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Abstract

Background: Communication between parents and their children about parental life-limiting iliness is stressful. Parents want support
from health-care professionals; however, the extent of this support is not known. Awareness of family’s needs would help ensure
appropriate support.

Aim: To find the current literature exploring (I) how parents with a life-limiting illness, who have dependent children, perceive
health-care professionals’ communication with them about the illness, diagnosis and treatments, including how social, practical and
emotional support is offered to them and (2) how this contributes to the parents’ feelings of supporting their children.

Design: A systematic literature review and narrative synthesis.

Data sources: Embase, MEDLINE, PsycINFO, CINAHL and ASSIA ProQuest were searched in November 2015 for studies assessing
communication between health-care professionals and parents about how to talk with their children about the parent’s illness.
Results: There were 1342 records identified, five qualitative studies met the inclusion criteria (55 ill parents, || spouses/carers, 26
children and |6 health-care professionals). Parents wanted information from health-care professionals about how to talk to their children
about the illness; this was not routinely offered. Children also want to talk with a health-care professional about their parents’ illness.
Health-care professionals are concerned that conversations with parents and their children will be too difficult and time-consuming.
Conclusion: Parents with a life-limiting illness want support from their health-care professionals about how to communicate with
their children about the illness. Their children look to health-care professionals for information about their parent’s iliness. Health-care
professionals, have an important role but appear reluctant to address these concerns because of fears of insufficient time and expertise.
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What is already known about the topic?

e Parents who have a life-limiting illness are anxious and uncertain about how best to communicate with their children.

e Parents often do not receive support or guidance from health-care professionals (HCPs) about how to talk to their
children about the illness.

e Good familial communication about the illness improves children’s psychosocial functioning.

What this paper adds?

e Parents, from diagnosis and throughout their illness, want support from HCPs about how best to communicate with
their children and report a discrepancy between the desired support and what is provided by HCPs.

e Children would welcome opportunities to discuss their parent’s illness with a HCP.

e HCPs have concerns about time and expertise when supporting parents to talk with their children about the illness.
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Implications for practice, theory or policy

e During parental life-limiting illness, it is essential that parents and children are supported by HCPs involved in their care.
e HCPs have an important role in supporting parents to have conversations with their children about their illness.
e HCPs require adequate training in how best to communicate with parents and their children about life-limiting illness.

Background

It is estimated that 23,000 parents die in the United
Kingdom each year; this equates to approximately 40,000
children per year being bereaved of a parent.! Every aspect
of family life has the potential to be disrupted following
the diagnosis of serious illness, and during this period,
children are exposed to significant levels of psychosocial
stress.2* Furthermore, the disease becomes a feature of
daily life for families, which requires pragmatic and psy-
chological adaptation,® with the whole family being at risk
of psychological issues, including acute stress disorder.¢
Parents experience increased anxiety because of uncer-
tainty about how best to help their children and often
receive little, if any, support or guidance from health-care
professionals (HCPs) about how to approach this sensitive
subject.” However, it has been shown that good communi-
cation between HCPs and patients has a positive effect on
their psychological adjustment to the illness.?

Although little is known about how parents tell their
children that they are seriously ill and might die,® good
familial communication about the diagnosis improves
children’s psychosocial functioning.!® Different factors
may affect how children cope with their parent’s illness,
including their age/level of cognitive maturity and the rela-
tionship with their parents.!!-12

In providing information to patients and family mem-
bers, HCPs should ensure that it is age appropriate and
suitable for children and young people.!> Communication
with children of parents who are dying is widely acknowl-
edged as an important factor in supporting them during
this time.!>!4 Yet typically for HCPs, patients’ needs are
paramount at the expense of other family members, and
little is known about how discussing the impact of a life-
limiting diagnosis will affect communication patterns
between parents and their children.!>1¢ Moreover, HCPs
often view working with families as one of the most diffi-
cult aspects of palliative care.!”

There is currently limited empirical knowledge about
the communication and information needs of children
when a parent is dying.!® This includes how much infor-
mation children want, how they would like the information
to be given and by whom. Furthermore, the quantity and
quality of information children currently receive about
their parent’s terminal illness have not been adequately
evaluated. The evidence that does exist indicates that chil-
dren’s knowledge and understanding of their parent’s ill-
ness are often inaccurate as they gain information from

overheard conversations or from third parties who do not
necessarily know all the facts.!4

For a parent with a life-limiting illness, to tell their child
that they are dying is one of the hardest things they can
do.1-21 This is also challenging for HCPs who often feel
inadequately prepared to enter into such discussions with
parents which results in poor or no communication.!®?!
This is partly because HCPs struggle to understand the
child’s perspective and might avoid talking to the patient
about their children because of fear of distressing the par-
ent.”?? Although children’s quality of life diminishes when
a parent has cancer,” when families, experiencing parental
cancer, engage in educative, emotional and social support,
there are positive outcomes for all family members.’

