Article 1<

Dementia
2021, Vol. 20(6) 2205-2230

The experiences Of © The Author(s) 2020
grandchildren who provide care

Article reuse guidelines:

for a grandparent with sagepub.com/journals-permissions

DOI: 10.1177/1471301220980243

m n i : A m i r i journals.sagepub.com/home/dem
dementia: A systematic review SOACE

Sophie Venters® and Christina ] Jones
Department of Psychology, Faculty of Health and Medical Sciences,
University of Surrey, Guildford, UK

Abstract

Much of the research exploring the experiences of family caregivers of people with dementia has
focussed on spouses and adult children. It is hypothesised that other family members at different life
stages and with different family roles may experience and perceive the caregiving role differently.
The objective of the current review was to explore the experiences of grandchildren who provide
care to a grandparent with dementia. A systematic search of four databases identified 12 studies
which met the inclusion criteria. An assessment of quality was completed for each of the included
studies. Grandchildren described dementia-related changes, changes to their role and relationship
with their grandparent, multiple impacts of caregiving, influences of other family relationships on
caregiving and positive aspects of caregiving. Many of the included studies met most of the quality
criteria for the respective methodological design; however, there was some variation in quality and
sample across included studies. The review indicates that assessments and interventions to in-
corporate grandchildren and the wider family system may help to support family carers to continue
to provide care for grandparents with dementia. The research and clinical implications and limi-
tations of the review are also considered.
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Introduction

Dementia and caregiver stress

The dementia caregiving literature has identified the complexity and diversity of caregiving ex-
periences. In the past, researchers tended to focus their investigations on the negative aspects of
caregiving including caregiver burden and the physical and psychosocial impacts of caregiving.
However, more recent research has explored the positive aspects of caregiving such as positive
experiences, satisfactions, growth and rewards (Doris et al., 2018; Lloyd et al., 2016). Quinn and
Toms (2019) found that recognising positive aspects of caregiving was related to improved carer
well-being. Therefore, considering both the positive and negative dimensions of caregiving ex-
periences may provide a more balanced picture of the diversity and individuality of caregiving
experiences. Furthermore, interventions which support caregivers to have more positive experiences
of providing care may be helpful (Quinn & Toms, 2019).

The type of dementia, progressive nature, cognitive impairments and behavioural and psy-
chological symptoms of dementia may influence caregiving experiences and the subsequent
emotional impact on caregivers (Gilhooly et al., 2016; Schulz & Sherwood, 2008). Research has
found that some caregivers of people with dementia experience caregiving-related stress, depression
or anxiety (Brodaty & Donkin, 2009). Demographic factors such as carer age, gender and length of
time caring have been associated with higher levels of carer stress (Brodaty & Donkin, 2009;
Chappell et al., 2015; D’Onofrio et al., 2015; Kim et al., 2012; Lou et al., 2015). Other predictors of
caregiver stress have been identified to include higher functional impairment, number of hours spent
completing caregiving tasks and a spousal relationship between the caregiver and care recipient. The
roles and responsibilities held by caregivers, such as their work, relationships and other family
commitments, may also impact on caregiving experiences. Consequently, there has been an increased
focus on identifying possible interventions to support family members to maintain their caregiving
role and reduce the need for care recipient admission into long-term care (Luppa et al., 2008).

Relationships between caregiver and care recipient

Much of the research on the experiences of family carers of people with dementia has focussed on
spouses and adult children which form two of the most common groups of family caregivers for
people with dementia (La Fontaine et al., 2016). The literature has indicated that different family
members can experience the caregiving role in diverse ways (Kim et al., 2012; Raschick & Ingersoll-
Dayton, 2004). Whilst some studies have focussed on the experiences of these groups individually,
others have compared the two groups to identify similarities and differences in caregiving expe-
riences. For example, McAuliffe et al. (2018) found that perceived burden was related to depression
in spouse and adult child caregivers; however, social support and mastery significantly mediated this
relationship for spouse caregivers. Simpson and Carter (2013) compared the experiences of wives
and daughters providing care and found that caregiving mastery was associated with stress and
depression in wives. This suggests that carers may have different expectations and demands on their
role as a caregiver dependent on their relationship with the care recipient.

Grandchildren as caregivers

Whilst spouses and adult children are the most common family caregivers of people with dementia,
other relatives may also provide care, either as a primary or auxiliary caregiver (La Fontaine et al.,
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2016). A survey in 2010 found that 4% of informal family carers in England provide care to a
grandparent (The Health and Social Care Information Centre, 2010). Fruhauf and Orel (2008)
highlighted the paucity of research investigating the experiences of grandchildren who provide care
to their grandparents as primary, secondary or auxiliary caregivers. These researchers explored the
experiences of grandchildren who provide care to their grandparents, including how their de-
velopmental level can influence coping strategies; however, this study was not specific to
grandparents with a diagnosis of dementia.

