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ABSTRACT ARTICLE HISTORY
Informal caregiving constitutes the mainstay of a society’s care supply. Received 11 May 2021
Motivations for caring and continuing to provide care are crucial to Accepted 18 January 2022
understanding the nature of caregiver experiences and their relationship
with the person/people they support. This systematic review of qualitative | A

. . X s =l . nformal caregiving;
gwdence examines determinants of motlva.tlor)s and vyllllngnegs to provide motivations to provide care;
informal care. One hundred and five qualitative studies published before willingness to provide care;
August 2019 and fitting the inclusion criteria were identified, 84 of them culture; society; values
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-synthesis 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 contributing to the issue of the
sustainability of informal care from a ‘macro’ perspective.

KEYWORDS

Introduction

Becoming a caregiver is something that most people will experience during their lifetime (Lewis,
1997). 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; Borsch-Supan, 2019; Schwarzkopf et al., 2012) place considerable demands on formal care
systems and also on informal caregivers. Whilst definitions of informal caregiving can vary across
studies and across legislative, policy and practice contexts (Bauer & Sousa-Poza, 2015), it is generally
defined as the provision of usually unpaid care to a relative or friend with a chronic iliness, disability,
or other long-lasting health and care needs (Revenson et al., 2016). It can be considered the mainstay
of a society’s care supply (Albertini et al., 2007; Stajdubar et al., 2010). In the UK alone, there are
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approximately 8.8 million caregivers (Carers UK, 2019a) with 1.3 million of them providing more than
50 h of care per week (Carers UK, 2019b). The prevalence of informal caregiving varies across the
world (Albertini et al., 2007; Carers UK, 2019a, 2019b; Lewis, 1997) but caregiver contribution to
the sustainability of health and social care systems is significant. Despite this, we have limited under-
standing of the factors that underly, promote and maintain motivations and willingness to provide
informal care (Burridge et al., 2007; Parveen & Morrison, 2012; Parveen et al,, 2011). Understanding
motivations and willingness to provide care is important as it has implications for caregivers’ and
care recipients’ well-being (Burridge et al., 2007; Parveen & Morrison, 2012), and assessment and
care planning processes that are in place to support caregiving relationships. It also has implications
for the wider society — enhancing positive motivations to care and continue caring (whilst being
careful not to make assumptions about willingness to care) is increasingly important given the
ageing demographic, described above, societal expectations of community based, familial care pro-
vision and the potential costs to society of alternative care and support arrangements. Hence, it is
important to understand why people provide informal care, that is, what motivates them and
what determines continued 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. 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 behav-
iour and outcomes will help in efforts to support and sustain caring relationships. Norms of per-
ceived obligation towards family members, familism and ethnicity have previously been shown to
have a predictive value for 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 motiv-
ations 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 what underpins 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).
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 motiv-
ated 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 & Mor-
rison, 2021).

Burridge et al. (2007) in their systematic review of 17 studies focusing on cancer caregiving ident-
ified 4 groups of willingness to care indicators (demographic, physical, social and psychological -
including emotions), providing the first synthesis of evidence pertaining to the role willingness to
provide care plays in informal care. These indicators are noticeable in studies with other caregiving
subpopulations and include basic demographic characteristics (e.g., gender, age, place of residence),
family structure (e.g., number of siblings), family dynamics (e.g., attachment, communication style),
religious affiliation (non-religious vs. religious), masculinity/femininity, and the care recipient’s illness
characteristics (e.g., their physical incapacity such as problems with mobility, their comorbidities)
(Burridge et al., 2007; Dykstra & Fokkema, 2012; Lieberman & Fisher, 1999; Wells & Johnson, 2001;
Williams et al., 2014). Burridge and colleagues (Burridge et al., 2007) highlighted the potential
impact willingness to provide care may have on caregiver outcomes, for example, reporting that
when care is provided reluctantly it may result in a deterioration in the caring relationship. Similarly,
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Camden et al. (2011) reported that those who were unwilling to provide care reported higher
abusive behaviours towards the care recipient and their care recipient was more likely to be
admitted to a nursing home. As societal demand for informal care grows (Hoffmann & Rodrigues,
2010; Kooiker et al., 2019; Pickard, 2015), it is important to understand the effect the determinants
have on motivations and willingness to provide care, as these are likely to affect caregiver outcomes
and behaviours (e.g., caregiver wellbeing, and their potential willingness to consider care home pla-
cement when perceived as necessary). No synthesis of qualitative evidence on motivations and will-
ingness to provide informal care has been completed outside the cancer and dementia caregiving
population.

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 paper 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 motiv-
ations 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 behav-
ioural norms’ (Kavanagh & Kennedy, 1992, p. 12), an implicit ‘guiding force’ regulating how individ-
uals respond to demands they encounter and as such it may influence caregiving motivations
(Dilworth-Anderson et al., 2005). The anthropologist Geertz defines culture as ‘a set of control mech-
anisms — plans, recipes, rules, constructions, what computer engineers call programmes for the gov-
erning 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 child care).

