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The perspectives of children and young people 
affected by parental life-limiting illness: An 
integrative review and thematic synthesis
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Abstract
Background: Although the death of a parent during childhood is relatively commonplace, the voices of children affected by parental 
life-limiting illness are under-represented in research evidence. Guidance for healthcare professionals is largely based upon 
professional opinion rather than the experience of children themselves.
Aim: To synthesise and appraise the literature from primary research with children about their experience of having a parent with a 
life-limiting illness.
Design: Integrative review and thematic synthesis. Registered on PROSPERO (CRD42019094581).
Data sources: PsychINFO, Medline, Embase, Scopus and Web of Science were searched, supplemented by searches of grey literature 
and systematic reviews. There were no restrictions on publication date, and study quality was appraised using the Hawker checklist. 
Studies reporting the findings of primary research with participants under 18, whose parent has a life-limiting illness, were eligible 
for inclusion.
Results: Twenty-one papers met the inclusion criteria (n = 13 qualitative; n = 8 quantitative), reporting on n = 18 studies from 
high-income countries. Findings reveal that throughout parental life-limiting illness, children strive for agency, but are often shielded 
and excluded by adults. The experience of living with a dying parent is emotionally demanding for children and involves significant 
caregiving responsibilities. However these children are not passive, developing strategies to cope with the situation and wanting to 
be involved.
Conclusions: The review has enabled the voices of children affected by parental life-limiting illness to be heard and will inform the 
development of guidance for parents and professionals.
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What is already known about the topic?

•• The experience of the death of a parent during childhood places adults at higher risk of poor outcomes, such as anxiety 
and depression.

•• The period prior to a parent’s death may be of particular significance and can impact on how children cope in 
bereavement.

•• Many healthcare professionals consider themselves unqualified to provide guidance to dying parents around supporting 
their children.
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Background
Over 40,000 children and young people under the age of 
18 (referred to as children hereafter) in the United 
Kingdom (UK) experience parental death annually, and 
the equivalent of one child in every UK classroom has 
been bereaved of a parent.1 The prevalence of parental 
death as a child is similar in other high-income countries 
such as the USA,2 but is higher in low and middle-income 
countries, and nations in sub-Saharan Africa with a high 
incidence of HIV.3 The death of a parent during childhood 
can have a profound and enduring impact, and is often 
associated with anxiety, depression, self-harm, anti-social 
behaviour and below-average educational attainment.2,4–9 
Poor outcomes in people experiencing a significant 
bereavement in childhood have been attributed to issues 
such as inconsistent care and attention, separation from 
family, disruption in education, a lack of communication 
and information about the illness, uncertainty around the 
prognosis and a lack of preparation for the parental 
death.10,11

The period prior to the death of a parent is particu-
larly significant. Living with a seriously ill parent may 
change the roles expected of children and result in bur-
densome caring responsibilities.12 The pressure and 
stress associated with being a young carer can impact 
upon a child’s health and wellbeing,13 but unfortunately 
young carers can go unnoticed and their needs are often 
not addressed.14,15 How children are supported at the 
end of a parent’s life may have a direct influence on how 
they cope after the bereavement.16,17 Being unaware 
and unprepared for a parent’s imminent death may 
impact upon children’s psychosocial wellbeing in 
bereavement18,19 and interventions aimed at improving 
family communication may be beneficial.20 However, 
parents often find this period particularly difficult and 
are unsure how best to support their children.21,22 
Parents can be overwhelmed by the situation, struggling 
with their own emotions and receiving conflicting advice 
from friends and family.23 Professional advice and 

support can be lacking, as healthcare professionals often 
consider themselves inexperienced and unqualified to 
provide guidance in supporting these children.24,25 Even 
experienced palliative care professionals can find it dif-
ficult to provide holistic family-centred care when chil-
dren are involved and are often unsure what advice to 
give to parents.26,27 The result is that the needs of chil-
dren may not be appropriately addressed as their parent 
is dying.

