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Consider for a moment the experiences you 
had as a carer or friend of someone who died. 
What role did you play? 

Were you the casserole maker? The late night texter?  The lawn mower? 

Have you been a carer for a parent, a spouse, a friend?

What mattered most to you? Was it having access to good end-of-
life care? Medications? Equipment in your home? A bed at the local 
palliative care unit? 

Was it support from your family and friends that got you through?

We all have stories about people we love who have died. Death touches 
us all. Sometimes the stories are uplifting and life changing, others can 
be devastatingly difficult and unsupported. 

End-of-life care in Australia is shifting into a new era. The health and aged 
care system is looking to innovate and modernise the sector to account 
for our ageing population and growing need for palliative care. Attitudes 
towards death are becoming more positive too – it certainly isn’t the 
taboo topic that it used to be.  

The Compassionate Communities movement considers death, dying, 
and loss to be an important public health issue. It is part of the public 
health approach as outlined by Kellehear (1999, 2005, 2016) that holds 
that death, dying, loss and care is everyone’s responsibility. When people 
die poorly, if end of life carers are overly stressed, it leaves an impact 
for family, friends and the community. It can lead to poor bereavement 
outcomes, social isolation and chronic ill health. But it doesn’t have to be 
this way. If we take a public health approach it is possible to improve the 
experience of dying for families, communities and ultimately the person 
with a terminal illness (Dr Julian Abel, pers comm).
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What is a  
Compassionate Community  
and how can it help those  
at the end of life?
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Compassionate Communities is a way 
of thinking about how care is provided 
to people who are dying. It relies on 
the identification and development of 
caring networks, around the person 
and their carer, extending the concept 
of person-centred care to network-
focused care. 

A Compassionate Community therefore 
recognises that all natural cycles of 
sickness and health, birth and death, 
and love and loss occur everyday. It 
is about acknowledging that care for 
one another at times of crisis and loss 
is not only a task for health and social 
services but is everyone’s responsibility. 
(Kellehear, 2007)

A compassionate community is 
one that1:

1 Has local health policies that 
recognise compassion as an 
ethical imperative 

2 Meets the special needs of its aged, 
those living with life-threatening 
illness and those living with loss

3 Has a strong commitment to 
social and cultural diversity  

4 Involves the grief and palliative care 
services in local government policy 
and planning 

5 Offers its inhabitants access to 
a wide variety of supportive 
experiences, interactions and 
communication 

6 Promotes and celebrates 
reconciliation with Indigenous 
peoples and the memory of other 
important community losses

7 Provides easy access to grief and 
palliative care services 

8 Has recognition of and plans 
to accommodate those 
disadvantaged by the economy, 
including rural and remote 
populations, Indigenous people 
and the homeless 

9 Preserves and promotes a 
community’s spiritual traditions 
and storytellers.

1. www.ncpc.org.uk/sites/default/files/Public_Health_Approaches_To_End_of_Life_Care_Toolkit_WEB.pdf

http://www.ncpc.org.uk/sites/default/files/Public_Health_Approaches_To_End_of_Life_Care_Toolkit_WEB.pdf
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The diagram on page 5 shows how 
a community supports people 
approaching the end of their lives 
and their carer.2 We know that 
carers often report feeling isolated 
and overwhelmed even when they 
have access to professional services. 
End-of-life services continue to be 
essential, but because compassionate 
communities seeks to normalise help 
seeking and accepting help from 
family, friends and neighbours, carers 
are able to access local care networks 
for social and emotional support. 

When in action, the compassionate 
communities approach, has been 
shown to reduce isolation, support 
bereavement, and normalise attitudes 
toward death and dying. Importantly 
research from the UK has shown 
that it can reduce burden on health 
systems, reduce hospitalisations and 
ultimately significant savings for 
local health services. 