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 Austra-
lia and the UK, and the associated emphasis on competition and 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 under-
take the caregiving role and will provide the majority of care (Sims-Gould & Martin-Matthews, 2008).
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. Therefore, it is important to identify any cultural or societal factors that influence motiv-
ations and willingness to provide care. No previous systematic review has explored ‘macro’ determi-
nants of caregiving motivations and willingness to such a broad extent. We propose that these
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factors, and the consequent improved understanding of how they act upon individual cognition,
expectation, motivations, and ultimately caregiving behaviour and outcomes, will help expand
both the theoretical models we have around predicting caregiving processes and its outcomes,
but will 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:

(@) 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.

(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
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 (available from: https://www.crd.york.ac.uk/
prospero/display_record.php?RecordID=149458). Originally, a mixed-method systematic review
was planned. Due to the large number of eligible studies and the need to present the findings in
an efficient and robust way, the decision was made by the review team to present the qualitative
meta-synthesis findings separately from the quantitative findings. This was in line with the strategy
for data synthesis described in the PROSPERO protocol, i.e., that separate forms of syntheses for
quantitative and qualitative studies would be conducted.

Design

A qualitative review using a configurative perspective was completed, following Evidence for Policy
and Practice Information and Coordinating Centre (EPPI-Centre) guidance (EPPI-Centre, 2010; Gough
et al,, 2017). Configurative aspects examined determinants of motivations for providing care and
willingness to provide care following a review and meta-synthesis of the results of qualitative studies.

This paper focusses on cultural and societal influences (i.e., ‘macro’ determinants) on motivations
and willingness to provide care and integrates results from several different but inter-linked quali-
tative studies with interpretive, rather than aggregative intent (Booth, 2016). A separate paper pre-
sents a synthesis of qualitative findings relating to ‘individualistic’ (personal and relational)
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 care-
giver, providing care to adult (aged 18 years and over) care recipients. The subpopulation of
parent caregivers of young children is typically distinguished in research from the population of
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informal caregivers providing care to adults. Parent caregivers were not included in this systematic
review (Revenson et al., 2016). Informal caregiving was defined broadly as providing usually unpaid
physical, practical and psychological support for a family member or friend with a chronic illness,
disability, or other long-lasting health and care needs (Bridges, 1995; Revenson et al., 2016).

Phenomena of interest (concepts). Studies exploring motivations and/or willingness to provide
care.

Design. Qualitative studies and mixed methods studies where qualitative data could be separated
from quantitative data.

Study type. Empirical qualitative research.

Inclusion criteria. Empirical qualitative research, including original research, case studies, disser-
tations, theses (Gough et al., 2017). Studies reported in English, French, Polish or Russian languages
were to be included as these met the authors’ language capabilities No restrictions were applied to
caregiver relationship type, e.g., spouse/non spouse, gender, care recipient’s age, gender or care reci-
pient’s diagnosis.

The detailed selection criteria are specified in the Title and Abstract Screening Tools (see online
S1 Supplementary File).

Identification of studies

Search strategy

A preliminary search was undertaken applying free text terms and thesaurus terms amended from
those used in a previous systematic review of the impact of motivations on caregiver outcomes
(Quinn et al., 2010) to explore the factors that influence motivations and willingness to provide
care. Additional 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 specifi-
city, 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 searches.
The truncation (*) was used when appropriate and Boolean search terms AND/OR were used to
connect search terms.

Information sources

The searches examined papers published up until August 2019 using the following databases:

MEDLINE via EBSCO, Psychinfo, Applied Social Sciences Index and Abstracts, CINAHL, Cochrane

Library, Web of Science. The search strategy was designed in CINAHL and then translated to the

appropriate MESH/thesaurus terms and formats for the other databases. This was an iterative

process between and within databases, to ensure a balance between specificity and sensitivity.
The search terms applied were:

e motivation, ‘motivations to care’, ‘motivations to provide care’, motive*, drive, oblig*, duty, filial,

o ‘willingness to care’, ‘willingness to provide care’, willing*,

o value*, ‘familism’, social, personal, ethnic*, cultural, demographic*, diagnosis, illness, character-
istic*, determinant*,

e caregiver*, spouse, partner, family, relative*, carer*, caregiving.
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Data management was supported by RefWorks. Duplicates were removed before reviewing
against the eligibility criteria.

To ensure that the search was comprehensive and inclusive, and to reduce the effect of publi-
cation bias, a search of additional sources including unpublished and grey literature, general
searches (i.e., ‘Google Scholar’) and PhD theses and dissertations (EPPI-Centre, 2010) was conducted.
Contacting experts (four experts in the field and two caregiver-specific organisations) and hand
searching (i.e., conference proceedings and retrospective reference list checking) were carried out.

