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Our
Vision

Our
Mission

Create equitable

opportunities for bereaved

parents (and those impacted

by baby loss) to partner with

the research community to

ensure meaningful research

Identify the challenges, solutions
and opportunities for bereaved
parent involvement in research

1

Co-design a sustainable framework
to support partnerships between
bereaved parents and researchers

2

Demonstrate the impact of Project
Engage on the involvement of
bereaved parents in research

3
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Introduction
The lived experience of bereaved
parents and families who have
suffered baby loss is integral to
informing best practice for pregnancy
and postnatal care. Bereaved parent
involvement in research undoubtedly
improves outcomes for future
families.

The Stillbirth CRE is committed to
strengthening research partnerships
with bereaved parents. In 2021, in
partnership with Stillbirth Foundation
Australia, we began Project Engage
to explore and enhance the
experiences of bereaved parents
involved in stillbirth research. Since
then, we have co-produced a large
program of work together with
bereaved parents to embed lived
experience voices at every step of
research. 

Working together to create “an environment in which everyone
feels safe so that research opportunities can be fostered, explored
and partnerships can be encouraged and formed.”

-Bereaved Parent 
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We have encountered unique
challenges and accomplished many
achievements in sustaining
meaningful research partnerships.

We are proud to detail this journey
to date in this report and thank
those involved and those who
continue to support us.



Bereaved Parent
Advocacy Committee

The committee is the governing body
developing a framework to enhance
and sustain meaningful research
partnerships amongst bereaved
families, researchers, and healthcare
providers.

The committee comprises of 16
bereaved parents (recruited via the
stillbirth research involvement
registry), including representatives
from Red Nose, Still Aware and Bears
of Hope, stillbirth researchers, and
collaborators with experience and
interest in consumer engagement. 

In April 2024, the Stillbirth CRE
Bereaved Parent Advocacy
Committee was established. After
several years of ad hoc bereaved
parent involvement, this is a
momentous achievement.

The term ‘advocacy’ rather than
‘advisory’ was determined
purposefully by the group to reflect
its inherent goal to advocate for
research partnerships, rather than act
passively as an advisory group. It
indicates our commitment to continue
to advocate for bereaved families and
translate research findings back to
the community.
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Bereaved Parent
Advocacy Committee
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Christine Andrews,
Stillbirth CRE, Co-lead

Kirstin Tindal,
Co-lead, Aurora’s mum

Danielle Pollock,
Still Aware, Sofia’s mum

Bec Leonard,
Bears of Hope

Till Heike, 
Red Nose, Claudia’s mum

Kelly Merchant,
Bears of Hope

Brad Farrant,
Kaya’s dad

Emily Judd, 
Jack’s mum

Kylie Stewart,
Alexander’s mum

Sarah McIntyre,
Cerebral Palsy Alliance

Jules Mallia,
Willow’s mum



Bereaved Parent
Advocacy Committee
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Not pictured: Hannah Fitzpatrick (Olive’s mum), Sarah Fogarty, Megan Warren, 
Monique Lumley, (Abbey’s mum), Bruce McMillan

Steph Chaumont,
Ivy’s mum

Rachel Hill,
Tommy’s mum

Sarah Matheson,
Aksel’s mum

Ashely Pade,
Stillbirth CRE

Valerie Ah Chee,
Stillbirth CRE

Emma Porter,
Stillbirth CRE

Siobhan Loughnan,
Stillbirth CRE

Vicki Flenady,
Stillbirth CRE

Sarah Lawrence,
Harry’s mum

Edith Drajkopyl,
DJ’s mum

Kiralee Innes, 
James’ mum

Sophie Hickingbotham,
Reggie’s mum



Stillbirth Research
Involvement Registry
The Stillbirth Research Involvement Registry was established in May 2023. Since
then, over 200 bereaved parents and family members have joined the registry.
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The Registry is a way for people
to indicate their interest to be
involved in stillbirth research and
is open to anyone in Australia
who identifies as a bereaved
parent or family member or has
been impacted by baby loss.
This includes grandparents,
siblings and those who have also
experienced early pregnancy
loss, termination of pregnancy or
infant loss. 
Registry members are offered an
optional welcome chat to tell
more of their story and indicate
their main research interests.

Members are also sent a quarterly newsletter detailing all current research
opportunities or contacted directly if there are specific criteria for the opportunity.

Access to promote research opportunities to the registry is open to all Stillbirth CRE
researchers and collaborators nationwide. To promote, researchers must
demonstrate ethical approval for the research and funding to support bereaved
parent involvement. This open policy of collaboration has made the Stillbirth CRE
aware of further research in this area that we were previously unaware of and
opened the door for future collaborations.



