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Choice depends on options: A public
health framework incorporating the social
determinants of dying to create options at
end of life
Andrea Grindrod

School of Psychology and Public Health, La Trobe University, Melbourne, Australia

Our choice for care at the end of our lives is constrained by many factors, including the options available to
us, our capacity to choose and the social structures that constrain our options and therefore our choices.
Working with the interaction between personal agency and social constraints is a core public health
activity. An intentional public health approach to palliative and end-of-life care can elucidate the direct
relationship between our social circumstances and the quality of our end of life and uncover the
implications of structural inequity for end-of-life choice. The approach reorients systems and settings to
achieve accessible and equitable palliative and end of-life care for all, and identifies contributions that all
jurisdictions, settings, organisations, sectors and communities can make to improving end-of-life care
outcomes. Frameworks that support this shift in practice and policy are however in their infancy.
Implementation frameworks that can structure and guide ‘how’ to translate public health palliative care
concepts into sustainable practice are needed. This paper reports on an evidence-based Australian
public health palliative care framework designed to achieve this.

Keywords: Public health, Palliative care, Public health palliative care, Compassionate communities, Compassionate cities, End of life, Social determinants
of health

Introduction
The global mission of public health is to realise and
sustain the health and well-being of citizens1. In
public health literature, health is understood as a
resource that facilitates human wellbeing2. Wellbeing
is associated with the degree of agency we possess to
influence and realise our preferred choices for
optimal life experiences3. However, the degree to
which we are able to exercise our agency in making
choices is broadly, but strongly predicted by the
chances provided to us by the social and structural cir-
cumstances of our lives, over which we have little influ-
ence3,4. These chances, often referred to as the ‘social
determinants of health’5–7, include factors such as
gender, biogenetics, culture, race, socio-economic
status and access to income and education8,9. These
social determinants of health can also be viewed as
the social determinants of death – that is, the resources
that support our living are the resources we bring to
our dying.
Inherent in a public health perspective is the recog-

nition that individuals are not solely responsible for

the status of their health10. Social inequality directly
impacts our health and wellbeing11, and consequently
our dying, through systems and structures that either
produce or reduce social disadvantage and associated
‘vulnerability’. This type of vulnerability is described
as ‘structural vulnerability’12–14: the shortcomings of
our systems and social structures creating disadvan-
tage that is reflected in health status. Citizens at the
end of their lives may be considered as ‘doubly vulner-
able’15 when issues arising from illness, ageing and
frailty are added to pre-existing disadvantage. The
implications for such disadvantaged citizens as they
encounter dying, death and bereavement are two-
fold; they have increased care needs as a direct result
of social marginalisation, coupled with inequitable
access to palliative, end-of-life care and bereavement
services14. In other words, compared with the
general population, their needs are higher, but access
to support is lower.

Understanding the impact of social structures on the
agency we have to influence health outcomes high-
lights the challenge of providing authentic options
for care at the end of life. What agency do we have
in making choices at the end of life? What are theCorrespondence to: Andrea Grindrod a.grindrod@latrobe.edu.au

© 2020 Informa UK Limited, trading as Taylor & Francis Group
DOI 10.1080/09699260.2019.1705539 Progress in Palliative Care 2020 VOL. 28 NO. 294

mailto:a.grindrod@latrobe.edu.au
http://crossmark.crossref.org/dialog/?doi=10.1080/09699260.2019.1705539&domain=pdf&date_stamp=2020-02-24


constraints upon our choices? To answer these ques-
tions, we need to explore the ‘social determinants of
choice’.
A public health approach to end-of-life choice pro-

vides a framework to examine the chances that shape
end-of-life care options. In the palliative care litera-
ture, meeting end-of-life wishes or care preferences
wherever possible is considered an important com-
ponent of providing quality palliative and end-of-life
care16,17 and a principal indicator of a good
death18,19. Structural constraints upon these indicators
are seldom recognised. Yet if those dying wish to
remain connected to people, possessions and places
that are important to them at the end of life20, but
their care is provided by health services disconnected
from the social setting in which their lives are lived,
the very structure of that care limits choice. What
then are the ethical implications of asking people
about their preferences for end-of-life care if our
formal care systems lack capacity and capability, and
our social networks are inadequate, to fulfil these pre-
ferences? Providing equitable choice and improved
end-of-life care outcomes for all citizens involves
both a top down approach to systems, structures and
policies in conjunction with a bottom up approach
that leverages civic participation and engages social
networks of support21.
Bringing a public health perspective to palliative

