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Abstract

Background: The circumstances and care provided at the end of a child’s life have a profound impact on family members. Although
assessing experiences and outcomes during this time is challenging, healthcare professionals have a responsibility to ensure high
quality of care is provided.

Aim: To identify available tools which measure the quality of dying, death and end-of-life care for children and young people; describe
the content, and data on validity and reliability of existing tools.

Design: Scoping review was conducted following the Arksey and O’Malley methodological framework.

Data sources: Four electronic databases (MEDLINE, EMBASE, CINAHL and PsycINFO) and grey literature were searched for studies
published in English (January 2000—June 2021). A review of reference lists and citation searching was also undertaken. Tools needed
to include a focus on the ‘dying’ phase of illness (defined as the last month of life).

Results: From 2078 articles, a total of 18 studies, reporting on 11 tools were identified. All tools were completed by primary caregivers
or healthcare professionals as ‘proxy’ assessments; all except one was undertaken after death. Question items about quality of
life and preparation for death were found in all tools; items relating to cultural aspects of care, grief and financial costs were less
common. Only 6/11 had undergone psychometric testing within a paediatric palliative care setting.

Conclusions: Future research should include ways to adapt, refine and improve existing tools. Assessing their wider application in
different clinical and cultural settings and conducting further psychometric assessment represent areas of focus.
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What is already known about the topic?

e The circumstances and care received at the end of a child’s life can have a profound effect on parents and siblings.
e Measuring experiences and outcomes during this time is challenging but extremely important to ensure high quality of
care is provided.

1Department of Oncology and Metabolism, University of Sheffield,
Sheffield, UK

2Palliative Care Unit, University of Liverpool, Liverpool, UK

3The Medical School, University of Sheffield, Sheffield, UK

4Sheffield Teaching Hospitals NHS Foundation Trust, Sheffield, UK
5School of Health and Related Research, University of Sheffield,
Sheffield, UK

6St Luke’s Hospice, Sheffield, UK

7Academic Unit of Palliative Care, School of Medicine, University of
Leeds, Leeds, UK

8Department of Health Sciences, The University of York, York, UK
9Department of Health Sciences, Martin House Research Centre,
University of York, York, UK

Corresponding author:

Catriona R Mayland, Department of Oncology and Metabolism,
University of Sheffield, 2nd Floor Broomcross Building, Weston Park
Hospital, Whitham Road, Sheffield S10 2SJ, UK.

Email: C.R.Mayland @sheffield.ac.uk


https://uk.sagepub.com/en-gb/journals-permissions
http://journals.sagepub.com/home/pmj
mailto:C.R.Mayland@sheffield.ac.uk

Mayland et al.

1187

What this paper adds

e This is the first scoping review to systematically identify tools assessing the quality of dying, death and end-of-life care

for children and young people.

e Gaps were identified in the assessment of salient domains relating to cultural aspects of care, economic costs and grief.
e Only 6 of the 11 tools had conducted specific psychometric testing within a paediatric palliative care setting.

Implications for practice, theory or policy

e Rather than developing new tools, future focus should include ways to adapt, refine and improve existing ones.
e Further work is needed to determine whether the existing tools are suitable for use in a wider cultural context.
e The direct views of the dying child and those of the sibling are not captured by existing measures.

Introduction

Despite marked improvements in health services, medical
treatments and public health, over 4600 babies, children
and young people aged 0-19 years die each year in high-
income countries, such as the United Kingdom (UK).!
Globally, the Lancet Commission highlighted that 2.5 mil-
lion children die each year with ‘serious health related
suffering’, with the majority of deaths occuring in low and
middle income countries.? Therefore, a large number of
parents and other family members worldwide suffer the
consequences of a child bereavement. The effects of the
death of a child on parental health and wellbeing are well
known.3-6 However, the circumstances and care received
at the end of a child’s life can have a profound effect on
parents and siblings in terms of their subsequent relation-
ships, roles, friendships, and ability to carry on with their
lives.” The key elements of a ‘good death’® from the per-
spective of a dying child, the child’s family and the health-
care providers, include: preserving quality of life;
preparation for death; specific aspects of care such as
continuity, addressing cultural and spiritual concerns; and
considering the impact on survivors.?

