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Background: If global palliative care is to successfully address challenges of unequal access, continuity
of care, and health services reductionism, new practice models to address these issues need to be identified,
debated and tested. This paper offers one such practice model based on a public health approach to palliative
care that has so far shown promising evidence of effectiveness.

Methods: We describe how four essential elements within a public health model can work together
to address quality and continuity of care as well as addressing the numerous barriers of access. These
elements are: (I) specialist, and (II) generalist palliative care services working with (III) communities and
neighbourhoods, working in their turn with their (IV) key civic institutions.

Results: The positive and negative impact and advantages of each of these elements is described and
discussed.

Conclusions: A solely clinical model of palliative care is inadequate to addressing the multiple co-
morbidities and access issues characteristic of modern palliative care. A public health approach based on a

close partnership between clinical services and communities/civic institutions is the optimal practice model.
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Introduction resource. The outcome of the proposed partnership is

inclusive care irrespective of cause of death, and opportunities

In an earlier publication, Abel and Kellehear (1) examined of support for the bereaved in equal measure. We argue that

the potential for reshaping palliative care services by applying these four components and their collaboration will provide

the principles of the public health approach to end-of-life the new essentials that will help us reshape palliative and end-

care. The public health model of palliative care has shown oflife care.

promising evidence of effectiveness (2-6). The social justice The first part of this paper describes the four components

basis for this approach responds to the crucial need for equity of the proposed model in order to define the core terms
of reference for this discussion. We will then describe how

the four components should work together, in order to

of care irrespective of age, background, diagnosis, or cause of
death. In the current paper, we propose a practical model that
redesigns and reshapes services, by inviting and organising more effectively promote issues of importance to health
the coordination and interaction between specialist palliative and wellbeing at the end of life—not solely for the dying
patient, but also for caregivers, and the bereaved. The final

part of the paper makes recommendations for changes in

care, generalist palliative care, compassionate communities,
and the civic approach to end-of-life care (7). The seamless

integration of these four components, which are already part
of some end-of-life care systems around the world, offers
the possibility of uniting professional care with community

© Annals of Palliative Medicine. All rights reserved.

apm.amegroups.com

professional service organisation and social practices, starting
from changes within the organisation and operations of the
core components.
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Palliative care components

National health services around the world are organised
differently. The key components of care entailed in the
proposed model may be found to a greater or lesser extent
in all national healthcare systems. The challenge for
respective national palliative and end-of-life care services
will be to fulfil the functions of the model we describe
according to the needs of their local organisational and
community structures.

Specialist palliative care

There is no single or clear definition of specialist palliative
care (8). The World Health Organisation defines palliative
care as ‘an approach that improves the quality of life of patients
and their families facing the problem associated with life-
threatening illness, through the prevention and relief of suffering
by means of early identification and impeccable assessment and
treatment of pain and other problems, physical, psychosocial and
spiritual.’ (9). This definition comes as a subheading under
‘cancer’ and does not make a specific reference to non-
cancer terminal diagnoses and conditions. It also does not
differentiate between specialist and generalist palliative care.

Many countries recognise palliative care as a medical
speciality with training programmes equivalent to other
accredited specialities, or at least sub-specialities. Similarly,
there are recognised training programmes for specialist
palliative care nurses. Specialist palliative care can perhaps
best be conceived within a spectrum of care services
attending to the needs of those who do not need extensive
support, as well as those who need focussed attention in a
variety of care settings, at different stages in their illness.
The domains of care involved are broad and inclusive of
physical, social, psychological and spiritual needs. For this
reason, the grey area between specialist and generalist
palliative care remains, and the differentiation of the four
components into neat categories proves challenging.

The differentiation between specialist and generalist
palliative care can be better understood if we consider the
nature of severe care needs. In the case of specialist palliative
care, patients require complex assessment with specialized
therapeutic knowledge (as in the case of management of
malignant bowel obstruction or complex neuropathic pain).
In generalist palliative care, routine healthcare is combined
with social care to allow patients to live with their condition
at home. However, even within the context of specialist
palliative care, many hospice patients in inpatient units have
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similar social needs.

