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Abstract

Background: Public health and palliative care are both broad disciplines with
blurred boundaries. There is growing support for an alignment of palliative care
to public health. Given the novel nature of this alignment and the ambiguity of
the parent definitions, there is an understandable lack of clarity around this

merged model.

Methods: The aim of this study is to describe the theoretical features of the
public health approach to palliative care as articulated in the current research
literature. An integrative literature review was conducted using systematic
methods to identify qualitative and quantitative studies that expressly support such

an approach.

Results: The search identified 18 studies. A thematic synthesis of these studies
identified three different paradigms of a public health approach to palliative care
within the current empirical research. These were defined as a health promotion
approach focussed on empowerment at community level, a World Health
Organisation approach which focussed on systems at country level, and a
population-based approach which typically viewed palliative care issues from an

epidemiological perspective.

Conclusion: This review highlights that the public health approach to palliative
care is understood in various ways. It is important that future research studies

clarify which public health approach they are referring to.

Keywords: palliative care, end of life, public health, health promotion, theory,

models, frameworks



Introduction

Although many countries have adopted their own definition of palliative care, most are
based upon that proposed in 2002 by the World Health Organisation (WHQO), which
states that: ‘Palliative care is an approach that improves the quality of life of patients
and their families facing the problems 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’.t This definition goes on to clarify that palliative care is appropriate early on
in the disease, and that it is also applicable to patients with non-cancer diagnoses. Both
these points were lacking in the earlier 1990 definition.” Changes such as these have
added breadth, and possibly ambiguity to what constitutes palliative care.® In addition,
Pastrana et al.* have eloquently described how changes in terminology over time have
negatively influenced the understandings of palliative care in that definitions have
grown more diverse, and there now exists a plethora of overlapping terms with diverse

meanings.

Similarly to palliative care, many definitions of public health exist. Possibly one of the
older, yet enduring definitions originates from Winslow who described public health as,
‘the science and art of preventing disease, prolonging life and promoting physical health
and efficiency through organised community efforts for sanitation of the environment,
the control of community infections, the education of the individual in principles of
personal hygiene, the organisation of medical and nursing service for the early diagnosis
and preventive treatment of disease, and the development of social machinery which
will ensure to every individual in the community a standard of living adequate for the

maintenance of health’.> A different take on public health was brought about by the



Ottawa charter in 1986.° The charter heralded what is known as known as the new
public health, or health promotion. This was a movement away from a narrow bio-
medical model towards a broader conceptualisation of well-being that acknowledges the
influence of the person and their social context.” In general terms, health promotion
encompasses a range of interventions that seek to modify behaviour and the

environment in order to improve health.?

It is therefore hardly surprising that the public health approach to palliative care
(PHAPC) which encompasses the ideas and concepts of these two broad, evolving
disciplines, poses some challenges for theoretical clarity. Indeed, recently in the
editorial for a special edition of articles on community engagement in the journal
Progress in Palliative Care, Rumbold® acknowledges the, ‘breadth and ambiguity of
public health frameworks” and Clark'® has also highlighted this lack of clarity.

A public health approach to palliative care, or the linking of the two disciplines has
been made in a number of ways. Dzinga and Higginson" state that the first reference to
palliative care being identified with public health was in a paper by Wilkes™ published
in The Lancet in 1984. This paper highlighted the fact that chronic conditions were
responsible for more deaths than cancer and on this basis argued that palliative care
needs to be more integrated into public health services.*? Clark*® identifies the first real
linking of palliative care to public health as having occurred within the WHO, and in
particular in the work of one time Chief of Cancer, Jan Stjernsward. Either way,
palliative care is now commonly referred to as a public health concern by the WHO
who often frame this association in the language of the their Public Health Model which
aims to integrate palliative care into all levels of society. Policy, drug availability,

education and implementation are key elements of this strategy.**



A different, but equally important, connection between palliative care and public health
is that made by sociologist Allan Kellehear. He proposes a public health model of
palliative care that aligns the principles of palliative care with those of health promotion
as outlined in the Ottawa Charter.™ These health promoting ideas are now well known
in Australia and the UK in particular. Kellehear is closely associated with the Public
Health and Palliative Care International Association (PHPCIA) which defines a public
health approach to palliative care as, ‘one that views the community as an equal partner
in the long and complex task of providing quality health care at the end of life. Just as
health, according to WHO, is “everyone’s responsibility” so too is death, dying, loss

116

and care.”™ While this definition acknowledges the social aspect of the WHQO’s take on

health, it makes no overt reference to WHQO’s public health strategy for palliative care.