This diagram also acknowledges the 
important role of policy in end-of-life 
care and compassionate communities 
and its origins in ‘the Ottawa Charter’ 
for Health Promotion (WHO, 1986). 
Allan Kellehear, who authored the 
book Health Promoting Palliative Care 
(Kellehear 1999) used a charter to 
develop the following action areas for 
health promoting palliative care:

Building public policies that support 
dying, death, loss and grief

Creating supportive environments 
(in particular social supports)

Strengthening community action

Developing personal skills in these 
areas, and

Re-orientating the health system. 

The benefits of a compassionate 
community are:

1 People with a life-limiting illness 
and their carer are supported

2 Community members have a sense 
of purpose in supporting their 
community members

3 People learn how to care for 
another at end of life and can share 
this with others 

4 Financial savings can be realised 
through reductions in hospital 
admissions and emergency 
presentations (see Case Study 1, 
page 14). 

2. Abel J, Walter T, Carey LB, Rosenberg J, Noonan K, Horsfall D, et al. Circles of care: should community development 
redefine the practice of palliative care? BMJ supportive & palliative care. 2013:bmjspcare-2012-000359.
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Figure 1: A network of care (adapted from Julian Abel, presentation to the  
Compassionate Communities Symposium, Sydney 2017)
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What has  
already happened to build 
Compassionate Communities  
in Australia?
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The Compassionate Communities 
Network commenced after the 
1st International Public Health and 
Palliative Care Conference in Kerala, 
India in 2009. A number of people who 
attended the conference, and local 
researchers and health promotion 
practitioners came together at LaTrobe 
University to begin collaborating to 
develop a network here in Australia. 

The network was officially launched at 
the Australian Palliative Care Conference 
in 2011. The group met formally and 
informally until 2014. Local members 
have continued to have close ties with 
Allan Kellehear, Professor of Palliative 
Care at La Trobe University 1999 –2005, 
and  have been involved in the 
formation of Public Health and Palliative 
Care International, an association that 
communicates the importance of 
public health ideas and approaches 
in palliative care at a global level. 

Compassionate 
Communities Symposium, 
Sydney 2017 

On 20–21 February 2017 the inaugural 
Compassionate Communities 
Symposium was held at the ICC Sydney 
in Darling Harbour, co-hosted by a 
partnership between Palliative Care 
Australia and The GroundSwell Project.  

It has been a priority and an investment 
on behalf of this partnership to introduce 
the Compassionate Communities 
Charter to Australia as there is great 
opportunity to reap the reward of a 
public health approach to end of life 
work which is being developed in a 
number of places in the UK. 

Expert Panel Discussion, Compassionate Communities Symposium

http://www.phpci.info/
http://www.phpci.info/


C
o

m
p

as
si

o
na

te
 C

o
m

m
un

it
ie

s

8

Over the two days, 190 delegates 
were in attendance from over 
100 different organisations, with 
representation from all states and 
territories, as well as three countries 
outside of Australia. 

The keynote speaker was Dr Julian 
Abel, a palliative care consultant 
from the UK. 

 The symposium was generously 
sponsored by two prominent and 
passionate leaders in the end-of-life  
care service industry: Southern Cross 
Care NSW & ACT and The District 
Nurses (Tasmania). 

Attendees shared their community 
experiences at the symposium 
– of which five were chosen as 
storytellers to complement the 
presentation. Other stories shared in 
advance made up the foundation of 
the Community Wall, a collaboration 
of learning from attendees. 

91% of attendees gave overall 
ratings for the two-day symposium 
of ‘very good’ or ‘excellent’.

Local activities

Many community groups and individuals 
have taken action to improve the ability 
of their community to support people at 
the end of life. Some of this aligns with 
the community development approach 
of Compassionate Communities and 
some are simply acts of compassion. 

Maple Key to Wellbeing Project 
Calvary Health Care Bethlehem, 
Victoria

The problem: Hospital staff were 
concerned for the emotional 
wellbeing of a young patient was 
feeling frustrated with being cooped 
up and unable to go home. 