The proportion of inpatients who need palliative care is
estimated at 63% (10). The proportion of inpatients who
need specialist palliative care is difficult to estimate and
determine. What we do know is that non-cancer patients
are under-represented in specialist palliative care, although
they have comparable needs to cancer patients (11).
Ethnic minority community members, older people and
marginal groups (i.e., homeless populations) have also been
documented to escape timely referral to specialist palliative
care services (12). In other words, specialist palliative care
could be more readily available to people who are in receipt
of generalist palliative care, while social care needs to reach
people closer to death and in receipt of specialist palliative
care in equal measure. By and large, in those countries
that have palliative care recognised as a specialty, the care
provided is for patients with complex needs and symptom
control problems. Instead, there needs to be a continuum of
support between specialist, generalist, community and civic
end-of-life care, so that those who mostly need specialist
services can readily access it.

Generalist palliative care

Generalist palliative care can be defined by exclusion—it is
not a medical specialty, and involves care at the end of life
that is not provided by specialist palliative care teams. This
means that it includes care provided by all health and social
care professionals who look after people who are dying
and those who are bereaved. The issue of who provides
generalist palliative care depends upon each individual
country healthcare system, its organisation and regulations.
In the UK, most hospital specialities look after terminally ill
patients, and may be supported to a greater or lesser extent
by in-hospital specialist palliative care teams. Outside the
hospital setting, care is coordinated by primary care teams,
consisting of general practitioners, trained nursing staff,
social workers and nursing staff who give physical hands-
on care. Professionals who provide palliative care may be
supported by specialist teams for complex problems, but
this is commonly restricted to cancer patients.

Although there are marked improvements in specialist
palliative care provision in the UK—with more people
seen in inpatient units, and a higher number of beds being
available or in use—the number of non-cancer patients in
specialist palliative care inpatient units is 11% (13). It has
been established that non-cancer patients with terminal
diseases have comparable need for specialist palliative care
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with cancer patients, but further research is needed to
identify their specific needs and types of care received in
order to draw directions for their inclusion (11).

Compassionate communities

Compassionate communities are naturally occurring networks
of support in neighbourhoods and communities, surrounding
those experiencing death, dying, caregiving, loss and
bereavement. Conceptually and practically, these networks
have been defined by ‘inner’ and ‘outer’ circles of care (14,15).
The ‘inner’ circles of care typically consist of between 3 and
10 people who are closely related to the person with the
illness. They usually provide personal (physical) care, as well
as companionship, psychological and emotional support. The
‘outer’ circles of care consist of between 5 and 50 people or
more, with an average number of 16 (16). The ‘outer’ circle is
not focussed exclusively on the patient, while members may
not necessarily know one another. The ‘outer’ circle of care
helps with the ‘stuff’ of life—the shopping, the cooking, the
cleaning, lifts to and from hospital appointments, gardening,
dog-walking, and more. In a study of family caregiving for
cancer patients, the average number of hours per week spent
on these tasks was 62 (17)—a sizeable proportion of which
could be shared with community members, neighbours and
friends within the network.

Community support for the entire network will vary
depending upon the level of community activation that
has taken place. For example, community volunteers
may be happy to perform small practical tasks and offer
companionship while existing charitable or religious
institutions may offer and organise such supports. The
‘inner’ and ‘outer’ circles of care, and neighbourhood
supports are the main foundation of resilient networks
caring for people at home. Together they form a
Compassionate Community.

Compassionate communities may include an element of
what is widely known as ‘social prescribing’ (18). However,
it is important to remember that it is not primarily that
activity which defines their action. Social prescribing
is often a way that patient populations are connected—
or reconnected—to their communities by linking their
personal lives with new social activities and networks that
were previously unknown to, or little used by them—
book clubs, walking clubs, coffee mornings, gym classes,
befriending groups, and more. These kinds of referrals work
well enough for physically mobile populations, but work
less well, or not at all, for those largely confined to home
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for mental or physical health reasons, or for reasons of
geography or financial barriers. Compassionate communities
bring networks to people, whilst social prescribing requires
people to go to the networks. Both types of movement are
useful in compassionate communities, but social prescribing
alone favour mainly those in better health, a resource less
common in end-of-life care circumstances.

