Original research

Jane Cockle-Hearne  ,1 Elizabeth Reed  ,2 Jennifer Todd  ,2
Emma Ream  1
►► Additional material is
published online only. To view
please visit the journal online
(http://dx.doi.o rg/10.1136/
bmjspcare-2019-001947).
1

School of Health Sciences,
University of Surrey, Guildford,
UK
2
Research Department, Princess
Alice Hospice, Esher, UK
Correspondence to
Jane Cockle-Hearne, Health
Sciences, University of Surrey,
Guildford GU2 7YH, UK;
j .cockle-h earne@surrey.ac.uk
Received 26 June 2019
Revised 16 October 2019
Accepted 25 November 2019

© Author(s) (or their
employer(s)) 2020. Re-use
permitted under CC BY.
Published by BMJ.
To cite: Cockle-Hearne J,
Reed E, Todd J, et al. BMJ
Supportive & Palliative
Care Epub ahead of
print: [please include Day
Month Year]. doi:10.1136/
bmjspcare-2019-001947

Abstract
Background Annually, across the world a
substantial number of dependent children
experience the death of a parent through life-
limiting illness. Without support, this has long-
term implications for children’s emotional, social
and physical well-being, impacting on health and
social care services globally. Limited information
exists on how service providers are meeting
family needs when a parent with dependent
children is dying.
Aim To determine the bereavement support
provided to families with dependent children by
UK hospices before and after a parent’s death.
Design A 23-item, cross-sectional, web-based
survey of adult UK hospices. Closed and open-
ended questions were asked about the features
of support provided; open-ended response was
sought to a question about the challenges faced
by hospices in delivering support. Descriptive and
non-parametric statistics and framework analysis
were used to analyse the data.
Results 197 hospices were invited to
participate. Response rate was 66% (130/197).
More types of support were provided after,
than before, parental death (mean 6.36/5.64,
z=−5.767, p<0001). Twenty-two per cent of
hospices reported no formal processes for asking
or documenting the presence of dependent
children. Volunteers were an underused resource
before parental death. Four themes characterised
challenges in delivering support for families:
emotional difficulties for families; practical and
social difficulties for families; funding/resources;
and staff training/numbers.
Conclusions Family needs are not consistently
being met when a parent is dying. Areas for
development include: enhanced systems to
record when patients have dependent children;
flexible approaches to support vulnerable
families; staff training to help communication
with families and management of their

own fears of making the situation worse.
Effective educational interventions and service
developments to better support staff, parents
and children are needed.

Introduction
The death of a parent is highly traumatic
for dependent children; without appropriate support it can have long-
term
effects on schooling, relationships, indebeing.1–5
pendence and emotional well-
The number of children who experience
the death of a parent is significant. In the
USA, over 1.5 million children are living in
single-parent households due to a parent’s
death6; in Canada, it is estmated that 1 in
14 children will experience the death of
a parent or sibling by the time they turn
18 7; in the UK in 2015, a total of 23 600
parents died, leaving an estimated 41 000
bereaved children.8
Losing a parent through prolonged
illness can cause higher levels of maladaptive grief or post-
traumatic stress for
children than through sudden death;
approximately half of children who lose
a parent to cancer experience unresolved
grief up to 9 years later.4 9 In the absence
of suitable social support, transparent
communication and cohesive family relationships, children can find grief, and their
ability to adapt, difficult to manage.2 10–13
The psychological health of surviving
parents can also deteriorate around
bereavement, compounding parenting
difficulties.14 However, if parents are
guided to meet children’s needs, this
can strengthen the family unit and build
a protective environment as the family
moves through the impending death and
into bereavement.15 Both parents and
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The dying parent and dependent
children: a nationwide survey of
hospice and community palliative
care support services
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Methods
We conducted a cross-sectional, web-based survey of
UK hospices, defined as ‘organisations delivering adult
in-
patient and community palliative care services’
and ‘organisations delivering only community-based
adult palliative care services’. The study was formally
assessed through the authors’ University research
governance procedures. The University’s online Self-
Assessment for Ethics (SAFE) 2017 screening protocol
was formally completed; the response received indicated that ethical committee review of the study was
not required since no personal data were collected
and there was low risk associated with participation23 (see online supplementary files 1 and 2). The
University’s Code of Good Research Practice was
followed throughout survey development, conduct
and analysis.24 Reporting followed the Checklist for
Reporting Results of Internet E-Surveys (CHERRIES)
guidelines.25

