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Abstract

Growing numbers of people help and support family members, friends or others due to
long-term health problems, disability or older age-related needs. While care-giving can
bring fulfilment and meaning to peoples’ lives, it can negatively affect individuals” financial
wellbeing. Much of the evidence in this area is quantitative, while the subjective, in-depth
experience of how unpaid care decisions affect financial wellbeing remains relatively under-
explored. This scoping review explores what is known about how unpaid carers experience
and understand the financial consequences of providing care. It identified 35 studies con-
taining qualitative evidence and, through thematic analysis, identified four overarching
themes: (1) direct and indirect costs of caring; (2) social, cultural and institutional care
and work decision-making; (3) the unequal cost of caring; and (4) personal finance and
carer wellbeing. Findings indicate that unpaid caring affects financial wellbeing in multi-
ple, overlapping ways. The financial consequences are experienced unequally, with systems,
circumstances and contexts serving to exacerbate or reduce these negative effects. Crucially,
our analysis reveals the paucity of qualitative research specifically focused on unpaid carers’
financial wellbeing. There is a significant gap in the literature regarding whether, and how,
individuals understand the future financial implications of unpaid care-giving, or whether
longer-term financial consequences are considered when making decisions about care.
Future research designed to address this gap, with greater emphasis on the personal, social
and structural influences on care-related financial decision-making, could offer important
insights for developing policies and practices aimed at improving the financial wellbeing of
carers as they age.
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Introduction
Unpaid care and financial wellbeing

Unpaid care (sometimes referred to as informal care) is typically defined as providing
help and support to a family member, friend, neighbour or others due to long-term
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health problems, disability or needs related to older age (Kelly and Kenny 2018). It has
been estimated that there are around 10 million to 12 million unpaid carers in the
United Kingdom (Carers Week 2023; Petrillo et al. 2022; Zhang et al. 2019) with the
peak age for caring being 55-64 years (ONS 2023; Zhang et al. 2019). The contribution
of unpaid carers to our system of care is estimated to be worth £162 billion per year in
England and Wales (Petrillo and Bennett 2023) and £5.8 billion per year in Northern
Ireland (Zhang et al. 2023), which is more than the value of the National Health Service
(NHS). As populations age and fiscal pressures on care systems continue to impact on
eligibility levels (Age UK 2019; Baxter et al. 2020; Glasby et al. 2020), the intensity
of care is increasing (Office for National Statistics (ONS) 2023; Petrillo and Bennett
2023; Zhang et al. 2023). Moreover, the proportion of the population in the UK who
pay for care in later life using their own resources (self-funders) is also increasing; the
retrenchment of public provision has knock-on effects for self-funders as well as for
those who care for older and disabled people (Bayliss and Gideon 2020; Tanner et al.
2024).

A growing body of quantitative evidence indicates that providing unpaid care
is associated with negative employment and income outcomes (Carr et al. 2018;
Evandrou and Glaser 2003; Jacobs et al. 2019; Longacre et al. 2017; Petrillo et al. 2022;
Yeandle and Buckner 2017) with carers being more likely to suffer from ill health and
stress (Magana et al. 2020; Pinquart and Sorensen, 2003; Stanfors and Jacobs 2023;
Vitaliano et al. 2003; Zhang and Bennett 2023; Zhang et al. 2021) and to be forced
into early retirement than those who do not provide unpaid care (Petrillo et al. 2022;
Szinovacz and Davey 2005). Quantitative evidence also shows that carers are more
likely to fall into the ‘underpensioned’ category (Wilkinson et al. 2022), with women
more likely to reduce their hours or leave the labour market prematurely (Gomez-
Leon et al. 2019; Petrillo et al. 2022). Carers in general are also more likely to be living
in poverty (Joseph Rowntree Foundation 2022), especially those with significant car-
ing responsibilities (e.g. those providing more than 35 hours of unpaid care per week.
Combined, these consequences are likely to have a significant impact on individuals’
financial security in later life.

Although this evidence is helpful in measuring the extent of the problem and iden-
tifying what the material consequences are, we know relatively little about the financial
lives of unpaid carers from a more subjective, in-depth perspective, and how car-
ing shapes and influences carers’ overall sense of financial wellbeing. Given this gap,
we sought to establish the existing international qualitive evidence on the financial
wellbeing implications of providing unpaid care. More specifically, we asked:

e What is known from the literature about how unpaid carers experience and
understand the financial consequences of providing unpaid care?

e What are the gaps in the existing literature that future research on the financial
wellbeing of unpaid carers might address?

While there is still no agreed-upon definition of financial wellbeing, there has been a
shift in recent years from assessing it in objective terms (i.e. by considering a person’s
income, assets, savings and housing wealth) to giving greater attention to the subjective,
perceived nature of this concept (Netemeyer et al. 2018; Riitsalu et al. 2023; Riitsalu and
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Van Raaij 2022; Warmath 2021). Two of the most commonly used definitions in aca-
demic and grey literature encompass this broader conceptualisation, taking account of
objective and subjective components, a present and future component, and/or incor-
porating both financial security and stress or anxiety. For example, Briiggen et al.
(2017, 229) define financial wellbeing as ‘the perception of being able to sustain current
and anticipated desired living standards and financial freedom, while the Consumer
Financial Protection Bureau (CFPB 2015, 5) states that ‘financial well-being is a state
of being wherein you have control over day-to-day, month-to-month finances; have
the capacity to absorb a financial shock; are on track to meet your financial goals; and
have the financial freedom to make the choices that allow you to enjoy life’ The impor-
tance of understanding financial wellbeing in the context of unpaid care, and indeed
more broadly, is that it is recognised as being important to wellbeing on an individ-
ual, societal and global level (Bashir and Qureshi 2023) and might even have a greater
influence on a person’s overall wellbeing than factors such as health, relationships and
job satisfaction (Netemeyer et al. 2018).

Existing research on the wider wellbeing implications of unpaid care-giving (e.g.
Magnaye et al. 2020, 215) suggests that carers’ health and wellbeing would benefit
from ‘a shift from understanding the needs of caregivers that focus on their imme-
diate care responsibilities to a more holistic understanding of their goals that span
multiple domains of family caregivers’ lives. Furthermore, Keating et al. (2021) estab-
lished a wellbeing framework highlighting three components of care-giver wellbeing,
arguing that improving the wellbeing of carers is essential to achieving a sustainable
care system. They suggest that public policy should support family carers to achieve
relational wellbeing (supportive connections needed to ‘be well’), subjective wellbeing
(self-evaluation of caring work and personal goals) and material wellbeing (finan-
cial consequences of care-giving). Keating et al. (2014) conducted a scoping review
to identify the personal financial consequences of providing unpaid care and devel-
oped a taxonomy of economic costs with three key domains: out-of-pocket expenses
(reducing the ability to meet expenses and to save); care labour (resulting in lost per-
sonal benefit from time spent caring); and employment restrictions (meaning reduced
income, benefits and pension). This review builds, in the findings it presents, on these
three domains of care-related economic costs and takes Keating et al’s (2014) study
as its starting point, reviewing literature post 2014. This date is also significant from
the perspective of the Care Act in England and Wales, which drew attention to the
wellbeing of carers living in the United Kingdom.

Method
Scoping review framework

We conducted a scoping review to map existing evidence relating to the economic
costs and financial wellbeing implications of providing unpaid care to older adults.
Specifically, we aimed to identify and synthesise the qualitative, empirical evidence on
this topic, as our interest lies in understanding how the subjective experiences and
perspectives of unpaid carers are understood.

The review was conducted using the methodological framework outlined by Arksey
and O’Malley (2005, 21) which aims to ‘examine the extent, range and nature of
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Table 1. Search terms

Carer terms Cost terms (AND) Cost terms (OR) Care recipient terms (AND)
Caregiver Cost Savings Old*[older adults/old age]
Carer Economic Income Elder*

[burden/cost/wellbeing]

Unpaid car* Financ* to capture: Employment ‘Later life’
Informal car® Financial wellbeing Expense* dementia
Working carer* Financial wellness Pension Alzheimer’s
Family car* Financial (in)security Labour/labor market NOT child*

*denotes where truncation was used to broaden the search and include variants of words.

research activity’ and identify gaps in the existing literature. This approach comprises
five stages: (1) identifying the research question, (2) identifying relevant studies, (3)
selecting studies, (4) charting the data, (5) collating, summarising and reporting the
results.

Our research questions (Stage 1) were developed based on our existing understand-
ing of the limited qualitative evidence on this topic and refined through discussions
within the research team. In the context of ageing populations and the subsequent
effects on the supply and demand of care (World Health Organization 2015), we
focused on the financial wellbeing of those providing unpaid care to older adults
rather than those engaged in unpaid childcare. The final search for published research
and grey literature was carried out in December 2022 using the following databases:
Applied Social Sciences Index & Abstracts (ASSIA); Social Sciences Citation Index;
Social Policy & Practice; APA PsycINFO. This search was supplemented with manual
reviews of reference lists, searching key journals and identifying publications from rel-
evant organisations. Table 1 shows the search terms used in the search. The final search
string used was (caregiver OR carer OR ‘unpaid car*’ OR ‘informal car*’ OR ‘working
car*” OR ‘family car*’) AND (cost OR economic OR financ*) AND (old* OR ‘later life’
OR dementia OR Alzheimer’s) NOT (child*) OR (savings) OR (income) OR (employ-
ment) OR (expense*) OR (pension) OR (‘labour market’ OR ‘labor market’). A Web
of Science search alert was also set from January to December 2023, ensuring that we
were notified of any new articles meeting the relevant criteria.

Articles were included if they met the criteria similar to those outlined in Keating
et al’s (2014) review: (1) the unit of analysis was informal carers/family members; (2)
examined care tasks and services were provided because of the recipients long-term
health condition or disability or needs related to older age; and (3) the study addressed
care-giver outcomes with implications for the care-giver’s income or expenditures that
are directly related to occupying a care-giver role. In order to build on Keating et al’s
(2014) seminal work, the search included manuscripts published after 2014 and our
focus was on qualitative evidence. International articles were included in the search as
there is an increasing reliance on unpaid care-giving to support long-term care systems
globally (Costa-Font and Zigante 2020; Kodate and Timonen 2017; McFarlane and
Turvey 2017; Spasova et al. 2018), although the articles included were limited to those
published in English.
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Figure 1. Flow chart showing screening process.