Civic end-of-life care

Professional services, such as specialist or generalist palliative
care, give and receive support from communities to enhance
their respective tasks of support for people with life-limiting
illness and their caregivers. In the same way, communities
or neighbourhoods require support from civic sectors to
effectively undertake their responsibilities towards people
with end-of-life care needs. Professional support is incomplete
without community support, especially in matters to do with
quality and continuity of care. In the same way, community
support cannot offer continuity or quality of care without
civic participation and co-operation from public sectors and
institutions—schools, workplaces or churches. This is quite
simply because these are the key social institutions inhabited
by the very neighbours, family members, or friends offering
support to the dying or the bereaved. It is, therefore, crucial to
recognize that neighbourhood caregivers are not faceless social
entities but rather actual employees, students, worshipers,
shoppers, and club members. The civic component of end-of-
life care recognizes this foundational inter-dependency as the
very support basis of community care, and mobilises actions
that support end-of-life care in public institutions.

Although there are potentially numerous ways we
can involve business or schools in end-of-life care, the
Compassionate City Charter (7) provides a succinct and
ready-made tool for embedding this approach to end-of-
life care. The Charter includes action recommendations for
schools, workplaces, churches and temples, trade unions,
cultural centres, hospices and care homes, amongst others.
Reorientation of health care towards civic partnerships, as
described in the Ottawa Charter of Health Promotion (19)
is a consistent part of the public health approach to end-
of-life care. A variety of incentive schemes to promote
participation from the different social and cultural
sectors, and an annual memorial parade, are all part of
the actionable aspects of engaging people at the broadest
community level in end-of-life care. The Charter does not
define how it should be put into practice. This is something
that is different in each context and depends upon who
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owns the initiative of becoming a Compassionate City, as
well as how the Charter is adapted for different national
circumstances. However, the principles apply across the
globe. In the context of communities, the word ‘city’ is
etymologically associated with its core social element—
the citizen—and is taken from the Latin root word civitas,
which describes shared civic responsibilities that transcend
traditional tribal barriers (such as those of gender, ‘race’ or
social class), a common purpose, and a sense of community.

Palliative care—the new essentials model

The New Essentials model proposes a way of integrating

Palliative care - the new essentials

Compassionate
AN Communities

m———

Palliative
care

for Compassionate City ™\
Charter

Specialist
Palliative care

Figure 1 Palliative care—the new essentials.
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the processes and operations of the four basic components—
specialist palliative care, generalist palliative care,
compassionate communities and civic end-of-life care—
that make up palliative and end-of-life care. Their effective
coordination aims at improved wellbeing at the end of life
for every citizen affected by a life-limiting condition.

In Figure 1, each component is represented by a cog
which is united by a chain joining them all. Together, they
work to drive up the benefits of the hierarchy of wellbeing
at the end of life, which we describe in Figure 2. The
absence of any one of the cogs means that the promotion
and reproduction of wellbeing is disrupted, and the clinical
and public health effectiveness in addressing the co-
morbidities associated with dying, caregiving, or loss will be
undermined. We will discuss the benefits of using each cog,
and the risks resulting from their absence.

Having understood that it is the union of all four
components that sustains end-of-life care, we will make
suggestions on how professional services can reshape and
reorganise within the framework of a complete end-of-
life care system with public health priorities. The linkage
between the cogs and the mutual participation in joint
initiatives is needed in order to be able to realistically
provide end-of-life care and bereavement support for all,
irrespective of age, background, and diagnosis.

Figure 2 portrays ‘The Hierarchy of Wellbeing’

representing both the negative consequences of poor care

The hierarchy of well being

Negative
consequences

Poor work experience, increased
social isolation, stress, lost work
and school days, disenfranchised
grief and caregiving

Carer exhaustion, increased co-
morbidities for dying patient and
caregivers, emergency admissions,
long term psychological trauma,
long term ill health

Poor care planning, poor
coordination, emergency admission
to hospital, poor symptom control

Figure 2 The hierarchy of well-being.
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post bereavement, increased social
| contact, social cohesion & inclusion

Resilient supportive networks,
strengthened relationships
into bereavement, increased
home deaths

Every death captured,
good symptom control,
good bereavement

care, coordinated care
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(generated by individual but disjointed palliative and end-
of-life care components), and the ideal positive outcomes
(generated by individual but co-operating palliative
and end-of-life care components). The left-hand side
column describes the social and clinical epidemiological
consequences and poor health service and social care
and support. The right-hand side column describes the
equivalent positive outcomes. It is important to note
here, that many of the poor outcomes we commonly
associate with the dying or bereavement journey—such as
depression, loneliness, or ‘compassion fatigue’—overlap
or are better explained as system failures in professional
service or social support systems. However, without an
optimal level of public health practice in end-of-life care—
the New Essentials as we describe them here—it is not easy
to distinguish between the pure social and psychological
consequences of facing mortality and loss, on one hand, and
the polluting social and psychological consequences of poor
care, on the other.