2

Box 1

Survey topics

Types of support provided (before and after parental
death)
►► Written information, CDs/DVDs, signposting to outside
support services, signposting to web-based resources,
one-to-one support sessions (face-to-face or telephone),
groups or pair support sessions, peer group meetings,
other.
Who delivers support (before and after parental
death)?
►► Doctor, nurse, social worker, psychologist/psychiatrist,
specialist counsellor, chaplain, volunteer, other.
Who receives support before parental death?
►► Patient individually, partner individually, child(ren)
without either parent, the family, patient and partner
together, partner and child(ren) together.
Who receives support after parental death?
►► Partner individually, child(ren) without their surviving
parent, partner and child(ren) together.
Settings where support is delivered (before and after
parental death)
►► Within the inpatient unit, in the patient’s family home,
in community-run locations, over the internet, over the
telephone, other.
Evaluation of support provided
►► Carried out evaluation and willing/not willing to share.
►► No evaluation.
Practice for recording information about dependent
children
►► Procedures for collecting information about patients’
dependent children.
►► Support for staff to have conversations with patients
about dependent children.
Challenges experienced in supporting families with
children under 18 years
►► Free text response.
Hospice characteristics
►► Regional location.
►► Number of beds.
►► Number of new referrals per year.

Survey design

The survey design was informed by literature synthesis
and the authors’ expertise in hospice care. Topics incorporated are presented in box 1 (see online supplementary file 3 for questions asked). The survey was piloted
in six hospices; no amendments were needed. It took
10–15 min to complete and was conducted through
Qualtrics software,26 branded with the research
team’s institutional logos. No password was necessary.
Both closed and open-ended questions were used in
an adaptive format with one question presented per
screen page. One open-ended question asking about
challenges experienced in supporting families with
dependent children was asked of all participants who
moved through the survey, irrespective of the questions they had already answered. Hospice size and
region were asked.
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children would like help from healthcare professionals
in how to talk about a parent’s life-limiting illness.16 17
In 2014, the WHO called for countries to integrate palliative care support into their national health
services. The UK palliative care service is acknowledged
as one of the most comprehensive, along with services
in Australia, Belgium, France, Germany, Ireland, the
Netherlands, New Zealand, Singapore and Spain.18
However, there are still relatively few well-developed
national palliative care strategies: continued evidence
across countries indicates that bereavement support in
palliative care services is typically generic and that the
individual needs of affected families, especially children, are not being met.18–20
Hospices provide palliative and end-of-life care to
people, either as inpatients or in the community, from
the time they receive a life-limiting diagnosis to the
end of their life. UK hospices care for over 200 000
people annually, accounting for 44% of all those likely
to need expert end-of-life care.21 22 They offer multidisciplinary support encompassing clinical, physical,
emotional, social and spiritual needs and provide
bereavement support for some 49 000 people a year, as
well as many more through wider networks of families
and carers.21 22 Despite 5%–10% of hospice patients
having children under 18 years,21 little is known about
the support hospices provide for families prior to, or
following, the death of a patient with dependent children. Greater knowledge of the nature of this specific
hospice provision is important if the prebereavement
and bereavement needs of this group of patients and
their families are to be met.
To help achieve this we undertook a nationwide
survey to understand the features of support provided
in UK hospices to families with dependent children
under 18 years, before and after parental death.

Original research
Adult hospices in the UK were identified through a
national directory compiled by Hospice UK. Email
invitations were sent to the identified person responsible for providing patient support in each of the 197
adult member hospices. Recipients were asked to pass
on the survey link to the appropriate member of their
hospice staff if someone else was more qualified to
participate. The invitation contained survey details and
a secure survey link (online supplementary file 4). The
survey landing page provided full participant information and asked for consent by informing participants
that by starting the survey they would be agreeing to
the use of the data in meeting the survey objectives
(online supplementary file 5). The survey ran from
20 February to 12 April 2018. Two reminders were
sent to all invitees; no incentives were offered for
participation.
Data analysis

Survey responses were analysed using Microsoft Excel
(2013) and SPSS (V.24) software packages. Landing
page-only visits were identified through log data and
removed; partially complete surveys were included in
the final analysis if at least the first question had been
answered. Duplicate attempts were identified through
log data; the most complete attempt retained. Descriptive statistics were used to analyse the survey data;
percentages were based on the number of hospices
answering each question. A Wilcoxon signed-rank test
was used to evaluate the difference in the number of
support modalities used by hospices before and after
parental death. Open-ended responses were entered
into QSR NVivo (V.11), coded and analysed for explanation of previous answers. Text responses describing
challenges experienced by hospices in supporting
families were coded and analysed with framework
analysis.27
Results
Response rates

The survey landing page was visited 175 times, 130
individual hospices took part in the survey. The
response rate was 66% (130/197); the full completion
rate was 85% (111/130).
Respondent characteristics

Hospices across all UK regions responded. Nearly
20% of responses were from London and the South
East, the smallest response (≤4%) came from Wales
and Northern Ireland. Slightly over half had ≤16
beds; nearly a quarter had under 500 referrals a
year, and over half had between 501 and 2000
annual referrals. Community-
based only palliative
care services represented around 11% of the sample
(table 1).