The initial search of the databases produced 1,778 articles. Stage 3 of the scop-
ing review included the screening process outlined in Figure 1. After duplicates were
removed, the remaining 1,637 articles were screened by language, year of publica-
tion and title. We then carefully checked all citations of the remaining articles and
excluded those with irrelevant titles; those published prior to 2014 and those written in
a language other than English. This process resulted in the removal of a further 1,387
articles. Abstracts of the remaining 250 articles were reviewed by the authors, and arti-
cles with most relevance to the research question were read in full. Exclusions were
made according to further criteria outlined in Table 2. Literature reviews were also
included if they met the aforementioned inclusion criteria. We subsequently checked
the reference lists of the remaining articles and citation searches were carried out. This
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Table 2. Inclusion and exclusion criteria

Criteria

Include if...

Exclude if...

Language

English language

In another language

Publication year

2014-present

Pre 2014

Publication type

Peer reviewed research report, PhD
thesis, key voluntary organisation
research report

Book chapter, book review,
magazine article

Article type Empirical data research findings, Book review, opinion piece, article
review of empirical research with no empirical data
Methods Includes qualitative research design Solely quantitative research design

(e.g. phenomenology, grounded the-
ory, ethnography, narrative inquiry,
interviews, observations)

Population group

Unpaid carers (adults who support a
family member, friend or neighbour
due to long-term health problems,
disability or needs related to old

age)

Data relate to care of a child

Subject of evidence

A substantial component of the

data relates to the economic cost

of unpaid/family care given to older
adults; provides synthesized themes
or statements with supporting
quotes

Economic costs to informal care-
givers was not discussed (e.g.
articles with a focus only on

health or social consequences of
care-giving) or the focus is about
pragmatic challenges of combining
work and care, rather than the cost
of reduced labour participation

Accessibility

Full text is accessible

Full text is not accessible

process produced a total of 35 articles to be included in this review. Study designs
included qualitative approaches (n = 31), mixed methods (n = 2) and qualitative
literature reviews (n = 2).

We charted the final studies (Stage 4) by providing an overview of each study
on an Excel spreadsheet. Table 3 provides a summary of the key characteristics and
research aims of the studies included in the current scoping review. The final stage
of the scoping review (Stage 5) involved bringing the final studies together and
reporting the findings. We used NVivo qualitative analysis software to support a the-
matic analysis (Braun and Clarke 2006) of the literature and to answer our research
questions in a robust and systematic way. Data contained in the studies were exam-
ined in depth and codes were then generated and refined by the authors through
reviewing, note-taking and subsequent discussions. This approach enabled us to con-
sider the existing literature in relation to subjective notions of financial wellbeing
(Briiggen et al. 2017; Riitsalu et al. 2023) as well as the material costs associated with
care-giving.

Findings
The results of this review are reported according to four overarching themes. First, we
outline the direct and indirect costs of providing unpaid care. Second, we explore the
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Table 4. Themes and sub-themes with reference publications

Ageing & Society 13

Themes

Sub-themes

Reference publication

The direct and indirect
costs of caring

The social, cultural and
institutional context of care
and work decision-making

Out-of-pocket expenses

1,2,7,8,9,13, 14, 19,
23,29, 30,32, 33, 35

Labour market participation
and loss of income

1,3,5,6,9,10, 12, 13,
16,18, 19, 20, 21, 23,
25,26, 29, 30, 32, 34

Missed work opportunities

2,9,24,26,31

Sense of duty or obligation felt
by family members

5,7,9,13,15, 16, 17,
19, 24, 25, 26, 28, 33

Critical moments in carers’
lives

20

Enabling or constraining
nature of workplace policies
and environments

3,4,5,9,20,21,24,27,28

The unequal cost of caring

Vulnerable groups

6,13, 16,19, 21, 24,
26,28,29, 30,31, 35

Multiple caring responsibilities

10,13

Current financial situation and
resources

3,5,6,9,13,17,23,35

Welfare state systems and
public support

9,14,17, 28,35

Personal finance and carer
wellbeing

Long-term planning and
financial wellbeing

5,21,22, 25,27, 29

Losing social connections

5,6,9,12, 17, 19, 26, 30, 31

Stress and mental health

3,7,9,11,12,25,29

Needing financial support
(social and structural)

9,14,22,27,28

social, cultural and institutional context of care and work decision-making. Third, we
recognise the unequal cost of caring, with some people being more vulnerable to
financial strain and insecurity than others. Finally, we focus on the associations
between personal finance and carer wellbeing. These overarching themes, and corre-
sponding subthemes, are presented in Table 4.

Before discussing these themes in detail, it is important to note that of the 35
studies included in this review, just six contained a primary focus on the costs of
providing unpaid care to an older adult, four of which explored the costs relat-
ing to a specific illness or stage of illness such as cancer, incontinence or demen-
tia. The financial implications of combining paid work and unpaid care were the
focus of five studies, while the majority (24 studies) centred on the overall expe-
rience of unpaid care-giving, such as the social, emotional, relational and financial
aspects.
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The direct and indirect costs of caring

We first identified a common theme relating to the kinds of cost associated with looking
after an older adult with care needs. These are categorised as direct costs, which were
outlined in 14 of the articles, such as the extra money spent on food, heating, electricity,
transport and medical devices, as well as more formal care costs and charges for com-
munity services (e.g. Ainamani et al. 2020; Griffiths and Bunrayong 2016; Mahomed
and Pretorius 2022; Zhong et al. 2022). In the context of transnational care (the focus
of one of the studies in this review), we also identified remittances as a particular fea-
ture of these direct costs (Tawodzera 2021). Participants in this study explained how
sending money home to help with care for ageing parents was an obligation felt by
those who had migrated to the UK; for those on insuflicient salaries, these remit-
tances had been funded by pay day loans, which had negatively impacted their credit
score.

While direct costs, sometimes referred to as out-of-pocket expenses (see e.g. Keating
et al. 2014; Shooshtari et al. 2017), have previously been identified as a key element of
the financial implications of unpaid care, our analysis suggests that the nature and the
extent of these costs, as well as the strategies deployed for meeting them, vary according
to the needs of the care recipient (e.g. the nature and or progression of the illness or
disability they have), as well as the existing financial circumstances of carers. In some
cases, carers resorted to using money from their savings, including pension savings, or
accruing debt to cover these costs (Carers UK 2022; Carers Trust 2016; Roberts and
Struckmeyer 2019; Talley et al. 2021): ‘It [caring for husband] is a financial cost. To be
honest, I had to borrow the money to do it, too. I couldn’t get it out of my pension. The
beds are costing me over a thousand dollars. Just for two. But I've still got to get all the
coverings for them’ (female carer, Australia, Talley et al. 2021).

The literature also makes clear that one of the most significant ‘indirect’ costs
associated with unpaid caring responsibilities is the knock-on effect of changes in
labour market participation and the subsequent loss of income. This takes many
forms, including deciding to leave employment (Ainamani et al. 2020; Balfe et al.
2016; Brémault-Phillips et al. 2016; Gott et al. 2015; Herat-Gunaratne et al. 2020;
Mehta and Leng 2017); being ‘let go’ by the employer (Bower et al. 2020; Corvin et al.
2017); taking unplanned early retirement (Lafferty et al. 2022; Lee et al. 2022; Roberts
and Struckmeyer 2019); or reducing paid working hours (Carers UK 2022; Giraldo-
Rodriguez et al. 2019; Jolanki 2015; Kyei-Arthur and Codjoe 2021; Nguyen et al. 2021;
Santini et al. 2016; Vlachantoni et al. 2021). The inability to take on additional (higher-
paying) roles and responsibilities through promotion or training was also experienced
by some, as illustrated in the report by Alzheimer’s Research UK (2015): “They asked
me to be a team leader at work. As soon as they asked me, I was like, “Well, my mum.”
I could have gone for it but, because of Mum, pretty much didn’t’ (male unpaid carer,
United Kingdom).

Again, employment restrictions are a well-documented phenomenon in research on
unpaid care (see e.g. Carr et al. 2018; Keating et al. 2014; Longacre et al. 2017; Yeandle
and Buckner 2017), but our analysis for this review points to a number of sub-themes
related to the broader, contextual factors shaping care and work decision-making.
These are discussed in more detail in the next section.
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The social, cultural and institutional context of care and work decision-making

In seeking to understand how and why unpaid care influences people’s decisions
about work and associated financial wellbeing, we identified several factors that, taken
together, can be categorised as the social, cultural and institutional contexts of care
and work decision-making. These include the sense of duty or obligation felt by fam-
ily members to provide care, critical moments in carers lives, and the enabling or
constraining nature of workplace policies and environments. Before detailing these
findings, it is important to emphasise that care-giving can be unexpectedly imposed on
individuals, with bounded choices (Bryant and Garnham 2017) and little opportunity
for (optimal) decision-making. For example, Baxter et al. (2020) argue that care pro-
vision (either formal or informal/unpaid) is often organised following a critical event,
such as discharge from hospital, when there are considerable time pressures, restricted
availability of formal support services and an absence of alternative options. This means
that other choices may not be available and so the notion of care and work ‘decision
making’ should be viewed in the context of these barriers and constraints.

Turning to the literature identified for this review, we found that feelings of obliga-
tion, duty and responsibility to care seemed to stem from situational factors such as the
nature and degree of help required or the (non-)existence of other potential carers and
the interaction with societal and cultural norms and expectations. For instance, care
recipients’ desire to receive end-of-life care athome (Gott et al. 2015) or their reluctance
to accept formal care services (Carers UK 2022; Herat-Gunaratne et al. 2020) meant
that family members often felt obligated to provide their care. But carers also reported
feeling a sense of duty to provide care for ageing parents (Carden 2020; Maynard et al.
2019; Mehta and Leng 2017; Nguyen et al. 2021; Palacios et al. 2021) or to pay for addi-
tional care services (Han et al. 2019; Tawodzera 2021) due to deeply ingrained beliefs
about family relationships, reciprocity or ‘intergenerational solidarity’ (Bengtson and
Schrader 1982; Roberts et al. 1991).