care creates both opportunities and challenges.
Public health as an organising framework asserts
that end-of-life care is the responsibility of every-
one22–25. Such care is a citizen-driven multi-sectoral
activity in which everyone has a role. Palliative care
policy stresses the importance of equitable access to
palliative care for all citizens17,26,27, emphasising equi-
table access to services. This poses an interesting ques-
tion: ‘can the aspirational intent of one be achieved
without the other?’ The emerging field of ‘public
health palliative care’ has predominantly used pallia-
tive care as the entry point for practice28, looking at
ways of expanding the reach of palliative care and
resulting in a ‘palliative care public health’ approach
more than a ‘public health palliative care’ approach.
A public health palliative care approach extends well
beyond ‘consumer participation’ or ‘community
engagement’29 of health services. Public health
approaches are designed to leverage ‘civic partici-
pation’ and intentionally targets populations most
impacted by structural disadvantage, prioritising
their inclusion in and access to care. However, frame-
works that support this shift in practice and policy are
in their infancy.
Implementation frameworks that can structure and

guide ‘how’ to translate public health palliative care
concepts into sustainable practice are needed. This
paper reports on an evidence-based Australian public

health palliative care framework designed to achieve
this.

Public health frameworks
Public health frameworks provide evidence-based
strategies to guide practice. Among others, a key objec-
tive is to enable equitable access by exerting control
over social factors that influence health and
wellbeing. Examples of public health frameworks
reflecting this purpose include Healthy Settings30, the
Ottawa Charter for Health Promotion3, Asset-Based
Community Development (ABCD)31 and community
development32. These public health frameworks
have been applied in the context of caring, dying,
death and bereavement as Health Promoting
Palliative Care33 where palliative care is introduced
to health promotion, Compassionate Cities23 where
Healthy Settings intersect with the end of life
through reorienting the settings that citizens inhabit,
and a Compassionate Communities24,34,35 initiative,
the Healthy End of Project (HELP)36 a health pro-
motion and community development framework to
guide community driven initiatives. These frame-
works, collectively combined, have primacy in
driving practice and research in the public health pal-
liative care interventions outlined in this paper.
As recommended by Karapliagou, Kellehear and

Wegleitner37 in their chapter outlining history, prin-
ciples and styles of practice to public health
approaches in end-of-life care, a combination of
approaches is required:

Despite their empowering potential and impact
upon the health and wellbeing of people with
end-of-life care needs in local settings,
Compassionate Communities cannot support a
large-scale societal transformation…Community
development programmes cannot reach everyone
in a given society. They may be suitable for hom-
ogenous towns and villages, but for diverse urban
centres we need alternative public health para-
digms. pg. 13–14.

Both research and practice in the public health pallia-
tive care field are beginning to focus on the links
between formal and informal networks of care, but
there is little empirical evidence about how to form
and sustain these connections in a systemic way
between government, inter-sectoral agencies, organis-
ations and communities. The Healthy End of Life
Partnerships illustrative model (Fig. 1), part of the
HELP Framework36, depicts how we have explored
strategic multi-level links between the health and com-
munity sector in order to improve quality end-of-life
care. Underpinning the HELP framework is the
assumption that both types of networks, health and
community, are required for settings-based (including
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home) palliative care to flourish, recognising that the
health sector need community care networks to
support the delivery of their services in the settings
in which people wish to receive care.
In the HELP framework, partnerships focus on

bringing together health and community networks to
create an integrated public health palliative strategy.
Using an assets-based approach at systems, sector,
organisational and community levels, we identify
‘linking assets’ – defined as those assets (from systems
through to individuals) who have the capacity to
bring community and health service networks together.
Participation in an integrated approach by both these

networks contributes different, but equally essential
skills and meets different, but equally essential needs
that many of us will seek when we are dying. Linking
assets support a sustainable and accessible model for
palliative and end-of-life care service delivery that
enhances end-of-life care options (choice) through col-
lective social capital38.

