Harrop et al. BMC Palliative Care ~ (2022) 21:177 BMC Palliative Care
https://doi.org/10.1186/512904-022-01066-4

RESEARCH Open Access

Check for
updates

Parental perspectives on the grief and support
needs of children and young people bereaved
during the COVID-19 pandemic: qualitative
findings from a national survey

Emily Harrop', Silvia Goss', Mirella Longo', Kathy Seddon', Anna Torrens-Burton?, Eileen Sutton®, Damian JJ Farnell?,
Alison Penny?, Annmarie Nelson', Anthony Byrne' and Lucy E. Selman’

Abstract

Background During the COVID-19 pandemic, many children and young people have experienced the death of
close family members, whilst also facing unprecedented disruption to their lives. This study aimed to investigate the
experiences and support needs of bereaved children and young people from the perspective of their parents and
guardians.

Methods We analysed cross-sectional qualitative free-text data from a survey of adults bereaved in the UK during
the pandemic. Participants were recruited via media, social media, national associations and community/charitable
organisations. Thematic analysis was conducted on free text data collected from parent/guardian participants in
response to a survey question on the bereavement experiences and support needs of their children.

Results Free-text data from 104 parent/guardian participants was included. Three main themes were identified: the
pandemic-related challenges and struggles experienced by children and young people; family support and coping;
and support from schools and services. Pandemic-challenges include the impacts of being separated from the
relative prior to their death, isolation from peers and other family members, and disruption to daily routines and wider
support networks. Examples were given of effective family coping and communication, but also of difficulties relating
to parental grief and children’s existing mental health problems. Schools and bereavement organisations’ provision

of specialist support was valued, but there was evidence of unmet need, with some participants reporting a lack of
access to specialist grief or mental health support.

Conclusion Children and young people have faced additional strains and challenges associated with pandemic
bereavement. We recommend resources and initiatives that facilitate supportive communication within family and
school settings, adequate resourcing of school and community-based specialist bereavement/mental health services,
and increased information and signposting to the support that is available.
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Background

The COVID-19 pandemic has resulted in widespread
global mass bereavement. Although children and young
people are far less likely to suffer serious illness or death
as a result of COVID-19, many have been bereaved of a
close family member as a direct consequence of the virus,
including 16,800 children bereaved of primary or second-
ary resident caregivers in the UK (e.g. parents or grand-
parents who live with them) [1]. Children and young
people bereaved due to other causes of death have also
experienced unprecedented levels of social disruption
whilst dealing with their grief and bereavement.

Research has shown that childhood bereavement
increases the risk of adverse outcomes across the life-
course [2-5]. In pre-pandemic times it is estimated that
5 to 20% of bereaved children and adolescents develop
psychiatric difficulties [6, 7], with predictions that this
may increase during the pandemic [8, 9], along with
psycho-social, educational and workplace problems [9].
Having the right informal and formal support in place for
bereaved children and young people is essential for pro-
moting resilience and mitigating the risks of future men-
tal health and other problems [10]. As in public health
models for adult bereavement care [11], a tiered approach
has been conceptualised for children and young people.
According to this model, all children, young people and
their parents or carers should receive information on
how children grieve, what can help, and when and where
to seek help, combined with a supportive response from
existing social networks (e.g. family, friends, teachers).
Some will also need more formal support from services
specialising in child bereavement, whilst the small pro-
portion of those deemed vulnerable or traumatised will
require individual or family intervention from specialist
mental health services [12]. Schools and other commu-
nity services have a role to play in providing information
on grief symptoms and informally supporting children
and families known to be bereaved, as well as assess-
ing and addressing student needs for more formal emo-
tional support [8, 13—15]. Schools in the UK commonly
offer specialist emotional support including Emotional
Literacy Support Assistants (ELSA), counselling and
access to mental-health support. However, during peri-
ods of national lockdown and school closure in the UK
(mid-March to July 2020 and January 2021 until March
2021) access to school and community services was sig-
nificantly reduced, with available support predominantly
provided online or by phone [16, 17].