I'm just doing my duty as her child. She took care of us till we are all grown up, isn'’t
it? But she can’t take care of us forever. So now it’s our turn to take care of her. We
have the capabilities to do so or whatever you call it. We can take care of her till her
demise. She took care of us in the past so now we must take care of her. This is my
duty as a son. (male unpaid carer, Singapore, Mehta and Leng 2017)

It is my duty to take care of my parents because they brought me to this world and
looked after me and made me who I am today; for that alone, I am very grateful.
In our culture, it is our duty to look after our parents, anyway who would do it if
we do not? (male carer, Tawodzera 2021)

Money never came into the equation ... It was a lot of hard work but when I look at
it, I'm glad I was there and not strangers. (family carer, New Zealand, Gott et al.
2015)

The qualitive literature also revealed a gendered dimension to decisions about caring

(Bower et al. 2020; Han et al. 2019; Iwuagwu et al. 2022; Kyei- Arthur and Codjoe 2021),
in line with much quantitative evidence on this topic (see e.g. Gomez-Leon et al. 2019;
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Petrillo et al. 2022), with women’s obligations to kin being, or being perceived as being,
stronger than men’s and an assumption that it is more ‘natural’ for them to provide
hands-on care (Maynard et al. 2019). These beliefs often served to reinforce gender
stereotypes about care-giving:

Often the parents live with the eldest son while the eldest daughter-in-law will do the
caregiving. If other children live nearby, they can lend a hand here and there, adding
a little bit of help. 1t is like that everywhere, not just here. But those caring tasks like
feeding, bathing, washing laundry are women’s jobs. (female carer, Nguyen et al.
2021)

These findings suggest that motivations to care are often prioritised over consid-
erations about any personal financial consequences of providing care. While there is
some recognition of the financial implications of reduced income in the short term,
unpaid carers who feel they have a responsibility to care for family members could be
compromising their own financial wellbeing in the longer term.

Critical moments in carers’ lives also played a part in their employment decisions.
For example, the well-documented emotional strain of some caring situations (Magafa
et al. 2020; Stanfors and Jacobs 2023) was also uncovered in the literature for this
review, but in a way that emphasised its role in triggering key work-life decisions, partly
for the purpose of care-giver self-preservation, where formal care and support services
were absent, but also for the purpose of enabling carers to continue providing help and
support to their care recipients:

I really was losing my mind — do you know what I mean? I was really stressed ... I
felt like I was going to end up ... in a psychiatric hospital ... so way back then the
stress was there for a long time you know, the feeling of ‘this is too much, I never get
a break’ ... that made me decide to give up [work]. (female unpaid carer, Ireland,
Lafferty et al. 2022)

Workplace policies and environments also influenced carers abilities to combine
work and care. Where carers did continue in employment, the need to work flexibly, in
a way that enabled care responsibilities to take priority, was reported as being central
to a sustainable work-life balance (Balfe et al. 2016; Bijnsdorp et al. 2021; Carers UK
2022; Lee et al. 2022). Yet many also felt that existing measures were insufficient and
did not go far enough in facilitating the reconciliation of work and caring roles: ‘I have
four care leave days a year and that’s just not enough. I think that should definitely be
increased a bit; it costs me a lot of money too. I work in the care sector, but my feeling is
that they don’t care that much for the staff” (male unpaid carer, Netherlands, Bijnsdorp
etal. 2021)

Participants’ experiences suggested that while sympathetic work colleagues and line
managers could support both subjective and financial wellbeing, more formalised and
supportive employment policies and practices, such as a right to request part-time or
flexible working arrangements or carers’ leave (Bijnsdorp et al. 2021; Lafferty et al.
2022; Oliveira et al. 2020; Palacios et al. 2021), would help to mitigate the financial
strain for all those with caring responsibilities.
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The unequal cost of caring

There was also a clear pattern of inequality associated with the financial costs of caring,
with some groups being more vulnerable to financial strain and insecurity than others.
Stamatopouloss (2018) study reported on the financial challenges faced by younger
adult care-givers, finding that work and education opportunities can be compromised
by caring responsibilities, while Brémault-Phillips et al. (2016) note that young adult
carers are often ineligible for financial assistance.

As financial security in later life is highly dependent on long-term, uninterrupted
employment and savings histories (Ekerdt and Adamson 2024; Grenier et al. 2017;
Hardy 2009; Polivka 2020; Price and Livsey 2013), these delayed or compromised earn-
ings opportunities are likely to disproportionately affect later-life financial wellbeing
for those with caring responsibilities in young adulthood. The experiences of one of
the participants in Stamatopoulos’s (2018) study highlight this risk, and give a sense
of the weight of responsibility felt by those trying to manage competing priorities and
needs: ‘I doubt I can leave them, and I don’t want anything bad to happen to them so I
am thinking about holding back on college and university until they are better ... even if
I have to wait until I'm 40 I will ... but I won’t go until they are better’ (female unpaid
carer, Canada)

Another group of carers identified as being particularly susceptible to financial
strain was those with high-intensity caring roles. Several of the studies recognised that
spousal carers (Lee et al. 2022; Maynard et al. 2019; Roberts and Struckmeyer 2019),
primary carers (Kyei-Arthur and Codjoe 2021; Maynard et al. 2019; Palacios et al. 2021;
Santini et al. 2016) and those caring for people in later stages of illness (Gott et al.
2015; Herat-Gunaratne et al. 2020; Nguyen et al. 2021) often spend more time car-
ing, and subsequently experience greater difficulty balancing paid work with caring.
Moreover, those with multiple caring responsibilities (Brémault-Phillips et al. 2016;
Corvin et al. 2017; Gott et al. 2015) involving more than one older adult or dividing
time between caring for an ageing parent and a young family, known as ‘sandwich’ or
‘pivot’ generation carers (Burke 2017; Pierret 2006; Zelezn4 2018), talked about the
stress of supporting an older relative alongside other financial responsibilities and the
impact on their own financial security: ‘I mean I was supporting 8 years you know on
my income; it was very difficult. Still had a mortgage, still had 3 children living at home,
so there wasn’t anything there for me’ (carer, Canada, Brémault-Phillips et al. 2016).

Furthermore, carers” existing financial circumstances and resources also play an
important role in shaping how the financial implications of care are experienced. Those
with relatively low levels of existing debt, low outgoings or a buffer of wider financial
resources to draw on were more protected from the added financial strain. In two of
the studies in this review (Balfe et al. 2016; Gott et al. 2015), participants discussed
the importance of owning their house outright and feeling fortunate that they did not
have to manage mortgage costs as well as additional care costs. They appeared more
financially resilient in the face of these expenses having accumulated some (housing)
wealth by the time they were faced with the costs of caring: ‘I owned my house, weve
no mortgage. We've been lucky’ (unpaid carer, Republic of Ireland, Balfe et al. 2016).

These experiences underscore the significance of personal asset-holding in a sys-
tem where care costs, and the associated risks, are highly individualised rather than
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pooled (Bayliss and Gideon 2020; Tanner et al. 2024). And while retrenchment of
public provision is increasingly shaping the care landscape in the UK, in less advanced
economies, including in parts of Africa and Asia, the long-standing inadequacy of
social welfare packages and retirement security significantly increases the financial
burden for unpaid carers (Griffiths and Bunrayong 2016; Iwuagwu et al. 2022). Griffiths
and Bunrayong (2016) explored the experience of care-givers looking after a relative
with dementia in Thailand, and note that accessing adult day-care services adds an
additional financial strain: ‘I am tired. I have to care for him and also, I have to pay
extra for a care-giver, the government allowance for older people is just 500 baht a month
[~10 GBP], it is not enough’ (unpaid carer, Thailand).

The consequences of such inadequate protection for these financial wellbeing risks
go beyond individual financial security to encompass significant broader societal and
economic effects. In this sense, the concept of social risk, or indeed new social risk
(Bonoli 2007; Taylor-Gooby 2004), is applicable to the contingencies facing carers. Yet,
as Morgan (2018) makes clear, while states, including the UK, have implemented care
policies to address some of these risks, inadequate and inconsistent protection means
that the primary poverty and welfare risks associated with unpaid care remain priva-
tised to a greater or lesser extent. Furthermore, the inequalities in care policy design
and implementation create secondary risks, in part by increasingly forcing individu-
als to rely on market or family-based solutions to manage their social risks, but also
by ‘inter-relational risk-shifting ... where policy mechanisms socialise the care-related
risks of one risk-bearer whilst simultaneously generating or maintaining financial or
welfare risks for the other’ (Morgan 2018, 191). In England, one of the clearest exam-
ples of this is in the rules governing Carer’s Allowance and care recipients’ means-tested
benefits such as Severe Disability Premium (SDP). Here, the system is designed to sup-
port care recipients’ costs providing unpaid carers do not receive Carer’s Allowance
for looking after them. This leaves carers and care recipients having to ‘decide’ which
of them will forgo financial support, not only affecting their immediate and future
financial security (since Carer’s Allowance provides carers with National Insurance
Contributions towards full state pension entitlement, for example) but also creating
potential dilemmas and conflicts for care relationships (Morgan 2018, 2019).

A better understanding of the nature and extent of these primary and secondary
risks for unpaid carers could support the case for more effective policies which provide
them (and their vital work) with adequate time, money and support. This is something
we return to when we consider directions for future research in the final section of this
article.

Personal finance and carer wellbeing

Considering the three components of Keating et al’s (2021) care-giver wellbeing frame-
work (subjective, relational and material), a number of studies in our review suggest
that the direct and indirect costs of providing care could have a negative influence
on carers’ wider sense of wellbeing, impacting longer-term planning and future goals
(Bower et al. 2020; Lee et al. 2022; Mehta and Len 2017; Oliveira et al. 2020; Roberts
and Struckmeyer 2019). A small number of carers quoted in the literature had thought
about getting older, and considered how care costs could impact their future financial
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wellbeing: ‘My main worry is the financial part, the drain on my retirement funds’
(female unpaid carer, Singapore, Mehta and Leng 2017); I pay for all my spouses’ care,
which will impact on my own future’ (unpaid carer, United Kingdom, Oliveira et al.
2020).

