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Chapter 1

The public health end-of-life care
movement: history, principles,
and styles of practice

Aliki Karapliagou, Allan Kellehear,
and Klaus Wegleitner

Introduction to the public health
end-of-life movement

‘This chapter provides an introduction to a growing professional movement
in end-of-life care that specifically aims to address the social dimensions of
care and revises our understandings of community action. Most palliative
care activity is based upon direct service provision and face-to-face pro-
[essional encounters with medical, nursing, and allied health professions.
The idea of the ‘social’ has often been subsumed under the idea of psy-
chosocial care. However, in this style of psychosocial care health services
merely work with social care services—it is care understood as care by the
professions and not as community care in all its civic dimensions. Other
community work has so often been defined and confined to actions by hos-
pice volunteers.

Public health ideas have been adopted by a diverse and international
range of palliative care programmes for many years now but both their the-
oretical origins and practice strategies remain poorly understood, or worse,
misunderstood. In the following discussion we provide some background to
the public health end-of-life care movement encapsulated by the framework
known as Compassionate Cities, a description of some of its basic principles,
and a brief outline of the main practice approaches and challenges associated
with this new approach (o social care at end of life. We begin with some his-
torical and conceptual background and then discuss the major forms of social
actions that have arisen from palliative care that have reflected these principles

in some lorm or another,
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Modern public health: from disease management
to health in all policies

All public health concerns itself with health on a population level. It involves
the application of scientific knowledge upon organized efforts to improve the
health of citizens. Public health as a discipline in its own right was established
during industrialization, when a rapid process of urbanization led to the
overcrowding of modern cities. Poverty and the lack of sanitary measures and
hygiene led to contamination risks, and the spread of infectious diseases, such
as cholera, tuberculosis, and malaria epidemics. Public health aimed to alleviate
those risks, improve health, and restore economic productivity.

A set ol measures (Poor Laws) were taken to support those who could not
work due to ill health, and investigations on the causes of disease took place. At
this stage, poverty was linked to ill health for the first time, but it was believed
that discase causes poverty, rather than poor health being the outcome of social
conditions and living standards (Hamlin, 1994). The value of preserving the
health of citizens through the application of scientific knowledge and civic mo-
bilization was justified in terms of the financial benefits of improved health for
industries and national economies.

The legislative development and sanitary reform that ensued led to dra-
matic changes. Since the middle of the nineteenth century, control over conta-
gion was achieved, and mortality rates significantly reduced. One of the main
achievements of the first wave of public health development was its ability to
integrate different sets of knowledge emerging from life sciences (bacteriology,
physiology, and social statistics) into ‘a coherent and comprehensive model of
health and disease’ (Potvin and McQueen, 2007). At the same time, the engage-
ment of civic society in the effort to transform health, led to the incorporation
of public health into the bureaucratic regulatory system of nation-states (Porter,
1999). In this way, public health was established out of what some authors
(Susser and Susser, 1996; Terris, 1983) call a ‘revolution’, Potvin and Chabot
(2002) justify this characterization in terms of radical transformations in the
system, its knowledge base, and practice.

Once the risks of contagion were contained, infant mortality was reduced,
and people lived to old age, the attention of the public health movement shifted
towards the cure of chronic conditions. In the twentieth century, public health
became synonymous with medicine and their services, and a growing pro-
fessional culture of physicians, nurses, and other health-care professionals
concentrated their efforts upon further extending the population’s lifespan.
Changing lifestyles due to improved living conditions and nutrition patterns,
greater prosperity, and the introduction of food manufacturing, significantly
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improved health and wellbeing, but did not alleviate the effects of the simul

s reproducti incquality and poverty, as well as the lack of awareness
about new health hazards. 'The health needs of populations changed, and dia-
betes, obesity, smoking, and the simple facts of ageing now triggered chronic
conditions, and presented new threats to life. Terris (1983) refers to the process
ol professionalization of health as the second revolution in the history of public
health, but within this approach death was perceived as failure of the efforts to
preserve life (lich, 1976).

A yet more recent direction in public health—what commentators (Breslow,
1999; Potvin and McQueen, 2007) call the third revolution of public health—
pmovides methods and models that emphasize ‘health and wellbeing) and not
simply disease or illness. Under a ‘new regime of total health’ (Armstrong,
1993), the view of health as a ‘resource’ led developments. Advanced govern-
ance systems, established health-care systems, the professionalization of health
based on broad multi-disciplinary scientific knowledge, and a population
mvolved in political debates and decisions, changed the way in which health
.and its care is approached in the twenty-first century. Citizens are becoming
increasingly engaged in their own health—as a population and citizen-led re-
sponsibility—within health ecologies constructed by the media and business
(Kickbusch, 2007a). Current public health issues appeal to an educated con-
wumer society that develops health literacy (Kickbusch, 2009), within an
¢xpanding health market. In ‘health societies’ the development of policies and
practices that promote health and wellbeing crosscut all social sectors and are
participatory, collaborative, and citizen-led. These developments witness a shift
away from ‘health policy’ by health-care professions alone, and a move towards
‘health in all policies’ and social environments (Kickbusch, 2007b).

