


Engaging with spirituality and spiritual care: 
Research, evidence and dissemination



Acknowledgement of country 

We recognise that Flinders operates on Indigenous peoples’ traditional lands 
and waters and acknowledge their continued responsibility to care for 
country at the University’s various teaching locations, including the lands 
and waters of the following peoples: Kaurna, Arrernte, Boandik, Bungarla, 
Gunditjmara, Jawoyn, Larrakia, Nauo, Ngarrindjeri, Peramangk, Wurundjeri, 
Yolgnu.



Ageing, caring, dying and grieving
Palliative care and spirituality
Research Centre for Palliative Care, Death 
and Dying



Our world has 
changed and is 
continuing to 
change



We’re living longer

AIHW Deaths in Australia Life Expectancy Available from https://www.aihw.gov.au/reports/life-expectancy-
death/deaths-in-australia/contents/life-expectancy

https://www.aihw.gov.au/reports/life-expectancy-death/deaths-in-australia/contents/life-expectancy


And we’re 
dying older

AIHW Deaths in Australia Age at Death Available from https://www.aihw.gov.au/reports/life-expectancy-
death/deaths-in-australia/contents/age-at-death



So, what do 
we die of?

Source: AIHW National Mortality
Downloaded from https://www.aihw.gov.au/reports/life-expectancy-death/deaths-in-australia/contents/leading-causes-of-
death

https://www.aihw.gov.au/reports/life-expectancy-death/deaths-in-australia/contents/leading-causes-of-death


A complicated relationship with ageing
Older Australians are all of Australia 
and so are very diverse
Ageism affects workplace; healthcare; 
aged care; and families and local 
communities
Family structures are changing which 
impacts care possibilities 
Care for those living in the community is heavily reliant on the 
contribution of informal carers 
As people age they more likely to use aged care services. 
Increasing intersect between ageing, caring, dying and grieving

Benevolent Society: Drivers of Ageism Available from https://www.everyagecounts.org.au/research
AIHW Use of aged care services before death Available from https://www.aihw.gov.au/reports/aged-care/use-of-aged-care-services-before-
death/contents/table-of-contents

https://www.everyagecounts.org.au/research
https://www.aihw.gov.au/reports/aged-care/use-of-aged-care-services-before-death/contents/table-of-contents


How does palliative care fit in? 
The 2014 WHA 67.19 called for strengthening 
palliative care as a component of comprehensive 
care across the life course agreed. 
http://apps.who.int/gb/ebwha/pdf_files/WHA67/A67_R19-en.pdf

The 2018 National Palliative Care Strategy 
reminds us that the person and family sits at the 
heart of care and that 
Palliative care is holistic care and will include attention to 
physical, emotional, psychological, social, and spiritual 
needs. 

National Palliative Care Strategy 2018 Available 
http://www.health.gov.au/internet/main/publi
shing.nsf/Content/Palliative%20Care-1

http://apps.who.int/gb/ebwha/pdf_files/WHA67/A67_R19-en.pdf
http://www.health.gov.au/internet/main/publishing.nsf/Content/Palliative%20Care-1


Spirituality and Dying
Growing recognition that spiritual care is a research and practice agenda 
for palliative care
Addressing existential distress and suffering beyond physical symptoms 
In 2010 members of the European Association for Palliative Care (EAPC) 
founded a Spiritual Care Taskforce to further evidence-based spiritual 
care by developing an agenda to inform research in this area, to improve 
staff competence and confidence and outcomes for patients and carers
Systematic reviews identifying palliative care practices, competencies and 
processes to implement spiritual care
Role and contribution of tools such as FICA and HOPE, legacy work, 
dignity therapy



The Role of RePaDD
Specialist research centre at 
Flinders University looking at 
palliative care, death and dying
• Palliative care across the 

health system
• Death & dying across the 

community
• Online evidence & practice 

translation



The need for research around dying
Examining experiences, needs and responses of individuals and families 
Understanding community attitudes and priorities
Identifying and addressing health professional and health system 
requirements for effective care provision
Investigating equity in access, use and outcomes
Enabling access to evidence and guidance for care providers
Developing new tools, resources, functionalities for care
Evaluating effectiveness of new models, approaches and tools
Assessing funding, policy, change management, care outcome 
measurement, care models



RePaDD Contributions
Provides access to evidence and 
resources through major projects 
(CareSearch, palliAGED)
Contributes to workforce capabilities 
through national programs 
(ELDAC, End of Life Essentials)
Understand consumer and community 
views and attitudes
(eg Dying2Learn, Engagement Project)
Contributes to the underlying 
evidence base (eg Dying2Learn, 
Bereavement Study)



CareSearch Knowledge resources

PubMed Searches:
One click searches for evidence

Review Collection:
Systematic reviews 
and structured 
literature reviews



palliAGED: Aged Care Resources



Engagement Project
Working with three sector/groups across 2017-2020:
• Patients, Families and Carers
• Aged Care, and
• Allied Health. 

Feedback on the content of CareSearch and palliAGED 
resources and their awareness and use of evidence based 
resources. 

Priority topics and also best approaches



D2L: Attitudes to death and dying
2015-2017 CareSearch work program included:
• Development of a MOOC on death, dying and palliative care in  Australia to build 

community awareness of palliative care and  death as a normal process  
• Initially scheduled only for 2016 but interest was so high it was repeated in 2017 and in 

2018 with additional activities and research scales

Research Approach
• Formal evaluation protocol
• Embedded research study looking at death competence
• Follow up participant survey on impacts 
• Initially scheduled only for 2016 
• Interest was so high it was repeated in 2017 and in 2018 

with additional activities and research scales



Study Aims



Basic Findings
People are willing to participate in online discussion around death 
and dying. 
The MOOC was positively evaluated
MOOC is associated with improvement in death attitudes,. Death 
competence as measured pre-post with Coping with Death Scale 
shows a significant gain (even off a high base)
MiL and CDS: Greater presence of meaning in life, quality of life, 
age, death experience, and carer experience were each statistically 
significant unique predictors of death competence scores. 
Presence of meaning in life was the strongest predictor of higher 
perceived competence in coping with death.



D2L: Before I die…
What do people consider is 
important when faced with their own
mortality?

663 MOOC participants completed 
the following statement: “Before I 
Die, I want to . . . ”. 

Qualitative analysis and coding 
showed 12 themes. 
Reminds us of importance of 
connection, resolution, meaning



The business of dying
Many deaths are expected. People have 
an awareness they will die. 
Navigating dying can be complex 
negotiating systems, expectations 
and fears.
A social justice lens requires us to 
consider structural vulnerability and 
inequities in access to care at the 
end of life 
More than physical care for the person 
is needed
Spirituality in its broadest context can 
support meaning and meaningfulness.



Thank you

Questions/Discussion
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