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Abstract

Background: Population ageing and the consequent growing up of multiple chronic diseases are increasing
long-term care (LTC) demand worldwide. In Europe and beyond, regardless of the welfare regime, the bulk
of care for older people is carried out by informal caregivers (ICGs), often adults and older adults.
Nevertheless, recently, many studies shed light on young people playing the role of caregivers (named
Adolescent Young Carers-AYCs) of frail older family members, often grandparents (GrPs). Intergenerational
caregiving negative outcomes (e.g. high level of stress and poor physical health and mental well-being) can
occur, especially in countries with under developed LTC systems. The COVID-19 outbreak represented a real
“stress-test” for the European LTC systems, bringing to light their limits and weaknesses. The virus
containment measures exacerbated the living and health conditions of ICGs and non-self-sufficient older
adults by restricting the possibility of accessing many social and health services. The overall aim of this work
is to deeper the characteristics of intergenerational caregiving both in ordinary circumstances and in
Pandemic time, with the ambition of providing a new conceptual framework for its interpretation.
Methods: Four studies were carried out between 2020 and 2022. Studies 1 and 2 report the results of a
survey targeted to AYCs aged 15-17, carried out in the framework of the Me-We project “Psychosocial
support for promoting mental health and well-being among young adolescent caregivers in Europe”, which
received funding by the European Union’s Horizon 2020 research and innovation programe (H2020; 2018-
2021) under grant agreement No. 754702. Study 1 compares a sub-sample of AYCs of GrPs to another sub-
sample of AYCs of other care recipients (OCRs), e.g., parents, siblings, and friends. The analysis included a
final sample of 817 AYCs. Linear or logistic regression models were built, and multivariate analyses were
repeated. Study 2 considers two sub-samples of 87 AYCs living in Italy and 75 living in Slovenia. A multiple
linear regression model was built for the quantitative data. Qualitative data were content analysed using an
open coding process. Studies 3 and 4 report the results of an online survey reaching 2,468 European
caregivers from 16 countries, carried out in Winter 2020/2021. Study 3 focused on two sub-samples of ICGs
of older people with LTC needs living in Germany and Italy (149 and 173, respectively). A logistic regression
analysis was performed by country to obtain an adjusted estimate of the risk of worsening caregivers’ health.
Study 4 focused on 1,390 ICGs and compared the effects of the Pandemic on two sub-samples of 848 adult
caregivers (ACGs) and 542 older caregivers (OCGs). The differences between the two groups were estimated
using logistic regression and adjusted for all potential confounders. All analyses were repeated after
propensity scores (PS).

Results: Study 1: AYCs of GrPs experienced more positive caregiving outcomes than AYCs of OCRs across the
six countries included in the analysis. Being female or non-binary, and having a migration background, were
associated with more negative outcomes. Study 2: 80% of respondents were females and one out of three
AYCs reported health problems due to their caring responsibilities. Italian respondents faced communicative
and practical problems, while Slovenians experienced mainly emotional discomfort. Study 3: the risk of
worsening caregivers’ health increased by more than 40% for German caregivers compared to Italian ones,
despite the former receiving more formal services than the second ones. Furthermore, the overall health
risks and protecting factors differed by country. Study 4: ACGs experienced more worsening physical
conditions, took care of older relatives with more severe health conditions and increased the hours of care
more than OCGs. Regardless of age, females were more exposed to health risk and poor quality of life than
males. Also new caregivers were mainly females and their physical health and quality of life were put at risk
by caregiving.

Discussion: The four studies confirmed the overwhelming presence of women in formal intergenerational
caregiving, underlining they are at greater health risk than males at any age and at any time. The COVID-19
outbreak has only exacerbated gender inequalities in the distribution of care tasks. The quick interruption of



care services and the overall stressful situation given by the global health crisis did not allow ICGs to make a
proper and timely appraisal of their situation, causing an evident deterioration in their overall health
conditions.

Conclusions: Results call for reforms of LTC systems across Europe boosting in-home care and providing more
practical and psychological support targeted to ICGs of all ages. Moreover, further research on gender
inequalities in intergenerational caregiving is recommended. The Intergenerational Caregiving Appraisal and
Stress Model (ICASM), an original theoretical framework, is proposed as a possible lens to interpret the
experience of today intergenerational caregiving, characterized by older care recipients with chronic diseases
and multimorbidities and by women with multiple social roles.



1. Background

1.1. Population ageing and increase in Long-Term care demand

World and European populations are increasing in life expectancy and ageing. In 2019, in the OECD
countries, more than one in six people was older than 65, and it is expected that population over 80 will
reach over 1.2 billion in 2050 in many countries (OECD, 2020). In the same year, in Europe, 20.3% of the
population was aged 65 years or over, and Germany and ltaly represented the fourth and the first oldest
countries across the EU Member States, with 21.8% and 23.2% over 65 aged people of the whole population
respectively (Eurostat, 2021). Even at regional level, the highest shares of older adults were found in
Chemnitz (28.9%) in Germany, followed by Liguria (28.5%) in Northern Italy (Eurostat, 2020).

As a consequence of the extended later life, even the number of older people with chronic disease and
multimorbidities is increasing. In Europe, 70% of over 75-year-old people, representing almost 10% of the
whole population, reports chronic and long-standing disease (European Union, 2019), while across the OECD
countries, about 60% of elderly population suffer from multiple chronic conditions (OECD, 2020). In 2019, in
Germany, the number of people in need of care totalled 4.1 million, while in Italy, 3.8 million people aged 65
and over had severe difficulties in basic functional activities (i.e., severe motor, sensory and cognitive
limitations), and more than one in two older people had multimorbidity, reporting at least three chronic
diseases (Li, 2019; ISTAT, 2020).

Because of the above, Europe's demand for Long-Term Care (LTC) (i.e., the delivery of a range of care
services to meet the health needs of people limited in their ability to live independently) is dramatically
increasing.

1.2. Formal and informal LTC services to dependent older people in Europe: a
particular focus on Germany and Italy

In Europe, older people are often cared for by a “collage” of different social and health services delivered
by different providers belonging to: i) the formal sectors i.e. by care professionals; ii) the semi-formal sector
i.e. by no care professionals often working in domestic environment; iii) the informal networks i.e. no
professional and no-trained family caregivers. This paragraph focuses on the offer of formal (§ 1.2.1) and
semi-formal LTC services (§ 1.2.2).

1.2.1 Public and formal LTC services

Although similar ageing processes characterize Germany and Italy, the response to the growing need for care
differs in these countries, in terms of funding and services provision, due to different LTC concepts. Germany
has one of the most elaborated and all-embracing welfare regimes, characterized by universal public and
accessible health care, including care allowance i.e. monetary transfer, (in kind) home care services and
residential care (as detailed below) (Laenen et al., 2019). In 2019, in Germany, 80% of people in need of care
were cared for at home and 20% in one of the 15,400 LTC facilities (e.g., nursing homes) (Frank and Babitsch,
2018). Older people with nursing care needs can choose between professional service (Pflegesachleistung)
or monetary transfers. In the first case, they are taken care of at home by professional caregivers who have
a contract with nursing insurance funds and nursing homes (Destatis, 2020) and provide a non-standardised
number of hours of care by different degrees of care need. The provider is directly paid by the LTC Insurance
(LTCI), unless the care received exceeds the appropriate level of benefits; then, the care recipient bears the



difference (Laenen et al., 2019; Geraedts et al., 2000). Alternatively, elder home care can be supported by
cash benefits (Dobele and Becker, 2016; Shitte, 2009). The monetary care contribution is calculated
according to individually determined care degrees (1-5), ranging from 40 EUR for care degree 1 to almost
2,000 EUR for care degree 5 (Theobald and Luppi, 2018).

In Italy, characterized by a Mediterranean welfare regime (Esping-Andersen, 1999), LTC is not conceived
and organized as a comprehensive model. However, it juxtaposes multiple legislative interventions to
integrate different national and regional legislations and social and health services (Rotolo et al.,2014). Italian
LTC provides a medium/low level of support, with unregulated cash payments and service delivery (Theobald
and Luppi, 2018). It stands on three pillars: residential care, home care and monetary transfers. Residential
care (i.e., nursing homes and day care services) is managed mainly by private bodies or Non-Governmental
Organisations acting as third parties of municipalities (Costa, 2013; Rotolo, 2014). Concerning home vs
residential care, in Italy, in 2018, 90% of older people with at least three chronic diseases were cared for at
home (compared to 80% in Germany) and 10% lived in one of the 7,372 nursing homes (about half of those
available in Germany), whose number of beds differs region by region (ISTAT, 2019). The provision of beds in
nursing homes differs region by region, but it remains far from addressing the older population’s needs
(Barbabella et al., 2017; Courbage et al., 2020).

The most common monetary transfer is the State Care Allowance (“Indennita di accompagnamento” in
Italian) (Berloto and Notarnicola, 2019) introduced by Law number 18/1980, provided by the National Social
Security Institute (Istituto Nazionale di Previdenza Sociale-INPS) and financed by tax revenues. It is a fixed
monthly contribution (cash-for-care) of 522,10 EUR per month, provided to dependent people, regardless of
the degree and type of care needed and economic situation of beneficiaries, without the obligation to declare
the use made of it (Ibidem).

The main differences between Italian and German LTC are that in Italy, contrary to what happens in
Germany, i) dependent older people cannot choose between professional home care and monetary transfer;
ii) home care involves care professionals for a very low number of hours (16 h in one year per
beneficiary)(Barbabella et al, 2017); iii) monetary transfer is not provided with graduated amounts according
to the level of care need. For details, please read the third attached scientific paper based on Study 3.

1.2.2 Semi-formal LTC services: the migrant care workers

Despite the described differences, German and Italian LTC systems are similar in the extensive
employment of Migrant Care Workers (MCWs) as a response to the absence of an appropriate and enough
supply of residential and home care services. It is not possible to describe the LTC in Italy and Germany
without considering MCWs, because they represent the main means to guarantee tailored and around-the-
clock assistance and supervision to older people with LTC needs by helping family members hold on to the
tradition of family care for ageing parents/relatives. MCWs are in the middle ground between formal and
informal care because, even when they are hired with a regular work contract, they are often employed as
housework assistants and not as caregivers (especially in Italy), and it may happen that fewer hours of work
are declared than those really worked. Moreover, most of them are not trained in elderly care even though
they perform professional tasks such as feeding, washing, bedsores care, pads change, etc

In Germany, about 200,000 MCWs from Central and Eastern Europe are employed, especially from
Poland, Romania and Slovakia, providing home care for one or more older people, but the estimated number
of unregistered care staff is high (Horn et al., 2019). Typically, they are recruited and engaged by brokering
agencies that also organize the travel to Germany. Two (or more) commuting MCWs alternate shifts of 2—-12
weeks and live 24/7 with the older care recipient (Steiner et al., 2019).



In Italy, almost one million declared domestic workers in 2020: 90% were female, and 70% had a migration
background, mainly from Eastern Europe (INPS, 2021). It is estimated that 60% of Italy’s domestic workers
are undeclared (i.e., without a formal employment contract), which means that around 1.3 million people
have no rights in the workplace. The undeclared employment of MCWs is facilitated by the lack of restrictions
or justification for using the State Care Allowance that is often used by beneficiaries and their family members
to pay the MCWs. Contrary to Germany, in Italy, MCWs are mainly recruited by older people’s families via
word-of-mouth and NGOs and employed mostly in live-in situations and by long-term work commitments,
even if the frequent turnover of the workers is quite common, given the 24-h caring activities that they are

required to carry out.

1.3. Informal Caregivers: the backbone of the LTC

Regardless of the level of development of the LTC systems and the welfare regime, informal caregivers
(ICGs) play a pivotal role in the provision of assistance to older and/or disabled family members across Europe
and beyond (European Commission and Social Protection Committee, 2021a). Therefore, it is crucial to know
the definition of ICGs, who they are, and their needs.

1.3.1 Informal caregivers’ profile in the intergenerational care setting

A recent definition provided by Tur-Sinai et al. (2020) states that informal caregivers can be identified as
people who provide — usually — unpaid care, at least weekly, to someone with a chronic illness, disability or
other long-lasting health, social or care need, outside a professional or formal framework and as part of an
unpaid non-contractual voluntary work. This definition aligns with Eurocarers and considers both a societal
and a scientific perspective used by grey as well as by scientific literature on the topic. A great part of ICGs
are relatives, friends or neighbours who provides unpaid physical and/or emotional care to someone with a
chronic or disabling condition and help with activities of daily living such as grocery, shopping, bathing,
dressing and medical tasks (Eurocarers, 2021).

While country-specific estimations of the rate of informal caregiving are often lacking, it is estimated that
in Europe, 80% of all LTC is provided by ICGs, whose numbers range from 10% to 25% of the total population
(Zigante, 2018), with average rates varying significantly between countries, depending on how informal care
is defined and measured (Tur-Sinai et al.,, 2021). Most caregivers are women who provide the bulk of
caregiving as spouses, middle-aged daughters or daughters-in-law aged 45 to 75 (European Commission,
2018). A comparison based on three European Surveys—the European Health Interview Survey (EHIS), the
European Quality of Life Survey (EQLS), and the Study on Health and Ageing in Europe (SHARE)—shows
similar prevalence rates of informal caregiving (albeit different estimations due to partially different
methodological aspects characterizing the three surveys) in Germany and Italy: respectively 17.70% (SHARE:
13.66/EHIS: 20.02/EQLS: 19.40) and 18.26% (SHARE: 23.80/EHIS: 20.32/EQLS: 10.66) of adults aged 50 and
over (Tur-Sinai et al., 2020).