Public health in contemporary societies aims to empower citizens to see
health as a central personal aspiration in life. Health is no longer exclusively a
matter of good health-care provision, treatment, and control. It is a ‘resource
for everyday life’ (Breslow, 1999) that can be promoted by empowered citizens.
Participatory methods driven by large public campaigns and the media have
been central in health promotion that signals a shift away from a focus on dis-
case to a focus on health and its maintenance (Adshead and Thorpe, 2009).
‘Ihe reduction of co-morbidities, illness prevention, and active ageing, drive
current health promotion efforts. The understanding of health issues as global
and environmental (WHO, 1978; 1986) also shaped the direction of the second
revolution in public health. It invited the development of sustainable solutions
and ecological interventions (WCED, 1987; Brundtland, 1989).

'Ihe third revolution of public health turned towards health because disease
has boundaries, while health knows no limits—whether disease is present or
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absent. However, in practice, public health and health promotion continue to
make provisions primarily for a situation where diseasc is absent, or at best cur-
able. A content analysis of academic and professional published titles carried
out by Karapliagou and Kellehear (2016) indicated that public health in Britain
prioritizes issues arising from smoking, obesity, and diabetes, while marginal
experiences that generate their own co-morbidities such as dying, bereavement,
caregiving, being in prison, or homeless are largely neglected. Contemporary
public health paradigms could be effectively applied to care for the wellbeing of
every citizen, whether they are healthy, or have end-of-life care needs. Health
care and medical innovations prolong the lifespan of people with life-limiting
conditions, while populations are generally expected to die in old age affected
by multiple morbidities. Given these recent demographics, the promotion of
health among the frail and vulnerable would be vital to the new ‘wellness revo-
lution” in complete ‘health societies’ interested in creating independent and

cmpowered citizens.

Public health and health-promoting palliative care

The incorporation of end-of-life and palliative care considerations in public
health potentially transforms its practice and impact (Kellehear, 2004). The
latter becomes a necessity given the centrality and range of end-of-life care
experiences in our societies. End-of-life care now starts much earlier in a ser-
lous illness because technological innovations and medical improvements pro-
long its trajectory through earlier diagnosis and prognosis. This is a common
observation among the elderly who are disproportionately affected by multiple
morbidities and life-limiting conditions. In the UK, 75% of people aged 75 years
or more have more than one long-term condition, rising to 82% among those
aged 85 years or more (Barnett et al., 2012). Inadequate support systems and
care networks lead to unplanned hospital admissions that exhaust the resources
of urgent care. Health, social, and technological innovations aim to address the
challenges of an ageing population expected to double from 11.7% in 2013 to
21.1% by 2050 (United Nations Department of Economic and Social Affairs,
2013). Public health programmes aim to mobilize communities to develop sus-
tainable frameworks of care that accommodate increasing needs. In this con-
text, the inclusion of end-of-life care considerations in the public health agenda
could propose solutions on sustainability, and drive a larger transformation of
attitudes towards health and wellbeing that supports the needs of an ageing
society.

The incorporation of end-of-life care in the public health agenda has equal
value for those who are well and healthy. Citizens in contemporary socictics
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e hecoming increasingly aware of mortality risks, and are socialized into
lecling empowered to promote their own health and wellbeing. Large media
- raise awareness about the risks of communicable disease, HIV con-

anultancously, there is growing understanding that social inequalities and

«lusion present significant morbidity and mortality risks (Sengupta, 2009).
¢ haracteristically, we now know that lack of social relationships is the most im-
(o tant contributing factor to mortality (Holt-Lunstad and Smith, 2012). The
e orporation of end-of-life care in the previously discussed considerations
abilize the view of ‘a perfect ecology of health’ It would counteract its
death averse attitude, attend to experiences that challenge one’s health status,
te broader awareness about health and wellbeing, and restore resilience.
Il ol life care is about living, and living with one of the most unavoidable but
tniversal experiences—mortality.

\ public health framework called Health-Promoting Palliative Care (Kellehear,
19499) werves the purpose of acknowledging the significance of end-of-life carein
o sacietices, It draws attention to the broader social issues implicated in health
vl illness, and attempts to reorient the traditional approach of the palliative
+ue movement from the ‘psychosocial’ to the explicitly social determinants
and wellbeing at the end of life. A health-promoting palliative care
¢ parts from past formulations of the ‘psychosocial’ by restoring (and to some
chabilitating) substantive concepts of the ‘social’ shifting the emphasis
1way from social psychology to matters properly community, civic, and eco-
lopical. Itis a public health lifespan-focussed framework for social transform-
iion that includes end-of-life care.