The period of care up to and during the end of a child’s
life is extremely important and healthcare professionals
have a responsibility to ensure high quality care, includ-
ing dignity, respect and symptom control, is provided
during this time. Defining high quality care at the very
end of life is greatly dependent on the preferences and
priorities of the patient and their family and their views
are central to any efforts to measure quality. Measuring
care, outcomes and experiences during end-of-life is
challenging but patient reported outcome measures
(PROMs) can be used.1° Although the patient’s perspec-
tive on the quality of end-of-life care should be sought
whenever possible, this is not easy, especially with chil-
dren. Children receiving palliative care may be non-
verbal, too young or too unwell to complete self-report
tools.1! Debate also exists about who is best placed to
complete outcome measures for children and young
people.ll Potential ‘proxy’ assessments can be under-
taken by a parent, carer, or professional, but their degree

of agreement with child self-report measures is variable.
For example, child and parent scores tend to be better
correlated for more observable, physical aspects of care
and poorer for issues such as emotional problems.?

When evaluating outcomes, it is often the case that a
range of PROMs are available that could be used for a
given purpose (i.e. to assess quality of end-of-life care and
death). Reviews and evaluation work are therefore neces-
sary for researchers and clinicians to help map what tools
are available and their supporting psychometric evidence.
In adults, a number of systematic reviews have identified,
appraised and assessed tools used with ‘proxies’ that is
bereaved family carers after the death to measure quality
of end-of-life care.’3-1® None have specifically focussed on
tools used to assess quality of dying, death and care at the
very end of life for children and young people.

Scoping reviews represent a way of mapping broad
areas; they provide breadth, as compared to depth, and
help identify any research gaps in the literature.’” Within
this scoping review, we aimed to address the following
research question:

What existing tools are available to measure the quality of
dying, death, and end-of-life care for children and young
people?

An additional sub-question was:

What can we determine about the quality of these tools e.g.,
comprehensiveness of content, assessment for validity and
reliability (as demonstrated by their development process
and reported psychometric testing)?

Methods
Design

The scoping review was conducted in five stages following
the Arksey and O’Malley?” framework: identifying the
research question; identifying relevant studies; study selec-
tion; charting the data; and collating, summarizing and
reporting the results. Additionally, we incorporated
enhancements to this original framework using the Joanne
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Briggs Institute guidance (https://jbi.global/scoping-
review-network/resources). Reporting was informed by the
PRISMA extension for Scoping Reviews (PRISMA-Scr).18

Search strategy

Working in collaboration with a subject librarian (MC), an
initial limited search of EMBASE was undertaken to iden-
tify relevant target papers. Text words within titles and
abstracts and the index terms of these articles were used
to generate a full search strategy. The search strategy
consisted of four main concepts: ‘quality of death’, ‘tool’,
‘palliative care’ and ‘children and young people’ (Textbox 1).
We defined ‘children and young people’ as those less
than 25 years of age, to include adolescents as well as
younger children.’® We did not include studies which
focussed solely on neonatal deaths (within first 27 days of
life)! as these tend to relate to perinatal factors,! infec-
tions and premature birth.2° For the purposes of this
review, the ‘dying period of their illness’ was regarded as

Textbox 1. Inclusion and exclusion criteria.

the last month of life, reflecting that advanced, incurable
illnesses have different disease trajectories. Where a spe-
cific time period was not stated, tools which had specific
guestions about the quality of dying or death were also
included.

The National Institute for Health and Care Excellence
(NICE) guidance for end-of-life care for children?! was
used to inform the chosen search terms under each search
concept. Modifications were made, for example, to ensure
the search strategy focussed on the ‘dying period’ rather
than the broader remit of palliative care. An electronic lit-
erature search was conducted on 15th June 2021 with
four electronic databases (MEDLINE, CINAHL, EMBASE
and PsycINFO) covering the years from January 2000 to
June 2021 (Supplemental file 1). This time period reflects
more recent changes within paediatric palliative care (e.g.
formation of the Association of Paediatric Palliative
Medicine within the UK (https://www.appm.org.uk/)).
Specified inclusion and exclusion criteria (Textbox 1) were
used to identify studies.