What happened: A staff member 
found hundreds of seedlings under a 
Japanese Maple tree in the hospital 
car park, triggering a spontaneous 
effort to pot 101 of the plants and 
involve patients in their care.

What was achieved: A mix of palliative 
care patients and those with progressive 
neurological diseases were inspired 
to water the plants with spray bottles, 
share skills such as bonsai, or distribute 
the plants to loved ones. Nurturing 
the plants gave patients a sense of 
purpose and occupation. The hospital 
is collecting the poignant stories that 
flowed from people who were battling 
to sustain their own lives working to 
nurture something that was growing.
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End of Life Care Committee 
Sunshine Coast Hospital and 
Health Service, Queensland 

The problem: Inadequate death 
literacy is leading to patients not 
articulating their end-of-life wishes, 
leaving health professionals poorly 
equipped to meet them.

What happened: A geriatrician 
established the End of Life Care 
Committee in 2014 in order to change 
community views on death and dying 
over 10 years. The Committee’s goal is 
for death literate, empowered patients 
to initiate Advance Care Planning with 
their families and doctors, and for clinical 
care to adapt to meet their expressed 
wishes. Committee members include 
two consumers, staff from multiple 
disciplines including emergency 
medicine, an Indigenous health worker, 
a chaplain and a representative from 
the primary health network.

What was achieved: For two 
years running, the Committee has 
harnessed Dying to Know Day, 
screening a documentary, holding 
a theatre production followed by 
a discussion panel, and generating 
media coverage. 

It Takes a Village 
Macedon Ranges, Victoria

The problem: Three local women who 
died within months of one another had 
vastly different experiences accessing 
community support during their illness 
and while dying. Between them, they 
had nine children under 18 years of 
age. One woman, Shevaun Noonan, 
received exceptional community 
support, largely because she had the 
benefit of strong connections.

What happened: Using a roster, 
volunteers provided Shevaun with 
extensive personalised support over 
three years (covering meals, shopping, 
massages, child care, house cleaning 
and maintenance). Some of those 
who contributed didn’t know Shevaun 
personally or interact with her.

What was achieved: A charity, It Takes 
A Village, was established to harness 
the community’s capacity to provide 
services, support and resources for 
people who are elderly or have a 
terminal illness and their families. 
It is providing guidance to other 
interested communities and hopes to 
formalise its model of care so it can be 
shared widely.
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What has happened to build  
Compassionate Communities     
internationally?
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Public health and palliative care 
international conferences have been 
held since the inaugural conference 
in 2009 in Kerala India. At the fourth 
international conference in Bristol, a 
new international association ‘Public 
Health Palliative Care International’ 
was formed. The association aims to 
support people around the world to 
embed a public health approach to 
the practice of palliative care. 

The Compassionate 
Cities Charter

The Compassionate Cities Charter 
was developed by Alan Kellehear 
in 2015 and updated in 20153 . The 
purpose of the Charter is to encourage 
local community action through 
12 social changes:

1 Our schools will have annually 
reviewed policies or guidance 
documents for dying, death, loss 
and care.

2 Our workplaces will have annually 
reviewed policies or guidance 
documents for dying, death, loss 
and care.

3 Our trade unions will have 
annually reviewed policies or 
guidance documents for dying, 
death, loss and care.

4 Our churches and temples will 
have at least one dedicated group 
for end-of-life care support.

5 Our city’s hospices and nursing 
homes will have a community 
development program involving 
local area citizens in end-of-life 
care activities and programs.

3. www.ncpc.org.uk/sites/default/files/Public_Health_Approaches_To_End_of_Life_Care_Toolkit_WEB.pdf

http://www.ncpc.org.uk/sites/default/files/Public_Health_Approaches_To_End_of_Life_Care_Toolkit_WEB.pdf
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6 Our city’s major museums and 
art galleries will hold annual 
exhibitions on the experiences of 
ageing, dying, death, loss or care

7 Our city will create an incentives 
scheme to celebrate and 
highlight the most creative 
compassionate organisation, 
event, and individual/s. The 
scheme will take the form of an 
annual award administered by a 
committee drawn from the end of 
life care sector. A ‘Mayors Prize’ will 
recognise individual/s for that year 
those who most exemplify the city’s 
values of compassionate care.

