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Specialist palliative care, within hospices in
particular, has historically led and set the
standard for caring for patients at end of life.
The focus of this care has been mostly for
patients with cancer. More recently, health and
social care services have been developing
equality of care for all patients approaching end
of life. This has mostly been done in the context
of a service delivery approach to care whereby
services have become increasingly expert in
identifying health and social care need and
meeting this need with professional services.
This model of patient centred care, with the
impeccable assessment and treatment of
physical, social, psychological and spiritual need,
predominantly worked very well for the latter
part of the 20th century. Over the last 13 years,
however, there have been several international
examples of community development
approaches to end of life care. The patient
centred model of care has limitations when there
is a fundamental lack of integrated community
policy, development and resourcing. Within this
article, we propose a model of care which
identifies a person with an illness at the centre of
a network which includes inner and outer
networks, communities and service delivery
organisations. All of these are underpinned by
policy development, supporting the overall
structure. Adoption of this model would allow
individuals, communities, service delivery
organisations and policy makers to work
together to provide end of life care that
enhances value and meaning for people at end
of life, both patients and communities alike.

We are approaching a critical time in how
we care for our dying. The arguments
about the limitations and implications of
a service delivery model for end of life
care have been well described.! Over the

last 50 years, palliative care has led
the way in how to look after people in
the last phase of life by identifying their
needs and providing care to meet those
needs. This approach has been of benefit
to millions. As palliative care providers
have become more skilled, they have
developed increasing specialisation in
providing services. Palliative care specia-
lists now include doctors, nurses, cha-
plains, social workers, physiotherapists,
occupational therapists, art and music
therapists, psychotherapists, complemen-
tary therapists, and so on. Palliative care
for patients with cancer is being extended
to aged care and non-cancer diagnoses.
In order to meet these needs we are faced
with commissioning and resourcing more
services at a time of global financial
hardship.

At the same time, the increasing profes-
sionalisation of care has resulted in an
expectation that, when someone is diag-
nosed with a terminal illness, institutional
professional care will look after that
person who becomes a patient with an
illness. Over the last 3 years in the UK,
there has been an extensive effort to
provide high quality end of life care in
the patient’s chosen place. This has
meant that the place of death is shifting
from acute hospitals to homes, care
homes and hospices.* This effort is laud-
able and right. However, who is going to
care for the person in the family home?

Lay people’s familiarity with caring for
people at end of life has decreased,
leading to a loss of knowledge and skills
within the community about how to care.
These losses may in part be due to the
professionalisation of care and other
social changes. With increasing longevity,
declining retirement age and increasing
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female participation in paid work, the labour market
employs more women of all ages and fewer older
men. The typical family carer may no longer be the
middle aged daughter without paid work; more fre-
quently, carers are the elderly spouse, employed
middle aged children and children in early retirement.
Age, infirmity or paid employment can reduce many
of these carers’ capacity to care. Further, primary
carers may be reluctant to ask for help from their
family, friends and neighbours. So, whether it is
because of carers struggling in the wake of employ-
ment and demographic changes, or because of
increased service provision following the expansion of
palliative care, or both, end of life care has become
professionalised and owned by health and social care
institutions.” This has become dominated by a service
delivery model of care, where services strive to meet
the needs of patients through systematic care.

That may be the picture with end-stage cancer. With
many other life-threatening conditions the reduced
caring capacity of families and communities to care
has not been matched by comparable increases in
service provision. With all conditions, ‘community
care’ typically means care not by the community per
se, but care provided by family, and care by healthcare
workers who drive to visit their clients rather than
care for them in hospital or in another institution.

