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ABSTRACT
Background: Bereaved parents often have questions about their child's illness and care even when the cause was established 
prior to death. Child Death Review (CDR) seeks to understand the full reasons for each child's death to help improve care. In the 
United Kingdom, parents should be informed of CDR, asked for questions or feedback and outcomes shared with them. They 
should be allocated a keyworker for support with bereavement and CDR. This study aims to explore parents' experiences of CDR 
following expected child deaths.
Methods: Parents whose children died in England during 2021–2022, in a hospital, hospice or at home with palliative care were 
recruited through social media, charities and hospitals. Children were aged 1 month to 18 years. Parents had semi-structured 
interviews, which were analysed using template thematic analysis.
Results: Parents of 22 children were interviewed. Two integrative themes were generated from analysis: positive and negative 
CDR experiences. Keyworkers appeared to ensure more positive experiences; these included understanding the purpose of CDR, 
having answers and reassurance and feeling their CDR involvement could help other families. Negative experiences included 
confusion around the role of the keyworker, not understanding or being involved in CDR, being left without answers and infor-
mation from CDR not providing any comfort. Communication and support were the factors driving these experiences. Not all 
parents wanted to be involved in CDR.
Conclusion: Keyworkers appear to facilitate parental involvement in CDR. Adequate resources and training should be provided 
for keyworkers to augment learning from child deaths and bereavement support.

SUMMARY 
•	 Most, but not all, bereaved parents want to be involved in Child Death Review.
•	 Parents reported positive Child Death Review experiences, including information and reassurance, and feeling that their 

input may contribute to improvements in care.
•	 Good communication and support from bereavement keyworkers enable parents to contribute to Child Death Review.
•	 Bereavement keyworkers provide vital support to grieving families and enable parental involvement in Child Death Review; it 

is important that this role is appropriately resourced and keyworkers trained in Child Death Review as well as bereavement.
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•	 Although the study was based on the English Child Death Review system, the findings should apply internationally, as Child 
Death Review occurs in many countries.

1   |   Introduction

In the European Union around 13 000 children die each year 
before their 18th birthday, equivalent to 3.3 deaths per 1000 
live births (European Commission 2024). Approximately one-
third of child deaths are from chronic conditions, malignancy, 
congenital abnormalities, genetic disease or following a severe 
acute illness (National Child Mortality Database  2023). The 
death of a child is one of the most profound and challenging 
life events that parents ever encounter; bereaved parents suf-
fer more illness (Dias et  al.  2018) and have higher mortality 
(Li et al. 2003) than non-bereaved parents. Most parents will 
want and need to understand why their child died (Garstang 
et al. 2014), as this helps them make sense of loss, an important 
part of grieving. If the cause of death is unclear or unknown, 
parents may have more profound grief (Lichtenthal et al. 2013).

When children die from a life-limiting illness, the diagno-
sis is usually clearly established before death, and parents 
will have had conversations with medical staff about treat-
ment options, prognosis and care. Despite this, after a child's 
death from a life-limiting illness, parents may have further 
questions, and studies have described the benefits reported 
by bereaved parents of follow-up consultations with paedia-
tricians (Malcolm and Knighting 2021; Hammer et al. 2023). 
Despite this, many parental bereavement care guidelines often 
refer only to psychosocial support and not medical follow-up 
(Thienprayoon et  al.  2018; National Institute for Health and 
Care Excellence 2019).

Child Death Review (CDR) is the holistic process by which 
deaths are reviewed in detail aiming to comprehensively un-
derstand reasons for each child's death, learning from these 
to prevent future deaths alongside providing support to fam-
ilies. Although CDR originated with deaths of children from 
abuse or neglect, it has since expanded to include unexpected 
deaths, with many countries developing CDR programmes. 
The American Academy of Paediatrics (AAP) has recently ac-
knowledged the importance of reviewing deaths of children 
with chronic illness and disability (Batra et al. 2024). All child 
deaths are subject to CDR in England (HM Government 2018), 
Wales (Public Health Wales  2024) and Scotland (Healthcare 
Improvement Scotland  2024). CDR can involve paediatri-
cians, nurses, family doctors, allied healthcare professionals 
and other agencies such as social care, police, education and 
public health.