The aim of this systematic review was to explore how
parents with a life-limiting illness, who have dependent
children, perceive HCP’s communication with them about
their illness, diagnosis and treatments, including how
social, practical and emotional support is offered to them,
and how this contributes to the parents’ feelings towards
supporting their children. A secondary aim was to identify
what information and support families, including children,
receive from HCPs with respect to communicating about
the illness and the type and extent of information that
would be helpful. This will contribute to an important gap
in the evidence of how to improve the experiences of
patients, their children and HCPs.

Methods

This systematic review followed an a priori protocol
according to the Preferred Reporting Items for Systematic
Reviews and Meta-Analyses protocols (PRISMA-P)
2015 guidelines.?? The review protocol was registered on
the PROSPERO website (http://www.crd.york.ac.uk/
PROSPERO) before screening and data extraction (regis-
tration no. CRD42015029415).2

Search strategy

In November 2015, electronic searches were undertaken of
Embase (1974-2015), Ovid MEDLINE®Daily Update 4
November 2015, PsycINFO (1967 to September Week 5,
2015), CINAHL (EBSCO HOST) and ASSIA ProQuest
databases. Search strategies were devised to be inclusive
of all potentially relevant studies using both Medical
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Table I. Example terms used in MEDLINE search strategy.

Life-limiting disease*.mp.

Life-limiting illness*.mp.

Serious illness*.mp.

Terminally ill/lOR Terminal* ADJ ill*.mp.
Terminal* AD] disease*.mp.

Terminal AD) Care.mp.

Dying.mp.

Advanc* illness.mp.

Advanc* disease.mp.

0. Palliative Care/OR Hospice and Palliative Care Nursing
OR Palliative.mp.

SO0ONOUhAWN —

15.  Communicat*.mp.

16.  Informat*.mp.

17.  Social support.mp.

18.  Emotional support.mp.

19.  Practical support.mp.

20. Family support.mp.

21.  Psychosocial support.mp.

27. Health professional*.mp.

28. Nurses/OR Nurse*.mp.

29. Doctor*.mp.

30. Consultant*.mp.

31.  General ADJ Practitioners/OR General ADJ
Practitioner* OR GP.mp.

32. Social worker*.mp.

33.  Psychologist*.mp.

34. Counsellor*.mp.

1.
12.
13.
14.

22.
23.
24.
25.
26.

35.
36.
37.
38.
39.
40.

Parent*.mp.

Adult.mp.

Mothers/OR mother*.mp.
Fathers/OR father*.mp.

Child*.mp.
Adolescen*.mp.
Dependent*.mp.
Offspring.mp.
Family.mp.

=1 OR2OR3OR40OR50R60OR70OR80OR9IOCR I0
=11 ORI20OR I30R |4

=I50R 6 ORI70R I8 OR 19 OR 20 OR 21

=122 OR 23 OR24 OR 25 OR 26

=27 OR28 OR29 OR 30 OR 31 OR 32 OR 33 OR 34

= 35 AND 36 AND 37 AND 38 AND 39

Subject Heading (MeSH) terms and text word searches to
increase the search sensitivity. Initially, a specific search
strategy for MEDLINE was developed with the help of a
university librarian search specialist (Table 1), this was
adapted to the other databases. Reference lists of relevant
articles were hand searched. Table 2 shows the inclusion/
exclusion criteria adopted for the search. Children who
have a life-limiting illness and parents with acute illness or
trauma were excluded as the conversations, and the sup-
port these groups needed would be very different. Studies
that provided data regarding communication between
patients, who have dependent children and HCPs regard-
ing supporting the children were included (Figure 1).