Lindeza et al. (2020) also note that carers of people with dementia are often anxious
about the uncertainty of how long the disease will last, as a longer duration may lead to
increased financial burden: ‘I knew we had money if mom lived for one to two years, but
if she lived for 20 ... it was a big worry and a burden. I don’t have an unlimited amount
of money for my mom’ (unpaid carer, USA).

While several studies highlighted the social isolation experienced by care-givers due
to constraints on their free time (Bower et al. 2020; Carers UK 2022; Giraldo-Rodriguez
et al. 2019; Iwuagwu et al. 2022; Jolanki 2015; Nguyen et al. 2021; Santini et al. 2016;
Stamatopoulos 2018), Brémault-Phillips et al. (2016) argued that some carers simply
did not have the money to engage in social activities: ‘I'm on social assistance, I have no
budget whatsoever to do anything sociable’ (unpaid carer, Canada).

Gibson et al. (2019) found that social lives could also be disrupted for those who had
left their employment due to caring responsibilities, with some participants reporting
a sense of isolation from their friends, community and wider networks: ‘I really liked
going to work and now that is cut short ... I had a very active social life and now that’s
gone, and it weighs on me’ (female unpaid carer, Mexico).

As unpaid carers age, these limited opportunities for establishing and maintaining
social connections could leave them particularly vulnerable to loneliness and isolation,
and to the negative health and wellbeing outcomes now widely associated with this
(Glass et al. 2006; Hodgson et al. 2020; Shankar et al. 2015).

Some of the studies also presented data where carers talked about feelings of finan-
cial strain influencing their general sense of wellbeing, expressing their concerns
about navigating personal finances (Balfe et al. 2016; Carden 2020; Carers UK 2022;
Gibson et al. 2019; Giraldo-Rodriguez et al. 2019; Mehta and Leng 2017; Roberts and
Struckmeyer 2019). While these studies reported that the financial impact of caring
can be significant and concerning, Balfe et al. (2016) note that care-givers often with-
hold financial information from the person they care for in order to protect them: ‘We
needed money, it was tough, trying to keep everything in control. I didn’t want him to
worry’ (female unpaid carer, Republic of Ireland).

Our analysis therefore suggests that while carers often prioritize the wellbeing of
care recipients, regardless of the direct and indirect costs of providing care, shoulder-
ing the financial strain of care-giving can add an additional burden and negatively
influence carers’ subjective, relational and material sense of wellbeing (Keating et al.
2021).

Discussion

We identified and reviewed 35 studies that included qualitative evidence associated
with the costs of care-giving. With our emphasis on qualitative literature and the lived
experience of providing unpaid care, the analysis advances our understanding beyond
an identification of what the key costs and financial consequences are, to reveal the
role of individual, contextual and structural circumstances in shaping how these costs
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are experienced and how decisions are made. The key themes suggest that there are
experiences and challenges that unpaid carers face which are common across coun-
tries despite cultural, socio-economic and structural differences. However, the review
also highlights inequalities in the subjective experience of care-giving in terms of
economic costs and resources, family and societal expectations, and social protection
systems.

In addition to the direct and indirect costs of caring, as similarly outlined in Keating
etal’s (2014) taxonomy of economic costs, we developed a further three themes on the
social, cultural, and institutional context of care and work decision-making, the unequal
cost of caring and personal finance and carer wellbeing. The synthesis and presentation
of these themes extends the previous literature on the economic costs of unpaid car-
ing by foregrounding carers’ subjective experience and underscoring associations with
their sense of financial wellbeing. The themes also support the notion of multiple com-
ponents of financial wellbeing as outlined by Riitsalu et al. (2023) (i.e. subjective and
objective; financial security and stress or anxiety; present and future).

Furthermore, our findings emphasise the temporal nature of unpaid carers’ financial
wellbeing. For example, younger people who miss out on employment and educational
opportunities due to care-giving responsibilities could be vulnerable to financial inse-
curity in later life (D’Amen et al. 2021). While it has been reported that carers in midlife
(aged 50-64) are at risk of leaving employment prematurely, particularly if they are
female (Gomez-Leon et al. 2019; Petrillo et al. 2022; Schofield et al. 2019), this review
also suggests that younger adult carers are less likely than their counterparts with no
such caring commitments to continue with higher education, which could potentially
lead to lower earnings and a cumulative negative impact on future financial wellbeing.
Some of the literature also reports on the effect of care-giving on labour market par-
ticipation over time, suggesting further cumulative costs, particularly for those with
multiple caring responsibilities.

While the working women in Jolanki’s (2015) study cite previous caring responsibil-
ities as justification for staying in paid employment, recent quantitative literature has
recognised those who provide care for different people at different life stages (Palmer
2022; Zhang and Bennett 2023) and the ‘cycles of care’ across a lifecourse (Petrillo et al.
2022). Taking a qualitative approach, Rodrigues et al. (2022) drew on lifecourse con-
cepts to explore pathways into care-giving and argue that care-giving decisions can be
understood as processes that are associated not only with family dynamics and rela-
tionships but with other influences, such as attachment to the labour market, work
trajectories of carers and those of their siblings. While it has been recognised that the
influences of care and care-giving are cumulative across the lifecourse (Keating et al.
2019), the qualitative studies in this review tended to provide a snapshot of carers’ lives
and finances, rather than an understanding of the impact on carers’ sense of financial
wellbeing over time.

Our analysis has also emphasised the cultural and social influences on care and
work decisions and circumstances where adult children felt a desire and/or obligation
to provide care for parents and older relatives. Some of these experiences presented in
this review support Glauber’s (2016) suggestion that gender norms are internalised,
meaning that caring is often viewed as women’s work. Swinkels et al. (2019) sug-
gest that care-giving in older age is likely to be an extension of previous caring roles
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for women, implying that unpaid caring could have a greater cumulative impact on
financial wellbeing for women over time.

The findings of this review also suggest that the financial impact of caring can
be mitigated, to some extent, by having savings, assets and a degree of financial
security prior to being faced with caring and its associated costs. Meanwhile, the
cost of caring has a more detrimental impact for those without this buffer, and for
individuals in already financially vulnerable circumstances. This is concerning as the
most recent Census for England and Wales found that a higher percentage of peo-
ple who provide unpaid care are living in the most deprived areas (ONS 2023). Our
analysis also underscored the connection between financial strain and carers’ sub-
jective sense of wellbeing, with knock-on effects for participation in social activities
and potentially, therefore, reduced support when it is needed most. Quantitative evi-
dence supports these findings, suggesting that care-givers who experience financial
difficulty are more likely to have depressive symptoms (Nam 2016) and that care-
givers’ perceptions of financial strain add to the long-term stress of the care-giving
role (Liu et al. 2019). Our findings also align with a study by Steptoe et al. (2020)
who found associations between financial strain and emotional wellbeing, which sug-
gests that the financial wellbeing of unpaid carers should be considered within the
broader relational and subjective wellbeing framework proposed by Keating et al.
(2021). However, where Keating and colleagues use individual income as a measure
of material wellbeing (Keating 2023), our findings suggest that a broader concept of
financial wellbeing, one that includes savings, assets and housing wealth, would better
represent the complexity of carers” finances across the lifecourse and at different life
stages.

Limitations

As with all scoping reviews, the formulation of research questions, selection of search
terms and sources and the inclusion/exclusion criteria employed can all be consid-
ered limitations to the study. Furthermore, while the systematic procedures outlined
here were followed to identify appropriate literature, we acknowledge that some rel-
evant articles may not have been included. We also cannot make any claims about
the quality of evidence included in this review, since the aim of a scoping review
is to map the available evidence on a topic, without following a process for quality
assessment.

Nevertheless, we would suggest that this scoping review has highlighted the paucity
of qualitative research with a specific focus on the financial wellbeing implications of
unpaid (or informal) care-giving. Although some previous quantitative studies have
recognised carer characteristics that might exacerbate the impact of financial stressors,
for example ethnicity, care-giving intensity (Cohen et al. 2019) and gender (Ferrant
et al. 2014), there is very little focus on how the influence of diversity and inequality
(e.g. ethnicity, gender, socio-economic status, education level, age and family composi-
tion) might shape the economic impact of unpaid care within the qualitative literature.
Moreover, while there is a recognition of longer-term financial consequences of leaving
paid employment to care, such as reduced pension income and savings (Duncan et al.
2020), as well as challenges when re-entering the workforce (Palmer 2022), we found
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no studies that explored how care-givers themselves understand these future economic
consequences and whether they considered them when making decisions about labour
market participation in relation to unpaid care.

Recommendations for future research

The gaps identified in this scoping review suggest an obvious opportunity for more
in-depth research on carers’ financial wellbeing to advance our understanding of the
nature of this key social policy issue. Qualitative longitudinal research, in particular,
would be advantageous for capturing the temporality of this phenomenon, and the
ways in which unpaid caring experiences and financial wellbeing outcomes change
over time. Relatedly, studies adopting a sociological lifecourse approach could pro-
vide valuable insights into the structural drivers of care risk inequalities within and
across generations, as well as the role of cumulative (dis)advantage in shaping later-life
financial wellbeing outcomes (Kendig and Nazroo 2016).

The potential to understand the extent of these issues, and the combination of fac-
tors linked to financial vulnerability among unpaid carers at different life stages and in
different circumstances, might also be usefully supported by the maturation of large-
scale panel household studies such as Understanding Society — the UK Household
Longitudinal Study. A more holistic, mixed methods approach to understanding car-
ers financial lives could inform the development of much-needed policies aimed
at acknowledging and protecting carers’ long-term financial wellbeing. Indeed, the
implications of inadequate protection are significant not only for individual financial
security but also for wider social and economic inequalities. If the growing numbers of
people with caring responsibilities do not get the right support now, there will be mil-
lions more relying on state support in the future given their diminished opportunity to
earn adequate income and make sufficient savings to meet their own income and care
needs in later life.