8 Our city will publicly showcase, 
in print and in social media, 
our local government policies, 
services, funding opportunities, 
partnerships, and public events 
that address ‘our compassionate 
concerns’ with living with ageing, 
life-threatening and life-limiting 
illness, loss and bereavement, and 
long term caring. All end of life 
care-related services within the 
city limits will be encouraged to 
distribute this material or these 
web links including veterinarians 
and funeral organisations.

9 Our city will work with local social 
or print media to encourage an 
annual city-wide short story or 
art competition that helps raise 
awareness of ageing, dying, death, 
loss, or caring. 

10 All our compassionate policies 
and services, and in the policies 
and practices of our official 
compassionate partners and 
alliances, will demonstrate an 
understanding of how diversity 
shapes the experience of ageing, 
dying, death, loss and care – 
through ethnic, religious, gendered, 
and sexual identity and through 
the social experiences of poverty, 
inequality, and disenfranchisement.

11 We will seek to encourage and to 
invite evidence that institutions for 
the homeless and the imprisoned 
have support plans in place for 
end of life care and loss and 
bereavement.

12 Our city will establish and review 
these targets and goals in the first 
two years and thereafter will add 
one more sector annually to our 
action plans for a compassionate 
city eg hospitals, further and higher 
education, charities, community 
and voluntary organisations, police 
and emergency services, and so on. 
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United Kingdom

The United Kingdom has identified 
six national ambitions for palliative 
care and end-of-life care, with the sixth 
ambition being ‘Each community is 
prepared to help’.  

The ambitions were developed by 
the National Palliative and End of Life 
Care Partnership, a group of national 
organisations with experience of, 
and responsibility for, end of life care. 
The group comprises NHS England 
as well as groups including specialist 
societies, patient groups and non-
government organisations. This 
ambition has four building blocks, 
as  follows (Ambitions for Palliative 
and End-of-Life Care, 2016):

1  Compassionate and resilient 
communities

Public health approaches to palliative 
and end of life care need to be 
accelerated and support given to 
people and communities who 
can provide practical help and 
compassion.

2  Public awareness

Those who share our ambition should 
work to improve public awareness of 
the difficulties people face and create 
a better understanding of the help 
that is available.

3  Practical support

Local health, care and voluntary 
organisations should find new 
ways to give the practical support 
information and training that enables 
families, neighbours and community 
organisations to help.

4  Volunteers

To achieve our ambition more should 
be done locally and nationally to 
recruit, train, value and connect 
volunteers into a more integrated 
effort to help support people, their 
families and communities.
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Case study 1: UK

There is a good chance you’ve 
participated in one of these 
conversations before. Whatever the 
specifics of the hardship, it tends to 
go something like this:

“I’m sorry to hear Thomas is unwell. Let 
me know if I can do anything to help.”

“Thank you for the offer. That’s very 
kind of you, but no, we’re fine thanks.”

Declining the offer of help, even when 
you don’t particularly need it at the 
time, is a serious mistake according 
to Dr Julian Abel, a palliative care 
physician from the UK who was the 
keynote speaker at the Compassionate 
Communities Symposium in Sydney. 
That is a valuable lesson he has learned 
as one of the world’s leading experts on 
building compassionate communities, 
where people care for one another 
during times of crisis or loss. Saying yes 
to help is also something he actively 
teaches patients and their families, as a 
palliative care consultant in the UK.

Dr Abel warns that saying no is an 
effective way of shutting down valuable 
support networks at a time when they 
need to be nourished and built. He says 
this can have long-term implications 
that can even affect bereavement.

“We have lost being able to say yes to 
help,” says Dr Abel, who was the keynote 
speaker at Australia’s first Compassionate 
Communities Symposium.

