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Abstract

A public health approach to palliative care has been developed in adult palliative care over several years. Despite
the concepts of health and wellbeing, and palliation, dying and death appearing at first to be contradictory, a
cogent argument has been made to understand palliative care in the context of promoting public health. However,
the application to children’s palliative care has not been articulated in depth. The need for and development

of children’s palliative care is well documented globally, with the public health model, and more recently the
WHO conceptual model for palliative care development being key to ongoing development and progress in
service delivery. Engaging communities to influence care provision is essential and important to ensure provision
of appropriate and sustainable care. Positioning children’s palliative care within the public health perspective
transforms care and service provision and centres around the child, their childhood and their carers, as part of

the community and the wider population. Access to healthcare is vital, of course, but so is access to childhoods
which guarantee children’s human rights and access to being a child living a childhood, whether that childhood

is long, short or leads to an adulthood. Uncovering differing perspectives on the intersection of public health

and children’s palliative care that varied between global regions, led to the development of eight statements. Our
collaboration between colleagues in seven countries in different regions has allowed us to set out the context

of the children’s palliative public health approach. This reflects a balancing of medical/nursing professionalised
care and partnerships, co production and participation of communities. The public health approach to children’s
palliative care is radical, it is transformational, and means changing how we do things in order to improve the lives
of children with palliative care needs and their families around the world.
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Introduction

There is very little documented on how the public health
approach in palliative care can be applied to children
and young people! with a life limiting® or life-threaten-
ing condition and their families, both for those living
with their condition as well as for end-of-life care, death
and bereavement. Death in childhood is often seen as
a particular or special form of death and bereavement
[1, 2]. The historical and current reality is that chil-
dren die in childhood [3, 4]. In High-Income Countries
(HICs), infant and child mortality has fallen since the
late 1940’s. However, in Low- and Middle-Income Coun-
tries (LMICs) although infant and child mortality rates
have reduced, maternal mortality remains relatively high.
Thus, while in HICs child death is rare, in LMICs, child
death is common, and most families will have experience
of it, if not in their immediate family, in families of close
relatives, or friends.

What we do know is that caring for a child with a life-
limiting condition along with the death of a child or
young person in our society has a profound impact on
their carers, family, friends, neighbours and commu-
nity [5-9]. Further, this impact will last for many years;
indeed, for the parents and siblings this may affect them
for the rest of their lives [10—14]. How a child dies deter-
mines how a carer survives [15, 16]. End of life care is
therefore important and can be effective in LMICs as well
as HICs as the burden of mortality shifts with income
toward prolonged illnesses where death can be prog-
nosed in advance, such as cancer, but cultural and reli-
gious beliefs remain significant barriers [17, 18]. Thus, a
public health approach is key. Death and dying, loss and
grief is therefore everyone’s business. Although we per-
haps find it uncomfortable to talk about and acknowledge
the death of an adult, the death of a child has added social
stigma and may be seen as taboo.

Studies of child death portrayal in media and the lived
experience of child death suggest that the public percep-
tions of death in childhood are shaped by similar con-
ceptions as adult death, such as magical thinking [19],
media portrayal and by personal experience of death in
childhoods [20, 21]. Thus, while there are cultural and
social perceptions there are also very personal narratives
dependent on lived experience. Groups such as Heard
[22] in the UK encourage the telling of such narratives in
order to connect people living with childhood death in
communities.

! The World Health Organization defines palliative care for children begin-
ing when illness is diagnosed, and continues regardless of whether or not a
child receives treatment directed at the disease.

% Life limiting conditions in children and young people can be defined as
conditions for which there is no reasonable hope of cure from which chil-
dren or young people will die. Life-threatening conditions are those for
which curative treatment may be feasible but can fail such as cancer.
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One of the challenges faced is the diverse use of the
term ‘public health’ causing confusion and the need for
clarification of what is meant by the phrase a ‘public
health approach’ [23, 24]. Stjernsward et al. defined it as:

A public health approach aims to protect and
improve the health and quality of life of a commu-
nity by translating new knowledge and skills into
evidence-based, cost-effective interventions that
will be available to everyone in the population who
needs them’ [25].