We are now seeing new alternatives to this model of
care. Particular examples include Allan Kellehear’s
cogently argued case for public health approaches to
end of life care which recommends returning end of
life care to communities.* Various ways of doing this
have been developed over the past decade such as La
Trobe University’s Palliative Care Unit in Melbourne
which has worked with community palliative care ser-
vices in implementing strategies, based on Kellehear’s
work, that engage local communities in end of life dis-
cussions.” This approach emphasises values around
end of life care and familiarising participants with
both traditional and contemporary approaches to
death and dying. The aim of this public engagement is
to break down barriers and deal with fears and con-
cerns deriving from cultural taboos of discussing
death. The UK’s ‘Dying Matters Coalition’ has similar
programmes. The overall goal of these approaches is
to increase the capacity of community members to
provide support and care for their dying when called
upon to do so. Concepts such as social capital and
social inclusion have been used to capture the theoret-
ical bases of such initiatives.® 7

Other initiatives have looked at innovative ways of
directly increasing the capacity of communities to care
for the dying. These include an extensive programme
of public engagement across all levels of society, along
with policy change to support community develop-
ment, as enacted by Suresh Kumar in Kerala, India.®

Various initiatives are exploring how ethnic minority
communities can be supported to enhance care of the
dying within the community rather than in an institu-
tion.” '° In Sydney, for example, a project of support-
ing carers to make the best use of their network of
family, friends and neighbours has been in existence
for nearly 30 years.'' In this project, carers are sup-
ported on a one to one basis by a volunteer mentor
who can both provide emotional support and help
enable the carer to share the care among their
network. It is hoped that in the longer term, there
will be enough community development and resili-
ence to do this without any kind of formal support, a
kind of tipping point of development when further
increases in community capacity to care for the dying
grow organically from within communities.

These themes can be summarised by saying that the
current dominant model of end of life care has been
service delivery, with care being given from within
professionalised services. The examples quoted earlier
are clear evidence that there is increasing interest in
community development, where the main aim is to
support communities to care for the dying themselves,
with service delivery as a backup or support for gaps
in community provision. A core function is to assist in
‘developing mature, resilient, egalitarian and heteroge-
neous networks which underpin and sustain the com-
munity activities’.'?

Community development has three main principles:
first, decision making by those most affected by
outcomes of the decision (the subsidiarity principle);
second, personal empowerment and control by indi-
vidual citizens over their own life (the empowerment
principle); and, third, developing ongoing structures
and processes by which groups can meet their own
needs (the structural principle).’® It is not just a
matter of reassigning responsibility to people who are
unprepared for their role. Professional and technical
expertise remains vital, regaining its rightful place as
servant not master—or more precisely, as a well-
resourced servant rather than a master trying to do
everything and too often failing.

These new ideas are now mature enough, with sup-
portive evidence, to consider a new model for pallia-
tive/end of life care. Such a model could provide a
foundation for a focused development of end of life
provision, relying on community as the basis of care.
As such, services and policy development could be
informed by such a model, so that an overall inte-
grated plan could be formed, with each player
knowing where they fit. At the same time, the model
could provide a theoretical framework so that evalu-
ation of services and models of care could be tested
for effectiveness. In particular, the evidence that
general awareness raising and skills development
increases community capacity is limited: finding
methods to demonstrate how capacity is increased
over lengthy periods of time is a complex issue.
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Policy

Community

Figure 1 Circles of care.

We propose a community centred model for end of
life care as illustrated by figure 1. This model is
similar to one described by Cantor in 1991.'* The
proposed model, however, differs in function, with
less emphasis on demographics and greater emphasis
upon foundation policy change.

CIRCLES OF CARE
The model draws upon a public health approach to
end of life care (noted earlier) which appreciates the
persons with illness in their everyday context of living
within their communities, not separate individuals
with needs that have to be met. The emphasis
becomes: how can communities be supported to care
for people at the end of their lives in a way which
enhances meaning and value for both the person with
the illness and all of the community members who
participate in caring? The model can be encapsulated
by a figure of circles of care.

The model can be used as a practical guide to think-
ing about how care can be done in communities and
how different services coordinate with each other and
the communities they serve. The figure works in a
number ways.

» The model starts by considering the persons at the
centre in relation to their community. When thinking
about meeting needs, the starting point is the centre and
moves outward sequentially, looking to see how needs
can be met by inner and outer networks, the community
and then finally service delivery.