Empirical evidence on the experiences of children and
young people bereaved during the pandemic is lacking.
More extensive evidence is emerging on adult grief and
bereavement experiences, including from this research
[18-22], although findings have varied between studies.
Whilst some have reported higher levels of grief amongst
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those bereaved by COVID-19 compared with other types
of deaths [23, 24], others have not found these differences
to be statistically significant [22, 25]. Several studies indi-
cate higher levels of grief and need for specialist sup-
port amongst all those bereaved during the pandemic,
compared with pre-pandemic populations [18-22,
25-27]. These studies have identified the grief impacts
of restricted visiting at the end of life, disrupted funerals
and meaning-making and experiences of acute loneliness
and isolation; factors which have affected most people
bereaved at this time (not just those bereaved by COVID-
19). Another study, by contrast, found no differences in
levels of prolonged grief disorder, attendance at, or evalu-
ations of funerals and other mourning rituals, between
pandemic and pre-pandemic bereaved people [28].

A number of pandemic-related risk factors for bereaved
children and young people have been proposed, similar to
those investigated in adult studies. These have included
bereavement after a sudden death, being unable to visit
dying family members, missing the funeral, fear of fur-
ther deaths within the family and the effects of frequent
exposure to media reporting and other social abnormali-
ties such as mask-wearing [8, 29, 30]. Disruption to daily
routines, relationships and support networks caused by
the pandemic, especially during periods of prolonged
school closure and lockdowns, have been suggested to
undermine the usual coping resources and mechanisms
available to children and adolescents, including pos-
sibilities for respite from their grief [8, 30]. It has also
been suggested that children may be at enhanced risk for
negative mental health impacts caused by the pandemic
generally, given their limited capacity to fully understand
their surroundings and control their environments [8],
and the known effects of loneliness and social isolation
on depression and anxiety amongst children and adoles-
cents [31].

Strain on family life due to work or financial pressures,
combined with the parent’s own grief, may mean that is
harder for them to provide their children with the emo-
tional support that they need, whilst perceived parental
distress may also stop children from talking about their
feelings [8, 30, 32]. Pre-pandemic and pandemic research
has demonstrated tendencies amongst adults to try to
protect children by not talking about the death pre- and
post-bereavement [8, 33—36], uncertainty about how best
to prepare children for the death [34, 37], and difficul-
ties maintaining parenting roles in the midst of their own
grief and disruption [4]; factors which can impact nega-
tively on children’s grieving and wellbeing. The difficul-
ties of bereaved children and young people in managing
and expressing their feelings has also been documented
[4]. Conversely, clear and honest communication with
children about the death has been demonstrated to
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improve psychosocial, mental and physical health out-
comes [38, 39].

Despite these described concerns over the potentially
enhanced vulnerability of children and young people
bereaved at this time (and evidence suggestive of greater
vulnerability in most of the adult studies discussed) there
remains a lack of research specifically relating to the grief
experiences, support networks and access to special-
ist support services amongst pandemic-bereaved chil-
dren and young people. Based on free-text data from a
national survey of adults bereaved in the UK during
COVID-19, this paper reports parent/guardian perspec-
tives on their children’s (aged 25 or under) informal and
formal bereavement support needs and experiences, fol-
lowing the death of their family members. Policy and
practice implications are identified for improving the
support for children, young people and their families
during and beyond the COVID-19 crisis.

Methods

Study design and aim

Free-text results are reported from the second round of
a longitudinal survey which aims to investigate the grief
experiences, support needs and use of bereavement
support by people bereaved during the pandemic. The
Checklist for Reporting Results of Internet E-Surveys
[40] was followed.

Survey development

An open web survey was designed by the research team,
which includes a public representative (KS), with input
from the study advisory group. It was piloted, refined
with public representatives with experience of bereave-
ment and tested by the study advisory group and col-
leagues. Open and closed questions covered grief
experiences, and perceived needs for, access to and expe-
riences of formal and informal bereavement support [18].
In response to stakeholder requests, the second round
survey included a question which asked about children or
young people living with the respondent, including their
ages, and the free text question ‘Please tell us about any
support that you feel they need and/or any support they
have been receiving’ (supplementary file one). These data
have been analysed for this paper.