Selection process

Titles and abstracts were screened by the principal researcher (MZ) according to the inclusion and
exclusion criteria. Following this, retrieval and review of potentially eligible full-text papers were con-
ducted by two reviewers (MZ, EB) with a sample of 20% retrieved and screened against the eligibility
criteria to assess inter-rater agreement. Disagreements were managed in accordance with a pre-agreed
protocol. One disagreement occurred concerning a low-quality paper (Asahara et al., 2002) which con-
tained two sub-samples of participants — only one of which met the inclusion criteria (of informal care-
givers) — the reviewers agreed to include only the findings relating to this sub-sample.

Data extraction
Standardised, comprehensive data extraction forms were designed for the purposes of the descrip-
tive (systematic) map and synthesis, and completed for each included study. Data extraction
included information on: the country of study; study aims; participants; research methods; and
main constructs from the conceptual framework (i.e., the content of the interview guide).
Qualitative and mixed-method data extraction forms were applied based on guidance published
by Cochrane, the Joanna Briggs Institute and the EPPI Centre (EPPI-Centre, 2010; Gough et al., 2017;
Institute, 2011; Noyes & Lewin, 2011) and were piloted to ensure their suitability. The data extraction
process was independently checked for accuracy by EB employing double coding on 20% of
included studies. There was a high rate of coding agreement thus single reviewer coding was con-
ducted on the remaining studies.

Quality and relevance appraisal (QRA)
Quality and relevance appraisals (QRA) were conducted by the two reviewers (MZ, EB) on 20% of the
included studies using quality assessment tools and a high rate of agreement achieved. Reviewers
(MZ, EB) scored 200 items and agreed in 188 cases (94%) which provides substantial inter-rater
reliability (k =.70). Solo critical appraisal was applied to the remaining studies.

Each included study was next dual-assessed according to the three ‘Dimensions of Difference’ of
Evidence Claims (Gough et al., 2017):

(1) the review methods — the methodological standard of the review was first assessed for appropri-
ateness using the PRISMA statement (see online S1 Supplementary File) and then the suitability
of method and relevance to the review aims was appraised by the review team (MZ, EB, VM, DS).

(2) the methods of the included studies were assessed with the Weight of Evidence Framework (Gough
et al, 2017) which critically appraised methodological standards, suitability and relevance,
specifically the:

o quality of execution of the study (‘study soundness’),
e appropriateness of the study design and analysis for answering the review question,
e relevance of the study to the review.

The soundness of studies was assessed using the 10-item Critical Appraisal Skills Programme
(CASP) tool (see online S1 Supplementary File) for CASP qualitative checklist for the meta-synthesis
demonstrating how each study addressed the CASP qualitative checklist quality aspects (CASP,
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2014). The appropriateness of the methodology and the relevance of the individual studies were
judged in accordance with the review aims and awarded an assessment of high, medium or low
(see online ST Supplementary File). Based on this part of QRA (CASP, 2014; Gough et al., 2017)
reviewers decided that where qualitative studies with low methodological quality (N =4) still met
the requirements of the data synthesis they would be included. Additionally, quality and relevance
of the studies were described (Gough et al., 2017).

(3) Thirdly, the quality of the evidence produced and the confidence in each of the themes arising
from the meta-synthesis were assessed using the GRADE-CERQual approach (Lewin et al.,
2018) based on consideration of: (a) methodological limitations of the studies contributing to
each analytic theme; (b) coherence of each analytic theme; (c) adequacy of data supporting
each theme; (d) relevance of the data to the review question. The reviewers considered these
four components for the subset of studies contributing to each of the main emerging analytic
themes in order to generate a GRADE-CERQual Qualitative Evidence Profile in a form of a
Summary of Qualitative Findings table (Lewin et al., 2018) (see online S2 Supplementary File).

The lead reviewer (MZ) assessed confidence in each analytic theme for specific study character-
istics, including study design, gender, ethnicity, care recipient’s iliness, the caregiver — care recipient
relationship, geographic continent and the socioeconomic level of development of the countries
represented (List of Developing Countries, 2018; see online S2 Supplementary File). 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 caregiver age and duration of care provision
across each analytic theme as these characteristics were inconsistently reported. Confidence in
findings when removing 4 studies with low methodological quality was assessed using sensitivity
analysis.