There has been relatively little research exploring the caregiving experiences of grandchildren
who have a grandparent with a diagnosis of dementia. It has been highlighted that the relationship
between grandchildren and grandparents can be unique because of the multiple roles that grand-
parents can play during childhood, adolescence and adulthood including supportive, caregiving and
educative roles (Hodgson, 1992; Roberto & Stroes, 1992; Weston & Qu, 2009). Strong grandchild—
grandparent relationships have also been found to have a positive influence on the psychological
well-being of grandchildren (Ruiz & Silverstein, 2007). Grandchildren may also be at a different
stage in their own lives and face different demands when providing care for grandparents, compared
to spouses and adult children (Dellmann-Jenkins et al., 2000). As a result, the current systematic
review aims to address this gap in the literature by focussing on the experiences of grandchildren and
great-grandchildren who provide care for their grandparent or great-grandparent with a diagnosis of
dementia. The current review will use the term ‘grandchild’ to refer to both grandchildren and great-
grandchildren and ‘grandparent’ to refer to both grandparents and great-grandparents, to be con-
sistent with the reporting methods of the included studies when referring to these groups.

Method

Search strategy

The systematic review was conducted by searching the following online databases: PsycINFO,
Medline, Scopus and Cumulative Index of Nursing and Allied Health Literature. The initial lit-
erature search was conducted on 22 August 2019 and was repeated on 20 December 2019 to ensure
that all eligible studies published up until this date were included in the current review. A total of 58
records were identified using the following search terms: grandchild* OR granddaughter® OR
grandson®™ AND care® OR caregiv® AND grandparent® OR grandmother® OR grandfather® OR
grandad® OR grandpa® OR grandma® OR nan®* AND dementia OR Alzheimer®. Search limiters
were not used as the scoping search identified a relatively small number of records to review. No date
limit was set. The protocol for this review was prospectively registered on the International Pro-
spective Register of Systematic Reviews (PROSPERO), registration number: CRD42019161949
(Venters & Jones, 2019).

Study selection criteria

The inclusion criteria to identify appropriate studies included that study participants were
grandchildren or great-grandchildren of a grandparent with a diagnosis of dementia. If the study
included other family relationships, then it was necessary that data for grandchildren or great-
grandchildren could be extrapolated from the data. Studies that adopted a qualitative, quantitative or
mixed method design were suitable for inclusion. Studies were excluded if they were not published
in peer-reviewed journals and were not written in English. Review papers and case study designs
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were also excluded. Studies which explored other conditions as well as dementia were excluded
when it was not possible to separate data related to dementia.

Fifty-eight articles were identified using this search strategy. The reference lists of the studies that
met inclusion criteria were searched to identify further studies which met the aims of the review. A
further 12 records were identified using this method. After duplicates were removed, a total of 48
records were screened to determine eligibility using the title and abstract. The full text of 25 articles
was assessed and reasons for exclusion are provided (Figure 1). A total of 12 articles were included
in the current review.

Quality appraisal

The methodological quality of included studies was assessed using the Mixed Method Assessment
Tool (MMAT; Hong et al., 2018) as it can be used to compare quality across varied study designs.
The MMAT provides two screening questions regarding research questions and data gathered which
are relevant to all studies. The follow-up questions are determined by the methodological design
(Table 1). To ensure inter-rater reliability, the quality of 25% of the included studies was assessed by

Records identified through database Additional records identified
searching through reference searches
(n=158) (n=12)
v Y

Records after duplicates removed
(n=48)

v

Records screened using Records excluded
title and abstract (n = 48) (n=23)

i

Y

Full-text articles excluded

Full-text articles assessed (n=13)
for eligibility
(n=25) Reasons:

Included conditions other than
dementia (n=3)

v Included relationships other than
grandchild-grandparent or great-
grandchild-great-grandparent (n = 6)
Utilised case study design (n = 3)
Review paper (n=1)

Studies included in
synthesis
(n=12)

Figure |. PRISMA diagram displaying the process of study selection (Moher etal., 2009). PRISMA: Preferred
Reporting Items for Systematic Reviews and Meta-Analyses.
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both authors. Where differences in opinion existed, the scoring was discussed until consensus was
agreed.