Data extraction, assessment and analysis

Two authors (R.F. and J.W.B.) independently reviewed all
titles and abstracts in order to assess their relevance for
inclusion. Full-text papers were retrieved for all those ful-
filling the inclusion criteria and also for publications which
could not be excluded on the basis of the titles and abstracts
alone. These authors then assessed the full texts of all
potentially relevant studies. Disagreement at all stages was
resolved by discussion and with recourse to an independ-
ent party, if needed. The findings are reported according to
PRISMA (Preferred Reporting Items for Systematic
Reviews and Meta-Analyses) guidelines, and the results of
these searches and reasons for excluding the articles at the

full-text stage are shown in the PRISMA Flow Diagram
(Figure 1).%

R.F. and J.W.B. independently extracted data regarding
study design and results and assessed their quality. Data
extracted included type of study, participants, aims, objec-
tives and study findings. The methodological quality of
each study was independently assessed by R.F. and J.W.B.
using the Hawker scale.?® The scale has nine questions
about the validity, results and clinical relevance of the
studies. The overall score for each study is between 9 (low
quality) and 36 (high quality). Studies were not excluded
on the grounds of poor quality, but this was to be taken into
account during analysis.

Data were analysed using a narrative synthesis.?” This
process facilitates the data synthesis of heterogeneous
studies, such as the literature on communication between
HCPs and parents about how to talk with children about
parental illness. Three stages were undertaken by R.F.
and JJW.B.: (1) development of a theoretical model of
communication between HCPs and parents who have a
life-limiting illness, (2) preliminary synthesis with an
exploration of relationships in the data and (3) assessing
the robustness of the final synthesis.?’

Results

We identified 1342 unique studies from the searches.
These were screened by title and abstract; 1294 studies
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Table 2. Inclusion and exclusion criteria.

Inclusion

Exclusion

Study design
Qualitative and quantitative studies, observational studies,
case—control studies and narrative research studies that
describe communication between HCPs and parents about
how to talk with their children about the parent’s illness

Participants
Adult patients who have been diagnosed with a life-limiting
iliness who have children (aged <I8years).
HCPs directly supporting children of patients with a life-limiting
illness or indirectly by supporting the parent to help them
support/communicate with their children about the illness

Interventions
Studies describing or evaluating the effect of communication,
information sharing or social and emotional support offered
face to face to families by HCPs
Studies reporting the effect of communication, information or
social and emotional support, from HCPs, to family members
including directly to the children
Individual and group support
Comparisons of patients who have received information from
HCPs and those who have not
Pre- and post-death interventions with the same families
The terminal illness will be the result of different causes
including cancers, heart/respiratory disease/failure,
neurological diseases (MS, MND, stroke)

Setting
There will be no restrictions by country

Date
There will be no restrictions by date

Language

Case studies
Opinion pieces

Children who have been diagnosed with a life-limiting
iliness

Patients who have adult children

Patients who do not have dependent children

Il siblings

Bereaved families

Acute illness/trauma

Patients receiving treatment in ITU/A&E

Where the child has been diagnosed with a life-limiting illness
Where siblings have a life-limiting illness
Communication with the family post-bereavement
Support offered to the family post-death
Support not directly offered/delivered by a HCP

Health-care setting/location will exclude ITU and A&E

There will be no language restrictions for searching studies. Non-English language papers will be included in the review and every
attempt will be made to translate all included foreign language papers. However, if translation is not possible, this will be recorded

HCPs: health-care professionals; ITU: intensive therapy unit; A&E: accident and emergency; MS: multiple sclerosis; MND: motor neurone disease.

did not meet the inclusion criteria and were excluded
(Table 2; Figure 1). Full-text articles were reviewed for
the remaining 48 studies. The reasons for excluding a
full-text study are shown in the PRISMA flow chart
(Figure 1). A narrative synthesis was carried out explain-
ing the characteristics of the studies included; these
explored the relationships and findings within and
between included studies.

Five qualitative studies met our inclusion criteria rep-
resenting a total of 55 ill parents, 11 spouses/carers,
26 children and 16 HCPs (Table 3). Three studies used
semi-structured interviews,?830 one involved in-depth
interviews,!° one a structured telephone interview’ and one
also included a focus group.?® Four studies focussed on
parents who had cancer,’-19-28:30 the fifth interviewed one
parent with terminal cancer and four bereaved parents
whose partners had died from either cancer or non-cancer

illnesses.?? Two studies included children?-3° and one also
interviewed HCPs working with families pre- and post-
parental death.?® Three studies were British,830 one
Norwegian!® and one Australian.”

