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Zusammenfassung

Die Pflege auBlerhalb eines formellen Kontextes kann verschiedene Arten der Pflege, bei-
spielweise korperbezogene Pflege, praktische Haushaltshilfe und Hilfe bei der Erledigung
von Formalitdten, Orte der Pflege, beispielweise die Pflege einer Person innerhalb oder au-
Berhalb des eigenen Haushalts, und Beziehungen zwischen Pflegenden und Pflegebediirfti-
gen, beispielweise Pflege fiir Ehepartner, Eltern, Schwiegereltern, Kinder, andere Ver-
wandte oder Nicht-Verwandte, umfassen, wobei diese Aspekte fiir die gesundheitlichen
Auswirkungen auf den Pflegenden von Bedeutung sein kdnnen. Bisherige Untersuchungen
zum Zusammenhang zwischen Pflege und Gesundheit haben jedoch nicht alle diese Aspekte
berticksichtigt, was die bislang uneinheitlichen Ergebnisse erkldren konnte. Vor diesem Hin-
tergrund bietet diese Arbeit eine detaillierte Beschreibung der Pflege in Europa unter Be-
riicksichtigung verschiedener Pflegearten, Orte und Beziehungen zwischen Pflegeperson
und Pflegebediirftigen. Dariiber hinaus untersucht die Arbeit diese Zusammenhénge im
Querschnitts- und Léngsschnitt. Die Analysen stiitzen sich auf mehrere Erhebungswellen
der ,,Survey of Health, Ageing and Retirement in Europe“-Studie (SHARE).

Insgesamt kiimmern sich Frauen héufiger als Méanner um die korperbezogene Pflege von
Menschen innerhalb oder aullerhalb ihres Haushalts. Wéhrend die korperbezogene Pflege
im eigenen Haushalt in der Regel fiir (Ehe)partner geleistet wird, gilt die Pflege aul3erhalb
des Haushalts meist den Eltern. Im Gegensatz dazu ist praktische Haushaltshilfe wesentlich
verbreiteter und weniger geschlechtsspezifisch, mit Werten von iiber 20 % fiir Ménner und
Frauen. Sowohl fiir Méanner als auch fiir Frauen ist die korperbezogene Pflege im eigenen
Haushalt, insbesondere wenn sie fiir nahe Verwandte geleistet wird, mit einer erhdhten Pra-
valenz fiir depressive Symptome verbunden, die auch langfristig bestehen bleiben kdnnen.
Durch die systematische Unterscheidung zwischen den wesentlichen Aspekten von Pflegesi-
tuationen erweitert diese Arbeit die bestehende Forschung, indem sie Bedingungen heraus-
arbeitet, unter denen Pflege besonders gesundheitsschidlich ist, und diejenigen identifiziert,

die einem erhohten Risiko ausgesetzt sind.



Abstract

Caring outside a formal setting can include various types of care, for example personal care,
practical household help or help with paperwork, locations of care, for example care inside
or outside the household and relationship types between carers and care recipients, for ex-
ample a spouse, parent, parent-in-law, child, other relative or non-relative, and these aspects
may be important for health-related consequences for the caring person. However, previous
research on the association between caring and health has not addressed all these aspects,
which may explain the mixed results to date. Against this background, this work provides a
detailed description of caring across Europe considering different types of care, locations of
care and relationship types between carer and care recipient. In addition, this work investi-
gates their cross-sectional and longitudinal associations with mental health. For the analyses,
several waves of the Survey of Health, Ageing and Retirement in Europe (SHARE) are used.
Overall, women are more likely than men to engage in personal care for someone living
inside or outside their household. While personal care inside the household is mostly pro-
vided for spouses, care outside the own household is mostly provided for parents. In contrast,
practical household help is much more common and less gender-specific, with values above
20 % for men and women. For both men and women, personal care inside the household,
especially when provided to primary relatives, is associated with an increased risk of devel-
oping depressive symptoms, which can even persist in the long run.

By systematically differentiating between key aspects of care situations, this work extends
existing research by clarifying the conditions under which caring is especially detrimental

to health and by identifying those who are at particular risk.
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1 Introduction

1.1 Research background

In the upcoming years and decades, demographic change will affect the global and particu-
larly the European population. Especially the age composition of populations is going to be
characterized by major changes. Due to medical progress, higher hygiene standard, betters
screening and prevention and more knowledge regarding a healthy lifestyle, the life expec-
tancy of people in Europe has increased since the 1950s, mostly caused by a decline in mor-
tality in later life (Gruenberg, 1977; Klenk et al., 2016; Organisation for Economic Co-
operation and Development/European Commission, 2024).

As life expectancy continues to rise, societies around the world are seeing a growing number
of older individuals. This is possibly accompanied by an increasing demand for care, as ag-
ing is often associated with health-related suffering and the need for daily support (GBD
2021 Europe Life Expectancy Collaborators, 2025; Klenk et al., 2016). According to con-
crete forecasts in several countries, the proportion and absolute number of people with
health-related suffering, in particular dementia will increase in the upcoming decades
(Belmonte & Nedee, 2024; Doblhammer et al., 2022). Recent forecasts indicate that the
number of people requiring long-term care (LTC) in Europe in 2070 will be 21 % higher
than in 2020 (Belmonte & Nedee, 2024). Furthermore, a worldwide study estimates that 48
million people will die having experienced serious health-related suffering by 2060, com-
pared with only 26 million people in 2016, with the most rapid increases among people older
than 70 years and those with dementia (Sleeman et al., 2019). As a result, new challenges in
providing adequate and sustainable care solutions for an aging population are an important
public health issue today and in the near future (Ophir & Polos, 2022; Pavolini & Ranci,
2008). Since caring outside a formal setting remains the most important source of care, these
carers are an indispensable part of current care provision. Therefore, it is essential to main-
tain this source in order to meet the demand for care in Europe (European Commission,
2021).

Overall, the spectrum of tasks associated with caring is broad and varies from physical ac-
tivities that must be performed very frequently, for example feeding and bathing, to more
flexible and infrequent tasks, for example assistance with gardening. In most cases, carers
are individuals the person in need of care has a social relationship with. A large proportions

of care recipients are close family member, such as spouses or partners, parents, parents-in-



law or children (Bertogg & Strauss, 2020; De Klerk et al., 2021; Litwin et al., 2014; Pinquart
& Sorensen, 2011; Swinkels et al., 2022). Caring for more distant relatives or non-relatives
is less common and their role in caring has rarely been investigated in previous research
(Barker, 2002; Burns et al., 2011; De Klerk et al., 2021). Regardless of gender, socioeco-
nomic position and national welfare policies, the spouse provides an important level of care.
Throughout Europe around 80 % of persons living together with a care-dependent spouse
are engaged in care for this spouse (Bertogg & Strauss, 2020). While carers of a spouse
usually live with them and are no longer in paid work, the second large group of carers,
namely children, typically do not live together with their care-dependent parents (Pinquart
& Sorensen, 2011). Beyond that, many children are caring alongside their paid work or other
family commitments like childcare (De Klerk et al., 2021; Pinquart & Sorensen, 2011; Suh,
2016). Thus, next to the tasks associated with caring, the relationship type between carer and
the person in need of care and the location where caring takes place, for example inside or
outside the carer’s household, can differ a lot. Despite changes in traditional gender roles,
which have led to more and more men entering care work, the majority of care is still per-
formed by women (Almeida-Meza et al., 2025; Quashie et al., 2022).

Considering these differences, there is a broad range of terminologies and definitions for
caring outside a formal setting. For example, terms like “unpaid care”, “informal care” or
“family care” are used. In addition to these different terminologies there are differences in
how caring is defined. While some studies only look at personal care for a cohabiting spouse
(Swinkels et al., 2022), other studies also refer to less intensive tasks such as shopping,
housekeeping and help with paperwork provided for friends, neighbours or other non-kin
living in another household (Barker, 2002).

Whether caring is positively or negatively associated with the carers health and well-being
has been discussed frequently. On the one hand, findings from previous research show that
caring is associated with positive feelings of reward, growth, satisfaction or an increased
closeness to the care recipient (Broese van Groenou et al., 2013; Mackenzie & Greenwood,
2012; Tarlow et al., 2004). On the other hand, caring can be mentally, physically, emotion-
ally, socially and financially demanding and many carers feel stressed or rather depressed
more often than non-carers (Pinquart & Sorensen, 2003; Schulz et al., 1997; Verbakel et al.,
2017). Previous research for example revealed that people providing high-intensity care
(Verbakel et al., 2017) and those who face limited opportunities for leisure activities and
time with family and friends are at higher risk of suffering from depressive symptoms than

non-carers (Stratmann et al., 2021).



1.2  Aim of this work

To get more knowledge about the depth of caring outside a formal setting, the first aim of
this work is to provide highly differentiated information on the prevalence of caring in Eu-
rope regarding different care situations. Here, the focus is placed on whether care is for
someone living inside or outside the own household, on different types of care, such as per-
sonal care, practical household help and help with paperwork, and different relationship
types between carer and care recipient, for example if they are spouses, parents, parents-in-
law, children, other relatives or non-relatives. Since a good mental health of the carers is an
important factor for high-quality and dignified care (Zygouri et al., 2021) and the results to
date are inconsistent, the second aim of this work involves an in-depth examination of the
associations between mental health and location, type and carer-care recipient relationship
type and the identification of care situations that are particularly challenging. In addition to
cross-sectional analyses, longitudinal associations between caring and mental health are pre-
sented, as these have often been overlooked in previous research. Since earlier studies point
to gender differences, all analysis are calculated separately for men and women.

The presented work was done as part of a European consortium project called “Inequalities
in informal caring over the adult life course in Europe” (EUROCARE). The main objective
of the project was to investigate the association between caring and paid work, social partic-
ipation and mental and physical health by taken into account gender, socioeconomic and
ethnic differences in these associations across European countries and from a life course
perspective. The consortium consists of researchers from the United Kingdom (Research
Department of Epidemiology & Public Health, University College London and
Institute of Population Health, St George’s University of London), Spain (Centre for Demo-
graphic Studies, Autonomous University of Barcelona), Norway (Norwegian Institute of
Public Health) and Germany (Department of Social Studies, TU Dortmund University and
Institute of Medical Sociology, University Hospital Diisseldorf and Heinrich-Heine Univer-
sity of Dusseldorf) with different research priorities (EUROCARE-Project, 2025). The over-
arching research focus in Diisseldorf was to take a closer look at different care situations in
later life and its cross-sectional and longitudinal association with mental health.

In the following, I will provide an overview of two key concepts of interest in this work:
Caring (Chapter 2) and mental health (Chapter 3). I will then provide an overview of existing
knowledge on the association between caring and mental health, highlight areas where fur-

ther research is needed and present my research questions (Chapter 4). Chapter 5 will explain



the methods in more detail, considering the data source, how independent, dependent and
additional variables are measured and the analytical strategy. Chapter 6 lists the three papers
that form the basis of my doctoral thesis alongside a brief summary of each paper. Finally,
the last chapter summarises the key findings of my work along with its strengths and limita-

tions and provides concrete suggestions for what needs to be done in the future.



2 Caring

The following part will provide an overview of different terms and definitions of caring, give
insights into current prevalence rates for caring and examine the potential and necessity of

care in the future.

2.1 Definition

The provision of care for the growing number of older people is an important public health
issue today and in the near future. In this context, a general distinction between care inside
or outside a formal setting is made.

Formal LTC generally refers to paid services provided to a person in need of care by a trained
person in a formal setting such as a health care facility or nursing home (Bieber et al., 2018;
Li & Song, 2019; Triantafillou et al., 2010). Formal care is provided by trained, licensed and
qualified professionals with work contracts specifying their care responsibilities according
to their specific professions and their professional experience. However, the depth of training
can vary widely. Typical formal carers are professional such as nurses, occupational thera-
pists, home or social workers, physical therapists or general practitioners and other physi-
cians (Li & Song, 2019; Triantafillou et al., 2010). Other key aspects are that formal carers
are paid and entitled to work arrangements with regulated working hours and regulated pos-
sibilities to turn off from the care situation (Triantafillou et al., 2010).

While it is quite clear what is meant by formal care, there is a lack of a standardized defini-
tion and there are many ways to term and define caring outside a formal setting. In many
cases, terms like “informal care”, “family care” or “unpaid care” are used. Also the term
“support” often has a similar meaning. In line with this, there are many aspects that constitute
a care situation, including for example the location of care, the type of care and the relation-
ship type between carer and care recipient.

For example, a study from the Netherlands using date from the European Social Survey
(ESS) defined persons as “informal carers” if they indicated that they spend any time looking
after or giving help to family members, friends, neighbours or others because of long-term
physical or mental ill health, disability or problems related to old age (Verbakel, 2018). A
Spanish study using data from the Survey on Disabilities, Personal Autonomy and Depend-
ency Situation defines “informal care” as “the care provided to an individual with limited

autonomy to conduct one or more daily activities by one or more members of the social



environment of the care recipient” (Oliva-Moreno et al., 2015). A postal survey from Swe-
den defined seven activities as “informal care”. These included being prepared if something
happened, having regular contact to prevent problems, helping in contact with the hospital,
helping with instrumental activities of daily living (IADL), personal activities of daily living,
medical care and helping to improve functions (Ekwall et al., 2004). In another study using
data from the Reasons for Geographic and Racial Differences in Stroke Study (REGARDS)
the term “family caregiving” was used and participants were asked “Are you currently
providing care on an on-going basis to a family member with a chronic illness or disability?
This would include any kind of help such as watching your family member, dressing or
bathing this person, arranging care, or providing transportation” (Roth et al., 2009). Accord-
ing to Lacey et al. (2024), using data from the United Kingdom Household Longitudinal
Study (UKHLS), an “unpaid carer” is a person providing some regular service or help for
any sick, disables or elderly person who either lives with them or not (Lacey et al., 2024).
Lin (2008) uses data from the Health and Retirement Study (HRS) and defines “support” as
providing assistance with time and money. Time transfers include activities of daily living
(ADL), for example help with walking across the room, dressing, bathing, eating, getting in
and out of bed and using the toilet, and IADL, for example help preparing meals, shopping
for groceries, making phone calls, taking medicine and money management, while money
transfers are defined as financial support of $500 or more in the past two years (Lin, 2008).
Kalmijn (2007) uses the Netherlands Kinship Panel Study (NKPS) and defined “support” as
giving advice to parents, doing household work such as cooking, cleaning, groceries and
laundry, giving practical help such as running errands, transportation, lending things and
repairs, giving emotional support, attending the birthday of the parent, face-to-face contact
and phone contact (Kalmijn, 2007).

Next to these studies, other research also takes the location where caring takes place into
consideration. One larger strand of research exclusively focuses on care that takes place in-
side the household of the carer. For example, a study with data from the British Household
Panel Survey (BHPS) exclusively focuses on co-resident caring by asking “Is there anyone
living with you who is sick, handicapped or elderly whom you look after or give special help
to?” (Mentzakis et al., 2009). Also a study using the term “informal care” analysing data
from the Survey of Health, Ageing and Retirement in Europe (SHARE, “Is there someone
living in this household whom you have helped regularly during the last twelve months with
personal care, such as washing, getting out of bed, or dressing?”’) and the English Longitu-

dinal Study of Ageing (ELSA, “Did you look after someone in the past week (including your
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partner or other person in the household? By ‘look after’ we mean the active provision of
care”) only concentrates on care that takes place inside the household of the carer (Quashie
et al., 2022). However, other studies consider care both inside and outside the household of
the carer. For example, in a study by Marks et al. (2002) with data from the National Survey
of Families and Household (NSFH) two questions, one on caring inside the household and
one on caring outside the household, are included to identify carers.

Most studies agree that carers are individuals with whom the person in need of care has a
social relationship with, such as spouses, parents, parents-in-law, children, other relatives,
friends or other non-kin (De Klerk et al., 2021; Haberkern et al., 2013; Pinquart & Sorensen,
2011; Swinkels et al., 2022). In particular, spouses and partners are important sources of
caring in later life. Regardless of gender, socioeconomic position and national welfare pol-
icies, a high level of care throughout Europe is provided by a spouse or partner (Bertogg &
Strauss, 2020). Secondly, primary relatives like children are an important pillar of care (De
Klerk et al., 2021).

In addition to researchers, also organizations deal with the definition of care outside a formal
setting. In a policy brief, the World Health Organisation (WHO) uses the term “informal
caregiving” and states “Informal caregivers generally provide care to those with whom they
have an existing relationship, such as a family member, friend or neighbour. They provide
care mostly to help with personal tasks, including ADL (i.e. bathing, toileting, dressing, mo-
bility, eating and continence) and IADL (i.e. housekeeping, laundry, managing money, man-
aging medication, preparing meals, shopping, taking transportation, using communication
devices)” (World Health Organization, 2024b). The European Commission uses the term
“informal care” which includes “any care or help provided to older people (family or other-
wise), care provided to working age adults, young people and children with disability as well
as people living with mental health problems” (European Union, 2018). An expert group of
the United Nations (UN) says that “unpaid care entails the provision of both direct — or
person-to-person — care (e.g. helping with bathing) and indirect care (e.g. preparing food or
cleaning)” and highlights that “there is some confusion around the terms ‘informal’ and ‘un-
paid’, which are sometimes used interchangeably” (United Nations, 2017). The annual pub-
lication “Health at a Glance” of the Organisation for Economic Co-operation and Develop-
ment (OECD) says that “informal carers (typically family members or friends) play an im-
portant role in supporting older people to manage their chronic conditions. These carers often

assist them with medications (e.g. helping with medication schedules, refills and administra-



tion), care co-ordination (e.g. helping with managing multiple healthcare providers and treat-
ments) and lifestyle support (e.g. helping with maintaining healthy diets and encouraging
physical activity)” (Organisation for Economic Co-operation and Development/European
Commission, 2024). EUROCARES, the European Association of carers organizations, de-
fines a carer as “a person who provides — usually — unpaid care to someone with a chronic
illness, disability or other long-lasting health or care need, outside a professional or formal
framework”. They consider personal care, housekeeping, transportation, financial manage-
ment and emotional support as common tasks of a carer (Eurocarers, 2024).

All these examples do not intend to be exhaustive and are merely intended to highlight the
lack of a standardized term and standardized definition of caring outside a formal setting.
Therefore, when comparing studies, it is always important to check exactly what is meant
by caring.

One disadvantage of the term “informal care” is that it is often associated with negative
connotations, especially in the English-speaking world. Because the term “informal" implies
something casual and unofficial, it certainly does not fit the hard work involved in taking
care of a loved one (Applebaum, 2022). As caring is not only provided by family members,
also the term “family care” does not always seem appropriate. Even through the majority of
studies refer to care for a family member, sometimes care is provided between non-relatives
such as friends or neighbours (De Klerk et al., 2021; Marks et al., 2002). Because caring
outside a formal context can involve a form of financial support, also the term “unpaid care”
may not always be correct. For example, in Germany there is financial support
(“Pflegegeld”) paid to people in need of care living outside a formal setting, which may often
be transferred to the carers (Federal Ministry of Health, 2025). For all these reasons, it was
decided during the development of this doctoral thesis and in collaboration with other re-
searchers from the EUROCARE project, that the terms “caring” and “carer” seem to be most
appropriate. In the following, caring always refers to caring outside a formal setting, unless
otherwise specified.

The common element in all definitions is that caring involves activities outside a formal
setting for a person with limitations in performing daily tasks because of a physical, cogni-
tive or emotional illness or disability. However, there is a wide range of activities associated
with caring ranging from lower level activities such as giving advices or phone contact
(Kalmijn, 2007) to much more intensive activities such as personal care, which includes

tasks such as bathing and feeding (Quashie et al., 2022). Mostly, carers are individuals the



person in need of care has a social relationship with, usually people from the family such as

spouses, parents and children, but sometimes also people who are non-kin.

2.2 Prevalence of caring

In line with these differences in the definition of caring it is not easy to determine the exact
number of carers and the proportion of care carried out outside a formal setting. However,
policy makers and researchers agree that care outside a formal setting plays a major role in
Europe today.

According to estimates of official statistics about 80 % of LTC in Europe is organized and
provided by carers outside a formal setting. Thus, far more people rely on care outside a
formal setting than on formal care provided by trained care staff. However, it remains diffi-
cult to quantify the extent of this care, as in many countries there are no direct financial
transfers identifying care outside a formal setting or since this form of caring is not always
remunerated on a market (European Commission, 2021; Hoffmann & Rodrigues, 2010).
For example, in Germany it is possible to get closer to the number of people in need of care
since the introduction of the “Pflegeversicherung” at the beginning of 1995, a compulsory
insurance financed on a pay-as-you-go basis. The aim of the introduction was to improve
the situation of people in need of care and their families and to expand the provision of care
outside a formal setting instead of formal care. To receive transfers from this insurance, an
assessment of the need for LTC is required beforehand. For this, trained staff evaluates the
degree of impairment of the person in need of care based on various aspects, such as mobil-
ity, self-sufficiency, mental and communication skills. In Germany, an increased level of
impairment is associated with a higher care degree (“Pflegegrad”). There are five care de-
grees and higher degrees are associated with higher financial transfers. This assessment en-
ables us to capture the number of people in need of care and their degree of dependency
(Federal Ministry of Health, 2025). In 2023, almost 5.7 million people in Germany were
categorized as needing care with 54 % of them aged 80 years or older. Almost 4.9 million
people in Germany or 85.9 % of those in need of care are cared for inside their own house-
hold. Of these, more than three million people are cared for exclusively by carers outside a
formal setting and without any formal support, such as from an outpatient nursing service.
In Germany, only 800.000 people or 14 % of all people diagnosed as needing care live in an

inpatient care facility (own calculations based on Federal Statistical Office of Germany,



2024). Using Germany as an example, these numbers highlight the important of carers out-
side a formal setting. Because these statistics from Germany only include those officially
categorised as needing care following a formal application process, the exact number of
people in need of care may be even higher.

Furthermore, the decision to provide care is not a random decision. On of the most important
determinants of care provision is the presence of a person in need of care, which is closely
linked to a second aspect, the absence of other alternatives mostly including a lack of other
potential carers or formal alternatives. Next, the willingness to provide care, including per-
sonal characteristics of the carer like personality traits and the socio-economic situation, are
associated with the individual decision to care or to not. Furthermore, the ability to provide
care which refers to the potential carers’ own health status or a geographical closeness. Not
all, in particular older people have sufficient resources to become a carer, usually because of
own impairments (Schmidt & Westphal, 2015). Based on various literature Broese van Groe-
nou and De Boer in 2016 develop a behavioural model, the “Informal care model” (ICM),
to describe the multiple and diverse arguments of an individual to take up caring when con-
fronted with someone in need of care. The model states that the decision to provide care is
based on the individual characteristics, general attitudes and beliefs of the carer and on the
context, for example national LTC policies and support from others (Broese van Groenou &
De Boer, 2016; Dujardin et al., 2011).