» When individuals and organisations are thinking about
where they fit from a broader perspective, the figure
allows them to see how what they do relates to other
parts of the spectrum of care.

Features

» There are cross cutting themes. Policy, for example, is
cross cutting and can be seen to work at local, regional
and national levels to support different aspects of care.
Service delivery organisations will need to make assess-
ments that include non-service delivery elements and
may look to support these. Likewise, community groups
may link in to outer networks and to policy.

» The barriers between the circles are ‘porous’. They are
both an interface and an area that needs particular atten-
tion for coordinating care.

Service delivery organisations may identify gaps in
care. The order in which these gaps are addressed is
determined by working from the centre of the figure
outwards. Is there something that the person or carer
can do themselves? If not, can the inner network or
supporters help? If not, can the outer support
network close the gap, and so on? Likewise, the gap
in policy may be such that policy needs to be
changed. Any new policy is then formed by making
sure that the policy addresses issues in order, without
missing vital components. We have seen historically
that policy has favoured service provision over com-
munity development. There are circumstances where
community development could have been a more
appropriate course to take, such as funding commu-
nity development posts to support community banks
of care rather than looking to service provision for
this care.

This model draws upon the findings of the
‘Bringing our dying home: creating community at end
of life’ project,® > which evaluated the community
development potential of the HOME Hospice in
Western Sydney. Groups of people who had helped
care for someone at end of life discussed with
researchers and with each other the many facets of
their caring and drew maps of the care networks. It
was the participants themselves who identified the
inner and outer networks.

The model works in the following way.

1. Person: The entrance point is when someone is diag-
nosed with a life limiting illness. All of us recognise that
we exist and find meaning, to a greater or lesser degree,
through our relationships with the world around us,
which we can call our community. This community can
be extended and exists within geographical locations
now extended through the telephone and internet net-
works.!" '® Our relationships help us to identify our
sense of identity and use in our worlds, but this can
change as a result of having an illness. The challenge is
how does our community respond to maintain that sense
of value we have even when our role and identity
change? If the essence of what we hope to achieve at
end of life is to enhance well-being, of which a key com-
ponent is relationships, then we have to ask how the
community can participate in enhancing relations, giving
a greater sense of meaning and value. For this reason, it
is important to consider the central part of the model to
be a person with an illness rather than a patient.
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2. Inner metwork: Surrounding the central person is an
inner network of close family members and friends who
have direct contact with the patient and carer. The separ-
ation of inner and outer networks came out of the
research project entitled ‘Bringing our Dying Home®
that considered the qualitative experiences of people
involved in a mentoring programme developed by
HOME Hospice in Sydney, in which local volunteers
helped the main carer to mobilise their existing net-
works. The inner network tends to comprise people
who provide intimate and direct hands-on care, compan-
ionship and support. Discovering who makes up the
inner network is something that can only be determined
by the person and their main carer. The inner network is
a rich resource which can provide meaning, value and
support that enhances the capacity of the community to
care for their dying. In some cases the network consists
of only a single carer and in such circumstances there is a
real risk of carer burnout.'” Key reasons for this are con-
cerns about privacy for the carer or care recipient,
feeling they should not be a burden or that they are not
entitled to ask for help.!®

3. Outer network: The outer network consists of people
not as close as those in the inner network who are not
strangers to the family. This includes less close family
members, friends and neighbours who may respond to
requests for help. The type of tasks that the outer
network can do may relate to the sometimes mundane
practicalities of living but generally relate to activities
outside the home (eg, bringing meals, shopping, mowing
the lawn, walking the dog). While these tasks in them-
selves may not be time consuming or difficult, together
they add up to what can be an untenable stress when
combined with being a main carer. Tasks can be taken up
by different people in the outer network. These may be
quite achievable in terms of time and effort in a nor-
mally busy life. The overall impact of doing this can be
significant, providing support for the carer for what can
be a marathon rather than a sprint, creating capacity and
space for the carer to attend to what is most needed.®
This can save carer exhaustion. It can enhance meaning
by demonstrating in a real way the community’s value
for the person with terminal illness. Large networks
require more coordination. If all the coordination falls to
the primary carer this is a further workload, so ideally
the carer will have help with the coordination perhaps
from someone in the inner network or perhaps from a
community oriented service.