Table 1 Characteristics of hospices that took part in the survey
Participants
n (%)
Region
22
 London and South-East
 North-West
15
 North-East
12
 East of England
11
 South-West
11
 Scotland
9
 Yorkshire and Humberside
9
9
 West Midlands
7
 East Midlands
 Wales
4
 Northern Ireland
3
112
 Total*
Beds
27
 1–10
38
 11–16
 17–30
31
3
 31–40
 More than 40
1
 Community-based service only
12
112
 Total*
Annual referrals
26
 Under 500
42
 501–1000
 1001–2000
28
7
 2001–3000
 3001–4000
7
1
 4001–5000
 More than 5000
1
112
 Total*
*Base: all hospices that responded to the question.

19.6
13.4
10.7
9.8
9.8
8.0
8.0
8.0
6.3
3.6
2.7
100
24.1
33.9
27.7
2.7
0.9
10.7
100
23.2
37.5
25.0
6.3
6.3
0.9
0.9
100

Support provided

Table 2 summarises the support delivered by participating hospices. All hospices provided some form
of support before and after parental death, but there
were variations across time points and across features
of support.
Types of support provided

Provision of written materials was most often reported
before (96.2%) and after (99.2%) the death of a
parent. Signposting to outside agencies was also highly
reported (94.6% before; 99.2% after). The next most
common types of support were individual face-to-face
sessions (88.5%; 92.4%) and signposting to web-based
support (87.7%; 86.4%). Group sessions, telephone/
internet support, peer group meetings and CDs/DVDs
were less commonly provided at either stage. Support
described under 'other', before and after parental
death, tended to be social support (trips. events) or
creative activities (music, art). Remembrance, memory
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Prebereavement
n (%)

Bereavement
n (%)

Types of support provided*

n=130

n=118

 Written materials: books/leaflets

125

(96.2)

117

(99.2)

 Signposting to outside agencies

123

(94.6)

117

(99.2)

 One-to-one, face-to-face support

115

(88.5)

109

(92.4)

 Signposting to web-based support

114

(87.7)

102

(86.4)

75

(57.7)

87

(73.7)

 Groups or pair sessions
 One-t o-one telephone/internet

75

(57.7)

85

(72.0)

 Peer group meetings

49

(37.7)

69

(58.5)

 CDs/DVDs

23

(17.7)

30

(25.4)

 Other

35

(26.9)

34

(28.8)

Staff roles involved in delivery*

n=123

n=117

 Specialist counsellors

90

(73.2)

94

(80.3)

 Nurses

84

(68.3)

65

(55.5)

 Social workers

81

(65.9)

66

(56.4)

 Chaplains

69

(56.1)

54

(46.1)

 Volunteers

57

(46.3)

72

(61.5)

 Doctors

51

(41.5)

26

(22.2)

 Psychologists/psychiatrists

22

(17.9)

22

(18.8)

 Other

22

(17.9)

22

(18.8)

Who receives support?

Recipients of support*

n=119

 Patients individually

111

(93.3)

–

 Partners individually

111

(93.3)

112

 Patient and partner

106

(89.1)

–

–

 Families together

100

(84.0)

–

–

 Partner and child/children

97

(81.5)

95

(82.6)

 Child/children without parent

90

(75.6)

89

(77.4)

 Any type of support for children

116

 No support for children

3

Specialist counsellors were most commonly reported
as being responsible for delivering support to families
before and after parental death (73.2% and 80.3%,
respectively). Nurses, social workers and chaplains
also regularly delivered support but more likely before
than after death. There were fewer reports of doctors
delivering support, but twice as many did so before
parental death than after. In contrast, more hospices
involved volunteers after (61.5%) than before (46.3%)
parental loss. Volunteers were involved in all types of
support; they mostly delivered written information
and signposting to outside agencies at any time point,
but they were more likely to be involved in one-to-one
or group sessions after parental loss (online supplementary file 6). The least reported professionals
delivering support to families were psychologists and
psychiatrists: only 17.9% of hospices reported their
involvement before, and 18.6% after, parental death
(table 2).

n=115
–
(97.4)

(97.5)

99

(86.1)

(2.5)

16

(13.9)

*Base: all hospices that responded to the question.

and legacy events were also offered after parental
death.
Types of support provided across the sample were
significantly higher in number (z=−5.767, p<0001
(two tailed) after parental death (mean 6.36, SD 1.712)
than prior to it (mean 5.64, SD 1.689)) (figure 1).

Before parental death most hospices reported
supporting patients (93.3%) and partners (93.3%)
individually; nearly as many reported supporting
patients and partners together (89.1%) and families
together (84.0%). After parental death, almost all
hospices supported bereaved partners individually
(97.4%).
Over 80% of hospices supported partners and their
children together before the death of a parent; similarly, 80% did so after parental death, although these
were not necessarily the same hospices. Children were
supported on their own in three quarters of hospices
before (75.6%) and after (77.4%) parental death. No
support was provided to children in 2.5% of hospices
before parental death and 13.9% of hospices after
parental death (table 2).