Data extraction and analysis

The analysis for the present review was based on the principles of narrative synthesis (Popay et al.,
2006). This method was selected due to the proportion of included studies that adopted a qualitative
or mixed method design, and to enable the assimilation of themes from each study. All articles were
read and reread to identify the main concepts and themes. The study characteristics, themes and
findings were extracted and tabulated (Table 2). Each study was considered in relation to relative
strengths and weaknesses identified by the quality appraisal. The similarities and differences and
relationships within and between studies were explored to identify common themes.

Results

Study demographics

A summary of the general characteristics of the 12 reviewed studies is presented (Table 2). The
studies were published between 1989 and 2019. Four studies adopted a qualitative design (Celdran
et al., 2014; Howard & Singleton, 2001; Miron et al., 2019; Szinovacz, 2003), two used a quan-
titative non-randomised design (Creasey et al., 1989; Werner & Lowenstein, 2001), three used
a quantitative descriptive design (Creasey & Jarvis, 1989; Hamill, 2012; Huvent-Grelle et al., 2016)
and three adopted a mixed method design (Celdran et al., 2009, 2011, 2012). Participants were
recruited from Spain, United States of America (USA), France and Israel.

The sample size of quantitative studies varied from 29 to 70 participants, mixed method studies
ranged from 138 to 145 participants and qualitative studies ranged from 6 to 145 participants. Most
studies recruited a higher proportion of female participants, one qualitative study recruited only
female participants (Howard & Singleton, 2001) and some studies did not provide gender details
(Creasey & Jarvis, 1989; Creasey et al., 1989). Most studies recruited grandchildren who were either
children or adolescents, whilst two studies recruited adult grandchildren (Howard & Singleton,
2001; Huvent-Grelle et al., 2016). Across the studies, researchers provided varied information about
the ages of participants. Nine of the studies provided an age range of participants with grandchildren
ranging from 8 to 27 years old. The remaining three studies provided a mean age of grandchildren
ranging from 18.38 to 38 years (Werner & Lowenstein, 2001). Most of the studies did not explicitly
state whether grandchildren were primary or auxiliary caregivers.

Results of the quality appraisal

Many of the studies met most of the quality criteria for the respective methodological design;
however, there was some variation in quality (Table 1). For instance, quantitative studies provided
insufficient information regarding the representativeness of participants or included participants who
were not representative of the target population, such as studies that involved recruitment from day
centres only. For some studies, minimal or no information was provided regarding non-response bias
(Creasey & Jarvis, 1989; Hamill, 2012; Huvent-Grelle et al., 2016). Moreover, some quantitative
studies used small samples and may have been underpowered (Creasey & Jarvis, 1989; Creasey
et al., 1989; Hamill, 2012; Werner & Lowenstein, 2001). Furthermore, quality appraisal indicated
that Huvent-Grelle et al. (2016) did not meet three of the criteria for descriptive studies.
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The qualitative studies met most of the quality criteria. Nevertheless, a limitation of the
qualitative study by Howard and Singleton (2001) was that three of six participants were sisters
within the same family. Four of the 12 studies were conducted by the same authors, and the data were
extracted from a larger research project using the same sample (Celdran et al., 2009, 2011, 2012,
2014). These researchers predominantly used researcher-developed items, and the sentence
completion items utilised by researchers limited the qualitative data gathered. Some studies did not
provide a clear justification for why particular methodology was chosen. For instance, Hamill (2012)
described their study aim to be to explore caregiving experience but adopted a quantitative study
design and provided limited justification for this. Given the objectives of this study, a qualitative
study may have been more appropriate.

Systematic review findings

Six themes were identified in line with the aim of the current review: role transitions; dementia-
related changes to grandparent; adapting to the new relationship with grandparent; the multiplicity of
impacts of caregiving; positive consequences of caregiving and personal gains; and influence of
other family relationships.

Role transitions

Some studies highlighted transitions in the roles of both grandchildren and grandparents who had
a diagnosis of dementia (Celdran et al., 2011, 2012). Grandparents were often viewed as family
members who would provide care for grandchildren during childhood (Celdran et al., 2014).
However, when their grandparent had been diagnosed with dementia, there may have been a shift in
roles which led to grandchildren providing care for their grandparent. Some studies considered the
roles and expectations of grandparenthood (Celdran et al., 2014; Werner & Lowenstein, 2001).
Werner and Lowenstein (2001) explored aspects of the grandparent role that were most important to
grandchildren and their grandparents by comparing grandchild—grandparent dyads where grand-
parents did or did not have a diagnosis of dementia. Grandchildren with a grandparent with dementia
indicated that behavioural aspects of grandparenthood were less important to them compared with
grandchildren whose grandparents did not have dementia. Behavioural aspects related to activities
that grandchildren expect to have with grandparents, such as talking, visiting them and helping with
household tasks.