The World Health Organization (WHO) has published CDR 
guidance for lower and middle income countries as a mech-
anism to improve paediatric healthcare (World Health 
Organization 2018). The WHO CDR aims include ‘that families 
know that their child's life was valued, the death is being taken 
seriously and health care workers are committed to learning 
and improving their practice’. However, the WHO guidance 
does not include information from parents or sharing CDR 

findings with them. This is potentially a missed opportunity, as 
parents will have been witness throughout their child's health-
care journey and have unique knowledge of their illness and 
treatment of which professionals may be unaware (Rosenberg 
et  al.  2016; Khan et  al.  2016). For example, a study of CDR 
for children with complex life-limiting illness dying at home 
in Japan described parental mismanagement of equipment 
failures, but parental narratives did not form part of reviews 
(Natsume et al. 2022), which limits full understanding of situ-
ations and learning from deaths.

There is detailed statutory guidance on the CDR process in 
England (HM Government  2018) which includes support for 
bereaved families and investigation of deaths. Multi-agency 
CDR meetings (CDRMs) take place some weeks after a child 
death, attended by professionals who treated or supported the 
child and family. Only professionals attend these meetings 
to enable open discussion about medical decisions and treat-
ment. The CDR process should support each family with the 
appointment of a bereavement keyworker, typically a nurse or 
bereavement support worker. The keyworker's role is to pro-
vide information about processes such as death registrations, 
social security and funeral directors, helping families access 
bereavement support and counselling, and to be the main con-
tact around the CDR process; they are not bereavement coun-
sellors. It is expected that keyworkers tell parents about CDR, 
ask if they have questions or issues for consideration at CDRM, 
any feedback for clinicians and share with them the outcomes 
of CDRM. Families should be offered follow-up appointments 
with their child's lead clinician. There is detailed guidance 
available to help parents contribute to the review of infants 
who die in the perinatal period or are stillborn, as part of the 
Perinatal Mortality Review Tool (PMRT) (National Perinatal 
Epidemiology Unit 2023), and for parents following a sudden 
unexpected child death (Royal College of Pathologists, Royal 
College of Paediatrics and Child Health  2016). The national 
guidance gives no further information for keyworkers on how 
to involve parents or communicate with them about CDR fol-
lowing expected child deaths, such as those from malignancy 
or life-limiting disease.

This study aimed to explore parent perspectives of existing 
CDR practices for expected child deaths. It is part of a co-design 
project which examined CDR practice by exploring both parent 
and health professional experiences and perspectives, which 
informed the development of a best practice toolkit to support 
parental involvement in CDR.

This paper reports parents' experiences of CDR involvement; the 
co-design work (Garstang et al. 2024) and professional experi-
ences (Shaw et al. 2025) are reported elsewhere.

The specific research question for this study was: What are 
bereaved parents' experiences of CDR following an expected 
child death?
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2   |   Methods

2.1   |   Study Design, Research Team and Oversight

We used experience-based co-design methodology (EBCD) 
(The Point of Care Foundation 2020), a well-established pro-
cess that uses service user and clinicians' experiences col-
lected using qualitative methods to jointly redesign services. 
The protocol is available at https://​doi.​org/​10.​1186/​ISRCT​
N1479​0455.

Our all-female research team consisted of JG (researcher and 
designated doctor for child death), SK (mixed methods ma-
ternity researcher), JS (research fellow in palliative care), AP 
(research fellow in infant death), KS (qualitative researcher in 
palliative care), AMA (PICU consultant) and GR (bereaved par-
ent) to provide a range of perspectives. We adopted a ‘subtle re-
alist’ approach, acknowledging that phenomena can only ever 
be observed via the subjective mind of the researcher, but that 
despite this, such phenomena do exist and can be studied.