Study procedure

The baseline survey was administered via JISC (https://
www.onlinesurveys.ac.uk/) and was open from 28th
August 2020 to 5th January 2021 [18]. It was disseminated
to a convenience sample from social and mainstream
media and via voluntary sector associations and bereave-
ment support organisations, including those working
with ethnic minority communities. Organisations helped
disseminate the voluntary (non-incentivised) survey by

Page 3 of 10

sharing on social media, web-pages, newsletters, on-line
forums and via direct invitations to potential partici-
pants. For ease of access, the survey was posted onto a
bespoke study-specific website with a memorable URL
(www.covidbereavement.com) [18]. The second follow
up survey reported here was sent to baseline participants
who consented to receive follow up surveys around seven
months post date of death. These were personalised for
each participant using individual survey links, labelled
with their participant study IDs. Where baseline surveys
were completed at least five months post-death (or the
date of death was not given), the second survey was sent
out two months after the first survey was received. All
second round surveys were completed between 20/11/20
and 24/08/2021 and on average 242 days (median=234
days or 8 months) after the date of death (range 145 to
345 days).

Inclusion criteria for study enrolment: aged 18+; family
member or close friend bereaved since social-distancing
requirements were introduced in the UK (16/03/2020);
death occurred in the UK; ability to consent. The initial
section of the survey requested informed consent and
details data protection.

An additional inclusion criterion for this analysis was
that participants reported on the experiences and/or
needs of at least one child or young person aged 25 or
under who lived with them.

Data analysis

Free-text survey responses were analysed using inductive
thematic analysis, involving line-by-line coding in Excel
and identification of descriptive and analytical themes
[41]. The framework was revised and applied in an itera-
tive process moving between the data and the analytical
concepts to develop codes and themes grounded in the
data. This involved double coding of the data set (EH, SG)
and discussion and review of final themes by the research
team. 27% (n=104) of second round participants (n=384)
reported to have children or young people living with
them aged 25 or under. 90% (n=94) of these participants
provided comments that related to their child/children’s
bereavement experiences and support needs.

Results

Participants

Responses were included from 104 participants. Two
participants were grandparents and the remainder were
parents (n=102). Most deaths were caused by COVID-
19 (n=55), followed by cancer (n=21). The total num-
ber of children or young people reported was 176, with
a median age of 13 (range 2—25 years). The children and
young people in these families were most commonly
bereaved of grandparents (n=81), followed by parents
(n=14), siblings (n=2) and aunts/uncles (n=2) (Table 1).
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Table 1 Participant characteristics (n=104)

N (%)
Gender of adult participant
Male 7(6.7)
Female 97 (93.3)
Ethnicity of adult participant
White English 15 (14.4)
White British 69 (66.3)
White Northern Irish 1(1.0
White Scottish 8(7.7)
White Welsh 7(6.7)
White Australian 1(1.0
White and Asian 3(2.9)
Relationship of the person who died to the adult
participant
Their child 3(2.9)
Their husband/male partner 12(11.5)
Their wife/female partner 2(1.9)
Their parent(s) 80 (76.9)
Their siblings 2(1.9)
Their father-in-law/step-father 4(3.8)
Their grandparent 1(1.0)
Relationship of the person who died to the child/young
person
Their parents 14 (13.5)
Their grandparents 81 (77.9)
Their siblings 2(1.9)
Their Aunts/Uncles 2(1.9)
Their Great-grandparents 1(1.0)
Other family members 4(3.8)
Cause of death
Confirmed/suspected COVID-19 55(52.9)
Cancer 21(20.2)
Other 27 (25.9)
Don't know 1(1.0)
Agein
years
Age of children (n=176)
Mean [Median] 13.1[13]
Range 2-25

Table 2 Themes

Main themes Sub-themes

Challenges and
struggles

- Trauma and mental health impacts of bereavement
- Compounding effects of existing conditions and
previous bereavements

- Separation and being unable to say goodbye

- Fractured family networks

- Disrupted routines and relationships during
lockdown

Family support - Talking openly and remembering

and coping - Communication difficulties
Support from « Specialist support at schools
schools and - Supportive schools and teachers
services - Support from bereavement and mental health
services
- Unmet needs and difficulties accessing support
Themes

Three main themes and eleven sub-themes (Table 2) were
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identified: Challenges and struggles; family support and
coping; and support from schools and services. Where
observed, group differences such as those relating to the
age of the child, or their relationship to the person who
died, are noted in the descriptive narrative.