Great differences emerge concerning gender. In fact, in Italy and Germany, the share of women aged 45—
64 providing informal care is 27% and 11%, respectively, compared to 18% and 8% of men in the same age
range. As for the intensity of care, Italian women spend, on average, more than 17 hours per week providing
care, compared to about 12 hours provided by men. while in Germany, men carry out about 11 hours of care
per week, similarly to women who carry out 10 (European Commission and Social Protection Committee,
2021).

Recently, a bulk of literature highlighted the phenomenon of caregiving in childhood, youth and
adolescence. Children and adolescents under 18, in fact, may also find themselves in the situation of caring



for an older, sick or disabled family member frequently on a regular basis. Such young people are named
“young carers” (YC) (Aldridge and Becker, 1993; Becker 2000). The group of young caregivers (YCs), also
includes youngsters in the middle adolescence phase i.e. aged 15-17: they are termed Adolescents Young
Carers (AYCs) (Teipel, 2013). The involvement of minors in caring for an older family member is related to
population ageing trends (Eurostat, 2020) and the increasing connected demand for LTC (European
Commission and Social Protection Committee, 2021), especially in countries with low-developed LTC
systems. AYCs provide care to one or more family member(s) or close friend(s) and often carry out significant
or substantial caring activities (Becker, 1995; Becker, 2000; Aldridge and Becker, 2003), without receiving any
training for their caring role (Joseph et al., 2020). There are few cross-country and large sample research
studies on (A)YCs. The figures reported in available national studies suggest that the prevalence of (A)YCs is
between 2% and 8% of all children, young people, and young adults in advanced industrialized capitalist
societies (Leu and Becker, 2019). Nevertheless, these are rough estimates of the prevalence of (A)YCs in the
whole young population because every national study adopted a different definition of caring and (A)YC, and
a different methodology to identify and count them (e.g., the age range) (Leu and Becker, 2019). However,
results collected at the national level seem to suggest that caring for a sick or disabled family member during
adolescence and youth is quite a common phenomenon (Leu et al., 2018). Generally, AYCs of GrPs are under-
represented in international social research (D’Amen et al., 2021).

1.3.2 Policy response and support services targeting informal caregivers in Germany and in Italy

The German law recognizes informal caregivers (social law XI §19), which defines them as people who
provide non-professional home care to others in need of LTC due to a physical, mental or emotional illness
or disability. Social protection services will only address the needs of caregivers if they provide at least 14
hours of weekly care to a care-dependent person (Eurocarers, 2021). Since January 12013, to fulfil the
minimum of 14 hours a week, the informal care provided to more than one beneficiary can be added up. The
long-term care insurance (LTCI) of the person in need of care pays the contributions to social protection
insurance (SPI) for the IGC, if the latter lives in European Economic Area or in Switzerland, cares for at least
60 days per year, s/he is not gainfully employed for more than 30 hours per week, and is not receiving a full
old-age pension (European Commission, 2018). Moreover, since 2008, LTCI organisations have been obliged
to offer free training courses in LTC for ICGs and counselling. This service is provided by case managers
employed by LTCI funds at a long-term care support basis or through qualified experts (Eurocarers, 2021).
Since 2011, the German Federal Ministry of Family Affairs, Senior Citizens, Women and Youth operates a
counselling hotline (“Pflegetelefon”) for ICGs (lbidem). The Act to Reorient the LTCl (“Pflege-
Neuausrichtungsgesetz” — PNG) came into effect partly on the 30" of October 2012 and on the 1% of January
2013, respectively improved, among others, the benefits of respite care and short-term residential care for
persons receiving care allowance. If the ICG gets sick or goes on holiday, the LTCI pays benefits for up to four
weeks of respite or short-term residential care (European Commission, 2018). Since 2008, ICGs working as
employees in companies employing more than 15 people can benefit from an unpaid leave from work of up
to six months with continued social insurance coverage (Act on Caregiving Leave) (Frisina Doetter and
Rothgang, 2017). The Care Leave Act of 2015 (‘Pflegezeitgesetz’) introduced a wage compensation for acute
care leave of up to 10 days (typically 90% of net earnings), available through LTCI in the form of
“Pflegeunterstitzungsgeld” or “care support payments” (Davare, 2022). Furthermore, the Family Care Act,
came into force in 2012, establishes that ICGs living with a family member in need of care can reduce their
working hours to a minimum of 15 hours per week over a maximum duration of two years (lbidem).

The condition of ICGs living in Italy is consistently different. In this country, there is not a national frame
law recognising the ICGs. In August 2019, a bill entitled “Disposizioni per il riconoscimento ed il sostegno del



caregiver familiari” was submitted at the national Parliament. Instead, it was a unified proposal, combining
all the proposals submitted in the previous year. The bill intends to systematise and recognise carers'
activities more explicitly and formally than in the present legislation. Unfortunately, the COVID-19 outbreak
and the political crisis overshadowed the discussion and approval of this law. Nevertheless, some Regional
Authorities e.g., Emilia-Romagna, Lombardia, and Umbria, approved regional laws recognising the role of
ICGs and/or promoting financial support measures e.g. Marche Region (Eurocarers, 2021).

The lack of a national law recognising the role of the ICGs and guaranteeing their rights means that there is
not an integrated system of psycho-social supports explicitly addressed to the ICGs, such as training on LTC,
counselling, psychological support and respite care. However, there are self-help groups and emotional
support groups promoted by day-care centres and carers' associations at local level. These interventions,
although valuable, do not guarantee help continuity and are not part of an integrated network of social,
psychological and health services.

Concerning working caregivers, according to the Law 104/1992, care leave is granted only to public and
private employees (the self-employed and those employed in domestic and household services are
excluded), who have to care for severely disabled relatives. Working caregivers are entitled to two different
types of care leaves: 3 working days of paid leave per month for short-term leave at the condition that the
ICG is a close relative of the person with the disability even when not co-habiting; up to 2 years of paid leave
for longer leave provisions to care for a seriously disabled child or relative. The leave is paid at 100% of
earnings up to an annual ceiling (adapted over time according to inflation), in the case that ICG lives under
the same roof as the person in need of care.

Law No 183/2010 introduced the principle of “sole carer”, which means that in a household, only one
worker can attend to the needs of a severely disabled person (European Commission, 2016).
On 10 October 2022, the “Delegated Law Design on Older People (“Disegno di Legge recante deleghe al
governo in materia di politiche in favore delle persone anziane”, hereafter DLD, also in implementation of
mission 5, component 2, reform 2, of the “National Recovery and Resilience Plan on care for the dependent
elderly" was approved by Parliament, which promotes integrated forms of support for ICGs and their
involvement in social and health programming. The DLD introduces important novelties for ICGs of
dependent older people. The first is their recognition as the direct recipients of health and psychological
assessment for drafting an individualised care plan, policies aimed at social and welfare protection,
certification of care skills, and work reintegration measures.

Concerning AYCs, there are different responses to them across the European countries, varying from a
clear recognition, protection and support in policy and legislation (e.g. in UK) through non-specific legislation
that somehow can be extended to them, such for example, laws for the protection of minors and children or
the families (e.g. in Italy), to a total lack of recognition and support (e.g. in Slovenia) (Leu et al., 2022).
However, irrespective of current measures in place in the different European countries, (A)YCs are often not
recognised and fall through gaps in policy and legal safety nets (lbidem).

1.4. Intergenerational caregiving outcomes on informal caregivers’ health in
ordinary and pandemic stress-time

Previous research on (older) adult ICGs has demonstrated that the negative aspects of informal
intergenerational caregiving are associated with depression, anxiety, stress, morbidity, physical problems
and low quality of life (especially when they take care of older relatives with dementia) (Hooker et al., 2002;
Del-Pino-Casado et al., 2019). Caregiving responsibilities (e.g., moving, toileting, feeding, cleaning the care
recipient and administrating drugs) can represent a risk for ICGs’ overall health (i.e., physical and mental well-



being) (Pinquart and Sorensen, 2011; Santini et al., 2016; Verbakel, 2018; Bom et al., 2019; Barbosa et al.,
2020). This risk can vary with the caregivers’ age; older caregivers may cope better with caregiving
responsibilities than younger ones (Mohanty and Niyonsenga, 2019). Moreover, ICGs’ overall health varies
with the living condition; it may worsen when the caregiver cohabits with the care recipient (Litwin et al.,
2014). Caregiving can also lead to difficulties in social inclusion and participation (Greenwood, 2019) and
especially middle-aged ICGs, playing multiple roles within the household as parents of adolescent and/or
young children, daughter and son and/or daughter/son-in-law, may be penalized in labour market
participation, due to the difficulties in reconciling paid work and care duties (Censis-AIMA, 2016; Ikeda, 2017;
Socci et al., 2021)

AYCs of GrPs perform instrumental activities of daily living and provide companionship and emotional
support (Dellmann-Jenkins and Brittain, 2003; Orel and Dupuy, 2002). They can adopt the role of the primary
or auxiliary carer, especially in multigenerational families (Orel and Dupuy, 2002).

AYCs (of GrPs) can experience both positive and negative caregiving outcomes. Positive outcomes include
soft skills such as maturity (Fives et al., 2013), resilience in the face of difficulties (Svanberg et al., 2010),
empathy (Stamatopoulos, 2018), and better self-efficacy (Frauhaus et al., 2006). Conversely, negative
outcomes include frustration and stress, mental health problems (Carers Trust, 2016), and poor well-being
(Cohen et al., 2012; Doran et al., 2003), in addition to the risk of experiencing inequalities in accessing health
services (Hamilton, 2013), and of having fewer education and employment opportunities in the long-term
(Kaiser and Shulze, 2015; Kettell, 2018; Kavanaugh et al., 2016). In addition, AYCs often face numerous
challenges at school, such as tardiness and/or absenteeism, and difficulties in completing or carrying out
homework and meeting deadlines (Siskowsky,2006).

AYCs of GrPs seem to experience more positive caring outcomes than AYCs of other care recipients e.g.,
parents and siblings (Orel and Dupuy, 2002; Santini et al., 2020). This could be related to the auxiliary role in
providing support to parents who are primary caregivers and/or due to feelings of affection towards
grandparents and the desire to return the help received in childhood, which may mitigate the negative effects
of caregiving (Santini et al., 2020).

The COVID-19 outbreak has worsened the health condition and quality of life of ICGs of older people. That
entailed the cancellation and/or the postponement of many social and health care services targeted to older
people, e.g., daycare centres and home care services, the adoption of contingency measures for nursing care
homes (e.g., relatives’ visit interruptions) and a range of restrictions affecting social life (better known as
“stay at home measures”). The latter exacerbated situations of social isolation and worsening mental health,
already evident among ICGs before the Pandemic, especially among those with limited technological skills,
as they cannot benefit from the extensive opportunities to connect with others via the internet or social
media (Sumner et al., 2020).

The Government Responses Stringency Index (GRSI) (Hale, 2020), collecting systematic information on
policy measures that governments have taken to tackle COVID-19, has different scores across European
countries. However, German and Italian government responses show similar scores, presenting a maximum
difference of three points over the outbreak, except for the periods around 21 March 2020, when the
government response stringency level was 68.06 in Germany and 91.67 in Italy; on 21 March 2021, when it
was 75 and 84.26, and on 17 September 2021, when it was 56 and 68.98 in Germany and ltaly, respectively.
Moreover, German and Italian governments adopted “extensive restrictions for isolation and hygiene in Long-
Term Care facilities, by prohibiting all non-essential external visitors, and/or requiring all community-dwelling
older people to stay at home and not leave home with minimal exceptions and receive no external visitors”
(Hale, 2020).

The interruption, postponement and cancellation of social, health and community services for older
people with LTC needs and for ICGs made the latter feel alone (CIRCLE, 2020) and entailed the increase of



prevalence and intensity, or the change of caring activities carried out by informal caregivers (Lightfoot and
Moone, 2020) with a dramatic impact on their physical health and mental well-being (Carers UK, 2020; Giebel
et al., 2021; Gréler et al., 2020; Maccora et al., 2020; Lorenz-Dant, 2020; Phillips et al., 2020; Rothgang e al.,
2020). In many countries, they experienced a great increase in their psychological and physical burden
(Giebel, 2021) as well as stress and anxiety (Vahia et al., 2020). This is also the case for Italy and Germany
(Kostidl, 2021), where lockdowns caused a shortfall in private and semi-formal care services, e.g. MCWs,
especially during the peak of the infection, namely between March and June 2020. (Leiblfinger et al., 2020;
Schmidt et al., 2020).

Recent studies (Graler et al., 2020; Kent et al., 2020) have highlighted several stressors for ICGs, as a
consequence of the COVID-19 outbreak, as emotional stress, health stress (due to the reduced access to
healthcare services during the Pandemic) (Onwumere, 2021) and social isolation. In addition, many informal
caregivers reported worse health conditions and quality of life as a consequence of the outbreak in different
European countries (Lightfoot and Moon, 2020; Phillips et al., 2020; Carers UK, 2020), and evidence shows
that this occurred more strongly than among non-caregivers (Rodrigues et al., 2021).