Dr Julian Abel, 
UK Palliative Care Physician
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“It is a skill that sometimes we have 
to relearn. The first thing patients and 
families say is ‘no’.

“You have to retrain people to say ‘yes, 
thank you’ and get in early so they can 
get in and start building a supportive 
network. This a conversation I have 
daily with patients and their families.”

To support his advocacy about the 
benefits of Compassionate Communities 
Dr Abel conducted a project is a small 
community in Frome, a community of 
30,000 people. The project focussed on 
identifying vulnerable patients, mapping 
their networks, building community 
capacity to support people at the end 
of life through community development 
and implementing the Compassionate 
City Charter more broadly. 

He found that the community of 
Frome experienced a 30% reduction in 
all emergency admissions to hospital 
admissions, compared to the rest of 
Somerset, resulting in savings of $3.25 
million AUD per annum in Frome alone. 
If these savings were made in a population 
as large as Australia, this could result in 
savings of $2.6 billion per annum. 

Somerset Clinical Commissioning 
Group, which commissions healthcare 
for the 500,000 people of the county 
of Somerset in England, has set a 
target of achieving a 50% home death 
rate by 2026 through implementation 
of the compassionate cities and 
communities charter. 

Dr Abel knows that the benefits are 
far beyond the financial, but that 
financial benefits can create a case 
for supporting this model of care. He 
found that over time, the strength 
of bonds increase, as people in 
supportive networks report their 
contribution to be a privilege and 
meaningful, rather than burdensome. 
Those supportive relationships then 
naturally extend into bereavement 
and beyond, potentially adding joy 
and meaning to a carer’s life many 
years after the death of a loved one.

Figure 2: The Evidence: Emergency admissions Somerset Q2 2013 – Q2 2016
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Case study 2: Spain

Dr Emilio Herrera a Spanish palliative 
care physician who is working to create 
a very different kind of world. It’s a 
world where people don’t see death 
as a failure of the medical profession, 
but rather as the logical conclusion of 
having been born and lived. 

In July 2014 the not-for-profit 
NewHealth Foundation launched 
the Todos Contigo program, which 
translates to “We Are All With You”, 
based on the Compassionate 
Communities Charter. Dr Herrera 
believes that people’s needs at the end 
of life are best met at the community 
level, but society needs to be taught 
that it is a shared responsibility and not 
solely that of health care professionals. 
He says since 2015 a pilot program 
has been “sensitising and awakening 
[the Spanish city of ] Seville to begin 
working with this project”, training 
2000 people to provide or facilitate 
care. Next year, further implementation 
will see 500 people who are dying 
supported by 1500 community 
members. “Our plan is to cover the 
entire city in the next few years. That is 
almost a million people.”

Dr Herrera says community training, 
delivered in short courses or 
workshops, covers what palliative 
care does, where these resources can 
be found and when they should be 

Dr Emilio Herrera 
Spanish Palliative Care Physician
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accessed. It covers patient rights, the 
needs and fears of people at the end 
of life and the evolution of illness. 
“For example, that it is normal to have 
an increase in personal dependency 
over time and not to be taking a huge 
amount of food,” Dr Herrera says. “We 
try to prepare them for the grief also.”

His concept also applies to people who 
will die in residential aged care facilities. 
Here too he says families and the 
community need to play a bigger role.

“We conducted a study five years 
ago of 900 people in residential beds 
and discovered more than 42% had 
depression and more than 55% felt 
isolated despite living in very excellent 
places because they felt their relatives 
and friends had forgotten them,” 
he says.

Dr Herrera’s model acknowledges that 
some patients with complex needs 
will need long-term hospital care. 
Those likely to live the rest of their lives 
more comfortably in their own home 
or another long-term care facility are 
identified by palliative care professionals 
or other hospital doctors, in consultation 
with a social worker or district nurse, 
potentially employed by a local 
council. They gain insights from a 
trained facilitator, who understands the 
person’s social network in detail, in order 
to arrive at a plan which harnesses 
support from both the health care 
sector and the community.

