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Abstract
Aim: To increase understanding of grandparental grief following the death of a grandchild
from a life-limiting condition, answering the question ‘what is known about the experiences
of grandparents following the death of a grandchild from a life-limiting condition?’
Design: Meta-ethnography
Data sources: A systematic literature search in Academic Search Complete, CINHAL,
Embase, psycINFO, PubMed and Web of Science, supplemented by manual search strategies,
were completed in 2015 and updated in May 2018.
Findings: Six papers that were included in the review. Eight themes were identified that
describe the experience of grandparents, arranged into three superordinate themes: ‘influence
of the relationship with their grandchild’, ‘influence of the relationship with the grandchild’s
family’ and ‘pain’. The line of argument created offers a new interpretation of compounded
grandparental grief. Many attributing factors of grandparent experience are present due to the
multi-generational position held within the family. The multi-generational position of the
grandparent, simultaneously occupying both parental and grandparental positions meant that
individuals experienced emotional pain in witnessing the experience of those within the
family.
Conclusion: There are many factors that contribute to the bereavement experience of
grandparents, most of which are outside of their control. Grief is made more complicated by
the multigenerational positions they hold within their family.  The roles, positions and
support needs of grandparents need to be acknowledged to improve the care and support
available to better meet their needs as a parent, grandparent and individual who has

experienced a child death.



GRANDPARENTS EXPERIENCE OF GRIEF 3

Key words: child; death; family centred care; family nursing; grandparents; meta-

ethnography; nursing; paediatrics; palliative care; qualitative

Impact:
What problem did the study address?
e Grandparents are playing an increasing role in the care of children with life-limiting
conditions.
e There are currently no published meta-syntheses that explore the experience of

bereaved grandparents.

What were the main findings?

e Grandparents’ identity fluctuates between parent and grandparent, with a primary drive of
parenting.

e The intergenerational position of grandparents results in individuals experiencing emotional
pain from witnessing the experience of those within their family.

e Grandparental experience of grief is a multifactorial construct and varies considerably in
terms of intensity, depending on the nature of their relationship with the deceased child, their

family and the circumstances that surround the death.

Where and on whom will the research have an impact?
e This review highlights the needs of grandparents within families, developing
understanding of contemporary family.
e The research will impact on grandparents, improving the care and support available to

better meet their needs as a parent, grandparent and individual.
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e The study is an example of why person-centred care is important, relevant to all fields

of nursing.
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Understanding the Bereavement Experience of Grandparents Following the Death of a

Grandchild from a Life-Limiting Condition: a Meta-Ethnography

Background

In the UK alone there are around 50,000 children living with a life-limiting condition
(National Institute for Health and Care Excellence, 2016), which are the cause of 57% of all
deaths in childhood (Jarvis & Fraser, 2018). Although global figures for the number of
children with life-limiting conditions are not available, a study by Hakanson et al., (2017)
identified 40,624 children aged between one and 17 years died in 11 European and non-
European counties, including Canada, Mexico, New Zealand, South Korea and the United
States of America.

Little research has focused on the grief and bereavement experiences of grandparents.
Grandparents play an important and increasing role in the lives of children affected by life-
limiting conditions and their family (Coall & Hertwig, 2010). The grandparenting role has
been described as both ‘tenuous’ and ‘ambiguous’ (Reitzes & Mutran, 2004) due to few
explicit norms in the role and function of grandparents in Western culture. Changes in
Western society, such as mortality, fertility, higher divorce rates and greater proportion of
mothers in employment, and proximity of living (Seltzer and Bianchi, 2013) mean that
grandparents potentially have greater opportunities to fulfil grandparenting roles (Corsaro,
2014). The opportunity to fulfil the functions associated with grandparenthood can enhance
the wellbeing of older adults, holding the position of a valued elder within the family, as well
as providing a link to their past, in which they fulfilled a parenting role (Youngblut et al.,
2010). Reitzes and Mutran (2004:pS213) note the unusual nature of role acquisition of

grandparenthood, which is ‘not dependent upon the actions of the person but on the fertility
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of one’s children.” The unique position of grandparents within a family and the effect of this
on their grief is widely acknowledged (Kohn and Moffitt, 2000; Potts, 2005; Young and
Dowling, 2012).