These variations in theoretical frameworks for understanding the interface between
public health and palliative care form the backdrop and impetus for this review of the
current research literature. The aim of the review was to identify studies that explicitly
claim to support a PHAPC in order to explore variations in theoretical understandings of

what such an approach actually constitutes.

Methods

The review follows the framework put forward by Whittemore and Knafl*’

for rigorous
integrative literature reviews, allowing for the inclusion of qualitative and quantitative

data.



The search was carried out by C.D. with the help of a specialist librarian at Auckland
University during December 2015. The databases Cinhal, Medline and Psychinfo were
searched using combinations of the following search terms: palliative care, hospice,
terminal care, end-of-life care, public health, health promotion, community engagement,
community development, compassionate communities, social capital and social
networking. The search was limited to empirical studies, published between 2005 and
2015, written in English, and that expressly acknowledged their study as sitting within

the framework of a public health or health promoting approach to palliative care.

Details of the selection process are outlined in the Preferred Reporting Items for

Systematic Reviews and Meta-Analyses (PRISMA) chart.'®

(Insert figure 1 near here)

Data evaluation stage

Integrative literature reviews do not lend themselves to evaluating the quality of data,
due to the challenge of applying uniform quality criteria to such a diversity of research
designs.'” Furthermore, the focus of this review was not the research findings, but the
conceptual framework adopted and therefore quality was less relevant than in a
traditional systematic review. Therefore, the studies included in the review were not

assessed for quality before analysis.

Data analysis stage
The analysis of the data from the literature took place over three stages, and was based

on the flexible method for thematic analysis suggested by Braun and Clarke.™ Firstly,



to aid with data familiarisation a basic literature chart was developed to sort and
organise the data, and then a thorough reading of each study was undertaken. A table
summarising the included studies may be found in the appendix. Secondly the data
were coded based upon the words the authors associated with a PHAPC. Braun and
Clarke™ refer to this as, ‘coding to identify a particular feature of the data set’. In order
to do this, text that included the search terms and their surrounding context were
extracted. These data extracts were then used to generate codes. Thirdly, the codes
were analysed for patterns in content or meaning, as suggested by Saldana.?’ These
were grouped together into bigger sub-themes and themes. Themes were reviewed by

both C.D. and M.G. until consensus was reached.

Results

Of the eighteen articles identified by the search, four were mixed methods, five were
quantitative, and nine were qualitative. Of the mixed methods studies, two were
evaluation studies. The dominant method for data collection in the qualitative studies
was interviews (n=7). Amongst the quantitative studies, the use of surveys (n=4) was

most prevalent.

(Insert Figure 2 near here)

Social or caring networks were the subject of three of the studies. Bereavement, place
of death and public awareness were each the subject of two studies. The remaining
topics were each the subject of one study: service delivery through community groups,
service delivery through home care services, palliative care professionals, the uptake of

a PHAPC, education, opioid availability and existential issues.



Three overarching themes were created which relate to how a PHAPC was

conceptualised by the authors of the studies. These are now discussed:

Theme 1 - Health promotion approach

This theme, namely a health promotion approach captures how twelve*2 of the
articles articulated a PHAPC, and this was the dominant theme in the literature. Eleven
of these studies used the actual words, ‘health promotion’ to frame their study, and the
one”’ study that did not, referenced the works of Kellehear on health promotion as the
theoretical underpinning of a PHAPC.