We were supported in our study design and delivery by a stake-
holder group with representatives from several bereavement 
support charities; most were already known to the research 
team from clinical work or previous research projects. We met 
with the stakeholder group several times during the project. 
They were involved in all aspects of the study including de-
sign, development of interview schedules and topic guides, 
management, EBCD data analysis and toolkit development 
(Garstang et al. 2024), and many aspects were altered follow-
ing their advice. GR (bereaved parent and co-researcher) led 
communication with bereaved parents to help address power 
differences.

2.2   |   Interviews

The study was advertised across England directly to bereaved 
parents via social media, charity websites and bereavement 
teams from healthcare organisations. Potential participants 
were given study information and had informal telephone dis-
cussions with JS to check eligibility and answer any questions 
before agreeing to take part.

Parents could be included in the study if they lived in England, 
their child had died aged between 1 month and 18 years in 2021 
or 2022, in hospital, hospice or at home with palliative care and 
at least 6 months had elapsed since the death. This period was 
selected to allow the 2018 CDR statutory guidance to become 
embedded in hospitals following the COVID pandemic. Parents 
of infants who had never left hospital since birth, or died in neo-
natal intensive care units, were excluded as these infants' deaths 
are reviewed using PMRT.

Semi-structured interviews were conducted by JS online via 
Microsoft Teams, face-to-face at the family home or by tele-
phone between January 2022 and April 2023. Interviews were 
audio-recorded and transcribed. Interviews focused on parents' 
experiences of CDR and how this could be improved. The topic 
guide is shown in Table 1.

2.3   |   Data Analysis

We conducted template thematic analysis, a flexible type of 
codebook thematic analysis, as described by Brooks et al. (2015) 
using NVIVO 14 software (NVivo 2023). This followed on from 
an initial analysis identifying key ‘touchpoints’ for EBCD (Bate 
and Robert  2006) which meant the whole team were familiar 
with the transcripts having carefully read these several times. 
Template thematic analysis was used as a priori themes as well 
as touchpoints, had been identified during the EBCD process, 
and this type of analysis allows for the development of themes 
from the richest data first, in a subset of interviews that captured 
a cross-section of the overall experiences from the interviews. 
We were also able to combine both descriptive and interpretive 
themes during the analysis to provide insights into the experi-
ences of CDR for bereaved parents that spoke to both their emo-
tional and practical needs.

AP generated an initial coding template based on 10 transcripts; 
this was then reviewed and refined by JG, by summarizing the 
content of each code and comparing it between codes and across 
cases. The remaining transcripts were then coded according to 
the revised template. The codes were summarized again, re-
named to reflect revised content, codes were moved between 
themes, and relationships between themes were considered. The 
whole team reviewed the coding template and further refined it, 
following team discussions.

The codes were then reviewed individually and grouped into 
themes, considering the mechanisms and pathways that con-
tributed to positive or negative experiences, and a theme map 
was created.

TABLE 1    |    Interview topic guide.

Broad topic Details

Background All about the child, their 
illness and death

Follow-up What contact parents 
had with healthcare 

professionals after the 
death, what was helpful 
or unhelpful for them.

Questions and concerns 
about care

Whether parents had 
questions or concerns about 

their child's treatment 
and care, and how these 

were addressed.

Child Death Review 
meeting

Parents' knowledge of Child 
Death Review meetings, 

their involvement and 
feedback from them

Best practice and 
improvement

What parents found most 
helpful or unhelpful 
and their suggestions 

for improvement
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As part of the initial reading of transcripts, we determined 
whether parents knew about CDR prior to the research proj-
ect, their involvement in CDR and satisfaction with their 
involvement.

2.4   |   Ethics

The project was reviewed by the Health Research Authority and 
Healthcare Wales on 27 September 2022 reference 22/WM/0172 

and was sponsored by Birmingham Community Healthcare 
NHS Foundation Trust.

3   |   Results

There were 38 bereaved parents who expressed interest in par-
ticipation; 26 were eligible. There were 21 interviews relating 
to 22 children: 16 interviews were with mothers, 5 with fathers 
and 2 with both parents. One audio recording was damaged, so 
it could not be transcribed, leaving 20 interviews for analysis. 
There was a wide range of ages, causes of death and ethnicity of 
children. Details are shown in Table 2.