Most studies to date suggest that women provide more care work than men across Europe
(Dahlberg et al., 2007; Doebler et al., 2016; Dujardin et al., 2011; Hansen et al., 2013;
McMunn et al., 2009; Tur-Sinai et al., 2020). Much of this care is provided by daughters (in-
law), spouses or mothers (Wetzstein et al., 2015). For example, a German study shows that
men are less likely to provide care for relatives and friends at the age of sixty than women
do. The probability at this age is 20 % for women and 13 % for men (Klaus & Vogel, 2019).
A European Study found that daughters provided more support to their parents than sons
across all countries. Sporadic support to a parent was given by 26 % of all daughters and 21
% of all sons. Intensive support, defined as almost daily help with household tasks and/or
personal care, was provided by 9 % of the daughters and 4 % of sons (Schmid et al., 2012).
Findings from a population survey in Norway indicate that women were more likely to give
personal care, while men were overrepresented in practical help (Skinner & Sogstad, 2022).
Gender differences in the provision of care for men and women vary between countries and

are linked to the availability of public care services for older people in need of care. It has
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been found that in Southern and Eastern European countries, the relatively low level of pub-
lic care services was associated with a greater care gap between men and women. In contrast,
well-developed public care systems like in the Nordic countries have prevented such a gap
from emerging (Da Roit et al., 2015).

Along with the availability of public care services, the total prevalence of caring differs
across Europe. The highest share of caring outside the household was found in Belgium
(23.1 %), the Netherlands (20.1 %), and Denmark (18.1 %), while the share of caring inside
the household was highest in Southern European countries such as Spain and Italy
(Kaschowitz & Brandt, 2017). A study combining three European surveys found that the
prevalence of carers was 13 % in Portugal and Spain, almost 18 % in Central European
countries such as Austria and Germany and in countries with Mediterranean social systems
such as Italy and Greece and more than 22 % in Luxembourg, Belgium and Denmark (Tur-
Sinai et al., 2020). Also another study with a less specific definition of caring (positive an-
swer to the question whether one spends any time looking after or giving help to family
members, friends, neighbors of other because of long-term psychical or mental ill health of
disability or problems related to old age) found marked differences between European coun-
tries: Caring was more common in Nordic countries than in Central, Eastern, and Southern
Europe and the proportion of carers ranged from 43.6 % in Finland to 8.2 % in Hungary.
When intensity is considered, a completely different picture emerges. Countries in Central,
Eastern, and Southern Europe, in particular Portugal, had a higher proportion of intensive
carers, defined as providing at least 11 hours of care per week, than the Nordic countries
(Verbakel et al., 2017).

Looking at different birth cohorts (1900-1929, 1930-1934, 1940-1944, 1945-1949, 1950-
1954), a study found a decline in the prevalence of care outside the household, defined as
personal care or practical household help given to a family member living outside their
household, among men from later born cohorts and stable cohort trends for women in Eu-
rope. In contrast, the prevalence of care inside the household, defined as helping regularly
with personal care in the same household, has increased for all cohorts born later (Rodrigues
et al., 2023).

Furthermore, age of the carer is a key factor that should be considered when assessing the
prevalence of caring in Europe. Middle-aged people up to around the end of their fifties or
mid-sixties are more likely to provide care, mainly because they are more likely than other
age groups to have parents in need of care (Dahlberg et al., 2007; De Klerk et al., 2021;

McMunn et al., 2009; Tur-Sinai et al., 2020). Next to care for a parent, in course of life

11



people are more likely to have a spouse or partner who needs help (De Klerk et al., 2021;
Mentzakis et al., 2009). As couples mostly age together, spousal care increases with age and
in many couples the less impaired partner provides care for the more impaired one (Barbosa
etal., 2021; Bertogg & Strauss, 2020). According to a German study, women begin “caring
for and supporting others” at the age of 57, which is earlier than men, who begin on average
at the age of 61 (Klaus & Vogel, 2019).

Furthermore, socioeconomic differences in the engagement in care are found. For example
a study from Germany found that intensive care for more than two hours a day is more com-
mon in low and middle educations groups (Wetzstein et al., 2015). Further research suggests
that individuals with lower incomes and lower levels of education are more likely to provide
care inside the household (Mentzakis et al., 2009; Quashie et al., 2022). In contrast, a study
with a broader definition of care found lower prevalences for caring among the poorly edu-
cated compared to those with higher levels of education (Tur-Sinai et al., 2020).

All these figures show that there is no exact number of carers outside a formal setting in
Europe, as each study defines it differently. Thus, at this point it is of great importance to

look closely at that is meant by caring when studies are compared or statements are made.

2.3 Caring in the future

Because demographic and societal change will affect the population in Europe, the upcom-
ing part gives a brief insight into current developments regarding ageing of societies, life
expectance, changes in family structures and health and care dependency in later life and
role of these developments for caring outside a formal setting.

All statistics are provided by Eurostat, the statistical office of the European Union (EU)
based in Luxembourg. Eurostat publishes official, harmonized statistics that provide a com-
parable, reliable and objective picture of the European society and economy. Eurostat does
not collect any data itself, but uses data from the statistical offices of the Member States.
The role of Eurostat is to consolidate the data and ensure that data is compiled according to
the same methodology. More details on the data collection in Eurostat can be found else-
where (Eurostat, 2024a). In the following, the average values for the 27 member states of

the EU are shown (EU 27) (European Union, 2025).
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2.3.1 Need of care in the future

Ageing of societies

One aspect that underscores the European population is ageing and the increasing number
of people over time (Figure 1). In recent years, the average population aged 65 years and
older in the EU 27 has increased from 17.6 % in 2010 to more than 21.3 % in 2023. In
addition, the proportion of people aged 80 years or older has increased from under 5 % in

2010 to 6 % in 2023 (Eurostat, 2024e).
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Figure 1: Population 65+ and 80+ in % in EU 27, 2010-2023.

Source: Own representation based on Eurostat (Eurostat, 2024e).

Alongside these changes in the age composition, the median age is rising. From 2010 to
2023, the average age in Europe increased from 41.3 years to 44.5 years. However, the me-
dian age in 2023 varies greatly across countries, ranging from 38.4 years in Cyprus to 48.4
years in Italy (Eurostat, 2024e).

Population projections are “what-if scenarios” that show the hypothetical development of
population sizes and structures in the future. They are based on assumptions for fertility,
mortality and migration based on observed demographic trends the assumption of partial
convergence of these trends in a certain country. In addition to this baseline scenario shown
below, Eurostat calculates five more alternative scenarios (not shown) that provide infor-
mation on how different assumptions (lower fertility, lower mortality, zero net migration,

lower non-EU immigration and higher non-EU immigration) affect the projected population
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(Eurostat, 2024f). More information on different demographic scenarios in the EU can be
found elsewhere (Lutz et al., 2019).

According to the baseline scenario, the trend of more people getting older will continue in
the future, with people aged 80 years of older representing the fastest-growing age group
(Figure 2). In 2050, the proportion of people aged 80 and older is expected to be 15.3 %,
more than double the number for 2023. The group of people aged between 65 and 79 years
is expected to increase from 15.2 % in 2023 to 17.2 % in 2050. In contrast to this increase
in older age groups, a decline is predicted in the population under the age of 15 and in par-
ticular in the potentially economically active population aged between 15 and below 65 years

(Eurostat, 2024d).
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Figure 2: Age composition in % in EU 27, 2023 and 2050.
Source: Own representation based on Eurostat (Eurostat, 2024d).
Life expectancy

Life expectancy at birth indicates the average years of life of a new-born, if mortality pattern
remain the same throughout life. The total life expectancy in the EU 27 in 2023 was 81.5
years, almost two years higher than in 2010. Looking at men and women separately, the
average life expectancy is 78.9 years for boys and 84.2 years for girls born in 2023 (Figure

3). Thus, women live on average more than five years longer than their male counterparts.
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Overall, the gender gap in life expectancy in Europe is decreasing over time because in re-
cent years the life expectancy of men has increased faster than the life expectancy of women
(Eurostat, 2024c).

These increases in life expectancy are attributed to improved health care prevention and
treatment (GBD 2021 Europe Life Expectancy Collaborators, 2025). Furthermore, the suc-
cessful control of major infectious diseases such as cholera and tuberculosis contributed to

the significant increase in life expectancy (Raleigh, 2019).
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Figure 3: Life expectancy at birth in years in EU 27, 2010-2023.
Source: Own representation based on Eurostat (Eurostat, 2024c).
Diseases

Today, the disease incidence is strongly characterized by non-transmissible, mostly chronic
diseases. These include in particular cardiovascular diseases such as stroke, metabolic dis-
eases such as diabetes mellitus, diseases of the musculoskeletal system such as osteoporosis,
cancer and dementia (Raleigh, 2019; Santos et al., 2024). One leading cause of dependence
and disability in old age is dementia (GBD 2019 Diseases and Injuries Collaborators, 2020).
People with dementia are increasingly dependent on the care and support of others, espe-
cially in the advanced stage of the disease (Doblhammer et al., 2022). The incidence of de-
mentia increases with age and dementia is most common in people aged 75 years and older
(Doblhammer et al., 2022; Wolters et al., 2020). A study including various population based
cohort studies from Europe and the United States found an incidence of dementia from 1.6
to 8.6 per 1.000 person-years in the age group “65 to 69 years” to between 42.2 and 97.0 per
1.000 in the age group “85 to 89 years” (Wolters et al., 2020). From 2014 to 2017 dementia
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was already the most prevalent disease at time of death among women aged 70 years and
older and in fifth place among men in Germany (Doblhammer et al., 2022). In particular in
low and medium income countries, the number of people with dementia is expected to in-
crease by 2050 (Alzheimer's Disease International, 2013).

In the late 1970s and early 1980s three alternative scenarios were proposed for the future
evolution of health of the aging population (Nielsen et al., 2021). First, Ernest Gruenberg
argues that mortality rates are decreasing over time because of better medical care induced
by the introduction of sulphonamide and penicillin. People who would have died earlier are
not kept alive, but in a less healthy state, which is called “expansion of morbidity”
(Gruenberg, 1977). Based on this assumption, the proportion of older people in need of care
will increase in future generations. The second scenario by James Fries predicts the opposite
consequence, namely a “compression of morbidity”. Within this theoretical framework it is
argued that improved health care will postpone the onset of morbidity to an older age. Thus,
the time in need of care will be reduced to a shorter period before the end of life (Fries,
1984). A third theory developed by Kenneth Manton is the “concept of dynamic equilib-
rium”. This theory assumes that the proportion of older people with diseases will increase,
while the severity of impairments is decreasing. For example, the high level of medical pro-
gress in diabetes mellitus and hypertension enables many patients to live normal lives with-
out major limitations (Manton, 1982).

According to calculations, an expansion of morbidity and increase of people requiring care
1s most likely. For example, a worldwide study estimates that 48 million people will die
experiencing serious health-related suffering by 2060, compared with only 26 million people
in 2016. The most rapid increases are expected among people older than 70 years, and those
with dementia (Sleeman et al., 2019). Similarly, according to population forecasts by the
Federal Statistical Office in Germany, the number of people in need of care in Germany will
rise from 5.7 million in 2023 to 6.8 million in 2055 (Federal Statistical Office of Germany,
2023, 2024).

2.3.2 Potential of care in the future

Not only increasing life expectancy and changes in the age composition are affecting our
society, but also family and household structures are affected by changes. Because in Europe
a large proportion of care is provided by children and spouses, issues like increasing child-

lessness and increasing geographical distance between children and their parents may affect
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caring for parents (in-law) and the decline in lifelong marriages may influence caring for a

spouse.

Availability of children

Nowadays, people in Europe generally have fewer children and the proportion of people
remaining childless is increasing. While the fertility rate, defined as the average number of
children a women gives birth to in her lifetime during her lifetime, in all European countries
was over 2 in 1960, the average in 2022 is only 1.48 (Eurostat, 2024b). A study examining
childlessness in Europe over time found a lower rate of childlessness among women born in
the years 1945 to 1949 than among those born in the years 1965 to 1969 (Miettinen et al.,
2015).

Consequently, these trends of fewer children can be interpreted as fewer potential carers for
aging parents. Since women born between 1965 and 1969 are usually not yet at an age where
they require care, the consequences of these trends towards fewer children and increasing
childlessness will become increasingly apparent in the future (Kinsella & Philipps, 2005;
Miettinen et al., 2015). Furthermore, research already revealed that childless older people
have functioning social networks, but nevertheless, a care gap is more common among child-
less older people than among those with children, in particular when they rely on intensive

care (Deindl & Brandt, 2017).

Geographical distance

At the same time, there are also changes for people with children and larger geographical
distances between children and their parents are more common than in previous generations.
For example, a study from the Netherlands found that the average geographical distance
between a couple’s household and the husbands parents was 25.7 kilometres and the wife’s
parents 27.5 kilometres (Blaauboer et al., 2010). A European study found that 70 % of adult
children live up to 25 kilometres away from their parents. However, they also found large
differences between countries and larger geographical distances between adult children and
their parents in Northern European countries. In Sweden and Denmark, only about half of
children live within 25 kilometres around their parents (Isengard, 2013). These high number
of children and parents living far apart may pose a further barrier for caring in the future,
especially for tasks such as personal care or practical household that require physical contact

and cannot be performed by remote help or mobile solutions (Stuifbergen et al., 2008).

17



Divorce and separation

Another aspect that can affect caring in later life, especially between spouses, is the declining
number of lifelong marriages and the increasing number of “grey divorces”, meaning mar-
ital dissolutions after the age of 50, or “silver splits”, meaning all dissolutions after the age
of 50 (Alderotti et al., 2022; Brown & Lin, 2022). A study from the United States found that
the proportion of males who are married over the age of 50 decreased from 78 % in 1990 to
67.3 % in 2015. Among women of the same age, the proportion of married women stagnated
at about 53 % in 1990 and in 2015. Accordingly, the proportion of divorced people over the
age of 50 in 2015 is significantly higher than in 1990 (Brown & Wright, 2017). A study from
France revealed that in 1996, only 17 % of all divorces involved men aged over 50 and 11 %
women aged over 50. In 2016 the proportion had risen to 38 % and 26 % respectively (Solaz,
2021). A study using SHARE data also points to a increasing number of separations, partic-
ularly among people without children or grandchildren (Alderotti et al., 2022).

However, not only a separation or divorce in later life, but also the death of a spouse or
partner prompts people to ask themselves whether and how they should enter a new relation-
ship. As spouses and partners have historically been an important pillar of care, this decline
in the number of older adults in marriage or partnership, whether due to separation or wid-
owhood, raises important questions about caring in the future (Brown & Wright, 2017).
After a divorce, single life, unmarried partnerships and cohabitation are becoming increas-
ingly more common (Brown & Wright, 2017; Silverstein & Giarrusso, 2010). A study from
the United States has shown that couples in non-married cohabitation were less likely to
receive care than married couples. This was attributed to the fact that couples in cohabitation
often have fewer obligations regarding care responsibilities compared to the institution of
marriage (Brown & Kawamura, 2010; Noel-Miller, 2011). In line with these findings from
the United States, a qualitative study from the United Kingdom found similar arguments
among widows. Older women, who lost their husband, often do not want to remarry due to
intrinsic factors, as they are no willing to take over the care of a spouse (again). As a result,
widows are more likely to live in cohabitation or alone because they do not feel the need to
take over the caring responsibilities associated with marriage (again). In contrast, widowers
are more often influenced by extrinsic factors such as age and poor health shape when de-
ciding on a new partnership (Davidson, 2001).

Furthermore, a divorce affects not only caring between spouses and partners, but also caring
between children and their parents. In this regard, previous research reveals a lack of support

for divorced fathers. This is explained by the fact that contact between children and fathers
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is less frequent because children more often live with their mother after a divorce (Kalmijn,
2007; Lin, 2008). A study from the Netherlands indicates that in divorces before 1970, half
of the children and the father even had no contact at all. In later cohorts, the proportions of
those who had no contact became smaller (Van Spijker et al., 2022). Now, however, a gen-
eration of divorced parents is getting older first, in which a strong involvement by fathers
after a divorce was still untypical. This, in turn, may shape the children’s decision to take
over care for an absent father. Even if joint physical custody of children is becoming more
and more important in Europe (Hakovirta et al., 2023), this pattern may not change until the
more distant future. Furthermore, a study from Germany revealed that even after a “grey
divorce” and when children already have moved out, the solidarity of children more often
tilts in favour of the mother, while fathers are at higher risk of social isolation (Buyukkececi
& Leopold, 2024). It can be interpreted that for fathers, the failure of a marriage means not
only the loss of a spouse, but also the loss of the kinkeeping role of the wife (Kalmijn, 2007).
In summary, based on these results, there may be an increasing number of childless people
who may have fewer potential carers available. At the same time, those with children who
live more distant may not be able to receive (intensive) care from their children. Due to more
divorces in later life and fewer commitments in relationships after divorce or widowhood,

caring between spouses and partner may also change.
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3 Mental health

In addition to caring, mental health is the second concept of interest of this doctoral thesis.
This chapter defines mental health, presents various instruments for assessing mental health

and provides a short overview of previous findings on mental health in Europe.

3.1 Definition

In the Constitution of the WHO, which entered into force in 1948, health is defined “as a
state of complete physical, mental, and social well-being and not merely the absence of dis-
ease or infirmity”. A high health standard is one if the fundamental rights of all humans
regardless of religion, race and social or economic position (World Health Organization,
1948). The definition of the WHO illustrates that health encompasses not only one but sev-
eral dimensions, namely physical, mental and social aspects.

This means, mental health is a fundamental human right and a key component of health,
underpinning the individual and collective abilities to make decisions and build relation-
ships. Mental health is a complex concept that is experienced differently by each person,
with varying degrees of difficulties and potentially very different social and clinal outcomes.
Furthermore, mental health is not a constant state, but rather changes throughout life and
fluctuates in response to changing situations and stress factors. Mental health in later life is
not only determined by physical, social and environmental conditions, but also by cumula-
tive effects of previous life events and specific age-related stress factors (World Health
Organization, 2022).

One strand of research suggests that mental health problems have increased worldwide in
recent years and decades, even independently of the outbreak of the COVID-19 pandemic
(Andersen et al., 2011; Backhaus et al., 2023; Fu et al., 2013; Ten Have et al., 2023). Some
studies, however, conclude that it is not the prevalence of mental health problems itself that
has increased, but rather the progress that has been made in diagnosing mental illnesses
(Fischer, 2012; Suris et al., 2016). In addition, research findings suggest that the opportunity
to talk about this important part of health and help-seeking for mental health problems are
important mediating factors (Schomerus & Angermeyer, 2008; Yonemoto & Kawashima,
2023).

At the same time, research shows that these developments are not linear and not observed
across all mental diseases. For example, in the case of depression, slightly increasing help-

seeking has been observed over time (Angermeyer et al., 2023) and a decrease of the so-

20



called mental health stigma (MHS), which was identified as a significant barrier to seeking
mental health treatment (Clement et al., 2015; Pescosolido et al., 2021; Schomerus et al.,
2022; Sickel et al., 2014). In the case of other mental illnesses, such as schizophrenia, an
increase in stigmatisation has been observed on recent years (Schomerus et al., 2022). Dur-
ing the COVID-19 pandemic, delays and a decline in help-seeking behaviour have been ob-
served again (Yonemoto & Kawashima, 2023).

One of the predominant mental disorders, especially in older adults, is depression (Blazer,
2003; World Health Organization, 2017). The term “depression” comes from the Latin
words “depressare” and “deprimere”, which can be translated as “press down”. Essentially,
the term is associated with a feeling of being “pressed down”, which is often described as
“sad”, “blue” or “down” (Kanter et al., 2008). The term “depression” is not a precise and
technical term but has a variety of meanings and associated symptoms (Hale, 2007; Kanter
et al., 2008). With this, it is really important to distinguish between a “normal” feeling of
low mood and depression, which refers to a chronic experience of feeling sad or down, with
symptoms occurring most of the day and almost every day (Kanter et al., 2008; Mayberg et
al., 1999).

In most cases a depression is triggered by stressful life events and many patients initially
experience physical symptoms, so-called somatization (Hale, 2007; Kendler et al., 1998).
Important somatic symptoms of a depression were found to be the loss of emotional reactiv-
ity to normally pleasurable surroundings, activities and events, early waking up, psychomo-
tor retardation or agitation, marked loss of appetite and weight loss (Hale, 2007). Other
symptoms include persistently depressed mood, a loss of interest and pleasure (anhedonia),
reduced energy and activity, poor concentration and attention, low self-esteem and self-con-
fidence, feelings of guilt and unworthiness, bleak, a pessimistic outlook on the future, and
even thoughts or actions of self-harm or suicide (Hale, 2007; Kanter et al., 2008; Kennedy,
2008; Maj et al., 2020).

3.2 Assessment of mental health

Well-known classification systems for a clinical diagnosis of mental disorders are the Elev-
enth Revision of the International Classification of Diseases and Related Health Problems
(ICD-11) of the WHO and the Fifth Edition of the Diagnostic and Statistical Manual of
Mental Disorders (DSM-5) of the American Psychiatric Association (American Psychiatric

Association, 2022; Stein et al., 2020; World Health Organization, 2024a). In the ICD-11,
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mental, behavioural and neurodevelopmental disorders are defined as “syndromes charac-
terized by clinically significant disturbance in an individual’s cognition, emotional regula-
tion or behaviour that reflects a dysfunction in the psychological, biological or developmen-
tal processes that underlie mental and behavioural functioning. These disturbances are usu-
ally associated with distress or impairment in personal, family, social, educational, occupa-
tional or other important areas of functioning” (World Health Organization, 2024a). The
definition in DSM-5 is pretty much the same (American Psychiatric Association, 2022).
Next to the ICD-11 and the DSM-5 for clinical diagnoses of depression, one screening in-
strument for depression frequently used in research is the Patient Health Questionnaire
(PHQ), in particular the 9-item scale (PHQ-9). Since its original validation in 2001 (Kroenke
et al., 2001), the PHQ-9 has been used in several publications and has been translated into
more than 30 languages. Some years later, the 8-item version of the PHQ (PHQ-8) was de-
veloped, in which a score of ten or higher is considered as a clinically relevant depression.
The PHQ-8 has been shown to be a valid and reliable method for assessing current depres-
sion in the general population (Kroenke et al., 2008).