Challenges and struggles

Although many respondents felt that their children were
coping well, others described their children’s struggles
to come to terms with the death of a parent, grandpar-
ent and other family member, with a small minority
reporting signs of associated mental health problems
such as night terrors, anxiety and depression. Some also
described the compounding effects of the COVID-19
bereavement experience on pre-existing mental health
issues (for the child and other family members), chronic
conditions and educational needs, as well as other recent
close bereavements.

My [child] is struggling with her grief, which has
escalated over the last month or so. My [child] also
has additional support needs which makes process-
ing the situation even more difficult for her. My [par-
ent]| was shielding for several months and then to my
[child] and [other relative] ... just disappeared which
has been extremely difficult for everyone’ (RID02S,
parent of child/children aged under 12)

As seen in the above extracts, pandemic-related issues
reported to exacerbate their child’s grief included being
separated from their grandparent before their death due
to the requirement for clinically vulnerable groups to
self-isolate (known in the UK as ‘shielding’) and being
unable to visit them prior to their death due to visiting
restrictions. This separation and sense of ‘disappearance’
was felt to have made it harder for them to understand
and process the situation, especially when they were
then also isolated from their wider family and their other
grandparent due to lockdown conditions.

Tt would have helped them if we could have spent
more time with the wider family. They miss their
[grandparent] and they haven’t been able to see their
[other grandparent who] is in a support bubble with
my [sibling]. (RID692, parent of child/children aged
under 12 and teenage)

Respondents described the added strain caused to their
children by periods of national lockdown - including
school and university closures - and the resulting dis-
ruption to their child’s daily routines and relationships.
Older children and young people were particularly
affected by isolation from their peers, experiencing dif-
ficulties expressing their feelings and interacting with
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friends remotely and, in the case of one University stu-
dent, having ‘too much time on his hands’

My [child] has really needed the support of her
friends which is not allowed under current Covid
restrictions. She has started 6th form but is unable
to mingle socially so has kept her feelings to herself.
She had a few private therapy sessions over the sum-
mer. (RID030, parent of teenage child/children)

In the case of a younger child whose grandparent died
of COVID-19, the parent described her child’s anxi-
ety over further deaths and perceived responsibility of
avoiding contact with the virus, manifesting in obsessive
behaviours.

‘My [children] live at home my youngest was very
close to my [parent] and was very upset when [their
grandparent] died. He was very nervous going
back to school and then when he was told he had
to isolate because they had a case in their year he
wouldn’t come near me and kept washing his hands
in a very ‘OCD” way. I asked why and he said T don’t
want to give it to you [...] and for you to die like
[grandparent]’ but he has been better since I do reas-
sure him the best I can all the time! (RID595, parent
of children ranging from under 12 to early 20s)

Family support and coping

Many participants described how they were supporting
their children to manage and cope with their bereave-
ment. They described how they tried to talk openly with
their children about their grief, feelings and memories of
their relative, taking time to actively remember them, and
in one case creating a memory garden which they could
‘nourish’ together. One parent explained how they posi-
tively reflected with their children on how their grand-
parent escaped the further trauma of living through the
pandemic. Some also reported using web-resources and
books and stories relating to bereavement with their chil-
dren. One grandparent noted the benefits of having a
supportive network of family involved in supporting their
grandchild following a parental death.

[We] have spent a lot of time with my [child] talking
about my [parent] who [child] was very close to. We
have looked at lots of photos [of them] and watched
some film clips too. Our [child] has also now reached
out to his other grandparent to establish a stronger
relationship [with them]. [This grandparent] lives
abroad but they zoom each week. I did look at the
website of the charity [charity website] to give me
ideas of how to support my [child]’ (RID511, parent
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of teenage child/children)

Several parents described how their children had chosen
not to take up external support, preferring instead to talk
with themselves and other friends and family. This was
felt to be adequate in most cases, but some described
their children struggling to open up to them, as well as
their own challenges providing this support when cop-
ing with their own grief, perceiving a need for help to
enable them to better support their child. Several par-
ents described how their children worried when they (the
parents) became upset, describing how they tried to stay
strong to help protect their children.