4. Community: Some communities and individuals have
extensive networks and can be considered to be
network-rich. There are others who are network-poor.
Even among those people who are network-rich, there
may be tasks and caring that are not covered. Whereas
the traditional service delivery model envisages these
tasks being done by professional services, the community
development model responds with community resources
or social capital. This can be done in a number of differ-
ent ways. Once a community development model is

established, networks within a neighbourhood will have
trained themselves by successfully looking after someone
who has died. People within this network can be a com-
munity resource and may be willing to give similar care
to someone who lives nearby. Although the people
involved may be strangers to some family members, the
degrees of separation may be only one or two people.
A family member may know the person involved via
someone else. One of the difficulties of having profes-
sional services is that the number of strangers who can
pass through a house in a week can be as much as 30.
This can result in a loss of privacy for the family, with
increasing stress and depersonalisation. It may be pos-
sible to develop resource banks for communities.
Community leaders can develop, with or without
support, neighbour resources so that tasks can be com-
pleted by willing volunteers.

The community resource can be a junction for
service delivery organisations and healthcare profes-
sionals to share resources. Communities have tremen-
dous potential for supporting families of people who
are dying. Some inner and outer networks will not be
large or resourceful enough to meet all the needs of
the dying. These needs do not have to be met by
service delivery. Some communities are self-organising
or have formal volunteer services to support people in
their community in various ways, including transport
to hospital appointments, gardening or sitting with
the dying person to give the main carer a break.
Health promoting palliative care initiatives engage and
support local communities in becoming familiar with
death and dying. This can be translated into commu-
nity resource by developing community ‘banks’ of
volunteers who are ready to help. Asking the question
“What are you prepared or would like to do for your
community?’ is a natural part of community engage-
ment initiatives. A service delivery organisation, such
as a hospice or community nursing service, may iden-
tify an unmet need for a family. Rather than default-
ing ‘automatically’ to meeting that need with service
delivery, the organisation could contact the commu-
nity bank to see what can be provided with commu-
nity support.

5. Service delivery: The first port of call for caring for the
person with a terminal illness is community engagement.
The service delivery organisation looks to the person,
inner network, outer network and then community in
that order to see if caring needs can be met from all
these various resources. Some needs will never be met
from these areas. These may require professional (such
as medical, nursing or spiritual care) or personal care
that may be a matter of privacy or dignity for an individ-
ual or family member. And while the capacity of the
community develops, lack of community resources will
need to be compensated by additional service delivery.

At present, it is not unusual for educated and/or
network-rich patients to use their economic, educa-
tional and social capital to access more and better
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formal service provision than those who are network-

poor: this is true in education, health and social care.

If you start with a service delivery model, then the

best networked people will know how to access the

services, while poorly networked people in fragmen-
ted communities may miss out. The care circle model,
by contrast, is a tool to ensure that a more appropriate

(ie, larger) share of paid services goes to those

with the weakest networks in the less resourced com-

munities. Our model enables more equitable distribu-
tion of the formal health services.

There is evidence from both Australia and Kerala
that mobilising carers’ networks, rather than exhaust-
ing them, actually has the potential to enrich them.
Good end of life care not only requires community
development but can actually assist it.

Also, consider end of life care in ethnic minority
and indigenous communities. There is a significant
amount of research literature demonstrating how
these communities can struggle to use end of life ser-
vices. Using a community development approach, it is
possible to engage with these communities through
what is already there that supports end of life care
within their cultural context and what additional
support for community resource is needed to enhance
this. In the circles of care model, community resources
are considered before offering services which may be
culturally inappropriate. Cultural sensitivity and
respect are thus enhanced.

