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Abstract
Background: Paediatric end-of-life care is an important part of palliative care, and provides care and support for children in the last 
days, weeks, months or year of life. However, there is currently a picture of inconsistent and disjointed provision. Despite differences 
in delivery models across countries and cultures, healthcare professionals need to be able to support families through this difficult 
time. However, there is limited evidence to base high quality end-of-life care.
Aim: To explore healthcare professionals’ experiences of delivering end-of-life care to infants, children and young people, their needs 
and the factors affecting access and implementation.
Design: Qualitative study employing online focus groups, analysed using framework analysis.
Setting/participants: Healthcare professionals who provided end-of-life care to infants, children and young people, across cancer 
centres and neonatal and paediatric intensive care units.
Results: A total of 168 professionals from 13 tertiary hospitals participated in 23 focus groups. Three themes highlighted many 
barriers to delivering optimal care: (1) Professional perceptions of end-of-life care; (2) What we want to provide versus what we can 
and (3) Workforce and sustainability: Healthcare professional support. These illustrate professionals’ awareness and desire to deliver 
high-quality care, yet are constrained by a number of factors, suggesting the current system is not suitable.
Conclusions: This study provides an in-depth exploration of paediatric end-of-life care, from those professionals working across the 
settings accounting for the majority of end-of-life care delivery. Many of these issues could be resolved by investment in: funding, 
time, education and support to enable delivery of increasingly complex end-of-life care.
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What is already known about the topic?

•  Despite differences in delivery models of paediatric palliative care across countries and cultures, healthcare 
professionals need to be able to support families through this difficult time.

•  Paediatric palliative care is not adequately covered in professional training and healthcare professionals are 
lacking in confidence in delivery.

•  There is little research evidence on how to provide high quality end-of-life care for infants, children and 
young people.

What this paper adds?

•  Societal expectations, and perceived readiness on the part of parents and professionals, both impacted 
significantly on the [timeliness of] introduction of paediatric palliative care.

•  The environment is important for both families and professionals when their child is at end of life. Currently, 
not all settings have the necessary bereavement facilities available.

•  Formalised wellbeing support for healthcare professionals was often inaccessible and required investment.

Implications for practice, theory or policy

•  There is an urgent need for improved formalised wellbeing services for professionals who provide paediatric 
end-of-life care.

•  Investment in structured training and development surrounding end-of-life care, particularly, facilitating 
end-of-life care conversations are necessary to help build upon confidence levels and encourage a joint 
approach to providing this care.

•  Bereavement facilities and support services for families must be made available to ensure all families are 
offered choices surrounding location of care and bereavement support.

Background

Despite the marked improvement in infant and child mor-
tality over recent decades, more than seven million infants 
and children still die worldwide every year.1 These infants 
and children should receive high quality palliative care 
defined as ‘an active and total approach to care, begin-
ning from diagnosis or recognition and continuing 
throughout the child’s life and death’.2 End-of-life care is 
an important part of palliative care, and provides care and 
support for children and their families in the last days, 
weeks, months or year of life.3,4

The number of paediatric palliative care services that 
contribute to end-of-life care for children is increasing 
worldwide.5,6 However, availability and access differ 
across countries. Whilst there are improvements in provi-
sion, the ways in which this type of care is organised are 
often still inconsistent and incoherent, with little evalua-
tion of this care.7,8 As per the rest of the world, in the 
United Kingdom, there is a similar picture of inconsistent 
and disjointed provision.2,9,10 Despite differences in deliv-
ery models across countries and cultures, healthcare pro-
fessionals need to be able to support families through this 
difficult time. This should be a common key component of 
palliative and end-of-life care, whatever the setting. 
However, evidence has shown paediatric palliative care 
may not be adequately covered in professional training11 

and professionals have been described as lacking confi-
dence in delivering aspects of this care.12

To standardise and improve children’s end-of-life care 
in England, the National Institute for Health and Care 
Excellence (NICE)13 developed clinical guidance in 20169 
and in 2017 set six clinical standards. However, the guid-
ance are based upon low quality evidence, often from 
North America, with elements not applicable to the 
United Kingdom-based healthcare system.10 A subse-
quent survey conducted in the United Kingdom14 found 
palliative care referral occurred late or did not occur at all, 
due to its negative connotations.15 All of which raises 
implications for quality of care and potential impacts on 
families as further evidence is necessary to better under-
stand professionals’ experiences and needs.8

There is a need for improvements in both healthcare 
professionals’ experiences of delivering end-of-life care, 
and families’ experiences of receiving this type of care for 
their child. In order to improve care, current provision 
needs to be evaluated and guidelines must be under-
pinned by high-quality evidence, which includes the 
voices of the healthcare professionals themselves.

Therefore, the aim of this study was to explore health-
care professionals’ experiences of delivering end-of-life 
care to infants, children and young people, their needs 
and the factors affecting access to and implementation, 
within United Kingdom National Health Service Settings.
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Methods

Study design
This paper reports the second workstream of a major 
United Kingdom study ‘End of Life Care for Infants, 
Children and Young People: a mixed methods evaluation 
of current practice in the United Kingdom’ (the ENHANCE 
study).16 This workstream used qualitative methods with 
online focus groups to build upon our previous findings17 
of how previously identified components of care operate 
in routine practice and enabled the comparison of data 
across different care delivery settings.

Setting
The development of palliative care services for children 
and young people in the United Kingdom was unplanned 
and developed locally. Provision often relies heavily on 
individual health professionals and third-sector organisa-
tions,17 particularly children’s hospices.6 This inequity in 
provision, with patchy geographical distribution, and dif-
fering models of care, means provision may be of a good 
quality in some areas, but in others it is unclear what is 
being provided, by whom, and how.