During the Pandemic, adults’ difficulties in reconciling work and care responsibilities and the closure of
schools confining children and adolescents at home, increased the involvement of young people in the
assistance of older family members living in the same household (Lightfoot and Moon, 2020; Phillips et al.,
2020). However, these restrictions prevented them from meeting their own mental health needs and
managing homeschooling requirements (Blake-Holmes and McGowan, 2022). A recent longitudinal study on
young ltalian caregivers (aged 18-29) (Landi et al., 2022), showed that insufficient home space and greater
time spent working and learning from home were significantly correlated with higher caregiving
responsibilities during the COVID-19 outbreak. The same study highlighted that young adult caregivers
reported higher caregiving responsibilities than non-carers and that caregiving responsibilities were
longitudinally related to poorer mental health outcomes, operationalised as higher fear of the virus, anxiety,
depression and lower well-being.

1.5. Caregiving stress models

Since COVID-19 represented an additional stressor for ICGs, the most accreditated caregivers’ stress
models are briefly described in this paragraph.

Interest in ICGs of dependent older persons began in the last decade of the last century when several

scholars sought to understand the impact of caregiving on people’s physical health and mental well-being.
As a result, stressors and stress-mitigating factors of caregiving have been the object of study as well as the
processes that can lead ICGs of older people to the acceptance of their condition and role and, consequently,
to the adoption of effective coping strategies.
One of the first scholars to develop a theoretical paradigm for interpreting the stress process of ICGs of an
older person was Leonard Pearlin (Pearlin et al., 1990). The main feature of the conceptual components of
his Caregiver’s Stress Model (CSM) is to conceive the informal caregiver’s stress as a process, not as a state
or a condition. Consequently, Pearlin is interested not simply in the factors that trigger caregiver’s stress, but
in how these factors arise and how they stand in relation to each other.

The first element that Pearlin considers and includes in his conceptual framework is the caregiver's
economic and social background, i.e., socioeconomic status, family composition, caregiving history, and
relationship to the care recipient, access to and the use of resources (named as “network” by the Author). In
his model, stressors are conditions, experiences and activities that threaten and fatigue informal caregivers.
They can be primary (e.g. behavioural disturbances and level of dependency of the care recipient) and
secondary (family conflict, work-life balance, economic problems and social life restrictions) stressors. Coping



and social support can mediate the stressors power. The exposition to stressors damages ICGs’ mental well-
being (depression, anxiety, irascibility, cognitive disturbances) and physical health as well as their capabilities
to continue carrying on caregiving activities (i.e. yielding of role). Thus, Pearlin argues that ICGs’ depression
depends mainly on caregiving stressors, e.g. actual tasks and the amount of care.

After and in opposition to Pearlin, Lawton (1989), argued that it is not so much the amount or nature of
care activities performed by the caregiver that determines the impact of caregiving on the caregiver’s well-
being as the perception and meaning attached to them i.e. the “appraisal” of the life experience. This is the
caregiver appraisal model (CAM).

Yates (1999) tries to integrate the CSM by Pearlin and the CAM by Lawton in a unique model: the
caregiving stress appraisal model (CSAM), thinking that the two models had limitations. In fact, on the one
hand, Pearlin does not consider the possible positive effects of caregiving and the nature of the relationship
between care provider and care recipient, considering the characteristics of the care recipient exclusively as
stressors. On the other hand, in Lawton’s framework, the components of appraisal overlap with components
of resources and coping strategies.

Yates’ CSAM links caregiving stressors, caregiving appraisals and potential mediators to the caregiver’s
well-being. It includes the condition of the care recipient, namely cognition, functional disability and
behavioral problems, as primary stressors. The primary appraisal consists of recognising the older people’s
care needs, measured through the number of hours of care. The secondary appraisal is the recognition of the
overloadi.e. the burden that translates into depression. Possible mediators between the first and the second
appraisal are formal services, quality of the relationship to the care recipient, emotional support and mastery
(Figure 1).

Figure 1 Yates’ Caregiver’s Stress Appraisal Model (CSAM) (Yate, 1999)
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In the Discussion, the CSAM is questioned as a theoretical lens to interpret the experience of today's ICGs
of dependent older people and, in light of the results that emerged from the studies described below, a new
paradigm is proposed.

2. Study aims, research questions and relevance

2.1 Aims and research questions

Initially, the doctoral work aimed to deepen intergenerational caregiving activities' features in different
European countries. Meanwhile, the COVID-19 outbreak hit the world. So | wanted to understand how and



to what extent the Pandemic was mining the overall health and well-being of ICGs of older people with a
special focus on comparing Germany and Italy.

This dissertation considers the results of four studies: two involving AYCs of GrPs in no pandemic time,
and two involving adult and older adult ICGs of older people with long-term care needs in pandemic times.
In detail:

Study 1-Positive and negative caregiving outcomes on Adolescent Youg Caregivers of Grandparents, wants
to provide a picture of the experience lived by AYCs of grandparents (GrPs) in five European countries. The
main research question is: Is there any difference in positive and negative caregiving outcomes between
AYCs of GrPs and AYCs of other care recipients (OCRs)? (Santini et al., 2020).

Study 2-Difficulties faced by Adolescent Young Carers of Grandparents in Italy and Slovenia compares the
condition of AYCs of GrPs in Italy and Slovenia, the two countries with the highest rates of AYCs caring for
grandparents compared to the other countries surveyed by the European Me-We study, funded by the
European Union (Horizon 2020; 2018-2021). The analysis wants to answer the following research question:
What are the difficulties and support needs of AYCs of GrPs in Italy and in Slovenia? (Santini et al., 2022a)

Study 3- Impact of COVID-19 outbreak on the overall health of informal caregivers of older people seeks
to understand the extent to which government-dictated restrictive measures and the discontinuation and/or
decrease in many support services for older people with disabilities in Europe have affected the health of
informal caregivers living in Germany and ltaly. This study aimed to answer the following question: Which
factors worsened or mitigated the impact of the COVID-19 outbreak on the overall health of informal
caregivers of older people in need of care in Germany and in Italy? (Santini et al., 2022b)

Study 4- Being an adult or an older caregiver of older people during the COVID-19 outbreak seeks to
understand whether the Pandemic had a different impact on ACGs compared to OCGs of older people with
disabilities. The research in this case is extended to Europe and wants to answer the following research
question: Did the outbreak's impact differ among young adult caregivers compared to older caregivers of
older people across Europe? (Socci et al., submitted)

Figure 2 provides an overall picture of the four studies.

Figure 2 Dissertation structure (Author’s own elaboration)
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2.2 Relevance

Study 1-Positive and negative caregiving outcomes on Adolescent Young Caregivers of Grandparents is the
first large-scale international study on AYCs aged 15—-17 years, an under-covered topic in social and health
sciences, and the first cross-national study comparing AYCs of GrPs with AYCs providing care to other care
recipients (OCRs). Hence, the findings can enrich the debate on this topic, orienting future policies and
research.

Study 2-Difficulties faced by Adolescent Young Carers of Grandparents in Italy and Slovenia
One of the few mixed-method studies focused on and “giving voice” to AYCs of GrPs and framing the
outcomes in the LTC systems of the two study countries.

The relevance of Study 3- Impact of COVID-19 outbreak on the overall health of informal caregivers of
older people, lies in comparing the impact of the outbreak on ICGs of older people with LTC needs in Germany
and Italy; taking into consideration different LTC systems; involving large samples of informal caregivers.

Study 4- Being an adult or an older caregiver of older people during the COVID-19 outbreak relevance
relies on the comparison of the effects of the second Pandemic (Winter of 2020-21), on ACGs vs OCGs of OP,
when the consequence of the first and of the following pandemic waves have cumulated over time.

As such, combining the results of the four studies may advance the knowledge on how LTC and public
health policies adopted in ordinary and in pandemic times by European Governments at macro social level,
influenced the positive and negative outcomes of intergenerational caregiving on ICGs of different ages.
Secondary, the studies may contribute to the debate on a new theoretical framework for interpreting
intergenerational caregiving in post-pandemic times.

3. Methods

3.1 Participants’ recruitment

The online survey, on which Studies 1 and 2 are based, was carried out between March and October 2018
and targeted adolescents aged 15—17. The data collection sheet was elaborated in English and translated into
the study countries’ languages. Since this was the first international and large sample survey on AYCs in
Europe aiming at mapping this phenomenon, the only criteria for being included were being aged between
15-17 years and being available to fill in the questionnaire. Within the samples of the study countries (ltaly,
the Netherlands, Slovenia, Sweden, Switzerland, the United Kingdom) AYCs were identified using two
anchoring questions (§ 4.3) and afterwards, a sub-sample of AYCs of GrPs was compared to a sub-sample of
AYCs of OCRs, e.g., parents, siblings, friends. In Italy, Slovenia, and Switzerland, respondents were mainly
recruited among high school students. In the Netherlands, participants were recruited through schools, care
support centers, patient and carer organizations, and social media channels. In Sweden, the youngsters were
reached in schools, social care, and civil society organizations. In the United Kingdom (UK), where there is a
high level of awareness on the topic and wide availability of specialized non-governmental organizations for
young carers, the recruitment took place mainly through young carers projects and a small number of
schools.



Respondents of Studies 3 and 4 were mainly recruited by means of dissemination activities carried out
through websites, social media channels (mainly on Twitter and Facebook groups or pages targeting informal
caregivers and cared-for persons), local charities, webinars, and welfare or voluntary organizations at
national, regional, or local levels. These procedures were repeated regularly between November 2020 and
March 2021. The only inclusion criterion was providing regular care and/or support (i.e. not occasional or
temporary) to one or more people with their daily activities, personal care, or other ways due to their physical
or mental illness, disability or old age. Study 3 and 4 focussed on sub-samples of ICGs of OP with LTC needs.

3.2 Data Collection Procedures

The first survey (hereafter Me-We survey) was targeted to AYCs and collected data analysed by studies 1
and 2. The second survey (hereafter COVID-19) was targeted to ICGs of OP with LTC needs and provided data
analysed in studies 3 and 4.

The Me-We survey was carried out using the 1lka online platform to guarantee participants’ anonymity
and privacy on different electronic devices, e.g., personal computers, laptops, tablets, and smartphones. In
some cases, data collection in school settings required a paper and pencil data collection mode due to the
large number of participants encountered in school classrooms and the limited availability of electronic
devices. The original English version of the questionnaire was translated into the national languages
independently by two researchers per national team and revised by a third national team member.

The COVID-19 survey was carried out between November 2020 and March 2021 and promoted by
Eurocarers. It was available in 10 European languages (i.e., Czech, English, Estonian, Finnish, Finnish/Swedish,
French, German, Italian, Portuguese, and Swedish): the original questionnaire English version was translated
into the national languages independently by volunteer scholars cooperating with Eurocarers.

3.3 Data collection tools and outcome measures

The questionnaire used by Studies 1 and 2 comprised four sections: (1) demographic and caregiving
information, (2) impact of caring on education and available support services, (3) open-ended questions for
collecting suggestions on needs and valuable supports for AYCs and (4) feedback on questionnaire
compilation. Study 1 analysed data collected through sections one and two, while Study 2 focussed on data
collected through sections three and four.

The first section began with questions about age, gender, country of birth, nationality, living condition,
migration background, family composition, and caregiving hours per day. Then, in order to evaluate the
effects of caregiving activity on younger people, the following self-reported measures were applied:
“Multidimensional Assessment of Caring Activities” (MACA-YC18) (Joseph et al., 2009), “Positive and
Negative Outcomes of Caring” (PANOC-YC20) (Joseph et al., 2009), “KIDSCREEN-10" (Ravens-Sieberer et al.,
2010), and “Health problems in connection with caring”, which was an ad hoc developed single-item



measure. To identify AYCs among all the surveyed adolescents, a question about a family member or friend
having a health related-condition was asked, followed by an additional anchoring question, i.e., “Do you
provide care, support, or assistance to a family member or friend because of their health-related condition?”.
It was followed by questions defining caregiving hours per day and profiling the relationship to the care
recipient/s (e.g., mother, father, grandmother, grandfather, boyfriend, classmate), their health-related
condition and level of impairment. All respondents then replied to both the MACA-YC18 and PANOC-YC20,
and to the item on health problems in connection with caring.

MACA-YC18 is an 18-item self-report questionnaire asking young people about the type and frequency of
their caring activities (items are rated on a 3-point scale where “never” = 0, “some of the time” = 1, and “a
lot of time” = 2). An overall score is calculated ranging from 0 to 36. PANOC-YC20 is a 20-item self-report
measure that indexes of care provision's positive and negative outcomes, ranging from 0 to 20. Each item is
rated on a 3-point scale: “never” =0, “some of the time” = 1, and “a lot of the time” = 2. KIDSCREEN-10, a 10-
item measure of the health-related quality of life standard, ranging from 10 to 50 was also applied. Each item
is answered on a 5-point intensity or frequency response scale. AYCs were also asked to report if they
suffered from physical (e.g., back pain, headache, muscle tension), psychological (e.g., anxiety, depression),
or other health problems related to care activity provided by answering a multiple-choice question.

