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Abstract
BackgroundIn the UK46,300 children are bereaved of a parent each year. We understand
bereaved people need a supportive response from those around them. However, there is

limited evidence to inform our understanding tbiis.

Aim: To explore how children and families best support each other after a parent's death
and to understand how those within their existing networks can provide a supportive

response.

Methods: Following a sstematic review to identify and synthesise the experiences of
support for children and surviving parents following parental death, a qualitative study was
undertaken. Using a constructivist grounded theory approackgeipth interviewswere
conductedwith childrenand their surviving parentafter the death of a parent to explore

their experiences and perspectives of support nedsta were analysed using constant

O2YLJ NRazys ¥F2dpdénerusgtzand tHedraiddlcddRgistages

Findings Systenatic review findings highlighted the limited studj@scluding children and

parents that exploredbereavement supportSeventeen parents and eleven of their

children participated iron-line interviews.Theoreticalcoding of key categories from both

interview data sets culminated ibevelopinga substantive theory Y| @ 1 Ay 3 - € 2 dzZNJ I NJ
because you feel you haveQarticulating thebehaviour patternamongst children,

surviving parents and those around them following their bereavement. Families gave

exanples of the supportive response they received from each other and those within their
YSGg2Nl ad |1 26SOSNE (GKS NBALRY a-Decausedyouyeli & dza
youhavet® A& a42YSUOiKAYy3a OKAfRNBY YR pdopeSByia R2
around them It often happendecausehe immediate bereavement support dwireias

the people around them do not understand what thegntinue to gathrough.

ConclusionThis study highligis gaps in bereavement suppaaihd how existing networks

can provide a supportive response.iit’ Aa SaaSydAlt GKIFEG OKAf RNBY
considered within the context of their social netwoykgichwill impacthow they grieveA

public health approach to bereavement is requiradth everyone reognising thé role in

supporting bereavedamilies.
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1 Introduction

1.1 Anoverviewto the thesis

Death is inevitable, and most people at some stage in their life will experience bereavement
and griet. Despite this, death remains taboo many societies®. As a nation, we find it

difficult to talk about death, dying and bereavement and struggle to help bereaved people;
we fear causing harm @aying the wrong thing, which may stop people from offering

support3,

Death can be seen as a social issue present in all human societies that will all experience
dying, death and bereavement, taking pdawithin the social and cultural worltis

Nevertheless, despite this being a universal issue, social and cultural diversity means that
death is dealt with dferently*. Consequently, there are many complexities and experiences

within different societieg

The experience of grief is unique and can be affected by several factors, including
circumstances of the death, characteristics of the bereaved person, relationship with the

deceased, availability and provisiohsupport and other sociocultural factérs

Within the United Kingdom (UK), 127 childiane bereaved of a parent each dayA

parental death causes a radical change in a €hllde consequences within the family and
home will be the most fundamental loss they will experience, altering the core of their
existencé?®. Children who experience the loss of a parent describe the sense of loss as a

heavy cross to bear; daily life acts as a constant reminder of the loss of their barent

Following a parental death, how children react and cope is closely related to how their
surviving parent is acting and copin@hildren require support, nurturance and continuity,
which can be difficult for a grieving parent to provigand often affects the chilebarent
roles’. Parents are not always sure how to popt their children and if their actions are
right. Children are also unsure of howliehave and often avoid talkg about their
problems and suppress their emotions to protect their surviving pafeatAlthough
parents and children put effort into protecting each otResuch protection may result in

them being unable to provide each other with the support they reqdire
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Recentempirical studies have focused on supporting children when a parent is terminally ill.
Some have involved the childrenaferminally ill parent>*4, others have focused duoth

the ill and healthy parent8, and others have included professionals in the rese'dréié.

A UK study with children living with parental Hifniting illness found that children have

agency and want to be actively engaged and be enabled to have a role supporting their
family*2. Sysematic reviews have also explored the qualitative evidence and experiences of
children, ill parents, surviving parents and health and social care professionals when a
parent is terminally ill and dyifdg!®2% Many of these studies have focused on the roles of
health and social care professionals in supporting families when a parent has a terminal
illness and has died. However, few have focused on how those within children and surviving

parent's networks can suppbsuch familiegollowing parental death.

Following a death, social support, which is helpful and timely, is a strong indicator of
positive psychosocial outcom@sHowever, many bereaved people do not receive the
quality or quantity of social support they would IfReA review exploring factors which
could help or hinder the provision sfichsupport found many determinants its provision
and identified the complexity of processt®t motivate people to recognise and respond
to distres$3. Findings suggest further research to understand grief norms and supportive
practices, including the perspectives of the support giver and receiver, is required to

enhance the communiét @apacity to provid bereavement suppoft.

1.2 Personal motivation

| wanted to undertake a PhD exploring bereavement support for children and parents
because of my clinical experiences as a nurse supporting families thtloeigmd-of-life

care. Although | saw firsthand the lack of bereavement services, | often felt like | had let
families down with a lack of support and felt there was much more we, as health care
professionalfHCPs)could do to help. Then, less than a yedo my studies, the world

changed for us all with the Covi® pandemic (Covid).

Death was brought to the forefront of society in 2020 when Covid resulted in mass
bereavement on a scale that has rarely been seen in recent history, with millions of deaths
worldwide?*. The death of a pareritecame a reality to maniy. Covid highlighted the

limited knowledge and understanding surrounding the impact of bereavement and
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bereavement cargprompting new and urgent questions to be answered about the nature
of bereavement?8, The result of the pandemic is a greatecus on the need for

bereavement research.

During Covid, | took a leave of abseffrcen the PhXo return to clinical practice and work

in the Intensive @re Unit. | was tasked to develop and manage a family support service to
keep families updated on theirext of kin§rondition whilst they could not visit. Although
the six months | spent working in the service brought home to me the importance of my
research and the need to improve the care for bereaved families better, it also highlighted
how difficult it was for professionals to support children and familBesow(Figurel) is an
excerpt from my diary refleains on my experience. The rest of the reflection can be found
in Appendix1.

October 2020

Another family who will always remain with me was a young mum who died leaving
her two children. A close friend of mine who alas the sister on thatensive carenit

(ICUhad called me over and asked if | could bring a memory box and any informatig
help the children.

| took a memory box and book for the children about when someone dies. On arriva
unit | was uséred into a side room to be met with grandma, two children and a social
worker. | did not realise | would be meeting the family, | was completely out of my de
had no time to prepare and felt ill equipped to try and support them.

However, | was absdetly the best person to try and support the family, | probably had
most experience in the full hospital of supporting bereaved children, despite having 1|
formal training. The ICU staff had no time and also, like me, felt ill equipped, or prob
even less equipped than | was. What can you say to children about to lose their mun
There was no dad, so grandma, was trying to cope with losing her own child and wo
have to take on the care of her grandchildren. It was horrific.

Grandma wanted to gmd some time with her daughter so | and the social worker sat
the children, we asked if they understood what was going on and answered any que|
remember showing them the memory box which they really appreciated and we spo
about what they cold put into the box, they both then wrote letters to their mum and §
their goodbyes. My ICU colleagues were so grateful for the time | gave to this family
reality | did very little but be with them and listen.

The next day the social worker camerteet me to collect the memory box, he was so
upset. | will never forget how grateful he was for the support I gave him with the chilg
honestly did not feel like | had done much at all. His manager had been very suppori
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gave him the afternooaff and a pack of beers, acknowledging what a difficult situatio
had faced.

| was grateful he had good support but it made me sad for my nursing colleagues. |
that as soon a¥hum(ied, another patient would fill her bed. The nurses may betiuck
get a break before the bed was filled again. My two colleagues had the task of tkadi
OK A t Bauddye ®tiers to their mum, they have since told me how this still haunts

This once again made me realise how difficult it is for the tyagbqprofessionals
supporting bereaved families, especially when children are involved. It also made m
wonder that if professionals and adults do not push themselves out of their comfort 2
and speak to children, this will leave them extremely isb&atd scared. Yet, there is littl¢
if any support for professionals supporting families, it is just seen as 'your job'.

My experience working clinically during the pandemic reaffirmed the importance of n
research and gave me even more desire to be alnake a difference to these families.

Figurel Diary reflection of clinical practice during Covid

1.3 Thesis structure
An overview of the thesis structure is providedriablel.

Tablel Structure of thesis

Chapter Chapter content

Chapterl.: This chapter provides an overviefithe study its context,and a

Introduction rationale. Thee is abrief overview of the thesis structure at the er
of the chapter.

Chapter2: This chapteprovidesa brief overview of the background literature

Background of the thesis and identifies the gapsevidence

Chapter3: This chapteprovidesthe aims and objectives of the thesis.

Aims and

objectives

Chapter4: This chapter presents the findings from the published systemati(

Systematic relew | literature review exploring support experiences for children and

background surviving parents following parental death.

chapter
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Chapter5:

This chapter outlies theresedNJO K ShiNdSaphical assumptions

Methodology and provides a comprehensive description of th& a S | NJO K
methodology.

Chapter®6: This chapter outlines how the study was conducted, including

Methods research design, sampling, participant and researcher
consideraions, data collection and analysis, ethical consideratior]
and patient and public involvement (PPI).

Chapter7: This chapter reports study findings from the child participants in

Child findings study.

Chapter8: This chapter reprts the findings from the parent participants in th

Parent findings

study.

Chapter9:
Integration of
findings and the
substantive theory

This chapter integrates findings from child and paneatspectives
andexplains how the theory was then developed. Then the tieo
and model are presented.

Chapterl0:
Discussion and
conclusion

This chapter discusses the research findings. Then the implicati
for practice, policy, education and research are presenieéd.
research reflections are provided including strengthd a
weaknesses. The (i dzBRadttbationsto knowledge and directions
for futureresearch- NB A RSYUATFTASR® ¢KS (
conclusion.
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2 Background

2.1 Introduction

This chapter provides an overview of the background literature on which tithest in this

thesis are based. The chapter begins by exploring the prevalence of childhood bereavement.
Next, the literature on the impact of parental death and children's needs is discussed,
followed by the literature orbereavement research with childneandthe need for

bereavement to be seen as a public health issue. Informal and formal bereavement support
networks are then explored. Finally, the chapter overviews some grief models and theories

relevant to parentally bereaved families

2.2 Prevalence of ¢lal bereavement

Parental bereavement is described as prevalent yet hiéidas seen in the absence of
official data surrounding the number of children bereaved of a parent eaclt3fear
However, limited evidence within the UK higfhits the prevalence of childhood
bereavement. A study published more than ten years ago found that 78% of 11yat6
olds were bereaved of a close relative or frighdnother study found that 1 in 20 young
people will experience the death of one or both parents by agé 262020 Scottish study
found that by the age of ten years, 62% of children were bereaved of a parent, sibling,

grandparent or another close family membBer

Looking specifically at parental bereavement, within the UK it is estimated that there are
46,300 dependent children bereaved of a parent each y&#ith this in mind, child
bereavement services are campaigning for the urgent need to collect information on
childhood bereavement, plan service development and better understand thaagmp

bereavement has on children's lives

Globally there are 147 million orphans (agedDyears¥. Following on from Covid, a
modelling study found that worldwide, 5.2 million children experienced the loss of a parent
or caregiver dug¢o Covid**4 Covid has raised the profile of parental bereavement and
orphanhood, providing a global stage to create a strategy for change to support children

and familie.
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Although it may not bgossible to know the full extent of théovidpandemic, within the

UK, there were three million people bereaved in the first two years of the pandemic, which
is around 750,00 additional bereavemehtin addition, the Lancet Public Health Editorial
has recently recognised the prevalence of child bereavement, which the pandemic has

amplified”.

Parental bereavement is argued to b@uablic health challenge that needs attention and
urgent managemerit. Described as 'one of the last taboos in public health', parental death
causes acute and chronic pain for children and surviving parents, which society often
struggles to acknowledge, understand or addféd3escribed as §town public health
emergency of international concern’, the editorial highlights the need to enable young
people to converse about grief and the offering of multidisciplinary support services to

familieg’.

Health inequalities within the UK have grown with socioeconomprigiation increasing the

risk of preventable deatlis For example, the most common causes of death are cancer in
women and cardiovascular disease in iftem addition, life expectancy is affected by social
class, geography and locality, and people's health is impacted by the conditions in which
they live, work and their age, meaning that it is more likely that children living in deprived

areas vill experience bereavemefit®’.

Despite the lack of official data on childhood parental bereavement, the evidence presented
highlights the prevalence of childhood bereavement and an urgent need to prioritise and

respond to the needs of parentally bereaved childfen

2.3 Impact of death on children

Grief is a normal reaction to bereavemé&htAlthough the intensity and duration of grief
reactions vary, immediate common reamts can include shock, disbelief, numbness, and
other strong emotion% Bereaved children can have similar psycloislodifficulties to
bereaved adult¥. However, their experiences will differ according to their maturity,

development level and relationship with the deceased

Following the death of someone close, children often lack energy, have trouble sleeping,
experience vivid memories, and become preoccupied with the death; they may have

problems with appetite, have increas@tiysical and emotional restlessness, may feel guilty,
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withdraw socially and have difficulties with concentration and sctf8adin addition, some
children will have anger, frustration, depressive symptoms, andegynand may experience
suicidal thoughts; children have also described experiencing reducetinsg/é and a crisis

of identity’.

The psychological, physical and social consequences following parental death are well
evidence®. Children beraved of a parent have a greater risk of experiencing adverse
reactions, including increased feelings of aggression, despair, anxiety, depression, social
isolation and postraumatic stress disorder, compared to the general populdttén

Children can avoid discussing their problems or showing emotions to protect their surviving
parents and those around thef11 However, this can be misunderstood, and the child can

be seen as not being affected by their bereavemélit

Analysis from two largscale longitudinal survey data sets with families suggests that
parental death in childhood can have a continuous and cumulative effegpbong people's
emotional and social wellbeing long after their st addition, smaller qualitative studies
have found that children bereaved of a parean have their grief reactivated over their
lives, which could happen at significant life events or triggered by a mémibi large
Swedish cohort study undertaken with children and young peopletifies that those who
had experienced parental death had a greater risk of substance abuse and salaieel

behaviours related to the anniversary of parental dedth

Several studies have explored the letegm impacts of parental bereavement on health and
social wellbein$?#?7. Many found that children bereaved of a parent are more likely to
engage in risitaking behaviours, including smoking, drinking alcohol, substance abuse and
underage sex, which could l&#o further problems and a greater risk of convictions for
violent criminal offence®4+4’. A recent systematic review highlighted how the death of
someone close to a young person affects their educational aoécm many ways, including
creating a barrier to educational achievement, compromising academic performance and

affecting their educational engagement and attainnrént

A large (n=189,094) cohort study undertakie Nordic countries found that children who
experienced parental death before 18 years had a 50% increaseausie mortality risk

compared to those who were not bereaved of a parent in childib&imilarly, darge
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(n=55,818) populatiofbased cohort study, also undertaken in Nordic countries, found that

a sibling death in childhood was associated with a 71% increaseausé mortality risk. In
addition, genetic rik of disease can increase individuals' risk of dying from some

disease%*2 Although the cohort study found this to account for a small part of the
association between childhood parental death and increased rityrt& the findings

suggest that the longerm impact of parental death on children's health and social

wellbeing, the social and economic disadvantages caused by the parental death and lifestyle
changes followingarental death which led to more riglkking behaviours, increased the

mortality risk®.

The evidence presented has shown the potential negative impact of parental death on
children. However, despite this, manyreaved children manage life and can function and
do well during their childhood and adult lffe A systematic review identifieithat children
living with a dying parent develop strategies to cope and want to be involved despite a
desire from their parents to protect and shield théiAnother systematic review and other
studies have foundnat many children experienced pestumatic growth following

parental death, which can have a positive effect on their mental h&&ai#t*

2.4 Needs of bereaved children

Results from a longitudinal study undertakerth parentally bereaved children (n=125)
identified several needs of grieving children, which mental health professionals could help
the surviving parents to interpret those ne€d3he bereavement needs are presented in
Table2. Furthermore, children's needs must be met in a stable and supportive family, with
their usual networks, such as schaold community groups helpinglf children's support

needs are unmet, they can become vulnerable to poorer outcdmes

The Child Bereavement Network outlines the support children require fallpaideath.
Children's grief and experience of loss should be acknowledged; services should respond to
their needs, views and opinions, respecting their family and kettigation, including

culture, language, beliefs and religious background, and should promotestedm, sel

confidence andhelp develop communication, decision making and other life ¥kills
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Table2 Bereavement needs of grieving children, from Worden, pgl#40

Bereavement meds of grieving children

Adequate information

Fears and anxieties

Reassurance that they are not to blame
Careful listening

Validation of individual's feelings

Help with overwhelming feelings
Involvement and inclusion

Continued routine activities
Modelledgrief behaviours

Opportunities to remember

= =4 =4 -4 -8 8 98 9 9 -2

Studies have found that not all parentally bereaved children will need or benefit from
professional suppofe®. For example, a UK crassctional study was undertaken with 1746
school children aged 11 to 16, which found that 77.6% of participant®kperienced the
death of a close relative or frieAdwithin the bereaved group, 87% admitted they had

never or rarely spoken about the deaths; furthermore, 88.5% stated they never or rarely
required professional support for how they felt after the deatBimilarly, a prospective
longitudinal U8 study interviewed 70 families and 125 children aged 6 to 17 years who had
been bereaved of a parent found that only a third of child participants required professional
support’. However, in contrastdllowingaparents' death, a systematic review found that
relatively brief interventions can prevent children from developing more severe problems,
including traumatic grief and mental health problef¥hg he interventions ab positively

affect the remaining caregiver's health

Public health models of bereavement support successfully describe the types required,
whom this is provided by, and the level needed by the bereaved popufatFe,

Furthermore, they all agree that bereaved children and adults will receive the most support
from their families, friends, and existing netwotk®&%8. However despite acknowledging

that all bereaved children need a supportive response from their existing networks, the

models focus on how services da@lp children. As a result, the models fail to explain what
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a supportive response is between bereaved childred their families and how existing

networks can provide a helpful, supportive response.

It is argued that the high prevalence of childhood bereavement means that the needs of
children cannot be met by professional services atbrfeurthermore, there is a need to
explore beyond individual experiences to understand the social conditions in which children
are bereaved, identifying the resources and deficits in their comitras which help or

hinder their experienceé& Although, historically, studies in this field often used parents or
teachers as participant§ more recently, lhe limited studies within this field often include
children and parents exploring their experiences as individuals or as a famililastudies
have been identified that explore the experiences of children and surviving parents in the

context of them within th&@ communities.

Following parental death, evidence has shown the importance of the relationship between
the child and surviving parefi®:%2¢ Worden argues that the most powerful predictor of a
child's adjustmento parental death is the functioning level of the surviving pafent
Surviving parents struggling to function will have children whoashmre sleep and health
related issues and greater levels of anxiety and depre&sRwor family relationships

between children and swiving parents are linked to healtamaging psychosocial

problems and lower social support in adulthéddrhe quéties of family relationships

which were identified to help protect against depression were the supportiveness of family

members, open expressions of feelings and low levels of conflict and*&nger

2.5 Bereavement research with children

A recent scoping review explored the ethical issues identified when conducting
bereavement research with childréh The review included peeeviewed studies and
dissertations from the year 2000 Studies were excluded if they only mentioned the
general ethical procedess and concer$s. Worldwide, 68 studies (n=40 pesviewed
articles and n=25) were identified; only five were from the UK, highlighting the lack of
bereavement research undertaken with childfénFurthermore, the review found that
fifteen of the included studiesategoriseparticipants aged over 18 as childfénThe United

Nations Convention on the Rights of the Child characterises children as urtder 18
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Therefore, it could be argued that the studies including children aged over 18 are providing
the experiences of adults bereaved as children. Many studies exploring experiences of
parental death have included adult participants who were bereaved as chifc&f.
Nevertheless, it could be seen that thiews they provide are through an adult's lens, not a
child's.

Rather than undertake research with children, often research is done on or about children,
with parents or teachers providing their perspective of a child's experférie€. For
example, an integrative review exploring bereavement experiences of children following
sibling death identified 25 studies; only 14 were qualitative, and 8 included paremnt/
report’. The review also highlighted discrepancies between childreptirt and parent
proxy reports emphasising the importance of undertaking research with chitiren
Research when a parent is dying or following tlieiath often focuses on the experiences
of childrer?®>°8 their terminallyill and surviving parent&’3, or health and social care
professional¥®1”.’3 The limited research with parewhild dyads often focuses on parental
terminal illnes$*’6. Or, as identified in a systematic review, the relationship quality in the
parentchild dyad, bnding, communication, adjustment and impact of parental déatNo
studies (to the best of my knowledge) focus on support experiences within pahéidt

dyads following parental death.

Despite the growing recogfion of children's abilities to participate in research, they are

often seen as a challenging group to re&el 2 In addition, children can be perceived as
vulnerable, with research around parental death deehespecially sensitivé Studies
undertaken in the UK and USA with children living with a parent ag¢tiueof-life reported
difficulties accessing child participafit$®. Researchers embarking on reseawdth children

must navigate complex ethical issues and requirements and contend with gatekeeping from
parents and professiondfs’®. A UK study raised an important question; if the routes 'in' to
accessing youngepple are difficult, do children have routes 'out' which allow them to

access the support they neé&d

When research is undertaken with children experiencing parental illness and death,
thematic analysis is often used to explore experieft&s’>8081 Some studies adopt a
phenomenological approaéh®, and others have used a grounded theory approach but

have not developed a grounded thedfy®8% Constructivist grounded theory, a
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methodology developed by Charmaz has recently been highlighted as an appropriate
methodology to use with childréf®’. Despite the lack of published evidence of
constructivist grounded theory aschildsensitivemethodology, Sudarsan et®émake the
case for this methodology which recognisgsldren’'sagency, is tailored to the rights of a

child and allows children to make an authentic and meaningful contribution to res®arch

Within childhoal parental illness and bereavement, studies often represent the voices of
white adolescent children in Western countries affected by parental cancer, who are mainly

recruited from support services suggesting they are functioning'Wéf#°

2.6 Bereavement as a public health issue

Bereavement has previously been viewed as a problem to be dealt with by health s&rvices
However, it is argued that this approach is neither correct nor sustain&btéhermore, it is
argued that bereavement support should be addressed with a Compassionate Communities
approachi. As a result, we have begun to see a movement away from the medical approach
to palliative care towards the inclusion of public health approaches, recognising that death,
dying, and bereavement are inevitable in life, theg apt just medical events, and the

community should be prepared to hélp

Services increasingly recognise the importance of viewing bereavement as a public health
issue, supporting community development approaches to unleash the potential of
communities to provide help ahsupport. However, evidenceuggests that communities
want a compassionate response to bereavement but do not feel empowered to help and

support those dying or bereavé&d

The National Palliative and EoftLife Care Partnership recognised the need to improve
support for bereaved familiés It developed an ambition to applypablic health approach

to end-of-life caré”. It soughtto enhance supportive networks in the community to build
compassionate and resilient communities, raising public amass around bereavement,
and practical support to enable families, neighbours and community organisations to help
and volunteers whavere trained to help support the bereaved, their families and
community?’. More recently, spurred on by the bereavements seen during thelganc, it

is argued that a public health approach to grief is required, with a need for bereaved

people's support networks to be equipped to offer support to those who negé it
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Death can cause distress and life changes and require adjustments for the bereaved, which
for the majority is managed by drawing uptheir inner resources alongside support from

their family and existing networks The threecomponent model and public health

approach to bereavement support developed by the National Institute for Health and Care

Excellence (NICE) recognise the importance of those netWorks

The threecomponent model of bereavement support in palliative care following a cancer
death was based on a systematic review of the available evidence and recognised that not
all bereaved people need specialist suppbrThe model has since been adapted and
complemented using a public health approactb&reavement, with an emphasis on how
social networks and communities respond to the bere&%€d? Bereavement carés

situatedas a responsibility that communities and health services must share, which allows

us to understand what support bereaved individuals reqirable3 and Table4)%5582

The threecomponent model proposes thrdevels of bereavement suppattiat should be

made available depending on the individual n&€e?®3

Table3 Levels of need, adapted from the thremponent modé# 929

Level one- All bereaved people will have some level of need, with much of their supp
being provided by friends, family and existing networks. The information they require

about bereavement and sources of support will be predidy HCPs involved in their ca

Level two- Some bereaved people will seek support and may be at risk of developin
complex needs. They may require specific bereavement support with groups promot

mutual help or trained bereavement workers providingustured support

Level three- A minority of bereaved people will have complex needs or prolonged or
complicated grief requiring specialist bereavement, mental health or psychological

support
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Table4 The threecomponent model and plib health approach to bereavement support, adapted
from the National Bereavement Alliarfée

Level of | Typesof Targetpopulation and | Support provided by
support | support
level ofsupport
seeded
1 Information Verbal, written, and online
Universall about All bereaved people | information is provided by
bereavement professionals involved in ernof-life
and sources | Low level of need care, registras and others providing
of support day-to-day care to families
2 Non Some bereaved Social support: selielp groups, faith
Selective| specialist people. groups, befriending and commity
or support groups
targeted Those seeking support
or at risk of developing
complex needs Trained bereavement support
workers
3 Specialist A minority of Specialist bereavement
Indicated| interventions| bereaved people counsellors/practitioners
Those with complex
needs or Srecialist mental health support for
prolonged/complicated those with mental health problems
grief. High level of which predate or are triggered by
need their bereavement

The model has since been adapted to outline what bereavement provisions should be like
for children and their parent& The bereavement triangle, presentedFigure2, suggests

that all bereaved children require a supportive response from their existing n&svam
addition, families need information about how children grieve, what can help, when to seek
more support and what services there &eSome children will need orte-one, family,

peer or group support, and a few will need specialist suppdthildren's needs must be

met in a stable and supportive family, with their usual netwosgkgh as school and
community groups helpirfglf children's support needs are not met, they can become

vulnerable to poorer outcomés
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Who will need this?

1:1/family and peer support
Pl Some
An easy to access consultative process

to agree who and what could help a
particular family

A supportive response from existing networks

Information about how children grieve, what can help,
when to seek more support and what services there are

ig  All

Figure2 What good provisiondr bereaved children and young people and their parents and carers
looks like From Childhood Bereavement NetwBrk

Public health models of bereavement support successtidiscribe the types of
bereavement support that may be required, whom this is provided by, and the level of
support needed by the bereaved population. Furthermore, they all agree that aidke
support bereaved children and adults receive will be frdvait family, friends, and existing
networks'°5%8 However, despite acknowledging that all bereaved children need a
supportive response from their existing networks, the models focus on how services can
support dildren. As a result, the models fail to explain what a supportive response is
between bereaved children and their families and how existing networks can prswatea

response

A small pilot study seeking to test the theoretical public health moddbéoeavement
support with adults found that a lack of support from existing networks could contribute to
persistent, prolonged grief or complex reactions to aYbgsvailability of support for the
bereaved has atsbeen described as a risk factor that can influence grief and increase the
vulnerability of the bereavel Therefore, it is of utmost importance that all bereaved

individuals receive an effective supportive response. It is argued that bereavement support
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in palliative care requires a public health approachhwa partnership between palliative

and primary care services, which draw and build upon community resdérces

A large amount of bereavement support is currently provided by the community by those
involved in the lives of the bereaved, and these 'everyday assets' require support,
recognition and appreciatich As the public health model argues, most bereaved people
cope with bereavement with support from their existing netwdfk&dopting a
Compassionate Communities approach would build the communities’ capacity to provide

social and practical bereavement support without overreaching profeasisupport®.

Professionals must be careful not to disrupt this support with unnecessary professional
involvement, resultingn the family and friends of the bereaved withdrawing their
suppor?’. Although previous bereavement research and practice developments ha
focussed on acute care models and therapeutic interventions, it is now proposed that a
population approach to grief is requir&d Acknowledging the compassionate community's
approach, which up until now has foeged on enebf-life care for those who are dying, there

is a need for this to be developed in the context of grief and bereavethent

Arecent article investigating the prevalence of childhood bereavement in&8wbdlerts us
to the lack of discourse surrounding bereaved children and argues that childhood

bereavement is a universal issue requiring public health approaches to death anéf.dying

A Scottish study identified the prevalence of childhood bereavement and found that
children born into lowetincome families are at greater risk of experiencing the death of a
parent or sibling. Bereavement must be understood as a universal issue requiring a public
health approacP. Despite bereavement beiran indivdual experiencewhich may require

specialist support, it is affected by the social conditions in which a child is beréaved

2.7 Support networks

Death, dying, and bereament do not occur in a social vacufii®. We are beginning to
understand that the people within a bereaved person's network can influence how they
deal with their los3?!. Bereavement support can be broadly divided into formal support
from professionals and informal sources of support, often from within a person's existing

network.
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2.7.1 Informal support

In 1979a seminal study by Berkman and Syfiénked a lack of social relationships and
community connection to an increased mortality risk. Since then, a growing body of
evidence has higighted the relationship between greater social support and improved
physical and mental healtP?197, When faced with life's challenges, evidence suggests that

being alone promotes a sense of isolation and fegliof despaif®

The people within a bereaved person's network are yptdkced to provide social support
following their bereavement. According to the seminal work of H&§stur types of
supportive behaviours make up social supperotional supportefers to empathy, love,
trust, listening and a®; instrumental supportlescribes the provision of tangible support,
informational supportefers to advice, suggestions and information that can be used to
address problems and finalippraisal supporprovides affirmation, allowing social

comparison ad selfevaluatiort®.

A recent UK report on bereaved people found that informal sources of support came from
family, friends, pets, faith communities, colleagues, employers and teatHesamal

sources of support came from eosellors, bereavement charities, funeral directde&f)s
(General Practitionerggnd community healthcare professionals, hospitals, and healthcare
professional’ It is argued that a bereaved person's inner resources, along with the support
from their existing network, are usually enough to help them following a bereavetnent
Furthermore, most people seeking help are unlikely to require professional help; instead,

they need reassurance that their reactions are 'norrifal’

Asmall Irish study of partners bereaved by cancer found that informal networks of family,
friends and neighbours provided valuable support during the first year of bereavéthent
The quality of this support affected their adjustntdo their loss; however, it appeared to

be timelimited®. A small pilot study seeking to test the theoretical public health model for
bereavement support found that a lack of support from existing networks could contribute
to persistent, prolonged grief or complex reactions to a Ybgsvailability of support for the
bereaved has also been described as a risk factor that can influence grief and increase

vulnerability’®. A risk factor for poor psychological outcomes following bereavementaiska
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of social suppott®. Therefore, all bereaved children and adults must receive an effective

supportive response.

For adults bereaved of a parent as a chih&ir overwhelming need to feel loved and social
support duringthe grieving process was esserffiaFollowing sudden or violent

bereavement iradults, a systematic review found that better social support following
sudden and violent bereavement leads to better psychosoeagibeing!!. Another

guantitative study with older adults found that social suppweas a protective factor
againstdepressivagrief reactions. Good social support was described when the bereaved
connected with the supporter and received emotional support and acts of emotionaftare
However, a study with bereaved adults foutlét despite the increased need for support to
buffer their high risk of poor emotional and physical outcomes, many were dissatisfied with

the social support they receivéd

Limited evidence exists on the experiences of those providing suppsttltirey in a limited
conceptual understanding of the factors that encourage or hinder someone from supporting
a bereaved perscf!! A systematic review exploring this issue highlighted the need to
improve the conmunity's understanding of the uniqueness of grief and how timely social
support can positively help a bereaved perSomhere is evidence developed from survey
responses telling us who and what is mespportive to bereaved children and adults

%110 However, little is known about how the existing network can successfully support
children and families and why families seek additional support. The majority of studies

exploring social suppbfollowing bereavement focus on bereaved adtftg15116

As the evidence has shown, thegjority of studies exploring social support following
bereavement have focused on bereaved aduitewever, a large Chise study (n=2804),
using selreport measures, surveyed children and adolescents to explore relationships
between depression and life events and the variables of social support and cognitive
styles?’. Although thestudy was not specific to bereavement, it can provide insight into the
experiences of social support for children in general. The findings showed that social
support was a protective factor against depression for chiléfrefrurthermore, the study
found that the more life events children experienced, the less social support they received,

which increased their risk of experiencing depressive symptbims
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It has been arguethat social support is a strong determinant of bereavement outcomes,
yet little is known about what specific behaviours are helpful, especially for children, how
bereaved people interpret and define social support and how the community supports the
bereawed>!® Furthermore, there has been little exploration of who may be the most
effective provider of social suppdit. When considering bereavement sagot within

families, it is vital to take a sociological perspective to understand and respond to families'

challenges with a holistic viétvHowever, the sociological perspectives are often omftted

2.7.2 Formal support

Grief needs to be seen as a normal reaction to loss which may increase vulnerability, rather
than viewing it as a mental health problem, which could encourage families to seek help
from services rather than thefamily and friend¥. Evidence suggests that routine referral

for bereavement counselling is not effective, and most people will adapt well to their loss

without interventiont?*122

The provision of bereavement support is varied, mainly found within voluntary services and
can range from information, befriending and sk#lp groups to more formalised support
groups and pychological interventions such as counselling; there is limited research to tell
us what types of support are most effecti?é® Further research is required to assess what
type of support bereaved people firdost helpful and to recognise how professionals and

the general public cahelp*?.

A recent UK survey (n=1,119) with adult participants found that 28% of respondents
receved no bereavement support from family, and 46% received no support from fiiends
Findings from a previous Wrvey (n=2,000) with adult participants found that aside from
the support of family and friends, only 9% had received any other supporaddition, 31%
of participants believed formal support would have helped, and 38% did not know how to
get supportor felt uncomfortable asking for4tThe current UK survey supports these
findings, and four years on found 33% of participants wanted to access bereavement
services, but none were available, and 37% did not know how to access suppfntther
national survey in the UK (n=8,555) found that support was not always available when

needed, and 70% of respondentsutd not access the support they wanted following their
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bereavement’. Those respondents cited counsellifigancial support and written

information on managing grief as the support they wanted but did not re€give

A systematic review exploring children's experiences when a parent had terminal cancer
highlighted the role of HCPs in encouraging parents to include their children in what is
happening with the ill parent, engaging with open and horeeshmunication’. The review

also identified the need for further research to understand the support needs of families
experiencing parental illness and de&thDespite HCPs having a role in supporting bereaved
families®, many bereaved people do not feel comfortable askinggd;16&spice staff,

priests or social workers for bereavement suppoHowever, acknowledging that not all
bereaved people will need professional support, HCPs still have a role and should encourage

them to mobilise theiexistingnetworks?4

The public health approach model of bereavement support highlights the need for formal
support forsome individuaf§°2%3 although currently, it is unclear how many children or
surviving parents access formal suppgbrEurthermore, it is unknown why some children
access support and others do not and the potential barriers f&S&dh crosssectional

study undertaken in the USA with parents who had lost a child to cancer identified that
parents need, want and struggto access bereavement mental health services; however,
common barriers to not accessing support were identified as difficulties finding help and it is

too painful to talk about their [0$8°.

Despite a good undstanding of how professionals engage with bereavement, less is known
about the everyday life experience of bereaventénEvidence suggests that professional
support will not be effective for all bereaved peopleEarly interventions from

professionals could disrupt the natural grieving process, cause social netwawkth tibaw

their support and stop bereaved peopl®i seeking their own solutions or recognising the
support available to them from within their networksIn contrast, a systematic review
identified that brief interventions with children following parental could prevent children
from developing traumatic grief or mental health problefhfkesearch suggests that when
caregivers supporting bereaved children are supported, they have an enhanced capacity to
support theni®126127 Healthcare professionals are well placed to enhgrerents’ capacity

to provide support’.
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2.8 Grief models and theories

The following section briefly outlines some models and theories relevant to bereaved
children and parents. Many attempts have been made to ideatifg describe the stages
and types of grief; however, the reality is that grief is not straightforward, and everyone

grieves in their unique way.

Historically, the study of loss and grief was situated within psychology and psychiatry, which
led to the unaerstanding that grief could be normal or pathological and is a universal
experiencé. There have been several grief theories, stage and task models oftgridfave
dominated our understanding of gridflany were based on the concept'gfief work' and
influenced by attachment theory; they provided processes of grief that the bereaved should
follow that would result in a detachment from the deceased allogvthem to move on and

start new relationshipst28132,

More recent understanding accepts that grieving is unique, and everyone requires their own
way and time to grieve. Although the different phases of graféhprovided us with the

notion of grief being a process that the bereaved must work their way through, it is argued
that there has been a misuse of the stages of grief, and they have not always been
helpful®. Further criticism of stage theories of grief is that désghe appeal of making

sense of a complex process using a conceptual order to work through to find ‘recovery' and
‘closure’, they fail to recognise the grieving experience as complex, diverse, and
idiosyncratié*. Furthermore, thestage models fail to recognise other needs that bereaved
people and their families may experience, such as physical, psychological, social and

spiritual need&*,

2.8.1 Continuing bonds

The term continuing bonds was devised to offer #eraative model to grieving®.

Continuing bonds shows that successful grieving did not mean severing bonds with the
deceased, thus refuting previous stage models which alleged the need to sever bonds with
the deceased1%¢ Continuing bonds gigests not 'letting go' of the deceased; bereaved
people need to negotiate and renegotiate the meaning of their loss over#me

Bereavement is not a state from which one 'recovers'; continuing bonds allow the bereaved

38



to adapt and change following their loss by constructing and reconstructing new

connedtions and relationships with the deceaséd

Following a parental death, continuing bonds facilitate children's coing narrative

review exploring how children continue bonds with deceased family members found that
developing a connection with the deceased family member was a crucial element of their
grief®”. Children had different ways they connected with the deceased, which were
categorised into unintended connections, which occur spontaneously and unintenti$hally
The next were intended connections, which were when children sought to remember and
reconnect with the deceased; and finally, internalised connections which developed and

evolved as the young persamows up®.

2.8.2 Tasks of mourning

The tasks of mourning recognise that grieving is an active process which engages with four
tasks which are a process to adaptass? Grief does notif neatly into boxes, and

bereaved people will move back and forth through the different tasks, which include: 1)
accepting the reality of the los®) pocessing the pain of the grie3) aljusting to a world
without the person who diegdand 4) inding anenduring connection with the person who

died whilst starting a new lifé The tasks of mourning are relevant to children, but they

must be understood in terms of children's cognitive, emotional and social development

2.8.3 Growing Around Grief Model

Tonkin, agrief counsellor developed a theory of grief following her work with a mother who
had lost her childFigure3)**. She found that when working with bereaved people, their
grief did not end as she had expected it wdéidnstead, she found that grief stays the
same, but life gravs around i#*°. At times the intensity of grief is the same as when
bereaved people are newly bereaved, but there are times when they can live a life outside
of their grief*®. Counsellors providing bereavement support have found Tonkin's model

helpful for clients to normalise their griéf.
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People

slowl
think that getsy
i with :
grief smaller time
to grow
In reality, the same but slowly biiger
grief stays size life begins it

Figure3 Growing Around Gef Model developed by Tonkin, image adapted from
whatsyourgrief.cort®13°

2.8.4 Death within a family

Many grief theories, like those previsly described, focus on the impact of grief on the
individual, leaving a gap in evidence of family approathedver 25 years ago, Gilbert
claimed that to understand grief in families, there was a need to recognise individual and
relational factors happening simultaneously Within the family, individuals affect and are
affected by others as they grieve within their family's social and relational coftexts
However, despite her claim, little was done to integrate individual and family

perspectives®.

The integration of perspectives is vital to deepen the evidential understanding, identify the
influential factors in the family domain, and help idéntihose most vulnerablé®. Within
the contex of parental bereavement, it is increasingly recognised that it is necessary to

move beyond the focus of bereavement at the individual level and take a family apptbach

There can often be assumptions about grief in a family context. For example, it can be
assumed that each family member's gridfllwe the same because they are grieving the

same persottl. However, depending on the individual's relationship with the person who
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died, their loss may beedmed more significant because of their relationship with the
person who dieét. Alternatively, they may feel their loss was insignificant and feel

uncomforteble when expected to express their loss in front of other family mentbers

2.8.5 Family adaption to loss

A family systems perspective describes the transactior@dgss of death in which there is a
shared life cycle that involves the deceased and those who are left béhiftds process
acknowledges the finality of death and the continuity of life, which will be the most
challenging life process a family must confféhiThis approach concentrates on the social

context of death and how the family adapts to that [t4%s

Following a parental death, children and their survivparents must come to terms with

the loss on them as individuals and the effects the loss has on the family as a whole, often
whilst attempting to support each other in their griéf A death in the family creates

multiple losses for the family members, including those unique relationships with the
deceased, functional roles, them as an intact family unit and their future hopes and

dreamsg*.

Four fanily tasks are proposed, similar to those of Worden, which emphasise the relational
aspects of mourning, recognise individual grief responses, facilitate adaption for the
individual family members, and strengthen the family as a'tfnithe tasks include; 1) a
shared acknowledgement of the death and loss, 2) a shared experience of the loss, 3) the
reorganisation of the family system and 4) reinvestment in other relationships and life

pursuits*4,

The model encourages open communication, sharing grief, involving the family in rituals,
and expressing feeling& The goal of bereavement is to adapt to the loss by allowing the
individual experiences of grief and strengthening the family as a functionatumiie

model emphasises the vital role of extendknily and social and economic resources in
supporting beeaved families to adapt to the loss however is not forthcoming with

explaining how extended family and social networks can best support fattfilies

2.8.6 A dual process model of coping with bereavement
The Dual Process Model of Coping with Bereavement builds on the phase and task models

of grieving*. Developed from a cognitive stress perspective, the model describes grief as a
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process of oscillation between two differeaspects of responses to loss: lasgentated

and restorationorientated**®. The model normalisesigf and identifies what constitutes a
healthy grieving proce$$. The grieving person focuses on tiestoration plans or activities
when focusing on the loss becomes too much to bear. Both orientations are sources of
stress; they are burdensome and associated with distress and aHXidiyey suggest the
coping task may not be to return to the level of functioning before the bereavement but to

negotiate a meaningful life without the deceaséd

The model wagxtended Figured) toincorporate the individuaand family level,

recognising that people do not grieve alone; they grieve with their families who have also
experienced the 103¥. In addition, the extended model integrates Worden's four t&&sks
allowing an understanding that family dynamics can impact the adjustment of an individual
in positive or negative ways. For exple, families may experience reduced finances, legal

processes and changes within their relationsHtps

Everyday Life
Experience

Restoration
Oriented

Oriented

Individual level Family level Individual level Family level {
' 1. Accept reality of 1. Accept the changed

1. Accept reality of 1. Family acceptance changed world family world '
loss of realty of loss 2.Taketimeoff 2. Family-level :
2. Experience pain 2. Share pain of grief from the pain of distraction and non-
of grief with family members grief arief-related interaction !
3. Adjust to life 3. Adjust as a family 3. Master the 3. Family adjustment: '
“:::h;il;:e LO x::!:“hWI changed Make changes in

S {subjective) ongoing family life and
4. Relocate 4. Relocation of environment relationships
deceased deceased within & Dol M NN
emotionally and family context Ny o TR BN  MOVE OF) 89 O 1<

», roles, identities, with new roles

", move on ' oscillation ’ :
K ~and relationships

Figure4 The Dual Process MoeRevisedIndividual and Family Level Coping, from Stroebe and
Schut*

The ialProcessModelhas been evidenced to represent the experiences of bereavement

and how individuals copaccurately; moreover, interventions adopting thedProcess
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Modelcould effectively treat grief, stress and copitigThe Dial ProcessModel ¢ Revised

has made good progress in integrating the loss and restoratr@ntated tasks at the

individual and family level®’. However, the researchers also acknowledtiesllimitations;
different family roles and relationships were not addressed, and other sources of support in

the absence of famil’.

2.9 Summary

This chapter has highlighted the prevalence of childhood bereavement and explored the
impact and needs of bereaved children. In addition, the chapter hagedrthat childhood
bereavement is a public health issue and highlights the importance of support networks.
The lack of research undertaken with children bEobeen highlighted. Finally, the chapter
gave an overview afomeof the recognised grief modelnd theories to help understand

griefand set it within the family context
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3 Aims and objectives

3.1 Overall study aim
The studyaimsto explore howchildren and families best support each other after a parent's
death, andto understandhow those within theirexisting network€anprovide a supportive

response.

3.2 Objectives

To achieve these aims the following objectives were set:

1. To identify and synthesise previously published evidence of experiences of support
for children and surviving parents' following theadk of a parent.

2. To explore children's experiences and perspectives of support needs.

3. To explore surviving parents' experiences and perspectives of support needs.

4. To consider how existing support networks can provide a supportive response and
why it is hepful.

5. To synthesise the information from objectivegl and develop and/or refine existing
bereavement theories and models in the context of bereavement support for
children and surviving parents following parental death, in order to improve

understandingof how to provide a supportive response.

Objective lisachieved through a systematic review presente€hapter4.
Objectives 2, 3 and deachieved through the qualitative study. Thealitativefindings of
the study arepresented inChapters 78 and9. Objective 5 is achieved through the

developed substantive theory presented@mapter 9

3.3 Qualitative study design

The qualitative study will be situated in the social constructivist paradigm, adopting a
relativist ontology and interpretivist epistemology. Following a constructivist grounded
theory approach to explore childrén@nd parents' support experiences. The study desgn
discussed in further detail i@hapters5 and6. An overviewof the qualitative study design is

provided inTableb.
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Table5 Overview of the galitative study design

Research paradigm Social constructivism
Ontology Relativism

Epistemology Interpretivism

Methodology Constructivist grounde theory

Method(s) In-depth interviews



4 Systematic literature review

4.1 Introduction

This chapter presents the first component of this theaisystematic review. It presents the

methods used, the findings from child and parent perspectit@towed bydiscussion.

The background chapter highlighted the importance of a supportive response from a
bereaved persots existing network. Despite this, there is a lack of understanding of what a
supportive response is for children and surviving parents followimgrpal death.

Furthermore there is limited chilecentred research and little evidence of what support is

helpful and when for bereaved childré&8

4.2 Aim

To identify and synthesise previously published literatarploring support experiences of

parentally bereaved children and their surviving parents.

4.3 Methods

A qualitative systematic review and thematic synthesis were conducted. The review
followed an goriori protocol and was reported according to the PreferregpBrting Items

for Systematic Reviews and Mefaalyses protocols (PRISMA) 2009 guidelifieBefore

the search was completed, the review protocol was registered on PROSPERO (registration

no. CRD42020166179).

4.3.1 Seach Strategy

A detailed search strategy was developed in Ovid MEDLINE with assistance from a university
information search speciali¢table6). The search was then adapted and used in the other
databases. The sedrstrategy was designed to include all potentially relevant qualitative
studies (or studies with a qualitative component), using both Medical Subject Heading

(MeSH) terms and text word searches to increase inclusivity.
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Table6 Medline search strategy

1. exp child/ or exp child, preschoo

22. Attitude to Death/

2. exp infant/ or exp infant,
newborn/

23.Needs Assessment/

3.exp INFANT/

24.unmet needs.ti,ab,kf.

4. Adolescent/

25. psychosocial needs.ti,ab,kf.

5. Young Adlt/

26.exp social support/ or exp psychosoc
support systems/

6. (child* or adolescen* or
teen*).ti,ab, kf.

27.help-seeking behavior/

7.0r/1-6 [ child concept |

28."Health Services Needs and Demand

8. exp bereavement/ or exp grief/

29. ((bereav* or grief or griev*) adj2
(support or service* or counsel* or group
or program®*)).ti.

9. (bereave* or grief or grieving or
death* or dying).ti,ab,kf.

30.(need$ adj2 assessment$).ti,ab,kf.

10.8 or 9 [ broad
death/bereavement concept |

31.(coping or coped or copes).ti,ab,kf.

11.exp parents/ or exp fathers/ or
exp mothers/ or exp single parent/
or exp surrogate mothers/

32.((child* or adolescen* or teen* or
parent* or mother* or father*) adj2
(experience* or feeling* or emotion* or
view* or perception* or describ* or
description*)).ti,ab,kf.

12.(parent* or mother* or
father*).ti,ab,kf.

33.exp Family Relations/ or *Psychology,
Adolescent/

13.11 or 12 [ parents ]

34.*Family/px [Psychology]

14.10 and 13 [ broad death conceg
ANDparents |

35.0r/21-34 [child/family
experience,needsbroad third concept]

15.exp parental death/ or exp
maternal death/ or Widowhood/

36.20 and 35 [child AND parental death
AND family experience/needs]

16. ((parent* or mother* or father*)
adj2 death* or bereave* or grief or
grieving or widow*)).ti,ab,kf.

37.limit 36 to (case reports or comment (
editorial)

17.(surviv* adj2 parent*).ti,ab,kf.

38. 36 not 37 [remove case reports,
editorials, comments]

18.15 or 16 or 17 [ specific parenta
death concepts |

39.exp *fetal death/ or exp *infant
death/

19.14 or 18 [death AND parents or
parental death specifically]

40.exp parental death/

20.7 and 19 [child concept AND | 41.39 not 40
parental death ]
21.exp Adaptation, Psychological/ | 42.38 not 40
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The SPIDER (Sample, Phenomena of Interest, Design, Evaluation, Research Type) tool was
used to develop the search strategy chosen as it has been refined for qualitative research
that intends to include the most relevant qualitative reseta studieqTable7)°. The

search terms were developed to incorpordteee concets to explore the support

experiences for children and surviving parents following parental death

1 Concept one identified the population using terms for children, adolescents, young
adults, parent, widow, and surviving parent
1 Concept two identified the lpenomenon of bereavement and death

1 Concept three identified the population's support experiences and needs

The search was then modified to exclude studies related to child death and case studies.
Electronic searches were undertaken in September 2021 disendatabases of Ovid

MEDLINE(R) and Epub Ahead of PrirRrbtess & Other Neimdexed Citations and Daily

(1946 to September 9, 2021), Ovid Embase 1974 to 2021 September 9, OVID PsycINFO 1967
to September Week 2 2021, CINAHL Complete via Ebsco aBdtikk Nursing database

via Proquest. In addition, grey literature searches were conducted using Google Scholar and
OpenGrey to identify research not indexed in the electronic databases and unpublished

data. Forward and backward citation searching ofvel# studies was used to supplement

the search.

Table7 SPIDER tool

Smple Parentally bereaved children and surviving parents
Phenomena of Support following parental death

interest

Design Qualitative methods including interviews asdrveys

Evaluation Qualitative themes include but are not restricted to the samples

experience following a parental death, including support and copi

Research Type | Any study that has a qualitative element that describes the
experience of children,usviving parents or caregivers of the initial
post-death family environment following the death of a parent

4.3.2 Data Parameters

Searches had no date parameters set.
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4.3.3 Inclusion and Exclusion Criteria

A set of inclusion and exclusion criteffaable8) was developed to ensure that only studies
relevant to the review aim were included. Studies were excluded if participants were aged
over 18 years or adults who were bereaved as children (to avoid the known issues with
recall bias in this group)here were no minimum age criteria, purposefully to develop an
understanding of all research undertaken with bereaved children and what different age

groups have participated.

4.3.4 Screening

A PRISMA diagram of the study illustrates pihecess of selecting studies relevant for
inclusion Figureb). Searchresults were imported into an Endnote database and Covidence
systematic review software for screening. Duplicates were removed. Within Caeiden
titles and abstracts were firstly screened in duplicate by two reviewers against the
inclusion/exclusion criteria. Next, ftikbxt papers were retrieved via the University Libraries,
the British Library, and contacting authors directly. Once retriefidttext articles were
screened in duplicate and independently considered against the inclusion criteria. Finally,
studies not meeting the inclusion criteria were recorded with the reason(s) for exclusion.
Any disagreements were flagged at all stagesiwiCovidence and consensus was achieved

through discussion or by consulting a third reviewer.
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Screening Identification

Eligibility

PRISMA 2009 Flow Diagram

Database Number of records
MEDLINE 4368

Embaze 3029

PsychINFO 3170

CINAHL 241

Pro Quest 20

Total 16,128

Records identified through
database searching
(n=16,128)

(n=2)

Additional records identified
through other sources

Included

Records after duplicates removed

(n=10,719)

h 4

Records screened

¥

(n = 10,301}

h 4

Full-text articles assessed

for eligibility
(n=304)

r

Studies included in
gualitative synthesis

{n=15)

Figure5 PRISMA flow diagram

Records excluded
(n=9997)

Full-text articles excluded, with
reasons
(n=289)
Wrong patient population (n= 122}
Wrong study design (n = 66)

Mo focus on experience of support (n = 33)
Evaluating an intervention (n = 17)
Opinion piece (n=16)

Full text not available (n = 24)
Case studies (n =6)
Duplicates (n=5)
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Table8 Inclusion and exclusion criteria

Inclusion Exclusion

Participants Childen or adults who were <18 Children who have died.

when their parents died Parents whose children have
died.

Surviving parents of children <18 | Children whose siblings have

when the other parent died died.

Study design | Qualitative studies, questioraires, Quantitative studies that do
and surveys if they were qualitative |y 2 G I A @S (G KS
design, interviews, narrative researg surviving parents experience
studies that describe in the words off Surveys or questionnaires th
children and surviving parents, theirf R2 y 2 i RS a ONX
experience of support following the | 2 NJ & dzZNIJA @A y 3
death of a parent. experience.

Mixed method studies which includg Case studies, case series,
a gualitative aspect that describe in | reflection/opinion pieces.
the words of children and surviving

parents their experience of support

following the death of a parent

Interventions |{ G dzRAS& G KIF G RS a&|Sudies that focus on the
adzZNIDA Ay 3 LI NBy (] longterm experience or
support immediately following a impact following a parental
parental death death.

Studies that do not describe
experiences in the immediate
postdeath family
environment.

Studies that evaluate suppori
interventions.

Language English Language papers Non-English language papers

Setting There will be no restrictions

by setting or country

Date There will be no restrictions

by date

4.3.5 Quality Appraisal

While critical appraisal is essential to ensure robust judgements on trustworthiness, value,

and relevae!®®, no single critical appraisal checklist isssltompassiny®152 Therefore, a

checklist offering good groundiles,but some flexibility was sought, rathéhan a strictly

protocokdriven tool. The Critical Appraisal Skills Programme (CASP) cheukhst

therefore chosen to appraise the quality of the included studies. A widely accepted critical

appraisal tool, it allowed systematic consideration of issuésted to the quality and
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trustworthiness of the selected studies and was devised for use with hesliited

research>31%4 |t also offersstructure and a systematic process to review studies and
recommended for novice researchéts!® Studies were assessed fprality using the

CASP checklist and 25% of included papers were independently verified by a second
reviewer. Studies were not excluded based on the quality assessment recognising that those
included studies with lower methodological quality could prowdhailar findings and

credible and transferable data in this undersearched fieléf-15°

4.3.6 Data Extraction

Data were managed using an extraction table created in Covidenedir$hauthor

extracted data which included authors, year and country of study, study aims, participant
demographics, recruitment, research design, key findings, theoretical frameworks, and
methodological criticisms. A second reviewer independently eerifiata extracted from

25% of the included papers. The study characteristics are presenieablel0. Fulltext
papers were uploaded to NVivo softwar® Results sections of thedluded studies,

participant quotes, and any text describing findings were included as data for synthesis.

4.3.7 Qualitative Themati8ynthesis

As eligible studies were qualitative, a thematic synthesis was conducted based on the

approach by Thomas and Hardef This involvedhree steps: (1) coding of text, (2)

developing descriptive themes, and (3) generating analytical thehsswill produce a new
interpretation that will go beyond the original studies. Child and parent perspectives were

analysed separately. The reviewerdaene immersed in the studies by reading and re

reading the included studies to allow themes to develop while maintaining connections

between concepts and conte’xE. Findings were coded line by line using NVivo softivére
Ffft2Ay3a FTAYRAYIEA (G2 NBYI Aeglpfubnittechil8 paiidparitst NI A O A
whose experiences can be marginaliS€dThe synthesiprocess was iterativajescriptive

GKSYSa 6SNB RSOSf2LISR o6& YIFLIWLAY3I GKS LI NIAOA
the review aim. Discussions between the research team facilitated mutual agreement on

the descriptive themes developed from the indéd studies. These findings were compared

and interpreted across the studies to generate new analytical constficiehematic

synthesis has previously been used to explore experiences and perspectives and thought to

ddzA i GKAE NBOASSHQE | A Yesdfberedverndntzuppdf.3 RAFFSNBY
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4.4 Results
4.4.1 Study selection

Database searching identified 10,301 unique studies following deduplic®icthese,

9,997 studies did not meet the inclusion criteria and were excludedidsalhrticles were
reviewed for the 304 remaining studigof which 289 were excluded leaving 15 studies
eligible for this reviewTablel0). The identification, screening, eligibility, and inclusion

process for the included studies are summarised according to PRIStENmes inFgure 5.

4.4.2 Study characteristics

All 15 studie%"75100.16a71 ysed different qualitative methodologies. They were described as
phenomenology*+168.169.171 gounded theory®%16 ethnography®%163 fundamental

qualitative descriptiot?!, qualitative approach with a descriptive and interpretive de&ign
qualitative descriptive research design and methodolétgxploratory study?, and

pragmatic multimethod desig#®*. In addition, two studies used qualitative methods but did
not describe the methodology us&%17% Nevertheless, all qualitative approaches were
appropriate to address the research goals and allow researchers to collect rich and detailed

data about bereavement experiences from small numbers of particip&nts

Two studies used focus grodfst’: which can be beneficial and empower some children to
share their experiences. However, the dynamics within focus groups can affect contribution,
and for some children, it mayot be easy to talk about a sensitive topic within a groép

The remainingtsidies used facgo-face, irdepth, or semistructured interviews. Interviews
allow flexibility and adaptability, using op@mded questions to explore ideas and probe
deepef’2 All the studies adopted purposeful sampling strategies, waieltrucial to

identify and recruit participants with experience of parental bereavert@it* Most
participants were recruited from sygort servicesmeaning many participants could have
received formal bereavement support, although this was not represented in the data. The
sample size ranged from 4 to 39 participants per study. There were 210 child participants
aged 6 to 18 years old. &re were over 54 parent participants. Not all studies reported the
number of parent participant$1%¢ Participants were from eight countries, including
Canada (2), Denmark (2), Iran (1), South Africa (1), Sw&ilehaiwan (1), Uganda (1), UK
(2), and the USA (4). Studies were published between 1975 and 2021. Only one study
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justified the ages of child participants (1@ years), which wakought to bea particularly
vulnerable and underesearched groul$®. Seven studies collected data directly from
childrerP*160165 three collected data from children and pareft&°¢.167 and the five

remaining studies collected data from parei¥s'%8171 Although data collection and

analysis were rigorous in most studies, some did not clearly describe ddiesigii&158170
Children and parents were interviewed at different times following their loss ranging from 2
months to 13 years. Some studies interviewed children aftie*1%4 One had parents
present during the interview$’. For the remaining studies, it was not clear if children were

interviewed alone or in the presence of their parent.