The challenge in building collaborative partnerships
between the four key components of palliative and end-
of-life care, and coordinating their respective processes is
that the practice represents an innovation with multiple
readjustments. Specialist and generalist palliative care,
for example, have a limited range of therapeutic options,
while network enhancement and linkage to community
resource that would naturally expand their possibilities, is
not a routine part of their therapeutic tools. Compassionate
communities are struggling to access the domain of
professional practice, gain acceptance and establish effective
communication that will allow them to take a more active
role in care. Civic engagement in end-of-life care is not fully
understood yet in societies where healthcare is perceived as
a professional responsibility.

This means that significant domains of care and support
are left untapped and professional services alone cannot
fill these gaps. The roles and practices of professional,
community and civic care are naturally complementary and
not mutually exclusive. Care in general, and palliative and
end-of-life care in particular, is achieved through the mutual
efforts of specialist and generalist palliative care, community
care and civic end-of-life care. The palliative care—New
Essentials framework proposes actions for the expansion of
their collaboration, aiming to improve inclusion of specific
needs, as well as citizens who find themselves marginalised
in care. The remainder of this paper considers the roles
and properties of each of the components, and offers
recommendations for their adaptation, aiming to bridge
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their practices and promote greater inclusion in care.

Specialist palliative care recommendations

Current specialist palliative care services fulfil a variety
of functions ranging from inpatient specialist palliative
care beds in hospices and in hospitals, outpatient services,
community visiting, advice and support in primary care and
the community, and in-hospital teams for symptom control
and advice. Carers’ feedback from the VOICES 2015
survey (20) clearly demonstrates the impact and benefits of
high quality palliative care. In particular, for those patients
who receive hospice care, the feedback about the quality of
care is almost always excellent.

This can be in stark contrast to the experience of end-
of-life care in other settings—hospitals or communities—
where specialist services may be limited (21-23). This is
particularly, but not exclusively, the case in non-cancer
terminal illnesses (23,24), people of lower socio-economic
background and non-English speakers who tend to
benefit less by specialist palliative care services in hospital
settings (25). Young male cancer patients were found to
benefit more from specialist palliative care referrals (23).
Opportunities for advance care planning and building of
supportive networks are also missed, and crises precipitate
unplanned admissions to hospital—as in the case of heart
failure patients that fail to receive advance care planning
and specialist palliative care services early in their illness (26).
The marked difference in home and hospital death rates
between those with a diagnosis of cancer and those with
non-cancer terminal illnesses—cancer patients are more
likely to die at home (27,28) —is a consequence of lack of
identification of the final phase of terminal illness, and lack
of specialist palliative care in the community among the
latter.

The organisation of specialist palliative care services
relies upon the basic principle that supportive communities
can do much of what is currently being done by professional
specialist teams. Outpatient care, and community specialist
care form partnerships with informal care to allow
terminally ill patients to spend time or die at home. A
strong and resilient supportive community is better able
to cope with the stresses and strains of caring for someone
who is dying. Examples of how this is done come from
Australia, where a networking approach to palliative care
in the community has been adopted (29,30). Building
strong networks means that patients can be looked after at
home if members of the ‘inner’ circle of care are trained
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Table 1 Recommendations for changes to specialist palliative care

Abel et al. Palliative care essentials

Reduced specialist palliative care in-patient beds as the need for them decreases with increasing care at home

Routine use of network mapping and network enhancement for all clinical staff

Training in understanding of network mapping and network enhancement for all involved in end-of-life care, including non-clinical staff,

volunteers, hospice shops, fundraising teams

Training in manual handling and administration of injections at the end of life for supportive community networks