Data synthesis
The review synthesis comprised of two stages. Firstly, systematic mapping of all identified studies
and their characteristics was conducted using the EPPI-Centre core keywording strategy (EPPI-
Centre SSRU, EPPI-Centre, 2002) to code studies according to demographic data and review-
specific data before producing the descriptive map of all studies meeting our inclusion criteria.
Second, in-depth review was carried out using inductive grounded theory-based, thematic synthesis
to synthesise study findings and assess concepts across included papers, i.e., thematic synthesis was
directed by the grounded-theory approach according to guidance (Braun & Clarke, 2006; Charmaz,
2006; Gough et al., 2017; Thomas & Harden, 2008). Applying a grounded theory approach to syn-
thesis deepened ‘immersion’ within the data through application of selected analytic techniques
(i.e., constant comparisons, coding principles and memoing), thus adding additional depth and rich-
ness to the generation of the themes (e.g., further clarifying the definition and scope of each theme).
The inductive grounded theory-based and thematic synthesis approach consisted of three stages
(overlapping analytical procedures described below):

(1) coding text (preliminary synthesis) as (axial) codes (or underpinning/emergent themes);

(2) organising the themes from (1) into ‘descriptive themes’ — either organising themes into over-
arching themes or using other ways (e.g., conceptual mind mapping) to articulate the relation-
ships between conceptually similar themes;

(3) 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 conducted in NVivo 12 Pro; two reviewers (MZ/EB) coded the first twenty
studies and then a single reviewer (MZ) coded a proportion of all the remaining studies. Preliminary
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(axial) coding was discussed among the full review group to identify emergent themes and support
the development of descriptive themes.

Each (axial) code, descriptive theme and analytic theme was presented in a table with a summary
of themes and the accompanying references - see online S2 Supplementary File.

One reviewer (MZ) worked on developing descriptive themes. The process involved re-organising
the study data and (axial) codes and using a constant comparative method to record notes regarding
emergent themes and discuss both associations and exceptions to these themes with the review
team.

During synthesis, exceptions were explored to see if they could be explained by attributes of the
study population, such as gender or ethnicity. After descriptive subthemes were identified and
described, they were assessed in relation to preselected study characteristics. If characteristics
were adequately reported, their contribution was assessed across each analytic theme. The assess-
ment of analytic themes and descriptive subthemes by selected study characteristics in relation to
the findings is presented in an online S2 Supplementary File.

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

)

=
«g Records identified through database Additional records identified
g searching through other sources
= (n=17993) (n = 1800)
g
=
=1
v v
Duplicates removed
(n=4141)
of
£
=
3 v Records excluded
= (n=5462)
2] Records screened

_ » - Not adult informal caregivers (n=4251)
(n=5652) - Not motivations for caring (n=1015)
— l - No determinant (n=189)

- Language other than in criteria (n=4)
- Unavailable (n=3)

Full-text articles assessed
& for eligibility
= (n=190) > Full-text articles excluded, with
E" reasons
= l (n=280)
- Quantitative (n = 67)
- Studies included in - Not adult informal current carers (n=6)
qualitative descriptive map - Not motivations for caring (n=5)
() (n=110) - Article extracted instead of thesis (n=1)
- Theoretical paper (n=1)
; )
S
% Studies included in the
= meta-synthesis
(n=105)

—

Figure 1. PRISMA flow chart of included studies.
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(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 quali-
tative descriptive map and 105 in the qualitative data synthesis (five studies were ineligible for meta-
synthesis). Figure 1 provides the main reasons for exclusion.

Characteristics of included studies

The characteristics of the included studies are presented below with further detail presented in
online S2 Supplementary File.

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 (Piotrowska, 2015)
was included in the systematic map, but was ineligible for the meta-synthesis as there were signifi-
cant limitations in the analysis of data and the clear statement of findings.

Setting. All continents were represented: Asia (N=23),' Middle East (N =3) (Dumit et al,, 2015;
Kuscu et al., 2009; Leichtentritt et al., 2004), Africa (N= 6),2 Europe (N= 22),® Australia and Oceania
(N=4) (Bryant & Lim, 2013; Cahill, 1999; Cash et al., 2013; Opie, 1994); North America (N =49),*
South America (N=1) (Almeida et al., 2018). This totals 108 studies as 3 studies (Harris & Long,
1999; Sung, 1994; Yamamoto & Wallhagen, 1997) 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.®

Participants. Two thousand five hundred sixty five 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+° and three studies concerned older caregivers exclu-
sively (age above 64 without the specification of an upper age limit) (Holroyd, 2005; Lin et al.,
2012; Russell, 2001).

Caregiver ethnicity was reported in most (92, 88%) studies. In 13 studies (12%), the ethnicity was
highly varied.” In 79 (75%), studies ethnicity was divided into broad sub-categories: mostly Caucasian
ethnicity (N=25);% Asian ethnicity (N=36);° non-Caucasian American ethnicity (N=10);"® Black
African ethnicity (N = 6)."Ina minority of studies (N =13, 12%), ethnicity was either not reported/
inconsistently reported (11) or inapplicable (2 documentary studies).'?

Six studies (6%) did not report the type of caregiver-recipient relationship,’®> 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;'"* 11 studies (10%) were with mainly (at least 90%)
spousal/partner caregivers;'> one study (1%) concerned non-relative caregivers (Mahilall, 2006).
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.

