]. However, the synthesised data did not mention how the quality or timing of respite 

care provision could moderate caregivers’ experience and expectations in relation to caring 

motivations and willingness. 

 

2.5 Avoiding admission to a care home 

 

Negative perceptions of care homes (residential and nursing) were present in many caregivers’ 

accounts, with placement seen as inappropriate for their care recipient either due to cultural, 

familial and individual values, a lack of confidence in the quality of provision or fear of 

condemnation from their community. Caregivers were motivated to provide and continue to 

care as a means of preventing or delaying care home admission [23,34,63,69,71,73,74,86–

89,103,35,105,43,51–53,58–60]. 

 

Anti-institutional feelings may be underpinned by the aforementioned social norms of family 

care, with assumptions that family care is a ‘better’ option, being more loving, dignified, 

individualised and person-centred and offering more security and recognition for the care 

recipient [16,24,32,55,59,68,74,103,105]. 

 

Maintaining a familiar environment, wanting to maintain the care recipient’s dignity and 

privacy as well as fears of others not providing the same quality care motivated the provision 

and continued provision of care [23,32,51,61,71,101]. 
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Table 1 A selection of illustrative quotes for subthemes presented 

 
Analytic 

theme 

Descriptive subtheme Illustrative quote 

1. Cultural 

values and 

beliefs 

1.1 Cultural-specific 

norms of providing care 

 

‘It’s because I married the first son… I had the idea that one day I had 

to take care of his mother…’ ([4], p. 169) 

 

1.2 Socialization  

‘So, I’ve always seen the way mothers, the females take care of the 

family. . . So, I could see a lot of the nurturing was done by my mom 

and my grandma. So, it has carried down.’ ([72], p. 7) 

 

1.3 Spirituality and 

religion 

 

‘I also have a chance to do good things and save my place in heaven 

doing this job.’ ([57], p. 679) 

 

1.4 Acculturation  

‘So, the daughter-in-law, according to the Vietnamese tradition, has a 

greater responsibility towards the husband’s family than her own. But 

the present time, having come to Canada, it seems as though the 

responsibility is half for the husband’s family and half for the wife’s 

family.’ ([101], p. 83) 

 

1.5 Cultural aspects of 

illness beliefs 

 

 

‘It’s a ‘loss of face’ to have a husband with dementia, especially when 

he is so young. I will not seek help from others because they will look 

down on me. I felt inferior to others.’ ([11], p. 1620) 

 

2. Societal 

norms and 

perceived 

expectations 

2.1 Seeking social 

recognition and 

conforming to societal 

pressure 

 

‘I think you have to take care of your ill parents or in-laws at home in 

order to save face . . . I think it is the Korean way that you don’t send 

them to a nursing home.’ ([63], p. 322) 

 

2.2 Gender-specific roles  

‘I think that as a woman and a daughter it is very important to care for 

your mother. This kind of care should not be questioned as it is born 

within you, and others expect it of you.’ ([7], p. 1129) 

 

2.3 Social policy intent 

and assumptions 

underpinning this  

 

‘I needed a [financial welfare] compensation, that was the long and 

short of it. I couldn’t really survive without it.’ ([61], p. 532) 

 

2.4 Perceived limitations 

to formal support 

provision and services 

 

‘The most important thing I want to say is lots of agency and 

professional people don’t understand our culture, don’t understand 

our faith, and the most important thing is our voice not being heard.’ 

([32], p. 869) 

 

2.5 Avoiding admission to 

a care home 

 

‘We have to take care of our own. No one’s going to take care of my 

sister like I am.’ ([74], p. 120) 
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Discussion 

 

Summary of findings 
 

This systematic review comes at a critical time when society faces the challenges of an ageing 

population and a rising prevalence of chronic conditions and associated care needs (e.g., Carers 

UK, 2019b). Informal care is crucial for the sustainability of health and social care systems 

globally. Understanding ‘why’ caregivers take on and importantly, continue their role, will 

inform future policy and practice development.  

 

This meta-synthesis brought together studies from a wide range of countries and cultures, 

covering over two decades, and highlights a growing interest in understanding the cultural and 

societal underpinnings of caregivers’ motivations and willingness to provide care, i.e., macro 

determinants of caregiving motivations and willingness. We identified and critically appraised 

84 qualitative studies that reported cultural and societal motivations for caregiving. This 

enabled a comprehensive assessment by study characteristics and exploration of similarities 

and differences amongst caregivers’ motivations. In further sections we consider the 

implications for theory development, future research, and future policy and practice 

development. 

 

Key factors impacting caregivers’ motivation and willingness to provide care arising from this 

systematic review included:  

(1) cultural values and beliefs encompassing the ethnocultural context of the caregiving role; 

cultural and spiritual beliefs; norms, values and socialisation, specifically highlighting how 

these regulated caring obligations;  

(2) societal norms and perceived expectations such as gendered roles, norms and expectations 

of caregiving as well as perceptions of formal services and the policy underpinning these.  

 

Caregivers had multiple motivations and were rarely driven by one motivation alone.  

 

Authors of original studies did not distinguish between the concepts of motivations and 

willingness to provide informal care, as these were not distinguishable in the caregivers’ 

accounts. Although there are conceptual overlaps between these constructs, it should be 

highlighted that motivations to provide care may be either a more primary construct than 
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willingness to provide care or in parallel with it – for example, negative views of care homes 

could underpin why a person is motivated to provide care in the first place, and at the same 

time influence willingness to initially and/or continuously provide care. This systematic review 

casts some light on the interrelationships between these concepts as compared to existing 

quantitative research, in which these constructs are treated independently (Abell, 2001; 

Lyonette & Yardley, 2003; McDonell et al., 1991; Parveen et al., 2013, 2014). This warrants a 

need for future theoretical refinement of our understanding of these concepts and their 

empirical investigation. This chapter, in addition to the preceding Chapter 2, offers a relatively 

holistic and broader explanation of influences on motivations and willingness to provide care. 

 

Comparisons with findings of other reviews 
 

At the time of writing, we are not aware of a similar review. One closest to our aims is 

Greenwood & Smith’s (2019) systematic review of 26 qualitative studies which focus on 

informal caregiver motivations within the dementia population. The themes emerging from our 

meta-synthesis can be seen in the narrative synthesis of their review, however we did not limit 

our systematic review to dementia caregiving, had a wider search strategy and applied a 

different type of synthesis. Particular themes align with some of their narrative findings 

pertaining to obligation to provide care, long-standing familial relationships, affections such as 

love and a desire to reciprocate or return care (Greenwood & Smith, 2019; see Chapter 2). By 

demonstrating their presence across a range of conditions in the current meta-synthesis, we 

highlight further their importance. Both systematic reviews (as presented here and by 

Greenwood & Smith, 2019) identify multiple and fluctuating motivations underlying informal 

care provision. However, our findings reveal fewer similarities in caregivers’ motivations for 

caring in relation to the type of relationship with the care recipient, country of origin, ethnic or 

cultural factors and gender. Greenwood & Smith (2019; p. 15) state that the ‘emphasis on 

cultural differences may be misleading’, whereas we would suggest that understanding of the 

typically complex content of cultural values, norms and beliefs, their effects on motivations to 

provide care and acknowledgment of the uniqueness within and between cultures is essential 

if we are to realise effective multicultural support planning and service provision. The presence 

of different cultural and social determinants, and the processes and mechanisms that motivate 

and maintain informal caregiving within distinct cultures, were evident in our findings, for 

example, with regards to gendered expectations. It was noticeable that cultural values around 

caregiving were more established for people of Asian ethnic and cultural background than those 
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of Caucasian ethnicity and that these values played a more limited role in motivating care 

within the latter group [2,4,43,57–60,62,63,65–67,5,68,69,101–103,6,17–21,23]. Similarly, as 

noted in Chapter 2, relationship quality as a motivating factor was less influential in Asian 

caregiver studies (N= 5) than in Caucasian caregiver studies (N=11). There is a difference 

between how caregivers from Japan perceive and function in a role of a caregiver due to the 

cultural norm of primogeniture [3,4] and how Mexican women assuming the value of 

‘marianismo’ (pertaining to the ‘self-sacrificing mother’ in relation to Mother Mary in 

Christianism) approach the same role. The examples could be multiplied - to mention a few 

such as the Thai concept of 'Kathany ukatawethi’ [43], Japanese ‘Mirutachiba’ [3] or other 

essential cultural values present in philosophical and religious systems 

[1,2,43,57,61,63,65,66,68,70,77,81,4,103,5,10,13,18,21–23] that shape motivations to provide 

care. It is important therefore not to lose sight of the unique and diverse influences on caregiver 

motivations including those at a more macro level than often considered. 

 

Implications of findings for theory 

There are numerous theoretical frameworks for caregiver motivations drawing from various 

theories (Barber, 2010; Bateson, 1991; Blieszner & Shifflet, 1989; Frank, 2002; Greenberg, 

1990; Homans, 1961; Humphrey, 1997; Ryan & Deci, 2000). This meta-synthesis of qualitative 

studies complements some of the aspects existing in theoretical literature whilst it does not 

address some other considerations. This review does not provide data pertaining to biological 

or sociobiological motivations to provide care as discussed mainly in the Reciprocal Altruism 

Model and Kin Selection Model (Barber, 2010; Humphrey, 1997) and to a lesser extent in the 

Empathy Induced Altruism Hypothesis and Self-Interest Model (Bateson, 1991; Greenberg, 

1990; Lind & Tyler, 1988). As an example, studies conducted in Africa [25–30] included in 

this review showed that non-relatives were often involved in providing informal care as 

opposed to the idea of the survival of the familial gene pool [115]. It is not surprising as helping 

behaviour is thought to be developed not exclusively through (biological) instincts, but also 

through human experiences and learning where psychological, social and cultural factors play 

a vital role [67]. Schulz (1989) proposed three perspectives on caregiving motivations 

pertaining to: social biology, social norms, and psychological motives. As seen in this and the 

previous chapter, the current systematic review contributes to the latter two by considering 

psychological, social and ethnocultural motivations in caregiving. The current chapter extends 

the latter two perspectives offered by Schulz by (a) developing understanding of macro cultural 
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norms and how a person responds to perceived pressure/expectations of them, and (b) 

indicating psychological motives, unique reasons for caregiving that have been partially 

existent in the theoretical considerations - with the commonly mentioned sociocultural 

expectations of repayment, receiving esteem or gaining social approval, complying with social 

norms, seeing oneself as a good person, or avoiding guilt and feeling obliged to provide care. 

The themes pertaining to cultural and societal determinants of motivations to provide care align 

also with the Normative Approach (Homans, 1961) which describes how caregiver motivations 

are guided by societal norms (Blieszner & Shifflet, 1989; Johnson et al., 1999). Moreover, 

findings presented in this chapter present and highlight the significance of macro processes 

within the framework of caregiving motivations and willingness to provide care (see Chapter 

1). It is consistent with a general integrative framework of informal caregiving in the illness 

context (Revenson et al., 2016) which proposes to examine the ‘caregiving process’ in a 

flexible manner: a general structure that can inform more specific theories. Taken together, the 

meta-synthesis presented in Chapters 2 and 3 yields such a framework, i.e., it categorises 

potential macro and micro predictors of motivations and willingness to provide care, with 

macro level pertaining to culture- and society-dependent factors, which often provide context 

to micro psychological factors (e.g., perceived obligation to provide care). The 

multidimensional nature of determinants of caregiving motivations is emphasised, i.e., there 

are multiple factors influencing caregiving motivations and willingness at play. 

Implications for policy 

 

Identification and recognition of caregivers’ contribution within society should be a policy 

priority in countries where it is not applied. The reviewed evidence highlighted that the way 

policy and service provision are perceived can shape motivations and willingness to provide 

care (e.g., policy intent, perceived limitations to formal support provision, desire to avoid care 

home placement). Firstly, a policy underpinning support for caregivers should include the 

perception of care as primarily a public (governmental) responsibility rather than exclusively 

filial as demonstrated by caregivers in relation to: the sense of burden when discussing 

limitations to formal support provision and expectation of a family-based care provision; 

pressure put on relatives from formal support providers and services; identified policy 

assumptions that leave no or little place for those who do not want to provide unpaid informal 

care, yet are expected to do that. Secondly, as seen also in Chapter 2, any policy underpinning 

support to caregivers should also contain: provision of breaks from caregiving (following 
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expressed need for breaks from caregiving and experiences using respite care services); 

consideration of the financial costs borne by caregivers and their care recipients (‘I couldn’t 

survive without a compensation’ [61], p. 532); and regular assessment of caregiver experience, 

arising needs, and support planning. Given the above, our meta-synthesis emphasises the 

importance of support for caregivers to sustain their motivations for caring - this is consistent 

with a report investigating national policies for adult caregivers across Europe published by 

the European Commission (Bouget et al., 2016). Thirdly, this review highlights that a policy 

underpinning caregiver support should recognise the cultural diversity of the caregiver 

population. Motivations and willingness to care may vary between cultures. For instance, the 

specific cultural socialisation into caregiving could be that which allows some caregivers’ 

efforts to go unnoticed (as seen for example in many Asian or African caregivers). 

 

Implications for health and social care practice  

 

Two key areas which bear relevance to health and social care professionals are awareness of 

the caring role and recognition of personal values. 

 

In relation to the awareness of the role it is important to highlight that assumptions that care is 

given ‘out of love’ and as an unquestioned part of existing relationships, norms and values can 

result in caregivers and those around them, not recognising the role they carry out and not 

identifying with the caregiver role. Meta-synthesis findings demonstrate that real or perceived 

pressure from other people (including family and care professionals) left little choice when 

undertaking the caregiving role, and that deviation from societal expectations was expected to 

elicit negative consequences [1,4,26,29,49,63,70,103,105,5,6,8,9,16–18,25]. As shown, 

caregiving is often shaped during socialisation (which varies between cultures) and thus the 

role may be assumed ‘naturally’ without conscious thought in some cultures (Qiu et al., 2018). 

Helping those providing such care to develop a sense of critical awareness about their 

caregiving situation and to recognise and report their need for support in their role may be a 

vital first step that benefits both the caregiver and the care recipient. It requires acknowledging 

that the nature and provision of support vary both on individual (e.g., the family’s emotional 

support) and public levels (across countries whereas in some of them caregivers are not offered 

any governmental support at all).  
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Secondly, there is a need for health and social care professionals to recognise the personal 

values held by caregivers of differing sociocultural backgrounds and how these may affect 

caregiving motivations/experience. Personal values embrace both individual and supra-

individual (i.e., cultural and societal) value types (Rokeach, 2008) with cultural and societal 

factors strongly manifested in caregiver accounts on both supra-individual and individual 

levels. Practitioners and service providers may better tailor their support if they acknowledge 

diversity amongst caregivers and act upon caregivers’ individual and supra-individual values 

and needs. The dominant sociocultural narrative appears to expect that care provision remains 

predominantly within the family with the core belief expressed in the current systematic review 

findings indicating that being cared for at home is preferrable to care home placement as it is 

more individualised [16,24,32,55,59,68,74,103,105]. Cultural values added a further 

dimension to motivations to provide care [5,6,60,63–65,67,69,91,101,103,105,16,20–

22,43,57–59] highlighting a need for culturally sensitive caregiver assessment and support 

planning processes. 

 

Both the above domains arising from this systematic review findings align with the 

recommendations for caregiver assessment presented by Seddon & Robinson (Seddon & 

Robinson, 2015) in the British context. Caregiver assessment should leave space for 1:1 

discussion of the rarely acknowledged motives that drive and maintain caregivers in their roles 

(Cash et al., 2013; Park, 2015), roles which should not be taken for granted. A dialogue with 

carers (conversational assessment), separate from a caregiver assessment, is required to enable 

the provision of culturally sensitive, person-centred, outcome-focused support for caregivers 

that is sensitive to their sociocultural motivations for caring and their unique circumstances 

(Skills for Care, 2018). 

 

Implications for research 

 

Whilst there are some areas where we lack confidence in the generalisability of findings, there 

is sufficient evidence to begin to pilot and evaluate tailored interventions that address the 

individualised needs of caregivers, and which take into consideration motivations and 

willingness within sociocultural and often dynamic contexts. Interventions targeting 

caregivers’ specific cultural beliefs and expectations may help maintain positive motivations 

and willingness to provide care, for example by helping to realise that caregiver support does 
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not neccessirly defy certain cultural values (e.g., that in-home support is contemptible). 

However, research conducted outside the Caucasian context and the western developed world 

is lacking, and there is an underrepresentation of male caregivers in studies - although this may 

improve over time as the gender balance within caregiving levels (Kramer & Thompson, 2002). 

Future research should strive to differentiate between primary and secondary caregiving 

motivations considering that these may shift given the temporal context of many illnesses. This 

points to the significant issue of publication bias in the field of informal caregiving, where the 

voice of those who relinquish the caring role is limited. As an example from this meta-

synthesis, it needs further investigation whether stigma and the expectation of stigma could 

actually prevent caregiving as data from people who chose not to provide care was not obtained 

in this meta-synthesis (Lauritzen et al., 2019; Leichtentritt et al., 2004; Park, 2012). Future 

research should also attempt to explain in more detail how cultural factors may shape 

motivations for providing informal care, i.e., the potential associations between different 

cultural motives. 

 

The combined implications for research from both this and preceding chapter (Chapter 2) 

highlight the need for prospective longitudinal qualitative studies to better understand shifting 

patterns of motivations to care, willingness to care and the influences thereon. Interventions 

targeting caregivers’ beliefs and expectancies, coping skills or social resourcefulness may help 

maintain motivations and willingness to provide care, i.e., caregiving motivations and 

willingness can be addressed indirectly by targeting specific aspects of the caring experience. 

Finally, this systematic review considers only current caregivers and is unable to identify and 

describe influences on the choices of those who have chosen not to provide care. Given 

demographic changes and future care needs it will be important for research to explore people’s 

anticipatory willingness to take on the caregiving role. 

 

Strengths and limitations  

 

A strength of this systematic review is its comprehensive nature: international evidence is 

reviewed using studies from across the globe and thus from different cultures; no restrictions 

were applied to the care recipient’s diagnosis or to the caregiver relationship type. Publication 

bias was addressed via an extensive search of additional sources. Inductive, grounded theory 

based thematic synthesis allowed the inductive identification of determinants of motivations 
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and willingness to provide informal care. Most studies were judged to be of high 

methodological quality although some omitted important demographic details, and the balance 

in terms of nation of study of origin, ethnicity, gender and illness was unequal making us less 

confident in the relevance of our findings for selected subpopulations of caregivers. 

 

The data presented within the reviewed studies within this chapter did not enable identification 

of what, if any, motivations to provide care were considered by caregivers to be primary in 

terms of societal and cultural influences. It should not therefore be assumed that the most 

frequently mentioned motivations were the most salient for caregivers, especially given the 

complex and multiple motivations identified. Social desirability may have also influenced what 

and how motivations and willingness were reported, and furthermore, motivations may be 

latent/not always conscious (Greenwood et al., 2018; Greenwood & Smith, 2019).  

 

Due to the way that ethnicity was reported in included studies, a decision was made to construct 

broader ethnic categories to enable sensitivity analysis which otherwise would not have been 

possible with regards to this particular characteristic. In a similar manner, an assessment by 

study continent rather than country was explored due to the high number of included papers 

with sole countries. Usefulness of these broader conceptualisations could be justified by some 

insights made – for example that relationship quality as a motivating factor was less evident 

for Asian caregivers than amongst Caucasian caregiver; that cultural values around caregiving 

were more established for people of Asian ethnic and cultural background than those of 

Caucasian ethnicity; or motivations of adult children and spousal caregivers may differ (e.g., 

in terms of reciprocity). However, such broad categorisations also bear limitations and the 

uniqueness within and between ethnicities, micro cultures they represent, and countries must 

be stressed, not only with regards to research but also effective multicultural support planning 

and service provision. Operationalising ethnicity (and culture) has been problematic in social 

research (Burton et al., 2010; Napoles et al., 2010; Parveen, 2011; Pinquart & Sorensen, 2005)  

and this is reflected in the studies synthesised. An inclusive operationalisation of ethnicity as a 

multidimensional construct (possibly via multiple questions capturing the complexity of the 

concept) should be the goal of empirical research. Similarly, a more robust operationalisation 

of a participant’s cultural background should be implemented, highlighting the variety and 

uniqueness of micro cultures which may differ between each other (e.g., the category of Asian 

culture includes within different micro cultures with varying cultural beliefs, religions and 

ethnicities as seen for example between Indian subcontinent and Eastern Asia).  
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Moreover, as highlighted in the Introduction of this chapter, culture is not equivalent to 

ethnicity. Although cultural background could possibly comprise a more meaningful 

operationalisation of caregiver’s cultural affiliation, this characteristic remains unreported in 

many empirical articles which tend to present caregiver’s ethnicity alone in their sample 

descriptions. It is typical of many papers in cross-cultural caregiving literature to report only 

ethnicity (e.g., Parveen et al., 2011; Pinquart & Sorensen, 2005). Dilworth-Anderson et al. 

(2005) suggest that ethnicity provides a context for caregiving, assuming that broad ethnic 

groups differ on societal and cultural levels. However, it should be highlighted that any cultural 

inferences (based on the findings reported by the primary studies and then synthesised) should 

be treated with caution given the presence of narrower micro cultures.  

 

It should be acknowledged that broad ethnic categorisations were only used in the sensitivity 

analysis and as such have not influenced the presentation of the qualitative findings which 

illustrate individual differences between caregivers and provide various examples between 

cultures (e.g., the value of marianismo in Mexican caregivers, Confucianism in some Asian 

caregivers). 
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Chapter 4 

 

How culture shapes informal caregiver motivations: A meta-

ethnographic review 

 

 

The adapted material presented in this chapter is published as: 

 

Zarzycki, M., Seddon, D., Bei, E., Dekel, R., & Morrison, V. (2022). How Culture Shapes 

Informal Caregiver Motivations: A Meta-Ethnographic Review. Qualitative Health Research, 

32(10), 1574-1589. https://doi.org/10.1177/10497323221110356  
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Abstract 

The provision of informal care presents a significant global challenge. To better understand 

how cultural factors underpin and shape motivations and willingness to provide informal care 

for adults, an in-depth qualitative synthesis was conducted. Six electronic databases and a wide 

range of additional sources were searched. Following meta-ethnographic guidelines, 37 

qualitative studies were synthesised. Six main concepts were identified: cultural self-identity, 

which appeared as an overarching explanatory concept; cultural duty and obligations; cultural 

values; love and emotional attachments; repayment and reciprocity; and competing demands 

and roles. These concepts informed a model of cultural caregiving motivations, offering an 

inductive-based exploration of key cultural motivators and highlighting implications for theory 

development, future research, policy, and practice. The model holds implications for the actual 

exchange of care. Caregiver motivations should not be taken for granted by healthcare or social 

care professionals involved in assessment and support planning, educational endeavours at a 

population level may support caregiving, and support should be sensitive to cultural caregiving 

motivations. 
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Introduction 

 

As delineated in Chapter 1, informal caregiving is the provision of typically unpaid care to a 

relative or friend with a chronic illness, disability, or other long-lasting health and care needs 

(Revenson et al., 2016). An ageing population, smaller family size, and greater geographic and 

social mobility place considerable demands on informal caregivers whose contribution to the 

sustainability of health and social care systems is significant (Bei et al., 2021; Börsch-Supan, 

2019). Given the importance informal caregiving holds for society, it is essential to understand 

what motivates people to provide informal care. This meta-ethnographic review builds upon 

the previous meta-synthesis (Chapter 3) and explores the role of culture as an important factor 

underpinning caregiving motivations and willingness to provide care. That is, it explores 

further how macro influences such as ethnocultural factors shape caregiver motivations, and 

how any individual factors (identified and described in Chapter 2) interact with the 

aforementioned macro (cultural) factors. Understanding the complex processes between 

culture and caregiver motivations is important if we are to realise an effective multicultural 

support planning and service provision, and the policy intent that underpins them. 

 

As described in the previous chapter (see Chapter 3), culture can be considered a system of 

symbols composed of both explicit and implicit shared values, meanings and norms that are 

manifest in acquired patterns of behaviours (Kavanagh and Kennedy, 1992). Culture comprises 

the characteristics and knowledge of a particular group of people and manifests in the form of 

language, philosophy, social habits, music, and arts (Zimmermann, 2015). The anthropologist 

Geertz defines culture as ‘a set of control mechanisms - plans, recipes, rules, constructions, 

what computer engineers call programs for the governing of behaviour’ (Geertz, 1973, p. 44). 

The control mechanisms are assimilated and internalized through an ongoing process of 

socialisation, yet they can be imperfectly reflected in behaviour because of conflicting value 

priorities, variations in cognitive interpretations or resistance to the control imposed by the 

cultural rules (Geertz, 1973). Situational circumstances may limit people’s ability to realise the 

cultural ideal (e.g., people may be less willing to provide care if they are employed).  

 

Models of health and illness vary across and within cultures (Baca Zinn & Wells, 2000; 

Chalmers, 1996; Ng & Indran, 2021). Culture can have many effects on caregiving 

expectations and behaviours, such as the definitions of what constitutes ‘good’ and ‘bad’ care, 

motivations to provide care (why/how people provide care), concepts of caregiver distress or 
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burden, and caregiver illness beliefs (how a caregiver views the care recipient’s health or 

illness; Dilworth-Anderson et al., 2005; Ivey et al., 2013; Parveen et al., 2011). For example, 

a person with cultural beliefs rooted in karma may see caregiving as repaying debts from 

previous life or lives (Hinton et al., 2008). 

 

Caregiving is culturally constructed in society (Ng & Indran, 2021). The systematic review 

presented in Chapter 3 has described (yet not explained) the role of cultural values and norms 

in informing motivations to provide care (Zarzycki, Morrison, et al., 2022). Informal caregivers 

actively shape their own culture(s) by assimilating, sharing and cultivating the specific values, 

meanings, and behavioural norms relating to informal care that they learn as norms in their 

culture(s). For example, in East Asia, where the cultural norms regarding filial piety regulate 

family behaviour, caring for ageing parents may be a matter of both caregiver duty and honour 

to which they ascribe a significant value (Yiu et al., 2021). 

 

Evidence of differences in cultural and familial norms suggests that expectations surrounding 

informal care, and motivations or willingness to provide care, may vary across cultures and it 

has been shown in findings of the systematic review presented in Chapter 3. For example, 

cultural expectations that children will take care of their parents and sanctions if they do not 

undertake the role are stronger in Japan than in the United States (Wallhagen and Yamamoto-

Mitani, 2006). In Japan, family caregiving can be considered a common and expected part of 

relationships, especially for women – daughters-in-law and spouses (Dilworth-Anderson et al., 

2005; Wallhagen & Yamamoto-Mitani, 2006). Whilst previous research addressing a 

caregiver’s physical and emotional burden and unmet needs (Dilworth-Anderson et al., 2005; 

Harris & Long, 1999; Kavanagh & Kennedy, 1992; Parveen et al., 2013) highlighted the 

influence of culture and/or ethnicity, the data is too limited and heterogenous to enable reliable 

cross-cultural comparisons. Nonetheless, the literature suggests that caregiver motives, 

adaptation to the caregiver role and the way caregiving manifests itself may be culturally bound 

(Aranda & Knight, 1997; Bradley et al., 2004; Dilworth-Anderson et al.,  2005; Harris & Long, 

1999; Kavanagh & Kennedy, 1992; Parveen et al., 2013; Pinquart & Sorensen, 2005; 

Wallhagen & Yamamoto-Mitani, 2006). To date, little is known about the way in which culture 

underpins caregiver motivations and willingness to provide informal care, i.e., the question of 

how culture shapes motivations, not only if it does, needs to be addressed. In relation to the 

meta-synthesis presented in Chapter 3, which evidenced cultural influences on caregiving 
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motivations and willingness, this meta-ethnographic review seeks to explain how culture 

underlies motivations and willingness to provide care. 

 

This meta-ethnography aims to: 

• identify potential explanations for how culture underlies motivations and willingness to 

provide care, 

• explicate the possible interactions between ethnocultural factors, 

• develop a model that explains cultural determinants of motivations and willingness to 

provide care.  

We seek such explanations to inform culturally appropriate support for caregivers and their 

care recipients.  

 

Methods 

 

A systematic review of qualitative studies exploring motivations and willingness to care was 

completed (Zarzycki, Morrison, et al., 2022; Zarzycki, Seddon, Bei, & Morrison, 2022; 

Chapters 2 and 3), from which studies describing cultural motivations in their findings were 

purposively selected for this meta-ethnographic synthesis (i.e., studies referring to culture-

specific underpinnings of caregiving motivations). It was an iterative process during which the 

lead reviewer (MZ) selected only studies with the highest methodological quality (as described 

later) and with rich first-order constructs. Therefore, it is proposed that the purposively 

included studies provided the best information to achieve the aims of the meta-ethnographic 

review. The purposive sampling enabled a fully interpretative focus on specific studies that 

sought to add value over and above the comprehensive meta-synthesis of all studies presented 

in the previous chapter. The goal of meta-ethnography is to systematically synthesise a body 

of qualitative research to create a ‘whole’ greater than the sum of its parts, offering new 

conceptual insights while preserving the ideas from the original studies. We followed the 

Evidence for Policy and Practice Information and Coordinating Centre guidance (EPPI-Centre, 

2010; Gough et al., 2017) and meta-ethnographic guidelines – Noblit and Hare’s (1988) meta-

ethnographic approach and its updates (Britten & Pope, 2012; Britten et al., 2002; France, 

Cunningham, et al., 2019; Toye et al., 2014). Meta-ethnography has been successfully applied 

to wide-ranging areas of health psychology and social care research (Campbell et al., 2011; 

Sarmento et al., 2017). 
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Eligibility criteria 

 

Included studies reported qualitative data on motivations and/or willingness to provide care 

that pertained to culture-specific norms of informal care provision amongst adults (aged 18 

years and over) self-identifying as primary informal caregivers. Studies reported in English 

were included. No restrictions were applied to caregiver relationship type (e.g., spouse/non 

spouse), caregiver gender, care recipient’s age (only 18+ years), gender or diagnosis. 

 

Identification of studies 
 

The search strategy of this systematic review has been described elsewhere (see Chapter 2). B1 

Appendix presents detailed search strategy commands applied within scientific databases. A 

search of additional sources (e.g., unpublished and grey literature, ‘Google Scholar’, PhD 

dissertations) was conducted to ensure inclusivity/reduce any effects of publication bias. The 

specific additional sources used are appended within B2 Appendix.  

 

Data extraction 

 

Data were entered into standardised and comprehensive data extraction forms which included: 

the country where the study was completed; study aims; research participants; research 

methods; main constructs from the conceptual framework, findings, and authors’ conclusions. 

Schutz’s conceptualisation of second- and third-order constructs (Britten et al., 2002; Noblit & 

Hare, 1988) was applied (see Table 1). 

 

Table 1 Definitions of first-, second- and third-order constructs 

 

Order Definition  

First-order construct  Caregivers’ descriptions of cultural motivations and 

willingness to provide care (as expressed in raw transcript 

excerpts)  

Second-order construct  

 

Original authors’ descriptions (as indicated by key themes, 

concepts and metaphors) of caregivers’ cultural motivations 

and willingness to provide care 

Third-order construct Reviewers’ descriptions (as indicated by key concepts and 

models developed) of caregivers’ cultural motivations and 

willingness to provide care 
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Data synthesis 

 

Data synthesis followed Noblit and Hare’s seven-step process of: getting started; deciding what 

is relevant to the research questions; reading the studies; determining how studies are related; 

translating studies into one another; synthesising translations; and expressing the synthesis 

(France, Uny, et al., 2019; Noblit & Hare, 1988). 

 

In the first phase the conceptual data presented was thematically grouped (Britten & Pope, 

2012; Britten et al., 2002; France, Cunningham, et al., 2019; Toye et al., 2014), preserving  its 

context (first- and second-order constructs). When key concepts were determined and applied 

to the first study, the next study was synthesised using two types of translation processes  

(Britten et al., 2002; Campbell et al., 2003; France, Cunningham, et al., 2019) – reciprocal and 

refutational. Reciprocal translation refers to concepts across the studies which agree with each 

other and can be aggregated; refutational translation pertains to concepts across the studies 

which conflict with one another. The names of the sub-concepts and concepts were iteratively 

generated by reviewers reflecting meanings (rather than summary descriptions) discerned in 

the synthesised data. The translation synthesis process compared concepts individually, 

account by account (i.e., each account pertaining to each concept identified) in chronological 

order (i.e., study by study) as proposed by Campbell et al. (2003). The concepts were found to 

be congruent with one another. Tables 2a & 2b (below) describe the contribution of the 

concepts to each of the studies included in this review. 

 

Based on this congruence the first reviewer (MZ) arranged (configured) concepts, second- and 

third-order constructs, to build up a ‘line of argument’, i.e., a ‘narration’ which provides an 

‘explanation’ or ‘theory’ of the findings. The most compelling explanation formulated was then 

introduced to the wider review team who confirmed the explanation and the preservation of the 

meaning between the second-order constructs and the first reviewer’s (MZ) third-order 

interpretations.3 

 

 

 

 

 
3
 B5 Appendix describes the analytic procedures of this meta-ethnography synthesis in more detail. 
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Quality and relevance appraisal 

 

Each study was dual-assessed according to the three ‘Dimensions of Difference’ of Evidence 

Claims (Gough et al., 2017) with respect to:  

• methodological standards of the review (see PRISMA statement in B3 Appendix), 

• methodological standards of the included studies (see CASP qualitative checklist in B7 

Appendix; based on the Weight of Evidence Framework applied the studies could be 

awarded an assessment of high, medium or low), 

• the quality of the evidence produced (GRADE-CERQual Qualitative Evidence Profile).  

 

To sustain the highest quality of the meta-ethnographic review, the eMERGe meta-

ethnography reporting guidance (France, Cunningham, et al., 2019) was applied (summarised 

in B4 Appendix). 

 

 

Findings 
 

Search results 

 

The PRISMA diagram summarises the search flow (Figure 1) for the systematic review with 

the main reasons for study exclusion. From an initial identification of 9793 papers, 105 were 

considered eligible studies for a review of diverse determinants of motivations and willingness 

to provide care (Zarzycki, Morrison, et al., 2022; Zarzycki, Seddon, et al., 2022; Chapters 2 

and 3). From these, 37 studies addressing culturally specific motivations for providing informal 

care were selected for the current meta-ethnographic synthesis.  
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Figure 1 PRISMA flow chart of included studies 

 

 

Characteristics of studies included in the meta-ethnography 

 

Included articles from this point on are referred to by their ‘study number’, as indicated in 

Tables 2a & 2b. Studies are listed in chronological order. 

 

A total sample of 833 caregivers participated in the included studies with one study focusing 

additionally on a document analysis pertaining to the nation-specific social policy on informal 

caregiving [31]. Most participants were of Asian ethnicity (N=574; 68%), followed by 

Caucasian (N=90; 11%), non-Caucasian American (N=80; 10%); Black African (N=71; 9%) 
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and finally, Arab ethnicity, the smallest ethnic group within the studies synthesised (N=18; 

2%). Many of the studies (N=33, 89%) included mixed caregiving relationship types, but the 

most common relationship types were adult children (including daughters-in-law) and spouses. 

 

Only four studies [4,19,23,29] were longitudinal in design. The authors of one study did not 

specify the research design or data collection method [24]. 

 

Amongst the included studies, 21 (57%) were judged to be of high quality (i.e., they had no or 

very minor methodological concerns) [1,3,4,8,11,13,14,16–18,20,22,23,28,29,32,34–37], 

whereas 16 (43%) were judged to be of moderate quality [2,5–7,9,10,12,15,19,21, 

24,26,27,30,31,33]. No study was judged to be of low methodological quality. 

 

Further characteristics of the included studies such as the setting, methods of data collection 

and analysis are provided in B5 & B8 Appendices. 

 

Meta-ethnography study findings 
 

Six main concepts were identified, including: cultural self-identity, which was an overarching 

concept, i.e., positioned in the centre of the developed line of argument (see below the meta-

ethnographic model); cultural duty and obligation; cultural values; love and emotional 

attachments; repayment and reciprocity; and competing demands and roles. Supplementary 

meta-ethnography grids (see B6 Appendix) show the most illustrative statements for each 

concept/sub-concept.4 

 

The generated concepts were interrelated and mutually reinforcing. Firstly, the six 

aforementioned concepts are presented separately, beginning with the overarching concept of 

cultural self-identity and ending with competing demands and roles. Subsequently, a model of 

cultural underpinnings of caregiving motivations is presented to provide an overall integrated 

explanation of the concepts and the interactions between them. 

 

Tables 2a & 2b below show the concepts and sub-concepts present in each of the included 

studies, i.e., the contribution of included studies to concepts/sub-concepts in descending order.

 
4 A more comprehensive draft version of the findings is also available in B9 Appendix. 
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Table 2a: Concepts and sub-concepts present in each of the included studies  
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Table 2b: Concepts and sub-concepts present in each of the included studies 
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1. Cultural self-identity 

 

The term ‘cultural self-identity’ refers to a caregiver’s identity informed by their cultural 

background.5 Caregiving was seen to become an important part of an individual’s self-identity 

[15,16,33,34,36], either expressed directly by study authors with a reference to identity [16] or 

implicitly referred to as an ‘internalisation’ of the caregiving role [18]. Cultural self-identity 

was shaped by cultural socialisation, e.g., earlier role modelling by the person’s relatives in 

caring for family members before that person themselves became a caregiver [11,34,35]. This 

was informed by cultural values and norms (e.g., the values of Confucianism in Asia) 

[3,6,21,22,25,29,31,34], as described below (see the concept ‘cultural values’ below). These 

cultural values relating to caregiving were conveyed to individuals through different channels 

of socialisation, e.g., observing other family members carrying out caregiving duties. Given 

that the cultural self-identity of the future caregiver was shaped in socialisation, informal care 

was often an expected part of an individual’s life [2,14,19,37]. For instance, filial caregiving 

was an expected ‘career’ for Japanese caregivers, brought up with an expectation that either an 

unmarried adult son or – if married - his wife (daughter-in-law) will need to provide care to 

their parents when such need arises. As such, social embeddedness of filial caregiving was 

taken for granted and cultural norms upheld it [19], providing a sense of preparedness and 

expectedness (anticipation) of the role [2,14]. 

 

Whilst consideration of the impact that cultural self-identity may have on caregiving 

motivations was absent in 43% of included studies (Tables 2a & 2b), the synthesis clearly 

depicted – in our view – cultural self-identity as mediating between (i) the values one holds as 

well as the sociocultural norms to which one conforms (see the concept ‘cultural values’ below) 

and (ii) the sense of obligation and responsibility (see the concept ‘cultural duty and obligation’ 

below). The last section of findings describes the meta-ethnographic line of argument 

presenting in detail the mediating role of the cultural self-identity. 

 

 
5
 The term ‘cultural self-identity’ was applied rather than ‘cultural identity’ or ‘ethnic identity’. The latter usually 

refers to an individual’s ancestral geographic origin, whereas  ‘cultural identity’ relates to culture(s) which is/are 

groups of people who share knowledge, beliefs, norms and behaviours (e.g., gay culture), but not necessarily the 

geographic origin (and thus ethnic identity may/may not be part of cultural identity; Unger, 2011). The term 

‘cultural self-identity’ acknowledges that self-identity is formed as part of and informed by cultural identity, i.e., 

individual features of culture(s) is/are incorporated into the self-identity (Huynh et al., 2011), for instance 

caregiver’s self-identity (e.g., self-identified caregiver who sees themselves as influenced by Jewish culture and 

accordingly identifies as a Jewish caregiver/caregiver following Jewish cultural norms and expectations). 
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2. Cultural duty and obligation 

 

The concept of obligation was identified in all studies as an overriding motivation for 

caregiving. The terms cultural duty and obligation were used interchangeably in first- and 

second-order data, and referred to cultural norms of appropriate and desired caregiving 

behaviours, which were rooted in cultural norms, societal norms, gender norms, religious 

beliefs and philosophical beliefs [3,5–8,10,18,20,24,33,37]. 

 

The concept of gendered cultural expectations evidences the perception of informal caregiving 

as primarily a women’s domain, categorised here as a sub-concept of cultural duty and 

obligations [1,2,5,6,8,10,12,15,17,18,22,24,27,28,33,34]. Gendered expectations played an 

important role in caregiver socialisation [1,29], shaping cultural identity and motivations to 

assume the role and to continue providing care. For example, Donovan & Williams [29] 

showed that informal caregiving comprised part of women’s self-identity, i.e., being a 

Vietnamese woman implies the provision of care to family member(s). Importantly in this 

culture, there is no distinction between the role of a caregiver and the role of a woman.  

 

Cultural duty and obligation were upheld by social expectations (e.g., caregiving viewed as a 

‘virtuous deed’ in some Asian cultures) [23,27], legal obligation [31] and could be modified 

by situational factors, e.g., the presence/absence of alternative care arrangements [28,32]. The 

cultural value system underpinned cultural norms and was positioned as a distal influence 

implicitly underpinning a sense of duty and obligation [3,11–14,17,26,30,35,36]. 

 

3. Cultural values 

 

Cultural values comprised of three sub-concepts of filial piety, familism (familial loyalty and 

solidarity) and religious and philosophical ideas which oriented around perceived cultural 

norms and underpinned the caregivers’ perceived duty and obligation to provide care. 

 

3.1 Filial piety 

Filial piety, defined in lay language as respect for parents and the family elderly, was 

understood as a traditional cultural norm which elicits personal expectations for caregiving 

amongst adult child caregivers caring for a parent. Discerned as a cultural value, filial piety 

posits an ‘inevitable responsibility’ on adults to provide care to their parents [8]. This value 
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was a distal and essential factor impacting caregiver motivations in other samples, i.e., not only 

parent caregivers [3,8,14,22,23,32]. 

 

3.2 Familism, familial loyalty and solidarity 

The cultural value of familism is seen in the second-order constructs that referred to ‘strong 

identification and attachment of individuals with their families (nuclear and extended) and 

strong feelings of loyalty, reciprocity and solidarity among members of the same family’ 

(Sabogal et al., 1987, p. 397–398). Familism was often implicitly (seen mainly in second-order 

constructs) expressed as a belief that care ought to be provided by family and family alone, and 

familial caregiving was seen as being ‘loyal’ to the family [14,15,23]. The value of familism 

was also incorporated into the cultural self-identity of caregivers and thus comprised an 

essential factor impacting overall motivations and willingness to provide care [5,7,12,14–

17,23–25,27,30,33,35], as demonstrated above (the concept of ‘cultural self-identity’).  

 

3.3 Religious and philosophical ideas 

For some, religious ideas motivated the provision of informal care and/or were viewed as 

underpinning culturally bound obligation or responsibility [14,25]. For example, Confucianism 

in Asia highlighted the significance of filial piety, familial relationships or respect for older 

people and determined caregivers’ values and belief systems [27]. Religious and philosophical 

ideas, incorporated in, and affirming cultural values of informal care provision, comprised an 

important determinant of personal and familial obligations to provide care [31]. 

 

4. Love and emotional attachments 

 

We can distinguish between behavioural expressions of love, and love and attachment 

expressed as an emotional response to the care recipient. Both were identifiable motives for 

assuming the caregiving role and for continued caregiving, i.e., caregiving provides the 

opportunity to demonstrate love behaviourally or emotionally. The former constituted an 

explicit way of showing love and affection to the care recipient as prescribed by sociocultural 

norms and expectations, e.g., caring behaviour informed by filial piety or other cultural values 

[3,16,29,32,34]. The latter referred to emotional attachments, the feelings of love or affection 

as motivators to start and to continue providing informal care [2,4,6,10,11,22,25,30,36].  
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5. Repayment and reciprocity 

 

The sense of reciprocity or duty to reciprocate the care and/or love the caregivers had 

previously received from care recipients was found to be important and based on mutual 

obligations or a desire to repay by fulfilling the caring duty [2-4,8,11,12,16,17,19,20,22,30,35–

37]. Repayment was informed either by cultural norms, e.g., the care recipient’s previous 

conduct toward members of the community was a prerequisite for receiving informal care 

amongst rural Africans in Ghana [10], or repayment derived from cultural values and religious 

beliefs [5,18,27,33,34], e.g., underpinned by a Confucian sense of duty [18] or a way to gain 

blessings of prosperity from supernatural forces [27]. 

 

6. Competing demands and roles 

 

Four main factors comprising demands competing with caregiving duties were identified:  

competing demands relating to a caregivers’ increased contribution to the labour market; the 

perceived and actual demands of paid employment; employment migration; and variable access 

to/costs of alternative care and support to enable caregivers continued paid employment 

[2,9,15, 17, 27, 41]. These influenced motivations and willingness to initially provide care and 

to continue caring, in negative ways. We found no evidence in this literature to suggest these 

factors impact positively on motivations to care. 

 

The competing multiple roles that some caregivers occupied [7,11] negatively influenced their 

motivations and willingness to initiate or continue caregiving [3,32]. In two studies [9, 15] it 

was noted that employers did not offer flexible working hours, supplemental health insurance 

or family benefits which made it difficult for some caregivers to combine their caregiving role 

with paid employment. This highlights the importance of flexible employment policies and 

practices (e.g., flexible hours). More flexible work practices increase the likelihood of a person 

being able to combine caregiving and paid employment (Bainbridge & Townsend, 2020; 

Longacre et al., 2021; Wang et al., 2018). 

 

Identity inconsistency can be discerned in the light of caregiver conflicts between competing 

identities, for instance, between being a caregiver, mother/father, daughter/son, wife/husband 

and employee. Identity inconsistency may result in stress or initiate a transition to a different 

role (e.g., relinquishing employment; Stryker and Burke, 2000) or renegotiation of cultural 
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values and norms (e.g., a caregiver of the opposite sex to the care recipient provides informal 

care which was previously considered culturally inappropriate and unacceptable to both in a 

Muslim sample [20]). 

 

Model depicting cultural underpinnings of motivations to provide care 

 

The concepts (1-6) described above informed a meta-ethnographic line of argument, explaining 

how cultural norms and values influenced overall motivations to provide care (see pyramid 

chart - Figure 2). 

 

 
 

Figure 2 A meta-ethnographic pyramid chart with a line of argument 

 

The model posits that explicit personal motives pertaining to the sense of cultural duty and 

obligation to provide care (2), the expression of love and emotional attachments (4) and the 

desire to repay/reciprocate the care recipient (5), constructed during socialisation, are 

sustained by distal but underpinning factors, i.e., the caregiver’s cultural self-identity (1) and 

the culture-specific care norms and cultural values (3) (filial piety, familism, and religious and 
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philosophical beliefs); and balanced against potential barriers created by competing demands 

(6). The perceived cultural duty and obligation to provide care (2), described as the overriding 

motivation for caregiving, is strongly determined by cultural factors such as cultural values (3) 

which were mainly described as implicit, latent factors [3,5,23–25,27,30–33,7,8,12,14–17,22], 

positioned as distal influences on motivations to provide care (see Figure 2). 

 

The proposed model of the cultural underpinnings of motivations for providing informal care 

posits that the sense of obligation (2), constructed during socialisation, is sustained by the 

caregiver cultural self-identity (1). The sense of obligation (2), combined with the expression 

of love/emotional attachments (4) as well as a desire to repay the care recipient (5) are informed 

by culture-specific norms of providing care and cultural values encompassing the values of 

filial piety and familism, and religious/philosophical beliefs (3). The meta-ethnographic line of 

argument highlights the crucial role of cultural identity in caregiver motivations and 

willingness to provide care that connects all identified concepts. Cultural self-identity (1) is 

positioned as a central, overarching concept which translates the foundational motives of 

culture-specific care norms and values (3) into explicit caregiving motivations (2, 4, 5). The 

sustainability of these caregiving motivations is maintained to a large extent by caregiver self-

identity as located and supported within a given culture(s). The model seeks to present how the 

conceptualised levels of identified determinants of caregiver motivations interact and build 

upon each other (as depicted in Figure 2). 

  

Based on the model, it might be expected that future informal care provision would be secured 

by being strongly ingrained in culture, and cultural self-identity. However, key factors may 

modify the salience of culture in determining caregiver motivations: (a) the notion of  perceived 

choice in undertaking the role, i.e., when considering caregiving duty and obligation; (b) 

competing demands, roles and identities; (c) the consideration of care home placement which 

demonstrated that cultural values can be negotiated (in one study [14]),; (d) other contextual 

factors not discussed in the reviewed studies but seen in other studies of caregiver motivations 

(e.g., the stage and severity of a care recipient’s illness, caregiver’s life stage, family structure, 

geographical distance between the care recipient and caregiver; e.g., Bei et al., 2021). 

Additionally, even though cultural values around caregiving were strongly rooted and seen to 

have a vital role in shaping motivations for caregiving, the boundaries of understanding what 

caregiving should entail (as prescribed by the cultural values) may change in the face of 

transitions in the care recipient’s experience. For example, admission to a care home may offer 
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the caregiver a different way of caring for someone rather than an opportunity to relinquish the 

caregiving role. 

 

Discussion 

 

In Chapter 3 we present evidence of what cultural motives for caregiving are, but not of how 

culture may shape motivations, untangling complex processes between culture and caregiver 

motivations. We are not aware of any similar review aiming to understand how culture-specific 

determinants shape caregiver motivations and willingness to provide care although this has 

previously been called for (Greenwood & Smith, 2019; Pinquart & Sorensen, 2005; Quinn et 

al., 2010; Zarzycki, Morrison, et al., 2022; see also Chapter 3). This meta-ethnography brings 

together studies conducted over two decades in a wide range of countries and cultures and 

generates multiple motivations for caregiving with six main concepts identified: cultural self-

identity (described as an overarching concept); cultural duty and obligation; cultural values; 

love and emotional attachments; repayment and reciprocity; and competing demands and 

roles.  

 

The model developed as a meta-ethnographic ‘line of argument’ extends the understanding of 

cultural motivations to provide care presented in Chapter 2 and 3 by offering a novel and 

informative explanation of the levels at which the identified cultural determinants (concepts) 

affect motivations and willingness to provide care. The model depicts the interactions between 

macro cultural factors (cultural values, norms, and beliefs) and individual factors such as the 

desire for repayment, the sense of obligation and affection toward the care recipient. Cultural 

self-identity is central for the model, framing people’s understanding of the social and physical 

world and their role in it, pervading different aspects of the caregiver’s life (Unger, 2011) and 

including caregiving motivations, namely obligation to provide care, expression of love and a 

desire to reciprocate care. Cultural self-identity is a psychological construct which translates 

cultural values, religious and philosophical beliefs, and cultural norms into a sense of 

caregiving obligation, regulating the expression of love and a need for repayment to the care 

recipient. 

 

Reflecting on the implications of our findings for key frameworks and theories, we 

acknowledge Geertz's (1973) theoretical conceptualisation of culture as ‘a set of control 
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mechanisms’. However, although this appears confirmed by this ethnographic review we 

would now place more emphasis on the concept of self-identity, in which control mechanisms 

are internalised and regulated, than on the processes of socialisation (Geertz, 1973) or inherent 

social expectations (Zarzycki, Morrison, et al., 2022; Chapter 3). We suggest that it is the sense 

of cultural self-identity that translates cultural values and received norms into conscious 

caregiving motivations. The evidence also supports the significance of contextual 

circumstances that limit a person’s ability to model the cultural ideal (Geertz, 1973) – in this 

instance, competing demands within a caregiver’s life influence the processes of negotiating 

their caring role, seen in relation to conflicting identities and not only conflicting values. 

 

The evidence presented is related to existing theories of self-identity. The concept of self-

identity defines who or what an individual is. Tracing back to the pioneers of self-identity 

theory, i.e., James (1890) and Mead (1934), we focus on the caregiving-identity relationship in 

the context of culture and ethnicity. In James’s theory of self, the self is conceptualised to 

consist of both the known (the Me) and the knower (the I – described as the agent, thinker, and 

knower). ‘The Me’ comprises mental representations that people have of themselves (e.g., a 

kind person, a woman, a lawyer). James’s distinction between ‘the Me’ and ‘the I’ proved to 

be a powerful springboard for subsequent identity theorists (Stets & Serpe, 2013) and empirical 

research (e.g., Buse & Twigg, 2014). On psychological grounds, generally, an identity is a 

construct that defines individuals: in particular roles in society (e.g., parent, spouse); in specific 

groups in society (e.g., family, a church); and in specific personal characteristics that make 

them unique from others (e.g., an intelligent person). This conceptualisation derives from 

James’s concept of ‘the Me’, informing for instance the commonly applied self-categorisation 

theory (which distinguishes between personal, social and superordinate identities; Turner et al., 

1987). Hence, people have multiple identities (Hughes et al., 2013; Stets & Serpe, 2013; 

Stryker & Burke, 2000), which may reinforce each other, e.g., when culture/cultural identity is 

incorporated into one own’s self-identity; or conflict with or shift in relationship to each other 

over time, e.g., incompatibility between the identities of caregiver and employee (see Huynh 

et al., 2011; Stryker and Burke, 2000). The only existing caregiver identity theory 

(Montgomery & Kosloski, 2009; Savundranayagam & Montgomery, 2010) conceptualises 

caregiving identity as a series of transitions emerging from the change of roles (e.g., a child 

becoming a carer for a parent, or a spouse becoming a carer for their partner). Although this 

work provides important theoretical grounds and empirical evidence in support of the 

importance of identity in informal care research, our review offers a cultural exploration of the 
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caregiver self-identity as a further crucial component shaping caregiver motivations. Whilst 

Montgomery and Kosloski (2009) particularly emphasise caregiving transitions in a person’s 

identity, this meta-ethnographic review highlights how cultural socialisation around,  the sense 

of preparedness for caregiving, influence caregivers’ motivations for caring independent of any 

transitions. It should be acknowledged however that due to acculturation and globalisation 

processes, any pre-existing understanding of informal care provision may be renegotiated and 

restructured (e.g., Han et al., 2008; Kodwo-Nyameazea & Nguyen, 2008). For example, 

caregiving may be less expected of children in the future, with alternative caring arrangements 

becoming more common (e.g., nursing home placements, paid care workers supporting people 

living in their own homes).  

 

Cultural self-identity may influence people’s decisions about their caregiving behaviours, 

including motivations and willingness for caregiving (Unger, 2011). Studies outside the 

caregiving context have confirmed the effect of internalised cultural values on people’s 

decisions about health-related behaviours (Hammond, 2009; Hsia & Spruijt-Metz, 2008; Tsai 

et al., 2008; Unger, 2011). This meta-ethnographic review has generated a theoretical model 

for how cultural self-identity may affect motivations to provide care and this model may hold 

implications for the actual exchange of care. However, this needs testing empirically, with 

further investigation of how the cultural self-identity influences motivations and willingness to 

provide care and influences caregiver behaviour over time. 

 

Overall, the findings from the meta-ethnographic review demonstrate that people’s motivations 

for caring are underpinned by specific cultural values, religious and philosophical beliefs, and 

cultural norms of informal care provision and as such they hold potential implications for 

culturally sensitive assessment, support planning and for service development. Caregiving, for 

some, can be a taken for granted activity whilst for others it is a source of pride and a behaviour 

congruent with important cultural values. It can also be resented as limiting an individual’s 

ability to take up educational, employment and social opportunities, or as initiating role/identity 

conflicts. Particularly, our meta-ethnographic findings illustrated potential tensions between 

different caregiving motivations that were seen in the example of conflicting identities (see 

‘competing demands and roles’; Jones et al., 2002; Kao and Stuifbergen, 1999). Caregiver 

motivations should not be taken for granted by professionals involved in assessment and 

support planning with caregivers and their families - even where there is a cultural expectation 

and/or an ability to provide care, the individual may feel unable, or choose not to. Moreover, 
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we acknowledge that educational endeavours at a population level (e.g., early interventions at 

schools) may operate to address the profile, norms and expectations around informal 

caregiving, for instance by highlighting the value that informal caregiving holds for the society 

across all cultures (Ng & Indran, 2021); or by challenging gendered cultural expectations 

obliging women more than men to provide care through promotion of the ungendered provision 

of informal care. 

 

As an example of positive change in practice, the ‘what matters conversation’ (Welsh 

Government, 2015) may offer space to explore issues such as culturally-bound caregiving 

motivations. Our findings highlight the need for assessment and support planning to be 

underpinned by acknowledgement of cultural (and demographic) diversity amongst the 

caregiver population, revealed in the diverse factors influencing motivations and willingess to 

care as evidenced in this and the preceding chapter (Chapter 3). Policy makers and practitioners 

should be mindful that cultural norms may pressure women more than men into informal 

caregiving, and the presented findings show that caregiving is still commonly perceived to be 

a part of 'women’s domain' in many societies throughout the world (see the concept ‘cultural 

duty and obligation’), despite more flexible sharing of household tasks by women and men in 

Westernised societies (Hook, 2010). As evidenced by Carers UK (2021), 58% of caregivers in 

the United Kingdom are women and they are most likely to be providing care and most likely 

to be providing more hours of care. Dialogue and culturally sensitive support planning between 

caregivers, care recipients, health, and social care practitioners is necessary to achieve positive 

impact and to facilitate personal wellbeing outcomes.  