Children with life-limiting conditions are frequently 
admitted to hospital within the last year of their life, with 
more than 70% of children in the United Kingdom dying in 
hospital settings,18 although admissions vary significantly 
across the type and number of conditions.19 In the United 
Kingdom, four National Health Service settings account 
for the care of more than 60% of children in the last year 
of their life2,20–22 and were therefore the settings focussed 
upon in this study16: principal treatment centres for can-
cer for children or for teenagers and young adults’, neona-
tal and paediatric intensive care units. Within these 
settings, there are multidisciplinary teams, some of which 
also incorporate other health professionals from other 
services, such as children’s hospices. The nature and level 
of their involvement differs depending on the model of 
care. Workstream 1 findings highlighted the ways in which 
these settings operationalised components of care and 
therefore how care was delivered differed.23 Therefore, 
sites were selected based upon the need to capture this 
variation in provision.

Participants
Healthcare professionals; defined as those identified in 
our previous workstream17 for example, doctors, nurse, 
spiritual staff, family support worker, social worker etc. 
working in the four settings above, were invited to take 
part if they were involved in the delivery of end-of-life 
care to infants, children and young people. Those who 
worked in other care settings, such as children’s hospices, 
which fed into the delivery of end-of-life care and 

regularly worked as part of a multi-disciplinary team in 
one of these settings, were also invited. This enabled the 
multidisciplinary nature of paediatric palliative care to be 
captured.

Sampling
Purposive sampling was used to ensure representation of 
all United Kingdom nations, geographical locations and 
diverse experiences across settings until data saturation 
had been reached; once no new information had been 
gathered (determined using codebooks and initial con-
cepts gathered after focus groups). Data saturation was 
an appropriate concept for data sufficiency as this related 
to our use of purposeful sampling24;to gather representa-
tive experiences from four unit types. Due to the need to 
capture variations in provision, highlighted in workstream 
1; the heterogeneity of both the setting and the popula-
tion; and the multidisciplinary nature of paediatric pallia-
tive care, hence the range of professionals involved, a 
large sample size was needed.

Recruitment
Principal investigators at participating sites circulated 
recruitment materials to those who were involved in the 
delivery of end-of-life care. Interested potential partici-
pants were provided with more detailed study informa-
tion from the research team and an invitation to join an 
online focus group. Recruitment took place between July 
2022 and July 2023. All participants provided written con-
sent via an online form.

Data collection
Online focus groups25,26 (run by unit type) took place via 
video-call and were facilitated by experienced team mem-
bers (all applied health researchers: EVM, JH, LB - all 
female; GP and AP - both male) who were previously 
unknown to participants. Focus groups were utilised to 
explore how components of care, which had been previ-
ously identified in workstream 1,16 were operationalised 
within multidisciplinary teams, to explore all experiences 
of care delivery. Two team members facilitated each 
group using the semi-structured topic guide for example, 
topics included setting, team structure, experiences of 
providing care (Supplemental File 1), which acted as an 
aid to help cover set questions and additional topics. Field 
notes assisted with analysis. Focus groups were audio-
recorded verbatim, transcribed and uploaded onto 
NVivo12. Transcripts were not returned to participants.

Data collection continued until saturation had been 
reached.24 This was assessed throughout data collection 
and analysis. Throughout data collection, all researchers 
debriefed with JH after focus groups. Two-weekly group 
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meetings were also held with the researchers involved in 
data collection (JH, EM, GP and LB) and our PPI-partner 
(GW). The purpose of these meetings was to debrief as a 
group and to discuss ideas, codes and possible themes 
from the focus groups. This enabled informed decisions to 
be made about whether to continue data collection, stop 
it or modify research methodologies to explore areas that 
lacked enough saturation.27 Data analysis began whilst 
data collection continued. This enabled confidence in con-
sistency of recurring codes and categories and ensured 
data had been fully explored, understood and used to 
their full potential to achieve the required study aims.28

Data analysis
Data were analysed using a framework analysis method29,30 
guided by the analytical framework designed in our previ-
ous workstream (Table 1).17 The use of framework analy-
sis assisted in managing an extensive dataset whilst still 
obtaining a thematic overview.29,30 The analysis process 
was performed by one team member EVM and reviewed 
with the wider team (JH, LB, GP, GW, LKF and FH). 
Participants did not provide feedback of the findings. 
There were five stages to the analysis process:

(1)  Familiarisation: This involved listening to record-
ings and reading of transcripts to note any initial 
impressions and familiarise oneself with the 
data.

(2)   Coding: Initial codes were reviewed and dis-
cussed with JH. Subsequently, coding of four 
transcripts (one from each unit type), using 
NVivo12 was applied using the workstream 1 
framework17 (Table 1) to deductively code. 
Inductive coding to identify other concepts was 
also applied. Coding of a further four transcripts 
(one from each unit type) using the revised set of 
codes was applied. This was then consulted and 
reviewed with the wider team (EVM, JH, LB, GP 
and GW) for a set of concepts and analytical 
framework to be agreed.

(3)   Developing and applying the analytical frame-
work: After a series of iterations, all transcripts 
were coded and grouped together into catego-
ries. The finalised framework was determined 
once no new codes were developed.

(4)   Charting: Using Microsoft Excel, a spreadsheet 
was used to form a matrix. Data (summaries 
from transcripts and participant quotations 
assigned to codes) was charted onto the matrix 
to summarise data organised by categories. To 
understand interactions across unit type and 
teams, quotations and codes were colour-coded 

by unit type and labelled to differentiate between 
teams/individuals.

(5)   Interpretation: Concepts, differences and vary-
ing characteristics of the data were identified 
and discussed with the wider team to form 
themes.

Ethical considerations
United Kingdom-wide approvals were obtained from the 
Health Research Authority and Health and Care Research 
Wales (20/01/2022, 300913) and West of Scotland 
Research Ethics Service (21/WS/0170).