It is concerned with the health of people on a population
level, aiming to improve the health of communities, rec-
ognising that health is linked to social, political and eco-
nomic factors [23]. Public health approaches come from a
social justice perspective in which health is seen as a right
for all, and resources are shared in the community in a
sustainable way. Resources are (re)distributed, including
sustainable human resources and material resources, as
well as time and emotional effort/ labour.

Services need to be developed, or co-produced with
the community, with the people that they are serving
— recognising that the people most affected can often
provide the best solutions to the problem. In the public
health context, health should be seen not just in terms of
a curative approach to health, but in terms of a general
feeling of well-being, and aiming for the best possible
situation within a given context [26]. Cohen and Deliens
[27] describe public health at the end of life as ‘the efforts
organised by society to optimize the circumstances of the
dying and all those involved through collective or social
actions’. Thus, it embraces a wider perspective than that
of the medical and biomedical models in developing pal-
liative care [28] and includes all those involved such as
communities, families, and professional caregivers.

A children’s public health palliative care approach
takes account of a community’s response to child death.
Attention is paid not just to medical aspects in indi-
vidual children and families, but also to illness, disease
and disability as it affects children in communities and
populations. The political/social and cultural aspects
of various childhoods is considered with communities
working hand-in-hand with health professionals in order
to provide a ‘whole child’ approach, which embraces not
just physical issues, but political/social, psychological,
spiritual and cultural issues — all of which interact in and
impact on the quality of life of shortened childhoods and
bereavement. Spiritual and culture issues are particularly
important and need to be recognised within the chil-
dren’s public health approach such that those with a faith,
no faith or exploring religion and spiritual issues should
be supported by the community.
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Much of the work of public health involves engaging
a community. However, there are aspects of community
engagement which might not relate to a public health
agenda, such as the design, delivery and evaluation of
illness services, raising awareness of certain health con-
ditions and the effective support for those living with a
condition. For many “community engagement” is synony-
mous with fund raising for services. However, if commu-
nity engagement is to reflect public health approaches,
community engagement in children’s palliative care needs
to be embraced and include not only raising funds for
palliative care services e.g. hospice, and public campaigns
to improve access to palliative care services, but embrac-
ing and supporting the child and their carers in relation
to living, dying and grieving in a community. Thus, the
community needs to be engaged at all levels of the public
health approach to children’s palliative care such that we
put children and their families first and making co-design
a reality.

Medical/ nursing® care is important within public
health palliative care, but should not be the dominant
focus of care as it is focused on ill health. This work is
dominated by a focus on the support and help offered to
those living with altered health status and health con-
ditions. As such it can be seen as a consulting activity -
where individuals ask for help from “experts’, or in other
words they consult a healthcare professional [29]. This
is in contrast to public health work which is focused on
populations and where the work is to design interven-
tions/campaigns to meet expressed, normative or com-
parative needs of a population who may or may not seek
this from professionals (or anyone) [30].

These concepts also contain some intersecting and
overlapping ideas, actions and interventions. Medical/
nursing care includes some public health work, which
increasingly involves public patient involvement?, includ-
ing with children and young people [31]. However, the
theories, which underpin these terms and concepts, dif-
fer. Public health theory differs from medical and nursing
theory and these are not the same as community engage-
ment theories. Thus, there is a theoretical inadequacy.
As Pragmatists point out if a theory does not adequately
reflect all aspects of a phenomenon then the theory has
to be revised [32].

Within the context of palliative care development
internationally, the public health strategy defined by
Stjernsward et al. [25] has often been used as a guid-
ing principle. It identifies the components needed to

3 Here medical/nursing care is used to include practices of medicine, nurs-
ing and other disciplines allied to medicine for example physiotherapy,
occupational therapy etc.