The second section of the questionnaire included dichotomous and multiple-choice questions about the
impact of caregiving on education and the support available for AYCs and their families, both formal (e.g.,
statutory agency/supportive governmental programs, services, and state monetary benefits) and informal
(e.g., help from other family members, friends, neighbors).

The third and fourth sections of the questionnaire included open-ended questions aimed at collecting
AYCs’ emotions, difficulties, and suggestions for improving available support.

The questionnaire of Studies 3 and 4 included multiple choice questions and moved through six thematic
areas: 1) caregivers and care recipients’ socio-demographic information; 2) the impact of COVID-19 on the
caregivers’ health status and on the caring situation; 3) the availability and use of social and health services
both for caregivers and for care recipients; 4) caregivers’ employment and economic status; 5) the use of
technology during the outbreak; 6) caregivers’ suggestions on how to improve social and health care services
for better supporting them during the outbreak and beyond.

Study 3 outcome variable is the response to the question, “Considering your current situation, compared
to before the Pandemic, how has the Pandemic impacted your overall health status?”. Respondents had
three options for answering: “my overall health status... 1) improved; 2) did not change; 3) worsened”. We
dichotomized this variable into “My overall health status improved/did not change” vs. “My overall health
status worsened”.

Here other variables used for the analysis are just listed: details on how some of them were
created/calculated are available in Study 3 enclosed at the end of this document. “Caregiving (post—pre
difference in hours of care)”; “Service provision (Continuity)”; “Formal social and health service provision
(Discontinuity)”; “Service provision (Continuity)”; “Formal support effectiveness (at least 1 very/extremely)”;
“Informal support effectiveness (at least 1 very/extremely)”; “Living condition”.

The analysis of Study 4 focused on the responses of the surveyed informal caregivers of older people to
the following question: “Considering your current situation compared to before the Pandemic, how has the
COVID-19 outbreak impacted the following aspects of your life?” (RQ1). After an initial overall evaluation of
all the above items (i-vi), we focused on the main aspects of the caregiver’s well-being: health status
(distinguishing between physical and psychological) and quality of life. Respondents were asked to indicate



if the corresponding situation has improved, has not changed, or has worsened. Three answer options were

VA

available: e.g. “my physical condition/mental health-psychological state of mind/quality of life” “improved”,
“did not change”, “or worsened”. All the answers to these questions were recoded, assuming 1 if the situation
has worsened and 0 in all other cases.

For identifying “new informal caregivers” due to the Pandemic, respondents were asked the following
anchoring question: “Have you started providing care to someone as a result of the COVID-19 outbreak?”

(RQ2) (answer categories Yes/No).

3.4 Data Analysis

Preliminary analyses included test of differences between the two groups (i.e., AYCs of GrPs, and AYCs of
OCRs) using t-test for continuous variables (i.e., scores on the MACA-YC18, PANOC-YC20 Negative, PANOC-
YC20 Positive, KIDSCREEN-10) and chi-square tests for the dichotomous variable (i.e., self-reported health
problems in connection to the caring role). Among all outcomes, only those statistically significant in the
previous analysis were kept for the multivariate analysis. In addition, linear or logistic regression models
(depending on the type of dependent variable) were built to estimate the association between caring for
GrPs and health and well-being outcomes in AYCs, taking into account potential confounders (age, gender,
hours a day spent providing care, country of birth, formal services). Finally, multivariate analyses were
repeated, including a fixed effect regression model on the country variable. A 2-tailed p-value <0.05 was
considered significant. In order to avoid heteroskedasticity issues and to accept the constant variance
assumption, robust standard errors were applied using White‘s procedure. Moreover, to detect collinearity
of the regressors with the constant, variance inflation factors (VIFs) were calculated, confirming that no
collinearity issue could be raised. Data were analyzed using STATA version 15.1 (StataCorp, College Station,
TX, USA).

This study compares the situation of AYCs of GrPs in Italy and Slovenia that emerged from an online survey
carried out in six European countries within the mentioned EU-funded project “Me-We” (Hanson et al.,
2022). Italy and Slovenia represented the two countries with higher numbers of AYCs of GrPs among the
study respondents, whose percentages within the national samples were 36.3% and 28.3%, respectively, in
comparison with 10.1% in the Swedish, 9.4% in the English, 9.4% in the Dutch, and 6.5% in the Swiss samples.
In this study, a mixed-methods (MM) design (Creswell and Clark, 2017) was adopted by coupling qualitative
(QUAL) with quantitative (QUANT) findings such that the QUAL data could provide country-contextual data
for enriching the interpretation of the QUANT data in each respective country. Furthermore, this study
employs a triangulation design, more specifically validating the QUANT data model, as open-ended questions
were embedded within a larger quantitative survey. QUANT and QUAL data were analysed separately and
then integrated while contrasting and comparing each phase's results. The QUANT data quantified the impact
of caring on AYCs' lives, e.g., AYCs’ health condition, well-being, and school performance. The QUAL findings
provided the country’s context with regard to care and information on the condition of AYCs of GrPs living in
the two countries, thus expanding and supporting the quantitative analysis.



Concerning QUANT measures, continuous variables were reported as mean and standard deviation (SD);
comparison of variables between groups was performed by unpaired Student’s t-test or one-way analysis of
variance (ANOVA), as appropriate. Categorical variables were expressed as the absolute number and
percentage, and statistical significance was assessed by Pearson’s Chi-square test. The statistical significance
for this study was set at p < 0.05. Statistical analyses were conducted using the Stata 15.1 Software Package
for Windows (StataCorp., College Station, TX, USA).

The QUAL responses were content analysed by applying an open coding process (Strauss and Corbin,
1998), a method through which concepts and their dimensions are identified and discovered directly from
the qualitative data. Following this process, categories referring to the same phenomenon were grouped into
sub-categories and these were subsequently grouped into higher-order categories, with the support of
MAXQDA 2020 software to provide a clear description of the findings with a focus on a comparison between
the Italian and Slovenian AYC respondents.

The trustworthiness of the qualitative elements of the study (i.e., credibility, dependability,
transferability) was reached by ensuring methodological rigor and internal process assessment as
recommended by literature on social sciences research methodology (Lincoln and Guba, 1985; Golafshani,
2003; Shenton, 2004).

ICGs and care recipients’ characteristics, divided by country, were compared using the chi-square test for
categorical variables and the Student's t-test for continuous variables. Data are reported as means (+SD) for
continuous variables and as absolute frequencies for categorical variables. Thus, we compared subjects
according to the outcome variable “overall health status” (improved/did not change vs. worsened) and to
the variable “country” (Germany vs. Italy).

In order to obtain an adjusted estimate of the risk of worsening in overall health status, a logistic
regression analysis was performed by country. Initially, we considered only crude models, but then we
adjusted for age and gender, and finally, we built a fully adjusted model with only significant variables. A p-
value < 0.05 was considered statistically significant. Statistical analysis was carried out using SPSS for Win
V24.0 (SPSS Inc., Chicago, IL, USA).

Normal distribution for continuous variables was assessed using the Shapiro-Wilk test and reported as
either mean and standard deviation or median and interquartile range on the basis of their distribution.
Comparison of variables between groups was performed according to their distribution by either unpaired
Student t-test or Mann-Whitney U test. Categorical variables were expressed as absolute frequency and
percentage and analysed by Chi-square test. Given the different levels of data, the statistical model had to
consider the existence of a clustered structure (Hox, 1998) since each country has a specific background and
people living in the same area tend to experience similarities. Therefore, differences between the two age
groups were estimated using multilevel logistic regression, adjusted for all potential confounders in order to
allow the decomposition of total variability into a primary level (subject-related variability) and a secondary
level (country variability) (Austin et al., 2001).

All analyses were repeated after propensity scores (PS) matching to adjust for the bias inherent to the
different respondent characteristics at baseline. A sub-analysis was conducted only for the group of “new



carers”. Since this is a small number of subjects, PS-matching was not applied. A 2-tailed P value <.05 was
considered significant. Data were analysed using STATA version 15.1 (StataCorp, College Station, TX) (Socci
et al., submitted).

3.5 Ethicissues

The data presented in the four studies were processed in full compliance with both national laws on data
protection and the General Data Protection and Regulation (European Union, 2016/679; Regulation, G.D.P.R.,
2016) to guarantee the respondents’ anonymity and privacy. All respondents were recruited on a voluntary
basis following the Declaration of Helsinki (World Medical Association,1964; 2013). Respondents gave
informed consent to participate in the study by filling in the questionnaire.

In the case of Studies 1 and 2, ethics approval was obtained from relevant ethical review boards in all six
partner countries prior to the start of the data collection. Moreover, an information letter and the first page
of the online questionnaire clarified that AYCs’ participation was voluntary and that they could withdraw at
any time without any explanation. Informed consent was also secured from parents/legal guardians,
following applicable national legislation and institutional guidance. No data was collected that could lead to
any specific individual being identified to protect the youngsters’ anonymity fully.

In the case of Studies 3 and 4, electronic consent was requested from respondents before filling in the
guestionnaire, confirming that participants (1) had read the background information to the study; (2)
voluntarily agreed to participate; (3) were at least 18 years old.

4. Results

4.1 Study 1- Positive and negative caregiving outcomes on Adolescent Young
Caregivers of Grandparents (Santini et al., 2020)

Out of 817 AYCs, 138 (16.9%) were caring for a GrP (Table 1). The AYCs surveyed were mainly female
(72.4% vs 24.7% male, while 2.9% identified themselves as transgender/non-binary) and a similar ratio can
be seen among both AYCs of GrPs (76.1% female, 21% male, and 2.9% transgender/non-binary) and of OCRs
(71.5% female, 25.5% male, and 3% transgender/non-binary). Within the whole sample, 7.2% of AYCs aged
15 and 46.4% of those aged 16—17, respectively were providing care to a GrP, while 13.8% of respondents
aged 15, 43.8% of those aged 16, and 42.4% of those aged 17 were caring for OCRs.

92.3% of the AYCs of OCRs, and 93.5% of the AYCs of GrPs were born in their country of residence. 39%
of AYCs of OCRs could count on formal and public care services to support them/their families (e.g., state
care allowance and home care services), compared to 26.5% of AYCs of GrPs (p = 0.005).

AYCs of OCRs reported caring for four hours a day, about one hour more than AYCs of GrPs, (2.9 h a day
on average).

The highest share of AYCs of GrPs, i.e., 36.3%, was from Italy, while 28.3% was from Slovenia.



Table 1 Sample characteristics according to the care recipients: AYCs of OCRs and AYC of GrPs, n (%)

AYCs p
Total OCRs GrPs
817 (100%) 679 (83.1 %) 138 (16.9%)
Gender 0.536
Male 202(24.7%) 173(25.5%) 29(21.0%)
Female 591(72.4%) 486(71.5%) 105(76.1%)
Transgender/non-binary 24(2.9%) 20(3.0%) 4(2.9%)
Age 0.104
15 104(12.7%) 94(13.8%) 10(7.2%)
16 361(44.2%) 297(43.8%) 64(46.4%)
17 352(43.1%) 288(42.4%) 64(46.4%)
Country of birth % 0.631
National 752(92.5%) 623(92.3%) 129(93.5%)
Abroad 61(7.5%) 52(7.7%) 9(6.5%)
Formal support services received by AYCs’ 0.005
family
No 394(49.1%) 310(46.6%) 84(61.8%)
Yes 296(36.9%) 260(39.0%) 36(26.5%)
| do not know 112(14.0%) 96(14.4%) 16(11.8%)
Informal support received by AYCs 0.093
No 570(71.2%) 482(72.4%) 88(65.2%)
Yes 231(28.8%) 184(27.6%) 47(34.8%)
Hours a day spent providing care, meantsd 3.9+5.0 4.045.2 2.9+3.6 0.014
Country of residence
CH 40(4.9%) 31(4.6%) 9(6.5%) <0.001
IT 116(14.2%) 66(9.7%) 50(36.3%)
NL 79(9.7%) 66(9.7%) 13(9.4%)
SE 280(34.3%) 266(39.2%) 14(10.1%)
SL 135(16.5%) 96(14.1%) 39(28.3%)
UK 167(20.4%) 154(22.7%) 13(9.4%)

Note: data are n (%) where not specified

AYCs of OCRs and AYCs of GPs did not differ in the amount of caring activities (MACA-YC18) or in health-
related quality of life (KIDSCREEN). In the PANOC-YC20, AYCs of OCRs reported significantly higher negative
outcomes and significantly lower positive outcomes (PANOC-YC20) than AYCs of GrPs: linear and logistic
regression show that caring for GrPs was associated with lower negative and higher positive outcomes, while
it was unrelated to health problems. Detailed data are reported in Table 2 of the published scientific paper
based on Study 1 enclosed at the end of this document.

Table 2 shows the linear and logistic regression results between the exposition variable (in column) and
the two outcome variables PANOC-YC20 and Health problems related to caring responsibilities (in the rows).
In this table and in the following, MACA-YC18 and KIDSCREEN-10 are not included due to the lack of statistical
significance at multivariate or already at descriptive levels.