In addition to clinical diagnoses of depression based on specific criteria, research frequently
investigates screening tools for depressive symptoms. In some studies, depressive symptoms
are measured using the Center for Epidemiologic Studies Depression Scale (CES-D). Here,
respondents are asked to indicate how often in the week before the survey they felt or be-
haved in a certain way, for example “How much of the time during the past week did you
enjoy life?”, with answer categories ranging from none or almost none of the time (0) to all
or almost all of the time (3). The CES-D was created in 1977 (Radloft, 1977) and revised by
Eaton et al. (2004) as a short self-report scale designed to measure depressive symptoms in
the general population. Next to original version consisting of 20 items, an §-item short ver-
sion (CESD-8) is showing a good reliability and validity (Karim et al., 2014; Missinne et al.,
2014). The CES-D also proved to be a valid method for investigating depression in people
aged 50 and older (Lewinsohn et al., 1997).

Another measure for detecting depressive symptoms in older people is the European Depres-
sion Scale (EURO-D) (Prince et al., 1999). This instrument is used in SHARE and consists
of twelve items (depression, pessimism, suicidality, guilt, sleep, interest, irritability, appetite,
fatigue, concentration, enjoyment and tearfulness). Each item is categorized as either present
(1) or absent (0), resulting in a 12-point scale that classifies respondents from not depressed
(0) to very depressed (12). For more information can be found in the chapter “Methods” and

Mehrbrodt (2021).
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Next to the assessment of depression and depressive symptoms, quality of life (QoL) has
become important in the evaluation and improvement of health in older population (van
Leeuwen et al., 2019). One well-known QoL scale is the CASP scale. The CASP scale
measures the QoL of individuals in later life based on a theory of human need, which was
originally developed by Hyde et al. (2003). The CASP scale is based on four ontologically
grounded domains of need that form the acronym (control, autonomy, pleasure and self-
realization). Each domain includes four to six items (control: six items; autonomy: five
items; pleasure: four items and self-realization: four items) resulting in a total of 19 items
(CASP-19). Each item can be answered with “often” (1), “sometimes” (2), “rarely” (3) and
“never” (4). The developers found that all of the four domains have a good internal homo-
geneity, inter-domain correlations and high loading on a latent factor (Hyde et al., 2003). A
shortened 12-item version of the original was designed specifically for use in SHARE
(CASP-12). This shortened version scale also consists of the four original domains (control,
autonomy, pleasure and self-realization), with three items per domain. The sum score of the
CASP-12 ranges from a minimum of twelve to a maximum of 48, with higher scores corre-
sponding to a higher QoL (Mehrbrodt, 2021; Wiggins et al., 2008).

In addition to depressive symptoms (Brenna & Di Novi, 2015; Chakraborty et al., 2023;
Hansen et al., 2013; Litwin et al., 2014) and QoL (Ekwall & Hallberg, 2007; McMunn et al.,
2009), which are analysed in this doctoral thesis, there are many other indicators and scales
for assessing mental health. Other studies on the association between caring and mental
health for example examine burden (Biliunaite et al., 2022; Gallicchio et al., 2002; Swinkels
etal., 2019), life satisfaction (Hansen & Slagsvold, 2013; McMunn et al., 2009) or self-rated
health (Hiel et al., 2015; Kaschowitz & Brandt, 2017).

All these instruments demonstrate that mental health is complex and cannot be explained by
a single factor. Rather mental health is always constituted by various symptoms that persist
not just once, but rather over a longer period of time. Overall it is found that CES-D captures
a more extreme pool of depressed individuals than EURO-D scale (Courtin et al., 2015) or
the PHQ (Amtmann et al., 2014) and that there are less gender differences in QoL. Therefore,
it is very important to always consider how depression is measured when comparing studies.
An overview of instruments used in previous studies on the association between caring and
mental health can be found in Table A 1 in column “Measurement of dependent variable
(mental health)”. Further information on the PHQ-8 (Table A 2), the CESD-8 (Table A 3),
the EURO-D (Table A 4) and the CASP-12 (Table A 5) are provided in the Appendix.
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3.3 Previous findings on mental health in Europe

In order to provide an overview of mental health in Europe in general, a brief summary of
findings is provided in the following.

As one of the most common and serious mental health conditions, depressive symptoms vary
considerably by gender and country. Previous research reveals that on average depressive
symptoms tend to be lower among men than among women (Angst et al., 2002; Huijts et al.,
2017; Van de Velde et al., 2010). Although these gender differences are found in most Eu-
ropean countries, they vary by country. Van de Velde et al. (2010), for example, present
average depression scores (scale: 0-24) based on the CESD-8, which are about one point
higher for women (6.34) than for men (5.40). Here, mean depression scores range from 4.17
in Norway (men: 3.98; women: 4.38) to 8.15 in Hungary (men: 7.73; women: 8.47). Overall,
greatest gender differences are found in Southern and Eastern European countries, which is
explained by the fact that women in these countries are more likely to be in paid work, while
at the same time performing the majority of care work, which may result in higher levels of
stress (Van de Velde et al., 2010). Huijts et al. (2017) dichotomized the CESD-8 and defined
scores below nine as cut-off point for serious depressive symptoms (0-9: No serious depres-
sive symptoms; 10-24: Serious depressive symptoms). In this study, serious depressive
symptoms are lower in Northern European countries, in particular Finland and Norway, and
higher in Southern, Central and Eastern European countries, in particular Portugal and the
Czech Republic. Across countries they found that 10.2 % of men and 18.8 % of women had
serious depressive symptoms (Huijts et al., 2017). Another European study found that the
prevalence of a current depressive disorder, measured by the PHQ-8, was 6.4 % across all
countries (men: 4.5 %; women: 7.7 %). The prevalence varied between countries from 2.6 %
in the Czech Republic to 10.3 % in Iceland (Arias-de la Torre et al., 2021).

These gender and country differences are also apparent in SHARE. For example, unweighted
results from the latest SHARE wave 9 show that the prevalence for elevated depressive
symptoms ranges from 18.8 % in Slovakia to 41.7 % in Lithuania (Table 1). Among the EU
27 countries, the prevalence of depressive symptoms above the threshold is lower in men
than in women. Particularly in the lower half of the table, where mental health is poorer,
major differences between men and women are observed. As in other studies, SHARE data
reveal a higher prevalence for elevated depressive symptoms in Southern and Eastern Euro-

pean countries.
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Table 1: Prevalence of elevated depressive symptoms based on the EURO-D in EU 27 in

SHARE wave 9. Countries. Numbers of persons (50 years and older) with information on EURO-

D. Total prevalence (sorted ascending) and prevalence for men and women in percent (%) and gen-

der difference in depressive symptoms between women and men in percentage points (pp).

Country N Total Men Women Gender
(%) (%) (%) differences
(pp)
Slovakia 1.042 18.8 15.0 21.9 6.9
Greece 3.003 18.9 14.8 21.9 7.1
The Netherlands  2.036 19.4 14.9 23.1 8.2
Denmark 2.291 19.6 14.4 24.0 9.6
Cyprus 717 19.9 16.6 22.4 5.8
Hungary 1.776 21.1 17.0 242 7.2
Austria 3.247 22.4 16.7 26.4 9.7
Slovenia 4.185 22.6 14.7 28.2 13.5
Sweden 2.337 23.2 17.1 28.3 11.2
Latvia 1.659 23.5 17.5 27.2 9.7
Finland 1.712 25.6 19.7 30.8 11.1
Bulgaria 813 26.2 18.8 31.0 12.2
Croatia 4.398 26.6 19.7 32.0 12.3
Germany 4.338 27.1 20.0 33.2 13.2
Luxembourg 784 27.6 22.3 31.8 9.5
Czech Republic  3.162 27.7 18.6 33.2 14.6
Poland 4.540 30.2 22.7 35.8 13.1
Belgium 4313 31.4 22.4 38.5 16.1
Italy 3.474 32.1 24.7 37.6 12.9
Spain 1.937 32.5 222 40.1 17.9
Romania 1.459 32.7 24.5 38.6 14.1
France 2.782 329 24.2 39.6 15.4
Estonia 4.252 35.2 27.6 39.7 12.1
Malta 849 35.5 24.7 44.0 19.3
Portugal 1.431 41.4 26.5 52.7 26.2
Lithuania 1.351 41.7 30.2 48.3 18.1

Source: Own representation based on unweighted data from SHARE wave 9.

No information available for Ireland.
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Table 2: Means of QoL based on the CASP in EU 27 in SHARE wave 9. Countries. Numbers of
persons (50 years and older) with information on CASP. Total mean (sorted ascending) and means
for men and women with associated standard deviations (sd) and gender difference in QoL between

women and men in points.

Country n Total Men Women Gender
Mean (sd) Mean (sd) Mean (sd) difference

Greece 3.022 32.0(5.2) 32.7(5.0) 31.6 (5.2) -1.1
Bulgaria 814 33.0 (6.0) 33.6 (5.8) 32.6 (6.0) -1.0
Lithuania 1.292 33.8(6.2) 33.7(6.3) 33.8(6.1) 0.1
Romania 1.456 34.3(6.7) 35.1(6.6) 33.8(6.7) -1.3
Latvia 1.643 344 (5.7) 34.7 (5.6) 34.3(5.8) -0.4
Portugal 1.367 34.8 (5.8) 354 (5.6) 34.3(5.9) -1.1
Italy 3.481 34.8 (6.1) 35.5(6.0) 34.2 (6.1) -1.3
Cyprus 700 34.9 (6.2) 35.6 (6.1) 34.3(6.2) -1.3
Slovakia 1.047 36.2 (6.8) 36.3 (6.8) 36.1 (6.8) -0.2
Czech Republic  3.076 36.2 (5.5) 36.8 (5.4) 35.9(5.5) -0.9
Estonia 4.160 36.7 (6.2) 36.7 (6.3) 36.7 (6.2) 0.0
Spain 1.898 36.8 (6.3) 37.7 (6.1) 36.1(6.3) -1.6
Croatia 4.370 36.9 (6.2) 37.5(6.0) 36.4 (6.3) -1.1
Poland 4.547 37.3(6.3) 37.6 (6.3) 37.1(6.2) -0.5
Malta 833 37.5(54) 38.0(5.2) 37.1(5.5) -0.9
Hungary 1.765 37.6 (6.6) 37.8 (6.6) 37.4(6.7) -0.4
Belgium 4.167 38.5(5.7) 39.1(54) 38.0(5.9) -1.1
Finland 1.687 38.6 (5.2) 38.2(5.3) 38.9(5.1) 0.7
France 2.715 38.7(5.7) 39.3(5.6) 38.2(5.7) -1.1
Germany 4.253 39.0 (5.5) 39.2 (5.5) 389(54) -0.3
Sweden 2.307 39.1 (5.0) 39.2 (5.0) 39.0(5.1) -0.2
Slovenia 4.143 39.4(5.8) 40.0 (5.5) 39.1(5.8) -0.9
Luxembourg 749 40.1 (5.4) 40.3 (5.3) 40.0 (5.5) -0.3
Austria 3214 40.5(5.4) 41.0(5.1) 40.2 (5.6) -0.8
The Netherlands  1.995 40.9 (4.9) 40.9 (4.8) 40.8 (5.0) -0.1
Denmark 2.243 41.2 (4.5) 41.1 (4.5) 41.3 (4.5) 0.2

Source: Own representation based on unweighted data from SHARE wave 9.

No information available for Ireland.
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Table 2 shows mean values for QoL. SHARE uses the 12-item version (CASP-12) of the
original CASP-19 by Hyde et al. (2003). Each of the four original domains (control, auton-
omy, self-realization and pleasure) is associated with three statements, which should be rated
on a four-point Likert scale. The sum score ranges up to 48, with higher values indicating a
higher QoL and thus better mental health. More information on CASP can be found in the
section “Dependent variables” and Mehrbrodt (2021).

Because a higher QoL is associated with better mental health, the QoL is coded reversed to
depressive symptoms. This means, QoL is lower in the countries in the upper half of the
table, for example Greece, Bulgaria and Lithuania, than in those countries in the lower half
of the table, for example Denmark and the Netherlands. In line with the results for depressive
symptoms, SHARE data demonstrate a lower average QoL in Southern and Eastern Euro-
pean countries. Overall, the sum score for QoL ranges from 32.0 in Greece to 41.2 in Den-
mark. In terms of QoL, the values between men and women are more similar than in the case
of depressive symptoms, which suggests that QoL appears to be less gender-sensitive.

Next to gender and country differences, further aspects are of importance for mental health.
For example, in general a good socioeconomic position was found to be associated with
lower levels of depression for both men and women and across Europe (Van de Velde et al.,
2010). Another study found differences in mental health by age. The prevalence of a major
depressive disorder (MDD), assessed by the DSM-5 (five or more symptoms), was for men
and women highest in the age group “45-54” (men: 8.9 %; women: 16.6 %) and lowest in
the age groups “65-74” (men: 6.2 %; women: 14 %) and “75+” (men: 6.5 %; women:
12.2 %) (Angst et al., 2002). However, another study using data from the European Health
Interview Survey (EHIS) and measuring depressive symptoms with the PHQ-8 found the
highest prevalences for depressive symptoms among people aged 65 and older (Hapke et al.,
2019).

The pronounced gender differences in depression are often explained by different coping
strategies used by men and women in challenging situations. While men more often reacted
with increasing their physical activity and consumption of alcohol, women more often coped
with such situations through emotional release like crying and laughing. Furthermore, the
same study revealed that depression affects different areas of life to different degrees in men
and women. While women are on average more severely affected in their quality of sleep
and general health, men are more severely affected in their ability to work (Angst et al.,
2002). Other factors contributing to this increased prevalence of depression in women in-

clude a greater exposure to stressors and increased reactivity and susceptibility to stressors
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(Hammen, 2005), which are driven by hormonal, inflammatory, epigenomic and social-en-
vironmental mechanisms (Mengelkoch & Slavich, 2024). At the same time, research indi-
cates that women are more likely than men to communicate their negative feelings and de-
pressive symptoms to family members or friends and to seek for professional help (Addis &
Mahalik, 2003; Leimkiihler-Miiller, 2002; Padesky & Hammen, 1981). These gender differ-
ences in non-professional and professional help-seeking may reflect traditional gender ste-
reotypes, which define masculinity as denial of weakness or vulnerability, emotional control,
the appearance of strength, rejection of neediness, and physical dominance (Addis &
Mahalik, 2003; Courtenay, 2000; Staiger et al., 2020). Thus, the lower prevalence of depres-
sion in men can be explained, one the one hand, by gender differences in the coping with
stressors as an important predictor for depressive symptoms and, one the one hand, by dif-
ferences in help-seeking behaviour. Further sociodemographic, socioeconomic and country-
specific differences in mental health can, amongst other factors, be attributed to differences
in health literacy in terms of mental well-being (“mental health literacy”), regional differ-

ences in social structure and cultural differences (Hapke et al., 2019).
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4 Caring and carer mental health

The following chapter focuses on the main topic of this work, namely the association be-
tween caring and carer mental health, which has been frequently discussed in previous re-
search.

In order to obtain a comprehensive overview of the literature on the association between
caring and mental health at the beginning of this research, a structured literature search was
conducted. PubMed and Google Scholar served as the primary databases, as they provide
broad and interdisciplinary coverage of medical, psychological and social science research.
Searches were performed using combinations of keywords including “mental health”, “de-
pressive symptoms”, “caring”, “care”, “caregiving”, “location of care”, “type of care” and
“relationship type”. The search process was complemented by the so-called snowball
method. Starting point was the knowledge and previous publications of the researchers from
the EUROCARE project as well as relevant reviews (Pinquart & Sorensen, 2011; Zygouri
etal., 2021). A key advantages of the snowball method is that is starts from relevant research
and builds on this as basis for further investigation (Wohlin, 2014).

In total, more than forty quantitative and qualitative studies as well as systematic reviews
published in English language between 1983 to 2024 are considered. All identified papers
dealt with the health of adults who take on caring outside of a professional context. While
most of the identified relevant research papers come from Europe, other relevant articles, for
example from the United States, Canada or Singapore, were also taken into account.

An overview of all included research papers with information about the country, the data
source and design, the measurement of the independent variable (caring), the measurement

of the outcome (mental health) and the main results is provided in Table A 1.

4.1 Mechanisms

When people think about care, the first thing that usually comes to their minds is the health
of the person in need of care, the recipient of care. But also the health of the carer, the person
providing the care, is an important aspect to ensure high-quality care (Zygouri et al., 2021).
A literature review by Van Durme et al. (2012) covering more than a hundred studies, has
already shown that there are a variety of positive, negative, and neutral outcomes, that are
used to assess the association between caring and health of the carer. While some studies

focus on positive outcomes such as QoL or well-being or neutral outcomes such as health,
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the majority of studies concentrates on negative outcomes such as burden, stress or depres-
sive symptoms (Van Durme et al., 2012).

The largest strand of research on caring outside a formal setting identifies negative associa-
tions with mental health (Hiel et al., 2015; Pinquart & Sorensen, 2003; Verbakel et al., 2017).
These findings of poorer health of carers have often been interpreted as effects of high strain
and burden associated with caring (Roth et al., 2009; Schulz et al., 1997), limited rewards
(McMunn et al., 2009) or a lack of reciprocity (Siegrist & Wahrendorf, 2009) and fewer
opportunities for other activities besides caring (Rokicka & Zajkowska, 2020).

Other studies focus on positive and negative aspects simultaneously (Beach et al., 2000;
Broese van Groenou et al., 2013) or only on positive aspects of caring (Tarlow et al., 2004).
Common positive aspects associated with caring include a greater closeness to the person in
need of care and the feeling of being needed (Hansen & Slagsvold, 2013; Netto et al., 2009;
Tarlow et al., 2004). Furthermore, a positive evaluation of caring is often closely linked with
the motivations for providing care. Common motivators for both male and female carers are
their affection, the feelings of compassion and the duty to provide care for their beloved ones
(Zygouri et al., 2021). Carers who were intrinsically motivated to help were more likely to
have positive feelings about caring than people who associate caring with feelings of obli-
gation, responsibility and a lack of choice (Beach et al., 2000; Dombestein et al., 2020;
Lyonette & Yardley, 2003). Positive evaluations of care were higher among spouses when
they were motivated to prevent their spouse from entering residential care, and among chil-
dren when they were motivated by strong personal ties to their parents (Broese van Groenou
et al., 2013). Another study demonstrates that even in a highly stressful environment, a re-
ciprocal relationship between spouses can have a positive effect on the well-being of the
caring partner and can lead to feelings of love and empathy (Poulin et al., 2010). Beyond
that, positive associations are linked to a “healthy carer effect”, as healthy people are more
likely to become carers (McCann et al. 2004).

As already described several times, there are many ways to define care and numerous studies
have highlighted various aspects of the care situation that are relevant to the association
between caring and mental health of the carer. Although there is this extensive amount of
research conducted in this area, there are still no clear conclusions regarding the direction
and strength of the association between caring and carer mental health. In order to clarify
these differing findings, central aspects of the care situation and the underlying mechanisms

that may be relevant to the association with mental health are analysed in more detail next.
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Type of care

In some studies caring is only formulated quite vaguely and is associated with terms such as
“help”, “look after” or “support” (Bom & Stockel, 2021; Doebler et al., 2016; Lacey et al.,
2024). While some studies focus solely on one type or activity related to care, for example
personal care in Hansen et al. (2013), others combine various activities related to care, for
example watching a family member, bathing or providing transportation in Roth et al.
(2009).

Following the central ideas of the job demand-control model, which examines the associa-
tions between job-related demands and opportunities for control, the type of care may be of
great importance. The job demand-control model is one important theoretical approach to
investigate the association between work and health and was founded in 1979 by sociologist
Robert Karasek (Karasek, 1979). In the model, the two central dimensions, “demand” and
“control”, are divided into “high” and “low” resulting in four possible outcomes (‘“high-
strain”, “low-strain”, “active” and “passive jobs”). According to the basic assumptions of
the model, working conditions that are characterized by high demands (“job demands” or
“psychological demands”) but offer hardly any control or decision-making opportunities
(“job decision latitude™) are associated with feelings of overload, anxiety and increased sus-
ceptibility to illness (“high strain jobs”). The extent of job decision latitude is further divided
into skill discretion and decision autonomy. High-strain jobs include time pressure and re-
petitive tasks, as is often the case for production workers (Fan et al., 2019; Karasek &
Theorell, 1990). In general, the model proposes that work-related mental health could be
improved without compromising productivity by increasing this decision-making latitude
(Karasek, 1979).

According to the central ideas of Karasek (1979) caring outside a formal setting may some-
times include time pressure and repetitive tasks (“demands”) and lower possibilities for skill
discretion and decision autonomy (“control”). A study on this topic has already found initial
evidence that central ideas of the job demand-control model are applicable to non-formal
“jobs” like caring (Molloy et al., 2005). However, the basic principles of the model indicate
that the association with health may vary depending on the exact type of care, as some types
include more demands and less control than others.

A longitudinal study by Zwar et al. (2018) examined different types of caring, “helping
around the house (e.g. cleaning, shopping, preparing meals)”, “looking after someone (e.g.
emotional support, supervision, accompanying to appointment or other organizational

tasks)”, “performing nursing care services (e.g. helping with basic needs like eating, bathing
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or help with medication)” and their association with cognitive performance among carers
aged 65 years and older. Results showed that “looking after someone” was associated with
an increase in carer cognitive ability, while findings the other two types remained insignifi-
cant (Zwar et al., 2018). Although the study focuses on a different outcome than this doctoral
thesis, findings provide evidence that health effects may vary depending on the type of care.
Furthermore, a study that distinguishes between different types of social productivity, vol-
untary work, informal help and caring for a person, found that voluntary work, which is
usually associated with a higher degree of autonomy and perceived control, was associated
negatively with depressive symptoms. In contrast, caring for a sick or disabled person, as an
activity with a generally low degree of autonomy, was positively associated with depressive
symptoms and poorer mental health outcomes (Wahrendorf et al., 2008).

These results provide evidence that activities that do not involve time pressure (“low de-
mands”) and offer more autonomy in deciding when and how they are performed (“high
control”), such as gardening, may be associated differently with health of the carer than ac-
tivities that require a high level of intensity and timing (“high demands”) and offer little

autonomy (“low control”), such as feeding.

Location of care

In some studies, the location of care is taken into account, meaning whether care is provided
inside or outside the household of the carer. Care inside the household is also called (co-)
resident care and care outside the household non-resident or extra-resident care.