Inclusion criteria

e Focus on tools used to assess quality of death, dying or quality of care at the end of life
e Participants are children or young people identified as dying OR parents/family members/ carers/healthcare professionals caring
for dying children or young people OR recently bereaved parents/family members

e Published studies of any research design
Exclusion criteria
e Focus only on neonates or individuals >25 years old

e Focus on tools, used with children/young people with a life-limiting illness, BUT have not been used to assess the dying period of
their illness (defined for the purpose of this review as ‘last month of life’)
Articles such as case studies, case series, books, editorials, commentary or opinion pieces or conference abstracts

In language other than English

Titles and abstracts were initially screened by teams of
two independent reviewers. A full text review of all
potentially eligible studies was conducted independently
the same teams; any areas of uncertainty were resolved
by discussion with the lead author. Review articles were
not included, but reference lists were screened to iden-
tify any additional papers. A citation search of all selected
articles was completed, and reference lists of all included
papers were screened for potentially relevant studies.
Grey literature was also searched using the search terms
‘palliative care’ AND (child OR children) AND (question-
naire OR survey) AND ‘quality of death’. These included
Internet searches of Google, World Health Organization
Europe, NICE and Royal College of Nursing. Specific
organization websites were reviewed for information on
potential tools.

Data extraction

Data was extracted using a specially designed proforma
(piloted prior to use) by one member of the research

team and verified by the lead author. Data was mapped
out, using selected principles developed by the Scientific
Advisory Committee of the Medical Outcomes Trust to
assess quality-of-life instruments,??2 namely: conceptual
model and reported psychometric testing (validity and
reliability). The content of each tool was mapped to the
seven key dimensions of a ‘good death’ (from research
which incorporated the perspectives of the dying child,
the child’s family and healthcare providers).? These con-
siderations were supplemented by information on the
study objective, tool purpose and description, assess-
ment period, setting, population, participants and key
study findings.

Collating and summarizing data
Charted data were then tabulated into the following cat-

egories, reflecting the predominant use of the tools:

1. Healthcare professional: tool used solely with
healthcare professionals
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2. Cancer: tool used solely within a cancer population

3. Cancer and non-cancer: tool used in populations
with more than one disease groups (both malig-
nant and non-malignant illnesses)

4. Life-limiting cardiac disease: tool used solely
within an advanced cardiac disease population.

Comparisons were made between the extracted results
focussing on development and use, content, participants
and psychometric testing. This method highlighted domi-
nant areas and allowed gaps to be identified. In keeping
with the accepted remit of scoping review guidance, spe-
cific quality appraisal (e.g. of the methodology or psycho-
metric properties), was not conducted. Rather, where
documented within the manuscripts, these details were
directly extracted. Where specific details were missing
about tool content, the corresponding author of the rele-
vant study was contacted and invited to provide further
information.

Results

Range of studies

The initial search identified 2078 articles across all data-
bases. Removal of duplicates resulted in 1663 papers, 65
of which were retrieved for full text review. A further 49
papers were excluded on reviewing full papers (Figure 1).
Two additional articles were identified through reference
lists and citation searches. A total of 18 papers23-0 were
included in the review, reporting on 11 tools. One study
reported on the use of two different tools,?” whereas all
other studies used a single tool.

The 18 studies were conducted in seven countries:
USA (n =9)2527-29,35,36,38-40; Japan (n = 2)2%24; Switzerland
(n=2)3233; Germany (n=2)3%3%; Canada (n=1)3; South
Korea (n=1)% and Spain (n=1).3* Twelve of the studies
involved children’s hospitals: paediatric oncology *+
haematology departments (n=5)2324262831, paediatric
cardiology centres (n=2)3%49%; paediatric intensive care
units (n = 2)2538; medical centres/hospitals (n=2)?7:3%; or
mixed hospital environments (n=1).3* The remaining
six studies involved hospital and community settings
(e.g. home care).2%:32:33.35-37 The primary objective of the
studies varied, with the two main aims being to develop
and test a tool2425323537 or to explore perspectives of par-
ents and/or healthcare professionals about the quality of
dying and end-of-life care experiences.?326-31,33,34,36,38,39
Study participants comprised parents only (n = 10)26:28-34,39,40;
healthcare professionals only (n=3)%2% parents and
partners (n = 1)%7; parents and guardians (n = 1)38 and par-
ents and healthcare professionals (n =3).353740 |n total,
there were 1859 participants involved in the develop-
ment, validation or use of tools, representing 1048 chil-
dren and young people. For studies involving family

caregivers, participants tended to be female (range 56%—
100%) and, when specified, from a white ethnic back-
ground (range 72.9%—100%).