The Hawker scale was used to assess the methodo-
logical quality of the included studies.?® Scores of the
five included studies ranged from 25 to 29 (Table 3),
indicating that all were of moderate to good methodo-
logical quality. Limitations of the included studies are
detailed in Table 3.

Three themes were identified within the studies; these
were developed from the exploration of relationships
within the data as part of the narrative synthesis.?” The
themes were as follows:

1. The HCP’s
parents;

involvement in discussions with
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Embase 1053
Medline 2
PsychINFO 173
CINAHL 187
ASSIA Proquest 80
)
c Records identified through Additional records identified through
-g database searching other sources
S (n=1481) (n=12)
€=
F=
c
[
i
——
pu— Records after duplicates removed
(n=1342)
-]
=
c
o
e
a 4
~
Records screened Records excluded
_— (n=1342) (n=1294)
L J
F - ‘ Full-text articles excluded\
) Full-text articles assessed (n=43)
) SR
= for eligibility L .
Lt Not about communicating with
(n=48) children (n = 11)
.
Relating to Pediatric illness
— (n=35)
Studies included in Family caregiver’s role (n = 15)
2 qualitative synthesis . .
] Psychological needs of patients
S (n=5) (m=3) )
—

Figure |. Preferred reporting items for systematic reviews and meta-analyses.

2. Parents wanting help to tell their children about the
diagnosis;
3. Telling children about the illness.

The health-care practitioner’s involvement in
discussions with parents

There was a discrepancy between the support parents
wanted and needed from HCPs about talking to their chil-
dren, and what they received.”!1%28 Often HCPs avoided
any discussions, with parents, about the impact of the

illness on children or ways of talking about the diagnosis
and its treatments.”-?® For some women with cancer, ‘this
pattern of avoidance of discussion about children contin-
ued during treatment, often over many years’.” When par-
ents were offered support, this included being provided
with a list of books for them to source and being offered
contact with a social worker.” Conversations between
HCPs and parents, about the children, only occurred when
the patients raised the subject themselves.” Women wanted
the opportunity to meet with a HCP, either with their part-
ner or as a whole family, and that preferably this should be
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in their own home.?® In addition, they thought their chil-
dren would benefit from talking directly to a HCP, for
example, a nurse or surgeon.?®

When support was not offered from HCPs, parents
chose to access help from other sources including coun-
sellors.” However, women with cancer were often dissat-
isfied with the counselling service they received.” Their
concerns ranged from the counsellors not being suffi-
ciently aware of the issues that women with breast cancer
experience to the counsellor being too confrontational
about their mortality. Some women looked to other
resources, including books and pamphlets to find infor-
mation about talking with their children about the illness.
Here they encountered problems because the information
was either unsuitable to their needs, that is, discussing
early cancer when they were in the advanced stages, or
was out of date or ‘very negative’.”

Parents wanting help to tell their children about
the diagnosis

The included studies reported that most parents with a
life-limiting illness wanted support from their HCPs
about how they could best communicate with their chil-
dren about the diagnosis, prognosis and treatments.”19-2830
However, some parents wanted HCPs to tell their chil-
dren on their behalf, although they wished to maintain
control over timing and content.3?

In the study by Buffe et al., a family support pro-
gramme was developed to help parents with incurable
cancer, by helping the family to talk about the illness,
helping parents to understand the needs of their children
and how best to support them and to help the family
plan for the future.!® Parents attending the group ‘knew
this was a traumatic time for their children and wanted
to prepare them and support them as best they could, but
a lack of knowledge and experience made them unsure
what was best for their children’.!® Therefore, one of the
motivations for joining the group was an unmet need of
wanting help with how to talk to their children about
their illness.!?

Mothers wanted information from HCPs about how to
break bad news to their children and advice about the most
appropriate language to use.”?® After they had spoken to
their children, they then wanted reassurance from HCPs
that they had communicated and supported the former in
the best way.”!® Mothers also wanted recommendations
and practical support from HCPs about involving and
familiarising their children with the medical environment
and with their treatment.”?8 They thought it was important
for their children to be included as they believed this would
help to demystify treatment and help them understand
what was happening.” None of the women described
receiving any professional recommendations about involv-
ing their children in treatments.’