Bereavement support is an integral element of children’s palliative care, which
enables families, as well as children themselves, to prepare for and cope with losses. Current
understanding of the emotional support needs of grandparents is largely limited to the
generalisation of work undertaken with parents, siblings and health workers (Gilrane-
McGarry and O’Grady, 2012). Frequently, grandparents are not often considered part of the
‘bereaved family’ when discussing bereavement (Nehari, Grebler and Toren, 2007), which
this meta-ethnography aims to address.

Family centred care is a core principle of children’s nursing; evolving over the last 60
years to reflect the social context of family, influenced by factors including changes in
society, current government policy, research and development of the theoretical
underpinnings of family centred care and the responses of parents and clinicians to family
centred care (Smith & Coleman, 2010). Although occasionally acknowledged in the
inclusive definition of ‘family’ when discussing family centred care (Butler, Copnell, &
Willetts, 2014; Malcolm, Forbat, Knighting, & Kearney, 2008; Richard & Lyon, 2009), the
specific needs of grandparents are not explored in current literature on family centred care.

The importance of considering context and its effect is well-established in social
research. Although some work has been undertaken with grandparents that focuses on
experiences of loss, this has not been from the perspective of those bereaved from
grandchildren with life-limiting conditions. The nature of these conditions present a unique
set of circumstances, shaping the experience of families, including, but not limited to, a high
association with profound disability, the progressive nature of many of conditions, as well as

the longevity and trajectory of life-limiting conditions in childhood.
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The Review
Aim
To increase understanding of grandparental grief following the death of a grandchild
from a life-limiting condition, answering the question: ‘what is known about the experiences

of grandparents following the death of a grandchild from a life-limiting condition?”’

Design

Meta-ethnography is being used with increasing frequency to provide evidence of
beliefs, experiences and understandings of complex social phenomena (France, Wells, Lang,
& Williams, 2016). Explanatory context of individual studies is often lost in the combining
of qualitative studies (Barbour & Barbour, 2003); a meta-synthetic approach enables the
preservation of context (Thomas & Harden, 2008; Toye et al., 2013), a central aim of this
study.

The principles of the meta-ethnography reporting guidelines (France et al., 2015)

(eMERGe) (http://emergeproject.org/) have been used to guide reporting of the process,

finding and discussion.

Inclusion and exclusion criteria

The following selection criteria were used to determine the inclusion of papers in the
review:

1. Qualitative study design;

2. Primary research studies; which detail findings from original research, rather

than secondary analysis or meta-studies;


http://emergeproject.org/
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3. Studies that explore experiences of grandchild loss from the perspective of
those fulfilling a grandparental role, capturing the context and texture of the
experience for their perspective;

4. Studies that focus on the death of grandchildren, and include deaths
following a life-limiting condition, defined by the Association of Children’s
Palliative Care (ACT) and the Royal College of Paediatrics and Child Helath
(RCPCH) (1997). Studies included data relating to children with life-limiting

conditions, however it was not always the exclusive focus of the research.

The following exclusion criteria were applied:
1. Papers written in languages other than English, to prevent translation bias.

2. Studies which focused on perinatal deaths, or losses other than death.

Search methods

Six databases (psycINFO, PubMed, Web of Science, Academic Search Complete,
CINHAL and Embase) were searched from inception until May 2018. The search terms are
shown in table S1. Due to the nature of the research and the scant availability of published
literature, an appeal for grey literature was made via PaedPalCare, an international email-
based forum which facilitates the sharing and exchange of approaches in children’s palliative
and hospice care. Despite the appeal for such literature, no additional works were identified.

Only studies that met the inclusion criteria were included in the review.

Search outcome
A total of 129 papers were identified from searches and six papers were included in

the synthesis; the reasons for exclusion are recorded in the PRISMA diagram (figure 1).
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Each paper was assessed to assure the conduct, validity of findings, transparency of process,
and subsequent assessment of findings, as well as ensuring that they could be applied to the

research question.

Quality appraisal

Identified papers were critically appraised using (CASP, 2018), containing a series of
questions around validity, results and clinical relevance. All six papers were assessed by one
reviewer (MT), illustrated in table S2. The quality appraisal did not highlight any
information that led to the elimination of papers; three papers (Fry, 1997; Gilrane-McGarry
& O’Grady, 2011, 2012) included deaths resulting from conditions other than life-limiting

conditions, however that did not alter the way these data were interpreted.