I'ast psychosocial and psycho-educational programmes that have driven pal-
liative care support, tended to have focussed upon personal reactions to crisis
as anxiety, depression, fear, disorientation, anger, or financial difficulties,
the burden of care, and the management of illness (Hudson et al., 2008; Grov
ctal,, 2006; Harrison et al., 2009). Their evaluation often minimizes the im-
pact, lessens the links to and upon social support and social networks (Hudson
¢t al., 2008), and in some instances social support is perceived as burdensome
(Wittenberg-Lyles et al., 2014). Rather than providing any guidance about the
development of social strategies to address the inadequacies of support, efforts
«ommonly focus instead on the personal ability to ‘cope’ To that end, psycho-
wodialand psycho-educational programmes in palliative care are largely driven
by service delivery and disease management models and incentives. Limited
institutional or direct health service provision settings, psycho-social
aches often under utilize or reflect upon the challenges of social, cultural,
or cconomic interactions that make-up end-of-life care experiences.
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Phenomenological studies on dying and caring at the end of lile « ommonly
report ‘existential’ concerns when there is lack of social integration within the
neighbourhood, as well as communication difficulties with [ y, relatives,
friends, colleagues, and professionals in caring roles (Sjolander and Ahlstrom,
2012). These influences weaken peoples’ resilience, encourage one to question
their sense of identity and belonging, and withdraw from their social environ-
ment (Dahlborg Lyckhage and Lindahi, 2013). As a consequence of social iso-
lation, their health, wellbeing, and independence can be further compromised.
And yet, psycho-educational services are unlikely to replace the role that mean-
ingful relationships and social networks play in promoting health and wellbeing
even at the end of life itself. There is, and has been, a long-term need for actions
that address the health-promoting social environments of people living, caring,
and grieving at the end of life. The public health end-of-life care movement
represents an attempt to address just these challenges.

«

Public health end-of-life care

the development and implementation of a coherent public health end-of-
lite care framework has a number of benefits for public health. Firstly, public
health end-of lile care identifies a range of experiences of death, dying, grief,
loss, and caring with implications for palliative and end-of-life care, and makes
an cflort to include related considerations in preventive and health-promoting
interventions. For example, public health end-of-life care intervenes in all
policies and strategically aims to influence practices that enable the social in-
clusion of marginal experiences caused by social inequalities and lack of cohe-
sion (poverty, social isolation, loss of homeland, and a safe cultural location,
for example). Such conditions are known to compromise health and wellbeing,
and may cause co-morbidities and premature mortality (early deaths, sudden
deaths, or suicides, for example). Public health end-of-life care also prescribes
a number of planned interventions in social settings, makes an early inter-
vention, and offers valuable care in the form of social support at the outset of
life-limiting illness. In this way, a number of illnesses (mainly associated with
age and ageing), such as dementia, heart disease, and stroke are included in
care. Finally, public health end-of-life care promotes greater awareness about
mortality, death, dying, loss, grief, and caring, and a broader understanding of
experiences that may cause the above. It cultivates a culture of compassionate
care, responsibility towards oneself and others, and willingness to prevent but
also accommodate the above experiences in everyday life.

Public health end-of-life care makes a large contribution (o public health
by integrating an orientation towards death, dying, loss, grief, and car ing in
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and directions. As aresalt, a public health approach to end-ol
lile care is able o addiess population care needs along the entire life course. It
recognizes dying as valuable part of life and promotes well-being in the end of
lite (see Figure 1.1).

For example, health literacy, which is used as a main prevention and health-
|'romotion measure is complemented by death literacy. In doing so the per-
(pective of healthy living includes ‘healthy dying’ The traditional focus upon
healthy active ageing is complemented by considerations of elderly care and
i overlap with end-of-life care. Finally, the current focus upon palliative and
health promoting palliative care is expanded by a decisive turn towards the end
ol life and its care in social and institutional settings as a civic care approach
that makes an early investment, and engages whole societies in related matters.

[Ihedriving principleand coordinating force behind all the activities, practices,
and policies of public health end-of-life care is Compassion. Community
Attitudes are reoriented towards end-of-life care by cultivating an ethic of com-
n and sharing in suffering and in pain. Etymologically, compassionate’
15 10 possess an attitude that allows one to accompany another in their
ring (Funk, 1963), to experience empathy, and share the journey. During
the last decade, Compassionate Communities emerged around the world in an
attempt to implement the basic principles of public health end-of-life care. They
were inspired by Compassionate Cities—a model presented in Compassionate
Cities: Public Health and End-of-Life Care (Kellehear, 2005).