Grandchildren and their grandparents with dementia also indicated that attitudinal aspects of
grandparenthood were less important when compared with satisfaction, symbolic and behavioural
aspects of grandparenthood (Werner & Lowenstein, 2001). Attitudinal aspects were associated with
the beliefs about the role of the grandparent to take care of grandchildren and play a part in their
upbringing. These factors were not compared for the same grandchild—grandparent dyads before and
after the onset of the dementia; therefore, it is not known whether important aspects of grand-
parenthood had changed following the onset of dementia. The authors identified that higher be-
havioural scores were associated with a higher quality relationship (Wermer & Lowenstein, 2001).
This suggests that activities and contact that grandchildren have with their grandparent with de-
mentia may continue to influence their perception of the relationship. Moreover, some aspects of
grandparenthood may not be consistent with the roles that a grandparent with dementia is able to
take.

Some studies found that grandchildren cited their role of providing care to their grandparent as
their responsibility and suggested a sense of reciprocity by acknowledging the care that their
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grandparents had provided to them during childhood (Celdran et al., 2009, 2012). In this way,
grandchildren may view their role as giving back to their grandparent in a time of need. Grand-
children mentioned the roles that their grandparents had taken as some of their best memories of
them (Celdran et al., 2014). It was noted that grandparents’ multiple roles may include being a
caregiver, fun-seeker and source of wisdom, thereby supporting the diversity of roles and the
importance of the grandchild—grandparent relationship in some families. Werner and Lowenstein
(2001) found low concordance between grandchild and grandparent scores on the different
aspects of grandparenthood meaning, suggesting that they may hold different perceptions about
the grandparent role. It is not known whether this difference in beliefs about the role was long-
standing or dementia related.

Dementia-related changes to grandparent

Across studies, grandchildren reported varied changes to their grandparent, in terms of personality
characteristics and behaviour. Some grandchildren reported negative changes, such as un-
predictability and changes to their grandparent’s behaviours (Celdran et al., 2014; Howard &
Singleton, 2001; Szinovacz, 2003). These were associated with emotions such as guilt, frustration
and sadness about the impact of dementia on their grandparent. Grandchildren highlighted how these
uncharacteristic behaviours may not be understood by peers and can influence the interactions they
have with their grandparent. Grandchildren expressed concerns that their grandparent may not
remember them or their shared experiences anymore (Miron et al., 2019). Coping strategies for
managing dementia-related changes included acceptance of behaviours and attempting to maintain
the grandchild—grandparent relationship (Celdran et al., 2009). Other grandchildren reported that
positive qualities of their grandparent were still there but were displayed in different ways since the
onset of dementia (Celdran et al., 2014). Some grandchildren suggested that this was unexpected or
that positive qualities were observed at times when their grandparent was less affected by dementia-
related symptoms. The studies indicated that caregiving had helped grandchildren to develop an
understanding of the variety of dementia-related symptoms and the progressive nature of dementia,
particularly for grandchildren who lived with their grandparent (Celdran et al., 2012).

Adapting to the new relationship with grandparent

In many studies, grandchildren described that there had been changes to their relationship with their
grandparent and noted efforts to adapt to these changes (Celdran etal., 2011, 2014; Creasey & Jarvis,
1989; Creasey et al., 1989: Miron et al., 2019). Howard and Singleton (2001) highlighted that some
grandchildren were worried about how to interact with their grandparent and sustain their changing
relationship. Celdran et al. (2011) identified differences among grandchildren regarding frequency
of contact, emotional closeness and relationship satisfaction prior to the onset of dementia. This
suggests that variation existed within the previous relationships that grandchildren had with their
grandparent and thus may influence perceptions of changes to the relationship. Most grandchildren
in this study reported that their overall relationship with their grandparent had not changed, despite
reporting changes to aspects of their relationship (Celdran et al., 2011). For instance, grandchildren
described less contact, emotional closeness and satisfaction with the relationship when their
grandparent had dementia. This was consistent with other studies where grandchildren reported
poorer relationships with their grandparent with dementia (Creasey & Jarvis, 1989; Creasey et al.,
1989). Generally, grandchildren who reported previous higher emotional closeness tended to note
a greater deterioration to the relationship following the onset of dementia and attributed this change
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to dementia. In contrast, some grandchildren viewed changes to the relationship as positive, in-
cluding increased closeness and shared activities (Celdran et al., 2014).