Caring for GrPs was associated with lower negative and higher positive outcomes, unrelated to
caregiving-related health problems. The age of AYCs is not associated with caregiving outcomes or health
status. Being female or transgender/non-binary AYCs is positively associated with experiencing both more
negative outcomes of caring and health problems due to caregiving compared to male AYCs. The greater the
number of hours of assistance per day, the more likely that AYCs report negative outcomes and a one-unit



increase in hours of assistance per day was associated with a 6% increase in the odds of reporting health
problems due to caregiving. Moreover, having a migrant background was associated with greater negative
care outcomes, but was not associated with positive ones or health problems.

Table 2 Exposure factors to positive and negative caregiving outcomes and health problems among AYCs of OCRs and
AYCs of GrPs (n=817)

PANOC-YC20 Negative PANOC-YC20 Positive Health problems in connection to care
Outcomes Outcomes role
Exposure factors B P B p OR p
Caring for GrPs (ref. No) -1.09 0.010 1.20 0.008 0.94 0.765
Age (ref.15)
16 -0.76 0.159 0.49 0.330 0.76 0.245
17 -0.75 0.157 0.68 0.179 0.77 0.278
Gender (ref. Male)

Female 0.90 0.021 0.41 0.275 1.53 0.016
Transgender/non-binary 3.50 0.006 -1.76 0.127 4.71 0.002
Hoursa daycsaprznt providing 0.22 <0.001 0.01 0.721 1.07 <0.001

Country of birth (ref. National)
Abroad 2.49 <0.001 0.36 0.560 1.30 0.382
Formal services (ref.No)
Yes 1.86 <0.001 -0.38 0.292 1.79 <0.001
Don't know 1.38 0.007 -0.58 0.256 0.84 0.457
Constant 3.71 <0.001 11.89 <0.001 0.43 0.003
R? 0.139 0.025 0.059

Notes: data are coefficients ([3), odds ratios (OR) and level of statistical significance (p). Robust standard errors were applied. Mean
Variance Inflation Factors (VIFs) for the models was 1.34 (range: 1.02-2.58).

Noteworthy, when the country variable is included in the regression model, gender, the amount of daily
care hours and migration background continue to be related to both negative outcomes and health problems.
The data variation after the inclusion of the country variable in the regression model is reported in Table 4
of Santini et al., 2020.

4.2 Study 2- Difficulties faced by Adolescent Young Carers of Grandparents in Italy
and Slovenia (Santini et al., 2022a)

Study 2 sample is comprised of 162 AYCs caring for GrPs, 87 from Italy and 75 from Slovenia, respectively
(Table 3). Female participants represented 79% of the whole sample, with a statistically significant difference
between the two study countries. In fact, female respondents constituted more than 93% of the sample in
Slovenia compared to 66.7% in Italy. In Italy, the AYCs were mainly aged seventeen years (48.3%), while in



Slovenia, they were sixteen years (53.3%). In both Italy and Slovenia, AYCs were born in the same country
where they resided. 64.0% of Slovenian respondents lived with grandparent(s) compared to 19.5% of Italians.

Italian and Slovenian AYCs provided 2.7 and 2.3 hours of care per day to their GrPs, respectively. The most
common diseases among the GrPs of the surveyed AYCs, were physical disability (more than 62% in both
countries), cognitive impairment (35.6% in Italy and 25.3% in Slovenia), and mental illness (20.7% in Italy and
24% in Slovenia), without any statistical significance.

Table 3 Respondents’ characteristics by country and GrPs’ disease/s

AYCs
Total Italy Slovenia P
162 (100%) 87 (53.7%) 75 (46.3%)
Gender, n(%) <0.001
Male 30 (18.5%) 27 (31.0%) 3 (4.0%)
Female 128 (79.0%) 58 (66.7%) 70 (93.3%)
Transgender/non-binary 4(2.5%) 2 (2.3%) 2 (2.7%)
Age, n(%) 0.006
15 10 (6.2%) 10 (11.5%) 0 (0.0%)
16 75 (46.3%) 35 (40.2%) 40 (53.3%)
17 77 (47.5%) 42 (48.3%) 35 (46.7%)
Country of birth, n(%) 0.020
National 156 (96.3%) 81(93.1%) 75 (100.0%)
Abroad 6 (3.7%) 6 (6.9%) 0 (0.0%)
Living with the grandparent(s), n(%) 65 (40.1%) 17 (19.5%) 48 (64.0%) 0.000
Hours a day spent 25426 27426 23%26 0.421
providing care, n(%)
GrPs’ disease(s)*
Physical disability, n(%) 102(63.0%) 54(62.1%) 48(64.0%) 0.800
Cognitive impairment, n(%) 50(30.9%) 31(35.6%) 19(25.3%) 0.157
Mental illness, n(%) 36(22.2%) 18(20.7%) 18(24.0%) 0.613
Other, n(%) 38(23.5%) 14(16.1%) 24(32.0%) 0.017
Addiction (e.g., drugs, alcohol), n(%) 12(7.4%) 7(8.1%) 5(6.7%) 0.738

*More than one choice possible

Approximately one-third of Slovenian and Italian AYCs reported health problems because of their
caregiving activities (Table 4). Italian and Slovenian AYCs of GrPs reported a medium caring activity (MACA)
score ranging from 10 to 13. Interestingly, positive caregiving outcomes (PANOC-Pos) prevailed on negatives
ones in both the sample groups and Slovenian AYCs experienced more positive caregiving outcomes than
Italian AYCs (p=0.048). The KIDSCREEN-10 score indicates that both Italian and Slovenian AYCs felt quite
happy, physically healthy and satisfied with life. Nevertheless, Slovenian respondents reported a worse
health-related quality of life compared to Italian peers with a statistically significant difference even if with a
score near the upper limits of the significance threshold (p=0.004).

More than 73% of Slovenian and nearly half of Italian respondents reported not receiving formal
support. However, among AYCs of GrPs receiving formal support, those living in Slovenia did not receive as
much formal support as AYCs in Italy (the difference is statistically significant, p=0.003). Only approximately
one-third of the two sample groups received informal help e.g., from other family members and neighbours.

Table 4 Caregiving outcomes and support services received by AYCs of GrPs

AYCs of GrPs

Total I:ltf:; Slovenia

N=162 = N=75 P
Health problems, n(%) 55 (33.9%) 28 (32.2%) 23 (36.0%) 0.609
MACA score, meantsd 11.9+4.9 10.8+4.2 13.4+5.2 0.001
PANOC-Pos, meanztsd 145+4.1 13.9+4.2 15.4+3.7 0.048
PANOC-Neg, meantsd 2.8+3.4 2.6+3.2 3.2+3.5 0.376
KIDSCREEN, meantsd 33.2+6.8 34.7+6.7 31.4+6.5 0.004

Formal support services

received by AYCs’ family, n(%)
No 98 (60.5%) 43 (49.4%) 55 (73.3%)
Yes 33 (20.4%) 20 (23.0%) 13 (17.3%)

0.003



| do not know 31(19.1%) 24 (27.6%) 9 (9.4%)

Informal help, n(%) 49 (32.2%) 28 (33.3%) 21 (30.9%) 0.748

p values chi square and t-test as appropriate

Slovenian AYCs receiving formal help reported more health problems, provided more hours of care, had
more negative caregiving outcomes (PANOC-Neg), and received informal support significantly more often
than AYCs who do not receive formal support. AYCs’ health condition by received formal support, are fully
reported in Table 3 of Santini et al., 2022.

The QUAL analysis shows that the surveyed Italian AYCs mostly required material support, including general

and physical help, financial support and information and training, as depicted in the following quotations:
“I really need someone to help me assist the sick person”
“Financial support from the state since the merits and above all the great sacrifice of a boy who puts the lives of others first than his
must be recognized”
“I would like to receive advice on how to better organize my day's activities”
“In the role of caregiver | would need a doctor with me to know how to help my grandma with the disease”

Conversely, Slovenian AYCs mostly needed emotional and moral support, especially from peers:
“I need moral support to feel more useful”
“My support could be, my good friends who | can confide in when it gets hard for me”

Both Italian and Slovenian AYCs experienced material difficulties, those faced in helping the care recipient
with moving and handling and in managing therapy, including specific complications in managing care
recipient’s therapy:
“The main difficulty | face is changing the Stoma bag” (Slovenian respondent)
“Insecurities about the right medicines to make my grandfather take” (Italian respondent)

They also experienced difficulties in helping the care recipient with moving and handling, related to the
relationship between AYCs and GrPs, highlighting the physical burden as a consequence of the age/weight
gap and of the difficulty of moving a disabled and “uncooperative” grandparent safely:

“Her body weight is heavy for me and the smell of certain leakages is disgusting” (Italian respondent)
“The main problem is that | have problems lifting a person, that’s why | also have back problems” (Slovenian respondent)

Financial constrains and difficulties in helping parent’s life-work balance are specific to the Italian
respondents. These often referred to practical challenges and logistical aspects, as shown in the follow-ing
quotations:

“I think the Government should help more informal caregivers because you can often feel that you’re not able to assist someone else
due to financial constraints e.g. treatments, facilities, visits, medicines, etc ...)”
“Sometimes | also go to work with mom to help her and so it’s difficult to combine study, care and work”

Slovenian respondents reported difficulties in the management of school life, as expressed by the sub-
category “School problems”: “When | want to study someone always bothers me and that’s when | lose my concentration”

Italian AYCs would be content to receive some understanding from teachers: “A little company and a form of

empathy from the teachers would help me”

They also referred communication difficulties, including difficulties in “conversing and talking” together with
the care recipient/s and in “understanding” the care recipient’s requests and problems:



“Repeating things over and over to make them understand”
“Understanding their problems and understanding how to help them not to think about it”
“I find it difficult to understand my grandma: she has speech and hearing difficulties”

Communication barriers made them feel uncomfortable and sad, and fear of not managing to take care:
“I simply feel deeply sad to see my paternal grandparents in the state they are, suffering from dementia”
“I’m worried that | can’t take good care of them”

Slovenian respondents mainly underlined the difficulties in managing grandparetns’ behavioural
characteristics:

“Grandmother is sometimes grumpy if all things aren’t as she says, she complains a lot if | don’t have time to, and my brother could
help because he’s on his computer most of the time, (she) is mad at me, insults me; she doesn 't think of the help from my younger
brother” (Slovenian respondent).

4.3 Study 3- Impact of COVID-19 outbreak on the overal health of informal
caregivers of older people (Santini et al., 2022b)

The overall sample was made of 319 ICGs of older people with LTC needs, 146 from Germany and 173
from Italy (Table 5). In both countries, respondents were mostly females (about 89% in Germany and 78% in
Italy), and the mean age was about 55 years. Italian caregivers had a (statistically significant) higher
educational level compared to German ones.

Considering the relationship with the care recipients, despite some country differences, though non-
statistically significant, about 71% of the overall sample took care of grandparents and parents (including in-
laws), and more than 18% looked after spouses and about 40% of respondents in both the study countries
lived with the care recipient.

The majority of care recipients were aged over 80 and female, both in Germany (58%) and—with a higher
percentage—in Italy (72%) (Table 5). In Germany, 79% suffered from physical disability, and in Italy more
than 67%. In Germany 68.4% and in Italy 61.3% of older care recipients also reported psychological or mental
issues, such as depression or anxiety. In both countries, about 7 older care recipients out of 10 had cognitive
impairment (i.e., dementia and memory loss problems), and about 3 out of 10 had neurological disabilities
(other than dementia or memory problems). Finally, more than 75% of care recipients in Germany and 63%
in Italy suffered from chronic illness (e.g., diabetes and cancer) and 68.7% and 48.8% in Germany and lItaly,
respectively, from other long-term health conditions.

Table 5 Informal caregivers and older care recipients’ description and living arrangement

Germany Italy p
Total (N=319) (N=146) (N=173)
Informal caregivers
Gender 0.031
Male 51(16.04%) 15(10.27%) 36(20.93%)
Female 264(83.02%) 130(89.04%) 134(77.91%)
Prefer not to say 3(0.94%) 1(0.68%) 2(1.16%)
Mean age 55.4+11.8 55.6+11.4 55.2+12.2 0.766
Educational level 0.000
Primary education 9(2.82%) 6(4.11%) 3(1.73%)
Lower secondary education 51(15.99%) 39(26.71%) 12(6.94%)
Upper secondary education 114(35.74%) 38(26.03%) 76(43.93%)
Tertiary education 145(45.45%) 63(43.15%) 82(47.4%)
Caring for 0.117

Grandparent/parent/parent in law 226 (70.8) 97 (66.4) 129 (74.6) 0.112




Spouse/Partner 59 (18.5) 36 (24.7) 23 (13.3) 0.009

Other (e.g. friends, neightbour, ex- 23(7.2) 9(6.2) 14 (8.1) 0.507
spouses/partners)
Uncle/Aunt 7(2.2) 3(2.1) 4(2.3) 0.876
Brother/Sister or Brother/Sister in law 4(1.3) 1(0.7) 3(1.7) 0.401
Living arrangement in relation to the care 0.015
recipient
In the same household 128(40.25%) 57(39.04%) 71(41.28%)
In different household but in the same 47(14.78%) 22(15.07%) 25(14.53%)
building
Within walking distance 43(13.52%) 14(9.59%) 29(16.86%)
Not within walking but less than 30 minutes 69(21.7%) 30(20.55%) 39(22.67%)
one-way travel
Between 30 minutes and one hour travelling 18(5.66%) 13(8.9%) 5(2.91%)
Between one and three hours travelling 7(2.2%) 4(2.74%) 3(1.74%)
Between three and five hours travelling 6(1.89%) 6(4.11%) 0(0%)
Mean hours of care provided per week before 36.9+50.9 32.4+37.5 40.7+59.8 0.154
the COVID-19 outbreak
Mean hours of care provided per week during 45.6150.0 44.1+44.8 46.8154.2 0.636

the COVID-19 outbreak
Older care recipients

Gender 0.029
Male 105(33.1%) 59(40.7%) 46(26.7%)
Female 208(65.6%) 84(57.9%) 124(72.1%)
Prefer not to say 4(1.3%) 2(1.4%) 2(1.2%)

Mean age 81.2+8.1 81.618.3 80.9+7.9 0.499

Physical disabilities (caused, e.g. by frailty, 220(73.1%) 111(79.3%) 109(67.7%) 0.024
accident, injury, illness)

Psychological/mental health issues (e.g. 191(64.5%) 93(68.4%) 98(61.3%) 0.201
depression, anxiety, etc.)