In 23 studies (22%), the care recipient’s health condition was not specified'® whilst 30 (28%)
included various condition types within the study sample. Fifty-two (50%) studies included a
single diagnosis: dementia (N=36, 34%),"”” cancer (N=7, 7%),'® cardiac diseases (N=3, 3%)
(Alonso et al., 2018; Dumit et al., 2015; Holroyd, 2003), strokes (N=5, 5%)'® and multiple sclerosis
(N=1, 1%) (Boeije et al., 2003).

Study design. Ninety six (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%).2° Of these 16 (15%) employed a longitudinal study design.?’ Data collection methods included:
open or semi-structured individual or group interviews, ethnographic observation, or questionnaires
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with open-ended questions. Studies used a range of grounded theoretical, narrative, phenomenolo-
gical, 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 con-
cerns,?? 44 (42%) were judged to be moderate,?> and 4 studies (Aronson, 1992; Hanyok et al., 2009;
Holroyd, 2003; Sung, 1994), which met the requirements for the data synthesis and were thus
retained, were judged to be of low quality. The other 5 studies®* 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 online S2 Supplementary File.

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 paper:

(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 online S2 Supplementary File.
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 online S2 Supplementary
File. The analytic themes and their subthemes (in bold) are presented, with Table 1 presenting a
selection of illustrative quotes for each subtheme. An online supplementary file presents the
findings more fully with overinclusive supporting quotes — see online S2 Supplementary File.

Theme 1: cultural values and beliefs
This analytic theme included five subthemes: cultural-specific norms of providing care; cultural socia-
lisation; spirituality and religion; acculturation; and cultural aspects of illness beliefs.

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.?> 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.®

Cross-cultural studies, such as Harris and Long (1999), 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 con-
tinue 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)’ (Wallhagen &
Yamamoto-Mitani, 2006). Similar to the Japanese data, a study within Turkish and Moroccan
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Table 1. A selection of illustrative quotes for subthemes presented.

Analytic theme Descriptive subtheme lllustrative quote

1. Cultural values and It's because | married the first son ... | had the idea that one

1.1 Cultural-specific norms of

beliefs providing care

1.2 Socialisation

1.3 Spirituality and religion

1.4 Acculturation

1.5 Cultural aspects of illness beliefs

2. Societal norms and
perceived expectations

2.1 Seeking social recognition and
conforming to societal pressure

2.2 Gender-specific roles

2.3 Social policy intent and
assumptions underpinning this

2.4 Perceived limitations to formal

support provision and services

2.5 Avoiding admission to a care
home

day | had to take care of his mother ... (Yamamoto &
Wallhagen, 1997, p. 169)

So, I've always seen the way mothers, the females take care
of the family ... So, | could see a lot of the nurturing was
done by my mom and my grandma. So, it has carried
down. (McDermott & Mendez-Luck, 2018, p. 7)

| also have a chance to do good things and save my place in
heaven doing this job. (Hinton et al., 2008, p. 679)

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. (Donovan & Williams, 2015, p. 83)

It's a ‘loss of face’ to have a husband with dementia,
especially when he is so young. | will not seek help from
others because they will look down on me. | felt inferior to
others. (Pang & Lee, 2019, p. 1620)

I think you have to take care of your ill parents or in-laws at
home in order to save face ... | think it is the Korean way
that you don’t send them to a nursing home. (Kong et al.,
2010, p. 322)

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. (Holroyd, 2001, p. 1129)

I needed a [financial welfare] compensation, that was the
long and short of it. | couldn’t really survive without it.
(Kietzman et al.,, 2013, p. 532)

The most important thing | 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.’ (Parveen et al., 2011, p. 869)

We have to take care of our own. No one’s going to take care
of my sister like | am.” (Nkongho & Archbold, 1995, p. 120)

communities found that family care was primarily the responsibility of the eldest daughter or the
wife of the eldest son (van Wezel et al., 2016); likewise amongst the Surinamese Creole community
an eldest daughter would be expected to take care of her parents (van Wezel et al.,, 2016). 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 (Wallhagen & Yama-
moto-Mitani, 2006; Yamamoto & Wallhagen, 1997). The caregiving duty was reported as being
taken for granted within wider traditional Asian culture (Lee et al., 2019).

In Thailand, daughters were expected to bring their husbands into their family system and culti-
vate 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 (Sasat, 1998). In Nigeria the norm of
caregiving for a relative was also deeply enshrined (Muoghalu & Jegede, 2010).

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 (Leichtentritt et al., 2004).

The implicit value system embedded in the cultural context determined motivations for caregiv-
ing, where caregiving was seen as natural, in many cases central to identity.?” Cultural values com-
prised a distal, contextual factor in motivations to provide care?® and included various examples®
such as the aforementioned traditional value of filial piety or the value of marianismo ('self-sacrificing
mother’) seen in the Mexican culture (Mendez-Luck & Anthony, 2016). Cultural values instilled in par-
ticipants constituted the basis for a sense of obligation to provide care and were shaped during
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specific socialisation (Ho et al., 2003) - 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 (Jones
et al., 2003; Park, 2015) 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) (Han
et al., 2008; Hsueh et al., 2008; Jones et al., 2002; Kim, 2009; Kong et al., 2010).