Miron et al. (2019) explored how grandchildren may adjust to changes in the grandchild—
grandparent relationship. The authors explored how grandchildren may adopt problem-focussed
and emotion-focussed coping strategies such as planning conversation topics, including family
members and avoiding potentially difficult situations. Other focussed strategies were also noted,
including making their grandparent feel comfortable, avoiding difficult conversations and engaging
grandparents in activities.

The multiplicity of impacts of caregiving

Several studies identified that grandchildren were involved in regular caregiving by assisting their
grandparent with activities of daily living and described how caregiving had limited family and
leisure activities (Celdran et al., 2012; Hamill, 2012; Howard & Singleton, 2001; Huvent-Grelle
et al., 2016; Szinovacz, 2003). Grandchildren tended to provide more support when their parents
provided more care to the grandparent and when they described higher affection for their
grandparent (Hamill, 2012). This suggests that the previous grandchild—grandparent relationship
may influence the future support they provide. Many grandchildren also described needing further
support in the form of financial help, respite care or support interventions (Huvent-Grelle et al.,
2016).

Some studies explored the emotional impact of caregiving (Celdran et al., 2011; Howard &
Singleton, 2001; Huvent-Grelle et al., 2016). Grandchildren tended to report that caregiving had a
greater influence on their life when they were aware of the stress experienced by their grandparent’s
primary caregiver, such as their parents or grandparent’s spouse (Celdran et al., 2012; Szinovacz,
2003). Mixed emotions about caregiving were shared by grandchildren. Positive emotions are
reported in the section below. Other grandchildren described experiencing negative emotions in-
cluding loss, guilt, frustration, anger and embarrassment, often in relation to unpredictable and
dementia-related behaviours (Celdran et al., 2011; Howard & Singleton, 2001). Psychological
distress was also explored by Huvent-Grelle et al. (2016); of those surveyed, 40% reported feeling
depressed and 45.7% reported feeling stressed. Around one-quarter of grandchildren reported sleep
difficulties and 10% reported taking medicine due to their caregiving role. This suggests that there
may be implications for the physical and psychological health of grandchildren with a role as
primary or auxiliary caregiver.

Positive consequences of caregiving and personal gains

Whilst multiple changes and demands associated with caregiving were reported, several studies also
highlighted positive experiences and personal gains from caregiving (Celdran et al., 2009, 2012;
Hamill, 2012; Huvent-Grelle et al., 2016). Many grandchildren described positive emotions as-
sociated with caregiving such as feeling satisfied, happy and reporting a good quality of life (Celdran
et al., 2011; Huvent-Grelle et al., 2016). Huvent-Grelle et al. (2016) found that 75.7% of the 70
grandchildren surveyed found caregiving to be rewarding. These positive emotions were reported
by grandchildren who were primary or auxiliary caregivers. Nevertheless, the same studies found
some grandchildren to describe difficulties with their role; thereby, indicating that variation exists
between grandchildren.

Other studies noted that through caring for a grandparent with dementia, grandchildren had
increased knowledge about dementia and had developed skills in caregiving-related tasks (Celdran
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et al., 2009, 2012; Huvent-Grelle et al., 2016). These skills may be helpful if grandchildren provide
care for other family members in future; indeed, grandchildren reported that they would provide
future care to their parents if needed (Hamill, 2012). Some grandchildren mentioned that caregiving
had enabled them to develop coping strategies to manage caregiving-related stress (Celdran et al.,
2009, 2012). Grandchildren associated their caregiving role with increased maturity, responsibility
and patience compared with peers, as well as more respect for older people and different values due
to their caregiving experiences. Grandchildren also noted that caregiving had an influence on their
attitude towards overcoming difficulties and making the most of life (Celdran et al., 2009). Of note,
these two studies utilised the same sample.

Influence of other family relationships

In some studies, the relationships that grandchildren had with other family members appeared to
influence their experiences of providing care. For instance, the relationship between the grandchild
and their parents or grandparent’s spouse (Celdran et al., 2012; Creasey & Jarvis, 1989; Creasey
et al., 1989; Szinovacz, 2003). In some qualitative studies, themes were identified regarding the
importance of family and social support, and the role that other family members can have on coping
with the caregiving role (Celdran et al., 2009; Howard & Singleton, 2001). It was suggested that
grandchildren learnt coping strategies and ways to interact with their grandparent from their parents
and grandparents’ spouses (Celdran et al., 2009, 2012). Many grandchildren described improve-
ments in their relationship with the primary caregiver of their grandparent which they attributed to
shared caregiving roles and improved communication. However, other studies found that caregiving
may have a negative impact on family time and may place additional stress on family relationships
(Celdran et al., 2012; Huvent-Grelle et al., 2016; Szinovacz, 2003).