There are some studies that highlight differences in the association with mental health de-
pending on the location where care takes place. For example, a European study focusing on
mental health effects of caring across national contexts indicates that people who begin car-
ing inside the household experience a decline in mental health in all welfare state types,
while the impact on caring outside the household is unclear (Kaschowitz & Brandt, 2017).
In an older study from Canada, Novak and Guest (1989) reported that persons who care for
a spouse in their own home report the highest level of burden. But also more recent research
emphasized that carers who resided with the person in need of care described a slightly
poorer mental health than carers residing elsewhere (Roth et al., 2009) or found a significant
higher burden score for carers living together with the care recipient (Biliunaite et al., 2022).
Furthermore, Hansen et al. (2013) find a negative association between caring and mental
health only for those children living together with their parents in need of care. This results

can be explained by the fact that resident caring compared with non-resident caring generally
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involves more hours of care, requires more responsibility for ensuring continuity of care,
and has more impact on social life and sleep (Hansen et al., 2013). Additional studies re-
vealed likewise that caring for a resident person in need of care is more often associated with
a higher intensity of care (De Koker, 2009; Mentzakis et al., 2009), less time for physical
activities, social life and hobbies (Rokicka & Zajkowska, 2020) and fewer social contacts
(Roth et al., 2009). In a study from the United Kingdom, for example, 45 % of resident carers
provide more than 35 hours of care per week, whereas the majority (93 %) of non-resident
carers provide less than 20 hours of care per week.

These results may also underscore the fact that it is difficult to clearly separate caring re-
sponsibilities from leisure time when carer and care recipient live in a cohabitation. This
phenomenon, known as “blurring of boundaries”, has already been discussed frequently in
studies on paid work. The phenomenon describes the overlapping boundaries between paid
work and private life that can result from working from home (Eurofound and the
International Labour Office, 2017). One problem reported by employees working from home
is the lack of balance between work and personal life. Some employees noted a blurring of
boundaries between work and leisure and found it difficult to concentrate on work, as they
had no way of distracting themselves from household chores (Simenenko & Lentjushenkova,
2021). For caring, this would correspondingly mean that people who provide care in their
own household may have similar difficulties in allocating leisure time at home and time for
caring.

At the same time, people who live in a different household than the person in need of care
may spend more time traveling to visit that person. Previous research on working conditions
and commuting during paid work suggests that commuting is associated with more stress,
lower satisfaction in leisure time and poorer mental health (Clark et al., 2019; Rissel et al.,
2014). Beyond that, it seems that care outside the household more often competes with other

time-demanding tasks, such as childcare and paid work (Mentzakis et al., 2009).

Relationship type between carer and care recipient

Many studies have a look at the relationship between carers and care recipients. Often, these
studies focus on specific types of relationships, particularly caring between spouses and part-
ners (Hagedoorn et al., 2000; Hansen & Slagsvold, 2013) or between parents and children
(Brenna & Di Novi, 2015; Hansen et al., 2013). Another study does not directly differentiate

between individual groups, but rather if care is intergenerational, for example care between
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children and parents, parents-in-law or the partner’s parents, or intragenerational, for exam-
ple care between spouses or partners (Hajek & Konig, 2016).

Studies that distinguish between several types of relationship between carer and care recip-
ient, mostly also found differences in the association with mental health depending on the
relationship type. A study from Canada shows that spousal carers and in particular, carers
who are children, had higher odds of a high burden score compared to other relationship
types (Gallicchio et al., 2002). Furthermore, a study found that negative health outcomes
were more likely for daughters than for daughters-in-law (Do et al., 2015). Furthermore,
Cantor (1983) demonstrated that the closer the kinship bond, the greater the amount of strain.
As a result, spouses were the most vulnerable group, followed by children, other relatives,
friends and neighbors. Similarly, Marks et al. (2002) found that transitioning into care for a
primary kin, such as a child, spouse or a biological parent, was associated with a significant
increase in depressive symptoms, while, similar to Do et al. (2015), they found that providing
care for parents-in-law was not associated with negative mental health outcomes. However,
caring for a non-relative was even associated with beneficial effects, such as increased per-
sonal growth for both men and women (Marks et al., 2002). Litwin et al. (2014), who used
SHARE data from 16 European countries, showed that co-resident carers of a spouse or adult
child reported more depressive symptoms than carers who provided care to a parent or other
persons. In addition, they found that relationship closeness moderates negative outcomes,
showing that carers who classified the care recipient as a confidant reported fewer depressive
symptoms than those who cared for non-confidants. One explanation for this finding was
that an emotional bond between carers and the person in need of care may reduce the burden
associated with caring for that person. The second possible explanation according to Litwin
et al. (2014) was taken from the literature on exchange theory, which states that reciprocal
exchange reduces the sense of burden and depressive symptoms, while unbalanced exchange
does not. While care recipients often have limited opportunities to directly reciprocate for
the care they receive, it can be a decisive factor for a balanced exchange if carers feel that
the care recipient is someone with whom they can discuss important matters and from whom
they can expect empathy (Litwin et al., 2014). Also, an older qualitative study from the
United States picks up on this idea of reciprocity. Here, findings revealed that many carers
perceived caring as a moral responsibility to give something back to someone, for example

their parents for the care and kindness they had received in the past (Noonan et al., 1996).
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Gender

Many studies already differentiate their analyses according to gender and most research
shows that even today, women take over more care work and carry out different activities
than men. More information can already be found in the section “Prevalence of caring”.

In terms of the association between caring and mental health, most previous research found
poorer mental health outcomes in women, for example higher burden, stress or strain
(Biliunaite et al., 2022; Broese van Groenou et al., 2013; Cantor, 1983; Gallicchio et al.,
2002; Kim, 2017; Lacey et al., 2019; Papastavrou et al., 2007; Swinkels et al., 2019), more
prescribed antidepressants (Doebler et al., 2016), higher risks for developing a clinical de-
pression (Hagedoorn et al., 2000), more depressive symptoms (Hansen & Slagsvold, 2013;
Hansen et al., 2013), less cognitive well-being (Hajek & Konig, 2016), lower mental well-
being (Verbakel et al., 2017) and worse overall health (Bom & Stockel, 2021; Li et al., 2013).
These gender differences to the disadvantage of women are also found outside Europe in
low- and middle-income countries (Bhan et al., 2020).

One reason for this is that women are more likely to be expected to take on caring in line
with traditional gender norms (Gallicchio et al., 2002; Jacobson et al., 2025; Zygouri et al.,
2021). Furthermore, women tend to use an emotion-focused coping strategy in caring, while
men are more likely to be more pragmatic, less emotion-focused and a more task-driven
strategy, which in turn was found to buffer males from negative health outcomes (Zygouri
etal., 2021). These coping strategies are in turn related to taking over different types of care,
with women doing more work that requires emotional closeness, such as personal care, and
men less emotional types of care, such as practical household work (Arber & Ginn, 1994;
Skinner & Sogstad, 2022). Another study suggests that gender differences in the association
between caring and mental health may be based on their different perception of instruments
used to measure mental health as “[...] the higher level of burden experienced by female
caregivers in this study may be due to a greater amount of perceived burden rather than real
burden” (Gallicchio et al., 2002). This implies that men might be less likely to openly report
problems, have more trouble expressing their feelings and that they evaluate and perceive
their mental health differently than women (Girgus et al., 2017; Martin et al., 2013; Sloan &
Sandt, 2006).
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Long-term perspective

Most studies to date have examined cross-sectional rather than longitudinal associations be-
tween caring and mental health. The main problem with cross-sectional data is that it repre-
sents a snapshot at a specific point in time and cannot be used to show a cause-and-effect
relationship or analyse behaviour over a period of time.

The few studies that take a longitudinal perspective differ considerably in terms of their
focus and the period under investigation and sometimes come up with contradictory find-
ings. For example, a study from the United States, in which carers were examined up to 15
years after onset of dementia, found that higher baseline closeness between care and care
recipient predicted a greater worsening in mental health over time (Fauth et al., 2012). A
German study looking at intra- and intergenerational care in 2002, 2008 and 2011, found
that only intragenerational care, defined as care for a spouse or partner, was associated with
lower cognitive well-being in women and poorer mental health in both men and women over
time. At the same time, the results for intergenerational care, defined as care for parents or
parents-in-law, remained insignificant (Hajek & Konig, 2016). Hansen et al. (2013) have
shown that, among Norwegian women, caring was associated with decreasing happiness and
increasing depression five years after measurement of care. A study using SHARE data from
ten European countries demonstrated that the provision of personal care was significantly
associated with poor mental and physical health over a follow-up period of eight years (Hiel
et al., 2015). Furthermore, a study from the United Kingdom showed that negative health
effects of caring persist up to four or five years after initial care provision (Stockel & Bom,
2022). In contrast to these negative longitudinal results, a study focusing only on women
found that stress increased the risk of mortality in older women more than caring (alone). In
this study, carers with low levels of stress had an even lower risk of mortality after three
years than non-carers (Fredman et al., 2010).

Another line of research deals with the question of when possible changes in the health status
of carers begin. Research by Lacey et al. demonstrates that caring is already detrimental at
the point when it is initiated. Female carers or carers that live in the same household as the
person requiring care, experienced a deterioration in their health already at the time when
they became carers (Lacey et al., 2019; Lacey et al., 2024). Also another study using SHARE
data from 17 European countries has indicated that the transition into care has detrimental
effects on health (Uccheddu et al., 2019). These findings from Europe are consistent with
findings from the United States. Here, it was shown that the transition into caring for a spouse

or parent outside the household was associated with a greater increase in depression among
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both men and women compared to non-carers (Marks et al., 2002) and that an increase in
depression was observed already at an early stage of caring (McCann et al., 2004). Studies
looking at the time of giving up caring found that doing so was associated with an increase
in QoL (Siegrist & Wahrendorf, 2009) and better health for women living in Southern Eu-
ropean countries (Uccheddu et al., 2019).

Furthermore, a systematic review found that the duration of care was one of the strongest
determinants of burden, which becomes heavier the longer caring lasts (Lindt et al., 2020).
This finding would support the so-called “wear-and-tear hypothesis”, which comes from the
field of biology and states that ageing results from a gradual deterioration of the body's cells
and tissues through wear and tear, oxidative stress and other deterioration processes. Ac-
cording to this theory, living organisms “wear out” over time through repeated use and in-
creased stress on the body (Quadagno, 2008). Applied to caring, this means that mental
health problems accumulate with increasing duration of care, as physical and mental re-
sources are depleted over time (Stockel & Bom, 2022; Townsend et al., 1989). In contrast,
Lacey et al. (2019) found that psychological distress was higher at the initiation among
women carers, but no differences in slopes were observed thereafter. These results suggest
that there was a constant level of distress over time, which is not consistent with central idea
of the “wear-and-tear hypothesis” (Townsend et al., 1989). These findings from by Lacey et
al. (2019) would rather support the “trait hypothesis”, which assumes that the negative im-
pact of caring remains constant over time because the carer’s pre-existing coping skills and

resources persist (Stockel & Bom, 2022; Townsend et al., 1989).

4.2 Research gaps and research questions

The presented evaluation of previous research findings shows that caring outside a formal
setting has been subject of numerous studies. There are many aspects that are related to the
prevalence of caring and the association between caring and the mental health of the carer.
However, it is also striking that care was often understood differently and was associated
with different care situations, which led to the fact that many results were not directly com-
parable or provided mixed results.

Therefore, in this doctoral thesis, I would like to place a clear focus on three characteristics
of the caring situation, which will be examined systematically: The location where care takes
place, the type of care and the relationship type between caregiver and care recipient. This

focus is accompanied by the following research questions, which are addressed in particular
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in Paper 1 and 2. In addition, Paper 3 deals with the question of what happens when people
start caring, thereby contributing to address the causal question of the direction of the asso-
ciation (Table 3). As previous studies have shown that men and women differ in terms of
the prevalence of mental health issues and in the prevalence of caring responsibilities, all
analyses are conducted separately by gender.
1. Who provides care?

a. Are there differences by location and type of care (Paper 1)?

b. Are there differences by relationship type between carer and care recipient (Paper 2)?
2. What is the cross-sectional and longitudinal association between caring and carer

mental health?

a. Are there differences by location and type of care (Paper 1)?

b. Are there differences by relationship type between carer and care recipient (Paper 2)?

Table 3: Summary of published original research. Paper number, dataset used, independent var-

iables, outcome variables and article reference of each study.

Paper Dataset  Independent variables Outcome Article

number variables Reference

1 SHARE Location (inside and outside the Depressive symp- Schaps et al.
household) and type (personal care, toms (binary) (2025a)

practical household help, help with
paperwork) of caring

2 SHARE Relationship type between carer Depressive symp- Schaps et al.
and care recipient (spouse, parent, toms (continuous), (2025b)
parent-in-law, child, other relative, = QoL (continuous)
other non-relative) in personal care

inside and outside the household

3 SHARE  Personal care inside the household  Depressive symp- Wahrendorf
toms (continuous) et al. (2025)
before and after tran-

sitioning into care

Source: Own representation.
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5 Methods

The methodology chapter provides an overview of the data set as well as the measurement
of dependent, independent and other relevant variables in SHARE. In addition, the analytical

strategy used in the research papers associated with this doctoral thesis is explained.

5.1 Data source

SHARE is a survey conducted approximately every two years that examines the living, fam-
ily, economic and health circumstances of people aged 50 years and older and their cohabit-
ing partners regardless of age. The main goal of SHARE is to achieve a better understanding
of challenges and opportunities of population aging as one of the social challenges of the
21% century. Persons are excluded is they are imprisoned, hospitalized or have left the coun-
try during the survey period of if they do not speak any of the national languages or have
moved to an unknown address (Borsch-Supan et al., 2013).

The survey was conducted in all countries by using a “Computer-Assisted Personal Inter-
view” (CAPI), supplemented by a self-completed paper-and-pencil questionnaire (“drop-off
questionnaire”). The CAPI forms the largest part of SHARE. On average, interviews took
about 80 minutes to complete for a one-person household and about 120 minutes for a two-
person household. After completing the CAPI, more sensitive topics such as well-being,
health care, religiosity and political attitudes are covered using self-administered paper-and-
pencil questions (de Luca & Lipps, 2005).

SHARE applies a concept of ex-ante harmonisation, which means that there is one common
questionnaire that is translated into the national language. In some countries the question-
naire is translated into more than one language, for example in Switzerland (German, French
and Italian) or Belgium (French and Flemish) (SHARE, 2024).

SHARE started in 2004 with twelve countries: Austria, Belgium, Switzerland, Germany,
Denmark, Spain, France, Greece, Italy, Netherlands, Sweden and Israel (Borsch-Supan et
al., 2013). Over time, several Eastern European countries have joined SHARE. In the latest
wave 9 in 2021 and 2022, a total of 28 countries, including EU 27 (without Ireland), Swit-
zerland and Israel, participated in SHARE (SHARE, 2024).

Some special features of the SHARE data collection should be mentioned at this point:
Waves 3 and 7 are so-called SHARELIFE surveys with different sets of questions relating
to the life history of the respondents. All respondents in wave 3 answered the special

SHARELIFE questionnaire and in wave 7, the SHARELIFE modules were handed out to all
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respondents who had not participated in wave 3 (82 % of all respondents). Thus, answers
from the regular questionnaire were available for only 18 % of respondents in wave 7. Fur-
thermore, the fieldwork of wave 8 started in fall 2019 and was interrupted by the outbreak
of the COVID-19 pandemic in March 2020. At this point, about 70 % of all expected inter-
views had been conducted. In order to address the pandemic, SHARE developed a special
questionnaire (“SHARE Corona Survey”) that covered the same topics as the regular ques-
tionnaire but was significantly shorter, with an additional focus on the living conditions dur-
ing the pandemic. The first SHARE Corona Survey was conducted between June and Sep-
tember 2020 and the second round between June and August 2021.

Eleven countries (Austria, Belgium, Denmark, France, Germany, Greece, Italy, Spain, Swe-
den, Switzerland and the Netherlands) participated from the beginning and without gaps
from wave 1 in 2004 until wave 9 in 2021 and 2022. However, in SHARE waves 6 and 7,
the Netherlands conducted a mixed-mode experiment and did not participate in the regular
waves. For Portugal there is no information available for wave 8, as the country only partic-
ipated in the SHARE Corona Survey at that time. More detailed information can be found
in SHARE, 2024b.

In the first waves, SHARE was primarily funded by the European Commission. In wave 4,
SHARE became an international organisation and moved to a decentralised funding model
by its member countries (Borsch-Supan et al., 2013). To protect the respondents, SHARE
does not accept funds from commercial companies and does not allow data access for com-
mercial companies. All current and previous national funding sources can be found on the
SHARE website (SHARE, 2025).

SHARE is closely modelled on and constantly harmonized with its sister studies, the HRS
in the United States and ELSA in the United Kingdom. Several other sister studies, which
are spread all over the world, were also established based on this concept (Borsch-Supan et
al., 2013). These include, for example the Chinese Health and Retirement Survey
(CHARLYS), the Brazilian Longitudinal Study of Adult Health (ELSA-Brasil), the Japanese
Study of Aging and Retirement (JSTAR), the Korean Longitudinal Study of Aging (KloSA),
the Longitudinal Aging Study in India (LASI), the Mexican Health and Aging Study
(MHAS) and the Irish Longitudinal Study on Ageing (TILDA) (Borsch-Supan et al., 2013;
Lee et al., 2021).

A key strength of SHARE is that is provides not only cross-sectional but also longitudinal
perspectives of the lives of people in Europe. This means that all respondents who were

interviewed in one wave, are included in the longitudinal sample. In addition, refreshment
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samples are drawn to ensure that younger age cohorts are adequately represented in all new
waves and to compensate for reductions in the panel sample size due to attrition, for example
through death. Because SHARE focuses on persons aged 50 years and older, natural mortal-

ity is a greater issue than in other surveys (Borsch-Supan et al., 2013; SHARE, 2024).

5.2 Data Measurement

Since the measurement of care in SHARE cannot be represented by a single item, the ques-
tions used in this doctoral thesis are described in detail below. In addition, this chapter will

include a detailed description of the dependent variables and additional measures.

5.2.1 Independent variables

Caring outside a formal setting can include different locations of care, for example care in-
side or outside the carer’s household, types of care, for example personal care, practical
household help, transportation or help with paperwork, and relationship types between carers
and care recipients, for example spouse, parents and non-kin. As already described before,
there are many ways in which care is defined in surveys. For clarification, the measurement
of care-related variables in SHARE is presented in tabular form, differentiated into care in-

side (Table 4) and outside the household (Table 5).

Location of care

Measurement of care provision inside the household is based on the question “Is there some-
one living in this household whom you have helped regularly during the last twelve months
with personal care, such as washing, getting out of bed, or dressing”. Regularly here means
daily or almost daily care for at least three months and not help during short-term sickness.
This question is only asked if the respondent has a household with more than one person, so
all persons living alone did not get this question.

To measure care outside the household, respondents are asked: “Now I would like to ask you
about the help you have given to others. In the last twelve months, have you personally given
any kind of help to a family member from outside the household, a friend or neighbour?*.
“Help” was divided into three types: 1. Personal care, such as dressing, bathing or showering,
eating, getting in or out of bed and using the toilet, 2. Practical household help, such as home
repairs, gardening, transportation, shopping and household chores and 3. Help with paper-

work, such as filling out forms and setting financial or legal matters.
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Types of care

The question for care inside the household only refers to one type of care, which is personal
care. This includes tasks such as dressing, bathing, eating, getting up and going to the toilet,
which require a close physical proximity between the carer and the care recipient. In contrast,
care outside the household allows for three different types of care to be differentiated: Per-
sonal care, practical household help and help with paperwork. While personal care involves
a close physical contact with the care recipient, practical household help tends to involve
physical work to improve the environment of the person in need of care. In contrast, help
with paperwork refers to mental work that does not necessarily require a direct a physical
contact with the person in need of care.

These two main questions on care inside and outside the household can each be answered
with “yes” or “no” and refer to the same time, namely whether care was provided in the

twelve months prior to the interview.

Relationship type between carer and care recipient

If the main questions about care inside the household or outside the household are answered
with “yes”, a follow-up question asks about who is being cared for. SHARE allows to dif-
ferentiate between 27 possible relationship types between the carer and the care recipient.
These possible relationship types are the same for care inside and outside the household. The
only difference is that the follow-up question for care inside the household only allows one
answer, for example “spouse”, while outside the household up to three persons, for example
“spouse”, “parent” and “parent-in-law”, can be specified. Furthermore, for care outside the
household respondents can indicate that they provide different types of care for different
people at the same time, for example personal care for a parent and help with paperwork for
a parent-in-law.

However, this doctoral thesis does not focus on all relationship types, but only on types of
relationships that have been identified as common in the existing literature (Bom et al., 2019;
De Klerk et al., 2021). The most common relationship types involve care for a spouse or
partner, mother(in-law), father(in-law), child, brother, sister, aunt, uncle, friend or neighbor.
To allow calculations with larger subgroups, some of these relationship types are grouped
together: Mother and father were grouped together as “parents”, mother-in-law and father-
in-law as “parents-in-law”, brother, sister, uncle and aunt as “other relatives” and friends and

neighbors as “other non-relatives”. In line with the existing literature, these relationship
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types were the most common answers in SHARE, while all other relationship types, for ex-
ample colleagues, were only mentioned very rarely.

In the case of a spouse or partner this is usually a person of the same age as the carer, which
is known as “horizontal care” or “intragenerational care”. In contrast, caring for the own
parents or parents-in-law and caring for a child are both forms of so-called multigenerational
or intergenerational care, because it includes the transfer of resource between two different
generations. There are two directions in multigenerational/intergenerational care: Caring for
a parent or parent-in-law is upward care, while caring for a child is downward care (Patterson

& Margolis, 2019).
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Table 4: Measurement of caring inside the household. Variables with the corresponding ques-

tions and answer options for the respondents in SHARE.

Variables Question Answer options
Caring Is there someone living in this house-  Yes
inside the hold whom you have helped regularly  No
household during the last twelve months with

personal care, such as washing, get-

ting out of bed or dressing?
Relationship Who is that? Spouse/partner Grandparent
type between Mother Aunt
carer and care Father Uncle
recipient Mother-in-law Niece

Father-in-law Nephew

Stepmother Other relative
Stepfather Friend

Brother (Ex-)colleague/co-
Sister worker

Child Neighbor

Step-child/current

Parent’s child

Son-in-law

Daughter-in-law

Grandchild

Ex-spouse/partner
Minister/priest or
other clergy
Therapist or profes-
sional helper
Housekeeper/ Home

health provider

Source: Own representation based on SHARE.
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Table 5: Measurement of caring outside the household. Variables with the corresponding ques-

tions and answer options for the respondents in SHARE.

Variables Question Answer options

Caring In the last twelve months, have you Yes

outside the personally given any kind of help to  No

household a family member from outside the

household, a friend or neighbor?