Developing a public health palliative care
framework from grounded practice
To apply a public health palliative care approach
where public health (rather than palliative care) pro-
vides the central methodological framework, the La
Trobe University Public Health Palliative Care Unit
obtained funding to implement a series of projects
that frame the provision of palliative and end-of-life
care (matters concerning caring, dying, death and
bereavement) through evidence-based public health
constructs. Collectively, these projects form the basis
of a funded nationwide public health palliative care
approach.

An overview of the Public Health Palliative Care
Framework is provided in Fig. 2. This illustrates how
this practice and research-based methodology might
contribute to a broader national public health pallia-
tive care strategy that articulates with, and is informed
by, grounded practice. General research questions
arising from the initiatives include; what contribution
can various sectors, settings, jurisdictions or

Figure 1 Healthy end of life partnerships (HELP) of the HELP
framework

Figure 2 Public health palliative care framework
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communities make towards improving the end-of-life
care outcomes of those with whom they intersect?;
what are the evidence-based strategies that successfully
facilitate engagement and sustainable reorientation?;
and what changes emerge when public health palliative
care initiatives are implemented in these diverse
settings?
NB: The sectors, settings or jurisdictions illustrated

in this framework can be expanded or adapted
depending on context.
The framework reflects an approach that concur-

rently operates from national through to local level.
The framework is of course specific to Australia:
other nations allocate these responsibilities in different
ways. In general, however, the strategy reflects the
advocacy principles of public health approaches. It
articulates local practice wisdom gathered from set-
tings, communities and citizens into systems and pol-
icies in ways that ensure those who are most
impacted by systems have opportunities to influence
them. For use by capacity builders, system influencers
and advocates, the framework’s strategies focus on
assessing and mapping deficiencies in systems, build-
ing capacity and capability where it is absent or insuf-
ficient and advocating for disadvantaged, vulnerable
and underserved citizens to redress inequity. These
strategies, further enhanced by engaging diverse stake-
holders, facilitate systems and public health network-
ing39,40 that links systems and can reorient existing
resources and networks of care in innovative and
novel ways.

Public health palliative care implementation
and research projects
The projects initiated as part of this programme are in
various phases of development (Table 1). Partners
with whom our relationships are well-established
have produced reports, publications and resources.
Those in the earlier phases of engagement of
mapping are yet to produce such materials. Funding
for the ongoing development of this work continues
until 2023 but plans to extend beyond this timeframe
are in place.
While described here as discrete projects (Table 1),

the populations we intentionally target through this
framework engage across multiple sectors. For
example, people living with disability, older people
and disadvantaged citizens are all supported by local
government, neighbourhood houses, disability,
welfare, aged care and primary health sectors. In con-
trast with the shortcomings of typically siloed efforts,
this demonstrates in practice how outcomes can be
potentiated through a public health system networking
approach39,40, as depicted in Fig. 2.

Public health palliative care methodology
Evidence-based public health principles, theories and
methods informed the iterative development of the
public health palliative care framework (Fig. 2).
Strategic public health principles common to all pro-
jects include but are not limited to: espousing an
asset-based and solution-focused framework to
promote civic participation; adopting partnership
and leadership building strategies to promote sustain-
able change; collaborating to leverage collective out-
comes; and advocating for and developing policies
and strategies that include disadvantaged and under-
served citizens. Systems insights and strategies are
used to redress circumstances where initiatives at one
level risk negative consequences at another level, and
to ensure that initiatives and programmes at the
various levels together maintain a creative tension
between top-down and bottom-up approaches21.
We initiated work with different sectors and settings

where end of life is not considered as relevant or core
practice. We looked at the sector’s strengths (asset-
mapping), invited partners and leaders to reflect on
how their existing policies and activities might be broad-
ened to include death, dying or bereavement support
(reorientation) and identified where it might also be
included in their organisational structures and in their
external networks. This process formed the basis of a
partnership scheme and/or a funding proposal to
resource collaborative implementation and research
over several years. The goal is to build capacity to
enhance end-of-life care outcomes for citizens by mobi-
lising resources that support them in their everyday lives.
In working with palliative care services, we clarified

