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IN THIS ISSUE:

Project updates
We received funding for this study in November 2019 to commence recruitment in April
2021 after ethics approval and documentation was finalised and little did we know that
we would face further restrictions with the COVID-19 Delta variant.
It has been a difficult year for everyone but especially for those who have had a family
member or friend die.
We appreciate how willing people have been to share their experiences either through
our survey or in an interview. We are building a picture of the challenges faced during
the pandemic but we are also seeing examples of resilience and creativity.

Preliminary findings
Bereavement in
COVID-19 globally
What's next
How can you help

We continue to recruit to the study and invite people to take our survey. We have been
overwhelmed with offers for interviews and we are trying to interview as many people
as we can in the timeframe.
As we head into the Christmas and holiday season it can be a difficult time for many
people. It will be a time to take care of one another and respond with kindness and selfcompassion.
Thank you for your support of our study and sending best wishes from the team.
Professor Liz Lobb

Social Media Campaign
On September 21st, 2021 we launched a social media
campaign (Facebook and Instagram), in collaboration with
Bench Media. This campaign ended on December 6th,
attracting over 1300 bereaved people from across Australia. Todate, 1582 have completed the online survey.
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PRELIMINARY FINDINGS
From 1513 surveys:
Who died?
8% of people experienced more than one death during
the pandemic.
Most participants experienced the death of a family
member, 9% had a friend die, 1% had a colleague die.
1 in 4 told us their mother died, and 1 in 5 told us their
father died.

How did they die?
30% of participants reported the cause of death
to be cancer. The 5 most common causes of
death are below.
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Where did they die?

73%

Home
Nursing Home

73% of deaths occurred in the same state
the participant lived.
The majority (67%) of deaths occurred in
NSW and VIC.
10% of deaths occurred internationally.
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We have completed 97 semi-structured in-depth interviews to-date with bereaved
Australians.
“Covid impacted on me personally as one in a series of significant events. The drought followed by the fires was bad
enough. We thought. Then came Covid lockdown and during that my husband became ill and died suddenly. All my family
lives interstate or at significant distance and lockdown prevented them travelling to me for many months. I grieved alone
through winter. The internet was my life-line. Literally. And COVID-19 has not gone away. I live in fear of another long
lockdown without support. It haunts me.” – Participant 148
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BEREAVEMENT IN COVID-19
GLOBALLY
Researchers in the United Kingdom have conducted a national mixed-methods study to explore the support needs and grief
experiences of bereaved people during the COVID-19 pandemic (1). Insights from 711 bereaved people in the UK were
collected through a survey. Participants were 88.6% female. The bereaved person most commonly lost a parent (55.6%),
followed by a partner or spouse (21.4%). 10.1% of participants reported experiencing more than one bereavement. Results
from the UK bereavement experience may provide insight into the support needs and grief experiences of Australians.

Support needs and access to professional support in UK
50-60% of participants reported high/fairly high levels of emotional support
needs (1), including:
dealing with their feelings about the way their loved one died (60%),
expressing their feelings (53%)
dealing with feelings of anxiety and depression (53%)

Most participants were not accessing support from formal bereavement services
(59%) or their GP (60%). Reasons for not accessing formal support included:
already having adequate support from family/friends (29%);
feeling uncomfortable asking for support (27%)
they thought the support would not help (18%)
unavailability (15%)
they did not know how to get support (14%)
Those who did seek formal support reported access difficulties, such as
assumptions of overstretched services; unreturned calls; minimum wait periods
after death; long waiting lists; and feeling uncomfortable discussing sensitive
matters via telehealth (1).

Separation from family and friends

Among those who did not seek support from family and friends, worry about
being a burden and not wanting to add to the emotional burden of others,
when COVID had already increased burden, was common. Participants also
reported that being in isolation in lockdown was making it harder to
reconnect with friends over time, and reported a need for physical comfort
from friends and family. Being unable to access family and close friends for
support made the death seem surreal and harder to accept. Participants also
reported that they felt friends and family were uncomfortable talking about
the death (1).