Relationship Which family member from outside = Spouse/partner Grandparent

type between  the household, friend or neighbor Mother Aunt

carer and care  have you helped in the last twelve  Father Uncle

recipient months? Mother-in-law Niece
Father-in-law Nephew
Stepmother Other relative
Stepfather Friend
Brother (Ex-)colleague/co-
Sister worker
Child Neighbor
Step-child/current Ex-spouse/partner
parent’s child Minister/priest or
Son-in-law other clergy
Daughter-in-law ~ Therapist or profes-
Grandchild sional helper

Housekeeper/ Home
health provider
Type of care Which types of help have you given  Personal care (e.g. dressing, bathing or

to this person in the last twelve

months?

showering, eating, getting in or out of bed,

using the toilet)

Practical household help (e.g. home re-

pairs, gardening, transportation, shopping,

household chores)

Help with paperwork (e.g. filling out

forms, settling financial or legal matters)

Source: Own representation based on SHARE.
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5.2.2 Dependent variables

In SHARE, poor mental health, as one of the most frequent causes of emotional suffering in
later life, is measured by increased depressive symptoms using the EURO-D depression
scale (Blazer, 2003). The EURO-D value for each respondent is generated from sixteen
questions, which are combined into twelve items in the SHARE mental health module
(Mehrbrodt, 2021). EURO-D measures the presence or non-presence of the following symp-

2% ¢

toms in the month prior to the SHARE interview: “Depressed mood”, “pessimism”, “suicid-

2 (13 2 (13 2 (15 2 (15 2 (13 29 (13

ality”, “guilt”, “sleep quality”, “interest”, “irritability”, “appetite”, “fatigue”, “concentra-
tion”, “enjoyment” and “tearfulness”. When the number of all symptoms is added up, the
EURO-D depression scale ranges from 0 “not depressed” to 12 “very depressed”. Here, a
higher scale score indicates a higher number of depressive symptoms.

This scale score is sometimes converted into a binary indicator that defines the presence of
three or more symptoms as elevated depressive symptoms. This threshold value has been
validated by standardized psychiatric interviews in older population groups and is closely
related to other mental health measures in European-wide studies (Prince et al., 1999).

For sensitivity purposes, the CASP index is used in addition to the binary EURO-D measure
and the EURO-D depression scale score. The CASP index measures the QoL of individuals
in older age based on a theory of human need, which was originally developed by Hyde et
al. (2003). The CASP index is based on four ontologically grounded domains of need, which
are control, autonomy, pleasure and self-realization. SHARE uses the revised 12-item ver-
sion (CASP-12) with three items per domain: Control (“My age prevents me from doing the
things I would like to”, “I feel that what happens to me is out of my control”, “I feel left out
of things”), autonomy (“I can do the things I want to do” (reverse coded), “Family respon-
sibilities prevent me from doing what I want to do”, “Shortage of money stops me from
doing things I want to do”), pleasure (“I look forward to each day” (reverse coded), “I feel
that my life has meaning” (reverse coded), “On balance, I look back on my life with a sense
of happiness”(reverse coded)) and self-realization (“I feel full of energy these days” (reverse
coded), “I feel that life is full of opportunities” (reverse coded), “I feel that the future looks
good to me” (reverse coded)). Each item should be rated on a 4-point Likert scale, where the
answer “often” is assigned a value of 1, “sometimes” a value of 2, “rarely” a value of 3 and
“never” a value of 4. However, some items are reverse coded. This results in a sum score
that ranges from a minimum of 12 to a maximum of 48, where higher values are associated

with a higher QoL (Mehrbrodt, 2021).
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The EURO-D and the CASP-12 are shown in Table A 4 and Table A 5.

5.2.3 Additional measures

In general, SHARE focused on people aged 50 years and older and their potentially younger
household members. However, respondents under the age of fifty are excluded from this
work in order to focus clearly on care in later life. The data is further limited to people aged
between 50 and 90 years, as people of very old age are a rather selective group. In people
aged 90 years and older, motor skills, such as speed, and physical performance, such as
walking on time, decline with age and show a wide range of abilities (Kawas, 2007). Fur-
thermore, dementia is very common among the oldest-old, affecting about 40 % of people
aged 90 years and older (Kawas, 2007; Vargese et al., 2023).

To capture the socioeconomic position of the respondents, information about their level of
education is taken into account. Education is measured according to the “International Stand-
ard Classification of Educational Degrees (ISCED-97)”. The ISCED-97 categorizes re-
spondents into “low”, meaning pre-primary, primary or lower secondary education, “me-
dium”, meaning secondary or post-secondary education, and “high”, meaning first and sec-
ond stage of tertiary education, education groups (UNESCO-UIS, 2006). For all countries,
country-specific degrees are assigned to the tertiles. To include a second more financial as-
pect of the socioeconomic position, all analyses also controlled for wealth. As in the case of
education, country-specific tertiles (low, medium, high) are created. Wealth is based in the
household’s total net worth, which includes financial assets such as savings, net equity val-
ues and mutual funds, and housing assets such as the value of the primary residence, con-
sumer durables like a car or other real estates. A decisive advantage of the wealth is that it
also captures sources that are not based solely on monetary income from paid work. Espe-
cially in older cohorts, this is a more accurate approach, as many people are already retired
and do not longer receive a direct income from paid work anymore (Galobardes et al., 2006).
Since a certain level of physical health is a necessary precondition to care for others, this is
included as a possible confounder. Commonly used concepts include the need for ADL,
meaning life-sustaining self-care activities such as feeding, bathing, and ambulation, or
IADL, meaning activities such as using the telephone, preparing meals and managing fi-
nances (Lawton & Brody, 1969). Since IADL are more complex and include tasks that are
necessary for an independent living, this measure is considered in the papers related to this

doctoral thesis.
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Paper 3 additionally includes three policy indicators based on Verbakel et al. (2023). The
first, “carer support”, captures the types of support available for care through and within the
family, such as counselling, financial allowance or care leave options. Furthermore, financial
support for care recipients and the number of beds for LTC per 1.000 people in the popula-

tion aged 65 years and older in a country are taken into consideration.

5.3 Analytical strategy

In Paper 1, Poisson regression models with robust variance are used to investigate the asso-
ciation between several characteristics of the caring situation, such as the type and location
of care and relationship type between carer and care recipient, and mental health. Poisson
regressions are an alternative to logistic regression that enable the estimation of measures
that are easier to interpret than Odds Ratios, in particular, when the outcomes of interest are
common (Zou, 2004). Furthermore, average marginal effects (AME) additionally enable the
quantification of predicted differences in proportions between different groups. For example,
how the adjusted prediction for carers differs from the adjusted predictions for non-carers
(Williams, 2012).

Paper 2 estimates a series of multilevel linear regression models with individuals nested in
countries. Here, a cross-sectional analysis assesses differences in level of the outcomes, de-
pressive symptoms and QoL, at baseline in relation to the exposure, which is caring. Longi-
tudinal analysis used follow-up measures of depressive symptoms and QoL as the outcome,
which are adjusted for the corresponding baseline value.

Paper 3 applies propensity score matching (PSM), which was first introduced by Rosenbaum
and Rubin in 1983 (Rosenbaum & Rubin, 1983). PSM matches observed treatments in the
data with controls that have similar profiles (Kane et al., 2020). In Paper 3, PSM is used to
compare the mental health trajectories of people who became carers, which are called the
“treatments”, with people who remained non-carers, which are called the “controls”.

All models are adjusted for the previously described covariates and are calculated separately
for men and women. This makes it possible to examine gender-specific differences in the
engagement in care and the association between caring and carer mental health. All calcula-
tions and figures in the papers are created in Stata (Version 18.0). All estimates are presented
together with confidence intervals (CI 95 %) in the “Results” section of each paper and fur-

ther methodological details can be found in the “Methods” section of each paper.
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6 Results (Published Original Articles)
6.1 Schaps, V., Hansen, T., Nes, R. B., & Wahrendorf, M. (2025). How are location

and type of caring associated with the carer’s mental health? Cross-sectional and
longitudinal findings from SHARE. European Journal of Ageing, 22(5), 1-15.
https://doi.org/10.1007/s10433-025-00843-3

This paper investigates the prevalence of different care situations as well as the cross-sec-
tional and longitudinal associations between these different care situations and depressive
symptoms. Information come from SHARE wave 6 and 8 and depressive symptoms are
measured by a binary indicator from the EURO-D depression scale. In doing so, the location
of care (inside and outside the household) and type of care (personal care, practical house-
hold help, help with paperwork) are taken into account.

Overall, women, people in the oldest age group and lowest socioeconomic groups are more
likely to provide personal care inside the household, while the opposite was true for caring
outside the household, regardless of type. Furthermore, findings indicate that for men and
women personal care inside the household is associated with an increased risk of reporting
and developing depressive symptoms. Also personal care and help with paperwork outside
the household is associated with an increased risk of reporting depressive symptoms, while

no significant results are found for practical household help.
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6.2 Schaps, V., McMunn, A., Deindl, C., & Wahrendorf, M. (2025). Carer mental
health in Europe. Does it matter who you care for? Cross-sectional and longitu-
dinal findings from SHARE. Aging Ment Health, 1-13.
https://doi.org/10.1080/13607863.2025.2558889

This paper investigates the prevalence of different relationship types between carer and the
person in need of care inside and outside the household as well as the cross-sectional and
longitudinal associations between these care situations and depressive symptoms. Infor-
mation come from SHARE waves 1, 2, 6, 7, 8 and 9 and depressive symptoms are measured
by the continuous EURO-D depression scale score. A special focus was placed on whether
personal care was provided to a spouse, parent, parent-in-law, child, an other relative or an
other non-relative.

Overall, personal care inside the household is mostly provided for spouses, while personal
care outside the household is mostly provided for parents. Both inside and in particular care
outside the household, especially for a parent, an other relative or an other non-relative. is
more common among women. Caring for primary relatives like spouses, own parents and
children is associated with an increased number of depressive symptoms. Most results are
slightly more pronounced for women and for caring inside the household. For men and
women, providing care for a spouse inside the household is associated with an increased

number of depressive symptoms, even in the long term.
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6.3

Wahrendorf, M., McMunn, A., Xue, B., Schaps, V., Deindl, C., Di Gessa, G., &
Lacey, R. E. (2025). Mental health trajectories of men and women who start
providing personal care: European findings from SHARE using propensity score
matching. J Gerontol B Psychol Sci Soc Sci, 80(6), gbaf053.
https://doi.org/10.1093/geronb/gbaf053

This paper compares mental health trajectories of respondents transitioning into personal

care inside the household with those of matched non-carers from the same country. Infor-

mation come from nine SHARE waves and depressive symptoms are measured by the con-

tinuous EURO-D depression scale score.

Men and women have a slight increase before the transition and a clear increase in depressive

symptoms during their transition into personal care inside the household. This worsening of

mental health during the transition into personal care is slightly more pronounced for women

and those in poorer individual socioeconomic circumstances. At the macro level, no system-

atic differences in terms of LTC policy indicators are found.
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7 Discussion
7.1 Summary of findings

Prevalence of caring

Overall, descriptive findings demonstrate that caring is an issue in the life of many people
aged 50 years and older. About 7 % of men and 9.5 % of women provide personal care,
which includes tasks such as dressing, bathing or showering, eating, getting in or out of bed
and using the toilet, for someone living inside their own household. About 27 % provide any
type of care, either personal care, practical household help or help with paperwork, for some-
one outside the household (men: 27.2 %; women: 27.4 %). Looking more closely at these
different types of care outside the household, the prevalence of care types varies a lot: 23.2 %
of men and 22.2 % of women help with practical household tasks, including tasks such as
home repairs, gardening, transportation, shopping and household chores, and 7.9 % of men
and 9.6 % of women help with paperwork, including tasks such as filling out forms and
setting financial or legal matters. Furthermore, 2.7 % of men and 7.9 % of women provide
personal care for someone living outside their own household. Consequently, the prevalence
of personal care outside the household (men: 2.7 %; women: 7.9 %) is considerably lower
than for care inside the household (men: 7 %; women: 9.5 %). In line with traditional gender
roles, women more often focus on personal care for those in need of care, while men more
often focus on practical work that does not require physical proximity (Paper 1, Table 1).
All these finding enable a very detailed analysis of where men and women provide care and
what types of care they perform. The key finding, that women engage in personal care much
more often than men is consistent with the results from other studies (Skinner & Sogstad,
2022).

Furthermore, caring can be addressed to different people. While personal care inside the
household is usually for the spouse or partner, outside the household it is usually a parent
who needs care. 5.7 % of men and 6.5 % of women care for a spouse inside the own house-
hold, while care for a spouse outside the household is rare (men: 0.7 %; women: 1.0 %).
Here, there are clear differences by gender, particularly in terms of care outside the house-
hold. While among carers inside the household, the proportion of women caring for a parent
(1.5 %) is only slightly higher than among men (0.7 %), differences between genders are
more pronounced for personal care outside the household (men: 1.2 %; women: 3.2 %).

These gender differences also apply to all the other relationship types, in particular caring
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for an other relative (men: 0.5 %; women: 1.8 %) or non-relative (men: 0.6 %; women:
1.8 %) outside the household, which is rarely done by men.

These results highlight that caring still differs a lot according to gender of the carer. Differ-
ences are largest for personal care, with women providing significantly more personal care
than men (Paper 2, Table 2). The presented gender differences are in line with previous
studies (Tur-Sinai et al., 2020; Wetzstein et al., 2015). However, De Klerk et al. (2021) and
Broese van Groenou et al. (2013) found a higher prevalence among men in terms of caring

for a spouse, but without further differentiating the type of care provided.

Burdensome caring situations

Findings indicate that personal care, both inside and outside the household, is associated
with a significantly higher level of depressive symptoms than other types of care. Further-
more, men and women without increased depressive symptoms have an increased risk of
developing elevated depressive symptoms four years after personal care was reported. But
also help with paperwork outside the household is stronger associated with elevated depres-
sive symptoms than practical household help (Paper 1, Table 4).

These results may be explained by the fact that personal care tasks are very time-dependent
and need to take place regularly and usually at specific times. For example, feeding someone
or helping someone to get up are tasks that naturally have a specific time frame and cannot
be postponed. Also help with paperwork, such as filling out forms and dealing with financial
or legal matters, may involve issues that sometimes cannot wait and can have legal or finan-
cial consequences if they are delayed. Therefore, it may be plausible that personal care and
help with paperwork cannot be coordinated as flexible with other activities of the carer as
practical household help. Furthermore, it is conceivable that personal care and help with
paperwork involve more stressful tasks, for example physically demanding tasks in the case
of personal care or intellectually challenging tasks in the case of help with paperwork. In
contrast, practical household help in general include tasks such as shopping, gardening or
repairs, which can probably be carried out more flexibly in terms of time. In addition, these
tasks are mostly not needed as regularly as for example personal care, which is generally
needed daily.

Furthermore, caring in several relationship types between carer and care recipient inside and
outside the household are associated with poorer mental health outcomes. Caring for a
spouse (both genders), parent (both genders), child (both genders), parent-in-law (only for

women), other relative (only for women) or non-relative (both genders only outside the
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household) is associated with an increased number of depressive symptoms. In accordance
with previous research work (Gallicchio et al., 2002; Marks et al., 2002), the strongest asso-
ciations were found for caring of primary relatives like spouses, parents and children. In
addition, differences between parents and parents-in-law are found among men. While men
who cared for their own parents either inside or outside the own household had significantly
higher scores for depressive symptoms than non-carers, this pattern is not found in care for
parents-in-law (Paper 2, Table 3). Respondents providing care to their cohabiting spouse
(both genders) or child (only for women) experienced an increase in depressive symptoms
even in the long run (Paper 2, Table 3).

Only in terms of personal care results for caring inside or outside the household can be di-
rectly compared. In general, personal care both inside and outside the household is associated
with an increased prevalence of depressive symptoms, although there is a stronger associa-
tion for personal care inside the household. The prevalence of elevated depressive symptoms
in personal care inside the household is 6.4 percentage points (female: 10.7 percentage
points) and in personal care outside the household 5.8 percentage points (women: 7.2 per-
centage points) higher for male carers compared with their non-caring counterparts (Paper
1, Table 4). These findings are in line with explanations from other studies, stating that car-
ing outside the own household has a less direct impact on sleep and social life than caring
inside the household (Hansen et al., 2013). Moreover, the findings are consistent with re-
search on the phenomenon of “blurring of boundaries”, which has been frequently explored
in studies on paid work (Eurofound and the International Labour Office, 2017). In this con-
text, employees working from home more often reported an imbalance between work and
leisure time (Simenenko & Lentjushenkova, 2021). Applied to caring, the cross-sectional
findings provide evidence that also caring “from home”, meaning care inside the household,
was slightly more often associated with an increased risk of reporting depressive symptoms
than care outside the household. Thus, many carers may also perceive this imbalance be-
tween care work and leisure time.

However, when taking the relationship type between carer and care recipient into consider-
ation, there are hardly any differences whether care for parents takes place inside or outside
the household of the carer. For example, men who care for a parent inside the household had
a 0.417-point (women: 0.473) and outside the household a 0.433-point (women: 0.471)
higher score of depressive symptoms compared with non-carers (Paper 2, Table 3). These
results in turn also provide evidence, in line with research on working conditions and com-

muting in paid work for example from Clark et al. (2019), that commuting and more time
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spent on travelling to visit the person in need of care is perceived as burdensome. In addition,
these results may reflect the fact that in particular care for parents, which usually takes place
outside the household of the carer, often competes with other time intensive activities be-
cause carers are potentially younger and still in paid work or may have other duties such as
childcare.

Lastly, caring for a spouse seems to be even more demanding when it takes place outside
the household. Here, women who care for a spouse inside the household had a 0.690 (men:
0.420) and outside the household an even 0.865-point (men: 0.715) higher score of depres-
sive symptoms compared with non-carers (Paper 2, Table 3). At this point, it should be noted
that it is rather rare that spousal care takes place outside the own household. This situation
may only apply when the spouse lives in a formal long term care setting, a situation which

is perceived as particularly burdensome.

Long-term perspective

For personal care, the longitudinal analyses reveal an increased risk of developing elevated
depressive symptoms after four years for men and women inside the household and only for
women outside the household (Paper 1, Table 4). In addition, an increase in depressive symp-
toms even in the long run is found for male and female respondents who provide personal
care for their cohabiting spouse and women who provide personal care for a cohabiting child
(Paper 2, Table 4). These findings of lasting long-term effects of caring are in line with
previous studies, for example from Stockel and Bom (2022).

As part of sensitivity analyses, longitudinal models are recalculated to account for possible
changes between two waves in SHARE. This includes four possible outcomes, which are
caring at both waves, giving up caring, starting caring and no caring at both waves. In par-
ticular, long-term personal care, defined as caring in two waves in SHARE, is associated
with worse mental health outcomes. The prevalence of elevated depressive symptoms is 5.1
percentage points higher for women providing personal care inside and even 6.9 percentage
points higher for women providing personal care outside the household in both waves com-
pared with women not caring at both waves. Among men providing personal care in both
waves, the prevalence of elevated depressive symptoms inside the household is 5.1 percent-
age points and outside the household 4.0 percentage points higher compared to non-carers.
These results demonstrate that personal care provided over a longer period, is associated
with a lasting negative mental health effect. Personal care outside the household over a

longer period seems to be particularly stressful for women (Paper 1, Supplementary Table
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S2). In line with findings from Lindt et al. (2020), these findings also tend to support the
central ideas of the “wear-and-tear hypothesis”, which states that mental health deteriorates
with increasing duration of caring as resources are depleted over time.

Furthermore, a closer look at mental health trajectories reveals that both men and women
experience a clear increase in depressive symptoms when they start providing personal care
inside the household. This increase is more pronounced among women and people in disad-
vantaged socioeconomic circumstances and it begins even before the transition. This may be
explained by the fact that the person in need of care already experienced health issues that
placed a burden on the participants prior to their active involvement in care (Paper 3, Figure
2 and Figure 3). In line with previous findings for example from Lacey et al. (2019) and
Lacey et al. (2024), these findings provide support for the causal direction of the association
between caring and mental health by showing that starting personal care inside the household

is accompanied with an increase in depressive symptoms.

Further results

As part of further sensitivity analyses, some of the analyses were rerun using a positive out-
come variable closely related to mental health, the CASP index. In general, the results of the
CASP index as a measure for QoL are like those for depressive symptoms. For both mental
health indicators, the cross-sectional results revealed that caring for a close relative like a
spouse, parent or child was associated with poorer mental health, while no notable differ-
ences between carers and non-carers were observed for other relationship types (Paper 2,
Table 3). As depressive symptoms and QoL and their association with caring have not been
considered alongside each other in previous research, this doctoral thesis presents new in-
sights around this topic.

Further new insights are gained from an analysis that differentiates between three subscales
of the EURO-D scale in order to whether the associations exist across subscales or are de-
termined by a specific scale. The first subscale, “affective suffering”, covers symptoms such
as depressive mood, wishing death and tearfulness, and a second subscale, “motivation”,
covers symptoms such as loss of interest, poor concentration and lack of enjoyment (Prince
et al. 1999; Guerra et al. 2015). A third subscale covers somatic factors, such as insomnia,
loss of appetite and fatigue. When estimating each subdimension of the EURO-D scale sep-
arately, the results were similar, with slightly stronger associations in the “affective suffer-

ing” subscale (Paper 1, Supplementary Table S3).
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When considering mental health also independent of caring, this work found that the overall
magnitude of increased depressive symptoms was higher in women. In the overall sample of
people aged 50 years and older, women have higher prevalence of increased depressive
symptoms than men. 31.9 % of women and only 18.1 % of men have elevated depressive
symptoms (Paper 1, Table 1). Continuous measurement of depressive symptoms indicates
that women have a considerably higher average of depressions symptoms on a 12-point scale
than men (women: 2.8; men: 2.0) (Paper 2, Table 1). These gender differences are in line
with previous research, such as a literature review revealed, that in 82 % of all studies, results
showed gender differences in depression to the disadvantage of women (Girgus et al., 2017).
Furthermore, using information from SHARE, this work found differences in the prevalence
of increased depressive symptoms across countries with a tendency for less pronounced el-
evated depressive symptoms in Northern European countries, for example Sweden and Den-
mark, than in Southern European countries, for example Portugal and Italy, or Eastern Eu-
ropean countries, for example Poland (Paper 1, Figure 3). Even though previous literature
does not provide a clear picture of which countries are particularly affected, the pattern that
mental health outcomes differ across countries has already been demonstrated in several
studies before (Arias-de la Torre et al., 2021; Hapke et al., 2019; Van de Velde et al., 2010).
While, for example, Hapke et al. (2019) and Arias-de la Torre et al. (2021) found highest
prevalence of depressive symptoms, both using PHQ-8, in Portugal, Luxembourg and Ger-
many, Van de Velde et al. (2010) found highest mean depression scores, assesses by the 8-
item version of the CES-D, in Eastern European countries like Hungary, Ukraine and Bul-
garia.