Cognitive impairments (e.g. Alzheimer’s, 212(70.9%) 104(74.8%) 108(67.5%) 0.165
dementia, etc.)

Neurological disability or learning difficulty (not 98(33.6%) 45(33.1%) 53(34%) 0.873
dementia and memory problems)

Other chronic illnesses (e.g. diabetes, heart 204(68.7%) 102(75.6%) 102(63%) 0.020
disease, cancer, etc.)

Other long-term health conditions 169(57.7%) 90(68.7%) 79(48.8%) 0.001

German ICGs received double or even triple formal support compared to Italian ones with a statistically
significant difference, especially social care, face-to-face help groups; practical help (e.g. preparing meals,
laundry, housework, etc.); meal delivery, medications and drugs delivery, transportation and respite care.
Full statistics are reported in Table 2 of Santini et al., 2022b.

The logistic regression analysis results concerning predictors of ICGs’ change in health status during the
Pandemic are reported in Table 6. In Germany, receiving informal support mitigated the risk of overall health
worsening (OR=0.45), while psychological/mental health issues of the older care recipients (e.g. depression,
anxiety, etc.) increased the risk (OR: 3.01). In addition, living within one hour of travelling to the older care
recipient emerged as a possible protective factor for the overall health worsening (OR: 0.39 in the adjusted
model), albeit with no statistical significance.

In Italy, discontinuity (i.e. interruption/postponement/cancellation) in formal social and health care
services provision was a predictor of worsening of the overall health for ICGs, being associated with an
increase of this risk by more than two and a half times on average (OR=2.54). In this country, such a lack of
formal support was not counter-balanced by the informal support network, unlike in Germany. Moreover, in
Italy, living within walking distance from the care recipient seems to prevent ICGs’ health deterioration (OR:
0.40 in the adjusted model).



Table 6 Predictors of informal caregivers’ overall health status worsening by country

Worsened overall health status OR (95%Cl)

Germany Italy
Predictors Crude Model Age and Fully adjusted Crude Model Age and gender Fully adjusted
gender Model* adjusted Model Model**
adjusted
Model
Caregivers
Age 1.03 1.03 1.03 1.00 1.00 1.00
(1.00 - 1.06) (1.00 - 1.06) (0.99 - 1.06) (0.97 - 1.02) (0.97 —1.03) (0.97 -1.03)
Gender (Female) 1.11 1.23 1.15 1.55 1.54 1.48
(0.39-3.18) (0.42 -3.60) (0.37 -3.60) (0.73-3.26) (0.72-3.32) (0.68 —3.24)
Educational level 0.531 0.599 0.832 0.780
Primary education - - - -
Lower secondary 0.89 1.15 0.50 0.38
education (0.14-5.50) (0.18 -7.32) (0.03-7.10) (0.02 -5.95)
Upper secondary 0.86 1.29 0.45 0.30
education (0.14-5.29) (0.20-8.43) (0.04 -5.17) (0.02-3.99)
Tertiary education 0.53 0.75 0.38 0.28
(0.09-3.13) (0.12 - 4.65) (0.03-4.37) (0.02-3.72)
Caregiving (Difference 1.02 1.02 1.01 1.01
post — pre in hours of (0.99 - 1.04) (1.00 - 1.04) (1.00-1.02) (0.99 -1.02)
care)
Service provision 0.71 0.81 1.14 1.15
(Continuity) (0.35-1.45) (0.39-1.69) (0.58 —2.26) (0.57-2.33)
Formal social and health 1.43 1.66 2.68 2.54 2.54
service provision (0.62-3.32) (0.70-3.94) (1.06 —6.76) (0.99 - 6.48) (1.00 - 6.48)
(Discontinuity)
Formal support 0.65 0.63 1.26 1.31
effectiveness (at least 1 (0.31-1.39) (0.29-1.37) (0.68 —2.34) (0.69 —2.46)
very/extremely)
Informal support 0.42 0.45 0.45 0.78 0.82
effectiveness (at least 1 (0.21-0.84) (0.22-0.91) (0.23-0.99) (0.42 - 1.44) (0.43 -1.54)
very/extremely)
Living condition 0.083 0.075 0.230 0.263
reference: co-habiting - - R R
Walking distance 0.63 0.69 0.40 0.40
(0.20-2.01) (0.21-2.26) (0.17-0.98) (0.16 —0.99)
Within 1 hour travel 0.41 0.39 0.68 0.76
(0.19-0.88) (0.18 —0.85) (0.33-1.40) (0.36 -1.61)
More than 1 hour travel 0.31 0.32 - -
(0.08 -1.21) (0.08 —1.26)
Caregiver Infection (“I 2.10 1.81 2.43 2.64
have personally been (0.54-8.16) (0.46 -7.20) (0.92-6.39) (0.94 — 7.45)
infected”)
Older care recipients
Psychological/mental 3.37 3.14 3.01 2.10 1.99
health issues (e.g. (1.59-7.16) (1.45-6.77) (1.38 - 6.56) (1.09 —4.05) (1.01-3.91)
depression, anxiety,
etc.)
Neurological disability 1.89 1.85 2.14 1.86
or learning difficulty (0.89 -4.03) (0.85-4.02) (1.09 - 4.23) (0.93-3.73)

(not dementia and
memory problems)

*Significant ORs in bold.

* Cox & Snell R-square is 0.110

** Cox & Snell R-square is 0.031



4.4 Study 4- Being a young adult or an older caregiver of older people during the
COVID-19 outbreak (Socci & Santini, 2023 — submitted)

The final study sample embeds 1,390 subjects (Table 7). For both age groups, the majority of caregivers
are female: 85.5% in the group aged 18-64 and 71% in the group aged 65 and over. Mean age is 52.3+8.6 for
ACGs and 73.0+5.4 for OCGs. Recipients’ mean age is 81.7+7.8 for ACGs and 79.2+7.8 for older ones.

Most ICGs care for one or more person(s) with 4+ comorbidities, especially in the case of ACGs (72.4%),
compared to OCGs (59.6%). Three out of four OCGs live together with the care recipient (75.6%), compared
to about one-third (35.8%) of the ACGs. The latter were more keen to care for two or more people (30.7%)
than older ones (8.3%).

Due to COVID-19-containing measures, ACGs experienced a higher increase in the number of hours of
caregiving compared to older caregivers (50.6% vs 32.3%) and similarly in practical help (49.2% vs. 38%).
Moreover, public or private support services were used less often by adult caregivers (41.4% vs. 56.3%), who
more frequently declared difficulties in accessing such services (36.9% vs 23.4%), and more often reported
hiring a migrant care worker (MCW) (16.6% vs 9.4%). Few respondents had started using new health
technology for supporting caring activities in response to the shortfall and/or closure of services and there is
not a statistically significant difference between adult and older caregivers, after PS matching (20.6% and
16.5%, respectively).

After PS matching, all the differences mentioned above remained statistically significant, and the increase
in providing personal care and hygiene also emerged (38.9% for ACGs vs 30.2% for OCGs, p=0.037).
Concerning the outcomes, the physical condition worsened, especially for ACGs rather than older ones
(52.4% vs. 46.1%, p=0.023). Nevertheless, after PS matching, the worsening in physical condition was not
significantly different between adult and older caregivers.

Table 7 Sample characteristics by age group of the caregiver before (FULL) and after the propensity score matching
(PSM)

FULL SAMPLE PROPENSITY SCORE MATCHING
Total 18-64 65+ p Total 18-64 65+ p
N=1,390 N=848 N=542 N=776 N=388 N=388
Covariates
Female gender, n(%) 1,110(79.9%) 725(85.5%) 385(71.0%)  <0.001  628(80.9%) 314(80.9%) 314(80.9%) 1.000
Caregiver’s Age, meantsd 60.4+12.6 52.3+8.6 73.05.4 <0.001 62.6+12.4 52.5+8.7 72.6%5.3 <0.001
Recipient’s Age, meantsd 80.7+7.9 81.7+7.8 79.24¢7.8 <0.001 80.8+8.1 81.5+8.1 80.2+8.0 0.028
Living together with the 714(51.4%) 304(35.8%)  410(75.6%)  <0.001  520(67.0%) 260(67.0%) 260(67.0%) 1.000
recipient, n(%)
Caring for two or more 305(21.9%) 260(30.7%) 45(8.3%) <0.001 86(11.1%) 43(11.1%) 43(11.1%) 1.000
people, n(%)
Caregiver has personally 150(10.8%) 114(13.4%) 36(6.6%) <0.001 76(9.8%) 49(12.6%) 27(7.0%) 0.003
been infected, n(%)
Increasing amount of 604(43.5%) 429(50.6%) 175(32.3%)  <0.001  328(42.9%) 200(51.6%) 125(32.2%)  <0.001

caring hours, n(%)




Increasing Personal care 463(33.3%) 302(35.6%) 161(29.7%) 0.073 268(34.5%) 151(38.9%) 117(30.2%) 0.037
and hygiene, n(%)

Increasing Practical help 623(44.8%) 417(49.2%)  206(38.0%) <0.001  328(42.3%)  180(46.4%)  148(38.1%)  0.011
in person , n(%)

Public or private health 656(47.2%) 351(41.4%) 305(56.3%) <0.001 393(50.6%) 173(44.6%) 220(56.7%) <0.001
support, n(%)

Difficulties in accessing 440(31.7%) 313(36.9%) 127(23.4%) <0.001 208(26.8%) 119(30.7%) 89(22.9%) 0.015
support services, n(%)

Caring for a person with 937(67.4%) 614(72.4%)  323(59.6%) <0.001  540(69.6%)  270(69.6%)  270(69.6%)  1.000
4+ comorbidities, n(%)

Hiring MCW, n(%) 192(13.8%) 141(16.6%) 51(9.4%) <0.001  94(12.1%) 62(16.0%) 32(8.2%)  <0.001

Have you ever used new 0.014 0.292
health technology (e.g.
telemedicine)?, n(%)

YES, since BEFORE the 257(18.5%) 174(20.5%) 83(15.3%) 144(15.6%) 80(20.6%) 64(16.5%)
COVID-19 outbreak

YES, | started AFTER the 73(5.3%) 50(5.9%) 23(4.2%) 36(4.6%) 16(4.1%) 20(5.2%)
COVID-19 outbreak

NO, NEVER USED (%) 1,060(76.3%) 624(73.6%) 436(80.4%) 596(76.8%) 292(75.3%) 304(78.4%)
Outcomes
My physical condition, 694(49.9%) 444(52.4%) 250(46.1%) 0.023 390(50.3%) 207(53.4%) 183(47.2%) 0.085
n(%)
My mental 916(65.9%) 567(66.9%) 349(64.4%) 0.343 514(66.2%) 253(65.2%) 261(67.3%) 0.544
health/psychological

state of mind, n(%)

My quality of life, n(%) 1,084(78.0%) 638(75.2%) 446(82.3%) 0.002 606(78.1%) 290(74.7%) 316(81.4%) 0.024
Country, n(%) <0.001 <0.001

Germany 143(10.3%) 116(13.7%) 27(5.0%) 95(12.2%) 70(18.0%) 25(6.4%)

Czechia 108(7.8%) 92(10.8%) 16(3.0%) 61(7.9%) 46(11.9%) 15(3.9%)

Estonia 56(4.0%) 50(5.9%) 6(1.1%) 30(3.9%) 24(6.2%) 6(1.5%)

Finland 160(11.5%) 46(5.4%) 114(21.0%) 105(13.5%) 28(7.2%) 77(19.8%)

Italy 166(11.9%) 131(15.4%) 35(6.5%) 66(8.5%) 41(10.6%) 25(6.4%)

Portugal 216(15.5%) 198(23.3%) 18(3.3%) 144(18.6%)  127(32.7%) 17(4.4%)

Sweden 463(33.3%) 162(19.1%)  301(55.5%) 240(30.9%)  40(10.3%)  200(51.5%)

Other 78(5.6%) 53(6.3%) 25(4.6%) 35(4.5%) 12(3.1%) 23(5.9%)

Table 8 shows the determinants of the worsening in the three outcome variables i.e. physical health,
mental well-being and quality of life, before and after the PS matching. Here below, only the results emerging
from the PS matching are reported.