® From - Health Literacy and Community

Healthy Living Participation
&

Healthy Dying ® To - Health and Death Literacy, and Inclusive

Community Participation

* From - Healthy Active Ageing
Elderly Care
&

CETAN SN e -0 To - Elderly Care and End-of-Life Care

T del e e e From - Health-Promoting Palliative Care

&
Civic care
approach

» To - Civic and Public Health Investment in
End-of-Life Care

Figure 1.1 [ xtensions and shifts through public health end-of-life care

[
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Compassionate Communities

Sectors within the hospice movement and community organizations that work
with people with end-of-life care needsare concerned about patients’ and carers’
lack of trust in their own abilities to care, and tendency to ask professionals
for help in the first instance (Sallnow et al., 2016; Abel and Townsend, 2016;
Horton et al,, 2016). By the end of the twentieth century, it became apparent
that palliative care was challenged by an increasingly professionalized culture
that disempowered people with end-of-life care needs, and marginalied their
lived experiences. The role of the local community lacked conceptual under-
standing, and people who are more likely to withdraw due to suffering (Cassel,
2009) became excluded from care and social life.

The professionalization of palliative care poses additional challenges in
urbanized and ageing societies; the services of which will struggle to meet
increasing demand (Sallnowetal., 2016). By the middle of the century all regions
of the world will be predominantly urban and occupied by an ageing popu-
lation (UN Habitat, 2010). Palliative care already struggles to be inclusive—
people from ethic minority groups (Coupland et al., 2011), lesbian, gay, and
bisexual groups (Harding, 2012), and low socio-economic classes (Kessler et al.,
2005) are underrepresented, while cancer patients are overrepresented in spe-
cialist palliative care services (The National Council for Palliative Care, 2013).

The publication of Compassionate Cities (Kellehear, 2005) provided options
and solutions to the previously discussed challenges. The emphasis of the
approach on social needs and relationships involved in end-of-life care was
something that some communities and organizations working in palliative care
were already experimenting with. The Compassionate Cities approach gave
them a firm direction within a public health framework that makes health-
promoting strategies central, and is community building and partnership
oriented.

Compassionate Communities employ the basic principles of Compassionate
Cities—as health promotion and community development initiatives, and
hold compassion as an ethical imperative (Wegleitner, Heimerl, and Kellehear,
2016). These social values and aspirations often translate into neighbourhood
befriending programmes, social networking schemes, and community engage-
mentinitiatives. Different from traditional hospice volunteering, these initiatives
are commonly directed, controlled, and maintained by the communities them-
selves, and are not volunteer ‘services” sent from hospices. Though they may
often be initiated by local palliative care services, Compassionate Communitics
grow out of local cultures, caring networks, voluntary resources, and the out-
reach activities of other community trusts and organizations
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Community volunteering

¢ ommunity volunteering is the most commonly used method of community
[ vclopment in public health end-of-life care. 'The pitfall of this approach is
Iders who are not familiar with the purpose of Compassionate
risk conflating their offer of voluntary services in the community
ity development in end-of-life care. For this reason, it is worth
tighliphting the unique features and objectives of community volunteering in
C ampassionate Communities.

Volunteering in hospices and palliative care settings takes several forms.
I the UK there are 125,000 volunteers (Help the Hospices, 2014), mainly
occupied in supportive roles in specialist palliative care settings. Evidence from

orth American research suggests that the ability of volunteers to befriend
il meet the social needs of people at the end of life and their caregivers is
I (Planalp and Trost, 2008; Berry and Planalp, 2009). Strict institutional
pro res, health and safety regulations, and ethical guidelines contain their
v tivity and communication avenues. As a result, volunteers may be confused
ot lrustrated about their role, or they may feel unappreciated (Claxton-Oldfield
il Claxton-Oldfield, 2008). There may also be tension in their relationships
with health-care staff (Claxton-Oldfield et al., 2008).

O the other hand, there is evidence to suggest that volunteers are best suited
in social roles. They can facilitate meaning-making processes of life review and
cation following loss. They also help people experiencing loss, gain
of belonging, and support their communication with family, relatives,
, and professionals (Burbeck et al., 2014). In short, they ‘help them live
nntil they die’ (Seigny etal., 2009). Community volunteering in Compassionate
¢ ommunities takes this last quality a step further.

C ommunity volunteers are actively encouraged to develop relationships
lased on empathy and compassion. Employing their strong social observa-
tion skills and needs identification training, they explore with the people they
aipport their needs and wishes. In this way, they provide people who are frail
and vulnerable with a renewed sense of identity, and make them feel secure in
their social environment. In some instances they give them access to the prac-
pport they need to enhance their independence by enabling better com-
munication with social and health-care services.

Community volunteers are also actively encouraged to extend and apply
their compassion in everyday situations that they will encounter in the com-
munily, Community volunteering starts formally within a community de-
velopment programme with specified training and standard procedures.
However, it cultivates independence in the volunteer, and the ultimate purpose

that wtale




is to embrace an attitude of compassion and develop additional compassionate
relationships in the community, where needs arise. In (his sense, volunteering
in Compassionate Communities takes an informal character and prioritizes the
natural social relationships between citizens, rather than the goal-oriented na-
ture of the encounter in a volunteer-led programme.

The ability of community volunteering to influence a larger societal change,
however s often challenged by strict organizational boundaries and procedures,
and a risk averse professional culture within palliative care settings. In add-
ition, community volunteering alone is not enough to lead a public health
reorientation towards the end of life and its care, Community and other char-
itable organizations that lead similar initiatives may have more flexibility, and
the ability to diversify and be creative with their community development
programmes in order to more effectively reach the citizens they serve. However,
they are constantly challenged by lack of sustainability in the methods used
to implement community development, firm political support, and a stable

funding base.

Social networking

Social networking involves the process of identifying a supportive social net-
work, which is likely to help during the end of life and its care. Where neces-
sary roles and responsibilities are assigned within the network, or rearranged
as required to support people with end-of-life care needs. The purpose of the
social networking technique in end-of-life care is to reorient attitudes, and shift
focus away from professional services and towards naturally occurring sup-
portive networks, as a starting point of acquiring help. The social networking
approach has been used as a community development method in its own right,
but it has also been employed as a community engagement technique within
community volunteering (Abel and Townsend, 2016).

Social networking was developed and applied in palliative care in Australia to
support caregivers (Leonard et al., 2015). In the UK, it was adopted by Weston
Hospice to support similar purposes (Abel and Townsend, 2016). The model
used distinguishes between inner and outer links within a person’s network
(Abel et al., 2013). Formal family ties may provide direct physical care and/or
companionship, as well as a sense of trust and safety. Community ties are no
less important and can provide practical support, recognition as a citizen who
needs and deserves help, a sense of belonging in the wider community, and a
renewed sense of identity, all of which can save the caregiver from breakdown
and exhaustion.

To mobilize the social network and formation of inner and outer links,
a key principle within the approach is ‘to just say yes' 1o offers of help (Abel
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sl Townsend, 2016). In the evaluation carried out at Weston Hospice, it was
checrved that in time, people tell into habitual patterns of providing support,
vlopted consistent roles, and were organized into supportive teams around the
it that needed help. 'The organization of the network gave credit and value to

the lile experience of the caregiver.
total networking is a dynamic method of community development that can
I applicd ineverydayssituations to alleviate suffering. However, griefisisolating,
wil hercavement is the long process of re-identification after death has taken
place (Walter,1999). Therefore, the risk of withdrawal is ever present even within
upportive and understanding networks. Characteristically, the caregivers that
prarticipated in the Weston networking project withdrew following the death
vl their loved one. To sustain support we need to saturate all social spaces with
+eipassion towards the end of life and its care, and influence a larger ecological
+hange. Social networks are made and unmade by circumstances and losses,
bt it is our cthical responsibility within Compassionate Communities to pro-
w tively support fellow citizens in their need.

Community engagement
Inity engagement is the process of involving community members in
«nd of life care by giving them opportunities to reflect upon death, dying, loss,
pticl, and caring. The purpose of community engagement in end-of-life care is
I empower community members to become involved in matters they are likely
to encounter at the end of life. For example, advance care planning, wills and in-
heritance, existential concerns, family relationships, psycho-social issues, how
«ne would like to live at the end of life, and preparations for death and dying can
Al be discussed at anytime during the life-course.

lalking about end-of-life care matters reorients community attitudes to-
wards related experiences. Conversations sensitize the community and
«teale environments in which people can articulate their worries in times
ol need, seek support, find understanding and compassion, or simply ac-
«quirc information and settle their affairs. For this purpose we need spaces
and opportunities for conversations and ethical reflection to take place in
the context of interactions between individuals and collective experiences,
tdeas, and concepts. It involves a method of a practicing ethics (Schuchter
and Heller, 2016). Community engagement in end-of-life care entails health
and death education, and aims to empower citizens to take control of their
health and wellbeing at the end of life. Knowledge and active involvement
i end-of-life care matters early on in life (or carly on in the dying process)
can be conducive to healthy living, and/or a good death with one’s wishes
lulfilled,




In the UK, the National Council for Palliative ¢Care Inttated a campaign that
aims to address the social taboo present in conversations about death
Towards this end, it published The Dying Well Community Charter: | rinciples
of Care and Support that provides policy directions for engagement in end-of-
life care in community settings. The Dying Well Community Charter focuses
upon recognition and respect for end-of-life care needs, active communication
about possibilities of involvement and support, and action plans for their de-
livery. To contextualize those policy directions and implement its community
engagement programme, The National Council for Palliative Care introduced
the Pathfinders and Buddies Scheme. Selected communities applied The Dying
Well Community Charter in their local communities, and are in the process
of evaluating its impact (for more information and to view The Dying Well
Community Charter visit r:?\\gbnvn.onm.:w\noEE:EQnrmanv.

The Scottish Partnership for Palliative Care also runs avery active community
chpagement programme with the Good Life, Good Death, Good Grief campaign
Abits forefront (for more information visit rﬁum"\\gmoom:m&g%mammoﬂm.
uk)The Scottish Partnership for Palliative Care has a number one priority to
promote health and wellbeing at the end of life in its population, and sponsors
namerows arts projects and - community engagement initiatives around
the country. It has gone as far as (o pPropose a rational for a national public
health approach to palliative ca through the Scottish Public Health Network
(SOt PHIN) bricfing papers (Patterson and Hazelwood, 2015; Gillies, 2016).

Compassionate community in Sandwell

'The Compassionate Community of Sandwell (Patell, 2016) is part ofalarger com-
munity development programme that aims to address inequalities that impact
upon people’s health and wellbeing at any life stage. The Borough of Sandwell
has a population of less than 30,000 inhabitants, and is one of the most deprived
in the UK. As a site of industrial revolution, the region has a historical record
of poor health and above average death rates compared to national standards,
Murray Hall Community Trust is a public health and community development
body set up in 1994 to improve the health of the region’s population. One of the
Trust’s key aspirations is to raise citizens self-determination and cultivate their
agency in matters that affect them. Their aim is to use social capital in order to
Create opportunities for care and support, and increase access to information and
services. A community development project called Bridges was formed out of the
need to bridge the gap that separates the community from health-care services,
People with end-of-life care needs felt disoriented and turned to the Trust’s infor-
mation desk for help. The Bridges programme identified and aimed to address

the following: information needs; emotional support, practical support, and
L o -
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that emphasizes listening, to ones stor y o extract their mes
mally articulated that needs

wnieties, T is on the basis of what cannot be 1
ue wdentified. A team of coordinators then work with health and social services
ter deliver the care that people mostly need. A team of community volunteers
provide emotional support and practical services such as driving people to and
Irom hospital appointments. As a community development organization, Murray
Hall Community Trust engages in numerous and varied other activities in which
the ethic of compassion is primary. Health and death literacy takes place within

Hpport groups, or in the context of art projects and other participatory and
networking activities. What is distinctive about Murray Hall Community Trust is
Hhat it recognizes that death can take place at any life stage, and creates possibilities
lor inler-generational learning and exchange of support. The Trust throughout it
lile has undergone radical transformations. Although Murray Hall has influenced
health care services and public health directions in the region, the recognition
il inclusion of end-of-life care in public health would provide firm support for
thew local projects, and formal representation in health policy directions.

(ompassionate Cities

passionate Communities have been successful in transforming the cultural
fabric of local communities, and reorienting attitudes towards end-of-life care in
+vitain neighbourhoods (Wegleitner, Heimerl, and Kellehear, 2016; Kellehear,
'010). 'Their community development approach and methods borrow from
«stablished public health interventions; but their implementation designs are
“killully crafted to utilize social capital, and in this way, meet local needs. As
“allnow and Paul (2015) observe the degree of community engagement that com-
munity development programmes in end-of-life care mobilize varies consider-
ably, depending upon the locus of control, and goals set. Some programmes aim
toinform citizens, simply consult them on matters that affect them, co-produce
wolutions, collaborate in the delivery of outcomes, or empower them to take con-
trol, make decisions, and influence their health and wellbeing. Compassionate
¢ ommunities utilize all of these principles to achieve their ultimate goal, which
~ the empowerment of local communities. They may have to go through mul-
tiple cycles of community engagement and focus upon different outcomes, be-
lore local communities become independent and empowered.

Despite their empowering potential and impact upon the health and
wellbeing of people with end-of-life care needs in local settings, Compassionate
C.ommunities cannot support a large-scale societal transformation. At best,
they will reach those affiliated with the coordinating organization. If em-
powerment leads to community networking, it will engage people who are
services, and participate in neighbourhood activities,

volunleering or use so

or this reason. activelv seek ont information and narticinatory action an
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given society. 'They may be suitable for homogenous towns and villages, but for
diverse urban centres we need alternative public health paradigms.

To achieve large-scale societal impact we need a national public health cam-
paign thatwill utilize the media to influence popular knowledge and perceptions,
settle consensus on the priority of the end of life and its care, and initiate parallel
actions in all social sectors and public institutions. These activities will lead
to the reorientation of policy, practice, and social/physical environments. We
also need collaborative actions between science, research, business, and social
enterprize in order to develop and implement systematic innovations that will
transform citizens’ relationship to the end of life and its care.