Financial support. The authors gratefully acknowledge the support of the Economic and Social Research
Council (award reference ES/W002302/1). The Centre for Care is funded by the ESRC with contributions
from the Department of Health and Social Care’s National Institute for Health and Care Research (NIHR)
and partner universities. The views expressed are those of the authors and are not necessarily those of the
ESRC, UKRI, NHS or NIHR. The ESRC played no role in the design, execution, analysis of data or writing
of this review.

Competing interests. The authors declare no competing interests.

Ethical standards. As this paper is a review of existing literature ethical approval was not required.

References (studies included in the review are indicated by *)

Age UK (2019) Later Life in the United Kingdom. www.ageuk.org.uk/globalassets/age-uk/documents/
reports-and-publications/later_life_uk_factsheet.pdf (accessed 18 September 2023).

*Ainamani HE, Alele PE, Rukundo GZ, Maling S, Wakida EK, Obua C and Tsai AC (2020) Caring for
people with dementia in rural Uganda: Qualitative study of caregiving burden experienced by informal
and formal caregivers. Journal of Global Health Reports 4. https://doi.org/10.29392/001c.12848.

*Alzheimer’s Research UK (2015) Dementia in the Family: The Impact on Carers. www.
alzheimersresearchuk.org/wp-content/uploads/2019/09/Dementia-in-the-Family-The-impact-on-
carers1.pdf (accessed 17 November 2023).

https://doi.org/10.1017/S0144686X24000382 Published online by Cambridge University Press


https://www.ageuk.org.uk/globalassets/age-uk/documents/reports-and-publications/later_life_uk_factsheet.pdf
https://www.ageuk.org.uk/globalassets/age-uk/documents/reports-and-publications/later_life_uk_factsheet.pdf
https://https://doi.org/10.29392/001c.12848
https://www.alzheimersresearchuk.org/wp-content/uploads/2019/09/Dementia-in-the-Family-The-impact-on-carers1.pdf
https://www.alzheimersresearchuk.org/wp-content/uploads/2019/09/Dementia-in-the-Family-The-impact-on-carers1.pdf
https://www.alzheimersresearchuk.org/wp-content/uploads/2019/09/Dementia-in-the-Family-The-impact-on-carers1.pdf
https://doi.org/10.1017/S0144686X24000382

Ageing & Society 23

Arksey H and O’Malley L (2005) Scoping studies: Towards a methodological framework. International
Journal of Social Research Methodology 8, 19-32. https://doi.org/10.1080/1364557032000119616.

*Balfe M, Butow P, O’Sullivan E, Gooberman-Hill R, Timmons A and Sharp L (2016) The financial impact
of head and neck cancer caregiving: A qualitative study. Psycho-oncology 25, 1441-1447. https://doi.org/
10.1002/pon.4079.

Bashir I and Qureshi IH (2023) A systematic literature review on personal financial well-being: The link
to key Sustainable Development Goals 2030. FIIB (Fortune Institute of International Business) Business
Review 12, 31-48. https://doi.org/10.1177/23197145221106862.

Baxter K, Heavey E and Birks Y (2020) Choice and control in social care: Experiences of older
self-funders in England. Social Policy and Administration 54, 460-474. https://doi.org/10.1111/spol.
12534.

Bayliss K and Gideon J (2020) The privatisation and financialisation of social care in the UK. SOAS
Department of Economics Working Paper No. 238. London: SOAS University of London www.soas.ac.
uk/sites/default/files/2022-10/economics-wp238.pdf (accessed 7 May 2023).

Bengtson VL and Schrader SS (1982) Parent-child relations. In Mangen DJ and Peterson WA (eds),
Social Roles and Social Participation: Research Instruments in Social Gerontology, Volume 2. Minneapolis:
University of Minnesota Press, 115-186.

*Bijnsdorp FM, Onwuteaka-Philipsen BD, Boot CR, van der Beek AJ, Klop HT and Pasman HRW (2021)
Combining paid work and family care for a patient at the end of life at home: Insights from a qualitative
study among caregivers in the Netherlands. BMC (BioMed Central) Palliative Care 20, 1-13. https://doi.
org/10.1186/512904-021-00780-9.

Bonoli G (2007) Time matters: Post-industrialisation, new social risks, and welfare state adaptation in
advanced industrial democracies. Comparative Political Studies 40, 495-520.

*Bower KL, Kemp CL, Burgess EO and Atkinson JL (2020) Complexity of care: Stressors and strengths
among low-income mother-daughter dyads. Journal of Women and Aging 32, 131-148. https://doi.org/
10.1080/08952841.2018.1537689.

Braun V and Clarke V (2006) Using thematic analysis in psychology. Qualitative Research in Psychology 3,
77-101. https://doi.org/10.1191/1478088706qp0630a.

*Brémault-Phillips S, Parmar J, Johnson M, Huhn A, Mann A, Tian V and Sacrey LAR (2016) The voices
of family caregivers of seniors with chronic conditions: A window into their experience using a qualitative
design. SpringerPlus 5, 1-11. https://doi.org/10.1186/s40064-016-2244-z.

Briiggen EC, Hogreve J, Holmlund M, Kabadayi S and Lofgren M (2017) Financial well-being: A con-
ceptualization and research agenda. Journal of Business Research 79, 228-237. https://doi.org/10.1016/j.
jbusres.2017.03.013.

Bryant L and Garnham B (2017) Bounded choices: The problematisation of longterm care for people ageing
with an intellectual disability in rural communities. Journal of Rural Studies 51, 259-266.

Burke RJ (2017) The Sandwich Generation. Cheltenham: Edward Elgar Publishing Limited.

*Carden KD (2020) Death and Taxes: A Grounded Theory of Financial Stress, Coping, and Decision-Making
Among Diverse Female-Identified Dementia Care Partners. PhD dissertation, University of Alabama.
*Carers Trust (2016) Retirement on Hold: Supporting Older Carers. https://carers.org/downloads/

resources-pdfs/retirement-on-hold/retirement-on-hold.pdf (accessed 10 November 2022).

*Carers UK (2022) State of Caring 2022: A Snapshot of Unpaid Care in the UK. www.carersuk.org/media/
p4kblx5n/cukstateofcaring2022report.pdf (accessed 12 December 2022).

Carers Week (2023) Carers Week Report. www.carersweek.org/media/yqkdkodx/carers-week-report-2023.
pdf (accessed 10 December 2023).

Carr E, Murray ET, Zaninotto P, Cadar D, Head J, Stansfeld S and Stafford M (2018) The association
between informal caregiving and exit from employment among older workers: Prospective findings from
the UK household longitudinal study. Journals of Gerontology: Series B 73, 1253-1262. https://doi.org/
10.1093/geronb/gbw156.

Cohen SA, Sabik NJ, Cook SK, Azzoli AB and Mendez-Luck CA (2019) Differences within differences:
Gender inequalities in caregiving intensity vary by race and ethnicity in informal caregivers. Journal of
Cross-Cultural Gerontology 34, 245-263. https://doi.org/10.1007/s10823-019-09381-9.

Consumer Financial Protection Bureau (CFPB) (2015) Financial Well-Being: The Goal of Financial
Education. Washington, DC: Consumer Financial Protection Bureau. https://files.consumerfinance.gov/
£/201501_cfpb_report_financial-well-being.pdf (accessed 20 July 2023).

https://doi.org/10.1017/S0144686X24000382 Published online by Cambridge University Press


https://https://doi.org/10.1080/1364557032000119616
https://https://doi.org/10.1002/pon.4079
https://https://doi.org/10.1002/pon.4079
https://https://doi.org/10.1177/23197145221106862
https://https://doi.org/10.1111/spol.12534
https://https://doi.org/10.1111/spol.12534
https://www.soas.ac.uk/sites/default/files/2022-10/economics-wp238.pdf
https://www.soas.ac.uk/sites/default/files/2022-10/economics-wp238.pdf
https://https://doi.org/10.1186/s12904-021-00780-9
https://https://doi.org/10.1186/s12904-021-00780-9
https://https://doi.org/10.1080/08952841.2018.1537689
https://https://doi.org/10.1080/08952841.2018.1537689
https://https://doi.org/10.1191/1478088706qp063oa
https://https://doi.org/10.1186/s40064-016-2244-z
https://https://doi.org/10.1016/j.jbusres.2017.03.013
https://https://doi.org/10.1016/j.jbusres.2017.03.013
https://carers.org/downloads/resources-pdfs/retirement-on-hold/retirement-on-hold.pdf
https://carers.org/downloads/resources-pdfs/retirement-on-hold/retirement-on-hold.pdf
https://www.carersuk.org/media/p4kblx5n/cukstateofcaring2022report.pdf
https://www.carersuk.org/media/p4kblx5n/cukstateofcaring2022report.pdf
https://www.carersweek.org/media/yqkdkodx/carers-week-report-2023.pdf
https://www.carersweek.org/media/yqkdkodx/carers-week-report-2023.pdf
https://https://doi.org/10.1093/geronb/gbw156
https://https://doi.org/10.1093/geronb/gbw156
https://https://doi.org/10.1007/s10823-019-09381-9
https://files.consumerfinance.gov/f/201501_cfpb_report_financial-well-being.pdf
https://files.consumerfinance.gov/f/201501_cfpb_report_financial-well-being.pdf
https://doi.org/10.1017/S0144686X24000382

24 Maxine Watkins and Louise Overton

*Corvin J, Chan I, Tezak A, Carpente K, Loi CA, Gonzales ] and Hoare I (2017) Caring for individuals with
chronic illness and minor depression: Latino perceptions of caregiver burden. Journal of Gerontological
Social Work 60, 79-95. https://doi.org/10.1080/01634372.2016.1268230.

Costa-Font ] and Zigante V (2020) Building ‘implicit partnerships’? Financial long-term care entitlements
in Europe. Policy Sciences 53, 697-712. https://doi.org/10.1007/s11077-020-09403-1.

D’Amen B, Socci M and Santini S (2021) Intergenerational caring: A systematic literature review on young
and young adult caregivers of older people. BMC (BioMed Central) Geriatrics 21, 1-17. https://doi.org/
10.1186/512877-020-01976-z.