Cultural socialisation. This subtheme addresses the incorporation of cultural values promoting
informal care provision through exposure to caregiving model(s). A process of behavioural model-
ling was embedded in an individual’s upbringing,®® highlighting personal socialisation and the
early creation of a sense of responsibility, a preparation for the role (Globerman, 1996). 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.!

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 con-
veyed 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 trans-
missions 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 individ-
ual’s identity as a member of a cultural group). Caregiving expectations were operationalised
through the exposure to these experiences (Jones et al., 2002; Park, 2015; Sheu, 1997; Wallhagen
& Yamamoto-Mitani, 2006) thus for many adopting the caregiver role was not unexpected (Wallha-
gen & Yamamoto-Mitani, 2006).

The caregiving role as modelled and witnessed within one’s family influenced individual caregiv-
ing motivations (Jones et al, 2002; Leichtentritt et al., 2004; McDermott & Mendez-Luck, 2018;
Murphy, 2005; Qiu et al., 2018). Cultural norms governing caregiving conduct within a given
society were deeply internalised and self-identification with the caregiver role was, therefore, not
unexpected with individuals describing caregiving as arising ‘naturally’ without conscious thought
(Wallhagen & Yamamoto-Mitani, 2006). 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 particu-
larly within cross-cultural psychology (Sims-Gould & Martin-Matthews, 2008), where 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 characterised by individualistic cultures, for
some carers their personal upbringing resembled more collectivist caregiving models which
shaped their future caregiver commitment (Sterritt & Pokorny, 1998; Wallroth, 2016).

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.>?
Various religious or spiritual teachings were represented, predominantly Confucian, Buddhist or
Christian thoughts.>

The belief in the situation having arisen from God'’s will was a significant motivation to provide
care and to continue care (Alonso et al., 2018; Hanyok et al., 2009; Jones et al., 2002; Mahilall,
2006; Murphy, 2005). A belief in karma (destiny/fate) was also reflected in caregiver accounts: the
repayment of debts in the current life through caregiving (Hinton et al.,, 2008; Hsu & Shyu, 2003;
Kao & Stuifbergen, 1999; Sasat, 1998; Sheu, 1997).
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Acculturation. The processes of adjusting to a new culture were described in several studies®*
including where Asian people had emigrated to North America (Han et al., 2008; Hsueh et al.,
2008; Jones et al., 2002; Kim, 2009; Kong et al., 2010). This evidence suggested that whilst pre-exist-
ing 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 thought to have been destabilised (Bryant & Lim, 2013). Accepting new cultural values did not
mean discarding old ones and preserving old cultural values did not mean rejecting new ones
(Donovan & Williams, 2015; Hsueh et al., 2008; Jones et al., 2002; Kong et al., 2010). However, balan-
cing 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 (Han et al., 2008; Hsueh et al., 2008; Kim, 2009; Kodwo-Nyamea-
zea & Nguyen, 2008). Coexisting cultural norms and values were evidenced in the caregiver accounts,
e.g., an influence of Canadian liberal culture and Vietnamese culture (Han et al., 2008).

Cultural aspects of illness beliefs. The cultural representations of certain health conditions, i.e., lay
models of illness (Leventhal et al., 2003), were found to influence motivations and willingness to
provide informal care, for example, the social stigma attached to dementia in China (EPPI-Centre
SSRU, EPPI-Centre, 2002) or the views of dementia contagiousness held in Pakistan (Noyes &
Lewin, 2011). Such social beliefs resulted in familial and social isolation of some caregivers, i.e., stig-
matisation (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 (Lauritzen et al,, 2019; Leichtentritt et al., 2004; Park, 2012).

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.

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 (Kodwo-Nyameazea
& Nguyen, 2008; Mahilall, 2006; Pang & Lee, 2019; Sheu, 1997). Appreciation shown towards care-
givers by other members of society (including siblings, the care recipient, the wider community)
was an important motivating factor that enhanced willingness to continue to care (Dunér, 2010;
Erickson, 2002; Kietzman et al., 2013; van Wezel et al,, 2016).

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.>

Gender-specific roles. Gendered social and cultural norms and expectations of informal care pro-
vision 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.>® Gendered social norms and expectations typically focused on women as ‘boys are
unlikely to help’ (Wiles, 2002, p. 302) within female-centred care networks (Holroyd, 2001) 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).
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The belief that caregiving is ‘women’s work’ was shared by both women and men (Aronson, 1992;
Spitzer et al., 2003; Wallroth, 2016). A perception of women's ‘natural’ affinity for the role appeared
ingrained within some cultural values.