Despite the large number of children experiencing 
parental death each year and the potential long-term nega-
tive impact on them, little primary research has been con-
ducted with this population. The voices of children facing 
the death of a parent are under-represented in prior 
research studies.28 It is rare for children to be asked about 
their experience when a parent has a life-limiting illness, 
and most primary research in this area occurs after the 
death and when the bereaved child has reached adulthood. 
Due to the paucity of primary research, any recommenda-
tions and guidelines for healthcare professionals have been 
based upon professional opinion rather than evidence 
informed by the experiences of children themselves.3 Prior 
to conducting any further research with this cohort, it is 
necessary to establish what data has been collected previ-
ously and develop an understanding of the findings.

The aim of this review is therefore to synthesise and 
appraise the literature from primary research with chil-
dren about their experience of having a parent with a life-
limiting illness. The findings will be used to identify gaps in 
the evidence to guide future research and to inform the 
development of guidance for parents and professionals.

Methods
The review followed the PRISMA-P Guidelines29 and the 
protocol was registered on the International Prospective 
Register of Systematic Reviews (PROSPERO) (https://www.
crd.york.ac.uk/prospero/display_record.php?ID=CRD4 
2019094581) in January 2019. An integrative review 
method30 was used, as this broad review methodology 

What this paper adds?

•• Children living with parental life-limiting illness desire open communication and want to be more involved.
•• Children living with parental life-limiting illness display their agency and develop strategies to manage a difficult 

situation.
•• There is a tension between children’s desire for agency and the parental desire to shield and protect children from the 

illness.

Implications for practice, theory or policy

•• Under international resolutions, children have a fundamental right to be involved in matters affecting them, but this 
may not be recognised when a parent is dying.

•• Children maintaining agency, despite parental life-limiting illness, is a useful conceptualisation of their experience and 
could influence a change in practice.

•• Recognising the caring role that children undertake when a parent is dying may lead to a more inclusive approach.

https://www.crd.york.ac.uk/prospero/display_record.php?ID=CRD42019094581
https://www.crd.york.ac.uk/prospero/display_record.php?ID=CRD42019094581
https://www.crd.york.ac.uk/prospero/display_record.php?ID=CRD42019094581
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enables the inclusion of findings from studies reporting 
diverse methodologies.

Search strategy
A search of electronic databases was conducted on 31 
January 2020. The search strategy was developed with 
an information specialist using medical subject headings 
(MeSH) and text words relating to children and adoles-
cents facing the death of a parent. Reviews on related 
subjects were consulted to help improve the search.24,25 
The search strings have been provided as a supplemen-
tary file. The following electronic bibliographic data-
bases were searched: PsychINFO, Medline, Embase and 
Scopus. The citation database Web of Science was also 
searched, as well as a search of grey literature (www.
opengrey.eu). The search of electronic databases was 
supplemented by searching PROSPERO, the Cochrane 
Database of Systematic Reviews and Epistemonikos 
(www.epistemonikos.org) for on-going or recently com-
pleted systematic reviews. To ensure no key references 
were missed, the reference lists of included studies and 
relevant reviews were hand searched. Any articles not 
identified by the search, but already known to the 
research team, were also included.

Assessment
The inclusion and exclusion criteria applied to the search 
are detailed in Table 1. Two authors (SM and RF) indepen-
dently screened the titles and abstracts. Full text of the 
remaining articles was appraised against the inclusion cri-
teria (SM and RF). The studies to be retained were agreed 
through a process of discussion and consensus (SM, KB, 
RH and RF). A life-limiting illness was defined as a medical 
condition for which there is no cure and from which a per-
son is expected to die prematurely, to differentiate from 
papers focussed upon survivorship and long-term/chronic 
illness. The methodological rigour of included studies was 
independently assessed (SM and RF) using the checklist 
devised by Hawker et al.31 Reporting assessments were 
conducted independently using the Consolidated Criteria 
for Reporting Qualitative Research (COREQ) checklist32 for 

qualitative studies (SM and RF) and the Strengthening the 
Reporting of Observational Studies in Epidemiology 
(STROBE) statement33 for quantitative studies (RH and 
RF). The scores for each included study are included in 
Table 2, enabling the reader to assess and compare stud-
ies. Due to the small numbers of studies reporting primary 
data from children, articles were not excluded on the 
basis of the assessment of rigour or reporting. However 
the quality of studies was factored into the analysis. The 
senior author (RH) adjudicated decisions on inclusion, 
exclusion, reporting and quality rating.

Data extraction, synthesis and analysis
The data analysis stage was informed by integrative review 
methodology.30 Firstly, findings from quantitative studies 
were summarized descriptively. By comparing these 
descriptive data item by item, similar data were catego-
rized together and broad categories were developed (SM 
and RF). Secondly, data (results and discussion sections) 
were extracted from the qualitative studies and imported 
into a common extraction table. The extracted data were 
independently coded line-by-line using Microsoft Word. 
By exploring patterns in the data, the codes were inde-
pendently grouped into broad ‘candidate’ themes, and 
sub-themes were independently created under each can-
didate theme. In the third stage, the quantitative and 
qualitative data were integrated into a single framework 
(SM and RF). A process of data checking and investigator 
triangulation was conducted to ensure the framework 
adequately represented all themes from the quantitative 
and qualitative analysis (SM and RF). Once satisfied that 
the themes encompassed the data as a whole, they were 
finalized into descriptive themes (SM and RF). Any dis-
crepancies were debated (SM and RF), with the senior 
author (RH) adjudicating and having final decision. The 
subthemes and their grouping into the final descriptive 
themes are illustrated in Figure 1. The final stage was to 
move beyond description of the data to a higher level of 
abstraction. Through an iterative process of review of 
descriptive themes, common patterns, relationships and 
processes by the project team, an integrated synthesis 
was achieved (SM, RF, KB and RH).

Table 1. Inclusion and exclusion criteria.

Inclusion Exclusion

Study designs: 
Studies reporting the findings of primary research, including quantitative, qualitative and 
mixed methods research designs 
Participants: 
Participants who are under the age of 18 at the time of the study and who have a parent 
or primary carer with a life-limiting illness [defined as a medical condition for which 
there is no cure and from which a person is expected to die prematurely] 
Publication status: 
All published studies reporting primary data and unpublished materials (grey literature) 
reporting primary data

Study designs: 
Systematic reviews 
Case studies 
Participants: 
Conditions where the parent or primary 
carer is not expected to die 
Publication type: 
Commentaries, letters, editorials and 
professional opinion

www.opengrey.eu
www.opengrey.eu
www.epistemonikos.org
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Subtheme Descriptive theme

The constant threat of parental death The emotional impact of 
parental illnessFeeling responsible for the parent’s illness

Concerns over the impact on the family and the future

Fears about your own health

Changes in relationships with parents and peers

The impact of being a carer The impact of caregiving

Providing practical help beyond the ‘norm’

Providing emotional care beyond the ‘norm’

The positive impact of caring

Full disclosure enables them to feel prepared The need for openness

Discussion and reassurance alleviates the emotional burden

The negative impact of being uninformed

Developing coping strategies Managing the situation

Regular distractions and time away from home

Keeping the ill world and the ‘normal’ world separate 

The importance of having a confidant outside of the family

Figure 1. Descriptive subthemes and themes.

Results

Characteristics of retained studies
The PRISMA flowchart is illustrated in Figure 2. The search 
of the electronic databases identified n = 20,517 cita-
tions. After removal of duplicates and screening of titles 
and abstracts, n = 66 were subjected to full text review 
and n = 16 of these were identified as meeting the inclu-
sion criteria. With n = 5 additional papers identified from 
relevant reviews and papers already known to the 
research team, a total of n = 21 publications met the 
inclusion criteria and were retained in the review.34–54 Of 
these, n = 13 are qualitative designs35,36,38,39,41–43,46,47,49–51,54 
and n = 8 quantitative.34,37,40,44,45,48,52,53 These n = 21 pub-
lications report n = 18 studies. The studies originate from 
the USA (n = 9),35,39,41,46,47,49–53 UK (n = 3)38,42,43,54 and one 
each from Germany,44,45 Denmark,36 Canada,48 Sweden40 
and Italy.37 One is a joint Zimbabwe/USA study.34 Parental 
disease is not always reported, but cancer is most preva-
lent with HIV, ALS, Huntington’s Disease and MND also 
represented. Where ethnicity is reported, participants are 
predominantly white. The majority of participants are 
adolescents over the age of 11. The details of the included 
studies are presented in Table 2.

Synthesis
The experience of having a parent with a life-limiting ill-
ness was grouped into four descriptive themes: 

the emotional impact of parental illness; the impact of 
caregiving; the need for openness; and managing the 
situation.

The emotional impact of parental illness. Having a parent 
with a life-limiting illness can have a profound emotional 
impact and cause psychological problems.34–39,42,44,46–48,52,53 
Findings from included quantitative studies reveal that 
this cohort of children is more likely to display higher lev-
els of anxiety and depression than control groups.37,48,52,53 
This was supported by the qualitative data,34–36,38,39,42,44,46,47 
where children reported that living with the constant 
threat of parental death causes an emotional burden, par-
ticularly having to live with uncertainty:

‘I just wish I could control what’s going to happen – I just 
want to help her, but I can’t. . .and also, I’m really scared that 
some day, my dad’s cancer or my mum’s cancer returns, and 
then they’ll die – I’m scared that they’ll die. . .they 
mustn’t. . .I am really scared’ (p.231)36

Some participants expressed a feeling of responsibility for 
the parent’s illness, perhaps by having brought infection 
into the home or being helpless to provide com-
fort.37,39,44,46,52,53 Witnessing a parent’s illness could also 
evoke fears about the child’s own health and that of their 
siblings:

‘I know there’s a chance you know of me and my sister both 
getting cancer when we’re older and I kind of think about 
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that sometimes, whether I’d be able to cope with it in the 
same way that my mum did if I had that, or what kind of tests 
they’ll start doing on me and when they’ll start doing on me, 
and things like that’ (p.888)42

As an illness progresses, it can impact upon the availability 
of both parents, which can put a strain upon their rela-
tionship with their children and lead to children’s feelings 
of frustration and abandonment:

‘Mom works full time, and she also has to deal with cancer, so 
she can’t do a lot of stuff, so that kind of, sometimes it can 
turn into like arguments, and sometimes you don’t have 
enough time with her to just like talk about like how her days 

were, like how our life is, and that can be hard sometimes. 
You lose, like touch’ (p.1061)46

The impact of caregiving. The included studies reveal 
that children of all ages regard themselves as a carer for 
their parent with a life-limiting illness, which can have 
both a negative and a positive impact.34,35,38,39,41,46–48 Hav-
ing an ill parent causes additional burdensome responsi-
bilities including household tasks, caring for younger 
siblings and providing personal care.34,35,38,39,41,48 There 
can be a disparity between the perceived amount of care 
provided, with children reporting higher levels of caregiv-
ing than parents.34 Findings from quantitative studies sug-
gest that caregiving responsibilities and psychological 

Total papers identi�ied

n = 20,517

Total after duplicates removed

n = 16,205

Excluded 

(title and abstract review)

n = 16,139

Identi�ied for full text review

n = 66

Excluded (full text review) n = 50

Reasons for exclusion:

Bereaved participants only

Adult children

Paediatric or teenage patients only

Data from parents only

Professional opinion

Literature review

Data from healthcare professionals 

only

Additional papers identi�ied from 

relevant reviews (n = 4) or already 

known to research team (n = 1)

Total included
n = 21

Identi�ied from full text review

n = 16

Searches of electronic databases:

Medline, Embase and PsychINFO

(n = 16,853)

Scopus (n = 975)

Web of Science (n = 2,689)

Figure 2. PRISMA flow diagram.
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problems in this cohort are connected, particularly in ado-
lescents who are simultaneously striving for independ-
ence.34,48 When a parent has a life-limiting illness, the 
extent of household responsibilities were seen as being 
beyond those expected of their peers:

‘What’s happening to my teenage years? They’ll be gone 
before you know it, and I’ll have spent them taking care of my 
little sisters, cleaning the house, and cooking. The rest of my 
friends are out having a good time’ (p.608)39

Time available for homework was reduced, impacting 
negatively upon school performance.34,39,46 The responsi-
bility of being a young carer also affected participants’ 
time to engage in leisure activities or spend time with 
friends.34,39,46 The care provided to parents often extended 
beyond practical help into providing emotional sup-
port.34,35,39,41 Some participants described having a pro-
tective function, being well behaved and ensuring that a 
positive relationship was maintained:

‘I’m less defiant, I guess. like I don’t want— like, there are a 
lot of people that don’t care about their parents, but like I 
don’t want to hurt my mom because I’m afraid that she could 
be gone anytime so I don’t want to mess up our relationship, 
so I’m very careful about that’ (p.1064)46

Caregiving was not always viewed negatively and some 
children appreciated the opportunity to care for their par-
ent.34,38,46,47 Being a carer was associated with increased 
responsibility and trust, and participants described 
increased feelings of independence and resilience as a 
result of caregiving:

‘it makes you more independent. You can’t rely on both 
parents, you rely on yourself and the other parent’ (p.26)38

The need for openness. It was apparent from included 
studies that children of all ages want to be aware of the 
life-limiting illness as soon as possible.35,36,38,40–43,46,47,49,50,54 
However, children are not always kept updated: in one of 
the included quantitative studies, the majority of children 
expressed a desire for more information regarding their 
parent’s life-limiting illness.40 The importance of commu-
nication and information sharing was described through-
out the studies, as openness enables children to feel 
prepared for the future and cope with the situa-
tion.35,36,38,40–43,46,47,49,50,54 Open communication within the 
family about the implications of the illness provides chil-
dren with reassurance and helps to alleviate their emo-
tional burden.38,40,42,43,46,47,49,50 Children were not always 
passive recipients of information, but exercised some con-
trol over the timing and content:

‘I don’t want to understand like everything to do with it. It’s 
not something I really wanted to know. I don’t really want to 

know what the— like what cells or whatever it is that’s killing 
my Mum’ (p.417)54

Being uninformed about the illness can have a negative 
impact, affecting the relationship with parents and lead-
ing to distrust.35,36,38,40,43 Being shielded and protected by 
parents was often felt to be detrimental, creating feelings 
of isolation and marginalisation.36,38,50 Children are fre-
quently more resilient and know more about the situation 
than given credit for:

‘I mean, it’s no use hiding it because you figure out, like, if 
your parents don’t tell me, tell you and you, look at your dad 
and he’s stumbling around. You ask what happened? Then 
they will have to tell you, and then you cry even more. But if 
they tell you straight up, you like cry, and then you just get on 
with it’ (p.1065)46

Managing the situation. The final descriptive theme was 
the importance of developing coping strategies to help 
manage the situation.36,39,41–44,46,47,49,51,54 Children described 
a variety of strategies including having regular distractions 
away from home, talking about the illness and maximising 
time spent with their parents.36,39,41–44,46,47,49,51,54 For some 
children, an important coping strategy was to look  
for meaning and to acquire a deeper understanding of the 
situation.36,39,42,46,47,49,51 Others suggested that maintaining 
a positive attitude was vital when trying to manage the 
illness:

‘I mean, [the cancer is] kind of frustrating, but I mean just 
adding you gotta think positively (. . .) This isn’t the end of 
the world. I mean, it’s sad, but you know, we’re going to get 
through it’ (p.1065)46

A strategy sometimes used by children was keeping the ‘ill 
world’ and the ‘well world’ separate.36,39,41,47,51 Maintaining 
a division between these worlds enables children to cope 
with parental life-limiting illness, whilst maintaining nor-
malcy in aspects of their life. However keeping the two 
worlds apart can be problematic:

‘When I wake up, it is a school day, but when I get back from 
school, it is basically like a workday because I am staying 
home, I am watching over the house, and I am taking care of 
everything there. It is kind of like I am a teenager and a 
grown-up. I go to school as a teenager. I get back, and I am 
not a teenager anymore. I am a grown-up, you know, and 
that alone, it could overload anybody’s head just thinking 
about it all’ (p.180)51

Having a confidant outside the family was also seen as 
desirable, for emotional support, information about the 
illness and advice about caregiving.41–43 However this sup-
port is unlikely to come from their peer group, teachers or 
healthcare professionals.38,41–43 Children did not feel 
included in the care provided to their family by palliative 



256 Palliative Medicine 35(2)

care teams.42,43 Seeking out other children facing parental 
death was considered beneficial and supportive:

‘Support groups would definitely be nice. Just with, like, other 
people my age that are going through the same thing. So 
basically a reminder that I’m not the only one’ (p.19)41

Discussion
The review has shown that the experience of living with a 
dying parent is emotionally demanding for children and 
can involve significant caregiving responsibilities. However 
these children are not passive, often developing strategies 
to cope with the situation and wanting to be as informed 
and involved as possible. This desire for agency represents 
a prevailing characteristic of this cohort. The concept of 
children having agency, whereby children have the right to 
assert their independence, make choices about their lives 
and contribute to their social world, is prevalent within 
current theories of childhood55 and is accepted as good 
practice internationally: both the United Nations (UN) 
Convention on the Rights of the Child56 and UK childcare 
legislation57,58 are founded upon the principles that chil-
dren are active participants in their lives and have the right 
to be involved in matters which affect them. The concept 
of children maintaining their agency, despite parental life-
limiting illness, is also consistent with other work in the 
field.14,59 In these studies, children living with parental life-
limiting illness have been shown to be autonomous indi-
viduals, adopting strategies to manage a difficult situation 
and maintaining a sense of self and normality.

Childhood and adolescence is often a period of increas-
ing independence and autonomy, with children trying to 
assert their agency, for example by developing political 
opinions that are not shared by their family.60,61 There can 
be tension and disagreement between children’s desire 
for increased freedom and self-reliance, with parents 
wanting to limit and contain their offspring’s developing 
agency.62 From the findings of the review, this tension 
appears to be intensified and further complicated by a 
parent’s life-limiting illness. Although the parent’s illness 
can be emotionally demanding, children in the included 
studies want to be informed about the situation and play 
an active role. This sense of responsibility towards the ill 
parent is one of the ways children attempt to create and 
maintain agency within their lives. This is often expressed 
by undertaking more domestic duties than would be 
expected of their age group, and there is a sense that chil-
dren want to be emotionally caring too, for example by 
being well-behaved and maintaining a close relationship 
with their sick parent. Even younger children appear to 
consider themselves as having this duty of care towards 
their parent.

Although not necessarily associating themselves with 
the term ‘carer’, the children in this review provided both 

practical and emotional care to their parent with a life-
limiting illness. Young carers are often not recognised as 
such15 and this appears to be the case with the children in 
this review. Many parents were unaware of the extent of 
caring responsibilities undertaken by their children or the 
sense of responsibility felt towards them.34 Healthcare 
professionals also do not appear to be identifying children 
living with parental life-limiting illness as carers and there-
fore not offering appropriate support. Not recognising 
young carers means that their needs are not addressed 
and that this vulnerable group can experience long-term 
problems.63 In order to address these poor outcomes, two 
pieces of legislation were introduced in England in 
2014,58,64 placing a duty on professionals to identify and 
provide support to young carers. It is possible that the 
poor outcomes in people bereaved as children may be 
minimised if they are identified as young carers and their 
support needs addressed.

The review reveals that, from the perspectives of their 
children, parents affected by a life-limiting illness are una-
ware of the active contribution children make to the fam-
ily and their social world. The agency of children living 
with parental life-limiting illness is often not recognised or 
acknowledged by the adults in their lives59 and this is sup-
ported by the review. Rather than seeing children as 
active participants, parents in the included studies tried to 
shield and protect them from the illness. Children were 
often not involved in conversations about the diagnosis, 
treatment and prognosis. Other studies have also shown 
that children are frequently excluded from conversations 
about their parent’s life-limiting illness.35,65 These 
attempts at protection may be well-meaning, however 
they inadvertently lead to ignorance, confusion and dis-
trust.66,67 Associating children with death may challenge 
the common perception of childhood as a time of 
untainted innocence, and it is likely that parents want to 
preserve this innocence.10,68 It is argued that in Western 
societies, death has generally become a forbidden topic 
for discussion,17,69,70 and is especially considered a taboo 
subject for discussion with children.71 The attempt by par-
ents in this review to shield their children from their life-
limiting illness may therefore occur within the context of 
this cultural taboo. This taboo appears to be translated to 
healthcare professionals, who have been criticised for 
reinforcing the taboo around open discourse around 
death with children.17 Moreover, children in this review 
did not feel involved in the care provided to their families 
by palliative care teams.

Although themes were largely consistent across the 
review, two studies44,45 by the same authors contained an 
alternative perspective: the palliation stage of parental 
cancer is not necessarily the most stressful period during 
the illness and that family functioning may improve 
towards the end of life. A possible explanation for these 
confounding voices is that all of the participants in these 
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studies were in receipt of counselling and may have devel-
oped coping strategies prior to the palliative stage. 
However this finding acts as a reminder of the diversity of 
experience of children facing the death of a parent and 
the variability of support offered to them.

The review displays a disconnect between children 
needing to be actively involved when a parent is dying, yet 
being excluded by adults under the guise of protection. 
On the one hand, children are trying to exert their agency 
and crave involvement when a parent is dying. On the 
other hand, both parents and healthcare professionals do 
not acknowledge this agency and aim to shield and 
exclude children. The result is that children are being 
denied their agency and their fundamental right to be 
involved in a hugely significant matter affecting them, the 
death of a parent.

Implications for practice
Many healthcare professionals may be unfamiliar with the 
concept of children having agency. Considering children 
as active participants in their own lives when their parent 
has a life-limiting illness may be challenging, particularly 
in younger, pre-adolescent children. The profound emo-
tional response experienced by parents can also occur in 
professionals, forcing them to question the widespread 
conception of childhood as a period of innocence.68 This 
may lead to a position of sympathy and over-protection, 
denying children their basic right to be involved in a major 
event affecting their life. Despite palliative care claiming 
to offer holistic care encompassing patients and their 
wider network,72 this holistic care does not appear to 
have been inclusive of the children in the included stud-
ies. This exclusion may be a result of the adult-centric 
view of the status of children and the limited opportuni-
ties for them to be recognised as being fully engaged in 
the complex emotional and social issues often accompa-
nying parental life-limiting illness. Reflecting upon their 
personal stance on the issue of agency in children may be 
beneficial to professionals working with this cohort and 
may have an influence upon their practice.

A change in perception, acknowledging that all chil-
dren living with parental life-limiting illness are potentially 
carers, may also lead to a more inclusive approach. 
Children are very likely to be providing care to their par-
ents, and practitioners could act on this information by 
offering/signposting to appropriate support. The review 
has shown that even children under 10 are involved in car-
egiving. Every local authority in the UK has an organisa-
tion providing support to young carers,13 so suggesting a 
referral on diagnosis of a parental life-limiting illness may 
be beneficial. Flexible approaches with families, seeking 
out ‘invisible’ children who may not come into direct con-
tact with the clinical team, but are nonetheless directly 
impacted by the parent’s illness, could be considered by 

professionals. School-age children in the review reported 
that professionals tended to make home visits during 
school hours, so they never had any direct contact with 
them. A simple change in working hours may be more 
inclusive of children and is an approach recommended 
elsewhere.73 Not recognising or addressing the contribu-
tion that children make as young carers of parents with 
life-limiting illnesses may have a significant impact on 
how they manage the situation and further contribute to 
their long-term negative outcomes.

Conceptualising children as carers may also have an 
impact upon the extent to which children are informed 
about the prognosis. From the findings of the review, chil-
dren want openness about the parental life-limiting ill-
ness from the onset. It is unlikely that adult carers would 
be excluded from information about prognosis, so per-
ceiving children as carers may also ensure their involve-
ment. Norway and Sweden have taken a progressive 
approach by enacting legislation placing a duty on health-
care professionals to actively involve children when a par-
ent is dying.74–76 Children of ill parents are referred to as 
‘next-of-kin’ or ‘relatives’ by professionals in these coun-
tries, reflecting how they are perceived.77–79 This is a rec-
ognition of children’s agency and their fundamental right 
to be involved in decisions affecting them, as enshrined 
within the UN Convention on the Rights of the Child.56 The 
findings of this review support the pioneering stance 
taken by Norway and Sweden and demonstrate children’s 
desire to be informed and involved when a parent is dying. 
Professionals working with parents with a life-limiting ill-
ness have a responsibility to talk about the importance of 
communicating with children about the illness. Even 
younger, pre-adolescent children will have an awareness 
that something is wrong and have a right to age-appropri-
ate information. Guidance and support about how to initi-
ate such conversations could be offered, for example 
parents can be directed towards resources giving advice 
on how to have an open dialogue around the progno-
sis.80,81 The potential detrimental impact of not being 
open about the prognosis with children should be stressed 
to parents.

Strengths and limitations
This is the first review to focus exclusively on the direct 
experience of children facing the death of a parent, ena-
bling the voices of this vulnerable cohort to be expressed. 
The use of integrative review methodology enabled the 
inclusion of both qualitative and quantitative data. 
However the review is based upon the findings of studies 
that are of variable quality. The voices of included children 
are predominantly those of adolescents living with paren-
tal cancer in Western countries and where specified, the 
majority of participants are from a White background. 
The findings are therefore not necessarily transferable to 
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all children living with parental life-limiting illness. All of 
the included papers are in the English language. Due to 
the large number of papers identified for title and abstract 
review, it is possible that relevant articles may have been 
omitted, although having two authors undertake the 
screening ensured this risk was minimised.

Conclusion
The review has shown that children facing parental life-
limiting illness strive to maintain their agency. Despite the 
emotional impact and additional caregiving responsibili-
ties associated with having a seriously ill parent, children 
continue to make independent choices and adopt strate-
gies to manage their changed social world. Children main-
taining agency in the face of parental life-limiting illness is 
a useful conceptualisation of their experience, and may 
be beneficial to healthcare professionals. There is interna-
tional recognition that children have a fundamental right 
to be involved in matters affecting them, and a changed 
perspective on children’s rights by professionals may facil-
itate this. Regarding children as active participants when a 
parent is dying, even considering them to have the status 
of a carer, might provide professionals with a novel per-
spective on children’s role and position in families. Parents 
will be inclined towards overprotection and shielding, and 
professionals are able to use the evidence within this 
review to show how this is unhelpful, contrary to chil-
dren’s wishes and may lead to long-term emotional prob-
lems. The review has reinforced an unequivocal message 
that healthcare professionals can utilise in their interac-
tions with dying parents: children want to know what is 
happening and want to play an active role.
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