The most profound way in which public health transforms attitudes and
promotes health and wellbeing in advanced societies employs the operational
mechanism of nation-states, and particularly the concept of citizenship that
maderates social life, By introducing the values of health and wellbeing in the
Arena ol divie responsibilities, and cultivating the ethic of care in embedded
and sustained social relationships, public health succeeds in reorienting
social systems. In this way, health becomes part of
the governance apparatus, and wellbeing offers itself as a valuable resource

that goarantees eflectiveness and sustainability. Public health priorities are
franslated tto actions that promote health and wellbeing in all sectors and
fnstitutions o a given sodiety, ‘These actions involve the development of
policies and practices that deliver measurable outcomes on particular health
issues. ‘The coordination of activities in social settings is oriented towards
overall wellbeing. Compassionate Cities employ the same mechanisms to
introduce and incorporate the end of life and its care in the public health
domain.

Compassionate Cities (Kellehear, 2005) borrow inspiration from Healthy
Cities (WHO, 1986; Hancock, 1997). Healthy City is a form of urban public
health design that develops policies to impact upon health and wellbeing,
Healthy Cities target the social determinants of health such as income, housing,
food security, employment, and quality of life. This form of social innovation
addresses social inequalities to support health, create healthy environments,
sanitation, and ensure access to health care. It relies upon the commitment and
engagement of the local community through participatory action, and the in-
volvement of multiple stakeholders in policy-making with a clear vision, em-
powerment, and a sense of ownership. The definition of Healthy City prescribes
the use of natural and social resources in collaborative and participatory de-
velopment that serves and maximizes society’s full potential. Demonstrable
benefits for health and wellbeing prescribe the accumulation of ‘community

LEHE CORMPASSIONATE €1y € HARTEY

capital” as a precondition and a challenge in developing healthy and sustainable
communitics in the twenty first century (Hancock, 2001).

Compassionate Cities attempt to redress the imbalance and emphasis of
[Healthy Cities upon health, and include illness and social disadvantage in
its considerations. The approach proposes an alternative framework of so-
cial action that is better able to accommodate social inequalities, marginal
experiences, and the social determinants that cause morbidity and mortality.

A Compassionate City has several mechanisms in place that empower citi-
sens to engage with the full range of end-of-life care experiences, and develop
resilience and coping as a means to health and wellbeing. A basic ingredient
i this process is the acknowledgement that people can die due to hardship,
prief, and sorrow. For this purpose, Compassionate Cities engage in a wider
«ocial transformation achieved in the context of public articulation of diverse
cultural narratives of loss and traditions of grief, and their integration in our
understanding of social factors that undermine health, and determine death,
Jying, loss, grief, and caring. The culture of compassion is cultivated through
mlormed empathy towards suffering. Policies translate into established cultural
jnactices that prescribe a widespread commitment towards the aged, and those
who experience marginality and social disadvantage. Compassionate Cities are
inclusive societies that offer their inhabitants a range of opportunities to rep-
resentation in care—beyond care offered by professional services. Policies are
owned by citizens, and a range of services including palliative care services are
vasily accessible and designed for an empowered population in control of their
cnd-of-life care.

The Compassionate City Charter

“ocial change and the reorientation of the physical and cultural environment

we necessary in the development of public health policies that serve end-of-life

care purposes. A Charter for Action drives policy and practice development,

und environmental reorientation processes. It involves a set number of actions

that Compassionate Cities need to facilitate in order to achieve their objectives:

I Schools have annually reviewed policies or guidance documents for dying,
death, loss, and care.

' Workplaces have annually reviewed policies or guidance documents for
dying, death, loss, and care.

v lrade unions have annually reviewed policies or guidance documents for

dying, death, loss, and care.

| 1%
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4. Places of religious worship have at least onc dedicated group for end ol life
care support,

5. Hospices and nursing homes have a community development programme
involving local area citizens in end-of-life care activities and networks.

6. Cultural institutions (such as museums and arts centres) hold annual
exhibitions on the experiences of ageing, dying, death, loss, or care.

7. Anannual peacetime memorial parade represents experiences of loss, such
as any life-limiting condition, child loss, suicide survivors, loss of animal
companion, loss of emergency workers, and accident loss.

8. An incentives scheme celebrates and highlights the most creative compas-
sionate organization, event, and people in the community.

9. A public media campaign showcases local government policies, services,
funding opportunities, partnerships, and public events that address ‘our
compassionate concerns.

10. An annual art competition helps raise awareness about death, dying, loss,
caring, and other marginal experiences.

11. Institutions, organizations, and communities that support socially
disadvantaged populations (homeless, imprisoned, refugees, immigrants,
and ethnic minorities, women’s groups, mental health groups, and eco-
nomically deprived communities) have plans in place for end-of-life care,
including loss and bereavement.

12. The understanding of difference and diversity drives policy, practice, and
cultural development in end-of-life care. Work in partnership with com-
munity organizations and social institutions must steer policy and practice
development in directions that are representative, inclusive, and alleviate
social inequalities present in end-of-life care, loss, and bereavement.