T think my [child] need support but he doesn’t want
to speak to a counsellor. He sometimes speaks to me
and gets anxious and stressed but I don’t always
feel I have the emotional resilience to cope and this
makes me feel terrible! (RID518, Parent of teenage
child/children)

Support from schools and services

Just under a quarter (n=19) of respondents who had
school-aged children described support received through
schools following their bereavements. In roughly half of
these cases additional, specialist emotional support had
been received, including counselling, drama therapy and
support from school-based pastoral teams and emotional
literacy support assistants (ELSA). These interventions
were valued not just for the help already given to their
children, but also knowing that it was there if needed
again in the future. However, it was noted how some of
these services stopped during periods of school closure,
with other programmes not available at all during the
pandemic.

‘My [child] received some counselling at school. His
teachers have also been very supportive. He only had
a few counselling sessions as he felt that he didn’t
need or want more. He knows that the service is
there though’ (RID394, parent of teenage child/chil-
dren)

Others described more general, but highly valued sup-
port provided by schools and teachers; only one parent
described a lack of support and understanding. Features
of valued support included checking in on students
during closure periods, being aware of the student’s
bereavement circumstances and potential problems,
and proactively offering or placing students on the
‘radar’ for specialist emotional support if needed. Some
also described the skills of teachers, trained in bereave-
ment support, who discussed the bereavement with their
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children and themselves, supporting not only the chil-
dren in their grief, but also the parent in tending to their
child’s needs.

‘Both my [children] have been very well supported
by their school. Their teachers have not shied away
from having difficult conversations with them, and
have supported them in their grief. (RID574, parent
of child/children aged under 12)

Just under a quarter of respondents (n=24) described
needing or receiving additional support from bereave-
ment or mental health services, for at least one of their
children. Nine reported needing (but not receiving)
additional support from bereavement or mental health
services, almost all relating to grandparents who died of
COVID-19. Reasons for needing and receiving specialist
support included existing mental health conditions exac-
erbated by bereavement (amongst older children), as well
as bereavement-associated trauma and distress relating
to sudden, mostly COVID-19 deaths and a lack of under-
standing about what happened. Parents also described
their children’s needs to talk to someone outside of the
family about their feelings, their struggles coming to
terms with the loss of a particularly close grandparent,
other recent bereavements and first experiences of death,
and the added complexities caused by not having been
able to say goodbye and the effects of social isolation.

‘Need for support to talk to someone other than fam-
ily about how they are feeling. Was tough as at the
time of the bereavement as they had no face-to-face
contact with friends and less able to talk about their
feelings! (RID040, parent of teenage child/children)

The counselling and psychological support received was
mostly found to be helpful, with the positive relation-
ships and skills of therapists/counsellors noted. However,
a couple of parents felt that their children needed more
sessions than the allocated amount, noting how they
could not afford to pay for private sessions, as well as
their child’s concerns about having to connect and repeat
the process with a different counsellor.

“They have received counselling from [children’s
bereavement charity]. The counsellor is fantastic
but they are only able to offer 6-8 weeks of 1hr ses-
sions. This is not enough for them. My [child] is very
upset that the counselling had to stop and that she
will now need to go through it all again if we start
a different counsellor. I can’t really afford to pay for
[several] people to have counselling at once’ (RID0OS5
parent of teenage child/children)
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One parent described difficulties with the family-based
support provided, as her children were at different devel-
opmental stages, instead perceiving a need for separate
child-focused services for her youngest child.

‘They definitely need support as they are at very
different stages. We had a family bereavement ses-
sion but the younger [child] hated it [and] needs
children’s services. Need to look at local groups. My
older [child] was offered counselling via uni but at
the time she was OK. I think now she needs to start
this - I have mentioned it to her. We were initially
waiting to see if they could have face to face support
but obviously that isn’t possible so I think online will
work for now. (RID084 parent of teenage child/chil-
dren)

Reasons why some children and young people were
not getting the support needed included absence of or
delayed referrals to child bereavement or mental health
services caused by the pandemic, long waiting times for
support, not knowing how to get support, preferences for
face-to-face support, and resistance from their children
to receiving external support.