Duncan KA, Shooshtari S, Roger K, Fast J and Han J (2020) The cost of caring: Out-of-pocket expendi-
tures and financial hardship among Canadian carers. International Journal of Care and Caring 4, 141-166.
https://doi.org/10.1332/239788220X15845551975572.

Ekerdt DJ and Adamson E (2024) Economic inequality in later life and imagination of the future. Ageing &
Society 44, 1435-1452. https://doi.org/10.1017/S0144686X22000769.

Evandrou M and Glaser K (2003) Combining work and family life: The pension penalty of caring. Ageing
& Society 23, 583-601. https://doi.org/10.1017/s0144686x03001314.

Ferrant G, Pesando LM and Nowacka K (2014) Unpaid Care Work: The Missing Link in the Analysis of
Gender Gaps in Labour Outcomes. Boulogne Billancourt: OECD Development Center. www.oecd.org/
dev/development-gender/Unpaid_care_work.pdf (accessed 12 March 2023)

*Gibson A, Holmes SD, Fields NL and Richardson VE (2019) Providing care for persons with dementia in
rural communities: Informal caregivers’ perceptions of supports and services. Journal of Gerontological
Social Work 62, 630-648. https://doi.org/10.1080/01634372.2019.1636332.

*Giraldo-Rodriguez L, Guevara-Jaramillo N, Agudelo-Botero M, Mino-Leén D and Lopez-Ortega M
(2019) Qualitative exploration of the experiences of informal caregivers for dependent older adults in
Mexico City. Ageing & Society 39, 2377-2396. https://doi.org/10.1017/50144686X18000478.

GlasbyJ, Zhang Y, Bennett MR and Hall P (2020) A lost decade? A renewed case for adult social care reform
in England. Journal of Social Policy 50, 406-437. https://doi.org/10.1017/S0047279420000288.

Glass TA, De Leon CFM, Bassuk SS and Berkman LF (2006) Social engagement and depressive symp-
toms in late life: Longitudinal findings. Journal of Aging and Health 18, 604-628. https://doi.org/10.1177/
0898264306291017.

Glauber R (2016) Gender differences in spousal care across the later life course. Research on Aging 39,
934-959. https://doi.org/10.1177/0164027516644503.

Gomez-Leon M, Evandrou M, Falkingham J and Vlachantoni A (2019) The dynamics of social care and
employment in mid-life. Ageing & Society 39, 381-408. https://doi.org/10.1017/50144686X17000964.
*Gott M, Allen R, Moeke-Maxwell T, Gardiner C and Robinson J (2015) ‘No matter what the cost: A
qualitative study of the financial costs faced by family and whanau caregivers within a palliative care

context. Palliative Medicine 29, 518-528. https://doi.org/10.1177/0269216315569337.

Grenier A, Phillipson C, Rudman DL, Hatzifilalithis S, Kobayashi K and Marier P (2017) Precarity in
late life: Understanding new forms of risk and insecurity. Journal of Aging Studies 43, 9-14. https://doi.
org/10.1016/j.jaging.2017.08.002.

*Griffiths J and Bunrayong W (2016) Problems and needs in helping older people with dementia with daily
activities: Perspectives of Thai caregivers. British Journal of Occupational Therapy 79, 78-84. https://doi.
org/10.1177/0308022615604646.

*Han E, Haldane V, Koh JJK, Quek RYC, Ozdemir S, Finkelstein EA, Jafar TH, Choong HL, Gan S,
Lim LW and Shiraz F (2019) Perspectives on decision making amongst older people with end-stage renal
disease and caregivers in Singapore: A qualitative study. Health Expectations 22, 1100-1110. https://doi.
org/10.1111/hex.12943.

Hardy M (2009) Income inequality in later life. In Uhlenberg P (ed), International Handbook of Population
Aging. Dordrecht: Springer Netherlands, 493-518.

*Herat-Gunaratne R, Cooper C, Mukadam N, Rapaport P, Leverton M, Higgs P, Samus Q and Burton A
(2020) ‘In the Bengali vocabulary, there is no such word as care home’ Caring experiences of UK
Bangladeshi and Indian family carers of people living with dementia at home. Gerontologist 60, 331-339.
https://doi.org/10.1093/geront/gnz120.

Hodgson S, Watts I, Fraser S, Roderick P and Dambha-Miller H (2020) Loneliness, social isolation, car-
diovascular disease and mortality: A synthesis of the literature and conceptual framework. Journal of the
Royal Society of Medicine 113, 185-192. https://doi.org/10.1177/0141076820918236.

https://doi.org/10.1017/S0144686X24000382 Published online by Cambridge University Press


https://https://doi.org/10.1080/01634372.2016.1268230
https://https://doi.org/10.1007/s11077-020-09403-1
https://https://doi.org/10.1186/s12877-020-01976-z
https://https://doi.org/10.1186/s12877-020-01976-z
https://https://doi.org/10.1332/239788220X15845551975572
https://https://doi.org/10.1017/S0144686X22000769
https://www.oecd.org/dev/development-gender/Unpaid_care_work.pdf
https://www.oecd.org/dev/development-gender/Unpaid_care_work.pdf
https://https://doi.org/10.1080/01634372.2019.1636332
https://https://doi.org/10.1017/S0144686X18000478
https://https://doi.org/10.1017/S0047279420000288
https://https://doi.org/10.1177/0898264306291017
https://https://doi.org/10.1177/0898264306291017
https://https://doi.org/10.1177/0164027516644503
https://https://doi.org/10.1017/S0144686X17000964
https://https://doi.org/10.1177/0269216315569337
https://https://doi.org/10.1016/j.jaging.2017.08.002
https://https://doi.org/10.1016/j.jaging.2017.08.002
https://https://doi.org/10.1177/0308022615604646
https://https://doi.org/10.1177/0308022615604646
https://https://doi.org/10.1111/hex.12943
https://https://doi.org/10.1111/hex.12943
https://https://doi.org/10.1093/geront/gnz120
https://https://doi.org/10.1177/0141076820918236
https://doi.org/10.1017/S0144686X24000382

Ageing & Society 25

*Iwuagwu AO, Ngwu CN and Ekoh CP (2022) Challenges of female older adults caring for their very old
parents in rural Southeast Nigeria: A qualitative descriptive inquiry. Journal of Population Ageing 15,1-17.
https://doi.org/10.1007/s12062-022-09392-4.

Jacobs JC, Van Houtven CH, Tanielian T and Ramchand R (2019) Economic spillover effects of
intensive unpaid caregiving. Pharmacoeconomics 37, 553-562. https://doi.org/10.1007/s40273-019-
00784-7.

*Jolanki O (2015) To work or to care? Working women’s decision-making. Community, Work and Family
18, 268-283. https://doi.org/10.1080/13668803.2014.997194.

Joseph Rowntree Foundation (2022) UK Poverty 2022. www.jrf.org.uk/report/uk-poverty-2022 (accessed
17 January 2023).

Keating N (2023) Making care count: Inequalities in family carers’ contributions to the care economy. Paper
presented at the Transforming Care Conference, 26-28 June, University of Sheffield.

Keating N, Eales J, Funk L, Fast ] and Min J (2019) Life course trajectories of family care. International
Journal of Care and Caring 3, 147-163. https://doi.org/10.1332/239788219X15473079319309.

Keating N, Fast JE, Lero DS, Lucas SJ and Eales J (2014) A taxonomy of the economic costs of fam-
ily care to adults. Journal of the Economics of Ageing 3, 11-20. https://doi.org/10.1016/j.jeoa.2014.
03.002.

Keating N, McGregor JA and Yeandle S (2021) Sustainable care: Theorising the wellbeing of care-
givers to older persons. International Journal of Care and Caring 5, 611-630. https://doi.org/10.1332/
239788221X16208334299524.

Kelly A and Kenny C (2018) Unpaid care. https://post.parliament.uk/research-briefings/post-pn-0582/
(accessed 18 February 2023).

Kendig H and Nazroo J (2016) Life course influences on inequalities in later life: Comparative perspectives.
Population Ageing 9, 1-7. https://doi.org/10.1007/s12062-015-9138-7.

Kodate N and Timonen V (2017) Bringing the family in through the back door: The stealthy expansion
of family care in Asian and European long-term care policy. Journal of Cross-Cultural Gerontology 32,
291-301. https://doi.org/10.1007/s10823-017-9325-5.

*Kyei-Arthur F and Codjoe SNA (2021) ‘Caring for the elderly is very difficult: Challenges and coping
strategies of caregivers in urban poor Accra, Ghana. Clinical Nursing Research 30, 662-669. https://doi.
org/10.1177/1054773820982307.

*Lafferty A, Phillips D, Fealy G, Paul G, Duffy C, Dowling-Hetherington L, Fahy M, Moloney B and
Kroll T (2022) Making it work: A qualitative study of the work-care reconciliation strategies adopted by
family carers in Ireland to sustain their caring role. Community, Work and Family 26, 292-311. https://
doi.org/10.1080/13668803.2022.2043826.

*Lee K, Seo CH, Cassidy J, Shin HW and Grill JD (2022) Economic hardships of Korean American family
caregivers of persons with dementia: A mixed-methods study. Aging and Mental Health 7, 1762-1769.
https://doi.org/10.1080/13607863.2022.2122932.

*Lindeza P, Rodrigues M, Costa J, Guerreiro M and Rosa MM (2020) Impact of dementia on informal
care: A systematic review of family caregivers’ perceptions. BMJ (British Medical Journal) Supportive &
Palliative Care 14(el). https://doi.org/10.1136/bmjspcare-2020-002242.

Liu Y, Dokos M, Fauth EB, Lee YG and Zarit SH (2019) Financial strain, employment, and role captivity
and overload over time among dementia family caregivers. Gerontologist 59, 512-520. https://doi.org/10.
1093/geront/gnz099.

Longacre ML, Valdmanis VG, Handorf EA and Fang CY (2017) Work impact and emotional stress among
informal caregivers for older adults. Journals of Gerontology Series B: Psychological Sciences and Social
Sciences 72, 522-531. https://doi.org/10.1093/geronb/gbw027.