Patient and public involvement
Bereaved parents (n = 15) who were members of the 
Project Advisory Group, assisted with the study design, 
the content and layout of the recruitment materials and 
the topic guide. Initial findings and analysis were shared 
and discussed. Our parent co-author, a bereaved parent 
(GW), guided the data collection and contributed to the 
analysis.

Reflexivity statement
Data collection and analysis members were majority 
female, all represented variety of perspectives (health 
professionals, public health, policy, methodological) with 
various levels of prior exposure/knowledge in end-of-life 
care. External stakeholders provided additional perspec-
tives and created a more balanced gendered team. To 
allow for transparency, meetings (conducted at all stages) 
to discuss and reflect upon potential biases were held on 
a two-weekly bias.

Results

Sample
Healthcare professionals (n = 168) from 13 tertiary hospi-
tals participated in 23 focus groups with a range of com-
ponents of end-of-life care as identified in our previous 
workstream,17 (Table 2). It is understood that our sample 
is large, however, our previous workstream identified vari-
ation within and between settings in terms of whether 
and how core elements of end-of-life care were provided. 
Distinct models of care were not able to be obtained due 
to the level of variation, with 10 core components of care 
identified. All United Kingdom nations and diverse geo-
graphical locations and experiences were represented.17 
Therefore, this resulted in a large sample size. Additionally, 
we wanted to ensure we had representation of all types of 
professionals involved in delivering paediatric end-of-life 
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care in acute settings. Mean focus group length was 1 h 
18 min (range = 1 h 07 min to 2 h 4 min).

Themes
There are three main themes (1) Professional perceptions 
of end-of-life care, has three subthemes, (1.1) Readiness 
and pace (1.2) Roles in palliative care and (1.3) Planning 
ahead; the second (2) What we want to provide versus 
what we can, comprising three subthemes (2.1) Choice 
(2.2) Space and time to be a family and (2.3) Supporting 
parents during end-of-life care and beyond; and one stan-
dalone theme (3) Workforce and sustainability: Healthcare 
professional support (see Table 3).

Theme 1: Professional perceptions of  
end-of-life care
Subtheme 1.1: Readiness and pace. Across all units, pro-
fessionals believed conversations with families regarding 
end-of-life care should take place as early as possible as 
this made for a smoother process. However, profession-
als recognised it was necessary to be sensitive to a fami-
ly’s individual situation and continue at their pace.

As a consultant, often you’re the person that’s leading those 
conversations, and as I have probably got more experience. . . 
you really have to go at the pace of the parents. (Doctor 
05-117, Neonatal intensive care unit)

However, professionals found this complex as not all fami-
lies were ready to discuss or think about the concept of 
end of life, despite professionals believing it was in the 
best interests of the patient. This meant that profession-
als found themselves advocating for both, the patient and 
parents.

We have had incidences where both parents are not in 
agreement, so then that kind of delays and then you have to 
try and advocate for both and what’s [in] the best interest 
for the baby. (Hospice manager 12-03, Neonatal intensive 
care unit)

There were instances of when families were thought to 
be focussed on curative management and were advocat-
ing for professionals to continue treatment. This had an 
impact on professionals, provoking feelings of emotion 
as both parties disagreed of which treatment approach 
to take.

We’ve had a few patients that, you know, maybe the 
parent. . . you’ll say, “No, this is not going to work” but they 
are insistent that you do something, and that’s something 
very difficult for the team. (Nurse 14-143, Children’s Principal 
Treatment Centre)

Neonatal and paediatric intensive care professionals felt 
parental expectations and focus on curative management 
was often influenced by their child’s previous admissions 
and interventions. Life-saving treatments meant parents 

Table 2. Participant characteristics.

Participant characteristics

Table key  
No. of participants 168
No. of participants per unit setting  
 Children’s Principal Treatment Centre for cancer 24
 Teenage and Young Adult Principal Treatment Centre for cancer 24
 Neonatal intensive care unit 57
 Paediatric intensive care unit 62
No. of focus groups per unit setting  
 Teenage and Young Adult Principal Treatment Centre 3
 Children’s Principal Treatment Centre 4
 Neonatal intensive care unit 7
 Paediatric intensive care unit 9
No. of participants per profession  
 Spiritual support professional 1 across 1 tertiary hospital
 Hospice manager 2 across 2 tertiary hospitals
 Social worker 4 across 4 tertiary hospitals
 Psychologist 6 across 6 tertiary hospitals
 Support worker 7 across 6 tertiary hospitals
 Occupational therapy professional 6 across 4 tertiary hospitals
 Doctor 61 across 12 tertiary hospitals
 Nurse 81 across 13 tertiary hospitals
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held onto the belief that curative treatment would be suc-
cessful. Success in medical advances and increased treat-
ment options further complicated this, often meaning 
professionals struggled to negotiate which approach to 
discuss with families.

These parents that have cared for their fifteen-year-old 
child from the moment . . . [they had] had a hypoxic delivery 
. . . their world revolves around them. They believe their 
child does have a quality of life . . . the conversations that 
we try and have with them when they’re ventilated about 
quality of life isn’t something that’s acceptable . . . They 
want to do everything they can (Nurse 04-40, Paediatric 
intensive care unit)

Additionally, with the ease in accessing information via 
medical observations, and the internet, parents had more of 
an awareness and understanding of their child’s condition. 
Professionals then struggled to manage expectations.

It’s also made more challenging by foetal medicine [being] so 
much more advanced as a speciality . . . they get an awful lot 
of input and surveillance during the pregnancy . . . They’re so 
much more able to seek their own information . . . scenarios 
where things might be better than is perhaps portrayed 
(Doctor 10-38, Neonatal intensive care unit)

Differing perspectives on the best approach was further 
complicated by family’s decisions to have legal or media 
involvement. Professionals found this made it difficult for 
end-of-life care to progress.