Range of tools

The 11 tools were sub-categorized into the defined
groups: sole use by healthcare professional tools (n=2)
(Table 1); tools used within a cancer population (n=4)
(Table 2); tools used with both cancer and non-cancer
populations (n = 4) (Table 3) and tools used solely within a
life-limiting cardiac disease population (n=1) (Table 4).
The content of each tool was mapped to the key dimen-
sions of a ‘good death’ (Table 5).

With the exception of one tool,3> all the other tools
were developed for use after death. The time period in
which the child’s death had occurred ranged from within
a previous 12-month period?> up to the previous
7 years.2® No tool had been developed or used directly
with patients (child or young person) during the dying
phase of their illness nor specifically with siblings. The
definitions of the specified assessment period varied
and could include the last 3 days (n = 2),2%25 last 4 weeks
(n=1)33 or last month prior to death (n=1).28
Additionally, the phrase ‘the time before death when
the physician estimated that the child had no realistic
chance for cure’ was used (n = 2).3%40 For the remaining
tools, the assessment period wasn’t defined within the
study, but question items specifically asked about dying
or death. Most (n = 10) tools were used within the con-
text of a survey; the other, had also been used within an
interview setting (face-to-face or via telephone).28 One
of the surveys was undertaken alongside a concurrent
qualitative interview.38

All the tools assessed aspects of quality of life (e.g. pain
and symptom control) and preparation for death (e.g. com-
munication, decision-making). Items relating to ‘legacy’
(e.g. establishing meaning, importance of ritual/funeral),
were assessed within five tools (Table 5). Question items
less frequently asked about cultural aspects of care (n=2),
economic costs (n =2) and grief and bereavement (n = 4).

Tools used predominately with healthcare
professionals

The two tools used with healthcare professionals were
the Good Death Inventory — Paediatrics (GDI-P)?324 and
the Paediatric Intensive Care Unit — Quality of Dying and
Death 20 (PICU-QODD)?: (Table 1).

Quality of tool. Both tools underwent a robust process
of development and have been tested for validity and
reliability.2324 PICU-QODD-20 has question items map-
ping across all seven dimensions of a ‘good death’.2
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Figure 1. PRISMA flow diagram for the scoping review process.

Clinical implications. Whereas the GDI-P purpose is
focussed on nursing perspectives of paediatric cancer
deaths across several care settings (including hospital,
PICU and home),?3 the PICU-QODD-20 seeks to obtain a
variety of healthcare professional perspectives about
deaths due to different illnesses but only for those occur-
ring in PICU.%

Tool used solely within a cancer population

The four tools used solely within a cancer population
were: Good Death Inventory (GDI),2® Family Satisfaction
with the End-of-Life Care (FAMCARE),?” the Toolkit After-
Death Bereaved Family Member Interview (subsequently
referred to as the ‘Toolkit’)?” and a questionnaire, ini-
tially developed by Wolfe et al.,?8 which was later called
Survey about Caring for Children with Cancer (SCCC)%°-31
(Table 2).

Quality of tool. The SCCC is the most extensive tool
(211 items)?8-31 with question items spanning across

many different aspects of cancer care as well those relat-
ing to care at the very end of life. It has undergone a care-
ful process of question item development and selection.
FAMCARE and the ‘Toolkit’?” are established, validated
tools previously used with bereaved families for adult
deaths. Only the GDI,?® however, has undergone initial
psychometric testing of validity and reliability specifically
within a palliative paediatric population. None of the tools
incorporated all aspects of multi-dimensionality in terms
of a ‘good death’.