3.1   |   Themes and Codes

We identified two integrative themes (themes that include 
several clusters): positive CDR experiences and negative CDR 
experiences, with two underlying themes that were the driv-
ers or mechanisms for these experiences: communication 
and support. The final codes and themes are illustrated in 
Figure 1. We have included participants' own words to express 
important ideas in our findings, which we feel allows the au-
thentic voices and perspectives of participants to be clearly 
heard; these are shown in ‘speech marks’ within paragraphs. 
Longer quotes are used to provide more detailed and concrete 
examples to support our interpretations; these are shown as 
block quotations.

3.2   |   Positive CDR Experiences

Most parents described positive aspects of CDR experiences, 
explaining how their interactions with professionals shaped 
these experiences. They highlighted the reassurance and an-
swers provided by professionals along with ongoing follow-up. 

TABLE 2    |    Details of participating parents and their children.

Category Description Number

Age of child 0–4 years 10

5–11 years 7

12–17 years 5

Sex of child Female 11

Male 11

Ethnicity of child White 12

Black or Black British 3

Other 3

Not stated 4

Location of death Home 6

Hospital 10

Hospice 6

Cause of death Chronic illness or disability 15

Short illness 4

Cancer 3

FIGURE 1    |    Final codes and themes relating to parents' experiences of Child Death Review.
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Parents' experiences were nuanced in that the same experiences 
could be interpreted differently by others, showing the impor-
tance of individualized approaches to communication and sup-
port. Parents' feelings overall about CDR were mixed; many of 
those reporting positive experiences also reported some negative 
experiences, but consideration of these experiences overall has 
enabled us to identify features of best practice. Parents valued 
the concept of CDR, even if they had not been offered the oppor-
tunity to get involved.

I probably would have [wanted to be asked about 
CDR] … it would have been more a case of posing 
them questions to see if they've got any learning to 
come from it. So, for example, when she was a baby, 
they were talking about doing heart surgery on her, 
and then they just changed their mind and I never 
really knew why. 

(Parent 21)

For many families, getting answers to their questions was ‘re-
ally important’ and ‘helpful’, reflecting their need to understand 
what had happened to their child to help make sense of their 
loss. After deaths following a short illness parents' questions 
were medically focused on diagnoses and events leading to 
the death.

The thing we really wanted from it, which I think 
we did get, was that we just didn't really know how 
to describe what happened to her. You know, her 
surgeon always described it as a stroke, the intensivist 
always said it was a seizure… And actually what they 
said was that she had a severe brain stem infection 
and that was helpful to get that line. 

(Parent 20)

Parents still had questions when the cause of death was known 
long before the child died; these were often questions arising 
after the death or those which parents had wanted answered 
during the child's life. Questions related to decision making, 
stopping active treatments and moving to end-of-life care. 
Answers provided reassurance to parents' questions such as ‘did 
we get everything right?’ about the care and decisions they made 
for their child. One family who were unaware of CDR were con-
sidering legal action to find out if there had been errors in their 
child's care, feeling they owed this to their child.

She deserves the answers. She was the one that asked 
us. When she turned 16, she said, ‘Mummy, I know 
what I want to do with my birthday money.’ I said, 
‘What's that?’ She said, ‘I'd like to instruct an expert 
to see if he did make a mistake.’ 

(Parent 07)

Some parents appreciated knowing there was a process to learn 
from deaths ‘it felt really positive that they learn from every-
thing’. It was of comfort to some families that care could be 
improved to make a difference for others even if the outcome 
for their child would not have changed. Others were more 

ambivalent about any change that might come from their feed-
back as ‘it's left to them to implement that’.

A key part of ensuring positive CDR experiences for families 
was follow-up contact with the keyworker. This role was under-
taken by hospital bereavement staff, hospice staff or palliative 
care nurses. Most families had some contact with a keyworker, 
but the amount of support provided varied considerably; those 
with less contact had fewer positive experiences. Most families 
were offered medical follow-up appointments with their child's 
consultants; many of the remaining families had wanted this 
opportunity. These appointments were important to families 
even if they did not have medical questions; parents often de-
veloped close relationships with consultants during their child's 
illness. These appointments offered comfort and closure as well 
as answers.