The facilitator takes into account 
the patient’s needs and wishes, and 
assesses the needs and capabilities of 
their network of family, neighbours 
and friends. Before the patient is 
discharged from hospital, they 
identify and organise any training 
or equipment the network needs to 
be effective. If patients are socially 
isolated, facilitators find appropriately 
trained volunteers to step in. 
Dr Herrera says it’s about “preparing 
the right place for the right patient”.

“This is person-centred integrated 
care,” Dr Herrera says, likening the 
model to a series of concentric circles. 
In the centre is the person at the end 
of life, surrounded first by friends, 
personal caregivers and volunteers. 
The next circle includes public and 
private health services.

“Usually the health care sector has 
been planning to be in the centre, 
so it is a different point of view,” he 
says. “The centre is not the palliative 
care team. It is the patient, their 
neighbours and community and we 
have to then provide the benefit 
of professional services they need, 
depending on the needs of the 
patient. It’s an important nuance. It is 
a really different perspective on how 
we really should work.”
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What are the next steps  
for Australia?
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1  Build the Compassionate 
Communities Network

PCA and The Groundswell Project 
aim to continue to work with key 
stakeholders to build the network of 
compassionate community champions. 
We will encourage those champions 
to set up regional communities of 
practice in their local area with various 
community groups and the health 
sector to identify existing networks, 
build new networks and build the 
capacity of community groups to 
support people approaching the end 
of their lives, and their carers. These 
meetings will be crucial to developing 
and learning through practice 
and identifying where additional 
resources are required. 

The work will also seek to ask local 
councils to commit to becoming a 
compassionate community through 
adoption of the Compassionate 
Communities Charter. Work at local 
government level is commencing in 
Victoria with a collaboration between 
La Trobe University and the Municipal 
Association of Victoria, funded by the 
Victorian Government, to implement 
a compassionate communities 
approach not only in selected local 
government areas but also more 
broadly throughout the state. 

2  Replicate the Frome Case Study 
in trial sites throughout Australia, 
measuring the patient and carer 
experience and the financial 
costs or savings  

The trial would involve:

Identifying those in need of 
a discussion and community 
enhancement – this could be a 
role for general practice through 
the Health Care Homes or through 
Primary Health Networks.

Supporting and enabling health 
services to use a community 
development approach to work 
with local communities. This means 
focusing on the ‘reorientation’ 
of health services in policy and 
practice. 

Care planning, including 
admissions avoidance and 
resuscitation discussions. 

Identification of existing networks 
and enhancement of naturally 
occurring networks – this 
role would require training of 
community members and palliative 
care in network mapping and 
development. 
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Aspects of the training include:

 – Why build a network of support 
– conversations with families

 – Just say Yes – starting to build a 
network

 – Advance care planning for end 
of life, led by communities

 – Community skills of caring for the 
dying and bereaved – manual 
handling and injections

Identifying and linkage of the 
person with a terminal illness and 
their carer to community networks.

Reframing what it means to be a 
palliative care volunteer by creating 
greater awareness about overseas 
models of citizen volunteering in 
compassionate communities. 

3  Develop a robust evaluation 
framework that enables services 
and communities to evaluate 
the compassionate communities 
approach 
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To join the Compassionate Communities Network in 
Australia go to Facebook and search for Compassionate 
Communities Network under Pages. 

For any other queries or to go on the mailing list  
to find out about future Symposiums email  
compassionatecommunities@palliativecare.org.au

To find out more go to 
compassionatecommunities.net.au

mailto:ompassionatecommunities%40palliativecare.org.au?subject=
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Coming together to create a

at end of life
more compassionate Australia

Palliative Care Australia is funded by the Commonwealth Department of Health

The 2017 Compassionate Communities Symposium was hosted by:

The symposium team were:

The symposium was supported by:


