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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,
Gunditimara, Jawoyn, Larrakia, Nauo, Ngarrindjeri, Peramangk, Wurundjeri,
Yolgnu.




Ageing, caring, dying and grieving
Palliative care and spirituality

Research Centre for Palliative Care, Death
and Dying
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Voluntary Assisted Dying % || ) Lican |

The Victorian Government believes.all Victorians. are entitied o quality end of life care, which ref
compassionate support to family, friends and carers.

On 29 November 2017, the Victorian Parliament passed the Voluntary Assisted Dying Act 201
From 19 June 2019, Victorians at the end of ife who are suffering and who meet strict eligibility
voluntary assisted dying.

The law allows for an 18-menth implementation period 1o give health services time 1o plan and pr

We are currently working with the community and the health and legal seclors 1o safely implema:
The Implementation Taskforce, chaired by Julian Gardner AM, wi the govermment on thel
dying and have a coordinating role in overseeing and facilitating the work.

During implementation, the Woluntary Assisted Dying Review Board will also be established to o
reporting and ensuring standards of safety are maintained
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We're living longer

Life expectancy at birth (years)
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AIHW Deaths in Australia Life Expectancy Available from https://www.aihw.gov.au/reports/life-expectancy-
death/deaths-in-australia/contents/life-expectancy
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Mumber of deaths

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




1 Coronary heart disease

10,269 7,264

I-e-
II -

2 Dementia including Alzheimer disease 4,990 §8,973
3 Cerebrovascular disease 4164 }5,808
4 Lung cancer 5,000 §3,586

5 Chronic obstructive pulmonary disease 3,783

3,330

Source: AIHW National Mortality

So, what do
we die of?

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

Fl . d Benevolent Society: Drivers of Ageism Available from https://www.everyagecounts.org.au/research
W ln ers AIHW Use of aged care services before death Available from https://www.aihw.gov.au/reports/aged-care/use-of-aged-care-services-before-
UNITVERSITY death/contents/table-of-contents
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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/WHAG7/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.

Social,

Specialist if;'l';;ﬁ?:ll.'
palliative community
care relationships and

organisations

Other specialist Community,
medical, nursing disability,
and allied aged and social
health care services
General Grief and
Practice and bereavement
primary care support

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

@ [linders



The Role of RePaDD

Specialist research centre at
Flinders University looking at
palliative care, death and dying

e 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 o

(CareSearch, palliAGED) palllAGED
Contributes to workforce capabilities AT AT AGE AT
through national programs

(ELDAC, End of Life Essentials) E?S%Iﬂlll.l\[g &
Understand consumer and Community education for acute hospitals

views and attitudes
(eg Dying2Learn, Engagement Project)

Contributes to the underlying /) E LDAC

evidence base (eg Dying2Learn, — —
Bereavement Study) Dying JLearn

N
Flinders 4

CARESEARCH®

palliative care knowledge network




CareSearch Knowledge resources

PubMed Searches:
One click searches for evidence

Review Collection:
Systematic reviews
and structured
literature reviews




paliAGED: Aged Care Resources

palliAGED

‘ Home Australian Context Evidence Centre Practice Centre For the Community About palliAGED

Summaries

Spiritual Care Q

P Search PubMed

Key Messages Spiritual Care: Palliative & Aged
Spiritual Care: Pallative only

© Spirituality contributes to quality of life and wellbeing [1) and has been Spiritual Care: Aged only

associated with positive emotional and mental health [2,3] and the ability to About these searches

cope in a time of stress. [2]

© For many people, spirituality is important throughout life; for many older
people, spiritual care is especially important at the end of life. [4,5] Practice Points

© spiritual care is an important aspect of paliative care, holistic or inclusive

care, dignity-conserving care, respectful and culturally-appropriate care, and 5
Read Synthesis
compassionate care. [1,57] Spiritual care is also important for the person who

is dying as well as family members and care providers. (8]

© The Australian National Guidelines for Spiritual Care in Aged Care are

available to guide care. [1]

© Spiritual care can be provided by all members of an aged care or palliative
care team [9] and is optimised if a whole-of-organisation approach is taken.
.89

© Spirituality and religion appear to have positive effects on older aduits
with dementia. [2,9]

Background

Definitions of spirituality are debated in the literature and often described as making connections, sq

giving meaning and purpose to life, and seeking [1-579-11]A

Puchalski et al. [7) "Spirituality is a dynamic and intrinsic aspect of humanity through which persons
meaning, purpose, and transcendence, and experience relationship to self, family, others, communi
and the significant or sacred. Spirituality is expressed through beliefs, values, traditions, and practic
person's spirituality may be independent of religious belief, affiliation or practice. [1-3,57,9-11]

palliAGED

Spiritual Care

What we know

For many people. spirituality is important throughout Iife. Spiritual care may be especially important for older people at
the end of life. Spiritual care is part of a comprehensive approach to end-of-life care. Spiritual care may help individuals
to feel positive and to cope in a time of stress. All staff can participate in a whole-of-organisation approach to spiritual
care.