Participation in starting and supporting compassionate community initiatives, including the Compassionate City Charter

Changing job plans so that specialist palliative care advice and supports available in the community on a 24-hour basis through the use of

video technology

Availability of a same-day or next-day visiting service of specialist palliative care nurses or doctors, if needed

Use of community development workers as a routine part of clinical teams

Participation in the after-death audit for every patient who dies to establish whether the final phase of illness was identified early. This
will be assessed by the extent to which care planning was completed, network enhancement took place, and end of life medication was
available at the time of death. In addition, referral of relatives to community support bereavement networks should be offered as a matter
of routine. If these steps have not taken place, then opportunities for how this could have happened need to be sought for continuous

services improvement

in caring skills, such as manual handling and medication
administration. Strong ‘outer’ circles within the caring
networks support those closer to the person who is dying
in a variety of ways. They may take care of simple everyday
tasks and provide respite and emotional support.

Similarly, the adoption of the civic approach to end-
of-life care and the implementation of the Compassionate
City Charter creates awareness about end-of-life care needs
and provisions of support in the spaces and environments
where citizens socialise, work, study and engage in various
activities. Citizens who engage with the end of life and its
care, and are encouraged to do so by the very social sectors
and public institutions they interact with on a daily basis,
are more likely to form partnerships with professional
healthcare services and assist in the delivery of care in
the community. The attitude of compassion and practical
support that they encounter at school, work, society, club
or centre of worship will be transferred to private sectors
where palliative and end-of-life care can be burdensome and
isolating.

Resilient support networks can fulfil and enhance a
variety of functions ordinarily performed by professional
services. Spiritual, psychological and social care are not
the exclusive domain of professionals. Meaning and value
in care is equally obtained in the context of supportive
communities, and the same principle applies to physical
care. Once strong social networks are in place, it is
possible to consider changing the roles and functions of
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specialist palliative care services to enable the formation of
partnerships with community and civic sectors and supports.
Table 1 summaries our recommendations for achieving the
above goals for specialist palliative care.

In the UK all residents have access to primary care services.
This means that GP services are notified of all deaths,
including the place where death occurred. This creates the
possibility of ensuring universal coverage of palliative care
through review of each death. However, not all health services
have primary care teams, and not everyone has access to
healthcare. The key challenge in these circumstances is to
build reliable health systems that provide equity of care to all
who need it. Solutions to these problems are place dependent.
Generic solutions often do not fit individual circumstances.
Aiming for the key function of universal coverage should be an
aspiration for all palliative care teams.

Generalist palliative care recommendations

Gaps in the provision of generalist palliative care are
common, and occur in a variety of different ways. Every
healthcare professional is responsible for attending to the
needs of people with life-limiting conditions. Generalist
palliative care, therefore, takes place in different settings,
at hospitals, in primary care, and in the community. The
complexity of generalist palliative care makes it difficult
to predict and organise into concrete processes and
therapeutic practices. As a result, the challenges of inclusion
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cannot be effectively addressed. The final phase of life
may go unrecognised, undermining peoples’ chances to
receive advance care planning for better symptom control.
Characteristically, there is little concurrence among medical
and nursing staff over which individual patients have
palliative care needs. Concurrence is only increased with
proximity to death (31). In cases where death is sudden like
in heart disease, any opportunities to advance care planning
may be missed, and death may result after a hospital
admission, to the distress of patients and caregivers (26).

Emergency admissions to hospital without recognition
of end-of-life care needs equally undermine the opportunity
to build resilient networks and prepare for care at home.
Aggressive treatments in a situation of crisis and lack of
communication with healthcare professionals can lead to
distressing experiences for relatives and friends, which have
long-term consequences, and impact upon bereavement (32).
Finally, the coordination of care can be problematic—
General Practitioners express discomfort about their
ability to perform palliative care adequately (22). They
may miss symptoms not treatable by them or less common.
When supported by specialist palliative care teams their
effectiveness increases, and patients are able to benefit from
palliative care support, including social care prior to an acute
crisis. Inadequate care of the terminally ill impacts negatively
among their bereaved caregivers. Adverse circumstances at
the time of death complicate bereavement experiences and
lead to longer-term poor health outcomes (33).