Magaiia I, Martinez P and Loyola MS (2020) Health outcomes of unpaid caregivers in low-and middle-
income countries: A systematic review and meta-analysis. Journal of Clinical Nursing 29, 3950-3965.
https://doi.org/10.1111/jocn.15450.

Magnaye A, Fast ], Eales ], Stolow M and Leslie M (2020) Caregivers’ failure to thrive: A case for health and
continuing care systems transformation. Healthcare Management Forum 33, 214-219. https://doi.org/10.
1177/0840470420921907.

*Mahomed A and Pretorius C (2022) Exploring the contextual factors that impact the dementia family
caregiving experience in Soweto township, South Africa. Dementia 21, 2231-2247. https://doi.org/10.
1177/14713012221117905.

https://doi.org/10.1017/S0144686X24000382 Published online by Cambridge University Press


https://https://doi.org/10.1007/s12062-022-09392-4
https://https://doi.org/10.1007/s40273-019-00784-7
https://https://doi.org/10.1007/s40273-019-00784-7
https://https://doi.org/10.1080/13668803.2014.997194
https://www.jrf.org.uk/report/uk-poverty-2022
https://https://doi.org/10.1332/239788219X15473079319309
https://https://doi.org/10.1016/j.jeoa.2014.03.002
https://https://doi.org/10.1016/j.jeoa.2014.03.002
https://https://doi.org/10.1332/239788221X16208334299524
https://https://doi.org/10.1332/239788221X16208334299524
https://post.parliament.uk/research-briefings/post-pn-0582/
https://https://doi.org/10.1007/s12062-015-9138-7
https://https://doi.org/10.1007/s10823-017-9325-5
https://https://doi.org/10.1177/1054773820982307
https://https://doi.org/10.1177/1054773820982307
https://https://doi.org/10.1080/13668803.2022.2043826
https://https://doi.org/10.1080/13668803.2022.2043826
https://https://doi.org/10.1080/13607863.2022.2122932
https://https://doi.org/10.1136/bmjspcare-2020-002242
https://https://doi.org/10.1093/geront/gnz099
https://https://doi.org/10.1093/geront/gnz099
https://https://doi.org/10.1093/geronb/gbw027
https://https://doi.org/10.1111/jocn.15450
https://https://doi.org/10.1177/0840470420921907
https://https://doi.org/10.1177/0840470420921907
https://https://doi.org/10.1177/14713012221117905
https://https://doi.org/10.1177/14713012221117905
https://doi.org/10.1017/S0144686X24000382

26 Maxine Watkins and Louise Overton

*Maynard K, Williams A and Ilagan C (2019) Male working carers: A qualitative analysis of males involved
in caring alongside full-time paid work. International Journal of Care and Caring 3, 425-444. https://doi.
org/10.1332/239788219X15488381886344.

McFarlane H and Turvey K (2017) Co-design of a carers strategy for New South Wales: Reflections on a new
approach to collaborative policy making with carers. International Journal of Care and Caring 1, 127-134.
https://doi.org/10.1332/239788217X14866309537786.

*Mehta KK and Leng TL (2017) Experiences of formal and informal caregivers of older persons
in Singapore. Journal of Cross-Cultural Gerontology 32, 373-385. https://doi.org/10.1007/s10823-017-
9329-1.

Morgan F (2018) The treatment of informal care-related risks as social risks: An analysis of the English care
policy system. Journal of Social Policy 47, 179-196. https://doi.org/10.1017/S0047279417000265.

Morgan F (2019) Understanding the complexity and implications of the English care policy system: A gov-
ernance analysis approach. In Carmel E (ed), Governance Analysis: Critical Enquiry at the Intersection of
Society, Politics and Public Policy. Cheltenham: Edward Elgar, 112-131.

Nam I (2016) Financial difficulty effects on depressive symptoms among dementia patient caregivers.
Community Mental Health Journal 52, 1093-1097. https://doi.org/10.1007/s10597-016-0033-3.

Netemeyer RG, Warmath D, Fernandes D and Lynch JG Jr, (2018) How am I doing? Perceived financial
well-being, its potential antecedents, and its relation to overall well-being. Journal of Consumer Research
45, 68-89. https://doi.org/10.1093/jcr/ucx109.

*Nguyen H, Nguyen T, Tran D and Hinton L (2021) ‘It’s extremely hard but its not a burden’: A qualitative
study of family caregiving for people living with dementia in Vietnam. PLoS (Public Library of Science)
One 16, €0259788. https://doi.org/10.1371/journal.pone.0259788.

Office for National Statistics (ONS) (2023) Unpaid care by age, sex and deprivation, England and
Wales: Census 2021. www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/socialcare/
articles/unpaidcarebyagesexanddeprivationenglandandwales/census2021#unpaid-care-by-age-sex-and-
geography-2021 (accessed 12 May 2023).

*Oliveira D, Sousa L and Aubeeluck A (2020) What would most help improve the quality of life of older
family carers of people with dementia? A qualitative study of carers’ views. Dementia 19, 939-950. https:
//doi.org/10.1177/1471301218791906.

*Palacios J, Ramm A and Olivi A (2021) Constraints that discourage participation in the labour market by
female carers of older relatives in Santiago, Chile. Health and Social Care in the Community 29, 107-115.
https://doi.org/10.1111/hsc.13250.

Palmer MF (2022) Associations of discontinuation of care: A longitudinal analysis of the English
Longitudinal Study of Ageing? Health and Social Care in the Community 30, 445-460. https://doi.org/
10.1111/hsc.13225.

Petrillo M and Bennett MR (2023) Valuing Carers 2021: England and Wales. London: Carers UK. www.
carersuk.org/media/2d5le03c/valuing-carers-report.pdf (accessed 29 August 2024).

Petrillo M, Bennett MR and Pryce G (2022) Cycles of Caring: Transitions In and Out of Unpaid
Care. London: Carers UK. www.carersuk.org/media/bgolg5u2/cuk-carers-rights-day-research-report-
2022-web.pdf (accessed 9 December 2022).

Pierret CR (2006) The sandwich generation: Women caring for parents and children. Monthly Labor Review,
3-9. www.bls.gov/opub/mlr/2006/09/art1full.pdf (accessed 29 August 2024).

Pinquart M and Sorensen S (2003) Differences between caregivers and noncaregivers in psychological
health and physical health: A meta-analysis. Psychology and Aging 18, 250-267. https://doi.org/10.1037/
0882-7974.18.2.250.

Polivka L (2020) Neoliberalism and the future of retirement security. Annual Review of Gerontology and
Geriatrics 40, 23-41. https://doi.org/10.1891/0198-8794.40.23.

Price D and Livsey L (2013) Financing later life: Pensions, care, housing equity and the new politics of old
age. In Ramia G, Farnsworth K and Irving Z (eds), Social Policy Review: Analysis and Debate in Social
Policy. Bristol: Policy Press, 67-88.

Riitsalu L, Atkinson A and Pello R (2023) The bottlenecks in making sense of financial well-
being. International Journal of Social Economics 50, 1402-1422. https://doi.org/10.1108/IJSE-11-
2022-0741.

Riitsalu L and Van Raaij WF (2022) Current and future financial well-being in 16 countries. Journal of
International Marketing 30, 35-56. https://doi.org/10.1177/1069031X221095076.

https://doi.org/10.1017/S0144686X24000382 Published online by Cambridge University Press


https://https://doi.org/10.1332/239788219X15488381886344
https://https://doi.org/10.1332/239788219X15488381886344
https://https://doi.org/10.1332/239788217X14866309537786
https://https://doi.org/10.1007/s10823-017-9329-1
https://https://doi.org/10.1007/s10823-017-9329-1
https://https://doi.org/10.1017/S0047279417000265
https://https://doi.org/10.1007/s10597-016-0033-3
https://https://doi.org/10.1093/jcr/ucx109
https://https://doi.org/10.1371/journal.pone.0259788
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/socialcare/articles/unpaidcarebyagesexanddeprivationenglandandwales/census2021#unpaid-care-by-age-sex-and-geography-2021
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/socialcare/articles/unpaidcarebyagesexanddeprivationenglandandwales/census2021#unpaid-care-by-age-sex-and-geography-2021
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/socialcare/articles/unpaidcarebyagesexanddeprivationenglandandwales/census2021#unpaid-care-by-age-sex-and-geography-2021
https://https://doi.org/10.1177/1471301218791906
https://https://doi.org/10.1177/1471301218791906
https://https://doi.org/10.1111/hsc.13250
https://https://doi.org/10.1111/hsc.13225
https://https://doi.org/10.1111/hsc.13225
https://www.carersuk.org/media/2d5le03c/valuing-carers-report.pdf
https://www.carersuk.org/media/2d5le03c/valuing-carers-report.pdf
https://www.carersuk.org/media/bgolg5u2/cuk-carers-rights-day-research-report-2022-web.pdf
https://www.carersuk.org/media/bgolg5u2/cuk-carers-rights-day-research-report-2022-web.pdf
https://www.bls.gov/opub/mlr/2006/09/art1full.pdf
https://https://doi.org/10.1037/0882-7974.18.2.250
https://https://doi.org/10.1037/0882-7974.18.2.250
https://https://doi.org/10.1891/0198-8794.40.23
https://https://doi.org/10.1108/IJSE-11-2022-0741
https://https://doi.org/10.1108/IJSE-11-2022-0741
https://https://doi.org/10.1177/1069031X221095076
https://doi.org/10.1017/S0144686X24000382

Ageing & Society 27

*Roberts E and Struckmeyer KM (2019) ‘Ours is the strangest situation. Ours is different from most
peoples’: Spousal caregiver perspectives on the complex challenges of dementia caregiving in late-life
marriage. Marriage and Family Review 55, 584-600. https://doi.org/10.1080/01494929.2019.1589613.

Roberts RE, Richards LN and Bengtson V (1991) Intergenerational solidarity in families: Untangling the
ties that bind. Marriage and Family Review 16, 11-46. https://www.tandfonline.com/doi/epdf/10.1300/
J002v16n01_02 (accessed 29 August 2024).