Factors associated with better end of life care

if the death occurred in a hospice, participants were more likely to be involved in the decisions about the care of their loved one, and were
more likely to report being offered bereavement support services information at the time of death.
In cases where the death was expected, participants were more likely to be involved in decisions about the care for their loved one; were
more likely to know the health professionals contact details; have received information about the approaching death; and feel well
supported by the health team immediately after death. Those who had a partner die were 9 times more likely to be able to visit prior to
death than those who had a grandparent die. (2)
(1)Harrop, E., Goss, S., Farnell, D., Longo, M., Byrne, A., Barawi, K., Torrens-Burton, A., Nelson, A., Seddon, K., Machin, L., Sutton, E., Roulston, A., Finucane, A., Penny, A., Smith, K. V., Sivell, S., & Selman, L. E. (2021). Support needs and barriers to
accessing support: Baseline results of a mixed-methods national survey of people bereaved during the COVID-19 pandemic. medRxiv, 2021.2006.2011.21258575. https://doi.org/10.1101/2021.06.11.21258575
(2)Selman, L., Farnell, D., Longo, M., Goss, S., Seddon, K., Torrens-Burton, A., Mayland, C., Wakefield, D., Johnston, B., Byrne, A., & Harrop, E. (2021). Place, cause and expectedness of death and relationship to the deceased are associated with
poorer experiences of end-of-life care and challenges in early bereavement: Risk factors from an online survey of people bereaved during the COVID-19 pandemic. medRxiv, 2021.2009.2009.21263341.
https://doi.org/10.1101/2021.09.09.21263341
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WHATS NEXT?
Study 4
Aboriginal Health and Medical Research Council Ethics Application submitted in
November (Dec 7 meeting)
Interviews with Aboriginal and Torres Strait Islander Health Workers from SESLHD to
commence upon approval - will provide insights into the unique bereavement
experiences and support needs of Aboriginal and Torres Strait Islander peoples
during the pandemic

Transcultural and Multicultural Health Workers Sub study
In the new year we will also be engaging with community
organisations to recruit transcultural and multicultural health
workers. We will be conducting semi structed interviews with these
participants to gain an understanding of the impact of COVID-19
both on themselves and on their communities.

HOW CAN YOU HELP?
Posters
The research team have created posters
to be displayed in community areas such
as local neighbourhood centers and on
community notice boards. Please let the
research team know if you would like
copies of the posters.
Social Media
Social Media was the most successful way
of getting our survey out to bereaved
Australians. Please share about the study
on your social media channels to give
people the opportunity to participate and
share their experience
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OUR TEAM
UTS RESEARCH TEAM
Dr. Serra Ivynian - Project Manager
Dr. Serra Ivynian is a Research Fellow at IMPACCT and the project manager for this
study. Her PhD research investigated care-seeking behaviour in patients with heart
failure, with inferences for patient-provider communication, improving health literacy
and coping responses for people with chronic illness.
She has worked on national evaluation projects to help improve palliative care service
delivery across Australia, with a focus on supporting informal carers of palliative patients
being cared for at home. Her current research focuses on understanding the
information, practical and support needs of carers at all stages, including postbereavement, using quantitative and qualitative methods.

Kimberley Jones - Research Assistant
Kim has a strong research background in paediatric
psycho-oncology and neuropsychology. Kim has also
worked clinically, in support roles in Out of Home Care
settings, and in private psychology practice settings.
Her research interests are in mental health, CALD and
ATSI groups, and public health.
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Sara Roberts - Research Assistant
Sara has a research background in behavioural science,
human development and paediatric palliative care.
Sara’s research interests focus on improving the quality
of life and psychosocial wellbeing of vulnerable
populations, which was shaped through her research
endeavours within end-of-life care.
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CONTACT US
We greatly appreciate your support in this important study. We will send these newsletters out quarterly.

For more information, check out our website:

For questions or comments, email us at:

www.lossandgriefduringcovid19.com

bereavementincovid19@uts.edu.au

For specific questions, get in touch with our project
manager:
Dr. Serra Ivynian

serra.ivynian@uts.edu.au
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