Generalist palliative care, even more so than specialist
palliative care, has limited therapeutic options to its
availability, and is often called to deal with acute crisis in
situations where specialist palliative care has not intervened
with advance care planning. Being reliant on professional
care alone means that when this care is not available, it can
be quite challenging to help and support in an effective
way. For example, the most difficult times for primary
care teams is in an acute situation when urgent social care
is needed, but is not readily available. The situation is
currently compounded by budget cuts in health and social
care. A collaborative approach between health and social
care has been recommended as a way to deal with limited
resources (34). Adopting a community and civic approach to
end-of-life care adds to the suggested partnership.

Compassionate communities will first examine whether
community resource, primarily within the patients’ own
supportive network, can provide care at short notice. If
community resource building has taken place, there may be
support groups that could provide some kind of help in the
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short-term whilst supportive networks are being built, and
while health and social care mobilise their own resources.
The coordination of care would require a specific initiative
facilitated by a community development worker embedded
within the clinical care team. Longer-term resilient network
building is best started early in the patient’s journey.
Although a lot of palliative care does not rely upon direct
patient contact, and involves practical or psychological and
social support, equipping networks with skills in caregiving
and pain control should be routine for everyone identified
as being at the end of life. Equally, the training needed
does not have to be given by professionals, but could be
community-led, by groups that have already had training
and experience in caring for someone who has died.

Generalist palliative care, like specialist palliative care,
focuses largely on harm reduction as prescribed by the
public health approach to end-of-life care (35). This is
primarily achieved through early identification, advance
care planning and prevention of admission to hospital
within the framework of a multifaceted approach with
good attention to symptom control. The social elements
of the model reduce harm that comes from the difficulties
of caring from the point of diagnosis right through
to bereavement. For this purpose, and for the reasons
mentioned above, generalist palliative care would benefit
from effective collaboration with specialist palliative care
and social care, but also from efficient communication
with caring communities, equipped with knowledge and
skills to support the end of life. Table 2 summarizes the
recommended actions form primary care.

Compassionate communities recommendations

A change that would make a difference to the reorganisation
of palliative care services is the development of collaborative
relationships with compassionate communities.
Compassionate communities rely upon the principle
of civic responsibility to care for end of life needs, and
their formation can be initiated by healthcare services or
community and charitable organisations alike. Supportive
networks formed within the framework of compassionate
communities may contain anywhere between 10 and 100
people, depending upon the method of network mapping
employed. This is an enormous community resource that
makes a difference between a successful, resilient network
that can look after someone throughout the course of their
illness, and that of a weak network that results in a hospital
admission during a crisis.

Ann Palliat Med 2018;7(Suppl 2):S3-S14
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Table 2 Recommendations for changes to generalist palliative care

Abel et al. Palliative care essentials

Routine use of network mapping and network enhancement for those at the end of life

Early identification of people at the end of life, irrespective of diagnosis

Linkage to community resource through schemes, such as social prescribing

Use of service directories of local resources seen in social prescribing schemes

Review of every death in an after-death audit, looking for opportunities to learn how earlier recognition of the final phase of illness could

have improved outcomes

Setting up bereavement peer support groups and linkages to community groups of support and common interest

Participation in the Compassionate City Charter implementation

Develop pathways to easy access to advice from specialist services through a timely specialist review, irrespective of diagnosis

Community development workers are to be part of the clinical team

A community development programme initiated by
healthcare services themselves can add value and enhance
available resources and support. This is particularly
important for people who have limited naturally occurring
networks. Development of supportive networks and
community resource for end-of-life care requires the
employment of a community development worker. If this
resource is to be available to both primary care teams and
hospitals, the community development worker needs to be
integrated into the clinical teams. Building relationships
and common working practices requires collaboration on
joint initiatives. This is a practice that needs to overcome
the major obstacle of siloed working in institutions and
services. Community development by its very nature cross
cuts multiple organisations and services. For this purpose,
community development for compassionate communities,
as an interdisciplinary and participatory activity, will help
healthcare services transcend boundaries that reinforce
exclusion and limit care.