In two studies of male caregivers, the view was expressed that the gender of the care provider
bore less importance 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 (Wallroth, 2016; Weinland, 2009).

Social policy intent and underpinning assumptions. Assumptions that family/informal caregivers
will provide care underpins social policy and legislation in some countries (Bettio & Verashchagina,
2010) with policy intent driven largely by public spending considerations (Cash et al., 2013). Such
assumptions leave no place for those who may not want to care (Cash et al., 2013).

The rhetoric expressed in one study (Muoghalu & Jegede, 2010) was that supporting caregivers
(e.g., through social benefits) helps sustain motivations to provide care and reduce pressure on pub-
licly 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 well-being 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) (Park, 2015), 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 com-
pared 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 (Kao & Stuifbergen, 1999; Qiu et al., 2018).

Only in one study (Kietzman et al., 2013) was monetary incentive (i.e., US governmental pay-
ments/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.

Perceived limitations to formal service provision. Perceiving barriers to accessing formal services
or considering them as ineffective in addressing caregiver and care recipients’ needs (Hsu & Shyu,
2003; Zarzycki & Morrison, 2021) led to a perceived lack of alternative care options and choice for
many caregivers. This was key in motivating caregivers to provide care themselves.*” For some,
language (cultural) barriers decreased their access to and utilisation of formal provision, which in
turn motivated them to provide care (Donovan & Williams, 2015; Hsueh et al., 2008; Kim, 2009).

Lack of knowledge of formal support (Almeida et al.,, 2018; Qiu et al., 2018; Vellone et al., 2002) com-
prised 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 (Guberman et al., 1992; Kodwo-Nyameazea & Nguyen, 2008).

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 (Leichtentritt et al., 2004;
Lewis et al., 1995). However, the synthesised data did not mention how the quality or timing of
respite care provision could moderate caregivers’ experience and expectations around this form
of support services in relation to caring motivations and willingness.

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 reci-
pient either due to cultural, familial and individual values, a lack of confidence in the quality of pro-
vision 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.>®
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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, individua-
lised and person-centred and offering more security and recognition for the care recipient.>

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.*

Discussion
Summary of findings

This systematic review comes at a critical time when society faces the challenges of an ageing popu-
lation and a rising prevalence of chronic conditions and associated care needs (Carers UK, 2019a).
Informal care is crucial for the sustainability of health and social care systems globally. Understand-
ing ‘why’ caregivers take on and importantly, continue their role, will inform future policy and prac-
tice development.

This meta-synthesis brought together studies from a wide range of countries and cultures, cover-
ing 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 care-
givers’ 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 sys-
tematic review included:

(1) cultural values and beliefs encompassing the ethnocultural context of the caregiving role; cul-
tural 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 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 con-
ceptual overlaps between these constructs, it should be highlighted that motivations to provide care
seem to be in our view a more primary construct than willingness to provide care - 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 continue providing 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; Parveen et al., 2014). This warrants a
need for future theoretical refinement of our understanding of these concepts and their empirical
investigation.

