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what do we know 
about bereavement as 

it is lived out in 
everyday life?

We knew about the minority who sought 
support from professional services but not 
about the majority who did not seek such 

services.

Therefore we paid less attention to the 
experience and resources the majority

used to learn to live with their loss.



Community assets helping the majority of the bereaved
n=839 (Aoun et al, 2015) 
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Sources of bereavement support accessed by risk groups (Aoun et al, 2015)
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Sources of support perceived helpful or unhelpful (Aoun et al, 2018)

Very/Quite helpful A little/Not helpful



The types of informal social support most valued 
as helpful (Aoun et al, 2018)

The Social Provisions Scale –SPS:
• Attachment -The emotional and affectionate bonds
• Tangible alliance -The practical assistance 
• Social integration -The perceived sense of belonging 
• Guidance - advice or information
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Sources of support accessed by participants who received Palliative 
care and those who did not (Aoun et al, 2017)
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Sources of Informal Support Before and After Death-
Consumers with life limiting illnesses in WA (n=353) (Aoun et al, 2021)





Bereavement support in Australia and Ireland (Aoun et al, 2020) 







Sources of bereavement support accessed by MND family caregivers n=393
(Aoun et, 2021)
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Risk factors for Complicated Grief in MND
(Aoun et al, 2020)

• 8 X more likely if family carer had anxiety

• 18 X more likely if carer had depression

• 4 X more likely with poor family functioning 

• A recent bereavement (<12 months) 

• 4 X more likely being a spouse/partner of the deceased

• 3 X more likely if deceased is under 60 years of age 

• 3 X more likely if they had insufficient support during 

the disease journey 

• 3 X more likely with a shorter period of caring (<1.5 

years)



Proportions in the three grief risk groups of the MND bereaved 
population and the general bereaved population (Aoun et al, 2020)





Public Health Model for Bereavement Support 

• Challenged some of 
this ‘received wisdom’ 
in the field. 

• Exposed the limitations 
of clinical services.

• Validated community-
based approaches to 
bereavement support. 



where hope begins

The Public Health Model for Bereavement Support-Translation

Bereavement Care Taskforce of the 
European Association of Palliative Care

UK National 
Bereavement 
Alliance

Irish Hospice Foundation 
Pyramid of Adult Palliative Care

Palliative Care 
Australia
Standard 6: 
Grief Support

From Health 
practitioners ...
Thanks so much. 
I am enjoying 
your research so 
much! 
we’ve been 
using it at the 
service too-
That triangle 
says so much. 
Cheers.

Voted best external paper 2018, Cecily 
Saunders Institute For Palliative Care

10%

30%

60%

High Risk – at risk of 
complex grief issues. May 
need referral to mental 
health professionals

Moderate Risk – in need of 
some additional support 
e.g. peer support/ 
volunteer led group

Low Risk – majority of 
individuals deal with grief 
with support of family and 
friends





Key Learnings

• The community needs to own its 
central role in end of life and 
bereavement care, with formal 
professionals advising, supporting 
and contributing as required.

• We need to support the ‘everyday assets’ in the community who 
care for the bereaved and who are already involved in the everyday 
lives of those who were caring and recently bereaved. These assets 
are family, friends, neighbours, work colleagues and funeral 
providers to name a few.



Key Learnings (continued)
• Formal professionals may focus on 

emotional support, not understanding that 
emotional support is largely in place, and 
what clients need is strategic support to 
help them negotiate their changed world, 
not merely to adjust their emotions.

• Formal professionals need to remember 
that they are being consulted not to deal 
with grief as a separate event, but as one 
aspect of a tangible, multi-dimensional loss 
with which that bereaved person has to 
live.





Bereavement 
Support 
Funnel



Sources of Bereavement Support Accessed 
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I think I gave the counsellors a crack at me because I 
thought I can’t be stoic all the time and maybe I could 
see things differently. But to me a counsellor is 
supposed to give you tools and ideas on how to deal 
with things. I never got that in the three people I saw.