Data abstraction and synthesis
Synthesis began with the earliest published paper, progressing through the papers in
chronological order of publication. Data were extracted from the sources electronically and
entered into a database. No specialist software was utilised. Quality appraisal, data
extraction, and initial synthesis was conducted by MT, and discussed extensively with CW
and SM during academic supervision. MT coded the findings and discussion sections of
included papers ‘line by line’ to develop descriptive themes. Quotes were extracted from
research participants and researchers to support descriptive themes. These were then
compared against included studies, to develop superordinate themes that moved beyond the
findings of the primary studies to generate new and more comprehensive interpretations.
Determining how the studies are related. Details of contextualisation, which allow
the interpretation and translation of themes of each study, has been facilitated by including

key information about each study, as shown in table 1. To determine the relationships
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between studies, lists of themes (metaphors) were juxtaposed to determine the relationship,
using a table to display concepts and themes across included studies, with an emphasis on
developing superordinate themes, illustrated in table S3. Thematic analysis identified eight
common and recurring themes, organised into three superordinate themes, shown in figure 2.
Discussion between the authors explored potential alternative explanations, to challenge
individual interpretations and to develop themes. The data within each theme formed the
basis for reciprocal translation, where key metaphors, themes or concepts found in one study
were identified, and attempts made to translate these between studies. These were refined

through discussion of how they are related.

Translating studies into each other. Table S3 summarises the core findings or theory
from each paper, relevant to the research question. Understanding of the experiences of
grandparents was developed further by translating the studies into each other, completed by
using the themes identified in the first study, adding others as they emerged. Reciprocal
translations enabled the development of a table, which explores cross-study comparison of
the key themes, using quotes from participants of each study to explain the themes, shown in
table 4.

Synthesising translations. On reviewing other published meta-ethnographies, it
appears that authors arrive at synthesised translations in a variety of ways. In some, third
order interpretations appeared to be derived from first and second order constructs reported in
primary studies (Britten et al., 2002; Pound et al., 2005; Walter, Emery, Braithwaite, &
Marteau, 2004) but in most cases the process for doing this was not clearly defined. It
appears to be accepted that the synthesis process, not unlike analysis in primary qualitative

research, ‘cannot be reduced to mechanistic tasks’ (Atkins et al., 2008; Britten et al., 2002).

Synthesis
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Findings: Expressing the translations

Eight common and recurring themes were identified, which were organised into three
superordinate themes, as illustrated in figure 2. The first superordinate theme represents
grandparent’s relationship with their grandchild before and during their death, and the
influence on their bereavement experience. The second theme concerns the influence of the
family on grandparental experience; focusing on the specific role of the grandparent within
their family unit, and on wider family dynamics and how these can affect their experience.
The final superordinate theme of pain refers to and amalgamates four recurrent themes,
which explore factors that cause or exacerbate emotional pain in participating grandparents.
These are ‘disenfranchised grief’, which includes status, acknowledgement and social
positioning; ‘bearing witness’, which explores the effects of observing grief reactions of
others in the family unit; ‘cumulative pain’ which explores the effects of fulfilling multiple
familial roles, i.e. that of a grandparent to the deceased and surviving grandchildren, in
addition to a parenting role and finally ‘survivor guilt’, which refers to the feelings of guilt

that some participants expressed in outliving their grandchildren and defying ‘natural order’.

Influence of the relationship with their grandchild

There is great diversity in the roles that grandparents play within families, both in
terms of scope and intensity, which in turn affects the intensity of their bereavement
experiences following the death of their grandchild. This point can be applied to many of the
metaphors below, however Fry (1997) notes specifically that bereavement experiences of
grandparents vary depending on the relationship with the grandchild before death. Other
researchers reported similar phenomena, in specific situations. Two subordinate themes
which relate to the influence of the grandparent/grandchild relationship, the

grandparent/grandchild relationship, and the death itself, are explored below.
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Grandparent/grandchild relationship. Few studies focused on the experiences of
grandparents during the child’s illness, however love and despair during her grandchild’s
illness was expressed by participants in the study by Gilrane-McGarry and O’Grady (2011),
and the deep affection that grandparents feel for their grandchildren were captured
recurrently in the second study (Gilrane-McGarry and O’Grady, 2012). Gilrane-McGarry
and O’Grady (2011:170) suggest that a ‘unique and significant relationship often exists
between grandparents and grandchild’ and that due to the general increase in life expectancy,
it is becoming more common for grandparents to experience the death of grandchild having
reached adolescence, adding to the complexity of the grief, due to strong grandchild-
grandparent friendships. The concept of friendship was implied in the study by Nehari et al.
(2007) and the challenges that this created within grandparents, specifically the conflict

between the expected protective role of a grandparent vs. honesty, valued in a friendship.