After the PS matching, being female (OR=1.49; 95%CI=1.00-2.23), living together with the recipients
(OR=1.73; OR=1.20-2.48) and having difficulties in accessing support services (OR=2.90; 95%Cl|=2.01-4.19)
are statistically associated to a worsening in physical health.
Moreover, being female (OR=1.67; 95%Cl=1.12-2.48), living together with the recipients (OR=1.48; OR=1.02-
2.14), difficulties in accessing support services (OR=2.84; 95%Cl=1.87-4.31) and caring for a recipient with

four or more comorbidities (OR=1.44; 95%CI=1.01-2.07), were statistically significant in association with a

worsening in mental health.

Furthermore, as regards quality of life, being female (OR=1.81; 95%ClI=1.16-2.82); caring for two or more
people (OR=0.48; 95%Cl=0.28-0.83); having increased personal care and hygiene (OR=1.66; 95%CI=1.05-2.63)
and difficulties in accessing support services (OR=1.92; 95%Cl=1.20-3.08), remained significantly associated

with a worsening in quality of life.

Table 8 Determinants of most relevant outcomes before (FULL) and after the propensity score matching

(PSM)

My physical condition

FULL

OR(95%Cl)

PSM

OR(95%Cl)

My mental health/psychological
state of mind

FULL

OR(95%Cl)

PSM

OR(95%Cl)

My quality of life

FULL

OR(95%Cl)

PSM

OR(95%Cl)

Fixed Effects

65+, ref.18-64

Female, ref. Male

Recipient’s Age

Living together with the
recipient

Caring for two or more
people

Caregiver has personally
been infected

Increasing amount of
caring hours

Increasing personal care
and hygiene

Increasing Practical help
in person

Public or private health
support

Difficulties in accessing
support services

Caregiving for a person
with 4+ comorbidities

Hiring MCW

Constant

1.23(0.91-1.67)
1.47(1.09-1.98)
1.00(0.99-1.02)

1.49(1.14-1.95)

1.17(0.87-1.58)

1.87(1.27-2.74)

1.46(1.11-1.91)

1.40(1.07-1.83)

1.22(0.94-1.59)

1.09(0.86-1.38)

2.25(1.74-2.90)

1.63(1.26-2.10)

1.11(0.78-1.58)

0.14(0.04-0.53)

1.16(0.80-1.68)

1.49(1.01-2.23)

1.01(0.99-1.03)

1.73(1.20-2.48)

0.92(0.55-1.52)

1.67(0.97-2.89)

1.45(0.99-2.09)

1.38(0.96-1.99)

1.14(0.80-1.63)

1.09(0.79-1.50)

2.90(2.01-4.19)

1.38(0.96-1.97)

1.16(0.70-1.94)

0.10(0.02-0.63)

1.20(0.88-1.63)

1.70(1.26-2.29)

1.00(0.98-1.01)

1.20(0.91-1.58)

1.17(0.86-1.61)

1.15(0.77-1.71)

1.01(0.76-1.34)

1.61(1.20-2.16)

1.29(0.98-1.69)

1.27(0.99-1.63)

2.26(1.70-2.99)

1.57(1.21-2.03)

0.96(0.67-1.39)

0.46(0.12-1.83)

1.17(0.79-1.72)

1.67(1.12-2.48)

1.01(0.99-1.03)

1.48(1.02-2.14)

1.03(0.61-1.76)

1.13(0.64-1.98)

1.05(0.71-1.56)

1.40(0.95-2.08)

1.23(0.84-1.79)

1.29(0.93-1.80)

2.84(1.87-4.31)

1.44(1.00-2.07)

1.09(0.65-1.84)

0.22(0.03-1.44)

1.61(1.12-2.29)

1.50(1.07-2.11)

0.99(0.98-1.01)

1.30(0.95-1.77)

0.85(0.61-1.19)

1.06(0.68-1.65)

1.38(0.99-1.90)

1.56(1.11-2.19)

1.22(0.89-1.66)

1.18(0.88-1.56)

1.82(1.32-2.50)

1.05(0.78-1.42)

1.23(0.81-1.88)

1.58(0.34-7.36)

1.50(0.97-2.33)

1.81(1.16-2.82)

0.99(0.97-1.02)

1.38(0.90-2.11)

0.48(0.28-0.83)

0.67(0.37-1.23)

1.30(0.83-2.05)

1.66(1.05-2.63)

1.43(0.92-2.21)

1.35(0.91-1.98)

1.92(1.20-3.08)

1.06(0.69-1.62)

1.22(0.68-2.20)

1.16(0.14-9.53)



Random Effects

Country

Variance 0.11(0.03-0.43) 0.11(0.02-0.59) 0.16(0.04-0.58) 0.17(0.03-0.82) 0.15(0.04-053) 0.21(0.05-0.81)

IcC 0.03(0.01-0.12)  0.03(0.01-0.15)  0.05(0.01-0.15)  0.05(0.01-0.20)  0.04(0.01-0.14) 0.06(0.02-0.20)

The “new caregivers” represent 13.2% of the overall sample. The overall demographic description of “new
caregivers” and the outcomes analysis are reported in Table 3 of Socci & Santini, 2023. Here | just underline
that “new caregivers” were most adults and females. New ACGs experienced a decrease in their physical
condition more frequently than new OCGs, lived with the care recipient less frequently than OCGs and cared
for two or more people with 4+ comorbidities. With regard to the determinants of the most relevant
outcomes for “new carers”, it emerged that being female and caregiving for a recipient with 4+ comorbidities
are statistically associated with worsening in physical condition. Difficulties in accessing support services is
associated only with a worsening in mental health, while the association with worsening in quality of life is
not statistically significant. The overall analysis is reported in Table 4 of the scientific paper based on Study 4
enclosed at the end of this document.

5. Discussion

The four described studies are aimed at increasing the knowledge about intergenerational caring and its
impact on informal caregivers’ overall health, especially when public support services are interrupted and
reduced, like during the COVID-19 outbreak.

5.1 Study 1-Positive and negative caregiving outcomes on Adolescent Young
Caregivers of Grandparents (Santini et al., 2020)

This study showed that caring for a GrP can decrease the negative outcomes, e.g. frustration and sense
of inadequacy (Orelet al., 2004; Fruhauf and Orel, 2008), mental health problems (Carers Trust, 2016), and
poor well-being (Cohen et al., 2012; Doran et al., 2003) compared to caring for OCRs. Moreover, it can
influence the development of positive outcomes related to care (e.g., new relational skills, resilience,
maturity, and empathy) (Orel and Dupuy, 2002; Svanberg et al., 2010; Fives et al., 2013; Stamatopoulos,
2018).

The onset of negative feelings was higher among AYCs carrying out greater amounts of caregiving, thereby
suggesting that, despite caring for a GrP can bring positive emotions, caring for an excessive number of hours,
can nevertheless be potentially detrimental to AYCs’ overall health and well-being.

Noteworthy, the study showed that female AYCs experienced more negative feelings and health problems
than males (Ferrant et al., 2014) and that transgender/non-binary AYCs lived emotional distress in association
with their caring role more than cisgender and heterosexual AYCs (Boehmer et al., 2018).

Moreover, AYC respondents with a migrant background were observed to be more likely than other AYCs
to experience negative feelings in connection with caregiving, supporting previous literature on YCs (Thomas
et al., 2003). This is likely due to societal and cultural barriers to formal services (Pelle, 2012), and limited
access to them (James, 2019).

Notably, when we considered the country variable, the statistical significance between AYCs of OCRs, and
AYCs of GrPs, for the outcome variables disappeared, and the association of the outcome variables with
migrant background and use of formal services was mitigated. This result suggests that the perception of



positive and negative outcomes of caregiving could also be driven by cultural patterns (Evans et al., 2017),
representations of and meanings given to illness and long-term health conditions (Quinn et al., 2017),
intergenerational family ties cohesion (Blanton, 2013; Fruhauf et al., 2006), perceived social support (Del-
Pino Casado et al., 2019), self-recognition of the role of carer, and trust in social and health services (James,
2019). All factors, the above, that have been not considered by the study and then were not measured,
representing a limitation of the study, as deepened in the next paragraph.

5.2 Study 2-Difficulties faced by Adolescent Young Carers of Grandparents in Italy
and Slovenia (Santini et al., 2022a)

This study confirms that in Italy and Slovenia, two countries with a low level of awareness around informal
caregiving and not-well-developed LTC systems (Leu and Becker, 2019), adolescents are often involved in
caregiving tasks as part of a multigenerational caring family, playing the role of auxiliary caregivers, especially
when they live in multigenerational households (Hamill, 2012; Schumacher et al., 2018). Youngsters and
adolescents can be indispensable resources for their parents, who endeavour to reconcile paid work with the
care of children and parents at the same time, in welfare regimes full of flaws. This is the case for Italy and
Slovenia. Both have familialistic welfare regimes where formal care for older people ageing in the community
is poorly developed and families supporting ageing in place have to provide a vast amount of informal care,
mostly intergenerational (Schumacher, 2018; James, 2019; Hlebec, 2016). Moreover, in Slovenia, adult
children have the lawful obligation to financially contribute to potential formal care of their older and
dependent parents (Hlebec and Hrast, 2018) and involving grandchildren in caring activities may represent
an attempt to save economic resources that would otherwise be allocated to the purchase of private health
care.

In line with Study 1, caregiving for a GrP can entail more positive than negative outcomes for AYCs but
this does not prevent the AYCs from facing difficulties. The sources of support requested by AYCs also reflect
the LTC system where they live and grow up. In fact, Italian AYCs asked for monetary transfers probably
because they are aware that this is the most common formal support that they can receive (Courbage et al.,
2020; Barbabella, 2017). Similarly, given the lack of formal support, Slovenian AYCs requested emotional
support from friends.

5.3 Study 3- Impact of COVID-19 outbreak on the overall health of informal
caregivers of older people (Santini et al., 2022b)

This study confirms the increase in the intensity of care for both German and Italian ICGs (CIRCLE, 2020)
and the worsening of their overall health as a consequence of the Pandemic (Phillips et al., 2020).

Predictive ICGs’ health worsening and mitigating factors differ in the two countries. The
interruption/cancellation/postponement of formal social and health care services increased the risk of health
worsening only in Italy, where the discontinuity of service provision, more severe than in Germany, was not
counteracted and balanced by informal care support provided by other family members. Conversely, German
ICGs could count on sufficient (despite reduced) formal social and health care services and on relatively
substantial informal care support.

The lack of informal support in Italy can be explained by the severe “stay at home” measures
(accompanied by a massive media campaign) that were instituted in the country for protecting older relatives
from the infection and that weakened family, friend and neighbourhood relationships, or at least prevented
them from translating into effective help.



It is worth noting that although German ICGs received more support during the Pandemic, the risk of
health worsening increased by 42% for German caregivers compared to the Italian ones and the
psychological/mental health issues increased threefold compared to the risk of caregivers’ physical health
deterioration within the German sample. This can depend on the higher number of care recipients with long-
term health conditions found in Germany (68.7%) compared to Italy (48.8%) and on the worsened mental
and physical health condition of the German care recipients compared to Italian ones.

The higher risk of health worsening in the German sample may also depend on the ICGs’ expectations
concerning formal support in the two countries. The German LTC system stands on the provision of a large
set of formal home-based in-kind services in normal times, which were probably not provided at the same
standards during the Pandemic. Thus, the German ICGs, who are used to being widely supported by formal
health and social care services, had to provide 8.7 hours of care per week more than before the outbreak.
Consequently, they had a stronger self-perception of the impact of the shortfall in services on their well-
being than Italian caregivers. However, they received more formal services than the Italian caregivers during
the outbreak. The latter, conversely, very seldom receive extensive in-kind home services (even before the
healthcare crisis). Therefore, the vast majority did not expect to receive a wide spectrum of homecare
services during the lockdown and thus did not perceive that their health condition was worsened, despite
feeling overwhelmed. The study also confirms the lower resilience of Italian formal and informal care
supports in response to the reduction of care services during the Pandemic compared to Germany (Tur-Sinai
etal., 2021).

5.4 Study 4- Being a young adult caregiver or an older adult caregiver of older
people with LTC needs during the COVID-19 outbreak (Socci & Santini, 2023 —
submitted)

This study highlights that being female represented the main risk for the European ICGs’ physical health,
mental well-being and quality of life during the second wave of the Pandemic. In fact, female caregivers in
the sample, experienced a decrease in the quality of life more than males because they provided more
frequently assistance and personal care to more than two persons compared to male counterparts (Beach et
al., 2021; Li et al., 2021; Todorovic et al., 2020; Zucca et al., 2021; Zwar et al., 2022). Other health risk factors
were co-habiting with the care recipient/s and difficulties accessing support services.