Caregiver burden is a term used to describe carers’ perceptions of the physical, psychological,
social and financial impacts of caregiving and caregiving-related activities (Etters et al., 2008).
Several studies highlighted how burden or stress experienced by other family members may impact
on grandchildren’s caregiving experiences and grandchild—grandparent relationships. In particular,
studies have investigated how mother and father burden may influence the caregiving experiences
of grandchildren (Creasey & Jarvis, 1989; Creasey et al., 1989). It was not stated in these studies
whether grandchildren were primary or auxiliary caregivers; however, they were involved in
providing care to their grandparent alongside their parents. Creasey and Jarvis (1989) suggested that
parental burden may influence the grandchild’s perceptions of their grandparent if their parent has
less time or attention due to caregiving responsibilities. Similarly, Szinovacz (2003) reported that
some grandchildren had noticed that their parents’ caregiving responsibilities to their grandparent
resulted in less focus on them. Parental burden may also provide an indication of the nature of
caregiving-related tasks and the impact on the family system as a whole.

Creasey and Jarvis (1989) found that greater mother burden was associated with grandchildren
perceiving less support and satisfaction in the grandchild—grandparent relationship and higher rates
of conflict with their grandparent. The results for the influence of father burden were contradictory
between studies; one study found no relationship between father burden and the grandchild—
grandparent relationship (Creasey & Jarvis, 1989), another found that lower levels of father bur-
den were associated with higher levels of grandchild—grandparent conflict (Creasey et al., 1989) and
a further study identified that higher levels of father burden were reported when grandchildren
reported lower social responsibility (Hamill, 2012). A commonality between the studies was the
relatively small sample sizes and low statistical power; thus, the results should be interpreted with
caution. Taken together, the results indicate variation in the extent to which other family
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relationships influence grandchildren’s perceptions of caregiving and the grandchild—grandparent
relationship. However, the studies highlight the systemic nature of caregiving in the families studied,
with other family members’ caregiving experiences influencing the grandchild—grandparent
relationship.

Discussion

This review sought to explore the experiences of grandchildren who provide care to grandparents
with dementia. There was a degree of variation in demographic characteristics of grandchildren in
the included studies, including age, gender, country of origin and the extent of their caregiving role.
Whilst some grandchildren were the primary caregiver, other grandchildren adopted an auxiliary
caregiver role. Regardless of the role taken, many grandchildren described transitions in their role
and relationships within the family, changes to their relationship with their grandparent, the multiple
aspects of caregiving and positive aspects of caregiving. Transitions in roles and relationships have
been explored in existing research with daughters providing care to their mothers (Donorfio &
Kellett, 2006). This study did not focus exclusively on dementia, however, similar themes were
found, including adapting to the caregiver role and acceptance of the new relationship. It is ac-
knowledged that role transitions are not specific to grandchildren of a grandparent with dementia. It
is likely that the roles that grandchildren take may change as a result of their grandparent ageing,
regardless of health conditions. Nevertheless, it is possible that grandchildren’s experiences of this
transition may differ if their grandparent is diagnosed with dementia compared to other health
conditions or age-related changes.

Some grandchildren described a sense of responsibility or duty to give back to their grandparents
following the onset of dementia. Previous research has explored societal norms regarding filial
responsibility and reciprocity in relation to caring for older relatives (Gans & Silverstein, 2006;
Wallhagen & Yamamoto-Mitani, 2006). Studies that have explored how relationship and cultural
factors may influence filial responsibility have predominantly focussed on spousal and adult child
caregivers (Quinn et al., 2010). Donorfio and Kellett (2006) suggested that there are different aspects
of filial responsibility that may influence caregiving, including personal, family and spiritual beliefs.
Notably, many of the included studies which explored this were conducted by the same authors using
the same sample of grandchildren in Spain (Celdran et al., 2009, 2012). A focus for future research
may, therefore, be to explore whether differences exist across samples from different ethnic and
cultural backgrounds.

Much of the previous research exploring the experiences of family caregiving in dementia has
focussed on spousal and adult child caregivers. Grandchildren may be at a different life stage when
they provide care to their grandparent with dementia, when compared with spouses and adult
children (Dellmann-Jenkins et al., 2000). Across the included studies, some grandchildren were still
in childhood, whilst others were in middle adulthood. This highlights that grandchildren are a
heterogeneous group with different priorities, demands and roles. The variation in findings within
individual studies suggests that the experiences of grandchildren may differ significantly. This has
been noted by Fruhauf and Orel (2008) who found that the developmental level and context of
caregiving influenced the ways that grandchildren coped with their caregiving role. Grandchildren
may, therefore, experience unique challenges in integrating caregiving responsibilities with other
aspects of their life, such as developing from a child into an adolescent or caring for their own
children. Some grandchildren highlighted that they required more support with their caregiving role;
however, it is not known whether the participants in this study were already in receipt of some
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support (Huvent-Grelle et al., 2016). Notably, this research recruited grandchildren who were the
primary caregiver of their grandparent, rather than an auxiliary caregiver.