* patient and public involvement (PPI) is the active involvement of patients

and members of the public in the design and process of research (Mitchell et
al. 2018) and/ or education and service development.
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effectively integrate palliative care into a society and
improve access and availability to services. The com-
ponents include: (1) appropriate policies, (2) adequate
availability of medicines, (3) education, and (4) imple-
mentation of services [25], with an additional under-
pinning activity of research added at a later date [26].
Whilst a useful framework, at times its focus can be seen
to be more medical than public health. If the empha-
sis on access to medicines, and training health profes-
sionals is prioritised over the overall concept, with the
focus on holistic needs, society and the community are
at risk of being lost. A revised conceptual model of pal-
liative care development was published by the WHO in
2021 [33] to strengthen Stjernsward et al’s model [25].
It reflects international commitments to the Primary
Health Care Approach recognising the importance of
empowered people and communities, a key ingredient
of public health. The conceptual model is made up of six
components with its central focus, the core of the model,
being that of people with life-limiting or life-threatening
conditions (both children and adults). The foundational
components of the model are empowered people and
communities, and health policies, with research resting
on these foundations and informing the use of essential
medicines, education and the provision of palliative care
to those in need [33]. Empowering communities is key
and so raising awareness and training on children’s pallia-
tive care is essential.

Public health and children’s palliative care
The WHO defines children’s palliative care as “the active
total care of the child’s body, mind and spirit, and also
involves giving support to the family. It begins when illness
is diagnosed, and continues regardless of whether or not
a child receives treatment directed at the disease. Health
providers must evaluate and alleviate a child’s physi-
cal, psychological and social distress. Effective palliative
care requires a broad multi-disciplinary approach that
includes the family and makes use of available commu-
nity resources; it can be successfully implemented even if
resources are limited. It can be provided in tertiary care
facilities, in community health centres and even in chil-
dren’s homes” [34]. Whilst variations in the definition
of children’s palliative care exist, e.g. from Together for
Short Lives [35]; the revised International Association of
Hospice and Palliative Care (IAHPC) definition of pal-
liative care [36] and the Lancet Commission’s concept of
Serious Health-related Suffering (SHS) [37], the concept
and philosophy of care is similar, with care being pro-
vided for children with life-threatening and life-limiting
conditions and their families.

From the middle of the 20th century there has been
a growing movement in HICs to recognise the work of
caring for dying children and their carers/communities
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[38, 39]. Arguably in accordance with feminist politi-
cal action there has been a trend of bringing this “pri-
vate” work of women in families and communities into a
public sphere [40, 41]. As a consequence, there has also
been an increasing professionalisation of this work and
consequential dissmpowerment of communities in deal-
ing with death and dying, and grief and loss, particularly
in children. We can see this trend in the UK from the
establishment of children’s hospices from 1982 [42], com-
munity children’s nursing services in the 1990’s [43], the
Royal College of Nurses (RCN) community on children’s
palliative care and the Association of Paediatric Pallia-
tive Medicine (APPM) as well as 3rd sector organisations
such as Together for Short Lives. Education programmes
and attendant qualifications on children’s palliative care
and employment roles have developed to serve the grow-
ing needs of the caring workforce [44].

The need for and development of children’s palliative
care has also been evident in LMICs with the integration
of palliative care into existing health systems and com-
munity structures, and much more of an emphasis on
public health than in HICs [45]. A review in 2010 identi-
fied that 65.5% of countries at that time had no known
children’s palliative care activity, with only 5.7% having
provision reaching mainstream providers and that was
in HICs [46]. Since then, provision of children’s pal-
liative care has expanded in many countries, with work
being focused around the public health strategy. National
children’s palliative care organisations exist in a range of
LMICs and HICs in all regions, with regional and interna-
tional organisations such as the European Association of
Palliative Care (EAPC) Children’s & Young Peoples Ref-
erence Group, The Asociacién Latinoamericana de Cui-
dados Paliativos (ALCP) Paediatric special interest group
and the International Children’s Palliative Care Network
(ICPCN). In countries where there are no national chil-
dren’s palliative care organisations, some national associ-
ations have prioritised both adult and children’s palliative
care. These groups working together have been influen-
tial in raising the profile of children’s palliative care at the
World Health Organisation (WHO) resulting in position
statements and other initiatives [47].

