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A call to transform caregiving, dying, death and grieving 

A societal shift in perceived responsibility for death and dying
Communities feelings less confident, knowledgeable and prepared 

An urgent need for change on the island of Ireland:
• The death rate is set to more than double in the next 20 years 
• More people are dying at home but often lack the support they 

need

To ensure quality, continuity and equity in care, we need to 
empower communities to lead in supporting those affected by 
serious illness, with the support of our specialist and generalist 
palliative care services and wider civic society

May et al, 2020; McKeaveney et al, 2020; Abel et al, 2018



Compassionate Communities- It takes a village

Serious illness, dying, death, and grief need to be 
recognised as shared human experiences 

Death is not a ‘medical event’

Compassionate communities complement, rather 
than replace, formal services by fostering local 
networks of care and compassion.

Compassionate communities rebalance roles

Kellehear, 2022



Empowering people to act

Compassionate communities help to empower 
everyone to take action around serious illness, 
dying, death and grief.  

A strengths-based approach- harnessing the 
strengths within each community to address 
unmet need 

Compassionate communities as a global 
movement

“Communities that invest in and promote 
individual behaviour, group strategies or societal 

structures or policies that prevent or reduce 
suffering resulting from experiences of serious 

(mental or physical) illness, death, dying and loss; 
actively promote health and well-being, 

community support and empowerment of 
community members affected by such 

experiences; and actively acknowledge these 
experiences as natural parts of daily life”

D’Eer et al, 2024; Vanderstichelen et al, 2022



Death is everyone’s business

Death is everyone’s business – the need 
for wider systemic change

Compassionate Cities and Compassionate 
Civic Charters as supporting 
compassionate communities

Kellehear, n.d.



The relevance of compassionate communities to the 
island of Ireland

 Our changing demographic profile

 Inequality at end-of-life

 Social isolation and loneliness

 Unmet emotional and spiritual needs

 Need for cultural change around death and dying

 Increased demand for palliative and end-of-life care



Compassionate Communities and National Policy

A strategic challenge for our island- existing North/South policy alignment, and 
potential for cross-border collaboration (e.g. opportunities via the Shared Island 
Initiative)

Northern Ireland
- Evolving Programme for Government (2024-2027)
- Regional Palliative Care in Partnership Programme
- DoH- integrated care system

Republic of Ireland
- Evolving Programme for Government (2020)
- The new National Adult Palliative Care Policy
- The Sláintecare Strategy



Methods

This position paper is based on outcomes from the Inaugural 
Compassionate Communities in Palliative and End of Life Care 
Conference (9th September 2024, Canal Court Hotel Newry)

Data sources:

i) Exemplar projects from conference attendees
ii) Conference presentations
iii) Roundtable discussion
iv) Post-event, expert stakeholder consultation

Progress to date in 
fostering compassionate 

communities- 
challenges and 
opportunities



Compassionate communities initiatives need to be recognised as creating the environment for 

meaningful education, social awareness raising and open dialogue

• Simply informing people about matters relating to death, dying, 
or grief is not enough; compassionate communities provide the 
infrastructure that fosters conversations about death, raises 
social awareness and creates supportive environments that 
empower individuals to act.

• Compassionate communities increase death literacy - the 
knowledge and skills people need to understand, access, and 
make informed decisions about end-of-life care. 

• Using the arts to facilitate discussions of emotive topics is 
valuable and helps develop a compassionate culture.

The Caru Project, Irish Hospice Foundation
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• Across the island of Ireland, numerous grassroots initiatives have 
been developed and led by communities themselves. 

• We must recognise people with lived experience as valuable 
community assets

• Eileen Pugh started M50 Soulfriends when she recognised the 
lack of spaces where people could openly discuss grief. 

• Sam Villena developed a WhatsApp group (Extra Special Kids) 
for parents and carers of children with a life-limiting conditions. 

•  Jaqueline Daly, co-founder of East Galway & Midlands Cancer 
Support, started the group when she recognised how little 
community support was available for people with cancer.

• It is important we recognise, support, and sustain these 
compassionate communities efforts. 

On the island of Ireland, we must recognise, support and sustain initiatives that 

are driven by the community.



• Unique needs of communities- Every community has different assets, 
unmet needs, and unique voices. 

• The need to amplify community voices – the importance of a community 
development approach

• Sustainability - Success requires patience, trust, and time. Listen deeply, 
and build relationships

• Active and systemic engagement – work with, as opposed to in 
communities

A considered community development approach is essential, to ensure 

local voices and needs are prioritised and sustainable change is achieved
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• Inspiration and practical guidance is needed

• The responsibility is on all of us to develop compassionate 
communities

• There is significant learning to be gained from those who 
have developed compassionate communities initiatives 
across the island, or further afield

Inspiration and practical guidance are necessary to mobilise existing communities on the island 

of Ireland to develop compassionate initiatives



Engagement from civic society across the island of Ireland is needed, to embed 

policies and support around caregiving, dying, death and grief within all our key institutions

• Civic society needs to be engaged and engaged beyond the context of 
health and social care.

• Professor Allan Kellehear emphasised the importance of a social 
ecological approach to the development of compassionate communities

• A broader sociological approach can be usefully guided by the 
Compassionate City Charter.

• Across the island of Ireland, Derry-Londonderry is the only city to develop 
a Compassionate Cities Charter

• There is significant opportunity for local government, government 
departments, councils and civic institutions



Strategic leadership and investment is essential to foster compassionate 

communities across the island of Ireland

• Top-down support is absolutely essential if we are to see 
compassionate communities integrated across our island.

• A key area for cross-border collaboration 

• Need for an organisaiton to deliver strategic leadership for 
compassionate communities across the island of Ireland was 
endorsed. 

• Financial investment needed- to ensure sustainability and 
potential reach

The Art of Life, cross-border project



Recommendations

People with lived experience and communities themselves must be at the heart of delivering 
on each recommendation.

A clear mandate for fostering compassionate communities is needed from local government 
both North and South, with the recommendations translated into specific actions and 
delivered through relevant government departments.





Moving forward together

Together, we can foster a compassionate approach to 
caregiving, dying, death and grieving that spans all sectors of 
society.

Are you already doing work that aligns to one of the 
recommendations? 

Or, could you lead on addressing one of the 
recommendations?

Please get in touch with the AIIHPC – Paula Pinto, Programme 
Manager (ppinto@aiihpc.org)

Link to position 
paper
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