Figure 1 The number of different types of support provided by hospices for families with dependent children before and after
parental death. Percentages rounded, totals may be greater than 100%.
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Table 2 Types of support provided, staff roles involved in
delivery and recipients of support
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Settings where support is delivered
Inpatient hospices

Community-based hospices

Prebereavement

Bereavement

Prebereavement

Bereavement

n (%)

n (%)

n (%)

n (%)

Hospices*
100
100
 Inpatient unit†
99
(99.0)
91
(91.0)
 Over the telephone
78
(78.0)
76
(76.0)
68
(68.0)
69
(69.0)
 Patient’s family home
40
(40.0)
49
(49.0)
 Community-run locations
 Over the internet
9
(9.0)
17
(17.0)
 Other
43
(42.2)
49
(49.0)
* Base: All hospices that responded to the question.
†Inpatient unit defined as any premises on the hospice's own or other hospice site.

Settings where support is delivered

Setting where support was delivered to families was
similar before and after parental death for both inpatient and community-based hospices. Almost all inpatient hospices delivered support within their units but
also offered telephone support and visits to the family
home. A few community-based organisations indicated
they delivered support in a hospice unit, but their main
settings for providing support were in the family home
or over the telephone. The internet was used by only a
minority (table 3).
Details of additional settings were provided by 25
(21%) hospices for support before parental death,
and by 19 (16.5%) hospices for support after death.
Dependent children’s schools or colleges were a prominent setting. One hospice in a rural setting offered
counselling via Skype both before and after parental
death.
Evaluation of support provided

Nearly two-thirds of hospices reported carrying out
evaluation or assessment of the support they provided
(72/114, 63.2%). Twenty-one (18.4%) indicated that
they would be willing to share their findings with the
research team, but no hospices followed this through
despite information for contacting the research team
being provided in the survey.

12
1
7
9
4
1
9

(8.3)
(58.3)
(75.0)
(33.3)
(8.3)
(75.0)

12
2
7
7
5
2
8

(16.7)
(58.3)
(58.3)
(41.7)
(16.7)
(66.7)

principally comprised generic and ad hoc preparation;
little targeted support was provided. There was little
mention of teamwork or team processes.
Challenges experienced in supporting families with
dependent children

We asked hospices about the challenges faced in delivering support to families with dependent children.
Response was received from 98 hospices (87.5%).
Verbatim comments are presented in box 2. Four overarching themes emerged.
Emotional difficulties for families

Hospices described a reluctance of some parents to
discuss parental illness with their children in order
to protect them from distress. Staff could find this
challenging but respected parents’ wishes. When
parents did not want to acknowledge the inevitability
of death, the route for supporting children became
blocked and children became invisible. Some parents
presented a strong, independent role model that children followed, which hampered their engagement and
the effectiveness of services. Opportunity and time to
build trusting relationships with families was perceived
important for supporting them in preparing children
for parental death. If no support was provided before
the death, provision afterwards was considered more
challenging.

Practice for recording information about dependent
children

Practical and social difficulties for families

Three-quarters (78.4%, 87/111) of hospices reported
that they ask formally and record if patients have
dependent children under 18 years. The remainder
of hospices that responded (21.6%, 24/111) had
no formal or systematic process for asking for, or
recording, this information. Of the hospices that did
ask and record, 78.2% (68/87) also formally supported
their staff to undertake this work. The remainder,
21.8% (19/87), offered no formal support or training
for staff in having conversations with patients about
their children’s needs. Half of the responding hospices
that provided support to staff outlined that this

The time and cost involved for families in remote
locations to access hospice support were barriers to
engagement. Barriers were further identified in respect
of social deprivation, cultural demands and spiritual
beliefs. Some hospices explained how chaotic households could also hamper partners' and children’s
engagement with services. The wide range of child
development stages also presented challenges: children under 5 years, which is a time of speedy development, were often not provided for; teenagers could be
erratic and avoid commitment to support. There was
mention of inadequate electronic systems to record
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Box 2

Emotional difficulties for families
‘If the parent who is ill is struggling, they can insist that
children are not told, which needs to be respected.’
‘Sometimes families may be reluctant to engage due to
anxieties [about] upsetting children. […] we are asked not to
mention the diagnosis when engaging with children.’
‘The challenge can often be encouraging families to have
difficult discussions with children whose relative is poorly
[and at the] end stages of life.’
‘Some parents want to appear strong and therefore the
model of grief they present to their children informs the child
that they must be strong also, this can have implications for
how effective a service is as the child may not be as engaged
as if they believed there would be a true benefit.’
Practical and social difficulties for families
‘When we have to rely on parents to bring their child to
the hospice for their 1-1 sessions, this can be hit and miss
therefore no consistency to the support the child receives.’
‘Sometimes the team are faced with families presenting
with highly complex needs often late in their prognosis.
[For example] lone parents who have children in foster care
or who are living with other family members. This makes it
more difficult […] meeting the […] needs of these families
in the moment […].’
‘One of the main challenges in providing support to
young families can be the chaotic lifestyle that some families
from socially deprived areas experience. This can inhibit the
surviving parent's ability to commit to regular attendance at
the service.’
‘Another challenge is in encouraging adolescents to
commit to and attend their scheduled sessions. This group
tends to dip in and out of services.’
Funding/resources
‘In a world of increasing demand to measure/quantify/justify
in order to attract funding, this ethos [trust, openness and
being-there, rather than “doing”] there is a real challenge
for the team to hold on to what is really important and not
be distracted.’
‘The challenges we face are in procuring funding for
counsellors and specialists in supporting families and
children both pre and post bereavement.’
‘This service ceased due to funding issues. Many patients/
partners are unable to travel to the Hospice due to serious
illness and the demands of caring, so this has impacted on
the number of people who can now avail of this service as
out-patients.’
‘Often children have missed a lot of school time during
the illness period of their parent, so the school and the
parents want them to have out of hour’s appointments in
early evenings, straight after school or on the weekend. We
don't have the coverage of staff/volunteers to meet the full
need.’
Staff training/numbers
‘[…] nurses find dealing with the emotional labour of caring
for young patients and their dependent children particularly
Continued

6

Continued

challenging because their training and background tends to
be more about “doing” than “being”.’
‘Our challenges are about finding the right/qualified staff
to deliver the care/support and to train others.’
‘Volunteer recruitment is currently providing our greatest
limitation to providing support. Either getting volunteers in
the first place or retaining for this specific client group.’

the presence of children in enough detail. A recurring
challenge was the need to deliver services for children
outside of education hours which impacted on staff
time and availability.
Funding and resources

Many hospices lamented the continual need to secure
funding to train and maintain staff for bereavement
support services; they feared this took precedence over
making time to provide what is really important. Withdrawal of funding had curtailed some support services,
particularly in the community, leaving groups of people
with no access to bereavement care. Many hospices
could not meet the increasing demand caused by the
longer waiting lists for external support organisations.
Staff needs

Significant emotional labour was involved in caring
for young patients and their dependent children, yet
nurses and social workers were not necessarily formally
trained in family communication skills in end-of-life
care; their training and background were described as
more about ‘doing’ than ‘being’. Unskilled or inexperienced staff could be reluctant to engage with children for fear of making matters worse. Recruiting and
retaining volunteers, on which many services relied
heavily, was also a challenge for some hospices.
Discussion
Main findings

This is the first national survey of the support provided
in UK adult hospices to families with dependent children when a parent is dying. We found that hospices
clearly recognise and acknowledge the importance of
helping parents to communicate with their children
about what is happening at this time. Beyond this, we
found that a greater proportion of hospices provide
a range of family support after a parent’s death than
before parental death, and that a substantial minority
do not have any formal processes for recording family
circumstances. The data also showed that a greater
number of adult hospices provide support at their units
compared with in the community or remotely. This
does not reflect provision of palliative care generally of
which 83% is provided in community-based settings.21
The survey had a good response rate, reflective of
previous hospice survey work, indicating that participating services considered the topic important.28 29 This
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Box 2 Challenges faced in providing support
services to families
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with families’ bereavement needs either before or after
parental death.
Such variability risks some families’ needs being
unassessed, with the result that children become invisible to the service. This shortcoming could be easily
addressed. Sharing family details across team members
through patient records is important and would enable
a comprehensive team approach to meeting family
needs. It is interesting to note that little reference was
made spontaneously to multidisciplinary teamwork in
managing children’s needs.

Support before and after parental death

Several factors could contribute to the broader range of
support being delivered to families following parental
death than prior to it. Many people live for years with
life-limiting illness before experiencing sudden decline
in health, yet time between referral to palliative care
and death can be very short.30 Prognostication is inherently difficult and managing patients’ often complex
conditions may dominate over the needs of the wider
family.31–33 Rapidity of decline may provide limited
opportunity to assess and address children’s needs
at this time, or to build relationships with parents to
facilitate discussions about children’s needs. Limited
time to support the needs of the wider family before
parental death may also deter provision of shared or
peer support: we found that social and remote forms
of support were less common before death. Shared
support requires planning and commitment, but before
death more spontaneous and unstructured forms of
support may be easier to deliver.
Some parents may not wish their children to be
informed about impending death.34 Indeed, a chain
of protection appeared evident from the survey.
Staff tended to shy away from the difficult subject
of parental death to protect parents from distress;
parents themselves opted not to discuss it with their
children to likewise protect them. Finally, as was clear
here and in previous research, staff may feel unprepared to discuss with parents how best to prepare
their children for parental death due to insufficient
related training.35 This training gap clearly needs to
be addressed to enhance staff skills, competence and
confidence in addressing parents and children’s need
for support around the time of parental loss.
Support for children

It is clear from these data that hospices believe in the
importance of relational care; support for both partners and patients was widespread across time points.
However, support for children was less common, in
particular, in the absence of other family members.
This may be linked to our finding that a quarter
of services across the UK do not have formalised
processes for determining and recording patients’
family structures. What is more, among those hospices
that do have formal processes, a sizeable minority do
not provide staff with any kind of support to engage

Role of volunteers

The data from this survey revealed that volunteers,
together with specialist counsellors, were most
commonly involved in delivering support after
parental death, yet they appear to be underused
before parental death. There may be pragmatic
reasons for this; since healthcare professionals have
continuous contact with patients before death, this
may preclude the need for volunteer involvement.
Nevertheless, our data indicate that there is a gap to
fill in supporting patients with families before the
family moves into bereavement. A previous national
survey of volunteering in UK hospices found 40% of
hospices were working with people who volunteered
mental health skills29; arguably this is a resource that
could be developed. The size of the hospice volunteer
sector and the time individuals provide are relatively
stable over time,36 and the challenges of recruiting
and retaining volunteers indicated in this survey may
not be universal. Designing recruitment processes
and responsibilities to meet volunteers’ motivational
needs may be beneficial where such challenges are
encountered. Volunteers are involved in hospice and
palliative care services across a wide international
framework and volunteering, historically essential in
the development of the hospice sector, will continue
to be a mainstay for its future.36
Implications

UK national end-of-life guidance for adults repeatedly
acknowledges that families should have honest, sensitive and well-
informed conversations about dying,
death and bereavement. Specifically, guidance states
that dependent children require tailored support37 38
and, if patients with children want support, healthcare professionals should offer information and
encourage family communication.39 To meet guideline
requirements, this survey suggests that support for
children and families within service models needs to
be more proactive; hospices appear more attuned to
addressing needs of children once they arise, rather
than preventing them from arising.
Although this was a survey of UK hospices it has
relevance in an international context. The hospice
movement is developing globally and shared understanding of support delivery in the context of families
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could have been encouraged by increasing social and
media discourse related to bereaved young families. It
could also have been positively affected by perceived
endorsement of a well-known and respected hospice
which generated the email invitations to the study. We
believe that the views of hospice and community palliative services across the UK were captured well and
provided representative insights into how this sector
is meeting the needs of children and families when a
parent is dying.

Original research
Contributors EMR, JCH, ElR and JT undertook the planning
of this paper. Data collection and management was undertaken
by JCH and reviewed by ElR. Analysis was conducted by JCH
and ElR and reviewed by EMR and JT. The first manuscript
draft was prepared by JCH and reviewed by EMR, ElR and JT.
All authors reviewed and gave final approval of the version to
be published.

Limitations

Funding The authors have not declared a specific grant for this
research from any funding agency in the public, commercial or
not-for-profit sectors.

The survey as intended provided a snapshot in time of
the breadth and scope of support from an organisational perspective. We did not gauge the focus, quality
and content of support provision, nor how much
specific support families receive: this should be the
subject of further exploratory work. We did, however,
ask hospices if they would share evaluations of their
intervention work with us but despite some expressed
willingness, this did not happen. More incentives
and further communication with hospices would be
required to secure sharing of data.
While we believe we achieved a good representation of the breadth of UK hospices, we did not include
hospital palliative care services, so cannot generalise
our findings across the entire palliative care sector.
Although we included open-ended questions in the
survey, it is unlikely we were able to entirely capture
the complexity of staff ’s challenges in this sensitive
area of work. Future work should concentrate on
developing understanding of factors affecting how
well staff across the palliative care sector engage
with parents about the needs of their children and
develop effective interventions to support staff and
help them manage their own feelings of fear and
diffidence.
Conclusions
This UK survey has highlighted the need to enhance
several features of service provision to ensure universal
support is provided for families when a parent is dying,
and to place practices more in line with national palliative care guidelines. Recording and assessing patients’
family circumstances and the presence of dependent
children remains a key requirement to identify and
flag vulnerable families. Staff require skills training
and supervision to help them interact with families
and manage their own fears of doing harm. Moreover,
there are requirements for flexible services to enhance
family commitment to support; expanded types of
support before parental death; greater provision for
children before and after parental death; greater
community-
based support; and greater involvement
of voluntary support. This will provide foundations
for families and their children that may prevent later
problems.
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community palliative care support services.
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Self-Assessment Form: Ethics (SAFE)
Response

ID

160708-160702-26305270
1

Completion date
26 Oct 2017, 14:48 (BST)

Project title
Supporting families preparing children for parental
death: A survey among UK hospices.

2
2.a
3
3.a

4

Chief Investigator:

Professor

Emma Ream.

Email address:
Level of research

Staff

Co-investigators:

Professor Faith Gibson (Surrey);
Dr Anne Arber (Surrey);
Jane Cockle-Hearne (Surrey);
Dr Liz Reed (Princess Alice Hospice);
Dr Jennifer Todd (Princess Alice Hospice).

Does the study
require review by an
NHS Research Ethics
Committee?
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1
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5

Does the study involve the inducement of MORE than
minimal stress to the participant?

6

No

No
Does the study involve children under 16 years or other
vulnerable groups such as those 16 and over who may feel
under pressure to take part due to their connection with the
researcher?

7

Does the
offenders?

study involve prisoners

or

young

8

Does the study involve the new collection or donation of
human tissue, as defined by the Human Tissue Act, from a
living person or the recently deceased according to the
Human Tissue Authority?

No

9

Does the study involve any of the following

No

...

10

No

No
Are you planning to access records of and/or collect personal
confidential data, concerning
identifiable individuals as
defined by the UK Data Protection Act 1998?

11

Are you linking or sharing personal data or confidential
information beyond the initial consent given (including
linked data gathered outside of the UK)?

No

12

Will you collect or access audio/video recordings,
photographs or quotations
within which participants
may be identifiable and with the intention to disseminate
those beyond the research team?

No

2

/

4
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13

Does the study require participants to take part in the
study without their knowledge and/or consent at the time?

14

No

No
Does the study involve deceptionother than withholding
information about the aims of the research until the
debriefing?

15

Do you plan to offer incentives which may unduly influence
participants’ decision to participate?

No

16

Does the study involve activities where the
safety/wellbeing of the researcher may be in question?

No

17

Do you think that any other significant ethical concerns
may arise, or does your external funding body or sponsor
require ethical review to be undertaken?

No

18

Could the behavioural/physiological intervention possibly
lead to discovery of ill health or concerns about wellbeing
in a participant incidentally even if the intervention in
itself causes no more than minimal stress is to the
research participant?

No

19

Are you investigating existing working or professional
practices among participants, identifiable to yourself as the
researcher at your own place of work (this may be the
University of Surrey or another organisation where you,
your supervisor or coinvestigator work)?

No

20

Is the research proposal to be carried out by persons
unconnected with the University, but wishing to use staff
and/or students as participants?

No

3

/

4
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21

21.a

I, the undersigned, confirm that I have read the Ethics
Handbook for Teaching and Research and the Code on
Good Research Practice. I understand that the project may
be monitored and audited by the University of Surrey to
ensure that it is carried out in accordance with good
practice, legal and ethical requirements and any other
guidelines. I understand that the protocol and any
associated documents such as information sheets and
consent forms should have version numbers and dates. If
I make any significant changes to my protocol I understand
that I should complete the self-assessment again. I am also
aware that any knowingly wrong answers to any of the
questions below and any research misconduct reported
may lead to disciplinary measures after investigation. In
case of dissertation projects or theses the provision of
knowingly incorrect information or proven research
misconduct may affect academic progression.

I agree

Jane CockleHearne
26/10/2017

Name

21.b
Date self-assessment form is submitted

4

/
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The dying parent and dependent children: a nationwide survey of hospice
and community palliative care support services.
Supplementary File 3.

Survey Questions

Section 1.
In this first section, we would like to know about the support your organisation provides.
Q1. First, thinking about the time before parental loss (Pre-bereavement), below is a list of possible types of
service that could be delivered to families with dependent children. Could you indicate whether or not your
organisation provides support by clicking Yes or No in each drop down box.
Q2. And for the pre-bereavement support you provide, can you tell us who delivers that support? Please tick
all healthcare professionals who deliver each type of service.
Q3. For families with dependent children, can you tell us to whom you deliver prebereavement support? Please tick all that receive each type of service.
Q4. Still thinking about pre- bereavement support, can you tell us where you deliver support? Please select
all boxes that apply.
Q5. Now, thinking separately about the time after parental loss (Bereavement), below is the same list of
possible types of support service that could be delivered to surviving partners with dependent children. Could
you indicate whether your organisation provides support by clicking Yes or No in the dropdown box.
Q6. And for the bereavement support you provide, can you tell us who delivers that support? Please tick all
the healthcare professionals who deliver each type of service.
Q7. For surviving partners with dependent children, can you tell us to whom you
deliver bereavement support? Please tick all that receive each type of service.
Q8. Still thinking about bereavement support, can you tell us where you deliver support?
boxes that apply.

Please select all

Q9. Please, could you give us a little more information about the support services you provide for families with
dependent children, by describing them in your own words in the box below?
Q10. Could you tell us if you have carried out any evaluations or assessments of the support you provide? If
you have, would you be happy to share your findings with us? Please select one box below.
Yes, we have carried out evaluation/assessment and we are happy to share our findings with you.
Yes, we have carried out evaluation/assessment
No, we have not evaluated our support provision
Q11. You have indicated that you do not provide specific support within your hospice for families in preparing
children for parental death. Is there any alternative help that you refer on to? [No hospice was presented with
this question since all provided some support.]
Q12. Please, could you give us some details of services you refer on to? [No hospice was presented with this
question since all provided some support.]
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Q13. Please tell us in the box below any specific challenges that your hospice has experienced in respect of
supporting families with children under 18 years old, either before or after parental loss.
We are particularly interested in challenges that prevent you from providing support, or if you do provide
support, challenges that influence delivery.