and affirmed the distinctive and valuable role that
health services have in public health approaches.
Two key contributions were identified. Firstly,
health professionals can actively support patients
and carers to identify, unlock and draw upon their
personal networks of care to complement and
sustain service delivery in their preferred setting.
Secondly, they can map and strategically target mar-
ginalised populations in their catchment area who
are not accessing palliative care services. Both these
strategies are suitable, appropriate and feasible deli-
verables for health and palliative care services to
make a valuable contribution to public health pallia-
tive care approaches.
Providing palliative and end-of-life care whenever

possible in citizens’ preferred settings is a primary
policy goal in Australia17,25,26. Linking this new
capacity built in public health settings (as described
in healthy settings approach30 including councils
and cities, disability and welfare services, homes,
ageing, schools, workplaces, communities and civic
institutions) with health and palliative care services
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provides a strategy to achieve this. New partnerships
at national, state, regional and local levels provide
an opportunity to support systemic approaches
and to identify ‘linking assets’ that can connect
community networks of care with health sector net-
works of care. Linking assets can facilitate a place-
based, systematic approach to building multi-level
and multi-faceted palliative and end-of-life care for
citizens.
In summary, the key public health palliative care

methodology used in our projects involves:

(1) identifying and building sustainable new leadership
in public health and community settings where
engagement with dying, death and bereavement is
absent or underdeveloped

(2) supporting palliative care services to contribute to
public health outcomes by encouraging their
patients to enhance their social care networks
whilst receiving clinical services and by developing
strategies targeted at engaging underserved popu-
lations identified within their catchment area

(3) linking the new capacity developed in public health,
social and community settings with health and

Table 1 Public health palliative care practice and research projects

Project Description

Victorian Councils: Supporting Communities around End
of Life Project

A project in partnership with the Municipal Association of Victoria41 that
builds organisational capability of councils to incorporate end of life into
local government policy, planning and municipal practice with community.
Three demonstration projects were funded to inform a state-wide council
approach to support their residents on matters concerning caring, dying,
death and bereavement. La Trobe University Public Health Palliative Care
Unit hold the funds, support implementation and are evaluating the
project42.

Disability Healthy End of Life Program (HELP)43 A research and practice project in partnership with Li-Ve Tasmania44, and
the University of Tasmania (UTAS) to build disability sector capacity and
leadership in the social dimensions of end-of-life policy, planning and
practice for the people they support and their families. La Trobe University
Public Health Palliative Care Unit45 in partnership with Li-Ve Tas and
UTAS support implementation and are evaluating the broader translation
of the model across the disability sector.

Healthy End of Life Project (HELP)36 A participatory research project to develop and implement an evidence-
based and practice-informed health promotion and community
development framework to support community-driven action on local end-
of-life matters. The HELP framework guides strategy and practice for
communities to lead in supporting one another to remain close to people,
places and possessions during times of illness, caring, dying, death and
bereavement46,47.

Community Houses Association of the Outer East
(CHAOS) Be the Ripple Project HELP Framework

A capacity building project in partnership with the Neighbourhood House
sector, through the Community Houses Association of the Outer Eastern
Suburbs (CHAOS) Network in Melbourne’s eastern suburbs. Six pilot
Neighbourhood Houses are using the HELP Framework’s asset-based
community development approach to improve home and community-
based end-of-life care coupled with a targeted strategy to support socially
isolated people42. Neighbourhood Houses | Community Houses
Association of the Outer Eastern Suburbs (CHAOS) https://chaos000.com/

Murrumbidgee Primary Health Network (MPHN) A partnership project with MPHN in New South Wales48, to build capacity
in townships through state-based Local Health Advisory Committees to
adopt a public health approach to caring, dying, death, bereavement.
Implementing the HELP Framework46 through a workshop series,
anticipated outcomes include, participants are more likely to offer, accept
and provide help; to develop individual support plans that mobilise
personal care networks, and map and enhance access to local
community assets, supports and services.

Palliative Care Sector Partners A partnership with peak body Palliative Care Australia42,49 to integrate
public health principles into palliative care strategy, policy and planning.
Initiatives with palliative care services build capability in public health
approaches through the HELP Framework to facilitate the creation of
linkages between formal palliative care services and informal community
caring networks to advance an integrated public health palliative care
approach.