Rodrigues R, Filipovi¢ Hrast M, Kadi S, Hurtado Monarres M and Hlebec V (2022) Life course path-
ways into intergenerational caregiving. Journals of Gerontology: Series B 77, 1305-1314. https://doi.org/
10.1093/geronb/gbac024.

*Santini S, Andersson G and Lamura G (2016) Impact of incontinence on the quality of life of caregivers of
older persons with incontinence: A qualitative study in four European countries. Archives of Gerontology
and Geriatrics 63, 92-101. https://doi.org/10.1016/j.archger.2015.10.013.

Schofield D, Shrestha RN, Zeppel MJ, Cunich MM, Tanton R, Veerman JL and Passey ME (2019)
Economic costs of informal care for people with chronic diseases in the community: Lost income, extra
welfare payments, and reduced taxes in Australia in 2015-2030. Health and Social Care in the Community
27,493-501. https://doi.org/10.1111/hsc.12670.

Shankar A, Rafnsson SB and Steptoe A (2015) Longitudinal associations between social connections and
subjective wellbeing in the English Longitudinal Study of Ageing. Psychology and Health 30, 686-698.
https://doi.org/10.1080/08870446.2014.979823.

Shooshtari S, Duncan KA, Roger K, Fast ] and Han J (2017) Care-related out-of-pocket spending and care-
giving consequences: Results from a Canadian population-based study. Journal of Family and Economic
Issues 38, 405-420. https://doi.org/10.1007/s10834-016-9516-1.

Spasova S, Baeten R and Vanhercke B (2018) Challenges in long-term care in Europe. Eurohealth
24, 7-12. https://ec.europa.eu/social/main.jsp?langld=en&catld=1135&newsld=9185&furtherNews=
yes (accessed 17 November 2022).

*Stamatopoulos V (2018) The young carer penalty: Exploring the costs of caregiving among a sample of
Canadian youth. Child and Youth Services 39, 180-205. https://doi.org/10.1080/0145935X.2018.1491303.

Stanfors M and Jacobs J (2023) Unpaid caregiving and stress among older working-age men and women
in Sweden. SSM (Social Science and Medicine) — Population Health 23, 101458. https://doi.org/10.1016/j.
ssmph.2023.101458.

Steptoe A, Emch S and Hamer M (2020) Associations between financial strain and emotional well-being
with physiological responses to acute mental stress. Psychosomatic Medicine 82, 830-837. https://doi.org/
10.1097/PSY.0000000000000867.

Swinkels J, Tilburg TV, Verbakel E and Broese VGM (2019) Explaining the gender gap in the caregiv-
ing burden of partner caregivers. Journals of Gerontology: Series B 74, 309-317. https://doi.org/10.1093/
geronb/gbx036.

Szinovacz E and Davey A (2005) Predictors of perceptions of involuntary retirement. Gerontologist 45,
36-47. https://doi.org/10.1093/geront/45.1.36.

*Talley KM, Davis NJ, Peden-McAlpine C, Martin CL, Weinfurter EV and Wyman JF (2021) Navigating
through incontinence: A qualitative systematic review and meta-aggregation of the experiences of family
caregivers. International Journal of Nursing Studies 123, 104062. https://doi.org/10.1016/j.ijnurstu.2021.
104062.

Tanner D, Ray M and Ward L (2024) ‘When it comes to carers, you've got to be grateful that you've got
a carer coming’: Older peoples narratives of self-funding social care in England. Ageing & Society 44,
1266-1287. https://doi.org/10.1017/S0144686X22000691.

*Tawodzera O (2021) Transnational Aged Care in the Digital Age: Negotiating Long Distance Aged Care
Arrangements between UK Based Zimbabwean Migrant Care Workers and Their Overseas Family
Members. PhD dissertation, University of Sheffield, UK.

Taylor-Gooby P (2004) New Risks, New Welfare: The Transformation of the European Welfare State. Oxford:
Oxford University Press.

Vitaliano PP, Zhang J and Scanlan JM (2003) Is caregiving hazardous to one’s physical health? A meta-
analysis. Psychological Bulletin 129, 946-972. https://doi.org/10.1037/0033-2909.129.6.946.

*Vlachantoni A, Wang N, Feng Z and Falkingham J (2021) Informal care provision and the reduction of
economic activity among mid-life carers in great Britain — A mixed-methods approach. Social Policy and
Society, 1-18. https://doi.org/10.1017/S1474746421000774.

https://doi.org/10.1017/S0144686X24000382 Published online by Cambridge University Press


https://https://doi.org/10.1080/01494929.2019.1589613
https://www.tandfonline.com/doi/epdf/10.1300/J002v16n01_02
https://www.tandfonline.com/doi/epdf/10.1300/J002v16n01_02
https://https://doi.org/10.1093/geronb/gbac024
https://https://doi.org/10.1093/geronb/gbac024
https://https://doi.org/10.1016/j.archger.2015.10.013
https://https://doi.org/10.1111/hsc.12670
https://https://doi.org/10.1080/08870446.2014.979823
https://https://doi.org/10.1007/s10834-016-9516-1
https://ec.europa.eu/social/main.jsp?langId=en%2526catId=1135%2526newsId=9185%2526furtherNews=yes
https://ec.europa.eu/social/main.jsp?langId=en%2526catId=1135%2526newsId=9185%2526furtherNews=yes
https://https://doi.org/10.1080/0145935X.2018.1491303
https://https://doi.org/10.1016/j.ssmph.2023.101458
https://https://doi.org/10.1016/j.ssmph.2023.101458
https://https://doi.org/10.1097/PSY.0000000000000867
https://https://doi.org/10.1097/PSY.0000000000000867
https://https://doi.org/10.1093/geronb/gbx036
https://https://doi.org/10.1093/geronb/gbx036
https://https://doi.org/10.1093/geront/45.1.36
https://https://doi.org/10.1016/j.ijnurstu.2021.104062
https://https://doi.org/10.1016/j.ijnurstu.2021.104062
https://https://doi.org/10.1017/S0144686X22000691
https://https://doi.org/10.1037/0033-2909.129.6.946
https://https://doi.org/10.1017/S1474746421000774
https://doi.org/10.1017/S0144686X24000382

28 Maxine Watkins and Louise Overton

Warmath D (2021) Financial literacy and financial well-being. In Nicolini G and Cude B (eds), The Routledge
Handbook of Financial Literacy. Abingdon: Routledge, 505-516.

Wilkinson L, Adams J and Redgewell J (2022) The Underpensioned Index - Pensions Policy
Institute. www.pensionspolicyinstitute.org.uk/media/4232/20221207-the-underpesnioned-index-2022-
edition.pdf (accessed 12 May 2023).

World Health Organization (2015) World Report on Ageing and Health. https://www.who.int/publications/
i/item/9789241565042.

Yeandle S and Buckner L (2017) Older workers and care-giving in England: The policy context for
older workers’ employment patterns. Journal of Cross-Cultural Gerontology 32, 303-321. https://doi.org/
10.1007/510823-017-9332-6.

Zelezna L (2018) Care-giving to grandchildren and elderly parents: Role conflict or family solidarity? Ageing
& Society 38, 974-994. https://doi.org/10.1017/S0144686X16001434.

Zhang]J, Petrillo M and Bennett MR (2023) Valuing Carers 2021: Northern Ireland. Belfast: Carers Northern
Ireland.

Zhang Y and Bennett MR (2023) Insights into informal caregivers’ wellbeing: A longitudinal analysis of care
intensity, care location, and care relationship. Journals of Gerontology: Series B, Psychological and Social
Sciences 79, gbad166. https://doi.org/10.1093/geronb/gbad166.

Zhang Y, Bennett MR and Yeandle S (2019) Will I care? The likelihood of being a carer in adult life. London:
Carers UK. https://doi.org/10.13140/RG.2.2.34598.68166.

Zhang Y, Bennett MR and Yeandle S (2021) Local government spending on adult social care and car-
ers’ subjective wellbeing in England. BMJ (British Medical Journal) Open 11(12). https://doi.org/10.1136/
bmjopen-2021-049652.

*Zhong X, Song PP, Wang Z and Chen H (2022) Resilience building among Chinese family caregivers
of older people with Parkinson’s disease in Shanghai. Health and Social Care in the Community 30(5),
2395-2405. https://doi.org/10.1111/hsc.13679.

Cite this article: Watkins M and Overton L (2024) The cost of caring: a scoping review of qualitative evidence
on the financial wellbeing implications of unpaid care to older adults. Ageing and Society, 1-28. https://doi.
org/10.1017/50144686X24000382

https://doi.org/10.1017/S0144686X24000382 Published online by Cambridge University Press


https://www.pensionspolicyinstitute.org.uk/media/4232/20221207-the-underpesnioned-index-2022-edition.pdf
https://www.pensionspolicyinstitute.org.uk/media/4232/20221207-the-underpesnioned-index-2022-edition.pdf
https://www.who.int/publications/i/item/9789241565042
https://www.who.int/publications/i/item/9789241565042
https://https://doi.org/10.1007/s10823-017-9332-6
https://https://doi.org/10.1007/s10823-017-9332-6
https://https://doi.org/10.1017/S0144686X16001434
https://https://doi.org/10.1093/geronb/gbad166
https://doi.org/10.13140/RG.2.2.34598.68166.
https://https://doi.org/10.1136/bmjopen-2021-049652
https://https://doi.org/10.1136/bmjopen-2021-049652
https://https://doi.org/10.1111/hsc.13679
https://doi.org/10.1017/S0144686X24000382
https://doi.org/10.1017/S0144686X24000382
https://doi.org/10.1017/S0144686X24000382

	The cost of caring: a scoping review of qualitative evidence on the financial wellbeing implications of unpaid care to older adults
	Introduction
	Unpaid care and financial wellbeing

	Method
	Scoping review framework

	Findings
	The direct and indirect costs of caring
	The social, cultural and institutional context of care and work decision-making
	The unequal cost of caring
	Personal finance and carer wellbeing

	Discussion
	Limitations
	Recommendations for future research

	References (studies included in the review are indicated by *)