2%

6%

17%

44%

5%

1%
24%

“Behind every

statistic is a story”
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Where our registry
members come from

3%97%

There are disparities across those
who sign up for the registry.

Majority identify as female, are
highly educated, of Caucasian
background and live on the East
coast of Australia.
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<1 year

1-5 years

5-10 years
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Time post baby loss when joining the registry

%

Strategies and sensitivity are required to increase the diversity

of voices involved in stillbirth research and to ensure the

emotional, psychological and cultural safety of all involved.

Where our registry
members come from
Many newly bereaved parents are also joining the registry just weeks or months
post-loss. We encourage members to access the necessary support services and
emphasise that getting involved in research is not in itself bereavement support,
whilst acknowledging that research involvement can be a cathartic outlet for grief
for many parents.



Honouring our babies’
legacies

“I want to help spread awareness and help
other parents going through stillbirth”

Quotes from bereaved parents on why they joined the
stillbirth research involvement registry

“Making sure other families who experience a
perinatal loss can access support”

“Passionate about sharing the outcomes of research”

“Want to contribute in a practical way”

“Connection with others”

“Brings me some personal meaning”

“Being around other bereaved mothers is proof that the
grief won’t kill me, even though I wanted it to”

“I wish I knew what I know now”

“I wanna help other women...
and honour her memory”

“Interested in being part of a community to
give back to research”

“Finding purpose in pain”
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Newsletter delive�ies

Newsletter opens

Click rate

100%

69%

11%

This year, three newsletters have been distributed to the research involvement
registry. Each newsletter includes a bereaved parent spotlight, updates on Stillbirth
CRE activities and research opportunities (example below). Over two-thirds of the
registry membership consistently read the newsletters and around 10% click on the
appropriate links to indicate interest in opportunities or read more. Nearly all who
click through are placed with a research opportunity or participate in a project.
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Research Involvement
Registry Newsletter

Read past Newsletters here

conferences; not to mention the countless research participants who have
contributed to several surveys, interviews and workshops. 

The membership now far outweighs the number of available research opportunities
and further efforts should be made to explore how bereaved parents can be
involved more so that registry members do not feel undervalued.

Members of the Research
Involvement Registry have been
involved in research in several
formats. These include sitting on
committees and advisory groups,
co-designing research projects,
being co-investigators (CIs) and
associate investigators (AIs) on
funding applications, raising
awareness and helping translate
research through media
opportunities and presenting at

https://us16.campaign-archive.com/home/?u=25a79861b9772fc6056d91ee3&id=6f337ff59c
https://us16.campaign-archive.com/home/?u=25a79861b9772fc6056d91ee3&id=6f337ff59c
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Newsletter Example 08/24



Type Description Members
involved

Committee position Bereaved Parent Advocacy Committee 16

Committee position National Stillbirth Evidence and Implementation
Committees (NSEIC) 4

Committee position IMPROVE 2.0 Steering Committee 5

Project CIs Cochrane review - Perinatal care after loss 1

Project CIs Survey of researchers and healthcare
professionals - Project Engage 5

Funding application NHMRC Partnership Project Grant - Workshop
attendance 3

Funding application MRFF Infertility, Pregnancy Loss and Menopause
Grant - CIs & AIs: Streams 2,3 & 5 5

Social campaign Perinatal mental health week - Lived experience
stories 2

Media launch Living with loss - Newspaper and radio interview 1

Education event Shared antenatal care education event - Parent
perspective 1

Conference Waves of Change - Co-facilitation & parent
perspectives 8

Research Involvement
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The table below demonstrates how members of the research involvement
registry have been involved in research activities and advocacy in 2024 with the
Stillbirth CRE and collaborators (not including involvement as research
participants in research studies). 



Researcher Reflections
“I personally think engagement with parents is going really well... Parents want to
help, be involved and make a difference, and understanding this has really helped
with my confidence and nerves when doing interviews. I was worried about how
upset they might get during an interview, but it’s inevitable and totally normal that
they’re going to feel emotional when talking about their babies and experience.
Now it’s just become a normal part of the discussion for them to shed a tear here
and there, and I don’t feel as worried or nervous about it anymore. We just take the
time needed to chat through what they’re willing to share.”

-Researcher

What’s Next?

For the next steps of Project
Engage, we recently surveyed
researchers and healthcare
professionals to understand their
perspectives and experiences of
partnering with bereaved parents
in research. We received 45
complete responses. Survey
analysis will be undertaken with
the co-design team in early 2025.
We are also following two case
studies of research partnerships
with bereaved parents.
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“I think their (bereaved parents) participation is so valuable — it helps keep the
conversation about pregnancy loss grounded in both humanity and compassionate
language.”