Furthermore, the results of this doctoral thesis suggest that the national context may influ-
ence the likelihood to become a carer as LTC indicators, like carer support, cash benefits to
the care recipient and LTC beds per 1.000 in the population of people aged 65 years and
older, vary a lot by country (Paper 3, Table 2). At the same time no systematic differences
are found in mental health trajectories by the level of these supportive LTC indicators. This
suggests that personal care inside the household has a negative impact that cannot be miti-
gated by policy interventions (Paper 3, Figure 4), a finding also demonstrated by Kaschowitz
and Brandt (2017).
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7.2 Strengths and limitations

A major strength of the papers in this doctoral thesis is that they include not only a cross-
sectional perspective but also a longitudinal perspective, allowing for the analysis of the
development of depressive symptoms over time. Another strength lies in the fact that great
attention is paid to what is meant by care including the location and type of care and the
relationship type between carer and care recipient. In addition, the papers make a distinction
between men and women in order to investigate gender-specific prevalences of certain care
situations and its association with mental health, which may differ between men and women.
The main mental health outcome under investigation, which is depressive symptoms, may
involve some potential limitations. The instrument used to assess depressive symptoms in
people aged 50 years and older, the EURO-D scale, has a potential gender bias. Many aspects
covered in the scale refer to symptoms that are more frequent in women, such as depressed
mood, appetite and sleep disturbances. So-called typically male symptoms, such as risk-tak-
ing behaviour, alcohol or drug use, are not included in EURO-D (Cavanagh et al., 2017;
Martin et al., 2013). As a result, the prevalence of depressive symptoms in men may be
underestimated.

Furthermore, this work has a look at differences between countries but not at possible cul-
tural differences within countries. However, norms are not exclusively set at the country
level, but also people living in the same country may differ a lot, for example in their atti-
tudes toward socio-cultural norms. For example, a study from the United States showed that
African Americans and Hispanics are more likely than white people to see caring as their
duty (Falzarano et al., 2022).

A strength of the data source of this work, SHARE, is that it includes information from
several European countries, enabling separate analyses by country. However, due to the al-
ready complex nature of the research questions, country differences are only a minor focus
in this work. To address this limitation, for personal care inside the household an exemplary
country-specific analysis was included (Paper 1, Figure 2). In line with findings from other
studies (Huijts et al., 2017; Van de Velde et al., 2010), the figure demonstrates that the prev-
alence of elevated depressive symptoms varies across countries, which generally better men-
tal health outcomes in Northern European countries. Furthermore, in all countries people
who provided personal care inside the household had higher risks of reporting elevated de-
pressive symptoms than non-carers. Therefore, there is good reason to assume that despite

differences in the general prevalence of depressive symptoms across Europe, the association
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between personal care inside the household and carer mental health appears to be similar
across countries.

SHARE allows to control over a wide range of potential confounders, thereby strengthening
the causal claim. In addition to the aspects controlled for in this work, further important
aspects are the intensity of care, for example if caring is needed daily or less often, the quality
of the relationship between carer and care recipient and ethnicity. For example, previous
research found most severe mental health effects for intensive carers, who provide many
hours of care per week (Bom & Stockel, 2021; Broese van Groenou et al., 2013; Chakraborty
et al., 2023; Kolodziej et al., 2022; Roth et al., 2009; Stockel & Bom, 2022; Verbakel et al.,
2017; Zygouri et al., 2021). In their study for Britain and Belgium, Dujardin et al. (2011)
showed that intensive care in both countries was associated with poorer health than less in-
tensive care. They even found that for women who care less 20 hours per week, a slightly
reduced risk of reporting poor health. Gender-separated analysis by Swinkels et al. (2019)
indicate that more hours of care were associated with greater burden only for men, but not
for women. However, there also seems to be no universally valid definition of “intensive
care”. Sometimes it is defined as more than eleven hours of care per week (Verbakel et al.,
2017), more than 40 hours per week (Chakraborty et al., 2023) or most commonly as 20
hours of care per week (Bom & Stockel, 2021; Dujardin et al., 2011; Roth et al., 2009) or 80
hours per month (Kolodziej et al., 2022). Furthermore, there is a lot of research on the quality
of the relationship between carer and care recipient. Cantor (1983) found that the closer the
personal bond between carer and care recipient, the greater the amount of strain. In Litwin
et al. (2014) the closeness of the relationship was ascertained by distinguishing whether the
carer viewed the care recipient as a confidant or not. In contrast to Cantor (1983), Litwin et
al. (2014) reported that carers who had a confidant relationship with the person in need of
care reported fewer depressive symptoms. In contrast, they reported that carers who had a
confidant relationship with the person in need of care reported fewer depressive symptoms.
who had a confidant relationship with the person in need of care reported fewer depressive
symptoms. In a study from the United States, Fauth et al. (2012) showed that greater baseline
closeness, assessed by a 6-item instrument including statements such as “My relative always
understands what I value in life” and “My relative always makes me feel like a special per-
son”, predicted lower levels of baseline depression, but also greater worsening in mental
health over time. In addition, previous studies reveal that intensity of care and the relation-
ship quality are not independent of each other. For example, Kolodziej et al. (2022) demon-

strates that intensive cares, defined as those provides at least 20 hours of care per week or
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80 hours per month, were less likely to report a high relationship quality than less intensive
carers. In addition, Roth et al. (2009) points to interesting findings on ethnicity. They reveal
that in the United States White carers are more likely than Afro American carers to report
mental and emotional strain as a results of caring, even though African American carers
reported more hours and higher rates of co-residence care (Roth et al., 2009). Also a study
from the United Kingdom revealed differences in caring profiles and intensity of caring

among Bangladeshi, Pakistani and White individuals (Wells et al., 2025).

7.3 Theoretical recommendations

This work has demonstrated that there are many ways to define caring outside a formal set-
ting and even when a similar term is used, it does not always refer to the same. As shown,
different aspects of the care situation, such as the location of care, the type of care and the
relationship type between the carer and the care recipient, are of great importance, which
should always be considered in upcoming research.

Moreover, this work showed that fundamental theories primarily focusing on paid work, can
also be applied to caring outside a formal setting. According to the central ideas of the job
demand-control model, it was demonstrated that care situations involving high demands and
low autonomy, for example personal care, can be categorised as “high strain jobs” because
they are more likely to be perceived as burdensome than other types of care. In addition, it
is evident that caring inside the own household is challenging. This may be due to carers
being unable to exit the situation, resulting in an experience of “blurring of boundaries”,
similar to the experience of people working from home.

In addition, the findings highlight that there are still large differences between men and
women, in particular in the prevalence of different care situations. To avoid inaccurate con-
clusions, findings should always be differentiated by gender.

To strengthen existing evidence on the cause-and-effect relationship and long-term associa-
tion between caring and mental health, a special focus in the future should be placed on

longitudinal analyses.

7.4 Policy recommendations

This work was able to show, that caring outside a formal setting plays a key role in caring in
later life. Considering demographic changes and ageing of societies, future generational will

probably be faced with even more people requiring care. Consequently, further societal and
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governmental support is needed to ensure dignified aging for all in the future. In this, three
strands should be focussed. At first, care situations identified as particularly burdensome
should be reduced. Second, it is necessary to create better conditions for carers. Third, a
special focus should be placed on the improvement of general health to reduce the general

need for care.

Reduction of burdensome care situations

This work was able to show that certain care situations are more likely to be associated with
poorer mental health than others. These more demanding care situations include personal
care inside the household, in particular for a primary relative. These situations are more
likely to be associated with increased depressive symptoms than practical household help
outside the household of care for a more distant relative.

Supportive LTC policies may play a significant role here, especially when they are able to
reduce the general extent of which those care situations that are more often experienced as
burdensome are needed. For example, Quashie et al. (2022) found that social spending at a
national level reduced the amount of personal care inside the household. Likewise, Verbakel
(2018) found that a more generous formal LTC provision, for example more LTC beds in
institutions and hospitals, more LTC workers and a higher public expenditure on LTC,

crowded out intensive and in turn more burdensome care situations.

Create better conditions for carers

In many countries, there are already a variety of approaches that involve financial, psycho-
logical and personal support and opportunities for carers to relieve from care. For example,
in Germany financial support (“Pflegegeld”) is provided for those in need of care, who live
outside a nursing home. The amount of financial support is based on the level of care needed.
In 2025 financial support in Germany ranges between 347 Euro (for “Pflegegrad 2’) and 990
Euro (for “Pflegegrad 5) each month (Federal Ministry of Health, 2025). Like in Germany,
financial support in other European countries is either paid to the person requiring care (“care
allowance”) or to the carers (“attendance allowance”) (Courtin et al., 2014).

Above this, to compensate for lost wages in the event of a short-term inability to work due
to care responsibilities, employees in Germany can get further financial support (“Pflege-
unterstiitzungsgeld”) for up to ten working days per calendar year, which corresponds to
90 % of the lost net wages. Furthermore, employees in companies with more than 15 em-
ployees in Germany have a legally defined entitlement to care leave (“Pflegezeit”), which

involves full or partial unpaid exemption from work for up to six months. Also, there are
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short-term relief options with a total annual amount of up to 3.539 Euro per year. This is
helpful if people in need of care are temporarily dependent on full inpatient care, for example
after a fall (“Kurzzeitpflege”) or if carers take time off or go on vacation (“Verhinder-
ungspflege”) (Federal Ministry of Health, 2025).

Other European countries also offer various options for paid and/or unpaid leave. In many
countries, pension points are introduced as part of pension reform. These are usually credited
in form of a certain amount of time added to the carer’s working hours. However, in most
cases, pension points are granted to a much greater extent for childcare than for care in later
life (Courtin et al., 2014).

In addition to these opportunities for financial support and time relief, carers may benefit
from behaviour-oriented approaches. For example, a systematic review by Wiegelmann et
al. (2021) had a look at different interventions for carers of persons with dementia. In this,
the most positive effects in the reduction of depressive symptoms have been found for cog-
nitive behavioural approaches. This was explained by three possible mechanisms: Carers
learn to use cognitive restructuring or reappraisal techniques and benefit from focusing on
positive thoughts, carers learn to focus on self-care practices, relaxation and communicating
their own needs and carers gain more competence in caring for others. In addition, the review
found that interventions in the areas of leisure and physical activity as well as psychoeduca-
tional programs, have been associated with a reduction in burden (Wiegelmann et al., 2021).
A qualitative study with data from seven European countries identified that health profes-
sionals who have regular contact with carers, develop action plans to meet their needs and
identify appropriate support services could play an important role in addressing adverse
health effects for carers outside a formal setting (Ambugo et al., 2021). A study on carers of
people with dementia revealed that counselling, family discussions and support groups have
been experienced as helpful (Zarit & Zarit, 1982) .

Since people aged 50 years and older are often in paid work alongside caring responsibilities,
a special focus should also be placed on this area of life. According to analysis of my doctoral
thesis, for example, 30.2 % of men and almost 32.3 % of women engaged in paid work and
practical household help outside the household. About 5 % of men and 6.1 % of women
engaged in paid work and personal care inside the household at the same time (Paper 1,
Table 2). Here, employers are required to create good conditions not only for childcare, but
also for care in later life, allowing a good balance of caring responsibilities and paid work.
For example, paid and unpaid leave options, flexible work hours, vacation and overtime

arrangements or working from home or from the household of the person in need of care
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could help to promote mental health of carers (Pavalko & Henderson, 2006; Wieczorek et
al., 2022). A report from the United States emphasizes that employers more often focus on
support for newborns, but pay much less attention to other form of care, which may be also
true for Europe (Fuller & Raman, 2019). Therefore, there is untapped potential on the em-
ployer side that should be addressed in the future.

In addition, previous findings suggest that effectiveness of approaches depends on various
factors such as the national context and the value of carers in a country, work organisation,
family structures and the level of care-dependency (Potoc¢nik & Hlebec, 2025; Revenson et
al., 2016). Therefore, it is appropriate to examine more closely which approaches are suitable

for which group of carers (Revenson et al., 2016).

Improve general health

The third aspect of political engagement should involve a focus on medical process and pre-
vention. More tailored medical research and the development of better screening programs
on common diseases, such as cancer or dementia, which occur frequently in old age and are
often linked to care dependency, are important aspects to focus on. Additionally, increased
efforts in health promotion and disease prevention could reduce behavioural risk factors such
as smoking, alcohol consumption, poor nutrition and lack of exercise, which are causes of
many chronic diseases (Fries et al., 1998; Gmeinder et al., 2017). For example, a recent study
form Germany reveals that, 36 % of all dementia cases can be attributed to modifiable risk
factors such as physical inactivity, smoking and alcohol consumption, which could be pre-

vented by more targeted prevention (Blotenberg & Thyrian, 2025).

Further aspects

As the results of this work and further research have already shown, gender differences in
the prevalence of caring still exist today and women are more often engaged in burdensome
care situations than men. Thus, chancing role expectations between men and women could
result in men becoming more involved in caring, thereby promoting a more balanced divi-
sion of care work between genders.

In addition, the whole society could benefit from a greater focus on mental health awareness
and mental health literacy. When mental health of carers becomes a topic of broad societal
attention, carers can be empowered to better and possibly earlier address mental health is-

Ssues.
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7.5 Conclusion

Caring outside a formal setting is an important public health challenge today as it is the most
important form of care in later life. There are indications that more people will require care
in the future, while at the same time fewer potential carers are available, for example due to
larger geographical distances between parents and their children, increasing childlessness
and a decrease in lifelong marriages. Therefore, addressing the mental health of carers is
essential to sustain this fundamental pillar of care in our society.

There is not one universally accepted definition of caring. Rather, caring can include various
locations of care, for example care inside or outside the household, types of care, for example
personal care, practical household help and help with paperwork, and relationship types be-
tween carers and care recipients, for example spouses, parents, parents-in-law, children,
other relatives or non-relatives. Because these aspects are important for health-related con-
sequences for the caring person they need to be considered to identify conditions under
which caring is detrimental to health and to provide tailored support for the unique chal-
lenges carers face in different situations. According to this work, the most vulnerable groups

are those providing personal care, care inside the household and care for a primary relative.
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9 Appendix

Table A 1: Previous studies on the association between caring and mental health. Study name, country, data source, measurement of the independent and

the dependent variable and main results. Wording in studies is used.

Study name Country Data source and de- Measurement of caring Measurement of dependent Main results
sign variable (mental health)

Negative and Posi- United States o Caregiver Health e Potential caregivers were e Perceived health (5-point e Increases in help provided was related to de-
tive Health Effects of (North Caro- Effects Study, defined as individuals scale from poor to excel- creases in anxiety and depression
Caring for a Disabled lina, Califor- 1993-1995 whose spouse had diffi- lent) e Increases in spouse impairment and caregiver
Spouse: Longitudinal nia, Mary- ¢ Longitudinal culty with at least one Health risk behaviours (e.g.  strain were related to poorer outcomes over
Findings From the land, Penn- (n=680) ADL or IADL due to eating less than three meals ~ time: poorer perceived health and increased
Caregiver Health Ef-  sylvania) e Respondents aged physical or health prob- a day, not having enough health-risk behaviour, anxiety and depression
fects Study (Beach et 65 years and older lems or problems with time to exercise)
al., 2000) confusion Anxiety and depressive

symptoms (20 anxiety re-

lated items, e.g. restless, ir-

ritable and 21 depression-

related symptoms, e.g. loss

of appetite, trouble falling

asleep)
Informal caregiver Lithuania e Online survey of e Informal caregivers are Caregiving knowledge and e 50 % of the caregivers reported no specific

support needs and
burden: A survey in
Lithuania (Biliunaite
et al., 2022)

informal caregivers
o Cross-sectional
(n=226)
e Respondents aged
18 years or older

defined as individuals
who provide care without
training or experience for
significant others such as
partners, children, sib-
lings, parents or friends

e Participants being infor-
mal caregivers or having
informal caregiving re-
lated experience

support needs (e.g. “What
are the main caregiving re-
lated challenges that you
experience?”’)

Caregiver burden (24-item
Caregivers Burden Inven-
tory)

Well-being and support
during COVID-19 (e.g.
own well-being, well-being

knowledge about the disorder of the care re-

cipient

e Women scored significantly higher on burden
¢ Physical and psychological health complaints,
poorer self-rated well-being, residing with the
care recipient and caring for longer and with
higher intensity were associated with in-

creased burden scores

¢ Informal caregivers who started caregiving be-
cause there were no other family members
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of the care recipient, avail-
ability of support)

available to help were found to be more bur-
dened than individuals who took up caregiving
on their own initiative

e Most participants indicated no changes in their
well-being during COVID-19

Is the grass greener
on the other side?

United King-

dom, the

The health impact of  Netherlands

providing informal
care in the UK and
the Netherlands
(Bom & Stockel,
2021)

¢ Dutch Study on
Transitions in Em-
ployment, Ability
and Motivation
(n=8.129)

e United Kingdom
Household Longi-
tudinal Study
(UKHLS)
(n=7.186)

o [ ongitudinal

e Respondents be-
tween 45 and 65
years

¢ Focus on starting
care provision be-
tween 2011 and
2013

e The Netherlands: “Did

you in the past 12 months
spend part of your time
on any of the following
activities?”

United Kingdom: “Is
there anyone living with
you who is sick, disabled
or elderly whom you look
after or give special help
to (for example a sick,
disabled or elderly rela-
tive/husband/wife/friend
etc.)?” and “Do you pro-
vide regular service or
help for any sick, disa-
bled or elderly person not
living with you?”
Respondents divided into
low (>10 hours per
week), medium (10-20
hours) and high intensity
(<20 hours)

o Self-reported questions re-

lated to health in the past
four weeks from the 12-
item Short Form Health
Survey (SF-12)

o Negative health effects of providing informal
care in both countries

e The impact of care provision differs by the
amount of care provided: Individuals who pro-
vide more than 20 hours of care per week and
those who face a double burden of care and
full-time employment experience the most se-
vere negative mental health effects

¢ Negative mental health effects were found to
be larger for females

o Health effects are mediated by the context
(LTC policies)

Is caring for older

parents detrimental
to women’s mental
health? The role of

the European North—

South gradient

11 European
countries

e SHARE, wave 1
and 2

e Cross-sectional

¢ Female Respond-
ents between 50
and 75 years

Providing assistance to a
parent, step-parent or par-
ent-in-law

Assistance is defined as
personal care (e.g. dress-
ing, bathing, eating),

e EURO-D

e The provision of informal care has a negative
impact on daughters’ mental health in Medi-
terranean countries, in countries where the re-
sources allocated to LTC are minimal

¢ In Northern European countries the states are
by law responsible for elderly’s care and here
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(Brenna & Di Novi,
2015)

Northern
(n=1.159), Central
(n=1.498) and
Southern European
(n=1.773) subsam-
ples built on their
GDP spending on
LTC

practical household help
(e.g. home repairs) and
help with paperwork (e.g.
filling out forms)
Providing assistance on at
least a weekly basis
Included assistance inside
and outside the same
household together

the daughter’s choice to assist her parents does
not represent a stressful experience

Positive and negative

evaluation of care-
giving among three

different types of in-
formal care relation-

ships (Broese van

Groenou et al., 2013)

The Nether-
lands

Sample of Dutch
informal caregivers
Cross-sectional
(n=1.685)
Respondents be-
tween 19 and 85
years

Subsamples of
spousal, child and
other type of care-
giving relation-
ships

Providing care in the last
twelve months for (1) a
family member who was
severely ill or needed as-
sistance, (2) to someone
longer than 2 weeks be-
cause of an illness, acci-
dent or hospital admis-
sion, (3) to someone who
was chronically ill or im-
paired and/or (4) to some-
one because of other rea-
sons

Including physical and
behavioural problems of
the care recipient, hours
of caregiving and number
of tasks

e Positive evaluation of care-

giving (eight items based
on qualitative interviews:
e.g. ‘Looking after my care
receiver gave me a good
feeling’)

Caregiver burden (Self-
perceived pressure form In-
formal Care Scale) with 14
statements on time and
emotional pressure (e.g.
‘Generally speaking I felt
very pressured because of
the situation of my care re-
cipient”

Majority provided care to their parents or par-
ent-in-law

Spouses were more often mal (59 %) and
older and less educated than other types of
caregivers

Children are more likely to share care

Dual nature of caregiving (positive evaluation
and caregiver burden) was found among
spouses and children and less among other
caregivers

Burden was higher for women, for those who
provided many care tasks and many hours of
care

Positive evaluation was higher among children
who were motivated by a strong personal bond
with the parent and a stronger preference of in-
formal care

Strain Among Care-
givers: A Study of
Experience in the
United States
(Cantor, 1983)

United States

Study “The Impact
of the Enty of the
Formal Organiza-
tion on the Infor-
mal Support Sys-
tem or Older
Americans”

Elderly people were
asked who helped them
with tasks of daily living
and whom they regarded
as their primary source of
help (primary caregivers)

Quality of relationship
(seven items)

Strain arising from caring
role (emotional, physical,
financial)

¢ Impact on life of caregivers

(eight items)

Four types of caregivers: 33 % spouses, 36 %
children, 19 % other relatives, and 12 %
friends/neighbors

70 % felt very close to the care-recipient
High degree of emotional strain found in
spouses, children and other relatives, more
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o Cross-sectional
(n=111)

o Low-income older
persons and their
caregivers who
were served by a
homemaker service
(12 hours service
for 12 weeks) be-
tween June 1979
and March 1980

physical and financial strain in spouses, least
amount of strain for friends/neighbours

o The closer the bond, the greater the amount of
strain; spouses were the group at greatest risk,
followed by children, other relatives, and
friends and neighbours

e Quality of the interpersonal relationship was a
further contributor to strain

e More impact in daily live for spouses who
lived in the same house

e Most severe impact in areas such as free time,
opportunities to socialize with friends, take va-
cations, have leisure time pursuits, run one’s
own house

Caregiving: a risk
factor of poor health
and depression
among informal care-
givers in India - A
comparative analysis
(Chakraborty et al.,
2023)

India

e LASI, wave 1 in e Hours spent in caregiv-

2017-2018 ing: “How often do you
o Cross-sectional take care of the family
(n=67.749) member/outside the fam-
¢ Respondents aged ily?”” and “For how many
45 years and older hours do you provide care

in the last week?”

e Type of activities: ADL,
IADL, medical care (e.g.
medications, changing
bandages), social care
(e.g. spending time), fi-
nancial support

e Relationship:
spouse/partner, parents,
parents-in-law,
brother/sisters, children,
other relatives, not related

e Depressive symptoms
(CES-D, ten items)

e Self-rated health (very
good, good, fair, poor, very
poor)