It is acknowledged that the includezhpers derive from different countries and contexts.
Culture can influence how bereavement and grief are dealt with in relation to$esling

and copingand cultural traditions surrounding death, bereavement and mourfing
Furthermore,social and welfare systems and policies vary drastically between countries,
affecting how children are supported. For example, Danish schools have bereavement
response plans which guide how to respond to grief and what needs to be done to support a
childfollowing a bereavement®. In contrast, children bereaved in Uganda have little
resources available to them due to thewrtdry's limited domestic funds and health

infrastructuret2,

4.4.3 Quality appraisal

The design of the studies was considered in the previous section. The findings from the

guality appraisal using the CASP tool are displayd@ble9. TheCASP tool considers three

broad issues related to the quality and validity of studies. These include whether the studies

are valid, the results and whether they will help loc&flyThose issues are considered using

GSYy 1jdzSadAz2ya ¢AGK GIKSMBSG NNy rEviodse S4 Qs U
research, there is a need for greater nuance in those response optfo@sten responses

are more complicated and require further sieription than is permittetP®. Therefore as
RSY2YAGNI SR 0& 20KSNJ NS&aSIFNOKSNAE dzaAy3a (KAA
meaning partly or to some exténwhich would account for studies that had made a

reasonable attempt to fulfil that particular domaitt. The difficulty of assessing quality in

gualitative research haidentified that sometimes it may be unclear if a quality issue is a

NBadzA G 2F GKS addzRéQa YSUiK2R2f 238 2N 6KS NBL
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publishers requirements§*- applying the tool to the included studies deemed all studies to

be moderate to good quality.

Only half reported the ethical considerations well. All used appropriate data collection tools,
including interviews, operended questionnair@ > 2 NJ F2 Odza 3INRdzLJa G KI @
FAYad hyte I GKANR 2F (KS &0 dzRAsSsmpoditJ2 NI SR
the need tounderstand:  NJB & S I Njeks&halEharackustcs, experiences, beliefs

and biases and how this affts the research proce¥$18 All studies used participant

guotes which supported study findings. All papers provided valuable findings and insight

into this underresearched area.
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Table9 Results of critical apprsal using CASP tool

Key to CASP Questiondnswers (questions-b0 Y [ JS & ] Pl yQild GStfkNBEIGADSE e
1. 2. 3. 4. 5. 6. 7. 8. 9. 10 How valuable is the
Clear Qualitative Research | Recruitment| Data Researchet | Have Data Clear research?
statement methodology| design strategy collected | participant | ethical analysis statement | Answer (question 10):
. of aim? appropriate? | appropriate | appropriate | addresing | relationship | issues been| sufficiently | of Very valuable
First author i ?ri ? | findings Average value
Year tq address tq address research adeq.uately considered?| rigorous? g g
aims? aims? issue? constered? Poor value
Asgari Yes Yes Yes Relatively Yes [ FyQid| /yQi Yes Yes Highlights postraumatic
2020 growth following traumatic
andsudden loss.
Berman Yes Yes Relatively Yes Yes I yQi Yes Yes Highlights challengesnd
1988 support needs at diagnosis
Cranwell Yes Yes Yes Yes Yes Yes Yes I yQi Yes Highlights importance of
2007 openandhonest
communication.
Harms Yes Yes Yes Yes Yes Yes Yes Yes Yes Identifiesneeds of
2010 adolescentandif needs
have been met.
Holmgren Yes Yes Yes Yes Yes Yes I yQi Yes Yes Describes the challenges
2019 faced by widowed fathers.
Hsu Yes Yes Yes Relatively Yes ayaQi I FyQi Yes Yes Describes the experience o
2002 adolescents when a parent
has advanced cancer.
La Freniere Yes Yes Yes Yes Yes Yes I FyQi Yes Yes Explores teenagers
2015 reasoning following recent
parental death to cancer.
Lowe Yes Yes Yes Yes Yes [ FyQa| / FyQal /FyQid Yes Provides perspectives
2010 strategiesandinterventions

to work withwidows
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First author | Key to CASP Questionénswers (questions-b0 Y [_JS & ] Pl yQl GSttkNBEFGADSE @
Year
1. 2. 3. 4. 5. 6. 7. 8. 9. 10 How valuable is the
Clear Qualitative Research | Recruitment Data Researchet Have Data Clear | research?
statement | methodology design strategy collected | participant ethical analysis | statement| Answer (question 10):
of aime? appropriate? | appropriate | appropriate | addresing | relationship | issues been| sufficiently of Very valuable
to address | to address | research | adequately | considered?| rigorous? | findings | Average value
aims? aims? issue? considered? Poor value
Lytje Yes Yes Yes Yes Yes I yQi Yes Yes Yes t NEJARSE AY
2018 words the experience of
losing a parent to cancer.
MacPherson Yes Yes Yes Yes Yes I yQi Yes Yes Yes 55a0NKo06Sa OK
2007 when a parent has died.
McClatchey Yes Yes Yes Yes Yes Yes Yes Yes 55a0NRAO6Sa oA
2018 experiences with their
dependent children.
Parsons Yes Yes Yes I yQi Yes [y Qi Yes Yes Yes Provides recommendations
2021 to develop resiliencand
coping strategies.
Silverman Yes Yes Relatively Yes Relatively | / I y Q4| / I yQi| / I y Qi Relatively| 1| AIKf AIKGA &
1975 perspectives on how they
and their children cope.
Taylor Yes Yes Yes Relatively Yes I FyQia| /FyQi Yes Yes Describes the challenges o
2016 young widowhood.
Weber Yes Yes Yes Yes Yes I yQi Yes Yes Yes LRSYGAFTASE ¥
2019 adjust is affected by their

ability to communicate.
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Tablel0 Study characteristics of included studies

Author Aims/objectives | Participant Recruitment | Research design Relevant findings Methodological criticisms

Year demographics Methodology Key findings/themes

Country Methods

Time since death Analysis method
Cause of death Creative methods
Interview details

Studies with child participants only

Asgrietal | To explore the Bereaved Children | Purposive Phenomenology. One of the most important findings in thi§ No discussion on ethical
experience of (n=14, P, and M5) | sampling, no research was the role of time in considerations, consent, or

2020 posttraumatic aged 14 to 17, all further In-depth, semistructured experiencind®TGAIl participants needed | recruitment process. Small
growth(PTG) Iranian. detalils. interviews. some time to feel positive changes in thg homogenous saple.

Iran among 14 Iranian life, and they experiencegtowth through [t 2 8 8 A0 A f A& 2
adolescents who | Interviewed 49 years Descriptive phenomenology] having a positive vision of life, social bias acknowledged. Good us
have experienced| after the death of using the 7 step Colaizzi support and networks, school activities, | of participant transcripts to
a sudden loss of | father method. psychological wellbeing, and to find support findings. No
their fathers. meaning for their existence. justification of age chosen fo

Cause of death heart None. participants.
attack (7), stroke (1),

fire (1), suicide (1), Unclear if parents present

accident (4) F2NJ OKAf RNBYy(

Cranwell To explore how | Bereaved children | Recruited Grounded theory I Rdzf 6 aQ Ay G SN#SY RX) Fairly large sample with
decisions and (n=30, F17, M-13) 6 | from local progress through grief. Children need younger children which is nof

2007 assumptions by | 12 years old, education Semistructured interviews. | truthful information about impending normally seen in these
adults have a unknown ethnicity. | authorities, death, knowing the cause, reassurance { studies, other than age no

UK direct bearingpn church Unknown data analysis. child is not to blame, and that eyghing further demographics of

the progress of a
child through grief
before and
following death.

Unclear of time since
parental death, for
someitwas 2 or 3
years.

Unclear causes of
death, 10 were very

sudden,

schools and
counselling
organisations|

None.

Unclearfi parents present
for interviews; some
interviewed in school.

possible had been done. Children shoulg
have the option to be involved in rites of
passage. Recommend need for loss, des
and bereavement education in school an
for parents and professionals.

children given. No
information included about
participant ethnicity. Included
children who had and had ng
accessed formal support.
Ethical considerations well
described, includingost
interview support. No

58



bereavement by
suicide, murder or
human or natural
disasters not

information to describe data
analysis process. Limited use
of childre @arratives.

included.
Harms et al | To describe the | Bereaved children Recruited Fundamental qualitative Becoming an orphan is a dynamic proce| Small homogenous sathep
experiences of (n=13, BB, and M5), | from 2 non description. marked by several difficulties and size. Narratives could have
2010 entering orphan | aged 1218, all government challenges. Orphan hood begins with been influenced byon-
hood from the Ugandan. organisations| In depth, semstructured parental iliness, not death. The governmental organisations
Uganda perspectives of interviews. implications of parental death to HIV/AID (NGO staff responses and
Ugandan youth 7 lost both parents, starts the onset of several struggles monetary support received
orphaned by HIV | 5 lost father and one Qualitative content analysis| including poverty, lost educational Clear methods and
(Human mother interviewed opportunities, living with extended family] methodology. Good ethical
Immunadeficiency| between 2 months Family genogram to illustrat| systems marked by difficulty, potential | considerations including post
Virus) orAIDS and 13 years after family relationships, exploitation within their homes and interview support. Data
(Acquired death of parent. organisation, and structure | culturally specific forms of stigma relating specific to Ugandan ychs
Immunodeficiency to their HIV/AIDS orphan status. orphaned by W/AIDS.
Syndrome) Cause of death Children interviewed alone.
HIV/AIDS.
Hsu et al To explore the Bereaved children Unknown Narrative. The responses of adolescents and moth({ Study aims not clearly stated
lives of fatherless | (n=30, F18, and M to the deaths of th fathers and Small sample, limited data o
2002 children in 12) aged 918, Openended questions in thg husbands are interwoven with Taiwanes( participants. Unclear how
Taiwan ethnicity not form of narratives. cultural ideology, including concepts of | participants recruited. No
Taiwan documented. one man in a lifetime, continuity acknowledgement of ethical

Unknown time since
death.

Cause of death,
cancer (9), accident
(6),non-cancerous
disease (4) and
suicide (1).

Interpretive ethnographic
techniques.

None.

Unclear who present for
interviews.

wholeness, a harmonious household and
taboos associated with death.

The death of a father gives children a
sense of incompletesss. They worry
about their mother, they hold their
feelings tightly inside to protect the family
this can create distance between the
children and peers, siblings, and other
relatives. This can affect their normal
development. Children maintained a

connection with their father

consideration or bias. Good
use of childref @arratives to
support discussion.
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La Freniee
etal

To investigate
peer interaction
and peer support

Bereaved children
(n=35, 20, M15)
aged 615. Caucasiarn

Recruited
from funeral
homes, a

Ethnography.

Semistructured interviews.

The study goes further than recognising
types of social support and the distinctio
between received and perceived support

A relatively homogenous
study in terms of social
economic status and race.

2015 for parental (33), Native hospice and the framing of the transactional Selfselection bias. Only one
bereaved children| American/Mexican | organisation, | Grounded theory constant | nature of supporti recognses support child per family included in
USA and adolescents. | American (1), Asian | and a comparatve method. ambivalence, avoidance, and even activq final sample to assur&i¢
American (1). newspaper rejection of support, the bereavetthild@ | statistical independence of
story about | None. need for different types of support at each participant. No clear
Interviewed 80 36 | the project. different times or under different statement of aims of study.
months after death Parents present in home bu| conditions and the importance of who is | Discussion is presented with
of parent. not interview area. giving the support. It also shows negativ¢ the corresponding theme
support in the form of taunting and how | rather than an overall
Cause of death peer support can hinder rather than help| discussion at the end of the
anticipated (20), complex situation. study. No acknowledgement
sudden (15). of ethical considerations or
bias.
Lyie et al To explore how | Bereaved children Recruited Pragmatic multi method Bereaved children often struggle to retur| Recruited from 5 different
children, (n=39, males, and from 5 design framework. to school following loss, classmates grief groups, so all had
2018 experience their | females) aged-27. different grief uncertain how to welcome them back. accessed support, recruited §
return to school | Unsure of ethnicity. | groups across Thematic analysis, supportg Made them feel different, so they would | they had experience of talkin
Denmark and the support Denmark. by document analysis. pretend nothing had happened or try to | in a group about bereavemer
received following| Participated 3 overcome the new situation. Choosing th and had existing support
bereavement. months to 6 years Focus groups. semnd sometimes they were avoided so| mechanisms in place. Very
followingdeath of left feeling isolated and in rare cases good ethical considerations,
parent. Video for recruitment. taunted. Teachers tried to actively suppg including consent process.
for most children, this could be Good use of children
Unknown cause of Focus groups witjust overwhelming. In the initial period of narratives. No
parental death. children. return children need structure returning t{ acknowledgement of bias.
school. As the monthzassed schools Failed to provide any
neglected to attend to the loss, everyong participant demographics in
had forgdten making it to be difficult to | paper, including gender.
be in school.
Parsons To describe how | Bereaved children | Convenience | A qualitative descriptive /| KAt RNByYy Q& SELISNR S| Although the participants
children (n=22) aged 1-02. sampling to | research design and during middle childhood, tlieconcept of | were from the same school
South Africa | experience losing| Gender not locate 10 methodology death and various responses to losing th| district, they were fairly

a mother during

documented Sample

schools, then

mother, and the coping strategies they

heterogenous in terms of
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2021 middle childhood.| was heterogenous in| purposive Semistructured interview employed to cope with the loss of a race, culure, gender, religion,
The second aim i terms of race, sampling. following interview schedule mother. and language.
to identify coping | culture, gender, Qualitative content analysis
strategies to help | religion, and None.
them come to language. Unclear who was present fo
terms with this interview.
traumatic loss. All lost their mothers
aged 612 but not
within previous 12
months
Unknown cause of
death.
Author Aims/objectives | Participant Recruitment | Research design Relevant findings Methodological criticisms
Year demographics Methodology Key findings/themes
Country Methods
Time since death Analysis method
Cause of death Creative methods
Interview details
Studies with child and parent participants
Berman et | To describe the | Bereaved Children | Recruited Unknown. Communication after the death of a pare| Small sample size, recruited
al experience of (n=10, F5 M-5) aged | from a cancer changed. Some adolescents felt isolated from 2 sites in one city.
adolescents 11-17, 9 white, 1 clinic or Semistructured their experience, wanting to protect Sample noethnically diverse.
1988 whose parents black West Indian, | palliative care| questionnaire used for surviving parent who was preoccupied | Appears that more than one
have died of adopted by white unit in one interviews. with theirillness or grieving. Peers who | child per family could have
Canada cancer. family. city. have experienced the death of a parent | been interviewed. Limited

Unknown number of
parent participants.

No specific named data
analysis method.

None.

and siblings are the most helpful source
support.
Nurses have a role to support these

families, helping them identify and

information about
recruitment. Limited data
FNRY LI NByidQa
unclear how many parents
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Interviewed 6months
to 2 years after death
of parent

Cause of death
cancer.

mobilise their existing support and identif
any families wh would benefit from
support groups.

Parents and adolescents had different
perceptions within the themes, specific tq
changes in routines and responsibilities {
support teenagers received.

participated. Limited
examples of childre® &
narratives. s and ethics not
addressed. Good explanatio
about implications for health
care professionals. Good use
of table to demonstrate what
support was useful as
identified differently by
children and parents.

MacPherson| To identify the Bereaved children Recruited Exploratory study. Before a paretal death there is a neefbr | Literature review, rational an
etal psytosocial (n=13, unknown from a the activation of a network of support methods presented in a
needs of children | gender but boys and| bereavement | Semistructured interviews. | before it is required. Children had a des| separate paper. Good ethica
2007 facing the death | fathers were service. to take back control. Children and familif considerations. No
and subsequent | underrepresented), Thematic analysis. need practical and emotional support gencer/ethnicity
UK bereavement of a| aged 614, unknown during the terminal phase and afterward4 demographics or cause of
parent from ethnicity. None. need help to finda new normality which | parental death provided.
cancer. helps children make renewed and Good use of childrén a
Unknown number of Unclear if parents present | continuing sense of their experience, narratives. Some parents
parentparticipants F2NJ OKAf RNXB y ¢ maintain memories, and feel held, heard| spoken to but no data for
and understood. number of parental
Interviewed 6 participants or demographics
months to 3 years Did not include families who
after parental death. had not accessed support.
Cause of death
cancer.
Weber et al | To explore Bereaved children Convenience | Qualitative approach with a| The relationship between family Very small sample size, no
communication in| (n=4, F3, M-1) aged | sampling, descriptive and interpretive | adjustment and communication may be | information given about
2019 parentally 6-18. participants | design. circular whereby the family's ability to family ethnicity. Parents
bereaved families| Bereaved parents identified adjust to their new circumstances is present during chiNB y Q &
Sweden from the (n=4, F3, and M1). | using Open interviews based on | affected by how the family communicatey interviews, unsure of how
perspective of the deceased interview guide. Smilarly, family communication may be | open children were, parents
children and Interviewed 4 to 14 | medical affected by the famil@ éoping strategies | prompted the child if they
surviving parent. | months after records in 2 | Inductive content analysis. | and ability to adjust to their new were reluctant to share.

parentd death.

circumstances. Parents needed to reach

Follow up interviews gave a

62



Cause of death

palliative care
units.

None.

out to the social network for help with
dayto-day tasks to prevent them feeling

deeper understanding of
family experiences. Focus or

cancer. Parent present for overwhelmed. They sometimésdt guilt early stages of bereavement
interviews. and shame which hindered their All families had received
adjustment to a new identity of single palliative careFindings not
parent. If older children saw parents transferable to other settings
struggling, they would help. cultural background. Gender
and child age could have
affected results. Study could
have been biased to
participants who were better
able to cope with the
bereavement.
Author Aims/objectives | Participant Recruitment | Research design Relevant findings Methodological criticisms
Year demographics Methodology Key findings/themes
Country Methods
Time since death Analysis method
Cause of death Creative methods
Interview details
Studies with parent participantmly
Holmgren To explore the Bereaved fathers Recruited Elements of constructive Men found it particularly challenging Good use of participaatQ
experiences of (n=4) from a grounded theory. dealing with their own grief and at the narratives. Limited
2019 men who are closed, online same time supporting their grieving information on participar@ Q
faced with raising | Interviewed 1 to 2 mutual Open ended interviews. children. Those with younger children demographics and no details|
Denmark their dependant | years after death of | support appeared to be coping with the various | of ethnicity. No documented
age children on | parent. network for | Thenatic analysis. ramifications of death at the expense of | cause of parental deaths.
their own bereaved coping with their own grief. There was a | Smallsample size. No
following the Unknowncause of spouses, None. lack of adequate offers of help to bereav( acknowledgment of ethical
death of their death, 3 had illness | author part families. considerations. Considered
partner. before death of the group own risk of bias and measure
and a widow taken to prevent this.
with
dependent
children.
Lowe etal | To understand thg Bereaved mothers Initially Phenomenalgical approach| Young widows need to give themselves | Small homogenous sample,

lived experience

(n=5). All Caucasian

snowball

heuristic inquiry.

permission to grieve their hopes and

congsting of Caucasian

63



2010 of spousal recruiting, dreams if they desire to move on in their| middle-class women in an
bereavement Interviewed 15 approached | In depth interviews. new lives. Women felt the need to urban area, Researcher had
Canada from the months to 7 years bereaved continue bonds witlthe deceased. The | first-hand experience of
perspective of after death. known to Moustakas approach. support received was of significant benel phenomenon and could have
young Canadian researcher in learning to cope with their grief. Health bias, not discussed. Limited
widows. Cause of death, within faith None. care providers have a role in supporting | discussion on ethical
cancer (3), community. and understanding rather than offering | considerations.
respiratory (1), heart advice. and require education to do so.
attack (1).
McClatchey | To present the Bereaved fathers Recruited Unknown. The men replied heavily on support from| Relatively diverse backgroun
experiences of (n=10), aged 30's to | from a various sources to manage the care of th of participants regarding
2018 widowed fahers, | 50's, ethnicity, black | bereavement | Open ended questions. children. Fathers felt it was difficult, ethnicity, income, and age.
as they coped (4), white (5). camp. frightening, and lonely to make decisiong Recruited from one specific
USA with their new Phenomenological approaclf Fathers put their childreédideeds before | area, children were receiving
parenting roles Interviewed 1 to 2 inductive analysis. their own even when caring became support, fathers had brought
after the death of | years after parental overwhelming. Fathers are concerned ai| them to, so they &ad a child
their wives death. worried about their own mortality. Father| focused attitude. Researcher|
felt a newfound respect for their deceasg was the founder of the grief
Cause of death wives,takf 3 2y (G KS Y2 G K| camp so fathers may have
expected/non realised the magnitude of childcare. wanted to please. Good use
sudden (3), 2T FlLOUKSNDRa y
unexpested/sudden support findings. Risk of bias|
). and ethical considerations
described well.
Silverman et| To report the Bereaved mothers | Recruited Unknown. Widows didnot S S  ( K SA NJ OK No systematic data analysis
al widow's view of | (n=19), aged 230, from a as a response to loss, this could be process. Participants recruite
her child's ethnicity, white. 6 A R2 4 Qi Interviews. accounted for in several ways, cultures | from a support programme.
1975 reaction to the support evasion and confusion, the widows cann| All participants were mothers
death of their Interviewed 3 years | programme. | Unknown. F20dza 2y GKS OKATf R| Noacknowledgement of
USA father, problems | after parental death. grief and the relationship with the child | ethical considerations or bias
she had with Unclear. before the death. Widowssed avoidance| Unclear qualitdve approach
children as a Cause of death for and denial to protect themselves and thg and methods. Limited

result; how she
coped and what
help was availablg

and what help sheg

most was sudden an
some following
extended illness.

children.

discussion of findings.
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did use in solving
any problems she
had with the
children.

Taylor et al
2016

USA

To understand the
challenges faced
by young widows
and widowers.

Bereaved parents
(n=12), P9, M-3.
All Caucasian

Interviewed 1 to 8
years after parental
death.

Cause®f death,
cardiac problems (2)
diabetes (1),
unknown (2),
cerebral
haemorrhage (1),
drug overdose (1),
drowning (1), breast
cancer (1), car
accident (3)

Convenience
sampling via
a widower
conference.

Phenomenology.
Semistructured focus group

Immersio/ crystallisation
technique.

None.

Young widowers share similar experienc
in the phenomenon of young widowhood
It is important to find meaning. The
widowers expressed difficulty in acceptin
support and they did not discuss loss of
social identity ofack of longterm support
compared to the widows. New findings
included humour as an important coping
strategy and telling the children and othe
family was the most difficult experience f]
all.

No acknowledgement of
ethical considerations or bias
All paticipants Caucasian,
middle class. Focus group
could limit the amount of datg
collected. Participants were
able to provide feedback on
themes.
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4.5 Synhesis of findings

Thematic synthesis produced nineteen descriptive thenfémsenere developed across

0KS NBEOASGHGSR LI LISNE NBflGAy3d G2 OKAfRNBYyQa L
themes)andfurther categorised into four broader analytical themel) Openness of
O2YYdzyAOI A2y 6AGK OKAfRNBY [62dzi RSFGK FyR
OKIFIy3aSs o0 bl @AILGAY3a SY2GA2YaX YR n0 [/ KAfR
with support. Seventeen descriptive themes were developed ftloenparent perspective

(parent perspective themes), further categorised into three broad analytical themes: 1)

Adjusting as a parent, 2) Supporting their children, and 3) Pa&eoteptability, access, and
engagement with support. Themes for both persipees can be found iffablell, findings

are presented separately for each perspective.

Tablell Child and parent perspective themes

Child perspective themes Parent perspective themes
Analytical Descriptive themes Analytical Descriptive themes
themes themes
Preparing children for the Redefining normal
1) Openness of death of their parent 1) Adjusting as
communication  Anxiety of adults a parent Changen identity
with children Involving children Accepting and feeling
about death and following the death alone in their situation
dying Bereaved children and Uncertainty for the
their peers lack of future

knowledge and

experience of death and

grief
Others acknowledging the Changng your
loss parenting style

A shared experience of

loss
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HO / KAfR
challenges of

managing change

3) Navigating

emotions

no / KAfR
acceptability,
access, and
engagement with

support

Change in identity

2) Parents
Redefining normal acceptability,
access, and
A different relationship engagement
with their surviving parent with support
Avoiding bereavement
interactions with peers for
fear of sharing emotions
Suppressing emotions for
reciprocal protection

Worry for surviving paren

How losing a parent

makes you feel

Timeline to grié
3) Supporting
their children

Understanding the

sources of support

Support from those who

knew them before their

loss

Distraction from their loss

Continued relationship
with the deceased
The role of religion and

faith

It can be difficult
accepting support
Finding appopriate
support

Dwindling support

The role of religion
and faith

A shared experience
of loss

Having people around
who care

Flexibility within the
network
Understanding
OKAf RNBYyQa
needs

Children are the
motivation

Open and honest

communication

Continuing a
relationship with the
decease
Suppressing emotions
for reciprocal

protection
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4.6 Child perspective themes

The following section presents findings from the child pergives.

4.6.1 Openness of communication with children about death and dying

4.6.1.1 Preparing children for the death of their parent
The amount of preparation children received varied. Some had open communication and

knew their parent was dying, allowing them toesyl time togethef®162.166and see the
reality of what was to com@. Others valued extra time with their parent despite being
unaware they were dyin§. This time also allowed some parents to say goodbye to their
children, which was challenging but import&ht=or many children, the death of a parent
was a shock-160.162.166 Some children had received some preparation or were forewarned
of the death; for many, this helped them adjust to the situatibat the death still was a
shock60.162,.166 A |ack of peparation left children feeling isolated in their
experienc@t9.162.166 Fyen those witnessing the death described feeling isolated and
dissociated from the death event, which contributed to the death being erpedd as a

sudden everit+162

4.6.1.2 Anxiety of adults
Communication within families varied; sorfeind their communication with each other

improved,they encourageceach other tatalk about feelingsandthat validatedtheir

experience, and acknowledged their gffef® Others reported a lack of or decreased
communicatioi®2166 Some recognised the importance and wanted to talk to someone

about their los$>164 Others spoke of #importance of expressing and understanding

feelings, offering comfort and support, and appreciating each other with verbal and non

verbal communicatiotf’. There was enormous variation in how and when the nevibef

death was delivered to children and the information they recetf@dome were already

together or told soon aftéf®. Some were not told the cause of de#it) and otters were

not told of the death for several days, at the funeral or bey§A&f2 Children were often

considered too young to understatfd. Despite their parents dying from cancer and other

longterm illnesse"1%2 it appeared many were protected from the death evehdults

dza SR dzy KSf LJFdzZf SdzZLIKSYA RRA yAK &y ad l2fdaxiy 3 Al S Ak
WKSQa 3I2y S 601§ Samies wilzb hvoidéSchidsedsations left children with
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unanswered questions about death and dying, with some blaming themselves for the
deatht6®,

4.6.1.3 Involving children folleing the death
Regardless of their cultural backgrounds, children appreciated having information and

choicé®0.164.16§yhen feeling helpless and worri&d. Being involved in what was going on

I NPdzyR GKSYX AyOfdzRAYy3I GKS 2L NIdzyAde G2
participate in the funeral, and plan their return to school, was helpftiP-164166, Viewing

the body helped accept the finality of the death; it could be a relief, seeing their parent free
from pain, helped them remember, stop feeling scared, and gave a chance to say
goodbye?®0.165.166 ynfortunately, not all children were given information, choice, or an
opportunity to be involved; some would have wanted to see the B8tijNot being given
choice or information about the funeral left themdeng what would happeX®. Not all

children spoke of the funeral or viewing the body, busimportant to note that the way
children are involved in communication and death rituals varies by culture. Children
appreciated ohers, such as friends and teachers, attending the funeral, and they were
comforted to see the number of people who attend€¥ Many children enjoyed being
welcomed back when returning to school, but some found it overwhelngingd,others had

no acknowledgement from the school regarding their 1#5dssues with how children were
included in their return to school seemed to stem from poor communication between the

teacher and child and a lack of preparation by the sckéol

4.6.1.4 Bereaved children and their peers lack of knowledge and experience of death and
grief
Il LI NBydalt RSFGK OFy FFFSOG | LISSNI INERdzLIE
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their first encounter of deatft16%> / KAt RNBy Qa 01 27F (y2s6fSR3S
and grief was mentioned in several stude®16016316 | y R | RRSR (2 OKAf RNJ

isolatiorP4. Children need to be supported to understandatlheir needs and grief are
legitimate and how to communicate those to othéxsChildren sensed the taboo around
death,making people fearful, uncomfortable, and anxi$tsSome found others
unprepared to deal with their griethey did not know what to say, how to react, what to
do, or how to be, adding to theisalation'¢3164 Children withdrew from their social circles,
which impacted their relationship®. Most peer responses we welkintentioned but

highlighted their lack of knowledge about what it means to lose a pateAt times, peers
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were sadder than the bereavéd® / KAt RNBy Qa LI NBydlt f2aa
compared; they were insulted when peers tried to show they understood by comparing

their losse$®.

4.6.1.5 Others acknowledging the loss
Children appreciated friends acknowledging their loss and showing they’eafetf? Being

received openly by classmates and teachers who were aware of their loss and showed
understanding of their experience made returning to school edst#t Some found

teachers unprepared to deal with their loss, while others had a greater understanding, and
children could talk about their [085'%4 Some appreciated empathy from others; however,
they disliked excessive discussiomabtheir los$64 Empathy from peers opened avenues

to support helping children feel less isolated adifferent®3. It was important that peers

were authentic and approached their loss naturally and genulfielieers understanding

and acting upon their needs and friends simply caring for them was valued stfggért

Some children felt overwhelmed by peers and wished they would stop asking how they
were'%4 Children recognised that talking to peers about their deceased parent could be
difficult, but it helped knowing someone really cared about th&irHowever, not all

children experienced acknowledgement of their loss or felt cared for. Some found their loss
was spoken about on their first day back to school and never again, whilesdthdrno

peer response; peers acted like nothing had happéfiedialf the children in the Ugandan
study wereno longer attending school, some had to take on caring roles within the family
and others had no money for school fees meaning they did not have access to school as a

form of supportéL.

4.6.1.6 A shared experience of loss
Children found it easier to speak to other bereaved individuals who understood, could

empathise, and relate to their loss, which also helgieein cope by normalising their own
experiencé* 75163166 - Siplings were an important source of support, sharing similar
emotions®®. Adults and peers who had lost a parent were hel@libwing children to see
they had survived their 103 Children also mentioned peers who had experienced parental
divorce as they could empathise and understand to some degree the internal and social
experience blosing a parertf3. One child was able to relate to a book about a child who

had experienced a parental déaas she recognised her own emotions in the book; for
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others, it could be a connection with a pet or fictional chara®&? Some children found
solace when caring for and playing with p&tsChildren recognised that others who had
not experienced a catastrophic loss could not understand the impact of what they were
going through and how they were feeling, which made @rendifficult to talk to them about
their losg>163.164.166 However, some children admitted they disliked bereaved peers and

would avoid them®3,

462 | KAf RNByQa OKIffSy3asSa 2F YIlIyl3Aayd
4.6.2.1 Change in identity

After their loss, many children returned to school while their families remained in disarray,
experiencing drastichange, uncertainty, and instabilif$1¢4 Children needed normality,
consistency, predictability, stability, and life to carry on as nofti&l Some were anxious
about returning to school; others looked forward to a place of norm&ify5316¢ Returning

to school, they felt the change; their loss made them feel different from peers and how they
LISNDSAGSR (KSXKE NI %@ F R4 Wikkasing feelings of

isolation made children feel incomplete, experiencing discomfort and unease, feeling less
than others, and some were embarras$&d®. Some hid the death, so they were not
different and did not have to talk about their 134462163165 Children were treated

differently, avoided, excluded from play, ignored, or notlspmto because they were
different!63.164 Others were treated as normal as if it had not happened, which hétp&d
Some children experienced anger when peers spokeiatheir parents; having one parent

was undeserved and unfafe:-163.165

4.6.2.2 Redefining normal
Losing a parent was devastating. Life would never be the same again. Children had to

discover and adapt to their new nmial. Children faced disruption at school and home.
While most teachers were supportive, children felt they should receive extra supfort
Children experienced further losses, some moved h§A1€?, relationships with others and
roles changed, some were teased or taunted by p&&d§€3.164 Childrenyearned for what

they had lost in their deceased paréft1%5167 Others found peers guarded against too
much attention and defended them from bulli®s%3 Those orphaned faced increased
responsibilities, lacking stability, lost childhood, education, future hopes, and worry about

who would care for therf’. They lived with different relatives, and often they were not
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wanted, which was shown in how they were treaté®t some experienced family chiat,
social stigmatisation, physical and mental abs&2 Social stigmatisation or being treated
differently because of their bereavement was not found to be related to the cause of death

or country.

Children found death made them revaluate life, values, and go#lsAfter a time, children

found they experienced podgtaumatic growth (PTG). PTG is a theory that explains

transformation following traum&°» t 2 A GA @S INRGGK OFly o685 SELIS!
struggles following traumd®» / KA f RNByYy Qa t ¢ D g-catingdoKahgry Ay as$S
more, possessing strength, resilience, ghfidence, hope, optimism, and self

awarenes+160,166

4.6.2.3 A different relationship with survivingneat
/| KAt RNByQa NBflGA2yaKALl 6AGK GKSANI LI NByida C

individual and family needs could not be met in the same W&y’ A consistent
relationship with their parentvas cruciaP. Some felt fortunate to have a parent or other
family members to care for thetfP. Not all children had thewailability ofa parent?, but
other aduts or extended family provided a consistent relation$hifs. As a result, children
did more to help their surviving parel§t'%’. They saw their parent differently; some
realised the challenges they faced and noticed how they had to adapt, change, and take on
roles previously undertaken by the decea¥¥d®’ Children recognised the gap left behind
by their deceased parent, yedng for the bonds they missét$:162.165.167 Relationships
with parents could be strainééf. Children worried about how their parents would céfre
and had a strong need for their attentitff. Some children facedifficulties with
detachment from extended families or witnessed grandparents mistreating their p&fent
Some children were orphaned, and many were cared for by extended family and

experienced complicated relationshf{§$161

4.6.3 Navigting emotions

4.6.3.1 Avoiding bereavement interactions with peers for fear of sharing emotions
Many children avoided peer bereavement interactions, fearing rejection or showing

emotions, not only their emotions but also their pe&¥$162.163 Children also believed
peers avoided talking about their loss to protect them from becoming upset, for which they

were gratefut®3164 Some children coped by pretending everything ¥ias whenat
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schoot®2 Distancing oneself from others was seen as a form of protegtidome

described the most supportive response from peees saying nothing at &F. Children

also reported not wanting to evoke adverse emotional reactions in their peers, described in

2y S adaddzRe I a W B3¥Hnpdihic AvOidahc@®@as seknbédeen bereaved

LI NHAOALI yia yR LISSNE>X YR A0 RS&ZONAROGSR | Y
which led them to use avoidance of the bereavement rather than promote supsort

Children also realised that peers might show them sympathy and feel sorry for them, which

not all children could aegpt’>162163

4.6.3.2 Suppressing emotions for reciprocal protection
Many children suppressed their emotidfi162.163.166.167grieving alone, pretending, and

hiding leavingthem feeling isolatetf?16¢ Their reluctance to share feelings with their
parent was often a fear of causing upset and a desire to pr&iet®16 Some were able to
speak to peers about how they felt and felt well supportetf?164.166 Others refused to
discuss the death with anyo#&163 Children did not want peers to feel sorgr for pity
them®+75162.163 Some believed that if peers did not talk to them about their loss, it was an
act of kindness; they protected them from becoming up&etEven when peers were trying
to be supportive, some children preferred they were not asked about their feelings; some
FSt 0 GKSeé aK2dzZ RLI$SSLSE OBer&8diel flundititedzli 2 F
expressed emotions more and were more thoughtful of the needstlodrs, especially their
immediate family, which brought them closer togethe}®”. Children had increased

sympathy for others and became more sensitive to the feelings of others

4.6.3.3 Worry for surviving parent
Following a parental death, the family dymics change, resulting in insecurity for

childrent6%:162 Children worried for their parent and how they would cope taking on the

roles of the deceasé® %2 Children ao worried about how roles and relationships would
affect their parent and worried about financé8 Some children saw their parents

struggling to cope, some heard them secretly crying, failing in their new roles, and some
witnessed psychological breakdown, including attempts of suicide and clinical deptéssion
One child felt anxious and insecure, having told her mother to stop crying; on reflection, she
realised her mother was trying her best, and she should not have spoken to her in that

way'%2. Some children destred how they modified their behaviour and were good to
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prevent their parent from becoming upséf. Other children recognised how well their

parent adapted to their new roles and copig

4.6.3.4 How loang a parent makes you feel

/| KAt RNBY Q& FLIIINRIFOK G2 3AINRARST 46l a AYRADARdZ f X
spiritual reaction%*. Initial reactions to loss started with shock, denial, disbelief, and
distres$*. Next, children felt sad, afraid, upset, anxious, lonely, hateful, bored, angry,
stressed, and some refused to shawy emotior¥*7>165166 Some children experienced
abnormal behaviours following their loss including, aggression, noncompliance at school,
hiding their loss and avoiding communicafihf> Some children recognised that their
responses and needs followinigeir loss could be different to those of their siblings, which
was difficult to understand, while others recognised grief is unique to each indiidual
Some children believed that managing their emotions, clexgfywalues and goals, accepting
what had happened, and coping strategies contributed to their psychological weltheing
Following their loss, some children found they expressed their own emotions more and
were more thoughtful of the needs of others, with increased sympathy and sensitivity
towards othergIeelings, especially their immediate fanilyf®” They expressed more

emotions and love within the family, bringing them closer togethé&t’.

464 | KAt RNXBabiliryg actessaSd ngagement with support

4.6.4.1 Timeline to grief
Children realised that grief did not disappear, it was constant, taking time to recover, and

they will always miss their parertts'®4 Birthdays andelebrations reminded them of their
los$%5. Some found their grief became worse as time wenfbrChildren found support did
not match their grief timeline and quickly dwindled. Support was available immediately,
with peers and teachers asking how they were doimgpraaching them and talking to them
about their loss regulark§®. However, many found their loss was sdorgotten at school;
others moved on faster than they did, not understanding that grief does not vi&hish
Children missed being asked how they were doing and needed to know that people cared
even a long time aftéf*. Children felt teachers could be more considerate. Teachers lack of
awareness resulted in insensitive, unintentional and hurtful comments or situdfiéfs+.

Such situations caught children off gdaevoking emotions they would not want peers to
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witness>164 This was not the experience for all; some, for instance, described teachers who
understood grief, remembered birthdays and anniversaries, which wagastive and

reassuring for children to feel ongoing suppé#t

4.6.4.2 Understanding the sources of support
Children did not always understand the sources of support. What some found most

beneficial, others found maswrtful'®® / KA f RNBy Qa LISNOSLIiA2ya 27
varied, including parent&'63 themselves or friend$>. Professional supporalthough

mentioned infrequentlywas described as helpful. Children described processional support

from counsellors, psychologists and thealthcare professional$iCP}caring for their

parent+7516¢ Professionals were seen as helpful wheeytlvere being honest with them,

checking on their wellbeing, helping them develop coping strategies, being open and flexible

to their needs, and being available quiékl{f16¢ Although children wanted professials to

converse with themit was important that they were not forced to talk. Most children

appeared unaware of professionals as a source of supfSofithe school could be a good

source of support, a safe place, providing a sesfdgelonging, routine and escape, with
extracurricular activitie¥:">160.162 However, some children could not relax in school, and

GKSe FStid GKS@ KIR (2 KARS 2NJ Lldziwete WLINB G SY R
finel®2 Childen recognised they received more attention from peers and teachers, which

could feel great, with everyone looking out for them and being frientfiter

Nevertheless, support needed to be genuine and not peers acting like friends when they
were not®3. Sympathy could make children feel looked down on and dev&ia&d For
some, the worst response was too much attention; they appreciated others empathy, but
unwanted physical coact made them uncomfortable, and it was difficult having excess

guestioning or being forced to talk about their |6%5'64

4.6.4.3 Support from those who knew them before their loss
Children in several studies spoketioé most helpful types of support coming from people

who were well known to them before their |0¥g5160.16264,166 Chijldren welcomed

speaking to those who knew their deceased parent; friends, in particwald give special
conversational support, as it was easier to talk to them and share mem&ti€hildren als

felt more secure speaking with close friends; they could talk more freely with less worry of

being teased or hutf3,
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4.6.4.4 Distraction from their loss
Many children found that having fun and doing normal things with friends helped them

cope’>163.16> gports and physical activity provided escape with a physical and emotional
release for some childrén'®> Normality was a form of escape and provided security and
stability, explaining why many children wanted to return to school soon after their
loss>160.16% Friends could offer a good distraction and a temporary escape that allowed
children to take their mind off what was happening at home, and some normal play and
closeness without talking about their 1d8% One child found it easier to be with friends

than at home alone or with family, who sometimes made them more uf%et

Following their loss, some childrenegaluated what was important to them; their life
values and goals for the future were impant®416216> Reevaluating goals could make
children feel empowered, happier and contéhtand some did so to try to feel complete

again; however, this came at a cost and often created more stress for'them

4.6.4.5 Continuing a relationship with the deceased
Continuing a relatinship with their deceased parent helped children ctjgé160.162,16367

Children used many ways to maintain this relationship, such as using mementoes to keep
GKSANI LI NBy (Qa f B85 |sgeaking tythe déc&ayed iNdhe prebehtdedting
them know what was happening in their lives, how they were feeling, and their struggles
andaskingfor advice or protectiotf?%2165167 The presence of the deceased parent in this
way comforted some childréfP 162,165,167 Speaking to the deceased also gave them stability,
unity, and a sense of belongi®§ Some children kept these conversations secrethay

did not want to cause others upset and were from a cultwere talking about death was
discourageéf? They put effort into remembering happy and positive memories, avoiding
talking about sad or scary times that made them feel sad or distré$séthving an image

of the deceased helped some feel more whole, for instance, filling the void their father

left162,

4.6.4.6 The role of religion and faith
Some children were comforted and supported by their ffif#§016586¢p / KA f RNBy Qa FI .

0S02YS aiNRBYy3ISNI gAUOK I aSyasS 2F D2RQ& LINBaSy
Some children were comforted in the belief in the aftef#fe In families where religion was

important, children identified the clergy as supportivdléwing their los¥®. In contrast,
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other children began to lose faith, feeling angry and blaming God for their loss and how
their life had changew*6116> Some of the children who irglily lost faith found later that
their faith did help them overcome the trauma, and they subsequently felt a stronger

relationship with Gogf.

4.7 Parent perspective themes

The following section presents findings from the parent perspectives.

4.7.1 Adjustingas aparent

4.7.1.1 Redefining normal

Parentsin mostisdzZRA Sa RSAONAROGSR GKSANI fA@Sa | a OKIy3d
life, changing family dynamics, and making significant adjustments to their lives. They were

forced into a new way of life as one parétt®”1’L, Some coped by setting new priorities,

committing and using help from those around th&hParentsfelt heavy demands on their

time and mental resources, struggling to share their time with their children, which often

led to arguments and misunderstandirtéfs'®” Some parents found they had too much

spare timeJeaving them feeling alone, frustrated, and craving companiort8hip?179

t F NByda OKFyYy3aSR GKSANI ftAFSadetsSa G2 OFNB F2N
incompatible with caring for children, meaningnse changed working hours, jobs, or

stopped work altogethéf%16% Some parents found previous social networks vanished, and

others were treated differently by friend®1®.171 They lost couple friendships, often

because friends felt uncomfortable, and they realised they did not have an affinity with each

other as they had prior to their [0¥¥:168171 These reactions were oftamexpected and

hurtful, leaving parents feeling abandoned and let down by the people they depended

on'8.171 Not all parents had this experience; some had continued and sustained support

from friendg68.171

4.7.1.2 Change in identity

t F NBydGa 2F4Sy FIL0O0S I f2aa 2F ARSyGAGeod al yeé
still felt they were married and often found themselves struggling, stuck between the two
identities witha feeling of not belonging anywhéef&168.171 Some parents struggled to

accept their new identity, which revolved around going to work and caring for the

children'®°, Parents lost sense of the person they were and found it very 1619éK. Work
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was part of their identity, so it was a considerable change to give up work and become the
OKAf RNByQa LRAYINE OF NB3IAGBSNI

4.7.1.3 Accepting and feeling alone in their situation

Whilst adjusting to new parental roles and family life, parents were grieving themselves. It
was challenging and took time to accept their loss and address their newagatitd 170

The permanence of their loss and the situation they faced hit them hard, and this caused
some to embrace their new reality, finding meaning or purpose, which helped some parents
cope’L. However, other parents felt stuck and unable to ftoeir new reality®8. Parents in
one study adjusted with support from family reaching out and recognised that humour
helped’.. Parents had sole responsibility for their children, which was often daunting and
scary; parents felt alone, helpless, and vulige, with considerable pressure having to
make decisions without their partn&¥:168171 parents worried about their children and

what was best for them. Some found they questioned everything they did and félaegd
might get it wrong; to help this, parents sometimes spoke to extended family or others for

advicé®9.170

4.7.1.4 Uncertainty for the future
The death made parents consider their mortality aneexaluate how theyived their lives,

frequently prioritising their childrel¥%16% Parents often feared future relationships. They
knew it would be difficult taenter into new relationshipsvith their responsibilities, and

some laked the mental energy to do so. They worried how their children would react, could
a new partner accept the role of the deceased within the family. Parents also feared losing
someone again and questioned if they couleharry'%168 Despite this, parents spoke of
missing the companionship of a partner. They wanted to feel whole again as a family, so
many were open to entering a new relationship in the fufiPé%815? Inmany instances,

the thought of entering a new relationship came with more questions than ansfers
Parents also reflected on the futures they had lost, including a loss of hopes and dreams,
growing old togetherthe loss of being a traditional family, and they felt sad for the children

having to lose a paretft.

4.7.1.5 Changing your parenting style
Parenting alone was stresst®fl Parents took on roles and responsibilities previously filled

by the deceased, and some struggled to become the primary caregiver, disciplinarian, and
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provide emotional suppoff®16#170 Mothers in one study noticed their sons assuming the
father role; relatives had told one this was expected, some put a stop to this as it was
inappropriate to their age and role imé& family, and others had not realised and actively
encouraged their sons to be like their fath& Fathers in one study spoke of newfound
respect for their partners and mothers in general, having taken on the care of their children
and household chores previously done by the deceased, so they had greattrasg felt

regret they had not appreciated their partnédsork more beforé®®. Parents in several
studiesfound their children took on more responsibilities, helping around the house and

caring for sibling$7170

4.7.2 Parents acceptability, availability, and engagement with support

4.7.2.1 It can be difficult to accept support
It was common for parents to struggle to recognise their inability to manage everything

alone and accept support, even when needed and beneffeigl 16271, Feeling they should
be independent and capable, asgifor help was seen as a weakness and made some feel
ashamed®’. Some parents felt a strong desire to show others they could cope ‘&fone
Fathers in one study appeared be more accepting of support, acknowledging they could
not manage without the help of othel®. However,some fathers found they had more help
than needed with family members trying to take o¥8r Others reluctantlyealised they did
need help and acknowledged that wasagk’-1’t They had to learn to communicate their
need for help to their family and social network, and having them to rely on helped them
manage their newesponsibilities and maintain effective communication with the
childrent®”.

4.7.2.2 Finding appropriate support
It was difficult for some parents to find professional support, and they often reported

experiencing a mismah between needs and help provided, with some professionals not
equipped to deal with their needs or situati¥d1’1 Parents desired more professional help
both pre and post bereavemet¥?1%¢ Some found that counselling helped them c¥eln
particular parents wanted professionals to be honest, but deliver informatianthe

family could handle, and show concern for the fayQidividual need¥® Some fathers
needed reassurance and would have liked a professional to check in on their family to

ensure they were coping adaptively and provide information about their options, practical
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help and guidancé®. The same fathers also preferred to cope and work out personal
problems alone, b&ving they had to help themselves, but at the same time, they had all
actively sought help for themselves and their children and joined a bereavement support
groupt®. Some parents found others expected and encouraged them to seek professional
support, and if they chose not to, this was questioff@dParents had mixed experiences
with school support, with some receiving tremendous support and appreciated teachers
providing extra support to their childréa'6%17? Others found a lack of communication and
understanding at scho6l School support was not mentioned by a study with widowed

fathers in Denmar¥®, despite those schools having bereavement response plans

4.7.2.3 Dwindling support
Following their loss, parents found immediate support often came from family, friends,

community, and emetimes the church who rallied around, offering help and practical
supporf68170.171 Although appreciated, this support could be overwhelmiihigdDespite

feeling well supported by those around them in the immediate aftermath of their loss, many
found support quickly dwindled. This happened after the funeral, while others had little
sustained support in the first year of bereavem®ft’X Professional support could also
dwindle with a laclof follow up or interest in how they were coping over tithe Some

parents were frgtrated that those around them moved on quickly, whilst others

understood and accepted that people moved on and believed they should. Their loss was
theirs to cope with’t. Many parents needed and would have appreciated continued and
sustained support from those within their networks and the gsdionals around
them?’5:100.170.171 Nevertheless, this was not all pare@itsperience; some had enduring and
O2y UAYydzSR &dzLJLd2 NI F NPYwhilelotfielsSdlt thex griefivagiak S A NJ y S i
burden to friends and relatives who expected them #vh got on with their lives as

usual’o171

4.7.2.4 The role ofeligion andaith
Faith helped many parents, knowing they could rely on church friends, call without

hesitation, and know the positivresponse they would receitf8. Fathers in one study
described the church support they received to be invaluable, both practically and
financially®®. Vicars and priests were described as supportive, sympathetic and provided

sound advic&%17% Some parents found praying helpéukir grief by bringing them closer
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to God®8 Those with a deep belief in the afterlife experienced premonitions and spiritual
experiences that gave them purpose and hbpeNot all parents found their faith helpful;

however, some felt anger towards Godquestioned if there was a God or felt let down

because of their situatiofi®® ¢ g2 LI NBydia Ay 2yS &aGddzRé &aLR21S
reporting that one child prayed to her father every night, while the oth@ve up religion

but attended monthly formal worship on the day his father had diéd

4.7.2.5 A shared experience of loss
Parents in several of the studies found those with a shared experience of loss to be most

supportive, as they understood and could relate, sharing similar struggles and feelings,
normalising thé& own experiences, and helping them adapt to their new lives and the
challenges they facéel'?.16871 Some parents actively sought out others who understood
what they were going through, as they recognisedytiseuld learn from those who had
been through a similar experient&168.170.171 Reading about or meeting others and sharing
experiences helped parents realise they were not alone, normalising their feelings and
allowing them to adapt to the challenges they fat®d® They were given hope for the
future and realised that grief was tirdenited!%%17% Others described relief sharing their
problems with someone who understodd. They did not have to be strong, they could
honestly confide their feelings, including hopelessness and despair, and they did not feel like
a burden because they were understobd Parents also saw their children find support

from others who had been bereavéd

4.7.2.6 Havng people around who care
Families needed to have people around them who cared and people within their social

network whom they could rely on to help them manage day to'#fayParents across many
studies spoke ahstantaneous rallying support from those around them, and for some, this
support provided them with encouragement and strentjth After the death, some parents
just needed to be with their familié&. Parents in one study described creative support,
which made them feel loved and cared ¥6r Examples of this included people putting up
hearts in the community, practical help, writing memories of the deceased, honking the
horn when driving past when they had requested no visitGrdHowever, other parents

found their friends could be unable or unwilling to provide the support thetjcapated-6e,
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people did not always know how to support them, causing offence ratien comfort’™.

4.7.2.7 Flexibility within thenetwork
Parents in several studies found flexibility and understanding from their workplace and

within their networks to be helpfub100.167.169.170pgrents were often faced with increased
financial responsibties, so they would have pressure to hold down their jobs whilst
managing family lifé+190.16% Some parents experienced employers who were not
supportive, which forced them to change rol&% but the majority found employers and
workplace supportive and understanding of their situatioi©.167:169.1%0which allowed
parents to be available for their children whilst still financially supporting their farfilies
Work could also help keep them busy and occupiedn order to carry on working, some
parents reduced their hours, changed jobshad to rely on their neighbours to help collect

and look after children when they had finished sché&bl

4.7.3 Supporting the children

4731 ) YRSNEGFYRAY3 OKAf RNBYQad INRST FYyR ySSRa
Parents needed to understand how death affects children and what they should éxpect

Some families coped by maintaining normal routifésParents seldom asked children

about their need and used their judgments to handle situations more often. Parents in

some studies were less aware of the support their children received from other sources,

including teachers and siblin§817% Some parents iidzy RSNE G22R GKSANJ OKA f
and believed denial, disbelief and shock to be signs that the child had not understood what

had happened and meant they were not in mourriffgThe same study found that some
Y2U0KSNAR FlIAfSR G2 O02yySOd OKIFy3aSa Ay (GKSANI C
someone els¢o point out this connectiot’®. Even when parents sashanges, they often

felt ill-equipped to deal wittheseand support their childreH®.

4.7.3.2 Children are the motivation
Parents in half of the studies described how their children brought meaning to their lives,

giving them motivatio#f?169171 They were committed andevoted to putting their children
first100.169171 Their loss experience made them appreciate how precious life was and
commit to helping their children cope with their newfound li¥#s%2 Such commitment to

their children came at a cost for many parents, leaving them with no time for them&&lves
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At times they struggled and wanted to give up, but the children gave them focus and a
reason to carry on, focusing on the needs of the chilfieh{’. For some, it was a struggle

to meet the needs of the children without contemplating their own ne€ds

4.7.3.3 Open and honest communication
Many parents described difficulties breaking news of the d€dtH% Some felt guilty that

their children did not know their parent vgagoing to die, which on reflection, they could
seewould have helpée® { 2YS T RYAUGGSR GKS@ 6SNB Ay RSYyAl
would be affected soon enough, so why do that before they hdel feollowing the death,

some families acknowledged their difficulties in maintaining open and honest
communicatiod®’. Even when parents lacked energy, they talked to the childrave

comfort and support, anevere open with their own emotions. They found that these

efforts led to less conflict in the famiff. However, not all families could have open and
honest communication, and some fgats did not speak to their children or put effort into
hiding their emotion$’®. Sharing emotions was burdensome, and they avoided talking about
anything that may upset each othéf. One parent who had avoided talking about the
deceased was shocked when told by a teacher that their children had misunderstood their
silence to mean they did not miss or care foe tdeceased and wanted to forgét Some
parents wereunaware their children spoke to others outside of the home about their

deceased father<C

4.7.3.4 Continuing a relationship with the deceased
It was seen as important to carry on a relationship with the deceased to ensure children

remembered the deceased parent. Some promised this to the dying parent, whilesother
could not have such conversatidfs Parents created memory boxes, shared memories,
and stories of the deceased, bringing them into everyday life, telling the children what the
deceased would have liked, and hiighting similarities between the deceased parent and
the childt67168.170 parents noticed that they chose to remember the good meméfties
However, not all parents wergure how or if they should continue a relationship with the
deceased®. When talking about the deceased, many waited for the children to initiate
conversations and then seized the opportunity to ask how they weebrfg®’. Mothers in

one study found it painful when children asked questions about the death, and so avoided

conversation¥’®. Some parents also noticed that their children stopped talking about or
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asking questions about the deceased when they saw it upset tffe@thers believed
children avoided the conversations asnade them satf’. Others forced themselves to talk

and show emotions, so their children knew it waspto remembet’°,

4.7.3.5 Suppressing emotions fagaiprocal protection
Parents in many studies suppressed their emotions and avoided their grief to protect their

childrent®0:170.171 Some found this made them feel more lortédyFocusing on the needs of
their children meant they did not have to think about themselves, which helped some
cop€e'’l. Some fathers felt under strain, lacking the time or mental resources to deal with
GKSANI INRST | & B 8pafentdwiere ddiised tdlbe Oped vitiRtheR y Q a
children's emotions, they saw the benefitor the family and how doing so could bring the
family closet’®. Parents also noticed their children modified their behaviours and took on
more responsibilities to protect them, and some relied on support from their chif§férf
Parents in one study noticed threzhildren worried for them, and in some instances, a role
reversal could be seen between child and patéht Children were terrified of losing the
AdzNIAGAY3I LI NBYyilis gKAOK aaddadxiety WoiyanddiStRss (i 2

when they lefthem?!.

4.8 Discussion

This review is the first that has looked at parentally bereaved chifd&md surviving

parents' experiences onformal support. The review demonstrated that little research had
been undertaken exploring support experiences. However, the synthesis of this review has
provided good insight into support experiences from the perspectives tfrehiand

surviving parents following the death of a parent, including both sudden and expected
deaths. The findings show that experience can vary according to cultural and country
context. Theeview highlighted the necessity for families to have open laoest
communication with one another, no matter how difficult that may be. Adults need to
recognise that children have agency and must be informed and involved in what is
happening to them and their families, whighturn will help them adjust and cop&he

review indicated that a societal taboo surrounding death contributes to a lack of support.
Bereavement support within a family must be tailored to the individual; understanding what
can be supportive for one individual can have opposite results fothen. The review has

also demonstrated universal findings for both parents and children, including a lack of

84



support from others and support dwindlirayer time Both identified someone who could
relate to their loss as a good form of support, yet théy ot appear to see that they could

get this from each other.