Families needed an individualized approach to CDR; families 
had different communication and support needs, and not all 
wanted to participate in CDR. Half of families had questions or 
gave feedback for the CDRM, but not all found this helpful, in 
that CDR did not give them answers or answers that gave them 
no comfort. Some families would have wanted to give feedback 
and ask questions but were not given the opportunity to do so. 
Others did not want to give any feedback for the CDRM, mainly 
because they had no questions about their child's illness, treat-
ment or death.

I just got the letter and I just threw that away … But 
I would not have written anything on the letter … 
I didn't have any complaints. I wasn't upset with 
anybody, so it's fine. 

(Parent 10)

Parents discussed the importance of having communication 
that aligned with their preferences for contact. Some valued 
online meetings like Zoom or Teams, which was considered to 
offer a ‘more human’ approach, whilst others felt this type of 
‘face-to-face’ contact was ‘very difficult’ during periods where 
they felt ‘a complete mess’. For them, email was a preferred op-
tion. Thus, the main issue for most parents was being able to 
choose the manner of communication that best facilitated their 
involvement.

3.3   |   Negative CDR Experiences

Several parents reported negative aspects of CDR experiences; 
again, these were nuanced, with many also reporting positive 
experiences. Negative experiences included the lack of comfort 
or answers from CDR, challenges contributing to CDR, confu-
sion around keyworkers and distrust of professionals because 
their child had died. Although some parents were comforted by 
the information and answers provided to them from CDR, for 
others, this information did not help with their loss.

… I wasn't really fussed. I don't even want to talk 
about it now. I cannot bring my children back and so 
it's about time all the frustration and everything goes 
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away. I'm just leaving it to whatever fate brought to us 
and we're happy about it. 

(Parent 09)

Many parents had questions that remained unanswered. Parents 
who were not involved in CDR had questions relating to their 
child's illness and treatment ‘I don't really get why she died’. One 
parent found her follow-up appointment with the paediatrician 
too distressing ‘I couldn't speak because it was too soon’, so was 
not able to ask her questions. Parents whose children had shared 
care between different services were critical of CDRMs as they 
lacked important ‘context to answer the question’ which parents 
could have provided if asked. Several parents were disappointed 
not to be told outcomes of CDRMs when they had provided 
information.

It would have been kind of interesting to have had 
some kind of feedback anyway, if I'd seen the report 
or something, just to package it, to close it, ‘The 
report said this and this possibly could have been 
done, … but it wouldn't have made any difference to 
the outcome’, because there's always, always doubts 
… 

(Parent 14)

Many families found it difficult to provide questions or com-
ments for CDR, mainly due to the lack of guidance and structure 
in effect being giving a ‘blank page’ to write their feedback; this 
was an issue for families regardless of support from keyworkers. 
This difficultly could also relate to the challenge for bereaved 
parents of processing their emotions.

I was just like oh my God you know how long it's 
taken me to actually pluck up the courage to call you 
[keyworker] and now you're saying you want me to 
put it in an email. So then I tried to write an email 
and I rewrote the questions and I didn't ask all the 
questions that I felt I needed to ask because then I 
got myself all muddled. I feel like I'm quite a literate 
person to try and ask the questions and I couldn't, you 
know, I rewrote it about twelve times. 

(Parent 08)

Some parents explained how they found it ‘sort of felt like a bit 
of a barrier’ to give potentially negative feedback, not wanting 
to upset healthcare professionals who may have cared for their 
child for many years, as the relationship with those profes-
sionals was still important to them. Keyworkers could enable 
the context of parents' feedback to be better understood as they 
‘knew what I meant’.

Some parents spoke of how the professionals supporting them 
knew little about CDR, or the keyworker role, making it difficult 
for them to contribute to CDR, reflecting the lack of CDR train-
ing available. This was further compounded if families were ap-
proached about CDR from ‘random’ staff who worked separately 
from bereavement support teams.

The day that he died, we got given the When a Child 
Dies booklet but all of it was blank and the Keyworker 
stuff was blank. I remember asking our Family 
Support Worker at the time, ‘Will this be you guys?’ 
She said, ‘Probably not, no, but it won't happen for a 
few months.’ 

(Parent 23)

Several parents described how they felt excluded from CDR 
when meetings or follow-up appointments did not take place 
‘We've not heard from them ever since’. Some felt strongly 
that similar to meetings during their child's life they should 
attend CDRMs.

I think the knowledge that a whole bunch of people 
are meeting up tomorrow morning to talk about her 
and we're not there… that hurts because she's our 
daughter … You've got no say and that's hard. 

(Parent 23)

Several families had concerns about their child's treatment be-
fore they died, they then found it more difficult to trust the CDR 
process or ask questions following the death having previously 
felt ‘dismissed’ when raising issues. Some parents commented 
that they felt that as their children had complex life-limiting 
conditions, the CDR process would not be thorough as their 
deaths were seen as inevitable; this reduced their trust in CDR.

I knew my son and I know when he's had enough 
and he'd had enough, basically, but if it was any 
other child that didn't have any medical problems, 
the parents would be in no doubt as to how the 
child died, wouldn't they? I think it's brushed away 
almost like it's not important because he was poorly 
anyway, so it doesn't really matter how he died, but 
it does to me. 

(Parent 22)

3.4   |   Communication

Communication was one of the main drivers of parents CDR 
experiences; most had mixed experiences, describing both help-
ful and unhelpful communication, as well as the importance of 
timing and written information. Parents CDR journeys started 
with being informed about CDR; most were told by healthcare 
professionals, some as part of planning for their child's death. 
Others could not recall much about how they heard of CDR. 
Several parents were unaware of CDR until they participated in 
this research project.

Parents spoke of the importance of their relationship with their 
keyworker, experience, communication and understanding of 
bereaved parents was at the heart of this ‘nothing to do with 
books or having a degree like a doctor’. Parents valued regular 
contact with keyworkers who were ‘there whenever I wanted 
her to be’, were readily accessible, kept parents updated on 
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investigations and managed their expectations on timescales. 
Parents appreciated keyworkers providing prompt reassurance 
such as ‘did we do enough for her’ for issues that did not need to 
wait until the CDRM.

I always felt like I could ask if I needed to talk to her, 
but she would also check in quite regularly at the 
beginning … then it got less and less over time. And 
now, we speak occasionally, usually if I ask, but she 
messages me on all the important dates. 

(Parent 06)

Most parents described aspects of unhelpful communication; 
these frequently concerned lack of follow-up and delays in dis-
cussing results, which increased parents' anxiety. Parents were 
frustrated by meetings with healthcare professionals who were 
not present when children deteriorated ‘he wasn't there’ so 
lacked knowledge to adequately explain events.

So when the postmortem came back, it went to 
the Child Death Review nurse, and she called and 
she said, ‘It's in. We can't see you for six weeks’. I 
was like, ‘Well, don't call’. I'd already waited five 
months. Just don't call me for another month. Just 
don't call me, or call me and say, ‘We'll set up a 
Zoom next week’. 

(Parent 18)

Parents spoke of their frustration that although keyworkers 
might have initially contacted them, responsibility for further 
communication was left to them. They stated it was unrealis-
tic to expect ‘families in crisis’ to ‘take a bit of ownership to get 
themselves the help’; and that keyworkers should be proactive 
at keeping in contact. Some parents ‘just didn't ask anything 
else’, giving up when requests for support did not produce any 
result. Parents also described the poor communication skills 
of hospital staff and insensitive actions such as sending key 
information close to children's birthdays. Parents were sent 
generic letters from staff they had never met before so did not 
feel encouraged to make contact. Some spoke of the impact or 
‘kick in the teeth’ of seeing the term child death review refer-
ring to their child.

Several parents spoke about how they found written documents 
helpful; after acute illness, parents wanted summaries of chil-
dren's treatment; all wanted bereavement support and CDR 
information. For some parents, although mostly helpful, the 
information was also very distressing ‘like taking your bullet 
to the chest’ and a ‘hideous book’, such that they only read it 
several weeks later. Parents spoke of the importance of having 
the outcome of the CDR ‘much the same as you get reports all 
the way through every appointment your child has, when they're 
alive’.