One of the challenges to global access to children’s pal-
liative care is competing global health priorities, not just
in terms of palliative care vs. preventative or curative
care, but also in terms of children’s vs. adult palliative
care. The Global Atlas of Palliative Care [48] for example
identifies that only 7% of individuals needing palliative
care globally are children (0-19 years of age). It is there-
fore important to situate palliative care development and
the Public Health Strategy for children within current
global priorities. Goal three of the sustainable develop-
ment goals is about health [49] and palliative care is an
important part of this. Likewise palliative care is included
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in the definition of primary health care through the Dec-
laration of Astana [47], and is a core component of uni-
versal health coverage [50]. Each of these has a focus on
improving the health and quality of life of the community
with the public health emphasis on children’s palliative
care crucial.

The World Health Assembly (WHA) resolution on
palliative care in 2014 [51] mandating member states
to report on the development of palliative care, and the
Lancet Commission report on alleviating the access abyss
to pain and palliative care [37] highlight the need for pal-
liative care, including children’s palliative care. The WHO
have also shown their commitment to the development
of palliative care through dialogue with civil society
about palliative care and a resulting work plan and the
formation of the WHO Palliative Care Working Group
which held its first in-person meeting in late 2023. Thus,
it can be argued the time is right for the ongoing develop-
ment of children’s palliative care around the world within
the constructs of a public health strategy.

Public health approaches to palliative care have grown
over the past decade along with their acceptance [28].
The public health strategy [25] has become a widely used
strategy for palliative care development [52] and more
recently the WHO conceptual model of core components
[33]. Examples of public health approaches such as that
of compassionate communities can be seen around the
world including in Kerala, India [53-55], Sydney Austra-
lia [56] and in the United Kingdom (UK) [57, 58]. Studies
have also demonstrated the impact of the public health
approach to palliative care, and that collaborating with
key community stakeholders enables the provision of
community driven support for people with palliative care
needs [59]. Having said that, there is little published in
relation to the public health strategy and children’s pal-
liative care. Rowse [60] discusses the role of a community
children’s palliative care team and their focus on health
promoting and public health, reframing the delivery of a
children’s palliative care service within the public health
agenda. Hexem and Feudtner [61] discuss some of the key
tenets of children’s palliative care, focusing on key public
health concerns and how they apply to children’s pallia-
tive care, such as: disease in populations and promoting
patterns of health; promoting wellness; understanding
the social determinants of health; considering nested
levels of influence and impact; along with improving
quality while promoting equity. They suggest that “pro-
viding an effective public health infrastructure that sup-
ports children and their families is a paramount goal for
paediatric palliative care” (p171) Likewise Downing and
Marston [45] situate the development of children’s pallia-
tive care as a public health issue, stressing that the public
health strategy and framework ‘provides a sound basis
from which to develop children’s palliative care services’.



Downing et al. BMC Palliative Care (2025) 24:89

This framework was further developed into a road map
which emphasises the importance of co-production,
and includes additional elements for successful integra-
tion e.g. having a national champion, educating the pub-
lic about palliative care, conducting a needs assessment,
stakeholders meetings and formation of working groups
for co-production, and the development of clear goals
for palliative care within a public health context [62].
Similarly the UK’s children palliative care education and
training (CPCET 2021) framework [44] has expanded on
the commonly used three levels of palliative care educa-
tion, the palliative care approach; general palliative care;
and specialist palliative care, found in the WHA Resolu-
tion [51], and other frameworks, such as the EAPC white
paper on the core competencies for children’s palliative
care [63] ; to four levels — public health, universal, core
and specialist [64]. The inclusion of the public health
level is key in the ongoing development of the public
health approach within children’s palliative care and cov-
ers “.. social attitude to death and dying in childhood and
bereavement following a child death, ... across education,
health and social care and [involving] other stakeholder
groups concerned with children, their experience of child-
hood, learning and support of children, siblings, parents
and other family members as well as communities affected
by child death (e.g. school communities)” (p6).