[Child] has been supported by me but unable to
see family as they do not live locally [and is] unable
to see friends face to face - so been worse for her. I
provide her bereavement support as has not wanted
to use services as she is very sceptical that they will
offer her anything. (RID341 parent of teenage child/
children)

Discussion

This study describes the support needs and experi-
ences of children and young people bereaved during the
COVID-19 pandemic, as perceived by their parents or
guardians. Key findings include pandemic-related chal-
lenges relating to separation from the person who died
prior to their death, isolation from peers and other fam-
ily members and disruption to daily routines, and wider
support networks during periods of school/university
closure. Examples were given of effective family coping
and communication, but also struggles relating to paren-
tal grief and pre-existing child mental health problems.
The role of schools and bereavement charities in provid-
ing specialist support was demonstrated and valued, but
there was evidence of unmet needs and lack of access to
specialist grief or mental health support.

In terms of the bereavement challenges and difficulties
experienced by children and young people, these findings
point to the compounding effects of pre-existing mental
health conditions and other recent close bereavements,
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as well as previously observed communication and emo-
tional difficulties experienced by parents grappling with
their own grief whilst supporting their children [8, 33,
34, 36]. They also provide empirical evidence for many
of the pandemic-specific stressors hypothesised for chil-
dren and young people [8, 9], and observed for bereaved
adults [18-22, 26]. These include loss-related challenges
such as separation from grandparents due to ‘shielding,
being unable to visit or say good-bye to them immedi-
ately prior to the death, and being apart from other fam-
ily members in early bereavement [18-22, 26]; all factors
which were felt to make the death harder to process and
accept. The coping abilities of children and young people
were also challenged by lack of social support caused by
isolation from peers and other family members during
lockdown, loss of routine and opportunity for potential
respite and distraction at school/ university during peri-
ods of closure, as well as anxiety relating to contracting
and spreading the virus to other family members when
schools reopened.

Different sources of informal and formal emotional
support were described. A number of family coping and
communication strategies were identified, some of which
are known from previous research to support healthy
adaptation and grieving [8, 38, 39]. These included open
communication with children about the death and their
feelings about it, actively remembering the person who
died, using on-line resources, and reading books relat-
ing to grief and bereavement with their children. The
important role of schools in providing informal and for-
mal emotional support was also demonstrated, in line
with previous research and established models of good
practice [8, 12—15]. Checking in during lockdowns, being
aware of the student’s bereavement circumstances, and
proactively monitoring and offering students special-
ist emotional support if felt to be needed were valued
approaches, as were the conversational skills and bereave-
ment competencies of teachers. However, school closures
during lockdowns meant that some children in need of
additional support from teachers and bereavement spe-
cialists were unable to access it when they needed it.

Although a good proportion of respondents felt that
their children were coping well, findings also suggest rea-
sonably high levels of need for specialist bereavement or
mental health support amongst some of the children of
our parent/guardian sample. Around a quarter of respon-
dents described receiving or needing additional special-
ist support from either schools, bereavement charities or
mental health services for at least one of their children.
This need for help followed the death of grandparents as
well as parents, with unmet need most evident in relation
to the death of grandparents due to COVID-19. Where
children and young people were not getting the addi-
tional support that their parents perceived them to need,

Page 7 of 10

this was for reasons such as pandemic-related delays to
referrals, waiting lists, lack of appropriate support, con-
cerns over the costs of obtaining private counselling sup-
port, not knowing how to get support, and resistance or
disinterest from the child or young person. Recent find-
ings from the UK that only a tenth of relatives bereaved
during the pandemic were asked about their deceased
relative’s relationships with children [34], and only a third
were provided with information about bereavement sup-
port by a healthcare or other care professional [28], sug-
gest that important opportunities for providing families
with information about child grief and support services
may be being missed [19].