Telling children about the illness

Parental experiences of telling children about their diagnosis
and prognosis were discussed in all of the included stud-
ies.”19.28-30 Mothers with breast cancer reported that it was
important to tell their children at the time of diagnosis
and continue to communicate with them throughout their
illness.”?8 Although the study by Bugge et al. study had not
spoken to their children about the diagnosis until they had
attended a support programme, they expressed relief in being
given HCP support to find ways to talk with their children.!
Parents reported that telling their children about the diagno-
sis was one the most difficult issues they experienced.30

Children wanted to communicate with their parents
about the illness but often did not because of not wanting
to upset them or because they did not know how to go
about it.3% Because of this, the children identified HCPs, as
a valuable source of information; however, they described
how there was generally a lack of opportunities to meet
with them, which was problematic.3°

Children wanted to know what was happening so that
they could begin to prepare for the future.’® However,
some of the children reported not being fully informed
about the diagnosis and/or prognosis.?® Children’s need
for information varied throughout their parent’s illness,
with the initial stages being the time when they wanted
most information, particularly in relation to the disease,
treatments and tests.3? Children spoke about how they
wanted and actively sought opportunities to talk about
what was happening, but were often obstructed by par-
ents and HCPs.?*

HCPs and social-care professionals reported that they
themselves and parents often found it difficult to talk to
children about the illness because of fear of upsetting
them, thinking that they will be too young to understand
and not knowing what to say.?® In addition, they reflected
that professionals are often concerned that the conversa-
tions will take too much time, that they will open up a ‘can
of worms’ which they, the professionals, will be unable to
manage and make it worse.?? However, one professional
observed that ‘the worst had actually happened [the diag-
nosis of a life-limiting illness] and no amount of protec-
tion could prevent it from being any worse’.2°

Discussion

This is the first systematic review of studies exploring par-
ent’s perceptions about how HCPs communicate with them
following the diagnosis of a life-limiting illness. Parents
want and need information and guidance from HCPs, at the
point of diagnosis and throughout their illness, about how to
talk with and support their children about the illness.”19-28-30
Telling their children that they are dying was one of the most
difficult tasks for parents with a life-limiting illness,'?2!
especially when parents are concurrently dealing with their
own reactions and the needs of their children.?! This review
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demonstrated a discrepancy between the support parents
wanted and what they received.”.19-2829

The review has shown the importance that ill parents
placed on wanting to have coordinated and managed dis-
cussions with their children about the illness, but that they
were unsure how to do it in the most appropriate way.”1°-28:30
This correlates with previous studies that have discussed
the importance and relevance of support from HCPs to
help parents begin to have such conversations.?!32 When
parents had discussed the illness with their children, and
‘followed their instincts’,” they then wanted reassurance
from their HCPs that they had given information appropri-
ately.”!® This would suggest that parent’s perceive the
HCPs’ role to go beyond the parameters of clinician and to
extend into a supportive role too. Moreover, it highlights
the important role HCPs have in providing holistic care to
the patient. This holistic role was also noted by children in
the studies who expressed the desire to meet with their par-
ent’s HCPs.2%30 They too wanted the opportunity to explore
illness-related issues with people who they perceived
would be valuable sources of information (e.g. doctors and
nurses).?’ Research has shown that the quality of life
diminishes for children when a parent has cancer,’ and so
to receive support from people who they trust and identify
as being knowledgeable about the situation is likely to
have a positive effect on their well-being.

The findings from this review build upon previous work
that has studied the communication needs of patients with
dependent children.16:1831.3336 [t has been shown that
although parents are often the best people to talk to their
children about the illness, they need considerable guidance
from HCPs to start and manage these conversations.3!-32
HCPs need to appreciate the family’s unique situation when
discussing issues of disclosure® and be aware that parents
not only face the challenge of coping with the illness and its
treatments but also the challenges of meeting their chil-
dren’s needs.3? Parents may fail to recognise or respond to
the emotional distress of their children.3” HCPs, therefore,
have a responsibility to consider the family unit as a
whole,?! recognising that what happens to the patient has a
direct impact on all members of the family.?! It also needs
to be recognised that what happens to the family will have
a direct impact on the patient.

However, when clinicians do not perceive it is their role
to deal with psychosocial concerns, they are less likely to
encourage any communication on the topic.3® The review
has shown that HCPs have concerns about discussing chil-
dren with parents and indicates that they need to support
themselves in order to enhance the experience of parents with
a life-limiting illness and their families. This would indicate
that there is a need for additional training and support for
HCPs to help manage these complex situations. This review
has illustrated that parents and children would welcome
information from HCPs, and this can encompass specialist
nurses, oncologists, consultants and palliative physicians.

Children’s views were explored in only two of the
studies,?>30 and these are consistent with previous
research that has shown how important it is for children
to be prepared and informed about their parent’s terminal
illness!218:3940 and the necessity for them to be included
in conversations.2123940 Furthermore, communication
with children helps to reduce their anxieties about what is
happening within their families.*! This review consoli-
dates the importance of communication, specifically in
relation to the role HCPs have in helping to facilitate con-
versations between parents and children.

One included study also explored communication from
the HCP’s perspective.? It identified concerns from HCPs
that discussions with parents and/or their children would
‘take too much time’ which might be a barrier preventing
these conversations from being held.? Time is known to
be a barrier for communication with families by HCPs,?®
and HCPs have reported that working with families is one
of the most difficult aspects of working with people who
have a life-limiting illness.!” Although this can be difficult
and time-consuming, parents clearly want and need this
support from HCPs.7:19.28-30

Strength and limitations

This is the first systematic review in this field. Although
qualitative studies are not designed to be representative at
the population level, and the number of included studies are
few, the themes arising from the data are remarkably similar
even though the studies were conducted in three countries
(United Kingdom, Norway and Australia), albeit countries
with similar cultural approaches to individual autonomy and
disclosure of a diagnosis of a life-limiting illness.

The included studies were predominately mothers who
had breast cancer; therefore, the perceptions were drawn
from a particular set of clinical needs and are not necessar-
ily generalisable to all illnesses and diseases. Information
on what fathers wanted was limited as were the views of
the non-ill parents, who it is likely, would have different
concerns and needs in relation to communicating with and
supporting their children. There was limited evidence
found in relation to the HCP’s perceptions of communicat-
ing with patients about their children, thus limiting the
scope of the review. This is partly due to only one study
including HCPs. Despite using a robust systematic review
methodology, with broad search terms, there was no litera-
ture available that directly explored practical support pro-
vided by HCPs to families. Only one study assessed the
emotional and social support given to families by HCPs. It
is possible that studies were missed, despite a rigorous
search methodology and screening process being applied.

Implications for current practice

Our review has highlighted that there is a disparity
between what parents and children want, from their
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HCPs, and what they receive. The most obvious barrier
from this work appears to be that HCPs feel too time-
pressured and inexpert to address these concerns.
Additionally, the expectation is that adult palliative care
clinicians are the ones who engage in these conversa-
tions, and they may not have had the same extent of train-
ing in communicating with children as their paediatric
colleagues. It is also apparent that a reliance on printed
information and guidance leaflets, or a non-medical
counsellor, does not appear to be able to replace the indi-
vidually tailored approach facilitated by a skilled practi-
tioner with knowledge of the relevant medical issues.
Clinical practice would be enhanced, if HCPs had appro-
priate training to develop their confidence in working
with families. From this additional support, it is likely
that parents would feel assured that they were supporting
their children appropriately, this would then alleviate
some of their stress which could benefit their well-being
and have a positive impact on their treatment.

Future research

The review has highlighted that HCPs are often reticent to
initiate conversations with parents about their children
because of perceived difficulties and the implications of
time. Research into training HCPs in communication with
parents about their children regarding serious illness in this
setting is needed. The benefit of HCPs systematically
including discussions about children into their consulta-
tions with patients needs to be formally evaluated. This
should include participants from different social classes
and more diverse ethnic/cultural backgrounds.!® We
hypothesise that parents who receive direct support from
their HCPs about supporting their children will be physi-
cally, emotionally and psychologically better able to cope
with the illness and treatments because of being less anx-
ious about their children. The initial time invested by the
HCPs would potentially reduce the overall time they
needed to spend with the parents. The major potential posi-
tive outcome would be that children and their families
would have better coping mechanisms throughout the ill-
ness and into the bereavement period.

Conclusion

This review has shown that parents, at the point of diagno-
sis and throughout their life-limiting illness, want and need
reassurance and support from HCPs about how best to
communicate with their children. Parents report a discrep-
ancy between their desired support and what is provided
by HCPs, often struggling to know how best to talk to their
children about the illness, which compounds an already
stressful situation. HCPs have an important role in facili-
tating these conversations and utilising their knowledge,
skills and experience to help families and to potentially

minimise the stress that parents and children experience.
HCPs are reluctant to initiate conversations as they find
them difficult and time-consuming, indicating that they
also need training and support in order to do this, which
will enhance the experience of parents with a life-limiting
illness and their family.
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