The death itself. Grandparental experiences of the time during and immediately
following the death of a grandchild was not the focus of, nor explored in detail, in any of the
studied included. However, the sudden impact of the death, despite the child’s life-limiting
illness was captured by Fry (1997) and Gilrane-McGarry and O’Grady (2011), capturing the
complex emotions of grandparents at the time of death, including disbelief, hope,
helplessness and bearing witness to their grandchild’s death process.

An association of poor bereavement outcomes where the grandparents perceived poor
quality end of life care was reported by Gilrane-McGarry and O’Grady (2011:173),
identifying the pain caused by conflicting goals of different members of the family unit,

where participants discussed feelings of relief, selfishness and sadness.
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Influence of relationships within their family

Grandparents’ perception of their role within a family, and of the dynamics within the family
have varying effects on the experience of grandparents, reported widely in the studies
included. The two subthemes below represent the wider context of grief, highlighting the

influence and contribution to the experiences of expressed pain.

Role within the family. Grandparents have an important function within the bereaved
family (Nehari et al., 2007). This was a widely acknowledged element of the grandparent
experience, mentioned by participants in all of the studies included. The role within the
family can be further refined into two distinct contexts; the role that grandparents assume,
and that which the family expect.

Multiple studies (Fry, 1997; Gilrane-McGarry and O’Grady, 2011; Moules et al.,
2012b) found that grandparents were preoccupied with their efforts to reduce the pain of the
child’s parents, rather than with their own grief, with grandparents expressing a desire to take
pain away from their children (Gilrane-McGarry and O’Grady, 2011). Grandparents showed
an awareness of the complexity of their pain, whilst appreciating their dual role as both a
grandparents and parent. Grandparenting experiences did not always focus on the sick child,
but included taking a broader responsibility in meeting the needs of the family. The
perception of ‘being needed’ within a family could have a positive effect on the experiences
of grandparents (Fry, 1997); equally, grandparents with a less-defined role following the
death of a grandchild expressed sadness in relation to their function, stating that they felt
‘surplus to requirements’ (Gilrane-McGarry and O’Grady, 2012:181). These feelings were
in addition to the sadness they felt following their frandchild’s death.

A stark contrast in the role of grandparents before and after the death of the child was

apparent across the studies. Grandparents described active roles in the care of their
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grandchild during their illness, which was perceived by some grandparents to change
following death (Gilrane-McGarry and O’Grady, 2012). This perceived lack of role
exacerbates the grief experience; prior to the death, grandparents focus on the needs of the
family, rather than their personal needs. The removal of a specific role or function, which
follows the death of their grandchild can lead to the grandparent having to address their own
feelings of grief, due to the lack of distraction. = This is compounded further by their
perception of being distanced from the family in which they had previously held a significant,

meaningful and active role.

Family dynamics. The death of a grandchild had profound and wide-ranging effects
of the experience of grandparents, from bringing families closer together (Gilrane-McGarry
& O’Grady, 2012; Moules et al., 2012b) to creating tension, strain and emotional distance
throughout the family (Nehari et al., 2007). This was reported to fluctuate throughout the
child’s illness, during and following death. Nehari et al. (2007) found that the death of a
grandchild affected the emotional relationship with surviving grandchildren, where one
participant disclosed feeling ‘afraid to love’ the deceased child’s sibling. The death of a
grandchild also affects dynamics outside of the child’s immediate family, including the
parents and siblings of grandparents (Moules et al., 2012b). The act of believing their own
emotional needs as secondary to those of the child’s immediate family places grandparents
under ‘extraordinary physical, mental, and emotional strain’ (Gilrane-McGarry and O’Grady,
2011:171). Some grandparents found strength and support within their marriages or personal

relationships (Moules et al., 2012).
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Pain

Pain was the most prolifically discussed metaphor throughout the studies and one that
could be broadly applied to almost all findings. Four discrete metaphors are explored below:
disenfranchised grief, bearing witness, cumulative pain and survivor guilt; however there is a
clear link between these representations and a convergence of boundaries between each of

them, each having an effect on the other.