Whilst some grandchildren noted negative experiences of their caregiving roles and associated
responsibilities, many grandchildren described positive aspects of caregiving. This is consistent with
previous research regarding the positive experiences of providing care for a family member with
dementia (Carbonneau et al., 2010; Doris et al., 2018). A recent review by Lloyd et al. (2016)
identified similar positive elements of caregiving, including emotional rewards, development of
personal traits and improvements to relationships and coping strategies. Another review suggested
several domains of positive aspects of caregiving which relate to personal growth, the caregiving
relationship and the wider family. The findings of the current review, therefore, highlight the positive
elements of caregiving perceived by another group of family caregivers, the grandchildren of
grandparents with dementia (Doris et al., 2018).

Strengths and limitations

The strengths of this review include that, to the author’s knowledge, it is the first systematic review
investigating the experiences of grandchildren who care for a grandparent with a diagnosis of
dementia. The protocol for this review was registered prospectively on PROSPERO. The current
review also assimilated results from studies that utilised qualitative, quantitative and mixed
methodologies to investigate the topic area. It is acknowledged that the themes were identified from
the perspective of the researchers and different synthesis methods may have resulted in identification
of different themes. A further limitation is that only studies published in English and in peer-
reviewed journals were included which may have excluded potentially relevant results and, thereby,
affected the conclusions drawn.

The reviewed studies varied in methodological design and participant demographics. Notably,
grandchildren across the studies varied in age and life stage, and so may have different caregiving
experiences. Many of the studies also did not explicitly state whether grandchildren were primary or
auxiliary caregivers or included a mixed sample. Four studies utilised the same sample across studies
as results were obtained for a larger project (Celdran et al., 2009, 2011, 2012, 2014). The studies by
Creasey et al. (1989) and Creasey and Jarvis (1989) also appeared to use the same sample recruited
from a dementia service in the United States of America. This, therefore, reduces the diversity of the
samples included in the current review. Furthermore, Howard and Singleton (2001) recruited three
sisters from the same family for their qualitative study. Whilst there may have been similarities in
their experiences, it is hypothesised that these grandchildren may still have experienced the
caregiving role differently, and therefore, these results were suitable for inclusion in the current
review.

The quality appraisal indicated that some quantitative studies provided insufficient information
about the representativeness of participants and the subsequent ability to generalise findings
(Celdran et al., 2009, 2011). The experiences of grandchildren who provide care to a grandparent
who attends a day centre may be different to those who provide care to a grandparent who is in
residential care, or who lives at home with their family. In this case, it is possible that grandchildren
may adopt different caregiving roles and there may be variance in the grandchild’s involvement in
their grandparent’s care. Consequently, the results of some of these studies may not be generalisable
to grandchildren who provide care to their grandparent in other settings. Response bias is also
important to consider in research involving caregivers as it may be that carers of people with
dementia who are experiencing greater demands or stress are less likely to participate in research.
Some studies provided minimal or no information regarding response bias (Creasey & Jarvis, 1989;



Venters and Jones 2225

Hamill, 2012; Huvent-Grelle et al., 2016); consequently, it is not possible to know whether the
results represent the diversity of caregiving experiences and so whether the results could be
generalised to a similar group. Some of the included studies used free text sentence completion items
developed by the researchers, which required participants to provide the ending to a sentence
(Celdran et al., 2009, 2012, 2014). These types of question may have limited the qualitative in-
formation obtained from participants and so differ from other methods used in the other qualitative
studies, such as interviews and focus groups which may have obtained richer and more detailed data.
Whilst the study by Huvent-Grelle et al. (2016) did not meet three of the quality appraisal criteria for
descriptive studies, it is acknowledged that less information may have been provided because it was
submitted to the journal as a letter to the editor.