 

Services should be mindful of caregivers’ specific cultural values, beliefs and motivations and 

they should consider the need to challenge certain cultural beliefs that may negatively impact 

upon caregivers’ experiences and the caregiving relationship (e.g., that seeking support 

contravenes cultural expectations / is shameful or that certain health conditions such as 

dementia may be contagious). As exemplified above, we highlight here the notion of services 

being sensitive to cultural factors (i.e., cultural sensitivity) underpinning caregiver motivations, 

not the issue of services tailoring support to various cultural motives as that may be practically 

challenging, unfeasible, or not in the caregivers’ best interests and/or underpin caregiver’s 

and/or care recipient stigmatisation. Cultural sensitivity is understood here as: knowledge of 

cultural differences and values (cultural diversity); careful consideration of one’s 
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cultural/ethnic background, language, and beliefs; understanding the effects and/or importance 

of one’s values or experiences (Foronda, 2016; Han et al., 2008). 

 

Strengths and limitations 

 

This is the first meta-ethnographic review of cultural underpinnings of informal care provision. 

It combined both comprehensive and purposive sampling and included a large number of 

diverse studies with a focus on culture-specific motivations and willingness for caring. The 

evidence informed a model describing how ethnocultural factors shape motivations and 

willingness to provide informal care. The studies included in the review were of high or 

moderate methodological quality and we did not detect any associations between study quality 

and reported findings. We uncovered a wide range of data and possible motivators, noting that 

the most frequently reported motivations may not be the most salient for caregivers and, in our 

proposed model, layers differentiate between more implicit and more explicit caregiving 

motives. This addresses, at least partly, the often-invoked argument that caregivers may not 

consciously consider what motivates them to provide care (Greenwood & Smith, 2019). 

Through investigating both first-, second- and third-order constructs, we offer new insights into 

cultural motivations and build on the interrelationships between cultural motives described in 

the preceding chapter (Chapter 3). 

 

Qualitative articles provided the foundation for the presented results and their interpretation. 

Meta-ethnography enabled the generation of the ‘whole’ – a greater picture of cultural 

caregiving motivations to which the parts must be compared, rather than the sum of these parts 

as seen across individual study reports (France, Cunningham, et al., 2019; Noblit & Hare, 

1988). The meta-ethnographic translation processes and their expression (in the concepts 

produced and in the ‘line of argument’ developed) allowed for the ‘whole’ to come forth, a 

whole reflected in all the parts (Britten et al., 2002). Through this synthesis we raised the data 

to a higher level of abstraction and untangled the complex processes between culture and 

motivations and willingness for providing care. 

 

The interpretative nature of meta-ethnography does, however, have limitations. It strongly 

depends on the reviewers’ position in interpreting the evidence bearing in mind that each 

separate study by itself would not be sufficient to answer the review question. We did not 

identify other explanations although the line of argument presented was first discussed and 
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agreed by the review team. We acknowledge alternative explanations might be possible. 

Furthermore, the construct of identity or self remains to a large extent a mystery for 

psychologists and philosophers and the secrets behind the question ‘Who am I?’ should be 

acknowledged as part of existential discourse. We referred to cultural self-identity as this 

emerged inductively in the synthesis of studies; we do highlight, however, that there may be 

other specific identities or patterns/aspects of identity (Gallagher, 2013) that should be taken 

into consideration and that could potentially enrich the findings. Further research is needed to 

address the impact identity may have on caregiver motivations and outcomes. 

 

Female caregivers were overrepresented in the synthesised studies, similarly as in the meta-

synthesis (Chapters 2 and 3). Although this overrepresentation of female caregivers is 

consistently observed in studies on informal care (e.g., Bleijlevens et al., 2015; Quinn et al., 

2010) and reflects their dominance in informal care provision (e.g., Carers UK, 2021; Spasova 

et al., 2018), the voice of male caregivers is lacking (Wallroth, 2016), potentially therefore also 

in the synthesised qualitative evidence of this review. 

 

 A further limitation is that most of the studies synthesised were cross-sectional making it 

impossible to speculate about changes in cultural motivations and willingness to care over time. 

As a consequence, we cannot differentiate between initial and continued caregiving 

motivations, a limitation previously noted in a qualitative systematic review of motivations 

specific to dementia caregiving (Greenwood & Smith, 2019) and preceding chapters (Chapters 

2 and 3). Studies typically refer to motivations in general making it impossible to confidently 

distinguish descriptions of initial motivations for caring from motivations for continuing to 

care. In the few cases where it was possible, findings describing why caregivers continued in 

their role were noted (Globerman, 1996; Han et al., 2008; Ho et al., 2003; Kietzman et al., 

2013; Park, 2015; Sheu, 1997; Wallhagen & Yamamoto-Mitani, 2006; Yamamoto & 

Wallhagen, 1997), and the synthesis elicited some specific inferred differences between initial 

motives and continued motives. For example, gendered cultural expectations were discerned 

as both a reason for initiating, and continuing the caregiving role whilst specific sociocultural 

expectations, such as primogeniture norms in Japan, regulated the initial decision to become a 

caregiver. 

 

The primary studies explored cultural motivations and/or willingness of caregivers who were 

already in role and thus initial motives were inferred through retrospective accounts (first-order 
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constructs, where available). For example, one cross-sectional study in Japan (Yamamoto & 

Wallhagen, 1997) clearly differentiated between an expectancy of daughters-in-law assuming 

the caregiving role due to sociocultural expectations and the crucial role of cultural values, 

caregiver self-identity, and emotional attachments for the continuation of the role. Typically, 

no second-order constructs referred to this distinction, and in fact most first- and second-order 

constructs tended not to highlight such changes in caregiver motivations and willingness, even 

the four included longitudinal studies  (Browne Sehy, 1998; Donovan & Williams, 2015; Kong 

et al., 2010; Wallhagen & Yamamoto-Mitani, 2006). 

 

Identifying and distinguishing initial and continued motivations is further complicated by 

conceptual and methodological challenges. For example, the timeframe for becoming a 

caregiver is not always a discrete event but the role can emerge gradually making quantifiable 

distinction between initial and continuation motives a challenge. Furthermore, many factors 

likely impinge upon changes in caring motivations such as the nature, stage and severity of the 

care recipient’s illness, or the caregiver’s own health or life stage. Moreover, within the studies 

synthesised the reported length of time spent caring was heterogenous, making it impossible to 

compare motivations based on this characteristic. Future research should focus on the temporal 

nature of caregiving motivations, including whether there are indeed differences or similarities 

between initial and continued motivations. Similarly, further research is needed to understand 

why some caregivers relinquish their caring role. 

 

Conclusion 

 

This review builds upon the meta-synthesis presented in Chapter 3 and further explores how 

culture shapes informal caregiver motivations for caring. The concepts generated in the 

synthesis informed a model of cultural caregiving motivations in which caregiver cultural self-

identity, the central concept, translates the foundational motives of culture-specific care norms 

and values into explicit caregiving motivations such as cultural duty and obligation, the 

expression of love toward the care recipient and a need to reciprocate previous care or love. 

The multi-domain model of cultural caregiving motivations holds implications for the actual 

exchange of care. Caregiver motivations should not be taken for granted by healthcare or social 

care professionals involved in assessment and support planning, educational endeavours at a 

population level may support caregiving through addressing the norms and expectations around 

informal care, and support should be sensitive to cultural caregiving motivations.  
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Chapter 5 

 

Informal caregiver motivations, values, challenges and gains: A 

photovoice and interpretative phenomenological analysis of 

interrelationships 
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Abstract 

 

The adoption of a caregiving role in the context of illness and disability is often taken for 

granted. This qualitative study explores caregivers’ motivations to provide care and how these 

relate to values, and to the challenges and gains of caregiving. Eight semi-structured interviews 

were conducted with caregivers and photographs were taken by caregivers to exemplify their 

caregiving experiences. This photo-elicitation method complemented the use of Interpretative 

Phenomenological Analysis when applied to verbatim transcripts. Superordinate themes 

included: caregiver’s life story; significance of family; caregiving obligations; caring 

relationship; challenges and gains associated with caregiver motivations. Intrinsic and 

extrinsic motivations were less distinct in caregivers’ lived experiences than previously 

suggested and were influenced by family values and specific challenges and gains of 

caregiving. The coexistence of different motivations and the nature of single complex 

motivations is discussed. Taking regular breaks from caregiving and having caregiver 

assessment and support planning at the point of hospital discharge should be routine to health 

and social care practice. 
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Introduction 
 

Changing demographics, which include rising life expectancy and smaller family size (Börsch-

Supan, 2019), place considerable demands on formal health and social care systems and on 

informal caregivers who provide care to relatives or friends with care needs (Revenson et al., 

2016). 

 

As described in Chapter 1, motivations to provide informal care describe the reasons why 

people engage in caregiving (Zarzycki & Morrison, 2021), are central to many psychological 

studies of behaviour (e.g., Ryan & Deci, 2000) and can be categorised as initiation or 

continuation motives. The former type refers to the reason(s) why people decide to initially 

take on the caregiving role, whilst the latter refers to continued motivations for caring over 

time. Whilst research offers some insights into the motivations underlying a caregiver’s role 

adoption or continuation (e.g., Faucher and Garner, 2015; Greenwood and Smith, 2019; 

Morrison and Williams, 2020), many questions remain. Previous reviews (Zarzycki, Morrison, 

et al., 2022; Zarzycki, Seddon, Bei, & Morrison, 2022; Zarzycki, Seddon, Bei, Dekel, et al., 

2022; presented in Chapters 2, 3 and 4) have shown that many factors influence caregiver 

motivations including for example cultural norms and beliefs, illness beliefs, reciprocity, 

affection or caregiving obligations. However, little is yet known about whether or how 

caregiver values, the challenges and the gains (perceived or actual) of caregiving interact with 

motivations to initiate or continue caring. 

 

Personal values may influence perceptions of caregiving challenges and gains and a person’s 

motivations to care (e.g., Losada et al., 2010; Lu et al., 2019; Quinn et al., 2010). The 

significance of a value system and the valuing process for wellbeing, self and personality has 

been emphasised by authors representing different theoretical and methodological traditions 

(Allport, 1937; Frankl, 1988, 2011; Hermans & Oles, 1996; Maslow, 1971; Rogers, 1964; 

Rokeach, 1973, 2008). As described in Chapters 3 and 4, following systematic reviews 

describing cultural motivations to care, values play an important role in shaping caregiving 

motivations and that role varies cross-culturally. Moreover, Chapter 2 evidenced the 

importance of family values in shaping the variety of caregiver motives (e.g., familial norms 

of informal care provision or the need to protect a relative’s dignity in the process of caring). 

Understanding how values may play differing roles in shaping motivations is an area worthy 
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of further study as this may provide a better understanding of caregivers' unique needs and 

facilitate the development of personalised caregiver support (Winston et al., 2017).  

 

The perceived challenges and gains of caregiving are influenced by many individual and 

contextual factors (e.g., Allen et al., 2017; Yu et al., 2018; see also Chapter 1), with evidence 

of influence also from personal values (Losada et al., 2010; Marquez-Gonzalez et al., 2010) 

and caregiving motivations (Al‐Janabi et al., 2018; Khalaila & Litwin, 2012; Yu et al., 2016; 

see also Chapter 1). Whilst caregiving gains (e.g., self-growth) have received less research 

attention than caregiving burden and strain (Quinn & Toms, 2019; Yu et al., 2018), it is likely 

that there is a reciprocal relationship between caregiving motivations and caregiving 

experiences of gains or challenges as evidenced in Chapter 2. The meta-synthesis of individual 

influences on caregiver motivations and willingness (Chapter 2) showed the variety of 

challenges and gains. The way caregivers coped with any challenges of caring played an 

important role in continued motivations and willingness. Caregiving motivations and 

willingness to continue caring also fed back bidirectionally to caregivers’ coping responses. 

This systematic review (Chapter 2) also determined positive aspects of caring that underpinned 

motivations, for example personal satisfaction, gaining a new perspective on living, 

strengthening the caring relationship or obtaining a sense of purpose. 

 

The complex nature of values and caregiving motivations calls for in-depth qualitative 

exploration so that the significance of values to the individual concerned is understood in the 

context of their personal caregiving experience/motivations. This study therefore employed a 

photovoice storytelling methodology (Wang & Burris, 1994, 1997; Williams et al., 2014) and 

Interpretative Phenomenological Analysis (IPA; Smith et al., 2009). The former is a relatively 

new methodology within health psychology allowing the participant to take photos that express 

their individual perceptions and experiences of the subject under study. The latter seeks to 

describe and interpret how individuals make sense of their unique lived experiences whilst 

taking into account their developmental, social and cultural contexts. Both methodologies 

enable the caregiver to express themselves metaphorically, enabling fuller reflections which 

could not have been achieved through rhetoric (conversation only). From a policy and practice 

perspective, it was hoped that this multimethodological design would produce findings of 
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greater ecological validity as compared to other qualitative designs (Brunsden & Goatcher, 

2007).6 

 

Data was collected from caregivers supporting individuals who had experienced a moderate to 

severe brain injury. Acquired brain injury is one of the most common causes of disability and 

death in adults worldwide (Langlois et al., 2006; Strong et al., 2007), with stroke and traumatic 

brain injury (TBI) being the two most common causes (Feigin et al., 2010). It can  affect 

physical, cognitive, social and emotional functioning (Ellis et al., 2013; K. Quinn et al., 2014; 

Satink et al., 2015; Wolfe et al., 2011), often requiring long-term rehabilitation and ongoing 

care (Peoples et al., 2011). Acquired brain injury ranges in severity from mild (generally with 

time-limited symptoms and without long-term disability) to moderate, severe/penetrating 

(more likely to result in long-term symptoms and physical/cognitive impairment; Brickell et 

al., 2018; Merriman et al., 2019). The incidence of stroke or TBI is immediate and unexpected. 

The study sample had experienced significant changes to their everyday life, with roles and 

responsibilities often negotiated over a protracted period of time in response to changing 

circumstances and support needs. Most research has focused on outcomes for individuals who 

experience an injury to their brain. Fewer studies have investigated the experiences of 

caregivers in supporting people with moderate/severe brain injury. Addressing an identified 

gap in the evidence base, the study presented in this chapter explored the perceptions, 

meanings, and experiences underpinning caregivers’ motivations and how these related to 

values, and the challenges and gains (perceived and actual) associated with caregiving. 

 

Methods 
 

Participants 

Participants were family members (N=8) including parents supporting their adult son or 

daughter (N=4), spouses (N=2) and a sibling and her spouse caring for a brother (-in-law; N=2). 

Six caregivers were female, two were male. All participants identified as White British. 

Caregivers’ age ranged from 43 to 65 years and the care recipients’ age ranged from 22 to 70 

years. The supported individuals had a primary diagnosis of an acquired brain injury. 

Caregiving duration ranged from 1 year to 13 years. Table 1 presents participants’ 

characteristics. Information about their care recipient’s diagnosis was provided by the 

 
6 See Chapter 8 for detailed methodological considerations of the qualitative methods used. 
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caregiver. Convenience sampling was applied. Participants were identified via the Headway 

Brain Injury Association and Stroke Association, with local chairs facilitating the contact with 

caregivers during the charities’ regularly organised support sessions. To be eligible, individuals 

had to identify as the primary caregiver. Only those with capacity to understand the purpose of 

the research and provide their informed consent to take part were included. 

 

Table 1 Caregivers’ and ABI survivors’ characteristics 

 
No. Caregiving Fictive name Age Gender Relationship type Time 

caring 

1 Caregiver Paul 60 Male Father 10 years 

Care recipient Julia 28 Female Daughter 

2 Caregiver Josephine 63 Female Mother 4 years 

Care recipient Luke 43 Male Son 

3 Caregiver Emma 43 Female Mother 3 years 

Care recipient Tom 22 Male Son 

4 Caregiver Alice 65 Female Mother 12 years 

Care recipient Joan 35 Female Daughter 

5 Caregiver Ceri 65 Female Wife 7 years 

Care recipient  Harry 70 Male Husband 

6 Caregiver Siân 64 Female Wife 1 year 

Care recipient Dylan 66 Male Husband 

7  

 

Caregiver Florence 56 Female Sister 13 years 

Caregiver Will 59 Male Brother-in-law 

Care recipient John 59 Male Brother(-in-law) 

 

 

Design 

We adopted a cross-sectional multimethodological qualitative design using photograph 

elicitation and conducting semi-structured interviews aligned to the IPA framework. 

 

Data Collection 

Prior to recruitment, full ethical approval was obtained from the Bangor University School of 

Psychology Ethics Committee (reference number 2019-16561-A14834). Interviews were 

conducted in an authorised room at the university with one exception where, at their request, 

one caregiver was interviewed in their own home.7 Each participant was paid £7 per hour for 

 
7 Participant Information sheets and Consent forms (including Photovoice Consent Forms) are appended (see C6-

12 Appendices). 
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their participation in the study plus travel and alternative care expenses where these were 

incurred. 

 

Photovoice methodology 

Caregivers took photographs over a 2-week period depicting their experiences as a caregiver, 

with instructions to take photographs reflecting their values and motivations for being a 

caregiver and any challenges and gains (see C1 Appendix for Photovoice prompts). Participants 

could use their own mobile device to take photos if that were available to them, or a colour 

disposable camera which was provided to them if not. Subsequently, participants were invited 

to take part in a single semi-structured interview where they reflected on the photographs they 

had taken as part of an interview discussion. 

 

Interview procedure 

Caregivers selected up to five photographs to elicit discussion. Narrative reflections for the 

self-selected pictures were elicited, representing the values and motivations for caring and the 

challenges and gains (perceived or actual) of caregiving. The interviews were open-ended and 

contained non‐directive questions designed for the study which were informed by an 

understanding of the existing literature about caregiver motivations, values, and the negative 

and positive outcomes of caregiving (e.g., Losada et al., 2010; Quinn et al., 2010; Williams et 

al., 2014; see C2 Appendix for the semi-structured interview schedule). Probe questions were 

also be used (e.g., Was there anything else?) to expand on participant’s answer as well as to 

test whether there were any issues considered important that have not been photographed that 

caregivers would like to discuss (see also C2 Appendix). Focusing on individuals’ lived 

experience, interviews were participant-led, exploring topics of personal significance and the 

order of interview questions was not predetermined. Interviews were recorded using an 

encrypted voice recorder. Field notes recorded the researcher’s immediate thoughts and 

observations. Interview length ranged from 60 to 180 minutes (M=112 mins). Interview 

transcripts were anonymised to comply with ethical requirements. 

 

Analysis 

Interviews were transcribed verbatim (including pauses, sighs, stutters, tone and laughs) and 

analysed by the lead author (MZ). Transcripts were read and re-read to facilitate immersion in 

the data. During analysis the descriptive, linguistic and conceptual elements of the data were 

noted (Smith et al., 2009) which facilitated the next stages of developing emergent themes 
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within the transcript and identifying connections across them. Analysis continued 

consecutively across the remaining transcripts, before identifying patterns across transcripts to 

develop superordinate themes. The process was reviewed by the research supervisors, 

providing an audit of quality, validity and transparency (Smith et al. 2009, p. 184).8 

 

 

Findings 

 

The photographs caregivers selected to discuss are described and the results from the IPA 

analysis of the caregiver interviews are presented below. 

 

Six superordinate themes were identified, providing a rich phenomenological account of 

caregivers’ values and motivations for caring, and the perceived and actual gains and 

challenges associated with the caring role.  

 

1. Caregiver’s life story 

2. Significance of family 

3. Caregiving obligations and responsibility 

4. Caring relationship  

5. Challenges (perceived and actual) and caregiving motivations 

6. Gains (perceived and actual) and caregiving motivations 

 

Theme 1 describes context-based personal factors that contributed to motivations for providing 

and continuing to provide informal care. Themes 2-4 relate to personal values, i.e., to the things 

that made caregivers’ life important and significant. As such, they offer diverse motivations 

for caregiving. Themes 5-6 refer to caregivers’ experience of caregiving challenges, 

opportunities and gains as associated with their caring role, and with caregiving motivations. 

The presented findings detail caregiving motives, some of which explain both the caregiver 

action (i.e., what the caregivers do) as well as ‘why’ they do it (i.e., the reason behind the action 

understood as their motive for caring).  

 

 
8
 C3 Appendix describes the analytic procedures of this study in more detail. 



 136 

The superordinate themes (in bold) and their subthemes (italicised) are presented, with 

illustrative quotes included. Appendix C5 includes overinclusive caregiver quotes. 

 

Photograph choice 

 

Some photographs included the person with the acquired brain injury to represent reasons for 

caregiving, such as affectionate feelings, relationship quality, family values or to signify their 

deterioration, stabilisation or improvement. Some caregivers chose photographs of themselves 

or photographs with their care recipient to symbolise their obligations/responsibility to provide 

care or gratitude for the support they provided. For example, a photo depicting a caregiver 

holding hands with their relative with a visible wedding ring represented a caregiver’s sense of 

marital obligation as a motive for caring. Caregivers often chose photographs of objects, which 

had various meanings attached, i.e., some symbolised the significance of family and/or 

obligations, e.g., photos of home symbolising the importance of family bonds; some 

symbolised the strains or challenges they were experiencing at the time of the interview. 

Photographs of objects also depicted gains from caregiving. For instance, a photograph of baby 

clothes hung in the garden signified the strength of familial bonds and meaning derived from 

caring for the care recipient. Photographs of objects showing caregivers’ ways of escaping from 

caregiving, such as pets, gardens or books, were also popular choices. Figure 1 depicts some 

examples of the photographs taken by caregivers.
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Figure 1 Examples of photographs taken 
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Caregiver’s life story 

 

This theme encompasses: key features of caregivers’ autobiographies; personal characteristics; 

situational circumstances; and changing trajectories in the care recipient’s own health condition 

over time; all of which related to undertaking of the caring role and its continuation. 

 

Past experiences. Caregivers reflected on their past life experiences when explaining their 

motivations for caregiving (initial or continued), connecting the selected past experiences with 

their current caregiving. For some, having previously been a caregiver for a different family 

member was an important factor that related to their current caregiving situation. Alice, Siân, 

Ceri and Florence drew links between these past experiences and their current situation. 

 

I've looked after my mum and my dad before they died. Not so much for my dad because 

he's only been ill for two years but my mum would've been ill since I was 10 or 11. She 

had paranoid schizophrenia. So it was me who looked after her, really. (Alice) 

 

Personal characteristics. Personal characteristics mentioned by caregivers included their 

caring nature, patience, dispositional optimism, and independent nature. These characteristics 

encouraged individuals to assume the caring role and to sustain continued motivation for 

caring. For instance, Alice related to a predisposing characteristic of being caring. 

 

I’m too soft and I care too much for them, but I don't know if you can get too much for 

anybody? (Alice) 

 

Situational circumstances. Caregivers referred to the importance of situational and contextual 

factors that made caregiving possible in the first place and facilitated the continuation of the 

caregiving role, including: having the ability to retire and being eligible for a state pension, 

having financial resources, and the caregiver’s own health status. 

 

The circumstances were that it came at the right time for us to be able to do it. ‘Cause 

I wouldn't have given up my job I do it, I think. [turning to Florence] Whilst you 

would have? (Will) 
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Changing trajectories in the care recipient’s health condition. Findings consistently illustrated 

that caring was a complex and dynamic experience, shaped by a myriad of factors including 

changes in the care recipients’ health and their associated care and support needs. There was 

less motivation to continue caring amongst those caregivers who had less optimism about the 

prospects for care recipient recovery (Josephine, Siân, Florence, Will), compared to those who 

perceived recovery as more likely (Emma, Alice, Paul, Ceri).  

 

It's changed, you know, something that was really bad that's got better over time. And 

so, it just depends with what stage. It went from, I would say, almost paralysing to 

now, mostly absolutely fine. […] The overriding thing is just wanting things to carry 

on getting better or at least just stay the same. (Emma) 

 

 

Significance of family 

 

This theme captures the importance of family, familial relationships and family roles in 

determining caregiving motivations. 

 

Family values. Family was highly valued by caregivers, and they strongly identified themselves 

with an idea of family. 

 

Well, family first and after that, other things, you know, sorting into line. (Paul) 

 

Family values were exemplified as spending quality time together, maintaining a sense of 

‘home’ (i.e., keeping family close by, emotionally and physically), and familial solidarity. 

Family values underpinned a sense of responsibility for family members (see theme 

‘Caregiving obligations and responsibility’) and as such influenced both initial and continued 

motivations for caregiving. 

 

We feel that all family should look after each other. (Florence) 

 

Kin-keeper. The term ‘kin-keeper’ refers to a caregiver’s perceived responsibility for keeping 

family members connected, for the continuity and integrity of family relationships and of the 
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caring relationship. For example, through facilitating communication and interaction between 

family members, Emma, Josephine and Siân were acting as kin-keepers - taking responsibility 

for the continuity of family relationships, including with the care recipient. Assuming the 

caregiving role seemed to have its roots in their life histories (see theme ‘Caregiver’s life story’) 

with caregivers associating their ‘kin-keeping’ characteristics with an anticipation to provide 

care. 

 

So, everything was always left to me. So, I thought... my father always used to turn to 

me for that, you know. Different things like you know, it always was me that he always 

turned to. That's just, that's just a general background just for me to think why I'm the 

person I am, where the caregiving comes from. (Siân) 

 

Caregiving… I was just trying to make things okay, you know, for the children, for the 

rest of the family. (Emma) 

 

Familial support. Received familial support motivated caregivers to continue to provide care 

with family networks supporting them emotionally, socially and practically and helping to 

uphold their investment in caregiving. 

 

Because although we've got a fantastic family. There might come a day when I might 

need help, ask them for help. They will be there like a shot. So yeah, they're pretty 

important. (Ceri) 

 

 

Caregiving obligations and responsibility  

 

This theme describes the norms and expectations underlying motivations to care and to 

continue caring. 

 

Parental obligation. Parental obligation to provide care to an ill child was related to the social 

norm of being responsible for ‘the life you bore’ with caregiving seen as an extension of a 

perceived parental obligation to support a child. 
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Of course, you look after your children, don't you? No matter how old they are. They're 

always your children till the day you die. So why would you expect somebody else to 

look after them? (Alice) 

 

Marital obligation. Spousal caregiving comprised the fulfilment of marital vows and perceived 

norms of being a spouse (‘a natural part of marriage’): 

 

I'm not his carer, I'm his wife, you know, in a marriage, it's mutual love and respect. 

So, this label of carer, I struggle with it, I don't see myself as a carer. I'm just his wife, 

and we go on with it. (Ceri) 

 

Although Siân acknowledged spousal obligation as one of the motives for initially providing 

care, she felt that it was not a sufficient motivator to continue caring. Her desire to relinquish 

the caregiving responsibility contradicted her sense of spousal obligation and affectionate 

feelings toward her husband.  

 

I think it is a natural part of marriage - caregiving. In marriage even if there's nobody, 

you know, nobody's had a stroke or whatever. It's just that when [something happens] 

you just automatically step up. So that's part of it - yes. Caregiving. Definitely. (Siân) 

 

I find it sometimes... it's frustrating because I'm, I think to myself: by now he should... 

he should have developed his own routines for doing things but he still hasn’t, but I'm 

done with it. I feel sometimes a bit selfish. […] Yeah, well because he, because 

obviously he had been ill like and here am I thinking to myself: I must be selfish person 

if I can't think about. (Siân) 

 

Caring responsibility. Responsibility should be distinguished from obligation. Responsibility 

can still imply the presence of choice, for example, a choice to care or to relinquish care to 

others. Personal responsibility seemed to underpin Will’s sense of agency, his caregiving 

motivation. The inferred difference between responsibility and obligation was derived from the 

discussion between the caregiving couple, Florence and Will, who reflected on the choice to 

care for Florence’s brother. Both reported that caregiving was motivated by a sense of familial 

obligation/responsibility, however, Will disagreed with Florence’s view that familial 

obligation entailed a lack of choice. Even though obligation may imply no choice, the 
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individual’s perception of obligation may not support this assumption. It may be hard to 

challenge the existing perceived norms, obligations, expectations and circumstances (e.g., 

societal and cultural ones around family-based caregiving), suggesting a perceived lack of 

choice. However, Will’s perception of having a choice in providing care viewed against his 

wife’s perception of having no choice in caregiving comprised a powerful example of 

attributing caregiving motivation to personal responsibility, i.e., responsibility that is not 

guided by general caregiving expectations or norms (e.g., that family should provide informal 

care), but by one’s own decision, whether to provide care or not. 

 

We didn’t have a choice… […] it was left down to... [us], we had no choice but to do 

it. It was basically forced upon us. (Florence) 

 

No, I think it was a choice. There was a choice. […] We had everything in place that 

we could do it so we said, ‘well, if we can do it, why are we not doing it?’ So, we just 

did it anyway. I suppose it is an obligation, because he’s family. I mean if he wasn’t 

family, I don’t think we’d have done it for anybody else. […] But there was a choice. 

(Will) 

 

Caring relationship 
 

This theme focuses on the nature and quality of the relationship between the caregiver and the 

care recipient, and how these interact with other motives, illustrating the complex nature of 

multiple motivations.  

 

Affectionate feelings. The emotions of love and affection toward the care recipient were 

amongst the most commonly reported motivations for initial and continued caregiving. Some 

caregivers described love as a primordial and natural force, making them act ‘without thinking’ 

or ‘without questioning’, i.e., non-cognitively, although cognitive aspects of emotion were also 

evident. Affection could be seen as an embodied emotion that drove the caregiving and which 

existed before the caregiving commenced (‘I love’ and ‘I care’ as entwined in caregiving 

action). 

 

Love is always gonna be high because that is the motivator throughout. (Paul) 
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Yeah, so reasons - love definitely, love, just love. [pause] I'm just being a mum, being 

a mother. It is your job. But it wasn't even that I felt I wouldn't do it, you just do, you 

don't question it. (Emma) 

 

Affection was also experienced as a cognition (belief) amongst most of the caregivers, e.g., 

that love should be part of familial relationships (love as an expectation). Love as a cognition 

seemed a more logically thought-through decision or part of existing role expectations (and 

thus responsibilities) as compared to a natural, automatic, emotionally-based experience of 

love.  

 

But yes, it's mutual love and respect. It's being together. It's sharing things. It's sharing 

your problems, listening to him. He listens to me. Discussing everything. It's just your 

life together. (Ceri) 

 

Often, it was noticeable in the caregivers’ language that an affective state such as love brought 

with it responsibility and obligation which elicited both positive and negative effects. Given 

that the caregivers’ accounts were replete with diverse caring motivations, it is perhaps not 

surprising that caregivers described love and obligation simultaneously. Siân pointed to both 

the obligation arising from the marital role and affection. 

 

Because he's my husband. [laughing] I still love him. Yeah, 'cause he's my husband I 

care about him because I want his life to be happy. So, I try to do as much as I can to 

make his life happy. (Siân) 

 

Relationship quality. Relationship quality, including the perceived quality of current 

interactions and the strength of the bond between the caregiver and their care recipient (past 

and current), was another factor influencing initial and continued motivations to provide care. 

 

Another motivator I've got with her is - since she was a very young child... maybe from 

one year old onwards, we would always take her out. We would never go out without 

her. We never asked anybody to babysit. […] The bond that we have as a father and 

daughter is endless all times and even this week because I have to spend so much time 

in bed now with my leg elevated, she bought me a fire stick. (Paul) 
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Care recipient’s gratitude. Caregivers’ perception of their care recipient’s gratitude for their 

caregiving appeared consistently as motivation to continue caring after having been in the role 

for some time.  

 

The best reward that I get out of that challenge for me, is her face and her thankfulness 

for doing it. Because you know she'll, she'll come and give me a kiss or a hug which is 

worth a million pounds for me. (Paul) 

 

He makes it easy for me because he doesn’t complain. He's always grateful for 

anything that you do for him, you know, so yeah, we just get on with it. (Ceri) 

 

 

Challenges (perceived and actual) and caregiving motivations 
 

This theme focuses on the link between caregiver motivations and perceived and actual 

challenges of caregiving.  

 

Negotiating roles. Care and support needs arising from the sudden and traumatic onset of 

stroke/brain injury were the cue for the caregivers to assume their role (initial motivation). This 

required caregivers to take on different and varying degrees of responsibility over aspects of 

their care recipients’ lives and, at times, temporarily make decisions on their behalf (both 

initially and later in their caring role). 

 

He [John] was going to the library to do maths – 2nd chance Maths and 2nd chance 

English, and we would sit here and try and help him with his reading, and it’s almost 

like looking after a 5-year-old child, yeah, but he’s in a grown-up body so... (Will) 

 

It was difficult for caregivers to establish boundaries in the caregiving roles; they were not 

certain how to re-negotiate the boundaries in a relationship and expressed doubts whether they 

were doing ‘it’ correctly. This renegotiation underpinned caregiving motives. For example, 

Siân recognised that by increasing Dylan’s independence she could prepare him, 

hypothetically, for a situation in which she would no longer need to provide his care. 
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Probably that he will take a bit more control over certain things. I mean, I've tried to 

push him, push him regarding monetary things like paying, paying the bills. He has his 

own, he has a credit card. […] But it's just... he.... just to get him a bit more 

independence as well because, I mean, I'm not gonna always be there for him. You 

know, for some reason, you can never tell. So, he needs to start moving away from 

being totally dependent on me. (Siân) 

 

Feelings about support from services. All caregivers, except for Emma (who did not mention 

support services at all), expressed dissatisfaction with the support received from services. A 

feeling of abandonment appeared to underpin caregivers’ dissatisfaction with services. 

Discharge of their care recipient from hospital prompted the caregivers to ‘step in’ and assume 

a caregiving role they felt ill-prepared for, leaving them with a sense of being left to their own 

devices. Caregivers’ ability and willingness to provide care seemed to be taken for granted by 

professionals involved in assessment and support planning at the point of hospital discharge. 

Limited service provision left caregivers feeling they had little choice but to care. 

 

They all just left us. Well, what do we do now? You know, how do we manage? Nobody 

gave us any advice as to how to go forward with John or do anything like that. They 

just said, ‘Well, that's not up to me, that's somebody else’, and well, ‘but, who do I talk 

to?’ (Florence) 

 

Yes, neurologists and also physical therapists. They’re all there at the beginning. And 

I'm not saying they have to be there forever. I understand you can't count, you know, 

that all the people would come along when it gets worse or when you need the help 

again. But it just tapers off then. But then I think... there's no support after. So like - I 

don't know - come and see you in six months’ time. It's just like 'We can't do anything 

else now.' See?  (Josephine) 

 

Florence and Will felt that healthcare and social care practitioners were supportive to the care 

recipient, however, the caregivers’ story/voice was not heard. They felt 

unsupported/unacknowledged by them and this feeling might have contributed to the 

perception of the lack of choice in providing care that Florence expressed, effectively 

narrowing down other potential caregiving options/arrangements (see subtheme ‘Caring 
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responsibility’). Tacitly, in her case this seemed to sustain her caregiving motivation (rather 

than demotivate her). 

 

When they build up, they become big problems. And if you go and try to discuss that 

with Gary [the therapist], he seems to side with a person with a brain injury rather than 

listen to what the carer has to say. And so, we stopped we didn't really want to go after 

that. So far, I didn't. So, we stopped really going. (Florence) 

 

Positive feedback and recognition of the caregiving role by professionals worked as a positive 

motivator to continue to provide care. 

 

All the doctors and the dentists and practitioners know that every time we've taken him 

to see them, all they've said is ‘Well, he's looking good, whatever you're doing, keep 

doing it’. So, to us, that's just encouragement. (Florence) 

 

Coping with caregiving challenges. The range of coping strategies described by carers reflected 

the dynamic and contextual nature of appraisals, coping and the use of coping resources such 

as support systems. Persevering in the face of challenge was described by Florence and Will 

who, by focusing on the present moment, felt they were gaining more control and 

understanding of the impact of caregiving on their lives. Focusing on the present moment 

helped maintain motivations to provide care. 

 

So that, yeah, we had a major challenge. We do get through it. And it does take its toll, 

but we move on. And we wait and take each day at a time. That's the only way we can 

live, by taking one day at a time. (Florence) 

 

With time, the changes in lives of both caregivers and care recipients were accommodated and 

some of them knew better how to deal with them., i.e., either the care recipient’s condition 

improved and/or caregivers felt better able to cope having gained knowledge and experience 

of the health condition and ways of dealing it with. An emerging sense of self-efficacy in the 

caring role (i.e., a belief that they can successfully meet the challenges of caring) motivated 

continued caring. 
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Yeah, I'm getting used to... I probably got used to it now over the last 12 months. So, it 

doesn't, doesn't get me frustrated, doesn't get me annoyed as it used to. (Siân) 

 

We’ve been here 10 years and we’ve been looking after him for 13 years, so we just 

know what to do with him now, or anything. It’s easier than it was at the beginning… 

(Will) 

 

Acceptance of the caregiving situation limiting one’s daily life and impacting the relationship 

with the care recipient featured in Florence’s account. Similarly, it helped sustain caregiving 

motivations. 

 

We take life… we take each challenge as it comes, that’s what we do. (Florence) 

 

Having short breaks from caregiving helped to manage caregiver strain and enabled the 

caregiver to maintain a life alongside caring, which helped to sustain their continued 

willingness to provide care. Ceri, Siân and Paul managed to take personalised short breaks 

from caregiving which had a positive impact on their wellbeing, helped them attend to their 

own needs and re-energise, and facilitated their willingness to continue caring. 

 

Because I was always nervous of him eating when there was nobody there in case he 

choked because he's still got a bit of a problem swallowing. So we used to have a carer, 

that allowed me to go swimming. It was like a sitting service, they called it. It allowed 

me to get out of the house. […] My swimming is important to me [chuckling]. Twice a 

week I try and go swimming. I think it's keeping me fit and it's giving him a little bit of 

independence away from me, too. (Ceri) 

 

 

Gains (perceived and actual) and caregiving motivations 
 

This theme reflects on the caregivers’ rich descriptions of the positive aspects of caregiving as 

associated with caregiving motives. 
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Gaining new experience and skills. Caregiving was described as a learning process in which 

challenges were either overcome or managed, thus leading to subjective feelings of gain, which 

in turn supported motivations to continue to care. 

 

I think it's a definite gain and another gain is also that me and Luke meet different 

people at [name of the charity organisation], different people at appointments. He's been 

to different brain injury units to help other people that are suffering. So that's all a gain. 

For all of us really. And that’s also a part of being caregiver, what I keep doing and 

wanna do. (Josephine) 

 

Reflections on life: post-traumatic growth and resilience. For some caregivers, difficult 

moments turned out to offer an opportunity for reflection, underpinning a sense of happiness, 

relief at having coped, or a sense of achievement. This form of happiness highlighted the 

eudaemonic, rather than the hedonistic nature of wellbeing. Caregivers were often surprised to 

discover that the experienced trauma or burden enabled them to become stronger and to grow, 

i.e., led to edification, personal growth, and resilience. For instance, Paul reflected on the 

trauma, anxiety and depression that he experienced as a result of the challenges following his 

daughter’s brain injury; for him, being engulfed in caregiving became a way to grow as a person 

and find new ways to appreciate life. 

 

…motivation to help is a motivator to keep on helping. Because I enjoy it and now, like 

with solitude, solitude... [I] feel free to plan the life I want for us as a family. (Paul) 

 

Patience, understanding and empathy. Caregiving experiences shaped caregivers’ personalities 

and, bidirectionally, their personalities influenced their caregiving experience, including their 

motivations. The most often cited changes (that were manifest as behaviours) included having 

more patience, higher compassion and empathy toward others; all of which comprised a tacit 

motivator to provide care.  

 

So, the strengths, definitely, patience and empathy. (Emma) 

 

Yeah, you more understand it, and you’ve got more of an understanding… (Florence) 
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Paul found meaning in helping his daughter and this self-growth translated into the experience 

of caregiving gain – which he embraced as his ‘main motivator’ for continuing caring for Julia. 

 

So that is my main motivator, that I can find purpose in helping her - and that motivates 

me that I've done a good job. And if everybody's happy in the house as I said. (Paul) 

 

 

Discussion 
 

Summary of findings 

 

Acquired brain injury affect caregivers’ care recipients’ physical, cognitive, social and 

emotional functioning. Brain injury may also occur to people of all ages, with 

physical/cognitive disabilities persisting for months or years post injury (Ellis et al., 2013; 

Quinn et al., 2014; Satink et al., 2015; Wolfe et al., 2011). The complex and varying nature of 

the symptoms of acquired brain injury was reflected in caregivers’ rich accounts; these 

illustrated diverse caring experiences in terms of their motivations, values, and any challenges 

or gains associated with the motives – the topic comprising a major lacuna in the qualitative 

literature. 

 

A broad range of contextual, psychological and social caregiving motivations were identified 

in caregivers providing care to people with acquired brain injury, and these motivations were 

multiply determined. This study confirms previously described motives for caring identified in 

the large-scale review of the existing literature presented in the preceding Chapters 2 and 3 

across a variety of health conditions (Zarzycki, Morrison, et al., 2022; Zarzycki, Seddon, Bei, 

& Morrison, 2022; Zarzycki, Seddon, Bei, Dekel, et al., 2022), namely: contextual influences, 

family values and familial context; love and affection; relationship quality; gratitude; 

obligations and responsibility to provide care. These motives seem to be identifiable across 

different populations of caregivers (relationship types or care recipient’s illness/health 

condition).  However, what this empirical study adds is evidence of the interaction between 

these themes, and of the impact of specific caregiving challenges and gains on caregiving 

motivations. Caregivers’ personal values, centred around family values, 

obligations/responsibility and the nature of caring relationship, constituted motivations for 

caring (see Themes 2-4).  Context-based personal factors facilitated or hindered undertaking 
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the caring role and its continuation (see Theme 1). Caregivers’ experience of caregiving 

challenges, opportunities and gains was associated with their caring role, and with caregiving 

motivations (see Themes 5-6). This study shows how motivations relate to personal values, and 

how some motives interact with each other (e.g., affectionate feelings, obligations, and 

situational circumstances). 

 

The findings show that caregiving motivations can influence the experience of gains and 

challenges, but in turn can be influenced by the specific challenges and gains associated with 

caregiving following care recipient’s brain injury. Although caring for a brain injury survivor 

can be stressful and physically straining, it may also have benefits for the caregiver, such as for 

example a sense of pride derived from the role or increased resilience/strength in the face of 

adversity (Li and Loke, 2013; Quinn et al., 2012; Yu et al., 2018). Here, we identified specific 

challenges and gains which related to their motivations for caregiving. These findings align 

with previous studies and our review findings. Adding to this evidence base is an identification 

of post-traumatic growth (as a gain) and role negotiation (as a challenge) as importantly related 

to caregiving motivations. Indeed, for some caregivers the experience of challenges enabled 

them to become stronger and to grow as a person, facilitating subsequent satisfaction derived 

from the caring role and enhancing continued motivations (see below for discussion of the 

theoretical implications). The challenging renegotiation of roles referred to difficulties in 

establishing and keeping the balance between the care recipients’ dependence and 

independence, as required by their new roles (of caregiver and care recipient). This 

renegotiation of roles underpinned caregiving motives (see subtheme ‘Negotiating roles’). It 

should be noted that immediate and unexpected nature of the brain injury incident may have 

also an impact on the emergence of the renegotiation of roles as a challenge underpinning 

caregiver motivations. As mentioned in Chapter 1, for some other caregivers the adoption of 

the role may be subtle and gradual (e.g., in dementia caregiving) with many caregivers not 

perceiving themselves as ‘caregivers’  (Burton, 2008). 

 

Implications of current findings for theory 

 

Schulz et al. (1989) proposed three perspectives on caregiving motivations: social biology, 

social norms, and psychological motives. This qualitative study does not provide data 

pertaining to biological or sociobiological motivations (e.g., Barber, 2010; Humphrey, 1997), 
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but it does examine the latter two by considering psychological and social motivations for 

caring. Interestingly, the issue of reciprocity presented in Social Exchange Theory (Adams et 

al., 1976) was rarely mentioned by caregivers in this study, which is surprising given the 

prevalence of this motivation in the systematic review (Chapter 2; Zarzycki, Seddon, Bei, & 

Morrison, 2022). Contrary to Social Exchange Theory, the current data supports the importance 

of motivations other than reciprocity, i.e., affection or perceived obligation. Perhaps a model 

of social exchange is overly formal/contractual, a model not true of all caregiving situations, 

nor reflected in the lived experience. Neither parents, nor spouses in the current sample 

suggested that they ‘owe’ the support they provided to their care recipients. It may be that 

reciprocity was a latent motive, not recognised or elicited in this study, or that its presence 

depends on different contextual factors, e.g., socio-demographic (relationship type or care 

recipient’s health condition), as described in Chapters 1 and 2. It may also be that the motive 

of reciprocity is evoked more in adult-child caregiver - care recipient relationship, i.e., adult 

child to an older parent, and thus is absent as a motive in the current data as this study’s sample 

comprised of no adult child caregivers. 

 

As described in earlier chapters, Self-determination Theory (SDT; Ryan and Deci, 2000) 

distinguishes between intrinsic and extrinsic motivations whereby intrinsic motivations refer 

to people’s spontaneous tendency to engage in a particular behaviour for its own sake and 

extrinsic motivations are governed by the expectancy of instrumental consequence, i.e., gain 

and loss. Intrinsic and extrinsic motivations were not found to be distinct in caregivers’ 

accounts in the current study. As expected, given the review findings (Chapters 2, 3 and 4), 

caregiving motivations appeared to be multiply determined and in any one individual could 

include intrinsic and extrinsic motivations that need not be mutually exclusive, for example, 

caregiving out of both love and perceived obligation. It was often difficult to establish whether 

an expressed motive should be considered intrinsic or extrinsic and it may not be necessary to 

consider motives in this dichotomous manner. These findings suggest that we should move 

beyond the dichotomy of intrinsic and extrinsic motivations toward more comprehensive and 

inclusive theoretical frameworks of caregiving motivations that reflect the complexities of 

relationships and peoples’ everyday lives. 

 

We cannot conclude what the salience of different motives were within a person, but our study 

provides evidence that caregivers did present multiple strong motivations for caring at a given 

time, and could also reflect on their past and future motivations. In line with the 
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phenomenological method of analysis applied (Smith et al., 2009), Frankl's (1988) 

phenomenological theory helps to understand (a) the coexistence of different motivations and 

(b) the nature of single complex motivations which sometimes may seem to be contradictory, 

mutually exclusive or ambiguous, e.g., caring out of love and obligation described at the same 

time by Siân, or love described as intuitive/embodied/irrational versus logical/rational/an 

informed decision as described by Ceri. Motivations may be discerned on different ontological 

dimensions. As such, the same motive ‘projected out of its own dimension into different 

dimensions’ (Frankl, 1988, p. 23) may result in different contradictory descriptions 

(projections) of the motive - as seen for example in the two types of love differentiated in this 

study, i.e., love as affect versus love as cognition (irrational versus rational). Furthermore, 

different motives projected out of their own dimension (Frankl, 1988) into a different dimension 

may lead to ambiguous descriptions (projections) of these motives, such as seen in two different 

caregiving motivations - caring out of love and obligation, i.e.,  the juxtaposition of caring out 

of love and obligation does not have one obvious meaning and is open to more than one 

interpretation. Are perceived obligations inherent parts of love or are they separable from the 

experience of love? Depending on the ontological dimension of the experience under 

investigation, both can be true (Frankl, 1988). Frankl’s Laws of Dimensional Ontology (Frankl, 

1988) may prevent us from drawing unequivocal, exclusive conclusions from caregivers’ 

accounts of motivations to provide care.  Likewise, it is erroneous to assume that love reflects 

only the dynamics of psychological affective-cognitive processes or to assume that love is 

merely a collection of neurochemicals. Revenson et al. (2016) note that research on emotions 

as motivations for caregiving is limited, and the current study findings also highlight the 

complexity of the affective properties of caregiver motivations. 

 

Consistent with scarce previous research, conducted mainly outside the brain injury caregiving 

context (Tedeschi and Calhoun, 2004; Thornton and Perez, 2006) as well as within the context 

of brain injury (Machamer et al., 2002; Man, 2002; Simpson and Jones, 2013), caregivers 

manage to find positive enriching experiences in their caregiving role. Caregivers in this study 

described positive aspects of caregiving (e.g., personal self-growth) which could be seen as 

essential factors maintaining caregivers’ wellbeing, as depicted in a multidimensional model 

of psychological wellbeing (Ryff, 1989). This model recalls the ancient Greek notion of 

eudaimonia (Aristotle, 1985) to challenge prevailing conceptions of subjective wellbeing 

focused on feeling good, contentment, life satisfaction (hedonia). Continued growth and self-

realisation, having quality ties to others, living a life rich in purpose and meaning are concerned 
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with psychological wellbeing (Ryff & Singer, 2008). All of these were documented in this 

study and within some caregiver accounts, where participants’ wellbeing had been challenged 

to the point where their experience was described as traumatic. Facing challenges enabled some 

caregivers to become stronger and to grow. This could be related to the concepts of ‘adversity 

hypothesis’ or ’post-traumatic growth’ claiming that ‘[…] people need […] even trauma to 

reach the highest levels of strength, fulfilment, and personal development’ (Haidt, 2006, p. 

136).  

 

The findings also suggest that responsibility and obligation should not be considered equivalent 

caregiving motivations. Personal responsibility is not guided by general caregiving 

expectations or norms (e.g., that family should provide informal care), but by one’s own 

decision, regardless of perceived caregiving obligations, understood here as general norms and 

expectations that make people undertake the caregiving ‘responsibility’. According to 

existential legacy in psychology (Camus, 1965; Frankl, 1988; Sartre, 1948; Van Deurzen, 

2009), people are required to make choices and their freedom implies that they are responsible 

for the decisions they make. Becoming a caregiver entails a decision and when this is being 

made, a person is confronted with answering life’s questions (e.g., whether one should provide 

care for a relative initially or not, and the consequences thereof), which in turn creates the 

necessity to discover what is meaningful to them. 

 

Implications for research 

 

Further investigation of the salience of different caregiver motivations at different points in the 

caregiving experience is required. However, the salience of one motive over another should 

not overshadow the importance of understanding the nature of the motives, i.e., their 

dimensions and possible inclusive operationalisation. Some examples that support this view 

were illustrated in this study (such as two types of love as caregiver motives). Moreover, further 

research is needed to understand how caregiver challenges and gains (perceived and actual) 

impact on motivations to care, as this carries implications for the design of evidence-informed 

tools to help health and social care practitioners engage more effectively with caregivers when 

assessing their needs and planning support over time. Moreover, the perception of choice in 

becoming a caregiver may impact on caregiver motivations, and possibly also their 

psychological and physical health. Future research should focus on the role perceived choice 
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plays in caregiving motivations, willingness and caregiver outcomes (e.g., wellbeing, burden). 

The empirical study reported in Chapters 6 and 7 address the latter issue of the caregiver 

perceived choice. Finally, the research with caregivers providing care to people with other 

health conditions than solely acquired brain injury, varying ethnicities and relationship types 

is needed to understand any potential variations in the experiences of motivations, values and 

any challenges and gains that may be associated with the motives. 

 

 

Implications for policy and care practice 

 

Some caregivers felt that their personal story had not been ‘heard’ by formal services (see 

Theme 5). The importance of supporting caring relationships should be key for policy and 

underpin health and social care practice. Despite heightened policy commitments to supporting 

caregivers in the UK (e.g., Welsh Government, 2015) and other countries (e.g., Australian 

Government, 2019; Swedish Government, 2010), our findings suggest that caregivers feel 

neglected and unheard. 

 

Some caregivers highlighted the impact personalised short breaks from caregiving had on their 

wellbeing, facilitating their motivation to continue caring. Being able to access regular, 

personalised breaks from caregiving appears vital, helping caregivers relieve their stress, look 

after their own health, enhance their wellbeing and enjoy a life alongside caregiving. Breaks 

from caregiving should be seen as an essential preventive measure, not a luxury (Carers UK, 

2021a; Seddon et al., 2021; Shared Care Scotland, 2020). 

 

Consistent with previous studies the findings show that assessment and support planning at the 

point of hospital discharge remains problematic (see Theme 5). Caregivers reported that their 

ability and willingness to provide care was taken for granted by professionals involved in 

discharge planning. The significance of effective assessment (e.g., motivational readiness, 

skills) and support planning in aiding the transition from hospital to home and supporting 

caregiving relationships should not be underestimated.  An individual’s ability and willingness 

to care should not be assumed at the point of hospital discharge, or beyond. 
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Strengths and limitations 

 

The strength of the study lies in its multimethodological approach combining Photovoice 

storytelling methodology and IPA, both of which contributed to the composite and 

complementary analysis enabling in-depth, inductive, participant-led exploration of caregiving 

motivations and the ways they relate to values, and to the challenges and gains (perceived and 

actual) of caregiving. The data confirmed the thematic findings obtained in the systematic 

reviews (Chapters 2, 3 and 4), however offered much more depth of exploration in caregivers’ 

personal values and motivations. Research and theoretical discourse on personal values in 

informal care is limited, and this study provides important qualitative evidence linking 

caregiver motivations with personal values. Findings further highlight the need for fuller 

consideration of the nature of caregiving motives, encompassing phenomenological and 

existential perspectives in psychology, not solely the social and cognitive ones which are 

typically applied. All perspectives have been applied here. The presented data provide insight 

into the situational factors and unique stories that influenced caregivers’ motivations, and this 

adds value to both theoretical and practical considerations as described above. 

 

All participants identified themselves as White British and the findings of this qualitative study 

should be read as a detailed description of these participants’ perceptions and understandings 

of what motivated them to provide care and how these motives were related to the values and 

any challenges or gains of caregiving. As this is a qualitative study applying an idiographic 

mode of inquiry, no general probabilistic claims for larger populations are made. It should be 

acknowledged that people of different ethnicities than White British may have different 

experiences of motivations, values, and any challenges and/or gains associated with caregiving. 

As participants of other ethnicities than White British were not reached, statements of this 

qualitative study may not be applicable to them. However, it should be noted that ‘IPA 

researchers usually try to find a fairly homogeneous sample’ (Smith & Osborn, 2008; 56) and 

thus the fact that the study comprised of only White British caregivers should not been seen as 

a limitation. According to the guidance by Smith et al., (2009), this study does not claim to be 

able to say that the findings are about people with all ethnicities – it is a study about this 

particular group of participants whose accounts themselves remain individual (thus also case-

by-case analysis in IPA). 
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Motivations and willingness to care can change over time. The cross-sectional design of the 

current study restricts the extent to which the effect of changes in caregiving motivations over 

time were examined, in that attributions of change were made retrospectively or were 

prospectively anticipated. Moreover, where caregiving motivations/willingness were inferred 

based on caregivers’ retrospective/prospective account, the assumption was noted (and referred 

to ‘implicit motivation’ or ‘motivation hinted at’ by the participant). This study aimed to 

differentiate, where possible, between initial and continued caregiving motivations, 

recognising that caregiving needs and experiences fluctuate over time (Zarzycki, Seddon, Bei, 

& Morrison, 2022; Chapter 2). Whilst the cross-sectional design of this study meant that 

caregivers were interviewed on one occasion, this did not preclude exploration of initial and 

continued motives. For example, affectionate feelings such as love for the care recipient were 

discerned in caregiver accounts both as motivation to start providing care as well as motivation 

to continue providing it. Longitudinal prospective research could, however, address such 

questions with more confidence. 

 

 

Conclusions 

 

This study identifies a broad range of contextual, psychological and social influences on 

caregiving motivations and demonstrates that caregiving motivations can be further influenced 

by responses to specific caregiving challenges and gains. Caregiving motivations map to a 

varying extent onto different spectrums of existing theoretical frameworks, although intrinsic 

and extrinsic motivations as well as a model of social exchange appear less distinct in 

caregivers’ lived experiences than previously suggested (see also review Chapters 2, 3 and 4). 

In line with the phenomenological method of analysis applied in this study, existential 

phenomenological theory is considered to better understand the coexistence of different 

motivations and the nature of single complex motivations, which may be contradictory, 

mutually exclusive or ambiguous. The study has implications for theory and research: models 

of caregiver wellbeing and potential interventions to support caregiver wellbeing ought not to 

focus exclusively on reducing caregiver challenges but should also consider the caregiving 

motivations, experienced gains, and how these interact. Future research should also address the 

role perceived choice plays in caregiving motivations, willingness and caregiver outcomes over 

time (as is the case in the subsequent quantitative study reported in Chapters 6 and 7). Explored 

interrelationships between motivations and values, and the challenges and gains (perceived and 
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actual) of caregiving enable a better understanding of caregiver needs. The study highlights the 

importance of supporting caring relationships as a priority for policy and underpinning health 

and social care practice, specifically effective assessment and support planning at the point of 

hospital discharge and beyond, and regular breaks from caregiving in order to maintain positive 

caregiver motivations and alleviate their stress. 
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Chapter 6 

 

Cross-country variations in the caregiver role: evidence from the 

ENTWINE-iCohort study 

 

 

 

The material presented in this chapter is currently being prepared for submission to the Special 

Issue on ‘Research on Informal Caregivers’ as: 

 

Zarzycki, M., Vilchinsky, N., Bei, E., Seddon, D., Morrison, V. Cross-country variations in the 

caregiver role: evidence from the ENTWINE-iCohort study. International Journal of 

Environmental Research and Public Health  
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Abstract 

 

Countries across the globe face similar ageing demographics and a threat of a ‘care gap’, yet 

they vary due to different care support systems, and different cultural and societal norms around 

illness and care. The primary aim of the study presented in this chapter was to examine cross-

country differences in caregiver values, meaning in life, illness beliefs, motivations and 

willingness to care, and key outcomes of caregiving across 8 European countries and Israel. 

An online quantitative survey was conducted across 8 European countries and Israel (N=946) 

using validated measures wherever possible.  No consistent picture supporting the concurrent 

relationship between caregiver support policies/country culture and caregiver 

motivations/willingness was found. Caregivers in countries typically characterised by 

individualist cultures reported lower familism, higher self-enhancement values, and greater 

perceived illness threat compared to more collectivist countries. Search for meaning was higher 

in poorer countries than in wealthier countries. Higher negative caregiver outcomes and lower 

positive outcomes were generally observed in countries with underdeveloped caregiver support 

as compared to countries with developed support systems. The results emphasise the 

importance of support for caregivers, and high risk-profile factors that national policies could 

target (e.g., co-residing with the care recipient). 

 

  



 161 

Introduction 
 

Informal caregivers are individuals who provide care for family members or friends who have 

care needs consequent to illness or health challenge(s) (Revenson et al., 2016). In Europe, the 

proportion of individuals estimated to be involved in some form of informal care ranges 

between 20% and 44% (Verbakel, 2018). Informal caregivers form the backbone of health and 

social care delivery worldwide (Albertini et al., 2007). 

 

Social and cultural aspects, for example health/social policies and guidelines, care support 

systems or cultural values, vary widely between countries (Bleijlevens et al., 2015). Generally, 

cultural differences are more documented than rarely described cross-national differences in 

the caregiving literature. For example, as described in Chapters 3 and 4 we have evidenced 

cultural differences in caregiver values across countries/continents in the reviews of qualitative 

findings (see Zarzycki, Morrison, et al., 2022; Zarzycki, Seddon, Bei, et al., 2022). In relation 

to quantitative findings, examples also exist in the literature, for example Aranda & Knight 

(1997) found cultural differences in caregiver appraisals, coping and use of social support 

which affected caregiver outcomes (Knight & Sayegh, 2010; Lai, 2010; Andres Losada et al., 

2010). It is only in more recent years that cross-country analyses on informal caregiving have 

emerged (e.g., Alvira et al., 2015; Bleijlevens et al., 2015; Calvó-Perxas et al., 2018, 2021). 

There are several reasons for this, including little agreement in the literature on the definition 

of informal caregiving, and the fact that studies often use different methodologies to measure 

the types of care provided and other caregiving constructs (Tur-Sinai et al., 2020). Furthermore, 

whilst informal caregivers play a crucial role in care provision globally, in some countries 

informal caregivers have gained recognition only recently (Zigante, 2018). It is necessary to 

consider the contextual factors that may influence caregiver experience, critically in this regard 

the different care systems and family culture exist across different countries (Anderson, 2012; 

Calvó-Perxas et al., 2018; Kaschowitz & Brandt, 2017; Zarzycki, Morrison, et al., 2022). As 

suggested from the review findings presented in Chapters 2, 3 and 4, these contextual 

differences may inform cultural and personal values, meaning processes and illness threat as 

well as caregiver motivations, willingness, and caregiver outcomes.
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Caregiver values, meaning in life, illness threat, motivations, willingness, and outcomes 

 

The constructs of motivations and willingness to provide care are essential to our understanding 

of the caregiving experience and caregiving outcomes and these are addressed in turn. As 

described in Chapter 1, the former is conceptualised as reasons why a person engages in a 

caregiving behaviour (Zarzycki & Morrison, 2021) and typically conceptualised as either 

extrinsic or intrinsic (Cerasoli et al., 2014; Ryan & Deci, 2000), especially in caregiving 

literature (Lyonette & Yardley, 2003; Quinn et al., 2010; Zarzycki & Morrison, 2021). Intrinsic 

motivations emerge from internal influences (e.g., emotional bonding), extrinsic motivations 

from external influences (e.g., social expectations). Willingness to provide care is defined as a 

caregiver’s attitude towards providing support for an individual, whether the support required 

is a current or future need (Abell, 2001). We have limited understanding of the extent to which 

motivations and willingness to provide informal care vary between countries. A rare cross-

sectional study (Katz et al., 2010) examined differences in the impact of three caregiver 

motivations (affectual solidarity, parental need for care, and filial norms) on the amount of care 

provided by informal caregivers in Norway, Spain and Israel. Affectual solidarity and parental 

need for care were found to influence the amount of care provided in all three countries, 

whereas filial norms were found to have no effect – a finding contrary to this found in the 

qualitative meta-synthesis of caregiver motivations (see Chapters 2 and 3; Zarzycki, Morrison, 

et al., 2022; Zarzycki, Seddon, Bei, & Morrison, 2022)9. Affectual solidarity was a stronger 

predictor of the amount of provided care in Israel, potentially a more family-oriented country 

(Katz et al., 2010), and parental need for care was a stronger predictor of provided care in 

Norway and Israel. 

 

One of the cultural values of particular interest in the context of caregiving is the cultural value 

of familism. It is a multidimensional construct, which includes values of familial piety, felt 

responsibility and familial obligation (Knight & Sayegh, 2010; see also Chapter 4). Personal 

values are broad beliefs that serve as guiding principles in a person's life (Schwartz, 1992). 

Schwartz (1992) provides a list of ‘basic’ universally-valid values (such as power, 

 
9 See the full paper by Katz et al. (2010) where the authors provide potential reasons for why filial norms were 

found to have no effect on the amount of care provided, contrary to their own hypothesis. The qualitative meta-

synthesis (Chapters 2 and 3; Zarzycki, Morrison, et al., 2022; Zarzycki, Seddon, Bei, & Morrison, 2022) 

documented the links between filial norms and caregiver motivations based on the synthesis of the vast amount 

of qualitative data. In the paper by Katz et al. (2010), a short 4-statement measure of generalised filial norms may 

have not reflected appropriately the caregivers’ understanding of these. The inferences from this study (Katz et 

al., 2010) are limited. 
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achievement, benevolence, or universalism). These basic values can form ‘higher-order’ 

values, such as self-enhancement values (comprised of power and achievement values) which 

oppose self-transcendence values (comprised of universalism and benevolence values; 

Schwartz et al., 2001; Schwartz & Boehnke, 2004). The former higher-order value type 

emphasises the pursuit of self-interests, whereas the latter involves concern for the welfare and 

interests of others (Schwartz et al., 2001). Personal values vary by culture, with some cultures 

placing more emphasis on certain values (Sagiv & Schwartz, 2022), and familism as a cultural 

value has also been shown to vary across cultures (Knight & Sayegh, 2010). Both personal 

values and familism should also be understood in the specific country contexts with several 

studies reporting differences and similarities across countries in cultural and personal values 

(e.g., Hu & Scott, 2014; Fischer & Schwartz, 2010; Goodwin et al., 2020). Different countries 

have differing family cultures which underpin the value of familism (Anderson, 2012; Calvó-

Perxas et al., 2018; Kaschowitz & Brandt, 2017). Given limited examination of values amongst 

caregiving samples, the current study seeks to identify any between-country differences or 

similarities in caregiver values. 

 

Meaning in life is one of the oldest constructs examined by psychologists (Crumbaugh, 1968; 

Crumbaugh & Maholick, 1964; Frankl, 1988), and broadly examined in other fields such as 

palliative and end-of-life care, drug addiction and suicide (Fegg et al., 2010; Heisel & Flett, 

2004; Luptak, 2004). Given the potential importance of caregiver meaning in life, it is 

surprising that the literature on caregivers’ meaning in life is limited. In the current study a 

global meaning (meaning in life), rather than a situational meaning (meaning in caregiving 

only), is investigated in two distinct and independent domains: the presence of meaning which 

captures the subjective sense that one’s life is meaningful, and the search for meaning which 

measures the drive and orientation toward finding meaning in one’s life (Steger et al., 2006). 

Although cross-country variations in the meaning in life have been investigated (Oishi & 

Diener, 2014), the construct has not been specific to the caregiving context. 

 

Beliefs about health and illnesses are culturally bound (see Chapter 3; Dein, 2004; Zarzycki, 

Morrison, et al., 2022). For instance, a person with cultural beliefs rooted in karma may see 

caregiving as repaying debts from previous lives (Hinton et al., 2008). Qualitative meta-

synthesis (see Chapters 2 and 3; Zarzycki, Morrison, et al., 2022; Zarzycki, Seddon, et al., 

2022) has evidenced illness perceptions to be vital determinants of caregiver experience (i.e., 

motivations and willingness to provide care) and potential cross-cultural differences in them. 
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The self-regulation model of illness (Leventhal et al., 2003) implies that people interpret the 

information regarding the health condition creating their illness perceptions. In this process, 

general information (e.g., earlier experiences, cultural factors), external information (e.g., 

provided by doctors) and the interpretation of current experiences (e.g., bodily sensations) are 

integrated and form a person’s model of illness and this ‘representation’ leads to certain coping 

efforts (Hagger & Orbell, 2003). Therefore, the cultural, societal and medical differences 

between countries may lead to different caregiver illness perceptions, including the perception 

of care recipient’s illness threat. Literature on between-country variations in illness threat is 

limited (e.g., Furnham et al., 1999; Kuppens et al., 2015), and lacking in terms of cross-country 

analysis of caregivers’ perceptions of their care recipients’ health conditions. Illness 

perceptions, including the perception of illness threat, may have an important impact on 

caregivers’ and care recipients’ wellbeing (Karademas et al., 2010; Weinman et al., 2012). 

 

There might be positive and negative outcomes of caregiving, e.g., gains or burden (see Chapter 

1). These caregiver outcomes may differ by national contexts since care is differently organised 

in Europe and Israel. Informal care provision is a dynamic and multifaceted experience that 

occurs in a sociocultural context, and changes over time in response to many factors.  Empirical 

studies have found that a variation in caregiving outcomes is linked to sociodemographic 

factors (e.g., Borsje et al., 2016; Del-Pino-Casado et al., 2011; Jiménez‐Martín & Prieto, 2015; 

Jones et al., 2011; Moon et al., 2020; Penning & Wu, 2016; Pinquart & Sorensen, 2005; Tseliou 

et al., 2018; Yigitalp et al., 2017; Yu et al., 2016) however less is known regarding the country 

context of caregiving (Bleijlevens et al., 2015; Brandt et al., 2021; Kaschowitz & Brandt, 2017) 

and between- or within-country differences in caregiver experience of wellbeing, burden, 

gains, depression, and health-related quality of life. One exception is a European multinational 

cohort study conducted in 8 countries where multiple cross-country differences in caregiver 

burden and health-related quality of life were reported, and related to differences in national 

health and social care systems (Bleijlevens et al., 2015)10. Another multinational study  

conducted in 8 European countries documented variations in caregiver burden and quality of 

life across countries although psychological wellbeing was found to be similar (Alvira et al., 

2015). In this study the biggest differences were seen between southern European countries 

(e.g., Spain) and northern European countries (e.g., Sweden) with southern countries reporting 

 
10 For specific and detailed cross-country differences, please see the full articles to which references are provided. 

Due to length of these type of findings, only a brief summary is provided in the introduction to emphasise the 

issue of eventual cross-country variations in the study variables. 
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higher burden than northern countries. These differences, as these authors propose and as we 

hypothesise below, may be related to differences in healthcare systems and the provision of 

statutory funded social care (Alvira et al., 2015). 

 

Caregiving policy and country context 

 

Countries in the ENTWINE-iCohort sample are Germany, Greece, Ireland, Israel, Italy, the 

Netherlands, Poland, Sweden, and the UK. As argued below, these countries represent different 

categories of caregiver support. Caregiving is embedded in a specific country context and 

countries vary in the extent to which informal caregivers are supported by public policies, i.e., 

supplemented by formal, publicly provided and funded care (Bouget et al., 2016; Spasova et 

al., 2018). The cultural differences across countries are shaped by different historical, political 

and economic circumstances (Benet-Martínez, 2012; Gobel et al., 2018). There is no 

consensus, however, on how to best classify caregiver support systems or care regimes across 

countries. One such proposition (Anderson, 2012) describes a spectrum: on one end there is 

the informal care-led model (family-based model), and on the other a service-led model. This 

dichotomous classification has been applied within previous cross-country studies on informal 

care (Calvó-Perxas et al., 2018; Kaschowitz & Brandt, 2017). Family-based countries are 

defined as those with a strong role of family as the main supplier of care whilst service-based 

countries are those where the state provides most of the care, with statutory support widely 

offered (Calvó-Perxas et al., 2018; Kaschowitz & Brandt, 2017). In general, it can be stated 

that provision of care services is lower and informal care is higher in more southern and eastern 

European countries (Bleijlevens et al., 2015; Lamura et al., 2008; Vellas et al., 2012). 

 

Reports investigating national policies for adult caregivers across Europe published by the 

European Commission (Bouget et al., 2016; Spasova et al., 2018) classify countries into two 

main categories based upon the support available to informal caregivers in those countries: (a) 

the developed caregiver support and (b) the underdeveloped caregiver support. The 20-country 

category of (a) developed caregiver support is composed of a further two subcategories: (i) 

countries with universal and comprehensive support for caregivers (mainly Nordic countries, 

including Sweden); and (ii) countries providing support predominantly to the care recipient 

and specific support to the caregiver (this category includes Germany, Ireland, Italy, the 

Netherlands, and the UK). In countries classified in the first subcategory (i) in-home care 

services (e.g., personal care support) are well-developed, and accessible; organising care is 
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seen as a governmental responsibility; there is no legal obligation to provide care between 

relatives; there are cash benefits targeted at the caregiver; the labour market is characterised in 

terms of a flexible structure (e.g., working hours, provision of short-term paid leave). The effect 

of these policies on the caregiver’s wellbeing are described as positive (Spasova et al., 2018). 

Countries classified in the second subcategory (ii) provide specific cash benefits targeted at the 

care recipient, who often uses them to buy in care (as such, these benefits often support the 

caregiver indirectly). Nursing and residential care has been recently subject to significant 

cuts.11 The labour market is more deregulated and less flexible than in the previous category 

(i.e., countries with universal caregiver support). The underdeveloped caregiver support 

countries have limited or no specific support for caregivers. This 15-country category includes 

Greece and Poland. These countries provide financial benefits only to the care recipient, and 

these have also been estimated as insufficient (Bouget et al., 2016; Spasova et al., 2018). 

Nursing and residential care is underdeveloped. Cultural reluctance to use care services also is 

noted. Typically, there is a legal obligation to provide care amongst relatives. These countries 

are often characterised by a significant number of caregivers being outside the labour market.12 

 

Israel, as the only non-European country examined in the study presented in this chapter, is 

most similar to the second subcategory described above in terms of its national policy 

underpinning caregiver support, yet unique differences are noted. The Israeli care policy is 

characterised by a fairly even split between the family and the state (Katz et al., 2010; Vinarski-

Peretz & Halperin, 2021), called ‘mixed care’ (Halperin, 2013), which includes both formal 

care from health and social care professionals within regulated employment relationships, and 

informal care. In Israel, the formal care model supplements, but does not replace, informal care 

(Halperin, 2013; Vinarski-Peretz & Halperin, 2021). The mixed Israeli care policy combines 

legal family obligations (comparable to Poland and Greece) with relatively high service levels 

(comparable to Sweden). In-home services are well-developed, and based on the care benefits 

scheme (Asiskovitch, 2013; Fisher, 2021; Katz et al., 2011; Vinarski-Peretz & Halperin, 

2022).13 

 
11 The UK and Ireland also have cash benefits targeted specifically at the caregiver but these are considered rather 

symbolic and subject to strict eligibility criteria (Carers UK, 2022; Spasova et al., 2018). 
12 The option of employment is often not taken up by caregivers because of insufficient part-time options, and 

other inflexible working conditions (e.g., the lack of leave provisions). Underdeveloped in-home care support can 

also hinder labour market participation. 
13 Specifically, an Israeli long-term care benefit subsidises the employment of in-home care workers to assist those 

in need of support (Shamir, 2013). Cash benefits are available for caregivers only at the highest levels of 

dependency (Hasson & Dagan-Buzaglo, 2019; Vinarski-Peretz & Halperin, 2022). Nursing and residential is well-

developed in Israel, yet - similarly to European trends - has been recently subject to cuts (Vinarski-Peretz & 
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The cultural context across countries: individualist-collectivist cultures of countries 

 

It is important to acknowledge the dimensions of collectivism-individualism, described 

particularly within cultural psychology (Hofstede, 2001), where individualist cultures are 

characterised by a focus on individual needs and relative detachment from relationships and 

communities whereas collectivist cultures are defined by the importance of relationships, roles 

and status within a social system. Based on a large study that compared 65 countries, Hofstede 

et al. (2010) scaled the countries on a collectivism–individualism continuum (with higher 

scores indicating more individualist cultures, and lower scores indicating more collectivist 

cultures; scale range: 0-100). The United Kingdom (89), the Netherlands (80), Italy (76), 

Sweden (71), Ireland (70) and Germany (67) scored high on individualism, whereas Poland 

(60) and Israel (54) received medium scores, with Greece scoring the lowest (35; Hofstede et 

al., 2010). The notions of individualist versus collectivist cultures derive mostly from research 

in North American and East Asian cultures (Markus & Kitayama, 1991), thus their application 

to the much broader European context of caregiving, in which multiple cultures are defined by 

different historical, political and economic circumstances, must be treated with caution and 

considered alongside other factors, including the policy contexts described above (Benet-

Martínez, 2012; Gobel et al., 2018). 

 

Study aims, objectives and hypotheses 

 

The aim of the study presented in this and the subsequent chapter was to examine cross-country 

differences in the variables described above across 8 European countries and Israel (this 

chapter), and to then examine the direct, mediated or moderated effects of these variables on 

key outcomes (Chapter 7). 

 

The empirical evidence is limited and, where existing, rather diverse, depending on different 

country contexts and methods used. Nevertheless, it was expected that there would be higher 

negative effects of caregiving on study variables in family-based (informal care-led) countries 

compared to caregiving in service-based countries due to higher caregiving responsibilities and 

reduced support in these countries. Additionally, country culture – which has never been 

 
Halperin, 2022). When it comes to care leaves, these are very modest (Vinarski-Peretz & Halperin, 2021). Israeli 

employees may use up to six sick days per year from their accrued personal sick days due to illness of a parent or 

spouse’s parent. 
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accounted for in cross-country informal care research – was considered when explaining any 

potential variations between countries. Furthermore, several demographic group influences on 

key variables overall and by country were tested, with patterns from across countries discussed. 

 

Methods 
 

Participants and procedures 

  

The study employed an online, convenience cross-sectional sample of adult caregivers (18 

years old or more) from 8 European countries and Israel, with data being drawn from a larger 

study, the ENTWINE-iCohort - a multinational study designed to explore caregivers’ 

experiences in the context of chronic health conditions (Morrison, Zarzycki, et al., 2022). 

 

Full primary ethical approval was obtained from the Ethics Committee of Bangor University, 

Wales, UK, for non-clinical recruitment, and the NHS Research Ethics and Governance 

Committee for clinical site recruitment (20/WA/0006). After this, the English language 

documents were translated and submitted to the other participating countries for ethical 

approval as required by national legislations. All relevant ethical approvals were obtained in 

participating countries. 

 

To be eligible caregivers had to be 18 or more years old and provide care for a family member 

or a friend with a chronic health condition, disability, or any other care need. Exclusion criteria 

included not having access to the Internet and not having cognitive capacity to complete the 

questionnaire online (see D1 Appendix for eligibility survey). Data collection for the baseline 

survey took place from August 2020 until May 2021 in the following countries: Ireland, UK, 

Poland, and Italy; from October 2020 to May 2021 in the Netherlands, Sweden, and Greece; 

and from February 2021 to August 2021 in Israel and Germany. Recruitment was carried out 

using broad-based online recruitment via academic, social and news media and care or patient 

relevant organisations and a more targeted, direct approach via user groups, caregiver 

organisations and primary and secondary care settings using advertising (poster displays, flier 

distribution). A research website was also created and translated into eight languages to provide 

more information about the study, given the lack of direct contact with the participants due to 

online recruitment (https://www.entwine-icohort.eu/). No incentive was offered for caregivers 

to participate in the study. The survey was administered anonymously through Questback EFS 

https://www.entwine-icohort.eu/
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(Enterprise Feedback Suite). Caregiver information sheets, consent forms, and eligibility 

checks were provided online (see D1-D4 Appendices for demonstration paper versions). 

 

Measures 

 

The list of all measures included in the ENTWINE-iCohort survey is reported in the protocol 

paper (Morrison, Zarzycki, et al., 2022). The measures used in the analysis presented in this 

chapter and in Chapter 7 are described below. 

 

The study variables were identified from the systematic review presented in Chapters 2, 3 and 

4, published literature reviews pertaining to caregiver motivations or willingness (Burridge et 

al., 2007; Greenwood & Smith, 2019; Quinn et al., 2010), and empirical findings presented in 

the previous qualitative chapter (see Chapter 5). The survey questionnaire included validated 

instruments where available, and was divided into four modules, i.e., a core module and one 

module for variables specific to five separate research projects conducted by different research 

teams within the ENTWINE Consortium (see D2 Appendix for a demonstration paper version). 

The current study is based on data from the core module plus Module 1. The core module 

includes personal and demographic information, care context and care task information, 

measures of motivations and willingness to provide care and caregiver outcomes (e.g., 

wellbeing, gains, burden). Module 1 assesses caregiver values, meaning processes, illness 

beliefs and perceived choice in assuming the caregiving role (Abell, 2001; Broadbent et al., 

2006; Andrés Losada et al., 2019; Schwartz, 2003; Steger et al., 2006). The measures are 

described below. 

 

Socio-demographic variables. These included: caregivers’ age, gender, country of residence, 

partnership status, level of education, relationship type between caregiver and care recipient, 

employment status, religious affiliation, ethnicity, income14, cash benefits, care recipient’s age, 

gender, type, and duration of health conditions were measured based on self-reports of 

caregivers.  

 

Caregiving context. The caregiving context addressed: the length of the caregiving (in weeks, 

months, years), caregiver health status (presence/absence of any health condition), care 

 
14 Income categories are presented and explained in Table 1 in D5 Appendix. 
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recipient’s health condition (presence/absence of any health condition), previous caregiver 

experience (yes/no), the presence of other caregivers/paid care workers (yes/no), living 

arrangements (whether caregivers shared the same household or not with their care recipients), 

intensity of care (measured by the total numbers of hours per week spent on general caregiving 

tasks and on specific tasks such as household activities, personal care, practical support, and 

emotional support). The ability of the care recipients to perform Activities of Daily Living 

(ADL) independently (i.e., bathing, dressing, toileting, transferring, continence, feeding) was 

assessed by caregivers by filling in the Katz Index (Katz, 1983). The scale consists of 6 items, 

and participants score either yes (1) or no (0) for independence in each ADL. A score of 6 

indicates full function/independence, 4 indicates moderate impairment, and 2 or less indicates 

severe functional impairment. The Katz Index demonstrated good internal consistency 

(Cronbach’s α= .86). 

 

Familism. The 21-item Revised Familism Scale (RFS; Losada et al., 2019) measured 

caregivers’ familism and consists of three subscales: familial interconnectedness (12 items, 

maximum score of 48), familial obligations (5 items, maximum score of 20), extended family 

support (4 items, max score of 16). Responses were scored on five-point Likert scales from 

‘very much in disagreement’ (0) to ‘very much in agreement’ (4). Items are summed for each 

subscale. Familism score is the sum of all the items with a higher score (maximum score = 84) 

indicating a higher level of familism. The internal consistency was good for familial 

interconnectedness (Cronbach’s α=.77) and extended family support (Cronbach’s α=.71) scales 

and moderate for familial obligations scale (Cronbach’s α=.62). 

 

Personal values. Personal values were assessed using the Portrait Values Questionnaire (PVQ-

21; Schwartz, 2003), specifically two ‘higher-order values’ subscales: self-enhancement and 

self-transcendence. Responses were scored on six-point Likert response scales from ‘very 

much like me’ (1) to ‘not like me at all’ (6). Self-enhancement values are measured by the 

mean of items pertaining to values of power (2 items, maximum score of 6) and achievement 

(2 items, maximum score of 6), and self-transcendence values are measured by the mean of 

items pertaining to values of benevolence (2 items, maximum score of 6) and universalism (3 

items, maximum score of 6). These values are derived from Schwartz’s theory of values 

(Schwartz, 2012). The internal consistency was good for self-enhancement values (Cronbach’s 

α=.74) and moderate for self-transcendence values (Cronbach’s α=.68). 
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Meaning in life. The Meaning in Life Questionnaire (MLQ; Steger et al., 2006) consists of 10 

items measuring presence of, and the search for, meaning in life. Participants rated items on a 

seven-point Likert scale from ‘Absolutely untrue’ (1) to ‘Absolutely true’ (7). Higher scores 

indicate greater meaning in life. The MLQ yields two scores, presence of meaning (5 items, 

maximum score of 35) and search for meaning (5 items, maximum score of 35). Both subscales 

demonstrated good internal consistency (Cronbach’s α= .85, α= .88, respectively). 

 

Illness threat. The Brief Illness Perception Questionnaire (B-IPQ; Broadbent et al., 2006) was 

used to assess caregiver’s perception of the care recipient’s illness threat. The B‐IPQ consists 

of nine items, each assessing one dimension of illness perceptions (e.g., illness consequences, 

illness timeline, illness concern). The last item is a categorical casual item and does not 

comprise a total score. The other item responses were scored on a scale from 1 to 10 (modified 

response range). The total score was generated by summing up the scores for the B‐IPQ items 

with a reverse scoring of items 3, 4 and 7. A higher total score (maximum = 80) reflects a more 

threatening perception of illness. The B-IPQ is designed for use across illness populations, with 

the option to adapt question wording to the specific illness condition (Broadbent et al., 2006). 

A slight modification was made to the B-IPQ to fit the context relevant to caregivers, with 

items reworded to indicate to the caregivers to answer the questions with respect to the care 

recipient’s illness/health condition. Given that there is only one item for each dimension of 

illness perception (and less than 10 items overall), inter-item correlations were computed to 

evaluate scale reliability. The mean inter-item correlation amounted to .12 which is acceptable 

and close to the ranges of .15-.50 (Clark & Watson, 1995) and of .2 to .4 (Briggs & Cheek, 

1986) which indicate the optimal level of scale consistency (when the number of items is less 

than 10). 

 

Motivations to provide care. Caregivers’ motivations to provide care were measured by the 

Motivations in Elder Care Scale (Lyonette & Yardley, 2003), which is comprised of two 

subscales: Extrinsic Motivations to Care (EXMECS) and Intrinsic Motivations to Care 

(INMECS). As the measure was designed for caregivers of older adults, the wording of the 

questions was amended to be appropriate for the general population of caregivers. The 

EXMECS subscale measured extrinsic motivations. The subscale consists of seven items which 

were rated on a five-point scale ranging from ‘Strongly disagree’ (1) to ‘Strongly agree’ (5). A 

higher score (maximum score = 35) indicates greater extrinsic motivations to provide care. The 

EXMECS demonstrated good internal consistency (Cronbach’s α=.77). The INMECS subscale 
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measured intrinsic reasons for providing care. The subscale consists of six questions which 

caregivers rated on a five-point scale ranging from ‘Strongly disagree’ (1) to ‘Strongly agree’ 

(5). A higher score (maximum score = 30) indicates greater intrinsic motivations to provide 

care. The INMECS demonstrated good internal consistency (Cronbach’s α=.80). 

 

Willingness to provide care. The Willingness to Care Scale (Abell, 2001) was used to assess 

caregiver’s willingness to provide care and consists of three subscales of 10 emotional tasks 

(e.g., comfort when the care recipient is sad), 10 instrumental tasks (e.g., do the care recipient’s 

laundry) and 10 nursing tasks (e.g., turn the care recipient in bed) typically carried out by 

caregivers. Caregivers rate each item on a five-point Likert scale from ‘completely unwilling 

to complete the task’ (1) to ‘completely willing’ (5), with scores computed by the mean of the 

responses associated with appropriate global scale or subscale (maximum score = 5). The 

internal consistency was very good for nursing willingness (Cronbach’s α=.93) and emotional 

willingness (Cronbach’s α=.92), and good for instrumental willingness (Cronbach’s α=.88). 

 

Wellbeing. Caregiver wellbeing was measured using the five-item World Health Organisation-

Five Wellbeing Index (WHO-5; Hermanns, 2007). Items are rated on a six-point scale from ‘at 

no time’ (0) to ‘all of the time’ (5), which are then summed (raw score ranges from 0 to 25) 

and transformed into a percentage score (to obtain a percentage score ranging from 0 to 100, 

the raw score is multiplied by 4). Higher scores indicate better wellbeing (with the score of 100 

representing best possible wellbeing). For the current sample, the internal consistency was very 

good (Cronbach’s α= .90). 

 

Gains. Caregiver gains were measured using the 10 item GAINS Scale (Pearlin, 1988). The 10 

items are measured on a four-point Likert scale, 0-3 (maximum score = 30). Higher scores 

indicate greater gains. In the current study the measure demonstrated good consistency 

(Cronbach’s α= .86). 

 

Health-related quality of life. The EQ-5D-5L (Herdman et al., 2011) was used to assess 

caregiver health-related quality of life. The EQ-5D is a generic and standardized health-related 

quality of life instrument, applicable to a wide range of conditions and treatments. Five 

dimensions of health state are assessed using 5 items: mobility, self-care, usual activities, 

pain/discomfort, and anxiety/depression. Each dimension has 5 levels: no problems, slight 

problems, moderate problems, severe problems, and extreme problems. The digits for the 5 
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dimensions can be combined in a 5-digit code describing the patient’s health state. A total of 

3125 combinations with different health states are possible. These may be converted into a 

country-specific single index value using country specific value sets, which have been derived 

from large country-specific validation studies using time-trade-off/discrete choice 

methodology (Xie et al., 2014). The single EQ-5D Index value can then be used to enable 

calculation of the health-related quality of life. The EQ-5D-5L index scores generated using 

the abovementioned algorithm range from −0.22 to 1, with the maximum score of 1 indicating 

the best health quality of life. The EQ-5D Index demonstrated good internal consistency in this 

study (Cronbach’s α=.76). 

 

Burden. Caregivers’ level of burden was measured by the 12 item Short Form Zarit Burden 

Interview (ZBI-12; Bédard et al., 2001). The ZBI-12 has been used to evaluate burden in 

different caregiving contexts with a five-point Likert scale ranging from ‘never’ (0) to ‘always’ 

(4). Total score is the sum of the items (maximum score = 48). The internal consistency was 

good (Cronbach’s α= .88). 

 

Depression. The Centre for Epidemiological Studies Depression Scale (CESD-10; Miller et al., 

2008; Radloff, 1977) is a short form questionnaire that consists of 10 items (from the original 

20) with response options of 0 to 3 [(0=Rarely or none of the time (less than 1 day); 1=Some 

or a little of the time (1–2 days); 2=Occasionally or a moderate amount of time (3–4 days); 

3=Most or all of the time (5–7 days)]. The time frame is ‘during the past week’. The total score 

is calculated by summing the 10 items, with higher scores indicating higher degrees of 

depressive symptoms (maximum score = 30). The CESD was designed to measure depressive 

experiences in the general population. In the current study the measure demonstrated good 

consistency (Cronbach’s α= .87). 

 

Sample Size 

 

Achieving 90% power to capture fixed and main effects at a small effect size (0.20), with a 

nine-level grouping factor (number of countries), entry of up to 15 covariates, and with an 

alpha of 5% yielded a required total sample size of 486 (at least 54 per country; G*Power 3. 

1., Faul et al., 2009). 
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Translation 

 

Measures that were not validated and available in the required language were translated (i.e., 

RFS, MECS, Willingness to Care Scale, The GAINS Scale) using accredited translators who 

were native speakers of the target languages and fluent in English. Translations were checked 

for compatibility with the original version in a process of back translation, performed by 

persons who were native in the foreign language and fluent/native in the English language, to 

ensure that none of the original meaning was lost. For each language, a potential research 

consultant/reviewer was identified to ensure any discrepancies between the forward and back 

translations were resolved appropriately by discussion with the translators. All translations 

were coordinated by one project partner (University Medical Center Groningen in the 

Netherlands) to ensure consistency. Piloting in each country enabled identification of any 

semantic inconsistencies and their amendment (e.g., rewording some items and instructions, 

shortening the survey by eliminating some questions). 

 

Data analysis 

 

Responses to the survey were coded and analysed in SPSS (version 27; IBM Corporation, 

Armonk, NY). Missing data was assumed to be missing at random (based on Little’s test of 

missing completely at random and logistic regressions for the potential predictors of 

missingness) and constituted less than 6% of the sample (Little, 1988; Schafer & Graham, 

2002), therefore hot-deck imputations were performed on all scales (Graham, 2009; Myers, 

2011). Imputed data was used for all analyses except for demographic variables for which data 

from complete cases was used15. 

 

Assumptions regarding multicollinearity, singularity, linearity, and homoscedasticity were 

tested and met. With regards to the assumption of normality, various scores on different scales 

were not normally distributed, however, parametric analyses were performed for all of the 

scales according to the central limit theorem, (i.e., given the sample size, the consequences of 

 
15 Sensitivity analyses were conducted to investigate whether any effects detected in inferential tests depended on 

the missing value imputations. There were no significant differences identified. It should be noted that in cases of 

small data missingness (i.e., less than 10%), both complete case analysis as well as hot-deck imputations are 

acceptable approaches to analyses (Myers, 2011; Graham, 2009). A decision was made to apply hot-deck 

imputations; these are “recommended for all missing data scenarios, except those where the data are MNAR 

[missing not completely at random] and constitute greater than 10% of the sample” (Myers, 2011; p. 308).  
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violating the assumptions of normality are considered to be trivial; Lumley et al., 2002). 

Moreover, in the subsequent analyses, where appropriate, bootstrapping was applied as a useful 

alternative to parametric estimates when the assumptions of normality were questioned. A few 

outliers were detected, which were legitimate observations (i.e., these outliers were considered 

not to be data entry errors, but actual values provided by participants). Data analyses were 

therefore performed including these outliers. 

 

Descriptive analyses were conducted (i.e., means and standard deviations for continuous 

variables, and frequencies and percentages for categorical variables) to describe the sample. 

One-way ANOVAs and chi-square tests were conducted to examine cross-country differences 

in demographic composition, i.e., in caregiver’s age, employment, caring experience, having 

support from other caregivers, caregiver educational levels, caregiver-care recipient 

relationship type, caring period, intensity of care, KATZ Index, care recipient’s age and gender, 

and the number of care recipient’s health conditions. ANCOVA tests were conducted to 

examine cross-country differences in key psychosocial and outcome variables, controlling for 

the effect of demographics as appropriate. T-tests or one-way ANOVAs were conducted to 

examine demographic group differences in key independent and outcome variables in the 

whole sample and by country individually. 

 

 

Findings 

 

1. Participants 

 

A total of 946 caregivers from 9 countries completed the questionnaire (i.e., the Core module 

and Module 1). Target recruitment was achieved in seven countries (Greece, Israel, Italy, the 

Netherlands, Poland, Sweden, and the UK). Low-recruiting countries included Germany and 

Ireland (N=25, N=42, respectively). 

Characteristics of caregiver participants and their care recipients overall and by country are 

presented in Table 1 below, and in more detail in D5 Appendix. Caregivers had a mean age of 

56 and were predominantly women (87%). The youngest mean age was reported in Israel (51 

years) and the oldest in Sweden (61 years). 
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Most participants (83%) held at least post-secondary education (i.e., tertiary vocational or 

academic education). Across all countries, nearly half (49%) of participants were employed, 

with the percentages lowest in Ireland (31%), the UK (34%) and Germany (44%).  

Over two-thirds of caregivers (70%) indicated being married or in a partnership, with a wide 

range across countries (55% in Greece to 81% in Ireland). Most caregivers (74%) were 

positioned in the lowest income level16, with variations across countries and a wide range (49% 

in Israel to 97% in Greece). 60% of participants shared the same household with their care 

recipients. 

Religion was not requested in Italy and Sweden due to national ethics legislation requirements 

(with these countries constituting 31% of the total sample). In countries where religion was 

reported 65% participants considered themselves religious. Ethnicity was not assessed in 

Germany, Italy, Sweden, and the Netherlands due to further ethics legislation constraints (with 

these countries constituting 52% of the total sample). For the remaining countries the most 

reported ethnicity was British or Irish (38%), followed by Eastern and Central European 

ethnicity (21%), Mediterranean (19%), Jewish (16%) and other ethnic groups (6%).   

Around two-thirds of caregivers did not report having help and support from services (60%) or 

receiving any welfare benefits (85%). Whilst most caregivers reported being the only caregiver 

for the care recipient (59%), some did share caring responsibilities. Of those who shared care 

with other informal caregivers (41%), the majority (60%) identified themselves as the primary 

caregiver for the care recipient. As such, the majority of the sample (84%) reported being the 

primary caregiver. Also, a significant minority (42%) had provided care to another care 

recipient previously (although the majority had not, 58%). Most caregivers had provided care 

for at least a year (87%) with significant variation across countries, i.e., with caregivers in Israel 

(M=4.5 years) providing care for the shortest period of time, and Ireland the longest (M=9 

years). Caregivers reported providing on average 55.71 hours of care per week with significant 

variation across countries, i.e., with caregivers in Israel providing the least number of hours of 

care (31 hrs) and caregivers in Ireland providing the highest number of hours of care (83 hrs). 

54% of caregivers reported no personal health condition. Caregivers were providing care for a 

parent/parent-in-law (46%), partner (32%), adult child (10%), with the remaining (12.5%) 

 
16 See Table 1 in D5 Appendix for explanation of income levels as these varied between the countries, i.e., they 

were adjusted to reflect differences in average incomes of the population and costs of living. 
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providing care for other family members or non-relatives (e.g., friends). Three quarters of 

caregivers (75%) indicated no choice in taking on the responsibility of caregiving. 

Half of the participants’ care recipients were females (50%). The overall mean age was 69 

years. There was a range in age across countries, with care recipients oldest in Germany (76 

years) and youngest in Ireland (59 years). 

According to the KATZ Index (as reported by the caregivers but assessing care recipient’s 

ADL), care recipients fell between full and partial dependence for activities of daily living (M 

= 2.93). Care recipients in the Netherlands and Sweden had the highest independence (KATZ 

Index M=3.56; 3.42, respectively) and care recipients in Italy and Poland the lowest (KATZ 

Index M=2.25; 2.20, respectively). 

The most commonly reported care recipient health condition was ‘other’ (40%), which 

represented many low incidence conditions amongst our sample that did not fit into any other 

category (e.g., genetic disorders). The next most common category of health conditions was a 

cardiovascular condition (36%), followed by cognitive or memory impairment (32%), stroke 

or cerebral vascular disease (17%), diabetes (17%), cancer (16%) and rheumatic health 

condition (13%). All remaining conditions were reported in less than 10% of participants’ care 

recipients. 57% of caregivers reported providing care for a person with multiple chronic health 

conditions. 3% of caregivers reported that their care recipients were not diagnosed with any 

chronic disease, relating instead to care provided due to old age frailty or following an injury. 
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Table 1 Cross-country and overall demographic data for informal caregivers and their care recipients 
   

Country of residence Total  

Germany Greece Ireland Israel Italy Netherlands Poland Sweden UK N % or 

M(SD) 

χ2 / F 

p value  

 N % or 

M(SD) 

N % or 

M(SD) 

N % or 

M(SD) 

N % or 

M(SD) 

N % or 

M(SD) 

N % or 

M(SD) 

N % or 

M(SD) 

N % or 

M(SD) 

N % or 

M(SD) 

Informal caregivers’ characteristics 

Age 
 

25 58.16 

(14.27) 

80 53.58 

(11.48) 

42 55.47 

(10.49) 

125 50.85 

(15.97) 

187 53.13 

(10.91) 

189 57.69 

(10.42) 

69 52.33 

(11.95) 

90 60.97 

(12.65) 

139 60.02 

(11.49) 

946 55.72 

(12.49) 

F=9.72 

p<.001*** 

df=8 

Gender Female 18 75% 68 85% 40 95% 101 81% 161 87% 171 90% 62 90% 76 84% 122 88% 819 87% 16.65 

p=.408 

df=16 Male 6 25% 12 15% 2 5% 24 19% 24 13% 17 9% 7 10% 14 16% 16 12% 122 13% 

Other 0 0% 0 0% 0 0% 0 0% 1 1% 1 1% 0 0% 0 0% 1 1% 3 0% 

Education Primary 0 0% 2 3% 2 5% 0 0% 0 0% 2 1% 0 0% 3 3% 1 1% 10 1% 258.15 

p<.001*** 

df=32 Secondary 2 8% 19 24% 6 14% 22 18% 15 8% 28 15% 8 12% 14 16% 14 10% 128 14% 

Post-secondary 

vocational 

education 

13 52% 15 19% 9 21% 16 13% 79 42% 134 71% 12 17% 23 26% 43 31% 344 36% 

Post-secondary 

academic 

education 

8 32% 43 54% 25 60% 87 70% 93 50% 23 12% 41 59% 47 52% 80 58% 447 47% 

Not listed or 

other 

2 8% 1 1% 0 0% 0 0% 0 0% 2 1% 8 12% 3 3% 1 1% 17 2% 

Employed No 14 56% 31 39% 29 69% 46 37% 93 50% 97 51% 30 44% 48 53% 92 66% 480 51% 35.29 

p<.001*** 

df=8 Yes 11 44% 49 61% 13 31% 79 63% 94 50% 92 49% 39 56% 42 47% 47 34% 466 49% 

Other informal 

caregiver(s) 

No 16 64% 38 48% 27 64% 51 41% 105 56% 130 69% 36 52% 66 73% 93 67% 562 59% 42.97  

p<.001*** 

df=8 Yes 9 36% 42 53% 15 36% 74 59% 82 44% 59 31% 33 48% 24 27% 46 33% 384 41% 

Provided care to 

other CR in the 

past 

No 16 64% 46 58% 23 55% 80 64% 125 67% 74 39% 45 65% 63 70% 75 54% 547 58% 43.63 

p<.001*** 

df=8 Yes 9 36% 34 43% 19 45% 45 36% 62 33% 115 61% 24 35% 27 30% 64 46% 399 42% 

Help and support 

from services 

No 2 100% 51 64% 30 73% 59 48% 111 59% 91 50% 51 74% 54 60% 100 73% 549 60% 34.98 

p<.001*** 

df=8 Yes 0 0% 29 36% 11 27% 63 52% 76 41% 92 50% 18 26% 36 40% 37 27% 362 40% 

Relationship of 

CG to CR 

spouse/partner 10 40% 7 9% 18 43% 19 15% 44 24% 84 44% 11 16% 55 61% 57 41% 305 32% 187.98 

p<.001*** 

df=32 parent/parent-in-

law 

11 44% 59 74% 10 24% 70 56% 106 57% 66 35% 42 61% 17 19% 52 37% 433 46% 

daughter/son 1 4% 6 8% 11 26% 5 4% 24 13% 17 9% 2 3% 13 14% 15 11% 94 10% 

another family 

member 

3 12.0% 6 7.5% 2 4.8% 23 18.4% 9 4.8% 9 4.8% 9 13.0% 3 3.3% 7 5.0% 71 7.5% 

non-relative 

member 

0 0% 2 3% 1 2% 8 6% 4 2% 13 7% 5 7% 2 2% 8 6% 43 5% 
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Sharing the same 

household with 

CR 

No 11 44% 37 46% 6 14% 82 66% 62 33% 87 46% 29 42% 26 29% 42 30% 382 40% 63.72 

p<.001*** 

df=8 Yes 14 56% 43 54% 36 86% 43 34% 125 67% 102 54% 40 58% 64 71% 97 70% 564 60% 

Choice in taking 

on the 

responsibility of 

caring 

No 16 64% 61 76% 34 81% 82 66% 134 72% 158 84% 46 67% 78 87% 103 74% 712 75% 26.22 

p<.001** 

df=8 Yes 9 36% 19 24% 8 19% 43 34% 53 28% 31 16% 23 33% 12 13% 36 26% 234 25% 

Total period of caregiving in weeks  

(range in years) 

25 243.16 

(.24-29) 

80 315.53 

(.01-

49) 

42 479.99 

(.03-

32) 

125 243.49 

(.01-

30) 

187 406.82 

(0.8-

50) 

189 397.00 

(.07-30) 

69 298.37 

(.17-

43) 

90 310.27 

(.17-

31) 

139 446.83 

(.05-

41) 

946 363.26 

(.01-

50) 

F=3.77 

p<.001*** 

df=8 

Total number of hours spent on 

caregiving per last week 

25 68.84 

(47.26) 

80 49.77 

(44.78) 

42 82.95 

(54.69) 

125 30.93 

(39.14) 

187 73.71 

(70.41) 

189 40.70 

(41.33) 

69 72.50 

(56.10) 

90 49.05 

(44.49) 

139 63.01 

(48.03) 

946 55.71 

(53.70) 

F=11.79 

p<.001 

df=8 

CG's health 

condition 

  

A physical 

impairment or 

disability 

3 12% 6 8% 6 14% 20 16% 11 6% 30 16% 2 3% 13 14% 20 14% 111 12% 21.91 

p=.005** 

df=8 

(variable 

recoded into 

a 

dichotomous 

variable: 

yes/no) 

 

Sight or hearing 

loss 

2 8% 1 1% 2 5% 13 10% 7 4% 15 8% 1 1% 13 14% 12 9% 66 7% 

A mental health 

problem or 

illness 

2 8% 7 9% 7 17% 14 11% 11 6% 18 10% 2 3% 7 8% 18 13% 86 9% 

A learning 

disability or 

difficulty 

0 0% 2 3% 1 2% 5 4% 3 2% 4 2% 2 3% 5 6% 1 1% 23 2% 

A long-standing 

illness 

7 28% 12 15% 11 26% 10 8% 22 12% 30 16% 18 26% 15 17% 26 19% 151 16% 

Multimorbidity 6 24% 2 3% 0 0% 9 7% 23 12% 15 8% 7 10% 8 9% 6 4% 76 8% 

Other condition 

or disability 

2 8% 7 9% 3 7% 11 9% 22 12% 28 15% 2 3% 14 16% 19 14% 108 11% 

No conditions or 

disabilities 

9 36% 53 66% 17 41% 64 51% 115 62% 91 48% 44 64% 45 50% 72 52% 510 54% 

Caregivers’ care recipients’ characteristics 

Age of CR  25 75.64 

(12.29) 

80 76.27 

(18.72) 

42 58.92 

(22.72) 

125 73.97 

(19.60) 

187 68.51 

(20.66) 

189 65.99 

(19.27) 

69 74.69 

(14.48) 

90 64.72 

(18.59) 

139 70.00 

(19.43) 

946 69.45 

(19.64) 

F=6.17 

p<.001*** 

df=8 

KATZ (ADL) 

score 

 25 2.80 

(2.04) 

80 2.83 

(2.30) 

42 2.95 

(2.09) 

125 3.38 

(2.40) 

187 2.25 

(2.17) 

189 3.56 

(2.08) 

69 2.20 

(2.20) 

90 3.42 

(2.27) 

139 2.81 

(2.13) 

946 2.93 

(2.27) 

F=6.87  

p<.001*** 

df=8 

Gender Female 11 44% 62 78% 14 33% 75 61% 107 57% 74 40% 43 63% 29 32% 56 40% 471 50% 68.09 

p<.001*** 

df=8 

Male 14 56% 18 23% 28 67% 49 40% 80 43% 113 60% 25 37% 61 68% 83 60% 471 50%  

Number of CR's 

conditions 

No 

physical/mental 

condition 

0 0% 3 4% 1 2% 11 9% 7 4% 5 3% 1 1% 2 2% 4 3% 34 3% 40.98 

p<.001** 

df=16 

Single health 

condition 

6 24% 38 48% 19 45% 45 36% 98 52% 69 37% 22 32% 35 39% 42 30% 374 40%  

 Multimorbidity 19 76% 39 49% 22 52% 69 55% 82 44% 115 61% 46 67% 53 59% 93 67% 538 57%  

Note: CG – Caregiver; CR – Care recipient; NR – Not reported; *p < .05; **p < .01; ***p < .001  
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2. Cross-country differences in key study variables 

 

Table 2 presents cross-country differences in the key psychosocial variables. The description 

presented below is based on post hoc analyses using the Bonferroni test for multiple 

comparisons following the conducted ANCOVAs. 

 

2.1 Familism 

Familism varied across countries from a medium level in Sweden to a higher, but still moderate, 

level in Israel (maximum available score = 84). Caregivers in all countries17 apart from the 

Netherlands scored higher on familism than caregivers in Sweden (DE, p=.032, 95% C.I.=.30, 

15.38; GR, p=.023, 95% C.I.=.37, 11.21; IR, p=.017, 95% C.I.=-12.96, -.59; IL, p=.001, 95% 

C.I.=8.24, 18.11; IT, p=.001, 95% C.I.=2.94, 12.09; PL, p=.001, 95% C.I.=2.64, 13.78; UK, 

p=.001, 95% C.I.=3.60, 12.83). Caregivers in Israel scored higher on familism than caregivers 

in Italy (p=.001, 95% C.I.=1.48, 9.83), the Netherlands (p=.001, 95% C.I.=5.33, 14.08), Greece 

(p=.001, 95% C.I.=2.45, 12.31), Ireland (p=.017, 95% C.I.=.59, 12.96) and the UK (p=.012, 

95% C.I.=.55, 9.37). Caregivers in Italy also scored higher on familism than caregivers in the 

Netherlands (p=.025, 95% C.I.=.23, 7.85). Caregivers in the Netherlands scored lower on 

familism than caregivers in the UK (p=.005, 95% C.I.=-8.72, -.765). 

 

2.2 Familial interconnectedness 

 

Within the subscale of familial interconnectedness levels were generally moderate (maximum 

possible score = 48), with the lowest level in Sweden and the highest in Israel, both still within 

moderate ranges. Caregivers in all countries scored lower on familial interconnectedness than 

caregivers in Israel (DE, p=.004, 95% C.I.=-10.00, -.947; GR, p=.001, 95% C.I.=-8.50, -2.45; 

IR, p=.001, 95% C.I.=-9.83, -1.24; IT, p=.001, 95% C.I.=-6.10, -.98; NL, p=.001, 95% C.I.=-

7.89, -2.53; PL, p=.009, 95% C.I.=-6.77, -.46; SE, p=.001, 95% C.I.=-10.46, -4.40; UK, 

p=.003, 95% C.I.=-6.06, -.66). Also, caregivers in Italy, Poland and the UK scored higher on 

familial interconnectedness than caregivers in Sweden (IT, p=.001, 95% C.I.=1.08, 6.69; PL, 

p=.013, 95% C.I.=.40, 7.23; UK, p=.001, 95% C.I.=1.24, 6.90). 

 

17
 Country codes: DE = Germany; GR = Greece; IR = Ireland; IL = Israel; IT = Italy; NL = Netherlands; PL = 

Poland; SE = Sweden; UK = United Kingdom 
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Table 2 Descriptive data for study variables and ANCOVA analyses 
 

 
Country of residence Total ANCOVA 

analyses 

Germany Greece Ireland Israel Italy Netherlands Poland Sweden UK N M(SD) Country, 

F 

p value 

Familism (RFS total score) 44.36 

(10.28) 

42.47 

(11.11) 

42.78 

(11.12) 

48.80 

(10.21) 

43.51 

(11.32) 

39.58 (10.10) 44.78 

(10.35) 

35.70 

(11.22) 

43.92 (8.52) 946 42.74 

(10.95) 

11.52  p<.001*** 

Familial interconnectedness 

(RFS) 

27.52 

(6.09) 

27.60 (6.42) 27.95 (7.44) 32.57 (6.29) 29.27 (6.92) 27.82 (6.16) 29.33 (5.87) 25.21 (6.72) 29.17 (5.21) 946 28.77 (6.58) 9.85  p<.001*** 

Extended family support 

(RFS) 

8.12 

(3.01) 

7.08 (3.02) 6.83 (2.48) 8.14 (2.54) 6.71 (3.01) 5.92 (2.77) 7.73 (2.95) 4.82 (3.15) 7.15 (2.44) 946 6.77 (2.96) 10.65  p<.001*** 

Familial obligations (RFS) 8.72 

(3.68) 

7.63 (2.98) 8.00 (2.96) 8.23 (3.02) 7.63 (3.19) 6.31 (2.71) 7.37 (3.39) 5.64 2.87) 7.30 (2.70) 946 7.23 (3.08) 7.75 p<.001*** 

Self-transcendence (PVQ-

21) 

2.76 (.89) 1.98 (.64) 2.04 (.65) 2.2 (.78) 2.11 (.73) 2.24 (.60) 2.12 (.63) 2.31 (.72) 2.20 (.79) 946 2.18 (.72) 2.72  p=.006** 

Self-enhancement (PVQ-21) 3.91 (.97) 4.05 (1.12) 4.35 (.96) 3.42 (1.00) 3.65 (1.04) 4.11 (.98) 4.24 (.85) 4.43 (.86) 4.32 (.89) 946 4.00 (1.03) 8.79 p=.001*** 

Presence of meaning 

(MLQ) 

22.08 

(7.35) 

24.75 (5.16) 22.59 (6.26) 26.30 (5.59) 23.50 (6.68) 24.12 (5.20) 23.65 (7.00) 23.64 (6.71) 22.77 (6.64) 946 23.94 (6.24) 2.87  p=.004** 

Search for meaning (MLQ) 17.12 

(8.68) 

23.28 (5.86) 19.02 (7.98) 22.36 (7.58) 19.55 (7.56) 20.11 (6.17) 25.44 (5.80) 18.15 (7.44) 17.64 (6.84) 946 20.28 (7.32) 9.30 p=.001*** 

Illness threat (IPQ score) 54.44 

(9.71) 

52.62 (8.55) 58.45 (8.09) 52.87 (8.33) 56.17 (9.48) 56.73 (7.80) 57.79 (9.82) 57.81 (8.17) 59.07 (8.75) 946 56.30 (8.90) 5.58 p<.001*** 

Extrinsic Motivations to 

Care 

23.96 

(5.06) 

28.33 (4.26) 27.19 (5.37) 26.66 (5.23) 27.99 (4.97) 26.60 (5.31) 27.53 (4.93) 28.74 (4.67) 28.06 (4.68) 946 27.47 (5.04) 2.97  p=.003** 

Intrinsic Motivations to 

Care 

22.00 

(3.93) 

25.41 (3.88) 25.28 (4.79) 24.50 (3.92) 24.97 (4.21) 25.06 (4.70) 23.62 (5.15) 23.85 (3.89) 25.54 (3.59) 946 24.78 (4.28) 3.84 p<.001*** 

Willingness - nursing care  3.67 

(1.19) 

4.32 (.85) 4.39 (.87) 3.80 (1.02) 4.44 (.71) 4.23 (.96) 3.93 (.84) 3.39 (.83) 4.35 (.74) 946 4.13 (.92) 15.22 p<.001*** 

Willingness - emotional 

care 

3.99 (.82) 4.29 (.79) 4.54 (.70) 4.42 (.61) 4.38 (.63) 4.55 (.68) 4.04 (.77) 4.29 (.77) 4.57 (.59) 946 4.40 (.69) 6.63 p<.001*** 

Willingness - instrumental 

care 

4.08 (.85) 4.50 (.62) 4.65 (.68) 4.34 (.69) 4.54 (.58) 4.36 (.77) 4.23 (.71) 3.74 (.65) 4.60 (.52) 946 4.38 (.70) 20.52 p<.001*** 

Willingness - global score 3.80 (.92) 4.35 (.67) 4.33 (.78) 4.19 (.67) 4.44 (.52) 4.39 (.71) 4.09 (.65) 3.80 (.61) 4.50 (.48) 946 4.29 (.67) 15.04 p<.001*** 

Wellbeing (WHO-5 score) 50.56 

(19.55) 

44.80 

(23.80) 

38.66 

(24.33) 

60.73 

(21.93) 

40.36 

(22.71) 

52.35 (23.56) 30.72 

(22.19) 

43.86 

(23.86) 

42.82 

(23.40) 

946 46.01 

(24.33) 

8.58 p<.001*** 

Caregiver gains (GAINS 

score) 

15.32 

(5.99) 

10.63 (6.66) 14.38 (6.01) 10.32 (6.60) 10.81 (6.37) 14.43 (6.25) 11.60 (6.13) 15.32 (6.21) 16.51 (6.57) 946 13.06 (6.77) 15.01 p<.001*** 

Health quality of life (EQ-

5D-5L utility index) 

.78 (.20) 0.81 (.16) .72 (.27) .89 (.11) 0.71 (.25) .78 (.19) 0.84 (.16) .83 (.12) .80 (.16) 946 0.79 (.19) 6.07 p<.001*** 

Burden (ZBI score) 21.20 

(8.33) 

22.25 (9.53) 22.07 

(10.18) 

16.68 (8.52) 20.77 (8.88) 18.43 (8.97) 22.86 (9.12) 23.90 (9.52) 22.51 (9.17) 946 20.66 (9.33) 7.04 p<.001*** 

Depression (CES-D score) 12.92 

(4.56) 

12.13 (6.35) 12.83 (6.91) 8.81 (5.63) 12.77 (6.62) 9.78 (5.62) 13.91 (7.51) 12.52 (6.17) 12.61 (6.76) 946 11.64 (6.49) 5.07 p<.001*** 

ANCOVA tests controlled for the effects of age, employment, experience providing care, having support from other caregivers, caregiver educational levels, caregiver-care recipient relationship 

type, caring period, intensity of care, KATZ Index, care recipient’s age and gender, and the number of care recipient’s health conditions 

**p < .01; ***p < .001
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2.3 Family support 

Levels of perceived family support ranged from the boundary between low and moderate, and 

moderate (maximum possible score = 16), with the lowest level seen in Sweden and the highest 

in Israel. With the exception of the Netherlands, caregivers in all other countries (Germany, 

Greece, Ireland, Israel, Italy, Poland and the UK) scored higher on family support than 

caregivers in Sweden (DE, p=.001, 95% C.I.=.96, 5.01; GR, p=.001, 95% C.I.=.49, 3.40; IR, 

p=.019, 95% C.I.=.14, 3.53; IL, p=.001, 95% C.I.=1.83, 4.48; IT, p=.001, 95% C.I.=.38, 2.83; 

PL, p=.001, 95% C.I.=1.06, 4.05; UK, p=.001, 95% C.I.=1.03, 3.50). Also, caregivers in 

Germany, Israel, Poland, and the UK scored higher on family support than caregivers in the 

Netherlands (DE, p=.017, 95% C.I.=.17, 3.98; IL, p=.001, 95% C.I.=1.08, 3.43; PL, p=.004, 

95% C.I.=.29, 3.01; UK, p=.002, 95% C.I.=.29, 2.43). Caregivers in Israel scored higher on 

family support than caregivers in Italy (p=.001, 95% C.I.=.43, 2.67). 

 

2.4 Familial obligations 

Levels of familism were moderate in all countries (maximum score = 20), with between-

country differences seen. Caregivers in Sweden scored significantly lower on familial 

obligation than caregivers in Germany, Greece, Ireland, Israel, Italy, and the UK (p=.001, 95% 

C.I.=.76, 5.06; p=.003, 95% C.I.=.34, 3.43; p=.004, 95% C.I.=.36, 3.97; p=.001, 95% 

C.I.=1.32, 4.13; p=.001, 95% C.I.=.79, 3.39; p=.002, 95% C.I.=.34, 2.97; respectively). 

Caregivers in Germany, Israel and Italy scored higher on familial obligations than caregivers 

in the Netherlands (p=.015, 95% C.I.=.21, 4.26; p=.001, 95% C.I.=.79, 3.29; p=.001, 95% 

C.I.=.31, 2.49; respectively). 

 

2.5 Self-transcendence values 

Levels of self-transcendence values were low (<3 in a maximum score of 6), although highest 

in Germany, and lowest in Greece. Caregivers in Germany scored higher on self-transcendence 

values than all other countries except for Sweden: from caregivers in Greece (p=.001, 95% 

C.I.=.20, 1.26), Ireland (p=.019, 95% C.I.=.05, 1.20), Israel (p=.043, 95% C.I.=.01, 1.02), Italy 

(p=.005, 95% C.I.=.09, 1.07), the Netherlands (p=.017, 95% C.I.=.04, 1.02), Poland (p=.017, 

95% C.I.=.05, 1.11) and the UK (p=.029, 95% C.I.=.02, 1.01). 
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2.6 Self-enhancement values 

Self-enhancement values were higher (>3 in a maximum possible score of 6) than levels of 

self-transcendence values, with several between-country differences. Caregivers in Israel 

scored lower on self-enhancement values than caregivers in Ireland (p=.008, 95% C.I.=-1.25, 

-.08), the Netherlands (p=.021, 95% C.I.=-.85, -.03), Poland (p=.001, 95% C.I.=-1.18, -.21), 

Sweden (p=.001, 95% C.I.=-1.27, -.34) and the UK (p=.001, 95% C.I.=-1.09, -.26). Similarly, 

caregivers in Italy scored lower on self-enhancement values than caregivers in Ireland (p=.018, 

95% C.I.=-1.14, -.05), the Netherlands (p=.037, 95% C.I.=-.72, -.01), Poland (p=.001, 95% 

C.I.=-1.07, -.17), Sweden (p=.001, 95% C.I.=-1.16, -.30) and the UK (p=.001, 95% C.I.=-.97, 

-.23). 

 

2.7 Presence of meaning 

 

Caregivers reported moderate to high presence of meaning (maximum possible score = 35) 

with limited between-country variation apart from caregivers in Israel scoring higher on the 

presence of meaning than caregivers in the UK (p=.001, 95% C.I.=.84, 6.10). 

 

2.8 Search for meaning 

Levels of searching for meaning were typically lower (maximum possible score = 35) than 

levels of the presence of meaning, with several between country differences. Caregivers in 

Poland scored higher on the search for meaning than caregivers in Germany (p=.001, 95% 

C.I.=2.59, 13.17), Ireland (p=.001, 95% C.I.=1.52, 10.55), Italy (p=.001, 95% C.I.=2.48, 9.00), 

the Netherlands (p=.001, 95% C.I.=1.14, 8.05), Sweden (p=.001, 95% C.I.=2.55, 10.13) and 

the UK (p=.001, 95% C.I.=3.95, 10.82). Caregivers in the UK scored lower on the search for 

meaning than caregivers in Greece (p=.001, 95% C.I.=-8.74, -2.07), Israel (p=.001, 95% C.I.=-

7.24, -1.24) and the Netherlands (p=.036, 95% C.I.=-5.49, -.07). Also, caregivers in Germany, 

Italy and Sweden scored lower on the search for meaning than caregivers in Greece (p=.011, 

95% C.I.=-11.13, -.67; p=.004, 95% C.I.=-6.89, -.63; p=.006, 95% C.I.=-8.05, -.67; 

respectively). 
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2.9 Illness threat 

 

Levels of perceived illness threat were typically moderate (maximum possible score = 80), 

although highest in the Ireland and the UK, and lowest in Greece and Israel. Caregivers in the 

UK scored significantly higher on perceived illness threat than caregivers in Greece (p=.001, 

95% C.I.=2.23, 10.02), and Israel (p=.002, 95% C.I.=.96, 7.97) and Italy (p=.001, 95% 

C.I.=.93, 7.13). Caregivers in Sweden and Poland scored higher on perceived illness threat than 

caregivers in Greece (p=.005, 95% C.I.=.82, 9.44; p=.044, 95% C.I.=.05, 8.87). Caregivers in 

the Netherlands also scored higher on perceived illness threat than caregivers in Greece 

(p=.001, 95% C.I.=1.33, 8.99), Israel (p=.045, 95% C.I.=.03, 6.99) and Italy (p=.042, 95% 

C.I.=.04, 6.10). 

 

2.10 Extrinsic motivations 

Extrinsic motivations were typically at a high level (maximum possible score = 35) although 

caregivers in Germany scored lower on extrinsic motivations than caregivers in several other 

countries, i.e., Greece (p=.009, 95% C.I.=-8.07, -.55), Italy (p=.017, 95% C.I.=-7.21, -.32), 

Sweden (p=.001, 95% C.I.=-8.43, -1.10) and the UK (p=.012, 95% C.I.=-7.41, -.42). 

 

2.11 Intrinsic motivations 

Intrinsic motivations were lower in all countries than extrinsic motivations but were at a 

moderate-high level in all countries (maximum possible score = 30). Caregivers in Germany 

also scored lower on intrinsic motivations than caregivers in several other countries, i.e., 

Greece (p=.004, 95% C.I.=-6.89, -.65), Israel (p=.029, 95% C.I.=-6.15, -.14), Italy (p=.017, 

95% C.I.=-6.11, -.34), the Netherlands (p=.012, 95% C.I.=-6.13, -.36) and the UK (p=.005, 

95% C.I.=-6.42, -.57).  

 

2.12 Willingness to provide nursing care 

Willingness to provide nursing care was at a moderate-high level (maximum possible score = 

5) although with significant variation between countries, lowest in Sweden, highest in Italy. 

Caregivers in Sweden scored lower on willingness to providing nursing care than caregivers in 
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7 of the other 8 countries (not Germany): Greece (p=.001, 95% C.I.=-1.45, -.57), Ireland 

(p=.001, 95% C.I.=-1.48, -.46), Israel (p=.001, 95% C.I.=-1.06, -.26), Italy (p=.001, 95% C.I.=-

1.42, -.68), the Netherlands (p=.001, 95% C.I.=-1.28, -.55), Poland (p=.002, 95% C.I.=-1.02, -

.12) and the UK (p=.001, 95% C.I.=-1.35, -.60). Caregivers in Italy scored higher on 

willingness to provide nursing care than caregivers in Germany (p=.001, 95% C.I.=.18, 1.33), 

Israel (p=.009, 95% C.I.=.05, .72), Poland (p=.003, 95% C.I.=.09, .87). Caregivers in Germany 

scored lower on willingness to provide nursing care than caregivers in the UK (p=.006, 95% 

C.I.=-1.27, -.10) and Greece (p=.008, 95% C.I.=-1.34, -.09), and the Netherlands (p=.017, 95% 

C.I.=-1.20, -.05). Also, caregivers in Poland scored lower on willingness to provide nursing 

care than caregivers in the UK (p=.046, 95% C.I.=-.82, -.01). 

 

2.13 Willingness to provide emotional care 

Willingness to provide emotional care was moderate to high (maximum possible score = 5), 

with lowest willingness seen in Poland and Germany, and highest seen in the UK. Caregivers 

in Poland differed significantly to caregivers in Ireland (p=.043, 95% C.I.=-.87, -.01), Israel 

(p=.001, 95% C.I.=-.87, -.06), the Netherlands (p=.001, 95% C.I.=-.84, -.17) and the UK 

(p=.001, 95% C.I.=-.83, -.17). The higher willingness to provide emotional care in the UK 

differed significantly to caregivers in Germany (p=.003, 95% C.I.=.10, 1.05) and Sweden 

(p=.029, 95% C.I.=.01, .62). Similarly, caregivers in the Netherlands scored higher on 

willingness to provide emotional care than caregivers in Germany (p=.002, 95% C.I.=.12, 

1.05), Sweden (p=.019, 95% C.I.=.02, .61). Caregivers in Israel also scored higher on 

willingness to provide emotional care than caregivers in Germany (p=.011, 95% C.I.=.06, 

1.03). 

 

2.14 Willingness to provide instrumental care 

Willingness to provide instrumental care was moderate to high (maximum possible score = 5), 

with the lowest willingness seen in Sweden, and the highest seen in Ireland. Caregivers in 

Sweden scored lower on willingness to provide instrumental care than those in all other 

countries except for Germany, i.e., from Greece (p=.001, 95% C.I.=-1.26, -.61), Ireland 

(p=.001, 95% C.I.=-1.31, -.55), Israel (p=.001, 95% C.I.=-1.17, -.58), Italy (p=.001, 95% C.I.=-

1.18, -.63), the Netherlands (p=.001, 95% C.I.=-1.02, -.47), Poland (p=.001, 95% C.I.=-.98, -
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.31) and the UK (p=.001, 95% C.I.=-1.21, -.65). Caregivers in Germany also scored lower on 

willingness to provide instrumental care than caregivers in Greece (p=.010, 95% C.I.=-.98, -

.06), Ireland (p=.038, 95% C.I.=-1.02, -.01), Israel (p=.029, 95% C.I.=-.91, -.02), Italy (p=.007, 

95% C.I.=-.92, -.07) and the UK (p=.005, 95% C.I.=-.95, -.08). 

 

2.15 Global willingness to provide care 

Levels of overall willingness to provide care were moderate to high (maximum possible score 

= 5); lowest in Sweden and Germany and highest in the UK. Caregivers in Germany scored 

lower on global willingness than caregivers in Greece (p=.001, 95% C.I.=-1.07, -.16), Israel 

(p=.001, 95% C.I.=-1.00, -.12), Italy (p=.001, 95% C.I.=-1.07, -.23), the Netherlands (p=.001, 

95% C.I.=-1.06, -.27) and the UK (p=.001, 95% C.I.=-1.12, -.27). Caregivers in Sweden scored 

lower on global willingness than caregivers in Greece (p=.001, 95% C.I.=-.97, -.33), Ireland 

(p=.001, 95% C.I.=-.89, -.14), Israel (p=.001, 95% C.I.=-.88, -.30), Italy (p=.001, 95% C.I.=-

.95, -.41), the Netherlands (p=.001, 95% C.I.=-.94, -.41), Poland (p=.020, 95% C.I.=-.68, -.02) 

and the UK (p=.001, 95% C.I.=-1.00, -.45). Caregivers in Poland scored lower on global 

willingness than caregivers in Italy (p=.008, 95% C.I.=-.61, -.04), the Netherlands (p=.022, 

95% C.I.=-.62, -.02) and the UK (p=.002, 95% C.I.=-.67, -.07). 

 

2.16 Wellbeing 

Wellbeing varied highly between countries, with the lowest reported in Poland and the highest 

in Israel. Wellbeing was also low (i.e., below the cut-off score of ≤50) in Greece, Ireland, Italy, 

Sweden, the UK, and normative (i.e., above the cut-off score of >50) for Germany and Israel. 

Caregivers in Israel scored higher on wellbeing than caregivers in Greece (p=.001, 95% 

C.I.=3.65, 25.20), Ireland (p=.001, 95% C.I.=4.08, 31.13), Italy (p=.001, 95% C.I.=5.46, 

23.71), Poland (p=.001, 95% C.I.=13.43, 35.95), Sweden (p=.001, 95% C.I.=6.37, 27.94) and 

the UK (p=.001, 95% C.I.=6.45, 25.71). Caregivers in Poland scored lower on wellbeing than 

caregivers in Germany (p=.035, 95% C.I.=-34.48, -.54) and the Netherlands (p=.001, 95% 

C.I.=-27.26, -5.11). 
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2.17 Gains 

Reported gains of caregiving were low to moderate (maximum possible score = 30), ranging 

from 10.3 in Israel to 16.5 in the UK. Caregivers in the UK scored significantly higher on gains 

than caregivers in Greece (p=.001, 95% C.I.=3.09, 9.06), Israel (p=.001, 95% C.I.=3.84, 9.23), 

Italy (p=.001, 95% C.I.=3.31, 8.07) and Poland (p=.001, 95% C.I.=1.94, 8.11). Caregivers in 

the Netherlands reported significantly more gains than caregivers in Greece (p=.001, 95% 

C.I.=1.81, 7.70), Israel (p=.001, 95% C.I.=2.54, 7.89), Italy (p=.001, 95% C.I.=2.04, 6.70) and 

Poland (p=.005, 95% C.I.=.61, 6.80). Similarly, caregivers in Sweden scored higher on gains 

than caregivers in Greece (p=.001, 95% C.I.=1.70, 8.40), Israel (p=.001, 95% C.I.=2.54, 8.57), 

Italy (p=.001, 95% C.I.=1.91, 7.50) and Poland (p=.005, 95% C.I.=.64, 7.45). Caregivers in 

Ireland scored higher on gains than caregivers in Greece (p=.009, 95% C.I.=.58, 8.58), Italy 

(p=.006, 95% C.I.=.65, 7.73). Caregivers in Israel scored lower on gains than caregivers in 

Germany (p=.018, 95% C.I.=-9.43, -.40), Ireland (p=.001, 95% C.I.=-8.82, -1.26).  

 

2.18 Health-related quality of life 

Health-related quality of life was moderate to high (maximum possible score = 1), with Israel 

highest and Italy lowest. Caregivers in Israel scored higher on health quality of life than 

caregivers in Ireland (p=.012, 95% C.I.=.01, .24), Italy (p=.001, 95% C.I.=.06, .21) and the 

Netherlands (p=.002, 95% C.I.=.02, .18). Caregivers in Italy scored lower on the health quality 

of life than caregivers in Poland (p=.001, 95% C.I.=-.20, -.03), Sweden (p=.010, 95% C.I.=-

.17, -.01) and the UK (p=.014, 95% C.I.=-.15, -.01). 

 

2.19 Burden 

Levels of reported burden were low to moderate (maximum possible score = 48). The lowest 

levels in Israel differed significantly from the highest in Sweden (p=.001, 95% C.I.=4.11, 

12.56), and Sweden also differed from Italy (p=.001, 95% C.I.=2.19, 10.03) and the 

Netherlands (p=.001, 95% C.I.=1.66, 9.41). Caregivers in Israel scored lower on burden than 

caregivers in Greece (p=.001, 95% C.I.=-9.64, -1.20) and the UK (p=.001, 95% C.I.=-9.28, -

1.73). 
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2.20 Depression 

Levels of depression were low to moderate (maximum possible score = 30), the lowest in Israel 

and the highest in Poland. Caregivers in Israel scored lower on depression than caregivers in 

Greece (p=.023, 95% C.I.=-6.04, -.20), Italy (p=.006, 95% C.I.=-5.39, -.44), Poland (p=.002, 

95% C.I.=-6.90, -.79), Sweden (p=.001, 95% C.I.=-7.19, -1.34) and the UK (p=.001, 95% 

C.I.=-6.37, -1.14). Caregivers in Sweden scored higher on depression than caregivers in the 

Netherlands (p=.026, 95% C.I.=.15, 5.52). 

 

3. Demographic group differences in key study variables 

 

Demographic group influences on key independent and outcome variables overall and by 

country were tested using t-tests or one-way ANOVAs. Post hoc analyses for ANOVAs used 

the Tukey tests for multiple comparisons. The demographic variables examined were: gender, 

education, employment, having support from other caregivers, caregiver’s own health 

condition, the number of care recipient’s health conditions, type of care recipient’s health 

condition, experience previously providing care, caregiver-care recipient relationship type, 

caregiver-care recipient co-residency status, and perceived choice in assuming the role of 

caregiver. 

 

3.1 Gender differences 

 

Table 1 in D6 Appendix presents the outcomes of the t-tests investigating gender differences 

overall and by country. In six countries (Germany, Greece, Ireland, Poland, Sweden, the UK) 

gender differences could not be examined due to the low number of male caregivers (N=6, 

N=12, N=2; N=7, N=14, N=17, respectively). In Israel caregiver gender was seen to affect the 

presence of meaning, self-transcendence values, intrinsic motivations, wellbeing, and burden, 

with women scoring higher than men on the presence of meaning, intrinsic motivations, 

burden, and scoring lower in self-transcendence values and wellbeing. In Italy there were 

significant gender differences detected for familism (total score), familial interconnectedness, 

family support, burden, and depression, with women scoring higher than men on burden and 

depression, and scoring lower in familism (total score), familial interconnectedness and family 

support. In the Netherlands women scored lower than men on familial obligations and 

instrumental willingness to care. 
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When all countries were included significant gender differences remained in terms of familism 

(total score), familial interconnectedness, family support, familial obligations, illness threat, 

the presence of meaning, self-transcendence values, wellbeing, burden, and depression. 

Women scored higher than men on perceived illness threat, the presence of meaning, burden 

and depression but scored lower than men on familism (total score), familial 

interconnectedness, family support, familial obligations, self-transcendence values and 

wellbeing. 

 

3.2 Educational differences 

 

Table 2 in D6 Appendix presents the outcomes of ANOVAs used to examine educational group 

differences overall and by country. The education variable was re-categorised into three 

groups: primary/secondary, vocational, and higher education (academic). In the overall sample 

83% had post-secondary education and in eight countries (Germany, Greece, Ireland, Israel, 

Italy, Poland, Sweden, the UK) educational differences could not be examined due to low 

number of caregivers with only primary/secondary or vocational education (N=2, N=15, N=8; 

N=16, N=15, N=8, N=17, N=15, respectively). However, education could be examined in the 

Netherlands and significant educational group differences were found on several variables. In 

terms of familism (total score), those with primary/secondary education scored higher on 

familism compared to those who went on to vocational education (p=.013, 95% C.I.= .96, 

10.60). Familial obligations also differed whereby those with primary/secondary education 

only scored higher on familial obligations compared to those with further vocational education 

(p=.001, 95% C.I.= .60, 3.19) and higher education (p=.023, 95% C.I.=.20, 3.75). Intrinsic 

motivations were higher amongst those with primary/secondary education compared to those 

with higher education (p=.032, 95% C.I.=.21, 6.43). Finally, differences were found in terms 

of caregiver wellbeing whereby those with primary/secondary education scored higher than 

those with higher education (p=.031, 95% C.I.=1.20, 31.61) and those with vocational 

education scored higher than those with higher education (p=.048, 95% C.I.=.08, 24.84). Post 

hoc tests revealed no statistical differences between the educational groups in caregiver burden 

despite the statistically significant effect indicated by ANOVA. This may be due to the weak 

significant global effect (p=.049) with the p value of the ANOVA being very close to the 

insignificance level. It is notable, however, that the difference between those with 

primary/secondary education and those with higher education in burden is not far from the 
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statistical significance level (p=.058, 95% C.I.=-11.40, .15). Those with vocational education 

scored lower on burden as compared to those with higher education (p=.042, 95% C.I.=-6.01, 

-.08).  

 

For the total sample there were significant educational differences in familism (total score), 

family support, familial obligations, the presence of meaning, self-transcendence and self-

enhancement values, nursing willingness, gains, and the health-related quality of life. Post hoc 

analyses indicated that those with primary/secondary education scored higher on familism 

compared to those with vocational education (p=.024, 95% C.I.= .29, 5.45). Furthermore, post 

hoc indicated that those with primary/secondary education scored higher on family support 

compared to those with vocational education (p=.039, 95% C.I.=.02, 1.42). Those with 

primary/secondary education scored higher on familial obligations compared to those with 

vocational education (p=.002, 95% C.I.=.34, 1.79) and with higher education (p=.003, 95% 

C.I.=.28, 1.67). Those with vocational education scored lower on the presence of meaning 

compared to those with higher education (p=.005, 95% C.I.=-2.44, -.35). Those with 

primary/secondary education scored higher on self-transcendence values compared to those 

with higher education (p=.001, 95% C.I.=.09, .42). Those with vocational education also scored 

higher on self-transcendence values compared to those with higher education (p=.006, 95% 

C.I.=.03, .27). Those with vocational education scored higher on self-enhancement values 

compared to those with higher education (p=.043, 95% C.I.=.01, .35). Those with vocational 

education scored higher on nursing willingness compared to those with higher education 

(p=.028, 95% C.I.=.01, .32). Those with primary/secondary education scored lower on gains 

compared to those with vocational education (p=.015, C.I.=-3.49, -.30) and with higher 

education (p=.020, 95% C.I.=-3.31, -.22). Finally, those with vocational education scored 

lower on the health-related quality of life compared to those with higher education (p=.016, 

95% C.I.=-.07, -.01). 

 

3.3 Employment differences 

 

Table 3 in D6 Appendix presents the outcomes of t-tests used to examine employment group 

differences overall and by country. In Germany and Ireland employment differences could not 

be examined due to the low number of employed caregivers (N=11 and N=13, respectively).  
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In Greece those caregivers who were unemployed scored higher on perceived family support 

and on depression than those who were employed. In Israel those who were unemployed scored 

higher on illness threat, burden and, similarly to in Greece, on depression than those who were 

employed. In addition, those who were unemployed reported lower presence of meaning and 

wellbeing than those who were employed. In Italy those unemployed scored higher than 

employed on family support and self-enhancement values, and lower than the employed on 

gains and the health-related quality of life. In the Netherlands the unemployed scored higher 

than employed on familial obligations. In Poland the unemployed scored lower than the 

employed on wellbeing and the health-related quality of life. In Sweden unemployed caregivers 

scored higher than the employed in terms of gains. In the UK the unemployed scored lower 

than employed on the health-related quality of life. 

 

For the total sample significant effects of employment remained whereby the unemployed 

scored higher than the employed on familial obligations, self-enhancement values, nursing, 

instrumental and global willingness; and lower than the employed on the presence of meaning 

and the health-related quality of life. 

 

3.4 Having support from other informal caregivers 

 

Table 4 in D6 Appendix presents the t-test findings pertaining to the effects of having support 

from other informal caregivers (i.e., family and/or friends) or not, overall and by country. In 

Germany and Ireland, the effect could not be examined due to low number of caregivers who 

reported receiving support from other caregivers (N=9 and N=15, respectively). 

 

In Greece those without support from other caregivers reported lower self-transcendence values 

than those receiving support from other caregivers, and higher self-enhancement values. In 

Israel those without support from other caregivers also scored higher on self-enhancement 

values than those receiving support from other caregivers, but they also scored higher on 

depression. In the Netherlands those without support from other caregivers reported higher 

intrinsic motivations, nursing, instrumental and global willingness than those receiving support 

from other caregivers, and lower gains. In Poland those without support from other caregivers 

reported higher burden than those receiving support from other caregivers. In Sweden those 

without support from other caregivers reported lower illness threat and burden than those 

receiving support from other caregivers, and higher nursing willingness and wellbeing. In the 
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UK those without support from other caregivers scored higher on familism (total score), family 

support, familial obligations, self-transcendence values, nursing, instrumental and global 

willingness than those receiving support from other caregivers, and lower on the presence of 

meaning and the health-related quality of life. There were no significant effects of having 

support from other caregivers identified for Italy. 

 

For the total sample there were significant effects of having support whereby those without 

support from other caregivers reported higher self-enhancement values, intrinsic motivations, 

nursing, emotional, instrumental, and global willingness, and lower presence of meaning and 

the search for meaning. 

 

3.5 The effect of caregiver’s own health condition 

 

Table 5 in D6 Appendix presents the t-test findings pertaining to the effect of a caregiver’s 

self-declared health condition (presence or absence - yes/no) on key variables either in the 

overall sample or by country. In Germany and Ireland, the differences in caregiver’s health 

condition could not be examined due to the low number of caregivers who declared having no 

health condition (N=9 and N=17, respectively). 

 

In Greece those without a health condition reported lower depression than those with a health 

condition. In Israel those without a health condition scored higher on self-enhancement values, 

emotional and global willingness, and the health-related quality of life, and lower on extrinsic 

motivations than those with a health condition. In Italy those without a health condition scored 

lower on extrinsic and intrinsic motivations, and higher on the health-related quality of life than 

those with a health condition. In the Netherlands those without a health condition scored higher 

on the health-related quality of life than those with a health condition and in Poland those 

without any health condition scored lower on depression, and higher on the health-related 

quality of life than those with a health condition. In Sweden those without a health condition 

reported less family support, lower self-enhancement values and depression, and higher health-

related quality of life. In the UK those without a health condition scored lower on familial 

obligations, the search for meaning and depression, and higher on the presence of meaning, 

wellbeing, and health-related quality of life than those with a health condition. 
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For the overall sample significant differences existed between caregivers with or without their 

own health condition in terms of the presence of meaning and extrinsic motivations, and in 

relation to all outcomes of wellbeing, gains, depression, and the health-related quality of life; 

in all cases the scores of those without a health condition were generally more ‘adaptive’, i.e., 

they had lower extrinsic motivations, gains and depression, and a higher presence of meaning, 

wellbeing and the health-related quality of life. 

 

3.6 The effect of care recipient’s health condition 

 

Table 6 in D6 Appendix presents the outcomes of t-tests used to examine whether a care 

recipient’s health condition (re-categorised into a dichotomous variable reflecting presence of 

one or multiple conditions (single/multimorbidity) affects scores on key variables either in the 

overall sample or by country. In Germany and Ireland, the differences in care recipient’s health 

condition could not be examined due to the low number of caregivers reporting care recipient’s 

single health condition (N=6 and N=19, respectively).  

 

In Greece, caregivers with single-condition care recipients scored lower on extrinsic 

motivations than caregivers whose care recipients had multimorbidity. In Poland caregivers 

with single-condition care recipients scored higher on illness threat than caregivers whose care 

recipients had multimorbidity. In Sweden caregivers with single-condition care recipients 

scored higher on self-transcendence values, and lower on nursing and global willingness than 

caregivers with care recipients who had multimorbidity. There were no significant effects of 

care recipient’s number of health conditions on key variables within Israel, Italy, the 

Netherlands, and the UK. 

 

For the total sample the only significant difference between caregivers with single-condition 

care recipients and those with care recipients who have multimorbidity was that caregivers of 

care recipients with a single health condition reported fewer gains than caregivers with care 

recipients who had multimorbidity. 

 

3.7 The effect of previous caring experience 

 

Table 7 in D6 Appendix presents the outcomes of t-tests used to examine whether previous 

caring experience (or not) has any effect on key study variables overall and at a country level. 



 194 

In Germany and Ireland, the effect of previous caring experience could not be examined due 

to the low number of caregivers with previous caring experience (N=9 and N=19, respectively). 

 

In Greece, caregivers without previous caring experience reported lower health-related quality 

of life than caregivers with previous caring experience. In Italy, caregivers without previous 

caring experience scored higher on extrinsic motivations than caregivers with previous caring 

experience. In the Netherlands, caregivers without previous caring experience scored higher 

on illness threat and self-transcendence values, and lower on familial interconnectedness than 

caregivers with previous caring experience. In the UK, caregivers without previous caring 

experience also scored higher on illness threat than caregivers with previous caring experience. 

No significant effects of previous caring experience were identified for Israel and Sweden. 

 

For the total sample those without previous caring experience were found to score higher on 

perceived illness threat, self-transcendence values, extrinsic motivations and burden, and lower 

in terms of the presence of meaning than caregivers with previous caring experience.  

 

3.8 The effect of caregiver-care recipient relationship type 

 

Table 8 in D6 Appendix presents the outcomes of ANOVAs used to examine the effect of 

caregiver-care recipient relationship type on key study variables overall and by country. The 

relationship type variable was re-categorised into three groups: spouse/partner, parent/parent-

in-law, other (i.e., other family or non-family members). In six countries (Germany, Greece, 

Ireland, Israel, Poland, Sweden) the differences in key variables based on the relationship type 

could not be examined due to low number of caregivers in one of the following categories: 

providing care to spouse/partner; or providing care to parent/parent-in-law; or providing care 

the other family or non-family member (N=4, N=7, N=10; N=19, N=11, N=17, respectively).18 

 

In Italy there was a significant effect of caregiver-care recipient relationship type on self-

transcendence values - those providing care to a parent/parent-in-law scored lower than those 

providing care to other family or non-family members (p=.022, 95% C.I.=.04, .69). 

 

  

 
18 See Table 8 in D6 Appendix for how these low numbers of caregivers relate to specific categories. 
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In the Netherlands there was a significant effect of caregiver-care recipient relationship type 

on illness threat, intrinsic motivations, nursing, instrumental and global willingness. Post hoc 

analyses indicated that those providing care to a spouse/partner: 

a. scored higher on illness threat than those providing care to a parent/parent-in-law (p=.021, 

95% C.I.=.40, 6.22) or to other family or non-family members (p=.001, 95% C.I.=2.51, 

9.36), 

b. had significantly higher intrinsic motivations than those providing care to a parent/parent-

in-law (p=.017, 95% C.I.=.30, 3.89), 

c. scored higher on nursing willingness than those providing care to other family or non-

family members (p=.026, 95% C.I.=.04, .91), 

d. scored higher on instrumental willingness than those providing care to a parent/parent-in-

law (p=.001, 95% C.I.=.30, .85) and to those providing care to other family or non-family 

members (p=.001, 95% C.I.=.41, 1.06), 

e. scored higher on global willingness than those providing care to a parent/parent-in-law 

(p=.019, 95% C.I.=.04, .57) and to those providing care to other family or non-family 

members (p=.002, 95% C.I.=.14, .77). 

 

In the UK there was a significant effect of caregiver-care recipient relationship type on self-

enhancement values, instrumental and global willingness to care, with those providing care to 

a spouse/partner accounting for the differences. Post-hoc tests revealed: 

a. whilst just not achieving statistical significance (p=.052, 95% C.I.=-.01, .79) self-

enhancement values were higher in those providing care to spouse/partner as compared 

to those providing care to parent/parent-in-law in self-enhancement values, 

b. a higher instrumental willingness in those providing care to a spouse/partner compared 

to those providing care to other family or non-family members (p=.002, 95% C.I.=.13, 

.66), 

c. a higher global willingness in those providing care to a spouse/partner than those 

providing care to other family or non-family members (p=.010, 95% C.I.=.06, .57). 

 

For the total sample there was a significant effect of caregiver-care recipient relationship type 

on total familism, familial interconnectedness, family support, the search for meaning, self-

transcendence and self-enhancement values, extrinsic and intrinsic motivations, nursing, 

emotional, instrumental, and global willingness, and burden. Post hoc analyses indicated that 

these differences arose from those providing care to spouse/partner whereby these caregivers:  
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a. scored lower on familism (total score) than those providing care to parent/parent-in-law 

(p=.001, 95% C.I.=-4.75, -9.92), 

b. scored lower on familial interconnectedness than those providing care to parent/parent-

in-law (p=.005, 95% C.I.=-2.69, -.39), 

c. scored lower on family support than those providing care to parent/parent-in-law 

(p=.001, 95% C.I.=-1.39, -.36), 

d. scored lower on the search for meaning than those providing care to parent/parent-in-

law (p=.006, 95% C.I.=-2.95, -.39), 

e. scored higher on self-transcendence values than those providing care to parent/parent-

in-law (p=.022, 95% C.I.=.01, .26), 

f. scored higher on self-enhancement values than those providing care to parent/parent-

in-law (p=.019, 95% C.I.=.02, .38), 

g. scored higher on extrinsic motivations than those providing care to other family or non-

family members (p=.003, 95% C.I.=.41, 2.52). Also, those providing care to 

parent/parent-in-law scored higher on extrinsic motivations as compared to those 

providing care to other family or non-family members (p=.001, 95% C.I.=.62, 2.61), 

h. scored higher on nursing willingness than those providing care to other family or non-

family members (p=.001, 95% C.I.=.10, .49). Also, those providing care to a 

parent/parent-in-law scored higher on nursing willingness than those providing care to 

other family or non-family members (p=.046, 95% C.I.=.01, .36), 

i. scored higher on emotional willingness than those providing care to a parent/parent-in-

law (p=.030, 95% C.I.=.01, .25), 

j. scored higher on instrumental willingness than those providing care to a parent/parent-

in-law (p=.001, 95% C.I.=.08, .32) and to those providing care to other family or non-

family members (p=.001, 95% C.I.=.26, .55). Also, those providing care to 

parent/parent-in-law scored higher on instrumental willingness than those providing 

care to other family or non-family members (p=.001, 95% C.I.=.06, .34), 

k. scored higher on global willingness than those providing care to parent/parent-in-law 

(p=.044, 95% C.I.=.01, .23) and to those providing care to other family or non-family 

members (p=.001, 95% C.I.=.11, .39). Also, those providing care to parent/parent-in-

law scored higher on global willingness than those providing care to other family or 

non-family members (p=.046, 95% C.I.=.01, .26), 

 



 197 

Moreover, those providing care to parent/parent-in-law scored higher on burden as compared 

to those providing care to other family or non-family members (p=.006, 95% C.I.=.55, 4.24). 

 

In addition, there were no identifiable statistical differences between the groups in intrinsic 

motivations despite the statistically significant ANOVA finding, although this may be due to 

the weak significant global effect (p=.042). It is notable, that the difference between those 

providing care to a spouse/partner and those providing care to a parent/parent-in-law in intrinsic 

motivations was close to achieving statistical significance (p=.072, 95% C.I.=-.04, 1.45). 

 

3.9 The effect of the caregiver-care recipient co-residency status 

 

Table 9 in D6 Appendix presents the outcomes of t-tests used to examine the group effect of 

caregiver-care recipient co-residency status (living together or apart) on key study variables. 

This was examined in the overall sample and by country, although not in Germany and Ireland 

due to low number of caregivers not co-residing with their recipient (N=11 and N=6, 

respectively). 

 

In Greece caregivers living with their care recipient scored higher on total familism, familial 

interconnectedness, family support and the presence of meaning than caregivers not living with 

their care recipient. In Israel caregivers living with their care recipient scored higher on intrinsic 

motivations, instrumental and global willingness, burden, depression, and the health-related 

quality of life than caregivers not living with their care recipient. In Italy caregivers living with 

their care recipient also scored higher on instrumental willingness than caregivers not living 

with their care recipient, as did those in the Netherlands, where these caregivers also scored 

higher on illness threat, extrinsic and intrinsic motivations, nursing and global willingness, and 

lower on wellbeing than caregivers not living with their care recipient. In Poland caregivers 

living with their care recipient scored higher also on instrumental and global willingness, and 

lower on wellbeing and the health-related quality of life than caregivers not living with their 

care recipient. In Sweden caregivers living with their care recipient scored higher on total 

familism, familial obligations, nursing, and again on instrumental willingness, and lower on 

self-enhancement values than caregivers not living with their care recipient. In the UK 

caregivers living with their care recipient also scored higher on instrumental and global 

willingness and on family support, self-enhancement values, extrinsic and intrinsic 

motivations, and burden than caregivers not living with their care recipient. 
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For the total sample these relatively consistent findings above are reflected in an overall 

significant effect of living with their care recipient on higher self-enhancement values, extrinsic 

and intrinsic motivations, nursing, emotional, instrumental, and global willingness, burden, and 

depression; and lower presence of meaning, wellbeing, and health-related quality of life. 

 

3.10 The effect of care recipient’s health condition 

 

Table 10 in D6 Appendix presents the outcomes of ANOVAs examining the effect of care 

recipient’s health condition (where present re-categorised into three groups: physical, 

neurological, both physical and neurological) overall and by country. In three countries 

(Germany, Ireland, Poland) group differences could not be examined due to the low number of 

caregivers providing care to care recipients with a neurological health condition (N=5, N=10, 

N=15, respectively).  

 

In Greece there were significant group differences in self-transcendence values and burden 

with post hoc analyses indicating that caregivers providing care to a care recipient with a 

physical health condition: 

a. scored lower on self-transcendence values than caregivers providing care to a care 

recipient with both physical and neurological health conditions (p=.038, 95% C.I.=-.87, 

-.02). 

b. scored lower on burden as compared to caregivers providing care to a care recipient 

with both physical and neurological health conditions (p=.022, 95% C.I.=-13.19, -.85). 

 

In Israel there were significant group differences in illness threat and gains whereby post hoc 

analyses indicated that caregivers providing care to a care recipient with a physical health 

condition: 

a. scored lower on illness threat than caregivers providing care to a care recipient with a 

neurological health condition (p=.001, 95% C.I.=-11.20, -2.45).  

b. reported fewer gains than caregivers providing care to a care recipient with both a 

physical and neurological health condition (p=.013, 95% C.I.=-7.13, -.67).  

 

In Italy post hoc tests revealed no statistical differences between the groups in intrinsic 

motivations despite the statistically significant effect indicated by ANOVA. This may be due 
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to the weak significant global effect (p=.046) with the p value of the ANOVA being close to 

the insignificance level. 

 

In Sweden there were significant group differences in self-transcendence values, extrinsic 

motivations, and nursing willingness. Post hoc analyses indicated that caregivers providing 

care to a care recipient with a neurological health condition: 

a. scored higher on self-transcendence values than caregivers providing care to a care 

recipient with both a physical and neurological health condition (p=.012, 95% C.I.=.09, 

.91).  

b. scored lower on nursing willingness than caregivers providing care to a care recipient 

with both a physical and neurological health condition (p=.033, 95% C.I.=-.99, -.03). 

 

In addition, caregivers providing care to a care recipient with a physical health condition scored 

lower on extrinsic motivations as compared to caregivers providing care to a care recipient 

with both a physical and neurological health condition (p=.029, 95% C.I.=-6.01, -.25).  

 

In the UK there were significant group differences in illness threat with post hoc analyses 

indicating that, as found in Israel, caregivers providing care to a care recipient with a physical 

health condition scored lower on illness threat than caregivers providing care to a care recipient 

with a neurological health condition (p=.006, 95% C.I.=-11.06, -1.50). 

 

There were no significant effects of a care recipient’s health condition found within the 

Netherlands sample. 

 

For the total sample significant group differences were found on many variables, with post hoc 

analyses indicating mainly that differences were accounted for by providing care to a care 

recipient with a physical health condition, i.e., these caregivers: 

a. scored lower on illness threat than caregivers providing care to a care recipient with a 

neurological health condition (p=.001, 95% C.I.=-5.09, -1.70) and to a care recipient 

with both a physical and neurological health condition (p=.002, 95% C.I.=-3.80, -.67), 

b. scored higher on the presence of meaning than caregivers providing care to a care 

recipient with both a physical and neurological health condition (p=.032, 95% C.I.=.07, 

2.29), 
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c. scored lower on extrinsic motivations than caregivers providing care to a care recipient 

with a neurological health condition (p=.016, 95% C.I.=-2.10, -.16) or to a care 

recipient with both a physical and neurological health condition (p=.028, 95% C.I.=-

1.86, -.08), 

d. scored lower on gains than caregivers providing care to a care recipient with both a 

physical and neurological health condition (p=.007, 95% C.I.=-2.75, -.36), 

e. scored lower on burden than caregivers providing care to a care recipient with a 

neurological health condition (p=.001, 95% C.I.=-5.54, -2.00) and to a care recipient 

with both a physical and neurological health condition (p=.002, 95% C.I.=-4.93, -1.67), 

f. scored lower on depression than caregivers providing care to a care recipient with a 

neurological health condition (p=.012, 95% C.I.=-2.76, -.26) and to a care recipient 

with both a physical and neurological health condition (p=.022, 95% C.I.=-2.44, -.15), 

g. scored higher on health-related quality of life than caregivers providing care to a care 

recipient with both a physical and neurological health condition (p=.040, 95% C.I.=.01, 

.07). 

 

There were no statistical differences between the groups in wellbeing despite the statistically 

significant effect indicated by ANOVA. This may be due to the weak significant global effect 

(p=.048) with the p value of the ANOVA being very close to the insignificance level.  

 

3.11 The effect of caregiver perceived choice to assume the caring role  

 

Table 11 in D6 Appendix presents the outcomes of t-tests used to examine whether caregivers 

perceiving choice or no choice to assume the caring role differ in terms of key study variables. 

This was examined in the overall sample and by country, although not in Germany, Greece, 

Ireland, and Sweden due to low number of caregivers perceiving a choice in assuming the 

caring role (N=9, N=19, N=8, N=12, respectively). 

 

In Israel caregivers perceiving a choice scored higher on emotional willingness, health-related 

quality of life, and lower on perceived illness threat, extrinsic motivations, burden, and 

depression than caregivers perceiving no choice. In Italy caregivers perceiving a choice scored 

higher on the presence of meaning, wellbeing, and – similarly to Israeli caregivers – lower on 

perceived illness threat, extrinsic motivations, burden, and depression than caregivers 

perceiving no choice. In the Netherlands caregivers perceiving a choice scored higher on self-
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enhancement values, emotional willingness, gains, and lower on perceived illness threat, 

extrinsic motivations, and burden than caregivers perceiving no choice. In Poland caregivers 

perceiving a choice scored higher on wellbeing, and lower on illness threat, extrinsic 

motivations, and burden than caregivers perceiving no choice. In the UK caregivers perceiving 

a choice scored lower on illness threat, extrinsic motivations, burden, and depression than 

caregivers perceiving no choice. 

 

For the total sample caregivers perceiving a choice in taking on the caregiving role scored 

higher on familism, familial interconnectedness, family support, the presence of meaning, 

emotional willingness, wellbeing, and lower on perceived illness threat, extrinsic motivations, 

gains, burden, and depression than caregivers perceiving no choice. 

 

 

Discussion 

 

This chapter presents findings pertaining to cross-country differences in variables such as 

cultural and personal values, meaning processes, perceived illness threat, caregiver 

motivations, willingness, and caregiver psychosocial and health outcomes. Findings are 

examined across eight European countries and Israel in relation also to selected demographic 

variables. The summary of main findings with accompanying discussion is provided below. 

Following presentation of international differences, key demographic group influences on 

study variables overall and by country are discussed. 

 

Understanding cross-country differences in caregiver values, meaning in life, illness 

threat, caregiver motivations, willingness & outcomes 

 

Variations in mean levels of caregiver values (familism and personal values) seen between the 

countries could be related to both cultural and policy differences existing between southern 

countries, for example Israel and Greece, and northern countries, such as Sweden or the 

Netherlands (Di Novi et al., 2015; Hallberg et al., 2013). Caregivers in Sweden and the 

Netherlands had lower mean levels of familism compared to Israel and this pattern was 

repeated across all the subscales of familism, i.e., familial interconnectedness, family support, 

familial obligations. The highest level of familism (and its subcomponents) reported in Israel 



 202 

may be due to the major significance ascribed to older people in this country’s religious 

(Jewish) tradition as well as to the presence of particular sources of stress such as terror acts, 

recurrent wars, and immigration-related stressors that may play a role in strengthening family 

relations, family values and obligations (Katz et al., 2010). For example, 78% of people aged 

65 and over in Israel meet with their family members every week, and 91% talk with them, 

every week (Brodsky et al., 2014). 

 

The mean levels of self-transcendence values were rather low across all countries, however, it 

is difficult to compare this finding with that of other studies as they do not exist. Self-

enhancement values were typically higher across the countries than self-transcendence values; 

the highest in Sweden, a country typically characterised by individualist cultures, and much 

lower in Israel, a country characterised by more collectivist cultures (Hofstede, 2001). These 

differences in caregiver values between northern and southern countries may be related to 

differences in health and social care systems underpinning caregiver support (Di Novi et al., 

2015; Hallberg et al., 2013), yet in terms of the most notable difference between Sweden and 

Israel, where both countries are considered to provide rather high levels of statutory social care, 

we would tend to ascribe the difference more to cultural rather than policy factors. It may be 

that in the long-term, self-enhancement values are more adaptive than self-transcendence 

values as the latter enable better caregiver self-care (see Chapter 7). 

 

There was limited between-country variation in the presence of meaning, with all countries 

reporting moderate to high levels of the presence of meaning. However, there was cross-

country variation in mean levels of searching for meaning in life with caregivers from Poland 

and Greece reporting the highest levels of the search for meaning in life, and Germany and the 

UK reporting the lowest levels, on average. The findings show a presence of high levels of the 

search for meaning in poorer countries (Greece and Poland) than in wealthier countries (the 

UK and Germany)19, which replicates general patterns found in Gallup World Poll data based 

on 132 countries (Oishi & Diener, 2014), offering further evidence for cross-country 

differences in meaning in life. Previous cross-country comparisons of meaning in life have 

been limited (Heintzelman et al., 2020), e.g., by the inclusion of a small number of countries 

 
19

 The level of wealthiness of the country was based on the data from the World Bank with regards to PPP GDP 

(World Bank, 2020), i.e., GDP per capita based on PPP (purchasing power parity). The following PPP GDP per 

capita have been reported for the two set of countries between which the highest significant differences have been 

noted: Germany (4,56) and the United Kingdom (3,12); Poland (1,29) and Greece (0,29). 
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(Steger et al., 2008), or the use of dichotomous single-items to assess meaning (Oishi & Diener, 

2014). The findings reported here are from nine countries using a validated meaning in life 

measure and they can therefore be considered more robust.  

 

Illness beliefs depend on different factors, including the cultural context (e.g., Carel, 2016), 

although studies of caregiver illness beliefs are limited and have not to date considered cross-

country variations. However, the extent to which differences in illness perceptions can truly be 

ascribed to culture is not clear given the range of other influences such as we examine and find 

here. In this study, the highest levels of perceived illness threat (i.e., pertaining to a caregiver’s 

perception of their care recipient’s illness) were noted in Ireland and the UK, countries scoring 

high on the individualist culture characteristics (Hofstede et al., 2010). On the contrary, the 

lowest levels of perceived illness threat were reported in Israel and Greece, the most collectivist 

countries in our sample (Hofstede et al., 2010) – and Israeli caregivers also scored highest on 

familism and filial obligations which are particularly dominant values in collectivist cultures 

(Ar & Karanci, 2019). Previous studies have shown that caregivers from collectivist cultures 

tend to ground their illness beliefs in familial values, e.g., they ascribe the potential illness 

threat more to family stress, worry, pressure, wrongdoing, and family discord rather than to the 

physical/mental damage caused by illness (Ar & Karanci, 2019; Chan, 2011). Emotional 

suppression, a culturally appreciated construct in more collectivist cultures (Matsumoto et al., 

2008), could be another factor explaining lower mean levels of perceived illness threat in Israel 

and Greece. Perhaps caregivers situated on a more collectivist side of the individualism-

collectivism axis are emotionally more non-expressive or more agreeable to the threat posed 

by their care recipient’s illness although this also likely depends on a care recipient’s illness.20 

 

Cross-country variations in caregiver motivations and willingness to care have never 

previously been examined. The findings show that extrinsic and intrinsic motivations were at 

moderate-high levels in all countries. There was limited between-country variation in both 

extrinsic and intrinsic motivations with the exception of German caregivers who scored lower 

on both subscales than caregivers from other countries. Given the low number of participants 

recruited in Germany (N=25), it is difficult to draw valid conclusions from this finding. The 

Motivations in Elder Care Scale used to assess caregiver motivations was created by British 

 
20 ANCOVA tests controlled for a number of possible cofounders, including care recipient’s age and gender, the 

number of care recipient’s health conditions to ensure that the differences in variables examined were due to the 

caregiver’s country of residence. 
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scholars (Lyonette & Yardley, 2003), and it was translated for the first time to other languages 

for the current study. To enable robust comparison, we can only refer to studies conducted in 

the UK, which applied this scale (Lyonette & Yardley, 2003; Quinn, Clare, & Woods, 2012; 

Quinn, Clare, McGuinness, et al., 2012). In these three studies caregivers also scored on 

average moderate-high on extrinsic and intrinsic motivations for caring. The findings from the 

previous studies as well as the current analysis are congruent with the idea, described in Chapter 

1,  suggesting that extrinsic and intrinsic motivations may not be mutually exclusive (Zarzycki 

& Morrison, 2021), i.e., a high level of extrinsic motivations does not imply a low level of 

intrinsic motivations and vice versa. Extrinsic and intrinsic motivations should be considered 

on two dimensions. 

 

Willingness to care (globally) and its components (nursing, emotional and instrumental 

willingness) were at moderate to high levels, on average. Cross-country variations in mean 

levels of global willingness and its components were observed. A general pattern found lower 

global willingness to care in caregivers in Sweden and Germany, the highest global willingness 

to care amongst caregivers in the UK, Italy and Ireland, and the lowest levels of emotional 

willingness amongst caregivers in Poland and Germany. If we disregard the finding coming 

from Germany (the lowest-recruiting country; N=25), then this latter difference between 

Poland and the rest of the countries in terms of emotional willingness could be considered in 

the context of national policies underpinning caregiver support. Poland and Greece are the 

countries with underdeveloped caregiver support (Bouget et al., 2016; Spasova et al., 2018). 

However, caregivers in Sweden, a country with potentially the most comprehensive and 

developed caregiver support, reported significantly lower, albeit still moderate, mean levels of 

global willingness to care as compared with other countries. The dominant trend of current and 

recent policy reforms has been centred around an increasing shift of the responsibility of care 

from the state to caregivers (Ranci & Pavolini, 2015; Verbakel, 2018), including Sweden 

(Jegermalm & Sundström, 2013; Johansson et al., 2011). Although Sweden is noted for its 

well-developed caregiver support, the abovementioned shift of responsibility of care (coupled 

with cutbacks on social spending; Jegermalm & Sundström, 2013) has resulted in greater 

expectations and responsibility being placed on caregivers than before, and this may potentially 

explain their lower willingness to offer informal care as opposed to caregivers in other 

countries. 
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Caregiver outcomes have rarely been studied from a cross-national perspective (e.g., Calvó-

Perxas et al., 2018; Di Novi et al., 2015). The findings of this study showed that mean levels 

of wellbeing were low in most countries21 whilst mean levels of caregiver gains were low to 

moderate, and health-related quality of life moderate to high. Mean levels of burden and 

depression were low to moderate across countries.  

 

Mean low levels of caregiver wellbeing across most of the countries in our study are consistent 

with previous studies which have reported that caregivers have low levels of wellbeing and 

lower than non-caregivers (e.g., Verbakel, 2014, 2018). Cross-country variation was observed 

with caregivers from Poland reporting the lowest mean levels of wellbeing, and caregivers from 

Israel reporting the highest mean levels. Caregivers in Israel also reported the highest mean 

levels of health-related quality of life when compared with other countries. Although both 

countries (Poland and Israel) are family-based countries (Calvó-Perxas et al., 2018; Kaschowitz 

& Brandt, 2017), the effect of caregiver support policies may play a role, with Israel’s higher 

commitment to supporting caregivers translating to better wellbeing in this non-European 

country than in Poland, where caregiver support is underdeveloped (Bouget et al., 2016; 

Spasova et al., 2018; Vinarski-Peretz & Halperin, 2022).22 

 

On average, north-western countries reported higher mean levels of gains than south-eastern 

countries. This finding is congruent with the pattern of differences in health/social care systems 

underpinning caregiver support between north-west and south-east of Europe (Di Novi et al., 

2015; Hallberg et al., 2013). That is, higher provision of caregiver support may explain higher 

levels of perceived and reported gains (Calvó-Perxas et al., 2018). Interestingly, however, 

Israeli caregivers comprise an exception having reported lowest levels of gains, on average. It 

may be that a culturally mandated nature of the caregiving role in Israel condition these 

caregivers to see their caregiving as obligatory rather than benefiting and meaningful to them 

(Vinarski-Peretz & Halperin, 2022). As discussed in the subsequent Chapters 7 and 8, it may 

also be that a measure of caregiver gains (Pearlin, 1988) applied in this study has not reflected 

some caregivers’ gains appropriately. 

 
21 Wellbeing was low (i.e., below the cut-off score of ≤50) in Greece, Ireland, Italy, Sweden, the UK, and 

normative (i.e., above the cut-off score of >50) for Germany and Israel. 
22

 ANCOVA tests controlled for a number of possible cofounders, including the intensity of care (i.e., the number 

of hours spent on caregiving per last week). 
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Cross-country variations were seen in mean levels of burden/depression with caregivers from 

Sweden and Poland reporting higher mean levels of burden/depression, and caregivers from 

Israel reporting lower mean levels. As far as higher mean levels of negative caregiver outcomes 

in Poland can be ascribed to limited support for caregivers in this country (Bouget et al., 2016; 

Spasova et al., 2018), high mean levels of negative caregiver outcomes in Sweden were 

unexpected and there are no existing comparator studies with a Swedish sample to aid 

interpretation of this finding. Caregivers  in Sweden have reportedly been negatively impacted 

by significant cutbacks in social care services in the last two decades (Jegermalm & Sundström, 

2013; Spasova et al., 2018), where reductions in nursing and residential care and cutbacks in 

other social care services are shown to have had negative repercussions for caregivers 

(Jegermalm & Sundström, 2013; Johansson et al., 2011). This may explain why caregivers in 

Sweden report more negative consequences of their role in the current findings. Qualitative 

studies conducted in the last decade in Sweden point to caregivers’ increasing need for support 

(e.g., Wester et al., 2013). A cross-national study conducted among adult caregivers showed 

that there is a difference between Nordic (e.g., Sweden) and Continental/Southern countries, 

with the latter reporting higher feelings of self-realisation and satisfaction as compared to 

Nordic countries (Di Novi et al., 2015). However, it should be mentioned that mean levels of 

caregiver burden and depression were still relatively low to moderate in the current study in 

comparison to other published data (Meiland et al., 2001; Yurtsever et al., 2013), and congruent 

with a more recent multinational study on informal care (Bleijlevens et al., 2015). 

 

Understanding the demographic group effects on caregiver values, meaning processes, 

illness threat, caregiver motivations, willingness, and caregiver outcomes 

 

Selected demographic group effects were examined, overall and by country, on caregiver 

values, meaning processes, illness threat, caregiver motivations, willingness, and caregiver 

outcomes. The key findings from across the nine countries are discussed below, including 

overall and by country patterns of results. 

 

Gender 

 

Caregiver motivations/willingness to care did not differ between men and women in this 

quantitative dataset contrary to expectations following the findings of the qualitative systematic 
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review described in Chapters 3 and 4 which evidenced gendered social and cultural norms 

related to motives for caring.  Historically, caregiving was expected of women as part of their 

familial roles. Caregiving is still commonly perceived to be  ‘women’s work’ in many societies 

(Chapter 3) and this may pressure women into the caring role (see Chapter 4) despite the more 

flexible sharing of household tasks by women and men in Westernised societies (Hook, 2010). 

Across Europe, 59% of caregivers are women and they are still most likely to be providing 

care, more hours of care, and more demanding and intensive forms of care than men 

(Eurocarers, 2022). There were also no gender differences noted in willingness to perform 

specific caregiving tasks (e.g., nursing, practical, instrumental willingness) which is also 

surprising given previous empirical findings, e.g., male carers preferred traditionally male 

responsibilities such as managing finances over traditionally female responsibilities such as 

personal care (e.g., Campbell & Martin-Matthews, 2000, 2003). Overall, the qualitative meta-

synthesis (Zarzycki, Morrison, et al., 2022; Chapter 3) and limited quantitative studies (e.g., 

Campbell & Martin-Matthews, 2000, 2003) suggest that motivations/willingness to care may 

differ between genders in specific dimensions, for example gendered norms or caregiving 

tasks, but this study shows that not in terms of general dimensions of extrinsic/intrinsic 

motivations or willingness for caring. 

 

Consistent with the extant literature (e.g., Treichel et al., 2020; Xiong et al., 2020), women in 

the current study tended to report lower wellbeing and higher burden and depression than men 

and received less family support than men. The literature confirms that such findings persist 

even when other factors such as the caregiver’s age or the type of illness are statistically 

controlled (Hagedoorn et al., 2000; Treichel et al., 2020; Xiong et al., 2020). Women are more 

likely to report negative caregiver experiences whereas men are more likely to report positive 

experiences (e.g., a systematic review of 25 articles by Li et al., 2013). Men are more likely to 

be praised than women for their caregiving (Harris, 2002). Women scored significantly lower 

on perceived family support than men. A potential explanation for why women and men 

experienced different levels of wellbeing, burden and depression in this study may be linked to 

the difference in levels of support from other family members. Family support has been related 

to lower levels of depressive symptoms among caregivers (e.g., Nijboer et al., 2001) and more 

positive emotions (Raschick & Ingersoll-Dayton, 2004). A lack of help from family members 

is related to greater depression (Mui, 1995). Research has shown that women ask for less help 

from family members with caregiving tasks than men (Friedemann & Buckwalter, 2014). 

Women in this study scored lower on familial interconnectedness than men. It could be, as 
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described in the meta-ethnographic review (Zarzycki, Seddon, Bei, Dekel, et al., 2022; see 

Chapter 4), that caregiving is central to many women’s self-identity and hence they are more 

reluctant to seek help from others. 

 

Employment 

 

Caregivers who were unemployed reported greater depression, lower wellbeing, lower gains 

and lower health-related quality of life and as such, being employed appeared to confer some 

benefits for caregivers. Previous findings have shown that being employed buffer the negative 

association between caregiving and caregiver wellbeing in women, even after controlling for 

the number hours spent providing care per week (Hansen & Slagsvold, 2015). Employment 

may offer a break from caregiving (respite), distraction from caregiving or social/psychological 

resources (e.g., emotional support from colleagues) to help manage the caregiving role. This is 

an important finding given that some countries, especially those with underdeveloped caregiver 

support such as Poland and Greece (Bouget et al., 2016; Spasova et al., 2018), do not offer 

flexible working arrangements. Caregiving significantly compromises the opportunity to 

engage in employment in general and more so in countries with few formal care alternatives 

(Heger, 2014). This, however, may have a negative impact on caregivers (e.g., their wellbeing) 

as our data suggest. 

 

Having support from other informal caregivers 

 

Caregivers who did not have support from other informal caregivers (i.e., family and/or friends) 

typically scored higher on perceived illness threat and negative caregiver outcomes (burden, 

depression) and lower on meaning in life and health-related quality of life. Social support has 

long been evidenced as a resource for coping with stress, operating as a ‘buffer’ to stress in the 

illness context (e.g., Schwarzer & Knoll, 2007, Badr et al, 2010) and being related to lower 

levels of negative outcomes (e.g., Nijboer et al., 2001) and more positive emotions (Raschick 

& Ingersoll-Dayton, 2004). Conversely, a lack of family support has been shown to increase 

caregiver stress and burden (Del-Pino-Casado et al., 2014). In the current study those without 

receipt of support from other informal caregivers scored higher on intrinsic motivations, 

nursing, instrumental and global willingness for caring, and self-enhancement values. In the 

absence of an ‘external’ resource which is the support from other caregivers, caregivers may 

look to ‘internal’ resources (intrinsic motivations, self-enhancement values). This finding 
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contrasts with evidence presented in the qualitative meta-synthesis (Zarzycki, Seddon, et al., 

2022; see Chapter 2) which showed that family support with caregiving was fundamental to 

maintaining motivations/willingness for caring. 

 

Caregiver’s health condition 

 

As described in Chapter 1 and elsewhere, caring has been shown to have a significant negative 

impact on many caregivers’ physical and mental health (Grady & Rosenbaum, 2015; Vitaliano 

et al., 2003, 2004). Across countries, caregivers who did not report having a health condition 

reported lower extrinsic motivations, gains and depression, and higher presence of meaning, 

wellbeing, and health-related quality of life. All of these, except for gains, suggest that 

caregiver’s having their own health condition may be related to poorer caregiver outcomes. 

This is consistent with what was described in the earlier review (Chapter 2) as well as in the 

qualitative study (Chapter 5) where we have shown that a caregiver’s own health condition can 

influence their motivations and ability to care. Whilst support measures should be available to 

all caregivers, those with their own health conditions (and possibly poorer health) may 

constitute a high risk-profile that warrants particular attention. 

 

Care recipient’s health condition  

 

Across different countries, we observed that care recipient’s multimorbidity had a positive 

effect on caregiver experiences, specifically: caregivers reported more gains, lower illness 

threat, and higher willingness to care. This contrasts with a systematic review of 19 studies 

(Amer Nordin et al., 2019) which compared caregiver health outcomes when the care recipient 

exhibited multimorbidity versus single disease and found that, whilst caregiver burden, quality 

of life, and perceived difficulty in assisting the care recipient were negatively affected by the 

care recipient’s multimorbidity, the overall evidence of a multimorbidity effect was 

inconclusive (Amer Nordin et al., 2019). The constituents of a care recipient’s multimorbidity, 

and the severity of conditions, likely influence the effects on different caregiver groups. The 

inconsistency between our findings and those of this review suggest that the relationship 

between the number of care recipient’s health conditions and caregiver outcomes begs further 

exploration. 
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Previous experience providing care 

 

The systematic review presented in Chapter 2 (Zarzycki, Seddon, Bei, & Morrison, 2022) and 

the qualitative study presented in Chapter 5 have evidenced that caregiver’s previous 

experience of providing care may influence motivations for caring. The findings of the iCohort 

study support this as caregivers with previous experience providing care reported lower 

extrinsic motivations and lower burden, higher health-related quality of life and higher 

presence of meaning. We suggest that caregiver’s previous caring experience may provide 

learning, a resource for coping with stress, for example in terms of knowing what to 

expect/reduced uncertainty or feeling upskilled (e.g., Nolan, 2001). 

 

Caregiver-care recipient relationship type 

 

Across countries, there was a discernible pattern showing the effect of the relationship type on 

caregiver motivations/willingness, illness threat, and values. Those providing care to a 

spouse/partner had higher intrinsic motivations and willingness for caring than those providing 

care to a parent/parent-in-law or to other people, and those providing care to a parent/parent-

in-law also had higher willingness than those providing care to other people. Caregiver 

motivations and willingness were higher amongst closer rather than extended family or non-

relatives. Those providing care to a spouse/partner scored higher on illness threat than those 

providing care to a parent/parent-in-law or to other people, suggesting that the care recipient’s 

illness/health condition is perceived as more threatening amongst romantic partners compared 

to other people. Also, those providing care to a spouse/partner scored lower on familism and 

higher on self-transcendence values and self-enhancement values as compared to those 

providing care to a parent/parent-in-law, suggesting that ‘blood ties’ may be more associated 

with familism and obligations than relationships not based on ‘blood ties’ (as in spouses). Most 

of the literature looks at caregiving for close family members, specifically older parents or 

partners/spouses (Revenson et al., 2016). Of the family caregivers who provide informal care 

to a family member aged 65 or older, nearly 80% are spouses or adult children (Wolff & 

Kasper, 2006). The iCohort data highlights a need to distinguish between those groups, and 

also the group of those providing care to other people (i.e., extended family or non-family 

members) than spouses/partners or parents. Previous studies examined the effect of the 

relationship of the caregiver to the care recipient only in terms of caregiver outcomes (e.g., 

burden, depression, wellbeing), not in respect to motivations, willingness, illness threat or 
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values. A meta-analysis of 168 studies (Pinquart & Sörensen, 2011) examined differences in 

depression and burden based on the caregiver-care recipient relationship type, specifically 

caregiving spouses, adult children, and children-in-law. Spousal caregivers reported greater 

caregiver burden, and lower levels of wellbeing than either type of adult child caregiver. This 

finding was partially explained by the fact that spousal caregivers provide more care and 

support to their partner as they are more likely to share a household. A study of family 

caregivers of cancer patients found that sibling caregivers reported more burden than others 

(Chindaprasirt et al., 2014). Although the findings of our study showed no differences in 

caregiver burden or wellbeing based on the relationship type, they highlighted the importance 

of considering the relationship type, especially in spousal versus non-spousal relationships, in 

studies of caregiver motivations, willingness, illness threat and values. 

 

Caregiver-care recipient co-residency status 

 

Co-residence of caregivers with their care recipients was associated with higher familism (and 

familial obligations), higher caregiver intrinsic/extrinsic motivations and willingness, and 

higher negative outcomes (i.e., reduced wellbeing and health-related quality of life). Poorer 

health-related quality of life, worse health and reduced wellbeing in caregivers co-residing with 

their care recipients was observed in previous studies, including three multinational studies 

(Calvó-Perxas et al., 2018; Kaschowitz & Brandt, 2017; Litwin et al., 2014). In agreement with 

the previous study (Kaschowitz & Brandt, 2017), poorer caregiver outcomes for those co-

residing with their care recipients were identified regardless of the country of residence. Co-

residency is a high risk-profile to consider when planning support for caregivers. The findings 

showed that co-residency may also enhance motivations, willingness, and familism, yet the 

meaning and salience of these differences needs to be studied further. 

 

Caregiver choice 

 

For most caregivers in this study (75%), taking on the caregiving role was not perceived as a 

choice. The  high prevalence of perceived lack of choice may be striking, however it has been 

noted in other recent studies (e.g., Pertl et al., 2019). Across the various countries the presence 

of choice in assuming the care role was associated with higher positive caregiver outcomes 

(health-related quality of life, wellbeing), higher willingness to provide care, a higher presence 

of meaning, lower extrinsic motivations and reduced negative caregiver outcomes (burden, 
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depression), than when there was no choice. These findings are congruent with the adverse 

effects of the lack of caregiver choice described in previous studies in relation to burden, 

distress, and poorer health outcomes (Pertl et al., 2019; Schulz et al., 2012; Winter et al., 2010). 

Conversely, the presence of caregiving choice has been associated with better caregiver 

wellbeing (Li & Lee, 2020). Caregiver choice has effects beyond caregiver outcomes of 

burden, wellbeing, or health-related quality of life; there are positive effects on willingness to 

provide care, and intrinsic motivations, both of which are related to positive caregiver 

experiences (see Chapter 7). In the next chapter analysis will address the moderating effect of 

choice in the link between caregiver values, meaning in life, illness threat, and caregiver 

motivations/willingness. 

 

Implications of findings 

 

It is essential to recognise that caregiving is a voluntary role. In developing provision for people 

with complex health and social care needs and for caregivers, it is important not to make 

assumptions about people’s willingness and ability to care. Social care policy, caregiver 

assessment and support planning processes should consider motivations and willingness to 

care, and recognise the diversity of caring relationships, acknowledging differences in 

caregiver experiences between different caregiver subpopulations, as described here. The 

prerequisites for the presence of choice cannot be generally met in most societies, i.e., the heavy 

reliance on informal caregivers as the main providers of care in social care systems in Europe, 

and the limited availability of services and support, leave many caregivers with no choice other 

than to provide care. Whilst Pertl et al. (2019) argue that it is potentially unfeasible to provide 

potential caregivers with the opportunity to make completely free choices around care, the 

findings reported here highlight the importance of perceived choice – found to be related to 

more positive and fewer negative caregiver experiences if had - and the need to explore 

potential alternative care options (see Chapter 8). 

 

Policy makers and practitioners should also be mindful that women may have more constrained 

choice, and are more likely than men to report more negative caregiver outcomes as confirmed 

here and elsewhere (e.g., Treichel et al., 2020; Xiong et al., 2020). The promotion of the 

ungendered provision of informal care should be highlighted. 
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Our data would suggest that new social policies should recognise that caregivers with poorer 

health, co-residing with their care recipients as well as those who are not care recipients’ close 

family members or are not relatives of the person in need of care are in higher risk of 

experiencing adverse caregiving outcomes. 

 

Any caregiver assessment, likely varying between countries in availability and delivery23, 

should recognise the variety of factors highlighted in the current data that comprise positive 

caregiving experience, and these include the caregiver’s perception of choice, cultural and 

personal values, meaning processes, illness threat, caregiver motivations and willingness, and 

various health and psychosocial outcomes of caregiving. All these give insights into caregivers’ 

experiences and their support needs. Caregiver assessment should be regularly reviewed and 

take into account planning for the future due to dynamic nature of caring relationships, and 

possibly of motivations and willingness to care. 

 

Appropriate support measures should be available to all caregivers, however, based on our 

data, it is notable that the negative outcomes of caregiving were generally reported more 

frequently in countries with underdeveloped support for caregivers (e.g., lower wellbeing and 

higher depression in Poland) rather than developed caregiver support. This is an important 

point to consider in European policy agendas. There are differences between national systems 

in terms of the level of development of social protection, the amount of benefits, their degree 

of universality, and differences in gender perceptions and women’s status in society (Spasova 

et al., 2018). These national differences may account for the differences in caregiver outcomes 

(e.g., burden or wellbeing) although there are other influences (e.g., sociodemographic factors). 

The findings suggest that the potential success of caregiver support, i.e., support enhancing 

positive caregiver experiences, may depend on the pattern of family values in society (cultural 

and personal values). 

 

The findings from the nine countries participating in the current survey demonstrate that 

caregiver support is important in underpinning positive caregiver experiences, mainly in terms 

of caregiver outcomes (e.g., their wellbeing or burden), but much less for motivations and 

willingness for caring (although it needs to be acknowledged that some people may initially or 

 
23 Caregiver assessments do not exist in Poland and Greece. For countries with underdeveloped caregiver support, 

it could be a goal when designing and implementing such assessments which are missing at the moment. 
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continuously not identify themselves as a caregiver). Support for caregivers can help sustain 

the caring relationship and avoid the need for crisis support – support measures such as respite 

care should be deemed as essential to address the adverse effects of caregiving (Carers UK, 

2021a; Shared Care Scotland, 2020; Spasova et al., 2018).  

 

Strengths and limitations 

 

The strength of the study presented in this chapter lies in the large amount of descriptive data 

collected from a diverse sample of caregivers using validated measures across nine countries. 

Participants resided in countries with differing care systems and differing cultural attitudes 

around informal care. This diversity likely enhances the generalisability of the results and has 

enabled the presentation of cross-country similarities and differences. ANCOVA tests 

controlled for many possible confounders, increasing our confidence in the between-country 

differences. The response rate achieved in the survey was good, i.e., greater than 40%, which 

is higher than the average response rate for web-based cohort surveys (Shih & Fan, 2008). 

Several strategies were adopted to improve the response rate in the present study, including for 

example simple and accessible web designs (Sammut et al., 2021). 

 

Several limitations should be noted when interpreting the results. First, this is a cross-sectional 

study, which prevents making cause-effect associations, although allowing detailed concurrent 

analyses of theory-informed psychosocial variables. Second, it is important to acknowledge 

that the between-country variations presented in this chapter could also reflect sampling 

differences as the participating sample varied in size across countries as well as differed in 

terms of age, employment status, care experience, time spent providing care, intensity of 

caregiving, their relationship with the care recipient and other characteristics (see Table 1). 

Where applicable, statistical tests controlled for the effect of these potential confounders to 

increase the likelihood that any differences could be attributed to the caregiver’s country of 

residence. However, due to an inadequate level of available research support in Germany and 

Ireland (that resulted in low N=25 and N=42, respectively), findings from these lowest 

recruiting countries should be treated with caution. Third, other alternative explanations for 

between-country differences or similarities observed might be possible. However, the inclusion 

of country culture, not solely policy factors, enhanced the interpretations derived from findings.  
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Fourth, demographic group influences on key study variables were tested using t-tests or one-

way ANOVAs, potential cofounders could not be controlled for in these analyses, thus 

potentially decreasing confidence in the differences detected. Fifth, due to the small sample 

sizes in all countries, it was impossible to perform further robust country-specific analyses 

(e.g., moderated mediations, see Chapter 7). Finally, generalisability of the current findings is 

limited by the caregivers’ characteristics – the sample comprised predominantly female, highly 

educated caregivers. Although the overrepresentation of female caregivers is consistently 

observed in studies on informal care (e.g., Bleijlevens et al., 2015; Quinn et al., 2010) and 

women are found to be caregivers more often than men (e.g., Tur-Sinai et al., 2020), and the 

fact that women are more willing to participate in surveys in general (e.g., Smith, 2008), gender 

and education likely introduce bias into our findings. 

 

Conclusions 
 

Extrinsic and intrinsic motivations, and willingness to care, were at moderate-high levels in all 

countries. No consistent picture supporting the relation between national caregiver support 

policies/country culture and caregiver motivations/willingness was found. Between-country 

differences in caregiver values and illness perceptions can be likely ascribed to differences in 

country culture, with countries typically characterised by individualist cultures reporting lower 

familism, higher self-enhancement values, and greater perceived illness threat compared to 

more collectivist countries. Higher search for meaning in life was reported in poorer countries 

than in wealthier countries. Higher negative caregiver outcomes and lower positive outcomes 

were generally observed in countries with underdeveloped caregiver support as compared to 

countries with developed support systems, with the exception for Sweden where recent 

significant cutbacks in social care services may have contributed to higher, albeit still moderate, 

caregiver burden and depression. Therefore, cross-country differences can likely be explained 

to different extents by cross-national policies (or their absence) around care and support and/or 

cultural contexts. Policies, caregiver assessment and support planning processes should 

recognise the diversity of caring relationships and caregiver subpopulations (e.g., women 

caregivers versus men caregivers), as their caregiver experiences differ (e.g., women reporting 

more negative experiences than men). The results evidence the complexity of the psychosocial 

experience of caregiving and emphasise the importance of support for caregivers, and high 

risk-profile factors that national policies could target such as co-residing with the care recipient, 

not being care recipient’s close family member, or caregiver’s own poorer health. Going 
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forward the results can help inform the development of new policies and measures to support 

caregivers in Europe and Israel.  
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Chapter 7 

 

Caregiver values, meaning in life, illness threat and caregiver 

outcomes: Exploratory moderated mediation models of caregiver 

motivations, willingness, and choice 

 

 

 

The material presented in this chapter will be submitted for two publications as: 

 

Zarzycki, M. & Morrison, V., Seddon, D. The moderator and mediators of the association 

between caregiver values, meaning in life, illness threat and positive caregiver outcomes. 

Psychology & Health 

 

Zarzycki, M., Seddon, D., Morrison, V. The moderator and mediators of the association 

between caregiver values, meaning in life, illness threat and negative caregiver outcomes. 

British Journal of Health Psychology 
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Abstract 

 

This chapter presents findings relating to the mediating role of caregiver motivations and 

willingness in the association between caregiver values, meaning in life, illness threat 

(independent variables) and positive and negative caregiver outcomes (dependent variables). 

Also examined was whether any mediated effect of independent variables on outcomes was 

further moderated by caregiver’s perceived choice in providing informal care. The sample 

consisted of 907-912 caregivers derived from the ENTWINE-iCohort study introduced in 

Chapter 6. Motivations/willingness for caring mediated the relationship between independent 

and outcome variables, however perception of choice in assuming the caring role did not 

moderate these associations. Familism, self-enhancement values and the presence of meaning 

had mostly positive and mediated effects on caregiver outcomes, whereas self-transcendence 

values, the search for meaning and illness threat were mainly associated with negative 

outcomes and mediated via motivations and/or willingness to care. Higher intrinsic motivations 

and/or willingness to care were associated with lower burden and depression, whereas higher 

extrinsic motivations associated with greater burden and depression. Theoretical models 

exploring predictors of caregiver motivations, willingness and outcomes should incorporate 

familism, personal values, meaning in life and illness threat. Understanding the mediating role 

of motivations/willingness on caregiving outcomes can aid the provision of more personalised 

caregiver support, for example through psychological and social care interventions. 
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Introduction 

 

Previous chapter (Chapter 6) examined cross-country variations in caregiver values, meaning 

in life, illness threat, motivations and willingness to care, and selected caregiver outcomes. 

However, we know little about the nature of relationships between these variables. Motivations 

and willingness to provide care may mediate the association between caregivers’ familial and 

personal values, meaning in life and illness threat, and various psychosocial and health 

outcomes for caregivers. In addition, the relationship between caregiver values, meaning in 

life, illness threat and motivations/willingness can be influenced by other factors such as the 

caregiver’s perceived choice in assuming the caring role. Firstly, the limited empirical evidence 

on the relationships between explanatory variables, motivations to care and caregiver outcomes 

is presented. Secondly, the integrated conceptual framework for mediation and moderation 

models tested is illustrated, followed by study objectives. 

 

Motivations to provide care 

 

In seeking understanding of the factors that may shape a person’s motivation to care, norms of 

perceived obligation towards family members, familism and ethnicity have been shown to have 

a predictive value (Dykstra & Fokkema, 2012; Ikkink et al., 1999; Parveen et al., 2011, 2013, 

2014; Silverstein et al., 2006). A qualitative systematic review of 84 studies (Zarzycki, 

Morrison, et al., 2022; see Chapter 3) demonstrated that cultural and societal factors strongly 

underpin caregiving motivations, e.g., cultural values, culturally-held illness beliefs. Moreover, 

a qualitative systematic review involving 103 studies (Zarzycki, Seddon, et al., 2022; see 

Chapter 2) evidenced the significance of personal and relational factors including family values 

and caregiving obligations, and finding meaning in shaping motivations for caring. Some 

potential predictors, such as illness perceptions, have only been identified in the review of 

qualitative literature (Chapters 2 and 3, Zarzycki, Morrison, et al., 2022; Zarzycki, Seddon, et 

al., 2022), but have never been tested empirically in quantitative designs. Others, such as 

finding meaning in life and caregiving, have been rarely studied in relation to motivations to 

care and thus the existing evidence base is limited (Farran & Keane-Hagerty, 1991; Quinn et 

al., 2010; Zhang & Lee, 2017).  
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Some studies suggest that intrinsic and extrinsic motivations may differently impact caregiving 

outcomes, with intrinsic motivations being typically associated with better outcomes and 

extrinsic motivations being typically associated with poorer outcomes, as seen for example in 

the case of caregiver burden (Quinn et al., 2010). In a similar direction of effect, Lyonette & 

Yardley (2003) found that greater intrinsic motivations were linked to higher caregiving 

wellbeing and satisfaction with the role.  

 

Willingness to provide care 

 

Burridge, Winch & Clavarino’s (2007) systematic review of 17 studies  identified four clusters 

of willingness to care indicators (demographic, physical, psychological and social), and 

Chapter 1 described the various determinants of willingness to provide care in more detail (see 

also the opinion paper, Zarzycki & Morrison, 2021). These include, for example, familism 

(Parveen et al., 2013). 

 

As willingness to provide care is considered to possibly mitigate the negative consequences for  

caregivers (see Chapter 1; Zarzycki & Morrison, 2021), willingness may expected to be 

associated with better caregiver outcomes. Reluctance to care, which can be considered the 

converse of willingness to provide care, has been shown to have negative effects on the 

caregiver. Typically, caregivers who self-report feeling reluctant to care experience greater 

burden and depression than those expressing willingness to care (Burridge et al., 2007; 

MacNeil et al., 2010; Raveis et al., 1998). However, it remains unclear whether willingness to 

provide care has positive or negative outcomes for caregivers (Parveen, 2011). 

 

Cultural and personal values 

 

No previous quantitative study has examined how cultural value of familism, nor personal 

values such as self-transcendence and self-enhancement, determine motivations and 

willingness to provide care, nor their relation to caregiver outcomes (direct or indirect). 

 

As described in Chapter 2, a large systematic review found familism to be related to both higher 

extrinsic motives (e.g., familial norms regulating care) and higher intrinsic motivations (e.g., 

the desire to protect the family member’s dignity and self-esteem). Moreover, the previous 
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qualitative study (Chapter 5) highlighted that family values constituted an important motive for 

caring. 

 

Familism is noted as being important in understanding caregiver distress, burden, depression, 

gains, wellbeing and coping (Gupta et al., 2009; Knight & Sayegh, 2010; Lai, 2010; Parveen 

et al., 2011, 2013) though the effects associated with familism are inconsistent (McCleary & 

Blain, 2013). A systematic review of 17 studies (Parveen, 2011) concluded that studies focused 

on the influence of familism on caregiver outcomes of burden and anxiety have produced 

mixed results (i.e., both positive and negative relationships between familism and burden). One 

of the reasons underlying the inconsistent findings may be that familism is associated with 

caregiver outcomes indirectly, i.e., through a mediator. Furthermore, although no consistent 

relationship between familism and caregiver outcomes of burden, strain, anxiety and 

depression has been shown, this does not suggest that familism is not related to other caregiver 

outcomes, for example, wellbeing or caregiver gains. A number of studies involving the general 

population and informal caregivers have in fact shown familism to be associated with better 

wellbeing (e.g., Campos et al., 2014; Corona et al., 2017; Valdivieso-Mora et al., 2016) and 

higher reported gains (Parveen et al., 2014; Parveen & Morrison, 2012).  

 

Personal values are evidenced to influence people’s wellbeing (e.g., Schwartz, 1992), yet the 

results across studies remain inconsistent (Joshanloo & Ghaedi, 2009; Sagiv & Schwartz, 

2000). Nonetheless, studies have observed that values such as good social or interpersonal 

relations (i.e., pertaining to the value of self-transcendence) are more relevant to a person’s 

wellbeing than material or ‘extrinsic’ values (pertaining to the value of self-enhancement; e.g., 

Ahuvia, 2002; Kasser & Ryan, 1996). On one hand, it could be hypothesised that ‘intrinsic’ 

values such as benevolence (which highlights the importance of helping others) and 

universalism (emphasising the importance of equal chances available to everyone) may 

determine caregiving motivations and willingness, especially intrinsic motivations, and 

caregiver outcomes (e.g., their wellbeing; Bobowik et al., 2011; Parveen et al., 2014; Parveen 

et al., 2011; Romero-Moreno et al., 2017). On the other hand, pursuing some ‘extrinsic’ values, 

such as power or external achievement, might enhance one’s wellbeing due to the fact that such 

values can help to promote oneself in a society - especially in parts of Europe that are 

considered as a more individualistic culture (Gobel et al., 2018).  If caregiving is perceived to 

enable personal growth or achievement, then self-enhancement values could be the source of 

strong motivations to provide care. It is possible that fulfilment of these values can be 
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associated with higher, presumably extrinsic, motivation to provide care, but also with 

enhanced wellbeing (Bobowik et al., 2011) or lower caregiver burden. The pursuit of such 

values as universalism and benevolence may not be necessarily associated as strongly with 

wellbeing as in more individualistic cultures across Europe (del Mar García-Calvente et al., 

2004; Gobel et al., 2018; Villalobos Dintrans, 2019). 

 

Meaning in life 

 

The qualitative meta-synthesis ( see Chapter 2; Zarzycki, Seddon, et al., 2022) and other limited 

quantitative empirical evidence (Farran & Keane-Hagerty, 1991; Levine et al., 1984; Noonan 

& Tennstedt, 1997; Pearlin et al., 1990; Quinn et al., 2010) have suggested the importance that 

finding meaning and meaning making may have for caregiver motivations and willingness to 

provide care, and caregiver outcomes. It is hypothesised that the presence of and the search for 

meaning may have differential impacts on intrinsic/extrinsic motivations and caregiver 

willingness to care. A study by Quinn et al. (2010) provides primary evidence in support of 

this, finding general meaning in caregiving to be significantly associated with both intrinsic 

and extrinsic motivations, although more strongly with intrinsic motivations (Quinn et al., 

2010; Quinn, Clare, McGuinness, et al., 2012). 

 

Previous studies have shown that feeling that one’s life is meaningful (presence of meaning) is 

important to human functioning – those with higher presence of meaning felt less 

burdened/depressed, and reported higher wellbeing/satisfaction (Weinstein & Cleanthous, 

1996; Weinstein et al., 2012; Zika & Chamberlain, 1992). In contrast, searching for meaning, 

may be connected to poorer caregiver experiences, as found in relation to negative outcomes 

such as depression (Steger et al., 2006). It has also been highlighted (Frankl, 2011; Maddi, 

1970) that frustration in the search for meaning in life may be distressing, whereas the presence 

of meaning may be linked to better caregiver experiences. 

 

It may also be hypothesised that the presence of meaning will be positively associated with 

intrinsic motivations as the presence of meaning has been shown to be linked to positive 

outcomes, e.g.,  better wellbeing (Quinn et al., 2010; Quinn, Clare, McGuinness, et al., 2012). 

On the contrary, the search for meaning may be positively associated with extrinsic motivations 

given the links between the search for meaning and more negative caregiver outcomes. The 

conceptualisation of meaning as consisting of two dimensions (presence of/search for meaning) 
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may also explain why meaning as globally operationalised in Quinn's (2012) was associated 

with both extrinsic motivations and intrinsic motivations, and not, as hypothesised only with 

intrinsic motivations (Quinn et al., 2010; Quinn, Clare, McGuinness, et al., 2012). 

 

Illness perceptions and illness threat 

 

First and foremost, the influence of illness perceptions/threat on caregiving motivations and 

willingness is unexamined in quantitative research, although as described in Chapters 2 and 3 

the qualitative meta-synthesis evidenced illness perceptions to shape motivations and 

willingness to provide informal care. 

 

Secondly, the effects illness perceptions/threat have on caregiver outcomes remain 

understudied in informal care although studied extensively in patient samples (see for example 

a meta-analysis of 31 studies by Dempster et al., 2015). A longitudinal study found illness 

coherence to be a predictor of caregiver gains over time (Parveen & Morrison, 2012). Another 

study demonstrated that caregiving partners of people with the onset of cognitive decline who 

were likely to minimise the threat (reduced perceived consequences) of their care recipient’s 

Alzheimer’s disease, reported normative levels of wellbeing and showed less distress than is 

commonly found in Alzheimer disease caregivers. Bassi and colleagues (2016) found that 

caregivers’ wellbeing was positively associated with their belief that they understood the care 

recipient’s illness, i.e., an illness coherence model, and inversely associated with their 

representations of illness threat and negative emotions. However, Helder and colleagues (2002) 

found that caregivers’ illness perceptions did not explain caregiver quality of life. It has also 

been suggested on the basis of their study findings that illness perceptions may better predict 

negative caregiver outcomes than positive outcomes, such as gains or wellbeing (Parveen & 

Morrison, 2012). Moreover, other studies have found illness perceptions to play a significant 

role in caregiver distress (e.g., Goode et al., 1998; Pakenham, 2001). The limited evidence base 

on the associations between illness perceptions/concern and caregiver outcomes makes it 

difficult to draw firm conclusions, yet the unequivocal and fragmented evidence begs the 

question of potential mediation effects of motivations/willingness to care in the link between 

illness threat and caregiver outcomes. 
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Caregiver choice 

 

A choice to provide care is defined as the extent to which a caregiver believes they had the 

freedom to choose to take up the responsibility of care (Al‐Janabi et al., 2018). Becoming a 

caregiver can be a complex process. Not all caregivers choose to be caregivers although they 

may latterly provide care voluntarily (Pertl et al., 2019). The importance of  perceived choice 

in assuming the caregiving role as a factor that may moderate the effect of caregiver values, 

meaning in life and illness threat on motivations and willingness for caring has been 

highlighted from findings of our qualitative meta-synthesis (Chapters 2 and 3), and from a 

mixed-method systematic review of caregiver willingness (Burridge et al., 2007). As we 

described earlier, personal values, familial obligations, economic pressures are important 

factors constraining caregiver choice to provide care (Burridge et al., 2007; Pertl et al., 2019; 

Winter et al., 2010; Chapter 6). A meta-analysis of 41 studies indicated that providing choice 

enhances intrinsic motivation (Patall et al., 2008) which is believed to lead to positive caregiver 

outcomes (Burridge et al., 2007; Carruth, 1996; Donorfio & Kellett, 2006; Dumit et al., 2015; 

Knight & Sayegh, 2010; Lyonette & Yardley, 2003; Parveen et al., 2011). Lack of choice seems 

to be a major indicator of reluctance to provide care, which may lead to the reduced quality of 

care, deterioration in the caregiver-care recipient relationship and higher probability of a care 

home placement (Burridge et al., 2007). Caregivers who are reluctant to provide care report 

feeling more burdened and are more likely to be depressed (Chou, 2000; Majerovitz, 2007). 

The meta-synthesis of 103 qualitative studies presented in Chapter 2 (Zarzycki, Seddon, Bei, 

& Morrison, 2022) described that where a provision of informal care was perceived as a 

personal choice, motivations to provide care were considered by caregivers as emanating from 

a personal desire to care and were connected with empathy. If caregiving was perceived to be 

devoid of personal choice or little choice was had, then caregivers described more negative 

experiences around their caregiving motives and more ‘extrinsic’ motivations to provide care. 

Various caregiving motivations seemed to be moderated by the perception of choice in 

caregiving. For example, the perception of choice distinguished between positive and negative 

views of caregiving obligations. Research examining the role of perceived choice to provide 

care and caregiver motivations/willingness is limited and the moderating effects of choice in 

the link between values, meaning processes, illness threat and motivations/willingness have 

never been tested (Kim et al., 2015; Pertl et al., 2019).  
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Conceptual framework 

 

The theoretical framework for mediation and moderated mediation models tested in this study 

is underpinned by the previous systematic reviews on caregiving motivations and willingness 

to provide care, including those described in Chapters 2 and 3 (Burridge et al., 2007; 

Greenwood & Smith, 2019; Quinn, Clare, McGuinness, et al., 2012; Zarzycki, Seddon, Bei, & 

Morrison, 2022) as well as the empirical evidence described above. The impact of explanatory 

variables on caregiver outcomes remains understudied and it is unclear whether any effects are 

direct or indirect. The iCohort study tests the mediating role of caregiver 

motivations/willingness between values, meaning in life, illness threat and both negative 

(burden and depression) and positive (wellbeing, gains, health quality of life) caregiver 

outcomes. 

 

Figure 1 shows the hypothetical moderated mediation framework/model proposed for the 

current analysis. The framework is exploratory and consistent with, and embedded within, a 

general integrative framework of informal caregiving in the illness context (Revenson et al., 

2016; see Chapter 1) and categorises explanatory factors (IVs) of motivations and willingness 

to provide care (mediators) and caregiver outcomes (DVs) as: (1) values, which comprise the 

value of familism and personal values (self-transcendence and self-enhancement); (2) the 

presence of and the search for meaning, which are appraisals related to the processes of finding 

and meaning making of caregivers’ experiences; (3) illness threat, which is a caregiver’s 

perception of a care recipient’s illness threat. The framework proposes that each explanatory 

variable impacts on caregiver outcomes through caregiving motivations and willingness to 

provide care, while controlling for several contextual socio-demographic factors, such as the 

caregiver’s gender or age. The framework also includes a hypothesised moderating effect of 

perceived choice in assuming the caregiving role on the relationship between explanatory 

variables and caregiver motivations and willingness to provide care. 
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Figure 1 Integrative theoretical framework exploring the links between exploratory variables, 

motivations and willingness to provide care, and caregiver outcomes 
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Study objectives 

 

Firstly, this analysis examined whether the effects of familism, personal values, presence of 

meaning or search for meaning, illness threat on caregiver outcomes are mediated by caregiver 

intrinsic/extrinsic motivations and willingness (mediators). Secondly, this analysis examined 

whether the caregiver’s perception of choice in providing informal care (moderator) moderated 

the first half of the mediation process (IV-Mediator path). 

 

Although no previous study has examined the abovementioned mediating effects of 

motivations/willingness, some preliminary hypotheses can be proposed based on the limited 

evidence presented above. It is hypothesised that motivations/willingness will mediate the 

relationship between the explanatory variables and caregiver outcomes in such a way that 

familism or the presence of meaning will have positive effects on caregiver outcomes via 

caregiver motivations/willingness to care. That is, higher intrinsic motivations and/or 

willingness to care will be positively related to positive caregiver outcomes and negatively 

related to negative caregiver outcomes, as compared to extrinsic motivations which are likely 

to have the opposite effect. The search for meaning and illness threat are expected to have the 

opposite effects to those of familism and the presence of meaning, likely having positive 

associations with negative outcomes via motivations and/or willingness to care. Based on the 

existing evidence base, it is difficult to hypothesise the possible effects of self-enhancement or 

self-transcendence values on motives and willingness for caring, and in turn on caregiver 

outcomes. Perceived choice in caregiving will moderate mediated relationship between the 

above explanatory variables and caregiver outcomes through motivations and willingness; 

specifically, the positive associations between explanatory variables and intrinsic 

motivations/willingness will be stronger when perceived choice is present; positive 

associations between explanatory variables and extrinsic motivations will be weaker when 

perceived choice is present. 
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Methods 
 

Full sample details and procedure of the study have been provided in Chapter 6. 

 

Measures 

 

Measures employed in the analyses presented in this chapter are the same as reported in Chapter 

6, thus only a brief summary is provided here. 

 

Potential explanatory variables for associations 

 

Socio-demographic variables: caregivers’ age, gender, country of residence, partnership status, 

level of education, relationship type between caregiver and care recipient, employment status, 

religious affiliation, ethnicity, income, cash benefits, care recipient’s age, gender, type and 

duration of health conditions. 

 

Caregiving context variables: the length of the caregiving, caregiver health status, care 

recipient’s health condition, previous caregiver experience, the presence of other 

caregivers/paid care workers, living arrangements, intensity of care. The ability of the care 

recipients to perform Activities of Daily Living (ADL) independently was assessed by 

caregivers by filling in the Katz Index (Katz, 1983). The Katz Index demonstrated good internal 

consistency (Cronbach’s α= .86). 

 

Familism: The 21-item Revised Familism Scale (RFS; Losada et al., 2019) measured 

caregivers’ familism and consists of three subscales: familial interconnectedness, familial 

obligations, extended family support. Responses were scored on five-point Likert scales from 

0 to 4. Familism score is the sum of all the items with a higher score (maximum score = 84) 

indicating a higher level of familism. The internal consistency was good for familial 

interconnectedness (Cronbach’s α=.77) and extended family support (Cronbach’s α=.71) scales 

and moderate for familial obligations scale (Cronbach’s α=.62). 

 

Personal values: Personal values were assessed using the Portrait Values Questionnaire (PVQ-

21; Schwartz, 2003), specifically two ‘higher-order values’ subscales: self-enhancement and 

self-transcendence. Responses were scored on six-point Likert response scales from 1 to 6. 
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Self-enhancement values are measured by the mean of items pertaining to values of power and 

achievement (maximum score of 6), and self-transcendence values are measured by the mean 

of items pertaining to values of benevolence and universalism (maximum score of 6). The 

internal consistency was good for self-enhancement values (Cronbach’s α=.74) and moderate 

for self-transcendence values (Cronbach’s α=.68). 

 

Meaning in life: The Meaning in Life Questionnaire (MLQ; Steger et al., 2006) consists of 10 

items measuring presence of, and the search for, meaning in life. Participants rated items on a 

seven-point Likert scale from 1 to 7. The MLQ yields two scores, presence of meaning 

(maximum score of 35) and search for meaning (maximum score of 35). Both subscales 

demonstrated good internal consistency (Cronbach’s α= .85, α= .88, respectively). 

 

Illness threat: The Brief Illness Perception Questionnaire (B-IPQ; Broadbent et al., 2006) was 

used to assess caregiver’s perception of the care recipient’s illness threat. The item responses 

were scored on a scale from 1 to 10 (modified response range). The total score was generated 

by summing up the scores for the B‐IPQ items with a reverse scoring of items 3, 4 and 7. A 

higher total score (maximum = 80) reflects a more threatening perception of illness. The mean 

inter-item correlation amounted to .12 which is acceptable and close to the ranges of .15-.50 

(Clark & Watson, 1995) and of .2 to .4 (Briggs & Cheek, 1986) which indicate the optimal 

level of scale consistency (when the number of items is less than 10). 

 

Mediator measures 

 

The potential mediators were motivations and willingness to provide care. The measures are 

briefly described below. 

 

Motivations to provide care: Motivations in Elder Care Scale (Lyonette & Yardley, 2003) was 

used and is comprised of two subscales: Extrinsic Motivations to Care (EXMECS) and Intrinsic 

Motivations to Care (INMECS). The EXMECS subscale consists of seven items which were 

rated on a five-point scale ranging from 1 to 5. A higher score (maximum score = 35) indicates 

greater extrinsic motivations to provide care. The EXMECS demonstrated good internal 

consistency (Cronbach’s α=.77). The INMECS subscale consists of six questions which 

caregivers rated on a five-point scale ranging from 1 to 5. A higher score (maximum score = 



 230 

30) indicates greater intrinsic motivations to provide care. The INMECS demonstrated good 

internal consistency (Cronbach’s α=.80). 

 

Willingness to provide care: The Willingness to Care Scale (Abell, 2001) assessed caregiver’s 

willingness to provide care and consists of three subscales of 10 emotional tasks, 10 

instrumental tasks and 10 nursing tasks typically carried out by caregivers. Caregivers rate each 

item on a five-point Likert scale from 1 to 5, with scores computed by the mean of the Likert-

type responses associated with appropriate global scale or subscale (maximum score = 5). The 

internal consistency was very good for nursing willingness (Cronbach’s α=.93) and emotional 

willingness (Cronbach’s α=.92), and good for instrumental willingness (Cronbach’s α=.88). 

 

Outcome measures 

 

The outcome measures/dependent variables (DVs) comprised caregiving wellbeing, burden, 

gains, depression and health-related quality of life as described below. 

 

Wellbeing: The five-item World Health Organisation-Five Wellbeing Index (WHO-5; 

Hermanns, 2007) was used. Items are rated on a six-point scale from 0 to 5, which are then 

summed and transformed into a percentage score (ranging from 0 to 100). Higher scores 

indicate better wellbeing. The internal consistency was very good in this study (Cronbach’s α= 

.90). 

 

Gains: The 10 item GAINS Scale (Pearlin, 1988) was used, where items are measured on a 

four-point Likert scale, 0-3 (maximum score = 30) and higher scores indicate greater gains. 

The measure demonstrated good internal consistency in this study (Cronbach’s α= .86). 

 

Health-related quality of life: The EQ-5D-5L (Herdman et al., 2011) was used. Five 

dimensions of health state are assessed using 5 items: mobility, self-care, usual activities, 

pain/discomfort, and anxiety/depression. Each dimension has 5 levels. The single EQ-5D Index 

value can be computed based on a specific algorithm to indicate the health-related quality of 

life (range from −0.22 to 1, with the maximum score of 1 indicating the best health quality of 

life). The EQ-5D Index demonstrated good internal consistency in this study (Cronbach’s 

α=.76). 
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Burden: The 12 item Short Form Zarit Burden Interview (ZBI-12; Bédard et al., 2001) was 

used. Items are scored on a five-point Likert scale (0 to 4), with a total score calculated from 

the sum of the items (maximum score = 48). Internal consistency was good (Cronbach’s α= 

.88). 

 

Depression: The Centre for Epidemiological Studies Depression Scale (CESD-10; Miller et 

al., 2008; Radloff, 1977) consists of 10 items with response options of 0 to 3. The total score 

is calculated by summing the 10 items, with higher scores indicating higher degrees of 

depressive symptoms (maximum score = 30). In the current study the measure demonstrated 

good consistency (Cronbach’s α= .87). 

 

Moderator 

 

Perceived choice in caregiving: Perceived choice in assuming the caregiving role was assessed 

with a single yes/no item (‘Do you feel you had a choice in taking on this responsibility of 

caring for your loved one?’) which has been used in previous research (Pertl et al., 2019; Schulz 

et al., 2012; Winter et al., 2010). 

 

Data analysis 

 

With the current sample size (> 900 participants), the sample was sufficient to detect small- to 

medium-sized effects in mediation and moderated mediation analyses (Preacher et al., 2007). 

In addition to descriptive analyses reported in Chapter 6, current analyses present Pearson’s 

correlations examining relationships among study variables and the results of tests for 

mediation and moderated mediation. 

 

Pearson’s correlation analyses were conducted to explore the relationships between study 

variables across all countries, including the relationships with selected continuous 

demographic variables (e.g., age, intensity of care). The identification of covariates was 

informed by previous research (e.g., caregivers’ and care recipients’ gender and age) and by 

significant associations between categorical demographic variables (e.g., living arrangements; 

see Chapter 6) and continuous demographic variables (e.g., Katz Index), and the mediator and 

outcome study variables (see D7 Appendix for the list of covariates in specific mediation or 

moderated mediation models). Caregiver’s country of residence was controlled for in every 
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mediation or moderated mediation model given the evidence of cross-national variations 

presented in Chapter 6. 

  

To test the hypotheses of the analysis presented in this chapter, exploratory mediation and 

moderation analyses were undertaken. The PROCESS computation tool (i.e., SPSS macro) was 

used to examine mediation, and a combination of mediation and moderation analyses, e.g., 

moderated mediation (Hayes, 2018). Following the procedure described by Hayes (2018), the 

bootstrap method (with 10000 bootstrap resamples) was conducted to examine the indirect 

effects for the mediation and moderated mediation analyses. 

 

A mediator is a variable that explains, in part or in total, the relationship between two other 

variables, being implicated in their casual pathway. To test the mediating effects of caregiving 

motivations and willingness (mediators) in the link between values, meaning in life, illness 

threat (IVs) and the caregiver outcomes of wellbeing, gains, health-related quality of life, 

burden, depression (DVs), a mediation model for 1 or more mediators, in parallel if multiple, 

was applied (i.e., model 4 in the PROCESS macro tool). This mediation analysis provides 

information about several weights: weights a1-3 show the effects of an IV on mediators, 

weights b1-3 present the effects of mediators on caregiver outcomes while controlling for an 

IV, weight c represents the total effect of an IV on caregiver outcome, weight c’ provides 

information about the direct effect of an IV on caregiver outcome and weights a x b show the 

indirect effect of an IV on caregiver outcome through mediator(s). 

 

Next, the moderating effect of perceived choice in caregiving was tested for the association 

between an IV-Mediator. A moderator is a variable that modifies the form or strength of the 

relationship between the IV and the DV. It may identify subgroups of subjects for which the 

association is stronger or weaker than for other groups, hence it is critical if one is to generalise 

research findings to a given population. The definition of a moderator is more restrictive than 

that of a confounder, since it requires a significant interaction effect, which can be tested in 

regression-based approach (such as for example in the PROCESS macro tool). Perceived 

choice in caregiving was tested as a moderator (of the relationship between IVs and mediators) 

based on the previously examined associations between the perceived choice and mediator 

variables (see Chapter 6). 
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Separate moderated mediation analyses were performed given the six different types of IVs 

(familism, self-transcendence values, self-enhancement values, presence of meaning, search 

for meaning, illness threat) and five different outcomes (wellbeing, gains, health-related quality 

of life, burden, depression). For the moderated mediation analyses, a moderated mediation 

model for 1 or more mediators, in parallel if multiple, with 1 moderator of IV-Mediator path 

was applied (i.e., model 7 in the PROCESS macro tool). The moderated mediation analyses 

aimed to examine whether the effect of IV (predictor variable, e.g., familism) on caregiver 

outcome (dependent variable, e.g., caregiver wellbeing, burden, or gains), through caregiver 

intrinsic/extrinsic motivations and willingness (mediators), varied based on caregiver’s 

perception of choice in providing informal care (moderator) moderating the first half of the 

mediation process (IV-Mediator path). The PROCESS computed the conditional indirect 

effects (i.e., when a moderator affects the size of an indirect effect; with 10000 bootstrap 

resamples). 

 

 

Findings  
 

1. Descriptive statistics 

 

Descriptive analyses describing the sample, ANCOVA tests examining cross-country 

differences in study variables, and t-tests or one-way ANOVAs examining demographic group 

differences in study variables are all reported in Chapter 6. Significant associations between 

caregiver choice and mediator variables were tested in moderated mediation models. 

 

 

2. Relationships between selected demographic variables and study variables 

 

This section describes the relationships between caregiver age, care recipient’s age, time 

caring, intensity of care, KATZ index (assessing the care recipient’s ADL) and key study 

variables across all countries. The correlations are presented in Table 1. Only significant 

relationships were entered as covariates into mediation and moderated mediation models. 
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Caregiver age was positively associated with self-transcendence values, self-enhancement 

values, intrinsic motivations, emotional, instrumental, and global willingness, wellbeing, and 

gains and negatively related to the search for meaning, burden, and depression. 

 

Care recipient’s age was positively associated with familism, family support, familial 

obligations, the search for meaning, gains and health quality of life, and negatively related to 

self-enhancement values, illness threat, intrinsic motivations, and emotional willingness. 

 

The total period of caregiving was significantly positively related to self-enhancement values, 

nursing, and global willingness, and it was significantly negatively related to the search for 

meaning, gains and health-related quality of life. 

 

Intensity of care was significantly positively related to familism, family support, familial 

obligations, illness threat, self-enhancement values, extrinsic and intrinsic motivations, 

nursing, emotional, instrumental, and global willingness to provide care, burden, and 

depression, and significantly negatively related to the presence of meaning, wellbeing, and 

health-related quality of life.  

 

KATZ Index (a high score indicating care recipient’s level of functional independence) was 

significantly positively related to the presence of meaning, self-enhancement values, 

wellbeing, and health-related quality of life. KATZ Index was significantly negatively related 

to illness threat, extrinsic motivations, nursing, instrumental and global willingness to provide 

care, burden, and depression. 
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Table 1 Correlations between study variables 

 

 Variable 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20 21 22 23 24 25 

1 Age — 

 

                        

2 Care recipient’s age 0.20** — 

 

                       

3 Total period of caregiving (weeks) 0.10** -0.40** — 

 

                      

4 Intensity of care24  0.09** -0.07* 0.12** — 

 

                     

5 KATZ (ADL) score25 0.01 -0.19** -0.01 -0.29** — 

 

                    

6 Familism (X1) -0.02 0.08* -0.04 0.08* -0.01 — 

 

                   

7     Familial interconnectedness -0.04 0.05 -0.05 0.04 0.01 0.90** — 

 

                  

8     Family support -0.06 0.09** -0.04 0.08* -0.02 0.80** 0.66** — 

 

                 

9     Familial obligations 0.01 0.07* -0.01 0.10** -0.04 0.71** 0.49** 0.52** — 

 

                

10 Self-transcendence (X2) 0.08** -0.01 -0.01 -0.05 0.03 -0.10** -0.16** -0.09** 0.03 — 

 

               

11 Self-enhancement (X3) 0.19** -0.09** 0.13** 0.10** 0.08* -0.13** -0.12** -0.12** -0.19** 0.02 — 

 

              

12 Presence of meaning (X4) 0.03 0.03 0.03 -0.08** 0.06* 0.10** 0.17** 0.04 0.02 -0.18** -0.07* — 

 

             

13 Search for meaning (X5) -0.16** 0.06* -0.07* 0.01 -0.03 0.17** 0.14** 0.14** 0.14** -0.04 -0.20** -0.09** — 

 

            

14 Illness threat (X6) -0.01 -0.12** 0.04 0.20** -0.23** -0.07* -0.08** -0.12** -0.01 -0.01 0.09** -0.23** -0.01 — 

 

           

15 EXMECS (M1) 0.05 0.02 0.02 0.10** -0.08** 0.06* 0.06* 0.01 0.11** -0.05 -0.05 -0.11** 0.07* 0.21** — 

 

          

16 INMECS (M2) 0.06* -0.07* 0.04 0.14** 0.02 0.22** 0.25** 0.13** 0.13** -0.20** 0.07* 0.14** 0.01 -0.01 0.37** — 

 

         

17 Willingness to provide care (M3) 0.07* -0.04 0.07* 0.20** -0.07* 0.21** 0.21** 0.16** 0.15** -0.07* 0.10** 0.12** -0.06* 0.01 0.03 0.38** — 

 

        

18     Willingness - nursing care 0.05 -0.02 0.09** 0.24** -0.12** 0.19** 0.17** 0.17** 0.16** -0.07* 0.11** 0.08* -0.05 0.01 0.02 0.35** 0.87** — 

 

       

19     Willingness - emotional care 0.07* -0.11** 0.03 0.09** -0.01 0.12** 0.15** 0.05 0.05 -0.11** 0.10** 0.14** -0.07* -0.05 0.01 0.32** 0.73** 0.49** — 

 

      

20     Willingness - instrumental care 0.10** -0.03 0.04 0.23** -0.07* 0.21** 0.20** 0.15** 0.18** -0.03 0.05 0.08 -0.03 0.04 0.06 0.33** 0.84** 0.71** 0.52** — 

 

     

21 Wellbeing (Y1) 0.11** 0.03 -0.01 -0.27** 0.21** 0.07* 0.10** 0.02 0.02 -0.01 -0.04 0.43** -0.12** -0.41** -0.21** 0.06* 0.05 0.01 0.09 0.02 — 

 

    

22 Gains (Y2) 0.14** 0.11** -0.09** -0.01 0.02 -0.28** -0.28** -0.22** -0.22** 0.15** 0.09** -0.27** -0.15** 0.18** -0.01 -0.23** -0.21** -0.20** -0.17** -0.21** -0.20** — 

 

   

23 Health quality of life (Y3) 0.01 0.08** -0.07* -0.23** 0.13** -0.01 0.01 -0.01 -0.04 0.03 -0.01 0.24** -0.06* -0.20** -0.10** -0.03 -0.03 -0.07* 0.01 -0.04 0.41* -0.05 — 

 

  

24 Burden (Y4) -0.10** 0.01 0.02 0.18** -0.21** -0.10** -0.14** -0.05 0.01 0.03 -0.05 -0.31** 0.16** 0.44** 0.33** -0.16** -0.24** -0.20** -0.29** -0.18** -0.54** 0.18** -0.24 — 

 

 

25 Depression (Y5) -0.15** -0.04 -0.03 0.23** -0.18** -0.05 -0.10** -0.01 0.01 -0.01 -0.04 -0.43** 0.20** 0.40** 0.23** -0.05 -0.10** -0.06 -0.12** -0.06 -0.74** 0.18** -0.46** 0.61** — 

 

*p < .05; **p < .01 

X, M & Y (in brackets) signify respectively independent variables, mediators and dependent variables tested in mediation or moderated mediation analyses 
 

 

 
24 Intensity of care measured as the total number of hours spent on caregiving per last week 
25 KATZ (ADL) score as assessing care recipient’s ADL 
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3. Cross-sectional relationships between study variables 

 

Correlations between study variables are presented in Table 1 for the whole sample. Significant 

relationships between study variables (X1-6, M1-3, Y1-5) were entered into mediation and/or 

moderated mediation models. 

 

In terms of familism, significant positive correlations were found between familism and 

extrinsic and intrinsic motivations, all types of willingness to provide care, and caregiver 

wellbeing, with significant negative associations found with caregiver gains and burden. The 

subscale of familial interconnectedness was significantly positively related to extrinsic and 

intrinsic motivations, all types of willingness to provide care, and caregiver wellbeing (but not 

to health-related quality of life); and significantly negatively related to caregiver gains, burden, 

and depression. Family external support was significantly positively related to intrinsic 

motivations, nursing, instrumental and global willingness to provide care, however it was 

significantly negatively related to caregiver gains. Familial obligations were significantly 

positively related to extrinsic and intrinsic motivations, nursing, instrumental and global 

willingness to provide care and negatively related to caregiver gains. 

 

In terms of personal values, self-transcendence values were significantly and positively related 

to caregiver gains, and significantly negatively related to intrinsic motivations, nursing, 

emotional and global willingness to provide care. In contrast, self-enhancement values were 

significantly positively related to intrinsic motivations, nursing, emotional and global 

willingness to provide care as well as caregiver gains. 

 

The presence of meaning was significantly positively associated with intrinsic motivations, all 

types of willingness to provide care, caregiver wellbeing and health-related quality of life, and 

significantly negatively associated with extrinsic motivations, caregiver gains, burden and 

depression. The search for meaning was significantly positively associated with extrinsic 

motivations, caregiver burden and depression and significantly negatively associated with 

emotional and global willingness to provide care, caregiver wellbeing, gains, and health-related 

quality of life. Perceived illness threat was significantly and positively associated with extrinsic 

motivations and caregiver gains, burden, and depression and significantly and negatively 

associated with caregiver wellbeing and health-related quality of life. 
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In terms of caregiver motivations, extrinsic motivations were significantly positively 

associated with caregiver burden and depression, and significantly negatively associated with 

caregiver wellbeing and health-related quality of life. Extrinsic motivations were not related to 

gains. Perhaps surprisingly, no significant relationship between extrinsic motivations and 

willingness to provide care was found. Intrinsic motivations were significantly positively 

associated with all types of willingness to provide care and caregiver wellbeing (but not with 

health-related quality of life), and significantly negatively associated with caregiver gains and 

burden (but not with depression).  

 

Global willingness to provide care was significantly and positively related to intrinsic 

motivations and significantly and negatively related to caregiver gains, burden and depression 

(but not to wellbeing and health-related quality of life). Similar patterns were observed for 

nursing, emotional and instrumental willingness for caring with the exceptions of nursing and 

instrumental willingness not being significantly associated with caregiver depression. 

 

 

4. Testing the mediating effects of caregiver motivations and/or willingness for providing 

care 

 

4.1 Familism as a predictor variable 

 

This section presents the results of the mediation analyses with familism as an IV, caregiving 

motivations and/or willingness as mediators, and caregiver outcomes as DVs. 

 

4.1.1 The mediation model for familism-motivations-wellbeing 

 

As seen in Table 2, intrinsic motivations mediated the link between familism and wellbeing, 

i.e., higher levels of familism were associated with higher levels of intrinsic motivations, which 

in turn were associated with higher levels of wellbeing. Extrinsic motivations did not mediate 

the familism-wellbeing relationship. 
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Table 2 Mediating effects of extrinsic and intrinsic motivations to care in the link between 

familism and caregiver wellbeing (N=907) 

 

Regression paths Unstandardized 

coefficients 
t p 95% CI 

Lower        Upper  
B SE 

Mediation a1 path (RFS on EXMECS) a .02 .01 1.91   .056 -.01 .06 

Mediation a2 path (RFS on INMECS) b .08 .01 6.66 .001*** .06 .11 

Wellbeing as an outcome       

Mediation b1 path (EXMECS on WHO-5) c -1.13 .16 -7.10 .001*** -1.45 -.82 

Mediation b2 path (INMECS on WHO-5) c 1.01 .19 5.22 .001*** .62 1.38 

Direct effect c’ (RFS on WHO-5) c .13 .07 1.77   .076 -.01 .26 

Total effect, c path (RFS on WHO-5; direct 

+ total indirect effect) 

.18 .07 2.51   .012* .04 .32 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (EXMECS as a 

mediator) 

-.03 .01   -.07 .01 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (INMECS as a 

mediator) 

.08 .02   .05 .13 

Note: RFS = Revised Familism Scale, familism; EXMECS = Extrinsic Motivations in Elderly Subscale, extrinsic 

motivations; INMECS = Intrinsic Motivations in Elderly Subscale, intrinsic motivations; WHO-5 = WHO 

Wellbeing Index, wellbeing.  
a Model summary: R2=.08, F (19,887) =4.04, p<.001 
b Model summary: R2=.10, F (19,887) =5.37, p<.001 
c Model summary: R2=.20, F (21,885) =11.01, p<.001 

*p < .05; **p < .01; ***p < .001 

 

 

4.1.2 The mediation model for familism-intrinsic motivations/willingness-gains 

 

As seen in Table 3, intrinsic motivations and willingness to care mediated the link between 

familism and gains whereby higher levels of familism were significantly associated with higher 

levels of intrinsic motivations and willingness to care, and higher levels of intrinsic motivations 

and willingness to care were in turn associated with lower levels of gains.  
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Table 3 Mediating effects of intrinsic motivations and willingness for providing care in the link 

between familism and caregiver gains (N=907) 

 

Regression paths Unstandardized 

coefficients 
t p 95% CI 

Lower        

Upper  B SE 

Mediation a1 path (RFS on INMECS) a .08 .01 6.62 .001*** .06 .11 

Mediation a2 path (RFS on Willingness to 

care) b 

.01 .001 6.45 .001*** .01 .02 

Gains as an outcome       
Mediation b1 path (INMECS on GAINS) c -.24 .05 -4.56 .001*** -.34 -.14 

Mediation b2 path (Willingness on 

GAINS) c 

-1.36 .34 -3.95 .001*** -

2.03 

-.68 

Direct effect c’ (RFS on GAINS) c -.13 .01 -6.55 .001*** -.17 -.09 

Total effect, c path (RFS on GAINS; direct 

+ total indirect effect) 

-.17 .01 -8.52 .001*** -.21 -.13 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (INMECS as a 

mediator) 

-.02 .005   -.03 -.01 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (Willingness as a 

mediator) 

-.01 .005   -.02 -.01 

Note: RFS = GAINS = GAINS Scale, caregiver gains. 
a Model summary: R2=.10, F (19,887) =5.38, p<.001 
b Model summary: R2=.13, F (19,887) =6.96, p<.001 
c Model summary: R2= .21, F (21,885) =11.64, p<.001 

***p < .001 

 

 

4.1.3 The mediation model for familism-extrinsic motivations-health quality of life 

 

As seen in Table 4, extrinsic motivations were not significantly associated with caregiver health 

quality of life. Extrinsic motivations did not mediate the link between familism and health 

quality of life. 
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Table 4 Mediating effects of extrinsic motivations in the link between familism and health-

related quality of life (N=907) 

 

Regression paths Unstandardized 

coefficients 
t p 95% CI 

Lower        Upper  
B SE 

Mediation a path (RFS on EXMECS) a .03 .01 1.83   .067 -.01 .06 

Quality of life as an outcome       
Mediation b path (EXMECS on EQ-5D) b -.01 .001 -1.61 .116 -.01    .01 

Direct effect c’ (RFS on EQ-5D) b -.01 .001 .03 .982 -.01 .01 

Total effect, c path (RFS on EQ-5D; direct 

+ total indirect effect) 

.01 .001 -.12 .903 -.01 .01 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (EXMECS as a 

mediator) 

-.01 .001   -.01 .01 

Note: EQ-5D-5L, health-related quality of life 
a Model summary: R2=.08, F (19,887) =3.83, p<.001 
b Model summary: R2=.15, F (20,886) =7.80, p<.001 

*p < .05 

 

 

4.1.4 The mediation model for familism-motivations/willingness-burden 

 

As seen in Table 5, intrinsic/extrinsic motivations and willingness to care mediated the link 

between familism and burden, i.e., higher levels of familism were associated with higher levels 

of intrinsic motivations and willingness to care, which in turn were associated with lower levels 

of burden. Higher levels of familism were also associated with higher levels of extrinsic 

motivations26, which in turn were associated with higher levels of burden. 

 

 
26

 The effect of caregivers’ familism on extrinsic motivations (a path) was statistically insignificant in the models 

tested (see models: 4.1.1; 4.1.3; 4.1.4; 4.1.5), yet close to the significance level (with p value ranging from .053 

to .067 across the models). In mediation tests, which are based on bootstrapping method as applied in the current 

analysis, statistically significant indirect effects are feasible regardless of whether one (or both) of the pathways 

(a or b) that define the indirect effect is/are insignificant (Hayes, 2018; Rucker et al., 2011). According to Hayes 

(2018; p. 116): ‘Statistical significance of a and b [paths] are not requirements of mediation’. In one model, where 

caregiver burden was tested as a DV (4.1.4), the results of the bootstrap test for extrinsic motivations as mediator 

were significant (effect=.02; bootstrapped 95% CI: .01–.04). This significant mediating effect of extrinsic 

motivation was not confirmed in in other models (i.e., models: 4.1.1; 4.1.3; 4.1.5), yet the tendency for the 

mediating effect of extrinsic motivations in these models is noticeable, with p and bootstrapped CI values 

suggesting closeness to the significance level. 
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Table 5 Mediating effects of caregiver motivations and willingness for providing care in the 

link between familism and caregiver burden (N=907) 

 

Regression paths Unstandardized 

coefficients 
t p 95% CI 

Lower        Upper  
B SE 

Mediation a1 path (RFS on EXMECS) a .03 .01 1.93    .053 -.002 .05 

Mediation a2 path (RFS on INMECS) b .08 .01 6.62 .001*** .06 .11 

Mediation a3 path (RFS on Willingness to 

care) c 

.01 .002 6.39 .001*** .008 .01 

Burden as an outcome       
Mediation b1 path (EXMECS on ZBI) d .68 .05 12.06 .001*** .56 .78 

Mediation b2 path (INMECS on ZBI) d -.52 .07 -7.34 .001*** -.66 -.38 

Mediation b3 path (Willingness on ZBI) d -3.10 .43 -7.10 .001*** -3.95 -2.24 

Direct effect c’ (RFS on ZBI) d -.02 .02 -.71 .473 -.07 .03 

Total effect, c path (RFS on ZBI; direct + 

total indirect effect) 

-.08 .02 -2.99 .002** -.14 -.03 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (EXMECS as a 

mediator) 

.02 .01   .01 .04 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (INMECS as a 

mediator) 

-.04    .01   -.06 -.03 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (Willingness as a 

mediator) 

-.03    .01   -.05 -.02 

Note: ZBI = Zarit Burden Interview, burden 
a Model summary: R2=.08, F (20,886) =3.86, p<.001 
b Model summary: R2=.10, F (20,886) =5.11, p<.001 
c Model summary: R2=.13, F (20,886) =6.64, p<.001 
d Model summary: R2=.36, F (23,883) =21.98, p<.001 

***p < .001 

 

 

4.1.5 The mediation model for familism-extrinsic motivations/willingness-depression 

 

As shown in Table 6, willingness to care mediated the link between familism and depression, 

i.e., higher levels of familism were again associated with higher levels of willingness to care, 

which in turn were associated with lower levels of depression. Extrinsic motivations did not 

mediate the familism-depression relationship.  
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Table 6 Mediating effects of extrinsic motivations and willingness to care in the link between 

familism and caregiver depression (N=907) 

 

Regression paths Unstandardized 

coefficients 
t p 95% CI 

Lower        Upper  
B SE 

Mediation a1 path (RFS on EXMECS) a .03 .01 1.90  .057 -.01 .06 

Mediation a2 path (RFS on Willingness to 

care) b 

.01 .002 6.27 .001*** .008 .016 

Depression as an outcome       

Mediation b1 path (EXMECS on CES-D) c .24 .03 6.00 .001*** .15 .31 

Mediation b2 path (Willingness to care on 

CES-D) c 

-1.55 .30 -5.03 .001*** -2.15 -.94 

Direct effect c’ (RFS on CES-D) c -.03 .01 -1.70   .089 -.06 .01 

Total effect, c path (RFS on CES-D; direct 

+ total indirect effect) 

-.04 .01 -2.34   .019* -.08 -.01 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (EXMECS as a 

mediator) 

.01 .003   -.01 .02 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (Willingness to 

care as a mediator) 

-.01 .005   -.03 -.01 

Note: CES-D, depression 
a Model summary: R2=.08, F (19,887) =4.03, p<.001 
b Model summary: R2=.12, F (19,887) =6.66, p<.001 
c Model summary: R2=.23, F (21,885) =12.81, p<.001 

*p < .05; **p < .01; ***p < .001 

 
 

4.2 Self-transcendence values as a predictor variable 

 

This section presents the results of the mediation analyses with self-transcendence values as a 

predictor variable, caregiving motivations and/or willingness as mediators, and caregiver 

outcomes as DVs. 

 

4.2.1 The mediation model for self-transcendence-intrinsic motivations-wellbeing 

 

As seen in Table 7, intrinsic motivations mediated the link between self-transcendence values 

and wellbeing whereby higher levels of self-transcendence values were significantly associated 

with lower levels of intrinsic motivations to care, which in turn were associated with lower 

wellbeing. 
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Table 7 Mediating effects of intrinsic motivations in the link between self-transcendence values 

and caregiver wellbeing (N=907) 

 

Regression paths Unstandardized 

coefficients 
t p 95% CI 

Lower        Upper  
B SE 

Mediation a path (Self-transcendence on 

INMECS) a 

-1.24 .19 -6.38      .001*** -1.63 -.83 

Wellbeing as an outcome       
Mediation b path (INMECS on WHO-5) b .56 .18 3.02 .002** .19 .91 

Direct effect c’ (Self-transcendence on 

WHO-5) b 

-.65 1.09 -.60 .548 -2.81  1.49 

Total effect, c path (Self-transcendence on 

WHO-5; direct + total indirect effect) 

-1.35 1.07 -1.25 .209 -.3.47 .76 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (INMECS as a 

mediator) 

-.70 .26   -1.27 -.24 

a Model summary: R2=.10, F (18,887) =5.16, p<.001 
b Model summary: R2=.16, F (20,886) =8.38, p<.001 

**p < .05; **p < .01; ***p < .001 

 

 

4.2.2 The mediation model for self-transcendence-motivations/willingness-gains 

 

As seen in Table 8, both intrinsic motivations and willingness to care mediated the link between 

self-transcendence values and gains, i.e., higher levels of self-transcendence values were 

associated with lower levels of intrinsic motivations and willingness to care, which in turn were 

associated with higher levels of gains. 
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Table 8 Mediating effects of intrinsic motivations and willingness to care in the link between 

self-transcendence values and caregiver gains (N=907) 

 

Regression paths Unstandardized 

coefficients 
t p 95% CI 

Lower        Upper  
B SE 

Mediation a1 path (Self-transcendence on 

INMECS) a 

-1.24 .19 -6.36 .001*** -1.62 -.85 

Mediation a2 path (Self-transcendence on 

Willingness to care) b 

-.07 .03 -2.22  .026* -.12 -.01 

Gains as an outcome       

Mediation b1 path (INMECS on GAINS) c -.25 .05 -4.80 .001*** -.36 -.15 

Mediation b2 path (Willingness to care on 

GAINS) c 

-1.69 .34 -4.88 .001*** -2.37 -1.01 

Direct effect c’ (Self-transcendence on 

GAINS) c 

-.97 .29 3.24  .001** .38 1.55 

Total effect, c path (Self-transcendence on 

GAINS; direct + total indirect effect) 

1.40 .30 4.63  .001*** .81 2.00 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (INMECS as a 

mediator) 

.32 .09   .15 .52 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (Willingness to 

care as a mediator) 

.11 .06   .01 .24 

a Model summary: R2=.10, F (19,887) =5.19, p<.001 
b Model summary: R2=.10, F (19,887) =4.84, p<.001 
c Model summary: R2=.19, F (21,885) =9.77, p<.001 

*p < .05; **p < .01; ***p < .001 

 

 

4.2.3 The mediation model for self-transcendence-motivations/willingness-health quality 

of life 

 

Motivations and willingness to care were not significantly correlated with health-related 

quality of life (see Table 1) and as such were not included in the mediation analyses.27 

 

4.2.4 The mediation model for self-transcendence-motivations/willingness-burden 

 

As seen in Table 9, both intrinsic motivations and willingness to care mediated the link between 

self-transcendence values and burden, i.e., higher levels of self-transcendence values were 

associated with lower levels of intrinsic motivations and willingness to care, which in turn were 

associated with higher levels of burden. 

 
27 Mediation models were run for this model to ensure that no significant effects were detected in a regression-

based approach (PROCESS macro). Indeed, no significant effects were yielded. 
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Table 9 Mediating effects of intrinsic motivations and willingness to care in the link between 

self-transcendence values and caregiver burden (N=907) 

 

Regression paths Unstandardized 

coefficients 
t p 95% CI 

Lower        Upper  
B SE 

Mediation a1 path (Self-transcendence on 

INMECS) a 

-1.25 .19 -6.38 .001*** -1.63 -.86 

Mediation a2 path (Self-transcendence on 

Willingness to care) b 

-.06 .03 -2.13  .033* -.12 -.01 

Burden as an outcome       

Mediation b1 path (INMECS on ZBI) c -.17 .07 -2.42  .015* -.31 -.03 

Mediation b2 path (Willingness to care on 

ZBI) c 

-4.02 .45 -8.76 .001*** -4.92 -3.12 

Direct effect c’ (Self-transcendence on 

ZBI) c 

.43 .39 1.07  .283 -.35 1.20 

Total effect, c path (Self-transcendence on 

ZBI; direct + total indirect effect) 

.90 .41 2.19  .028* .09 1.71 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (INMECS as a 

mediator) 

.22 .10   .03 .44 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (Willingness to 

care as a mediator) 

.26 .13   .01 .53 

a Model summary: R2=.10, F (20,886) =4.94, p<.001 
b Model summary: R2=.09, F (20,886) =4.64, p<.001 
c Model summary: R2=.26, F (22,884) =14.11, p<.001 

*p < .05; **p < .01; ***p < .001 

 

 

4.2.5 The mediation model for self-transcendence-willingness-depression 

 

As seen in Table 10, willingness to care mediated the link between self-transcendence values 

and depression. Higher levels of self-transcendence values were significantly associated with 

lower levels of willingness to care, which in turn were associated with higher depression. 
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Table 10 Mediating effects of willingness to care in the link between self-transcendence values 

and caregiver depression (N=907) 

 

Regression paths Unstandardized 

coefficients 
t p 95% CI 

Lower        Upper  
B SE 

Mediation a path (Self-transcendence on 

Willingness to care) a 

-.06 .03 -2.22  .026* -.12 -.01 

Depression as an outcome       
Mediation b path (Willingness to care on 

CES-D) b 

-1.69 .30 -5.50 .001*** -2.30 -1.09 

Direct effect c’ (Self-transcendence on 

CES-D) b 

.25 .27 .90 .365 -2.29 .80 

Total effect, c path (Self-transcendence on 

CES-D; direct + total indirect effect) 

.37 .28 1.29 .194 -.18 .92 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (Willingness to 

care as a mediator) 

.11 .05   .01 .24 

a Model summary: R2=.09, F (18,888) =5.11, p<.001 
b Model summary: R2=.20, F (19,887) =11.51, p<.001 

**p < .05; ***p < .001 

 

 

4.3 Self-enhancement values as a predictor variable 

 

This section presents the results of the mediation analyses with self-enhancement values as a 

predictor variable, caregiving motivations and/or willingness as mediators, and caregiver 

outcomes as DVs. 

 

4.3.1 The mediation model for self-enhancement values-intrinsic motivations-wellbeing 

 

As seen in Table 11, intrinsic motivations did not mediate the link between self-enhancement 

values and wellbeing. 
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Table 11 Mediating effects of intrinsic motivations in the link between self-enhancement 

values and caregiver wellbeing (N=907) 

 

Regression paths Unstandardized 

coefficients 
t p 95% CI 

Lower     Upper  

B SE 

Mediation a path (Self-enhancement on 

INMECS) a 

.13 .14 .94 .346 -.14 .41 

Wellbeing as an outcome       
Mediation b path (INMECS on WHO-5) b .58 .18 3.26 .001** .23 .94   

Direct effect c’ (Self-enhancement on 

WHO-5) b 

-1.14 .76 -1.49 .135 -2.64 .35 

Total effect, c path (Self-enhancement on 

WHO-5; direct + total indirect effect) 

-1.06 .77 -1.38 .166 -2.57 .44 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (INMECS as a 

mediator) 

.08 .09   -.09 .26 

a Model summary: R2=.06, F (19,887) =2.93, p<.001 
b Model summary: R2=.16, F (20,886) =8.49, p<.001 

**p < .05; **p < .01; ***p < .001 

 

 

4.3.2 The mediation model for self-enhancement values-motivations/willingness-gains 

 

As seen in Table 12, willingness to care mediated the link between self-enhancement values 

and gains, i.e., higher levels of self-enhancement values were associated with higher levels of 

willingness to care, which in turn was associated with lower levels of gains. Intrinsic 

motivations did not mediate the relationship between self-enhancement values and gains. 
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Table 12 Mediating effects of intrinsic motivations and willingness to care in the link between 

self-enhancement values and caregiver gains (N=907) 

 

Regression paths Unstandardized 

coefficients 
t p 95% CI 

Lower        Upper  
B SE 

Mediation a1 path (Self-enhancement on 

INMECS) a 

.13 .14 .96 .333 -.14 .42 

Mediation a2 path (Self-enhancement on 

Willingness to care) b 

.05 .02 2.24 .025* .01 .09 

Gains as an outcome       

Mediation b1 path (INMECS on GAINS) c -.29 .05 -5.55 .001*** -.39 -.19 

Mediation b2 path (Willingness to care on 

GAINS) c 

-1.75 .34 -5.04 .001*** -2.44 -1.07 

Direct effect c’ (Self-enhancement on 

GAINS) c 

.58 .21 2.78  .005** .17 1.00 

Total effect, c path (Self-enhancement on 

GAINS; direct + total indirect effect) 

.46 .22 2.09  .036* .02 .89 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (INMECS as a 

mediator) 

-.04 .04   -.13 .04 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (Willingness to 

care as a mediator) 

-.09 .04   -.17 -.01 

a Model summary: R2=.06, F (19,887) =2.98, p<.001 
b Model summary: R2=.09, F (19,887) =4.85, p<.001 
c Model summary: R2=.19, F (21,885) =9.60, p<.001 

*p < .05; **p < .01; ***p < .001 

 

 

4.3.3 The mediation model for self-enhancement values-motivations/willingness-health 

quality of life 

 

Motivations and willingness to care were not significantly correlated with health-related 

quality of life (see Table 1) and as such were not included in the mediation analyses.28 

 

4.3.4 The mediation model for self-enhancement values-motivations/willingness-burden 

 

As seen in Table 13, willingness to care mediated the link between self-enhancement values 

and burden, i.e., higher levels of self-enhancement values were associated with higher levels 

of willingness to care, which in turn were associated with lower levels of burden. Intrinsic 

motivations did not mediate the relationship between self-enhancement values and burden. 

 
28 Mediation models were run for this model to ensure that no significant effects were detected in a regression-

based approach (PROCESS macro). Indeed, no significant effects were yielded. 
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Table 13 Results of mediating effects of intrinsic motivations and willingness to care in the 

link between self-enhancement values and caregiver burden (N=907) 

 

Regression paths Unstandardized 

coefficients 
T p 95% CI 

Lower        Upper  
B SE 

Mediation a1 path (Self-enhancement on 

INMECS) a 

.13 .14 .96 .334 -.14 .42 

Mediation a2 path (Self-enhancement on 

Willingness to care) b 

.05 .02 2.23 .025* .01 .09 

Burden as an outcome       

Mediation b1 path (INMECS on ZBI) c -.18 .07 -2.68  .007** -.32 -.05 

Mediation b2 path (Willingness to care on 

ZBI) c 

-3.99 .46 -8.67 .001*** -4.89 -3.09 

Direct effect c’ (Self-enhancement on ZBI) 
c 

-.27 .27 -.98 .328 -.81 .27 

Total effect, c path (Self-enhancement on 

ZBI; direct + total indirect effect) 

-.49 .29 -1.66 .095 -1.07 .09 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (INMECS as a 

mediator) 

-.03 .03   -.09 .03 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (Willingness to 

care as a mediator) 

-.19 .09   -.38 -.02 

a Model summary: R2=.06, F (20,886) =2.82, p<.001 
b Model summary: R2=.10, F (20,886) =4.66, p<.001 
c Model summary: R2=.25, F (22,884) =14.10, p<.001 

*p < .05; **p < .01; ***p < .001 

 

 

4.3.5 The mediation model for self-enhancement values-willingness-depression 

 

As seen in Table 14, willingness to care mediated the link between self-enhancement values 

and depression. Higher levels of self-enhancement values were significantly associated with 

higher levels of willingness to care, which in turn were associated with lower levels of 

depression.  
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Table 14 Results of the mediating effects of willingness to care in the link between self-

enhancement values and caregiver depression (N=907) 

 

Regression paths Unstandardized 

coefficients 
T p 95% CI 

Lower        Upper  
B SE 

Mediation a path (Self-enhancement on 

Willingness to care) a 

.05 .02 2.25 .025* .01 .09 

Depression as an outcome       
Mediation b path (Willingness to care on 

CES-D) b 

-1.69 .30 -5.50 .001*** -2.30 -1.09 

Direct effect c’ (Self-enhancement on CES-

D) b 

-.18 .20 -.88 .374 -.57 .21 

Total effect, c path (Self-enhancement on 

CES-D; direct + total indirect effect) 

-.26 .20 -1.28 .199 -.66 .14 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (Willingness to 

care as a mediator) 

-.08 .04   -.17 -.01 

a Model summary: R2=.09, F (18,888) =5.12, p<.001 
b Model summary: R2=.20, F (19,887) =11.51, p<.001 

**p < .05; ***p < .001 

 

 

4.4 Presence of meaning as a predictor variable 

 

This section presents the results of the mediation analyses with the presence of meaning as a 

predictor variable, caregiving motivations and/or willingness as mediators, and caregiver 

outcomes as DVs. 

 

4.4.1 The mediation model for presence of meaning-motivations-wellbeing 

 

As seen in Table 15, both extrinsic and intrinsic motivations mediated the link between the 

presence of meaning and wellbeing. Higher levels of the presence of meaning were 

significantly associated with higher levels of intrinsic motivations and lower levels of extrinsic 

motivations. Lower levels of extrinsic motivations were associated with higher levels of 

wellbeing and higher levels of intrinsic motivations were associated with higher levels of 

wellbeing.  
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Table 15 Mediating effects of caregiver motivations in the link between the presence of 

meaning and caregiver wellbeing (N=907) 

 
Regression paths Unstandardize

d coefficients 

t p 95% CI 

Lower        Upper  

B SE 

Mediation a1 path (Presence of meaning on 

EXMECS) a 

-.07 .02 -2.54 .011** -.12 -.02 

Mediation a2 path (Presence of meaning on 

INMECS) b 

.11 .02 5.14  .001*** .07 .16 

Wellbeing as an outcome       

Mediation b1 path (EXMECS on WHO-5) c -.83 .14 -5.56      .001*** -1.12 -.53 

Mediation b2 path (INMECS on WHO-5) c .57 .17 3.25      .001*** .22 .92 

Direct effect c’ (Presence of meaning on 

WHO-5) c 

1.47 .11 12.97      .001*** 1.24 1.69 

Total effect, c path (Presence of meaning 

on WHO-5; direct + total indirect effect) 

1.59 .11 14.22 .001*** 1.37 1.80 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (EXMECS as a 

mediator) 

.06 .02   .01 .11 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (INMECS as a 

mediator) 

.07 .02   .03 .12 

a Model summary: R2=.08, F (19,887) =4.20, p<.001 
b Model summary: R2=.09, F (19,887) =4.36, p<.001 
c Model summary: R2=.33, F (21,885) =20.89, p<.001 

*p < .05; **p < .01; ***p < .001 

 

 

4.4.2 The mediation model for the presence of meaning-intrinsic motivations/willingness-

gains 

 

As seen in Table 16, intrinsic motivations and willingness to care mediated the link between 

the presence of meaning and gains. Higher levels of the presence of meaning were significantly 

associated with higher levels of intrinsic motivations and willingness to care. Higher levels of 

intrinsic motivations and willingness to care were associated with lower levels of gains. 
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Table 16 Mediating effects of intrinsic motivations and willingness for providing care in the 

link between the presence of meaning and caregiver gains (N=907) 

 
Regression paths Unstandardized 

coefficients 

t p 95% CI 

Lower        Upper  

B SE 

Mediation a1 path (Presence of meaning 

on INMECS) a 

.11 .02 5.18 .001*** .07 .16 

Mediation a2 path (Presence of meaning 

on Willingness to care) b 

.01 .003 5.16      .001*** .01 .02 

Gains as an outcome       

Mediation b1 path (INMECS on 

GAINS) c 

-.24 .05 -4.76      .001*** -.35 -.15 

Mediation b2 path (Willingness on 

GAINS) c 

-1.39 .34 -4.09      .001*** -2.06 -.72 

Direct effect c’ (Presence of meaning on 

GAINS) c 

-.25 .03 -7.29 .001*** -.31 -.18 

Total effect, c path (Presence of 

meaning on GAINS; direct + total 

indirect effect) 

-.30 .03 -8.81 .001*** -.36 -.23 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (INMECS as a 

mediator) 

-.03 .01   -.04 -.01 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (Willingness as 

a mediator) 

-.02 .01   -.04 -.01 

a Model summary: R2=.08, F (19,887) =4.43, p<.001 
b Model summary: R2=.11, F (19,887) =6.10, p<.001 
c Model summary: R2=.22, F (21,885) =12.24, p<.001 

***p < .001 

 

 

4.4.3 The mediation model for the presence of meaning-extrinsic motivations-health 

quality of life 

 

As seen in Table 17, extrinsic motivations did not mediate the link between the presence of 

meaning and health-related quality of life. The effect of the presence of meaning on health-

related quality of life was direct. 
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Table 17 Mediating effects of extrinsic motivations in the link between the presence of meaning 

and caregiver health-related quality of life (N=912) 

 

Regression paths Unstandardized 

coefficients 
t p 95% CI 

Lower        Upper  
B SE 

Mediation a path (Presence of meaning on 

EXMECS) a 

.06 .02 -2.58     .009** -.12 -.01 

Quality of life as an outcome       
Mediation b path (EXMECS on EQ-5D) b -.01 .001 -1.02 .305 -.01 .01 

Direct effect c’ (Presence of meaning on 

EQ-5D) b 

.01 .001 6.23 .001*** .004    .008 

Total effect, c path (Presence of meaning 

on EQ-5D; direct + total indirect effect) 

.01 .001 6.34 .001*** .004     .008 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (EXMECS as a 

mediator) 

.01 .001   -.01    .01 

a Model summary: R2=.08, F (17,894) =4.55, p<.001 
b Model summary: R2=.18, F (19,887) =11.06, p<.001 

*p < .05; **p < .01; ***p < .001 

 

 

4.4.4 The mediation model for the presence of meaning-motivations/willingness-burden 

 

As seen in Table 18, extrinsic and intrinsic motivations and willingness to care mediated the 

link between the presence of meaning and burden. Higher levels of the presence of meaning 

were associated with higher levels of intrinsic motivations and willingness to care, which in 

turn were associated lower levels of burden; higher levels of the presence of meaning were also 

associated with lower levels of extrinsic motivations, which in turn were associated with lower 

levels of burden. 
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Table 18 Mediating effects of caregiver motivations and willingness for providing care in the 

link between the presence of meaning and caregiver burden (N=907) 

 
Regression paths Unstandardized 

coefficients 

T p 95% CI 

Lower        Upper  

B SE 

Mediation a1 path (Presence of meaning 

on EXMECS) a 

-.07 .02 -2.56   .010* -.12 -.02 

Mediation a2 path (Presence of meaning 

on INMECS) b 

.11 .02 5.19      .001*** .07 .16 

Mediation a3 path (Presence of meaning 

on Willingness to care) c 

.01 .003 5.10      .001*** .01 .02 

Burden as an outcome       

Mediation b1 path (EXMECS on ZBI) d .62 .05 11.24 .001*** .51 .73 

Mediation b2 path (INMECS on ZBI) d -.45 .07 -6.46 .001*** -.59 -.31 

Mediation b3 path (Willingness on ZBI) d -2.89 .42 -6.82 .001*** -3.72 -2.06 

Direct effect c’ (Presence of meaning on 

ZBI) d 

-.27 .04 -6.56      .001*** -.35 -.19 

Total effect, c path (Presence of meaning 

on ZBI; direct + total indirect effect) 

-.42 .04 -9.32 .001*** -.51 -.33 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (EXMECS as a 

mediator) 

-.05 .01   -.08 -.01 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (INMECS as a 

mediator) 

-.05 .01   -.08 -.03 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (Willingness as a 

mediator) 

-.05 .01   -.07 -.02 

a Model summary: R2=.08, F (20,886) =4.01, p<.001 
b Model summary: R2=.08, F (20,886) =4.21, p<.001 
c Model summary: R2=.12, F (20,886) =5.82, p<.001 
d Model summary: R2=.39, F (23,883) =24.89, p<.001 

*p < .05; **p < .01; ***p < .001 

 

 

4.4.5 The mediation model for the presence of meaning-extrinsic motivations/willingness- 

depression 

 

As seen in Table 19, extrinsic motivations and willingness to care mediated the link between 

the presence of meaning and depression. Higher levels of the presence of meaning were 

significantly associated with lower levels of extrinsic motivations and higher levels of 

willingness to care. Lower levels of extrinsic motivations and higher levels of willingness to 

care were associated with lower levels of depression. 
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Table 19 Mediating effects of extrinsic motivations and willingness for providing care in the 

link between the presence of meaning and caregiver depression (N=907) 

 
Regression paths Unstandardized 

coefficients 

t p 95% CI 

Lower        Upper  

B SE 

Mediation a1 path (Presence of meaning 

on EXMECS) a 

-.07 .02 -2.56     .010** -.12 -.01 

Mediation a2 path (Presence of meaning 

on Willingness to care) b 

.01 .003 5.10      .001*** .01 .02 

Depression as an outcome       

Mediation b1 path (EXMECS on CES-

D) c 

.19 .03 5.29 .001*** .12 .26 

Mediation b2 path (Willingness on CES-

D) c 

-1.04 .28 -3.72 .001*** -1.59 -.49 

Direct effect c’ (Presence of meaning on 

CES-D) c 

-.38 .02 -13.05 .001*** -.44 -.32 

Total effect, c path (Presence of 

meaning on GAINS; direct + total 

indirect effect) 

-.41 .02 -14.07 .001*** -.47 -.35 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (EXMECS as a 

mediator) 

-.01 .005   -.03 -.01 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (Willingness as 

a mediator) 

-.01 .006   -.03 -.01 

a Model summary: R2=.08, F (19,887) =4.20, p<.001 
b Model summary: R2=.11, F (19,887) =5.89, p<.001 
c Model summary: R2=.35, F (21,885) =23.17, p<.001 

*p< .05; **p < .01; ***p < .001 

 

 

4.5 Search for meaning as a predictor variable 

 

This section presents the results of the mediation analyses with the search for meaning as a 

predictor variable, extrinsic motivations and/or willingness as mediators, and caregiver 

outcomes as DVs. 

 

4.5.1 The mediation model for the search for meaning-extrinsic motivations-wellbeing 

 

As seen in Table 20, extrinsic motivations mediated the link between the search for meaning 

and wellbeing. Higher levels of the search for meaning were significantly associated with 

higher levels of extrinsic motivations, and in turn higher levels of extrinsic motivations were 

associated with lower levels of wellbeing. 
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Table 20 Mediating effects of extrinsic motivations in the link between the search for meaning 

and caregiver wellbeing (N=907) 

 
Regression paths Unstandardized 

coefficients 

t p 95% CI 

Lower        

Upper  B SE 

Mediation a path (Search for meaning on 

EXMECS) a 

.05 .02 2.32 .020* .01 .09 

Wellbeing as an outcome       

Mediation b path (EXMECS on WHO-5) b -.76 .15 -5.04      .001*** -1.05 -.46 

Direct effect c’ (Search for meaning on 

WHO-5) b 

-.35 .10 -3.43      .001*** -.55 -.15 

Total effect, c path (Search for meaning on 

WHO-5; direct + total indirect effect) 

-.39 .10 -3.79 .001*** -.60 -.19 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (EXMECS as a 

mediator) 

-.04 .02   -.08 -.01 

a Model summary: R2=.08, F (18,888) =4.33, p<.001 
b Model summary: R2=.18, F (19,887) =10.65, p<.001 

*p < .05; **p < .01; ***p < .001 

 

 

4.5.2 The mediation model for search for meaning-willingness-gains 

 

As seen in Table 21, willingness to care mediated the relationship between the search for 

meaning and gains. Higher levels of the search for meaning were significantly associated with 

lower levels of willingness to care, and in turn lower levels of willingness to care were 

associated with higher levels of gains. 
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Table 21 Mediating effects of willingness for providing care in the link between the search for 

meaning and caregiver gains (N=912) 

 
Regression paths Unstandardized 

coefficients 

t p 95% CI 

Lower        Upper  

B SE 

Mediation a path (Search for meaning on 

Willingness to care) a 

-.01 -.01 -2.09 .036* -.01 -.001 

Gains as an outcome       

Mediation b path (Willingness on 

GAINS) a 

-2.52 .32 -7.68 .001*** -3.16 -1.87 

Direct effect c’ (Search for meaning on 

GAINS) b 

-.13 .02 -4.38 .001*** -.18 -.07 

Total effect, c path (Search for meaning 

on GAINS; direct + total indirect 

effect) 

-.11 .03 -3.74 .001*** -.17 -.05 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (Willingness as a 

mediator) 

.01 .007   .008 .001 

a Model summary: R2=.09, F (18,93) =5.11, p<.001 
b Model summary: R2=.16, F (19,892) =9.34, p<.001 

*p < .05; **p < .01; ***p < .001 

 

 

4.5.3 The mediation model for the search for meaning-extrinsic motivations-health 

quality of life 

 

As seen in Table 22, extrinsic motivations did not mediate the link between the search for 

meaning and health-related quality of life, neither was there a significant direct effect of the 

search for meaning on health-related quality of life. 
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Table 22 Mediating effects of the extrinsic motivations in the link between the search for 

meaning and caregiver health-related quality of life (N=912) 

 

Regression paths Unstandardized 

coefficients 
t p 95% CI 

Lower        Upper  
B SE 

Mediation a path (Search for meaning on 

EXMECS) a 

.05 .02 2.23 .025* .01 .09 

Quality of life as an outcome       
Mediation b path (EXMECS on EQ-5D) b -.01 .01 -1.40 .161 -.01 .01 

Direct effect c’ (Search for meaning on EQ-

5D) b 

-.01 .01 -1.79 .073 -.01  .01 

Total effect, c path (Search for meaning on 

EQ-5D; direct + total indirect effect) 

-.01 .01 -1.89 .057 -.01   .01 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (EXMECS as a 

mediator) 

-.01 .01   -.01   .01 

a Model summary: R2=.08, F (17,894) =4.44, p<.001 
b Model summary: R2=.15, F (18,893) =8.74, p<.001 

*p < .05; **p < .01; ***p < .001 

 

 

4.5.4 The mediation model for the search for meaning-motivations/willingness-burden 

 

As seen in Table 23, extrinsic motivations and willingness to care mediated the relationship 

between the search for meaning and burden. Higher levels of the search for meaning were 

significantly associated with higher levels of extrinsic motivations and with lower levels of 

willingness to care, and in turn higher levels of extrinsic motivations and lower levels of 

willingness to care were associated with greater burden. 
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Table 23 Mediating effects of extrinsic motivations and willingness for providing care in the 

link between the search for meaning and caregiver burden (N=907) 

 
Regression paths Unstandardized 

coefficients 

t p 95% CI 

Lower        Upper  

B SE 

Mediation a1 path (Search for 

meaning on EXMECS) a 

.05 .02 2.35   .018* .01 .10 

Mediation a2 path (Search for 

meaning on Willingness to care) 
b 

-.01 .01 -2.21   .026* -.01 -.001 

Burden as an outcome       

Mediation b1 path (EXMECS on 

ZBI) c 

.50 .05 9.32 .001*** .38 .59 

Mediation b2 path (Willingness on 

ZBI) c 

-4.27 .40 -10.54    .001*** -5.06 -3.47 

Direct effect c’ (Search for meaning 

on ZBI) c 

.15 .03 4.38      .001*** .08 .23 

Total effect, c path (Search for 

meaning on ZBI; direct + total 

indirect effect) 

.21 .03 5.36        

.001*** 

.13 .29 

Indirect effect bootstrapped (c – c’) 

with bootstrapped 95% CI 

(EXMECS as a mediator) 

.03 .01   .01 .05 

Indirect effect bootstrapped (c – c’) 

with bootstrapped 95% CI 

(Willingness as a mediator) 

.03    .01   .01 .05 

a Model summary: R2=.08, F (19,887) =4.14, p<.001 
b Model summary: R2=.09, F (19,887) =4.67, p<.001 
c Model summary: R2=.33, F (21,885) =21.43, p<.001 

*p < .05; **p < .01; ***p < .001 

 

 

4.5.5 The mediation model for the search for meaning-extrinsic motivations/willingness- 

depression 

 

As seen in Table 24, extrinsic motivations and willingness to care mediated the link between 

the search for meaning and depression. Higher levels of the search meaning were significantly 

associated with higher levels of extrinsic motivations and lower levels of willingness to care. 

Higher levels of extrinsic motivations and lower levels of willingness to care were associated 

with higher levels of depression. 
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Table 24 Mediating effects of extrinsic motivations and willingness for providing care in the 

link between the search for meaning and caregiver depression (N=907) 

 
Regression paths Unstandardized 

coefficients 

t p 95% CI 

Lower        Upper  

B SE 

Mediation a1 path (Search for meaning 

on EXMECS) a 

.05 .02 2.35   .018* .01 .10 

Mediation a2 path (Search for meaning 

on Willingness to care) b 

-.01 .01 -2.21   .026* -.01 -.001 

Depression as an outcome       

Mediation b1 path (EXMECS on CES-

D) c 

.21 .03 5.55 .001*** .13 .29 

Mediation b2 path (Willingness on CES-

D) c 

-1.54 .29 -5.18 .001*** -2.13 -.96 

Direct effect c’ (Search for meaning on 

CES-D) c 

.13 .02 5.15 .001*** .08 .18 

Total effect, c path (Search for meaning 

on GAINS; direct + total indirect 

effect) 

.15 .02 5.83 .001*** .10 .21 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (EXMECS as a 

mediator) 

.01 .01   .01 .02 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (Willingness as 

a mediator) 

.01 .01   .01 .02 

a Model summary: R2=.08, F (19,887) =4.14, p<.001 
b Model summary: R2=.09, F (19,887) =4.67, p<.001 
c Model summary: R2=.25, F (21,885) =14.27, p<.001 

*p< .05; **p < .01; ***p < .001 

 

 

4.6 Illness threat as a predictor variable 

 

This section presents the results of the mediation analyses with illness threat as a predictor 

variable, extrinsic motivations as a mediator, and caregiver outcomes as DVs. 

 

4.6.1 The mediation model for illness threat-extrinsic motivations-wellbeing 

 

As seen in Table 25, extrinsic motivations mediated the link between illness threat and 

wellbeing. Higher levels of illness threat were significantly associated with higher levels of 

extrinsic motivations, and in turn higher levels of extrinsic motivations were associated with 

lower levels of wellbeing.  
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Table 25 Results of the mediating effects of extrinsic motivations in the link between illness 

threat and caregiver wellbeing (N=907) 

 
Regression paths Unstandardize

d coefficients 

t p 95% CI 

Lower        

Upper  B SE 

Mediation a path (Illness threat on 

EXMECS) a 

.10 .02 4.89      .001*** .05 .13 

Wellbeing as an outcome       

Mediation b path (EXMECS on WHO-5) b -.56 .14 -3.89      .001*** -.85 -.28 

Direct effect c’ (Illness threat on WHO-5) b -.88 .08 -10.00      .001*** -1.05 -.70 

Total effect, c path (Illness threat on WHO-

5; direct + total indirect effect) 

-.93 .08 -10.69 .001*** -1.11 -.76 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (EXMECS as a 

mediator) 

-.05 .01   -.09 -.02 

a Model summary: R2=.09, F (18,888) =5.45, p<.001 
b Model summary: R2=.25, F (19,887) =16.28, p<.001 

*p < .05; **p < .01; ***p < .001 

 

4.6.2 The mediation model for illness threat-extrinsic motivations-gains 

 

Extrinsic motivations were not significantly correlated with gains (see Table 4) and were not 

included in the mediation analyses here. 29 

 

4.6.3 The mediation model for illness threat-extrinsic motivations-health quality of life 

 

As seen in Table 26, extrinsic motivations did not mediate the link between illness threat and 

health-related quality of life, however the direct path between illness threat and health-related 

quality of life is significant. 

 

 
29 Mediation models were run for this model to ensure that no significant effects were detected in a regression-

based approach (PROCESS macro). Indeed, no significant effects were yielded. 
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Table 26 Mediating effects of extrinsic motivations in the link between illness threat and 

caregiver health-related quality of life (N=912) 

 
Regression paths Unstandardized 

coefficients 

t p 95% CI 

Lower        Upper  

B SE 

Mediation a path (Illness threat on 

EXMECS) a 

.10 .02 4.77      .001*** .05 .13 

Quality of life as an outcome       

Mediation b path (EXMECS on EQ-5D) b -.01 .01 -.88       .374 -.01 .01 

Direct effect c’ (Illness threat on EQ-5D) b -.01 .01 -4.08     .001*** -.004 -.001 

Total effect, c path (Illness threat on EQ-

5D; direct + total indirect effect) 

-.01 .01 -4.27 .001*** -.004 -.001 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (EXMECS as a 

mediator) 

-.01 .01   -.01 .01 

a Model summary: R2=.09, F (17,894) =5.57, p<.001 
b Model summary: R2=.16, F (18,893) =9.62, p<.001 

*p < .05; **p < .01; ***p < .001 

 

 

4.6.4 The mediation model for illness threat-extrinsic motivations-burden 

 

As seen in Table 27, extrinsic motivations mediated the link between illness threat and burden. 

Higher levels of illness threat were significantly associated with higher levels of extrinsic 

motivations, and in turn higher levels of extrinsic motivations were associated with greater 

burden. 
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Table 27 Results of the mediating effects of extrinsic motivations in the link between illness 

threat and caregiver burden (N=907) 

 
Regression paths Unstandardized 

coefficients 

t p 95% CI 

Lower        Upper  

B SE 

Mediation a path (Illness threat on 

EXMECS) a 

.10 .02 4.89      .001*** .05 .13 

Burden as an outcome       

Mediation b path (EXMECS on ZBI) b .42 .05 7.87 .001*** .31 .52 

Direct effect c’ (Illness threat on ZBI) b .34 .03 10.44 .001*** .27 .40 

Total effect, c path (Illness threat on ZBI; 

direct + total indirect effect) 

.38 .03 11.49  .001*** .31 .44 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (EXMECS as a 

mediator) 

.04 .01   .02 .06 

a Model summary: R2=.09, F (18,888) =5.45, p<.001 
b Model summary: R2=.31, F (19,887) =21.68, p<.001 

*p < .05; **p < .01; ***p < .001 

 

 

4.6.5 The mediation model for illness threat-extrinsic motivations-depression 

 

As seen in Table 28, extrinsic motivations mediated the link between illness threat and 

depression. Higher levels of illness threat were significantly associated with higher levels of 

extrinsic motivations, and in turn higher levels of extrinsic motivations were associated with 

higher levels of depression. 
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Table 28 Results of the mediating effects of extrinsic motivations in the link between illness 

threat and caregiver depression (N=907) 

 
Regression paths Unstandardized 

coefficients 

t p 95% CI 

Lower        Upper  

B SE 

Mediation a path (Illness threat on 

EXMECS) a 

.10 .02 4.89      .001*** .05 .13 

Depression as an outcome       

Mediation b path (EXMECS on CES-D) b .16 .03 4.41 .001*** .09 .24 

Direct effect c’ (Illness threat on CES-D) b .22 .02 9.81 .001*** .18 .27 

Total effect, c path (Illness threat on CES-

D; direct + total indirect effect) 

.24 .02 10.55  .001*** .19 .29 

Indirect effect bootstrapped (c – c’) with 

bootstrapped 95% CI (EXMECS as a 

mediator) 

.01 .01   .01 .02 

a Model summary: R2=.09, F (18,888) =5.45, p<.001 
b Model summary: R2=.27, F (19,887) =17.98, p<.001 

*p < .05; **p < .01; ***p < .001 

 

 

5. The moderated mediation analyses based on caregivers’ perception of choice in 

assuming the caregiving role 

 

The moderating effect of caregiver choice was tested in moderated mediation models based on 

the previous outcomes of (i) t-tests examining the differences in key study variables between 

caregivers perceiving choice or not in assuming their caring role (see Table 11 in D6 Appendix) 

and the outcomes of (ii) the bootstrap tests for mediators (see Tables 2-28 above) examining 

the relationship between the IVs-mediators. Only variables found to be significant in these 

previous analyses are presented here in the moderated mediation models.30 

 

5.1 The moderated mediation model for familism-extrinsic motivations-burden 

 

For the IV-Mediator path, the results of the bootstrap test for extrinsic motivations as mediator 

were significant only in the model of familism-extrinsic motivations-burden (see Table 5).  

 

 
30 Moderated mediation models were run also where the effects of the caregiver choice on specific study variables 

were found insignificant to ensure that no significant effects were detected in a regression-based approach 

(PROCESS macro). No significant moderating effects of caregiver choice were detected in these models. 
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As depicted in Table 29, the results indicated that perception of choice in assuming the caring 

role did not moderate the association between familism and extrinsic motivations (B=-.05; 

SE=.03; t=1.44; p=.147); thus, the IV-Mediator pathway seen earlier (Table 5) is not moderated 

by caregiver choice. 

 

Table 29 The moderated mediation effects of caregiver choice for familism-extrinsic 

motivations-caregiver burden (N=907) 

 

a Moderation model summary: R2=.002, F (1,884) =2.10, p<.147 

 

 

5.2 The moderated mediation model for self-transcendence values-extrinsic motivations 

 

Due to the non-significant effect of caregiver choice on self-transcendence values (see Table 

11 in D6 Appendix), no moderated mediation model is presented. 

 

5.3 The moderated mediation model for self-enhancement values-extrinsic motivations 

 

Extrinsic motivations were not a mediator for any previous mediation model where self-

enhancement values were the IV (see Tables 11-14 above); thus, no moderated mediation 

model is presented.  

 

5.4 The moderated mediation model for the presence of meaning-extrinsic motivations 

 

Extrinsic motivations mediated the link between the presence of meaning and wellbeing (see 

Table 15), burden (see Table 18) and depression (see Table 19). There was a significant effect 

of caregiver choice on both extrinsic motivations and the presence of meaning (see Chapter 6 

for the description of this effect & Table 11 in D6 Appendix). 

      CI95% for B 

Moderator  B SE T p Lower Upper 

Choice        

EXMECS as an outcome       

Caregiver choice a Familism (RFS on 

EXMECS) 

-.02 .04 -.49 .617 -.10 .06 

 EXMECS (Choice 

on EXMECS) 

-5.81 1.52 -3.81 .001 -8.80 -2.82 

 Choice x RFS .05 .03 1.44 .147 -.01 .11 
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5.4.1 The moderated mediation model for the presence of meaning-extrinsic motivations-

wellbeing 

 

As depicted in Table 30, the results indicated that perception of choice in assuming the caring 

role did not moderate the association between the presence of meaning and extrinsic 

motivations (B=-.03; SE=.06; t=-.46; p=.640); thus, the IV-Mediator pathway seen earlier 

(Table 15) is not moderated by caregiver choice. 

 

Table 30 The moderated mediation effects of caregiver choice for the presence of meaning-

extrinsic motivations-caregiver wellbeing (N=907) 

 

a Moderation model summary: R2=.001, F (1,885) =.21, p=.640 

 

 

5.4.2 The moderated mediation model for the presence of meaning-extrinsic motivations-

burden 

 

As depicted in Table 31, perception of choice in assuming the caring role did not moderate the 

association between the presence of meaning and extrinsic motivations (B=-.03; SE=.06; t=-

.48; p=.628); thus, the IV-Mediator pathway seen earlier (Table 18) is not moderated by 

caregiver choice. 

 

  

      CI95% for B 

Moderator  B SE T p Lower Upper 

Choice        

EXMECS as an outcome 

Caregiver choice a Presence of 

meaning (MLQ 

on EXMECS) 

-.01 .08 -.25 .980 -.15 .15 

 EXMECS (Choice 

on EXMECS) 

-2.81 1.61 -1.73 .082 -5.99 .36 

 Choice x Presence 

of meaning 

-.03 .06 -.46 .640 -.15 .10 
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Table 31 The moderated mediation effects of caregiver choice for the presence of meaning-

extrinsic motivations-caregiver burden (N=907) 

 

a Moderation model summary: R2=.001, F (1,884) =.23, p=.628 

 

 

5.4.3 The moderated mediation model for the presence of meaning-extrinsic motivations-

depression 

 

As depicted in Table 32, perception of choice in assuming the caring role did not moderate the 

association between the presence of meaning and extrinsic motivations (B=-.03; SE=.06; t=-

.48; p=.631); thus, the IV-Mediator pathway seen earlier (Table 19) is not moderated by 

caregiver choice. 

 

Table 32 The moderated mediation effects of caregiver choice for the presence of meaning-

extrinsic motivations-caregiver depression (N=907) 

 

a Moderation model summary: R2=.001, F (1,885) =.23, p=.631 

 

 

  

      CI95% for B 

Moderator  B SE T p Lower Upper 

Choice        

EXMECS as an outcome 

Caregiver choice a Presence of 

meaning (MLQ 

on EXMECS) 

-.01 .08 -.01 .988 -.16 .15 

 EXMECS (Choice 

on EXMECS) 

-2.78 1.62 -1.71 .086 -5.96 .39 

 Choice x Presence 

of meaning 

-.03 .06 -.48 .628 -.15 .09 

      CI95% for B 

Moderator  B SE T p Lower Upper 

Choice        

EXMECS as an outcome 

Caregiver choice a Presence of 

meaning (MLQ 

on EXMECS) 

-.01 .08 -.02 .984 -.16 .15 

 EXMECS (Choice 

on EXMECS) 

-2.78 1.62 -1.71 .086 -5.96 .39 

 Choice x Presence 

of meaning 

-.03 .06 -.48 .631 -.15 .09 
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5.5 The moderated mediation model for the search for meaning-extrinsic motivations 

 

Due to the non-significant effect of caregiver choice on the search for meaning (see Table 11 

in D6 Appendix), no moderated mediation model is presented. 

 

5.6 The moderated mediation model for illness threat-extrinsic motivations 

 

Extrinsic motivations mediated the link between illness threat and wellbeing (see Table 25), 

burden (see Table 27) and depression (see Table 28). There was a significant effect of caregiver 

choice on both extrinsic motivations and illness threat (see Chapter 6 for the description of this 

effect & Table 11 in D6 Appendix).  

 

As depicted in Table 33, however, perception of choice in assuming the caring role did not 

moderate the association between the presence of meaning and extrinsic motivations (B=-.03; 

SE=.06; t=-.46; p=.640); thus, the IV-Mediator pathways seen earlier (Tables 25, 27-28) are 

not moderated by caregiver choice. 

 

Table 33 The moderated mediation effects of caregiver choice for illness threat-extrinsic 

motivations-caregiver wellbeing/burden/depression (N=907) 

 

a Moderation model summary: R2=.001, F (1,886) =.99, p=.319 

 

 

  

      CI95% for B 

Moderator  B SE T p Lower Upper 

Choice        

EXMECS as an outcome 

Caregiver choice a IPQ (IPQ on 

EXMECS) 

.12 .05 2.10 .035 .01 .22 

 EXMECS (Choice 

on EXMECS) 

-1.18 2.23 -.52 .596 -5.57 3.20 

 Choice x IPQ -.04 .04 -.99 .319 -.12 .03 
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Discussion 

 

The primary aim of the analyses presented in this chapter was to examine whether caregiver 

motivations and willingness to provide care mediated the associations between familism, 

personal values, presence of meaning, search for meaning, illness threat (IVs) and positive and 

negative caregiver outcomes (DVs). A secondary aim was to examine whether the effect of 

any IV on caregiver motivations and willingness to provide care was moderated by caregiver’s 

perception of choice in providing informal care. 

 

Summary of findings 

 

Firstly, the analysis presented in this chapter explored the mediating role of caregiver 

motivations and willingness in the association between caregiver values, meaning in life, 

illness concern (IVs) and positive and negative caregiver outcomes (DVs). Secondly, the 

analyses conducted explored whether any effect of IVs on outcomes as mediated by caregiver 

motivations and/or willingness was further moderated by caregiver’s perceived choice in 

providing informal care, moderating the first half of the mediation process. The hypothesised 

exploratory model showing the described links between IVs, motivations and willingness to 

provide care, and caregiver outcomes, and the evidence underpinning it, was described in the 

introduction to this chapter. This study is the first to explore the links between these variables. 

 

The results confirmed the various ways in which motivations/willingness for caring mediated 

the relationship between the independent and outcome variables. Familism, self-enhancement 

values and the presence of meaning had mostly positive and mediated effects on caregiver 

outcomes. Self-transcendence values, the search for meaning and illness threat were mainly 

associated with negative outcomes, also mediated via motivations and/or willingness to care. 

Higher intrinsic motivations and/or willingness to care were associated with lower burden and 

depression, whereas extrinsic motivations associated with greater burden and depression. 

However, the results indicated that the perception of choice in assuming the caring role did not 

moderate the association between independent variables and motivations/willingness for 

caring. Therefore, the hypothesised framework/model presented at the beginning of this 

chapter (see Figure 1) has only been partially confirmed. The new model suggests the 

importance of mediating effects of motivations and willingness to provide care between the 
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explanatory factors examined (IVs) and positive and negative caregiver outcomes. The specific 

findings of extensive exploratory mediation and moderated mediation tests are discussed 

below. 

 

Understanding positive caregiver outcomes 

 

For positive outcomes of wellbeing and gains, the effects of familism were mediated primarily 

by intrinsic motivations and/or willingness to provide care, with no effect of extrinsic 

motivations. Higher levels of familism were associated with higher intrinsic 

motivations/willingness, which in turn were associated with higher wellbeing. Familism 

appeared to be more related to intrinsic motivations (e.g., the desire to protect the family 

member’s dignity) rather than extrinsic motivations (e.g., familial norms around caregiving). 

The qualitative meta-ethnographic review (see Chapter 4) has evidenced caregiver self-identity 

as an important medium via which the values of familism may be ‘internalised’ (comprising 

part of the caregiver’s self-identity) and may underpin more ‘intrinsic’ motives for caring (e.g., 

the expression of love toward the care recipient). As noted, there is a limited number of studies 

conducted on the general population and/or informal caregivers that have shown familism to 

be associated with better wellbeing (e.g., Campos et al., 2014; Corona et al., 2017; Valdivieso-

Mora et al., 2016). As noted by Parveen & Morrison (2012), values of familism may promote 

a generally positive attitude towards family and enable the caregiver to experience more 

wellbeing - the iCohort data supports that. 

 

Whilst intrinsic motivations/willingness mediated the relationship between familism and gains, 

the direction of the effect was unexpected, i.e., higher familism was associated with higher 

intrinsic motivations/willingness, yet higher intrinsic motivations and willingness in turn were 

associated with lower gains. This is unexpected given previous findings showing that intrinsic 

motivations are related to higher positive outcomes (e.g., wellbeing) and lower negative 

outcomes (e.g., burden and depression; e.g., Quinn et al., 2010). This finding highlights the 

complex nature of caregiving motivations and willingness for caring, and that outcomes vary. 

The model of extrinsic and intrinsic motivations, on which the measure of caregiver 

motivations applied in this study is based on (MECS; Lyonette & Yardley, 2003), may be 

oversimplified and thus omit the examination of diverse caregiver motives which may have 

more nuanced and differential impacts on caregiver outcomes, such as gains. Apart from this, 
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it may be that intrinsic motivations may play a more significant role in reducing negative 

caregiver outcomes and they may not necessarily increase caregiver gains (as evidenced in this 

study). Perhaps those who are intrinsically motivated may not seek out gains to ‘justify’ their 

feelings about the caring role. Reporting gains may constitute an active attempt to see positive 

aspects in something that some caregivers may be unwilling to do. A measure of caregiver 

gains (Pearlin, 1988) applied in this study may have also not reflected caregivers’ gains 

appropriately. For example, an item assessing whether a caregiver ‘gained a sense of fulfilling 

duty’ may be more related to extrinsic rather than intrinsic motives for caring. This is also 

noted in the discussion of limitations and overall methodological considerations in Chapter 8. 

Moreover, the qualitative study (see Chapter 5) has shown that gains may derive from difficult 

negative caregiving experiences (e.g., post-traumatic growth deriving from caregiving 

challenges may be perceived as a gain) which may affect caregiver motivations, as well. 

 

The findings suggest that self-transcendence and self-enhancement values can have differential 

impacts on willingness to provide care and, as such, positive caregiver outcomes. Specifically, 

higher levels of self-transcendence values were associated with lower intrinsic motivations, 

which in turn were associated with lower wellbeing. This unexpected finding is perhaps the 

mediating effect of intrinsic motivations/willingness in the relationship between self-

transcendence values and gains in such a way that higher levels of self-transcendence values 

were associated with lower intrinsic motivations/willingness, which in turn were associated 

with higher gains. In this stance, however, the possible explanations behind this result (i.e., 

why lower intrinsic motivations and lower willingness may be related to higher gains) are 

provided above (see the discussion on the mediation model for familism-intrinsic 

motivations/willingness-caregiver gains). The mediating effects of intrinsic motivations in the 

relationship between self-enhancement values and caregiver wellbeing were not confirmed, 

however willingness mediated the relationship between familism and gains in the opposite way 

to self-transcendence values, i.e., higher levels of self-enhancement values were associated 

with higher willingness, which in turn was associated with lower gains. However, it is 

important to acknowledge the positive effects of self-enhancement values in the first part of 

the mediation model (IV – Mediator pathway), i.e., on willingness to care, as compared to the 

opposite effects of self-transcendence values on willingness to care and/or intrinsic 

motivations. As indicated in the introduction to this chapter, it was difficult to determine the 

possible impact that these two types of personal values may have on motives and willingness 

for caring. On one hand, one could expect that self-transcendence values may positively affect 
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caregiver intrinsic motivations, willingness and caregiver outcomes (e.g., their wellbeing; 

Bobowik et al., 2011; Parveen et al., 2014; Parveen et al., 2011; Romero-Moreno et al., 2017) 

as studies outside the caregiving context have observed that self-transcendence values are more 

relevant to a person’s wellbeing than material or ‘extrinsic’ values which pertain more to self-

enhancement values (Ahuvia, 2002; Kasser & Ryan, 1996). However, this analysis showed 

that it is the self-enhancement values that comprised the source of strong willingness to provide 

care (yet in this stance high willingness to care did not translate to higher gains, but 

unexpectedly lower caregiving gains). It may be that ‘extrinsic’ values such as achievement 

(which highlights personal success through demonstrating competence according to social 

standards) and power (emphasising social status and prestige) may determine caregiving 

willingness due to social desirability – willingness to care is desired given social norms around 

informal caregiving (Burridge et al., 2007; Ng & Indran, 2021). Given this, it is also unexpected 

that extrinsic motivations did not play a role in the mediation between self-enhancement values 

and caregiver outcomes. 

 

There was a clear difference between the impact of the presence of meaning and the search for 

meaning on caregiver motives/willingness, and positive outcomes, with the former construct 

of the presence of meaning appearing to be associated with more positive caregiver experiences 

(with the exception for gains), and the latter construct of the search for meaning being 

associated with more negative caregiver experiences (also with the exception for gains). 

Specifically, intrinsic and extrinsic motivations/willingness mediated the relationship between 

the presence of meaning and wellbeing in such a way that higher presence of meaning was 

associated with higher intrinsic motivations and willingness, and with lower extrinsic 

motivations, all of which were associated with higher wellbeing. Extrinsic motivations 

mediated the relationship between the search for meaning and wellbeing in such a way that a 

higher search for meaning was associated with higher extrinsic motivations, which in turn were 

associated with lower wellbeing. These findings are consistent with the hypothesised 

differential impacts of these two constructs on caregiver motivations, willingness and 

outcomes. Although the findings of this study cannot be compared with findings of any other 

quantitative study as the global meaning (i.e., meaning in life) has not been examined in 

quantitative caregiving research, there is evidence outside the caregiving context showing that 

the search for meaning, contrary to the presence of meaning, correlates with negative outcomes 

such as  depression (Steger et al., 2006). In the introduction to this chapter it was suggested 

that the frustration of the search for meaning in life may be distressing (Frankl, 2011; Maddi, 
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1970). On the contrary, higher presence of meaning has been related to decreased burden and 

depression, and higher wellbeing/satisfaction (Weinstein & Cleanthous, 1996; Weinstein et al., 

2012; Zika & Chamberlain, 1992). Findings confirm these differential effects of the presence 

of meaning and the search for meaning on caregiver wellbeing as mediated by motivations 

and/or willingness. However, the direction of these effects was contrary with regards to the 

effect of meaning processes on gains (as mediated by motivations/willingness), similarly as in 

the case of the effect of familism on gains (as mediated by motivations/willingness). That is, a 

higher presence of meaning was associated with higher intrinsic motivations and willingness; 

with higher intrinsic motivations and willingness being in turn associated with lower gains. On 

the contrary, a higher search for meaning was associated with lower willingness, which in turn 

was associated with higher gains. As in the case of the previous model described (i.e., the 

mediation model for familism-intrinsic motivations/willingness-caregiver gains), this is an 

unexpected finding and the possible explanations behind this result are provided above. 

Analysis also revealed that extrinsic motivations did not mediate the link neither between the 

presence of meaning and health-related quality of life, nor between the search for meaning and 

health-related quality of life. The findings showed that the effects of meaning processes on 

caregiver health-related quality of life are direct. These direct effects have already been 

explored in the wider literature (e.g., Bernard et al., 2017; Park et al., 2008), and this study 

provides the first evidence in relation to  caregivers. 

 

The impact of an illness threat on caregiver outcomes as mediated by caregiving motivations, 

particularly extrinsic motivations as seen in our data, comprises a gap in quantitative research. 

Parveen & Morrison (2012) and Bacon et al. (2009) suggest that illness perceptions/threat may 

be better able to predict negative aspects of caregiving rather than positive ones. In this study, 

however, findings relate to positive and negative outcomes. A higher illness threat was 

associated with higher extrinsic motivations, which in turn were associated with lower 

wellbeing. Due to the novelty of this analysis, the current finding cannot be compared with 

other empirical studies, yet based on the common-sense model of self-regulation (Broadbent 

et al., 2006; Leventhal et al., 2003) and studies conducted on patients (e.g., Dempster et al., 

2015), it is not surprising that higher perceived illness threat may be related to poorer caregiver 

outcomes. The care recipient’s illness may be regarded as a threatening stressor for the 

caregiver and affect the caregiver’s emotional and behavioural responses. What is new to 

current understanding is the role that extrinsic motivations play in mediating the relationship 

between an illness threat and wellbeing. Firstly, we can see that this illness perception was 
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related to higher extrinsic motives. It appears that caregivers with more threatening perceptions 

of their care recipient’s illness tended to provide care out of more extrinsic motives, which are 

theoretically associated with external pressures or expectations to provide care. Secondly, these 

extrinsic motivations were associated with reduced wellbeing; a finding that was observed in 

other mediation models as well as previous empirical evidence (Cicirelli, 1993; Quinn et al., 

2010). It is worth noting that extrinsic motivations did not mediate the relationship between an 

illness threat and caregiver’s health-related quality of life. The findings showed that the effects 

of illness threat on caregiver health quality of life are direct, i.e., a more threatening perception 

of care recipient’s illness was associated with lower health-related quality of life. This finding 

is contrary to the findings from a previous study (Helder et al., 2002), in which caregiver illness 

perceptions/threat did not explain caregiver quality of life (directly). 

 

Understanding negative caregiver outcomes 

 

Motivations/willingness mediated the relationship between familism and burden in such a way 

that higher familism was associated with higher intrinsic and extrinsic motivations/willingness; 

with higher intrinsic motivations and willingness being in turn associated with lower burden, 

and with higher extrinsic motivations being in turn associated with higher burden. In an 

analogical way willingness to care mediated the link between familism and depression. 

However, extrinsic motivations did not mediate the relationship between familism and 

depression although there was a trend seen in this direction. These findings are consistent with 

the hypothesised differential impacts of caregiver intrinsic versus extrinsic motives on 

caregiver positive versus negative outcomes, presented in the introduction to this chapter. 

Extrinsic motivations have been linked to poorer caregiver outcomes in previous studies 

(Cicirelli, 1993; Quinn et al., 2010), e.g., higher burden. The findings are consistent with the 

hypothesis proposed by Zarzycki & Morrison (2021) in their perspective paper, stating that 

willingness to provide care can mitigate the negative consequences for caregivers, and thus 

may lead to a reduction in reported burden and depression. What is important to acknowledge, 

however, is the paradoxical nature of familism in its influence on the caregiver outcome of 

burden (via motivations/willingness). Parveen (2011) in her systematic review of 17 studies 

noted the inconsistency of the results on the impact of familism on caregiver outcomes, and 

showed that in some studies familism was associated either positively or negatively with 

burden, with no consistent picture explaining these findings. The iCohort data may explain the 
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inconsistency in previous findings by showing that familism increases both extrinsic and 

intrinsic motivations as well as willingness to care (the mediators), which in turn differently 

affect caregiver burden (as described above). The findings of the qualitative meta-synthesis 

presented in Chapter 2 also suggested that familism may be related both to extrinsic and 

intrinsic motivations. However, this analysis confirms these relationships between both 

intrinsic and extrinsic motivations and caregiver burden only, and shows that familism can lead 

to both ‘positive’ and ‘negative’ outcomes via caregiver extrinsic motives and intrinsic 

motives/willingness to care. 

 

Self-transcendence values and self-enhancement values had differential impacts on outcomes 

of burden and depression (as mediated by intrinsic motivations and willingness). A higher level 

of self-transcendence values was associated with lower intrinsic motivations and willingness, 

which in turn were associated with higher burden. An analogous pattern was observed for the 

mediating effect of willingness to care in the relationship between self-transcendence values 

and depression. The opposite pattern was observed for the mediating effects of willingness to 

care in the relationship between self-enhancement values and burden/depression, i.e., higher 

levels of self-enhancement values were associated with higher levels of willingness to care, 

which in turn were associated with lower levels of burden and depression. Higher intrinsic 

motivations and/or willingness to care appeared to be potential protective factors against the 

experience of burden and depression. Moreover, self-enhancement values were indirectly (via 

willingness to care) related to lower burden and depression, whereby self-transcendence values 

were indirectly (via willingness to care and/or intrinsic motivations) related to higher burden 

and depression. Perhaps self-transcendence values, which highlight the importance of helping 

others, are indirectly related to negative caregiver outcomes due to an over-investment in the 

care role (i.e., focus on care for others, insufficient self-care). On the other hand, caregivers in 

this study may have perceived their caring role and its duties as enabling achievement, therefore 

self-enhancement values could have enhanced willingness to provide care, which in turn 

‘protected’ caregivers against increased burden and depression. 

 

There was a difference between the impact of the presence of meaning and the search for 

meaning on caregiver motives/willingness, and the outcomes of burden and depression. The 

higher presence of meaning was associated with higher intrinsic motivations and willingness, 

and with lower extrinsic motivations, which in turn were associated with lower burden. A 

similar pattern was observed for the mediation model of the presence of meaning-extrinsic 
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motivations/willingness-caregiver depression. On the other hand, a higher search for meaning 

was associated with higher extrinsic motivations, and with lower willingness, which were in 

turn associated with higher burden. Therefore, intrinsic motivations, willingness to care and 

the presence of meaning in life appeared to be potential protective factors against increased 

caregiver burden and depression. In contrast, extrinsic motivations and the search for meaning 

in life were related to the experience of higher burden and depression. These findings are 

congruent with the findings and theoretical considerations linking the search for meaning to 

poorer outcomes (Frankl, 2011; Maddi, 1970; Steger et al., 2006). What is new to the existing 

evidence base is the empirical verification of these models in the caregiving context as well as 

the determination of caregiving motivations/willingness as mediators between the meaning in 

life and caregiver outcomes of burden and depression. The conceptualisation of global meaning 

as consisting of two dimensions (the presence of and the search for meaning) also explains why 

situational meaning in a previous study by Quinn et al. (2012) was positively associated with 

both extrinsic motivations and intrinsic motivations, contrary to the authors’ hypothesis that 

there should only exist a link between meaning and intrinsic motivations (as intrinsic 

motivations were linked to caregiver’s better wellbeing; Lyonette & Yardley, 2003), and not 

between meaning and extrinsic motivations (Quinn et al., 2010; Quinn, Clare, McGuinness, et 

al., 2012). 

 

Extrinsic motivations mediated the relationship between illness threat and burden/depression 

in such a way that the more threatening illness perception was associated with higher extrinsic 

motivations, which in turn were associated with higher burden/depression. As such, extrinsic 

motivations may be seen as a factor escalating caregiver burden and depression (in its 

mediating effect in the relationship between an illness threat and caregiver outcomes). The 

negative impact of an illness threat on experiences has been also documented in the wider 

literature, e.g., higher illness threat in patients correlated strongly with more symptoms of 

anxiety and depression (Goode et al., 1998; Kuiper et al., 2022; Pakenham, 2001). As can be 

seen in this study, these negative effects of illness threat concern caregivers, not only care 

recipients. 
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Understanding the role of caregiver choice 

 

The moderating effect of caregiver choice was examined in the link between familism, 

presence of meaning, illness threat, and extrinsic motivations (i.e., in IV-Mediator pathway). 

Perceived choice did not moderate the effect between these explanatory variables (familism, 

the presence of meaning, illness threat) and caregiver outcomes via motivations and 

willingness. Given the theoretical framework and previous research described in the 

introduction to this chapter (Chou, 2000; Majerovitz, 2007; Zarzycki, Seddon, Bei, & 

Morrison, 2022), it could have been expected that the positive associations between 

explanatory variables and extrinsic motivations will be weaker when perceived choice was had. 

Typically, categories of perceived choice and autonomous motivation are associated with 

intrinsic motivations (see for example Self-Determination Theory; Barry et al., 2021; Ryan & 

Deci, 2000), whereby experiences of the lack of choice or controlled motivation are discerned 

as extrinsic motivations. However, these predictions were not confirmed in this study. 

 

It should be remembered that for most caregivers in this study (75%), taking up the caregiver 

role was not perceived as a choice, thus the data is imbalanced. Caregiver choice is part of a 

larger societal and policy discourse on informal care (e.g., Arksey & Glendinning, 2007; Welsh 

Government, 2014). The provision of alternative care options is seen to be constrained by the 

costs of care and limited resources. Nevertheless, our findings suggest that regardless of 

perceived choice, caregiving motivations and willingness play a vital role in shaping caregivers 

positive and negative experiences. Despite most caregivers not perceiving a free choice (see 

Chapter 6), overall levels of willingness and motivations to provide care were moderate to high 

in the iCohort study. It is also important to acknowledge that caregiver choice in this study 

referred to the initial choice in taking on a caregiving role (i.e., assuming the role when one 

becomes ill), not a choice within the caregiving role. As highlighted by Arksey & Glendinning 

(2007), it may be important to differentiate between the two, and this may be one explanation 

behind the lack of the moderating effect of choice in this study. 

 

The overall findings suggest that regardless of perceived choice, caregivers’ familism, self-

enhancement values and the presence of meaning had mostly positive effects on caregiver 

outcomes via caregiver motivations and/or willingness to care. In contrast, self-transcendence 

values, the search for meaning and illness threat had predominantly positive associations with 
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negative outcomes via motivations and/or willingness to care. Higher intrinsic motivations 

and/or willingness to care were protective factors against the experience of burden and 

depression, as compared to extrinsic motivations which often had the opposite effect (i.e., 

increasing burden and depression).  

 

 

Implications of findings 

 

The findings indicate that theoretical models exploring predictors of caregiver motivations, 

willingness and outcomes should incorporate familism, personal values, meaning in life and 

illness threat. The new model, supported in the mediation findings, supports calls for more 

integrative conceptual frameworks and models to guide research that might better explain 

caregiver positive and negative outcomes (Bastawrous, 2013; Carbonneau et al., 2010; Quinn, 

Clare, McGuinness, et al., 2012; Revenson et al., 2016). 

 

The findings showed that familism, self-enhancement values and the presence of meaning may 

comprise resources as these were closely related to higher intrinsic motivations and willingness 

to care, and in turn to mainly better caregiver outcomes. Although psychological and social 

care interventions may not be able to directly affect caregiving motivations and willingness, 

understanding the mediating role of motivations/willingness on caregiving outcomes would aid 

the provision of more personalised caregiver support. For example, caregivers who have higher 

extrinsic than intrinsic motivations, for example, being motivated out of perceived social 

pressure, may require more targeted support to help them cope with caregiving demands, 

improve their wellbeing and reduce their sense of burden. 

 

Future research should be also mindful of the way in which choice is assessed. Pertl et al. 

(2019) highlight that a dichotomous item assessing caregiver choice (such as the one used in 

this study) may be likely to give a different impression of the prevalence of choice as compared 

with a multiple option degree-of-choice measure. The research pertaining to caregiver choice 

is limited (Al‐Janabi et al., 2018; Burridge et al., 2007; Pertl et al., 2019; Winter et al., 2010; 

Zarzycki, Morrison, et al., 2022) and there is no gold-standard measure with which to assess 

it. As few people are likely to have an entirely unconstrained choice in assuming the caring 

role (Pertl et al., 2019), perhaps a more nuanced exploration of choice is required. Alongside 

the exploration of choice, an examination of caregiver motivations, willingness to care, and 
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contextual factors (Zarzycki, Seddon, et al., 2022; see Chapter 2) that constrain/facilitate choice 

would be of value. 

 

 

Strengths and limitations 

 

This study employed a quantitative methodology using well-validated, theoretically derived 

instruments and analyses data derived from a large multinational dataset – a high sample size 

(N=907-912) enabled detailed examination of mediating and moderating processes whilst 

controlling for a large set of covariates. Most measures demonstrated good or very good 

reliability. Numerous explanatory variables have been tested in relation to motivations and 

willingness for caring, and in relation to both positive and negative caregiver outcome 

variables. The analyses and their findings have offered detailed and robust findings of the 

complex relationships between personal, social, psychological and motivational factors and 

key caregiver outcomes and thus expand on existing literature. 

 

With regards to limitations, the study made use of a convenience sample recruited 

predominantly online, which may have introduced bias (i.e., inherent coverage bias; 

Bethlehem, 2010). However, a number of recent studies have shown that the coverage bias of 

web-based surveys has diminished in Europe as the Internet access has become more 

widespread (Mohorko et al., 2013; Vicente & Reis, 2012). Currently, Europe is one of the 

regions with the highest internet penetration rates in the world (including Israel). Given the 

high internet penetration, participating countries were well suited for a predominantly web-

based study. A further limitation is that this study was based on cross-sectional data and 

investigated mediation and moderated mediation processes at a certain point in time - this limits 

the ability to draw causal conclusions about relationships between the variables examined in 

the models. Furthermore, sample size limitations prevented separate cross-country 

mediation/moderated mediations tests, which given the cross-national differences in variables 

identified in the analysis presented in Chapter 6, means that certain subtleties of national 

differences in mediation/moderated mediation pathways may have been missed. The 

caregiver’s country of residence was controlled for in this analysis. Some limitations also are 

apparent in the measures selected for use. The subscales of familial obligations (which is part 

of the familism scale), self-transcendence values and illness threat demonstrated moderate, 

although acceptable, scale reliability. The findings pertaining to explaining caregiver gains are 
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also hard to interpret at times, leading to consideration whether the measure of caregiver gains 

(Pearlin, 1988) applied may have also not reflected caregivers’ gains appropriately in the 

context of caregiver motivations and willingness (see Chapter 8 for methodological discussion 

of the measures applied). 

 

Given the survey length, it could be argued that it might have had an impact on the type of 

caregivers who participated in the survey. However, as shown earlier, the characteristics of the 

participants well generally well-balanced and enabled robust analyses (both in Chapter 6 and 

7), i.e., the survey was completed by caregivers of different ages, with different levels of 

intensity of caring responsibilities, providing care to care recipients with different health 

conditions, reporting different caring situations (e.g., being in paid employment outside their 

caring role, living or not with their care recipient, etc.). Significant efforts were made to recruit 

a diverse sample of caregivers to capture the caregiving experiences of participants with 

different characteristics and care situations. Randomisation of the survey modules was 

introduced to reduce the burden of completing the survey. The online design of the survey 

enabled tailoring the survey to particular participants, thus also decreasing the perceived 

questionnaire length. Simple graphic design of the survey also hopefully contributed to 

reducing the burden of completion. 

 

 

Conclusion 

 

Supporting informal caregivers is crucial both at an individual and a societal level. The data 

presented here have highlighted the important role played by caregiver values, beliefs and 

perceptions in caregiver outcomes, positive and negative. New to the field were findings that 

caregivers’ intrinsic/extrinsic motivations and willingness for caring mediated relationships 

between caregivers’ values, meaning in life, perceived illness threat, and caregiver outcomes. 
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Chapter 8 

 

Discussion 
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The main aim of this Ph.D. thesis was to develop a better understanding of motivations and 

willingness to provide care in the context of adult informal caregiving. Reviewing and 

analysing themes in the existing literature and drawing on data from two wide-ranging 

systematic reviews, a qualitative interview study, and an international quantitative survey with 

informal caregivers, the findings reported in this thesis address several gaps in the existing 

evidence base. The findings offered unique insights into the role of micro (personal, relational 

and contextual; Chapter 2) and macro (cultural and societal; Chapter 3) factors shaping 

motivations and willingness to care, and the way culture underpinned caregiver motivations 

and willingness (Chapter 4). Furthermore, a qualitative phenomenologically-inspired study 

(Chapter 5) offered insights into caregivers’ lived experience, focusing on motivations and 

willingness and their relations to personal values, and the challenges and gains (perceived and 

actual) of caregiving. Quantitative analyses of data from a large 9-country survey, the 

ENTWINE-iCohort study, investigated cross-country variations in cultural and personal 

values, meaning processes and illness threat, caregiver motivations and willingness to care, 

and key caregiver outcomes (Chapter 6). Further analysis examined whether any effect of 

cultural, personal, and psychosocial independent variables on caregiver outcomes is mediated 

by caregiver motivations and/or willingness, and whether this effect is moderated by 

caregiver’s perceived choice in providing informal care (Chapter 7). This chapter summarises 

the findings of the body of work as a whole, and bearing in mind any limitations, concludes 

regarding their contribution to theory development and implications for further research, policy 

and practice. 

 

Summary of findings 
 

The qualitative meta-synthesis (Chapters 2 and 3) identified diverse (micro and macro) 

determinants underlying motivations and willingness to provide care, which supported the need 

for a further review synthesis (Chapter 4), and for empirical studies (Chapters 5, 6 and 7). The 

meta-synthesis of micro influences on motivations and willingness to care (Chapter 2) 

highlighted relational, personal, and contextual factors, for example reciprocity, affection, 

caregiving obligations or situational aspects of caregiving. A systematic review of informal 

caregiver cultural and societal motivations (Chapter 3) evidenced that cultural values and 

norms influenced motivations to provide care, however, to better understand how such factors 

underpin and shape motivations and willingness to provide informal care, an in-depth analysis 

was required. The meta-ethnography (Chapter 4) addressed this question of ‘how’ culture 
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exerts its effects on motivations and willingness to provide care, and, by illustrating the 

possible interactions between ethnocultural factors, developed a model that explained cultural 

underpinnings of motivations and willingness to provide care. Cultural self-identity, typically 

arising from socialisation processes, was the overarching explanatory theme in this model, a 

factor rarely examined in previous research. A broad range of psychological and social 

caregiving motivations were identified in a qualitative study (Chapter 5) which showed that 

caregiving motivations can be influenced by caregiver responses to specific caregiving 

challenges (e.g., the perceived lack of support at the point of discharge from hospital) and the 

experience of gains (e.g., new skills and experience), i.e., suggesting that motivations were not 

static. Factors such as the cultural value of familism, personal values, meaning in life and 

perceived illness threat, all of which were identified in the qualitative meta-synthesis as 

underpinning motivations and willingness to provide care, were next explored in quantitative 

analyses within a large ENTWINE-iCohort dataset (Chapters 6 and 7). The between-country 

differences in key cognitive and psychosocial variables that emerged from the analyses 

presented in Chapter 6, and variations seen in caregiver outcomes were discussed in relation to 

differences in health and social care systems and/or to intrinsic cultural differences (Chapter 

6). Targeting caregivers’ intrinsic/extrinsic motivations and willingness to care is important as 

these, in different configurations, were found to mediate the effect of caregivers’ values, 

beliefs, and finding meaning on both positive and negative caregiver outcomes (Chapter 7). 

 

 

Theoretical contributions 

 

The early chapters of this thesis highlighted the challenges of comparing and contrasting 

existing empirical studies due to their often vague and conflicting definitions of motivations 

and willingness to provide care. The findings from the systematic reviews (Chapters 2, 3 and 

4) and subsequent empirical studies (Chapters 5, 6 and 7) highlight the need for clear 

definitions that are operationalised consistently in future research studies. Clearer definitions 

help synthesise thinking about the theoretical constructs of motivations to provide care and 

willingness to perform informal care, adding to the theoretical base on which empirical studies 

can be built and hypotheses tested. The theoretical contributions are described below. 
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Motivations to provide care 

 

Several theories could be used to explain caregiver motivations. A summary of these was 

presented by Zarzycki & Morrison (2021), and in Chapter 1, where it is shown that some of 

the theories embrace motivations to provide care by pointing to the caregiver ‘getting 

something back’ (e.g., Self-Interest Model; Greenberg, 1990; Lind & Tyler, 1988), whereas the 

others put more emphasis on the caregiver ‘giving something back’ (e.g., Normative Approach; 

Homans, 1961). Ryan & Deci (2000) and  Vallerand (1997) have provided the grounds for the 

intrinsic and extrinsic typology of motivation which is seen more commonly within the 

empirical quantitative literature around informal care (Cameron & Pierce, 1994; Lyonette & 

Yardley, 2003; Ryan & Deci, 2000), including the quantitative studies (Chapters 6 and 7) 

presented in this thesis. In informal care literature a dualistic theory, i.e., intrinsic versus 

extrinsic, is almost exclusively applied (Feeney & Collins, 2003; Kim et al., 2015; Lyonette & 

Yardley, 2003; Quinn et al., 2010, 2012; Walker et al., 2019; Chapters 6 and 7). However, the 

qualitative reviews and empirical studies presented in this thesis demonstrated that a closer 

look at the conceptualisation of these notions in informal caregiving research is needed - 

evidence of more complex caregiving motivations was documented, i.e., that they are multi-

faceted, are not mutually exclusive and can mediate the relationships between caregiver values, 

meaning in life, illness threat and various caregiver outcomes. Better conceptualisation of 

caregiving motivations will enable their more robust and appropriate assessment in future 

research. 

 

The systematic reviews (Chapters 2, 3 and 4) highlighted the importance of differentiating 

between initiation and continuation motives. Whilst the former are concerned with the 

reason(s) why a person decides to take on the caregiving role when a need arises, the later 

pertains to motivations for continuing to care when already providing informal care or 

considering it again in the future. The ‘caregiving journey’ (Revenson et al., 2016) can be 

conceptualised as consisting of stages, for example, stages of preparation, acquisition, 

enactment and role disengagement (Aneshensel et al., 1995; Lawton et al., 2000). The 

systematic review of contextual influences on caregiver motives (Chapter 2) revealed that the 

temporal context may play a role in shaping motivations and willingness. Different motivations 

may be apparent at different stages of caregiving (depending on the illness type, relationship 

quality, etc.). This idea has been proposed before by Schulz et al. (1989) who argued that in 

the early stages caregivers could be motivated by altruistic motives whereas in the later stages 
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caregivers may be more egotistically motivated. Hsu and Shyu (2003) in their study exploring 

the social exchanges of informal caregivers in an Asian context described changes in 

motivations starting with reciprocity motives, going through religiosity and expectation of 

reciprocity in the future, and ending at perceived social pressure when caregiving demands 

were higher. In other qualitative studies synthesised in the meta-synthesis (Chapters 2 and 3) 

caregivers described past or expected shifts in motivations from love and a sense of 

responsibility to seeking relief from the obligations and burden of care (Browne Sehy, 1998; 

Foster, 2012). In another study, caregivers stated that their role became easier over time due to 

the care duties becoming habitual (Parveen et al., 2011). Most of the studies synthesised for 

the two systematic reviews (Chapters 2, 3 and 4) were cross-sectional making it difficult to 

speculate about changes in motivations and willingness to care over time with confidence. As 

a consequence, it proved infeasible to differentiate between initial and continued caregiving 

motivations at the stage of systematic reviews, a limitation also previously noted in a 

qualitative systematic review of motivations specific to dementia caregiving (Greenwood & 

Smith, 2019). Greenwood & Smith (2019) concluded that a high proportion of continuation 

motives appeared similar to initiation motives for caring, for example love towards a care 

recipient or perceived obligation to care. Only in a few cases in the systematic reviews 

presented in this thesis (Chapters 2, 3 and 4) was it possible to discern findings describing why 

caregivers continued in their role (Globerman, 1996; Han et al., 2008; Ho et al., 2003; 

Kietzman et al., 2013; Park, 2015; Sheu, 1997; Wallhagen & Yamamoto-Mitani, 2006; 

Yamamoto & Wallhagen, 1997). Inferred differences between initial motives and continued 

motives were noted. Primary studies explored the motivations/willingness of caregivers who 

were already in role and thus sometimes initial motives could have been inferred through 

retrospective accounts. Whilst the cross-sectional design of the photovoice IPA study (Chapter 

5) meant that caregivers were interviewed on one occasion only, this did not preclude 

participants providing retrospective accounts of changes in their motivations, and these were 

noted, where possible. For example, support needs arising from the sudden and traumatic onset 

of brain injury comprised the initial motivation for the caregivers to assume their role, whilst 

meaning derived from caregiving appeared as a continuation motive for some caregivers. Time 

spent caring in the role was controlled for in quantitative analyses (Chapters 6 and 7) in cases 

in which it had significant associations with the study variables, and this factor appeared to 

have little effect. However, it should be noted that these analyses were also based on cross-

sectional data, which is a limitation acknowledged in these chapters, and here. 
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The effects of time (or of transitions in the caring role) on caregiver outcomes have been 

explored relatively extensively leading to empirical verification of two opposing theoretical 

proposals of ‘wear and tear’ and of ‘adaptation’ (see Chapter 1 for a summary of evidence for 

both). Whilst it is evidenced that transitions can affect caregiver outcomes, transitions in the 

role and time spent in the role may also impact motivations and willingness to care. This 

requires further empirical testing although alluded to in the current data, as well (Chapters 2, 

5, 6, 7).  The suggested adaptation to the role, making it more habitual as well as the experience 

of unexpected rewards and reinforcers, especially with extrinsic motivations emerging over 

time (e.g., implementation of formal services) possibly play a role in shaping continued 

motivations. In a rare longitudinal qualitative study (Morrison & Williams, 2020) one caregiver 

expressed having found freedom through employing formal services and having relinquished 

a primary desire to be the sole carer - regaining some independence constituted a new 

motivation to continue the role. The qualitative meta-synthesis (Chapter 2) indicated how 

respite care services (e.g., Tretteteig et al., 2017), home support services (e.g., Gerdner et al., 

2007; McDonnell & Ryan, 2014) and other formal services (Lee et al., 2019; Neufeld & 

Harrison, 1998; Stajduhar et al., 2008) play an important role in shaping continued motivations 

to care. Interestingly, monetary incentive (in terms of explicit benefits or inheritance related 

factors) explored in both a qualitative (Kietzman et al., 2013) and quantitative (Caputo, 2002) 

studies was of secondary importance, which – according to those authors  – may suggest the 

motivational primacy of adherence to social norms about caregiving (e.g., filial responsibility). 

However, social desirability may also play a role in the self-reported motivations for caring, 

with monetary motives perhaps considered socially undesirable and therefore underreported- 

in comparison to social expectations around familial caregiving as an expression of love and 

obligation toward the care recipient which are more commonly reported. As caregivers usually 

express more than one caregiving motivation (see Chapters 2, 3, 4 and 5), understanding the 

salience of each expressed motive is complex. 

 

Motivations and willingness were briefly described in the Introduction (Chapter 1), including 

the commonly employed distinction between intrinsic and extrinsic motivations (Cerasoli et 

al., 2014; Ryan & Deci, 2000). Further elaboration on this distinction between intrinsic and 

extrinsic motivations is provided with reference to the findings of this thesis. 

 

Motivations to provide care are usually considered to emerge from internal influences (intrinsic 

motivations) or from external influences (extrinsic motivations). Intrinsic motives refer to 
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feelings of usefulness, emotional bonding and the perception of personal choice in the decision 

to provide care, while extrinsic motives are related more to social expectations, a sense of 

obligation or duty and perception of lacking choice in the decision to care (Revenson et al., 

2016). Meta-analyses examining the impact of incentives and intrinsic motivation on 

performance have drawn inconsistent conclusions, likely due to the fact that the 

operationalisation of intrinsic motivation remains problematic and is typically defined in 

contrast to the extrinsic motivation (Cameron & Pierce, 1994; Cerasoli et al., 2014; Deci et al., 

2001). The current systematic reviews (Chapters 2, 3 and 4) and the qualitative study (Chapter 

5) showed that motivations and willingness to provide care are multiply determined, and that 

motivations are not easily categorised into intrinsic and extrinsic motivations, which – even if 

categorised - need not be mutually exclusive (Chapters 5 and 7), for example, caregiving out 

of both love and perceived obligation. It is important to note that the emphasis on an exact 

boundary between extrinsic and intrinsic motivations may result in findings overlooking their 

interlinked nature within the motivational process. It could be argued that every extrinsic 

motivation is not completely external as it is accompanied by some internal emotions and some 

inner value judgement (e.g., caregiving is a ‘good and right’ thing to do) or decision (e.g., a 

caregiver providing care initially only on the condition that financial benefits are received may 

subsequently derive satisfaction and enjoyment from the role and seek a strengthened 

relationship with the care recipient). It might not be the emotional component nor the 

incentive/expectation or aspiration that best differentiates between the two motivational types 

but rather the reason underlying the decision to initially undertake the task – something that 

was evident in caregivers’ lived experience, their personal narratives about motivations for 

caring (Chapter 5). Caregivers in the qualitative study (Chapter 5) often referred to their 

motivations as the reasons why they provide care. Motivations, as suggested before, cannot be 

considered outside of the temporal aspects of caregiving, i.e., the ‘caregiving journey’ and the 

care recipients’ care needs bring potential for changing caregiving motivations (initiation and 

continuation motives described above). Moreover, it is justifiable to consider an interactive 

juxtaposition of extrinsic and intrinsic motivations on caregiver outcomes, as evidenced in the 

reported quantitative analyses (Chapter 7) where intrinsic and extrinsic motivations were found 

to mediate relationships between caregivers’ values, meaning in life, illness threat, and 

caregiver outcomes. Relating to the previously mentioned distinction in theories of caregiving 

motivations between ‘getting back or giving back’ (Zarzycki & Morrison, 2021),  the findings 

reported in this thesis show that both can happen. 
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A more sophisticated operationalisation of caregiving motivations is needed, i.e., including 

their complex, multifaceted, fluctuating nature and considering the juxtaposition of intrinsic, 

extrinsic, and other motivations (which were synthesised in Chapters 2, 3 and 4). This would 

help better understand the effect motivations to care have on various caregiver outcomes. A 

comprehensive understanding of the multilevel nature of motivations (Chapter 4), that draws 

together more than one motivational theory to create a ‘whole’ greater picture of caregiver 

motivations than the sum of its parts, should be the goal of future theory development.  

 

Willingness to provide care 

 

The qualitative reviews (Chapters 2, 3 and 4) showed that the empirical literature did not 

distinguish between the concepts of motivations and willingness to provide care, likewise these 

were typically not distinguishable in the caregivers’ accounts in the qualitative study (Chapter 

5). However, the measures used in the quantitative study (Chapters 6 and 7) distinguished 

between the two, as is the case of a limited body of quantitative evidence where both constructs 

co-exist separately (Abell, 2001; Lyonette & Yardley, 2003). Altogether, this highlights 

conceptual confusion around the constructs of motivations and of willingness to provide care. 

Based on the review and empirical studies conducted, it may be argued that willingness to care 

may be understood either as a consequence or a parallel of the underlying motivations to 

provide care. However, the consideration of both motivations and willingness should be the 

goal of future theory and research. For example, someone may be highly motivated to provide 

care (e.g., out of love for the care recipient) but simultaneously or subsequently they might be 

unwilling to fulfil some caring tasks (e.g., nursing care tasks). As evidenced in Chapter 7, the 

effects of both intrinsic motivations and willingness to care on caregiver outcomes were similar 

and generally positive (i.e., enhanced wellbeing, reduced burden and depression) and oppisite 

to the effects of extrinsic motivations on caregiver oucomes which were typically negative (i.e., 

reduced wellbeing, increased burden and depression). Given these positive impacts of intrinsic 

motivations and willingness on caregiver outcomes, it is suggested that an intrinsically 

motivated person might derive more satisfaction from caregiving than a person motivated 

extrinsically (Feeney & Collins, 2003; Lyonette & Yardley, 2003; Quinn et al., 2010); 

similarly, a person more willing to care may achieve better caregiving outcomes than a person 

less willing to care. 
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As with motivations to care discussed previously, two different perspectives of willingness to 

care can be derived from the literature relating to the construct’s stability and temporal 

orientation. In its definition an attitude towards providing care can be considered as a stable, 

permanent concept (Wilson & Hodges, 1992) or as a dynamic and fluctuating notion, attitudes-

as-constructions perspective (Schwarz & Bohner, 2001). Studies using cross-sectional designs 

consider willingness to provide care in the context of sustaining a relationship over time and 

consider it as a general and relatively permanent attitude (Abell, 2001; Wells & Over, 1994). 

However, willingness to care examined at the trait level overlooks its variability - as stated by 

Pearlin (1994, p. 18): ‘[caregiver] outcomes are best thought of not as end states but as patterns 

of continuity and change that parallel continuities and changes in the conditions of caregiving.’ 

The existing evidence base lacks prospective longitudinal evidence, thus limiting a thorough 

review of the temporal aspects of the notion. However, the qualitative systematic review 

(Chapter 2) and the qualitative study (Chapter 5), which inferred attributions of change in 

caregiver motives/willingness made retrospectively or prospectively by caregivers, identified 

potential shifts in willingness over time dependent on the changing trajectories in the care 

recipient’s health condition (i.e., deterioration or improvement). As with motivations to 

provide care, it is crucial that initial willingness is differentiated from continued willingness 

based not only on the tasks performed but also factors discerned prospectively in the caregiving 

journey (e.g., stage and severity of care recipient’s illness, caregiver’s life stage). 

 

Understanding caregiver outcomes 

 

The Transactional Model of Stress and Coping (Lazarus & Folkman, 1984) and the Stress 

Process Model (Pearlin, 1994; Pearlin et al., 1990) are generic stress models that have often 

been applied to caregiver research. Both were described in Chapter 1. An important aspect of 

these stress models is that caregiver outcomes may be less a result of the caregiving tasks or 

the intensity of care, but more a result of the appraisals of these tasks and the caregiving 

situation. The models have received a great deal of support from past caregiver research 

(described in Chapter 1) and findings reported in Chapters 2 and 7 are generally supportive of 

these models. Studies applying these models, however, have been focused primarily on 

negative caregiver outcomes. Recent research has highlighted the positive aspects of 

caregiving, such as uplifts and gratification (Kramer, 1997; Quinn & Toms, 2019; Yu et al., 

2018). The findings presented in Chapters 2 and 7 show that positive factors can play a role in 

caregiver’s adaptation to the stress of caregiving.  
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Positive aspects of caregiving were also reported by participants in the qualitative study 

(Chapter 5), and were seen as underpinning caregivers’ wellbeing and supporting a 

multidimensional model of psychological wellbeing (Ryff, 1989). This multidimensional 

model challenges prevailing conceptions of subjective wellbeing focused on feeling good, 

contentment, and life satisfaction (hedonistic aspects). Such positive aspects as self-realisation, 

having quality ties to others, living a life rich in purpose, and meaning (eudemonistic aspects; 

Aristotle, 1985) are important constituents of caregiver wellbeing, even if they derive from 

initially difficult and/or negative caregiving experiences (e.g., stress related to the care 

recipient’s health condition). Facing challenges enabled some caregivers to become stronger, 

to grow and to find new purpose or meaning in their lives. Therefore, multidimensional models 

of wellbeing that include both eudemonistic and hedonistic aspects, such as the one by Ryff 

(1989), may better capture the complex lived experience of caregivers than models focused 

solely on hedonistic aspects. 

 

The negative relationship between intrinsic motivations/willingness and caregiver gains was 

an unexpected finding (see Chapter 7). Some interpretations of this finding were discussed in 

the preceding chapter (Chapter 7) and methodological considerations around the measure of 

gains applied are discussed later in this chapter. Conceptually, however, it should be 

highlighted that there is no clear definition of caregiver gains, resulting in inconsistent 

operationalisations of this construct in research studies. As indicated in Chapter 1, positive 

caregiver outcomes have been described in various ways – as caregiver gains (Kramer, 1997), 

transformative aspects of caregiving (Revenson et al., 2016), positive aspects of caregiving 

(PAC; Li & Loke, 2013; Quinn & Toms, 2019; Yu et al., 2018), or satisfactions, rewards, 

uplifts, gratifications, growth, enjoyment or meaning (e.g., Kramer, 1997). Many of these terms 

lack a theoretical basis making it difficult to determine whether they constitute separate or 

overlapping concepts. As described above, the qualitative study (see Chapter 5) has shown that 

caregiver gains may be a complex construct in which positive aspects of caring may derive 

from initially difficult/negative caregiving experiences, and subsequently affect caregiver 

motivations. It may also be that those who are intrinsically motivated may not seek out gains 

to ‘justify’ their feelings about the caring role, thus the reluctance to report them. A more 

proficient operationalisation of caregiver gains is needed that highlights their likely complex 

nature. This will enable these factors to be assessed more robustly and appropriately. 
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Frameworks for caregiver motivations and willingness 

 

A generic integrative framework of informal caregiving in the illness context (Revenson et al., 

2016), outlined initially in Chapter 1, was elaborated and empirically tested in this thesis 

(Chapter 7). Systematic reviews yielded a founding framework for various macro and micro 

factors of motivations and willingness to provide care. Macro factors refer to culture- and 

society-dependent predictors, which often provide context to micro psychological factors (e.g., 

perceived obligation to provide care). There is a call for more integrative conceptual 

frameworks and models explaining caregiver positive and negative outcomes (Bastawrous, 

2013; Carbonneau et al., 2010; Quinn, Clare, McGuinness, et al., 2012; Revenson et al., 2016). 

The multidimensional nature of determinants of caregiving motivations was emphasised in the 

framework employed in the quantitative analyses in Chapter 7, i.e., there are multiple factors 

influencing caregiving motivations and willingness. The findings presented in Chapter 7 

showed that this general theoretical framework exploring predictors of caregiver motivations, 

willingness and outcomes should incorporate familism, personal values, meaning in life and 

illness threat. The framework offered a model regarding the mediating effects of motivations 

and willingness to provide care between macro and micro explanatory factors and caregiver 

outcomes (robust empirical evidence of mediation was obtained in the main). This framework 

is the first step to better guide research investigating caregiver outcomes by pointing to the 

importance of the aforementioned factors (i.e., caregiver values, meaning in life and illness 

threat). 

 

The meta-ethnographic review (Chapter 4) enabled the development of a model of cultural 

caregiving motivations, positioning caregiver’s cultural self-identity as an overarching 

explanatory concept, i.e., why people were motivated to care. This model contributes to the 

limited evidence base on caregiver self-identity (Montgomery & Kosloski, 2009; 

Savundranayagam & Montgomery, 2010). The meta-ethnographic review showed that cultural 

aspects (e.g., cultural values or norms) crucially shape caregiver self-identity and caregiver 

motivations. For example, many caregivers develop a cultural self-identity, in which the role 

of a caregiver is fundamentally related to the ‘original role’, for example caregiving as a 

component of being a filial child or a spouse, reflecting cultural values or norms. The 

quantitative analysis presented in Chapter 6 documented cross-country differences in the mean 

levels of the cultural value of familism and of self-enhancement values and attributed these 

differences to the country culture. However, it remains unclear how cultural self-identity of the 
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caregiver would vary cross-culturally. One qualitative study exploring British caregiver self-

identity (Hughes et al., 2013) demonstrated that self-identification with the role and the label 

of caregiver varies according to the relationship type of the caregiver to the care recipient. For 

example, those providing care to siblings or ex-partners (i.e., those with less expectation to 

provide care) apparently self-identified with the role of a caregiver more than spouses (i.e., 

those who were expected to assume the caring role as part of their relationship). Self-

identification as an informal caregiver is related to sociocultural expectations about whether 

one should assume a caring role (Chapters 3 and 4). Based on the findings of the meta-

ethnographic review (Chapter 4), it is argued that the self-identification with the caring role 

will also depend on cultural factors such as for instance the cultural values or norms. 

 

Ethical aspects of motivations and willingness to provide care should be considered 

(Goldsteen, 2008). Based on the pioneering work of Tronto (1987, 1998), the concept of care 

ethics, described in Chapter 1, offers an exploration of care as a complex notion that involves 

different power relations (e.g., when there is an imbalance in power among caregivers and care 

recipients). The theory of care ethics (Fisher & Tronto, 1990) offers a conceptualisation of care 

as a social good, acknowledging that care is an activity that can be both private and parochial 

(on a micro level) as well as public and global (on a macro level) – involving institutions and 

societies, nationally and internationally. The framework provided by care ethics questions the 

neoliberal image of the autonomous individual in constant competition with others, offering – 

in contrast – a view of people being interdependent and in relation with others (Lawson, 2007). 

It conceptualises the acts of caregiving and receiving care as the core of our existence (Tronto, 

1998). Motivations and willingness to provide care should be considered within the 

sociocultural context in which they operate to better understand the various factors involved 

(including social and ethical factors, both micro and macro levels) and their relevance for future 

policy and practice development.  

 

Directions for future research 
 

The limitations identified in different components of this thesis can be addressed in future 

research. Empirical studies of this thesis found that values, meaning processes and illness 

beliefs underpin motivations and willingness to care, which are in turn related to caregivers’ 

positive and negative outcomes. The meta-synthesis and the meta-ethnographic review have 

evidenced other macro (i.e., cultural and societal) and micro (i.e., psychological and relational) 
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factors that underpin motivations and willingness to provide care. Future studies should 

incorporate these factors, including those identified in the systematic reviews (Chapters 2, 3 

and 4), for example reciprocity, perceptions of health and social care services, different forms 

of caregiver obligations to provide care, and the variety of contextual factors (such as the care 

recipient's illness type). These other explanatory factors could be further tested in mediation 

and/or moderated mediation analyses according to the framework developed (see Chapter 7). 

Further research is also needed to address the impact self-identity may have on caregiver 

motivations and outcomes as this remains unexplored in the current caregiving literature. For 

example, potential cross-cultural differences in self-identity need to be tested empirically, as 

does the ways cultural self-identity may influence caregiver behaviour over time. Further 

investigation of the salience of the different caregiver motivations at different points of the 

‘caregiving journey’ is required. However, the salience of one motive over another should not 

overshadow the importance of understanding the nature of the motives, i.e., their dimensions 

and possible inclusive operationalisations (see Chapter 5) – pointing to the need for mixed-

method studies exploring the diversity of caregiver motives and willingness. Future research 

should consider the differentiation between initiation and continuation motives as well as apply 

more complex understanding of them to further understand caregiver support needs. Future 

cross-country studies are required to understand the potential relationships between polices 

underpinning caregiver support (or lack thereof) and caregiver motivations and willingness for 

caring, and caregiver outcomes. Contrary to a study hypothesis (Chapter 7), although caregiver 

choice was associated with other variables (Chapter 6), it did not moderate the reported 

associations. There are various ways of interpreting this. A more nuanced exploration of 

caregiver choice in assuming the role is required, i.e., an exploration accompanied by an 

examination of caregiver motivations, willingness to care, and contextual factors, to better 

understand the role of choice in shaping caregiver outcomes. Additionally, a quantitative 

systematic review could further our understanding of the influences on motivations and 

willingness to provide care, potentially distinguishing between factors that underpin 

motivations versus willingness for caring (as these concepts are more separable in quantitative 

literature than in qualitative one), and possibly on the relationship between motivations and 

willingness to provide care.  

 

Future research should investigate whether and how motivations and willingness to care 

translate into actual caregiving behaviour, e.g., the nature and the amount of care provided to 

the care recipient. The meta-ethnographic model for how cultural motivations may shape 
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behaviour and the actual exchange of care (Chapter 5) need to be tested empirically. In doing 

so, it is essential to recognise that both motivations and willingness to care can be considered 

as expressions of intentions and as such may not inevitably lead to actual behaviours. Although 

sociocognitive models of human behaviour (such as the Theory of Planned Behaviour; Ajzen, 

2011) posit that an individual’s intention to act, here operationalised as willingness or 

motivations for caring, is the immediate precursor/predictor of engagement in a behaviour 

(Ajzen, 2011; Brayley et al., 2015; Reuveni & Werner, 2015), the disconnect between attitudes 

and behaviour remains and many factors, for example self-efficacy or self-identity, have been 

studied which appear to begin to fill this general research gap (e.g., Sniehotta et al., 2014). 

 

Cross-sectional methods were utilised in the studies presented in this thesis, but future research 

should be conducted with longitudinal qualitative and quantitative designs to better understand 

potentially shifting patterns of motivations to care, willingness to care and the influences 

thereon. Rare longitudinal qualitative studies (Browne Sehy, 1998; Foster, 2012; Morrison & 

Williams, 2020) described shifts in motivations, for example from love and a sense of 

obligation to seeking relief from these obligations and burden of care or aid from formal 

services helping regain some independence (a new motivation to continue the role). Further 

longitudinal qualitative studies would allow a more in-depth examination of caregiver 

motivational processes, ideally over longer periods of time, involving various transitions. 

Furthermore, research with more diverse samples of caregivers is needed. Research conducted 

outside the Caucasian context and the western developed world is lacking, and there is an 

underrepresentation of male caregivers in studies. Many of the participants in the research 

presented both in the current reviews and the empirical chapters were women, and 

predominantly either spouse/partners or adult child caregivers (Chapters 2, 3, 4, 6 and 7). Past 

research has shown that women tend to provide care more often than men (Tur-Sinai et al., 

2020) although the prevalence of men providing care has been increasing in recent years 

(Calvó-Perxas et al., 2018). Rare qualitative studies conducted with male caregivers only 

(Harris & Long, 1999; Harris, 1998; McDonnell & Ryan, 2014; Neufeld & Harrison, 1998; 

Wallroth, 2016; Weinland, 2009) show that much could be gained if we address the gender 

bias that characterises the current literature on informal caregiving and explore men’s 

caregiving experiences. Wolff & Kasper (2006) report that spouse/partners or adult child 

caregivers are the most common relationship types of caregivers to the care recipient. Future 

studies should examine more closely other types of caregiving relationships, for instance 
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caregivers who are not family members, as there may be differences in their motives and 

willingness for caring (Chapter 6). 

 

This thesis derives data from current caregivers; hence it was not possible to identify and 

describe factors shaping the choices of those who chose not to provide care. There is 

publication bias in the field of informal caregiving, and the voice of those who relinquish the 

caring role is very limited - as is the voice of those who choose not to provide care. It will be 

important for future research to reach out to those populations, i.e., to explore the motivations 

to not undertake the role at all or discontinue caring after being in the role for some time 

(Graneheim et al., 2014; Nankervis et al., 2011). Research with the general population may 

also provide new insights, e.g., research on people’s anticipatory willingness to take on (or not) 

the caregiving role, as this type of research is limited. 

 

Caregivers may not typically or consciously consider what motivates them and makes them 

willing to provide informal care (as noted in this thesis and by Greenwood & Smith, 2019). 

We employed different methodologies and methods of analysis and consider it important to 

highlight the usefulness of ‘interpretative’ methodological approaches (Finlay, 2021; Noblit & 

Hare, 1988; Smith et al., 2009), such as the meta-ethnography and the interpretative 

phenomenological analysis, in uncovering latent caregiver motivations. For example, the meta-

ethnographic model differentiates between implicit/latent and explicit/manifest caregiving 

motivations (Chapter 4). The interpretative focus of these methodologies provided new insights 

into latent caregiver motivations (e.g., cultural self-identity, or post-traumatic growth), apart 

from the ‘descriptive’ findings yielded by the meta-synthesis (Chapters 2 and 3) or empirical 

findings from the quantitative analyses (Chapters 6 and 7). Where possible, 

multimethodological approaches should continue to be applied in future research given the 

described multifaceted, conscious, and unconscious, nature of motivations and willingness to 

provide care. 

It is important that research also tries to capture motivations and willingness of those 

individuals who do not self-identify with the label of ‘caregiver’. These individuals’ voices are 

usually absent from research findings such as presented here; these caregivers may also be 

excluding themselves inadvertently from supportive services. Caregivers may not know about 

or volunteer to participate in research and, as a result, their experiences are not reported 

(Greenwood et al., 2018; Greenwood & Smith, 2019). Further recruitment endeavours are 
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required to reach these caregivers. Educational endeavours at a population level (e.g., 

interventions at schools, day clinics, general practices, hospitals) may help to increase 

awareness of the caregiving role and the recognition of caregivers. Furthermore, the current 

findings suggest that educational interventions (e.g., early interventions at school) could 

usefully address the profile, norms and expectations around informal caregiving, for instance 

by highlighting the value that informal caregiving holds for society (Ng & Indran, 2021); or by 

challenging gendered cultural expectations obliging women more than men to provide care 

through promotion of the ungendered provision of informal care. Some social care 

interventions, such as for example short breaks from caregiving, have been consistently 

documented across studies presented in this thesis as important determinants of 

motivations/willingness for caring. Psychological interventions may not be able to directly 

affect caregiving motivations and willingness, however interventions targeting caregivers’ 

beliefs and expectancies, coping skills or social resourcefulness (specific aspects of the caring 

experience) may help maintain motivations and willingness to provide care.  

  

Implications for policy and practice 

 

The research presented in this thesis has implications for health and social care policy and 

practice that are noted in the review and empirical chapters. This section discusses these 

implications further, focusing on: (i) policy principles underpinning support for caregivers; (ii) 

caregiver assessment and support planning; (iii) service provision and support options. 

Subsequently, the implications are contextualised to the broader social, cultural, economic and 

environmental factors that contribute to the sustainability of informal care. 

 

Policy principles underpinning support for caregivers  

 

Policies should prioritise the identification and recognition of the caring role and of 

caregivers’ contribution within society in countries where it is not applied – for example 

Greece or Poland (see Chapter 6). Furthermore, a policy underpinning support for caregivers 

should include the perception of care as primarily a public (governmental) responsibility rather 

than exclusively filial as demonstrated by caregivers, especially in countries with 

underdeveloped caregiver support such as  Poland or Greece (Bouget et al., 2016; Spasova et 

al., 2018) where the potential links between the sense of burden, limitations to formal support 
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provision and expectation of a family-based care provision have been highlighted (Chapter 6). 

Caregiver burden can be mitigated by increased investments in personalised, outcome-focused 

support services (Brandt et al., 2021), and in the current data caregiver burden was explained 

by familism, personal values, meaning in life and illness threat. Helping caregivers to develop 

a sense of critical awareness about their caregiving situation and to recognise their need for 

support in their role is important (as highlighted at various points in this thesis), as often 

caregivers only seek help when they have reached a crisis point. Prevention and early 

intervention should be a key policy principle underpinning social care support (e.g., Welsh 

Government, 2014). 

 

The findings regarding caregiver burden and depression, or wellbeing and health-related 

quality of life, and the complexity of factors associated with these, reported in this thesis speak 

to the importance of individualised, compassionate, person-centred, and outcome-focused 

support that is flexible and responsive to changing needs and circumstances and recognises the 

cultural diversity of the caregiver population. Support for caregivers should underpin health 

and social care policy and practice, and should align with the person’s perspective, their 

individual values and physical/emotional needs (e.g., Stewart, 2001). Understanding and 

improving outcomes for caregivers is an essential component of sustainable care (Keating et 

al., 2021). As an example from practice, an implemented Personal Outcomes Approach (Cook 

& Miller, 2012; Miller et al., 2016) is an evidence-based organisational approach that puts 

caregivers and their care recipients at the centre of support. This approach includes 

conversations with caregivers and care recipients to understand the extent to which they are 

achieving the outcomes important to them in life. This is important as values, motivations and 

willingness to provide care were seen to affect caregiver outcomes; and caring relationship was 

an important factor shaping motivations/willingness for caring. Personal outcomes are 

primarily understood as what matters to the person, and these are reviewed to see if they have 

been achieved, to measure progress, and to amend the support plan if necessary (Cook & 

Miller, 2012). The evidence presented in this thesis has shown that diverse motives drive 

caregivers in their roles and influence caregiver outcomes (e.g., wellbeing) and these should 

be given more attention by policymakers and practitioners. Support for caregivers is important 

as it can help sustain the caring relationship and avoid the need for crisis support (Carers UK, 

2021a; Shared Care Scotland, 2020; Spasova et al., 2018). National health and social care 

policies should acknowledge the diverse range of factors shaping motivations and willingness 

to care and be underpinned by a commitment to maintaining and/or enhancing caregiver 
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wellbeing, gains, and health-related quality of life, and mitigating caregiver burden and 

depression.  

 

At various points in this thesis the importance of perceived choice in assuming the caregiver 

role and in affecting caregiver motivations or outcomes was emphasised, with the data in 

Chapters 2, 3, 5 and 6 evidencing the positive role of caregiver choice, and the data in Chapter 

7 not supporting the moderating role of caregiver choice. The prerequisites for the presence of 

choice cannot be generally met in most societies due to the heavy reliance on informal 

caregivers as the main providers of care in social care systems in Europe, and the limited 

availability of services and support. This suggests that many caregivers have no or little choice 

other than to provide care. Incorporating the discussions about caregiver choice in future policy 

and practice agendas is important in times of decreasing availability of caregivers and 

increasing care demands. Future policy recommendations for practice may need to consider 

aiding caregivers who do not perceive a choice but to provide care, i.e., enabling people to 

exercise choice and broadening care options available (see below). Even though perceived lack 

of choice has previously been associated with prevalently negative caregiver experiences (see 

Chapter 6; Li & Lee, 2020; Pertl et al., 2019; Schulz et al., 2012; Winter et al., 2010), and this 

was supported by conducted reviews and analysis presented in Chapter 6, this moderating 

effect was not observed in the link between values, meaning in life, illness threat and caregiver 

motivations/willingness (Chapter 7). In addition, lack of choice does not mean that people are 

not motivated or willing to provide care as seen in the survey data where most of the sample 

reported having had no choice. Caregiver choice can be promoted through (a) policy measures 

and through (b) additional sources of support in the local community and family (Arksey & 

Glendinning, 2007; Pertl et al., 2019; Spasova et al., 2018; Zarzycki, Seddon, et al., 2022). In 

terms of (a) policy measures, while prioritising community- and home-based care over 

residential-based care (Ranci & Pavolini, 2015; Verbakel, 2018), countries should avoid 

policies which reduce the supply of residential places without providing sufficient home-based 

care services. An appropriate national policy ‘mix’ of care options should be found; the one 

which also provides sufficient residential care facilities (Spasova et al., 2018). Although this 

could be a costly solution, investments in a broader range of care options may have returns for 

society in terms of caregiver participation in the labour market, and the sustainability of care 

across countries. In terms of (b) additional sources of community and family support, caregiver 

choice can be also promoted via support in their communities, including the expansion of short 

break options (e.g., a leisure pass to enable caregiver to take a break) or encouraging and 
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assisting caregivers to distribute care tasks among other family members, if they are available 

(Pertl et al., 2019). 

 

The gender gap in informal care is an established research finding: women still spend more 

time providing care and carry out personal care tasks more often than men (Glauber, 2016; 

Sharma et al., 2016). Men’s role in caregiving is often seen to fill in ‘temporary gaps’ and 

support the female caregivers (Kruijswik et al., 2015). The current findings (see Chapter 6) 

show that women tended to report lower wellbeing and higher burden and depression than men 

and received less family support than men. Although the gender gap in care depends on many 

factors, for example it varies across the life course and is larger among middle-aged adults than 

older adults (Glauber, 2016), the current review findings reveal that there were varied societal 

and cultural demands on women to adopt the role of a caregiver (see Chapters 3 and 4). Policy 

makers and practitioners should be mindful of that when addressing the gender gap in care, 

regardless of more flexible sharing of household tasks by women and men in Westernised 

societies (Hook, 2010). 

 

It needs to be acknowledged that polices themselves are not sufficient in helping 

caregivers/care recipients if they are not translated effectively into practice. It has been 

documented (Seddon & Robinson, 2015) that some policy intentions for caregiver support can 

be difficult to realise in practice and the effective implementation of caregiver legislation and 

national policy initiatives is challenging. Even if policy underpinning caregiver assessment 

highlights the inclusion of caregiver motives, this needs to be practically included in the 

assessment itself and many practical questions remain. For example, how should motives be 

assessed?  

 

Caregiver assessment and support planning  

 

Assessing caregivers’ needs is a crucial first step in providing caregivers with appropriate 

support (Lefranc et al., 2017). Caregiver assessment and support planning should become a 

standard practice, yet in some countries it does not exist (e.g., Poland or Greece). The current 

findings speak to the importance of caregiver assessment and support planning processes that 

explore motivations and willingness to provide care, recognise the diversity of caring 

relationships and acknowledge cultural differences. Caregiver assessments should also 

recognise the positive gains from caregiving experience and how these might be maximised.  
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These include, for example, a sense of growth, becoming closer to the care recipient, or gaining 

a sense of purpose. Regular culturally sensitive assessment of caregiver experience, arising 

needs, and support planning should be the goal. For example, the perception of choice, 

motivations and situational circumstances may change over time and thus should be revisited 

in a timely manner – continued motivation and willingness to care must not be presumed. 

Generally, the findings of this thesis align with the recommendations for caregiver assessment 

presented by Seddon & Robinson (2015) in the British context and are also consistent with an 

outcome-focused approach, described earlier, to caregiver assessment (Nicholas, 2001, 2003; 

Nicholas & Qureshi, 2004). A dialogue with identified carers (conversational assessment), 

separate from a caregiver assessment, may help practitioners plan support that is sensitive to 

caregivers’ motivations for caring, their unique circumstances, and their specific (cultural and 

personal) values and beliefs (Skills for Care, 2018). Caregiver motivations and willingness 

should not be taken for granted by professionals involved in assessment and support planning 

with caregivers and their families - even where there is a cultural expectation and/or an ability 

to provide care, the individual may feel unable, or choose not to care. 

 

Service provision and support options 

 

The review and empirical chapters of this thesis have consistently emphasised the importance 

of different support options for caregivers. Clearly, some services are directed towards 

supporting the caregiver, others are directed primarily towards supporting the care recipient 

(and oftentimes indirectly supporting the caregiver) and others can be directed towards 

supporting both. The findings presented in Chapters 2, 3 and 6 are generally consistent with 

reports investigating national policies for adult caregivers across Europe published by the 

European Commission (Bouget et al., 2016; Spasova et al., 2018). That is, support to caregivers 

should include in-home care services; benefits (both to the care recipients and to the 

caregivers); the flexible structure of the labour market (e.g., working hours, provision of short-

term paid leave; Bainbridge & Townsend, 2020; Boer & Plaisier, 2020; Bouget et al., 2016; 

Longacre et al., 2021; Wang et al., 2018); consideration of the financial costs borne by 

caregivers and their care recipients; provision of breaks from caregiving (following expressed 

need for breaks from caregiving and experiences using respite care services). 

 

In terms of break options for caregivers, which were seen to underpin caregiver motivations 

and willingness (see Chapters 2 and 5), recent research has emphasised the need for more 
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personalised options that are ‘outside the box’ (Outside the Box, 2020) and can respond 

effectively to the diversity of caring contexts/circumstances (Seddon et al., 2021; Seddon & 

Prendergast, 2019). Various types of break options are identifiable in the literature (De Bruin 

et al., 2021; Seddon et al., 2021; Seddon & Prendergast, 2019), including traditional day care, 

residential care and in-home respite, along with alternative breaks provided by host family 

support arrangements, supported holidays (taken together and apart), and more creative options 

such as access to leisure and arts facilities (Pienaar & Reynolds, 2015), the provision of space 

(for example, a shed) and technologies (e.g., telecare). Evidence does not point to the general 

advantage of one break option over another (Caulfield et al., 2021; Gridley et al., 2012; King 

& Parsons, 2014). Given the diversity of caring contexts/circumstances, these creative options, 

if delivered in a flexible and personalised way, can help to support caregiver wellbeing and to 

mitigate caregiver burden. Being able to access regular, personalised breaks from caregiving 

is vital, helping caregivers relieve their stress, look after their own health, enhance their 

wellbeing and enjoy a life alongside caregiving, thus maintaining continued motivation and 

willingness to provide care. As highlighted in Chapter 5, breaks from caregiving should be 

seen as an essential preventive measure, not a luxury (Carers UK, 2021; Shared Care Scotland, 

2020). However, it needs to be acknowledged that not all caregivers may accept breaks from 

caregiving, e.g., out of fear that others will not provide the quality of care that they do (see 

Chapters 3 and 5). 

 

Caregiver motivations and the sustainability of care from the macro perspective 

 

Motivations and willingness to provide care vary across and within cultures and societies 

(Chapters 3, 4 and 6), and they should be discerned in the context of the political, economic 

and cultural factors (macro components), which interact with psychological factors (micro 

components). Generally, the findings presented in this thesis demonstrate that research on 

motivations and willingness to provide care can help understand why people engage in 

caregiving (initially and continuously), what motivational factors are at stake in the ‘caregiving 

journey’ and how motivations and willingness are linked to caregiver outcomes (e.g., their 

wellbeing or burden). Specific implications deriving from this thesis for policy and practice are 

presented above. However, how challenging are these implications to implement in practice 

given the unprecedented ‘care gap’ which is expected to widen in the near future? The findings 

of the meta-synthesis (see Chapters 2 and 3) highlight the importance of addressing broader 

(macro) cultural (e.g., cultural values) and societal factors (e.g., work conditions, social safety, 
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service provision) to help ensure the sustainability of care across the globe. It is difficult to 

consider care outside the broader societal, cultural, economic, and political climate in which 

caregivers find themselves. As informal caregiving comprises a societal issue (see Chapters 3, 

4 and 6), its sustainability requires broader societal actions and not solely a focus on caregiver 

values or motivational factors (e.g., Dowling, 2018; Schwiter & Steiner, 2020; Tronto, 2013). 

What else may be needed to deal with the ‘care gap’ or related ‘care crisis’ (presented below), 

and to support caregivers in the future? It is crucial to contextualise the findings of this thesis 

and its implications to the broader context of the ‘care crisis’. 

 

As described in the Introduction to this thesis (Chapter 1), there are serious concerns around 

how the future demand for care is going to be met. The unprecedented ‘care gap’ (Ribeiro et 

al., 2021), brought about by demographic changes and increased migration, means that the 

sustainability of informal caregiving is at risk (Geerts et al., 2012; Kooiker et al., 2019; Pickard, 

2015; Ribeiro et al., 2021). Projections for the year 2060 on informal care availability in Europe 

have estimated that the supply of informal caregivers is unlikely to match the demand for 

informal care (Geerts et al., 2012). Related to the notion of ‘care gap’ is that of the ‘care crisis’, 

that is frequently invoked in academic and policy debates, and relates to concerns about 

societies’ ability to meet the demands of care (Age UK, 2018; Dann, 2014). Going forward, a 

key challenge facing societies is to develop care arrangements that will be sustainable in the 

face of growing care needs (i.e., the increasing volume of people’s care needs). In the face of 

this rising ‘care crisis’ (Dowling, 2018), the trend of policy reforms of European countries is 

clear and twofold: they increasingly shift the responsibility of care from the state to informal 

caregivers (Grootegoed & Van Dijk, 2012; Horton, 2022; Ranci & Pavolini, 2015; Verbakel, 

2018) and they transform care into ‘marketable good’ (Atkinson et al., 2011; Cox, 2013; 

McDowell, 2014), i.e., a growing care market. The imposition of these austerity measures that 

off-load the cost of care from the state onto unpaid informal caregivers and/or typically 

undervalued paid care workers is often accompanied by the lack of fundamental transformation 

of the gender division of labour and the limits to the commodification and privatisation of 

health and social care (Green & Lawson, 2011; Raghuram, 2016), i.e., a raise in women’s 

labour participation (with no reduction in men’s working hours; Schwiter & Steiner, 2020) 

with the majority of women providing informal care (e.g., Carers UK, 2021b; Horton, 2022), 

and privatised funding and organisation of care that have become the principal mode of paid 

care provision (market‐based care provision) in the majority of states (Power & Hall, 2018). 
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Researchers’ recent attempts at understanding care provision at a macro level highlight that 

considerable change is needed if caring relationships are to be supported. Keating, McGregor 

& Yeandle (2021) argue that the sustainability of caregiving must be conceived in societal, 

economic and human terms. They examine the ‘care crisis’ by connoting it to both ‘chronic 

system failures’ and negative outcomes for informal caregivers and the care recipients. System 

failures refer to the overloading and/or underfunding of organisations involved in care 

arrangements, while at the human level the ‘care crisis’ is evident as ‘wellbeing failures’ for 

people – those who provide care and those who need care. At the macro level, the challenge is 

about how increasing care needs can be met without further exacerbation of the socially 

damaging inequalities that have been growing in states (Keating et al., 2021; Wilkinson & 

Pickett, 2009). Sustainable care is a matter of social justice (Tronto, 2013). There is already a 

rich line of argument developed pointing to alternative global visions of sustainable caregiving 

(Schwiter & Steiner, 2020). Nine years ago, Tronto (2013) urged societies to put care at the 

centre of their democratic political agendas, instead of focusing on the dominant preoccupation 

with economic production. Her ideas pertain to potential actions against the inequality of the 

current gendered, racialised and classed distribution of caring responsibilities and to the 

augmentation of the value of care through participatory democratic processes. She argues that 

organising the provision of care should be a primary task of every society. In a similar fashion, 

Dowling (2018) links democracy and care together, highlighting that the capacity to provide 

care to others and to care for oneself is a central component of social and therefore democratic 

life. According to Dowling (2018), care should not be considered in isolation from the broader 

social, cultural and economic organisation of society (as highlighted also in Chapters 3, 4 and 

6 of this thesis), but must be part of a more radical transformation linking care and democracy, 

and enabling people to determine and satisfy care needs in ways that are both socially and 

ecologically just as well as to promote access to care arrangements and promote decision-

making models that are not orientated towards financial profit only. Meanwhile, Winker (2015) 

calls for a ‘care revolution’ that is to replace the current neoliberal order of competing 

individuals (i.e., the neoliberal image of the autonomous individual in constant competition 

with others) with a society centred around the care for others. In line with this, many academics 

highlight the role of informal care work for the functioning of the economy and society given 

the increasing ‘care crisis’ (e.g., Bahn et al., 2020); a need for recognition of caregivers’ 

contribution within the society was also highlighted in Chapter 6 and here. A number of 

researchers highlight the need for more public investment in informal caregiver services and 

better conditions for paid care workers (De Henau & Himmelweit, 2021); addressing the 
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gender gap in care (Thomason & Macias‐Alonso, 2020); and re-focusing from the dominant 

discourse on economic growth and profitability to the inclusion of wellbeing and social justice 

(Heintz et al., 2021). Furthermore, other care researchers offer similar care‐centred 

perspectives and extend the notion of caring beyond people to relations with a non‐human 

environment, including for example natural environment (Dowling, 2018; Power & Williams, 

2020; Puig de La Bellacasa, 2017)31. Environmental health psychology, which has only 

recently emerged as a new area within psychological field (Inauen et al., 2021), highlights that 

to care for human beings and to protect/maintain their wellbeing, we need to take care of our 

natural environment and live sustainably (Inauen et al., 2021; Nisbet & Gick, 2008). The 

continued ecological destruction in the face of climate change and irreversible planetary 

damage incites the spectre of the ‘care crisis’ (Dowling, 2018), thus some care researchers note 

that the sustainability of informal care should be also considered in the context of 

environmental issues (e.g., De Henau & Himmelweit, 2021; Dowling, 2018). 

 

The discussion on caregiver motivations and the sustainability of care from the macro 

perspective points to a clear need for more multidisciplinary research that brings together the 

psychosocial, socioeconomic, political and environmental spheres - interventions ought to be 

holistic, targeting a variety of individual- and system-level factors. Societal shift, directed by 

care‐centred perspectives on policy and social justice, must be followed with the adjustments 

in the constitutes of employment, social safety, service provision and other 

societal/environmental factors described above (De Henau & Himmelweit, 2021; Dowling, 

2018; Keating et al., 2021; Thomason & Macias‐Alonso, 2020; Tronto, 2013), including the 

recommendations presented in the previous three categories with implications for 

policy/practice. As recently argued by Greenhalgh & Engebretsen (2022), in times of crisis, 

‘science-driven’ or ‘evidence-based’ policymaking must be tempered by a more pragmatic 

turn, an agile and inclusive approach which acknowledges uncertainty, shifting here the 

direction of potential implications from micro interventions to more global practical/social 

action(s). 

 

 

 
31 As an example, care in relation to non-human environment may include care of urban sites, e.g., pavements, 

buildings (e.g., Conradson, 2003; Power & Williams, 2020; Puig de La Bellacasa, 2017); or care of our planetary 

natural environment, e.g., green spaces (Nisbet & Gick, 2008). 
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Methodological considerations 

 

The studies presented in this thesis made use of mixed methodologies (qualitative and 

quantitative). In considering the findings it is necessary to consider the methodological 

strengths and limitations of these studies. 

 

Systematic reviews 

 

The meta-synthesis and the meta-ethnography are underpinned by different methodological 

and epistemological positions (Booth, 2016). Through adoption of different methods of 

synthesis, both reviews proved to be complementary in yielding idiographic insights into 

motivations and willingness to provide care. 

 

The meta-synthesis applied grounded theory-based thematic synthesis to synthesise study 

findings. As noted by Finlay (2021; p. 104), thematic synthesis ‘can be used as a method in its 

own right or as part of other methodologies (e.g., grounded theory) which seek patterns in the 

data and have the option to present findings as themes’. Folding thematic synthesis into 

grounded theory-based synthesis increased ‘immersion’ within the data and strengthened the 

generation of codes and themes. The meta-ethnography was applied as a methodological 

approach on its own (Noblit & Hare, 1988) with specific methods of analysis conducted (see 

Chapter 4 for the description of the analytic process). 

 

In terms of primary qualitative approaches to analysis, the literature describes a continuum 

from ‘scientifically descriptive’ to ‘artfully interpretative’ (Finlay, 2021). The former takes a 

more scientifically orientated, post-positivist, realist/essentialist epistemological stance. The 

meta-synthesis with inductive grounded-theory and thematic synthesis applied (Chapters 2 and 

3) can be positioned more on this side of the continuum, where systematic coding procedures 

served to inductively generate codes and themes representing the manifest data. Considerable 

effort was made to minimise bias and to permit subsequent generalisation (Gough et al., 2017). 

The latter category of ‘artfully interpretative’ approaches takes a more interpretivist, relativist, 

creative/artful and reflexive/critical stance. The meta-ethnography (Chapter 4) can be situated 

more within this side of the continuum, attributing value to the interpretations and latent 
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meanings construed in translational processes (see Chapter 4) whilst aiming to make the 

interpretive process transparent. 

 

In terms of sampling procedures for systematic reviews, Gallacher et al. (2013) distinguishes 

between the two schools: those who advocate comprehensive sampling to retrieve all relevant 

studies; and those in favour of purposeful sampling to retrieve studies until data saturation is 

reached. This division can be related to the one of ‘scientifically descriptive’ and ‘artfully 

interpretative’ approaches to qualitative analysis; with the comprehensive sampling applied in 

the meta-synthesis (Chapters 2 and 3), and purposive sampling applied in the meta-

ethnography (Chapter 4). Studies describing cultural motivations in their findings were 

purposively selected for the meta-ethnographic synthesis (Chapter 4) from the completed 

comprehensive meta-synthesis (Chapters 2 and 3). According to the existing guidance on 

completing meta-ethnographic reviews (Booth, 2016; Campbell et al., 2011; Noblit & Hare, 

1988), the interpretive nature of the meta-ethnographic synthesis suggests the value of methods 

derived from primary qualitative research, such as the use of theoretical and purposive 

sampling until theoretical sufficiency is reached. As one of the key experts in qualitative 

reviews states (Booth, 2016; pp. 5-6): ‘whereas in quantitative meta-analysis, omission of a 

key paper is critical to statistically drawn conclusions; this is not true of a QES [qualitative 

evidence syntheses] which aims to make a conceptual and interpretative contribution.’ 

Moreover, one of the key contemporary theorists of the meta-ethnographic review, Campbell 

et al. (2011; p. 35), affirms that ‘omission of some papers is unlikely to have a dramatic effect 

on the results.’ However, the selection of the studies for the meta-ethnography in this thesis 

(N=37) was derived from a larger sample of comprehensively identified qualitative studies 

(N=105) coming from a wide range of cultures and countries covering three decades of 

research. Booth (2016; p. 6) states that ‘the intention of qualitative evidence synthesis is not to 

identify all literature on a particular topic, the aim being identification of papers with 

characteristics relevant to the phenomenon being studied, not statistical representativeness.’ It 

was evident that the theoretical sufficiency for the meta-ethnography had been achieved and 

evidenced, as the line of argument was reinforced by more than one of the studies contributing 

to each of the concepts and the line of argument (i.e., the least reoccurring presence of a concept 

across all the concepts identified amounted to 23% across all 37 studies, and in most cases it 

was higher).  
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Debates relate to the number of studies that should be included in QES. Methods of synthesis, 

such as meta-synthesis (Chapters 2 and 3), make a virtue of being able to handle large numbers 

of studies. The current meta-synthesis (Chapters 2 and 3) is exceptional given the large number 

of studies synthesised (N=105). In terms of the meta-ethnography, a more interpretative 

approach to synthesis, a smaller sample numbers of studies is required (Booth, 2006), usually 

between 6 and 14 studies. Campbell et al. (2011; p. 35) suggest the ‘maximum of about 40 

papers’ as otherwise ‘it is difficult to maintain sufficient familiarity’ with the data synthesised. 

Originators of the meta-ethnographic approach caution against exhaustive inclusion of data as 

it may lead to overgeneralisation and ‘trite conclusions’ (Noblit & Hare, 1988). Therefore, 37 

qualitative studies comprised a very large sample for the meta-ethnographic review presented 

in Chapter 4. 

 

Due to the qualitative review size and depth, and to time limitations consistent with this Ph.D. 

project, a quantitative synthesis of existing literature was not conducted. The qualitative 

systematic reviews were prioritised as the principal review aims were fully exploratory in 

nature and focused on the synthesis of less often reviewed idiographic experiences of informal 

caregivers, i.e., the meanings, perceptions, expectations, lived experience or the way 

participants talked about motives and willingness for caring, and factors underpinning them. 

These novel qualitative review findings have subsequently supported the need for further 

empirical studies in areas which have been less explored in the informal care literature. 

 

Qualitative study 

 

Multimethodological qualitative studies combining IPA and Photovoice are rare in the informal 

care literature (Williams et al., 2014) and there is little methodological reflection available 

regarding the use of these methods in the context of caregiving (Angelo & Egan, 2013; Faucher 

& Garner, 2015; Williams et al., 2014). Methodological strengths and limitations pertaining to 

the qualitative study (Chapter 5) are presented here. 

 

The process of recruitment and of interviewing facilitated the interviewer-interviewee rapport. 

Close engagement of caregivers’ experiences in in-depth interviews (lasting on average 120 

mins) reduced the chances of imposing preconceptions, gave participants enough time to share 

their experiences, and yielded rich qualitative data. The combination of IPA with Photovoice 

remains innovative in psychology. It is a rarely used method, and whilst previous qualitative 
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research has adopted elicitation techniques to aid caregivers in the discussion of their 

experiences, these are often visual or verbal aids or prompts imposed upon the caregiver 

(Cahill, 1999). Photovoice allows the caregiver to choose their own personal images and 

discuss what they would like themselves. As a result, the transcripts of this study were 

composed of the reflections of their caregiving experiences that were of the most relevance to 

them. This is important in studies of values, motivations, and willingness to provide care. The 

use of photographs helped caregivers to become more reflective of their feelings and the 

meaning they attached to their experiences (of values, motivations, and willingness to provide 

care) that could have been achieved through rhetoric (conversation only). Caregivers were able 

to consider photos for longer compared to reflection upon a thought process. This facilitated 

honest and reflective explorations of their thoughts, an essential requirement when conducting 

IPA. 

 

Caregivers were considered the ‘expert by experience’ (Burholt et al., 2020; Gordon et al., 

2020; Happell et al., 2021; Scanlan et al., 2020). They had freedom of choice to choose images 

that captured what they want to discuss during an interview. It may be argued that this instilled 

a sense of mastery, confidence and was engaging for them. It may be also argued that this 

encouraged greater honesty in sharing personal thoughts and feelings than in an interview not 

utilising photo elicitation methods (e.g., Bates et al., 2017). Another advantage of this type of 

qualitative design was that it allowed caregivers to express themselves through metaphors. This 

enabled the researcher to retrieve emotions and thoughts which could not have been expressed 

through rhetoric (conversation) and which is therefore argued to be expression of participants’ 

unconscious (Franklin, 2012). This is particularly advantageous for IPA where latent meanings 

are generated in a double hermeneutic process, i.e., the researcher interpreting the participant’s 

interpretation of their experience (Smith et al., 2009). Such freedom of expression would not 

have been gained through self-report measures. It could be argued that this type of 

multimethodological qualitative design produces findings that are of greater ecological validity 

in comparison to data obtained through survey-based designs or other qualitative designs where 

participants’ expression is more constrained. 

 

A well-documented disadvantage of IPA is that it is time-consuming and requires great 

dedication and reflection (Smith et al., 2009). Apart from that, the combination of Photovoice 

and interviews proved to be burdensome to some participants. For example, some caregivers 

found it difficult to take as many photographs as they would have liked. At the recruitment 
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stage, some caregivers did not have the spare time available to participate in a lengthier 

multimethodological research design, which required more dedication (interviews preceded by 

taking photographs). As such, the voices of these caregivers might not have been reached – 

although motivations of caregivers to take part in research are multiple and do not solely 

depend on the participation effort (Malm, 2022). Reflection upon photographs was 

retrospective, i.e., based upon photographs taken in the period of 2-3 weeks before an interview 

rather than in-vivo experiences. It can be argued that this may be limiting for those participants 

who wish to discuss a recent event that took place in between the stage of taking the 

photographs and an interview. It could also be argued that caregivers’ choice of photographs 

on the day of the interview may have had greater association with their mood than with their 

feelings of the caregiving circumstance that the photo referred to when it was taken. More 

immediate interview procedures have been adopted in other studies (e.g., Radley & Taylor, 

2003) where interviewed participants took photographs on the same day. Although this reduces 

the chances of retrospective bias it could be seen that this procedure may pressure participants 

to take certain photographs (often while the researcher is present). As such, this may reduce 

participants’ freedom of choice when capturing images. 

 

Certain ethical issues had to be adhered to when taking photos. Photovoice guidelines were 

created by the author (see C12-13 Appendices) and explained to participants, for example the 

issue of anonymity of people being captured in the photographs, of obtaining consent from 

someone being photographed. Some caregivers found it difficult to obtain this consent, 

especially if there were many people in the photo. This may have limited the availability of 

pictures that caregivers were able to take, reducing therefore ecological validity of the 

qualitative study. 

 

Finally, the combination of IPA with Photovoice proved to yield rich ideographic perspectives 

in caregivers’ experiences of motivations, personal values and any challenges or gains. 

Combining IPA with Photovoice resulted in an in-depth account of individual differences and 

eventually did not exclude results which contrasted with the majority. Therefore, it is argued 

that qualitative findings did not require ‘saturation of data’ nor large representative samples, 

procedures which other qualitative designs have been criticised for failing to adhere to. For 

example, this may contrast with studies which adapt grounded theory – where theoretical 

saturation is required when developing theoretical models or broad conceptualisations of the 

phenomenon. Apart from this, setting requirements pertaining to the sample size and data 
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saturation is criticised in contemporary qualitative research (see for example Braun & Clarke, 

2021). The data saturation, understood as the point at which no new information (codes or 

themes) are yielded from data, has been described as an ‘unfortunate metaphor’ (Dey, 1999) 

or a ‘logical fallacy’ (Braun & Clarke, 2021) - there are always new theoretical insights to be 

made as long as data continues to be collected and analysed (Braun & Clarke, 2021; Mason, 

2010) and this is also highlighted by Smith et al. (2009) who refer directly to hermeneutics as 

one of the major philosophical underpinnings of IPA. The focus placed upon the meanings (the 

idiographic) in the qualitative study was not informed by positivism (or post-positivism) and 

removed the rationale to assign importance to the determination of sample size or to numerical 

values to summarise themes – considerations seen within some forms of content analysis. IPA 

is underpinned by an interpretivist and critical reflexive epistemological stance (not positivism 

or post-positivism) and as such requires making sense of the data through critical, analytical, 

in-depth insights (Smith et al., 2009). It is widely accepted that IPA studies are conducted on 

small sample sizes which are not determined upfront or by the procedures of the data saturation 

(Oxley, 2016; Smith & Osborn, 2008). IPA assumes hermeneutic stance that the understanding 

and analysis itself is never settled or finalised (Smith et al., 2009); the detailed case-by-case 

analysis of individual transcripts is a time-consuming process, and the aim of this type of 

qualitative research is to say something in detail about the perceptions and understandings of 

the particular group of participants, not statistical-probabilistic generalisability. As shown by 

Smith (2018), creating data that are statistically generalisable or representative of a population 

is neither applicable to qualitative research nor a goal of it. 

 

Quantitative study 

 

The measures used in Chapters 6 and 7 have their strengths and limitations. In terms of values, 

the construct of values is considered to be multi-dimensional (Wilson et al., 2010),  

encompassing many aspects such as cultural values, familial values, personal values. The 

qualitative study (Chapter 5) allowed for an in-depth exploration of values whereas in the 

quantitative study (Chapters 6 and 7), only the value of familism and personal values such as 

self-enhancement values and self-transcendence values were measured. As familism itself is 

also a multidimensional construct (Mucchi-Faina et al., 2010), the Revised Familism Scale 

(RFS; Andrés Losada et al., 2019) was chosen. This scale presents good psychometric 

properties and comprises three subscales rather than one dimension of familism as measured 

by the Heller Familism Scale (Heller, 1976), widely used in the past research. 
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The measure of personal values was derived from the scale constructed by a contemporary 

pioneer in the study of values, Schwartz (1992). He provided a list of ‘basic’ universally valid 

values. The Portrait Value Questionnaire  (PVQ-21; Schwartz, 2003) has previously been used 

in multinational research (Börsch-Supan, 2019), although the selected values (self-

enhancement and self-transcendence values) have never been examined specifically in the 

caregiving context. However, it must be acknowledged that only the above two value types 

were explored and other values such as conservation values and openness to change were not 

included due to the length of the survey. 

 

A measure of global meaning, i.e., meaning in life (Park & Folkman, 1997; Steger et al., 2006) 

was sought for use in the study rather than that of situational meaning (i.e., meaning in 

caregiving). Global meaning has never been examined in the caregiving population. Chan 

(2014) proposes that caregivers’ meaning in life reflects how well they have adjusted to the 

caregiving role. For example, how caregivers consider their subjective sense of meaning in life 

(global meaning) may affect how they appraise their caregiving tasks or their caregiving 

motivations. The Meaning in Life Questionnaire (MLQ; Steger et al., 2006), a well-established 

measure with excellent psychometric properties, validated in many languages, short and easy 

to complete, was used. 

 

Illness perceptions were measured using a psychometrically sound and flexible (i.e., applicable 

to diverse populations) scale, the brief IPQ (B-IPQ; Broadbent et al., 2006). It was used in the 

ENTWINE-iCohort study as it is short, simple to complete, provides a global score of an illness 

threat, and was validated in many languages. The wording of the scale was adjusted to refer to 

caregivers’ perceptions of their care recipients’ health conditions. 

 

The measure of motivations to provide care (MECS; Lyonette & Yardley, 2003) focuses on 

intrinsic and extrinsic motivations. There are other caregiving motives which could have been 

explored, for example retrospective or expected reciprocity, filial piety, etc – some of which 

were identified in systematic reviews (Chapters 2, 3 and 4) and the qualitative study (Chapter 

5). Nonetheless, the measure was suitable for use across diverse caregiving populations. It was 

also the most appropriate to use as it is short, easy to complete and was most widely used before 

(Lyonette & Yardley, 2003; Quinn et al., 2010) in comparison to other measures (see Quinn et 

al., 2010), enabling comparisons in the current study (limited to the British context). 
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The Willingness to Care Scale (Abell, 2001) is a multifactorial measure assessing caregivers’ 

ability and willingness to provide informal care, and was used in the quantitative study 

(Chapters 6 and 7). In the piloting phase, the measure was considered complex and time-

consuming by many caregivers, however, due to lack of reliable alternatives (assessing both 

caregiver ability and willingness), the measure was retained. The three subscales of this 

measure were found to demonstrate very good internal reliability (see Chapter 6) and the level 

of missing data was low (<4.2%), justifying the inclusion decision. 

 

The measures of caregiver burden (ZBI-12; Bédard et al., 2001), wellbeing (WHO-5; 

Hermanns, 2007), depression (CESD-10; Miller et al., 2008; Radloff, 1977) and health-related 

quality of life (EQ-5D-5L; Herdman et al., 2011) used in the ENTWINE-iCohort study are 

well-established and have previously been used in informal care research (e.g., Chiao et al., 

2015; Quinn & Toms, 2019) as well as cross-country studies (e.g., Bleijlevens et al., 2015). 

They are short, simple to complete, and were available and validated in many languages other 

than English. The measure of caregiver gains (Pearlin, 1988) proved problematic in this study 

and this in part may account for some of the non-hypothesised findings. In the piloting phase, 

the measure was considered inappropriate by some caregivers. For example, an item referring 

to the religious gain of ‘becoming closer to God’ was considered unsuitable by some. As there 

was no established multinational measure of gains, this one was selected given its good 

psychometric properties, validation in English, and short length. However, as seen in the 

analyses (Chapter 7), it can be argued whether this measure reflected caregivers’ gains 

appropriately (or whether caregivers are motivated to notice or report gains regardless of the 

measure used, as described previously), especially when assessed alongside the measures of 

motivations and willingness. For example, an item assessing whether a caregiver gained ‘a 

sense of fulfilling duty’ (Pearlin, 1988) may be inherently related to extrinsic rather than 

intrinsic motives for caring in the measure of motivations to care (Lyonette & Yardley, 2003). 

Extrinsic motivations and gains were not, however, related to each other (Chapter 7). Further 

research should consider other measures of positive aspects of caregiving (e.g., Quinn & Toms, 

2019).  

 

Perceived choice in caregiving was assessed with a single yes/no item (Chapters 6 and 7). As 

highlighted by Pertl et al. (2019), a dichotomous item measuring caregiver choice is likely to 

give a different impression of the prevalence of choice and how choice relates to different 
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caregiver variables from a multiple option measure. Given the unexpected lack of moderating 

effect of choice in this study (Chapter 7), a more nuanced measure of choice (dichotomous and 

continuous) along with that of motivations and willingness (which are related to it) should be 

sought in future research. 

 

Due to COVID-19 restrictions direct face-to-face survey interviews and recruitment were not 

initiated, and the survey was conducted fully online. Online surveys have numerous strengths 

and potential weaknesses which have been extensively described elsewhere (Evans & Mathur, 

2005; Sammut et al., 2021; Vicente & Reis, 2012). The weaknesses relevant to the quantitative 

study presented in this thesis have been noted in the limitations of the quantitative analyses - 

for example the commonly raised issues around the incoherent Internet bias and response rates 

(see Chapters 6 and 7). However, the countries in which the survey was conducted have very 

high Internet penetration rates, thus it is argued that they were well suited for a web-based 

study. Given the multinational character of the survey and its highly complicated design, an 

online design was most appropriate. As a reminder, the survey comprised of a core module and 

four other modules for variables specific to five separate research projects conducted by 

different research teams (with Module 1 being part of this doctoral thesis). In addition to the 

core module, participants were randomly allocated to two modules only as programmed within 

Questback. The randomisation procedure was automatic and enabled to decrease the burden of 

completing a long survey and avoid drop-out and missing values centring on specific modules. 

Furthermore, the survey contained a large number of filtered questions (see Appendix) which, 

if conducted in a paper version, would have given an illusion of the survey being longer than 

it really was. Thanks to an online design, the survey could have been tailored to a particular 

participant (i.e., answering only the questions that pertained specifically to them). Survey bias 

could have been reduced, as well - the participants had to answer questions in the order 

intended, and they could not look ahead to later questions (a graphic progression bar of the 

survey completion was included). Furthermore, the survey was conducted in a few countries 

where the research teams were not located (e.g., Poland, Sweden, Greece) and as such an online 

design enabled to reach these countries. The survey was designed in a way which let 

respondents answer at a convenient time for themselves - caregivers could start and then return 

later to the question where they left off earlier.  
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Ethical considerations 
 

This section discusses and shows how ethical considerations comprised part of this doctoral 

research project and how the lead researcher (MZ) has considered ethical questions and any 

ethical dilemmas. 

 

The two empirical studies included in this thesis were conducted in accordance with the 

Helsinki declaration (WMA, 2013) and the British Psychological Society Code of Human 

Research Ethics (BPS, 2021). Full ethical approval for the qualitative study (Chapter 5) was 

obtained from the Bangor University School of Psychology Ethics Committee (reference 

number 2019-16561-A14834; 2019). Full primary ethical approval for the quantitative study 

(Chapters 6 and 7) was obtained from the Ethics Committee of Bangor University for non-

clinical recruitment and NHS Research Ethics and Governance Committee for clinical site 

recruitment (protocol code 20/WA/0006; 2020). After this, the NHS Research Ethics 

documents were translated and submitted to the other participating countries as required by 

national legislation. Full details of obtained ethical approvals or confirmations can be found in 

the protocol paper (Morrison, Zarzycki et al., 2022). 

 

Ethical issues are of concern in all forms of research involving human beings and animals. 

Informal caregivers may be seen as a potentially vulnerable population, therefore it is an 

imperative that protecting their rights and welfare must be strictly applied. Protecting human 

rights requires the researcher to be sensitive and actively responsive to the rights of others 

(BPS, 2021). However, research ethics include more than simply following the Helsinki 

declaration and securing ethical approvals from the relevant ethical review authorities. From 

an ethical point of view, acting in an ethical manner is less about meeting formal ethical 

requirements and more about beneficence (promotion of participants’ wellbeing) and non-

maleficence (minimising the risk of doing harm; Knapp et al., 2015). Ethical issues are not 

static and fixed in time, but should be understood as an ongoing process, starting with 

formulation of the research idea, and continuing to the final reporting and dissemination of 

results (Malm, 2022). 

 

The recruitment methods of the two empirical studies comprising this thesis varied. However, 

they shared one common denominator – that involvement in the studies was voluntary. In the 

qualitative study, participants were approached directly by the lead researcher (MZ), i.e., the 
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contacts were facilitated with the help of local charity chairs during the charities’ regularly 

organised support sessions. In the quantitative study, the recruitment was indirect and entailed 

online recruitment via social, academic and news media as well as care or patient relevant 

organisations, and advertising (poster displays, flier distribution) among user groups and 

primary and secondary care settings. Those who were interested in participating responded 

according to the instructions of the respective study. No participant in any of the studies was 

in any way dependent on the research team conducting the respective study.  

 

In the qualitative study, participants received both verbal and written information about the 

study (see C6 Appendix for a Participant Information Sheet). In the quantitative study, 

participants received written information about the study (see D3 Appendix for a Participant 

Information Sheet). Given the lack of direct contact with the participants due to online 

recruitment in the second empirical study, a research website was created and translated into 

eight languages to provide more information about the study (https://www.entwine-

icohort.eu/). The website included FAQ section where participants could find information 

about the study (including the ethics) in an accessible and easy way. A common email account 

at Bangor University was created and regularly monitored by all members of the Work Package 

1 in cases participants had any questions regarding the quantitative study. The information 

sheets about the studies included the aim of the study and the extent of the participation 

required. The information pertaining to ethical issues was included, such as participation being 

voluntary and that participants were free to withdraw from the study at any time without any 

consequences. Participants were given the opportunity to ask questions – in the qualitative 

study they could do it via direct in-person contact with the researcher, via the phone or email; 

in the quantitative study they could do it via the phone or email. Participants were informed 

that all materials collected would be treated as confidential and securely stored in accordance 

with the General Data Protection Regulation (GDPR, https://gdpr.eu/what-is-gdpr/?cn-

reloaded=1) and Data Protection Act (UK Parliament, 2018), only accessible to the researchers 

involved. For the qualitative study, the signed documents with informed consents (see C8-9 

Appendices) as well as audio files and participants’ originally developed photographs were 

securely stored in the locked drawer in a secure office at the university building, while the 

materials in the quantitative study – including informed consent (see D4 Appendix) – were 

securely stored on a password-protected server at University Medical Center Groningen 

(UMCG). 

 

https://www.entwine-icohort.eu/
https://www.entwine-icohort.eu/
https://gdpr.eu/what-is-gdpr/?cn-reloaded=1
https://gdpr.eu/what-is-gdpr/?cn-reloaded=1
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The participants in the qualitative study were informed that the audio-recorded interviews 

would be transcribed verbatim. The transcribed interviews were anonymised by the lead 

researcher (MZ) before enabling the supervisors to read them, with any sections that could 

have led to the risk of respondents being exposed or recognised being excluded (e.g., names of 

the cities, clinics, etc.). This was introduced as the qualitative study was conducted solely in 

North Wales in or in the close vicinity of Bangor and as such there was a potential risk that 

researchers and informal caregivers involved in the study may have known each other from 

other situations. The results of the qualitative study were presented in a way to minimise the 

risk of the participants being identified, for example by excluding excerpts that risked exposing 

the identity of participants. 

 

Given that the qualitative study entailed a photo-elicitation method, separate consents for use 

of the data in analysis and for use of the visual imagery in the dissemination of the study were 

sought (Bates et al., 2017; Wang & Burris, 1997; see C9-11 Appendices). All participants were 

briefed into the Photovoice part of the study to ensure that they were well informed of the use 

of photos in the research. Additionally, written Photovoice guidelines (see C12 Appendix) and 

Photovoice tips for pictures with people (see C13 Appendix) were created. For example, 

participants were informed that photographs should not depict anything illegal; that if they 

choose to select photographs which depict another person/people, they should first obtain 

consent from the relevant person/parties; that they must ensure that any photographs they select 

are not violating any confidentiality causes for any individual or organisation. In cases where 

participants took a photo of someone else, they all obtained the consent from the photographed 

individual(s) evidencing that these individuals were aware that they might find photographs of 

themselves within published journal articles or disseminated materials (e.g., scientific 

conferences). This comprised a source of an ethical dilemma as to whether these pictures can 

indeed be used for publication and/or dissemination purposes as it was unknown whether such 

individuals would change their mind at the time when it would be too late to retract their 

consent (in such case potential harm would be inflicted upon them). Therefore, only 

photographs which did not contain members of the public or where other photographed people 

were anonymised (i.e., their face was not revealed) were included in the 

publications/dissemination materials. This may be seen to have reduced the validity capturing 

of caregiver experiences in published materials. 
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There was a potential for distress in both empirical studies as they explored caregivers’ 

experiences of providing care. For some people, asking about these experiences (and discussing 

them such as in a qualitative interview) may have been upsetting and unpleasant experience. 

The potential for distress was acknowledged in both ethical applications and risk assessment 

forms were completed to plan actions in cases of reported distress and to mitigate any potential 

distress evoked by the studies. In both empirical studies, participants were reminded that if they 

become distressed, they are able to stop the interview/survey to take a break and to only resume 

when/if they are happy to do so. In the event of participation causing any distress, links on the 

website and on the Participant Information Sheet provided caregivers with contact details of 

local and/or national organisations that are willing to provide psychological support in their 

situation. Additionally, for a qualitative interview study, it was established before the session 

began that the interview support person would take any distressed participants to a separate 

room and comfort them. However, none of the participants considered themselves to be in need 

of support after having completed the interviews. No deception was involved in the empirical 

studies presented in this thesis. 

 

Participants in the qualitative study were paid £7 per hour for their participation in an interview. 

They were also reimbursed for any travel or respite costs incurred due to the participation in 

the interview. On arrival at the university, they received refreshments for free as a courtesy. 

The issue of financial compensation for research participants is frequently discussed in research 

and opinions are divided (Malm, 2022). Ethical issues regarding reimbursement are relevant 

for many reasons, one of them relating to the power relationship between researchers and the 

participants (Brinkmann & Kvale, 2005). The British Psychological Society Code of Human 

Research Ethics (BPS, 2021; p. 37) states that ‘participants should not be disadvantaged so it 

is acceptable to compensate them for their time, although it should not be considered a benefit 

or inducement.’ It was considered appropriate to offer caregivers a payment for their 

participation and the reimbursement of travel or respite care costs in the qualitative study. The 

research relationship was seen as complementary, the lead researcher (MZ) made it explicit 

that he is dependent on the caregivers’ contributions to conduct research, thus strengthening 

the caregivers’ positions as active actors within the research and decreasing any potential 

impact of the power relationship between him and participants. Due to the multinational nature 

of the study and limited budget, in the quantitative study no reward or financial incentive was 

offered to participating caregivers. However, it is argued that the ENTWINE-iCohort survey 
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was a well-motivated study bringing new and important insights into caregiver experiences, 

and thus hopefully giving something back to those in focus in the work (Iphofen, 2009). 

 

An ethical reflective approach throughout the doctoral research project was adapted. Iphofen 

(2009) suggests that one way of doing it is to have an expert mentor or mentors involved in 

research ethical decision-making. Mentors can offer ethical mentorship and advice in response 

to specific issues. Hence, the lead researcher had ongoing ethical discussions with his 

supervisors and members of the Work Package 1 during the duration of this project concerning 

everything from the design of the interview guide/survey to how data should be used. In 

addition, this dissertation has been under review during many meetings of the ENTWINE 

Consortium – where relevant, ethical issues have been raised for discussion.  

 

 

Reflexivity 
 

The researcher’s potential role in influencing research process as well as the ‘sensitivity to 

context’ (i.e., an awareness of the sociocultural context in which research is situated) are crucial 

components of the quality of qualitative research (Tracy, 2010; Yardley, 2000). As described 

by Smith et al. (2009), as IPA assumes the double hermeneutics process, it is important for the 

integrity of the research process that the researcher seeks so far as possible to ‘bracket out’ 

their own preconceptions whilst being conscious that this can never be done completely 

(Gyollai, 2020). Making explicit the researcher’s own motivations, biases, and contexts, allows 

readers to interpret research findings considering such influences. Firstly, this section offers 

personal reflections on the research process and outcomes as part of researcher reflexivity. 

Secondly, it discusses the epistemological positions underpinning the overall epistemological 

orientation of this mixed- and multi-method doctoral project. 

 

The motivation to explore informal caregivers’ experiences came from personal and 

professional interest. I graduated with a Master’s degree in psychology (five-year one-cycle 

studies) and separately with a Bachelor’s degree in physiotherapy (three-year studies). My 

broad interests in health/clinical psychology and physiotherapy (rehabilitation) as well as 

previous work within healthcare settings as a physiotherapist drew my attention to the 

psychosocial impacts of illness on patients and people who provided care to them, and their 

reciprocal influences in the systems (e.g., familial systems, healthcare systems, social care 
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systems) in which they were embedded. Informal caregivers’ experiences of their recipients’ 

long-term health conditions fuelled my interest in the diverse ways in which illness and its 

associated lifestyle changes become integrated (or not) into people’s identities (individual 

narratives) and underlie group narratives (e.g., expectations of healthcare staff members toward 

informal caregivers). For example, in various situations it was an unquestioned part of my 

responsibilities as a physiotherapist to educate family members how to perform simple 

rehabilitation exercises with the patient at home (given the anticipated discharge from the 

hospital). Potential family members’ willingness to take on that role in rehabilitation of the 

patient was in most cases assumed on the part of healthcare professionals – patient’s wellbeing 

was the priority, their informal caregiver remained in the shadow and their willingness and 

motivations to provide care were usually taken for granted. These previous experiences 

underpinned not only my interest in the topic but also a practical decision to recruit a group of 

volunteer caregivers in a qualitative study who would be given all possible space to feel like 

‘experts by experience’ (Burholt et al., 2020; Gordon et al., 2020; Happell et al., 2021; Scanlan 

et al., 2020) and whose voices should be heard. Reimbursement of any potential respite care 

costs (as seen in the Participant Information Sheet) was also introduced to acknowledge 

potential costs the participation in the qualitative interview might have entailed. 

 

It needs to be acknowledged that I approached the topic of informal caregiving from a largely 

outsider’s perspective, i.e., having no personal experience of informal caregiving myself. 

Conducting the research with informal caregivers, I entered the recruitment phase of the two 

empirical studies with limited experience and a working knowledge of the psychosocial aspects 

of providing care. Alongside the time of my Ph.D. project, my awareness of various issues 

within informal care and its impact on people’s experiences was being expanded. Starting the 

research interviews (alongside the work on the qualitative meta-synthesis) with little subject-

matter expertise, I noticed a tension between portraying myself as a competent researcher with 

the appropriate expertise to hold and contain what participants were sharing with me (i.e., their 

lived experiences of caregiving) and a desire to be explicit about my outsider’s naivety 

(curiosity) - so that opportunities to gain access to rich data were not missed. I introduced the 

qualitative study to participants as part of my doctoral research project – therefore, they 

considered me as a researcher (in psychology). Given my largely naïve perspective and an 

imposed fully psychological focus of my doctoral research project, the learning included my 

identity as a researcher. I did consider my role as that of a researcher in psychology rather than 

of a practicing physiotherapist whom I was not (and did not feel) at that time. I did not know 
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what to expect and I was cautious about any assumptions that might have potentially arisen 

from my professional encounters with a healthcare system. Early on, I experienced an 

opportunity to acknowledge my ignorance when investigating caregiver’s willingness and 

motivations to provide care. While I was nervous to admit this, participants responded 

generously in interviews by elaborating on details that, had I not flagged up as being new to 

me, may have led me to proceed with a more superficial understanding of their lived experience 

and more speculative interpretations of their account. These direct interview encounters with 

caregivers were not my weakness but they comprised a source of confidence to be open about 

the limits of my understanding and preconceptions, which hopefully signalled to participants 

my desire to understand them better and more fully, and my efforts to make their voice being 

appropriately and transparently heard. 

 

As I have never had a direct personal experience of caring for someone, it may be argued that 

it might have been easier for me to mitigate a risk of overidentifying with participants’ 

experiences. However, as a phenomenologically-inspired interview process requires a 

researcher to ‘stand imaginatively in someone else’s shoes and see the world as they see it’ 

(Churchill, 2018, p. 2), particular aspects of caregiver experience inevitably corresponded with 

my own feelings and beliefs. Therefore, I attempted to be alert to opportunities where I might 

have intervened to minimise making any assumptions (e.g., about caring out of love for the 

care recipient as not all caregivers would love or state love as their motivation for providing 

care). Member reflections, i.e., discussing the qualitative research processes with my 

supervisors (e.g., the analysis process), enabled further understanding of how my own 

experiences are inherently bound to my interpretations; and that the goal is not to separate the 

data from the context but to make explicit where these elements interact and influence what 

eventually is reported, the process of generation of knowledge. I felt responsible to accurately 

represent what caregivers highlighted as important in their lived experience whilst keeping in 

mind the wider implications of the research and the interpretations which arose as important in 

my view (e.g., the repeated issue of short breaks from caregiving as an important positive 

aspect of caregiving motivations). 

 

My Polish nationality, and having spent most of my life in Poland, and working experience 

across both Polish and British contexts gave me access to different cultural contexts and 

different health and social systems. While conducting the meta-synthesis and meta-

ethnography, I was interested in the wider cultural variations across studies synthesised, 
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particularly those with caregivers of differing cultural and familial ideologies and how these 

may underpin state health and social care policies and caregiver experiences. However, due to 

many studies with a sole country reported, these had to be grouped into wider categories 

providing only a proxy of caregivers’ cultural backgrounds – limitations noted as part of 

conducted systematic reviews. Nonetheless, cultural variations were noted on this macro level, 

for example by evidencing differences in terms of motives such relationship quality and 

cultural values. Relationship quality as a caregiver motivation was less evident in Asian 

caregiver studies than amongst Caucasian caregiver studies. Cultural values around caregiving 

were more established for people of Asian ethnic and cultural background than those of 

Caucasian ethnicity and that these values played a more limited role in motivating care within 

the latter group. Given a large number of studies that contributed to the argument of cultural 

variations, it was important for me to acknowledge the uniqueness within and between cultures, 

especially in terms of the postulate in favour of effective multicultural support planning and 

service provision. Apart from the systematic reviews, the quantitative empirical study set out 

to investigate potential variations in different psychosocial variables given the country-specific 

context. While planning this study, the team that I was part of (Work Package 1 of the 

ENTWINE) sought to include countries which would represent different categories of 

caregiver support across Europe and Israel. Eventually, we managed to recruit participants who 

resided in countries with differing care systems and differing cultural attitudes around informal 

care. The cross-country analysis conducted as part of this thesis showed that targeting 

caregivers’ cognitions and attitudes (e.g., willingness to provide care, wellbeing, burden) 

cannot be assumed to benefit all caregivers as they may have different experiences given their 

country context (i.e., related to available caregiver support and country culture, as interpreted 

by me). Overall, the work on systematic reviews and a quantitative study made me consider 

how the application of Westcentric (including Eurocentric) concepts in health psychology 

continues to favour thinking and intervening on an individual (micro) level, and that working 

on macro level and more closely with disciplines which more readily apply systems-level 

thinking (e.g., social work, sociology) could be beneficial. These considerations were largely 

propelled by my co-supervisor, Dr Diane Seddon, and the multidisciplinary (and multicultural) 

team of the ENTWINE Network.  

 

Interviewing individuals who had been in close contact with various illnesses and death, and 

reviewing the literature on the experiences of informal caregivers’ motivations and willingness 

for caring, offered a chance to reflect on the unprecedented care crisis and the sustainability of 
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caregiving in the future. Participants spoke about the importance of in-home care support, short 

breaks from caregiving, factors which made caregiving possible at the first place (e.g., retiring 

and accessing pension or being able to accommodate caregiving with paid employment); 

factors which were inherently in reciprocal relationships with their motivations for caring. 

Their perspectives made me examine my own assumption what may be needed to effectively 

support caregivers and positively contribute to the sustainability of care, and I hope that their 

accounts evidence a need for societal change if indeed caregivers are to be supported. 

 

How knowledge is generated and understood through differing methods has been a learning 

journey across the last 10 years of my life. My understanding of epistemology and ontology 

started shaping since the first year of psychology, my classes in philosophy and history of 

psychology. Later, I took additional courses in epistemology and the philosophy of mind which 

furthered my understanding of what knowledge is and can be, the sources of knowledge, the 

underlying assumptions of the constituents of knowledge and the differences between 

epistemology and ontology. Within my psychological studies, I was exposed to mainstream 

positivist approaches and critical psychology approaches that incorporated phenomenology, 

hermeneutic psychology, discourse analysis, and narrative approaches. It was through learning 

about positivism, interpretivism, constructivism and hermeneutics that I started to gain an 

appreciation for the existence of ‘multiple truths’ (Gadamer, 1989) – the notion of different 

frameworks providing different ways of understanding the phenomena; the same topic being 

understood from multiple perspectives. When reflecting upon my epistemological growth, this 

doctoral research project applying both qualitative and quantitative methods of investigation 

builds upon these rich learning experiences. The new learning during my doctoral project 

related to pragmatic approaches in health and social care research, contextualism in reference 

to the qualitative study, and critical realism seen in different perspectives on caregiver 

motivations and willingness yielded by different chapters of this thesis. The opportunity to 

learn and apply these different frameworks within the research process underpinned the 

diversity of methods used and knowledge production. This thesis assumed an overall 

exploratory approach design that drew on different methods sequentially, to support to a large 

extent the design of the proceeding studies. Understandings of caregiver motivations and 

willingness, their nature, underlying determinants, and their impact on caregiver outcomes, 

were elaborated through the different epistemological frameworks across the thesis. The 

qualitative study showed that motivations may be at times contradictory, mutually exclusive or 

ambiguous, and that the question about the salience of one motive over another posed in the 
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meta-synthesis should not overshadow the importance of understanding different ontological 

dimensions on which motivations can be considered. The mediating role of motivations and 

willingness for caring evidenced in quantitative analyses further elaborated their role in shaping 

caregiver experience of positive and negative outcomes. Emphasis on the context and 

acceptance of alternative viewpoints (as widely seen in critical realism), usefulness, 

determination of practical meanings and solutions, and transferability of results (as widely seen 

in pragmatism; Smith, 2018) offered an opportunity to consider how different epistemological 

positions conflict, complement or coexist together (Shannon-Baker, 2015). I held these 

differing epistemological approaches together, worked with them, exercising my skills in terms 

of differing study designs, data collection, types of analysis, as seen across different chapters 

of this thesis.  

 

I also embarked upon learning about qualitative multimethodological research. It was dictated 

both by a drive for a research design that would have multiple components which would yield 

rich data and would increase the study’s ecological validity, and by the drive to empower 

caregivers to speak about what they considered important in terms of their experiences during 

an interview (thus the photovoice part of the qualitative study). The integration and 

combination of mixed and multi methods facilitated a higher level of methodological creativity, 

which has hopefully translated into important findings and implications that go beyond the 

theory and research, touching upon what policy and practice could do to support caregivers. 
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Conclusions 

 

The research presented in this thesis succeeded in exploring factors underpinning motivations 

and willingness to provide care. It examined how factors shaping caregiver motives and 

willingness, and caregiver motivations/willingness themselves, relate to positive and negative 

caregiver outcomes. The research used mixed methodologies to address the research questions. 

Findings of these mixed-method studies provided evidence of a broad range of psychological, 

social, and cultural caregiving motivations, different caregiving beliefs and expectancies, and 

differing family and personal values. These in turn were influenced by individual caregiver and 

care recipient characteristics, cultural norms, and responses to caregiving challenges, including 

a search for meaning and the presence or absence of choice in taking on the caregiving role. 

Differences in these factors were compared across 9 countries and related to positive and 

negative caregiver outcomes.  

 

The findings highlight the need for researchers and for practitioners to explore caregiver 

motivations, willingness to care, caregiver choice, and caregiver needs in a culturally sensitive 

manner. Cultural sensitivity and understanding are essential to informing future policy and 

practice and to effectively support caring relationships.  
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