® 29 % of caregivers reported depressive symp-
toms and 11 % a poor self-rated health

o Caregivers were at higher risk of having a de-
pression and poor health than non-caregivers
irrespective of socio-economic characteristics

e Caregivers providing 40 hours of care and
spousal care reported to have a higher risk of
depression and poor self-rated health

e Male caregivers show 1.26 times (female:
1.51) higher odds of having depressive symp-
toms than male non-caregivers; male caregiv-
ers report 1.72 times higher odds (female:
1.48) of reporting poor self-rated health than
male non-caregivers
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Informal care and South Korea e KLoSA, three Binary indicator variable of e Pain affecting daily activi- e The magnitude of the estimated effects was
caregiver's health waves in 2006, any informal care provided ties greater in the daughter than in the daughter-in-
(Do et al., 2015) 2008 and 2010 to parents-in-law e Fair to poor self-rated law sample, which may reflect greater nega-
o Cross-sectional (daughter-in-law sample) or  health tive health consequences among daughters
e Respondents aged @ binary variable of any in-
45 years and older ~ formal care provided to
e Restricted to parents (daughter sample).
women with living
parents-in-law
(n=2.528) and liv-
ing parents
(n=4.108)
Informal care-giving  Northern Ire- e Northern Ireland “Do you look after, or give e Subjective mental ill- e 15 % were informal caregivers, majority
and mental ill-health  land Longitudinal Study any help or support to fam- health: “Do you have any (59 %) were women
— differential rela- (NILS) ily members, friends, of these conditions which e People who provided highly intensive (50+)
tionships by work- e The Northern Ire-  neighbours or other because ~ have lasted, or are expected ~ caregiving were more likely to report a mental
load, gender, age and land Enhanced Pre- of either: long-term physi- to last at least 12 months? health condition
area-remoteness in a scribing Database cal or mental ill-health/dis- — an emotional, psycholog- e Across all intensities women were twice as
UK region (Doebler (EPD) ability/problems related to ical or mental health condi- likely as men to have been prescribed antide-
etal., 2016) e Proximity to Ser- old age?” tion?” pressants
vice Index Prescribed antidepressants e Caregivers in remote areas with only limited
e Cross-sectional (yes/no) access to shops and services had a signifi-
(n=378.365) cantly increased risk for prescribed antidepres-
e Respondents aged sants
16 years and older
Does country influ- Belgium, ® 2001 census data e Two questions: if the in- Self-rated health: three e Caring was more prevalent among women and

ence the health bur-
den of informal care?
An international
comparison between
Belgium and Great
Britain (Dujardin et
al., 2011)

Great Britain

for Belgium
(n=4.368.637) and
Britain (England,
Scotland, Wales,
n=1.361.222)

o Cross-sectional

dividual provided care or
not, and the time spent
caring (no care, less than
20 hours, more than 20
hours)

e [t was clearly stated that
answers on informal care

items (good, fairly good,
not good) in Britain; five
items (very good, good, av-
erage, bad, very bad) in
Belgium

in Britain: 11.3 % of men and 16.3 % women
are informal caregivers in Britain and 7.5 % of
men and 11.7 % of women in Belgium

¢ Providing informal care was generally associ-
ated with poorer health

e Negative impacts on health increased with the
amount of care provided for men
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e Respondents aged should include only activ- e Individuals who reported e Women providing less than 20 hours a week

25 to 59 years ities not related to paid “not good” health in Brit- slightly reduced the risk of reporting poor
employment and those ain and “(very) bad” health health, while providing more than 20 hours in-
due to other individuals’ in Belgium as having poor creased their health risks
health problems (there- health e The health burden associated with heavy care-
fore excluding caring for giving is lower in Britain than it is in Belgium
healthy children)

Dimension of infor- ~ Sweden e Postal survey e Helping a person because o QoL (SF-12) e Care starts before help with personal hygiene,
mal care and quality e Cross-sectional of impaired health feeding and getting dressed (PADL) is needed
of life among elderly (n=4.278) e Seven alternatives of e Low economic situation and own need for

family caregivers
(Ekwall et al., 2004)

help: adaption own activ-
ities, keeping in touch at
least once a week, help-
ing with hospital con-

help with IADL correlated with QoL

e Women did more often preventive care (pre-
venting illness, injury and physical and mental
deterioration) in helping with PADL than men

e Respondents aged
75 years and older

tacts, cleaning or cook-
ing, personal care, medi-
cal care and improving
physical functions

Caregivers' relation-  United States

ship closeness with (Cache
the person with de- Country,
mentia predicts both ~ Utah)

positive and negative
outcomes for care-
givers' physical
health and psycho-
logical well-being
(Fauth et al., 2012)

o Cache Country De-
mentia Progression
Study (DPS)

o Cross-sectional and
longitudinal

® 234 care dyads:

49 % spouses and
51 % adult children

e Caregivers enrolled
in DPS between
2002 and 2009

o Cross-sectional and
longitudinal

e No age exclusion
(average caregiver
age: ~70 years)

Relationship Closeness
Scale (six items): “My rela-
tive always understands
what I value in life.” (b)
“My relationship with my
relative has always been
close.” (c) “My relative al-
ways makes me feel that
whatever | do for him/her is
not enough (reverse
coded).” (d) “My relative
always makes me feel like a
special person.” (e) “My
relative is often critical of
me (reverse coded).”, and
() “My relative and I can

e Affects Balance Scale
(ABS, ten items) including
five negative and five posi-
tive emotions experienced
in the past week

¢ Back Depression Inventory
I1 (BDI, 21-items)

¢ Physical and mental health
(SF-12 Physical Compo-
nent and SF-12 Mental
Component)

o Caregivers were female children (42 %), fe-
male spouse (34 %), male children (9 %) or

male spouses (15 %)

o Higher closeness at baseline measurement pre-
dicted higher baseline mental health and lower
depression and a greater worsening over time
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always discuss things to-
gether.”

Mortality Associated United States
with Caregiving, (Maryland,
General Stress, and Minnesota,
Caregiving-Related Oregon,
Stress in Elderly Pennsylva-
Women: Results of nia)
Caregiver Study of

Osteoporotic Frac-
tures (Fredman et al.,
2010)

o Study of Osteopo-
rotic Fractures,
1999-2007

¢ Longitudinal
(n=1.069)

e Respondents aged
65 years and older

¢ Focus on females
only

Currently helping a relative
or friend with each of seven
IADL (use the telephone,
get to places out of walking
distance, shop, prepare
meals, manage medica-
tions, manage finances, do
heavy housework) and
seven ADL (walk across a
room, groom, transfer from
bed to chair, ear, dress,
bath, use the toilet)

e All-cause mortality as of
December 31, 2007

o Caregivers were more stressed than noncare-

givers

e Mortality was lower in caregivers than non-

caregivers

o High-stress respondents had a higher mortal-
ity risk than low-stress respondents in the first

three years of follow-up

o [ow-stress caregivers had significantly lower

mortality than noncaregivers

Gender differences in  Canada
burden and depres-

sion among informal
caregivers of de-

mented elders in the
community

(Gallicchio et al.,

2002)

e Canadian Study of
Health and Aging
(CSHA)

o Cross-sectional
(n=327)

e Respondents aged
65 years and older

Informal primary caregiv-
ers who identified them-
selves as being the most re-
sponsible for the day-to-day
decision-making and provi-
sion of care to the patient
with dementia

¢ Burden interview (22-
items)

e Depressive symptoms
(CES-D, 20-items)

e Self-rated physical health
(“How would you day your
health is?”)

e Some outcomes related to

¢ Female caregivers were more likely to live
with the patient than male caregivers and spent

more time with the patient

o A higher level of behaviour disturbance of the
care recipient was associated with burden and

depression

e Caregivers with worse perceived health had

higher odds of a high burden

the care recipient (e.g. be-
haviour disturbance)

e Spouses and children had higher odds of de-
pression than other caregivers

e Females had higher odds than male of having
a high burden, but not for depression

Couples dealing with  The Nether-
cancer: Role and lands
gender differences

e Two samples of
patients with can-
cer and their

e Couples facing various
forms of cancer

e Psychological distress
(CES-D)
e QoL (from 0 “worst imagi-

e Female patients and female partners of pa-
tients experienced more psychological distress
and lower QoL than women in healthy couples

regarding psycholog- spouses nable life” to 10 “best im- o 27 % of female and 22 % of male patients

ical distress and e Cross-sectional aginable lie”) were at risk of developing clinical depression
quality of life (n=173) e Physical limitation (RAND e For partners the percentages were almost 35 %
ggg;g);doorn etal., e No age exclusion Health Survey, 36-items) for women and only 12 % for men
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The Effect of Intra- ~ Germany e German Ageing e “Are there people you e Cognitive well-being (Sat- e Intergenerational informal care did not affect
and Intergenerational Survey (DEAD), look after or care for reg- isfaction with Life Scale, the various subjective well-being outcome
Caregiving on Sub- waves in 2002, ularly due to their poor five items) measures
Jective Well-Being — 2008 and 2011 state of health, either ona e Positive and negative affect e Intragenerational caregiving was associated
Evidence of a Popu- e Longitudinal private or volunteer ba- (Positive and Negative Af- with less cognitive well-being (women) and
lation Based Longi- (n=10.434) sis?” fect Schedule, five items) worse mental health (total sample and men)
tudinal Study among e Respondents aged  ® Focus on intergenera- e Mental health (CES-D, compared with non-caregivers
Older Adults in Ger- 40 years and older tional (e.g. for a mother, 15 items)
many (Hajek & father) and intragenera- ¢ Functional health (SF-36,
Konig, 2016) tional care (e.g. for a 36 items)

spouse/partner) e All together defined as

subjective well-being

The Strains and Norway e Norwegian Life- e "Have you during the e Life satisfaction (Satisfac- 2.6 % of men and 4.7 % of females provide
Gains of Caregiving: Course, Generation past year given regular tion with Life Scale, five care to a non-resident parent, 0.7 % of men
An Examination of and Gender Study help with personal care to items) and 1.2 % of women provide care to a resident
the Effects of Provid- (LOGG), someone you (do not) e Partnership satisfaction parent (LOGG)
ing Personal Care to 2007/2008 live with. Help with, for (five items) 5.0 % of men and 9.9 % of women provide
a Parent on a Range o Cross-sectional example, eating, getting e Self-esteem (Rosenberg regular help with personal care to a non-resi-
of Indicators of Psy- (n=15.109) out of bed, dressing, or Self-Esteem Scale, ten dent parent, and 1.6 % of men and 1.8 % of
chological Well-Be- e Respondents aged using the bathroom?” items) women provide such help to a resident parent
ing (Hansen et al., 18-84 years e Focus on care for a parent e Mastery (Pearlin and (NorLAG)

2013)

o Norwegian Life
Course, Ageing
and Generation
Study (NorLAG),
2002/2003

¢ Longitudinal
(n=3.792)

e Respondents aged
40-79 years

and parent-in-law

Schooler Mastery Scale,
seven items)

Happiness (“I feel happy™)
Positive and negative affect
(Positive and Negative Af-
fect Schedule, twelve
items)

Depression (CES-D, 20
items)

Loneliness (Loneliness
Scale, three items)

Caregiving is largely unrelated to well-being
For women caring for a resident parent is as-
sociated with lower happiness and more nega-
tive affect, more depressive symptoms and
more loneliness (cross-sectional results)

For women caring is associated with decreas-
ing happiness and increasing depression and
caring for a non-resident parent is associated
with a positive change in the sense of mastery
(longitudinal results)
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The psychological Norway ¢ LOGG, 2007/2008 e Having a disabled partner e Life satisfaction (Satisfac- e Caregiving is associated with marked reduc-
effects of providing e Cross-sectional and providing regular tion With Life Scale) tion in life satisfaction, self-esteem (only
personal care to a (n=6.734) help to a partner with per- e Self-esteem (Rosenberg among men), mastery, happiness (only among
partner: A multidi- e Respondents aged sonal care 10-item Self-Esteem Scale) men) and depressive symptoms (only among
mensional perspec- 40-79 years e Mastery (Pearlin and women)
tive (Hansen & e NorLAG, Schooler’s 7-item Mastery e Pathways between caregiving and well-being
Slagsvold, 2013) 2002/2003 and Scale) are complex, depending on combinations of a
2007/2008 e Happiness (“I feel happy”) wide array of personal and situational factors
o Longitudinal e Depression (20-item CES-
(n=2.553) D)
e Respondents aged
40-79 years
Providing personal 10 European e SHARE wave 1,2  Provision of personal care, e Self-rated health (5-point e Personal care was significantly associated with
informal care to countries and 4, 2004/2005,  e.g. dressing, bathing or scale from “excellent” to poor mental and physical health over a follow-

older European
adults: Should we
care about the care-
givers’ health? (Hiel

2006/2007 and
2010/2011

o [ ongitudinal
(n=7.858)

showering, eating, getting
in or out of bed and using
the toilet either inside or
outside the household in the

“poor”)
e Mental health (EURO-D)
e Physical health (appear-
ance of health conditions

up period of eight years
o Older and retired caregivers experienced more
detrimental consequences of providing care

etal, 2015) e Respondents aged ~ past 12 months e.g. pain in back in the past
50 years or older six months
Health effects of in- 10 European e SHARE wave 1,2, e ELSA: “Did you look af- e Self-perceived health ® 9 % gave care inside and 16 % care outside

formal caregiving
across Europe: A
longitudinal ap-
proach (Kaschowitz
& Brandt, 2017)

countries and
England

3and 5

e ELSA waves 2-5

o Cross-sectional and
longitudinal

¢ Respondents aged
50 years and older

ter anyone in the past
week [...])? By 'look af-
ter' we mean the active
provision of care.” And
“[Does_.person] you care
for live with you?”

e SHARE: “Is there some-
one living in this house-
hold whom you have
helped regularly during
the last twelve months
with personal care, such

(“poor” (1) to “excellent”
(%)

e Depression (ELSA: “very
depressed” (0) to “not de-
pressed” (9); SHARE:
“very depressed” (0) to
“not depressed” (12))

the household

o The share of caregivers varied by country:
highest in Belgium, the Netherlands and Den-
mark for outside care and higher in southern
countries for inside care

o Across Europe caregivers inside the household
report worse (self-perceived and mental)
health than non-caregivers and in most coun-
tries

o Caregivers who started caregiving inside the
household experienced a decline in mental
health
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as washing, getting out of
bed, or dressing?** and
“In the last twelve
months, have you person-
ally given any kind of
help to a family member
from outside the house-
hold, a friend or neigh-
bor?”: two types of care
(inside and outside the
household) including
daily of almost daily sup-
port with personal care or
practical help

e People providing care outside the household
reported better health than non-caregivers

o These differences are explained by the selec-
tion into caregiving: People in worse health
took up care inside the household while people
in better health took up care outside the house-
hold

Relationships be- Korea
tween Caregiving

Stress, Depression,

and Self-Esteem in

Family Caregivers of

Adults with Disabil-

¢ Family members of
adult persons with
a disability who
visited rehabilita-
tion centres, 2016

o Cross-sectional

Visiting hospital rehabilita-
tion centres

¢ Caregiving-Related Stress
(Caregiver Burden Inter-
view)

e Depression (Korean De-
pression Scale)

e Self-Esteem (Rosenbergs

o Caregiving stress had a positive correlation
with depression

¢ Financial and psychological stress had a nega-
tive correlation with self-esteem

o Caregiver stress was stronger among caregiv-
ers who were female, older and the spouse of

ity (Kim, 2017) (n=108) Self-Esteem Scale) the care recipient and had no occupation
e Respondents aged e Depression level was higher in females and
30 years and older those with lower income
The Impact of Care ~ United States e National Study of e Intensive caregiving de- e Depression (PHQ-4) e 18 % provide intensive care and do not work,
Intensity and Work Caregiving fined as providing at least e Major depression (PHQ-2) 14 % do both, 41 % work and do not provide
on the Mental Health (NSOC) in 2011, 80 hours of care per e Generative anxiety disor- intensive care and 27 % do not work and do
of Family Caregiv- 2015 and 2017 month or 20 hours a week ders (GAD-2) not provide intensive care

ers: Losses and
Gains (Kolodziej et
al., 2022)

o National Health
and Aging Trends
Study (NHATS),
waves 1, 5and 7
(for information
about the care re-
cipient)

in the past month (refer-
ence: less intensive care-
giving)

e Average hours of care
and personal care (de-
fined as eating, shower-
ing, dressing, or using the

e Positive well-being as care-
giver self-actualization
(life purpose and growth)
and positive direct experi-
ences from helping (in-
creased closeness of the re-

e Caregivers provide on average 84 hours of
care per month, 39 hours are for personal care

¢ Providing 80 or more hours of care per month
to a parent compared to less intensive care in-
creases the PHQ-4 scale score for anxiety and
depression disorders
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e Cross-sectional

toilet) are shown descrip-

lationship with care recipi-

¢ No evidence that working affects mental

(n=3.309) tively ent and satisfaction from health
e Respondents aged Limited to adult children helping) e Intensive caregivers are less likely to report a
between 30 and 80 high relationship quality and satisfaction from
years caregiving than less intensive caregivers
Informal caregiving  United King- e UKHLS, wave 1-7 “Is there anyone living e General Health Question- ¢ Informal caregiving was not associated with
patterns and trajecto- dom ¢ [ongitudinal with you who is sick, dis- naire-12 (GHQ-12) psychological distress for men
ries of psychological (n=9.368) abled or elderly whom e Women, who engaged in long-term (three
distress in the UK you look after or give years or longer) or intermittent caregiving had
Household Longitu- special help to (for exam- higher levels of psychological distress at the
dinal Study (Lacey et ple, a sick, disabled or el- point of initiation than women who were not
al., 2019) derly relative/hus- caregivers throughout the study period
band/wife/friend etc.)?”
“Do you provide some
regular service or help for
any sick, disabled or el-
derly person not living
with you?”
Mental and physical ~ United King- e UKHLS, 2009- Provision of some regular o GHQ-12 e Mental health worsened around the time of be-
health changes dom 2020 service or help for any e SF-12 coming a caregiver

around transitions
into unpaid caregiv-
ing in the UK: a lon-
gitudinal, propensity
score analysis (Lacey
et al., 2024)

o Longitudinal
(n=3.025 to 5.785)

e Respondents aged
16 years and older

sick, disabled, or elderly
person not living with
them

Equivalent question
whether they do so for
someone living with them

e Numbers of hours of care

per week

o In particular for those younger than 64 years,
providing 20 hours or more care per week and
for someone living inside the household

¢ Physical health functioning did not change,
but there are lower levels of functioning be-
fore caregiving

¢ Not gender differences regarding changes in
mental and physical health upon transition to
caregiving

Spouses’ experience
of caregiving for
cancer patients: A lit-
erature review (Li et
al., 2013)

e Systematic search in Medline, CINAHL, Science Citation Index Expanded, Scopus, PsychINFO
and China Academic Journal
e Search terms: Cancer/oncology/carcinoma AND caregiver/caregiving/carer AND spouse/cou-

ple/partner

e Female caregivers performed more care tasks
than male caregivers throughout the process of
caring for their spouses
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e Inclusion criteria: Study population are couples coping with cancer, quantitative studies have to
include both male and female spousal caregivers in the same study, qualitative studies do not have
to meet this criterion

e Studies written in English or Chinese from January 2000 to March 2012

e n=20 quantitative studies and n=5 qualitative studies

Female caregivers perceived the caregiving
process more negatively compared with male
caregivers of spouses with cancer such as
lower mental and physical health, health-re-
lated QoL, life satisfaction and marital adjust-
ment

Male caregivers exercised avoidance and
found it difficult to express their emotional re-
action to caregiving, providing less tangible
and emotional support

Relationship status
and depressive symp-
toms among older
co-resident caregiv-
ers (Litwin et al.,
2014)

16 European
countries

¢ SHARE wave 4
e Cross-sectional
(n=3.280)

Care was defined as per-
sonal care provided to

another person or persons
in the household for a pe-

riod of at least three
months during the previ-
ous twelve months

Personal care was defined

as assistance with self-
care tasks such as
personal hygiene, dress-
ing, eating, mobility and
taking medications

e Depressive symptoms
(EURO-D)

60 % cared for a spouse or partner
Caregivers of a spouse or an adult child re-
ported more depressive symptoms than those
who gave care to parents or others
Caregivers who had a confidant relationship
with the care recipient reported fewer depres-
sive symptoms

Transitions to Care-
giving, Gender, and
Psychological Well-
Being: A Prospective
U.S. National Study
(Marks et al., 2002)

United States

o National Survey of
Families and
Households, 1987-
1988 and 1992-
1993

o [ongitudinal
(n=8.286)

e Respondents aged
between 19 and 95
years

“Sometimes because of a
physical or mental condi-
tion, illness, or disability,
people require the assis-
tance of friends or rela-
tives. During the last 12
months have you, your-
self, given anyone not
living with you at the
time any help or assis-
tance because of their

e Depressive symptoms
(CES-D, twelve items)

¢ Hostility/irritability (e.g.
“On how many days during
the past week did you feel
irritable, likely to fight or
argue?”, three items)

¢ Global happiness (one
item)

e Personal mastery (five
items)

Women and men who reported becoming a
new caregiver for a child with a disability re-
ported a significantly greater increase in de-
pressive symptoms than women and men who
did not begin such care

Men and women transitioning into spouse care
experienced a greater increase in depression
and a greater decline in happiness than non-
caregiving peers
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health problem or disabil-
ity?”