The comparison of ICGs by age highlights that being an ACG as opposed to an OCG did not determine a
statistically significant worsening in the overall personal health status and quality of life. Despite the absence
of statistical significance, data show that the adult cohort experienced a worsening in physical condition to a
greater extent than the older cohort. This might be due to an increase in caregiving hours due to the
interruption of care services during the lockdown. Moreover, ACGs took care of relatives with more severe
health conditions (e.g. having 4+ comorbidities) compared to OCGs, entailing more physically strenuous
caregiving activities, such as moving and handling and personal care and hygiene, that likely contributed to
a deterioration in the physical health of adult caregivers. Also, considering that ACGs mostly did not co-reside
with the care recipient/s, thereby causing them to travel to the care recipient’s home, that might also have
had a negative impact on their physical condition (e.g. fatigue and physical exhaustion). Furthermore, ACGs
were more eager than OCGs to take on a caring role during the Pandemic and to increase their hours of care,
especially personal care and hygiene. The study underlines that “new caregivers” were most middle-aged
females, bearing an extremely high care burden, i.e. providing assistance to two or more older people with
4+ comorbidities, which demanded regular physical effort, e.g. for mobilization and personal hygiene, to the
detriment of physical health.



Noteworthy, ACGs faced difficulties in accessing public and private services to a greater extent than OCGs.
A possible explanation can be found in the multiple roles and responsibilities they faced in combining working
activities with family commitments, likely having young/ adolescent children and older parents with long-
term care needs. Thus, given the sudden onset of the COVID-19 outbreak, they were most likely unable to
organize appropriate, quality assistance quickly enough (Giebel et al., 2021; Kostyal et al., 2021).

6 Limitations and strenghs

6.1 Studyland?2

The convenience sampling strategy used in Studies 1 and 2 did not allow for the generalization of results
to all European AYCs. Moreover, although data on caring burden were partly collected by a question on the
number of caring hours per day, the questionnaire did not include a question asking for the number of
respondents’ care recipients. Furthermore, the high number of missing values in the outcome variables
considerably reduced the number of AYCs to include in the analysis. This could have several explanations.
For example, some youngsters could have found the questionnaire excessively lengthy, and so they might
have decided to skip some questions.

Finally, the study did not consider cultural patterns, representations of ageing and illness nor family
cohesion that might influence the AYCs’ answers.

Despite these limitations, these studies achieved an important goal, i.e., the comparability of findings on
a large sample of AYCs, and from a European, cross-country perspective. This is indeed, the first large-scale
international study on AYCs aged 15-17 years, and, to the best of our knowledge, the first cross-national
study comparing AYCs of GrPs with AYCs providing care to OCRs. Hence, the findings can enrich the debate
on this topic and orient future policies and research. First, since the perception of negative caregiving
outcomes could be influenced by the strength of the intergenerational relationship between grandchild and
GrP, such a relationship and the cohesion of the intergenerational ties within the household environment
merit attention in future research, foreseeing specific questions on this aspect. Moreover, more research on
AYCs from a gender identity perspective would help identify the frailties of female and transgender/non-
binary AYCs and mitigate negative repercussions on AYCs’ mental health and well-being.

6.2 Study3and4

The first limitation of Studies 3 and 4 concerns the rather small sample size, which, in the case of Study 1,
is also different in the two countries, being more numerous in Italy than in Germany.

The second limitation is represented by the convenience, not randomized, sampling strategy of
participants recruited for this study, which does not allow the generalization of results to all informal
caregivers in the two countries and across Europe.

Another limitation is constituted by the channels chosen for the data collection, which reached only
digitally literate and more highly educated people, thus excluding a priori many caregivers who are not
familiar with online tools. This mirrors what is highlighted by the literature, i.e., that among older adults, the
more educated have higher levels of digital skills. In fact, since complexity is an important barrier to
technology adoption, people with a higher level of education seem to be more keen to overcome this type
of problem (Rogers, 2005; Zhao et al., 2007).



Despite these limitations, the studies allowed us to reach a large sample of European ICGs of OP in a time
when the Governments restriction did not permit to keep in physical contact with people, especially older
ones. Moreover, the two analyses gave a picture of the overall condition of ICGs during the second pandemic
wave, somehow showing several long-term cumulated adverse effects.

7 Conclusions and recommendations

The four studies embedded in this dissertation confirm that informal intergenerational caregiving is the
backbone of LTC systems in Europe and show that female ICGs of all ages bear the greatest burden. Females
are expected to provide care to family members since adolescence, especially if they live in multigenerational
households. Thus, women and girls across Europe, especially in countries with underdeveloped LTC systems,
are at higher risk of physical and mental health problems than the male counterpart.

The difficulties and strains that female ICGs of older people with LTC face at the individual level reflect the
flaws of LTC systems at the macro level, as shown by the studies results, shaping the following policy and
research recommendations.

7.1 Policy and interventions suggestions

The pre-requisite for any policy at support of ICGs is their recognition both from the legislative point of
view, through a national law and coordinated, comprehensive supporting policies, and from a social security
perspective, with the recognition of the time spent in informal care counting as pension credits or of care
experience and skills earning qualifications for a possible later inclusion in the labour market (e.g., in the
elder care sector).

A paradigm shift in the programming of policies and interventions for ICGs is needed, which should be age
and gender-driven. Age-driven policies should indeed be shaped by the intergenerational solidarity concept
and combine the needs and interests of older and younger-adult population cohorts in compliance with the
European Union policy line on active ageing and intergenerational solidarity (European Commission, 2012).
The policy could be translated into practice by means of intergenerational programs such that the
generations can have more opportunities for meeting, collaborating, and exchanging experiences (Santini et
al., 2018).

Gender-driven policies should be aimed at overcoming gender care inequalities by helping ICGs, especially
females, conciliate caring duties and paid jobs and/or education. In this respect, such measures should
address the ICGs’ needs emerging from the multiple roles women play within the household, i.e. as parents
of minor/adult disabled children and, at the same time, as children or spouses of older people with LTC needs.
To this purpose, public administrations and private companies that have piloted various forms of agile work
during the Pandemic e.g. smart and/or teleworking, should systematize and make them part of the daily work
routine and add other measures such as time off and parental leave to elder care leave, especially in countries
where they were absent or scarce before the Pandemic.

The four studies' results show that the physical and mental health of both adult and older ICGs of older
people was worsened by co-habiting with the care recipient/s and by the interruption on home care services,
during the Pandemic.This calls for new policies designed to find a balance between the ageing-in-place
concept and the protection of ICGs’ health, especially when they provide care to frail older people with 4+
comorbidities, by increasing the number of hours of home care provided by the public health system and the
number of accessible and affordable residential facilities.



7.2 Intervention and services suggestions

Since, as underlined above, the first step towards the support of ICGs is their identification, training
courses for front-line practitioners are needed to acquire a family-focused approach and increase their
knowledge on intergenerational caregiving across the life course (Fast et al., 2021). Trainined practitioners
may actively reach out to, and subsequently identify, at an early stage, all family members, including AYCs,
involved in the regular help, support, and/or care of a frail older relative. This is the crucial first step towards
the access to tailored information and education.

In an ideal world, social and health services should support families experiencing non-self-sufficiency
before children and adolescents are forced to participate in caring activities and ICGs experience health
conditions as a consequence of care. Since, realistically, it is not so, especially in countries with a low level of
awareness around informal caregiving and AYCs, intergenerational educational interventions could help ICGs
of OP, especially AYCs, develop proper and not-stereotyped representations of ageing, decide to assume or
not the role of caregiver and ask proper support. ICGs should also benefit from responsive education and
learning opportunities related to geriatric care and age-related issues, e.g., how to communicate with older
people (especially if with dementia), how to move an “un-cooperative” disabled person, and what to do in
case of an emergency.

Moreover, public preventive and monitoring health services should be planned especially targeted to
older and/or female ICGs, for promoting physical health (such as scheduled screening and home visits) and
mental well-being (such as periodic psychological interviews for countering depression and anxiety), in order
to prevent they become the second and hidden victim of multimorbidity.

Finally, Study 4 underlined that only a small proportion of ICGs started using new health technology for
the assistance during the outbreak. This result calls for the provision of new health technology and ICTs to
deliver remote care services both to older care recipients (e.g. telemedicine, at-distance cognitive and
physical tele-rehabilitation) and ICGs (e.g. emotional support and training), and of e-health training targeted
towards ICGs. At-distance support services would reach ICGs at home while providing assistance or
supervising the care recipient/s.

7.3 Research suggestions

Further research on intergenerational caregiving outcomes is recommended for shaping measures and
policies which preserve the intergenerational emotional bonds, whilst protecting ICGs, especially AYCs, from
inappropriate responsibilities, undermining their mental health and well-being.

Since the perception of negative caregiving outcomes could be influenced by the strength of the
intergenerational relationship, such a relationship and the cohesion of the intergenerational ties within the
household environment merit attention in future research.

Moreover, more research on AYCs from a gender identity perspective, on black, asian, and minority ethnic
AYCs, and on family caregiving in second-generation migrant families are needed to identify the frailties of
female, transgender/non-binary and migrant AYCs, and mitigate negative repercussions on mental health
and well-being. Furthermore, given the possible influence of cultural factors on caregiving outcomes,
country-specific research and further cross-national studies on AYCs are recommended. Further and
longitudinal research, especially on AYCs of GrPs is recommended to understand if and to what extent AYCs
continue to be caregivers in their life course, namely if being a young caregiver is a predictor of being an adult
caregiver.



The findings also suggest the need for follow-up studies on ICGs of older people, to understand how the
return to normality was for them and which lesson they learned during the Pandemic. Qualitative and/ore
mixed-methods studies are recommended to deepen the nuances of intergenerational caregiving useful for
designing evidence-based policies and measures to support ICGs both in ordinary and emergency
circumstances.

7.4 A new conceptual framework for intergenerational caregiving

The complexity of the care needs of today’s older population is characterised by multimorbidity of older
population and by public health challenges posed by the increased demand of LTC. The Pandemic
exacerbated such critical factors. Nevertheless, this time is also rich in opportunities provided by scientific
and technological progress, first and foremost the opportunities brought by new technologies e.g.
telemedicine, at-distance support, tele-rehabilitation.

All this requires new theoretical frameworks in order to correctly interpret the experience of today's ICGs
involved in intergenerational caregiving. In the Yates’ model, for example, the primary caregiving stressors
are represented by the care recipients’ cognitive impairment, functional disability and behavioural problems.
First, limiting primary stressors to merely these factors seems reductive as it does not capture the many
forms of physical, emotional and psychological stress caused by caring for a dependent older person when
formal and informal supports are insufficient or even non-existent. Second, Yates considers formal support
as a mediator between the first and the second appraisal, but he does not consider its absence as a stressor,
as highlighted by the results of the studies embedded in this work.

Thus, in light of the results presented here, | suggest a new intergenerational caregiving appraisal and
stress model (ICASM), that tries to consider most of the stressors and opportunities of our age (Figure 3).
Therefore, the ICASM includes, among the primary stressors: ICGs’'multiple roles, work-life imbalance,
multimorbidity of care recipient, lack of formal support, intergenerational conflicts, lack of training, co-
habiting with the care recipient, the amount of care (that in the case of AYCs of GrPs cannot be buffered by
the positive intergenerational relationship with the care recipient if it is too high), the intensity of care (e.g.
personal hygiene).

Moreover, in the CSAM (Yate, 1999), it is assumed that ICGs can assess and evaluate their own condition.
However, this concept may not apply in the case of AYCs and of ICGs caring during the Pandemic. In fact,
adolescents generally have a lower self-awareness of stressors and a lower level of metacognition or
introspection compared to adults (Rith-Najarian et al., 2014; Weil et al.,, 2013), which may limit their
capability of evaluating the care recipient and their own needs, as shown by Study 2. Moreover, concerning
ICGs, regardless of their age, they could not have had the psychological and emotional resources for correctly
evaluating their caring condition while they were immersed in a global health crisis, trapped at home with
the care recipient and with many limitations to their personal freedom, as underlined by Studies 3 and 4.

In light of the four studies' results, mediators of stress should include available, accessible, affordable and
timely LTC formal services for older care recipients as well as for ICGs, informal support networks, the quality
of the relationship with the older care recipient, the use of ICTs addressing ICGs and older people’s health
needs (e.g. telemedicine and at-distance health parameters monitoring, at-distance emotional support), and
ICGs’ personal coping resources.

Furthermore, in his model, Yates does not consider time as a factor to take into consideration. Conversely,
the latter should be considered because the slow response by the healthcare systems to the ICGs’ needs, or
the missing provision of timely, available, accessible and affordable support represents an additional source
of stress, impacting ICGs‘ mental well-being mainly. Especially during the Pandemic, in the time gap between
the loss of any support and the re-organisation of the care, the health problems nestle and proliferate in



ICGs” minds and bodies. In such a context, the ICGs could just ascertain the overload and the negative
outcome on their overall health and quality of life. In fact, the quick interruption of care services did not allow
the ICGs to make a proper and timely appraisal of the increased number of caring hours or the overload.
Thus, the time of response of the LTC systems to OP and ICGs’ health and social needs is an important variable
to monitor because it reflects the level of effectiveness and the overall scaffold of the standing health and
social services, regardless of an extraordinary global event such as the COVID-19 outbreak. Furthermore, the
lack of mediators, described and meant above, represents a source for secondary stressors, i.e. further
factors worsening ICGs’ overall health.

Finally, as highlighted by the four studies, the intergenerational caregiving outcomes should be meant as
different by ICGs age (meant as the stage where they are in the life course and their psychological, physical
and emotional development) and by gender. The ICASM also embeds these dimensions for interpreting the
stress lived by ICGs of different ages and gender.

Figure 3 Intergenerational caregiving appraisal and stress model (ICASM) (Author’s own elaboration)
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