From the interviews, there was no consensus on the right time 
for keyworkers to tell parents about CDR and ask for their feed-
back or questions. Some suggested it should be done soon, or 
parents would forget details; others needed many months to be 

emotionally ready. One parent expressed confidence that her 
keyworker ‘will know when I'm ready’ to provide feedback. 
Others recalled the ‘triggering’ nature of unexpected calls from 
keyworkers, finding these contacts ‘unhelpful is an under-
statement’. They suggested keyworkers should give notice of 
phone calls.

So it was only recently that I've felt a bit more 
normal if that makes sense? And it's been 13 months 
now. But then I've also forgotten a lot of things that 
have happened because I've just blocked it from my 
memory, so I guess it is important to ask pretty soon 
after, before you forget everything. But at the same 
time, you're that numb anyway, you're just a bit like, I 
don't want to talk about it … . 

(Parent 15)

3.5   |   Support

Good bereavement support was the foundation for positive expe-
riences, good support consisted of both practical and emotional 
support and maintaining relationships with bereaved parents. 
For some parents, the relationship with their keyworker started 
before the child died as part of palliative care, whereas other 
families only met their keyworker after the death. This did not 
impact on the provision of support, the quality of the relation-
ship between parents and keyworker was more important. Good 
bereavement support involved keyworkers keeping regular con-
tact to offer support, but not making assumptions about what 
parents wanted. Families took comfort from keeping in contact 
with healthcare professionals who had cared for their children 
as ‘they're still part of our lives’.

… our Child Death Review nurse, she didn't try 
and force herself into coming to see me. I think we 
probably had three or four phone calls and then I 
think I said to her, ‘I'd really like you to come round’. 

(Parent 18)

Parents appreciated practical advice and help from keyworkers; 
for example, advice around official paperwork, returning equip-
ment and assisting with funeral planning. Several families were 
supported by hospices after death even if their child had not used 
their services during life. Hospices were able to support families 
for much longer than most keyworkers, who usually had to end 
their support once CDR had been completed.

Many parents spoke of lack of support, or how support could 
be improved. Frequently, although keyworkers provided infor-
mation, it was up to parents to arrange their own counselling 
or psychology support, which was rarely available through the 
NHS. Parents were frustrated by staff who did not follow-up 
their offers of support and left parents the responsibility for on-
going contact when they were only ‘just existing in life’ and ‘you 
don't know you need help’. Parents wanted a pro-active ‘I'll come 
and see you. I'm going to text you’ structured approach for sup-
port from keyworkers starting 24–48 h after the death.
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We got nothing in terms of like mental health support 
or anything along those lines. Yeah, it was sort of a 
case of ‘Oh here's a number for Talk Works if you 
need it. Off you go.’ 

(Parent 19)

4   |   Discussion

This paper reports the qualitative interview findings relating 
to the CDR process for 23 bereaved parents whose children 
died in hospital, a hospice or at home with palliative care. The 
keyworker had the most impact on parents' experiences; they 
facilitated parents' involvement in CDR as well as providing 
bereavement support. Positive CDR experiences included par-
ents getting answers and reassurance, and parents feeling their 
CDR involvement could help other families. Negative CDR ex-
periences included the lack of comfort for parents from informa-
tion, being left without answers, a lack of meaningful parental 
input to CDR and confusion around the role of the keyworker. 
Communication and support were the factors driving positive 
and negative experiences. Keyworkers played a vital role in sup-
porting parents and enabling their involvement in CDR, but to 
do this, keyworkers needed to understand CDR processes as 
well as bereavement. Parents valued good, timely communica-
tion with keyworkers, assisted by written information. Parents 
wanted regular contact with keyworkers providing them with 
emotional and practical support, tailored to their individual 
needs, helping them access other support services when needed. 
However, some parents did not want to be involved in CDR as it 
offered no meaning or benefit to them.