The last phase of life presents increased care needs and/
or leads to unplanned admissions to hospital in a situation
of crisis. Evidence to this is that people who are being
admitted to nursing homes do so more frequently during
the last six weeks of life (36). This indicates that nursing
homes take on much of the burden of end-of-life care. It
may be that building strong resilient networks can provide a
community solution to this particular problem. In this way,
those who want to stay in their homes for the course of their
illness will be able to do so. Network building is a skill that
has to be learnt, through experience and through training.
Network building is also a skill that community members
can practice for themselves, without continuous input from
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professionals. Running training programmes for community
members and professional carers alike is, therefore, a key
component of building resourceful communities.

People who develop strong supportive networks at the end
of life establish relationships that last for years (14). This is
important in helping to combat the sense of lack of meaning
and value that is part of the challenge of having a terminal
illness (37,38), or caring for someone at the end of life (39).
A sense of ‘togetherness’ that comes from participation in
social networks and recognition as a person who is caring
for someone with a life-limiting condition, and, therefore,
grieving, also helps to alleviate the fundamental problems of
social isolation and loss experienced during bereavement (40).
These are issues that adversely impact upon health in the
long-term, causing psychological morbidities and increased
mortality risks (33,41).

Bereavement is associated with worse health outcomes
indicated by the presence of physical symptoms and increased
use of medical services (33). It has been estimated that
bereavement impacts upon hospital inpatient days, and adds
to the cost of healthcare services by between £16.2 million
and £23.3 million per year (42). The same study found that
in the long-term (2 years post-loss), bereaved people were
still distressed, and more likely than non-bereaved individuals
to be out of work. If we also take into consideration the
economic, social and psychological consequences of
bereavement the overall impact is likely to be considerable
(43,44). It is not a coincidence then that during the early days
and months of death, there is increased mortality risk among
the bereaved - depending upon experiences of caring and
circumstances of death (33,45).

By joining forces with compassionate communities,
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Table 3 Recommendations for building compassionate communities

Employment of community development workers in primary care to assist people with end-of-life care needs in building supportive
networks. Their work includes mapping of existing support and setting up new groups where there are gaps and unattended needs.
Community development workers can run a morning café, giving people with similar needs the opportunity to network and ask questions.
They may also set up a peer support bereavement drop-in session. Healthcare professionals will be trained in supporting those natural
caring networks and their formation.

Community development workers are to be made part of the clinical team caring for the end of life

Run training programmes in network mapping and network enhancement. These should be for professionals and community members
alike

Run community training programmes in skills needed to look after people at end of life. These should include manual handling and pain
relief medication administration, including subcutaneous medication

Look for opportunities to support the use of community-led advance care planning within the networks built to sustain community end-of-
life care

Develop a directory of resources that support end-of-life care in the community, and are available to all citizens—the public and
professionals alike. This directory needs to be regularly updated

Develop programmes that train community members to support the end of life and its care. Schemes such as Compassionate Neighbours
(48) serve such purposes efficiently. Community members trained in the use of public resources for the benefit of patients with end-of-life
care needs play similar roles. Their presence helps people to be signposted to the supports they need most. Community programmes also
encourage social cohesion and the formation of communities bound by compassion—their members look out and support one another

healthcare services can do much to support the health and
wellbeing of carers and the bereaved. Such partnerships
are more likely to improve carers’ experience at the
end of life, as well as address the issue of continuing
bereavement care post-loss (46). One of the main reasons
that people with caring needs avoid building supportive
networks is that they do not want to be a burden to
others. Post-loss they are also more likely to withdraw
and lose all available supports (14). However, based upon
the experience of people involved in similar roles and
responsibilities, burden is not an issue. Rather, research
on volunteering in end-of-life care indicates that caring
for someone who is dying is seen as a privilege (47).
Compassionate communities in healthcare settings
can promote engagement with end-of-life care matters
and alleviate concerns that exclude and isolate. Tuble 3
summarizes the recommendations for the creation and
maintenance of compassionate communities working in
partnership with clinical teams.

Civic end-of-life care recommendations

Compassionate cities are communities that publicly
recognize these populations, and these needs and troubles,
and seek to enlist all the major sectors of a community
to help support them and reduce the negative social,
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psychological and medical impact of serious illness,
caregiving, and bereavement. A compassionate city is a
community that recognizes that care for one another at
times of health crisis and personal loss is not simply a
task solely for health and social services but is everyone’s
responsibility (7).