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 systematic review of 26 qualitative studies which focus on informal caregiver motivations
within the dementia population (Greenwood & Smith, 2019). The themes emerging from our
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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). By demonstrating their presence across a range of con-
ditions in the current meta-synthesis, we highlight further their importance. Both systematic reviews
identify multiple and fluctuating motivations underlying informal care provision. However, our sys-
tematic review reveals 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. Green-
wood and Smith (2019, p. 15) stated that the ‘emphasis on cultural differences may be mislead-
ing’, 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 determi-
nants, 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 of Caucasian ethnicity and that
these values played a more limited role in motivating care within the latter group (Chao &
Roth, 2000; Donovan & Williams, 2015; Globerman, 1996; Han et al., 2008; Hinton et al., 2008;
Ho et al., 2003; Holroyd, 2005; Hsueh et al., 2008; Jones et al., 2002; Kao & Stuifbergen, 1999;
Kim & Theis, 2000; Kong et al., 2010; Lee et al., 2019; Meyer et al., 2015; Mok et al., 2003; Ng
et al., 2016; Park, 2012; Qadir et al., 2013; Qiu et al.,, 2018; Sasat, 1998; Sheu, 1997; Spitzer
et al.,, 2003; Yamamoto & Wallhagen, 1997; Yeo et al,, 2002; Zhang & Lee, 2019). There is a differ-
ence between how caregivers from Japan perceive and function in a role of a caregiver due to
the cultural norm of primogeniture (Wallhagen & Yamamoto-Mitani, 2006; Yamamoto & Wallha-
gen, 1997) 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 ukata-
wethi’ (Sasat, 1998), Japanese ‘Mirutachiba’ (Wallhagen & Yamamoto-Mitani, 2006) or other essen-
tial cultural values present in philosophical and religious systems (Anngela-Cole & Busch, 2011;
Arpanantikul, 2018; Chao & Roth, 2000; Erickson, 2002; Han et al., 2008; Harris & Long, 1999;
Hinton et al., 2008; Kao & Stuifbergen, 1999; Kietzman et al., 2013; Kong et al.,, 2010; Meyer
et al., 2015; Ng et al., 2016; Park, 2012; Park, 2015; Qiu et al., 2018; Sasat, 1998; Spitzer et al.,
2003; Strumpf et al., 2001; Sung, 1994; Yamamoto & Wallhagen, 1997; Zhang & Lee, 2019) 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; Hum-
phrey, 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
(Gurayah, 2015; Knight et al., 2016; Kodwo-Nyameazea & Nguyen, 2008; Mahilall, 2006; Muoghalu
& Jegede, 2010; Van Sjaak Geest, 2002) included in this review showed that non-relatives were
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often involved in providing informal care as opposed to the idea of the survival of the familial gene
pool (Schulz et al., 1989). 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 (Sheu, 1997). Schulz et al.
(1989) proposed three perspectives on caregiving motivations pertaining to: social biology,
social norms, and psychological motives. The current systematic review contributes to the
latter two by considering psychological, social and ethnocultural motivations in caregiving. It
extends the latter two perspectives offered by Schulz by (a) developing understanding of
macro cultural 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 expectations of repay-
ment, 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). The motives highlighted in our systematic
review findings appear not to conform to the basic dichotomy of intrinsic and extrinsic motiv-
ations which arose from the Self-determination Theory (Ryan & Deci, 2000) and thus we would
advise against a generalised and simplified approach to studying motivations to provide informal
care. Moreover, findings presented in this systematic review highlight the significance of ‘macro’
processes within the framework of caregiving motivations and willingness to provide care. 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. The current systematic
review yields such a founding framework that 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., per-
ceived 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 expec-
tation 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, any policy underpinning
support to caregivers should also contain: provision of breaks from caregiving (following 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’
(Kietzman et al,, 2013, 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).
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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
(Anngela-Cole & Busch, 2011; Arpanantikul, 2018; Backstrom & Sundin, 2010; Han et al., 2008;
Holroyd, 2005; Hsu & Shyu, 2003; Kao & Stuifbergen, 1999; Knight et al., 2016; Kong et al., 2010; Kris-
tanti et al., 2019; Leichtentritt et al., 2004; Muoghalu & Jegede, 2010; Qadir et al., 2013; Van Sjaak
Geest, 2002; van Wezel et al., 2016; Yamamoto & Wallhagen, 1997; Zhang & Lee, 2019). As shown,
caregiving is often shaped during socialisation and thus the role may be assumed ‘naturally’
without conscious thought (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 reci-
pient. 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).

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 and act upon caregivers’ individual and supra-
individual values and needs. The dominant sociocultural narrative appears to expect that care pro-
vision remains predominantly within the family with the core belief expressed in the current sys-
tematic review findings indicating that being cared for at home is preferrable to care home
placement as it is more individualised (Cash et al., 2013; Dumit et al., 2015; Han et al., 2008;
Hsueh et al., 2008; Leichtentritt et al., 2004; Nkongho & Archbold, 1995; Parveen et al., 2011;
Spitzer et al., 2003; van Wezel et al., 2016). Cultural values added a further dimension to motivations
to provide care (Donovan & Williams, 2015; Han et al., 2008; Hinton et al., 2008; Ho et al., 2003; Hsueh
et al., 2008; Jones et al., 2002; Jones et al., 2003; Kong et al., 2010; Leichtentritt et al., 2004; Mendez-
Luck & Anthony, 2016; Meyer et al., 2015; Mok et al., 2003; Ng et al., 2016; Park, 2015; Qadir et al.,
2013; Sasat, 1998; Sheu, 1997; van Wezel et al., 2016; Yeo et al.,, 2002; Zhang & Lee, 2019) 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 recommen-
dations for caregiver assessment presented by Seddon and 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 care-
giver assessment, is required to enable the provision of person-centred, outcome-focused support
for caregivers that is sensitive to their motivations for caring and their unique circumstances
(Skills for Care, 2018).

Implications for research

This large and inclusive systematic review highlights the need for prospective longitudinal qualitat-
ive studies to better understand shifting patterns of motivations to care, willingness to care and the
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influences thereon. Furthermore, 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). 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. For example, interventions targeting
caregivers’ beliefs and expectancies, coping skills or social resourcefulness may help maintain motiv-
ations and willingness to provide care, i.e., caregiving motivations and willingness can be addressed
indirectly by targeting specific aspects of the caring experience.

Future research should strive to differentiate between primary and secondary caregiving motiv-
ations considering that these may shift given the temporal context of many ilinesses. 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). 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; 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 and willingness to provide informal care. Most
studies were judged to be of high methodological quality although some omitted important demo-
graphic 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 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 motiv-
ations 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).
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