Strengths, weaknesses and implications for research

This free-text data collected from parent/guardian par-
ticipants in a large national study of people’s experi-
ences of bereavement during the COVID-19 pandemic
in the UK provides important insights into the difficul-
ties, support needs and experiences of bereaved chil-
dren and young people, from the perspective of their
parents/guardians. Limitations include the fact that we
did not hear from children and young people directly,
and that this data was collected from a single question
which formed part of a broader questionnaire and study
focused on adult experiences and needs. We are therefore
reliant on parental assessments which are likely shaped
by their own grief experiences and perspectives, and may
not fully understand or recognize the needs and feelings
of their children. Lack of random sampling also means
that the survey is not statistically representative of the
whole bereaved population. Despite significant efforts
and targeted recruitment, people from minority ethnic
backgrounds and men are underrepresented in the data
set overall and in responses to this question, with most
perspectives representing those of white heterosexual
women. With additional questions we may also have
been able to observe more specific differences relating
to the age of children and young people, and their grief
experiences and support needs. Most bereavements were
of grandparents, with small group sizes for other types
of bereavements including those likely to have greater
impact, such as death of a parent or sibling, hence needs
for specialist support may be greater than is reported
here.

Future research is needed which focuses specifically
on the experiences of children and young people, in par-
ticular from those population groups worst affected by
COVID-19 in the UK and whose voices are seldom heard
in research, policy and practice. These include Black and
minority ethnic families, families living in areas of high
socio-economic deprivation, families with LGBTQ + par-
ents and people with learning disabilities. Hearing
directly from children and young people themselves,



Harrop et al. BMC Palliative Care (2022) 21:177

using mixed-methods approaches is of upmost impor-
tance for furthering our understandings of children’s
grief and support needs. Research exploring school and
specialist provider perspectives and experiences of sup-
porting bereaved families during the pandemic, and in
particular the use and acceptability of remote/on-line
interventions, is also recommended.

Conclusions and implications for policy and practice

These results demonstrate the added challenges faced by
children and young people who experienced the death
of a family member during the COVID-19 pandemic.
These included loss-related issues caused by being unable
to spend time with their relatives before they died as
well as the disruption to usual coping mechanisms and
resources caused by social isolation and school and uni-
versity closures. Despite these difficulties, many parents
felt that their children were resilient and coping well with
their support, with the informal support of teachers,
schools and wider family also valued. However, a signifi-
cant minority described the additional, more specialist
emotional or mental health support needed or received
by their children. Barriers such as waiting lists, lack of
appropriate support and information on how to get spe-
cialist support prevented some families from accessing
the support that their children needed. Based on these
study findings, we make three main recommendations
for improving the support available for bereaved children
and young people generally and with specific regard to
pandemic contexts:

1) Facilitating open communication and healthy
grieving within families and among friends, via the
promotion of age-appropriate, accessible self-help
resources and materials made available online and via
community organisations such as schools, libraries,
GP practices and pharmacies. Provision of informal
sessions aimed at improving community grief
literacy with respect to children as well as adults,
with specific consideration to the pandemic context
in shaping grief experiences, is also recommended [9,
30, 42, 43].

Training for school staff to have age-appropriate
conversations with students around grief and
bereavement, and to be able to identify when a

child might need additional specialist support
(which should also be available within the school
setting). During periods of lockdown and school
closure, regular check-ins with bereaved families are
important. Specialist programmes should continue
for existing students (remotely if needed), whilst
also proactively identifying and engaging with newly
bereaved families who may need support. Finding
ways of facilitating peer support for older children

2
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may also help counter the effects of social isolation
during lockdown periods.

3) Adequate resourcing of specialist childhood
bereavement and mental health services to tackle
gaps in some regions, reduce long waiting lists
and enable longer term support, with children
bereaved of a grandparent or other family member
also considered eligible for intervention when
needed. Information should be provided on
available bereavement and mental health services
by healthcare professionals following the death
and made publicly available online, including
NHS webpages, as well community settings
such as libraries, schools and General Practice
surgeries so that parents can more easily identify
appropriate locally available support. Greater
system-level investment and disaster-planning in
child and adolescent mental health infrastructure
is also needed to ensure the future resilience and
adaptability of these urgent care services during
pandemics.
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