6. Policy: All of the above inevitably needs to be supported
by a policy framework that gives an overview of coher-
ent interrelated services which include community
development. Policy develops at local, regional and
national levels. Allocation of increasingly precious
resources can be made in a coordinated and cost effect-
ive way that reflects value for money, quality of care and
enhanced meaning all at the same time. Longer term
benefits are social inclusion and cohesiveness.

Taking community development as the first course of
action before service delivery may sound simple.
However, it can be a significant challenge. First it
assumes that the community is sufficiently developed
in its capacity to provide end of life care but there will
be variations in willingness and ability to develop that
capacity. In complex urban environments there may
be differing experiences and definitions of who con-
stitutes the community. Considerable time and
resources may be needed to identify and coordinate a
particular locality’s strengths. When there is a need to
provide care or services, the easiest option for a pro-
fessional service to achieve this is from within identi-
fied and currently endorsed established resources.
Professionals, like volunteers, get meaning and value
for themselves through giving care, so a tension exists
when professionals have to consider which elements

of their role may not need to be done by a trained
person. Services survive by being paid for the delivery
of their care. Use of community resources may mean
that there is less need for professional services and
less need for professionally registered individuals
within that service.

Consider when a ramp is needed in someone’s
home. Increasing frailty from severe illness may mean
that someone is no longer able to walk and needs
wheelchair support to be able to mobilise. This can
present access problems at home. Using the service
delivery approach, the professional will look to see
which services could build a ramp. In this circum-
stance it is not uncommon for existing services, which
are stretched for time and resources, to be unable to
build a ramp before the person dies. Using community
development approaches, the dying person’s commu-
nity is enabled as a resource able to build a ramp. The
formal service providers may then provide informa-
tion on how a ramp could be built safely, but the
responsibility for the ramp rests with the community.
This example highlights risk assessment and health
and safety legislation that concern professional ser-
vices. If the ramp is built by the community, then the
community has ownership of risk, rather than the pro-
fessional service. If the service builds the ramp, they
are bound by health and safety legislation.

Coordination and communication may, of course,
provide tougher challenges than ramps. Coordinating
existing services is challenging enough. Coordinating
formal service delivery with the less controllable and
auditable activities of families, friends, neighbours and
community initiatives may be formidable. Consider
communication technology. Formal health services
have sophisticated and/or clunky IT systems, firewall
protected against outsiders (ie, against carers, neigh-
bours, communities). By contrast, carers may well
coordinate care more informally on line using social
networks (eg, Facebook). Just as informal carers and
supporters are excluded from health service IT
systems, so doctors and nurses may not wish to
become internet linked friends with their patients’
friends and neighbours. It is not just carers who value
their privacy! Software providers such as Patient
Knows Best have found a way of linking the profes-
sional with the community, using in part social
network protocols.

This is perhaps only the tip of a much bigger
iceberg of ethics, confidentiality, power and fear. In
the UK, and some parts of Australia, New Zealand
and the USA, for example, hospital and hospice cha-
plains may access patients’ notes; clergy in the com-
munity may not. While there is some evidence of
continuity of care between healthcare institutions and
community care via collaborating local shire/district
nurses or church sponsored ‘faith community nurses’
(Australia), ‘parish nurses’ (USA) and healthcare cha-
plains,'® nevertheless the firewall between the ‘Service
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Delivery’ circle and the ‘Community’ circle is formid-
able, and will need more than IT to resolve it.

So, ‘should community development redefine the prac-
tice of palliative care?’ Palliative care has led the way in
developing models of care which have done a tremen-
dous amount to relieve suffering for patients and their
families at end of life. Recent thinking has emphasised
the need for community development to restore the
abilities of families and communities to be able to look
after their dying. To achieve this, end of life services will
need to change their emphasis from a service delivery
model towards initiatives that enhance family, neigh-
bourhood and community capacity. This will mean an
increase in resourcing for community development and
a new mindset for service providers. Our proposed
model of circles of care could provide a theoretical basis
on which this could be achieved. The model is practical
and applicable, and could provide a basis for a system-
atic evaluation of services to see if community develop-
ment is being achieved and if people are indeed being
cared for in a manner that works best for everyone and
in a way that is sustainable.
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