However, a broader awareness of the position of chil-
dren’s palliative care in relation to childhood in societies
and the communities is needed [65]. Changing commu-
nities’ views can be challenging, thus working with the
community (individuals, key organisations e.g. churches,
mosques, local authorities, schools etc.) in the co-pro-
duction of public health models of children’s palliative
care is essential. Volunteers are often central in public
health models. Whilst the use of volunteers engages local
involvement, it often still retains the volunteer within
an organisation, influencing culture and approaches.
However, community engagement has the potential
to empower individuals within their own community
and enable the community to influence the culture and
approaches to care. Thus, lessons need to be learnt from a
variety of public health models of palliative care that can
be applied to the children’s palliative care context. Mod-
els of children’s palliative care need to be appropriate for
the setting and whilst models that rely heavily on profes-
sionals work well, particularly in HICs, they may not be
possible or sustainable in the long term in LMICs. Such
models that rely heavily on the professional approach
may only be practical in societies with a developed pro-
fessional care workforce. The sustainability of this work-
force has also to be capable of managing the number of
child deaths. This approach perhaps works in societies
with low child death rates and high numbers of profes-
sionalised nursing, medical and other care professions.
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There is then logically a direct relationship between nurs-
ing/ medical/ care practitioner numbers and number of
child deaths/ children likely to require palliative care.
It also requires adequate wealth to sustain healthcare
investment to educate and employ care professionals in
sufficient numbers.

This approach also contains ethical/moral and politi-
cal concerns. Firstly, there is the ethical dilemma that a
professionalised approach can disrupt and may dimin-
ish a family/community response. As Randall [65] has
pointed out, if the goal of children’s nursing is to facili-
tate a child living with palliative care needs such that
their childhood, despite being short, is as close to that of
their peers in their community, then part of the nurses’
work is to facilitate the relationships between the child
and their carers (often parents). All children including
those who are dying, are children. In the main, children
have relationships with others who care for them, as they
grow and develop their own self-care abilities. Children
are part of a community, as we know it takes a village to
raise a child (African proverb). We might rephrase this
and accept it takes a village to make sure a child dies well.
That for a child to die well the “village” has to mourn and
recover from the death. If the responsibility for the child’s
good death is accepted by professional groups there
is a risk that carers and communities may reject their
responsibility. Moreover, that confusion arises as to who
is responsible for which aspects of care (illustrating the
need for training to manage and clarify boundaries). We
can see these difficult dilemmas played out in high profile
media stories such as that of Charlie Gard or Alfie Evans
in the UK [66, 67]. Professional groups can also fail at a
policy level to connect with communities and this dis-
engagement can cause public/political concern as expe-
rienced in the UK with the Liverpool care pathway [68].
Of course, these are exceptional examples and in many
individual cases the negotiation of responsibility for care
results in shared, clearly defined responsibilities being
accepted by children/carers and professionals. How-
ever, we cannot ignore the risk of conflict. Perhaps more
importantly if less dramatically there are examples in the
everyday care where professionals may disrupt child/
carer relationships. Darlington et al. [69] found that many
parents of neonates who died felt that they had to reclaim
their child from the medical professions, by removing
tubes and medical devices, only then could they hold
their child and feel the child was their child. Many par-
ents report that they needed to feel that they did every-
thing they could for their child, who subsequently died. If
some of the tasks are undertaken by other paid workers,
then there is a risk parents are left feeling they missed
out on certain experiences, chief amongst these might be
being present at the time of death.
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On the other hand, in the public health approach there
is a risk that all of the responsibility for care is accepted
by the child’s carers. It is important that children are
cared for in the place of care preferred by them and their
families [70]. Whilst this is often at home, it may not
be, and it is important that they have a choice of place
of care. However, often societies do not provide alterna-
tive options as hospice and palliative care for children
and this remains very limited in many countries, if it is
available at all [46]. While many care givers find strength
and capacities they may not have been previously been
aware of, others will struggle and some may not be able
to meet their child’s needs. Even in communities where
people may have experience of caring for the dying, car-
ing for a child with palliative and end of life care needs
may be less of a common shared experience. Commu-
nities may not develop strategies or understanding of
care such as symptom control. There is then a risk that
children and their carers are left to fend for themselves;
some may be resilient and resourceful, others will not. In
addition, it can be argued that children and their carers
in LMICs are being denied the level of educated support
that children in HICs can and do access. The benefits of
professionalised palliative care enjoyed by some are not
being shared with all and increasing technological sup-
port would seem to widen this divide further. Children’s
nursing as a specialty in nursing is only established in a
few HICs countries with children’s nursing not being
recognised as a specialty in many LMICs, and where it is
there are limited numbers of trained professionals.- For
example a study in Kenya, Uganda, Malawi, South Africa,
Zambia and Uganda identified just 3,728 children’s
nurses across the five countries, with 8/10 of those in
South Africa [71]. Thus, the civic society effect of a criti-
cal mass of nurses and doctors who identify themselves
not only as children’s nurses/paediatricians, but as pal-
liative care specialists is often not available. We therefore
need to be ‘thinking outside of the box; looking through
different lenses, learning from and with communities, to
ensure that children needing palliative care and their car-
ers can access it in the most appropriate way, enabling
the children to live as part of, and be a valued member of
their community. This also extends to bereavement in the
community. There is evidence that equipping communi-
ties with simple information regarding the grief process
including how to support the bereaved within their cul-
tural frameworks, provides significant benefits to not
only bereaved families, but to the community as a whole
[7, 72-74].