Different opinions on, rightly or wrongly, what we’re doing 
with care for our children, and I think sometimes that can get 
quite heated at the point of death or at the point of arrest, 
which can then make it extra challenging for everybody. . . 

Cases that have been in the media [or] have gone to court 
(Nurse 02-25, Paediatric intensive care unit)

To progress with end-of-life care, some professionals 
introduced the palliative care team/consultant. However, 
they found this was often met with resistance from some 
families. To help lessen this, professionals avoided the 
word ‘palliative’ and would refer to it as ‘parallel planning’ 
in hopes that families would accept this more readily.

Some people get really uncomfortable with the word hospice, 
they get really uncomfortable with the word palliative so it’s 
about reframing what those are . . . Sometimes I don’t 
introduce myself as the palliative care consultant, I kind of go, 
“I’m here to help with symptoms” (Doctor 19-134, Paediatric 
intensive care unit)

Readiness to embrace a palliative approach and engage in 
conversations about end-of-life care were complex and 
multi-layered. Professionals from paediatric intensive 
care and cancer centres struggled as some parents did not 
want their child to be aware of their prognosis, leaving 
professionals in a difficult position. Although recognising 
it was an extremely difficult situation, professionals still 
emphasised the importance of advocating for the child to 
ensure their interests are at the forefront of decisions.

That’s really hard. I can’t imagine how hard it would be if you 
were the parent but actually, we are also advocating for the 
child, the child is our patient. (Doctor 07-10, Teenage and 
Young Adult Principal Treatment Centre)

Professionals themselves described struggling with moving 
to a palliative care approach. Those working in cancer units 
avoided direct language and the importance of maintaining 
hope for example, a clinical trial change the trajectory.

Table 3. Theme overview.

Themes Subthemes Description

Theme 1: Professional 
perceptions of end-of-life 
care

1.1. Readiness and pace.
1.2. Roles in palliative care.
1.3. Planning ahead.

1.1. Explores professional readiness to introduce the concept of end-of-
life care. It also explores professional perceptions of parental readiness.
1.2. Illustrates staff perceptions of the roles within palliative care; who 
provides end-of-life care and explores the use of parallel planning.
1.3. Investigates professionals’ ability to plan ahead using Advance Care 
Planning.

Theme 2: What we want 
to provide versus what 
we can.

2.1. Providing choice.
2.2. Space and time to be 
a family.
2.3. Supporting parents 
during end-of-life care and 
beyond.

2.1. Refers to providing families with choice regarding the location of 
end-of-life care and the factors that impact this.
2.2. Captures the importance of privacy for parents to spend time with 
their child and factors impacting this.
2.3. Refers to bereavement care within the acute site and limited 
provision outside of the hospital, reliance on charities and the impact 
this has on professionals.

Theme 3: Workforce and 
sustainability: Healthcare 
professional support

This standalone theme explores the personal impact on professionals 
when providing end-of-life care and the support available to them.
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So, you’re maybe not saying, “Right, now this is it,” you know, 
it’s not to take away hope . . . “The outlook is very poor.” So, 
I think it’s what the family want to take from that. (Social 
worker 14-149, Children’s Principal Treatment Centre)

Professionals admitted to not being ready to have such 
conversations. They positioned this as reflected upon 
their desire to want to make children better. For those 
working in acute settings, such as paediatric intensive 
care, they talked about their role in a child’s care as often 
being about ‘fixing’ a new and urgent issue, rather than 
focussing on the long-term situation.

In the intensive care we’re more focused on the acute bits and 
sometimes we are trying to fix the problem . . . it may not be 
the right thing to try and fix something . . . (a) is not fixable 
but (b) might be causing more harm or pain to the child and 
maybe this is not the right time. (Doctor 19-139, Paediatric 
intensive care unit)

The promotion of active treatment and hesitation to 
include a palliative care team approach meant at times, 
referrals to the palliative care team and the introduction 
of parallel planning occurred later. For professionals, par-
ticularly those from cancer units, there were real barriers 
to the introduction of palliative care.

The push is for active treatment and cure for much of the 
journey it’s a really difficult shift to start to consider . . . that’s 
goes for the clinicians as well. . . . it really does take for 
someone . . . to say, “Maybe we need to think about palliative 
care.” . . . We are often introduced later [to parents] than we 
would wish. (Doctor 05-83, Children’s Principal Treatment 
Centre)

To assist with the introduction of the end of life pathway, 
professionals identified time to build meaningful relation-
ships as important, but often impossible due to shift pat-
terns and limited experience.

Shift pattern makes it nigh impossible to follow a case 
through to develop a natural rapport with families . . . It’s 
just near impossible to develop any kind of meaningful 
interaction with families . . . You get used to dealing with 
things on a shift-by-shift basis. . .“That’s tomorrow’s shift’s 
problem” (Doctor 10-34, Paediatric intensive care unit)

Low confidence levels and difficulties moving to a pallia-
tive approach meant operationalising and leading these 
conversations became disjointed. Responsibilities some-
times appeared to fall upon others.

There’s lots of staff shy away from end-of-life care and it gets 
to the point where there’s the same staff over and over again 
. . . the people that are on the bereavement team, if there’s a 
baby that is heading towards end-of-life care, you’ll tend to 

find that people will look to us as if, “Oh, you’re the only ones 
that can do that.” (Nurse 06-63, Neonatal intensive care unit)

This had implications for paediatric intensive care profes-
sionals as, at times, pressure was placed upon them by 
others to avoid discussing such topics. This meant the 
introduction of end-of-life care was much later.