Furthermore, two of the studies that primarily involved grandchild—grandparent dyads also
included several participants with different relationships, including step-grandparent and great-
grandparent. The researchers contrasted the results for these relationships with grandchild—
grandparent relationships and so this was accounted for when presenting results. Inclusion of
these studies also ensured that relevant results for the review were not discounted. However, it is
possible that grandchildren may have different relationships with great-grandparents and other
relatives, compared with grandparents, and this may, therefore, have an influence on their experience
of providing care for that family member. Roberto and Skoglund (1996) found that grandchildren
associated their grandparents as having a greater influence on their lives and reported more frequent
contact with their grandparents than with their great-grandparents. Therefore, whilst the current
review combined results for grandparents and great-grandparents, it is acknowledged that there may
be heterogeneity in results between these groups which may be further explored in future research.

Research implications

This review provides an overview of the current evidence base regarding the experiences of
grandchildren who provide care for their grandparent with dementia. Notably, the qualitative el-
ements of mixed method studies were limited. Future research may benefit from utilising qualitative
methods such as interviews to gather richer data. Moreover, it would be important that future
researchers account for the representativeness of samples and potential bias to recruitment methods.
The sampling methods for some studies involved recruiting grandchild and grandparent dyads from
nursing homes or day centres; it is possible that these grandchildren may experience their role
differently due to the context of caregiving (Stephens et al., 1991). In addition, the low statistical
power of studies may be addressed by researchers ensuring appropriate sample size calculations in
future quantitative studies.

The reviewed studies were conducted in France, Israel, Spain and USA; therefore, there was some
cultural diversity. It is acknowledged that there may be different stressors, expectations and so-
ciocultural norms in relation to providing care for a relative with dementia across these countries.
These may influence the roles that grandchildren take in their family, including a greater emphasis on
kinship and filial responsibility in collectivist cultures (Lee et al., 1998; Quinn et al., 2010). Previous
research has identified how cultural differences may affect perceptions of caregiving (Janevic &
Connell, 2001). Moreover, differences in health and social care services may affect the care and
support available. Of note, none of the studies were conducted in the United Kingdom. Conse-
quently, it may be helpful for researchers to explore the caregiving experiences of grandchildren in
different countries to elucidate similarities and differences across varied cultural, social and political
contexts.
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The studies placed little emphasis on the specific roles that grandchildren attributed to their
grandparents prior to the onset of dementia, such as having a supportive or educative role.
Grandchildren may perceive role transitions differently based on the prior role of their grandparent,
the strength of the grandchild—grandparent relationship and the meaning that they attribute to the
relationship (Werner & Lowenstein, 2001). Further research considering the previous grandchild—
grandparent relationship and family roles in the context of current caregiving responsibilities may,
therefore, be helpful. As there is likely to be variation in experiences, exploratory qualitative studies
may provide an opportunity to gather rich data and inform future quantitative studies.

Clinical implications

This review highlights the influence of caregiving on grandchildren, whether they adopt a primary or
secondary caregiving role. Research has documented the increasing prevalence of dementia and the
growing numbers of family members adopting caregiving roles (Alzheimer’s Research UK, 2015;
Wittenberg et al., 2019). It is, therefore, important that the needs of grandchildren are acknowledged
and assessed when they provide care for their grandparent, including considering the impact of
caregiving on physical and psychological health. A thorough carers’ assessment of the roles and
demands of grandchildren may assist with identification of appropriate support services and in-
terventions. Group interventions may provide a cost-effective way to provide psychoeducation and
support grandchildren to develop coping strategies to manage stress associated with their caregiving
role. Group interventions may also provide an opportunity to signpost grandchildren to local
services, enable grandchildren to learn from other people in similar situations and reflect on the
positive and negative aspects of their caregiving role. As highlighted, grandchildren may have
different experiences of caregiving due to their life stage and competing demands. In addition,
secondary or auxiliary caregivers may be less able to access support from healthcare services.
Therefore, providing group interventions which are tailored to the needs and roles of specific groups,
such as grandchildren, may be helpful.

Conclusion

Research on the experiences of providing care for a family member with dementia has primarily
focussed on spouse and adult child caregivers. Nevertheless, other family members at different life
stages and with different roles may experience the caregiving role differently. Therefore, the current
review sought to explore the experiences of grandchildren who provide care to their grandparent
with dementia. The results identified a degree of variation in the demographics and caregiving roles
of grandchildren, with some adopting a role as primary caregiver, and others adopting an auxiliary
caregiver role. The findings indicate how providing care for a relative with dementia may impact
multiple members of the system and can include positive and negative changes to roles and re-
lationships. The review draws together the existing research about grandchildren as caregivers and
helps to recognise the diversity in dementia caregiving. More systemic assessments and inter-
ventions may support the diversity of family members providing care and help family caregivers to
continue this important role. Future research adopting qualitative designs may be helpful to obtain
richer data regarding caregiving experiences of grandchildren, as well as expanding research to
include participants from different cultural backgrounds.
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