Improving social models of bereavement support

 Grief festivals e.g. Day of the Dead, Good Grief Festival, Good 
Life, Absent Friends Festival, Dying to Know Day…… 

 Bereavement cafes, Public Living Rooms in hospitals 
supported by Camerados……

 Information about community sources of bereavement 
support should be readily available to the community and 
professionals (GPs, Chemists….) 

 Grief and loss policies developed for workplaces, educational 
institutions, sporting clubs, local government….
 Compassionate City Charter



Example of Peer Support- A Good Fit

Yeah this woman,…..she lost her mother this year so we 
started talking as you do when you lose your mother and so 
she said to me “would you like to join our group of Mothers 
without Mothers?... 

So we go out for lunch on the day of our mother’s birthday.  
Not the day of our mother’s passing  ...then I got to talk all 
about my mother and then they told me about their mother.

Well this is a fantastic group of friends because we talk about 
our mother and it’s ok to sit there for the whole lunch and talk 
about your dead mum and no one’s going to “oh God can we 
get off the dead mum subject you know?” 



Network 
Enhancement

Findings from the 
Compassionate 

Connectors Program

Naturally Occurring 
Networks (26%

vs 
Facilitated Networks

(59%)

Policy

Professional Care (11%)

Community (59%)

Outer Informal 
Network (6%)

Person with 
illness & Family 

Carer

Inner Informal 
Network (20%)



 Every person, every 
family and every 

community knows 
what to do when 

someone is caring, 
dying or grieving.



Palliative care services should invest their efforts principally in developing 
community capacity for bereavement care rather than seeking to deliver 
specialized bereavement services (Rumbold & Aoun, 2014; 2015).

Cemeteries, crematoria and the funeral industry have resolved to shape 
a more contemporary industry and to become more intentional about 
their social contributions as educators, facilitators and consultants on 
meaningful, effective and therapeutic rituals for bereaved Australians. 
(Aoun et al, 2018; Lowe et al 2019, Rumbold et al, 2020).

Not for Profit Organisations can connect both professional and 
community resources in a way that clinicians alone, or community actors, 
cannot. (Aoun et al, 2021)- A significant role in person centred care.







Need to build pandemic grief 
resilient supportive networks

Many of the projections of increased complicated grief 
because of the pandemic: 
• may over-estimate the importance of professional 

support (who is going to fund them?)
• and correspondingly under-estimate what family, friends 

and neighbours can provide 



Even during the COVID-19 pandemic, 
public health strategies like 
Compassionate Communities retained 
their value and developed new 
approaches when face-to-face 
encounters were minimal and physical 
means for support were limited. 

Somewhat paradoxically, the loss of 
opportunities to say farewell itself 
became a different source of social 
connection as people posted their 
accounts on social media and 
supported each other in sharing their 
wishes about what might have been.



Community opportunities arising from the 
pandemic

With COVID-19 sharp focus on death, dying, loss and 
grief:

• Improve death literacy - enabling more preparedness and 
ability to die at home if it is in line with wishes

• Improve grief literacy – supporting community 
understanding, recognition of grief and help-seeking to 
support the bereaved



Be willing to stand beside the gaping 
hole 

that has opened in your friend’s life, 
without flinching or turning away. 

Your steadiness of presence is 
the absolute best thing you can give.

(Megan Devine: Refuge in Grief)





Time to give more attention to those supporting 90% of the bereaved 
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Optimal model of care
Professional services should be aware of, encourage, 
facilitate and enrich community networks, 
collaborating with them in mutually understood 
ways. 
This has two advantages: 
• The first is that supportive networks are open to 

everyone while professional bereavement support 
is available only to a small percentage of those 
bereaved. 

• Secondly, stretched professional services can 
reserve their care for those most in need.



Informal bereavement support is the “bedrock” 
with formal services supplementing this support