Paediatricians generally are people that like working with 
kids and the thought of children dying is something they’re 
not very comfortable with. People think, “Well, the PICU 
(Paediatric intensive care unit) lot are the tough people that 
have these conversations and deal with that, along with 
palliative care” It’s just left until the eleventh hour. (Doctor 
04-46, Paediatric intensive care unit)

Subtheme 1.2: Roles in palliative care. Professionals from 
all unit settings emphasised the importance of working 
together as a multidisciplinary team when taking a pallia-
tive approach. Despite believing this, the role and involve-
ment of the palliative care team varied. In some settings, 
involvement would be from the very beginning for all 
patients, whereas others used a referral process (based 
upon course of illness).

From a palliative care point of view, we visit children on 
practically every single ward and unit in the hospital. (Nurse 
02-29, Paediatric intensive care unit)

Many believed there was room for improvement in joint 
working. For some, there needed to be a better under-
standing of the role of palliative care. At times, some pro-
fessionals still perceived it as only referring to the very 
end of life (last weeks of life) meaning that referrals and 
parallel planning may be later.

There’s still a way to go in terms of changing that mindset 
into . . ., starting those conversations earlier with parallel 
planning . . . really kind of taking the message that 
palliative care isn’t end-of-life care . . . if you’ve had a good 
set-up early then it makes the end-of-life conversations and 
approach a lot easier. (Doctor 06-66, Neonatal intensive 
care unit)

Professionals reflected upon automatic referrals to pallia-
tive care for specific patient groups for example, those 
with life-limiting conditions. This was thought beneficial 
in engaging families and professionals, and lessening fears 
and anxieties.

It’s been part of their normal care to be referred to palliative 
care either antenatally or just after being born, so then 
parents don’t feel like, “Why are you just specifically 
coming to us?” If they feel like it’s just part of the medical 
care, it’s not as scary. (Nurse 03-17, Paediatric intensive 
care unit)
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Alternatively, there were also instances of when profes-
sionals felt the role of palliative care could be provided by 
themselves, without the need to refer to a specialist team 
unless necessary. This was particularly the case for those 
from cancer units.

This is a phrase that you lot are pushing upon us, you 
research-y types that want to make it into a special thing, and 
we don’t see it that way because we’re . . . specialists! . . . 
Who’s done . . . training, . . . in our particular service it’s 
unusual that we have to involve them, although we’ve got no 
problem at all with working with them [when asked if there 
was palliative care team involvement] (Doctor 04-48, 
Children’s Principal Treatment Centre)

Necessary involvement referred to symptom manage-
ment plans or assisting specific patient groups. Although 
some professionals still felt that their skillset meant they 
could provide symptom management plans, avoiding the 
need for a joint approach.

For the vast majority of our babies we don’t really need 
complex symptom management plans. Certainly, drug-
related sort of symptom management plans is very different 
. . . I feel we provide very comfortable end-of-life care . . . as 
most places do around the country without needing, you 
know, sort of very detailed symptom management plans 
(Doctor 10-38, Neonatal intensive care unit)

For many, the palliative care team was described as being 
designed to be a separate service within the hospital. This 
way of working contributed to the palliative care team not 
being involved. Although professionals recognised this 
and wanted it to change.

[Patients and parents are] not introduced to the palliative 
care team, which is a separate service within the hospital. . . 
We’re trying very, very hard to improve the working between 
the two teams . . . But I have to say that’s a new thing . . . 
certainly not the standard. (Doctor 05-79, Children’s Principal 
Treatment Centre)

Additionally, system-level barriers further hindered infor-
mation sharing between teams via electronic systems, 
leaving palliative care teams with limited information.

I [palliative care consultant] can’t access the PICU (Paediatric 
intensive care unit) records because there’s a whole different 
database that I’m not allowed access to, so I haven’t got a 
clue about patients within my own hospital. (Doctor 19-134, 
Paediatric intensive care unit)

The implications of not using a joint approach were illus-
trated in one example as a palliative care consultant dis-
cussed the impact of not having team discussions prior to 
speaking with families. Families’ expectations were then 
misaligned due to professionals not consulting one 
another before delivering news.

One family were almost crushed because I had painted such a 
bleak picture because they had been told [that their child 
was] in the morning doing really well, were coming off the 
ventilator. It’s very much about communication, everyone 
saying the similar kind of things, I felt like I was very much 
bad cop (Doctor 19-134, Paediatric intensive care unit)

Late referral to palliative care teams and hospices meant 
families were reluctant to involve an external team that 
was considered ‘new’. Professionals believed that this 
impacted decision making as some families did not engage 
with hospices due to not building a relationship prior.

A lot of them [parents and children] prefer to stay in the 
hospital if they’ve been with us a long time as well because 
they know our staff and they just feel like they don’t want to go 
to a hospice . . . when it’s people they don’t know. (Occupational 
Therapist 05-120, Neonatal intensive care unit)

Subtheme 1.3: Planning ahead. To prevent issues raised 
in the previous subtheme, all settings mentioned formal-
ised methods to plan ahead for example, Advance Care 
Planning. However, their completion varied. In some 
units, there was formal process to record discussions. For 
others, planning was undertaken in a much more informal 
way, through a series of conversations, sometimes estab-
lished without a written plan.

The flexibility of those things and that it’s not I suppose 
strictly speaking like a classic one-off conversation . . . it’s 
almost like a dance that happens over many, many weeks or 
even months. (Social worker 14-148, Children’s Principal 
Treatment Centre)

Although emphasis was placed upon planning ahead 
using Advance Care Planning, some healthcare profes-
sionals reported inconsistent use.

There are consultants out there who will absolutely always 
come in for an ACP document to start having those 
conversations and to start them, but I think there’s a few that 
still need a bit of a nudge. (Nurse 02-25, Paediatric intensive 
care unit)

Another reasoning for inconsistent use was due to fami-
lies holding onto the possibility of life-saving treatment, 
this could prevent professionals from planning ahead.

There’s not a huge amount of discussion in terms of ACPs . . . 
there’s always the silver bullets of surgery or “We can do this and 
we can try that” (Nurse 10-33, Paediatric intensive care unit)

If incomplete, this had implications for colleagues, par-
ticularly for paediatric intensive care professionals, as 
patients would be admitted to their unit without an 
Advance Care Plan. On some occasions, patients would 
be admitted from outside of the area, making this more 
difficult.
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When we have families that are from all over the country 
who may or may not know whether they’ve got an ACP . . . 
We’re in a very challenging position of whether we approach 
that family, and often we do talk about end-of-life care and 
parallel planning but it’s difficult for them to then engage 
with us because they see it as an acute illness (Nurse 19-138, 
Paediatric intensive care unit)

Paediatric intensive care professionals believed that initi-
ating plans was not part of their role as it should have 
been initiated sooner in a child’s, prior to admission and 
better suited to usual care teams. However, when a child 
was admitted without an advance care plan, these profes-
sionals found this particularly challenging.

We’re not generally the ones that write the Advance Care 
Plans. . . The Intensive Care Consultants don’t write them. 
We complain that they haven't been written but we write 
don’t them. (Doctor 09-104, Paediatric intensive care 
unit)

The setting and deterioration of the child upon admis-
sion was thought to impact families’ wellbeing, often 
provoking an emotional response from professionals. 
They then felt it inappropriate to burden families with 
decision-making. Professionals were also concerned that 
children were unable to advocate for themselves as they 
were often ventilated, emphasising the importance of 
early discussions.

Once they’re on PICU (Paediatric intensive care unit), in 
my experience 99.9% of the children, they’re intubated 
and ventilated and they do not have the power of their 
voice . . . So, again, these discussions need to occur before 
they arrive with us. (Nurse 04-40, Paediatric intensive 
care unit)

Theme 2: What we want to provide versus 
what we can provide
Subtheme 2.1: Providing choice. In all settings, profes-
sionals emphasised the importance of offering choice in 
relation to the location of end-of-life care. This was val-
ued by professionals and thought to be part of providing 
holistic care.

It’s all part of it, if they choose to have their end of life 
treatment here that’s absolutely fine. Yes, if they want to be 
in a hospice or want to be at home that’s also fine . . . It’s 
looking after the entire patient journey. (Doctor 05-75, 
Teenage and Young Adult Principal Treatment Centre)

While clinicians aimed to provide choice for most families, 
availability of some options was dependent on capacity 
and acute clinical change. In one of the cancer units, cur-
rent pressures meant professionals struggled to offer fam-
ilies and patients the option to stay on the ward.

One of the big challenges that we’re certainly facing now 
from a hospital perspective is offering families choice if they 
don’t wish to die at home [because of] all the issues around 
capacity and pressures on service. (Nurse 07-11, Teenage and 
Young Adult Principal Treatment Centre)

Resources required to plan for end-of-life care outside of 
the ward were also time-consuming as professionals 
admitted to sometimes not having capacity to consider it 
as an option, or to omitting some key component of plan-
ning that might have made it possible.

It takes a lot of resource as well . . . to move an acutely 
unwell baby to a hospice or to home and to then be able to 
provide the support that they need, especially at home, if 
that child’s not going to die quickly. . . takes a lot of time. 
There’s a lot of admin involved . . . that might put some 
people off. (Doctor 04-85, Neonatal intensive care unit)

The risks of forgetting a key planning component were 
increased by the lack of standardised guidelines and pro-
cedures. Equally, some units had relatively limited con-
nections with hospices, making it difficult to develop or 
implement integrated guidelines and procedures.

There are lots of hospitals throughout the country who have 
much stronger links with hospices compared to us. (Nurse 
09-160, Neonatal intensive care unit)

Hospices themselves were constrained by capacity, mean-
ing transfers were not always possible at short notice. 
Similarly, professionals working in cancer units identified 
that community provision was variable, with 24-h being 
unavailable in some areas meaning that providing paren-
tal choice was not always an option.

I’m referring specifically to community nursing input . . .and 
facilitating 24-hour care in the home, which is what we aspire 
to for many of our families, and that can be a real challenge 
. . . Some regions are better resourced than others. (Doctor 
14-144, Children’s Principal Treatment Centre)

Subtheme 2.2: Space and time to be a family. In all set-
tings, professionals perceived privacy and time as impor-
tant factors in compassionately supporting a family and 
allowing parents space to fulfill their role, and understood 
the importance of getting it right.

Giving somebody a good death is like the one thing I always 
think that I want to do right because you’ve got one shot at it, 
you can’t re-choose how you go about the end, you can’t 
change how you do something. (Nurse 02-29, Paediatric 
intensive care unit)

There were distinct differences in the facilities available 
between the setting types. Those receiving care in neona-
tal intensive care units were often offered private rooms 
or some form of accommodation onsite or close to the 
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hospital. Providing families with the opportunity to con-
tinue parenting after death could be facilitated as many 
neonatal intensive care units also had a dedicated 
bereavement suite.

The charity came and done up for us . . . a room with like a 
couch, a fridge, a telly and we put the Moses’ basket usually 
in there with a cuddle cot (Occupational Therapist 05-120, 
Neonatal intensive care unit)

However, most of these settings did not have access to 
dedicated end-of-life care or bereavement suites. In pae-
diatric intensive care units and cancer settings, restric-
tions on space and/or staff often limited parents’ ability to 
spend time with their child, and end-of-life care was usu-
ally delivered on the ward. This left majority of profes-
sionals feeling constrained by their environments as 
restrictions meant that it was more difficult to transfer 
patients elsewhere.