Section 2
In this second section, we would like to gather a little information about your hospice.

Q14. In which region is your hospice located?
Q15. Thinking about the size of your hospice, how many beds does your hospice have? Please select the box
that applies.
Q16. Could you please indicate on average, how many new referrals your hospice receives per year. Please
select the box that applies.
Q17. And finally, we would like to know about the process, if any, your hospice has for gathering information
about whether a patient has dependent children. Could you please select the options below that most
accurately describes your current procedure. Please select only one box.
We ask at admission and record on a patient's notes.
We ask at admission, but we do not record on a patient's notes
We ask informally during a patient's stay and record on their notes
We ask informally during a patient's stay, but we do not record on their notes
Our process varies, we have no consistent procedure.
We do not ask or record at any time.
Q18. You have indicated that your staff ask patients about dependent children. Could you tell us if you
provide support to prepare your staff to have these conversations with patients? Please select Yes/No.
Q19. Can you describe the support you provide staff to help them have these conversations?
Q20. In this last section, we would like to give you the opportunity to elaborate on any of your answers
above. Please feel free to put your comments below. This question is optional. If you don't need to elaborate,
just leave this box blank and click the NEXT button below.
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The dying parent and dependent children: a nationwide survey of hospice
and community palliative care support services.
Supplementary File 4.

Invitation Email

Email heading:
Family Support in Hospices

Dear

I would like to invite you to take part in our scoping survey of UK hospices. We are working with the
University of Surrey to identify the best ways hospice healthcare professionals can support patients
and their partners to communicate with their children when one parent is dying. As a first stage, we
are conducting a short survey of UK hospices to find out what they currently offer.
The survey should take only 10-15 mins to complete, and can be accessed by just clicking this link:

The responses you provide will be completely anonymous. We ask about the support you provide
and a few questions about the size and nature of your hospice; if you think another person in the
hospice can more easily complete the survey, then please pass on the survey link.
If you have any queries before you begin the survey, please do email me. Alternatively, within the
survey you will find contact details for the people at the University of Surrey who are responsible for
the study and will be very happy to discuss the survey with you. The survey is being conducted in
accordance with the provisions of the University of Surrey’s Code on Good Research Practice and
University policies
Thank you in advance for your help and contribution.
Best wishes

Cockle-Hearne J, et al. BMJ Support Palliat Care 2020;0:1–9. doi: 10.1136/bmjspcare-2019-001947

Supplementary material

BMJ Support Palliat Care

The dying parent and dependent children: a nationwide survey of hospice
and community palliative care support services.
Supplementary File 5.
Survey Landing Page

Welcome to our survey!
Princess Alice Hospice and the University of Surrey are conducting research to develop ways to
enhance the support that is provided to families preparing children for parental death.
Your involvement in this survey is greatly appreciated and your contribution on behalf of your
organisation will support our research by helping us build a picture of services currently provided
by UK hospices. The survey asks about services that your organisation provides before and
after parental loss for families with children 18 years or under.
The survey will take 10-15 minutes to complete. By completing the questions, you will be
agreeing to the use of the data in meeting the survey objectives. The data you provide will be held
in strict confidence in accordance with data protection laws and all information from the
questionnaire will be anonymous and not linked to your organisation at any stage. You can
complete the survey in more than one session if you require and you can return to the survey as
many times as you like until you click the Finish button at the end. If you find that you do not
want to complete the survey, just close the survey window and do not return, the data you have
entered to that point will be retained and included in the analysis.
If you have any questions about the survey or your participation and would like to talk to
somebody, please feel free to get in touch with Jane Cockle-Hearne, who is the Research Fellow
administering the survey at the University of Surrey. She can be reached at Tel:
or Email:
. If you have any concerns or complaints about any aspect of the
study you can contact the Head of Research in the School of Health Sciences at the University,
Professor Emma Ream on Tel:
or Email:
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The dying parent and dependent children: a nationwide survey of hospice and
community palliative care support services.
Supplementary File 6.

Type of support delivered by volunteers
PreBereavement

Bereavement

n = 57
n (%)

n = 72
n (%)

Base: Hospices where volunteers provide support
Written information
Signposting to outside agencies, support services
Signposting to web-based resources
One-to-one support sessions (face-to-face)
Groups or pair support sessions
One-to-one support sessions (telephone or internetbased)
Peer groups meetings
CDs/DVDs
Other support

38

(66.7)

48

(66.7)

31

(54.4)

38

(52.8)

29

(50.9)

33

(45.8)

28

(49.1)

46

(63.9)

18

(31.6)

35

(48.6)

17

(29.8)

32

(44.4)

16

(28.1)

34

(47.2)

3

(5.3)

5

(6.9)

8

(14.0)

10

(13.9)
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