Findings from the review support the National Institute for Clinical Excellence,-three
component model of bereavement suppé&ttwhich the Childhood Bereavement Network
adapted to show what good provisions for bereaved children should looR.likeél children
and parents had the most support from those within their existing networks, with support

from professionals seldom mentioned by participants.

481 | KAf RNBYy Qa LISNBERLISOGADS

Open and honest communication and information surrounding thetldeéa parent,

alongside opportunities to be involved, such as spending quality time with a parent and
having a choice in involvement after the death, are reported as crucial in enabling children
to process and cope with the death @parent!*13. However, this often did not happen,
despite its benefits, including helping to facilitate better adjustment in their gtiéf

parental death came as a shock to most childrergrewhen death was expectef60.162.166

This lack of communication may be an effort by parents to protect their children, or they do
not know how to talk about death, with parents needing clear guidance @R or others

about how to communicate and support their childfé’

Some children were not told of the death for many days after, and some were not until the
funeral®9.1®; reasons included protecting the child or fearing the child would not
understand. However, parent anxieties or fear of what to say were also reasons for this lack
of communication. Avoidance techniques and beliefs that children were too young to
understind death have led to limited, complex, and variable exposure of children to
death'®. However, other work poses that younger children (aget) 8o not view death as

an unfamiliar topic, with most understandingaté as a biological process, which was
underestimated by their caregivef8. An awareness and understanding of death can
reduce fear or confusion around death aimprove communication for childréf For
example, many children recognised the importance of talking about their loss with
someoné+ 75164167 byt did not know how to talk abotuthis or felt they required permision

to discuss deatf?167,
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Further communication difficulties are seen when children want to communicate with a
parent at the endof-life but fear causing ups&®. This difficulty navigating theawn, and
GKSANI LI NByiaQ SyzaAraz2zya Aa O2yYyYz2yfe aSSyo ¢K
talkingabout death and affects how children cope, leading to difficulty regulating their
emotions and a lack of skills to cope with death effectit##lyn addition, a failure of open

and honest communication led to misunderstandings and some children blaming
themselves for theleath'®®. This lack of communication affects children into adulthood,
affecting trust, relationships, se#fsteem, the ability to express emotions and feelings of
sdf-worth, loneliness and isolatiéh Combatting this, children want open and honest
communication and information to support them and create an environment where they

feel safe to ask questions about death andwsitheir emotiond®3. This allows children and
parents to experience their suffering and survival togethesuggesting a requirement (for
some) for specific support from health and social care professionals and those around them
to create an environment fostering open comnication. Previous research with children

and parents who have a IH@niting illness found that children needed open, transparent

and ageappropriate discussions with their parents aH@€Pgo help them make sense of

what was happeninyg. Despite parents looking tdCPgor support, this often did not

happen because dfiCPdack of confidence and a professional feamaking the situation

worse4,

Allowing children to b involved in death rituals provides an essential opportunity for

children to acknowledge and accept the reality of the death, honour their deceased parent,

and receive support and comfort from othé#s The evidence shows that children are not

simply reactive but have agency as familgmbers®“® / KA f RNBEy Qa | 3Syoe Yd
Children need to be given informed choices and an opportunity to be involved in these
matters that affectttE Y® / KA f RNBy Qa RS&ANB FT2NJ I 3SyOeé Kl
a terminal iliness; however, parents often do not recognise this need and children's

capability and fail to give children agency over matters affecting thén

Some of the children in this review identified they experienced a taboo surrounding
death'®*. The taboo was often further enforced by those around them, parents, teachers,
and peers, who sometimes failed or refused to have open discussions witd%hém

western societiesjeath can caussocial awkwardness, creating uncomfortable social
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reactions, or ambivalence which can prevent individuals from supporting a bereaved person
for fear of causing harm or being unprepafééf'®’. This lack of understanding and
awareness surrounding death meant children did not always get a supportive response to
their loss. However, children do not perceive death as a talta® something many have
experienced or are awaref'®8, yet both persnally and socially, children cannot access
information about death, with avoidance of death seen in both their family and school
lives'® Adults are often gatekeepers to informati§h Although welintentioned, a desire

to protect children from death resulted in unhelpful language, euphersjson delays in
informing children of parental deaths. This lack of emotional support from avoid&ram
create further problems for children. This highlights the benefits of socialising children
about death®. Children desired information and opportunities to discuss death, including

advie on how to grieve adaptively and receive timely communication about the &&ath

In contrast, some children described receiving a supportive response but failed to realise

that the changes they experienced in relationships and how they were treated were well

meaning ad supportive gestures. Instead, they felt people showing attention, sympathy or

being nice merely emphasised that they were diffefénté3 Many children were unsure

who should be supporting them, naming parenisachers, or friends, with some believing

they should support themselves alone. Some hid the death to avoid being perceived as

different or to avoid the attentioP16216316% ¢ KA & KA I Kf A JaarenesOKA f RNB Y

and understanding of death, grief, and the effects and reactions of others.

Many children found support from those who knew them before their loss especially
helpful. This allowed them to share memories of the deceased, with some findinget easi

to reach out and ask for help from those they knew could cope or those they felt they would
receive more appropriate responses from. Despite this, children found that peers often
struggled to understand unless they had similar experiences. Some dikthowthow to

behave or react, leaving children feeling isolated. The stigma surrounding parental death
existd with social comparison, ssing, or taunting by peers, which shows a lack of
awareness about their behaviour towards a bereaved éHild his stigma may cause

children to hide themselves and how they are feeling. Some are unable to talk to anyone
about what they are going through. Some withdraw from their social circles as an ageidan

method or as a distraction or coping stratégy Some children also felt that it might be too
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much for their peers to handle, isolating them further. Parents tdthis isolation by

avoiding talking or waiting for the children to initiate conversations. Lower bereavement
morbidity is seen when emotions are addressed and acknowledged within a¥&mily
Avodance can be an adaptive response to loss and is a common reaction associated with
anxiety and fed'. However, reliance on avoidance as a coping strategy can contribute to

complicated grief and poor loAgrm adjustment°1.192

Hiding and suppressing emotions and avoiding peer bereavement interactions are forms of
coping and reciprocal protection. Children showed ambivalence, avoidance, and even active
rejection of supporbffered to them for these reasof®. Children refrain from speaking

about their loss with peers for many reans; some include fear of crying in front of them,

the subject not arising, and friends being awkwa@hildren and parents hiding tindoss,
SY2dA2ya YR | @2ARAY3I O6SNBIFIFSYSYyild AYyGSNF OGA?2
theory of dramaturgy which likens social interaction to a theoretical performticdow

people present themselves and their activities to others is a performance used to create an
impression that will provokénhe desired responseconsisting of the front stage, visible for

the audience and backstage, which is not visible, allowing a safe place for people to vent
feelings®3. Participants in this review often displayed front and backstage performances.
Children avoidedbereavement interactions and suppresktheir emotions to prevent
themselves or others from becoming upsé&his was a way @irotectingthemselves and

others, andby avoiding interactions they would not Iperceived as different. Worryingly

for some children, their parents and peers only gheir front stage performance, meaning
backstage performances were enacted entirely alortgs supportgrevious research, in

which bereaved children had not spoken to anyone about their feelings, both immediately
following their loss and in the longéerm371%4 with children fearing the reaction of family
members, finding it too difficult to talk or not knowing where to go for Béf§* Society

also influences grief reactions by implying that intense sadness should not be seen in
publict®>. For many children, this was their first experience of death, and they would look to
their parent to learn how to mournwWhereparents hid their grief or suppressed emotions,
their children could learn this is how they should matif. This review supports recent
recommendations to tackle the taboos surrounding death and dying and a greater need for

a public health approach that encourages conversations surroundimg ddeath and
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bereavement®’; coupled with a better understanding and response te tieeds of the

bereaved from their social networks and communitfes

4.8.2 Parent perspective

Parents coped through commitment and dedication to their children, who motivttenh,
LJdzi G Ay 3 G KSA NI BERE GhiNdBeyit@dipargriiry) Ras be€mshidiviiito help
children adapt better to their 10$8. Furthermore, having a purpose when bereaved has
been shown to improve life satisfaction, provide a solid reason to live, increase social
support, and lessen the impact of 1635 Parents struggled to balance time between
children and described how this often led to arguments and misundedstgs. This was
supported by some of the children who spoke of competing for attention from their parent,
perceiving a lack of attention to mean they were not important. It seems vital that parents
dedicate oneon-one time to their children. Parents fourtdemselves in a challenging
situation and often lacked advice or support to cope. Some families were lucky that
onlookers to their bereavement intervened and offered helpful advice about
communicating with and sharing emotions with their children. Fatiethese studies

would have liked reassurance from professionals that they and their children were
managing all right. Becoming a single parent through bereavement and taking on the other
parent's role can make parents question their parenting abiligspecially parenting a

grieving child®.

Parents, too, described difficulties accepting support, realising their inabilitieatage
and a reluctance to rely on othéf$:169171 which could be perceived as a failure to cope.
Those who sought support sometimes experienced difficulties finding available support
appropriate to their familyneeds©0-166.170.171HCPsre well placed to signpost families to
appropriate support; however, they are often unaware of available and appropriate
support. There was sometimes an expectation from others thatlfassshould seek
professional support even though they felt they did not neétfifThere is a belief by some
that professional support is required following bereavement. However, not all bereaved
people need professional support; evidence suggests most are well supported by their
existingnetworks”’. If the natural course of grief is interrupted by early interventions, this

could cause the witdrawal of support from the bereaved person's netwrkr his review
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supports the evidence that most families are initially well suppotigdheir networks, but

highlights a need for ongoing and sustained support.

4.8.3 Shared perspective

Children and parentasuallyexperienced immediate support from their social
networks'64.168.170.171 This quickly dimdled with an imposed timeline to their grief from
those around thertf+168.170.171 Others move on quickly, with an expectation that the
bereaved should tophighlighting a lack of understanding about how griéets

individuals. Both children and parents appreciated sustained support from those around
them, but few experienced this19%.170.171 g pporting previous research findieghat
bereaved children wanted moraistained suppoft®. Some parents found those they
expected would have given them good support did#6t’2 which could be due to fear of
not knowing what to say. Insecurity and fear have been described as factors that prevent
social networks from providing suppétt. Findings show thatuchnetworks may need

advice and guidance on how to provide support.

Having someone or something to relate to their loss appeared to be an effective support for
both childrer?*75.163166 gnd parent$>100.16871 Someone who had experienced a similar loss
allowed them to normalise their feelings and see how others had coped. Parents found it
easier to talk to others who hadglen bereaved as they understood, could relate, and did

not feel a burde®’. A lack of someone to relate to could leave them holding their grief
inside with a desire not to burden others with what they are going through. As a result,

some parents actively sought others with a shared experience.

Continuing aelationship with the deceased provided comfort and helped many children
copeP+75160.162,16867 and some parent8’168.171 Other parents believed it important to
continue a relationship to ensure children did not forget the decead%ed 1% Both

children and parents emphasised talking about the good mem¥¥iéSome parents
thoughttheir children actively avoided talking about the deceased because it was difficult or
sad. Instead, they waited for children to initiate conversati§h<Children verified they

avoided these conversations, as theid not know how to initiate or upset their
parents60.162.166 Some children hid relationships with the deceased to protect their

parents®2 This could be seen as reciprocal protection and was seen throughout the review,
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with children and parents acting in ways to protect each other. Differences were seen in

how children continued relationships with the deceased, many talked about them and

shared memories they had with their surviving parérnt160.162.16867 However, children

from Taiwan hid their continued relationships with their deceased parent to protect their

surviving parent? This culture prohibits talk around death, with death at a younger age

seen as a taboo, and symbolically mothers may be regaadddilures®. Despite parents

being well placed to help their children maintain healthy connections to the decé¥sed

they may not appreciate the valeéf¥é. Families can struggle to reminisce and understand

that doing so is crucial to help them in their bereaveni&ht~urthermore, parents need an

gl NBySaa GKFEG GKSANI OKAf RNByQa €101 2F 02VYY

their way of protectingheir parents.

Both children and parents experienced similar challenges and changes following their loss,
and there is a gap in the family that needs filling by changing roles and relatiot3hiips
line with Family SystemsTheory, how families behave and function are interdependent,

meaning a change in one family member's functioninglealtl to changes in othet®®.

Children and parents showed examples of the Dual&®dlodel of coping with their

bereavement?®. They adapted coping strategies and processes in éveiryday lives, which

oscillated between loserientated activities and restorationrientated'#®. Havever,

despite the similarities in experience, there was little evidence to suggest children and

LI NByda 6SNB gl NB 2F 2NJ aLkR{1S 2F SIFOK 20§KSN
their experiences alone, contributing to feelings of isolation andipats, suffering in

silence. Sharing their experiences could open an avenue of support from each other in

which they can both relate and feel less isolated in their experience.

4.8.4 Strengths and limitations

This review has several strengths; it is the firsiews to focus on childre @nd surviving

LI NBy (G aQ SiafdrifaNtipfoyt ©I®&Eing paFental death. It includes the

experiences of 210 children (female=80, male=56, gender not stated=74) and more than 57
parents across multiple countries, highligig their experiences of support, in different
contexts, following a range of expected and unexpected parental deaths. Children were
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perspective. Previougsearch undertakewith adults bereaved as children highlighted the

limitations and potential for inaccuracy in their memories and reflections of the past and

highlights that data collected this wagnot seen through the eyes of childrg’183 A
AO0NBYy3IGK 2F (GKS NBOASY Aa (KS aeyikKSara 27F 7
literature surrounding widowed men.

Findings were drawn from these different perspectives to explore and bring together the

common themes fronthese unique experiences of children and their surviving parents.

Parent participants were reflective of twmarent families with a mix of mothers (h=39) and

fathers (n=18). Thematic synthesis allowed for rigorous analysis and inclusion of studies

from vaious methodologies, settings and causes of parental death.

The review is limited to qualitative studies, which was necessary to gdiepith insights

Ayit2 K2g FlLYAEASE 6SNBE adzllL2NISR® ¢KSaS FAYR
in the orignal studies and during the synthesis. To increase rigour within the review,

multiple team members independently screened and assessed the quality of studies.

Discussions were held during data extraction and synthesis. The findings are limited by a

lack ofcultural diversity among the included participants.

4.8.4.1 Limitations of included studies
Researchers must be mindful of potential bias and power dynamics in which children

FYOGAOALI 0S (GKS WO2NNBOGQ |yagSNiIpamidtsgl yi G2 L
present during interviews capoth helpandLINBE @Sy i OKAf RNRY Qa ©2A0Sa
heard73:206.207 Most of the studies did not discuss the potential for power imbalance or

provide the location of interviews, which is important as location can amplify unequal

power relations between childrema researcher®®. Most of the studies recruited via

bereavement support groupasnd services; therefore, it is likely that participants had

received formal support. Consequently, these findings may represent families who have

good support around thenPrevious research has shown that females are more likely to

participate in support gups%, although this was not represented in this review with

participating fathers being recruited fronugport groupd00.169.171

The included studies had a lack of diversity in included participants. Findings are limited to

two-parent families that will not consider blended families' experiences. The children
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included in the review were predominantly adolescents; therefore, these findings are not
necessarily transferable to all children who have experienced a parental death. Not all
studies reported on the gender of participafit3®416> And further demographics, including

social class, sexualities and disabilities were not provided by most studies.

4.8.5 Recommendations for research

This review highlights the importance of involving children and parents in this field of
researchand offers insight into their differing perspectives of support. The lack of studies
shows that this topic remains an undersearched area. Further research needs to explore
families' differing relationships and perspectives of support. How childrerpanehts may

or may not support each other and what they can do to help each other in their grief. Future
research should explore what support is helpful and when from those around the bereaved
family and examine the benefits of sustained support. Socialorks that provide
bereavement support to families need to understand how they can provide a supportive
response. Research with children and parents to understand what a supportive response
entails is crucial to improving social network support. Thisese\has highlighted a lack of
support from peers for both children and parents, which requires further exploration.
Research needs to examine the experiences of blended and lone families. Research with
families who have not accessed formal support is ctdoidiscover how they cope and why

they have not received formal support.

Ethical considerations must be considered and clearly reported when undertaking research

with this population. Researchers must also consider their positionality and understand how

their position may impact the researchhis includegaining access to the field, the
NBfFGA2YyaKALI 0S6SSy NBaSINOKSNI IFYyR LI NIGAOAL
shape findings and conclusidi$ All of which are important when undertaking sensitive

research. It is also essential to understand how researchers can oveadattchild power

dynamics.

4.8.6 Recommendations for practice

Recommendations for practice are presentedTiablel12.
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Tablel2 Recommendations for practice

Recommendations for professionals wking with bereaved families in health, social
care and educational settings

Encourage parents to have open and honest communication and information sharing
their children. Help them understand it may be difficult but essential to help children
acept, adapt and cope with parental death.

Help parents understand that children may have limited knowledge and understandi
death but a desire to know more. A better understanding will help them cope.

Parents can help their children understantiat is happening by involving them and
giving them a choice, empowering them to make their own decisions. Examples of tt
could be attending the funeral and viewitlte deceasegbarent's body.

If a family declines support at one time, that does not méaey will not need
LINEP FSaaAz2ylf adzlll2 NI Ay GKS Fdzid2NEo /

Families may experience a taboo from some of the people around them. As professi
we should not be adding to this and ensure we have opmrversations with children
and surviving parents about their experiences.

4.8.7 Conclusion

This review explored support experiences for children and parents following the death of a
parent. Open and honest communication and involving children is centralvioféumilies

cope and adapt to life following parental death. A lack of support resulted from a death
taboo, meaning some of those around a bereaved family did not understand or know how
to respond to their needs. Both children and parents suppressed en®taod avoided
conversations to protect each other and those around them. Parents were anxious to
engage with open communication; however, death is not a taboo for children, and if parents
were supported to realise the benefits of sharing their grief angaging with open
communication with their children, this would lead them to offer each other better support.

Furthermore, this adds to the discourse that childhood bereavement is a public health issue,
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with a need for professionals and communities to bett@derstand and respond to the
needs of the bereaved'hereview has demonstrated the necessity to include children

within research as the only way to understand their unique experiences.

4.9 Summary

The main findings from this chapter include:

1 There are linted studies including children and their surviving parehtg focus on
the support they received.

1 Children hide their grief to protect themselves, their surviving parents and the other
people they have around them.

1 A taboo remains around death and oftpeople struggle to know how to support
bereaved families.

1 Support from social networks quickly dwindles.

The outlined recommendations for research highlight the research gaps and identify a need
for further research with children and surviving parents iplere their support needs. The
gualitative study follows from the findings of this systematic review. It aims to expand on
these findings and address the research gaps that have been identified. The next chapter
presents the methodological consideratioofsthe qualitative study. The study development

and conduct are informed by the systematic review and describ&hapters sand6.
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5 Methodology

5.1 Introduction

This chapter explasthe methodologial underpinnings of the thesis, beginning with the
philosophical assumptions that informed the research design and chosen approach. The first
sectionexplorespersonal and professional perspectivA@ddiscussion of the philosophical
assumptions that inforrad the research desigollows. Next, an overview of grounded

theory researchs provided, with a justification for using a constructivist grounded theory
approach to examine the support experiences for children and parents following parental
death. Thenthe core grounded theory processaee briefly describedFinally,

methodological rigouis considered.

5.2 Personal and professional perspectives

As a researcher, | must consider my starting point, beliefs, judgments and practices
throughout the research pragss, acknowledging and reflecting on how they influence the
research proce$¥’. Considering my background and motivations for this research, | identify
as a white female, a registered nurse who has experienced losseaadyementandfrom

a middleclass background. Although | have not experienced parental bereavement, | have
experienced parental loss as a child through divorce. As a result, | saw my father
intermittently throughout my life and experienced a breakdownetationships with my
father's family. My best friend's mother had cancer when we were younger and died shortly
after we left school. | wonder now what sort of friend | was to her back then. A close friend
experienced her mother's death over 25 years agdd | only now see thengoingimpact

on her.

| have many years of experience in informally supporting bereaved families and individuals
professionally and within my social network, | understand that every grief is unique.
However, as a nurse, | have @ftfelt helpless and inadequate when supporting bereaved
families. Early in my career, | realised there was nothing | could say or do to make it better
when someone died. This realisation allowed me to feel comfortable supporting families in
end-of-life cae, and unlike some interactions | witnessed, | did not feel the need to shy

away from difficult discussions or encounters with families.
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In my most recent clinical role, | supported families at the-efitife, facilitating discussions
and exploring theossibility of organ donation. Within this role, | frequently faced the
prospect of supporting children or offering parents advice to support their children. Caring
for end-of-life patients and their families has been a constant theme throughout my career
as a nurse in the NHS. | am often seen as the expert in supporting bereaved families, yet |
had never had any training to assist me. From my own experience and that of others, there
is a sense we 'fumble’ through, and | have witnessed varying degreeppdrsand

information provided to bereaved families. Literature has reported that when parents of
dependent children are dyingpealthcare professionals can struggle to communicate with

them, identifying their fears, selonfidence, time and a lack of tréng as barrier$:211.212

Despite many years of supporting bereaved families in the initial period following the death,
| do not know how best to support them, which has motivated me to undertake this study.
My motivation for this research was to make a difference in childhood bereavement by
better understanding how children and their surviving parents want to be supported
following a death. It is understood that bereaved people need a supportive response
following a death; however, there is little evidence describing what is needed for children

and families.

5.3 Philosophical perspectives

The choice of research approach requires consideration of one's philosophical assumptions,
which will underpin the research designd inform the approach needed to address the

aims and objectives of the stutly. Ensuring these are aligned contribsite the rigour and
credibility of research finding%". The choice of research approach is influenigdhe
researcher's assumptions on ontolggyhich is their beliefs about reality; epistemology,

which is the relationship between the researcher and what can be known; axiology, which is
the role of value; and methodology, which is how to carry out #eearch relative to the
guestion and contexXt®. Ontology, epistemologyaxiology and methodology make a

research paradight®. A researh paradigm describes a researcher's worldview, which
informstheir interpretation of research data and impact decisions made within the research

proces$é,
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The ontologicaposition for this study is identified within relativism, with a view that
multiple realities exist, which are subjective and can be influenced by context and
interpretation?'4. The epistemological position is interpretivism, which assumes that reality
should be discovered inductivély. Interpretivism acknowledges that we cannot
understand the world from an individual perspective; realities are multiple and socially
constructed; with the interaction between the researcher and participants, consextal

for knowledge and knowirty’.

Within interpretivism, the social constructivist paradigmderpirsthis study. Social
constructivism sees that knowledge is subjective and is socially constructed through
interaction with otherd'®. Individuals are at the centre of meaningaking, formed through
interactions wihin a particular social conte¥€. Within social constructivism, researchers

know their position in the research and how their background influsirpretation?*®,

As a theoretical approach, constructivism is often used interchangeably with
constructionism'322% Constructivism focuses on individuals constructing knowledge of their
social and psychological worlds through theagnitive engagement in the wor¢. In

contrast, constructionism considers kntedge of social and psychological worlds

historically and culturally constructed through social processes and attoiige

researcher's perspective concurs with Charffathat knowledge and understanding are
derived from personal interpretation and social interaction, thus drawing together elements
from constructivism and constructionism. To give consistency and clarity whthithesis,

the term constructivisisused to describe this perspective.

The social constructivist paradigm is suited to the study aim and aligns with the researcher's
professional perspectives. It will allow exploration of the multiple, subjective mearof an
individual's experiences of bereavement support and understanding of how these
experiences have developed through social interaciorThis study understands that

people's bereavement support experiences will vary. Individuals' views about their need for
bereavement support may be similar; however, what ddntes good bereavement

support may differ and may be related to or constructed based on their experience of
receiving it. This view that there are different subjective realities of bereavement support
fitswith the philosophical underpinnings of the imggetive paradigm, particularly the social

constructivist worldview.
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5.4 Qualitative Research

Qualitative methods were chosen to address the study's aim of seakilegailed
understanding of an underesearched area by collecting-aepth, authentic, robusand
contextualised data from the target population, in their own words and natural seftthgs
Qualitative methods recognise the importance of exploring individual perspectives and
experiences of both children and their surviving parents. Furtherntpralitative research

is deemed an appropriate method in the field of bereavement to hear bereaved people's

experiences and how they make meaning of this within their networks of relatiorféhips

In order to address the aims and objectives, the study saksubjectivist inductive

approach to the research, which begins with a desire to understand and explain the
phenomenon using range of different perspectives to develop a theory from the ¢féta

The interpretive paradigm situated within qualitative research methods has been chosen to
guide the study's desigmvith an inductive approacto develop a theory by exploring how

the social world is interpreted by individu&lé As a research strategy, qualitative research
focuses on gaining a deeper understanding of a phenomenon and focuses on words instead
of quantifying data collectionral analysi&®. These methods allow an-atepth subjective
exploration allowing the researcher to interpretna understand the meaning and

complexity of different views“. The ability to produce descriptions and explanations of a
phenomenon also gives a voice to those who are marginafieas children often are in
resear®'’3. Therefore, a qualitative approach was deemed appropriate to address the
study's aims to explore the different experiences and psychosocial needs of parentally
bereaved children and surviving parents. Furthermore, the study does not aim to test
existing theories but to generate a substantive theory from participants' experighees

could provide a conceptual understanding to explain how children and parents can best be

supported.

5.5 Grounded theory
5.5.1 History of grounded theory

The grounded theory method is a qualitative research method widely used across many
disciplines and subjeareas’®. The term 'grounded theory' is confusingigedto refer to

the methodology, research design, procedural methods, and the end produce of the
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research process; as a grounded thédry?8 Since its inception, grounded theory has
evolved into different versions, influenced by differing opinions, philosophical perspectives,
styles, approaches, and methads The method and some of the putdtions from the
developers of grounded theory are often criticised, misunderstood afuiigec?®. The
literature recognises the challenges for novice researchers undertaking a grounded theory
study due to its complexity, differing versions and approaétid¥. A brief history of

grounded theoryfollows to describe some of the differences between the main versions of

grounded theory, including Classical, Straussian and Constructivist.

5.5.2 Classical Grounded Theory

Grounded theory was first developed by sociologists Barney Glaser and Anselm Strauss in
1967 andderived from medical sociology and health resedfeéhGlaser's background was in
guantitative methods and middieange theories, as opposed to Strauss's in symbolic
interaction ard pragmatist philosoph#*. Grounded theory was developed when the

research was dominated by a positivist appro&ehGlaser and Strauss challenged the
criticism that qualitative @search was not scientific and lacked rig8uiThey aimed to offer

a clear platform for systematic qualitative research to show the significance and outcomes

that could match quantitative outpus*.

In contrast to deductive methods, which generate data to provide evidence for a priori
assumptions, the grounded theory uses inductive reasoning to discover theory from the
data?38. Their grounébreaking approach wdirst used to study the experience of terminally

ill patients in hospitals, who had differing knowledge about their prognosis. Next, the study
examined how they dealt with the knowledge that they were dying and the reactions of the
HCP<garing for them. fieir research resulted in a theory of dying, 'Awareness of Dying'
(1965). The constant comparison method was developed during this study to organise and
analyse the dat&2 Following the study, they wrote their seminal work, The Discovery of
GroundedTheory: Strategies for Qualitative Rese&€kxplaining how theory could be

derived from data inductively.

5.5.3 Straussian Grounded Theory
Following the emergence of classical groeddheory, researchers took up the

methodology with different interpretations and applications of its ti8eAlthough Glaser
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and Strauss disagreed over the nature of the original method and its préétiteey

diverged, taking grounded theory in different directié#ts Variations of grounded theory
evolved, which were influenced by different philosophical perspectives. Strauss's approach
evolved with interactionism and pragmati$f asserting the importance of using symbolic
interactionism to interpret a phenomenon's personal and social im{3acthey provided a
detailed outline of data analysis and emphasised ongoing validation, both inductive and
deductive?®2®7 Thefocus was to follow their stepy-step formula to produce a good
grounded theory studd?’. This version is underpinned by anj@dtivist view that there is an
objective, external reality that the researcher can discover and report on. This version of
grounded theory advocates a literature review and provides a more systematic and analytic
proces$®®. Corbin has developed this version further to include the afleesearcher

reflexivity?®’.

5.5.4 Constructivist Grounded Theory

Constructivist grounded theory was developed by Kathy Charnsadant of Glaser and
Straus$®. Charmaz evolved a grounded thgamderpinned by a constructivist
philosophical approach wherein the researcher and participantsarstruct meaning
during data collection and analy¥i$ There is a clear role for the researcher in generating
data and theory, and participants are active in the construction préééssdopting a
constructivist perspective view, there are multiplerppectives of reality influenced by the
subjectivity of individual&views and the researcher engages passionately with its
interpretation?3®, The constructivist grounded theory explores how and why individuals
construct meanings and actions in certain situatidhanaking it useful when the
researcher is aware @hanging contexts or competing perspectives of reality. The
researcher's knowledge and experience are recognised as aiding kadWirttgre is an
emphasis on researcher refigity with the research process and outcomes, and it is
essential for the researcher to reflect on their assumptions and interpretations and how

these may have influenced their analysts

5.5.5 Rationale for using grounded theory
Grounded theory was thought to be the most appropriate aptofor this study, following
consideration of other methods. Thematic analysis is a theoretically flexible approach

concerned with description over4depth analysis and has limited interpretive power; it will
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not provide continuity or contradictions betvea individual participants' responses and can
lose ther individual'voices?'3. Therefore, thematic analysis was thought unsuitable to meet
the study's aims to explore the unique experiences of bereavement support.
Phenomenolgy was also considered as it would allowdapth insight into the experience
using an iterative and inductive approach; however, the role of the wider sndiaral

context can be uncleat®. Understanding the socioultural context is vital for

understanding how bereaved families are supported by each other and their social
networks. In addition, a lack of guidance for interpretive analysis miga@as be limited to
describing participants' concerfid. Therefore, this study sought to go beyond describing
experiences of bereavement support to generate a theory to explain how best to provide

bereavement support based on a range of different particiga@kperience$*.

Grounded theory is an appropriate methodology when little is known about a phenomenon
to generate a theorywith explanatory power grounded in the data from the perspective

and in the context of those whaoave experienced the phenomentfid. Grounded theory is
suited to exploratory studies as it is flexible and allows the pursuit of unanticipated
directions the research could take, which is useful in an wedetored topié*'. Grounded
theory is helpful for researchers interested in a phenomenon's social and psychological
processes instead of focusing on individual experiefiéethis allow exploration of the
multiple dimensions of the social processes of bereavement suffSo@rounded theory

offers a pragmatic and systematic approach to research to construct a theory grounded in
data?®’. It offers explanations and emphasises the process of how people interact in
response to context and the consequences of those interactidnaligning well with the
study's aim to understand how children and families are supported following the death of a
parent. The planned study did not seek to test a hypothesis; insieadught to inductively
build an understanding of the realities and needs of the participartie.focus of the study

is to construct a grounded theory to fill a gap in knowledge about how children and their
families are supported following the death afparent.Grounded theory requires the
researcher to remain open to the dataustingthe processwill ensurethe theory is

generated from the main concern of participants and the emergence of how they process or
resolve thig*2. The literature points to the need for a supportive response from existing

networks following a death. The study intends to develop andepth understanding of
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how children and their surviving parents are supported following the death of a parent.
Grounded theory has explanatory power to highlight the common issurdsereaved
children and families so they can relate the theory to their own fte&rounded theory
studies aspire to be theoryuilding However, it is acknowledged that due to practical
consideration®f time and fundsit is common for grounded theory studies to create

greater conceptual clarity or a conceptdemework,

5.5.6 Rationad for choosing constructivist grounded theory

Although the history of grounded theory and the evolved versions show differences, they
use similar procedure$Vhen selecting a version of grounded theory, it was essential to
critically reflect on the differet versions, considering the philosophical underpinnings of
each alongside the approach that best fits the research field, topic and rese@xéher
position. Glaser and Strauss adopted a gossitivist stance, with Corbin and Strauss using
a symbolic interation and pragmatist, whilst Charmaz used a constructivist appréach
This approach preserves the complexities of social lives whilst asking the why questions
about a phenomenotf*. Constructivist grounded theory appealed t@tresearcher's
philosophical beliefs and how the study should be undertaken. With its approach, research
is a ceconstruction between researcher and participant, acknowledging the resedgcher
subjectivity and knowledge, which asidalue’?2. The constructivist grounded theory
approach recognises the ségtive nature of the researcher and participant relationship

and considers the positionality of ba#3.244

The theorydoesnot emerge from the data; instead, researchers construct categories from
the data?*4. Participants' views and voices are central to analysing dadehawthey are
presented*’. Charmaz%?approach allows an exploratory, interactive, interpretive and co
constructive approach, which would allow understanding of the main issue and breadth and
depth of bereavement support in this contexiinlike classical grounded theory, which

insists on finding a core category, constructivist grounded theory aims to understand and

theorise the complexities of different worldviews and acti®fis

Constructivist grounded theory was selected as it was appropriate to answer the research
qguestion. It resonated with the philosophical values for knowledge development personally

with the researcher and their personal beliefs, values, and goals within the field. The
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researcher identified a gap in knowledge related to the phenomenon of inténastacked
theory development. Regarding bereavement support, this is underpinned by social
interactions and processes. Having limited knowledge of how to best offer bereavement
support and a passion for improvimtghrough hearing the voices of and vadtanding the
experiences and needs of the bereaved. For these reasons, Glaser's and Strauss, and
Corbin's grounded theory approaches were not appropriate as they both emphasise a

distance from the phenomenon, which seemed unachievable.

In contrast, Chanaz's approach is to understand people's experiences and interpretations
and produce a c@onstructed theor§’. Sudarsan et & promotes constructivist grounded
theory as a useful methodology to promote the voice of the child in research as discussed
previously Chapter 2. Furthermore the methodology has proved successful exploring
participants experiences of negotiating new social environnf#&ntshis methodology is
suitable to explore the interactions between people aheit social settings and allows for
investigation of the complex social processes invdl¥gterefore, it is deemed a suitable
methodology to explore children and surviving parent's experiences of bereavement

support.

5.5.7 Reviewing the literature prior to nducting a grounded theory study

A PhD commonly undertakes a literature review to provide a clear rationale and justification
of the thesis's contribution by identifying gaps in the literatiffeThe literature review in
grounded theory is a disputed and contentious debate over how and when to engage with
literature®*>. The construction of grounded theory is a process informed by intiersst
between researcher, participant, environment and the literattifeln classical grounded
theory, the researcher must avoid subjectiviyhich they can achieve tbugh avoiding
engagement with a literature review prior to undertaking the reseapsbducing aheory

that has been obtained objectivelflthough classical grounded theorists warned against
engagement with the literature prior to data collection, iniew recognised that there is a
need to engage with the literature in order to identify the area of focus and to be able to
justify the research questionsurthermore, it is acknowledged that a literature review is
required at the start of a research peajt to fulfil requirements of ethics, scholarship and
funding applications. Rather than a hindrance, it is seen as valuable, providing the

researcher tries to remain open to what the data pro\sd€onstructivist grounded theory
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believes datare co-constiucted between researcher and participantieliveringan

emergent theory whilst acknowledging the influence of their social, historical and cultural
backgrounds, academic training and worldvié#$3>24¢ Charmabelieves that researchers
should adopt a conscious, deliberate and informed approach to the literature review,
recognising the importance and benefits of engaging early with the literature whilst being
aware of the drawbackg>24% The research process should generate the research
questiort*L. For a problem to be relevant, it must come from those it is of signifi¢dfhden
initial research question should be broad and reflect the problmntred perspective of
those experiencing the phenomenon, allowing the flexible and dynamic principles of the
research method®™. With this in mind, grounded theorgsearchers should be reflexive
and acknowledge their preconceptions and assumptions throughout data gathering and
analysi$??2. Charmaz advocates the benefits of performing a thorough and focused literature

review, giving credibility and strength to your argume#ts

The previous chapter outlined the systematic review undertaken to explore the expege

of support for children and surviving parents following a parental death by any cause.
Undertaking the review allowed me to broaden my knowledge of the literature and increase
'theoretical sensitivity' to otherwise oblivious issé®s Furthermore, it was not feasible to
delay engaging with the literature as | would not have been able to identify the gaps that
existed or hd a reasonable understanding of existing literature, which is a requirement of
the ethics committee and the thesis advisory panel examination préte3he systematic
review, alongside public involvement, helped generate the initial research question and the
development of topic guideS.he systematic review also guided the methodological

approach and methods used for this study and highlighted poaéethical issues.

5.5.8 The grounded theory processes

A grounded theory study must be open to new and unanticipated findings, and researchers
must keep their knowledge of the literature and field in the background to prevent putting
data into a priori categori&3C. This can be achied using unstructured or lightly structured
interview guides open questionandwhich remain flexible throughout data collecti&fi

All grounded theory approaches share a pragmatist influence, asking questions relating to

process and interaction and striving to approach theuiiry as open to new finding$.
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Glasef*° highlighted that many studies presenting grounded theonyyqrovide a
qualitative descriptive analysis. Birks and Millsuggest that when undertaking a grounded

theory study, the researcher must follow essential processes:

Initial coding and categorising of data

Concurrent déa generation or collection and analysis
Writing memos

Theoretical sampling

Constant comparative analysis

Theoretical sensitivity

Intermediate coding

Identifying a core category

= =2 =2 A2 A A A A

Advanced coding and theoretical integration

These processeme followed throughout the study and discussed in further detail in the

following chapter.

5.5.9 Becoming a grounded theory researcher
When deciding to use grounded theory, | initially spoke to colleagues within the University
who had used the methodology. From these discussibiseemed the methodology would

fit well with the project and my philosophical assumptions.

| widely read grounded theory literature to learn about grounded theory. | found a general
grounded theorybook written by Birks and Mifi$! (Grounded Theory, A Practical Guide)
provided an accessible way of understanding the different types of grounded thedrthe
grounded theory processed his book, along withroader readinghelped me decide which
of the strains of grouneld theory was best suited to the project and my philosophical

understanding.

When | decided on constructivist grounded thearyd developed a basic understanding of
the processes involvedlattended a training session facilitated by the Social Research

Association. This training gave an insight into undertaking the grounded theory processes.
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| found out about Grounded Theory onlinghich is a virtual network of researchers led by
cStt2ga 2F (KS DNRdzyRSR ¢ KS2 NE viltugdl Seinharsdzi S ¢
which gaveme opportunities to speak with experienced grounded theorists. | atsended

a grounded theory trouble shooting seminar. In this semiharas able to discuss my study

plans and | met other PhD researchers who were usingstaictivist grounded theory.

Attending the coffee and connect was initially helpful in learning more about the grounded
theory processes and having a space to discuss concerns or ask questions. However, as my
study developedl realised that in this fonm, the more experienced researchers remained
bound to the strain of grounded theory they used. At timibss was unhelpful as coming

from a constructivist grounded theory perspective, if | asked a quegterreply may be

from a classical grounded thepperspectivewhich was confusing and not helpful.

Realising a need for support to use the constructivist grounded theory processes and
methods | developed mywn network with PhD students | had met using the constructivist
strain. We would meet monthlgind discuss how our projects were progressing and how we
are managing the different grounded theory processes. We all faced similar strugigihs

as knowing when to move to the next stage of coding. Talking through this together

provided a safe space &xplore and learn together.

Prior to beginning data collectiomy supervisory team highlighted their lackksfowledge
and understanding ahe methodology,and a supervisor joined the team who is an

experienced grounded theory researcher.

5.6 Methodologial rigour

There is debate surrounding what makes for rigorous qualitative research, which can be
shaped by your epistemological standpoint and the particular qualitative trad#ioim

their seminal text, Naturalistic Enquiry, Lincoln and Gtitsuggested that methodological
rigour in qualitative research coma®m establishing trustworthiness based upon
credibility, dependability, confirmability and transferabiliag outlinedin Table13?1”. The
research outcomes' credibility depends on the quality of the researcbgss and on
demonstrating rigour in the research condéft The quality of research can be enhanced
by conditions relating mainly to individual attitudé$ These include methodological

consistency, clarity of purpose, salivareness, being trained to conduct qualitative



research, sensitivity to participants and data, willingness to work hagdatfility to connect

with your creative self, a methodological awareness and a strong desire to do reSéarch

Tablel3 Establishing trustworthiness, from Lincoln and Gtiba

Credibility Confidence in the truth of the findings. Findings are trusted and
believable as coming from the participants

Dependability | A consistent research design that is transpd, auditable and can be
repeated

Confirmability | The integrity of findings which the researcher does not bias

Transferability | The degree to which findings can be used in other contexts and
settings

Quiality is an important component in any reseasthhdy. Charmaz proposes four main
criteria to ensure quality in a constructivist grounded theory; credibility, originality,

resonance andisefulnes$?

Other factorghat are said to influence quality when conducting grounded theory research

include, researcher expertise, methodological congruencepandedural precisiorféL.

In the final discussion chaptéthapter 10, thequality of the studyis assessed, usittigese

markers to evaluate the quality of the grounded theory study.

5.6.1 Reflexiity and positionality

Reflexivity in qualitative research is essential, requiring critical reflection of self and
researchef'® and recognising your role onstructing meaning throughout the research
proces$l. Reflexivity in grounded theory research allows the researcher to reflect on their
biases and assumptions and show how decisions were fadReflexivity can be described

as personal and episterntagicaf'®. Personal reflexivity requires reflection on how your
values, experiences, interests, beliefs, &fmns,and social identities shape your research

and how the research has affected or changed you as a persbnesearchei®®.
Epistemological reflexivity requires consideration of how knowledge has been generated in
the study, including considering the research question, which may define or limit findings
and how the researchabign and analysis methods have constructed the findifigs was
essential to acknowledge that my personal and professional background could sensitise me

to specific participant experiences and block my view of otherain the start of my PhD, |
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engaged with reflexivity using a reflexive diary. Acknowledging my philosophical
assumptions and preconceptions, derived from professional experience and informed by the
literature prior to data collection, along with ongoingemo writing, helped ensure the

analysis was informed by theoretical sensitivity rather than bias from preconceptfons

Positionality refers to the researcher's position within the research and includes their
attributes and social positig#°. A researcher's positionality affects the entirety of the
research process, from the study construction to the dissemination of fintfhdssalso
acknowledges the multiple roles of the researcher and participants within the research
process’®, Reflecting on my positionality has provided a realisatiothefmultiple roles and
positions that the participants and | may take in the research process and the need for

critical selfreflection to understand how my identity could influence the reseétth

It has been necessary to reflect on my different identities essaarcher, nurse, and
bereavement support facilitator and the influence these roles can have on the research.
Although the difficulties of positionality when researchers have different roles and identities
have been recognised within research on a sérssitopic, some researchers set clear
boundaries of their role whilst others blur the boundaries and see the research role as a

more counselling relationship'.

It is acknowledged that nurses undertaking research with vulnerable populations may need
to alternatebetween their role$®% For example, participants may have questions related to
bereavement support, and although this mglyift the relationship from researcher

participant to nurseclient, an awareness of this means such interactions would not

contaminate the research dai?.

A researcher's positionality can impact access to the field; knowing a phenomenon,
information and resources can be helgfidl Being sympathetic to participants' situations
may help them feel more open to sharing their experiences, and the relationship between
researcher and participant affexthe information shared’’”. Moser argues that positionality
focuses on addressing cataies and issues important to academic analysis, including race,
religion, and class, and fails to acknowledge how personality can help or hinder a study. A
researcher's personality, behaviour and interaction with participants, social abilities, and

emotional intelligence can affect the research process and outédinlecan recognise that
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my background and experiences will be beneficial to me whilst undertaking fieldWbik

was cemented with public involvement sessions when families told me | was approachable,
calm and had a friendly manndrat allowed them to open up and made them feel
comfortable for me to speak with their children. Although | have worked in@Hde care

for many years, | do not know how to best support bereaved children and fanfléas
researcher in this position thearticipant becomes the expert, which can be empowering

and is important when studying marginalised grotips

5.7 Summary

This chapter described why the constructivist grounded theory was chosen as the
appropriate methodology for the study. The methodology was informed by the research
objectives, the researcher's social constructivisrh view, and a lack of substantive theory

to understand a supportive response needed for bereaved families. Next, the importance of
child-centred research was addressed, acknowledging that children possess agency and can
be active research participantsid have a right to have their voices heard. Finally, the
processes required to develop a grounded theory were outlined, followed by an explanation
of how methodological rigous upheld. The following chapter descrite methods of the

study, including bw the study was developed, planned and undertaken.
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6 Methods

6.1 Introduction

The previous chapter outlined the methodological underpinnings of the thesis and justified
why a qualitative design was most appropriate. This chapter describes the grounded theory
methods and processes undertaken to generate and analyse the data. The chapter begins
with an overview of the study's overall design and how this was shaped by public
involvement with those with lived experience. Next, the ethical considerations are
discused, followed by the justification and reasoning behind the chosen data collection
methods. Next, the study sample described in terms of eligibility and recruitment methods,
followed by an outline of the data collection and analysis processdded to theory

development.

6.2 Overall Design

This qualitative study addresses the thesis objectives ustdgpth qualitative interviews

with children and their surviving parents to explore support experiences following parental
death (Objective 2, 3 and 4).

6.3 Consideation of the population

6.3.1 Childcentred research

From initially embarking on this study, it was clear that to research children's experiences of
bereavement, children needed to have their voice in the research. Children are the only
experts in their own ligs, yet adulichild power dynamics can cause a barrier to children's
voices being hear@*. Adults cannot expke children's lived experiences without including
them?>4. Historically research was done on children, buterewith then?>>. Following the

new sociology of childhood, research involving children was embfatd&kcognising tha
children are capable social actors possessing agentyeyneed to have their say and

share their own experiences. If we deny children their right to have a say, there is an
essental body of evidence that remains unknown, and children are not allowed to input

into matters that affect theri’3,

Furthermore, there are risks and harms of silencing and excluding children from research

about their views and experienc®8 The study balansghe opportunity for children to
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have their experiences, realities and views investigated whilst avoiding or minimising any
harm the research may caudé. It has been acknowledged that researchers,
parents/guardias and those working with children can have assumptions about children’'s
ability, insight, maturity and understandig. There are sometimes presumptions that a
child cannot make a valuable contribution to research or that a desire to protect them can

override their right to participat&’,

Data collection with children can be daunting and unpredictable, requiring the researcher to
be observant and adaptabte the situatiorf®®. It is crucial that children actively engage

with the study to allow the researcher to listen to them and understand their experiences of
support following their pagnt's death. Research with children differs from research with
adults and must be considered when planning any sttidfhe main differences are verbal
competence, wicth includes understanding and maintaining attention, the unequal power
balance between adults and children, and the fact that children are more vulnerable and
can be persuaded or manipulat®d To enable children to engage, the researcher must be
open and flexible in using methods that meet the needs of children, considering their

understanding, knowledge, interests and location in the social World

Within this study, children are viewed as unique, with different and individual abilities and
competencies from each other and their parents. Therefore, children have agency and will
be active participants in the research. A key aspect of researching with these groups was

flexibility and adaptability to the children's and parents' individual needs.

6.3.2 ldentifying risk and minimising harm

Bereavement research with children has found tpatticipants' distress is not always
experienced as harmful; instead, they may see it as cathartic or beneficial to help them
make sense of their experien®eBereavement research recognigbat the researcher can
have a role asmterviewer and tlrerapist participants'maybenefit from describing their loss
and its impactso the interview itself can hawetherapeutic effec® The researcher was
aware of the potential therapeutic benefit for the bereaved by talking about their
experiences and was cleard®K S NB a 1Sle asJh&istenaieder, supporting the

participant throughout their interview and signposting participguto formalsupport



services if neededrhe researcher is not a trained counsellor or therapist and worked within

their professional scope, signposting to appropriségvices

Adopting an opin approach meant that participants had complete control otesir
participation choiceBereaved people may choose not to participate for fear of becoming
upset in an interview or feeling it could worsen their grief; others may feel they are over
their loss and do not want to look bak Bereaved research participants may take part to
share or come to terms with their loss or help researchers further understand bereavement
to help other bereaed peoplé®. The main reason participants in this study took part was

to help other bereaved families.

Acknowledging that bereaveent is an emotive subject, participants could become upset
when sharing their experiences. A distress protocol deagsed Appendix2), and

grounding techniques were practised with children before interviews shihyg be

needed. All participants received a signposting leaflet detailing different support services
following their first contact with the researcher. All families were offered a follpacall

and signposted to support services as required.

The most comon risks to children and young people participating in research are 1) time
lost, disruption and impact on opportunities to do other things, 2) psychological or
emotional distress, 3) safeguarding and child protection, 4) breach of confidentiality,
anonynity or privacy and 5) negative impact from the research findifig$he researher
respected participants' time, schedules, and commitments to minimise these risks.
Participants had the opportunity to discuss and negotiate their preferred timings, who was
present with them and where they were. Using a virtual platform meant less wias

required to participate in the research as the participants did not need to travel. Interviews
with children were often shorter, acknowledging the tiring nature of virtual communication.

Participants were thanked for their time, both verbally andwriting.

Considering the nature of the topic, asking children about their experiences following the
death of a parent had the potential to be distressing and could Heaematising to some
children and young people. For some participants, this may bditst time they have

shared their experience or feelings with anyone; some children do not know it is an option

to talk to someone or who best to talk to or get support. Fexéace interviews are
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deemed the best data collection method for sensitiveless as they allow the researcher to
monitor and respond to any negative impact caused by the resé&rdks this is

anticipated, it can be planned for.

Before taking part in the interviews, participants met the researctietally, face to face

Ay I w3aSi G2 whioh allgwedtBelevaldp@mentioRrapport, and gavepest

to participants, allowing the researcher to enter their wé#tIn the session the researcher
used seHdisclosure by sharing some personal information about themselves, their family,
the motivation to do the research and the hope it would make a difference to other
families.Evdence has shown researcher disclosure can give participants a sense of comfort,
put them at ease and greater promote trust to allow them share their stétfieResearcher
seltdisclosure can also reduce researcher and participant power balances and allow the
research interview to be more like a conversation, with the researcher taking on the role of

co-participant®®,

¢CKS WwasSih (2 1y2¢ weSaQchatSdisdussitl thd familiésdhstkheyl K S
may or may not get upset, which is entirely normal, and theeeplan to follow if they are
upset(grounding technique/distress protocolyvhichis sent out to them before the
interview. Children knew they were able to stop the interview at any timigthe stop/go
cards Appendx 3) orbytellingthe researcher. The researcher watched for signs that the
child was upset and may need a break, move on to another topic, or stop the interview
altogether. The study allowed establishing a route to accessing help and support in the
family or individuals they may not have considered. All participants were provided with a
support sheet that gave them organisations to seek other sources of supfqmpe(dix4).
Participants had the opportunity to sp& with the researcher after the interviewroviding
an opportunity to signpost them to relevant sources of support if required. It has been
acknowledged that research data can be misreported in the media, which could be
upsetting. Children will have thegpportunity to be involved with the presentation of

findings, thus making them child friendly.

Whilst everything was done to minimise harm, the researcher was keen to benefit the
participants. The participants knew their experiences wdétp other bereaed families

and those who encounter bereaved families by increasing our knowledge and improving
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policy and service®articipants were sent a personal thank you card following involvement,

and they were allowed to help make findings cHiiéndly at the end of the project.

Recognising the power imbalances in research relationships, the researcher was alert that
potential participants could feel obliged or required to participate. To ensure participation
was voluntary, it was unnecessary for the parent ahdd from each family to participate. If

a parent or child from the same family did not want to participate in the research, the other
could (children can participate without their parent as long as parental consent has been
provided). Furthermore, evenyarticipant had to give their own consent, which will be

discussed further.

6.4 Sampling

Driven by the research objectives, there were two sample groups involved in the study:

1) Children aged 10 to 18 years who had experienced the death of a parent

2) Surviving paents of parentally bereaved, dependent aged children.

6.4.1 Eligibility criteria

The eligibility criteria for the study can be foundTiable14. Children were eligible for the

study if they were bereaved between ages six and eightgghe time of their parent's

death. This age was decided as developmental psychology suggests that children under six
may have cognitive difficulty understanding de®thFrom this age,hildren become more
curious about death and the surrounding rituals and are aware of others' respShses
Children must be ten years or above to participate in the research; this age was agreed upon
by members of th& 2 dzy’ 3 LIS N& 2 Y Q XPA} Berbavadfaddy's grolp dat) o
from speakingo professionals offering virtual bereavement support. Research suggests that
most children fully understand that death is final and inevitable by ag@.ténvas agreed

that most children aged ten or above wduhave the concentration to participate in a

virtual interview. Some children under ten may not fully understand the research's aim,
benefits, or risk&¥2 However, it is argued that informed consent is a fundamental right of
every child irrespective of age or abilififheresearcher's obligatiomasto help children
understand what the research is about and what they agree to gushildfriendly

language, explanations and informatianeaning young children can give consent providing
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they have the appropriate information, and they are supported in the praéésbhe

principles of the Gillick Competency Framework will be used to assess whether a child has
the maturity to make their own decisions and to understand the implications afeho
decisiond®3264 The National Society for the Prevention of Cruelty to Children (NSPCC)
advises professionals to consider several things when assessing a child's capacity to consent
- the child's age, maturitpnd metal capacity, their understanding of the project and what it
involves including advantages, disadvantages and potentialtEnngimpact, their

understanding of the risks, implications and consequences that may arise from their

decision, how well thg understand any advice or information they have been given and

their ability to explain the rationale around their reasoning and decision mé&king

Potential parent participants were initially approached aftered the opportunity for
themselves and their child/children to participate when they had been bereaved for at least
12 weeks. There was no upper time limit to how long since the bereavement they could
participate, providing they met the eligibility tzria. Limited research shows the best time
to offer support; however, guidelines suggest the first meeting should be between 82and
week%, Murray Parkes, an expert in grief and bereavement, suggests thiag iimitial

period following a death, the bereaved have support from those who rally arthem.
However, this support typically lasts one to two months, anchthiee bereaved person

often finds themselves alo€. Public involvement consultation suggested that families will
only choose to be involved with a study when they are ready to speak about it, which will
differ for each family. Although bereaved members of the public involvement group had
been bereaved between 11 months and 10 years, they agreed that if they hadybesm
information about this project soon after bereavement, it would have not added to their
upset or distresslif they had beeninterested, theyfelt they would haveasked for more

information or theywould havediscarad the information.
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Tablel4 Study eligibility criteria

Eligibility criteria for parents/guardians

Eligibility criteria for children

Parents or guardians of dependent
children aged 18 years or under who
have experienced the death of the

other parent by any cause

Children must have experienced parental
death by any cause when they were ageq
to 18 or and be aged 108 years at the

time of recruitment

Parents or guardians must be residen

in the UK at the time of the interview

Children must be residents of the UK

Parents or guardians must have been
bereaved at least 12 weeks prior to

approach or participation in the study

Children must have been bereaved at lea
12 weeks prior to approach or participatio

in the study

Parents or guardians may participate

Children's parent/guardian does not have

without their child's participation to participate to enable the child to
participate; however, children under 16
years must have parent/guardian consent

to participate

Parents or guardians must be able to | Children must be able to read, understant

read, undersand and speak English | and speak English

6.4.2 Sampling and recruitment

Sampling describes the process of selecting research participants for the study. The study
aimsto explore an underesearched phenomenon in greatdepth throughthe eyes of
children and theilsurviving parents. They are viewed as a 'hard to reach' population, which
is evident in the limited research with their involvem&hiGrounded theory studies do not
have a specified number of participants; instead, sampling is driven by the developing
theory?”. Recruitment was an ongoing proce$sis isan essential featre of grounded

theory research involving a continuous cycle of data collection and analysis, facilitated
through ongoing recruitment, which would stop when the constructed theoretical
categories were saturated with da¥&. Figure6 provides an overview of theecruitment

process.



Potential participants will Potential participants will be
see flyer on social media. given flyer from the service
they are connected to.

Optin
The flyer will invite participants to voluntarily take part
in the project.
\ Potential participant would like to be
Potential participant does not want to involved or would like further information.

take part.

Participants do not need to do anything if
they do not want to take part, if they wish
they can give the reason why they would

\ not like to take part. )

Researcher will send age-appropriate
participant information sheets and consent
forms and arrange an optional ‘get to know
me’ session.

ﬂ“’"‘i" participant does not want to \ ( N

take part. Potential participants want to take part.

All participants will give their own informed
consent for their participation.

In addition, parents will give consent for
children under 16 who want to participate.

Participants do not need to do anything if
they do not want to take part. They will be
thanked for their interest and if they wish
they can give the reason why they would

Qot like to take part. j l P

( ™\
Once consent is given the interviews will be
arranged to suit the needs of the

Following consent, any participant can M participants. '

withdraw from the project. l

\

Participants may be asked to take partina
further interview and will be invited to
review findings and plan dissemination.

Figure6 Recruitment flow chart
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The decision to recruit through social media was primarily made becauGevad However,

it soon became apparent that this recruitment method had the scope to reach thousdnds
people quickly, which proved beneficial when the time was limited and allowed the
inclusion of geographically dispersed participants. The initial search strategy was to firstly
approach and invite thirgsector bereavement organisations to share the tgtnent flyer

using their social media platforms, including Facebook and Twitter.

Purposive sampling was used to recruit the first sample of families aiming for maximum
diversity. Participants were recruited between September 2021 and April 2022. linghe f
wave of recruitment, four families were represented, two mothers, two fathers, and five
children aged eleven to seventeen who experienced expected and sudden deaths. There
was a pause during Decemb#921as the researcher found that families involvatthat

stage had asked to participate after the Christmas period. Whilst recruitment was on pause,
the ethics committee approved an amendment to the study protocol to allow hospices to
share the recruitment flyer. In January 2022, several hospices agpedtdhre the flyer, and

the researcher used their social media platforms teshare the flyer resulting in another

recruitment wave.