Disenfranchised grief. Disenfranchised grief, a phenomenon that results from others
failing to appreciate a person’s experience of bereavement, was widely discussed by
participants across all studies and can be further divided into subcategories: society’s
perception and disenfranchisement exacerbated by grandparents themselves.

The altruism displayed by grandparents, always as parents themselves (Moules ef al.,
2012b), endeavour to protect their children and surviving grandchild by suppressing their
own grief and pain (Fry, 1997). Their ability to provide continuing support to the family and
their age and experience (Gilrane-McGarry and O’Grady, 2011), meant that grandparents
could be perceived as immune from intense grief and therefore requiring less support. These
assumptions were reinforced by participants, who discussed a responsibility to provide
strength, or to shield parents from additional stress by concealing their own worries, fears and
problems (Moules et al., 2012b)

A failure to acknowledge the feelings and experiences of grandparents was seen
outside of the family too, including that by professionals involved in the care of the dying
child. Grandparents talked about not feeling that they, their role or their issues were ‘as
important’, and that professionals involved in the care of their grandchild would gently

acknowledge them, before ‘furning away’ (Moules et al., 2012a:123).
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Bearing witness. Bearing witness to their grandchild’s illness and death, their desire
to protect their children and their inability to do so was a recurrent cause of emotional pain
discussed in all included studies. The act of watching and subsequent helplessness in being
unable to take the pain away from their child caused immense emotional pain (Gilrane-
McGarry and O’Grady, 2012), the full extent of which was often not disclosed to parents in
an effort to protect their children, exacerbating their disenfranchisement further (Moules et al.
(2012b). In addition to the pain caused by the death of their grandchild, grandparents also
feel pain in their capacity as a parent, which was recurrently expressed alongside a desire to
take the pain away, and resulting sense of helplessness (Gilrane-McGarry and O’Grady,
2011).

Existing research suggests that the experience of bearing witnesses is a multifaceted
phenomenon that surrounds the witnessing of multiple individuals within their family. The
above quotes demonstrate that ‘grandparents’ are not only fulfilling a grandparenting role,

but also experience the loss from the perspective of a parent.

Cumulative pain. The concept of cumulative pain was highlighted to varying degrees
in each of the studies included, including the suggestion of double (Reed, 2000) or triple
pain, expressing witnessing the suffering of their child and grandchild (Moules et al. (2012b).
The synthesis of findings from each of the included studies suggests that cumulative pain is
more complex than simply grieving for multiple generations, but that there are other
cumulative factors that influence grandparents’ experiences. These include subsequent
changes in their son or daughter (Gilrane-McGarry and O’Grady, 2011).

In addition to pain caused through bearing witness and perceived helplessness, their
feelings of social isolation caused by a lack of perceived social recognition in addition to the

change in role (Nehari et al., 2007). The compounding of these factors can create an
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overwhelming sense of insurmountable pain and emotional disorientation (Gilrane-McGarry

and O’Grady, 2012).

Survivor guilt. A number of participants across studies expressed a perception of
guilt and unfairness in surviving their grandchildren, which in turn added to their experience
of emotional pain (Fry, 1997). In the majority, the expression to die in place of their
grandchild appears to be due to their desire to correct the ‘natural order’ or generational death,

however some participants suggested that to die would be a way to avoid the pain associated

with the death of a grandchild (Gilrane-McGarry and O’Grady, 2011).

Discussion

Six studies that explored the bereavement experience of grandparents following the
death of a grandchild from a life-limiting condition were identified. Guided by the principles
of Noblit and Hare (1988), a line of argument was developed, drawing on inferences from the
translation process to express the findings of this meta-ethnography. Similarities and
differences between studies were integrated, synthesising a new interpretation that fits across
studies. The synthesis is expressed in three superordinate themes: the intergenerational
relationship between grandchild and grandparent, the influence of the family and emotional
pain.

There are clear similarities in grief responses to childhood death by parents and
grandparents (White, 2002), and those who have experienced perinatal deaths (Black,
Howard, & Bakewell-Sachs, 2011; Currie et al., 2016; Wood & Modi, 2014). However,
Ponzetti (1992) found that these were expressed less often by grandparents. The findings
suggest that grandparental experience of grief is a multifactorial construct and varies

considerably in terms of intensity, depending on the nature of their relationship with the
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deceased child, their family and the circumstances that surround the death. A synthesis of
translations concluded that many of the attributing factors of the grandparent experience are
present due to their multigenerational position within the family, occupying dual the positions
of both grandparent and parent.

Families have been shown to have a substantial influence on the bereavement
experiences of grandparents; not least as they gatekeep (Reitzes & Mutran, 2004; Stelle,
Fruhauf, Orel, & Landry-Meyer, 2010) the amount and quality of contact between the
grandparent and grandchild, and the rest of the family. Similar findings have been reported
in research surrounding stillbirths and neonatal deaths; Murphy and Jones (2014) reported
that following a neonatal death, parents distanced themselves from grandparents, due to a
lack of support and understanding and feelings of intergenerational resentment (O’Leary,
Warland, & Parker, 2011), or strengthened ties due to the support the parents received from
the wider family.

Reciprocal translation provided new insights into the social positioning of
grandparents within the family, highlighted by multiple participants and at varying stages
throughout their experience, from recognition or diagnosis of a life-limiting condition, to the
family’s bereavement. Murphy and Jones (2014) link social positioning and identity,
reporting that parents struggle with their identity following perinatal death, and that there has
been little research conducted on similar identity transitions to grandparenthood.
Relationships within the family have shown to have a significant effect on the experiences of
grandparents (Young and Dowling, 2012).

Translation across the studies identified that the relationship between grandparents
and their sick grandchild affected the way individuals experienced death, where grandparents
who had close, regular contact with grandchildren experienced the greatest emotional pain.

This correlates with findings in research with bereaved parents, where parents of older
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children experienced higher levels of long-term grief, attributed to the growth of affectional
bonds between parents and their children (Van Der Geest et al., 2014). By contrast, a study
by (Cacciatore, Defrain, & Jones, 2008) described the ‘invisible death’ of stillborn infants,
arguing that despite the absence of a physical presence, the much anticipated, psychological
presence of a baby results in parents and family members experiencing emotional pain for
many years after the loss. Gender differences and coping were not highlighted in this
synthesis, research with parents suggests that unlike males, bereaved females value the
opportunity to talk about their grief within their family support network (Hawthorne,
Youngblut, & Brooten, 2016). The impact of effective multigenerational relationships
manifested in numerous forms, like ripples throughout the experience of individuals.
Grandparents who perceived themselves as occupying a fulfilling role within a family, where
they felt valued experienced a sense of control, belonging and support. Correlating findings
have been reported in research with parents of neonates and children, where better
bereavement outcomes are seen where parents have been able to maintain a sense of control
(Dias, Docherty, & Brandon, 2017) and involvement (Van Der Geest et al., 2014).

Emotional pain was a recurrent element of grandparenting experience, highlighted
across the studies. Reciprocal translation showed that the intergenerational position of the
grandparent, simultaneously occupying both parental and grandparental positions meant that
individuals experienced emotional pain in witnessing the experience of those within the
family. Grandparents talked extensively of witnessing the experience of their children.

Line of argument synthesis was used to develop insight into the experience of bearing
witness, and the association with helplessness — each phenomenon following the other.
Grandparents discussed the anguish of seeing the pain in their own children, but feeling
powerless to help them; similar findings were reported in parents (Currie et al., 2016; Van

Der Geest et al., 2014). Comprehension of this was mixed — some grandparents appeared to



GRANDPARENTS EXPERIENCE OF GRIEF 20

accept the inevitability of parental pain, accepting it as an unavoidable element of the
grieving process; others really struggled in not being able to take away or ‘make better’ the
emotional pain of their children. The intensity of the perception on helplessness correlated
with the quality of multigenerational relationships; those with effective relationships
perceived less helplessness.

The concept of pain, and more specifically cumulative pain was cited widely with
elements of pain highlighted across most metaphors. Translation across studies suggest that
pain extends beyond the generational considerations already discussed, to include other
cumulative variables, the most commonly expressed of which is witnessing the suffering of
the child’s parents and disenfranchisement. Similarities can be drawn with research
surrounding children with complex needs and intellectual disabilities. Todd (2007)
highlights the complicated grief experience of those caring for children with complex needs,
reporting a heightened sense of losses surrounding identity, support network, and those
around them failing to recognise the impact of the death of a disabled -child.
Disenfranchisement, or failure to recognise grief is discussed widely in bereavement
literature. Murphy and Jones (2014) compare grandparents to fathers and siblings in
referring to ‘forgotten mourners’ and the ‘vicarious knowers’ of the unborn, deceased infant.
Disenfranchisement can occur when grief is recognised but not acknowledged, owing to an
assumption that grandparents can cope with loss more easily (Woodroffe, 2013). Neonatal
literature suggests that parents can contribute to a sense of disenfranchisement, when they
unaware that grandparents can grieve for their neonatal grandchild who has died (Murphy &
Jones, 2014). This demonstrates the complexity and multifaceted aspects of

disenfranchisement.
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Strengths and limitations of the review

This is the first published meta-synthesis of studies relating to the experience of
bereaved grandparents. Although individual elements of pain have previously been described
separately in published papers, the line of argument created offers a new interpretation of
compounded grandparental grief. Only published papers written in English were considered
for inclusion, which may have discounted research written in other languages. Of the six
papers included in this meta-ethnography, three included grandchildren that had died from
causes other than life-limiting conditions (Fry, 1997; Gilrane-McGarry and O’Grady, 2011;
2012). It follows that the findings, discussion and conclusions of these papers present a
broader perspective of grandchild death, which should be noted when considering the
findings of this meta-ethnography. Thus, the findings of this review should be considered as
stimuli for further enquiry, rather than an end in itself (Hubbard, McLachlan, Forbat, &
Munday, 2012). It is possible that the findings may not be relevant to non-English speaking
cultures. Given the known association between complex health needs and children with life-
limiting conditions, the fact that the experience of grandparents of children with complex
health needs was not explored in any of the primary studies constitutes a limitation of the

present synthesis.

Research implications

Further research is needed on the experiences of grandparents, with particular focus
on the contextual implications of childhood life-limiting conditions (Fraser et al., 2012),
which include complex health needs and profound disability (Noyes et al., 2013). Existing
literature demonstrates that grandparents are playing a significant role within families
through the provision of various support, including financial, practical and emotional

assistance to their children and grandchildren; yet the effect of this on grandparents has not
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been explored in detail, particularly from the perspective of those in a grandparenting role.
Research should focus on meaning making, in addition to the effects of grandchild death on

relationships within the family and how these evolve throughout the experience.

Clinical implications

Family centred care is a fundamental principle of children’s nursing. This study
highlights the extent of the multiple, cross-generational roles played by grandparents of
children with life-limiting conditions, and their families and brings into focus the impact of
the conflicting roles and expectations of grandparents by their family and the extent to which
these contribute to their experience. In order to meet the needs of grandparents, their dual,
simultaneous multigenerational roles of both a parent and grandparent must acknowledged
and enabled. Family-centred care planning can be improved to accommodate the
perspectives of family members, which identify the contributions and roles of individuals
within the family, in addition to their support needs. Support for grandparents should focus
on the definition and negotiation of role, particularly the challenges of meeting the needs of

themselves and their family, simultaneously fulfilling the roles of a parent and grandparent.

Policy implications

There are currently no policies relating specifically to grandparents of children with
life-limiting conditions in the UK. This study adds to the evidence surrounding grandparent
need, developing understanding of both the roles and needs of grandparents, which can
inform the development of policies that reflect the diverse and multifaceted roles of
grandparenting. The findings of this study suggest that grandparents need to be supported
during their grandchild’s illness in a similar way to parents and siblings pre-bereavement

(Blackburn, 2010).
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Conclusion

Grandparental grief is often not recognised with the family, their social network or by
professionals; this disenfranchisement exacerbates the experience of emotional pain, which
was expressed in all studies, and across all metaphors. There are many factors that contribute
to the experience of grandparents, many of which are outside of their control, which is made
more complicated by the multigenerational positions they hold within their family. The roles,
positions and support needs of individuals need to be acknowledged, improving the care and
support available to better meet their needs as a parent, grandparent and individual who has

experienced a child death.
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