The importance of a good public health strategy has
been seen throughout the Covid-19 pandemic, with a
clear emphasis on the community and populations as a
whole, not just the individuals within them. Many HIC
societies reflect individualistic cultures which stress the
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needs of the individual over the needs of the community
as a whole, and thus have tended to focus on the indi-
vidual freedoms disrupted due to the pandemic. How-
ever, what has been seen in the Covid 19 pandemic is
that what an individual does impacts the community, so
we need to be looking at issues, including palliative care,
through a public health lens, and address the premise
that the whole community should take up a role in sup-
port of each other. The professional response must be
complemented by the support available from families,
friends, neighbours and others (e.g. schools, church,
mosque etc.). The principles set out by the public health
palliative care approach may offer a solution to establish-
ing a sustainable model for meeting the ongoing need for
care and support of children and young people, with their
families; children or young people who have a life limit-
ing/life threatening condition. This could be transforma-
tional, adopting new ways of working that require us (the
professionals) to let go and share responsibility.

Position statements

Positioning children’s palliative care within the public
health perspective transforms care and service provision;
it centres around the child and their carers as part of the
community and the wider population. Within a public
health focus to children’s palliative care:

1. Dying, death, loss and grief is everyone’s business.
Despite our anxieties in the professional world, we
can empower the community.

2. No matter how long or short a childhood is, children
are all children who have the right to live full and for
filling lives as children.

3. The community and professionals supporting the
child must complement each other, and offer regular,
practical support, to enable children and their carers
to continue living connected sustainable lives.

4. Theories of children’s palliative public health must
be coproduced by health, education and social care
professionals and children, carers and communities.

5. Governments must incorporate children’s palliative
public health care into all levels of their health,
education and social care systems. Communities
must be involved through collective social action,
and through co design, co-creation and co
production.

6. We must be the change we want to see. Everyone
involved has a role to play in delivering a radical and
transformational change to build more sustainable
and robust models of care and services.

7. Children’s palliative public health must be embedded
in all health and social care education curriculums,
in particular in primary and community care.
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8. More research and co evaluation into children’s
palliative public health care is needed to ensure the
delivery of appropriate, individualised palliative care.

Conclusion

Children’s palliative care providers need to address the
public health approach and adopt new approaches to
working. The provision of palliative care for the child
and their family should be based on co-production in
order to better understand what matters to the child,
their family and the community, and therefore provide
appropriate care. This participatory approach is funda-
mental to the feasible implementation of children’s pal-
liative care within a public health framework. Evaluation
of this approach around the world will help to provide
evidence and give confidence for practitioners to take up
this approach. No individual or group holds a complete
answer. Whatever approaches are developed through
coproduction will need to be implemented with regard
to the specific context of where they are being used. No
model can be applied uncritically across the world and
progress can only be made by sharing understanding and
resources. This approach is radical, it is transformational,
it means letting go and working in completely new ways
— importantly it means improving the lives of children
and young people with palliative care needs and their
families around the world wherever they and their carers
live.
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