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This research is being developed in
partnership between The GroundSwell
Project and The Caring at End of Life
research team, led by Prof Debbie Horsfall,
at Western Sydney University. Over a
decade of collaborative, community
informed, social research about end of
life care and the public health approach
to end of life forms the bedrock of this
national survey. A major outcome of this
work will be the Death Literacy Index
which will enable us to both measure and
understand social changes around caring,
death, dying and bereavement at local,
national and international levels. This
research is funded by The J.O. & J.R.
Wicking Trust.

Suggested citation: Noonan, K., Horsfall, D,
Kelly, M. (2018). Beyond Taboos? Australians'’
capacity to care for each other through
death, dying and loss. Research Report. The
GroundSwell Project. Sydney.

Learning through
experi

Taking action

What 1s death literacy?



Who did we speak to?

AUSTRALIANS ARE A CARING BUNCH ...

@ Level of education

In early 2018
we surveyed a
representative sample
of 1330 people (53%

female, 47% male) from
across Australia about
their experiences with
death, dying and grief.

Year 9 or below Certificate or Diploma
Year 10 or equivalent Undergraduate degree

Year 12 or equivalent Postgraduate degree

13% have worked or volunteered
2% with people at end of life.

TAS @ 11% have worked in bereavement
support.

9% have attended training on how
to help people who are dying or
bereaved.
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What have we done?

Many of us have offered
support when someone is
dying. We provide hands on
care, emotional support and
bereavement support

Supporting Carers




What can we do?

People can and are involved in
end of life care. Many people
help with emotional support and
are able to be physically present
when someone is dying.




Learning about death ...

We are learning about death % k % k % k
from our personal experiences.

Very few had key learning
experiences in our schools or g
through community activities.
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Learning from grief and loss...

@ More than half of us feel
changed by our experiences
with grief and loss.

40%+ of us believe we are
more equipped to help others
and feel more confident to
face similar challenges.
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When it comes to
talking about death...

There are many more

Australians talking about death
than not. This challenges some
of the beliefs we have about
death being a taboo topic.



Talking to adults about death is
percelved as easier than talking
to children about it.

24% of people feel able to talk
about death, dying or loss with
a child.

43% of people have experienced
the death of someone close to
them under the age of 16.

53% feel able to talk to another
family member.




Navigating the system

We tend to know more about navigating
the funeral industry than we do for end of
life or aged care.

We're not too bad at finding information
though, with 45% of us knowing how
to get information about palliative care.
Fewer of us know how to get information
about carer and bereavement support.

This is important when you consider that
half of us would like to access palliative
care and also have support from our GP.
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Death 1s an active part of life

At times of death, loss and
bereavement many of us
are still involved in caring

% and supporting one another

In homes and around our

community.
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How can we build
on the strengths
that already exist in
our communities?

Building on the connections we already have

Sharing our stories and learning from each other.

Improving our knowledge about dying and death

Rituals



How can we build on the the existing capacity in our nation
and our communities?
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Our research team

The research team includes Professor Debbie Horsfall, Professor Rosemary Leonard, Marguerite Kelly, Helen Psychogios School of Social
Science and Psychology, Western Sydney University, Ms Kerrie Noonan The GroundSwell Project, Dr John Rosenberg Institute of Health and
Biomedical Innovation, Queensland University of Technology, Dr Bruce Rumbold, Ms Andrea Grindrod Palliative Care Unit, La Trobe University.
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The GroundSwell Project is working to develop
death literacy through community engagement
and action in communities around death, dying
and loss. In 2016 The GroundSwell Project
received funding from the Wicking Trust to
support the development of the compassionate
communities practice in Australia, including
working with Western Sydney University to
develop The Death Literacy Index, which once
developed, could provide an annual snapshot of
death literacy in our community.