Three sub-themes were identified within this theme. The first was that of community.
Many of these studies referred to the importance of community in their descriptions of a
PHAPC. Four?*?>? stydies promoted the use of community as providers of care over

the further development of formal services. Horsfall et al.®

advocated for a move away
from traditional health promotion, where community members might be the passive
recipients of education, to a more active model where they are agents of care provision
through informal networks. Likewise, Paul and Sallnow® argue for a move away from
traditional public health methods towards a community engagement approach where the
community are active in their own care. The use and growth of social networks in end-
of-life care was seen as a demonstration of a community development model in the
study by Leonard et al.?* In all the studies, the term ‘community’ appeared to refer to
people or places or both. While Mills et al.”®, Leonard et al.?* and Horsfall et al.?* all

acknowledged the challenge of actually defining community, only Mills et al.? stated

their particular definition in the context of their study. They write, “in this context,



communities are represented by existing or potential networks of individuals and groups

that either share or have the potential to share common concerns or goals’.>®?*

The second sub-theme identified was assets. The codes that informed the development
of this sub-theme all described asset-based rather than deficit-based thinking. For
example, in Benzein and Savemans’?* descriptions of health promoting conversations,
the authors highlighted the need for acknowledging resources and wellness as opposed

to deficits and illness. Three®®?°

of these studies, all Australian, were concerned with
social capital, which Lewis et al. describe as a ‘relational resource’.>®? It was
reasoned that social capital in the form of caring networks furthers public good by
meeting wider needs®®, contributes towards a de-medicalisation of death®*, helps care
for disadvantaged populations, and adds to greater sustainability®. One* study

considered health promotion as an empowering model that decreased dependence on

statutory se rvices.

The third sub-theme had to do with the described benefits of a health promotion

approach. The background to Lindqvist and Tishelman’s® study describes how using

opportunities to reflect on death and dying helps to break down taboos and increase
awareness of end of life issues. These two benefits, along with improving access to
palliative care, are identified as the outcomes of a PHAPC by MclIfatrick et al.”” Paul

and Sallnow™ also cite examples of how community engagement methods have

30,31

improved access to palliative care services. Two studies™ " mentioned holistic care as

an intended outcome of health promoting palliative care. Other benefits mentioned

»31

included achieving a ‘good death’*" and positive changes in knowledge, attitudes and



behaviours.?® Additional benefits of recognising and developing social capital have been

described in the sub-theme assets.

Theme 2 — World Health Organisation (WHO) approach

All three studies®** that contributed codes towards this theme expressly acknowledge
the use of WHO guiding documents and strategies related to palliative care. Two®**
of the articles reported evaluation studies using mixed methods, and were based in
African countries. The other study® was an international study that used
epidemiological methods to determine variables that might be associated with opioid
availability. All three studies considered their topic from a national perspective and all
three spoke of integration into the existing public health systems as being a goal to
strive towards. Integration was also spoken of in terms of palliative care being

3435 made reference to the national

incorporated into national policy.>* Two studies
burden of palliative needs, and also articulated the need for better reach of service
provision. Equitable service provision and the development of programmes were
described by Grant et al.>* as being necessary and important. In Logies’ study*®, the

issue of funding and sustainability was raised in terms of palliative care service

provision.

One study®’ fitted into both themes of the WHO approach and Health promotion
approach. This study advocated for incorporating elements from both paradigms,
arguing, ‘the need for a parallel approach ensuring that palliative care is more integrated
into health service systems alongside a continued public health approach to palliative
care in order to eradicate social taboos and ensure services are sought out when

required’.>’®® This was the only study that acknowledged dichotomous models, and



from this extract it is implied that one approach is socially orientated and the other

systems orientated.

Theme 3 — Population-based approach

Three studies®®® did not fit comfortably into either of the first two themes. Of these
three studies, two made very limited reference to the WHO strategic documents related
to palliative care (in comparison to those allocated to the WHO approach theme), and
one made no mention of the WHO at all. Neither did these three studies fit into the first
theme health promotion approach since they made no reference to health promotion.
Thus the third theme, a population-based approach was generated using the codes from
these three articles. A valuing of population level data was evident in all three studies;
one® was a population-based survey, one®” expressly advocated a population based
approach, and the third®® was a pilot survey that recommended the results be tested in a
larger population-based study. Foundational elements of traditional public health
namely epidemiology, research and policy are described by Lupu et al.*" as the tools of
public health necessary for a PHAPC. In the study by Wilson et al.*® which considered
public preferences regarding the place for end-of-life care, epidemiological concepts
were considered and a good home death was described as the desirable outcome of
public health interventions at the end of life. The developments of service provision
options, as well as the development of community capacity, are acknowledged in the

36
l.

study by Aoun et al.”™ This study also recognised the importance of cost savings and

equity in allocating resources in the context of a public health model.