,,During the last 12
months have you, your-
self, given anyone who
was living with you at the
time any help with per-
sonal care because of
their long-term physical
or mental condition, ill-
ness, or disability?”
Additional questions
about the person, who
was given most help (e.g.
spouse, child, parents, in-
laws, other non-kin)

¢ Positive psychological
wellness-scale by Ryff
(five items: autonomy, per-
sonal growth, positive rela-
tions with others, purpose
in life, self-acceptance)

¢ The transition to parent care out-of-household
was associated with a significantly greater in-
crease in depression for both men and women
than remaining a noncaregiver

e Women who provided care for other kin re-
ported a higher level of hostility and greater
decline in happiness, but also more autonomy

e Men who began caregiving for other kin re-
ported a greater increase in depression and
lower levels of personal growth

¢ Transitions into other types of kin was more
problematic for men than women

¢ Nonkin care was associated with beneficial ef-
fects on several dimensions of psychological
wellness: more autonomy, personal growth,
purpose in life, and self-acceptance for women
and more personal growth for men

Predictors of Begin-
ning and Ending
Caregiving During a
3-Year Period in a
Biracial Community
Population of Older
Adults (McCann et
al., 2004)

United States e Chicago Health
and Aging Project

o Longitudinal
(n=4.245)

e Respondents aged
65 years and older

Currently providing un-
paid assistance to people
of any age owing to
health problems, illness
or disability at baseline
with a three-year follow-

up

e Disability (modified Katz
Activities of Daily Living
Scale; Roscow-Breslau
Functional Health Scale;
Nagi Scale)

e Depressive symptoms (10-
item CES-D)

e Self-rated physical and
mental health (4-item
Health-Related QoL meas-
ure)

e Overall health (4-point
scale from poor to excel-
lent; number of days in
month that physical/mental
health was not good)

e Physically healthier individuals were more
likely to become caregivers and to continue
caregiving

¢ Physical health is an important caregiver se-
lection factor

e Mental health had little influence on beginning
caregiving, but declining mental health was
associated with continuing caregiving
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¢ Blood pressure (protocol of
the Hypertension Detection
and Follow-Up Program)

Participation in so-
cially-productive ac-
tivities, reciprocity
and wellbeing in
later life: Baseline

England

o ELL.SA wave 2,

e Cross-sectional

e Social productive activi-
ties (caring for someone,
voluntary work and paid
work)

2004

(n=5.384)

¢ Female respond-

e QoL (19-item CASP)

e Life satisfaction (Satisfac-
tion with Life Scale)

e Depression (8-item CES-
D)

e Carers who did not feel appreciated for their
caring had significantly worse QoL and life
satisfaction compared with non-carers

e Carers who felt appreciated were less likely to
be depressed than non-carers

results in England ents aged 60 and ¢ Volunteers who felt appreciated for their vol-
(McMunn et al., male respondents unteering had higher QoL and life satisfaction
2009) aged 65 years and than non-volunteers

older (based on the e Reciprocity in caring emerged as significantly

British state pen- related to wellbeing in later life

sion age)

Growing and gaining  Singapore
through caring for a

loved one with de-

mentia (Netto et al.,

Face-to-face inter-
views with main
caregivers of a per-
son with clinician

e Primary caregivers of de-
mentia patients

e Caregiver gains (any posi-
tive affective or practical
return of a reciprocal na-
ture that is experienced as a

¢ All respondents have reported that they have
gained from caregiving

e The most common gain was personal growth,
which included becoming more patient, more

2009) diagnosed demen- direct result of becoming a understanding, stronger and more resilient,
tia caregiver) having increased self-awareness and being
Cross-sectional more knowledgeable
(n=12)
No age exclusion
MAKING THE United States Random sample e Caregivers of commu- e Positive aspects of caregiv- e Predominant themes among caregivers in-
BEST OF IT: from the Massa- nity-resident older people i cluded gratification and satisfaction with the

Themes of Meaning
among Informal
Caregivers to the El-
derly (Noonan et al.,
1996)

chusetts Elder
Health Project with
baseline interview
1984-1985 and fol-
low-up 1988-1995

e 40 % children, 26,2 %
spouses, 26,2 % other rel-
atives, 7,6 % non-rela-
tives

e 48 interviews

ing

caregiving role, a sense of family responsibil-
ity, reciprocity, friendship and company and a
commitment to “doing what needs to be done”
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Caring for a relative
with dementia: fam-
ily caregiver burden
(Papastavrou et al.,
2007)

Cyprus

e Descriptive study
with 172 patient-
primary caregiver
dyads, 2004-2005

o Cross-sectional

e No age exclusion
of caregivers

e Caregivers (partners,

daughter, son or other rel-

atives) who had the most
frequent contact with the
patient with a probable
Alzheimer disease as-

sessed using the Memory

and Behaviour Problem
Checklist from 1990
(MBPC, 21 items)

e Caregiver burden (Burden
Interview, 22 items in four
dimensions: personal
strain, role strain, relational
deprivation, management
of care)

e Depression (CES-D,

20 items)

e Ways of coping (38 items,
e.g. seeking support, wish-
ful thinking)

e Most caregivers were daughter (48.3 %),
spouses (41.3 %), sons (5.8 %) or others
(4.1 %)

e Majority of caregivers experience a high level
of burden and higher risks for depression

e Positive correlation between burden and the
frequency of the patients’ problems

¢ No difference in burden when the patient re-
sided in the community or care institution

e Women had a higher burden score than men

o Caregivers with higher education and better
remuneration had lower levels of burden

o Positive coping had a negative and emotional
coping had a positive correlation with burden

Differences Between
Caregivers and Non-
caregivers in Psycho-
logical Health and
Physical Health: A
Meta Analyses
(Pinquart &
Sorensen, 2003)

e Systematic search in PsychINFO, Medline, Psyndex
e Search terms: Caregiving/caregiver/carer/support provider AND non-caregivers AND elderly/old

age

e Inclusion criteria: Samples of informal caregivers of older adults are compared with samples of
noncaregivers regarding perceived stress, depression, general subjective well-being, physical
health or self-efficacy

o Studies written in English, French, German or Russian from 1987 to summer 2002

e n=84 studies

e Caregivers had lower levels of subjective well-
being, physical health and self-efficacy and
higher levels of stress and depression than
noncaregivers

e Older samples reported higher levels of de-
pression and lower levels of self-efficacy than
younger samples

e Younger caregivers reported increased stress
than older caregivers

¢ Differences between caregivers and noncare-
givers were greater for stress, self-efficacy, de-
pression and subjective well-being than for
physical health

Informal Elderly
Caregiving and Time
Spent on Leisure:
Evidence from Time
Use Survey (Rokicka
& Zajkowska, 2020)

Poland

o Time Use Survey,
2013

e Cross-sectional
(n=38.967)

e Respondents aged
15 years or older

Spending any time on phys-

ical care of a dependent
adult household member,
other help to a dependent
household member, help to
a nondependent adult

e Physical activity (time
spent on physical exercise,
productive exercise, sport-
related activities)

e Hobbies (time spent of en-
tertainment and culture,

o Caregivers are more likely to spend less time
on physical activity, hobbies and social life

e Time poverty is predominantly experienced by
those providing care to a household member
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household member, help to arts, hobbies and unspeci-

an adult from another fied leisure)

household e Social life (socializing with
family, visiting and receiv-
ing visitors, celebrations,
telephone conversations
and other social life)

¢ Reductions in leisure time are involuntary and
more affected during weekends than on work-
ing days

Family caregiving United States e REGARDS study, e “Are you currently Health related QoL (SF-12 e Women were more likely to be caregivers than

and emotional strain: 2003-2007 providing care on an on- with mental and physical men

association with e Cross-sectional going basis to a family component summary) e Afro-Americans were more likely to be care-

quality of life in a (n=43.099) member with a chronic Depressive symptoms (4- givers than Whites

large national sample o Respondents aged illness or disability? This item short form of the e More caregivers (15.2 %) had depressive

of middle-aged and 45 years and older would include any kind CES-D) symptoms) than non-caregivers (12.1 %)

older adults (Roth et of help such as watching Social contacts (number of e Caregivers reporting high strain were found to

al., 2009) your family member, friends, number of rela- report worse values on all dependent variables
dressing, or bathing this tives, number of social e Those providing 20 or more hours care per
person, arranging care, or contacts seen per month) week reported higher levels of depressive
providing transporta- symptoms than those providing less than 20
tion?” hours care per week

° When iden.ti.ﬂed as care- e Afro American caregivers were more likely to

grvers additional ques- be live with their care recipient and provide
tions about cohabitation more hours of care than white caregivers
and relationship with care e White caregivers were more likely than Afro
recipient, frequency of American caregivers to report mental or emo-
care and strain tional strain as a result of caregiving

Short- and medium- ~ Germany e German Socio- “What is a typical day like e Mental and physical health e No effects of informal care on physical health

in the short- and in the medium-run
e Short-term effects of informal care on mental
health attenuate over time

for you? How many hours
do you spend on care and
support for persons in need
of care on a typical week-
day?”

Economic Panel
(SOEP), 2002-
2010

e Cross-sectional
(n=29.080) and
longitudinal (after
1,3, 5 and 7 years)

term effects of infor-
mal care provision
on health (Schmidt &
Westphal, 2015)

(SF-12)
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¢ Female respond-
ents aged 18 years

and older
Health effects of United States e Caregiver Health Potential caregivers were e Physical functioning e Non-caregivers report higher levels of health
caregiving: The (North Caro- Effects Study, defined as individuals (ADL, IADL) status than those living with a disabled spouse,
Caregiver Health Ef-  lina, Califor- 1993/1994 whose spouse had difficulty e Psychological well-being those providing care or those reporting strain
fects Study: An An-  nia, Mary- e Cross-sectional with at least one ADL or (e.g. depressive symptoms associated with caregiving
cillary Study of the land, Penn- (n=819) IADL due to physical or by 10-item CES-D) e Strained caregivers report lower level of
Cardiovascular sylvania) e Respondents aged  health problems or prob- e Perceived health (5-point health, more depressive symptoms and anxiety
Health Study (Schulz 65 years and older ~ lems with confusion scale from poor to excel- symptoms, are more likely to report inade-
etal., 1997) lent) quate time for sleep, self-care and other
e Health behaviours (e.g. eat-  health-related activities
ing less than three meals a
day, not having enough
time to exercise)
¢ High blood pressure (e.g.
seated diastolic blood pres-
sure exceeding 90 mm Hg)
¢ Blood chemistries (e.g.
measurement of choles-
terol)
e Medication use
e Cognitive functioning
(modified Mini-Mental
State examination; Digit
Symbol Substitution)
Participation in so- 14 European e SHARE wave 1 Social productive activities: e QoL (CASP-12) e North-South gradient in QoL
cially productive ac-  countries and 2, 2004/2005 ¢ Doing voluntary or char- e Decrease in QoL among people who gave up

tivities and quality of
life in early old age:
findings from
SHARE (Siegrist &
Wabhrendorf, 2009)

and 2006/2007

e Cross-sectional
(wave 1: n=14.517,
wave 2: n=16.627)

ity work

e Caring for a sick or disa-
bled adult

e Providing help to family,
friends or neighbours

volunteering within the two years under study
e QoL increased among those who initiated vol-

unteering or informal help

e Giving up caring for a person was associated

with an increase in QoL
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and longitudinal
(n=8.896)

e Respondents aged
50 years and older

Informal care and the
impact on depression
and anxiety among
Swedish adults: a
population-based co-
hort study
(Stratmann et al.,
2021)

Sweden

e Swedish PART
study, wave 1
(1998-2000) and
wave 3 (2010)

o Cross-sectional
(n=9.346) and lon-
gitudinal (n=5.108)

e Respondents aged
between 18 and 65
years living in
Stockholm

e “Are you currently re-

sponsible for the care of a
long-time sick or disabled
family member?”

“Are your opportunities
for work or leisure activi-
ties limited by this care
responsibility? Are your
opportunities for spend-
ing time with friends and
family limited by this
care responsibility? Does
your responsibility for
care lead o conflicts with
family and friends?”

o Self-reported depressive

symptoms: no depressive
symptoms (<20), mild (20-
24) and severe (>30) de-
pressive symptoms

¢ Anxious distress (DSM-5,

five questions)

e Diagnosed depression

(ICD-10 codes: F32-33)

e Clinically diagnosed anxi-

ety (ICD-10 codes: F40-
41)

The proportion of women was highest in those
giving informal care and experiencing limita-
tions

Caregivers experiencing limitations in work or
leisure activities and times with friends and
family have a 2-fold higher risk of suffering
from anxious distress and depressive symp-
toms compared to non-caregivers

Caregivers with limitations even had an in-
creased risk of depression even 10 years later

Revisiting longer-
term health effects of
informal caregiving.
Evidence from the
UK (Stockel & Bom,
2022)

United King-
dom

e UKHLS, 9 waves
between 2009 and
2019

¢ Longitudinal
(Panel A=126.067;
Panel B=82.940)

e Respondents aged
16 years and older

“Is there anyone living
with you who is sick, dis-
abled or elderly whom
you look after or give
special help to (for exam-
ple a sick, disabled or el-
derly relative/husband/
wife/friend etc.)?”

“Do you provide regular
service or help for any
sick, disabled or elderly
person not living with
you?”

e Low (<10 hours per

week), medium intensity

e Mental and physical health

(SF-12)

Informal care leads to a small and short-lived
increase in physical health among high-inten-
sity caregivers providing <20 h of weekly care
For caregivers’ mental health outcomes there
are immediate and persisting negative effects
of providing care, mostly incurred by high-in-
tensity caregivers

Negative mental health effects of informal
care persist up to four or five years

The provision of care (irrespective of inten-
sity) to a partner does have a strong, negative
effect on mental health, while the interaction
term for parental care insignificant across all
time-periods, for high intensity caregivers
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(between 10 and 20
hours) and high intensity
caregivers (more than 20
hours)

only the total group is associated with lower
mental health

Explaining the gen- The Nether- o The Netherland’s Only care recipients and e Burden (“On the scale be- e Female caregivers reported a greater experi-
der gap in the care- lands Older Persons and their partners giving in- low, 0 means you now feel enced burden than male caregivers
giving burden of Informal Caregiv- formal care are included that caring for or accompa- e This gender gap is mostly explained by sec-
partner caregivers ers Survey, 2015 in the study nying your partner is not ondary stressors, such as relational and finan-
(Swinkels et al., e Cross-sectional hard at all and 100 means cial problems and problems combining differ-
2019) (n=1.611) you now feel that caring ent tasks
e No age exclusion for or accompanying your e Providing more hours of care means a greater
but due to focus on partner is much too hard. burden for men but not for women
caregiving for a Please indicate an X inthe o Men seem to respond more strongly to the se-
spouse average scale how much of burden verity of the caregiving situation and for
caregiver age is 73 you feel caregiving is at the  women the caregiving situation itself seems to
years moment.”) be what causes the strain
Positive Aspects of United States e Resources for En- Family members who e 11 Positive Aspects of o Caregivers frequently reported that caregiving

Caregiving: Contri-
butions of the
REACH Project to
the Development of
New Measures for
Alzheimer’s Care-
giving (Tarlow et al.,
2004)

hancing Alz-
heimer’s Caregiver
Health (REACH),
1996-2000
Cross-sectional
(n=1.229)

No age exclusion

lived with the care recipi-
ent with dementia,
providing care for at least
six months and provided
at least four hours of care
each day

Caregiving (e.g. “Providing
help has made me feel use-
ful”)

made them feel needed, useful and good about
themselves

e Caregiving enabled them to appreciate life
more, to develop a more positive attitude to-
ward life and strengthened their relationships
with other

The pains and reliefs
of the transitions into
and out of spousal
caregiving. A cross-
national comparison
of the health conse-
quences of caregiv-
ing by gender

17 European
countries

SHARE, wave 1,
2,4,5 and 6, be-
tween 2005 and
2015
Longitudinal
(n=43.435)
Respondents aged
50 years and older

“Is there someone living o
in this household whom

you have helped regularly
during the last twelve

months with personal

care, such as washing,
getting out of bed, or
dressing?”

Degree of frailty (Frailty
Index, 40-items)

® 3.5 % of men and 4.2 % had a transition into
and 2.3 % of both genders out of spousal care-
giving

o Transitioning into caregiving is associated
with increased frailty levels in alle four Euro-
pean contexts (Northern, Western, Southern
and Eastern)

¢ No gender differences in the association be-
tween transition into spousal care and health
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Uccheddu et al., e Focus on spouses onl e Transitions out of caregiving are associated
p y giving

2019) and transitions into and with better health, but only for females in
out of caregiving (exact Southern and Eastern countries
timing of transitions not e Health effects of spousal caregiving are
known) strongest for men and women living in South-
ern and Eastern countries
Informal care in Eu- 20 European e ESS, wave 7,2014 e Positive answer to the e Mental well-being (8-item e On average 34.3 % were informal caregivers
rope. Findings from  countries o Cross-sectional question whether one sum score about respond- and 7.6 % intensive caregivers
the European Social (n=28.406) spends any time looking ents’ feelings or behaviours e Large differences between countries, informal
Survey (2014) spe- e Respondents aged after or giving help to during the past week, e.g. care overall ranged from 43.6 % in Finland to
cial module on the between 25 and 75 family members, friends, felt depressed, sleep was 8.2 % in Hungary, intensive care was less
social determinants years neighbours or other be- restless, enjoyed life) prevalent in Nordic countries
of health (Verbakel cause of long-term physi- e Middle and higher educated respondents had
etal., 2017) cal ill health or disability, higher odds of providing care, no education
long-term mental ill differences in intensive care
health or disability or o Caregivers reported lower levels of well-being
problems related to old than non_caregivers
age e Care was more detrimental for the mental
e Focus on caregivers over- health of females then for males
all and intensive caregiv- e Negative associations between caring and
ers (eleven hours of care mental health are stronger for intensive care-
or more per week) giving
Social productivity France e GAZEL, 2005 e Social productive activi- e Depressive symptoms e Prevalence of informal help is highest
and depressive symp- o Cross-sectional ties during the last month (CES-D, 20 items) (94.6 %), 54.3 % do voluntary work and
toms in early old (n=14.477) (doing voluntary or char- 26.4 % care for a person
age-results from the e Respondents aged ity work, caring for a sick o Activities with a high degree of autonomy and
GAZEL study. between 52 and 66 or disabled adult, provid- perceived control (e.g. voluntary work) are
(Wahrendorf et al., years ing help to family, friends negatively related to depressive symptoms
2008) or neighbours) e For caring for a sick person as activity with a

low degree of autonomy there is a positive as-
sociation with depressive symptoms
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Gendered experi-
ences of providing
informal care for
older people: a sys-
tematic review and
thematic synthesis
(Zygouri et al., 2021)

e Systematic search in PubMed, PsycINFO, Scopus and Cumulative Index to Nursing and Allied
Health Literature

e Scarch items: Informal care/family care/caregiver/care/spouse care AND caregiving/elder-
care/gerontolog/geriatric/ageing/aging/aged/seniors AND gender/gender role/gender norm/gender
relation/gender identity/gender continuum/feminin/masculin/biological sex

e Inclusion criteria: Peer-reviewed qualitative studies and qualitative data from mixed method stud-
ies on adults, informal primary family caregivers at the time of the interview to older relatives
aged 60 years and above with mental and physical health needs, any residencies where primary
caregiving takes place independently of geographical and cultural context, studies docus exclu-
sively on the participants’ caregiving experiences and provide a gender analysis or report out-
comes concerning participants’ gender

o Studies written in English or Greek from 2000 to 2020

e n=21

o Affection, reciprocity, feelings of compassion
and the duty to provide care appeared as com-
mon motivators for both women and men

¢ Providing intensive informal primary care to
older people affects both men’ and women’s
mental and physical health

e Women caregivers influenced by traditional
feminine roles are much more emotionally in-
volved in caregiving

Source: Own representation based on different sources, see column ”’Study name”.
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Table A 2: PHQ-8. Items, Answers with factor, Scale and Interpretation.

Items Answers with factors Scale Interpretation

Over the last two weeks, how often have you been both- Not at all Several days More than half Nearly every day

ered by one of the following problems? the days

Little interest or pleasure in doing things 0 1 2 3 0-24 0-4: Minimal depression

Feeling down, depressed, or hopeless 0 1 2 3 5-9: Mild depression

Trouble falli tavi ) leening ¢ h 0 | ) 3 10-14: Moderate depression
rouble falling or staying asleep, or sleeping to muc 15-19: Moderately severe

Feeling tired or having little energy 0 1 2 3 depression

Poor appetite or overeating 0 1 2 3 20-24: Severe depression

Feeling bad about yourself - or that you are a failure or have 0 1 2 3 Ten or higher: Depressive

let yourself or your family down disorder

Trouble concentrating on things, such as reading the news- 0 1 2 3

paper or watching television

Moving or speaking so slowly that other people could have 0 1 2 3

noticed? Or the opposite - being so fidgety or restless that
you have been moving around a lot more than usual

Source: Own representation based on Kroenke et al. (2008).
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Table A 3: CESD-8. Items, Answers with factors, Scale and Interpretation.

Items Answers with factors Scale Interpretation
How much of the time during the past week... None or rarely Some or little of ~ Occasionally or Most or all of the
none of the time the time (1-2 days) moderate of the time (5-7 days)
(less than 1 day) time (3-4 days)
.. did you feel everything you did was an effort? 0 1 2 3 0-24 Higher scores indicate a
.. was your sleep restless? 0 1 2 3 greater frequency and sever-
were vou hanpy? 0 1 ) 3 ity of depressive
o Y PPy complaints.
.. did you feel lonely? 0 1 2 3
.. did you enjoy life? 0 1 2 3
.. did you feel sad? 0 1 2 3
.. were you unable to get going? 0 1 2 3

Source: Own representation based on Van de Velde (2009).
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Table A 4: EURO-D scale. Items, Answers, Scale and Interpretation.

Dimension  Items Answers Scale  Interpretation
Depression  In the last month, have you been sad or de- Yes No 0-12 The maximum score is 12
pressed? “very depressed” and the min-
Pessimism  What are your hopes for the future? Any hopes No hopes Imum (slgore is 0 “not de-
pressed”.
Wishing In the last month, have you felt that you would  Any mention of suicidal feelings = No such feelings A scale score of four or higher
death rather be dead? is defined as “case of depres-
Guilt Do you tend to blame yourself or feel guilty Obvious guilt or self-blame No such feelings sion” and a scale score below
about anything? four as “not depressed”.
So, for what do you blame yourself? Examples given constitute obvious Examples given do not constitute The list of 16 questions is re-
excessive guilt obvious excessive guilt duced to twelve final items.
Sleep Have you had trouble sleeping recently? Trouble in sleep or recent change  No trouble sleeping
in pattern
Interest In the last month, what is your interest in things? Less interest than usual mentioned No mention of loss of interest
So, do you keep up your interests? Yes No
Irritability = Have you been irritable recently? Yes No
Appetite What has your appetite been like? Diminution in desire for food No diminution in desire for food
Have you been eating more or less than usual?  Less More
Fatigue In the last month, have you had too little energy  Yes No
to do things you wanted to do?
Concentra- How is your concentration? For example, can Difficulty concentrating on enter-  No such difficulty mentioned
tion you concentrate on a television programme, film tainment
or radio programme?
Can you concentrate on something you read? Difficulty concentrating on reading No such difficulty mentioned
Enjoyment What have you enjoyed doing recently? Fails to mention any enjoyable ac- Mentions any enjoyment from ac-
tivity tivity
Tearfulness In the last month, have you cried at all? Yes No

Source: Own representation based on Mehrbrodt (2021); Prince et al. (1999).
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Table A 5: CASP 12-item version. Items, Answers with factors, Scale and Interpretation.

Dimension  Items Answers with factors Scale  Interpretation
Often Sometimes Rarely Never
Control My age prevents me from doing the things I 1 2 3 4 12-48  Higher scores indicate a
would like to do. higher QoL. Some items are
I feel that what happens to me is out of control. 1 2 3 4 reversed in their coding.
I feel left out of things. 1 2 3 4
Autonomy I can do the things I want to do. 4 3 2 1
Family responsibilities prevent me from doing 1 2 3 4
the things I want to do.
Shortage of money stops me from doing things I 1 2 3 4
want to do.
Pleasure I look forward to each day. 4 3 2 1
I feel that my life has meaning. 4 3 2 1
On balance, I look back on my life with a sense 4 3 2 1
of happiness
Self-realiza- I feel full of energy these days. 4 3 2 1
tion I feel that life is full of opportunities. 4 3 2 1
I feel that the future looks good for me. 4 3 2 1

Source: Own representation based on Bamicha and Verropulou (2023).
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