If there’s not the nursing staff or the cubicle space to move 
these patients, then they end up dying in the middle of a busy 
bay with the curtains pulled round. (Nurse 04-40, Paediatric 
intensive care unit)

Rooms set aside for this purpose were often deemed 
unsuitable by professionals, who found themselves hav-
ing to make the best of their environment to provide par-
ents with comfort and privacy. However, this was time 
consuming and challenging for professionals.

It’s really, really challenging. We’ve got very little space. 
We’ve got no space away from other families. We find the 
environment is probably the biggest challenge. The [name of 
room}, it’s not specifically for end-of-life care so we have to 
make sure it looks appropriate. . .we’re constantly moving 
furniture, changing things (Nurse 09-160, Neonatal intensive 
care unit)

Some professionals felt as though they were failing fami-
lies by not providing a suitable environment and had 
made attempts to secure necessary funding but felt that 
end of life facilities was not a priority. As a result, many 
units relied heavily on charities or fundraising for dedi-
cated bereavement suites from bereaved parents to 
improve the environment.

We’ve tried and tried to get more space and a new unit, 
basically, but we’re fighting with other areas of the NHS who 
also need more funding. (Nurse 09-160, Neonatal intensive 
care unit)

Subtheme 2.3: Supporting parents during end-of-life care 
and beyond. All settings had some form of bereavement 
support, ranging from a bereavement lead, social worker, 
support coordinator or psychologist. Some units provided 

debrief conversations that gave families the opportunity 
to gain a degree of closure, ask questions and find out 
more information. Sometimes, these were proactively 
offered at specific time points, rather than reactively 
responding to families. Whereas other units worked more 
flexibly, dependent on a family’s needs.

The neonatal consultant would usually offer a bereavement 
appointment six to eight weeks after the baby’s passed away. 
(Doctor 06-67, Neonatal intensive care unit)

All settings used bereavement packs, including informa-
tion about funeral planning and charity organisations, 
with some sending out personalised cards to notify fami-
lies of memorial services.

It has information that covers things like how to organise a 
funeral and it will have a leaflet from the children’s hospital 
about what’s available to them after the death of a baby 
(Doctor 04-89, Neonatal intensive care unit)

While professionals acknowledged the importance of 
bereavement support, in practice it was typically severely 
constrained. Support was often limited to office hours or 
the period just prior to or after death, and/or were reliant 
solely on one individual.

It’s striking that the department and the hospital itself is 
dependent on one individual [referring to bereavement 
nurse], as [it] is for many other things and it’s absolutely 
crucial that that we expand that role. (Doctor 04-46, 
Paediatric intensive care unit)

All units in this study heavily relied on the third sector for 
bereavement support but acknowledged that such frag-
mented bereavement support services had a direct impact 
on professionals. They expressed feelings of guilt and 
wanted to improve their services, yet were constrained by 
the system.

We give good end-of-life care and then they die and they get 
nothing and that just feels terrible, but I can’t fix it myself, 
you know, we can’t fix it [referring to bereavement support] 
(Doctor 04-85, Neonatal intensive care unit)

Theme 3: Workforce and sustainability: 
Healthcare professional support
Professionals reflected upon the positive impacts of pro-
viding end-of-life care, with all recognising the value. 
Many viewed it as a privilege and understood the impor-
tance of helping to create meaningful memories for 
families.

We’ve had the privilege of being able to arrange weddings in 
the hospital . . . for the young people and their families to 
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allow us to be part of that is a total privilege. (Nurse 05-70, 
Teenage and Young Adult Principal Treatment Centre)

Despite its rewarding nature, providing this type of care 
was emotionally difficult and left some professionals 
questioning the long-term impact on their well-being. 
This was worsened by staff shortages and limited resource 
added to the difficulty of providing this type of care.

We could potentially have an end of life in [location 1] and an 
end of life in [location 2] and there could potentially only be 
three of us around . . . The impact that then has on us as a 
Team . . . we’re physically exhausted, we’re emotionally 
exhausted because we’re giving as much as we can (Nurse 
07-14, Teenage and Young Adult Principal Treatment Centre)

While the need to support staff was recognised in all set-
tings this took different forms, including charity funded 
counselling, debriefs and psychologist support. Despite 
this, pressures relating to clinical demands and staff short-
ages meant that professionals were often unable to access 
support due to time restrictions. This was further illus-
trated by one unit where a new role had been established 
to improve professional wellbeing. However, clinical 
demands and limited capacity meant it was not possible 
in practice.

[I was given a role to] try and do something about . . . 
wellbeing, but because we’ve been so short-staffed and 
there’s no money, we can’t release anyone clinically to go and 
do anything and we can’t pay for anything either. (Nurse 
03-116, Paediatric intensive care unit)

This was concerning as professionals recognised the long-
term impact on their wellbeing of providing this care, 
worsened by external pressures and limited investment in 
support available. However, external pressures and lim-
ited investment in available support meant professionals 
believed they were unable to support staff in comparison 
to previous years.

That’s one of my biggest concerns really is that we’ve got this 
very difficult patient population, we’ve got just a difficult job 
with high trauma as it is and actually we’re even less able to 
support staff than we have been in the past because we’re all 
so fraught and it takes its toll. (Nurse 03-116, Paediatric 
intensive care unit)

To help manage their wellbeing, some professionals found 
themselves supressing their feelings. Ultimately, profes-
sionals across all settings were left feeling that this was an 
area requiring investment to better improve their own 
wellbeing and to prevent long-lasting implications.