(Insert Figure 3 near here)



Discussion

The three themes identified in this literature review may be thought of as three different
paradigms of a PHAPC. The health promotion approach is the dominant articulation of
a PHAPC in the current literature. Noteworthy is the prevalence of the term social
capital in the articles that contributed to the health promotion approach theme. Social
capital is a concept growing in popularity within the social science literature.* It has
also been proposed as a potential model to support well-being in palliative care.*® The
term neatly covers a range of beneficial social links within groups, between groups and
across hierarchies. However, as a concept, it has been criticised on a number of points
including its’ lack of clear definition; the simplistic use of the term to cover an
extensive range of phenomena; its inability to recognise cross-cutting links of gender,
ethnicity and class; and the implied meaning of the word “capital’ being that it only
generates positive outcomes.®® These criticisms have not been addressed within the
palliative care literature, indicating a need for palliative care to more fully engage with
literature in other disciplines where the theoretical foundations of key concepts drawn

upon in health promoting palliative care have been widely critiqued.

The second paradigm identified by the review was the WHO approach which reflects
the ideas of the WHO Public Health Strategy for Palliative Care.** As mentioned
earlier, this strategy highlights four essential pillars for improving and integrating
palliative services into country health systems, namely policy, drug availability,
education and implementation. These features, specifically integration, a health
systems focus, the importance of policy and opioid availability were clearly associated
with a PHAPC in the three studies linked to this theme. It appeared that taking a public

health approach meant measuring palliative care success in terms of how well integrated



it was into the mainstream health systems, how significantly it was reflected in policy,

and how widely available opioids were.

These first two paradigms appear to have different goals. Those studies reflecting the
WHO approach are concerned with integrating palliative care into health systems, at
country level predominantly, and therefore reach and service provision are core
concerns. The studies linked to a health promotion approach talk much about social
empowerment and the de-medicalisation of death, and this seemingly at a community
level. However, while this does show different emphases, it cannot be said that these
two themes are mutually exclusive, because arguably the goals of one would support the
goals of the other being achieved. Community empowerment and mobilisation would
certainly improve reach, as has been demonstrated elsewhere.** Also, it must be
acknowledged, that although not made clear in the studies included in this review, social
participation and community ownership is unambiguously upheld in the WHO Public
Health Strategy for Palliative Care and therefore this is shared ground between these

two approaches.

The third way in which palliative care issues were associated with public health in the
literature was simply from a population perspective, often relying on the science of
epidemiology for evidence. This paradigm may be described as a population-based
approach. Public health has been called a population science in that it is concerned
with issues affecting groups of people rather than individuals. Perhaps a population
perspective aligns palliative care issues with public health simply because they affect a
significant number of people. The studies that reflected this conceptualisation made no

explicit link to health promotion or the Ottawa charter, and none to the WHO public



health strategy for palliative care. Again, this does not mean that this approach sits in
isolation of the first two. Indeed a population approach and the use of epidemiology

may be employed and upheld by proponents of all three paradigms.

Limitations

Whilst rigorous and systematic methods were used to conduct this review, certain
limitations must be acknowledged. Due to resource constraints we were only able to
include papers written in English and the search was limited to the published literature
contained in the included databases. It is also acknowledged that the breadth of the

topics under consideration might have limited the sensitivity of the search.

Conclusion

This integrative literature review makes an important contribution to current
understandings of the integration of a public health approach into palliative care
research. We identified eighteen research papers that expressly identified their studies
as nested within a PHAPC. A thematic analysis of the texts has shown that a PHAPC
was conceptualised by the authors of these studies in three different ways. The
dominant theme was that of a health promotion approach, the other two less dominant
themes were labelled a WHO approach and a population-based approach. It must be
acknowledged that these three themes share significant common ground which in itself
can add to the confusion. In addition, key concepts adopted from the discipline of public
health, notably ‘community’ and “social capital’ are rarely defined, pointing to an
urgent need for further engagement by palliative care researchers with the theoretical
underpinnings of public health approaches. The need to pin down these understandings

is important not only for the sake of clarity, but also for the future growth and



application of these ideas within palliative care. In light of this, we recommend that

authors make clear which PHAPC they are drawing on to inform their research.
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Figurel PRISMA flow diagram detailing selection of articles
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Figure 2 Chart showing the geographical origins of included studies



Figure 3 Themes: The articulation of a PHAPC in the literature
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