Welfare sector This initiative intends to engage with the welfare sector to integrate public
health palliative care principles into existing practices that support
structurally vulnerable people experiencing poverty, homelessness and
social exclusion by building end-of-life capability of outreach support
workers and case managers.

Aged Care This initiative builds capacity and leadership in sectors, settings and
community organisations that older Australians connect with and utilise in
their everyday lives, including home and community support services
currently available to older people. A partnership with aged-care services
is underway.
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palliative care services (1 and 2) to enhance the pro-
vision of palliative and end-of-life care in the set-
tings and locations preferred by citizens.

Developing an integrated public health palliative
care approach through implementing these three
steps offers a new strategy that responds to the emer-
ging challenge of an ageing and dying population
with diverse needs and preferences20.

Discussion
There are untapped national, state, regional and local
assets with the potential to make valuable contri-
butions to improving end-of-life care outcomes for
Australians. The public health palliative care frame-
work outlined in this paper locates these assets in an
organised structure that acknowledges, coordinates,
maps and enhances their combined contribution and
impacts. Using public health frameworks and
methods, assets at various levels in systems and
across sectors are being reoriented through specific
projects so that their potential to support citizens ‘in
place’ during periods of caring, ageing, illness, dying
and grieving is being realised.
An asset-based approach aims to build capacity and

leadership by harnessing the existing strengths, resour-
cefulness and networks of sectors and communities to
support citizens, including those who are disadvan-
taged, to remain connected to their preferred place,
people and possessions at the end of their lives. This
newly developed capacity supplements and strength-
ens the services delivered by health and palliative
care in settings where people reside, recognising that
both formal and informal support are required for
optimal quality end-of-life care. However, targeted
strategies to identify and mobilise existing resources
that can explicitly link health and community net-
works of care in a systemic and sustainable way is
required if palliative care is to flourish and citizens
are to be provided with enhanced end-of-life care
options. The linking of formal and informal care net-
works serves both to reduce the current challenges of
delivering palliative care in settings with inadequate
support and increasing choice for people at the end
of their lives.
Central themes emerge through collective review of

our various public health palliative care projects.
Sustainable change is achieved by using evidence-
based public health principles and methods, alongside
an assets-based partnership and capacity building
approach. Uptake is enhanced through solution-
focused methods that reduce or remove barriers to
sector engagement and by re-framing existing
systems, structures and networks to incorporate end-
of-life policy and practice. A culture of collaboration
within and between sectors and settings that values
diverse expertise creates an inclusive framework for

all participants. These approaches combined are essen-
tial to the successful outcomes of the framework.
Mobilising the contributions of professionals in

public health settings combined with the social
support offered by communities in end-of-life50,51 and
bereavement care52 increases the collective capacity
(social capital) available to those living through the
experiences of caring, dying and grieving. Collective
resources are therefore used in more intentional and
efficient ways, and evidence is generated to inform the
proposed national public health palliative care
implementation framework outlined in this paper.

Conclusion
A strengthened public health approach to palliative
and end-of-life care has the potential to elucidate the
direct relationship between our social circumstances
and the quality of our end of life and uncover the
implications of structural inequity for end-of-life
choice. The approach reorients systems and settings
to achieve accessible and equitable palliative and
end-of-life care for all, and identifies contributions
that all jurisdictions, settings, organisations, sectors
and communities can make to improving end-of-life
care outcomes.
Concurrent and ongoing initiatives across settings

and jurisdictions can contribute to the development
of a public health palliative care multi-sector and
citizen (civic)-driven framework. In the projects
using this approach we’ve developed capacity across
a range of sectors to engage with dying, death and
bereavement in their respective settings. The experi-
ence of working with these diverse settings provides
the opportunity to draw central conclusions and learn-
ings with general applicability for other nations.
Our framework offers a strategy incorporating both

public health aspirations that end-of-life care should
be the responsibility of everyone, and palliative care
policy ambitions to provide equitable access to end-
of-life care for all citizens. Translating these vision
statements into an evidence and practice-based frame-
work advances the agenda of an integrated public
health palliative care approach.
The next step is to develop a reporting system that

measures and monitors the impact of the emerging
and expanding field of public health palliative care
outlined in this framework53.
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