The domains of caring for someone at the end of their
lives are not limited to homes, local neighbourhoods, or
health care institutions. The experiences of caring are also
not limited to solely the main carer but extend through
whole caring networks and communities. These experiences
are carried through into our wider social domains and
activities—our workplaces, schools, places of worship,
and countless other social institutions. These social
worlds underline and cradle our spiritual experience—our
experiences of meaning-making in the face of everyday life
and personal crises—and we carry them with us wherever
we are. Furthermore, in population health terms, each of
us will experience loss and bereavement multiple times in
our lifetime. This naturally means we need to find ways of
helping and supporting those undergoing these experiences
at an everyday level. We need to ensure that when death,
dying, caregiving, and loss visit us that—wherever we are,
and whoever we are—satisfactory support will be found in
all the relevant life worlds that we inhabit.

The Compassionate City Charter (7) is a succinct way of
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Table 4 Recommendations for building civic actions*

Abel et al. Palliative care essentials

Identification of key civic leaders to form a steering committee for a compassionate city

Look for philanthropic, government and private sources of support, as well as administrative support for the Committee

Link the steering committee with the compassionate communities programme leaders

Create a steering committee in collaboration with schools, workplaces, places of worship and other public sectors

Regularly engage social media and cultural centres to stimulate death, caregiving and grief and bereavement projects

Link the steering committee with key health services representatives (specialist and generalist palliative care) and work within a common
framework of community networking using thorough databases and directories of community supports

The steering committee will in addition develop a set of action plans based on the compassionate cities charter

*, For full set of recommendations see ref (7).

organising a purposeful programme of civic action oriented
towards the end of life. The Charter is drawn from the
principles of the Ottawa Charter for Health Promotion
(19,49). The key point in the implementation of the Charter
is that most of the individual action points need to be
progressed. This does not have to be done all at once but
plans do need to be put in place to make sure all the necessary
actions are commenced at some point. Some actions may
be less relevant for some communities—for example, some
communities may not have prisons or refugees. In these cases,
adopting communities may need to examine what vulnerable
or marginalized groups need instead to be considered in their
local area. Art galleries or museums may not be crucial in a
particular city or town but other cultural sites and activities
may be more relevant. Each community will need to carefully
consider how the Charter may need to be modified to create
the most effective and impactful civic actions that support
their local communities in their participation for end-of-
life care. Some basic recommendations on how to start this
process is summarized in Table 4.

"There is no single right way of instigating and implementing
civic action, including use of the Compassionate City Charter.
The key component is enthusiasm of a core group of individuals
or institutions who want to take an initiative forward. Ideally, as
broad a coalition as possible should be involved. This can prove
to be difficult with slow moving bureaucracies or engaging
elected representatives when these change on a regular basis. It
is sometimes necessary to begin a project on a small scale and
gradually expand it to become more inclusive. In addition, what
works in one place will not necessarily work in another, which
means that each area will need to find its own solutions of how
to run a civic programme.
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Conclusions

Academic and clinical textbooks on Palliative Medicine
commonly promote a model of care that is professional-
led and health services oriented. There is little emphasis
on the importance of the role of community and social
relationships in healthcare at end of life. Given that social
relationships are a crucial determinant of health (50),
finding ways of integrating this into routine healthcare is
important for medicine as a whole and palliative care in
particular. Community and civic models of action and how
these may be partnered and synergized with professional
action have been far less common. When the ‘social’ aspects
of care are advocated, recommendations and discussions
focussed upon support groups or ‘psychosocial” actions that
reduce or confine community involvement to volunteer
services or small-scale neighbourhood supports.

We have argued that a health-promoting palliative care
service—one designed and fit for purpose as a population
health model—must embrace a co-operative model of
practice and service design that seamlessly fuses the
different levels of clinical and community expertise. This
means that it is essential for palliative care to realise a co-
operation between specialist and generalist palliative care
services, working in partnership with local communities,
and the broader civic sectors of society that support and
sustain those communities. Each individual sector acting in
isolation will not work for palliative and end-of-life care.
Rather, the recognition of their inter-dependence, and
effective co-operation will make each individual part—
specialist and generalist palliative care, compassionate
communities and compassionate cities—the New Essentials
for palliative care.
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