Clinical findings. Findings from the study using the GDI
indicated that aspects of advance care planning (e.g.
establishing a ‘living will’) were associated with more pos-
itive parental perspectives about a ‘good death’.26 Both
FAMCARE and the ‘Toolkit’” were used within the same
study, assessing the quality of end-of-life care for adoles-
cents and young people (aged 15—-39 years) from the car-
egiver perspective.?’” The study showed most caregivers
were satisfied with care, but there were unmet informa-
tion and religious/spiritual care needs.?’” SCCC has been
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used within four studies conducted in two different coun-
tries. Within the first study, 92 (89%) bereaved parents
reported their child experienced ‘a lot’ or ‘a great deal’ of
suffering’, although 70% said the actual death was ‘very
peaceful’.2® A further study found that those receiving
home care services were more likely to die at home.?® An
additional two studies, conducted within a single state in
Germany, enabled a comparison of quality of end-of-life
care over two time periods.3931 Although symptom report-
ing was similar, preferences about place of death were
more concurrent with actual place of death in the second
study.3!

Tool used with both cancer and non-cancer
populations

The four tools used within both cancer and non-cancer
populations were: the PELICAN questionnaire (PaPEQu) 3233;
the Experience @HOME Measure 3>36; the Quality of
Children’s End-of-life Care Instrument 37 and the PICU-
QODD38(Table 3).

Quality of tool. The first three tools have all undergone a
robust process of development 323537, the PICU-QODD
was modified from an existing, validated tool used with
bereaved families for adult deaths.3® All tools except the
Experience @HOME Measure have reported on their psy-
chometric properties with the PaPEQu being the most
extensively reported.3? Only the PICU-QODD covers all
seven dimensions of a ‘good death’.38

Clinical findings. The Experience @HOME Measure
focuses purely on the home care setting. It is the only
tool intended to be used before death and retrospec-
tively assesses care provided in the previous week.3536
The Quality of Children’s End-of-life Care Instrument
focuses on the bereaved mothers’ perspective of the
quality of end-of-life care.3” Both the PaPEQU and the
PICU-QODD have been used within clinical studies.
PaPEQU has been used to assess quality of end-of-life
care for children who died from a variety of illnesses
(cardiac, neurological or oncological illness or during the
first 4 weeks of life).32 Studies show that bereaved par-
ents’ perceptions about overall care were highest for
children dying with cancer, those who had engaged with
Paediatric Palliative Care teams, and lowest for children
dying with neurological conditions or in the neonatal
period.3233 The PICU-QODD was used alongside a quali-
tative interview and explored both bereaved parents
and grandparents’ views about end-of-life care. The
majority of aspects of care within the PICU-QODD were
rated highly, whereas the qualitative findings highlighted
the need for more direct communication with health-
care professionals.38

Tool used solely within a life-limiting cardiac
population

The one tool used within a life-limiting cardiac population
is the Survey for Caring for Children with Advanced Heart
Disease (SCCHD)324° (Table 4).

Quality of tool. This was developed from the Wolfe et al.2®
questionnaire,3 although no psychometric testing has
been reported.

Clinical findings. A subsequent study used the SCCHD to
assess both bereaved parents and cardiologist views
reflecting different perspectives about the degree of
preparation for death and overall quality of care.*°

Discussion
Main findings

This scoping review identified 11 tools, developed and
used across seven countries, which assess the quality of
dying, death and end-of-life care for children and young
people. The majority of tools have been used after the
child’s death with bereaved parents, predominantly
mothers, in a hospital setting. In terms of content, all
tools asked about quality of life and preparation for
death whereas aspects relating to cultural concerns,
financial costs, grief and bereavement were more vari-
able. The PICU-QODD-20 and PICU-QODD had the most
comprehensive content across the dimensions of a
‘good death’.

Only six tools have undergone some degree of psycho-
metric testing for validity and reliability specifically within
a paediatric palliative care population. Those which have
reported the most extensive testing for validity and relia-
bility are GDI-P, PICU-QODD-20 and PaPEQu, whereas ini-
tial findings were more limited for the GDI, the Quality of
Children’s End-of-Life Care Instrument and PICU-QODD.
Although the SCCC has not undergone formal psychomet-
ric validation, it represents an extensive ‘question bank’
which has been developed and used across two different
countries to assess quality of end-of-life care. No tool has
addressed the challenges of assessing the views of chil-
dren or young people themselves or specifically been
used to assess the perspective of siblings.