We do not deal with any of this stuff and have got very 
minimal professional support even though the hospital 
genuinely is trying to get better at it . . . So, I kind of lock it 

away in a box and then we have to go through these things in 
horrible, horrible detail again in our mortality reviews . . . it’s 
kind of like picking the scab off (Doctor 12-158, Neonatal 
Intensive Care Unit)

Discussion

Main findings
Our study has gathered experiences of professionals 
working in environments who care for large numbers of 
infants, children and young people at the end of life. High 
societal expectations, and perceived lack of readiness on 
the part of parents and professionals to consider a pallia-
tive care approach, both adversely impacted on the provi-
sion of end-of-life care. Professionals acknowledged the 
tensions between curative and palliative care approaches 
across all settings. Parallel planning (anticipating and 
planning for both improvement and deterioration simul-
taneously) was not always considered. Despite recogni-
tion of the importance of palliative care teams, referrals 
were inconsistent due to system constraints, differing per-
ceptions of their role, lack of professional readiness and 
perceived parental preferences for active treatment. This 
meant that there was not always a joint approach between 
palliative care and other paediatric services.

Professionals acknowledged and understood the qual-
ity of end-of-life care that should be provided, but were 
constrained by their workload, time pressures and differ-
ing perceptions of who was responsible for initiating con-
versations about the changing focus of management and 
care. Although it was seen as a privilege, providing end-of-
life care had a heavy emotional impact on professionals, 
worsened by the limited availability and accessibility of 
formal support and training.

What this study adds?
This study provides the first United Kingdom wide picture 
of many hidden features and elements of palliative and 
end-of-life care from the experiences of those providing 
care across various settings. It provides an understanding 
of the context within which this type of care is delivered,31 
identifies key issues regarding care delivery, which were 
not previously known, and highlights those which still 
remain an issue, despite prior evidence for them. This pic-
ture reveals many professional, personal and organisa-
tional barriers to delivering optimal care that have not 
been fully articulated before. Many of these issues could 
be resolved by investment including funding, time to pro-
vide high-quality care and education surrounding end-of-
life care.

In line with previous studies,32,33 our study has shown 
that professionals experience discomfort when introduc-
ing aspects of palliative and end-of-life care concepts, 
including Advance Care Planning. That is exacerbated by 
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a lack of confidence and the time it may take in facilitat-
ing complex discussions. There have been attempts to 
ease discomfort and promote effective communication 
by designing a prompt list.34 By not initiating such con-
versations and differing perceptions of their roles, in our 
study, it was not always clear which clinician was respon-
sible for initiating or facilitating such sensitive discus-
sions, meaning that by default it sometimes fell to 
intensivists. Some intensive care professionals have sug-
gested that such conversations should usually take place 
prior to admission to intensive care settings.35,36

Early referral to specialist palliative care services are 
being reported to be beneficial in providing support and 
pain management.35,37 Despite previous awareness of 
this, our study found a lack of perceived readiness and 
system constraints meant this varied in practice.34 
Previous research has shown that professionals tend to 
understand palliative care services as only providing 
end-of-life care.14 Our study echoes this and found for 
those working in cancer settings, it risked diminishing 
hope, illustrating clinician discomfort in using the term 
palliative.38 This highlights that there is still a lack of 
awareness and a need to improve understanding of and 
attitudes towards paediatric palliative care through 
education.

Professionals understood the importance of high-
quality end-of-life care such as providing choices relating 
to location of care39 and environmental changes to ena-
ble privacy. Previous work40 has found parents’ ability to 
spend time with their child after death, using cooling 
mattresses and other facilities, was found to be mean-
ingful. Despite this, our study found that while most 
neonatal settings had bereavement spaces, paediatric 
intensive care settings often did not. Those working in 
neonatal and paediatric care settings battled time and 
capacity constraints with one cancer setting struggling 
to offer to remain on the ward and flagged variable and 
sometimes poor community provision. Professionals 
also experienced constraints surrounding bereavement 
support for parents upon leaving the acute site, an issue 
that problematic as previous work41 has emphasised the 
bereavement process as ongoing as some struggle to 
adapt to their new reality.

An inability to provide a dignified death and lack of 
multidisciplinary working has been shown to create 
moral distress for paediatric intensive care profession-
als, leading to poor well-being.42 Our findings echo this, 
clearing highlighting an emotional impact of profession-
als’ inability to always provide high quality end-of-life 
care. This was despite accessible professional support 
being identified as a historical problem, further exacer-
bated by COVID-19 pressures43,44 and calls emphasising 
the importance of supporting professional wellbeing,45,46 
our study illustrated that the majority of professionals 
remain unsupported.

Strengths and limitations
This is the largest and a rigorously conducted United 
Kingdom-based study on end-of-life care for infants and 
children, conducted during a challenging time for the 
National Health Service. Our recruitment through clinical 
leads means some professionals may not have had the 
opportunity to participate however, we had good repre-
sentation across professions and a range of levels of expe-
rience of providing end-of-life care. We acknowledge that 
our sample reflects a larger number of professionals from 
paediatric intensive care units. However, there are large 
numbers of this type of setting across the United Kingdom 
and we needed to ensure we captured all variations in 
provision.

Implications for practice
Systems and processes that are limiting the delivery of 
high-quality end-of-life care for infants and children need 
urgent attention from policy makers. Professionals have 
been described as lacking confidence in delivering aspects 
of end of life care, therefore training should be a priority 
across paediatric clinical teams.12 Professionals require 
prioritisation to develop robust well-being services. 
Future practice should determine necessary funding to 
improve end-of-life and bereavement facilities.8

Conclusion
Healthcare professionals were aware of what constitutes 
high-quality paediatric end-of-life care, but delivery was 
constrained by the system, perceived parental readiness, 
low confidence levels and wider societal expectations. 
This illustrates that the current system is not suitable, 
despite the rising number of children requiring palliative 
and end-of-life care. Many of these issues could be 
resolved by investment, including funding, time to pro-
vide high-quality care and better professional support, as 
increasingly complex care is needed.
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