Go to Evidence Summary

What can | do?

Recognise that spiritual care is part of everyone's role. (
palliAGED

Spiritual care is a shift to meaningful experiences and to Tips for
connection. Remember: Spiritual Care

eworkers:

« appropriate touch. eye contact. and a welcoming and
unhurried approach to conversation

« being sensitive to and respectful of the spiritual and
religious needs of people in your care and their families

« offering opportunities for a connection to nature, to music.

to conversation, to art. to memories or through e A
expressions of self in terms of diet and clothing Spiritual Care e 4

« providing opportunities for discussion with Chaplaincy A=
staff

+ looking for activities and roles that give people purpose: at
end-of-life it may be appropriate to offer a therapeutic ife review or dignity therapy.

Sometimes people (older people in particular) do not have the language to know who to talk to or even to ask for

000
Practice Centre For the Community About palliAGED Q

Tips for Careworkers:
Spiritual Care

What it is: Spirituality can be a person's
connection to other people, to nature, or to
what gives them meaning and purpose.

Spirituality depends on the person. It is not
always about religion.

Wihy it matters: For many people,
spirituality is important throughout life and
at the end of life. Spiritual pain may lead to
a physical response (e.g, increased pain) or
an emotional response (e.g., anxiety,
depression, or anger).

What | need to know: Spiritual support

is animportant aspect of palliative care.
Showing respect and support for a person’s
spirituality can reduce the distress of being
ill or dying.

People may appreciate opportunity for
discussion with chaplaincy staff, spiritual
care practitioners, or faith representatives.

When you interact with the person use:

= appropriate touch

* eye contact if appropriate

* awelcoming unhurried approach to
conversation and listening so that the
person feels heard and valued.

Be sensitive and respectful of the spiritual,
«cultural and religious needs of people in
your care and their families.

Offer opportunities for a connection with
spiritual practices outside of those in the
place of care.



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

Workshops:
discuss with Trial approaches
representatives ranked highly by
of the community community
‘ways to increase representatives
engagement

Review published Use framework to
literature to design workshops

define an and Measure impact

engagement implementation
framework strategies

CARESEARCH ., .

What we propose to do — Action Plan E

Our priorities for the next 12 months:

U Inresponse to your input we will focus on how CareSearch and
palliAGED can best provide the most useful information and
resources to support people, how and when needed

Focus on 6 key topics

information and resources add to peoples ‘toolbox”

Jd

O Use articles and campaigns - linked to key messages,
O Use multiple channels for information dissemination
-

‘Vehicle’ to provide support & raise awareness

Key topics:

4. Coping with change- changes and transitions, stages of

need, care planning, recognising detenoration
5. Death, Dying, Loss and Bereavement — Ok to talk about
death and dying, loss and bereavement in aged care

6. Holistic whole person centred care — physical, social,
emotional, spintual aspects of care ~dignity of care

-~




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

) Flinders



Study Aims

« To determine what effect online learning and discussions within a MOOC on death
and dying have on participants’ feelings and attitudes towards death and dying as
measured by the CDS

« Toassess if health related quality of life as measured by AQoL and life meaning
%sDrgeasured by MLQ, is correlated with attitudes to death as measured by the

« Toexplore the consumers voice via content analysis of blogs/ conversations held
online during the MOOC, and how this is associated with participants’ socio-
demographic characteristics and feelings towards life, death and dying (as
measured with the AQoL, MLQ, and CDS).

CDS: Coping with Death Scale,
AQoL: Australian Quality of Life 4D Scale;
MLQ: Life Meaning Questionnaire




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.

@ [linders



D2L: Before | die...

What do people consider is
important when faced with their own
mortality?

663 MOOC participants completed
the following statement: “Before |
Die, | wantto .. .".

Qualitative analysis and coding
showed 12 themes.

Reminds us of importance of
connection, resolution, meaning

= Flinders

UNIVERSITY

SELF-FOCUS

(inward facing,
about me or for me)

Do Activity
Live Fully
Self-Aspiration
Gratitude
Health
Legacy
Religion/Spirituality

FAMILY

(inward and outward facing.

| benefit as do others)

PEACE
Make Peace = outward facing
Inward facing +— Be at Peace

LOVE
Give Love —» outward facing
Inward facing += Receive Love

HAPPINESS
Others Happy =+ outward facing
Inward facing += Be Happy

OTHERS FOCUS

(outward facing,
about or for others)

The Greater Good




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
iInequities 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.

=) Flinders
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