We were able to recruit a wide range of bereaved parents, 
whose children died from different conditions and with vary-
ing involvement in CDR. We learned of good and poor CDR ex-
periences, with parents expressing their preferences for CDR 
involvement. The project focused on recent CDR experiences 
after the COVID pandemic, as many healthcare organizations 
only started to implement CDR after the pandemic. This en-
sured our findings reflect current practice and challenges, 
rather than those relating to previous methods of reviewing 
deaths. Although the study was based within the English CDR 
system, our findings can be used to support parental involve-
ment in CDR internationally, as many countries have CDR 
systems, although few have guidance for family involvement. 
We had a robust process of analysis, including reviewing our 
overall co-design project findings with bereaved families and 
experienced CDR professionals, so these should be reliable 
and generalizable across families following an expected child 
death. Although the researchers aimed to set aside their pre-
conceptions, the project was based on improving parents' in-
volvement in the current statutory CDR system, so it did not 
consider alternative methods of reviewing deaths. Parents 
who had particularly negative experiences, or who wanted no 
involvement in CDR, may not have taken part in the project, 
limiting the learning from these families' experiences or their 
reasons underlying their preference for non-participation. The 
project did not examine cultural contexts of parents' experi-
ences, although the parents who took part were from diverse 
backgrounds.

There has been limited research on parents' experiences 
of CDR, as although many countries have CDR, few sys-
tems involve parents (Batra et  al.  2024; World Health 
Organization 2018; Natsume et al. 2022). There has been no 
research on the English keyworker role to date. Our findings 
that bereaved parents want to understand why their child died 
as well as practical information and emotional support from 
professionals are very similar to earlier qualitative research 
with families after sudden infant death (Garstang et al. 2017). 
Other studies have reported that after palliative care deaths 
many parents want follow-up meetings with paediatricians 
as well as bereavement support; they have further questions 
about care (Malcolm and Knighting  2021; Levy et  al.  2021), 
and these meetings can help provide closure from profes-
sionals who have been closely involved with families for long 
periods (Hammer et al. 2023). Our findings concur with a re-
cent systematic review (van Kempen et al. 2022) of follow-up 
conversations between bereaved parents' and healthcare pro-
fessionals. This review reported that follow-up conversations 
focused on reviewing children's illness, treatment and termi-
nal events, providing emotional support, and parents giving 
feedback to improve care and show their gratitude for staff. 
Professionals often felt undertrained or ill-prepared for these 
follow-up conversations.

Our research adds to growing evidence that bereaved families 
want more than just emotional support following child death; 
they seek answers about their child's illness and treatment and 
wish for opportunities to provide feedback to professionals. 
Most families, but not all, want to be involved in CDR. Using 
co-design with bereaved parents and healthcare professionals, 
we developed a toolkit to enable parents to participate in CDR 
(Garstang et al. 2024), which is freely available at https://​www.​
ncmd.​info/​guida​nce/​paren​ts-​cdr-​toolk​it/​. This toolkit includes 
a role description for keyworkers, a structured process for 
keyworkers to tell parents about CDR, information leaflets, 
template letters, feedback forms and training resources. This 
toolkit has yet to be evaluated, and future research should in-
clude understanding parents' CDR experiences once the toolkit 
has been implemented. In addition, further understanding of 
the impact of CDR on complaints about care and treatment fol-
lowing a child death would be beneficial, along with greater 
understanding of familial and social consequences.

Keyworkers appear to be important, and without their help, few 
families are likely to be able to contribute meaningfully to CDR. 
The keyworker role needs adequate resourcing so that staff have 
the time and training to provide bereaved families with support 
to be involved in CDR, as well as emotional support. Without re-
sourcing this role, family involvement in CDR is likely to remain 
limited, reducing our ability to learn from and potentially pre-
vent child deaths. Most families want consistent, personalized 
contact from keyworkers, with clear information, practical and 
emotional support. Keyworkers appear to be important advo-
cates for families, helping them navigate through their bereave-
ment. In this project, parents have identified what support they 
need from keyworkers, and the CDR toolkit provides a structure 
for this. The challenge is now to ensure appropriate funding, 
which will enable equitable access to trained keyworkers for all 
bereaved families.
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