Sharing the recruitmenflyer (Figure7) inJanuary 2022 proved successfuithaen families
seeing the flyer on Twitter and contacting the researcher. It was expected that NHS Ethics
approval would be needed to recruit via other settings. However, successful recruitment
using social media meant this was not required. Snowbalpfiagmprocedures were also
undertaken with participants, but the consent forms were not returned despite the study

information being requested by two other families.

Overall, one family was recruited through the researcher's professional network, five
families were recruited from bereavement services, including hospices, and the remaining
eleven families had seen the recruitment flyer on social media (Twitter n=10, Facebook
n=1).



Areyou
bereaved?

/

This project wants
1o speak to
bereaved children
and parents to ask
how you supported

What each other and
helped ' what helped you.
you?
—

—. Hello, my name is Alex Wray.
'm a nurse and researcher at
Hull York Medical School

| want to learn how we can
best support children and
families following the death of
a parent and | need your help.

»
N .
oI

Share your story

Bereaved children, young
people and families can
often feel alone In their
experience. Help make a

difference by sharing your
experience and Iimprove

how we can support
bereaved families.

Figure7 Recruitment flyer

6.4.3 Theoretical sampling

Why:Your experience
is extremely valuable
and will help us to
improve the support
we give to children
and families following
the death of a parent.

f you think you can help or
you would ke to find out
more, please contact me

3lexancra wray@hyms ac uk

,,,,,,

You can aiso visit the HYMS

website for further

Who: We would like
Lo speak to parents
whose partner has
died and their
children aged
between 10 and 18.
Families must live in
the UK,

Share your story
n®™
-

A ?

nformation www hyms ac uk

What: We would like
to invite each of you
to take part in an
interview to hear
about how you were
supported during
this time. It will take
around one hour.

A58

When and where:
Online using Zoom or
the telephone and at
a time that is
convenient for you.

Folloving interviews with the first family, theoretical sampling began and continued until

theoretical saturation was achieved. In their early writings, Glaser and Stfadefined

theoretical sensitivity as the ability of the researcher to "conceptualise and formulate a

theory as it emerges from the data", which is developed through practice and appli&tion

(p. 46). Glaséfedescribed how researchers embarking on theoretical sampling do not know

what to sample for and where that will lead them; as codes are discovered, they are

saturated by looking for groups to compare theavith. As previously discussed, sampling

began with a small purposive sampitat strived to ensure maximum variation and a

manageable quantity of dat&. As datavere analysed, theoretical sampling focused on the

constant comparative analysis to show which categories required further development

allowing the researcheo follow leads in the dat#®. Strategic decisions were made about

what or whom to gather further data frof>. Memos aided theoretical sampling by

allowing the researcher to consider sousa® aid theoretical sampling and create an audit

trail of the decisions madél. As the theory developed, theoretical sampling was used to
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check the emerging conceptual framewétkand ontinued until the researcher no longer

identified new codes in the dat¥.

6.4.4 Screening for eligibility

Prior to sending participant information packs, potehgparticipants interested in the
research were screened for eligibility to ensure that only the participants who met the
inclusion criteria were recruited into the study. As this wasioptpotential participants
contacted the researcher directly in thiest instance. Once confirmed to be eligible for the
study, a participant information pack was sent, and they were offered a 'get to know me'
session. Parents made the first contact and then spoke to their child(ren) to ask if they
would like to be involed. Participant information packs included information for parents,
and ageappropriateinformation for their childrenwas sent to 22 families. Each pack
consisted of: a participatioletter (Appendix5) to thank participants for their interest in the
study and provide information on the next ste@sparticipant information sheet (PIS) for
parents(Appendix6) and adifferent agespecificchild PISAppendix7 for children aged 14
18 years and\ppendix &or children aged 10 to 13 yegmsxplaining the purpose of the
study, what taking part would involve; a parg@ppendix9) and separate child consent
form (Appendix10for children aged 148 years and\ppendix 1 for childrenaged 1013
year9, a parentand childfocused support signposting leafleind a prestamped envelope
to return their signed consent form to the researcher. Once a signed cofs@ntwas
received, the researcher contacted the participant again to plan the 'get to know me
session'fithis had not already taken place and then agreed on interview arrangements. If a
consent form had not been received within ten working days, the researcher contacted the
participant to follow up. Unfortunately, there was often a delay in receiving carfeems.
Parents gave reassurance that they were keen to be involved; however, theyoftene
busy and had forgéén to return the consent formOf the 22 participant information packs
sent out, consent forms were returned by 17 families. The four fasmilieo did not return
consent forms did not respond to the researcher's folopy therefore, it is unclear why

they subsequently chose not to participate.

6.5 Gatekeeping
Evidence suggests that watitentioned gatekeepers wishing to 'protect’ children can

further marginalise vulnerable groups by not allowing them an opportunity to make an
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informed decision or receive the benefits of research participafidiBereaved individuals

are a hareto-reach group. Research has questioned if routes 'iadwessing bereaved

young people are challenging for us, then how do they navigate routes' out’' and access to
support during challenging timés Therefore, this study and children's participation are
paramount to help improve how we support bereavetldren and their families. As

discussed earlier, gatekeeping was experienced throughout the study, beginning with public

involvement and initial meetings with professionals in the field.

Anticipating gatekeeping from professionals and parents, | idedtiinyself as an

experienced nurse facilitating bereavement support groups to gain access to the field. It was
important for parents and professionals identifying participants to have confidence and

trust in my abilities to research with bereaved childrerddamilies. The public involvement
work helped me understand how to present myself to participants, and an understanding of
my background helped them feel confident, comfortable, and safe to share their
experiences with me. It is recognised that develgpiapport and trust provides

interactions that can deepen our understanding of the phenomenon under res&arth

needed ampproachable personality for participants to open up and share their

experiences. Personality and emotional intelligence are important and can shape the
research process and product, yet thane often not considered within researét?.

Research has shown that participants can judge the resealphtheir personality, social

skills, and emotional responses, impacting accessing participants and the amount they open

up to share their experiencés.

Recognising parents as gatekeepers, it was crucial to provide them with confidence in my
expertise and skills and develogpport to allow theparent to know and trust the
researcherTherefore, the parents initially spoke on the phone to the researcher and the
family were allowed to take part in a 'get to know me' sessmaddress any concerns and
satisf/ the parent that the needs and safetf the child will always take precedence over

the research®®.

6.6 Participants' autonomgndinformed consent
The University of Hull Research Ethics PElicefines a child as any person under 18 years.

According to the age when a young person turns 16, they are presumed to possess the



capacity to consent themselves; for those under 16, there is no deemed ‘competent’ age.
Following the Research and Ethics Policy, any participants under the age of 16 required
formal consent from their parent/legal guardian to potentially participate. However, age
categorisation can be problematic as it does not recognise a child's intelleatbility,
development speed, maturity or experierféé Due to the sensitive nature of the research,
parental consent was to be obtained for all participants under the age of 16, with children
over the age of 16 providing their own informed consent. If parents were not participating
in the project, children wee asked to discuss their participation with their parents and seek
their agreement to proceed (even though parental consent is not formally required).
Parents must be aware of their children's involvement as they will support them and help

make sense ofe research’2

For those over 16 years, once parental consent has been gracitddren give their own
informed consent, as parents cannot consent on behalf of their child. The child's right,
under Article 1Z; The United Nations Convention of the Rights of a €hlipulates that a
child who is capable of forming their own views is to have the right to express those views
freely in all matters which affect thefth Chitiren are citizens with agency and lived
experience and have a right to say in matters that may affect #i&®mpowering children

to consent to participate in research freely, without coercion, threat, or persuasion, even if
a gatekeeper has provided consent, acknowledges the child as an expert in their own life
and promotes autonom'’s. The study adopted Lundy's Model of Participation,
conceptualising Articlé2 of the UN Convention of the Rights of the Child to ensure that
children have the space to express their views, their voice is enabled, they have an audience

for their views, and their views will have influeR¢e

For all participants, consent was checked throughout the study. Participants needed to be
fully informed; participant information sheets were made understandable and accessible to
participants of diffeent ages. There are three participant information sheptrent

participant information sheetschildren participant sheets for ages 14 and abaed

children participant information sheets for ages-18. These ages were chosen as from age
14; childrenappear to have an abstract understandithgt is similar to adults; between the

ages of 10 and 14, children have a developing understanding of what is involved in research

participation, so they will require information at a level they can understénd
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Individual participants' right to voluntary involvement was respected at all times. Initially,
ten parents participated withouttteir children's involvement. The reasons for this were that
the children were too young and did not meet the eligibility criteria (n=4), and parents did
not want to ask their children if they would like to participate (n=4), although as the study
progressé, one parent did ask their child who subsequently participated. They did not want
to ask their children because they felt they were doing well, did not want to cause any
setbacks, or felt they already had other things going on and did not want to put amore

them. In addition, two children who had been bereaved less than six months were not
approached to participate (n=2). One child was struggling with extreme physical symptoms
and awaiting an urgent mental health review, and the other was receiving fmiofes
bereavement support but had not been able to speak with anyone about her mother since
the death. This decision was discussed with the parents and professionals providing support

and agreed upon with supervisors.

If a child would like to participatbut their parent would not, any child under 16 would
need parental consent. Had any participant agreed to be involved and subsequently
changed their mind, they would be reassured that it wagydk change their mind at any

time without providing a reaso

6.7 Supporting participants and distress protocol

Supporting families in the project has been the primary concern and plans to support

families were developed following public involvement.

| am aregistered nurse; working within the local hospital's bere@ent support team. In
addition, | chair the local child bereavement advisory group and am a certified Grief
Recovery Method specialist. During a leave of absémttee pandemic, | developed and
managed a family support team and incorporated bereavemappsrt for families. Before
this, 1 worked in different enaf-life settings within the hospital and am experienced in
supporting families during endf-life care. My background provided some expertise in
supporting bereaved families within the study andsicarefully managed through

reflexivity to identify preexisting knowledge and potential bias.

Hforts were made to minimise distresBarticipants were offered an introductory session

with the researcher prior to participation. This session alloweddé&eelopment of rapport
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and trust, allowing families to get to know the researcher and for participants to feel
comfortable sharing their experiences. It also allowed participants taZzoem if this was

not a platform they had previously used. Before amgiiview with a child participant, the
researcher contacted parents to gain their support in keeping the researcher informed of
how the child was doing. The participants were sent a grounding technique to practice with
the researcher. All participants weteld in the participant information and at the beginning
of each interview thatthey did not have to answer any questions they did not wanthey
could stop the interview at any timéehe research is not a test with right and wrong

answers; everyonesanindividual the researcher is interested in different experiences and

views and participants could tell the researcher if and when they need a break

Interviews began with an icebreaker game that was accessible andpggepriate. The
researcher wascutely aware of the potentially different needs of participants araild

ensure interviewsvere flexible and adaptable to those individual needs.

Photo elicitation had not been considered as an interview method. However, the researcher
shared family mitures during the 'get to know me' session. During the first interview with a
child, theywere asked if they could show the researcher a picture of their parent. Using
photos with children can help develop rapport at the beginning of the interview andgeov

an opportunity to identify anything that may be significant to the participant to explore
further'®, Subsequently, during the 'get to know me' session, families were invited to share

photos of the deceased parent should they wish.

Childhood traumatic grief is not a normal reaction for children to experience following the
death of a loved one, evenhen the cause of death is traumati¢ However, the

researcher recognises the potential for any participants to display trawglaed emotions.
Children with childhood traumatic grief often avoid talking about the death or the person
who has died; therefore, they would likely not want to participate in the study. The UK
Trauma Coundi®has recognised the need to identify and support children experiencing
traumatic bereavement and developed resources that were added to the parent's and

children's bereavement support leaflet.

Undertaking sensitive research with bereaved participants meguiher well-being to be of

utmost importance. It required developing a process to ensure that should participants
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become distressed, they would receive the professional support they may’ifeétithe

start of the interview, the researcher confirmed the participant's best contact number and
current address. For children, this was their parents' contact number and their own if they
had one. If a participant became upset during the interviévallowed the distress protocol.

A few parents and one child became upset during the interviews. They all wished to
continue with the interview and were supportéd do sa Reflecting on particgnts who
became upset during the interviews when this first happened, it highlightedeghe

gravity of their involvement and what | was asking of participdrislieved it important to
offer a chance to take a break or stop the interview. HoweWegs very keen to
acknowledge that it was @lyto be upset. In the case of the child who cried during the
interview, hadl stopped, it felt like this would be telling the child it was noagko be

upset. This was reflected in a memo presented later indhapter Figure8). Participants
were made aware that if they left the interview unexpectedly, the researcher would use the
contact number to call and check their wbking. However, this did not happen. The
groundingtechnique was sent to all child participants, and they had an opportunity to
practice this with the researcher if it was not something they were familiar wigipéndix

12). Apart from practising the techaie, it was never needed duriran interview.

6.8 Confidentiality

Confidentiality and anonymity are essential considerations in research, especially when
children are participanté?. Therefore, the confidentiality of all participants was protected
throughout data collection and analysis. Initially, children were asked to think of a
pseudnym used when the interviews were transcribed. However, following the first family
interviews it became apparent that the names the children chose would be known to the
rest of their family. Therefore, it was decided that the researcher would allocateesam
each participanthat were culturally appropriate and remove any identifiable data during
transcription. Children were also made aware that confidentiality may have to be broken if
they disclose any information regarding safeguarding issues. Asstereg nurse, if had

been concernedhat participants were at risk of harm, I1¥&a duty of care to act on that.
Depending on the disclosure, this may have required repotorand discussiomwith the
supervisory team and the University or possiblyj@ence to the hospital's safeguarding

policies and processes that | am familiar with through my clinical work.
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6.9 Data collection

All data collected was relevant, not excessive, and collected and stored following the Data
Protection Act 2018 and General D&eotection Regulation (GDPR) according to the ethics
approval. Raw data included consent forms, audio or video files, transcripts and memaos.
Hard copies of data such as consent forms were converted to digital files and stored on a
passwordprotected fileon the researcher's University account. Original copies of consent
forms were destroyed once digital copies were made. All interviews were undertaken by the

researcher, who also transcribed each interview.

6.9.1 Interviews with children and surviving parents

In-depth interviews with parentally bereaved children and their surviving parents were
deemed most appropriate due to the sensitive nature of this reseddclertaking

interviews with bereaved people who share their experiences of loss and its impact can
hawe a therapeutic effect, with the researcher having a dual role as researcher and
'therapist?°8, Focuggroups were considered and mhgve the ability to empower some
children to share their experiences, with safety in numbers and less pressure to answer
guestiong’32%5 However, it could make others feel more exposed when sharing their own
experiences and may restrict shartiyy Previous research with bereaved children found

that a group environment to share their experiences was intimidating for some, and not all
children were ready to share their stories witldrgroug’®. In addition, selcompletion
guestionnaires may raise difficult issues children who could be left in a distressed state
without support’3. Undetaking indepth interviewsallowed the researcher to give more
thorough explanations to ensure children understotwprovide reassurance, and put
participants at ease, allowing the flexibility to adapt timiokarify and reframe questions as
required. his type of interview is useful when discussing sensitive subjects allowing the
researcher to sensitively broach the subject whilst judging any discomfort and adjusting the

pace, wording, language, and style to meet the child's nEéds

In-depth interviewing was used as it is conversational and allowed a deep exploration which
would elicit each participant's interpretation of their experieriée Broad, operended

questions allowed unanticipated experiences to emétgedndividual interviews were the
preferred method; however, the researcher remained flexible with the participants to

control who would be present during the interview. For exdmeing aware of the change
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in power dynamics if a parent was present could make gathering and interpreting the child
participants' responses more diffictfit. Individual interviews meant the participants had

the researcher's complete attention and were recommended to explore sensitive topics
such as bereavemetit. It was clear that both children and parents appreciated having
someone listen to their story; many thanked me for listening. The anléspecially liked
taking control in the interviews, and the younger ones especially would use the stop and go

cards, with one child asking if he could use a film clapboard to start and end the interview.

The researcher used their professional skillsétpldevelop rapport and communicate
effectively with participantswhilst mindful of the need for the interviews to be flexible to
allow for the emergent nature of grounded thedfy. The interview guide was used

iterativelyand modified as concepts developed during the ana{sis

6.9.2 Online interviews

As the interviews would ride faceto-face, it was necessary to consider the ages of
children who would be considered eligible to participate. Public involvement agreed that
Zoom was an acceptable method of performing interviews in the current situatidhe
pandemic children nust be at least ten years old to participate, and any younger than they
may not have the concentration to complete an interview. It would also be necessary to

develop a rapport with the participants before the interviews as this was a sensitive topic.

A recent study investigating online technology in interviews with young people found Zoom
to be a successful method to undertake interviews and recruit a diverse purposeful sample,
including those deemed harder to re&éh It provided participants with a feeling of safety

and anonymity, allowing greater participation and inclusion of those who may not have
wanted an inperson interview, including those who are shy, introverted, and unlikely to
engage in an iperson inerview?’8. The study found that most participants preferred video
chat, finding it easy to use and convenient and allowing them to feel comfortable talking
about their personal livé€®. The disadvantages of video interviewing included problems
with electronic dewe, connectivity and challenges for participants in finding a private space
for the interviewt’® With this in mind, intrviewstiming wasflexible to suit the individual
participant's needs. During the introduction session, time was allowed for connecting, and

participants could try the online platform.
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Zoom interviews were undertaken and recorded using the Zoom softwaralniversity
managed account. One of the preferred platforms of the University was GDPR compliant
and configured to force passwords and protect privacy. Interviews began without recording,
and once consent to record was given the recording commengigd Zoom automatically

alerting participants that the interview was being recorded.

6.9.3 The topic guides

The topicguides Appendix13 for parents andAppendix % for childrer) consised of open

ended questions to allow participants to direct the interview and allow the researcher to
follow emerging leads whilst ensuring focus on the research question and objectives. The
initial openended questions were broadly framed around the stedybjectiveghat were
informed by gaps in the systematic literature review and talking to families in the public
involvement sessions. As the study progressed, there was a need to explore specific aspects
of participants' experiences; topic guides weewised accordingly. Initially, the topic guide
began with questions to build rapport with participants. After the first few interviews, it
became apparent that rapport had already been establishiadhe 'get to know me'

session This meanthe start of he interview could be tailored more to the individual and
what the researcher had learnt fropreviouslymeeting them. For example, one of the

young people had recently started driving lessons; rather than ask questions from the topic
guide, it was more psonal to ask how the lessons were progressing. Having previously met
the participants, it became easy to develop rapport within the interview setting and make it

less formal.

6.9.4 Piloting topic guides

To validate the topic guides prior to the primary intewgewith children and surviving

parents, they were piloted by researchers in the fieing roleplay to allow the researcher

to become familiar with the topic guide, develop setinfidence and an increased ability to
create safe and stimulating interactis.Pilot interviews then progressed with members of
the public involvement group, including one parent and three childvbo gave feedback

on the acceptability of the questions and how the interview should be undertaken. Children
trialled the activitiesincluding the emotions blobs and grounding technique which they

thought would be helpful in the interviews.



6.10Data analysis
The next section describ¢he processes followed to analyse the data. Although they are
described linearly, they were undertakeeratively with movement backwards and

forwards between the processes.

6.10.1 Concurrent data collection and constant comparative analysis
Grounded theory data analysis sees everything as a cofféepbncurrent data collection
and analysis are fundamental to grounded theory de&iyrMeaning datavere generated
with an initial small purposive sample of participants with experience withptienomenon
under investigation. Data were transcribed, eoldand analysed before further dateere
generated, and this analysis process was repe&ted: Constant compative analysis is
the process used when coding and developing categtfjedescribed as an analytic tool
which promotes reflective thinkirtg??4. The constant comparison involves identifying
similarities and differences in the data, comparing codes, emergeagoees and reflexive

memos with further data until theoretical saturation has been achi@éwetf!

6.10.2 Transcribig

Interviews were recorded using the Zoom recording feature via a University managed
account. The researcher transcribed the interviews verbatim into Microsoft Word as soon as
possible and before subsequent interviews. Transcribing the interviews alldveed t
researcher to become fully immersed within the dalizalsoallowed analysis to begin
immediately, including what and how participants spoke and considering any pauses,
emphasis on words, tone and body language. In addition, using these completeanterv
transcriptions for coding allowed the researcher to develop ideas and understantatgs

could otherwise be misséep.

6.10.3 Computerassisted qualitative data analysis

Computerassisted qualitative data analysis software (CAQDAS) helps organise large
amounts of data into manageable ceglfor more efficient analyi®. Once interviews were
transcribed, they were uploaded into NVivo software for analysis. NVivo 12 was the chosen
software that facilitated quicker coding and allowed theation of large volumes of codes
from the interview transcripts, which were more easily grouped into categories as

appropriate. In addition, NVivo allowed coding to be tracked and data analysis to be easily
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accessible, supporting the process of data gatigeand analysis and the constant move
back and forth between data and the ability to link memos to the #at&Jsing analytical
elements such as linking transcripts, codes, excerpts, and memos would allow swift
movement between the elements and aid in the comparison, integgreh, and coding of

the data.

6.10.4 Memo writing

Memo writing is crucial to grounded theory; it begins during the planning of the study and
continues untiiit is completed*l. Memos allow the researcher to record their analysis
thoughts, feelings, interpretations, and questions and direct further data colle@fiéf.

They allowthe resarcher to analyse the data and codes from the start of the research
process, moving towards theoretical categoff@sCharmaz suggests memos take the form

of raw and unedited writing, which allows for creative freedom whilst analysing the@data
Whilst coding, memos help write about the codes and any questions on thé*éldteemos
document the research process, including accessing and working in the field and developing
and defining categories from the data, which are then sorted and developed to form the

theory?8%. Memos are crucial to ensure quality within a grounded theory sttidy

Memos began in an ongoing reflexive diary at the beginning of the researcher's doctoral
studies. Once the project began, memos were written following encounters with
participants, following interviews, when decisions were made relating to the study and
whilst transcribing and analysing interview data. Memoing allowed the researcher to
maintaina reflexive stance throughout the research process and provided opportunities to
stop and focus on the codes, taking them apart, comparing them and identifying links
between thent?2. Maintaining reflexive and analytical memos supported theoretical
sensitivity whilst concurrent data collecting and analgsgave the researcher validation of
their interpretation of the emerging categorigsnsuring these were grounded in participant
data??2 In addition, memos provided a form of debriefing following interviews, reflecting on
how the interview had gone and how the researcher felt. An example is provideguire

8.
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22"d November2021post interview memo
From my initial memo post interview with Leo, my reflections were that it did not go \
well and | did not get much depth. | spoke a lot more in this interview than | had in th
previous two child terviews. During the interview, he was tearful at times, but | got th
impression he wanted to talk to me despite him finding it difficult to talk. This seems
will be a finding in itself, not knowing how to talk about it. | acknowledged his uquket 4
asked what was making him upset. On further reflection | questioned if | should have
more explicit asking if he wanted to stop the interview when he was gpsktn't do
this. | think this is maybe the clinician in me that is comfortable gttceis and people
getting upset in difficult conversations. | feel like if | asked him if he wanted to stop tf
could be taken as me saying that it is not ok to be upset and reinforce any issues he
have about talking about it and getting upset, rattiem seeing being upset talking abo
it as a normal reaction. Also, if this is an issue for children it is important to explore tf
the end of the interview he seemed happy and said he would like to take part in a fo
up interview. Fifteen minugeafter his interview | interviewed his mum who reassured
he was fine. Maybe | am overthinking this too much? Very conscious of what | am a
from these families.

I will make sure that any interviews when parent and child interviewed at the sagé ti
allow a gap in between. Meeting my supervisors next week so will discuss with them

they have seen the transcript.

Figure8 Post interview memo

The data analysis followed an iterative process of three key stages of cadsugrenarised

in Figure9. Eachstageis now be discussed.

Stage 1: Initial Stage 2: Focused Stage 3:

coding coding Theoretical coding

eConstructing ¢Development of ¢Development of

codes that categories from the core
remain close to comparing and category
the data organising initial sTheory

codes development

Figure9 Stages of data analysis, adapted from Birks and #fills



6.10.5 Initial coding and categorising data

Once transcribed, the completed interview transcripts were initially coded within a few days
of the interview to maintain the grounded theory method's principle of simultaneous data
collection and analysi4.. Initid coding is described as a process of fracturing the data,
allowing a deep understanding of the phenomenon and generation of ideas which could
have otherwise been missé®?4L Careful initial coding fulfils the fit and relevance required
to complete a grounded theory analy&is The study is set to fit in the empirical world

when codes have been constructed and then developed into categoriésniee clear
participants' experiencé®’. For itto be relevant, there must be an analytic framework to

interpret and explain the relationships between the processes and structure$%een

During initial coding, transcripts were read and each line allocated a code that provided a
short summary of that datahighlighting similar words, phrases andteans using gerunds
(action words and processes). Initial coding was done quickly and spontaneously, as
suggested by Charmaz, using participants' own words, where possible, to keep close to the
datal®%222 By coding each line of data, the researcher developed a good oversight of what
was happening in the data. Memos were used to capture thought processes and identify
gaps in the data ahrelevant areas for further exploration in subsequent interviéifs

Initial coding yielded a considerable number of cotled were grouped to describe

themes. For example, in parents' data, there were narratives around communication. These
included the difficulties in telling the children, how theyddhem, what helped, and the
importance of honesty. These were grouped as a theme, 'talking to the kids', which
captured the narrative around communicating with their children. Other ideas relating to
communication were also included in this theme. Thiscpss was adopted for all parent

data and then separately for the child data.

6.10.6 Focused coding

Where initial coding fractured the data, focused coding is the process of bringing the data
back together in a conceptually abstract form allowing the theorgrteerge from the

data®*l. A more conceptual coding level required comparing initial codes and data to decide
which had the greatest analytical povét These dominant codes become categories that
could synthesise and explain other segments of the #at&ocused coding was used to

fully develop the cagories, their properties and dimensidgfis connecting categories to
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sub-categories and linking categortés These categories were explored in greater detail in

subsequent interviews (theetical samplingf.

A small purposive sample of four families, including two mothers, two fathers and five
children aged eleven to seventeen, provided maximum variation. All had experienced
expected and unexpected paremtdeaths. One father was separated from the deceased
prior to their death, so, along with his child, they provided a seldward perspective. The
place of death varied within these families, including hospice, hospital and home. Following
these interviewsthe diversity of experiences allowed the researcher to begin focused

coding.

In order to raise codes to a category, it was necessary to compare data, incidents, contexts
and categorie®¥2 CharmaZ?suggests writing memos to define the category, analyse its
properties, outline the circumstances in which the category arises, is maintained and
changes, describe the consequences of the category and finally show how it relates to other
categoried?2. The themes deemed important for further exploration were guided by the

most prevalent themes in the data and following discussions with the researcher's

supervisors whilst focusing on the research aimg abjectives.

Theoretical sensitivity and reflexivity supported the decisions about which initial codes
should be raised to focused codes that would incisively and completely categorise the
date???. These tentative categories were then used in the coding of subsequent interviews
to determine their fit.Following further data collection, tentative category names were
changed to ensure the dataere completely encompassed. For exampdarent codesof
choosing to live for the children, focusing on the children, and neglecting your needs were
combined andenamedgutting everything into the childrefio account for the different

experiences fully. This code became a subcategory of a major category.

Using mind maps and diagramming whilst collecting data and analysing helped connect and
map codes during thimitial analysis and, as this progressed, aided a more conceptual
understanding of the phenomena. Storylines were also helpful during analysis to encourage

focus and integration by explicating the relationships between the concepts that would
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eventually m&e up the theory, ensure evidence was grounded in the data and limit any
gaps.

Further data collection, memoing and constant comparison allowed the continued
refinement of the categoriegndtheir subcategories and properties to understand which

would stand alone and which would be subsumed by others.

6.10.7 Theoretical coding

Advanced coding is crucial to theoretical integratiand producesa theory that is

grounded in data and has explanatory po#f&rWhen beginning theoretid coding, the
previously developed categories from the focused coding were abstfatheoretical

coding adds precision and clarity by going beyond creating relationships between categories
to exploring and analysing the relationships by concepsiradi how they are related.

Theoretical codes must earn their place in the developed th&8rihe initial coding

fractures the data, focused coding brings the data back together in conceptual groups that
emerge, and theoretical coding weaves tdget the fractured story into an organised

theory?8,

The datawere constantly interpreted for external validation through speaking with peers,
supervisors, professional colleagues, other researchers, and professiotiadsfield, some
of whom have personal experience of parental bereavement as a child. Doing so helped deal

with the researcher's subjectivity and any potential bias in the analysis process.

Data analysis to this point resulted in a set of categoriesHodien and separate categories
for parents. Categories from child and parent perspectives were compared and explored
with additional data to identify similarities and variations. The storyline analysis technique
was used to integrate, construct, formulaa@d present the findings from the d&ta,

resulting in the identification of a theoretical concept encompassing parent and child

support experiences.

Member checking was used to ensure the major categories were satuaaidto enhance
credibility and rigourand to reduce researcher b#ds Lincoln and GuB#, and Charm&#?
suggests that member checking be used as an opportunity to take ideas back to participants
for verification and gather further data to expand developing categ@ffedember

checking adopted a constructivist stance,@ncepts emerged, these were explored in
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subsequent interviews with children and parents, allowing participants to validate and

expand on the researcher's interpretation of the défa

Once the analysis of findings from the initial interviews was complete, the researcher
presentedthe synthesised and analysed datad the initial emerging theory tthree
members of the public involvement group and then in foloprinterviews with four
participants (one daughter, one son, and two mothef)isallowed validation that the
findings and proposed theory resonated with their experiences and remainathdeal in

the data®L. Following these followap interviews, it was deemed that theoretical saturation
had occurred, categories were well saturated, and no furthepprties or dimensions were

added to the presented categories.

6.10.8 Theory development

Grounded theories result in models or theories at different levels, either substantive or
formaP*L. A substantive theory is a theory thaaideveloped from and is grounded in
empirical work within a specific aré4. In contrast, a formal theory addresses more
conceptual and abstract areas of research that have broader applications than substantive
theories specific to agrticular context®6. The scope of this study was to produce a
substantive model reflecting a supportive response for children and parents following
parental death. The researcher generated the theory by following the grounded theory
processes as previously describ&dBirks and Ml explain the grounded theory

processes as three separate wheels consisting of essential processes, which the researcher
can drive like a mzhine to generate a theo®™. Their original figure has been adapted to
map the constructivist grounded theory generation processes, which have been followed in

FigurelO.
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Purposive sampling

Initial coding Theoretical sensitivity

: Focused coding
Concurrent data collection Theoretical coding

Selecting core
category Theoretical integration

Theoretical sampling

Constant comparative

analysis Theoretical saturation

Category identification

Figurel0 Grounded theory processes leading to theory development, adapted from Birks affd Mills

6.10.9 Identifying a core category

Intermediate coding allows the development of categories formed around a coreepd or
category??. Although not deemed essential by Charf#gzhis core category becorse
eviden®*%, It will be broad and abstract and relate to all the other categories, frequently
appearing within the data and representing all particip&ftsFurthermore, the core

category will be sufficiently abstract for research in other substantive atéaheoretical

coding of the key categories from parent and child data sets culminated in the development
of a substantive theorthat explained the major social processi play when children and

parents are supported following parental death.

6.10.10 Theoretical sensitivity

Theoretical sensitivity is an important aspect in the process of theory development
According to Glasé?, it is related to the researcher's personal and temperamental
inclinations alongside a theoretical insight into the field of study, with the ability to 'make
something of' your insight&3. Charmaz describes how theoretical sensitivity and coding
influence each other, allowing researchers to bring analytical precision to their reg&arch

Theoretical sensitivity can be developed through theori&ndVhilst collecting data and

137



analysing, the researcher uses their personal and psidesl experiences and prior
knowledge from the literature to build a conceptual framework for the phenomenon under
study?*’, The more immersed the researcher becomes in their data, the greater their

theoretical sensitivity*™.

The substantive theory developed in this research required theoretical sensitivity adopting
Charmaz's approach to theorising, which includes 'stopping, pondering and thinking
afresh®?? (p.244). When theorising, the phenomamunder study is taken apart, studied

from multiple stances, comparisons are made, leads are followed, and ideas are built upon.
Charmaz describes the acts required for theorising as seeing possibilities, establishing

connections and asking questiGis

6.11Ethical considerations

6.11.1 Ethical approval

Ethical approval for this study was granted o' Jaly 2021 through Hull York Medical
School Ethics Committee (Reference321Appendix 5). TheUniversityof Hull sponsored

the project. Before ethical approvals, the study protocol was pegrewed. All

documertation relating to the study was reviewed and amended accordingly, following
feedback from the public involvement groups. The study adopted afinoppproach that
relied on potential participants seeing the recruitment flyer. If potential participantseewer
interested in the study or wanted further information, they would contact the researcher
directly. The recruitment flyer was widely disseminated on social media platforms. Study
information was shared with many bereavement charities offering bereavesigoport in

the UK, who agreed to share the flyer on the charity's social media platforms and with
families in their groups. The first wave of recruitment successfully identified five families
through social media and bereavement charities who wished ttiggate. In addition,
several hospices showed interest in participating in the study. It was decided to seek an
amendment to the original ethical approval to allow hospices to share the recruitment flyer
on their social media channels and in their newslet and display the flyer within the
hospice. This amendment was granted ethical approval from HYMS Ethics Committee on

15" December021
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6.11.2 Benefits to participation

There were benefits to children and young people being involved in research; it gave them
an opportunity to have their say and share their experiences and views and a chance to help
other bereaved families receive the support they could have been lacking. Many of the
families who participated cited their motivation to help others in a sinslaration. Thisis
supported in previous studies, with children and parents feeling pleased to be involved in
research regarding a parental death, welcoming the opportunity to speak about their
experiences and to help others in a similar situattdfi®16? Children were open and

engaged with the interview proce¥and desired to be heard and for others to understand

their experiencé®.

A previous study intervieweplarentally bereaved children about their experiences and
invited them to comment on the interview. Children reported they were glad to be asked to
participateas:they wanted to talk about what it felt like when their parent was dyitigy
wanted the regarcher to know about their deceased parent and how they, felvas nice

to talk to someone who did not know their parergndthey felt they could talk about things
more knowing the researcher would not cry when they talked about their patem
systematic review investigating the benefits and burdens of paediatric palliative care and
end-of-life research found patients and family members more heavily emphasised the
benefits of being involved with such research than theearchers and clinicians who

heavily emphasised the burdei§d The benefits of research involvement described by
families were largely intrapersonal. They found it helpful to talk about their situation and
tell their story to a noqudgemental researcher. It was therapeutic, offering an outlet for
their emotions and giving them hope that their participation could benefit other families in
similar situation#?. The most sigificant burden was the timing of the research while their
child was dying. Parents found the topic painful or sad yet consistently found the process of
telling their story healingf2. Researchers found an inherdsiis when clinicians only

referred families they perceived to be doing W&l which could be possible in trégudy.

Other benefits to children being involved in research are that like adults' children enjoy
shaing their views about their unique lived experienctsllows them to have a say in
what matters to themthey receive respect from adults through having their views and

opinions heard and can see how their voice can lead to positive clihagmay albw



children to feel more confident sharing their voice. Findings could inform future services,
policies and decisiemaking. The participants and their peers could benefit from any
improvements made to bereavement support following this projédsq the project gives

children the chance to gain new knowledge, experience and<kills

All participants were asked to provide anonymous feedback following their involvement
that would add to the limited evidence about the impact of participation in bereavement
research for bereaved families. This feedback form was piloted with the pobbdlvement
group following their pilot interviews about their involvement in the study. One child
feedbackform, which is shared withbermission Figurell), gavethe researcher confidence
in their abilities to mdertake the study and confirmed that the study would benefit

participants and add to this undeesearched area.
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Thank you for your help with the interview, what you have told me will help me learn how

Supporting families when a parent has died

Interview feedback

we can better support families when a parent has died.

If you have time, | would be very grateful if you could answer these questions about the

interview and what itis like being in the project and doing research.

1.

3.

Canyou remember what you first thought when you were asked to take part?

I .P/J (iu}}c nerves  of —f—’.’r>4’ l‘Ju"' af? ila oA ’7.”

(" was t f")‘k‘g?¢l 3
Why did you want to take part?
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How was it talking to Alex?
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How did you feel after the interview?
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5. Was there anything you enjoyed al?out taking part? ¢

6.

7:

Thank you very much for filling this in, please can you post it back to me in the envelope

S
yorks\'nre cancer

Figurell Feedback form following child participation during public involvement
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6.12Researcher considerations

Evidence sggests that researchers working with sensitive topics and marginalised groups
often feel illprepared for the work's emotional impact and dealing with challenging
situation®>%, My previousexperienceof over 14 years work supporting families through
end-of-life care and bereavement will daghly beneficial, meaning that | am prepared and
experienced in this emotional work and dealing with difficult situatidresn compassionate
and experienced in communicating in difficult situations, delivedistressinghews and
facilitating the endof-life discussions with families. | am chair and facilitator of a hospital
bereavement support group, and | chair the local Child Bereavement Advisory Group. | am
registered with the Nursing and Midwifery Council and adheréntrtcode of conduct.

Certain aspects of the code are very relevant to the study, including acting in the best
interests of people at all times, recognise and working within the limits of your competence,
acting with honesty and integrity at all times, ammdating people in a way that does not

take advantage of their vulnerability or cause them upset or dist@sdraisngconcerns
immediately if you believe a person is vulnerable or at risk and needs extra support and

protectior?8?,

Recognising bereavemeresearch is emotionally charged with the potential to cause pain
and discomfort to the researcheandit wasvital for me to protect myself whilst

researching a distressing subject. | drew on my resilience and experiences of many years in
clinical pratice working in enebf-life care. In previous roleshad been close to

experiencing burn out. Therefore, | was acutely aware of the importance of looking after

myself and what | had learned over the years that | needed to do in order to protect myself.

Reflexivity was crucial to this study; before and after all interviews, the researcher reflected
on the interviews and the impact of the research on their emotional, practical and safety
needs. An example of reflexivity is providadrigurel2. Memos were helpful in checking in

on myself. | would write a memo before the interview about what | was thinking, what |
knew about this familyand how | thought the interview would géfterwards, | wrote a

memo about howthe interview had gon@nd whether there wre any issues or anything |

was worried about.



Soon after the interview completedthe transcription and sent the interview transcript to
my supervisor. My supervisor read the transcript before meeting mesoudss how the
interview had gone. This happened soon after the interviews and allowed me a space to
reflect on the interview, check in with how | felt, and also for them to acknowledge the
difficult things that | had heard.

As a clinicianl have extensivexperiencdn facilitating difficult conversations and have
enhanced therapeutic communication skillghich have been developed over many years. |
am emotionally intelligent and have good salffarenesswhich mears that | anmconfident

in being able tolsow my own emotiosto participants without being overcome by

emotion.

| took practical actions to mitigate against the risk of emotional exhaustion and would,

where possiblelimit interviews to one per day.

| had a good support system with informal afwimal support mechanisms, which included
three supervisors with planned monthly meetings and access available anytime between
those meetingsPlusprofessional colleagueboth in the field and within the wider

research group who were available to prd&isupport as required. The researcher has
extensive experience working in emotionally and mentally draining environments and was
aware of the importance of managing one's wading and debriefingShould | have

required further debrieing, | had accesstthe hospital chaplaincy and psychological team

as a staff member.

All interviews took place virtually. Should any have happened face to face, the researcher's
safety would have been considered assessing risk in any interviews, and the researcher lone
worker policy would have been followed. The research administration team would know

any interviews with contact details, addresses and expected interview length, and the

researcher would check in before and after the interview.

From embarking on the qualites interviews, | worried about my ability to elicit rich da
from the participants. | worried if | could do this with children. However, reflecting on
findings, | gathered rich data, which has given me confidence in my abilities and deV
my skils to listen and hear participants' experiences in ajapdgmental way, as | descril
in thisreflexive memo
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spirit of effective listening. The character sums wy hbstened to the stories the

participants shared. | listened with my ears to hear their stories, my eyes to see how
were coping during the interview, and understand what their story meant to them. | ¢
them my undivided attention, listened withyrmind to think about what they were tellin
me, what cues they were giving me and finally, | listened with my heart to feel their s

ves (1o see)

Ears (1o hear) g %

# <
Undivided Alention
(to focus)

7

Mind - (to Think)

Following thanitial interviews, | realised how much | was asking participants to share
experiences and woed about this impact on them. However, | soon found that
participants enjoyed sharing their stories. Participants were grateful for the opportun
talk and be heard. Although not intended to be therapeutic, it became clear that
participating in amiterview was having a therapeutic benefit to participants. Both paré
and children believed the research was needed and expressed thanks and gratitude

their opportunity to be involved. As demonstrated in the following quote from a parer

" think,just like this, now, has helped me massively, so I'm very grateful, thank
because it's, it's. Every time you do this, for me, it's like a weight gone, and it s
you for a bit longer than, I'm hoping that eventually that that period of timeetill ¢
longer. But yeah just talking to somebody about it so whether that's counselling
just another person who's been through it, or a group of people. But there does

seem to be much about for people to acceSathy (mother).

Figurel2 Reflexive memo
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6.13How public involvement from those with a lived experience
influenced the Methods

Public involvement refers to the process in which research is conducted with or by patients,

carers, or members of the public to improve the quahind relevance of researi The

public involvement essential to thisusly required children and families with the lived

experiences of parental bereavement. Including those with lived experience has been of

paramount importance in the design of this study, ensuring that research was carried out

'with' bereaved families ratér than 'to’, 'about' or 'for' them®:. For the purpose of this

thesis, the public involvement group refsto the involvement of bereaved children and

families.

Research requires careful consideration to build and maintain relationships and to provide
individuals with a safe environment to discuss emotionally sensitive reséapics, using
flexible approaches to involvement and finding those with relevant lived experignce

Public involvement began during the development of the research protocol and included
two separate groups whbelped improve the quality of the research, ensuring the
accessibility of language and content of information, that methods were appropriate and
sensitive to the situations of potential participants and ensuring the outcomes of the

research were importanito the publi@®*

Public involvement sessions were virtual using the Zptatform due to the ongoing

restrictions imposedyy Covid No public involvement groups existed in the UK representing
bereaved children and families. Initially, it was decided to approach a Young Persons
Advisory Group (YPAG). Contact was made withiegigroups, and GeneratidR Liverpool

was keen to support the study and participated in one session. Part of a National network,
they are one of several groups based across the UK and funded by the National Institute for
Health Research (NIHR) with thempary remit of designing and delivering paediatric

research in the UK. The YPAG members did not have experience of parental bereavement,
but some had experienced bereavement within their families and communities. They were
all interested in children's pepectives and involvement in research. Their demographics

and background can be foural Tablel5.
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Tablel5 Public Involvement demographics for Young Persons Advisory Group

Demographics Baclground

Seventeen children and young people ag( Members of the Young Persons Advisory Grol
10¢ 20 and 3 parents. had not experienced parental deatS8ome had
experiences of bereavement within their family
There was an equal mix of gender and | and community. However, all had experience
ethnicity between White, British and Britis| and interest in research and children's

with Asian heritage. perspectives and involvement.

The YPAG were the first grotgprovidegood insight into research with childreHowever,

it was thought essential to involve those who have experienced parental death to ensure it
was designed for the welieing of participants. Recruited nationally, this second group
consisted of four mothers, one father, three daughters and two dimirgg within the UK. All
families were White and British, except one parent from Czechoslovakia. Families were
bereaved between eleven months and ten years before participation and bereaved by
sudden (n=2) or expected deaths #)=Their demographics arzhckground can be found in

Tablel®6.

Families have had regular involvement in the project's design since January 2021, including
Zoom sessions and written feedback on over 30 occasions. As this group consisted of
children and parents with lived experiences of parebleavement, it was unnecessary to
involve the YPAG further. It was decided between the researcher and the University public
involvement coordinator that due to the sensitive nature of the topic, fdumily's busy
schedules and the sessions taking place remotely, they should be undertaken individually
with families at a time that was convenient to them, rather than bring a group of bereaved

families who had never met together virtually.

Furthermore, itwould have been difficult for the researcher to offer adequate support to
anyone who may be distressed in a group settigplic involvement has been incorporated
throughout the project. Professionals working within bereavement services and researchers
in the field were consulted and contributed to the planning of the study, including reviewing

protocols and information sheets and participating in pilot interviews.
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Tablel6 Public involvement demographics for bereaved families

Demagraphics Background and relationship to the bereaved child

Mother & Recruited via the researcher who met this family

Daughter age 18 professionally when they were initially bereaved.
Father died suddenly three years ago.

Mother Recruited from Invole Hull (A general Hull York Medical

School Public involvement group)

Father died from cancer eleven months ago. Their son,
aged seven, was decided too young to input into the
project after discussion.

Father Recruited via Involve Hull member.

Mother diedof cancer ten years ago, leaving a son ageq
20, who was too busy to participate.

Mother & Recruited via social media posts.
Daughter aged 11 Father died of cancer three years ago.
Son aged 18 Recruited from social media.
Father died of cancer three yeaago.
Mother & children, Recruited through the Association of Palliative Care So
Daughter age 9 Workers.
Son age 12 Father died in an accident eight years ago.

Those with lived experiences of parental bereavement have greatly helped the researcher
plan the study to ensure participants’' needs and vieing remained at the forefront of all
decisions. Their input has been instrumental to the success of the study. They firstly
confirmed the need for the study and provided an understanding of the daabdjy of the
research. They aided the study's design and gakeableinsight into how to undertake
research with bereaved families, ensuring they were supported and gave ideas of how to
recruit families and gave assurance thmjievedit acceptablejf not essential that

bereaved families should be offered an opportunity to participate. The families gave insight
into how the researcher should present themselves and build rapport with participants. As
the study progressed they gave feedback on the gtiicdings and offered their ideas of

how to disseminatéhesefindings. The key findings from the public involvement work are
summarisedn Tablel7. Furtherdetails, including comments from the public involvement

members,can be found iAppendix16.



Tablel7 How public involvement shaped the study

Public involvement key findings from
bereaved children and families:

How public involvement shaped the gty:

Confirmed the need for the research
and the importance of speaking with
those who have lived experience.

Interviews would be undertaken with both
bereaved children and their parents.

A distress protocol was devised to support
participants, and a gunding technique was
available to support distressed children.

Both children and parents must have
the opportunity to be involved.
Families thought participants would b¢
pleased to be asked to be involved.

The study would be ogih, so anyone who saw thy
recruitment flyer would be invited, and it would b
up to the individual if they chose to participate.
There would be no pressure to participate.

These families experienced a lack of
support from those around them and
were sometimes unaware of what
suppat was available.

A bereavement support signposting leaflet was
developed and given to each participant.

The researcher checked in with each participant|
following the interview.

Virtual interviews were deemed
acceptable for interviewing children
and parerts about their bereavement
experiences. In addition, the actual
public involvement work was virtual,
giving the families an insight into how
that would work.

Participants could choose a virtual, telephone ofr
faceto-face interview.

Considering how soon figlies would
want to be involved after their
bereavement, the group believed this
was unique and should be up to the
individual family. For some, it may be
ok weeks after. For others, it may be
years later when they feel comfortable
talking. However, famis confirmed
that receiving the recruitment flyer
soon after their bereavement would
not have caused them further distress

The researcher would speak to any participant
when they were ready but providing it had been
least 12 weeks since they becamedeved.

Families reviewed and gave feedback
on all of the study information to
ensure information was
understandable, agappropriate, and
contained sufficient information about
the study, including recruitment flyer,
participant information sheets, consé
forms, support signposting leaflet, ang
how to support someone becoming

distressed and interview topic guides.

All documentation was reviewed, amended and
approved by the families. Families also gave
feedback on the 'get to know me session’ and
participated in pilot interviews.
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Undertaking public involvement work
allowed the researcher insight into ho)
difficult recruitment could be. There
would likely be gatekeeping from
parents and professionals who felt
protective over the children. However]
undertakng the public involvement
work, the researcher found that when
families and professionals met her,
they were more comfortable and
interested in the study.

The researcher met with services and parent
participants who could find out her background,
experierce and plans for undertaking the resear
before they decided to participate.

The protocol was devised to recruit bereaved
children initially. Then, if unsuccessful, the study
would recruit adults bereaved as children who
be easier to reach.

Familieshighlighted the importance of
developing relationships and building
trust and rapport with participants to
help them feel safe and comfortable
with the researcher.

A 'get to know me' session was devised and pilg
with families. This session allowed peaipants to
learn about the researcher's background,
personally and professionally and why they werg
doing the research, and also allowed them to as
guestions.

Parents could meet the researcher and participa
before deciding if they wanted to approachetr
children. The 'get to know me' session was offer
to all child and parent participants. Child
interviews also used an id&reaker game before
and after the interview.

The interview needs flexibility with
timing, place and who was present.
Some childen want to be alone, and
others may want their parent present.

Each individual would decide when and where t(
be interviewed and whom they wanted to be
present, which could change as needed.

Research with children requires an
evolving and dynamic intection
requiring the researcher to be flexible|
adaptable, and responsive to the
individual needs of the participants

For child interviews, they started with an ice
breaker game. Children were also sent stop and
cards so they could control the intervieWwhe child
could use several activities during the interview,
including drawing, mapping, and vignettes. Thes
activities will not add to the research findings bu
act as a distraction to make the interview less
formal.

All public involvement members
wanted to be told the findings from the
study and consented to further
involvement to comment on findings
and dissemination.

Throughout the study families have received
updates about the study progress.

Families believed findings would need to be
accessibleand short summaries would be helpfu
for bereaved families.

Some of the families reviewed and offered
feedback of the initial findings.




6.14Developing the substantive theory

¢CKS adzadl ydAgdS 3INPR dzy RDéaudeyQudesllyou Had@eas A y 3
constructed by iteratively developing and comparing the similarities and differences
between the categories that emerged from the two data sets (children and surviving
parents) until theoretical saturation was achie¥éP+% Thisnewtheory explains the major
social processes when children and surviving parents experience support following parental
death. The shstantive theory developed and presented in this thesis contributes to
understanding how children and surviving parents support one another, the support they
receive from their existing networks and, importantly, identifies areas where support is

lacking.

The following section aims to provide insight with examples of the grounded theory
processes to explain how the findings were constructed and developed to form the
substantive theory. First, parent and child interviews were coded separately. Then, each
interview was coded lindy-line. Once the initial coding was complete, there were 1031
initial codes from the child's perspective and 1225 from the parent's perspediadel8
provides an example of the inititlwhe-by-line coding of exerts from the initial parent

interview transcripts.

Table18 Examples of initial coding from parent interviews

Participant | Narrative from interview Line-by-line code
Jenny GaYYZ &SI K AylschliBethdrds@ > | After a year you
(mum) there's a fear that you should be getting on with | feel like you

life, and you know, you've had your first year, so, should get on
which is what we've just passed, so you know, | with it and not be
now, now it's time to kind of get on with it and a burden

OLI dza S0 R2Yy Qi thedzuRS Yy
which is how | feebut | know | can tell them in thi

INRPdzL) GKIFG AdGYa y23a NA
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with young kids and then obviously then her
actually dying and then adjusting intcaw, new,

ySé y2NXIf>X L 3IdSaas

Sarah G, 2dz (y262 L R2yUG gl y52yQiG gt
(mum) young. You know it's happenet is **** but | labelled as
don't really want to be labelled as as that and it | widowed and
g2yudi RSFAYS YS | & &KI|young.
John G¢KS LINRPofSY gl a L RSL Financial worries
(dad) which meant that, when she passed, there was
amostt af A3IKG LINBaadz2NB i
Chris GXGKS gK2tS LINRPOS&aa 2 ¥ Adjustingtoa
(dad) around the fact that she was terminally ill, at 43 | new normal

Focused coding meant initial codes were grouped to form categories and subcategories,

which began to identify and explain conceptual patterns identified in the data throig

analysig*!, asshown in

Table19.

Table19 Examples of focused codes forming categories from parent interviews

telling them about it

story

conversations

Category | Subcategory Initial codes
Alienating | Hiding the death 1 Delaying telling others to protect them
yourself | to protect others 1 Starting a new job with no intention of

1 Not wanting people to know your back

9 Talking about it in normal social situation
can be too heay and the intensity is too
much for some people

91 Talking about your child not having a mu
anymore, brings people down and they
don't want that, so they shut down

As concurrent data collection and analysis progressed, theoretical samplyambThe data

analysis focused on what or who to sample next by identifying and following clues which

arose during the data analyst&. Figurel3 provides examples of methodologicnemos.
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239 November 2021

First interview was with Zack. Before the interview | was conscious this could be a tr
Fa KS ¢Fa y2i @OSNEB OKFdde Ay GKS 3ISi
this when she-enailed an hour before thaterview to confirm Zack had the link and sai
hope he is chatty with a laughing face! Will be interesting to hear her perspectives of
he coped. Surprisingly he chatted more than | expected. It was a little more difficult k
having camera off witpauses, usually I'm very comfortable with long pauses but | fee
maybe did not do this so well with not having visual cues. Minimal prompts did still w
although | had to probe more than | did with previous family. He spoke a lot about ng
talking toanyone so that makes me feel even more honoured that he has spoken to
seemed very honest with his experience. Looking forward to transcribing his intervie
KSINAY3 o601 LG ¢layQid Fa oFR a Las
few things were similar to what was said by the previous family.

4" February 2022
Just completed my sixth parent interview, definitely seeing themes coming through g
that I'm much more focused in my interviewing. Although | have written alemwetital
sampling, | wondered when | will know that | need to start and how. The penny has ¢
dropped that | am actually doing it and without realising! So, the interviews | have
transcribed so far and coded, that analysis is leading me to wiegfocags | explore
further in subsequent interviews, so that is theoretical sampling!

15" March 2022
Had a quick chat with OB who raised a point, when something comes up in data ar¢
exploring why that happens to some and not others, for examptifteences between
support in school, why is some good and some bad, | think this is something | have |
doing sub consciously, have been exploring but maybe not given much thought to it
to try and think a bit more about those different sogracesses and what makes them
different, why are some people stepping up and others are not, | think that is a tougt
answer and parents may not even know although that is something | have been exp
little so for people who step up, some hamensight into bereavement, some are just
0SHGGSNI GKIYy 20KSNR® 2 KAfAadG az2vy$sS LIS2 L
AdZFFSNAY3IS (22 LIAYyTFdzd G2 06S 6AGKI R?2
surrounding death as well playing into it.

LG FS8Sta tA1S LQY 2y GKS NRIKG GNI Of
my concepts and developing those into categories and sub categories and see how
relate to one another and question it all a bit more.

227 March 2022

Sonething | want to keep a check on is how much I'm guiding the interview, am | lea
answers? | think today as | had been looking at the focused codes | was getting an i
what | wanted to be asking and obviously asked those questions accordinglgylit s
also checking out some of those ideas | have had with focused coding.

I think communication is going to be a big part of children's support.




Figurel3 Methodological memos
Throughout the study, memos have aided theogyvelopment and development as a

researcher. Memos gave the space to reflect on findings and encourage the emerging

theory to develop, as shown in the reflexive memos documeimed€eigurel4.

22 February 2022
Justwanted to reflect on the families | have spoken to do date, some of them get to y|
lot more than others. Cathy will stick with me, | felt so sad for her, | could really reso
with her background, she had given everything to her NHS career, evengaikleave
because she felt bad, husband died, they had a shitty time then she got stage 3 can
which was late diagnosis because of a hospital mess up, so now she has nothing, n
husband, she can't yet see a future, she has been so busytisigpgod looking after
everyone else that she has nothing for herself. How cruel to have given so much of \
your life to others and then when you need it the most you have nothing.

24" February 2022

Something that | hadn't expected but has comegaiie strongly from the data is this
feeling of being judged, or people questioning your decisions, and the feeling that yq
know if you have made the right decision, you wonder what people will think about
everything you do, being happy, postingicdure on Facebook, getting help around the
house, parents question what others including their children think and also judge
themselves. This seems to be a big worry for them and this is an extra thing on top ¢
other stuff they have going on.

18" March 2022

Just finished interview with mum 17, after the interview when we were chatting, as |
seen with other parents, when | tell them others have said the same they have a ser|
relief, it gives them reassurance that what they are feehidgeaperiencing is normal as
they often have nothing to compare that with.

I guess this is showing the power of talking to someone.

They had a real lack of professional support. She just needed someone to go throug
everything with her, and a year lateowd have liked someone to check in with her and
how they were doing.

13th May 2022

Parents get hit with this absolute minefield of stuff to deal with and there is no suppo
that, there should be stuff that just clicks in to help you, nothing canyesitthere needs
to be a wraparound service where they come to you and help with practical and emd
stuff and point you in the right direction. This dad went back to work after 3 weeks, W
he reflected was a bit daft really, seems work servedpope to keep m busy, but then
over a year later it all got too much the juggling. He crashed and took some time off
year later abut that was questioned. His boss who had been really supportive in the
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beginning could not understand that he neetie@ off now a year later. These poor
parents face challenges all the time and it keeps coming back to lack of understandi

5th July 2022
Core category could be something around masking your grief/balancing your grief, ¢
to hold your grief, whermow and who, guilt over not grieving so force the mask down,
yourself to a dark place, accept it's okay.

In the beginning your grief is okay, then people are bored, you are a burden, should
'moving on'.

August 2022
| received a parent feedbadkrh, it came out of the blue as | have not recently done
interviews. One of the questions was about their experience talking to me, to which {
said it was always tough to relive but | was sensitive and did not approach the discug
with any preconceved ideas or 'at least'. This was really helpful and made me think tk
have been clear not to have grenceived ideas, because | have not experienced it | c:
SPSy o6S3aAAYy G2 AYFIAYS GKIG FryYyateQa S
providedme a unique opportunitas someone without lived experience of parental dez
entering the world of those who have experienced it which has allowed me to develg
understanding of the massive impact and enormity of parental death on families.
Figureld Reflexive memos

As data analysis progressed, categories emerged from the child and parent perspéatives.
order to develop the integrated theory, it was important to use theoretical coding in the
latter stages of analysis anddbry development. Theoretical coding added precision and
clarity by moving beyond the constructed categorie®nsured that only categories with

WS NYSR NBtSOIyOSQ #SNBE AyOf dzRSR Ay GKS (KS?2

During this stage of cadi, the analysis focused on drawing mind maphis provided a

visual representation of the parent and child categories, providing a visual opportunity to
see how they relate@nd differedto each of the individual child and parent perspectives

and how thgs maybe incorporated in the new theof§’. An example is provided in Figure
15.This technigue required the researcher to use their theoretical sensitivity. It allowed the
researcher to take a step back from the data aaslguided by Charmaz, to stop, ponder

and think afresf?2

Storyline was another analysis technique used to develop and explain the thedky

produce a storyline that is grounded in the data, the guiding principles are that the theory
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takes precedence, it allows for nation, it limits gaps, the evidence is groundeddthe

style is appropriate. Seeigure 1dor anexample ofa storyline

Memos written during analysis helped the developed categories become more analytical.
The researcher constantly revisited menvastten throughout the data collection process
which aided the development of the theory. Memos captured the similarities and
differencesbetween the two data sets. Thememoshelped theoretical sampling and the
development of each of the categoriddemoswere reviewed and sorted in order to
integrate the emerging theorysorting the memosllowedthe comparison of categories at

an abstract levedind an opportunity to go back and forth in the data.

Categories from the child and parent data were companed @xplored to identify

similarities and variations. The relationships between those categories were analysed to

look at how they related to one another and how they fit. The related categories were

' IINBIFGSR 2 RSOSEt 2L G KESD2NHO010dza1 S I@ NEF = F SPYfl
The core category made sense of the dataembodied the central idea in the data of the

need to mask your grief and succinctly captured nh&&n themes within the varied

perspectives of children and parents.
The corecategory was constantly compared with subsequent data until it was fully refined

and saturated. fernal validation was sought through discussions with the supervisory

team and other professionals working in the field.
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Figurel5 Diagramming example from parent categories

18" March 2022

Becoming alienated storylihis is two parts so people alienate them because of how
behave and lack of understanding, judging, wanting to fix, avoiding you, their behavi
and percepbns in turn cause you to alienate yourself even more, choosing who you
YR OFy Qi &aLISI] G2 LWziGAy3a GKFG YIaj
you see you carrying on and think you're over it when you are surviving. Sometimes
easier to hide the death. Difficulties accessing services, feeling your kids aren't bad ¢
to get support, feeling you have let your kids down because there isn't support. Movi
mountain to the people, support reaching out to the bereaved.

7t July 2022 Storyline

When the death happens, it's acceptable to grieve, people rally around and try to he
communal coping, so they are trying to share the load with you. Then over time whig
dictated by them, who have not been through it, they decide Wtat support stops, for
some this is after the funeral, others it may be a year later, when others think you ha
done the firsts of everything, anniversaries etc. Lots of timelines are imposed by othg
even professionals in the timing of when youazaness support.

Parents are living for their children and getting through each day, to outsiders lookin
they see they are functioning, they may even see them happy and laughing but they
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see what goes on at home and the ongoing impact of the @eabiss their entire lives
which is ongoing.

That initial understanding, flexibility and allowances starts to tail off as well, this is sg
work place and schools, with an assumption the further away from the loss it won't g
you so much. Posgildthers feel you grieve for so long and then move on, which is s¢
when parents are asked about dating again. Not everyone can move on and rather t
having a period to grieve, grieving never goes away, you just learn to live with it.

September®2022 Storyline
Charmaz asks you to consider what the main concern is for participants and how the
resolve this concern (2008). In respect of the parents the children are their main con
Most parents had researched and feared the impact parental dealthltaxe on their
children. Parents needed support from professionals but most have to go out to look|
they constantly doubt the decisions they make and how best to support their childrer,
children worry about them and often feel helplessppasriing them during the initial
grieving. They all naturally step up to help at home. In a sense they are all winging it
supporting each other.
In terms of parents support from their network and the children to some extent, they
supported very well bas time goes on there is a lack of understanding about their gr
which leads to them masking their grief and pretending they are okay. That results ir|
addzLJLI2 NIISNBA RSSYAy3 GKSe& KIS WY2@QSR 2
Their griehever goes away, they are always grieving they learn to live with it. Are the
trapped in their social world of grief forever, wearing the mask to come out and live
they are expected to?!
Figurel6 Storyline memos

The early deslopment of the substantive theory wasemberchecked with three of the
parents from the public involvement grodjpstly, followed byfour participants(two mums,

one son and one daughtgrto verify that the findings and proposed theory resonated with

their experiences and remained grounded in the data. Presenting findings to participants for

feedback also provided an opportunity to ensure categories were saturated and iddntif

anygap$*%. The dataused for member checkgcan be found ilAppendix 17%or parents

andAppendix 18or children. Finallythe storyline analysis technique was used to integrate,

construct, formulate and present the filmgs from the research®



6.15 Summary

This chapter has provided a detailed description of the methods of the study, outlining the
overall research design, which included an overview of the extensive public involvement
work used to support the planning and design of the study. Then, the ethical considerations
were outlined, the recruitment strategy and considerations, how dagse collected,

including writing, and concurrent data collection and analysis. Followed by thdengo
techniques used to analyse the data and develop the theory. The following chapter mesent

the findings from this study.
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7 Findings from the child's perspective

7.1 Introduction
This chapteand the following twachapters Chaptes 8 and9) drawon the analysis of the
interviews and accounts of children and parents to present and conceptualise the study's

main findings.

This chapter is presented in two sections. Sectionmmoeides an overview of the research
findings, including participants' demographic details. The second section reports the data
from one of the study's two sample groups, the children. Participant quotes are used to

support and contextualise the findings.

7.2 Overview of findings

Seventeen parents (10 mothers and 7 fathers) and eleven of their children (6 daughters and
5 sons) participated in 32-tepth interviews (including 28 initial interviews and then two
parents and two children participated in follovp unterviews reviewing findings). Six of the
children were siblings from three participating families, two had no siblings, and the
remaining three had siblings who did not participate. All the parents were married to the
deceased except for one father, winad been separated for several years before the
parent's death. Parent participants were parenting 30 children in total. Reasons the
remaining 19 children did not participate included not being eligible due to age (n=7 outside
of age criteria, aged unddi0 years or 19 or over), parents did not want to ask the child
(n=7), the child did not want to participate (n=3), or children were recently bereaved and

unable to talk about their experience (n=2).

Children were aged ten to eighteen when recruited. Qf éheven interviews with children,

all were given a choice to be interviewed alone or with their surviving parents. All chose to
be interviewed alone. All children and most parents attended a virtual 'get to know me'
session before the interview. Interviewook place using the virtual Zoom platform and
lasted between 24 and 69 minutes (medi@minutes) for children's interviews and

between 44 and 105 minutes (mediab minutes) for parents' interviews. The duration of
the interviews varied with each cHildependent on their attention span, which was shorter

for the younger children. Participants' demographic detailsmovided inTable20.



Participants were bereaved between three months and seven yé&alswing expected
(n=15) and unexpected (n=13) parental deathso of the children were bereaved of their

mother, the remaining nine children were bereaveittheir father.

Table20 Participant demographics

Children Parents
(n=11) (n=17)
Gender Male 5 7
Female 7 10
Ethnicity White British 11 16
White Welsh - 1
Age 10 1
11 2
1
1

12
13
14 -
15 3
16 -

17 2

18 1

Length of time since bereavement 0-1 year 1
1-2 years 4
1

2

2-3 years
3-4 years
4-5 years -
5-6 years - -
6-7 years 2
7-8 years 1

RN~ OTW

B

Cause of dath Cancer
Cardiac even

Brainhaemorrhage

Roadtraffic collision

Suicide

Covid19

Recruited via flyer from Twitter -
Facebook -

Bereavementharity -

Hospice -

NN Ol

P
= =
WNRORPNRERENG

Parents saw the flyer firg 11 -

Interviews were analysed separately for child and parent perspectives to ensure the voice of

children was heard. Using concurrent data collection and constant comparison whilst
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undertaking interviews with both participant groups allowed consideration of how their
different experiences were related and how support was experienced similarly or

differently.

Findings from child and parent data are presented separately. To ensure participant
confidentiality a decision was made not to provide a background of each family as individual
participants would easily be able to identify themselves and their other family members
taking part. Children aged 10 to a4dereferred to as younger children drthose aged 15 to

18 arereferred to as older children.

7.3 Children'dindings

Eleven children participated in the interviews and were randomly assigned names. The
younger children aged 10 to 14 are named Simon, Leo, Flo, Ava, Freya and James. The older
children aged 15 to 18 are named Katy, Toby, Zack, Lizzie, and Charlotte. Analysis of the
children’s data yielded 26 themes which were theoretically coded into five broad categories

1) what helps2) talking on my terms, 3) dealing with a tornado of emotjofjsdifficulties

gaining support, and 5) stepping up to help at homilédescribingheir experiences of

support following parental death.

7.3.1 Introducing the child categories

Each category is briefly introduced here, before a more detailed explanatiow$ollo
Category one: What helps

Six themes contributed to this category which described the good support children received
and what helped them with their grief. Children found it helpful being involved in what is
going on in their families. They wanted teefeared for, needed stability, normality and
distraction. Children found that other people who had similar experiences of bereavement
could understand what they were going throygthich helped. Children also found it

helpful to remember their parent.

Catgory two: Talking about it on your terms

Eight themes contributed to this category relating to communication. Children needed open
and honest communication from those around them. They learnt who they felt comfortable
speaking to. Many found the peoplecamd them became awkward because of their loss.
Children felt uncomfortable talking about it although they found it easier to talk about when
others already knew about their loss. Children accepted that people were trying to help
them and it was o&yif they did not always get it right. After some time, children realised
that talking about the loss helped them.
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Category three: Dealing with a tornado of emotions

Five themes contributed to this category which describes the challenges children face whilst
dealng with their emotions. The death of a parent caused many emotions. Children found
that within their family they may grieve differently from their parent or siblingkey

realised that their griefliffered because they all had different relationships lwiheir

parent. Children struggled to see their surviving parent cry and often held in their own
emotions to protect the people around them. Children found things would trigger their grief
and gave examples of when this happened and how they coped.

Categoy four: Difficulties gaining support

Six themes contributed to this category which described some oftkel t f &ijdr@rs Q a
faced receiving support. Some children believed they should be supporting themselves and
not relying on others. Many found a lackunderstanding from otherthat led to a lack of
support. Children learnt that support was individual and they had to work out what worked
best for them. Some children experienced a lack of support because of Covid. As time
passed children found peoplet forgotten about their loss and expected them to move

on, which also led to a lack of support.

Category five: Stepping up to help at home

Two themes contributed to this category which explained how children were stepping up to
help at home. Children fethat their loss forced them to grow up and gave examples of the
responsibilities they had taken on. They felt guilbout the additional responsibilities the
surviving parent now haend worried abouthem.

7.3.2 Category one: What helps

7.3.2.1 Being involved in whas going on
Many of the children were involved in death rituals and given opportunities to be involved

in viewing their parent's bodies and attending the funeral. Children felt it was important to
be given that choice, although suggested it may not bgrepriate for younger siblings.

Doing so allowed them a chance to say goodbye and get rid of the images they had of them
dying. It meant they felt part of what was happening to them and their faringir grief

felt valid and allowed them to realise andaept the reality of death. When reflecting on

that decision, the children who viewed the body or attended the funeral were pleased they

had done so despite how hard that was.

"I saw my dad. Like his body in a coffin before, like a few days before thalfune
um, which I think was probably the right option or the right thing to do, of my
mum, because, even though it was a bit scary, because it's like a dead body, |

think it probably, being so young, like seeing that he wasn't in there anymore,
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like he wash alive, like knowing that it was just an empty body, probably helped
me sort of move on a bit more | would say, because | remember when | was sort
of in the first week or two, like | will trying to send him letters, like | was writing
him letters, and mynum was trying to explain he wasn't like here anymore, and

| was like well send them to where he is then, but like seeing his body, sort of

helped me understand®lo (younger daughter).

Some children described how the death did not feel real; they exjgettteir parents to

walk through the door and it all to be a joke. Children described a need to be given detailed
information about what had happened, to help to understand and begin to accept. A few
children spoke of the need for reassurance that everyghiould be okay. For some,

hearing this from their surviving parent was sufficient; others needed it to be someone
outside of the home. For example, children named other family members and Charlotte

found it helpful speaking to her relative who had a meatlizackground.

7.3.2.2 Wanting to feel cared for
All the children spoke of the importance of feeling cared for, knowing that other people

cared about you. Children appreciated it when their loss was acknowledged, and those
around them were nice, offered support dmomfort, and checked that they were okay.
Friends could be good at makitigem feel cared for and listened to. Some children felt they
could not have gotten through it without their friends. Supportive friends were described as
good listeners, whahey could trust and be vulnerable around, who did not judgem, and
who were not uncomfortable arounthem. They looked out fothem, gavethem comfort,

and just listened when needed.

"she would just like, listened, and she doesn't look uncomfortable oriagyth
like when I'm talking about my dad she just like talks about it naturally which

helps"Katy (older daughter).

7.3.2.3 Needing stability and normality
Children also spoke about their need for life to be bmckormal. Home life had turned

upside down and wasub of their control. This was scary, leaving some children feeling
insecure. School and friends could provide stability and normality and give children some
control over their lives. Whilst some children returned to school within days of the death,

othersneeded more time to be with their families or felt that they had too much on their
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minds to face school. The time which children had off school varied between siblings. For
instance, Katy took a few weeks off school after her loss, whereas her older breher

missed a day of school, because he preferred to be distracted. Returning to school could be
RAFTFAOMzZ G {2YS OKAfRNBY FStid tA1S Iy WFHfASY
returned. They felt different and found other kids could beando them because of their

loss.

"when he first died, and just kids would sort of look at me differently, like, | feel
like they just looked at me like, | was some kind of alien, so that was like quite

hard' Flo (younger daughter).

Many children spokefdeachers making allowances for them, being more lenient and

putting processes in place allowing them to leave a class should they become upset.
Although many children did not want to be tremtdifferently, they appreciated having

these allowances madegspecially when they were newly bereaved. For instance, Ava was
bereaved during Covid and felt isolated in her grief. She was much happier when allowed to

go back to school and be amongst friends.

'l was so much happier when we went back to school aedthkas really helpful
because | just needed to talk to my friends, | needed to see them | needed to just,
| mean, | just needed my friends to talk to, and I just found it so helpful and |

loved it! Ava (younger child).

In another example, Simon livedttvinis dying mother. His parents were separated and he
would see his father every other weekend. Living at home and witnessing his mother
deteriorate became too much for him. So, it was decided he would move in with his father,

creating a huge change andscuption within both of their lives.

"It was just too hard to stay in that house. Honestly, | couldn't bear to stay in

there any longer, seeing her dying in the front room. So, what's the word, it was

so fucking, sorry about the swearing, it was justiles, lit's like someone was

taking a huge gun and shoving into my heart, and just bang bang bang just like it

gl a a2 oFRX fA1S odzi L O2dA R y24X L O2dzZ R

longer”Simon (younger child).

164



7.3.2.4 Needing distraction
Alongside normalityall the boys and some girls among the participants spoke of the need

to keep busy and be distracted at times. Doing so méaey did not have to think about
the loss. For some children, school provided a distraction. For others' hanging out' with
friends, exercising, painting, listening to music or playing video games proved to be good

forms of distraction.

"Video games, a good distraction, it kind of like helped me like, | get the pain is
there, and | know the pains there but it also kind of like hed& 6 SOl dza S A (i Qa
like instead of having like constant anger and sadness, I've got like a way of erm

kind of like releasing itSimon (younger child)

7.3.2.5 People who have been through it understand
All the children described support from others who had been tigito parental

bereavement as a good source of support because they understood. They knew how to

cope and what could help. Speaking with them also provedttiet could get through this.

Children did not have to worry about the reaction they would receiveeed to explain it
0SOlIdzaS GKSeé (1ySé¢ LINBOAaStezr YIT1Ay3a Al SIaAs
siblings, bereaved peers, or adults who had been bereaved as children. Having someone

your age was especially helpful for most children besesitiallowed them to realise they

were not the only one going through it.

"l didn't feel it was right to speak to an adult properly about everything that |

was feelingcauseeven,evensome adults weren't emotionally intelligent

enough themselves to uadstand the complex emotions that | was going

through at the time and | was, just remember beingssajesperate to have

someone my age and I, you know | didn't even need to specifically talk about it to
someonécauseif anything,'cause we, you understnd after a certain amount

oftime afterd 2 dzXL G KAYy]1 &ALISOATFTAOFLftfte& GFf1Ay3a |62
isn't,andhowyou'refeeling isn't exactly the necessary thing at that

point, that just the thing that | craved more than ever was just to have

someoneghere that undertood my emotions and understood how | was feeling

and why | was maybe acting in the ways that | wiady (older child).
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In contrast, one participant, Ava had declined to meet bereaved peers as she did not want it
to minimise her experience and be toldestvould get over it. laddition, she also felt there

was an expectation that people who have lost a parent have a bond and are the same,
which is not the case. Some children found that friends who had experienced an ill parent

could also be supportive anchderstanding.

7.3.2.6 Remembering them
It was important to children that their parents remained part of their lives. However, some

children found it too painful to remember them or look at pictures soon after their death.
For example, Freya remembered thetortly after her father's death, all people asked her

to do was remember him and tell stories which she felt was unfair. She reported that she
could not remember the good times because she could no longer have them. However, as
time passed, children learnedtv to enjoy their memories. In contrast, Charlotte spoke of
her difficulties making new memories without her father, because it feltdlke wasnmoving

on even thougtshe felt she wasot.

Children were comforted by remaining connected to their paremhany ways, including
making keepsakes and memory bexialking about their parent's favourite thingahat

made them happydoing things they know their parents enjoyed dagihgving a picture of
them as your phone screensaver or looking at photos ad€los,and sharing pictures on
social media to show others what an amazing parent they were. For Simon, it was vital he
remembered his mother how she was before her iliness as opposed to the images he had

when she was dying. A few children feared they widokget their parents.

Some of the children also found it helpful to remember their parents with friends who knew

them because they could share their memories.

7.3.3 Category two: dlkingabout iton your terms

7.3.3.1 Needing open and honest communication
Open and haest communication was important from when parents became ill. For

instance, Simon felt hurt by his mother who did not tell him straight away when she was
terminally ill. He sensed something was being hidden from him and would listen through the
wall whenhis mother was on the phone. He knew his mother was in denial and trying to

protect him, but she lied to him, which hurt.
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Most of the children spoke of their need for open and honest communication about what
happened to their parent, with detailed explamas followed by an opportunity to

continue conversations as they navigated their grief. Children believed they needed to
understand what had happened to allow them to start grieving. Even when it hurt to hear,

they found that hearing the truth was lesgessful than being kept in the dark.

Some children were aware they had been kept in the dark in the beginning. Leo did not
know what had happened to his father. Flo was aware her mother's friends were
encouraging her mother not to tell the children thaith about their father's suicide as they
believed it would be too damaging. She was pleased her mother told her the truth. Other
participants described making up worse scenarios in their head when they were not told

everything.

Some children found familyfé easier and less worrisome when they were able to talk
2LISyfe | 62dzi K2g GKS@ 6SNB FSSftAy3da FyR AT
could support each other. For example, in Zack's family they spoke about memories of his
father, but never spke about what happened to him, which suited Zack because he did not

like to talk about his emotions.

Child participants advised that parents should check in with their children about how they
felt. Children admitted to acting normal even when upset. Hoeveit is a fine line, and

child participants did not wartb beforced to talk about it if they were not ready. Child
participants also suggested that parents could also ask if children want someone else to talk

to about it.

7.3.3.2 Learning who you can talk to
Children learnt whom they felt most comfortable talking to, which was very individual. It

was important that the people they spoke to were confidential, did not judge them and did
not feel uncomfortable when they were talking. Children learnt which frighdg could or

could not speak to in class.

"But there are like some girls who | really like, who are really good to talk with,
because they won't, so there's like this thing, there is a girl in my year, not my
class who really likes attentioBo,she'llconstantly tell like gossip and be just

not a very good person to her friendisvouldn't really tell her anything ‘cause
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she could spread it, but with more drama, so I'd tell, like someone who | know
would keep it, not a secret but would not like tell gaame" Freya (younger
child).

Toby and Charlotte, both older children reported that they could not talk to adults because
they found that not all adults had the emotional intelligence to understand or had not
experienced a parental death. Furthermore, Jaltaved someone his age with a similar
experience but did not find anyone, which made him feel lonely. He eventually spoke with a
counsellor. Zack, another one of the older childréid not talk much about his fathemnd

found it easier speaking to strgers because he could be entirely truthful and honest. He
had a good circle of friends but found no way to talk about his loss, and it did not come up

in conversation.

Some of the child participants found it helpful talking to their teachers, whilst otthiers

not. James, one of the younger children found it easier talking to his teacher and she had
also experienced the death of a parent when she was younger. In contrast, &neyler of
the younger childrendid not like to talk to teachers because shemied they may not keep

what she said confidential and may tell her mother.

Some of the older children in secondary schools had multiple teachers, and were unsure if

the teachers knew their parent had died. For instance, after her father died, ond oAL& Q &
GSFOKSNAR |a1SR AF KS g2dzZ R 0S O2YAy3 G2 LI NB
616 NR AYyGSNI OlAz2yQd [ATTAS taz 3138 |y SE
loss and contacted her mother and asked if she should be nicer towardkibhe®® mother

said she should treat her the same and Lizzie confirmed she wanted her teachers to treat

her the same and not differently.

Lizzie had some teachers she could speak with because she knew they cared. Other children
found that the teachersvho did know would ask them how they were doing at what they

perceived as inappropriate times, for instance whilst they were sat with their friends.

Most children spoke with their friends. This could be faodace or sometimes over
messages. For examplae of the younger children spoke with friends over teachers
because she believed her friends would keep what she said confidential. In contrast,

another participant worried about friends gossiping about what she shared with them.
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Some participants repoed that having a counsellor could be helpful because it meant they
had a dedicated time in which they would be talking about how they were feeling, which

allowed some of the children to talk about their loss.

Two of the sisters were able to speak to eatihen, and they were able to understand what
they were going through. However, some of the other children with siblings of the opposite
sex or more significant age gaps found they could not talk to each other. The older siblings

also tried to stay strong tprotect their younger siblings.

7.3.3.3 People being awkward around you
Nearly all the child participants found that people, including friends, classmates and

teachers, could be uncomfortable or awkward around them because of their loss. This often
made the childen uncomfortable and stopped them from talking about it. For example,
James heard teachers and classmates whispering about his mum so they did not upset him,

but their whispering upset him more.

Children believed people were uncomfortable because theyeveeared, the loss of a

parent at a young age is a shock because it is unexpected. People do not always know what
to say, they do not want to upset or trigger you. Some child participants found friends were
tiptoeing around them which was fine initially tilhen they wanted them to stop and treat

them normally.

Children did not want to be perceived as different. However, Charlotte, an older child found

that people in general treated her differently even years later when they found out about

her father's dath. Some children found that people stopped talking to them when they

1YySs 2N 2fR GKSY (KS@ 6SNB WgSANRQ 06SOI dza S
make anyone else uncomfortable because of their loss.

Some children spoke of the taboo around del ' YR NBLIRZ2 NI SR GKF G LIS2 LI
dzy RSNRUGI YR A0Qd ¢KSe FStd ddKIG RSFGK aKz2dzZ R
Charlotte described how people learn about death from the movies, which are often

gruesomeshemight see people crying, bste neversawpeople grieving.

7.3.3.4 Wanting to talk to them on your terms
Sometimes childrenid not want to talk about their loss, other times they were open and

wanted to talk about it. Most children found it took some time after the death until they
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could talkabout their parent or what happened. Many children enjoyed talking about their
parent with others as it meant they were not forgotten, and it was a way of keeping them in
their lives. If people asked questions about their parent, it showed children hiegt teally
cared and wanted to keep their legacy alive. One of the older children said this made her
want to cry with happiness, giving her a warm feeling about bringing her father into her life

now.

Katy, an older child had been seemtherapist whilsther father was dying. A week after he
died, she stopped seeing the therapist because the last thing she wanted to do was talk
about her father. He was always on her mind as it was, so she didamito think about
him or his death whilst in therap Consquently, she did not speak with anyone or her

therapist about her father for a few months.

7.3.3.5 Feeling uncomfortable talking about it
All the children felt uncomfortable and faced difficulties talking about their loss. Their loss

made them feel vulnerable. Fonany, it was not knowing the words or how to bring it into a
conversation. Nearly all the children were anxious and scared of the reaction they would
receive from others, preventing them from talking about it. Other children feared talking
about their lsss because they thought they would be treated differently or may lose friends.
For instance, Flo saw how her mother had lost friends because of her loss. Flo worried that
she too may lose friends, which could account for why she pretended to everyonebut h

mother that she was fine.

Their parent's death could make them the centre of attenfishich was difficult for some

children to handle. Some children admitted many occasions when they had lied about their

LI NByiQa RSIGK 0 SOl ddimdwithi dthers reactioss. Aiodgh ddiNg G K | y
so meant they may feel guilty for lying, one of the older children reflected that lying about it

meant people did not realise how common it is to lose a parent.

Some children found that people became uncomfoféatalking about their parents who

had died and would avoid them or shut down the conversations, hurting the children. For

example, Freya believed her friends felt uncomfortable because they did not want to think

that such a loss could happen to them. Avfehildren struggled to speak about their

LI NByidQa RSFEGK G2 LIS2LX S ¢K2 (GKSeé& FStG O2dz R
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were going through. Some of the child participants thought people did not speak to them

through fear of them having an emotiahbreakdown.

"l would say for the whole school year like no one like talk to me like no one who
wasn't in my immediate friends or who | wasn't already friends with like most
people didn't like talk to me or like hardly like look at me (laugh) you knew, co
like everyone, people like heard that my dad died and | guess people thought like
I'd start crying if they talked to me so it's, that can be hafdty (older child).

Some children were uncomfortable when they were excessively questioned about tteeir los
In addition, Charlotte reported she had learnt that it is okay to shut down a conversation if

she was uncomfortable.

Toby, one of the older children, struggled to talk to adults. When he was asked how he was

doing he explained that he had a defense egsthat meant he could never honestly say

how he was feeling. Most children did not want to make others uncomfortable or upset

them by talking about their loss. For example, Zack did not want to talk about it, and he did

not feel he could speak with anyoteit also felt he did not need to; he believed he could

cope with his loss alone. Within his friendship group, he felt that boys were less open to
ALISETAY3I o62dzi WIiKIG addzF¥FQZ YR KS S@Sy KI R

was not someting they ever spoke about.

CNB&l F2dzyR GKIFG ¢6KSY KSNJ FI 0KSNJ RASRE SO@SNE
FFGSNI I FSg 6SS1a G2 WFI{1S o0SAy3a KIFILILERQ (2 L

She could not be open with anyone except hether.

7.3.3.6 Others knowing about your loss makes it easier
Some of the children did not want people to know about the death of their parent at first.

Nevertheless, most children found it easier and less awkward when the people around
them, especially in schodnew about their loss. Some of the children appreciated it when
school friends acknowledged their loss and allowed them to talk if needed. Whilst a few
preferred it when their loss was not mentioned. It helped when people outside their close
friend circleknew about their loss, so they had someone to talk to when their friends were
not around. If people already knew, children did not have to initiate the awkward

conversation of telling people, which was one less thing to deal with. When everyone knew
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aboutit, children had other people they could speak to if they had questions, which some
preferred to do rather than speak to their parents, who were already upset. Simon was

given a book from his school class full of kind notes, which he was surprised sefdIdoa.

7.3.3.7 Accepting people are trying to help, and it's okay if they get it wrong
Some of the children realised that it was hard for people to support them because they did

not understand what they were going through. Talking about it also helped soraeerhi
process what they have been through. Although people wanted to support, help, and be
there for them, they did not always get it right. Children forgave those who obviously cared
about them but did not always say the right thing. The child particpasalised they did

not mean to cause upset and offered advice on what they should or should not say to a
bereaved person. Simon tried not to be angry if someone said something upsetting, and
would tell them directly that people might not appreciate theaysg such things if their
parent had died. Charlotte found a lot of people trying to give her advice, but she did not
need advice, she just wanted support and love and the understanding that the other person

was there for them.

7.3.3.8 Realising that talking help
Many children realised that talking to someone helped, although it could be draining.

Talking to friends initially about what had happened helped some children realise and
FOOSLII GKIG GKSANI LI NByGa KFER 32y 8 FT2NBOSND
counselling sessions, or sometimes it médem feel downand deflatedafterwards, but it

could also be a relief. For example, Toby felt that everything would build up, he would be

okay for a while, and then he would break down and explode, but coumggave him a

release that sustained him in his everyday life. For him, it was important for the counselling

to be ongoing. In contrast, Freya felt she had talked about it initially, which helped, but she

was fine now and did not need to talk about it anyre.

Some of the children commented on the benefits of talking about their experiences in their

interviews; many felt lighter afterwards like a weight had been lifted from them.

7.3.4 Category three: &aling with a tornado of emotions

7.3.4.1 How it makes you feel
Childen faced varying, and at times overwhelming, emotions following their parent's death.

Initially, many experienced shock and disbelief. Simon, on the other hand, was relieved his
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mother was no longer suffering and he also took comfort in remembering hewsis

before her illness. Some children described feeling like they were a different person after
the loss. Some felt alone in the way they were feeling. Ava explained the importance of
facing the fact your parent was dead, to not be afraid of what peapgethinking or saying,

or life will be harder.

Charlotte described how every type of emotion could be found in grief. Emotions frequently
mentioned were anger, guilt, anxiety and depression. Aviesried friends would cut them

off because of these emotis. Some felt ashamed that they no longer had two parents. Flo
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else, and completely hid her emotions because her mum was the only person she felt she

could be operwith. Consequentlyher mum had to deal with all of her anger and sadness
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developeda sense of responsibility for her family and became more conscious of her health;

for instance, she avoided drinking alcohol in case something happened to her.

Children spoke of how their outlook on life changed. For some, this could have negative
consequaces with some children lacking motivation, leading to their school grades falling.
School often felt pointless after their loggther children had a positive outcome and found

they became more motivated in school and their grades improved.

"I think I'm ketter now, better than | was, starting to care more and have more
motivation. | still find it hard because before my dad died | had so much
motivation and wanting to like do my GCSEs and study and like after it all went
down to like minus (laughs), likemas that and erm it's like starting to come

back but somethings in school it's just like feels so pointless and | don't know like
they probably like be less of a good student than | used to be, not like I'm a bad
student it's just like | don't know it'ké with detentions and stuff it's kind of

hard like to care cos if | get one it doesn't really mattéaty (older child).

Charlotte spoke of the fear she felt because of her grief. She feared she might lose another

person, which led her never to want tely onanybody else
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Some of the children also spoke of the impact of their parent's death on their siblings and
parents, which often made them feel helpless. Katy felt jealous of an older sibling who had

known their parent for longer.

7.3.4.2 Everyone is grievirgjfferently
Many of the children found within their families they grieved differently. Despite grieving

for the same person, they all had very different relationships with that person and
experienced different losses. It was essential to find their owwn @fegrieving and accept

thisis okay and not disregard someone else's way of grieving because that does not work
for themselves They reported that it could be challenging for children when they are

grieving differently from their siblings and parent, uithey understand there is no one way

of grieving. Toby questioned why he was not as expressive with his grief compared to his
mother and sister and, at times, he felt pressured to respond and react in the same ways as
they did. Siblings in one family fod they grieved very differently, for example where one

of them was helped in her grief by her religious views, the other becameeaigious and

guestioned if there was a God.

Some children saw that grief had the potential to break up relationshipis v&ms important

to understand that other people were grieving and working together to try and understand
one another. It was clearly painful for many of the children to witness their parent's and
siblings' grief, which made a few feel helpless. Someremldxperience huge changes
within their family dynamics following the loss. Ava experienced a breakdown in her
relationship with her older stefpprother who felt they were not a family anymore. Simon

had lived with his mother fulime and now lived with is father fulitime.

Children sometimes felt their parents might not understand how their grief was different,
which caused arguments in some families. For example, Charlotte felt like her mother could
get another husband, but she could not get anotheh&t She also mentioned that her

grief was not easier because she had known her father less than her mother. However, she
learnt thatsheshould not compete witther grief. On the other hand, Flo felt like her

mother forced her to grieve together in thersa ways that she did.

"l lost my dad, she lost her husband, it's not the same, like we weren't feeling the

same because she would have been sort of feeling heartbreak and betrayal like

174



how could you leave me with our kids, and | was just sort of feeldgesa and

like wanting him back, but she was quite angry at him, so it was just, it was very
different, but a lot the time it felt like she wanted, she was sort of trying to force
it to be the same, um, which really annoyed me, and it still kind of aimeys

now, because she still does it a bit to me né&d' (younger child).
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different to those of their parents or siblingand it was constantly changing and challenging
for them to navigate and understand. For example, they could go from being really upset to

really happy and then feel guilty for being happy.

7.3.4.3 Struggling seeing your parent cry
Many of the children spoke of seeing their parent cry, and how difficult thaidcoel They

felt it was not normal to see a parent cry. Parents are supposed to comfort.t@aiidren
described feeling worried, scared, and helpless. Many children provided comfort to their

crying parents.

Despite how difficult it was seeing a parent;agtyeassured some children that they did not
have to stay strong and that crying is not a weakness. However, constantly seeing their
parent upset was very difficult and stressful. Some children felt under tremendous pressure
to look after their parentsiFor example, Lizzie remembered her mother crying at the funeral
and after that did not see her mum cry, which she knew was her mother keeping strong for
them. Katy would text her mother's friends and ask them to support her mum, because it

was too much foKaty to handle on her own.

"l get she needs to cry and everything, but sometimes it's really hard because

your mum is like your safety net and if your safety nets crying, it feels weird like it
R2Sayudd FSSt alFS SNXY &2 friandsadd askihgns a2 YSG A
to call her because like sometimes | feel like it shouldn't just all be on my

shoulders'Katy (older child).

7.3.4.4 Holding in your emotions
All the children had times or situations when they held in their emotions. This often was
dependenton who they were with. Ava was more upset when told her dad might die than

A
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she could not cry when her dad didter siblings and mother were crying, but she could

not, she thought it might have been the shock. Following the death, Flo used the metaphor

of 'opening the door a little bit', to speak to her mother about her emotions, but her mother
GNASR (2 WF2NODS (GKS R22NJ 2LISy @ngtyysiehadl 1S K S NJ
chosen to share what she wanted and did not want to be forced to talk about her feelings.
However, she understood that her mother was worried and wanted to help her, but she felt

she could not be helped then. She just needed tdopberselt

Although most of the child participants admitted holdimgheir emotions at certain times,
many admitted instances where they could be upset in front of people. Both younger and
older children found school could be a place to be upset initially faliguwhe death.

However, in contrast, a few children could not be upset in front of other people. Some
noticed they were judged about how they grieved. People would expect them to cry, so
when they did not, they would be surprised and praised for doing a gulm and staying

strong which reinforced that they should not cry. Children did not want to hear this
because they did not feel strong; they were trying to live their lives. After suppressing her
feelings for a long time, Flo realised it was okay to Haeéngs and cry. Zack was
encouraged by others that he should be feeling and reacting in a certain way, even though

that was not what he felt.

Flo hated being different and perceived that if she acted the same at school, she would be
treated the same, sshe pretended to be okay. She went on to explain how different her
home life was and that she needed to control her school life and keep it the same for her to

cope.

In contrast, some of the children kept their emotions to themselves. Often this was $ecau
they knew if they were upset, that would upset their parent. The older siblings especially
felt a responsibility and held in their emotions to protect and be strong for the rest of their
family. Toby felt lonely, having feelings he wanted to expressibuteeling in a position

where he could let them out.

There were often occasions when children could feel themselves welling up but held in their
grief when they were in class or wigieoplethey did not feel comfortable showing their

emotionsto. This dten happened in class when whatever they were learning triggered this.
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James struggled to manage his anger. He wanted to lash out but knew he would be in
trouble, so he held it inside. His father arranged for him to take boxing lesatiich really
helped. In contrast, Zack did not feel anything at first, and it was not until a year later that
the realisation of what had happened hit him but at that point it felt like everyone else had

forgotten.

Several children described holding their own emotions msaprotect their parents from
becoming upset. Some of the older children tekt being the eldest, they had to hide their
emotions in front of their siblings because they did not want to appear vulnerable. They

wanted to show them they were strong atitere for them, holding their family together.

"I remember just holding her in my arms that night, and that is the hardest thing

above anything else, firstly seeing your mum, having to be the one to hold your

mum while she was crying, and a lot of itrdfhghout this process has been, |

didn't, lhaven'twanted to fully express my emotions, because when | have done

its made her upset, and that's the hardest thing is, it's, you know, it's alright

being upset yourself, but when it upsets her (emphasised itisrthe hardest
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something that you want to put on her, or put on yourself, so for the first, you

know, | could, I could only cry by myself for a long period, erm, you know, |

would, I think | did cry the next day at school, they had a really good support

system there for me, erm, but | could only really cry by myself, because | didn't

want to put thaton her, and I didn't that was just too hard in the first place"

Toby (older child).

7.3.4.5 Being triggered
Over half of the children spoke of times and situations when their grief was triggered; this

could be anything, including remembering their parent, loolahgictures or listening to
music. As time passed, one of the children believed it was importanthiegtshould not

feel guilty if something was no longer a trigger. They felt that looking at pictures does not
always have to be sad and depressing. Femtiore, things that triggerethem one day may

not affectthemthe next. Triggers could malleem feel sad or sometimes they could



provide happy memories. Some of the children sensed that other people worried about

saying something that could trigger thetaading them to avoid conversations

7.3.5 Category four: Hficultiesgainingsupport

7.3.5.1 Doing it on your own
Some of the children felt alone in their grief and believed that no one could understand

what they were going through. Some did not have anyone theyttiel could speak with. A
few believed they should be helping themselves. They did not want to rely on someone or
make their situation worse and felt a stigma around counselling. Charlotte an older child
initially believed she was stronger than needingpansellor, and if she did neexhe, she
would not be able to hold herself together and support her mother and siblings. However,
she learnt thatshecould only helgherself to an extent and did end up accessing

counselling. Zack, another older child be&d he could support himself alone.

"you feel like you're alone in the world, like no one else knows what it feels like,

just you"James (younger child).

A few children admitted finding it difficult to be around other families. It sometimes made

them feeljealous, angry and upset because it reminded them of what they no longer had.

7.3.5.2 Lack of understanding from others
All the children found that a lack of understanding from the people around them affected

the support they received. All children believed thatreeone could not fully understand

their situations unless that person had been through it themselves.

"Like if someone hasn't been through it, they have no clue what's going on"

James.

Children also struggled when people who had not experienced a padsa#h advised on
how they should feel, what they needed to do, and what support they needed. Other
examples of lack of understanding included friends comparing the loss of their parent to a
breakup with a boyfriend and adults comparing the loss of tiparents at an older age,
which children felt was not a fair comparison. Some children found it hard when friends
would complain about or say they hated their mother or father. Some of the children

realised their peers were not as emotionally mature as tiweye and could not offer the
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support they needed. Friends could also make insensitive and hurtful comments about their
parent's deaththat were upsetting. A couple of the girls commented on other fathers trying

to be a father figure, which they hated dsety could never be their father.

Most child participants found school life easier when teachers and friends were aware of
their loss. However, schools were also found to sometimes lack understanding, which
seemed to worsen as time passéahr exampleZak was made to try counselling through
school, which he tried but did not want to continue. Following this, the school treated him
like nothing had happened, and as if his grief had gone away because he had refused the
support they offered, which made hinohwant to speak to anyone again. Some children
felt that teachers stopped looking out for them and checking in with them. Charlotte missed
out on special exam considerations because of the length of time since her father died,
despite having to undertakene of her exams on her father's birthday. She was angry
because she felt there should be no time limit on this. Several children found that school
covered deatkrelated topics without warning, and sometimes teachers made insensitive
comments. The child pacipants would have appreciated being forewarned to try and
prepare for what was to come. Furthermore, Lizzie believed that the school became less

supportive because they did not see her upset. Therefore, she felt she was not a priority.

Charlotte wasald by her mother's friends that she should be there for her mother, allow

her the time she needed to herself, help her more, and help her with her siblings. This left

her feeling confused. She felt that because she was the eldest, she went from beiildy a ch
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would do more to help, but this meant that she had no time to herself. She felt therefore

that adults disregarded her grief. Thggve advicdecause they be&ved they had more life

experience, yet they did not understand the grief she was experiencing.

7.3.5.3 Finding what works for you
Some children were told or encouraged to attend support groups by their parents, schools

or people around them. However, the paipants felt that it was not helpful when children
were told what they had to do because being supported was very individual, and even with
their siblings, children realised that what worked for their siblings did not work for them. So,

children had to figte out what worked best for them.



Some children found peer support groups helpful in meeting other bereaved children,
whereas others did not want to meet other bereaved children. Some children found
counselling beneficial. Others did not; it felt more likkehore. Like some parents, a couple
of the children spoke of the importance of having the right counsellor who needed to be
someonethey couldclick with and who 'gets you': when that happened, children found they
could talk freely and easily. Counsailinelped because it was someone who was there just
for them. They cared abouhem, theirwellbeing, andheir life, they would maintain

confidentiality, andhey could say whatevethey wanted without being judged.

In contrast, a few of the children spelabout lying to their counsellor, feeling an

expectation to have an emotional release and be cured, or trying to please the counsellor by
saying what they thought they wanted to hear or pretending they were okay; this generally
lasted until they trustedhat person with their story. Charlotte found counselling most

helpful when the support from friends and family dwindled. It was important for children to

know that professional support was available to them again when needed.

7.3.5.4 Realising support is not alveagenuine
A few children realised that sometimes support was not genuine, for a variety of reasons.

Sometimes, people were trying to be friends when they had previously not been, or people
tried to make their grief about them. They felt that other childmaay want to be there for
them because they want others to know thbegd supported themOthers would ask

guestions not because they cared but because they were nosey or wanted to gossip about

it. Some people were only interested in how their parents haatid
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nosey, a lot of the time when it's a death, people just want to know what

happened, like how did they d@h my God. People are so nos€yarlotte

(older child).

7.3.5.5 Lack of spport because aofovid
Two children mentioned the impact of Covid on how they were supported. Ava was

bereaved during the pandemic and struggled with the lack of physical contact, inability to
see friends and lack of comfort from others. Charlotte hadroeereaved a few years when
the pandemic came but struggled because the family had never been alone without

support. She also found that prior to the pandemic, her life was normal, and people knew
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about her father's death, but when Covid restrictions wkifted, she struggled to socialise
with people who did not know her situation and worried about people asking her about her
father. Freya became aware that many people were dealing with grief because of the

pandemic, which made her reflect that she neveew who may be grieving.

7.3.5.6 People are forgetting and expecting you to move on, but this is something you are
always carrying
Children, like their parents, found they had a lot of support from those around them soon

after the death, but as time passed, thigogport dwindled. Freya felt she needed to try and

forget and move on to have a normal childhood and be happy. However, some children
experienced an expectation from others that they should have moved on because it had

been a certain amount of time sincedhleath. Zack felt angry that it seemed like people

had forgotten. Despite this, nearly all the children realised this was not something they

would ever get over. They would always miss their parent and would always be grieving, but

they would learn to lie with it and carry it with them forever. Some of the children spoke of
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since their parent had died.

"you'll realise that at the beginning, you think you've got allsheport in the
world and you've got everything. But then when life just goes back to normal you
realise that people don't have that much time always, to be there for you and

give you that much supportCharlotte (older child).

7.3.6 Category five:t8pping upto help at home

7.3.6.1 It forces you to grow up
Many of the children described how their loss forced them to grow up. Having both parents

allowed them to be childrerbe looked after and not have any responsibilities or worries.

However, when one parent died, théyad to take on responsibility and not depend on their
remaining parent as muclConsequentlysome felt pressure to work harder and do better

in school All the children took on extra chores and roles at home. Even when they did not

want to do things, thg saw their parents doing more, so they felt obliged they should too.
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parent had to take on the role of the parent who died, the eldest siblings took on more of a
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naturally; children did not even think about it, so it was especially difficult when the people

around them told them to help more.

Three older siblings described takiog more of a parental role. They felt a weight of
responsibility being the eldest to hold their family together and stop it from breaking under
the pressures of everything that needed to be done. They put their parand siblings'

needs before their ow. Before, they would have argued about doing chores. Now they just
got on and did them. Toby felt he was a parental figure to his younger sibling, but that was
not received well by his sibling, who would snap because he was the brother, not the father.

This felt like a lot of responsibility.

"l think that's where it came from, is my desperation for us not to just crumble
and fall down, and under the weight of everything that we had to do, and
instead just get on with it, and, and get going, but it doe4 li&e a lot of

responsibility"Toby (older child).

7.3.6.2 Feeling guilty and worrying about your parent
Initially, a few of the children worried that their parent's grief would never get better and

that they might be inconsolable forever. All the children wecataly aware that everything
now fell solely on thesurvivingparent's shoulders. Some of the children worried about the
stress their parent was under. A few children worried that their parent was also lonely.
Some children worried about how the family wdunanage financially, knowing they did

not have the same income coming into the house. Charlotte reported being very stressed
about finances and that she was working hard now to make herself financially stable in the
future, so she need not rely on somemelse. Friends questioned why she was always
working in the summer and not enjoying herself, but she felt the need to prepare for the

worst thing that could happen.

Flo saw that her mother was not the same. She described her as being a ghost for a while
and that she was depressed, angry, and sad. Flo reported that it felt fake if they were
playing and she was smiling or laughing. Her mother also drank quite a lot. It took a toll on
Flo, who wanted to help but knew there was no solution to how her mothes f®aling.

They had to work their way through lgaving Fldeelinghelpless.



Some children feared something would happen to their surviving parepéople close to
them. For exampleFreya was concerned about catching a caldichmeant her mother
would have to look after her when she was alrgduisy She also worried about passireg
coldto her mother and wondered how her mother would manage to do everything in the

house if she became sick.

7.4 Summary

This chapter has presented the findings from thelé@pth interviews with childrenChild
participantsdescribed what helped them following their loss. They needed to be able to talk
about their loss and the parent who died, but this had to be on their terms. Children had to
deal with a tornado of confliadg emotions Children sometimes faced difficulties gaining
support, and the majority stepped up to help their surviving parent at hohhe. next

chapter presengthe findings from the irdepth interviews with thesurvivingparents.
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8 Findings fromtheparent 6s per spective

8.1 Introduction
This chapter presesthe findings from the irdepth interviews with the parents who were
the second of the study's two sample groups. Participant quotes are used to support and

contextualise the findings.

8.2 Parent findings

Seventeen parents participated in the interviews and were randomly assigseddamyms

The ten mothersiave been allocated theames Jenny, Sarah, Zoe, Ellie, Cara, Cathy, Laura,
Natalie, Rachel and Mel. The seven fathers are named John, Chris, Dan,avenyiark

and Steve. Analysis of the parent's data yielded nineteen theéhwssveretheoretically

coded into three broad categorig$) Winging it, supporting the kids with no 'rule bodk
Being picked up and carriednd 3) Becoming alienatedescribing their experiences of

support following parental death.

8.2.1 Introducing the parent categories

Each category is briefly introduced here, before a more detailed explanation llow

Category one: Winging it, supporting the kids alone with no 'rule book'

Ten themes contributed to this category. Parents felt they were 'winging it' and often alone
in supporting their children. Following tlteath,they were putting everything into their
children and doing the best they could for them. Parents took on many nobes and
responsibilities as they became a single parent and they felt the weight of responsitdity
brought Parents worried for themselves and their childrabout how their lives had
changed and the impact of parental death on their children. ¥parents felt that the

death meant that their children were growing up too soon. Parents admitted having no idea
how to support their grieving children. They expected professional support to be readily
available but found they had to se#kis themselvesAll parents learnt that being open and
honest goes against everythitigey want to do as a parent but it helped their children cope
and stopped them from imagining worse situations. Parents also fawdpowering and

involving the children helped thehildren adjust. Parents found that they and their children
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were finding their own ways of grieving, and although they were grieving the same person

their grief was unique.

Category two: Being picked up and carried

Five themes contributed to this categorfhese themes provide insight into the support
that they automatically received from those within their existing networks. Parents gave
many examples of how others were supporting them well. Parents found that immediately
after the death, the people arouhthem stepped up and rallied around them, offering good
practical support. Parents found employers undarstingthe impact and giving flexibility
helped them adjust to their new live®Vith regard toschoolsupport parents were

reassured wherschoolsgave good support, communicated well and looked out for their
children.Some parents considered the best support was that from bereaved peers,
describing it was like finding the door to Nargianagical and hard to findBereavedoeers
understood what they wre going through. Many parents described feeling lucky with the

support they had received and wanted to help others.

Category three: Becoming alienated

Five themes contributed to this category. All parents experidrsmene sort of alienation
attributed to their bereavement or grief. Parents found at tintbgy were alienating
themselves There was also the alienation from the people arotimein. Peoples lack of
understanding around grief and its impact and longevity meant people strugglechtide
support in the waythey wanted and after time supportalsodwindled. Parents described
difficulties accessing professional support and described what could be better from
professionals and likewise what could be better from schools. Some of the families

descibed howCovidimpacted their experiencancluding positive and negative aspects.

8.2.2 Category one: Winging it, supporting the kids alone with no 'rule book'

8.2.2.1 Putting everything into the children
After the death, parents went onto autopilot, parental instis&icked in, and they had no

choice other than to function and care for their children whilst life around them carried on.
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Over half of the parents spoke about this deliberate choice to carry on, their sense of
responsibility, putting alheir energyy 0 2 G KS OKAf RNBY > FyR W3ISGaida
Some parents spoke of feeling angry at people around them who praised them for being

strong when they felt they were not strong; they were surviving.
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wanted to say in my head, | wanted to stay under the duvet, and | wanted to

drown myself in a bottle. But the sense of responsibility weighed so heavily upon

me. | got up every single day, and | sort of almost dogmatically, you know,

fought against that Zoe (mother).

Whilst putting everything into the children, many parents found they were so focused on

the kids that they sometimes neglected their own needs. Some were unable to voice their
own needs. Some parents desperately tried &org on as they did before, which often led

to them ‘crashing and burning' before accepting everything had changed, and they could not

carry on tke same.

8.2.2.2 Feeling the weight of responsibility
Most parents described their immense responsibility; becomismgle parent was stressful

and an enormous burden. They were often exhausted and overwhelmed, constantly
firefighting, juggling, doing everything, and feeling trapped with no one to help them with
the load.

"Everything is down to me. And that's reatlgally stressful because if you drop
the ball, there's nobody else here to pick it up again and pass it back to you. At

all, and that's quite scaryRachel (mother).

Alongside having sole responsibility for the children, parents had responsibilityriomnigi
the household and finances and taking on the previous roles of the deceaged. parents
found undertaking roles they had never previously done, enjoyable and empowering, but

also guily they could have done more to help the other parent when theyre alive. Some

18¢€



parents changed their parenting style; John realised he had become softer, whilst Zoe

became stricter with the children. Some spoke of not being the parent they wanted to be.

"l am very strict. I'm very strict with it, when it comes ¢b@ol. And, you know,

bed times. And I think because | think it's just too easy, to say go to bed when
you want, you know, I'm watching telly and I'm drinking, and whatever you do
what you want, and you've lost your dad, you know, you do whatever you want,
because you've been through enough but actually for me it is the other way
around. They need it more than ever. It's just too easy an excuse. And | think, as |

said, I'd like to think I'm doing right by the@dbe (mother).

Many parents struggle with makj decisions regarding their children alone. Previously
parents did that together, bouncing ideas off of each other. Now the pressure was all on the
surviving parento makesuchdecisions; many doubted their decisions and feared getting
them wrong. Some g@rents found those around them gave advice and helped them make

decisions despite having no experience of their situation.

8.2.2.3 Worrying for yourself and the children
Parents' main concern was the impact of the death on their children, both now and in the

future. Although it was agonising seeing their children grieve, parents often felt helpless.
Some parents became more overprotective of their children. Some worried about their
health, finances and their abilities to manage. A few parents constantly fearadtbing
could happen to them and what that would mean for their children. As a result, some
parents modified their behaviour and become aware of their physical and mental health.
One mother received a cancer diagnosis shortly after her husband died tihdteshe

constantly feared her cancer could come back and leave the children orphaned.

Many parents were aware of the ongoing negative consequences of parental bereavement
on their children, and a few mentioned adverse childhexgeriencegACEs)Manyparents

believed that parental death was something that would affect their children's mental health
and would be something they would always need support with, others knew it could cause

their child to 'go off the rails’. Some parents knew about this ftoeir professional lives.
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Others had described doing research themselves by reading books and searching the
internet. Nevertheless, parents were desperate that their children would not be adversely

affected by the death.

Alongside these worries, many ats had financial worries to contend with. Many parents
went from having two to one income, and some had to seek government benefits. Some
parents had to move house, leave or change their jobs to afford their lifestyles. A few
parents were fortunate in reeiving full pay with no pressure to return to work or receiving
insurance moneyhat allowed them to become financially secure. However, many parents
felt pressured to return to work as soon as possible to ensure money kept coming into the

house.

"I haven't got a choice | have bills to pay. You know | had to go out to work.
Obviously, I did have some time off but | went back, if | don't work | don't pay the
bills. I haven't got choice, again going to work it's not brave, going to work is a

means to an ed" Cara (mother).

8.2.2.4 Children are growing up too soon
The parents recognised that their children were growing up too soon, which seemed to be

outside of the parent&ontrol. Parents saw positive and negative aspects resulting from
WINR gAY A dzpdentad &ah AdavbpardriEs were surprised by how well their
children coped following the death, which saddened some. Jenny remembers her child, who
was usually very quiet and shy, taking the lead with the funeral planning meeting and
speaking at the fuaral. As time passed, a few parents found it unbelievable that their
children were doing well. Despite this, they always worried this would not always be the

case.
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for it not to be great, but with all things considered, they've been great, yeah,

which is quite unbelievable, to be honest with y8atah (mother).
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Many parents found their children were steppiog to help them and taking on
responsibilities, filling roles, including chores around the house and caring for siblings.
However, some felt guilty about this, feeling their children's childhood was being snatched

from them.

One mother, who was bereavdyy suicide, later found out her husband had spoken to their
eldest son in the months before his death, telling him he should look after her. This
burdened the child with a responsibility that she felt was wrong. The same mother found
the people around hewere telling the children to look after her, which she resented

because they were children and she felt it was not their responsibility.

Some parents found their children were looking after thebecoming overprotective,

sending messages or ringingrmeschool to check in on them, sitting with them on an

evening, having a hug and telling them they loved them and consoling them when they were
dzLJA St ®@ ¢ KSANJ OKAft RNBY O2dz R Ifaz2z 6S GKSAN wC
attend social eventddowever, she was conscious there was a fine line, and wanted to

remember that her children were children.

8.2.2.5 Having no idea to support a grieving child
Parents did not know how best to support their grieving children; many said they were not

given a rule bok or a manual. Parents expected a professional to provide support
automatically. Instead, however, they found that often they were the main support for their
children. Some parents struggled to be able to support their children whilst grieving
themselvesMany parents were desperate for immediate professional support for their
children following the death. For some, this happened; for others, this did not begin for
months following the death. For example, Tony felt the support came too late, and he was
unaure of the benefits a year after the death. Many parents would have benefited from

guidance and reassurance in supporting their children.

Parents learned to follow their gut instincts about what was right for their family. Some
acknowledged that they wodlnot always get it right, but they were doing their best. A few

parents drew on their past experiences and professional knowledge to know how to support
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their children. However, parents also questioned their abilities to support their children,
with a fea they could make it worse. Many parents would have appreciated professional
reassurance, but often this was absent, making them feel they were in this alone, 'blagging'

their way through.

"dealing with your child who's grieving, | have no idea whatsqeweras really
difficult. And then you are feeling bad about that, so it's grieving, grieving for
her, and then feeling bad thinking am | doing a good job here, am | scarring her
for life even more, and that was just really difficult, you know, | think if
somebody could come along and say to you. Because you can't even think
straight anyway, this is what you should be doing, this is what you need to do,

someone to just come along and take charlyatalie (mother).

Many parents found the people around woubffer their advice and opinions despite having
no experience of their situation. Some parents sourced literature on parenting or

bereavement or spoke to charitigwhich many found helpful in supporting their children.

8.2.2.6 Seeking out and experiencing mssional support
All parents spoke of seeking out professional help. Most researched online or were given

leaflets. Some were encouraged by those around them to seek counselling. Mest self
referred to services, including counselling and bereavement ¢baudnd a few were

referred through employers. A few parents were grateful for their GP surgeries, or the
hospital chaplain reaching out to them offering support, acknowledging the death and

signposting, or hospices inviting them to attend support services

A few parents tried to find prbereavement support, fearing how their children would
cope. Chris realised there was a gap inipeeeavement support for his children. However,
a few parents were able to access counselling for themselves whilst the jpdinent was

terminally ill.

Following the parent's death, all surviving parents sought professional support through fear

of the impact the death could have on their children and an awareness that this would be
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that they did not feel that whilst grieving themselves they could provide enough support to

their children, andike the majority of parent participants, they admitted that they just did

not know how to support the children. Steve was surprised to hear that the service to

support his children required them to be bereaved for 12 months. He was mindful that he

could rot give the children all the support they needed, so he asked for his children to be

added to a waiting list to access support as soon as they were able.

"l was very much there's a problem, find a solutibereavement charity. They!'ll

sort the problem'Zoe (mother).

Some parents described wanting any support for their children to give them the best
opportunity to be able to deal with the death of their parent throughout their lives. Many
parents believed peer support groups were important to show tkhildren that there

were others in this situation. Zoe believed professional support was important to provide
her children with someone other than herself or a family member, someone to vent to who
was independent and nejudgmental. Tony just needed reasance from a professional

that he was doing everything right for his child. Several parents found reassurance that they

could access professional support in the future.

Some parents sought support for themselves. A few were worried about becoming

depres®d, so they sought support to prevent this. John attended a bereavement support

group hoping to find someone who, like him, was resentful that his life as he knew it had
32ySd 2KAfAG Ay (0KS &adzLJJ2 NI 3INR dzLiselake$o FSE 0 f
his situation. Laura attended a group support sesstimewas the only bereaved widow

trying to support her children, so she found the group wakelpful as no one in the group

could relate to the difficulties she was experiencing because obaeavement. However,

from that group, she was offered orte-one support. She was surprised she could access

this for free and without a waiting list. She found that support invaluable. Several parents
accessed counselling; for instance, Sarah accessaauselling soon after the death and

found the support amazing. She appreciated having that set time just for her, with someone
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who would listen and give her coping strategies. Tony found it helpful to have his thinking

challenged.

Natalie sought help viaer GP when struggling a year after the death. She was prescribed
sleeping tablets which she found she had to stop as she could not function the next day. She
was grateful to her GP, who shared his experience of suddenly losing his fdtber
appreciatedthis and foundit more helpful than speaking with a counsellor who could not
understand her situation. Ellie began struggling around a year after the @eatrequired
targeted therapy for postraumatic stress disorder therapy to stop her recurring

nightmares.

The timing of professional support after the death varied and needed to be individual for
each parent and child. Some parents accessed support within weeks of the death, while for
others, it was several months later. The few mothers who wantggbsrt soon after the

death had to persuade services that it was not too soon. Rachel was offered counselling a
few weeks after the death but she herself felt this was too soon. Tony and Dave spoke with
bereavement charities within days of tlieaths andfound them very helpful in signposting

to other services.

"Weneeded somebody in my house, the next day, talking to us, and saying this is
how we're going to help you two, we're going to help you two deal with this,
mentally, we're going to help you. Notig.. But then, this resilient hub they said

that they can help us as a family but that's just for NHS staff. So, all these people
who don't work for the NHS what have they gow®l (mother).

Parents who accessed support appreciated talking with someaadigtened and had time

for them,who understoodheir situation and the impact of the death, agéve

constructive advice. They reported that it was important to feel comfortable talking openly
in a nonjudgemental way. Some parents appreciated parentidgice. Many parents found
that having support for themselves gave them strength and helped them to support their
children. This was especially the case in families where the children were not ready to talk

to anyone.



8.2.2.7 Being open and honest goes againvargthing you want to do as a parent
Half of the parents described how difficult it was to break the news of the death to their

children. Natalie described it as the worst moment of her life. Most parents believed being
open and honest with their childrewas essential. However, this could be very difficult to

do when their instinct was to shield and proteheir children Many parents spoke of not
wanting to lie to their children and that they did not want them to look back and think they
had done a bagbb. However, a few parents realised that they could not fool their children.
They felt that they picked up on what was going on and sensed how their parent felt. Some
parents worried that if they were not honest with their children, what they could mgkenu
their heads could be worse than the truth. Ellie followed a rule if the children were asking
the questionsthey were ready for the answers. However, a few parents struggled and were
unprepared for their children's questions about burial and crematidew parents failed

to find any literature or guidance to help explain those concepts.

"she wanted to know where he was going to go, so | did explain what cremation
was, which was awful, because to her, to be essentially burnt, and then she said
well what's the other thing they do, and | said they bury you in the ground, both

really traumatic things to try and explain to a chiMatalie (mother).

A few parents spoke of the importance of the language used with children surrounding
death and gave examgs of when language was misinterpreted or misunderstood by their
children. For example, some participants had told their children that their parent was 'in a
better place’ or 'up there'. All of which they reported was confusing for children to
understand.One younger son had asked his mother if he killed them all could they go and

live with daddy.

A few parents spoke with charities for support on how to communicate with their children.
Chris and his terminally ill wife, were brutally honest with theirdrieih, meaning they had

some really tough conversations before she died. On reflection, he believed that his children
were coping well after the death because of this. He felt they had a more challenging time

during the illness. Dan struggled to be honesgthvhis young daughter whilst her mother
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was terminally ill. He was trying to protect her, although, on reflection, he did not know if
this was the best way. Following the death, he became reseafohmed to support his
child and learnt about having op&onversations, which he reported could be difficult and

required the parent to fight the urge to shut them down.

"the biggest support I've tried to do is to try and get as research informed as |
can, to try and support in my own way around just talkibgat Hannah's death,
talking about her life, memory boxes. Just all of those little things really, not to
kind of closing it down, the subject that's inherently sad, but one that, | guess, we
all need to work through really, | don't know, yeah, | don'tvkmehat | was

expecting really, not that | was expecting certain people to ring up and say right,
but they never really, no one ever tells you what kind of you need to do next, and

what are the things are aroundan (father).

Some parents found that whethey were open and honest with their children, this was
reciprocated. They also highlighted the importance of keeping the lines of communication
completely open and providing safe spaces so their children would come and talk to them.

Sarah admitted she didot speak much with their children about the loss; she said it was

allRY odzi GKS& 6SNBE WONIO|IAYy3 2yQ 4AOK GKSANI

the best approach.

Although some parents found their children did not want to talk about ttes |ohis could
differ between siblingsparticularlywhen children were recently bereaved. They reported
that some of their children did not talk about it because they did not want to upset their

parents.

8.2.2.8 Empowering and involving the children
Many parens believed it was necessary to involve their children and give them informed

choices over what was happening within the family. They felt that this could be a delicate
balancing act between doing what they thought was right for their children and trying to
protect them. Parents knew their children would pick up on what was happening, even

when it was not spoken about.
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Most children were involved in decisions about viewing their parents' bodies, planning,
attending and taking part in the funeral, and somere given decisions over when to go

back to school or if they wanted counselling. Many parents believed they might regret their
decisions had they not involved the children. They worried their children might resent them
or think they had mishandled the g#tion. However, many questioned if they made the

right decisions. Many participants found that the people around them had strong opinions
about children's involvement. Chris believed involving his children gave them empowerment
in the process which helpatiem as time went on; things were done with them rather than

to them; it also helped his children talk more openly to him. Other parents echoed this.

"She said she wanted to come (to the funeral) and yeah I just let her make that
decision, | was so woed that she would grow up and be like, | never got to say
goodbye, and | was left out from, where everybody else was going to say
goodbye to my dad, and | was just left with my mum's mate down the road or

whatever, you know, and | still don't know if it svaght" Natalie (mother).

John allowed his child to see his mum's body. John described how horrible she looked, and
his child told him he felt traumatised afterwards. He did not say if or how he had prepared
the child to see their mum. John felt terribfleat he had allowed it but still felt he had made
the right decision. He felt that if he had not, his child would always resent them for that.
Ellie also struggled to decide to let her children view the body, but they insisted on seeing
him to prove he wa dead. She felt that she needed to prepare the children and be matter
of-fact with them to help them decide if they wanted to see their d&disinvolved giving
explicit detail on how different he looked and smelled, which meant it was not so shocking

for the children to see.

At the funeral, parents found it helpful to have a trusted friend or family member allocated
to support each child. Some of the parents spoke of how they put great effort into the
funeral being a positive day that the children woblel able to remember, not just as a sad

day. For example, asking people to wear bright clothes, taking photos and videos that they
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would then watch together in théuture. Children who spoke of viewing the body or

attending the funeral did not speak of amgrets of involvement.
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decided that attending could have caused more trauma. However, when reflecting during

the interview, he said he had previously viewed funeessad events, but since then,

having attended other funerals he realised they were a celebration of life which made him

guestion if he had made the right decision.

8.2.2.9 Finding your own ways of grieving
The majority of parents realised that not all family migers were grieving in the same way.

Despite grieving for the same person, they each had a different relationship with that
person; therefore, they recognised that each could not fully understand what the other was

going through.

Many parents found thatheir children both grieved and showed their emotions in very
different ways. For example, one child could be very emotional and upset, whereas their
sibling may not even acknowledge or want to talk aboutdeeeased parentOn the other
hand, some parerst found some of their children were grieving in similar ways to them,

which made supporting them easier.

Parents sometimes had to reassure their children about how they were feeling. For
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funeral and believed something was wrong with her. Laura believed she felt an expectation

from others of how she should be feeling but was able to reassure her that whatbeer

wasfeeling was okay.

Many parents believed it was importato show their emotions to their children. They

thought this would help permit them to cry. Following the death, they would openly cry in

front of the children and cry together, but as time went on, that became more difficult.

Some parents found arolSISNE I f G KSNB GKSANI OKAf RNBYy O2Y-

for instance, felt out of their depth with her grief and would text her friends for help.
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After a time, many parents found their children could not bear to see them upset, or it

made them uncmfortable or frightened them to see their parents out of control. As a

result, the parents had to learn to control how and when they grieved. Their grief became

private. Some parents spoke of trying to be strong for their children. During Covid

lockdownsthis proved to be more difficult when families were always together, as they had

no respite. Examples of how they grieved privately included crying in the car, in the shower,

at night when the children were in bed or holding it together until after theosthun.
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"I needed to find a way of managing my grief, so that with my daughter, | would

cry when she cried, so | would cry with her, whereas to begin with, you know my

view initially, had been that | would show them that it's okeycty, which | think

yeah that was important, but when | saw that she really struggled with that, |
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that, and there would still be the odd time, you know if we went to the grave
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there, she was able to say 'oh he is crying again’, and she'd run off, so that was

fine, becausshe was able to do what she did...I had to find a way, but it took

time and | got there, and actually it was quite healthy | think, she still had the

message it was okay to cry, but equally, it made it safe for &&ve (father).

Some parents were awatat their children were holding their grief. Jenny knew her eldest
child would cry late at night when she had gone to bed. Natalie found that her younger child
was worried about crying in front of her because she did not want to make her cry. The

same clild wrote letters to her pleading with her to be happy, which made Natalie feel

guilty.



8.2.2.10Remembering them
While alive, a few parents with a terminal diagnosis had prepared memory boxes or books

for their children. These included letters, books, jewell@gms of clothing, photos, stories
and other mementoes. Rachel recalled how her husband had written letters to their
children. One of the children had re#liese which was emotional but cathartic; the other

had not wanted to read it yet

Many parents spke about how they remembered the deceased parent. Most parents did
this by talking about them and bringing them into everyday conversations and life. Some
parents tried to do this as much as possible, others less so. However, many parents

admitted they didnot know if what they were doing was right or wrong.

Other parents looked at photos and videos together, which helped them remember and
allowed talking about them. Parents were grateful that their children had memories of their

parents.

Ellie felt guily about forgetting them or forgetting specific memories or their voice. Rachel
explained how her child had forgotten what their dad sounded like, and she could not find
any audio of his voice She believed it was her responsibility to ensure the childrenotdi

forget.

A few parents spoke of ways they remembered them togetheswdmsequenbirthdays and
anniversaries, which they all enjoyed. Howeer,Natalie whilst shewanted to create

such memories, her child did not.

8.2.3 Category two: Being picked updecarried

8.2.3.1 How others are supporting them well
All parents received initial support from familiyiends,and their communities. Some

parents found their own families more supportive. For others, it was thdaws who
supported them the most. Parents gerally found that people wanted to help and do
whatever they could to support them. Dan spoke of the powehacollective grief he

received within his family network who were grieving together. Jenny described her team of
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provided. When talking about support, many parents described good support as something
that madethem feel thatthey were not ontheir own, that others cared, and were doing

what they could to try ad make it better.

Support withchildcarewas invaluable when parents were trying to navigate all the
practicalities that arise following a death. It was helpful to have someone who could care for
the children whilst they attended appointments. Parent figipants also appreciated offers

to take the children out to play to give them a breakd support with the school runs and

offers of lifts, especially when they were getting back to work. Mark described his mother
inf g a | WwW32RaSs ynbthe grik@wehildcKrSrolétd SladiiighRo wbrk

full time.

It was also helpful to know people were there wheseded,and parents particularly

appreciated those who were ngadgmental. Parents found that people wanted to help

them and do what they add. Parents advised that anyone in their situation should accept
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Some friends set up rotas of support or WhatsApp groups providing or coordinating
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would update, who then disseminated it to others. This worked well, and it stopped her
from getting lots of messages which was exhausting, responding to other people's needs

when she could not fathom hewn.
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| can do', 'if there's anything | can do just shout', which was not helpful as parents lacked the
capacity to tell them what to do. However, many parentsigggled to ask for help, so they

appreciated the people who would just get on and help them, taking away decisions.

"like take the decision away from me almost, yeah just go, I'm going to leave you
a lasagne, it will be in your porch on Wednesday, if tfwetsn't work for you just
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because, because actually saying if there's anything | can do to help, it's actually
just throwing another task on me, which | was just like, eugh t &oow what |

want you to do"Chris (father).

A few parents were not afraid to ask for help. Dave described himself as proactive in seeking
help; he had found that in his situation, whenever he asked he always got it. He had also
spoken to peers who wenesentful abouta lack of support; when he questioned if they

had asked for the support, he often found they had not.

All the parents mentioned practical help. Many spoke of the abundance of food cooked for
GKSYZ 6KAOK YSIyil (Kd@nNPBaredtswere ghieysd mickhiaod that 2 NNE C
they were giving it away to neighbours or homeless shelters. Parents appreciated little acts

of kindness, people being thoughtful and thinking about them, giving condolences and

showing their love and support. Paitsralso found that good support did not always need

to be face to face; text messages and telephone calls, checking in on how they were doing,

were appreciated.

Parents appreciated those around them who did not shy away from them when they
struggled. lwas helpful when people talked openly about the parent who died. This was
their life now, this had happened, and they did not want it to be a taboo subject.
Nevertheless, parents found that not everyone was comfortable talking. Some people did
not know whd to say, which was fine, but acknowledging that with them and not

overthinking it, rather than avoiding them, was supportive.

A few parents found great support from people within their networks who had also suffered
a significant bereavement. Those peepinderstood, could give good advice, and would not

shy away from difficult conversations.

"in terms of practical stuff, you know, | mean, well, everything really | mean the
cooking, cleaning, you know, | was actually joking that my house was the
clekane§ GKI 0 AG KFIR S@SNJI 6SSy SOSNXL GKAyYy1l Gf

there's a feeling with others that not being able to do enough, I think, | got that
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feeling at times that people are trying to sort of, they want to feel usé&alve

(father).

Chris ralised it would be impossible for him to manage to work, look after the children and
run a household, so he had taken on paid help from someone who would come and clean,
do the washing and prepare some meals for the family each week, which he found to be a
massive help. He was conscious not to have this help straight after the death as he did not
want the children to think he was trying to replace their mother. However, he did still
wonder what the children thought about it. Other friends had immediate fammembers or
friends move in with them, which helped them through the first monthgyportingwith
childcare, returning to work, and teaching one of the fathers how to cook and clean.
Generally, this support was invaluable; however, one participant, ,Tiooynd it hard work

and added to his stress.

Some parents found it challenging but necessary to let others know when support was not
working for them. For example, Laura was inundated with food; however, her children had
sensory issues, which meant mésbd was wasted or given awahen she asked people
not to bring food around, they took it upon themselves to create a ‘daddy’s pizza fund’,
which was fantastic and meant she could get food the children would eat and did not have

to worry about cooking &bf the time.

In terms of support, parents found it helpful to draw on what different people could offer,
pulling on the strengths within their network. This could be widaging; from someone
who can entertain the children, someotigey trusted to givesound advice, someone who

can helpthem managetheir finances, or someone who could matkem laugh.

A Jewish family followed a set framework of mourning, which involved many visitors to the
house, bringing food and sharing memories. The mother founttttis support helped her

get through tre first week. Although this was immensely supportive, it was a blessing and a
curse. It was overwhelming and intense at times, feeling like she had to look after everyone.
At times, the family would borrow dogs to Wao escape. Another father, Daveceived
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people coming and going. He also found he had to escape that environment sometimes as it

could be too much.

A few parens were overwhelmed by the flowers and well wishes they received, sometimes
from people they had not spoken to for years. However, Natalie struggled to receive
flowers. She did not appreciate them at the time, and she did not want them because of the

reasonshe was getting them; it was a reminder that her husband had died.

Some parents were surprised by the people who stepped up to help them. At times, they
were people they would least expect and who they felt had no obligation to support them.
Some parert found their relationships with those who supported them well were

strengthened, leading them to reflect on other relationships and if they actually have time

and energy to invest in them.

The families who integrated well into their communities foundtéestic support from within
them and a sense that the death affected everyone. Zoe reflected that she had not
understood what a community was until she needed to pull on their support and realised

what it meant to be part of something.

Several parents wergrateful to have ongoing sustained support from those around them,
including someone to talk to when they were having a bad time, supportcehildcare and

offers of playdates with the children. However, not all of them received sustained support,
and laura believed this was because it was a long journey to acceptance and new normality;
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8.2.3.2 Employer understanding the impact and giving flexibility
Many parents spoke positively about their experiencesugdport from employers. It was

beneficial when employers gave them flexibility regarding their return to work and the
hours and time they worked. However, despite many employers being understanding and
supportive, none of the parents knew any processepaiiciesthat the employers followed

to support a bereaved employee.



Sarah had counselling arranged through work and during work time. Mark worked in the
public sector; his organisation did not know how to handle the situation. He was not
referred to occypational health or offered counselling. Chris was given all the school
holidays off workwhich was a huge help. Some parents who were bereaved during the
pandemic appreciated the ability to work from home, and flexibility over working hours

relieved the pessure of having to do the school run and arrange childcare.

Dave knew he had received exceptional support from his employer, who is faierigly.

His manager rang straight away to assure him he did not need to worry financially and that
there was ncexpectation for him to go back to work in the months following his loss. In
addition, his manager attended the funeral and has maintained weekly eéhsdk see how

he is doing. His company also reviewed their policies and developed a-itesdhvice

padkage.

The few parents who were given extended periods off work often felt guilty for receiving full

pay. Dave offered to have his pay reduced, whilst Cathy requested unpaid leave.

A couple of parents could no longer fulfil thebs sometimes due to k& of childcare or
the nature of their roles. For instance, Mel could not manage financially with her income, so

had to look for a bettejpaid job which meant working unsocial hours.

Not all parents had good experiences with employers. For example, Dathe/@rimary
breadwinner, and he had previously been able to attend the early morning meetings whilst
his wife did the school run. Now he had to do the school run; he could no longer make those
meetings. Although his employer was supportive at first, radtame time people often

forgot and questioned where he was, and he felt an applied assumption that he should have

moved on and sorted things to allow him to work as he had done previously.

Some parents described how the death had affected their cargara®ns and abilities to
provide for the family. A few parents felt trapped in their jobs because they were so flexible
and understanding. They knew new employers may not be the same and were then in a

guandary as to disclosing their situation or not.
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"l did look for another job, gave them full disclosure, and was told 'actually that's
not going to work for us', and then you think, well actually, right okay, maybe
you don't tell people that you've gone through this, but then if you don't tell
them thatyou can't expect them to kind of make some adjustments for Pauri’

(father).

8.2.3.3 Being supported by school
School had the potential to play a huge role in offering support to families. Many parents

received good support from their children's schools. Howefer schools had policies or
procedures to support bereaved children. School support was seen as very good when it
was tailored to the child's needs rather than the situation. Furthermore, good support
reassured parents. Ellie felt the support they reeeifrom school came from kindness and

care.

Parents appreciated home visftom schools to identifghildren's needs and nka plans to
return and for staff to attend the funeral. It was helpful when the school made the school
community aware of the deathmeaning parents were not subjected to many questions on
the school run. Some schools had an identified Avelhg officer who supported the child

and ensured the teachers were aware of the situation.

Parents found comfort knowing that the teachers knéwgir children and were looking out
for them. Examples they gave were teachers contacting them directly to ask how they
should treat the child, asking what support they needed, or being sensitive to what may
upset children, including mothers and fathersydar giving them a warning about topics
they would be doing in clagbat could cause upset. Such warnings helped prepare the
children for lessons and allowed them to sit out if they wished. It also meant parents were
aware their child might need more spprt than usual. In addition, some teachers would

regularly check in with the child to ask them how they were doing.

Rachel was impressed with her child's support when transitioning to college, taking a

proactive approach, informing her about their-site counsellor and providing a free bus
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pass and lunch vouchers. Other parents found schools provided immediate professional
support to their children, including pastoral support, play therapy, counselling, cognitive
behavioural therapy, workshops with theher children, and teacher support. In addition, a

few schools ensured teachers received bereavement training.

Parents appreciated good communication from the school about how their children were
doing. Examples included updates on any worrying behawiotlve child was having a bad
day, orthe school checking in on them and their children. One participant, Dan, had a
background working in education; he told the school he did not expect them to sort the
problems, but to be an empathic listener to theildhand let him know what was happening
so he could provide support. He then wondered if the good communication he received

from the school came from him pushing this point.

"my primary concern was about the children actually, so that was my big worry.
Saq school were the big part of their lives, and the way school responded meant |

didn't have those worries as suchteve (father).

If children were moving schools, then parents chose schools with good pastoral support that

they felt confident could suppotheir children. However, many parents knew that school

adzLILIR2 NI g1 & WKAG YR YAaaQoe {SOSNIXft KFR YSi

experience.

8.2.3.4 Finding the door to Narniawith bereaved peer support
Most of the parents received great comfort asdpport through connecting with someone

who understood. Nearly all participants named a charity offering {deqreer support as

Ay@Lidd ot So 5038 RSAONKRGSR (KA & hdnéverknkw RA y 3

existed, which opens up communitie§people who create a safe place to be supported.

Connecting with someone who understood was powerful and allowed the bereaved parent

to see that they were not alone in what they were going through and how they felt. This
was especially helpful when tharent was newly bereaved/any parents instantly felt

that hearing about other people's experiences normalised what they were going through
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and gave reassurance they were not going mad. Receiving advice from someone who had
been through it proved that Aereaved parent could get through because other people had.

It was also helpful to understand how others handled situations.

For example, Dave realised the benefits of speaking with bereaved.déerovidedsocial
normality and a safe place to be homegth how he was doing, as opposed to normal social
situations where he had to censor or hold back what he said because he did not want to

make othesuncomfortable.

Some parents struggled to find peer support despite wanting to speak with someone who
understood. For example, Cathy had great support from peers she met on an online forum
for people with children whose partners were terminally ill. When their partners died, they
asked the charity if they could have a forum for them as bereaved parentsdreattold this
wasnot possible. As a resui€athy felt she had to set up her own peer support group on

Facebook.

Bereaved peer support was not suitable for all parents. For instance, Tony found great
benefit from that support but admitted it was depresg to hear other people's stories. A
mother bereaved by suicide found peer support helpful when peers had been bereaved in
similar circumstances. However, she also said that although this support could be a comfort,
it made her feel more isolated and atigted in her experience. Natalie found that the

charity peer support network was not for her. However, she met someone who was a
similar age and had lost his wife, leaving him with young children. They went on to become
good friends because they understoadhat they were going through and could be

completely honest with each other about how they were feeling, which was not always

possible with other friends.

8.2.3.5 Feeling lucky with the support received and wanting to help others
Over half of the parents felt tky with the support they had received. However, speaking to

bereaved peers often demonstrated that good support was not the standard. Regardless of
their support, parents participated in the study because they wanted to make a difference

and help other beeaved families by sharing their own experiences. Some spoke about not
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wanting to be a statistic, and a few parents have taken on active roles within bereavement
support charities, becoming ambassadors, writing blogs and books. One mother had
developed beeavement support groups for children and separate groups for adults. All of
these have not only been beneficial and cathartic to them but helped other bereaved

families.

8.2.4 Category three: Becoming alienated

8.2.4.1 Alienating oneself
All the parents described waysy ¢ KA OK (KSe& WIfASYylFGSR GKSYas

others judged how they were grieving, coming to terms with their loss, living their lives, and
making decisions about their children. A few parents worried that because they were
getting on withtheir lives, others may think they had 'moved on'. Some parents also judged
themselves on how they were doing. Several parents worried about what people thought of
them. For example, Cara and Cathy avoided posting anything on social media. In contrast,
others consciously decided not to care about oth@pinions. Tony used social media to

share pictures to prove to others that they were getting on with their lives.

Two mothers who were bereaved suddenly, one by suicide, the other attributed to lifestyle

choices, felt they were undeserving of grief because of how their husbands died. They felt

shame and thought other people might think they were not entitled to grieve in the same

way as people bereaved by other causes.

Some families struggled to be arouHdO 2 Y LI SGSQ FIF YAf ASEd 06SOI dzasS
theirs was brokenParents suggested ways they alienated themselves by avading

removing themselves from social events and social media because it was too difficult to see
families enjoying themselvesdether. Certain times of the year were more difficult,

especially the holidays when families were supposed to be together.

John went from seeing his son every other weekend to him living with hirtirhél His life
Fa KS 1ySég Al o1 Sentfubbhis SxeainerYHe missédihis Kld Iife aldsS

the freedom he once had. He attended a support group hoping to find someone in a similar



situation who felt the same resentment but the other parents had been in a relationship

with the other parent.

After a time, often after a year, many parents experienced expectations from others about
UY2@Ay3a 2yded {2YSiAYSa (GKAA 41 & 4FAR RANBOINT
but the people around them often had their own timelines for gritieir bss was no longer

at the forefront of their minds. Despite their best intentions, they have not been through a

loss like this and can be unsympathetic to their ongoing grief. Ellie joked that others got

02NBR 2F KSNJ ANRST | yRJIASIND el RWIQMYy I35 Wi NBYy Q
Sometimes the people around thprentsS E LIS OG SR G KSY (2 KI @S wyz g
could not see that thgcould not move on. Parents were still adapting to their new lives or
sometimes just existing in that life whilst ensuring they atteRde i 2 G KSA NJ OKA f RNB
Some parents disliked the term 'moving on'. It was not he|@ot Zoe saidhecould never

move on In anotherinstance, Dan explained hdwe might not be able to ‘'move on' at the

pace expected because he was trying to adagtis new life and look after the needs of

those around him, which meant his time to himself was limited. Others' expectations to

'move on' made it harder for many parents to show their grief. Rachel felt guilty about lying

to people saying she was notigring when she knew she would always be grieving.

However, she needed to function; the only way she could do that was by masking her grief.

Some parents alienated themselves from others because they did not want their grief to be
a burden or believed pmple were bored of their grief. A few spoke of not wanting to make
other people sad, uncomfortable, or helpless, so they kept their grief to themselves. A few
worried they no longer had things in common with friends, so they avoided them. Some
parents adwsed other parents in their situation to be honest with the people around them

about how they were feeling or coping, despite them being unable to do this themselves.

"Every single day, | still four years on, go to text him, still, when | see something
fun or we have run out of milk, you know just stupid things like that | think, I'll
just text, no | can't do that. Every day, every minute, occurrence, but | can't let

that rule my life, because, you couldn't do anything, so you have to become
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functional, andhe only way to become functional, is to mask that pain and say
yeah, I'm fine, | kind of feel like I'm living a lie, a little bit. I'm not outwardly lying,
because at the moment | probably am okay, yeah I'm not okay, if you know what

| mean."Rachel (mdter).

Many parents felt society did not help them with their grief becaggmerally grief is not

handled well. People looking in and think the bereaved person seem$aple tell them

they are strong andnakecommens like Wi KS& R2 y2dz R2/ 2M0 K2 ga £ 20 SO
person is outwardly functioning, they take that to mean that they have made everything

work, so all is okay now. They do not see what goes on behind closed doors when the

children are struggling and cannot sleep.

Their finances @&nated some parents who had no choice but to go back to work to pay the
bills, and others had to apply for government benefits. Families went from two to one
income, many had to work less hours to be able to manage their child careiadfaotv

some famlies lived. Some parents could not afford the social lives they previously had,
which was not always noticed by the people around them, yet it affected their relationships
with friends. Some parents had to look for different jobs to afford their lifesfydes others

had to move houses. Some parents had to make decisions about what they could afford.
This meant the dynamics with friends could change; soragbe aware thathey could no
longer afford to do the thingthey used to do andvouldtry and offerother social events

which cost less, whilst others were completely unaware of the financial impact.

GLQY RSTAYyAGSte | f20 alAyadSNI GKlIFy Fff Ye
82dz 1y26 6SUNB R2AYy3I GKAA 2Ny ¥ SHNBt R2QAfyf3 3
2dzi GKFG yAIKGE o0dzi LQY y20 R2AYy3 GKIFO | &
a2YS FTNASYRa INB gl NBE 2F AdGxX LQ@S 3F24
come and help you, with your garden and we'll have an easy lunch in the

gardey QX a2 Adda | gFe& NRdzyR GKS FIFO0d dGdKIFG L
of my friends. And that's, you know it's a big change. You know, particularly if

you've gone from two incomes to one, but also, you're then responsible for child
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care so um, you krmoyou can generally work less and | don't think a lot of
LIS2LX S gAff EIKAY] | 062dzi GKI (¢

8.2.4.2 People's lack of understanding around grief

t I NEByGda NBEO2dzyiSR ydzYSNRdza 200l 4A2ya ¢gKSy @K
Mark's friend of 20 years awted him; when asked why he made excuses about being busy

FYR tAFS 3ASGaGAy3a Ay GKS gl e&d hiOKSNI LI NByida 7
long time. Some parents, especially those bereaved, suddenly experienced rumours, people

staring and talikng behind their backs.

Some parents experienced breakdowns in relationships with family and friends following
their loss. Some parents had friends who completely abandoned them. Others had friends
who tried to be there for them but could not hide theliscomfort. Parents lacked the

energy to maintain friendships with friends who could not handle their grief. Some parents
found relationships with their itaws deteriorated, with competition over who was grieving
the most. One mother was blamed for herdland's death by suicide. In contrast, Mark and
Chris found that their relationships with their-laws became closer, providing more

emotional support than they received from their own family.

Parents learnt whom they could trust and felt most comforeabpeaking honestly as they
continued to grieve, oftenvith people who had experienced similar grief. As a result, many

made their social circles smaller.

b¢KId {AYR 2F RNAGSAa GKS LIS2LXS L R2X FyR
genuinely feel quite coroftable talking about it, I'd rather be talking about it

openly rather than people think let's avoid that subject at all c&3tris (father).
Some parents found that those around them and those closest to them could not bear to

see their pain and gridfecause they loved them so much and could not fix them. For

example, Chris stopped talking to his mother about his grief because she would become too
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Some parents described how people would compare grhfch was never helpful. An

example would be someone who had lost a grandparent saying they understood what they
were going throughParents sympathised that losing a grandparent was terrible; however,
losing your spouse, the parent to your child, changes everything about your and your child's

life and could not be compared to other losses.

Parents found that their loss made some p#opncomfortable and awkward. Sometimes
people shut down conversations about the person who died because it was upsetting, or
they just did not know how to talk about it, so it was easier to say nothing. Some parents
found that even their family membersrsiggled to know what to say to them. Dave found

that some people avoided talking about his wife because they genuinely believed they were

helping by not reminding him about her.

Parents often suppressed emotions or were not honest about how they wergdoin
protect the people around them and stop them from feeling uncomfortable and
experiencing the pain thparentswere going through. Some parents were clear that they
did not want their grief to define them. Sarah withheld her bereavement from her newk wo

colleagues because she did not want them to feel sorry for her.

Most of the parents found that the people around them did not understand the impact and
longevity of their bereavement. Unless people had experienced the death of a partner, they
could notunderstand what they were going through. Because dying young is not the norm,
many parents found they did not have peers around them who had experienced it. As time
passed, the initial shock of the death was accepted and was not at the forefront of feeople
minds, their lives continued, and they soon forgot or did not understand that grief

continues, which meant that initial support stopped.

Parents found that even the people in their networks who were grieving the person who

had died could not understanithe impact the death had on their daily lives as the loss had
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not caused the same daily impact on their lives. Some parents even commented that they
could not understand what their children were going through as they had not experienced
parental death at young age. Ellie and some children mentioned that adults told the
children to look after their parents, which infuriated Ellie who believed that children were

children and should not be looking after their parent.

"I think that's the thing general acreshe board, with work, friends, family and
just in society in general, that grief has a lifespan according to people, that aren't

going through it reallyNatalie (mother).

Parents believed people saw them functioning and thought they were 'over ibiogdvell.

They did not see what was happening behind closed doors and the ongoing grieving and
struggles they faced in every aspect of their lives. A few parents found others expected their
children to be 'used to' not having their parent after a few yeakfter the first year, many
parents found that people expected they had completed 'the firsts' in terms of

anniversaries, birthdays, and events without tteceased parentHowever, as parents said,
those 'firsts' will never stop and will continue thrdugut the child's life. Zoe wondered if it

was beholden on the bereaved to educate others who had not been through it and were not

as sympathetic in their understanding.

Some parents found that people became less willing to help as time passed. An ermple
this was childcareMark found his parents would initially always help with childcare at the
drop of a hat, to give him needed alone time. However, now when he asks for that help, it
felt like he is asking a massive favour of them. He felt they didindérstand and that his

life is just work or his children.

8.2.4.3 Difficulties accessing professional support
Parents spoke of their difficulties accessing professional support, a lack of available or

accessible serviceS®metimes not knowing what services weaeailable could alienate
them in their grief, and contribute to their perception that they were alone in supporting

their children.



Parents' perceptions of what support would entail often did not match the reality. This was
especially seen when most pants expected a professional would automatically contact

them to offer support. This did not often happen. However, all parents wanted or believed a
professional should be involved with their family after the death. For example, social
services contactedre mother within 24 hours of telling the school that her husband was
drinking, yet when he killed himself, no one contacted her, and she was left to deal with the
bereavement alone. This experience was echoed by many of the parents. A few parents
bereavedsuddenly felt there was more support available to those who had been bereaved
through expected deaths. However, Zoe who was bereaved unexpectedly received excellent

support from a charity.

Some parents felt people might be wary of counselling as thepatidinderstand what it
entailed, or that people would have unrealistic expectations of what counselling could
deliver. Some parents who accessed counselling believed it had not helped, whilst others
found it invaluableSeveral spoke of the importance ohderstanding that it might take a

few goes with different counsellors to get the right fit for you.

Following the death, many parents felt they were just left to figure things out themselves.
They received a lack of prand postdeath information abouthings they may want to think
about, the practicalities and processes they must follow after the death, and how to support
their children. Only a few parents were signposted to support services, mainly with leaflets
that they struggled to read and digestféw parents suggested a tick list would have

helped. Other parents had people around them who had experienced death and knew what

was required so they could guide them.

Several parents struggled to decide if children should be involved in the funer&bamd a

lack of information or guidance about this. Some of the parents described how someone
dying became a demanding ftilne jobregardingwhat needed to be done and dealt with.

This was hard enough without trying to support your grieving child, igigeyourself, and

finding support services. Dave suggested the way support is offered needs to change, 'move

the mountain to the people'. Many parents found that support was available, but it was up
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to them to go and find it, and whilst managing the housleh parenting and grieving, they

lacked capacity to look.

Several parents believed it would have helped after the death if a professional had sat and
spoken with them and their children. Explaining about the next steps, what must be done,
what their chitlren were experiencing, how they could support them and what professional
help was available. Parents were terrified that they were alone and responsible for their
grieving children. Some were desperate for reassurance that, as a family, they would survive

this and reassurance that they were doing the right things to support their children.

"My experience of bereavement is that nothing comes to you, like there's
nothing, there's not like a some wraparound service where they come to you and
say right, thids out there, that's out there, you're entitled to this, this person
might be able to help you, this person might be able to help the kids in this
group, you've got to go looking for it, and you know, sometimes, when you're in
that state of mind, you've gt lost some one, that's very close to you, you don't
want to be picking up the phone and scrolling through the Internet, and all the

rest of it"Mark (father).

Realising they were 'it', some parents tried to research what support services were available
and found they faced multiple barriers. For example, Steve found that the services in his
area seemed to be for older children. Others found the number of services and navigating
what they offered was overwhelming. Dan believed a central directory ofcasrwould

have massively helped.

2 KAETS a2YS LI-NBHEOLaTKRPR WRRSEN] Dt 20KSNABR KIR
them. Parents were often unaware of what services were available. Laura found group
support was not for her and was surprised wheee s¥as offered free counselling with no
waiting list through the hospice. Another mother diagnosed with cancer soon after her
husband's death was initially told she could not access hospice counselling because her
husband had not been a patient. She fourat bancer treatments caused a delay in her

grieving and she needed to-excess counselling but felt guilty doingasshe had already
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had counsellingshe felt she was denying someone else the opportynijlie suggested
GKFG | Wo SNBI @&IR hatedzéifed with & Beie&/dtPeer contactiey
and guidincher throughher options. Unfortunately, very few parents had any follow on

how they and their families were coping.

Several parents experienced a lack of information about financigd@stipgSome received
financial support towards funeral costs. Many received government bereavement support
payments. However, often they found out about these payments by chance. To receive the
total amount, there was a requirement to claim within three ntios of the death, which

was difficult when parents did not know it existed. Trying to navigate the bank accounts,
insurances, and mortgages whilst registering the death, planning a funeral, supporting
grieving children and grieving oneself was a real gfleifor some parents. Dave believed

the processes could be more streamlined, and rather than add to the stréks béreaved

personseeking financial support, it should be provided automatically.

Some parents faced long waiting lists to access suppdew parents felt let down by

services that had performed quick assessments and deemed their children not a risk,

therefore, not a priority for accessing mental health services. Hearing from services how bad

other children werehad led to Laura not accgisg support for her children, who were

RSSYSR (2 0S WR2Ay3 Fff NARIKIQ Ftt26Ay3I | G
support included the timing, which was often during school time, and children did not want

to be pulled out of school. Pants struggled to attend sessions themselves because of

OKAf ROFNB A&aadzSa 2NIy20 ¢l yiAryD2iRRS {{ERIIAS NBKXS
what support was available. Some could not find professional support or had to make long

journeys to accesit.

Some parents who did find services felt these services could not meet their needs. Due to
Covid, some services offered virtual support, which was not always helpful. Mark
remembered a few occasions he had joined virtual meetings to find no onéatgeined.

Some parents also found that if they had missed a session, they received no further contact.
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Parents and children found that to get the most out of the support they received, they
needed to connect well with the person offering that supporuit® often, this would not

be the first person they saw. Ellie had bad experiences with professionals not understanding
their situation, and it took her a long time and three professionals to find someone who was
able to support her daughter. She was veonscious that had the last person not worked,

her daughter would probably not have been willing to try again. Some parents had tried
counselling but could not connect with their therapist, so they stopped. A few parents
resorted to paying for suitable caselling. Ellie did so on the advice of her GP, who told her

about the lack of available services and questioned their quality.

Support needs to be available when families need to access it. For example, Mel desperately
sought support straight after theadith but feltlet down by services who said no because

she was too newly bereaved or it was too traumatic, antheir service could not help. She

and other parents just needed someone to reassure them that they would survive, what

help was available, badvised on how they could support their child and have a number to

ring if they needed to talk. Other parents were desperate to have professional support as
soon as possible after the death. Parents often saw bereavement as something that needed

G2 OSSRWTOAEE LINPFSaaArzylfao

Cathy described how her son had seen his father in the mortuary. Outwardly, he appeared
fine, but several months later, he told his support worker how traumatic it had been. He
was asked if he would like write a letter to them abait how they could improve itHe did

this and as a result the mortuary implemented changes to make the environment less

daunting for children.

Parents felt professionals sometimes did not understand the enormity of what they had

been through, which impaet how they offered support or not. This was seen with some

GP surgeries and bereavement services. This lack of understanding made some parents not
re-access those services. For example, Mel thought she had good support from a mental
health charity, but wien she experienced a crisis and needed immediate support, it was

unavailable, so she lost faith in thessthey were not there when she needed them.
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In another example, Ellie attended a bereavement charity event one December. At the end,
the staff said tley were taking Christmas off to be with their families and would be
unavailable. She lost confidence in them at this point, realising they had no idea that
Christmas would be the absolute worst time and when they would need to support the
most It made herthink this showed a fundamental lack of understanding around what they

were going through.

Parents found that funding often limited the number of support sessions offered to their
children. Parents identified a need for ongoing and more permanent suppdre available

as needed as children went through each developmental stage. Natalie believed someone
checking in witther after a year to see howhe wasoping would be beneficial because

that is when she struggled the most and whare feltforgotten aout.

"l think it's because there's a taboo around grief and, and this is just my personal
opinion, and | don't think we talk about it and | don't think we talk about grief

and | don't think we talked about bereavement because it's too hard and,
everyonegoes through it differently, and I think that's also part of the reason we
don't talk about it is because what works for me might not work for you or
somebody else, it is so incredibly personal, so the easiest thing is not to talk

about it, um,"Cara (motler).

Findings showed that professionals did not always understand families' pressures and
demands. A few parents found that the professionals did not always attend planned
sessions. This was especially difficult for one of the children with additiondsnedno

would get worked up and stressed before the session. Rachel accessed support from a
charity, but they could not relate to her child's special educational needs and disabilities and

could not communicate with him.

Another type of supporthat was aly mentioned by two parents was the police. This
support was felt to normally only be applicable to those bereaved in certain circumstances,
but could be the first type of support a family receive. Dave felt well supported and received

good information ad signposting to available support, unlike Mel who was disappointed
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with her experienceSe found the police lacked understanding, compassion and empathy

and only offered a referral to a mental health charity.

8.2.4.4 Lack of understanding from school
As previosly discussed, many parents spoke of positive ways the schools supported them.

However, not all parents had this experien&everal parents found school support
depended on individual teacheessome had a better awareness of supporting bereaved

childrenthan others.

There could be a lack of forethought about what families were dealing with and ways the
school could support them. For example, some teachers were not informed that a child was
bereaved. Sarah received an attendance warning after her efatdabsent while attending

the funeral. Although it was an augenerated letter for which the school apologised, this

was just one example of the school not taking a persentred approach.

One school had arranged for a counsellor to see a bereavettgeson. However, he was
pulled out of lessons and would sit in silence, refusing to talk to the counsellor. Rather than
speak to him, the school took the opinion they had tried to help but the child would not talk,
so there was nothing else they could.dws the child's behaviour worsened, his mother felt
like the school did not support her, her son was labelled a troubled child, and he was
expelled from the school during his exams. She believed the school should have worked

closely with her to understankim and his loss and be more forgiving of his situation.

Ellie believed that bereaved children of a parent should be entitled to pupil premium
funding currently offered to ‘disadvantaged children' to improve education outcomes. She

believed doing so wdd allow schools to improve how they supported bereaved children.

8.2.4.5 How Covid impacted their experience
Over half of the parents mentioned the impawftCovid on the way they were supported.

Some were bereaved during the pandemic while others had been éd&fand were

grieving during the pandemic. For some parents, being forced together with no other
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contact meant they became closer as a family unit, but at the same time could be difficult as

they hadno time to grieve alone.

Some parents found it easigy juggle work and childcare during a lockdown, and it helped
some parents avoid social events or being around complete families. However, although

helpful at the time, it was no easier being around complete families after lockdown.

Parents missed hawjphysical contact when grieving. Many had difficulties with the
restrictions around funerals but overcame these challenges by doing things differently.
Jenny found that the entire journey to the crematorium was lined with people offering their
condolencesSome parents recorded and transmitted the funeral on a live feed. This also

provided a recording to look back at with the children, which was helpful.

Some parents found it difficult to access support as usual services were limited or
unavailable. Vidal support was better than nothing. However, some felt that feméace
support was much more helpful, making it easier talking to someone than over the phone.
Laura reflected that there would be more bereaved children because of the pandemic but
only the same services, so it could be even more challenging to access the limited available

services.

8.3 Summary

This chapter has presented the findings from thel@pth interviews with parentarent

LI NOAOALI yiGa FStd GKSe& ¢ Signavhe withdkagrde A 1 Q | yR
book. However, after their loss, there was a sense that the people around them picked them

up and carried them through the initial bereavement period. Parent participants also found

they became alienated because of their IoBlse following chapter integrates findings from

the child and parent perspectivel presents the substantive theory, which helped move

the data beyond description to analytical conceptualisation.



9 Integration of findings and theory development

9.1 Introductian

The chapter begins by integrating the key findings from the child and parent data. Next,
there is an explanation of how the substantive theory was developed. Then the substantive
grounded theory constructed from the study's resuipresented. Finallythereisa

discussion about reflexivity.

9.2 Integration of findings

This section combines and presents key findings from parent and child data sets. The

findings were integrated using the grounded theory methods of concurrent data collection,
constant canparison and memoing.

Throughout both data sets, it became clear that grief is a unique experience for everyone

within a family. The findings showed similarities and differences between children and

parents within the same families and also similaritiad differences between the two data

sets.

¢tKSaS FTAYRAYy3Ia NS RA&aOdzaaSR dzyRSNJ 62 KSIF RA
explores parents' and children's experiences of trying to support each other. The second
KSIFRAY3IZ Wa dzLILIYNIIQ ST NSREVLIf (kN85S KI2NgR2 (K238 S 6 A G KA

professionals support them.

9.2.1 Supporting each other

This section is broken down intosix sk | RAy3a 6KAOK SELIX I AYy OKATf I
experiences of supporting each other: (1) feeling responsibledoh other, (2) worrying for

one another, (3) not knowing how to support each other,lqding open and honest and

involving the children, (5) grieving differently and (6) expressing emotions.

9.2.1.1 Feeling responsibler each other
Findings showed that marghild and parent participants felt immense responsibility

towards the other. Parents carried a weight of responsibility as the sole caregiver to their
children whilst managing everything else. Children, too, had a sense of responsibility and

felt forced togrow up.
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Parents and children were acutely aware of the impact of death on each other. All children
spoke of ways they tried to help and do more at home, with some ensuring their actions
outside the home positively impacted the family too. For examgidgden worked harder

at school and were better behaved. Children also spoke of comforting their parents. Data
from older children showed that they felt they had to take on more of a parental role at

home, caring for siblings and doing things around thadeo

Parents often recognised and felt guilty that their children were doing more at home, and
looking after and consoling them. However, some parents realised they could not do
everything independently and needed help from their children, which meanthileren

were growing up too soon.

9.2.1.2 Worrying for one another
Parents and children worried for each other. Parents worried about the impact of the death

on their children and how that would affect them throughout their lives.

Many parents became more carisus of their own health and worried about what would
happen to their children if something happened to them as the remaining parent. Some
children shared this worry and feared something happening to their surviving parent or

someone else close to them.

Many parents had financial worries, with most families going from two to one income.
However, only a few children spoke of the financial impact on the family, worrying if they

could manage on one income.

Children worried that their parent's grief would hget better, and many worried about

how much responsibility they could see their parents now had.

9.2.1.3 Not knowing howo support each other
There was a sense from both parents and children that they were 'winging it', not entirely

sure how they could best spprt the other but doing what they thought best to try and
help them.

All parents admitted having no idea how to support their grieving children, and they
constantly questioned if they were 'doing it right'. As a result, parents had a strong need for

professional support and guidance. However, finding professional support could be difficult.
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9.2.1.4 Being open and honest and involving the children
All children and parents advocated open and honest communication. However, parents

acknowledged it could sometimes bidficult for them to be honest when their parental

instinct was to protect their children.

Some parents were honest and open when the deceased parent was ill and felt this had

helped the children cope better following the death. Other parents withleddrmation

about the terminal illness to protect the children. Some parents were unaware that their

children could sense when things were not right, or that they overheard conversations that

often would only give them part of the story. One younger bogvikinis family were not

telling him what was really happening. He secretly listened to conversations until they

eventually told him. He reflected that his mother knew her illness was incurable but she was

in denial and believed she had beatthe cancerahdRl y 24 61 yi G2 WIRYAGQ
But then his dad and the doctor stepped in and said he needed to be told the truth. It hurt

him that she lied about her terminal iliness. Still, he understood she did it to protect him.

All children wanted to know wdt was happening. They knew conversations could be
difficult to hear, but they believed that knowing the truth was less stressful and stopped

them from making up worse scenarios themselves.

Children needed open, honest and detailed information during aftel their parent's
death. Some of the children, especially those bereaved suddenly, felt they could not begin

grieving until they had understood what had happened.

Children bereaved following an expected death were grateful to be involved and informed
about their parent's condition, which supports parents' decisions to be honest with children

from the beginning.

Some parents and children found benefits in fostering ongoing open communication within
the family, especially in how they cope individually: Eeample, communicating openly

meant they could better support one another if they were having a bad day.



Some parents found their children did not or could not talk about it soon after the death,
which echoed the child's data. Some children found itpamful to speak, not wanting to

cause upset their parents or not knowing how to talk about it.

Children felt they should not be forced to talk if they were not ready. However, it would
have helped some children if their parents continued to check in agth they were

feeling, so they could talk when they were ready. Furthermore, when they start to speak,
this should be done gently without parents forcing them to talk more than they were

prepared.

9.2.1.5 Grieving differently
Both child and parent data revealelddt children, siblings and parents often grieve

differently within their families. Grieving differently could cause conflict in families when
they do not understand how each other is feeling or coping. An example of this was
between two sisters, one was kdorted by the faith they shared, whilst the other found

her faith made her angry.

Some participants realised that despite grieving the same person, grievingpouae

compared to ahildgrieving for a parentvas a completely different type of grief.

Some parents and children admitted they could not understand what the other was going

through.

Within families, the child data showed there could be jealousy and sometimes what felt like
a 'grief competition' between siblings, between children and theivsimg parent, and

among the extended family regarding how long they knew the deceased parent.

9.2.1.6 Expressing emotions
Showing and hiding emotions was something all participants described. Parents would

consciously show emotions initially, often to permit thehildren to be upset. However, as
time passed, many found that their children could not bear to see their emotions, so those

parents had to find ways to manage and control their grief in front of their children.

Children found it difficult to see theparents upset, and many found a role reversal in
which they were comforting their parents. As a result, many children suppressed their
SyztAaz2zya G2 waidlre aGNRBy3IQ YR LINRPGSOG GKSANI
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Many children struggled to emage the tornado of emotions they experienced. When trying
to suppress those emotions, children often feel alone. Some parents were aware of their

children holding in their emotions to protect them but were unsure how best to help.

9.2.2 Support from those arowd

This section presents children's and parents' experiences of support from those within their
existing networksFindings are presented under four subheadings, by who was providing
the support (1) family, friends and communities; (2) school; (3) berepeeds; and (4)

professional help.

9.2.2.1 Family, friends and communities
A theme emerging from the parent data related to a sense of being picked up and carried

through their initial grief by their existing networks, as described by one father as the
'standard autpouring of support'. This support was invaluable and helped parents feel they
were not going through this alone. Parents found that most people within their networks
wanted to do what they could to help them and provided a lot of practical help, in@udin
cooking, cleaning, and childcare. Some parents had so much support that they were grateful

for supporters who coordinated the support.

In comparison, children's initial supportive response came from their surviving parents.
However, children did not peeive any of the support described by the parents as support
for them (as children)instead, some found those supporting their parents encouraged

them to do more at home to help their parent and sibling, which added to children's feelings
of responsibilityand may have encouraged them to suppress their emotions. In addition,
children believed that sometimes adults did not seem to recognise that although they were

children, they too were grieving.

Parents and children found it helpful when they felt thahet people cared about them.

Participants also appreciated ngmdgmental support from those around them.

Something which childregand also some parentpredominantly mentioned were their
difficulties in being able to talk about their loss. Childreteofdid not know how to bring it
into a conversation and, like some parents, feared the reaction they would receive or did

not want to upset others.
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Children and parents also found that some people around them did not know how to
support them or what to ay. Death made some people awkward around them, some made
inappropriate comments, and some found they were avoided. These reactions or the fear of
the responses they may receive encouraged participants to suppress their emotions or, at

times to hide the dath, leaving them alone in their grief.

9.2.2.2 School support
Parent participants saw the school's potential in supporting them following a bereavement.

However, for some children, school was their place to escape or provided a welcome
distraction. They appreciat having school as a place where they did not have to think, talk

or be reminded about their grief.

The data showed that schools offered no standard response or support; instead, it came
down to each school or teacher. Many parents and some children exued tremendous
support from the school, but this was not the case for everyone. Parents highlighted a lack
of training and understanding with some school staff around grief and bereavement, whilst

other parents found that school staff were provided trizg to support them.

Both parents and children found that school support, like support from others, was not

sustained, and their grief sometimes felt forgotten.

9.2.2.3 Bereaved peer support
All participants described the best support they received from peetts aviived experience

of bereavement. For parents and children, this could be peers of a similar age who had
experienced parental iliness, death, or divorce. For children, this could also be adults who

were bereaved of a parent when they were a child.

Meeting other bereaved people gave participants a sense that they were not alone and
helped them normalise what they were feeling and experiencing. For many parents and
children, seeking support from established peer groups proved beneficial. In addition,
meeting people further along in their grief allowed for social comparison. It gave them hope

to move forward from where they were currently, showing that grief is survivable.

Parents and children found it easier to speak with others with lived experience $etaey
just understood, which meant they did not have to moderate what they were saying, worry

about causing upset or fear the reaction they may receive.
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9.2.2.4 Professional support
Regarding professional support, parents were shocked that no automatic paiassi

support kicked in after such a significant event, which reinforced that they should be doing
it alone; they need to try and find support alone. Despite being surrounded by support from

their networks, parents still felt alone in supporting their cheld.

Parents were desperate for professional support for their children with a commiaity
belief that bereavement is an issue that requires professional help. However, to get the
support, parents found that they must find it for themselves and paranits children face

barriers to accessing support.

Both child and parent data showed that accessing formal support needed to be done when
the individual wanted it, not at times set by services. Children often needed to feel ready to
talk about their loss antheir grief. For all participants to feel well supported, they needed
someone they could connect with, someone who understood their situation and could

support them in a nogudgmental way.

93¢ KS addzoaidl yiAargsS G rkbaaBeyoutaomd | AY:
have td2 the truth behind the mask

The conceptual modéFigurel?) wasconstructed to symbolise and explicate thew

theory. The theory includesll the key players whom patrticipants received support from,

including support from each other, the people in their existing networks who consist of

family, friends, communities, religious communities, schools and employers. This also

includes professional support, which included counsellors, therapists, mentahhealt

charities and bereavement charities and services. A description of the theory is presented

following the visual representation of the molde

From interviewing bereaved children and parentsyasapparent that they all had

situations when they masked ¢ir grief. The reasons seemed tied to their interactions with
each other and interactions with those around them in their existing networks, with a strong
sense to protect others and not make them feel uncomfortable. A lack of understanding
from the peoplearound them about the impact on the longevity of grief also encouraged
them todo this As a result of masking their grief, often those arotimem do not see the

truth behind their mask, which means support dwindles.
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Before parental death children andS®A Ay 3 LI NByida ftAPGSR Ay GKS

in Figurel?. Following their bereavement, they were thrust into a world they had not
anticipated- a social world of grief. Thwas tle start of their jourey to realise and accept
the enormity, experience the impact of their loss and learn to live new lives without the

parent.

Whilst most of their existing networks joined them (as shown by the @indws inFigure

17), to some extent in their social world of grief, some were unable to enter thrtdwand
NBYFAYSR Ay GKS Wy2NXIfQ 62NI RQd wSYIFAYyAy3
fears about how they could or could not support the family, resaiib some people

avoiding them.

When they were initially bereaved, it was acceptable for children and parents to show their
grief outwardly. Some parents admitted they could not hold in their grief even if they had
tried. Some children struggled to show thgitef; some purposefully put a brave face on

and pretended they were fine. For some, this would be the start of their learning to mask

their grief.

A



Social world of grief

Becoming alienated

Winging it, supporting the
kids alone with no rule book

Normal : Being picked up and carried
i Supportive

response People o D

from Existing networks winived |l g

existin .. . experience
8 What helps: being involved, feeling cared for,
networks

stability, normality & distraction, remembering them

& supported from those with similar experiences
Dealing with a tornado of emotions
Talking about it on your terms
Stepping up at home

Difficulties gaining support

Figurel7 The substantive theory: Masking your gribecause you feel you hate

22¢



At first, their existing networks wanted to do everything they could to help them, which

made parents feel they were not going through it alombe orange arrow heading towards

the social world of griehiFigurel7a K2 g & K2 ¢ LISRFVAG AIA OF ISR, WahJ | y R
which provided insight into how parents experienced good support from those around

them. For parentspractical help seemed most valuable when they were newly bereaved,

especially help with chitchre, running the house and helping with school ruksents

found those around them could not do enough to help. Flexibility from employers helped

some parents continue to work and ease financial worries. Good school support and
communication also helpegarents by reassuring them that the school was there for the

family and looking out for their children, again giving a sense that they were not alone.

Knowingthat the people around cared about them helped both parents and children.
However, children didot feel the sense of being picked up and carried as their parents did
and did not mention the practical support provided to the family by their existing networks.
A few children described many people being around for their parents, but they did not
percevethat as support for themselves. Some children also found that some of those
people encouraged them to do more for their grieving parents, making them think that

those people did not understand that they were also grieving.

LyaidStkRY F2NKOKAPRIBIIIA OHUKR (oda G KS LIzNLI S | N
g2 NI R 2 FiguINJw&sbdng lwblved in what was happening within their family,

GKAOK AyOfdzZRSR aSSAy3a K SateNdingdheNihgral. Mest 6 2 Re |y
parents involved their children; although, many questioned if they had made the right

decisions. However, the children who spoke of their involvement confirmed this had been

the right choice, as even when those events were h#rdy were pleased to have been

involved. It also helpethemto have stability, normality and distraction. School and friends

were dso dle to provide this.

Whilst in their social world of griethildren and parentdiad many issues to contend with,
asthey tried to support each other. The social world of grief as depictédgarel?,
highlights some of th& & & paf@isifaced in the orange section and the issues children

faced in the purple section.



Child aad parent participantspoke of the importancef ongoing open and honest
O2YYdzyAOFGA2yd® C2NJ OKAf RNBY>X Al o1 a SaaSyidal
Children needed to be given lots of detail to understand what had happened. Parents

realised that talking helped, as did childremertime. Many of the children described how

they struggled to talk initially because it was sometimes too upsetting even to mention their
deceased parentWhen they were ready to talk, they often faced challengdwey had to

learn who would keep their confidence and be Aadgmental, which was also echoed by

some of the parents.

All parents and children found that people around them were uncomfortable and awkward
because of their loss. Moreover, both participgmnoups gave examples of hiding the death
or refraining from speaking about it to protect themselves and others. They did not want to
make other people uncomfortable; when people were awkward or uncomfortable, this
madethem feel uncomfortable. Childrenimain problem was knowing how to talk about it
and bring it into conversation whilst fearing the reaction they would receive. Some parents
also experienced k. Children found that people knowing about their loss made it much
easier as they did not havee worries othaving totell them. Theinteractions with other
people led participants to choose if they should mask their grief or not. Interestingly, many
participants commented that they would not have known what to say or how to support a

bereaved persn before their bereavement.

For children and parents, connecting with others who had lived experience of bereavement
proved supportiveSuchpeople understood what they were going through and how they
were feelingand showed them that they could survitlgs. Participants also found

supportive peers who had been through parental divorce or illness gave good support.
People with a lived experience whom they could connect with could sit comfortably within

their grief social world, and it was always es$or children and parents to talk to &m.

E2AYIAYI AG AdzLILRNIAY3I (GKS OKAfRNByé¢ KStLa d
depth supporting their grieving children. Th&cuswas on their children and worrying

about the impact of parental dela. Parents felt alone in supporting their grieving children.

Parents often viewed bereavement as a problem that needed fixing and believed

professionals were needed to fixitproblem for their children. To receive professional

help, parents had tseekthis themselves whilst grieving, which could bstauggle.Figure
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17 shows professional support behind the white dashed line, showing it is available, but it is

out of reach for parents and there are barriers.

Those around them provided practical support to help parents with their children but could

not provide them with solid advice or guidance on parenting a grieving child. Some found

support through bereaved peers. Many parents found those arahed gaveadvie or

made judgements on a decision they made or how they should support their childies

was often unhelpful as they had nekperienced parental death. Children also found that

adults around them would advise how they should feel and act, encour#ugmg to

support their parents and siblings more.

CNRY G(GKS OKAfRNBYyQa LISNERLISOUGAOPSaz GKSe Ftf 7
up; worryingabout their surviving parents arfihdingg I € a 2F Wwad SLILA Y I dzLdQ
home. In addition, the oldesiblings within families often felt it was their role to look after

the rest of the family and stay strong for them, which was often reinforced by those around

them.

Interviewing children and surviving parents made it clear that the way they grieved k&nd fe
was often very different. Some child and parent participants realised that although they
were grieving the same person, they each had a very different relationship with.them
Therefore, their grief would be different. Some parents found it easier tqsuptheir

children when they grieved the same way. However, both children and parents admitted

occasions of feeling helpless when supporting the other.

l'a YSYGA2ySRI WYlFLalAy3a GKSANI ANRSTQ 4l a | LN
about. When towvear the mask and in front of whom.-ttepth probing with further

interviews indicated how and why participardsl this Wearing a mask could involve

pretending that they were okay, suppressing emotions, lying about or not disclosing the

death to othersMask wearing serves two main purposes: protecting yourself and others.

Both parents and children did not want to make people uncomfortable, and they feared the
reaction of othes. Theydid not want to be a burden and felt others were judging them.

Some paents found that those closest to them could not bear to see their grief, so they had

to control it.
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Parents and children often grieved openly in front of one another initially. However, after

time many learnt to suppress their emotions in front of eachestto protect from

dzLJASGadAYy3a 2yS y20KSNW / KAt RNBY KFER (G2 fSI Ny
SY2GA2yaQed h¥idSy GKSANI Sy2iA2ya 6SNB az2YSiKA

have the experience to understand, and they did not want teaigheir parents.

GOGKSNBUYUA LWzidAy3d GKS YIal 2y mnm: SOHSNE2\
AGZ Ydzy R2Sa Al aeé& FTNASyRaz Ffgleéea ale 3
A0NRY3AQS LQY tA1ST Sttt LQY y233 FtyR (KSYy

what do you want me to show you like, you know, | think people, | think other

people sort of do judge you, that it's just, you know, you can't help when you get

dzLJASG a2YS GAYS&azX LISNE2yFfftez L R2yQil 3Sd

on my own, ike just being by myself, and it took me a while, before | got upset

I NRdzy R Y& T N&hanotiegoldér¢hitd) a ( dzF T ¢

6GFE1LAY3 | 62dzi KYeRRbeyadse, lille, \as SomeoneRrSy i K0 &
Of Faa 6K2 L RARYyUG NBshéHadnotliewlaE (G KSe ¢ SNB
KFLIJSYSR:X aKSUa tA1S:T WwWakKz2dzZ R L 02YS (2 @&;
LQY tA1S @&2dz OFydid O2YS (G2 Y& K2dzaS 0SSOl dz
FYR L RARYU(d FSStf O2YF2NIloftS +aG Fttf sAGK
James (younger child)

Ge2dz RSTAYAGISt e FSSt Elezmzhd) 0SS (2 Lidzi GKS

Children and parents found that their grieving often had to fit in with what was socially

acceptable between each other and those around them. Often the people arowmd &mnd

societyhad expectations of how long grief should lgatthough,having never experienced

grief following parental death This lack of understanding resulted in children and parents
0SO02YAY3 WIEASYIFGSR Ay (Kblsdketmhesh@ e®ivilgy R WYY I &
the support they needed. As shown in the orange and purple arm&gurel7, which are

Y2@QAY3A o6F 01 (2 GKS Wy2NXIfQ ¢g2NIR® ¢2 KAIKEA
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family go on part of that grief journey with them, but they decide for how long and when

they should leave

For parents when they first entered the grief world, many could not put a mask on and

struggled to control their emotions. However, it was accepted bypiaple around them

that it wasacceptableo grieve. Parents made a conscious effort to show their children that

it was okay to be upset. As time passed, parents realised their children could no longer bear

to see their grief, so they learnt to mask it. &sesult of masking their grief, the people

FNBdzy R GKSY LISNOSAOS GKIFIG GKSe& YlIeé KIFI@S wyz¢

dwindles.

It is more acceptable to grieve openly when newly bereaved, so the mask does not need to

be worn. However, asrtie passes, parents feel they are a burden emgtwear the mask.

As they continue and survive their new lives, people only see the mask; they do not see the
GNHzi K 0SKAYR Ald ¢KSNBEF2NBE> (KSe FaadzyS GKSe

On the other hand, some children struggled to show emotions and wore masks, but for the
people looking in, they appeared fine and not affected by the death. One child actively
pretended she was okay. Children appeared more sensitive to wearing the mask and whom

they should weait in front of.

Some childrerwore a mask in school and grieved at home. For others, it was the other way;

they had a mask at home and grieved at schédéw older children seeminghyore their

masks most of the time unless they wererad.

a2@Ay3a GKS RIFEGlF 0S@2yR RSAONALIIAZ2Y (2¢l NRa |
because you feel you have@@ LINE OA RS& KSf LJFdzE AyaAraKida Ayd?2
manage their grief with each other and those around th@mestudy soughto explore
FILYAEtAS4aQ SELISNASYyOSa 2F adzLllR2 NI FNBEY S| OK 2
participants highlighted a strong need for professional support; therefore, it was necessary

to highlight those findings.

To conclude, it is socially@@ptable to grieve when newly bereaved, and most people take
a step witha bereaved persomto the social world of grief. However, as time passéiser

LJS 2 LliveS €patinue, anthe bereavement is ndongerat the forefront of their minds.
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After sometime has passed, there is often an expectation ttyg A £ £t 0SS W2 FSNI Al
moved on. The interactions with those around the bereaved make them learn to control

their grief, what they can and cannot show to each other and the outside world and what

mustbe kept inside. Masking grief is uniqueeteeryone and participantslo thisin front of

different people at different times. Participants masked their grief to fit in and protect

others, yet by masking their grief, th@ynaccuratelyshowed otherghat they were okay,

resulting in dwindling support.

9.4 Summary

This chapteprovides a novel integratioaf findingsfrom child and parent data sets

exploring their experiences of support in the context of them alone, together and within

their communitiesThe integration of findings allowed the development of a theory of how

OKAf RNBY YR LI NByida INB &adzLlR2 NISR F2ff26Ay 3
grief-0 SOl dza S @& 2 dz FpkoSides ah thiavalive &tribuki@n@hich has allowed

the canstruction of a model which describ#se major social processeas support

experiencafor children and surviving parentsllowing parental death

The following chapter discussthe new theory in the context of existing research and

theories.
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10 Discussion

10.1Introduction

The overall aim of this studyasto explorehow children and families best support each
other after a parent's death ant understandhow those within their existing networksan
provide a supportive responsehis final chapter conclude¢his PhD thesis bijrstly
discussing the key findings fraitme child and parent data. Theextsectiorsdiscuss the
contributions of this thesis, including tleibstantive theory constructed in the study. The
final sectiors evaluate this grounded theorstudy, highlightingts strengths and limitations

andthe thesis conclusiornds this thesis

10.2Thesis summary
The study began with systematic reviewwhichidentified,and synthesised the published
evidence of support experiencésr bereaved familiegfindingsare presentedn Chapter4);

this aided the qualitative study design.

The qualitative studused constructivist grounded theory to collect qualitative data by
conducting virtual, irdepth interviews. 17 parents and 11 of their childr@articipated in

the study(Chapters 78 and9 presentfindings from their qualitative intervigs).

Concurrent data collection and constant comparative analysis were used throughout the
study. Data analysis followed the constructivist grounded theory process of initial, focused
and theoretical coding, resulting in the construction of a substantre®ty, 'maskingour
grief-0 SOl dza S @& 2 dz FvihisH explaidstthe Kdci® frocésfefinvolved with

support experiences for bereaved families.

10.3Discussion of findings

A key finding from this study is that grief is often socially constructed aafteisted by the

social interactions children and parents have with each other and those around them.
¢CKNRdzZAK2dzi GKA&A RAAOdzaaAz2ys>s (GKS GSN) WLI NIiAC
parent findings. The findings are discussed under two meggbringingtogether the

different aspects ofupporting each othesind support from those aroundlrhe construction

of these headings is depicteéal Table21.
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Table21 Construction of theidcussion headings

Feeling responsible

Supporting each other Being open and honest and involving the childr

Expressing emotions

Family, friends and community support
School support

Support from those around | Employers support

Bereaed peer support

Professional support

The impact of Covid on support

10.3.1 Supporting each other

10.3.1.1Feeling responsible
Although participant data highlighted the individuality of grief, it is essential to acknowledge

and understand the impact of a death dmetfamily with participants responihg differently
to their loss.Thesendividual responses affected their relationships and how they
supported each other. For example, parents felt a responsibility to support their children.

Likewise, children felt theesponsibility to support their parents and siblings.

Family Systems Theq@s discussed i@hapter 2recogniseshe criticalrole family playsn

emotional and physical wellbeiff§ andis helpful to understand my findings of how

children and parents interact and support one anothEnistheory of human behaviour

developed by Bowetd’, viewsthe family asan emotional unit. Systems thinking describes

the complex interactions within a family, which are emotionally connected and reactive to

each other. A family's functioning is interdependent on the family membearshange in

one family member'suinctioning results in reciprocal changes to the otB&tsThe findings

from my study showed how children and parents adapted to meet the needs of the other

and how challenging thisanbe forthem.. 2 4 Sy F2dzy R (KIF & RBSFGOK | FF¢
functional equilibriund®®, My findingssupport this anchighlight the loss of equilibrium

GAOGKAY TFlIYAEASAZ 6A 0 KeqalydSNIOKEWD Rl AzaR §/EBO NIPKSS 42

felt in his family.
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My findings showed the imbalance and instability in families following their loss, leading to
children having a sense of responsibility to take on extra roles within their families and
parents taking o roles previously fulfilled by the other parem similar studyy Afifi et
al.288foundthat in post-divorce familieschildren took on roles within the household to
protect their parensfrom role burden. The systematic revié@hapter 4 highlightedthe

gap children were trying to fill in their families following their B¥8sSimilarlya sudy of
children living with parental illnegsund theyfelt a sense of obligation and responsibility to
look after the family?. Parental death requires families to adjust to more than the loss itself.
Therefore|t is essential to recognise the roles and responsibilities that change within
families.In my studythe older male and female children felt more responsibility for their
parents and families, contradiag findings from a study byiao et al’, that suggestshat

the caregiving role is assumed more by surviving daughters due to social gender role
expectationg’. Findings fronmy studysuggested it was more related to themeing the

eldest sibling rather than a gender expectation.

For parentparticipant€ (G KSANJ OKAf RNByYy 3 @S | NBFazy F2NJ
SOSNEIKAYIQ AAsimiar siuklydy HEhNG & RledomeBtyatparents need

G2 Ww3asSad Ad NRIKGIQ T2 NatarkiSakilNessMg findirgdNdsynate K Sy |
with this. Theyhighlighted that putting everything into the children meant some parents

neglected their own needs, and mighlisohave misunderstood or misinterpreted the needs

of their children.Hanna et al® recommendedhat professionals encourage parents to

practice seHcareand embrace rather than suppress their griefiisneedis also illustrated

in my findings.

Furthermore, parents should be enaaged to explore with their children what support

they need, with the understanding that their children's needs may differ from tbein. For
example, myfindings show that children worry about their surviving parents and want to be
involved and supportitem. Therefore parentsmust be honest with their children about

how they are really coping arfdeling and suggest ways that their children can support
them. Doing so will model to their children, help them learn more about grieving, feel more

secure andn turn, ensure their parents are in the best position to support them.



10.3.1.2Not knowing how
My findings contradict the public health model loéreavementsupporf?!-56:92.290 As

discussed ilChapter 2the modeltakes a public health approach, recommending a tiered
approach taodifferent types ofsupportin recognition othe differing needs of bereaved
people’l56.92.2%0 Thismodel suggest that 60% of bereaved people deal with their grief
without formal interventions, withonly the support of family and friend%°8°2 whilst 30%

will have moderate needs requiringpn-specialist structureguppor£?°892 The remaining

10% will require specialist mental health interventions, and this group is at risk of prolonged
grief disordef?°892 My findings from the parers(pberspectivedisagreewith this

percentage as all parents had a need to seek professional support. However, research has
shownthatI NA S@A Yy 3 T 2 NJoti AL dRSS (FkyaR) W2NdBG |y 26 Y
factors for developing more complex grief thmay require specialist interventidf This

could explain why the parent participamgeded a supportive response from the people
around them and in addition, theylsoneeded professional support and guidant®

enable them to support theigrievingchildren.This contradiction has recently been

reported by a studywith adults bereaved in the pandemimost felt they needed additional
support, with only 29% (n=207) of their sampelievingthey hadadequatesupport from

their networkg®*. Findings fronmy study also validaté 2 dA7?@rédicted increas in the

needs of bereaved people pepandemic estimatingonly 30%of bereaved peopleavill deal

with their grief with only supporfrom family and friendsthe rest needhgsome form of

formal support. Despite this claimurrentlywithin the UK mostbereaved peopleneither
automatically receive suppanvith suchsupportalso neithereasily accessible or widely

advertised asmy studyand others havehighlighted2°1

Previously little was known about why somarents accept help from servicés their

child whilstothers decliné®. Most parentsin my studyiewed bereavement as a problem
which required solvingdt identified that parentdelt it was essential they had professional
help, if only to advise them on what support was availattel give them reassurancand
confidence irmow best to support their childrerAgain,my findings highlight that the first
tier of the public health model approach to bereavement suppmés not applyo parents

supporting their parentally bereaved children.
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My findings also shed light on why supp@tnot accessed. First and foremost, parents
often lack information about services or find nothing available in their area. In contrast,
some parents felt overwhelmed with the different types of support available and did not
know which was best. Other reans for not accessing support were because the timing or
locationwasuna dzA G F 6 £ S (2 {AGthePércéptidng Wriae pyrikiPartd had

about what professional support would lige.

Some parents faced long waiting lists to access suppdat, after speaking with
professionalsthey were made to feel other bereaved children were in a far worse situation

than their own, leading some to decline support, thinking other children needed the limited
resources more. Some participants started reggj\support but quickly stopped if they did

not connect with the person offerintihe support or felt threy did not understand their

dAldzE GA2y® C2NJ a2YST (GKAa akK2NI SyO2dzyidSNI OS
they were not offered counselling laydifferent practitioner. However, a few participants

thought it essential for bereaved people to be told if the counselling does not work the first

time, they should try with someone different until they can get that connection, but services

did not advetise this.

Seeking support was challenging whilst grievinigich supportsarecent studyby Selman et
al.t*®, Thishighlighsthat nearly half of their bereavesamplewasnot provided with
information about bereaementsupport services. The findings framine andprevious
studiessupport the need for better ongoing signposting to support serviCagially those
services must reach out to bereaved families soon after the deatrasudollow up later in

their grief®116,

10.3.1.3Being open and honest and involving the children
Parents withholding information from their children about parental iliness and death was

highlighted in the systematic revié# and found in other studiesThis wa®ften caused by

fear and anxiety from parents trying to protect the childt&#’” For example, a seminal

didzRe 2y O2LIAYy3 0SKI JA2dz2NE RPpaABNBhichSrRolvasK A & | &
withholding irfformation from others to protect them from distre¥8. Protective buffering

is a widely used coping strategy among people who are chronicttyilbereaved? 1928

and is often associated with increased psychological distress for the protector and the

protected?®s,



Most of the child data alleviate the worries identified by parem; findings support the
consensusvithin the literature of encouraging parents and families to have open and

honest communication with children before and after parental déatf!9.289.295.296Child

data echos similar studies highlighting the importancetbe quality and quantity of

information; children knowing about pending parental death helped them understand and

manage the situatiol141°297 Previous esearch has identified that poor communication

with the surviving parent is associated with increased anxiety and depré%saom poorer

adjustment for bereaved childré®®® ¢ KS & dzZNDPAGAY 3 LI NBydaQ Svyz2i
@At lFoAfAGE OF y | t a’2whichiyedlio inago®priddetiyr t RQa | R2

matched supportas was found in my study

Child data also offareassurance to parents that despite their worries and difficulties

around being open and honest about parental illness and death, it is vital f@ e f RNB y Q &
understanding and acceptance and aitieir grieving.My findings support previous studies

that found it can be more stressful for children not to know, and the truth they imagine can

be worse than the realify:’3 Chldrenin my studyalso spoke of the importance of detail in

the information they were given; for many, the more detail they received, the easier it was

to accept and understand.

Both parent and child data supported the need to involve children and gesa thchoice in

what was happening within the familyoften starting with viewing the body and planning

and attending the funeralA study bySgftinget al>®’ found that when children were

included they feltthey weré  W¥dzf £t Q YSYOSNI 2F (GKS FlLYAte& |y
Evidence suggests that when a parent is dying, children should be empowered and given

agency; they are not passive; they develop strategies to cope and want to be invdR/&d

However,in my studymany parents found it challenging to make decisions about involving
their children and found little advice or support abdhbts. As a resultevenmany years

later, they questioned if theynad made theright decision to involve the children. However,
child data inmy study add to the limited evidence surrounding the importance of including
children in funeral®¥°. The children did not voice any regatoutattending, which
supportsthe findings from the systematic revié#®. Funerals allowed children to say
goodbye and feel part of what was happeniagdtheir grief was validatedt helped them

accept their new realityThisechoessimilarfindings from children and adults bereaved as
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children whofelt attendingtheir parent's funerahad beena positive and helpful event,
allowing them to feel important and useful in the family, with no reports of negative

consequences®

| 2 f £ I y R%idund&hat dhitRenexcluded from the funeral are more likely to feel
regret, anger, hurt, isolated and frustrated. Children are usually excluded as decided by
their parents, who act in their child's best interest but without consultati$f as was the
case for one famylin my study Parents withirmy studyand othershave shown the need
for reassurance and guidance concerning children's involvethetidies have identified
funeral directos as beingvell-placed to offer this suppott. Only two parents irmy study
mentionedsuchsupport.In contrast,one parent felt that her funeral director was not
supportive of her decision to allow her children to view the body psuiping findings froma
recent studyby Hanna et a}’. Thisinvolved funeral directors, with many ngterceiving it
within their role to offer support to families with dependent children e$a funeral
directors feared causing more distress, and despite many believing children should be
involved with funeral plans, only some actively encouraged parenits/tive then'’. As
with other types of support imy study, support from funeral directors is variab¥gth
some more involved with supporting families than othérsly findings support other
studies advoating forchildrerQ iavolvementwith funeral planspeing giveradequate
preparation of what to expect, aniighlighting therole funeral directorscan haven

supportingparents with this preparatiof-3°©

10.3.1.4Expessing emotions
Parents and children suppressing emotions or not talking about it to protect their children is

not a new findingn my study It was identified in the systematic review and has been
reported previouslyt1570.289.295.301n addition, research suggests that it is helpful for

parents to show emotions in front of their childr&q>295.302

However,my findings begin to sbw how the surviving parent's grieéwg process can affect

their children, which has not been answered in the current literatitg.findings suggest

that parents initially try to show their emotions, doing what theynthis correct for their
children.However,as time passes, they find tlechildren cannot bear to see their

emotions, forcing parents to adapt how they grieve and suppress and control the amount of

emotion they share. Such protection can be accounted for with empathic avoitfince
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(p.105) Thisis a term previously identified to describe bereaved children's concern for the
emotions of their peers, which encouraged avoidance rathantbupport for their grief?3.

A studyby LaFreniere et aP3found dildrenused empathic avoidance because thikg not
want to cause distress or make peerscomfortable Childrenn my study confirmed that
empathicavoidances a common occurrenand was evidenthrough interactions with

their peers.

In my study many parents and childrealsoshowed empathic avoidance of each other,

which can foster avoidance or an evasion of what is happening instead of suppmréng

another. A recent Australian study following a familial death from cancer found bereaved

children and young people reported unmet psychosocial needs, which were associated with

their levels of psychological distré® ¢ KS KA 3IKSad dzyYSi ySSRa ¢S
FNRBY 20KSNJ @2dzy3 LIS2 LI} S Fihdihés frobmnyistddy pravidigl | Yy R N
evidence that children in the UK also want, but do not alwagtssypport from other young

people(althoughtime out and recreation were not reported as unmet negds

The older siblings imy studytried to stay strong to protect and comfort their surviving
parents and sibling®©ther research has found that childnesometimes turn to siblings for
support rather than burden their parerd®. A previous study found mothers turning to
their adolescent children for support with their gri&f Thiswas seen with some of the
mothers inmy study. It is essential to be mindful of older siblings' responsibilities and

pressures.

Protective buffering, the withholding of informationdim others to protect them from

distresg®, and staying strong were common occurrences observed between children and

their parents and children and their siblings. People in their netwar&aenforce this by

telling or praising children and parents foribg strong Thiscan shut down support by

Al @Ay3as WwWez2dz FNBE R2Ay3 NBIFffte 3F322RI {SSLI A
because theynustand then faking it because that is what people want to hear; they want

to hear thatthe bereaved indiiduals ardine. As a result, participants mask their grief.

A study undertaken more than 20 years ago by Harrison.®€tfalind that 87%of bereaved

children hadnever or rarely talked about the deaths theydexperiencedFindingsrom
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my studyhave shown that children are still struggling to talk about death @ardbegin to

explain why children do not speak about a death and mask their grief.

My participants masked their grief for many reasons: fear of others' reactions, not knowing
how to bring it up in conversations, and the consequences of others knowing bedteld
against them. People would not want to be their friends. They saw it made others
uncomfortable and did not want to do that. They saw that the people closest to them
struggled to see their grief. If people did not understand, it was hard to bedidrezause

they just dd not get it Rarticipants knew thewill always have bad grief days, and that can
makethem feel a burden. People said things that did not help, advising on situations they
have not been in and comparing their different grief, whigljust a reminder of how much
they do not understand. Parents also worried it could affeeir owncareer development

or leave them trapped in their workplace, so some kept their loss and grief to themselves

However,my participants foundhere are p@plethey can be with and let dowtheir grief
mask.This mayhappenbetween children and parents, between siblings or close friends, or
what was most mentioned wasith other people who have beepereaved They

understand so they dichot have to worry abut their reaction;becausehey ‘fet itQ

10.3.2 Support from those around

This section discusses the experiences and perspectivhas sfipport needs for children
and parents when their existing networgsovided supportThe support families received is
consdered interms of who was providing, including family, friends and communities,

schoos, employers, bereaved peers and professignal

10.3.2.1Family, friends and community support
When the death happened, parents found it acceptable to grieve. People ratieechd and

tried to help however they could, which was invaluable in helgmyivingparents cope.
However, some parents found the amount of support overwhelming. Within communities,
connections are often strongest during illness, death and fréef found imy study.
Nevertheless, despite an immense amount of support from those around them, most
parents felt alone in supporting their childrefhis reflectsa study by Hanna et &}, who

found parents maximised social networks to help with the practical aspects of parenting but

felt intense loneliness parenting alone
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As mentimed, most parentén my studybelieved they needed professional support for
their children. Currently, professional and network support (friends, family, communities)
work in isolation from the othétr Arecent rert suggests professionals and existing
networks should work as equals to create an explicit network around a bereaved person

Findings fronmy study would support this.

Coping with a stressful life event has begescribed as a social proc&sCommunal

coping is ued to describe the coming together of resources, families and communities to

manage distressing everit8 A death activates the communal coping pro¢@stempting

G2 YI1S GKAA W2dzNJ LINPO6fSY YR NBaL¥yaAroAtAle
Examples are sean my studywhen parents felt those around picked them up and carried

them, providing practical helpttry and share the load and make them feel they were not

facing this aloneParentsalsosaw how the death affected others within their networks.

Communal coping was also seen when social network members communicitieahd

arranged supporters.

Communécoping is said to enhance the wellbeing of relationships, and improve coping,
psychological and physical health in stressful situafitr8’ as was seen withmy

participants. However, there can be a cost torgounal coping, which could limit the

0SNBI SR AYRAGARAZ £t Qa ITRFILIIAZ2Y® CdzNIKSN)Y2NBX
supporters into a sustained confrontation with the bereavement, which may mean

supporters need to distance themselves and requéspite’®®, My findings showed that

some supporters couldot bear to see their grigfvhich could be the effects of communal

coping.

Evidence suggests women are more likely to engage with communal é8pingnversely,
men try to hide vulnerability and weaknessd will try and deal with the problem alone
and not seek help from their netwoi®. However, findings frormy study contradict this
understanding, asll the fathers in the study sought and accepted support from their

networksand some sought professional help in the form of counselling

As time passes, the people around thereaved familiesvho have not been through it,
decide when that support stops. For somperticipants this happened after the funeral. For
others, it was around a year later when othéxelieved theyk @S R2y S GKS WTAN&
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everything, such asignificant dates andnniversaries. The data show that many timelines
were imposed by others, evggrofessionals, regarding whehey can access suppoand
for how long A recent study with bereaved adults found a decline in the initial support they

received from social networks after some moritis

It has ben argued that society polices bereavement by instructing the bereaved in how
they think, feel and behav. There was a sense fromy participants that they entered a
Wa20ALf ¢g2NIR 2F INRSTQI g KA OKtheyéxpeencd® Y S
grief inside and presented it outwardly was often shafy the social construction of grief
influenced mainly by the expectations and reactions of those around tivyriindings

support the argument that dying, death and bereavement do not occur in a social vacuum,;
they are influenced by the social and cutilicontexts in which they occi¥°L Together

with my & (i dzRn@liQyg we are beginning to understand that those within a bereaved
persor@network have a greainfluenceoverhow the persondeak with their lossand

grieve10t

Sociological concepts are crucial to understanding participants' experiences. For example,
anomie is a social concept used to describe a state of normlesshaissan describe
situations thatoccur, such as bereavement, which leave people feeling lost; their normal

patterns of behaviour are no longer acceptable, and they must find new’®#és

Many participants described instances of alienation. lbka O2 y OSLJi 2F RA &Sy ¥

provides an example of alienation insofar as instances of disenfranchisement separate the
griever from the usual sources of social support that people receive in normal
circumstance®?3! Doka coined the term disenfranchised grief, which refers to grief that
does not fit with society's attitude about dealing with lo#igs a feeling of loss thdhe

bereaved persomioesnot feel entitled to, and is ot understood?31 In my studytwo

mothers bereavedy suicide which they viewed @K S A NJ K dz& o, felyuRde<@rvihgO i A 2 y &

of support because of how their husbands died, a classim bf disenfranchised griéf.

Surprisingly,my findings suggest that most participants experienced a form of
disenfranchised grief, or rather a feeling that their grief was not understood or fitting wit
a20ASGeqQa | GdA b dzR.Shis legtifem (6 hide oSshidoréss thewr grizfdzf R

which in turn led to support dwindling.
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My findings showed that grief was culturally contingent. Previous work identifies contingent
factors influencing how indigtuals process grief, including historical, personal, social and

cultural conditiong2

There is a suggestion that stage models of grief have shaped our understanding of an
appropriate way to grieve anir how long®. Howevermy findings highlight an

expectation from otlers surrounding the timeline of grief. Similar findings have been
reported>2°L It is beyond the scope of this study to suggest whether stage models of grief

have contributed to that understanding.

Parents are Viing for their children and getting through each day, but to outsiders looking
in, theyare seen atunctioning They may even see them happy and laughing and think they
are 'over it' or 'moving on'. However, parents described how those people saw thek,ma
and they do not see what goes on at home and the impact of the death across their, entire
ongoinglives. Children's grief initially experienced by them as a child, but it will not end, it
will continue to resurface throughout their adult liveSurviving parents and those within

their networks must continue to offer support and compassion over the y&aisindings

from my study highlight the absolute need fsuchongoing support.

That initial understanding, flexibility and allowances start to tail off as well; this is seen in
the workplace andn schools There isan assumption that the further away from the loss,

the affectis notso much. Possibly othersdighey grieve fora certain period of timend

then move on, which is seen when parents are asked about dating again. Not everyone can

move on, and rathethan a period to grieve, grigmever goes awayhey learn to live with it.

The misunderstandings pele had about the impact and longevity of gnvefienthey have

y2 LISNBR2Ylf SELSNASYOS Oy 65 RS&AONAROSR 6AGK
grief!3s, TonkiR &  Ysade&styrief does not go away, antli$ something that a bereaved

person learns to live with and grow arouridowever, there is a misconception that grief is

something that grows smaller over tirté.

CAYRAY3Ia FTNRBY Yeé & lsdriedewkiBng gayfitiparts uddarsiaikding 2 v 1 A Y C
that grief does not go awaiyt is something they learn to live with. My participants also

found thatthe people aroundhem believe that the grief becomes smaller as time passes

My findingsOl y | RR in&delTey shawtfeQriisconception that grief gets smaller
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over time is a reasowhy the support dwindles and why people have expectations of the
0SNBIIGPGSR (2 WY2@0S 2yQ 2N Ww6S 20SNJ G KSANI INRKS
explanationand somethng worthy of consideratiors how long support is sustainable for

other people. Supporters may feel an emotional cost to continuasgsome parents

described how close family members were struggling to see their pain. Furthermore, there

may be a perceptio that encouraging a person to grieve could encourage them to prolong

their pain.

My findings also add toé 2 y { A Y GaBout¥i/ Bx@sé withlived experience can be so
supportive of a bereaved person. Having experienced grief, they can undeestdmaodel
that grief does not go awaythey understandereaved peoplgrow aroundtheir grief'3>, In
addition, for bereaved people to meet others who are further along in their grief shows

them that their grief is swivable.

Some childrenn my studyfound their grief was not recognised or acknowledged,
sometimes by those within their network$his supportsa recentUKstudyin whichsome
young people experienced a hierarchy of gtiedt did not help them and meardthers did
not recognise or validate their feelings and experiedcAgrevious study witladolescents
reported that their intense grief was underestimated by their parents, teachers and other
adults’4 Sgfting et af®’ found that including children in the death rituals helped them be

recognised as grievers like the adults around them.

A new finding to emerge fromny study was children voicing their struggles of being able to
talk about®QInitially, the reason for may children was that they were too upset or it was
too difficult to articulate. However, as time passed, there continued to be situations where
children could not talk about,itmeaning they often carried their grief alon®ther research
has found that bgs were less comfortable sharing their feelings and talking to peers about
parental deat'3. To contradict these findings, although one adolescent bawyistudy did

not want or receive peer support, another boy the same age was desperate to speak to a

peer. Again, highlighting the individuality of support needs.

Children adnited they did not know how to brin§tQnto a conversation. They feared the
reactions they would receive from others or worried about the emotional impact of their

grief on others. As a result, they sometimes hide their loss and emotions to protect
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themselves and others. Similar studies found children kept their sadness private due to the

fear of the impact on othefs'

The UK Commission on Bereavenidgatind a dominant themdor bereaved peopleround
persistent emotional pain and its impact on mental health. For some adults, their pain
worsened as tim@assedbecausehey were expected to move énChildren irthe study
found it unhelpful when supporvas reducedver time orthere was an expectation they
would 'get over it'. This was also found with somergfparticipants who, after a time,
‘crashed and burned'. Furthermore, many child and parent participants experienced an
expectation from others to have moved obhiswas hard when they realised their grief

would never go away and was something they would alviraye tolive with.

The taboo around death was a constant theme throughout parent and child data. Many
spoke of the taboo they had experienced, people avoiding tHesmg uncomfortable,

lacking an understanding of the impact and longevity of grief and not knowing how to
support them. Albf these experiencesreated barriers to receiving support. Similar findings
are echoed, including a lack of understanding and efmp&iom social networks following
bereavement?® Ongoing taboos surround dying, death and bereavement, a lack of
understanding of grief and its longevity, not being aware of how to support a bereaved
person, a sgma surrounding specific causes of death, and disparities regionally in

communityinitiatives®.

10.3.2.2School support
Children spenanost oftheir time in a school setting. Howeveny findings suggest that

teachers, like parents and health professionals, feelgllipped to speak to children about
death, which can constrai children's emotion84316, As parents imy study struggled to
know how best to support their children, similar findings have been reported by teaéhers
Furthermore,a UK study with school staff highlighted the negative impact on their

emotional wellbeing when providing support to a bereaved éhild

Many of myparticipants cited schools, teachers and peers as good sources of support.
Research found that schebhsed sources of social support can reduce grief and promote

growth for bereaved sibling&. Peer support provides a vital role for children in the context
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of parental bereavementtcould be invaluable when &cA f RQa FlF YAf & &aeadasSy

and may struggle to provide effective suppdft

The initial response from a school calsoreduce the adverse effects of parental
bereavement??, and teachers can provide timely and continued support to bereaved
childrer?®®. Additionally teachers, friends and peers providing support can lessen the

impact of a lack of support frottiie survivingparentswho are grieving themselvé's,

Some parents found that the schools their children attended ensured staff had
bereavement training, for which they were grateful. However, this was oftd#neejerkQ
reaction to haring the news of a terminally ill parent or following a sudden parental death.
In addition, not all schoolsad bereavement policies in place. Similar findings have been
reported despite the positive impact they can provide in supporting bereaved faflids
Training around bereavement, loss and emotions should be mandatory for anyone whose

job role may bring them into contact with a bereaved child and family.

Parents felt reassured when they had good commation and updates from the school.

CKSe FFLIINBOAFI ISRYDSWOAKENK2WOKEKS] ODKAT R 41 &

been reported®.

Those supporting a bereaved child and their parent must understand that they do not need
to move on and get over their grief. Instead, they need to understand that their role is to

support these families through an ongoing jourr@fyprocessing their griéf>31>

It must also be recognised that teachers, like other professionals, experience an emotional
burden when supporting bereaved children. Therefore, when encouraging teachers to
provide support, support must be in place for the supporters. Previously teachers have

expressed support from colleagues as a helpful factor when dealing with bereav@fnent

10.3.2.3Employers support
Employers varied in theuglity and amount of support they provided. Pareafgpreciated

the flexibility. However, parent data highlight the need for greater awareness of
bereavement within the workplacévly findingscall for policies to be in place to tier
support families to mnage their employment whilst grieving and experiencing such-a life

changing event=indings support a study highlighting problems in the work place for
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bereaved people, including perceived insensitivity and a lack of compassion and

understanding from othes®?2,

10.3.2.4Bereaved peer support
Parents and children often voiced that it was difficult for others to understand if they had

not experienced such a bereavement. A recent UK study found a widespread perception
that people could notinderstand the loss of someone important without fHsind

experience Itled to a barrier to empathy and increased feelings of lonelihess

My findings highlight the benefits of bereaved peer support in reducing isolation, loneliness
and feeling different Theydemonstrae that people with lived experience of bereavement,
illness or parental divorce could comfably support families within their social world of

grief. As opposed to many people around them who had no idea of the impact of the death
on the family or could not cope with their grief. Similar research found that meeting others
with a similar experiece gave children and parents hope for the futurermalisetheir

experiences and reduced loneliness and isolafié

10.3.2.5Professional support
Parents expected a professional to reach out to offer support. Howéwey,found they

had to seek support themselves. A similar finding reported disappointment from bereaved
people around not being offered suppériThe perceived lack of professional supponmy
studyleft some parents in disbelief. Before and immediately following their children's birth,
they hadautomaticallyreceived supporfrom midwives and health visitorsfferinga

universal service centred around child health promotion and the wellbeing of the f&mily
After the death of a parent, children did not receive any automatic support, wiictde no
sens&lo parentsin my study A similar study reported a lack of coordination in support for

parentally bereaved familié¥’.

Several studies have identified the relationship and closeness to the deceased to be linked
to higher levels of griefral support need®-116:324.325 For many people, the relationship
between parent and child or parent and partner will be the most important and cloa# of
their relationships. My findings recommend that the deafia parent should automatically
identify the potential for that family to have higher levels of grief and support néeats

should receive ongoing assessment from professionals.
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Studieswith adults bereaved during the pandemic found that those who nes support

from health care professionals immediately after the death had more positive bereavement
outcomes16:32¢ This highlightshe importance of compassionate care, timely

communication and support arountié time of the deatf*My findings suggest that

parents would welcome and benefit from such support following the death

My findingsalsoshowed a lack of good quality, appropriate and available services forcing
some parents to pay for professiormlpport, as has been found in similar studeMy
data were collected nationally and highlight considerable inequities in support provision

throughoutthe UK.

My data from parentseported a lack of informatiorsignposting to services, and no follow

up from professionalsThiscreated a barrier to parents accessing support. Similar findings
have recently been reported in literature with bereaved adtiits'62°1 Furthemore,
bereavement services have recognised that some groups would benefit from their services
yet do not know how to access théf They acknowledge the need for a more proactive

approach with better informatiorand signposting, but that is a challenge for ttfem

When a parent dies, bereaved families are in crisis. Alergtanding of crisis management
processes could be used by services to better support bereaved families. Effective crisis
responses require certain processes, including cognition, communication, coordination and
controP?8 Adapting these processes to support parentally bereaved children would require
parents to have the cognition to recognise the potential risks and potential consequences of
their children'sgrief??8. Communicatioris neededwith parents,children,and bereavement
services, including cleazpnciseand timely informatiod?®. Following this, crisis

coordination would involve the exchange of information surrdung a bereaved child and
mobilising resources to support théds. Finally, control would be maintained by shared
knowledge, the development of supporting skills and adjusting to meet the ongoing needs
of the chld3?8,

Manyparents suggested that a professional supporting them from the start would have
been beneficial. Most importantlyhis wouldhelp parents best support their children and
navigate the demanding tasksid processes they must follow. A systematic review

reported how parents could influence their children's adjustment to loss through parenting,
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communication, and coping strategiésA study in 2012 found paremtgere unaware of
how to support their children and highlighted thewn support to be able to support their
children was a priorif§f. Despite this, findings frommy study suggest therbavebeenno
change in how parents aupported,and they still desprately need guidance in knowing

how to support their children.

Both children and parents were reassured that formal support would always be available. It
is likely that knowing that support was there reassured them that their grief was normal and

to be eyected.

Findings highlight that these parents feel alone in supporting their bereaved children, and
they need professional support themselves to be able to support their children. Providing
such support will likely be sufficient for their children. Howevmcause of a lack of
information and professional advice, many parents desperately seek professional support

for their children.

Evidence has shown that when a parent with dependent childreonsing to theirend of

life, professional$eel uncomfortabé, some believe it is not their role to support children,
they fear making the situation worse or not being able to manage an emotionally charged
situation. All those factors impact the way families are supported and highlights a training
need??®. Another suggestion fowhy professional support is not automatically in place or
why therecanbe a lack of support could bedhparental deathis not recogniseds an

adverse childhood experience (ACE).

ACHs a term originating from a grourareaking study to describe poteatly traumatic

events that children experience/hich can have lontasting negative effects on health and
well-being®*%231 In their original study (n=13,494ACEs referred to adversity children faced

in their home environments, including physical and emotional abuse, neglect and household
dysfunctior#®. The study found that ACEs are commonly experienced and can lead to an
increased risk of poor outcomes in later lifach ashe increased risk of heart disease,
diabetes, obesity, depression, substance abuse, smoking, poor academic achievement, time
off work and early deat#*. The ACEs concept highlight the vulnerability ofdckit affected

by an ACE and provide an understanding of how childhood experiences carttadfadah
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later life®32. Furthermore, the ACEs framework allows for development of trainftamed

practice and regonseshat are recognised internationaff§?

Parental divorcésidentified as an ACE, yet parental bereavememot33L. A recentNIHR
report also failed to idetify childhood parental death as an AQistead, thereport
described ACEs as highly stressful events experienced by chidrehthey outlined
according to an overview provided by Public Health Scotfiiag depicted imable22.

Table22 Overview of adverse childhood experiences, from Public Health Sé&tland

Overview of dverse childhood experiences

Domestic violence

Parental abandonment through separation or divorce

A parent with a mental health condition

Being the victim of abuse (physical, sexual and/or emotional)
Being the victim of neglect (physical and drpal)

A member of the household being in prison

€ €& € € & € ¢

Growing up in a household in which there are adabtperiencing

alcohol and drug use problems

The Centers for Disease Control and Prevention (CDC) in Amere@bagnised that ACEs

can take manyorms. Theyhighlight that parental death is a childhood adversity which can
cause a traumatic experientleat can negatively impact health and wellbeffy A more

recent UK study defined household adversity where a parent or guardian had died to be an
ACES5, Findings from the currergtudy provide strong evidence that parental death should

be recognised as an ACE, and several parent participants spoke of parental death as an ACE.
The NIHR acknowledges the complexities of caring for children witF&C&Esthermore,

children affected by ACEs require support from health and social care servicesdhat

helpful and acceptable to their neet!& Recognising pareritdeath as an ACE could lead to

a better understanding and support for bereaved children and the surviving parents.
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10.3.3The impact of Covid on support

For some families bereaved around the Cel&dpandemic, additional challenges were
identified in the way thg were supported. When lockdowns were in place, many families
were isolated and unable to receive the usual informal, fimcéace support from their
existing networks. Similar findings have been reported in the literatéré Mourning
practices had to be adapted with limits on the number of people who could atseyd
gathering Children could not attend school, felt isolated from their friends and found this
disrupted their grieving. Disrupted grieving was oepd with adults bereaved during the
pandemi@®L. Moreover, professional support became limited with greater demand, and a
switch to virtual or telephone support did not always meet the needs of families. Supgorti
evidence that online support can be more accessible for some groups but also exclude

others, especially young children or parents with childcare responsibifities

10.4Evaluatinghis grounded theory research

Chamaz suggests that the strength of a grounded theory study can be assessed by the
study's originality, significance, usefulness and relev&ica key strength of tis study is
attributed to using the grounded theory processes to maintain methodological rigour. The
following section evaluatethe groundel theory of this study, firstly using the criteria
suggested by Charmaz, followed by Birks and Mills suggested criteria for evaluating quality

in grounded theory studies

10.4.1 Credibility

Thetheory's credibility derives from methodological rigour and theSgsNOK SNDa NB T S
Charmaz describes credibility as beginning with having sufficient data, asking incisive

questions, making systematic comparisons and developing a thorough affal§f&iStrong

reflexivity throughout the processis cru@®lii 2 3+ Ay WY S lcky2aRPAT 22dZAyCH- af & A
identifying ourselves in the research process and enguur beliefs do not enter the

research in ways we would not usually realtée

Throughout the thesis, rigour has been demonstrated. Several strategies were employed to
achieve credibility, including ongoing reflexivity, awareness of positionality and member

checking (as discuss@dChapters 5 and®6).
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The indepth interviews allowed the researcher to explore emerging concepts further in
subsequent interviews using theoretical sampling. In addition, concurrent data collection
and analysis allowed the checking of emerging categories against data collected from
participants Thisensured the emerging theory was representative of the views and

experiences of participants.

Credibility is said to be enhanced when participants gufee interview proces$e The

initial interviews stayed closely aligned with the topic guide until | developed confidence in
interviewing participants. Following this, the topic guide served as a checklist to be used as
needed during the interview. | told participants that although | had questions | would ask
them, they would guide what we spoke about and what was important to them. Concepts
introduced by participantsvere used to develop interviews? Following each interview's

initial coding, the topic guide was continuously reviewed and revised to incorporate new
concepts to explore in subsequent interviews. When formulating the theory, credibility can
be enhanced using participants' wofds | used participants' language throughout the

coding processes to ensure participants' experiences and meanings were #pA&d

Anexample ithe O 1 S32 NB Wg A yna fkoyh Partikipafisandwas ad&used las
a concept to explore in the interviews. Follay interviews and member checking allowed
verification and elaboration of the findings with PPl members and participdihtsse

provided opportunities for the reseaitter to ask followup questions to assist in developing
the emerging theory, and enseithe developed categories were saturated. Alongside
member checking, findings have been discussed with professionals in the field who have

indicated the study's relevanand theory.

10.4.2 Originality

Originality refers to creating fresh and new categories and insights which provide an original
conceptual representation of the dat&. This study makes several original contributions to
knowledge offering new insights into bereavement support for children and surviving

parerts. Thiswill be discussed in further detail in the following section.

The systematiceview Chapter 4 highlightedthe lack of studies involving children and

surviving parents to explore their support expmnces following parental death. This study
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dyad experiences following parental death with a focus on support.

The substantive theory developed in the study pd®a a new understanding of how
children and parents are supported and whéinés is lacking or requires improvement. The

study highlights that how individuals are supported by their existing networks affects how

they grieve.

10.4.3Usefulness

This study has pr@d its usefulness by adding to the limited ckilehtred research in the
field of bereavement, incorporating parewhild dyads. The study contributes to our
understanding of the impact of children participating in research and the challenges and
benefitsof children's participation in research. Furthermore, the substantive theory could
inform the development of bereavement support and services for families living with

parental death in the UK.

The multiple implications to practice, education, policy anskgechare discussed isection
10.6.However, the usefulness and resonance of the study were cemented during member
checking interviews, sharing categories and the emergent theory with participants and PPI

members. Examples are providedTiable23.

Table23 Participant feedback on categories and emerging theory

Participant | Feedback from participants when presented with categories
details

Charlotte |aL GKAY{ @& 2 dael, definfiedyRso well, | tbiziklev@rgon
(older YySSRa (2 NBIFIR AGX SOSNR2YyS yS§
child)

d think those topics are so perfect, but | think they're such broad
topics as well, they just pretty much capture everything, those ar¢
definitely the mainthingskk I & L ¢2dzf R al e&s K
James G, SLyepyedyepyepyepSL) @ SLJ @SLJ 8SLI @
(younger

child) G, 2d20@dS R2yS |y FYITAy3 220¢
Natalie Ge2dz KIS O20SNBR SOSNEGKAY3:S
(mother)
GAGQA AdAdz2NBfte | YIaairgsS 33ILLOAY
O02YS IONRP&aa lFyeuKAy3a tA1S (KA

oyeah absolutely, yeah | can relate to that one definitely still
2y A32Ay 3
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Ellie L GKAY]l AdGUa 3A22RT @8SIKZ L @
(mother)

A¢KFG oFa SEFOGfe& YANNRNE 2dzN

10.4.4 Resonace

Resonance refers to the categories expressing the fullness of participant experience,
revealing explicit and implicit meanirtg$ The thesis provides-epth detail of how the
constructivist grounded theory processes were followed. The emerging theory was a co

construction between the researcher diparticipants (as presented thapters 5and6).

The findings offer anyone supporting a bereaved child or parent deeper insight into their
main concerns following parental death. Through membleecking, the findings showed
resonance with participant experience, as presentedable23. Inaddition, peer checking
with other researchers in the field and professionals working within bereavement services

further validated the usefulness and resonance of the findings.

Birks and Mills provide three criteria influencing the quality of grounded theory research.
Theseare research expertise, methodological congruence and procedural pregisithe

following section demonstratehow these criteria were met.

10.4.5Researcher experts

To produce a successful research project, the researcher requires knowledge, skills, and
professional attributes relevant to the research they are undertahds a doctoral
student, | engaged with the Researclizgvelopment Framewo#k®to plan, promote and
support my development withithe domains oknowledge ad intellectual abilities,

personal effectiveness, researgbvernance, organisatioengagement, influence and

impac£?®,

| participated in educational activities with the University's postgraduate training scheme
and the wider research communitycompleted modules relevant to my identified needs
and developectonfidence and competence in the reseapocess. In addition, | engaged
with continual reading, accessing resources, and engaging with peer groups relating to

constructivist grounded theory.

| am a clinical research fellow and a registered nwsegkingwithin the local hospital's

bereavement gpport team. | chair the local child bereavement advisory group and am a
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certified Grief Recovery Method specialist. During a leave of absence during the pandemic, |
developed and managed a family support team and incorporated bereavement support for
families. Before, | worked in different eraf-life settings within the hospital, and | am
experienced in supporting families during eafilife care. This background provided some
expertise in supporting bereaved families within the study, and it was carefalhaged

through reflexivity to identify preexisting knowledge and potential bias.

10.4.6 Methodological congruence

Methodological congruence provides the foundation of a credible qualitative study. It
requires accordance between the researcher's philosoplpiosition, the research aims,

and the methodological approach undertaken to achievesth®. As explained, the
philosophical positioning of the researcher and the research methods are compatible with a
constructivist groundd theory approach. The study's credibility was enhanced following
constructivist grounded theory processes, including reflexivity, member checking, involving
participants and peer review. Transferability is demonstrated by clearly explaining the study
badground and context, methodology, and methods using thick descriptions to present
findings. Member checking and public involvement were essential to methodological

congruence and discusseddetail inChapter 6

10.4.7 Procedural precision

To generate a theory that fits, works, is relevant and modifiable requires rigorous
application of grounded theory procedur®® Procedural precision requires rigorously
applying methods to allow the developed theory to be deemed a quality prétfudio
demonstrate procedural precision, | maintained an audit trail, managed dataesources,
and showed procedural logfe. The grounded theory processes were rigorously carried out
throughout the study and contributed to its dependabiliyependability is achieved by
reporting the entire research pcess throughout this thesis and following the necessary
governance and ethical requiremefts Memo writing throughout the study alongside a
reflexive diary provide an audit trail of the research to support confirmabHikgerptsof

both have been presented throughout the thesis.
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10.5Strengths and limitations
10.5.1 Strengths

The previous sectimdemonstratethe strengths of the grounded theory study. This next

section highlighg other strengths.

The need for further research ihe field of bereavement has bedrghlighted, including

the need to understand the support needs of bereaved people and ensure the voice of
bereaved people is central to the reseatchhis study has placed bereaved children and
parents at thecentreof the research. Using grounded theory allowed the findings to remain
grounded in their individual experiences anifleo a good understanding of children's and

parents' support needs.

There are multiple strengths to the study. The most important is how the study used a child
centred approach providing children with the agency to particip@eldrenandparents

were inerviewed, contributing to the limited evidence froboth perspective. In addition,
some of the families were interviewed as childrent dyads providing greater insight into

the relationships within families. Interviewing children and parents separatadychild

parent dyads, the findings have contributed a rich insight into support experiences.

The involvement of bereaved families has remained central throughout this research and
FNRY GKS AYyAGAlL T Ay@2f gSYSy(d 2H8byithkS &2dzy3 LIS
establishment of a bereaved family PPI group early in the design process through to

reviewing findings. The involvement of these groups has strengthened the study and

contributed to its success in recruitment ahdlpingparticipants feel support. In
FRRAGAZ2Y T GKS wasSi G2 1y26 YSQ aSaaizy gAlGK
develop rapport, which increased their willingness and openness to share their experiences.
Previous research with parentally bereaved children and their sagyparents is largely
representative of mothers and often adolescent childi®&¥2 Oneof the strengths of this

study have been the participants recruited. The study successfully recruited participants

from varbus causes of death and differing lengths of time since bereavement. Just under

half of the children were younger (41B), and five sons and seven fathers represent 43% of

the total participants.



Participants included nemarried couples, one separatedugade and blended families.
Recruitment requird the researcher to be patient, flexible and able to build relationships to

create a safe place for children and parents to feel comfortable sharing their experiences.

It could be argued that including childramd parents from within the same families
provides a greater understanding of the experiences and dynamics within families when

they are grieving providing insight into thi different perceptions.

The study aimed to recruit participants who had not aseekservices to understand why
some families access formal support and others do Despite most families being
recruited via social media and not directly via support services, most had addessal

support.

Recruitingwith social media and the aliif to offer virtual interviews allowedational
recruitment, providnga good spread of participants across geographical akégsal

interviews were seen as acceptable by participants and the chosen interview method by all.
Findings have shown that tal interviews can successfully elicit rich data on sensitive
topics*L. Onlineinterviews with young people can create a feeling of safety and
anonymity’’® Findings from this study support the evidence that virtual interviews are
beneficial in many ways; they are convenient, accessible, enhance personal interface to

discuss sensitive topics, and are thsaving*™.

The successful recruitment of bereaved children and families to this study adds to the
growing evidence of research which encourages the inclusion of bereaved participants,

particularly chiiren, and highlights the benefits of their participation.

10.5.2 Limitations

Qualitative research and constructivist grounded theory do not segleteeralisdindings
from a large representative sampfé Instead, the study aimed to generate a theory
providing a deeper understanding and greater insi¢dt*linto bereavement support for

children and surviving parents.

Purposivesampling was used to recruit most parntiants.This selselecting sample may be
biased towards families who chose to participate and may be more inclined towards help

seeking and research participation. In addition, those coping or adapting well to their loss
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may be more likely to participatélowever, it was clear that one of the mothers recently
bereaved was struggling to cope, which would support why many of the families had

received some formal support.

There was only one parent participant who was separated from the deceased parent. The
lack of separated parents in the study also suggests that findings may not be representative
of the views of such families. Not all parents who participated had their children
participating. Therefore, the experiences of their children were not explatédhe child
participants, only two were bereaved of their mothers. The rest were bereaved of their
father. Unfortunately, the children of the three other father participants were either too
young to participate or, in one case, their father did not want th tem. A limitation of

this study is the eligibility age criteria for child participants, as some parent particifedints

their children under the age of ten would have had the capacity and desire to participate.

The studydid notcollect families' soceconomic status; however, the interview data
identified a significant variation in participants' social and economic status, with some

families clearly in lower socioeconomic groups.

Most participantsookpartA y G KS W3IS{H G2 1Yy 2 wiew Bhissho®édi A 2 y Q
some insight into family dynamics but one interview limited participant observation. In

addition, some dyad interviews were completed one after the other. Although this

benefitted the families, there was no time for the researcher to gsaltheinterviews

Instead, multiple interviews within dyads would be needed to greater explore the dynamics
within a family. For example, having completed a parent interview followed by a child

interview or vice versa. Undertaking the parent interviesstfmeant any findings from the

child interview could not be followed up with the parent and vice versa.

A further limitation resultedrom the busy lives led by participants, coupled with the
timescale of the study period, which meant all participantsidoot participate in follow
up memberchecking interviews. Therefore, the second interviews were only completed

with two parent and two child participants.

The National Institute for Health Research (NIHR) identifies the importance of including

underservel groups within researé®’. Some of those underserved groups they idgntif
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who were relevant to this study are children under 18fedent ethnic minority groups,

different sexual orientations, and soetwonomically disadvantagét.

The study was open to all uatserved groupsand itsuccessfully recruited children and
sociaeconomically disadvantaged grouptowever, despite efforts to reach those other
groups, using social media and offering online interviews, which has been found to increase
the diversity ofparticipant$’8 there was little cultural or ethnic diversity. The study failed

to recruit parents from a samsex partnershipAll families were of a white, British

background; therefore, the support experiencasd needs of families fromther ethnicities

and those from samsex partnerships are not accounted for in this study. The need for
research with bereaved people frodifferent ethnicitiesis highlighted as a priority
recognisinghesegroups are less ligly to access formal bereavement supgoff which

could contribute to the lack of diversity within the sampampling from within thee

groups could extend and densify the current findings.

Therefore, it is prticularly important to recognise that the developed thepag well as the
research findingsare not applicable to all bereaved families. As previously mentioned,
these findings do not represent the experiences of minoritised groups who are not
represened in this research. The theory is grounded in the data generated by the

participants in this study.

Although the findings present rich datasthe interviews were undertaken virtuallthere
were possible missed opportunities to pick up on n@mbal ces and body languagesthe
researcher and participant were not occupying the same sfdc&urthermore, there is a
chance of disruption due to poor internet connectféh which happened on a few
occasioml. Alsorecruitingonlinemeantthere was less chance of reaching digitally

marginalised groups.

The findings report how families are supported by their existing networks. However, no
interviews were undertaken with members of the participai®sisting retworks. Doing so
would have explored their perceptions of providing supgbet could have contributed to

the constructed theory.
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A final limitation of the study is that the researcher was a novice researcher in constructivist
grounded theory. While undeaking the research, she learned about the processes and

applied them to the study.

10.6Contributions of this thesis

¢CKS adzaidl yidA gbsurdgrié-DechlBeSyoudt¥llycu have®s LINE JARSa |
theoretical understanding with evidence to improve ptiae in how families are supported.

Based on this, recommendatioaad implicationsaare made taheory, practice, education,

policy and research.

10.6.1 Contribution to theory

¢tKS F2fft26Ay3 aSOGA2Yy RAaAOdzaasSa (KSaskhé o & dzo a
your grief- because you feel you have® A & (G KS StNabwaEiIRctivalK S 2 NB
developed from participants' datdt offered an understanding of the patterns of behaviour

of bereaved families and those within their existing networks. My thiesuggests that

masking their grief to protect themselves, each other, and those around them can lead to a

lack of ongoing support. My new theory is now situated with some relevant existing

theories.

Some grief theories and models watiscussed ilChapter 2 Thefindings frommy study
have highlighted how tkse have failed to explore the influence of existing social networks
on how children and surviving parents grieVéis is éspite the argument that grief is not

just an individual process, it is intricately soéfél

Many of my participants viewed their grief as an ongoing learning journey. Murray Parkes
and Prigersott® previously described grief as a learning process, resulting in the bereaved
developing a new set of assumptions about the world. Mstipgants often found that

people did not know what to say to them. Several admitted that before they had been
bereaved, they, too, would not know what to say to a bereaved person. ThresbotEpt
theory is an educational theotPthat | do not believe has ever been considered with grief.

However, it could be applied to grief to understand this interaction.

A threshold concept happens wh a new portal opens to a new and previously inaccessible

way of thinking about or understanding somethifiy Threshold concepts are dathed as

265



transformative, giving significant change in the perception of a phenomenhioiscan

involve a change in identity and how one sees themselves and thewvorld. Theseare
irreversible, meaning they cannot be unlearned and provide a new weridvhey are
integrative, meaning they expose you to something previously unknown, and they are
troublesome and can feel aliéf?. When conparing these processes to my findings, these
characteristics can also be seen to describe the bereavement experience. Many participants
spoke of grief being a learning journey, and one even questioned if it was the role of the
bereaved to teach others alow grief. Applying this theory to the experience of becoming
bereaved helps us understand why those with lived experience can provide another level of
support They too have been through the bereavement threshold, which has opened their

understanding. It des not make them feel awkward or uncomfortable.

Death and dying are social issues we often try to solve with a medicaf$nsising
Goffman's dramaturgical metaphor as an alternative lens to understandttityQ indings
allows a good understanding of bereavement support experiences. The theory of
dramaturgy likens social interactions to a #ttecalperformance, with the world as the
stage and life as the performani®@ Both children and parents display front and backstage
performances of grief. The making of grief highlights the complex performances tral
impact of interaction with othersThisaffectshow a bereaved person can grieve if their

grief is acceptable to be shown front stage or must be shown privately backstage.

Bereaved people choose whthey show to the outside worldVvhen masking their grief,

this can result in the outside world interpreting their grief mask to mean they have finished
ANASOAY3I YR WY2QPSR 2y Qd { AYRHE SeMdrabfiny RA y 3 &
participants showed disdain and took offence when they heard the term 'moved on' as they
hadrealisedthey never move ontheylearn to live withtheir grief. Thissupports the theory

of grief developed by Tonkitfd ¢ 2 v 1 A yafdescrib&dPritBslisuggests that grief
remains the same as time passes, but people begin to grow around their grief. They have
new experiences, meet new people and begin to find moments of enjotAtfeAs the
participants inmy study found, their grief will always be there, but they learn to live with it

and it becomes part of who they are.

The dual process coping model which was introducedhapter 2 allowsus to understand

how bereaved people cope with grief, by oscillating between-togntated and
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restoration-orientated work in their everyday liv&é$. The findings from my study resonate
and can expand on this modd8lheyshow people within a bereaved person's network can
influence their ability to be loss oestoration orientated as dependent on the reactions and
expectations from those supporting them; bereaved people must control and mask their
grief at times. Denial and avoidance of grief are described as restoration orientated, and
within the dual processf the coping model are healthy and adaptive ways of grié¢tng
However, findings from my studydtilight that bereaved people deny and avoid their grief
as part of the restoratiororientated activitiesimportantly, findings have highlighted that
sometimes they deny or avoid their grief because they feel forced to do so because of the

interactions omeed to protect those around thepand not for their own benefit.

Part of loss orientation involves confronting and trying to accept the loss and reminiscing
about the deceased persoBome participants inmy study found that those around them
could not bar to see their grief, or it made them uncomfortable talking about it, so they
would suppress their emotions and not talk aboutdbnsequentlythe loss orientated

could be impacted by how open and accepting those around them are to hear about their
loss Previous work surrounding support from existing networks to the bereaved suggests
that the bereaved need to have an openness of their personal needs and should educate
their networks about how best they can support th&érSome participants imy study were
able to be open with their network about their needs. However, when support was not
sustained, this was acceptesome of the children, especially when thinking about support
from the school, just accepted that it had been a while now. Théyot expect all teachers

to remember and remain sensitive to their situation.

Over ten years ago, Harris discussed the eppion of the bereaved in Western Soctéty

Identifying four social rules for grievitigat are not explicitly stated but are widely known

and rather than support, they can constrict grief. Those rules include; who has permission to

be identified as bereaved arnftitheir relationship to the deceased is valid; how long grief

can last; how grief should be shown; and if the cause of death is 'acceptable’ or has stigma
attached. These rules put profound social pressure on bereaved people to conform to

societal norms thatonstrict rather than support grief experienéés Findings fronmy
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influences on how bereaved peombouldrespond to their loss affect how they respond to

their los$46,

Furthemore, Harris suggested that bereaved people want to be socially accepted and

reduce the risk of being socially isolated or excluded because they are not conforming to
expectationd*®® ! & | NBadzZ 6§ INASOAYy3I LIS2LA S Yl & WYl
internalising and oppressing their grief, which does not fit the social rules of griétiige

theory developed withimy study centres around bereaved people masking their grief and

provides evidence of the oppression of the bereaved by society.

Hogan et af*’ developed a substantive theory of bereavem®effering seven major
sequential grieving processes that can overlap andmerge following a consistent overall
pattern®*’. The process begins with 1) getting the news, 2) finding out, 3) facing realities, 4)
becoming engulfed with suffering, 5) emerging from the suffering, 6) gettmith life,

and 7) experiencing personal growth All seven processes were seen throughout my
study.Aswith the previously discussed models and theories, this theory focuses on
individuals moving through bereavement. It does not consider or situate the external
support received. When aflipd to this theory, my findings add another dimension which
are not illustrated by Hogan et &7; for many bereaved people, the support they receive
has often gone whilst they are still engulfed with suffering or trying to emerge fradué.

to the reactions and expectation of those arwithem, they are forced to mask their grief
and suffering. Parents had to get on with Jife keep routine and normality for the children
However, as discussed, this can be misconceived by others that they are further along or

‘over' their grief.

This gction considered existing grief theories and models and has showmhavew
substantivetheory, presented heregomplements and goes beyond the existing modils.
provides insight into how the people within a bereaved person's network can and do impact
how they grieve My findings highlight the essential need for bereavement models and
theories to look beyond grief in the individual or family context and understand the
importance of viewing grief within the context of them as an individumatheir famly and

alsoin their networks. Doing so will ensure a supportive response is provided appropriate to
a bereaved persd® individual needsallowing them to grieve how they wish and not feel a

need to mask their grief.
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10.6.2 Contribution to practice

My findingsshowed that most families receive good suppimam those around thento

help them manage following the death of a parent. However, the data provided by parents
highlight their perspective that bereaved children require professional support.
Understandingheir fears draws attention to prime opportunities for bereavement service
providers topro-activelyintervene soon after parental death. Doing so would reduce
parental stress and wornand build confidence and competencesurvivingparents'

abilities © respond to and support their bereaved children.

My findingshighlighta greatneed for professionals to work with families to help them

engage in open communication atminormalise exploreand understandheir emotions

and how they may manage those septely and togetherDoing so will hopefully reduce

their need to grieve alone, reduce the amount of empathic avoidance they feel they need to
protect one another and allow them to understand that they do not need to mask their

grief.

Services providingupport to bereaved parents must harness the power of peer support.
Findings highlighted the power dfiis for both parents and children. Although peer support
is very variable, a few participants did not fimdupportive. However, fomost, it helped to
meet someone who had some understanding, could relate to them and normalise their
feelings. Being with bereaved peers made it easier for participants to open up. They felt
they did not need to hide their feelings or censor what they were saying to pratect

other person.

A local hospice developed an initiative in a local school with many bereaved pupils. The
hospice provided some general school wide education around grief and invited children who
are bereaved to meet with other children in their schomi peer support. Although my

study has highlighted that peer support would not appeal to all bereaved children, the early
feedback from tle hospicdnitiative has been positiveMany children had not known there

were other bereaved children at their schaoid they were grateful to meet others who
understood what it meant to be bereaved. Such initiatives could be easily rolled out into

schools and maximise the peer support already there.



The findings have started to fill the knowledge gap and highlightfetmjies may not

access support and the difficulties fabehilst accessing suppoitiowever further

research focusing on access to support is needed. In addition, my findings can offer services
good insight into how they can improve better meet the irdividual needs of bereaved

families. A starting point for bereavement services when developing a new service or
reviewingoneisto work with bereaved families to find out what works for theemsure

services are cdesigned and meet the needs of bereavadilies.

Professionals providing support in these situations nadxtter understanding of the

impact of the bereavement on the family unit and the difficulties they face accessing
support. Professionals need to work with bereaved families to identdyr tharriers and

help them overcome them. For example, a common barrier was the provision of services
that did not match the family's needs or the distance to travel or how the timing could fit
around work and schooRnother barrier was not knowing whagrvices were available to a
family, with many trying to search whatasavailable. Services have a responsibility to
ensure that information about their servicésaccessible to those who may need them.
Furthermore, families should be able to access supabthe time that they need it, not as

dictated by procedures and policidsat do not have any evidence base

Findings from my study highlight the need for any support to be tailored to the need of the
individual, with an awareness that within one fayniparents and siblings may have differing

needs.

Professionals must manage the expectations of bereavement support with individinelg
musthighlight the possible need to work with other professionals providing different types
of support to find whais most helpful. Connection, being nqudgmental and

understanding their situation seem to be critical factors in receiving good support. If
participants did not receive this, they were more likely to stop accessing that support. It is
important that professionals acknowledge with those they are supporting that they may not
develop that connection and that is normal. For example, if someone has a counsellor they
do not connect with they may feel that counselling is not for thédowever, if they were
encouaged to try counselling with another practitioner, as some of my participants did,
they may find that connection and understandingpeTrelationship with the person offering

the support is vital to it being a success.
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In the study, vinen categorisinghe cause of death into sudden and expected deaths, it
became clear that what | thought was an expected death, for example, from cancer, was
sometimes described as a sudden death by participants. Despite parents being ill for some
time, some deteriorated quickland died suddenly. Some were fit and well, received a
cancer diagnosis and died within months. For many of these families, these deaths felt
sudden, making me cautious about categorising a death as expected when it felt sudden for
a family.Cliniciansften categorise deaths as expected, unexpected or sudden in research
and practice. It is important to understand that our categorisation may not fit with how that

family experience a deathnd weneed tobe mindful of the language we use

All health and saal care professionals supporting parentally bereaved children require
training to develop their knowledge, skills and confidence to offer sustained support. A
recent report recommended thab provide competent caret should be integral,

substantial andnandatory for all health and social care professionals to receive education
on endof-life care and death and dyirtigMy findings would support this and recommend
that all health and social care professionalsaveare of the services available in their own

area to accurately signpost families to support services.

In addition, my findings support the need for funeral directors to acknowledge their role in
adzLILR2 NI AY 3 0SNBIFGSR Tl YAt AYaFurerdl dikBas2aé &y RS R
one service most likely to interact with a bereaved family; they ar&dddo for advice and

seen as experts in their field. They require discursive training to recognise their role and the
impact they can have on supporting bereaved families and develop their knowledge and

confidence to be able tprovide thisandalsosignpst to relevant services.

Reflecting on my own experiences supporting bereaved families over many years and from
speaking with different professionals who may be in contact with bereaved families,
professionals often think that supporting a bereaved fanslthe job of another

professional. A prime example of this was when | spoke informally to a funeral director
about how they support a bereaved family. | was told that they do not offer support as this
is done by the doctor at the hospital. Having workeithin end-of-life care for many years |
know this does not happen. My findings show that it can be difficult for bereaved people to

ask for help. Leading me to wonder if a reason why a family is not getting the support they



need is because the people armithem believe someone else is already giving them the

support they need.

In 2013, Kellehe&f highlighted the need for a compassionate communities approadth, w

end-of-life care being the responsibility of everyone. Ten years on, the UK Commission on
BereavemeritrepoNIi = W. SNB I gSY Sy i Qdhaws Body BexcdnenfeBtQd 06 dza A Yy
impacts everyone. All my findings fully support that each and every one of us needs to

understand the effects of bereavement and how to best support bereaved people living

within our communites.

10.6.3 Contribution to eucation

Bereavement and loss are something everyone will encounter. A systematic review
highlighted how bereavement can negatively impact children's educalibis is often

more debilitating initially and then eas®sbut for some children they may develop
prolonged grief disorder and the bereavement can affect their functioning for many
years*®, My findings highlight the need for greater awares@d loss and bereavement

within schools. Firstly, school staff whose roles encounter children and families must receive
support and training to support bereaved children. All schools should have a bereavement
policy with guidance for staff, providing aat role for them and a greater understanding of
the longevity and changing nature of grief. School staff should be encouraged to maintain
ongoing communication with children and families to identify their individual needs
throughout the time spent at scha. My findings suggest a need for schools to recognise
that bereavement is an ongoing issue that may affect the child throughout theitif@ol

staff must be aware of all bereaved children within their care and recognise the ongoing
need to continue ® be sensitiveFor examplgearound family events, anniversaries and

when teaching subjecthat could be potentially distressing. Furthermore, my findings
agree with the UK Commission Bereavement, who identified that schools should ensure
when childrenare moving information about their bereavement is passed on to the next

schoo?.

The accounts frormy particdpants identify the school as an environment that can offer
consistent and sustained support to bereaved children as they grow and continually process

their grief. However, this must be individualised to the needs of each child. Currently, there
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is variane around individualised support and lack of sustained support throughout the

OKAfRQAa GAYS |G adkKzzf o

Furthermore, the school curriculum needs to teach children about loss and grief and how to
support one another, as previous studies have highlight&f2! Implementing grief

education into schools would mean that the next generations of young people will have the
skills and confidence to support the bereaved people around them. Children recently
highlighted howéarning about loss and bereavement would help them understand support
for bereaved peers, better prepare them for the future, and normalise the experiences and
feelings they may haveSuch grief education could have@nsiderablémpact on bereaved
children by empowering and equipping them with the skills and confidence to talk about
their loss and receive thegpport they need from peers and teachels.turn that grief
education will continue to help those who receive it to better respond to any bereaved

person they come across.

Most children and some parents in my study spoke of their difficulties talkingiabo® A G Q | Yy R
often received negative responses when they did. This suggests that bereaved people,

children especially, need to be supported by those around them to know how they can talk

about their loss and bring it into everyday conversations without téaepercussions. If

professionals facilitated such conversations with children within school settings, it would

give children permission to be able to talk about their loss, should they. Wislould begin

to reduce the taboo around death by normalisithgse conversations and modelling to

children how to have a conversation and how to respond.

Families' primary sources of professional support could come from bereavement services or
the school. My findings recommend there should be interprofessional wgiketween

services and schools to ensure every child and family receives the support they need. Not
only when families are newly bereaved but as they navigate life carrying their grief. Schools
are well placed to identify and signpost bereaved familied &work with services to provide
ongoing support. My findings support the UK Commission on Bereavement suggesting all
schools have a bereavement policy which includes information about sources of support,
signposting and making referrdlAdopting a wragaround approach could identify

individual needs and provide the right support at the right time. Ensuringlibetaved
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families' needs are identified and acted upon as they arise may reduce the need for

individuals to access services in the future.

The power of school support has recently been highlighted from a UK nationwide

programme seeking to improve childrény R @ 2dzy 3 LIS2 L)X SQa YSydalt K
implementing mental health support teams into schééislt provides early intervention

and access to suppgrand promotes good mental health and wellbeirigrt of the training

staff receive is on bereavemefi?. The early review of the service found that school staff

felt more confident talking with children about their mental he&fth Such initiatives have

the potential to support children's mental areimotionalhealth, help them develop coping

skills and learn how to manage difficult experiences and feetihidsis vital that this

programme be evaluated in the context of providing bereavement support.

10.6.4 Contribution to plicy

Findings have shown a great need for society to be more grief aware to help reduce the
taboo around death and dyind\s discussed, grief education within schools would be a
great step towards raing grief awarenesds.he findings advocat®r a Compassionate

QR YYdzy A& Qa | LILINE,wihkhe liekef tiiatSes/ond @aysSayfdle in
suppating a bereaved person. Recognising that the pandemic has added to grief,
bereavement and mental health, Australia recogniieeineed for improved grief literacy

to improve community understanding of grfé¥ Findings from this study suggest that the
same improved grief literacy is required in the UK to improve how we understand grief and

support those grieving.

Improving grief literacyill supporta greater understanding ohe impact and longevity of
grief, and mean that children and parents do not have to mask their grief to fit in with

society's expectations. Doing so would allow them to receive the support they need.

Findings showed a need for all employers to have benea policies in place to provide
adequate support to fulfil their roles without placing extra pressure. For instances where
this is not possible, the employers should work with the employees to offer alternative
employment. Like the other people in a bered person's existing network, employers
need to recognise the need for flexibility and ongoing and sustained support. For many

bereaved parents, following the death, their priorities changed; even after time, they may
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still not be able to work at the cagity they once did. Childcare will often be a concern for

them, which can be alleviated with workplace flexibility.

Parents experienced far greater allowances and flexibility from employers during the
pandemic. The ability to work from home and fit theours around their family life allowed
many to manage their competing life demands better. If employees can be supported in this
way during a pandemic, the same support and allowances should be made available to them

following parental death.

Recognisinghe financial implications of parental death on the family unit is essential. When
people are nearing the endf-life, families with dependent children are more likely to fall
below the poverty liné®L. That situation worsens for loRgarent familie$®'. Bereavement
support payments offer a lifeline to many families. Howev¥amiliesoften found out they

were entitled to the payments by chance. Bereaved families must be provided with all the
information they need about the support they are entitled to and how they can access it
recently recommendetl There is limited evidence to suggest what types of information
bereaved children and surviving parents would find most helpful. My findings highlight the
need for better information and signposting around the practicalities of a parent dyidg

the administration tasks, bereavement services, children viewing the body and attending
the funeral and the financial support available. Similar findings have recently been reported
by the UK Commission on Bereaventetd Selman et até. Both studies found only a

third of people received information about bereavemeservices andacedchallenges

around completing the practical tasks after death. Together this evidence recommends that
local providers and commissioners review the information and modes of delivietmg
bereaved peoplerecognisngthe needs of bereaed peopleare currently notbeing met

Further work is needed to understand the information bereaved people need, the timing

and accessibility of information and how it is delivered.

As mentioned, recognition of parental bereavement as an ACE couldddzsadter

understanding and support for bereaved families. Using an ACEs approach has already been
identified as a helpful way to consider the impact of parental death on chitéfen

Furthermore, ACEs are present in UK policy, with Scotland and Wales having established

I/ 9 \Ulkadaioddie the shared learning of research and practice surroundingACEs
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Identifying parental death as an ACE would ensure supporting bereaved families is firmly on

the agenda.

The availability of bereavement services requingsificantreview and greater systefevel

investment. Currently, most bereavement support is funded by théicta organisations,

which means there is an inequity in availapA y G KS ! Y® t I NByia RS&aONJ
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accepted there was no support. The way bereavement suppgrtovided requires an

overhaul to ensure every child and parent has the same access to services and opportunities

in their grief.

My study has highlighted the lack of information sharing between health, education and
social care professionals followiagparental death; meaning it is often the responsibility of
parents or children to share news of the death with professionals. Parents were
disappointed that after such a life changing event there was no automatic support system in
place. My findings suggt it would be highly beneficial to families if there were formal
structural processes in education and healthcare settings that identify bereaved families and

alert local support services who then have a responsibility to engage with bereaved families.

Fndings from my study and others suggest the public health model approach to
bereavement, which is the gold standard for bereavement seryinay not accurately
represent the different tiers of support needed by bereaved individuals. Currently the
model suiggests most people will be supported by friends and family albfay services
adopt this modelvithout an understanding of the limitation§ hismeansservicesnay
misunderstand the needs of bereaved pegmed in particular the needs of bereaved
parerts who may be at greater risk of developing complex &tiéfirstly, if services are
supporting a group of bereaved parentgll they apply the model that only 10% of that
group may require specialist interventipand will they assuméhat becausea parent hasa
good support networkthey are receiving the support they neetls my findings show, along
with recent studies undertaken with bereaved adult®t all bereaved people get adequate
support from friends ad family, some report unmet needs and many have a desire for
professional support®-2% Further research is needed to understand the types of support

bereaved people may need, under what circumstances, and iigeht factorsthat
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contribute to needing more specialist support. With further understanding of the needs of

bereaved people the public health model approach should be revised.

10.6.5 Contribution to esearch
The follow sections outline the multiple contribatis this thesis has made in relation to

research.

10.6.5.1Research with parentally bereaved families
This is the first study (that | know of) which successfully recruited bereaved children and

surviving parents online using an eptapproach. Online recruitmentas demonstrated the
power of reaching many individuals and has taken away some of the gatekeeping often
experienced when recruiting vulnerable populations. In addition, most participants were
recruited by seeing the recruitment flyer onlin€hismeant thee was no requirement to

gain ethical approvals to recruit through HCPs. This method could help other researchers

who are struggling with recruitment.

As far as | know, this is the first study that uses virtual, online interviews to explore
bereavement expriences with children and surviving parent dyagsoviding a unique

insight into how they support one another. The feedback from the PPI group and
participants is that online interviews are an acceptable and favourable form of data
collection. Furthermorevirtual interviews worked exceptionally well for bereaved families
who are already navigating challenging and busy lifestyles but are keen to be involved with

researclt making involvement more accessible to this often hwdeach group.

The successfulecruitment and indepth interviews with 28 child and parent participants
have shown that bereaved people want to be involved in research. Furthermore, children
have agency and can contribute to research to prowideiableinsight into their lived
experierce, which must be used to shape services. Doing so will value their voices and
ensure research is persanientated rather than servicerientated®®4 The findings have
proved that bereaved children and parents ar@ hard to reach, and reducing barriers
around gatekeeping and a need to protect children is achievable when participants are

placed at the centre of the research.
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This study has made contributions to knowledge through gegrewed publications in
journals accessed by professionals who provide care and support to families at thed-end

life andthrough presentations at local and international conferences.

To date, research focusing on bereavement support from social networks is fifnited
Studies focusing on how children and parents support each other following parental death
and how their social networks support them are even scanter. This study contributes much
needed insight into parentally bereaved childrerdaheir surviving parent's experiences

within a UK context and highlights the areas of support requiring improvement.

This study has provided a better understanding of the support experiences for parentally
bereaved children and their surviving parentsrough the lens of children, parents and a

systematic literature review.

The study has contributed to bereavement research by identifying that bereaved children
and families do want to have their voices heard. It can be upsetting and painful, but that is
not always bad. Participants get something out of participating, not only knowing they will
help other people but that they have a therapeutic benefit to being heard. This study is
novel in that all interviews were undertaken virtually, which provided muche flexibility.

It was easier to arrange to talk with these busy families causing as little disruption as
possible. It is likely that virtual methods improved recruitment and meant that families
could be recruited across the UK instead of being undertdkeeto-face when the

geography would have imposed limitations.

The interviews provided rich data, part of which could be attributed to the rapport
RSOSt2LISR 6AGK LI NGAOALI yia dzaAy3d GKS w3Si
about myself and mjamily allowed participants to feel more comfortable talking and

opening up to me about their experiences. Some children felt | could relate to their situation
because | experienced parental divorce. This was not something | had expected to find.
Future esearch with children should incorporate activities orpreerview meetings to

develop rapport and for participants to feel comfortable and safe with a researcher.

When setting out to undertake this study, | worried about my ability to speak with childre
about their bereavement. Undertaking the first few interviews, the gravity of what | was

asking from these families dawned on me, giving me a tremendous sense of responsibility.
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Luckily for me, | began receiving positive feedback soon into the studicipants were
grateful for their involvement; they thanked me for listening to their stories. For some, this
had been the first time they had shared their experience. Other bereavement researchers
have also found a willingness from participants to shaeeintimate and detailed personal
experiences of bereavement and often feel positive having takerf{afthis gave me great
encouragement knowing that participants were getting something positive and supportive

by sharing their stories in a safe, rjpdgmental environment.

Reflectirg on participants' gratitude to be heard reinforced the difficulties children and
families face being able to talk about their loss and the taboo they felt, which often resulted
in them not talking about it. | believe | am a good listener and-juoilgementl, allowing
participants to open up to me. If | can listen to their stories, | see no reason why those

around them cannot do the same.

Participants were grateful for the opportunity to participate and thankful for someone
listening to them in a nofjudgmental way. Many told the researcher how beneficial it had
been for them to participate. Participants were invited to provide feedback on their
experience of participating in interviews. Anonymous feedback was returned by five
children and eleven parents (8d.of the total participants). Every participant provided a
positive response about their involvement. These findings support the need to allow

bereaved people, especially children, to be involved in resédrch

10.6.5.2Research in a pandemic
The study was developed and designed during a pandemic which influenced how the study

was undertaken. Initially, it was planned to perform interviews face to face. Covid meant
the research had to be adapted to allow for governmersdtnetions that could halt facéo-

face interviews, resulting in a decision to undertake interviews virtually. The public
involvement sessions took place virtually for the same reason, which worked well. The
patient andpublic involvement group&P)) identified digital technologies as an acceptable
data collection method to allow the research to be flexible and continue regardless of any
restrictions imposed. Young people are generally engaged with the digital world, which can
give voice to marginalised @ups, enable a more representative sample, and provide
greater privacy and anonymity when exploring a sensitive topic than atfafzee

interview?®, Both children and parents from tH# groupssupported virtudinterviews,
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with much of society having experienced working or schooling from home using digital
technologies during the pandemic. Virtual interviews had advantages; they were
convenient, allowed participants to choose a comfortable setting, providega@er sense

of control and empowerment, and were accessible as not limited by a participant's location

geographically, meaning they could be more accessible to some groups.

Furthermore, they could be more anonymous, with some Hargeach groups more léty
to participate in a virtual interview rather than face to faé®etentially they can be ideal for
sensitive topicsallowing some participants to feel more comfortable disclosing sensitive
information virtually and there is less social presdtiteVirtual interviews have been
successful in previous studies to improve diversity and inclusion with young gé&ople
allowing them to feel comfortableThey are norntrusive and safe; eraging and
convenient, and easy when exploring sensitive issues with vulnerable g&bple
Disadvantages to virtual interviews include lesser acceptability for some ¢féulps
addition, difficulties have been seen with virtual interviews relating to conversdtow,
reading body language and also difficulties with-gptand WiFi connection¥4. To prevent
digital exclusion, the study protocol was flexible and allowed for telephone orttatace

interviews should they be requested by participants, and it was safe and permitted.

During the pandemic, the researcher had fitsand experience of offering bereavement
support virtually and over the telephone, which was an acceptable form of communication
with those bereaved. Public involvement sessions also took place virtually, giving the
researcher experience and confidence in using a virtual platform with bereaved families. To
the best of the researcher's knowledge, no other study has used virtual interviews to

explore children's experiences of parental bereavement.

Overall the study has preed that research in a pandemic is not only possible but can have

many benefits ahighlighted in the strengthsection.

10.6.5.3Research with children
The rich data gathered from children highlight the agency they possess and the

contributions they can make to search. Undertaking research with children requires
flexibility and adaptability throughout the process. Planning the research with children and

piloting topic guides and different methods proved useful to ensure the gathering of rich
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data. Interestinglyhe vignettes worked very well with some of the younger children who at
times struggled to answer a question, but wherplerased as a vignette and the child was

asked to give advice to someone in the same situatioely found it easy to answer.

To buildtrust and rapport with children and parents | found it helpful to meet with them

when they showed an interest in the study. Using researchedssttosure allowed them

G2 aSS L ¢Fla | 6FNY¥I FNASYRie&zI 2LISYy |yR Wy2N
decisions to participate and lessened any power imbalati®eBhe rapport and trust built

prior to the interviews allowed the interview to feel less like an interview and more like a
conversation guided by participard8 All children chose to be interviewed alone wahiis a
AONBY3IGK 2F (GKS adGdzRer Syad2NAy3a OKAf RNByQa ¢
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alone.

A concern and identified gap in the literature is tinederlying assumption that within the
parentchild dyad, children play a passive role and parents an aatig€. Recent studies

have begun to identify children's agency during parental iliness and H#edthHowever,

this study is among the first to highlight examples of children's agency within the parent

child dyad and contribute to the understanding that children should be viewed as active and
equal agent&257:3%8 Children protect their parents by suppressing their emotions so as not

to burden them, as reported in a similar stdéy However, children did not shy away from
theirpaSy 1 4aQ SY20A2yaz FyR YlIyé O2YF2NISR GKSY
protection is when children take on more roles and responsibilities within the household; as
they see their parents struggling with increasing demands and workloadsg toyreduce

the burden. Parents sometimes worry about their children's level of support. Nevertheless,
many acknowledged they could not manage without it, providing a seldom reported insight
Ayi2 OKAfRNByYyQa F3SyoOe Ay adzlll2NIAY3I LI NByda
10.6.5.4Directions for future reserch

This study has made an excellent start to exploring support experiences for children and
families, highlighting some barriers they fa€arther research with children and parents is

required to explore the problems they face accessing services andhai can be tackled.



A primary concern for parents was a lack of information and professional support to help
them to support their children. Therefore, research should explore exactly what parents
need from those professionals and understand how hatiag support will benefit parents
and their children. Furthermore, research must identify what information bereaved families

need, who should provide the information and when.

Findings showed thsignificantneed for education about grief and loss. Resbamith
children is vital to understand what education is required to be delivered in school to raise

the understanding and awareness of loss and grief.

Although these findings give a good insight from the perspectives of bereaved children and

their survivhg parents, it would be helpful to explore the perceptions of those providing

support to bereaved families. In particulavith peoplein their existing networks to better
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research could also explore why some people step up and do not shy away from death, and
others avoid the bereaved person. Similarly, it would be useful to explore experiences for

children supporting a friend whose parent has died.

Future research reques a longitudinal approach to follow families throughout their

bereavement experiences to provide insight into the types of support edaabst and

when. Such research would raise awareness of the need for ongoing support throughout a
OKAt RQa ftATSO®

Regading supporting bereaved children, research should map all the people who encounter

I 0SNBIFI SR OKAfR (2 ARSYUATe ¢gK2 Aa oSad LI I
further research is needed to explore how interprofessional working between kbersant

services, HCPs, and school staff can work together to provide ongoing support.

Research could investigate why some schools and workplaces do not have bereavement

policies or training to identify barriers or reasons.

Some families found that when tgdostered open communication, which allowed them to
better support one another. Research could further explore how to support parents in
bringing open communication into their families. Furthermore, children often struggle to

bring their loss into a convsation. Research could explore with children how their parents
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and social networks best support them to feel comfortable to talk about their loss and show
their emotions.Such research could allow the development of interventions to enable

children to beable to talk about their loss and ensure they receive support.

Undertaking research with this population requires the utmost flexibility and patience.
Families often neeeldd multiple reminders, and although they may be extremely interested

in participatingthey lead such busy livesmdare juggling so mucthat they will often

forget. Parents often forget to return consent forms, attend scheduled interviews, and
return feedback forms. The first parent interviewed in November 2021 completed and
returned herparticipation feedback form 11 months after the interview. The form was
received with a note which read, 'Alexso sorry but | found this in a pile of paperwork,

huge apologies'. The determination to be involved with the study and help other people was

evident with all participants.

10.7Conclusion
d was only seven like even though my friends tried to help, they can only really
understand so much, because not many children know about death, like how to
deal with death at that age, so they sort of tried to heilp as much as they
could, | guess, but they couldn't really. And then, because | was so young, | sort
of had to move on quite quickly like, to sort of try and keep up with like getting a
normal ish childhood, | guess, | would say, like, | had to sant aht forget

about it and pretend to be happylo (younger child)

Through the lens of parentally bereaved children and their surviving parents, thistsisdy
identified the many challenges following the death of a parent. The findirgidighted
what asupportive responseésfollowing parental deathThere were also many examples of
children and parents not receiving a supportive respgnsakingthem feel they had to

mask their grief.

My findings identified that children and their parents entenew, unfamiliar, social world
of grief. They are trying to navigate their bereavemant theinternal work that involves
They experiencehanging dynamics withitmeir familiesand networks Parents and children
try their best to support one another butftens (i K S & méwandithaf cgn2nake

themfeel helpless. The interactions from those within their networks gatially support
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the bereaved familyHowever, thenetwork® lack olunderstanding around grief leadisem
to unintentionallyoppresschildren andLJI NXBgyidi. Be@vingparticipants feelinghey had
to control their grief according to the influence and expectations of those around them
whom they foundhad often not experienced griefThe impact of bereaveddS 2 LJX S Q&
networks is not often cosidered as has been highlightead existinggrief models and

theories

My findings indicated thaalthoughfamilies are well supported initially following parental

death by their existing networks, this support quickly dwindles, and there appears to be a

societal expectation to 'move orfForbereavement support to be improved, society needs

G2 NBO23yArasS GKIFIGzE a O2AYSR o6& GKS 'Y [/ 2YYA
S @S NE@dFES S B Weallneed to acknowledge the role waustplayin

supporting bereaved people around My findings have shown the amazing response to
bereavement in many communés However, communities require support to understand

grief and grievinghow they can provide that supportive resporesad how they can sustain

the support they providever time

Recommendations have been made for all professionals involved with tHéhteeal social
care of children and their parents to recognise the pivotal roles they can play in supporting
bereaved familiesAcknowledging that they requirgereavement training to be able to

offer ongoing and sustained suppoRarents and children regnisethat grieving is a

process they learn to live withet, those within their informal and formal networks often

fail to realise that grief is ongoing.

The study shows thimdividuality andcomplexity of experience for children and surviving
parentsfollowing parental deatland the need for any support to be individlyaiilored.
Furthermore, the lack of information, signposting and available support services is identified

as an area requiring urgent attention.

My findings indicate theurrentpublichealth approach tdereavement supporimay not
accurately represent the needs of parentally bereaved children and their surviving parents
Theycall for action to review the model with collaboration from bereaved famities

improvethe support offered oin some cases to offer support to bereaved families
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Importantly, this study has shown how those within a bereaved persons network can and do

affect how they grievewhich is crucial to understand when providing support.
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Appendices

Appendix 1: Covid diary

Covid diaryg Returning to the PhD and reflecting on my experience of working clinically
during the pardemic

During the pandemic | returned to work clinically full time in the Critical Care Units at Hull
University Teaching Hospitals NHS Trust, taking a leave of absence from my PhD for 6
months.

| was very grateful for the university supporting us to galy having worked in the NHS for
nearly 20 years and many of my closest friends still working in the NHS | know | would have
struggled being sat at home at the computer whilst my colleagues were facing the toughest
times in their careers.

| was scared ajut going back, | had been out of practice for a while and wondered what |

g2dzft R 0S F6fS (42 NBYSYOSNE L R2y Qi GKAY]l L ¢
GSNBE G2fR AlG ol a 2dzad GKS @dzZ ySNIo6ftS yR 2fR
much later we saw the devastation of the disease.

| remember being worried most about my family, | had my sister and sister in law both
LINBIylFyd YyR Y& YdzY FyR adGSLI RFR FlLffAy3 Ay
SOSNE2YS (KIG GKBRY B2 RYQUsBESalyR 61 a 2N
on this horrible disease to any of my loved ones.

Initially 1 went to work in the Intensive Care Unit, somewhere | had not worked for over 12
years, | worked for two weeks supernumerary, | felt olimy depth, | had only worked for
one year in neurosurgical ICU when | first qualified, | had never worked on a general ICU.

The staff were amazing and so grateful for those who had gone to help. My first week | was

2y UKS WwWOf S| vyke weiyigialstQderit digairf, &fter @ few shiftshl Gad myiown level

2 patient to look after, he was a lovely man and he ended up doing ok and being transferred

to the ward. It was during my second week | went to get changed ready for the shift to

begin, our nanes were all written on a piece of paper stuck to the changing room door

which told us which ICU and which bed space we would be working at. My name was down
F2NJ OKS /h+L5 L/!3X Y& KSINI altyl FYR L 662yYRS

testetRQ | & (GKS& KIFR NHzy 2dzi 2F Ylaiaed L YIRS Ye
ydzZNES&a RAR | WFAOD OKSO1Q F2N Y&lwohdargdifa i KS NS
WFAOD OKSO1Q ¢t a 3I322R Sy2dAaAK (G2 LINRISOG YSo

It took a while to get dressed regdo go onto the ICU, we wore scrubs and could not take
anything onto the unit with us. Luckily, we had staff who usually worked in sterile services
who had been redeployed to help us get the PPE on and check we were safe, | was so
grateful for their help) remember initially with the PPE shortages from day to day it would
change slightly what you should wear, they always supported us to wear the full lot even
though the guidance told us we could wear less.
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First you would put on a pair of gloves, shogears, a hair net, climb into a boiler suit, hood

up, a second pair of gloves on which would be taped to your boiler suit, an FFP3 mask and a
visor, then we would have our name written on the boiler suit, we all looked the same. Then
through the two sets ofemporary double doors into the ICU. At the end of the shift |

always had a shower, the shower room was gross, 1 shower for the full ICU, we had loads of
toiletries donated which was lovely then we had the tiny hospital towels to get dry, there
were hardy any so | only ever use one. As soon as | got home | took my shoes off and left
them in a box at the door, my clothes went straight in the wash and | got showered again,
hoping that | would not be bringing anything home.

It was so hot working in the fuRPE, and that was in April, | did a bed bath and had to sit
down for ten minutes afterwards because | was so hot. | wondered how everyone would
cope in the height of Summer. Over the summer | went on the unit a few times, | saw staff
had to change theircsubs whilst on break because they were saturated. It was horrific
seeing the conditions my friends and colleagues were working in, they were often nursing
outside of the numbers and death happened too often to imagine.

| felt so sorry for the patients mo were awake, it must have been so frightening for them to
see us all dressed like that, communicating was really difficult because of the masks.

| remember attending a bereavement webinar later in the year and something really hit
home with me, those GQVID patients at home, their loved one called an ambulance, they
said goodbye to them and for some of those loved ones that was the last time they saw
them. For the patients that were collected by an ambulance, the crew wore full PPE as did
all the staff &athe hospital, if they died that meant when they said goodbye to their loved
ones before getting in the ambulance, that was probably the last face they will ever have
seen. | still cannot get my head around how incredibly sad that was.

| remember in thos first couple of weeks we had no visitors at all, even for-eflife

patients on the clean ICU, they died without a loved one. | remember there was an elderly
gentleman who was dying, his family wanted to come and be with him but they were not
allowed,| was grateful the nurse who was looking after him that day, she was really caring
and she sat and held his hand until the end.

On the COVID ICU we had managed to get | pads and a communication system to allow
video calls between patients and relativasthose first weeks | remember there being an
elderly patient who was not going to survive, she was able to video call her family to say
goodbye. This was horrific for this patient and her family, but also the impact that had on
the staff who facilitatecand witnessed those conversations. Still now over a year on this
R2SayQi aSSYy NBIf o

After those first few weeks the ICU matron asked me if | would set up a family support
team, | had two weeks to develop and set up the team and then | would have to fedicin
to ICU, fortunately for me | was able to stay and manage the family support team
throughout my time back in ICU.
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| was given a team of 12 ICU nurses; the majority were pregnant and unable to work
clinically. | set up a model of what the service vblalok like having looked at what was
happening in other trusts.

¢tKS $SS1 6S NRffSR 2dzi GKS aSNWAOS L ¢Syl 2y
patients who were awake | spoke to and told them about the service we were starting, | told

them they wauld get a knitted heart and one would be sent to their loved one, we would

ring their loved one every day and give them an update and we would pass on any pictures

or letters their loved one sent.

Our first week was awful, every one of the CeMidl patiats we spoke to deteriorated
suddenly and ended up being ventilated, with the majority of them dying.

hdzNJ WOt SI'y dzyAGQ RAR y2 o60SUGGSNE GKS FIFYAfASa
loved ones died, at that point | wondered how we wouldcalbe, my team were fairly

junior and not used to seeing this intensity of death and having to speak to bereaved

families they had never met over the phone. They did me proud though, they all did such an
amazing job, we debriefed with each other regulahd we became a close little family

supporting each other. The team were also nominated for a golden hearts award which |

thought they were very deserving of.

Another family who will always remain with me was a young mum who died leaving behind
her two chldren. A close friend of mine who was also the sister on the unit had called me
over and asked if | could bring a memory box and any information to help the children.

| took a memory box and book for the children about when someone dies. On arrived to t
unit | was ushered into a side room to be met with grandma, two children and a social
worker. | did not realise | would be meeting the family, | was completely out of my depth, |
had no time to prepare and felt ill equipped to try and support them.

However, | was absolutely the best person to try and support the family, | probably had the
most experience in the full hospital of supporting bereaved children, despite having no
formal training. The ICU staff had no time and also, like me, felt ill equjpquatobably

even less equipped than | was. What can you say to children about to lose their mum? There
was no dad, so grandma, was trying to cope with losing her own child and would now have
to take on the care of her grandchildren. It was horrific.

Grandma wanted to spend some time with her daughter so | and the social worker sat with
the children, we asked if they understood what was going on and answered any questions. |
remember showing them the memory box which they really appreciated and we spoke
about what they could put into the box, they both then wrote letters to their mum and said
their goodbyes. My ICU colleagues were so grateful for the time | gave to this family, in
reality 1 did very little but be with them and listen.

The next day the saal worker came to meet me to collect the memory box, he was so

upset. | will never forget how grateful he was for the support | gave him with the children, |
honestly did not feel like | had done much at all. His manager had been very supportive and

302



gavehim the afternoon off and a pack of beers, acknowledging what a difficult situation he
had faced.

| was grateful he had good support but it made me sad for my nursing colleagues. | know
that as soon as mum died, another patient would fill her bed. Theesimay be lucky to

get a break before the bed was filled again. My two colleagues had the task of reading the
OKAf RNByQa 3JA22Ro0eéS fSUGGSNR (G2 GKSAN YdzYs (KS

This once again made me realise how difficult forshe majority of professionals

supporting bereaved families, especially when children are involved. It also made me

wonder that if professionals and adults do not push themselves out of their comfort zones

and speak to children, this will leave thentrexnely isolated and scared. Yet, there is little

AT Fye adzZlJ2 NI F2NJ LINPFSaaAiazylfa adzZlll2NIAy3

My experience working clinically during the pandemic reaffirmed the importance of my
research and gave me even more desd be able to make a difference to these families.

My clinical time was very beneficial, it gave me the opportunity to develop a new service
that provided telephone support to families who had a loved on the Intensive Care Unit. |
was also able to intduce bereavement support to those families, something that is not
provided in normal times.

| found that families were extremely grateful for that support including a sympathy card and
follow up phone calls. | also observed how staff were reluctant teutake these calls as

many feared they would not know what to say. The experience has made me realise there is
so much more that could be done in the hospital setting to support bereaved families, there
is also an eagerness of staff to do this, but thest do not know how.

Returning to the PhD has been difficult, having 6 months away has definitely been
detrimental and has set me back, it has knocked my confidence and | feel | have not been
able to pick up where | had left off as swiftly as | would haighed. Some of this is

probably due to the experience | have had and gaining some clarity on what | want to
achieve from my PhD means the focus has changed slightly and again getting used to the
difference of clinical practice to academic work. | fealtguhat | am not working on the

front line knowing how difficult it is for my friends and colleagues. However, the sooner my
research is done, the sooner | can begin to help more bereaved families.

A service evaluation is underway, in 19 weeks the sersupported over 400 families,

making over 4000 calls. Bereavement support was offered to around 80 families. | also had
the opportunity to present a virtual poster at the British Association of Critical Care Nurses
conference, | have been asked to prestre service to the Hospital Executive Team and the
service has also been shortlisted for a Golden Hearths Award at HUTH under the category
WYF1AYy3a AG o0SGGSNDD

Whilst working in the hospital | was able to work closely with a team developed to

specificaly support all families bereaved in the hospital setting during the pandemic. That
service like the ICU service has found that families were very appreciative of the support
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and signposting they received. In normal times this extra support is not provaledas/e
been able to see the benefits of implementing bereavement support to families.

As a result of my time at the hospital | have become a member of the DAWN hospital
bereavement support group. This group was a face to face group bringing bereaved
individuals together offering bereavement support and a social group. Due to the pandemic
the group had to stop. | am currently involved with setting up the group virtually.

Before leaving the hospital, | spoke with 12 bereaved families, many of whom werghav
the same struggles, mainly being unable to visit their loved one whilst in hospital. This made
me realise the potential benefit of bringing these families together for peer support. |
mentioned the DAWN support group to all families to see if this ditna¢l something they

may be interested in, every family | spoke to want more information and were interested in
getting this support. This really made me realise that there is so much more that needs to
be done and can be done to support bereaved families.

We have now had the first virtual bereavement meeting with good feedback, | will be
continuing working with this group which will also benefit me when | come to undertake the
qualitative interviews, if they have to be performed virtually | will alreadyehaxperience

of speaking to bereaved individuals using this method.

Having worked in the dawn group | have been able to invite some of those families

bereaved in ICU. There are similar themes with how they are coping, what is common is

how difficult it isfor them not being able to visit during the weeks their loved one was in

ICU, not knowing what was happening and relying on a phone call to have an update. One

ladies husband died of Covid, he had a chance to speak to her on a video call before he was
intubated but declined, she is upset that he chose not to as this would have given her one

more chance to speak to him. Obviously, he did not know that he was going to die at that

point. This particular patient was one | spoke to whilst setting up the newcserl

remember him having his phone and saying he had been texting his wife. It feels so strange

that | spoke to him and she never got that chance, this was at the beginning of Covid and we
RARY QG 1y2¢ SEIFIOGft& 6KI G ¢S haiéhbideddimcetheBl Ay & (=
FYR LI GASyGa SyO2dz2N} 3SR (2 dzaS GKS @ARS2 Ol f
not happen so much because the staff are all so busy and unfortunately probably do not

realise the importance of those calls.

Overall my tine at the hospital has been very beneficial on a personal and professional
level, allowing me to network with crucial staff members who are now aware of my
research and may be involved with my PhD and also to allow me to have a clear direction
for the PhD.

Whilst developing the new service | was able to learn what other hospitals were doing to
support bereaved families and it has also made me realise that as a hospital there is more
support that can be offered, what is unclear is what bereaved familiesafigtwould want

from hospital staff. Overall, | think the time has helped me see thelimatd experience of
bereaved families and help me focus on the PhD and what | would like to achieve.

Returning to the PhD has been difficult, having 6 months awaydkénitely been

detrimental and has set me back, it has knocked my confidence and | feel | have not been
able to pick up where | had left off as swiftly as | would have wished. Some of this is
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probably due to the experience | have had and gaining soaréycbn what | want to

achieve from my PhD means the focus has changed slightly and again getting used to the
difference of clinical practice to academic work. | feel guilty that | am not working on the
front lie knowing how difficult it is for the staff.

Jason and Barry have been very supportive of my return and what would happen if there
was a second surge. TRANSFORM have issued guidance that any return would need to be
carefully planned and approved. My thoughts remain that | would not want to retfalt

time clinical practice however | do remain apprehensive about the situation knowing of the
impact the second surge is having. Seeing how my friends and colleagues are struggling is
hard.
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Appendix 2: Distress protocol
Distress protocol

In the event of a participant becoming upset during the interview, the researcher will follow
the following procedure to manage the distress.

The grounding technique will be available, and the family will have had chance to use this at
the ‘get to know me’ session.

e Stop the interview/research activity and allow time for the participant to calm down

and compose themselves

Participants will not be rushed

Take time to listen

Use grounding method if the participant would like

When the participant is composed give them the option of taking a break,

continuing, rescheduling or stop completely

Remind them participation is voluntary

e Should participants wish to stop completely consent will be requested by the
participant to use data collected up to that point

e Participants will all have been provided with a leaflet signposting them to relevant
support

e At the end of the interview the participant will have the opportunity to speak to the
researcher who is able to support the participant and guide them where they can
access further support if required

e The researcher will make a courtesy follow-up phone call to the participant one or
two days later to check their well being and available support

e For the case of a distressed child or a child who unexpectedly leaves the interview
the same process will be followed and in addition the researcher will contact the
parent/guardian by telephone to ask them to check the child is ok



Appendix 3: Stop and go cards

Stop/go cards

Stop/go sign to be used by participants during interviews
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Appendix 4: Support sheets

Thank you very much for your time helping with me with this project. As part of the
debriefing process, you will be given the opportunity to talk about any difficult memories or
feelings or anything else that came up in the interview. Sometimes, talking about difficult
life experiences can bring up difficult memories or feelings later on, after the interview has
ended you may feel that you need some support or would like to talk to someone. The
below websites provide different levels of support, including peer support, one to one
support, counselling and more,

Support for children:

Childline gives information and advice about lots of different things, online, on the phone, anytime
0800 1111 https://www.childline.org,uk

Child Bereavement UK has lots of information on their website to support young people and you
can talk to someone: https://www.childbereavementuk.org/Listing/Category/support-for-young-
people

Child Bereavement Network has useful information about how to cope and how others can help
http://www.childhoodbereavementnetwork.org.uk/help-around-a-death/what-you-can-do/for-

Grief encounter also has a helpline https://www.griefencounter.org.uk/get-support/children-and-
young-people/secondary/

Hope Again is a youth website, it is a safe place for young people dealing with the loss of a loved
one: https://www.hopeagain.org.uk

Winston's Wish supports children and young people after the death of a parent:
hitps://www.winstonswish.org They have a website especially for young people which gives advice
and shares other young people’s stories https://help2makesense.org/

UK Trauma Council Traumatic bereavement. Information for when you are worried about
your child’s struggles following a bereavement
https://uktraumacouncil.org/resource/traumatic-bereavement-guide-for-parents-carers

Support for parents Day/Evening Support Lines:

Sudden Bereavement Helpline 0800 2600 400 Mon-Fri-10am-4pm, immediate support
https://sudden.org

National Bereavement Partnership Helpline 0800 448 0800 7am-10pm- for emotional
support https://www.nationalbereavementpartnership.org
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Cruse 0808 808 1677 Nationwide bereavement support

GriefChal Mon-Fri, 9am-9pm, live instant chat with a qualified bereavement counsellor
https://griefchat.co.uk

Grief Talk 0808 802 0111 Mon-Fri, 9am-9pm Support for anyone, 1-2-1 chat with Grief Talk
counsellor https://www.griefencounter.org.uk

Marie Curie Bereavement Support 0800 090 2309
https://www.mariecurie.org.uk/help/su reavement

Survivors of Bereavement by Suicide 0300 111 5065, Mon-Sun, 9am-9pm helpline
https://uksobs.org

Sudden 0800 2600 400 providing help for suddenly bereaved people
https://sudden.org/about-our-help/

The Good Grief Trust will help you find local and national support services
https: .t ieftrust.or

WAY Widowed & Young support, understanding and friendship, offering peer to peer support
network, online support and 24 hour telephone line
https: .wido org.uk

Do you need to speak to someone now?
24 Hour Support Lines:

Samaritans 116 123 (UK) For anyone at any time for any reason
https://www.samaritans.ofg

Childline 0800 1111 Support for 18 years and under and their relatives
https://www.childline.org.uk
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IThank you very much for helping me with this project. After the interview you will be able to
talk about any difficult memories or feelings that came up in the interview. Sometimes
talking about difficult things can bring memories or feelings later on. You might feel that you
need some help or someone to talk to. Please find below some useful places where you can
get information and support.

These websites can give you advice on how to cope and share stories from other children
and young people.

a
t?nl
- . .

~
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Childline gives information and advice about lots of different things, online, on the phone,
anytime 0800 1111 https://www.childline.org.uk

Child Bereavement UK has lots of information on their website to support young people
and you can talk to someone:
https://www.childbereavementuk.org/Listing/Category/support-for-young-people

Child Bereavement Network has useful information about how to cope and how others
can help http://www.childhoodbereavementnetwork.org.uk/help-around-a-death/what-
you-can-do/for-young-people.aspx

Grief encounter also has a helpline https://www.griefencounter.org.uk/get-
support/children-and-young-people/secondary/

Hope Again is a youth website, it is a safe place for young people dealing with the loss of a
loved one: https://www.hopeagain.org.uk

Winston’s Wish supports children and young people after the death of a parent:
https://www.winstonswish.org They have a website especially for young people which gives
advice and shares other young people’s stories https://help2makesense.org/
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Appendix 5: Participation letter

QTN
UNIVERSITY | INSTITUTE FOR CLINICAL AND
OF HULL APPLIED HEALTH RESEARCH

Date
Dear XXXXXXXX..,

Re: Research participation to explore how we can best support children and families
following the death of a parent.

Thank you for expressing an interest to participate in the above project to support families
when a parent has died. As discussed, please see attached participant information sheets
for you and your child/ children containing detailed information regarding the purpose of
the study and what participation would involve.

If you have not already, | would like to invite you to avirtual et to know mesession on
zoom so you can find out alittle about me, my background, why 1@n doing thisresearch and
can ask any questions.

Pease kindly read through the information sheets and if you are happy to proceed with
your participation, please sign the attached consent form and post back in the attached pre-
stamped addressed envelope within 2 weeks of receiving this pack, to myself at the address
below.

Once | receive your signed consent form, | will contact you again to arrange atime that is
convenient for you for the interview.

I look forward to hearing from you again soon. If there are any questions about any aspect
of the study, please do not hesitate to contact me.

Yours sincerely,

Alex Wray
Alexandra.Wray@hyms.ac.uk
07423508088

Addressto return consent form:

For attention of Alex Wray (ICAHR)
1% Hoor, Allam Medical Building
The University of Hull

Gottingham Road

HULL

HUGB 7RX

a); HULL
€7 5

orks\*ure cancer MEDICAL
y research SCHOOL
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Appendix 6: Participants information sheetparents

@/) 7 YORK
yorks\ure cancer SCHOOL

research
Participant Information Sheet: Parent/Guardian

Supporting families when a parent has died

My name is Alex Wray, | am an experienced nurse and support families with bereavement in the
local hospital. | am also a researcher in the medical school (Hull York Medical School). | am doing a
PhD research project supervised by Dr Boland, Professor Murtagh and Professor Wright. | want to
meet families who have experienced bereavement to ask what their experiences are and what their
opinions are of the best ways to support children and parents after the death of a parent. | am
asking if you would like to take part in the project.

Before you make your decision, this leaflet gives you information about why the study is being done
and what it will involve. Please read this carefully and feel free to ask any other questions. Talk to
others about the study if you wish and take as much time as you like to decide.

What is the purpose of this project?

It may sound difficult to consider talking to me about your experience and | apologise in advance if
the thought of this is distressing. | am undertaking this project to make improvements in how
children and families are supported. | am very aware that this is a sensitive subject. However, it is
also very important that we understand better. Very little research has been carried out with
children and families following the death of a parent. Listening to the views and experiences of
children and families, | hope we can improve how other bereaved families are supported.

| hope to speak to 30 parents and their children.

Why me and my child/children?

| am asking you to take part because of your experiences of the death of a partner and parent to
your child.

Do | have to take part?

It is completely up to you and your child to decide if you would like to take part. | will invite you both
to take part, but you can take part without your child or your child can take part without you, if you
give them permission. If you decide to take part, you will both be asked to sign a form saying you are
happy to take part. You are still free to stop at any time without giving reason.

What would | be asked to do if | took part?

If you decide to take part in this project, | will arrange a suitable time for you to meet me on Zoom or
the telephone to answer any concerns or questions you may have. You will be asked to do two main
things:

e Participate in a recorded interview with me lasting approximately one hour, this can be via
Zoom or the telephone

e Consent to your child/children’s involvement if they are happy to participate (but not if you
or child do not want to do this.
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For a small number of people very interested in helping us there are some other things that you

could help with, but these are completely optional and include:

e Possibly participate in follow up interviews but only if you would like to
e Have the opportunity to help plan how findings will be shared

After the interviews | will check that you and your child are ok. | will also send you and your child an
anonymous questionnaire to complete about what it was like being involved in a research project.

What would the interview be like?

The interview will take place using zoom or the telephone and it will be a little like a conversation. |
will ask you to talk about your experiences following the death of your partner. | will ask questions
about what you and your child needed at that time, how you and your child supported each other
and how those around you gave support.

While people sometimes find it helpful to talk about their story to researchers this research is not
the same thing as counselling. However, | will give everyone a list of useful contacts which can be
used to get more help if you want.

What if I'm concerned about my child’s involvement?

It is normal to be concerned and want to protect your child. You and your child/children will have
the opportunity to get to know a little about me and the project before you decide to take part. This
will allow you the opportunity to ask any questions or voice any concerns you may have.

It is ok for you to meet me first and have your interview before you decide if your child would like to
take part.

If your child decides they would like to take part | will schedule a time and date that is convenient for
you both. Your child can choose if they would like you present for all, some or none of the interview.

Similar research with bereaved children has found that they enjoyed being involved in the research,
giving their opinions and having the opportunity to speak about their parent was helpful. They often
wanted to take part in the research to help other children like them.

If your child does get upset, | will support your child, they will be given time to calm down and be
given the choice to continue, reschedule the interview or stop. | will also let you know and check
they are alright following the interview. Distress is not always experienced as harmful, it can be
cathartic and beneficial to help someone make sense of their experience.

If you or your child requires further support following your interviews, | will be able to talk to you
about this and signpost you to relevant support.

Will my participation be kept confidential?

Yes, anything you say during this research will be kept strictly confidential unless you reveal
something which indicates the likelihood of harm to yourself or others. In that case, | may need to
raise the matter with the relevant people or agencies.
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