Local councils as civic authorities commonly hold the responsibility for
supervising and overlooking the implementation of the public health end-of-
life care intervention in the city. They ensure that all social sectors and public
institutions are involved in the delivery of actions and intervene to provide
support, guidance, additional resources, and exchange of expertise between
actions. The design and delivery of actions is the product of participatory co-
creation and engagement of citizens who own the policies, practices, and em-
body the desirable ecological reorientation in the city. Compassionate Cities
can be developed incrementally and according to local needs. Consultations
on their design and evaluation involves a collaborative and iterative process
between development and practice among multiple stakeholders from all walks
of life, social sectors, professions, and communities under the auspices of the

civic authoritv.

P CORPASSTORATE e e BIATEERGE

The Compassionate City Challenge

Comber of cities in Britain and Europe have expressed interest in becoming
jale Cities. Limerick in Ireland, Seville in Spain, Londonderry,
wnd Shethield in England are among recent examples. The challenge for cities
‘il aspire 1o become Compassionate Cities is multi-dimensional—the pro-

involves social change, during which our beliefs and perceptions of death,
I inps, loss and grief evolve, our attitudes towards care transform radically, and
wn relationship to governance changes.

Ihe transition to a co-produced and participatory model of care in commu-
Wity witings cannot materialize unless we confront our fears, and let go of our
Lo liet 10 our inability to care—that makes us invest all our hopes and trust in
(iolewional care, A critique of community development in end-of-life care
har et al. (2010) summarizes this challenge by simply asserting that

nep in end-of-life care want to be looked after by professionals, and are
(v 1 tul of empowerment, The critique also claims that it is actually hazardous to
lone o carers into roles that carry responsibility and deprive them of health-care

<1+ 1 es. A Compassionate City does not depriveits citizens of professional health
wnl social care. On the contrary, services adapt to the individualized needs of an
< luc ated, involved, and empowered clientele that has a clear vision of its rights
il responsibilities, and owns the decisions that affect their experiences of end-
Al lile care. Compassionate Cities foster continuity of care before, during, and
Ithcare services. Professional health services and public health (end-of-
life ) care are complementary approaches because they have always been policy
unel practice partners. Compassionate Cities serve to cultivate a different rela-
tionship to power and governance—they represent an evolved way of thinking
dsout health and death that requires system-wide, collaborative, and participa-
tony solutions.

lo implement Compassionate City models we need to deliver innovation
w tion designs based upon the co-creation of policies and practices that coord-
imate end-of-life care in urban centres. An integral element of this new public
le alth revolution will be the incorporation of end-of-life care considerations in
rather than solely the development of policies in the end-of-life care
i ldd (for example, in policies for homeless populations, caregivers, and other
sroups which are at risk of morbidity and mortality, as well as in policies that
v pulate everyday life in schools, workplaces, and other social settings).

Ihis brings us to our final challenge—the reconsideration of what we think of
v public service provision. Ultimately, Compassionate Cities will challenge our
petceptions of professional services through the introduction of a co-produced
watory model of care delivered by citizens themselves in collabor-
ation with professionals and other stakeholders. Policies will be flexible and

17
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embedded within everyday processes of negotiation of compleyx cyperiences
that intersect multiple areas of life. The adoption of an incremental and reflexive
approach to development that builds upon partnerships and focuses upon posi-
tive outcomes for health and wellbeing in end-of-life care will safeguard the
success of the transition.

Conclusion

Palliative care has always been about ‘whole person’ care. This approach
has identified the major components of the ‘whole person’” as encompassing
the physical, psychological, spiritual, and social dimensions of being. As
professionals, our care mission has been to address these with a service that
has targeted all forms of distress at the end of life. We have usually confined
our attempts to address social distress with professional services. We have
worked with hospice volunteers to help with issues of quality of care, con-
Hinuity of care, and balancing professional care with community participation.
Mublic health end of life care takes this much further. Public health practices
represent achange lrom recent ways of working with communities. In public
health approaches we see a stronger and more radical emphasis on commu-
ity partnesships and participation moving, from neighbourhoods to the wider
w that povern and shape not only palliative care but everyone.
[his i recognition that il palliative care is to succeed in its ambition to care
for the 'whole person” it must do so carlier, inside and outside of formal care,
and create alliances with social institutions that participate in the creation and
maintenance of the whole person—as citizen and not solely as patients—at the
centre of our care. Therefore, public health end-of-life care aspires to strengthen
the community and build new relations and partnerships. Professionals and
care organizations can make a major contribution to this by expanding their
self-conception as important hubs and actors in local care networks, and by
recognizing that strengthening compassionate cities and communities could
be a core mission of their behaviour, as professionals and fellow citizens. The
history of public health demands that we recognize that end-of-life care—like
current health care itself—is everyone’s responsibility.
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