What this study adds

Whilst previous systematic reviews, have focussed on
health-related quality of life outcome measures,!! none
have been directed towards identifying tools used to
assess quality of care provided at the end of a child’s life.
This scoping review allows comparison of tools and helps
identify gaps for which future research is needed.
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Establishing whether the identified tools are suitable
for use in a wider cultural context is required. Existing
studies have predominately been undertaken within the
USA, which has a specific type of healthcare system, reli-
ant on health coverage and economic resources. No tools
have been developed or revised to be used within the UK,
Ireland, Canada nor Australia, which are all regarded as
having a high level of palliative care integration into
mainstream children’s healthcare services.*! The major-
ity of studies were conducted, at least in part, within hos-
pital settings. This may reflect specific cultures such as
that within the UK, where most children and young peo-
ple’s deaths occur in hospital.*? International partner-
ships have previously been recommended to enhance
learning and inform tool validation.*3 Hence, there is a
need to establish whether existing tools are relevant and
meaningful across much more diverse countries and
cultures. This is especially pertinent when terms such
as ‘grief’ and ‘distress’ can be specific to the English
language.*44>

Rather than developing new tools, future focus should
be on further improving and validating existing tools. It is
also important to consider whether the identified tools
have utility within different clinical settings. For example,
the content of PICU-QODD-20 covered all seven dimen-
sions of a ‘good death’ and has been assessed for some
aspects of validity and reliability.2> The remit of the tool,
however, is within a very specific intensive care environ-
ment. It would be important to establish whether this tool
could be adapted and have wider application. The SCCHD
offered comparative views about care from both the
bereaved parents and the cardiologists’ perspective.*® As
there are two different versions of the GDI and the PICU-
QODD (one for healthcare professionals; one for bereaved
parents),24-26:38 these tools also offer that possibility.
Establishing whether tools such as these could be adapted
to incorporate the views of siblings would also be of value.
The Experience @HOME Measure is the only tool used
before death.3> Hence, exploring the possibility of the
dying child’s ability to participate in completion would be
a further area of exploration.

Only one study combined the use of a tool with an indi-
vidual qualitative interview.3®¢ The opportunity for
bereaved relatives to be able to ‘tell their story’, to share
narrative accounts, is recognized to have potential thera-
peutic benefit.*¢6 Hence, it would seem important for
existing tools to include free-text space to enable oppor-
tunities for sharing experiences not captured within the
specific question domains. Additionally, it has been recog-
nized that there is strength in combining both qualitative
and quantitative approaches for paediatric palliative care
research?’ — evaluation of quality of dying, death and end-
of-life care would be an area where both rigorously devel-
oped outcomes and qualitative approaches would enrich
the detail of reported experiences.

Strengths and limitations of the study

The search strategy conducted followed a robust, system-
atic methodology and included grey literature, reverse
citation searching and screening of reference lists. We
were not able to contact every individual author to
enquire about additional work/unpublished studies,
hence some relevant studies may have been overlooked.
Additionally, our main focus was on the identification and
development of available tools so subsequent studies
focussing only on their use, may have been omitted. In
keeping with the aims of a scoping review, we did not
undertake a formal assessment of study quality nor psy-
chometric properties. As the reporting of these details
within each study was not always consistent, there may
be some ambiguity when directly comparing different
tools. Additionally, we did not consider all the principles
which can be used to assess quality-of-life instruments for
example respondent and administrative burden. The
choice of our dimensions for a ‘good death’ came from a
study which, although involved multiple stakeholders,
was focussed on children dying from cancer.® Experiences
about what constitutes a ‘good death’, however, is com-
plex and multi-faceted, potentially varying for different
types of life-limiting illnesses.*&49

Conclusion

This review has identified 11 available tools for assessing
quality of dying, death and end-of-life care in paediatrics,
yet there is variability in terms of instrument content and
evidenced quality (i.e. degree of assessment of validity and
reliability). Improvement of existing tools should involve
the inclusion of additional items representing salient
domains of a ‘good death’ and further psychometric testing
to ensure more valid, reliable and comprehensive assess-
ment. International partnerships are key to determining
suitability for wider use, informing tool validation and
application across different countries and cultures. Despite
the recognized challenges, sensitive and timely ways to
identify data about the last weeks of life, can help facilitate
learning about experiences, leading to further improve-
ments in quality of care both before and after the death.
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