-Researcher



Program Logic
Workshop
On August 8th, we held a workshop
with the Bereaved Parent Advocacy
Committee and invited researchers
and healthcare professionals
specialising in stillbirth. We worked
through a program logic to
determine the future vision and
outcomes of effective bereaved
parent involvement in research.  

See the Program Logic
Model developed at this
workshop on the next page
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In small groups, the attendees
discussed the current inputs,
opportunities and challenges,
required outputs, desired
outcomes, and impact of
enhancing research partnerships
with bereaved parents. The
Committee further refined the
logic model to guide the co-
design and evaluation of a
sustainable framework for
bereaved parent involvement in
research.
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Publications
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‘Improving the capacity of researchers and bereaved parents to co-design and
translate stillbirth research together’ was published in Women and Birth in
February and reports the outcomes of a survey which informed the co-design of
Getting Involved in Stillbirth Research; A guide for bereaved parents. 

Read the article

A second manuscript, ‘Bereaved parent involvement in co-designed stillbirth
research: Experiences of Project Engage’ was also accepted by Women and Birth
in October and evaluates the experience of bereaved parents as co-investigators
on Project Engage. We look forward to sharing this with you when it is published.

See the key recommendations resulting from this manuscript on the next page.

https://doi.org/10.1016/j.wombi.2023.12.005
https://stillbirthcre.org.au/wp-content/uploads/2023/05/Getting-Involved-in-Stillbirth-Research-a-guide-for-bereaved-parents-1.pdf
https://stillbirthcre.org.au/wp-content/uploads/2023/05/Getting-Involved-in-Stillbirth-Research-a-guide-for-bereaved-parents-1.pdf
https://us16.campaign-archive.com/home/?u=25a79861b9772fc6056d91ee3&id=6f337ff59c
https://www.sciencedirect.com/science/article/pii/S1871519223003165?via%3Dihub
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Recommendations from ‘Bereaved parent involvement in co-
designed stillbirth research: Experiences of Project Engage’



Presentations
Waves of Change, Brisbane, August

PROJECT ENGAGE ANNUAL REPORT 2024

International Stillbirth Alliance (ISA),
Colombo, November

Eight bereaved parents from the
research involvement registry co-
facilitated sessions or shared their
story at the Waves of Change forum.
Heidi Mules shared her story of
Sophie, 13 years on.

Kirstin Tindal presented on behalf of the
Project Engage team at the ISA
conference to share our work to date
co-designing research, the parent guide
and the registry as well as future
directions co-designing a framework and
understanding the experiences of
bereaved parents and researchers
partnering in research together. 

Rob Saunders, a registry member also
had a fabulous presentation on grief,
growth & resilience, in honour of Billie.

Heidi Mules

Jules Mallia & Glenn Gardener 

Kirstin TIndal

Rob Saunders



In the media
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Bereaved Parents from the Research Involvement Registry have graciously leant
their voices to various media outlets and shared stories of their experiences and
precious babies.

Lilly Castor, from Orange NSW recently completed the Living with Loss program
and spoke about support after stillbirth with ABC during the launch.

Listen to the interview

Read the article

Thank you to all involved for shedding a light on the fabulous work 
bereaved parents are doing on a national and international stage to 

honour our babies and progress baby loss research.

https://www.abc.net.au/listen/programs/lifematters/stillbirth-support-guidelines-neonatal/104112594
https://www.sheppnews.com.au/national/ever-present-help-for-families-after-infant-loss/
https://www.abc.net.au/listen/programs/lifematters/stillbirth-support-guidelines-neonatal/104112594
https://www.sheppnews.com.au/national/ever-present-help-for-families-after-infant-loss/


This Facebook post
drove 167 visits in

October & demonstrates
the effectiveness of
social media driving

traffic to our research
outputs.

Online Engagement
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The Stillbirth CRE website has a
dedicated page to Involvement
in Research. In 2024, 835
people visited this webpage.
Most were redirected from a
Google search or social media,
with some traffic via Stillbirth
Foundation’s website. 
The ‘Getting Involved in Stillbirth
Research’ guide has been
downloaded 107 times.

https://stillbirthcre.org.au/parents/get-involved/
https://stillbirthcre.org.au/parents/get-involved/


Summary

Email Address

stillbirthcre@mater.uq.edu.au

Website

www.stillbirthcre.org.au/parents/
get-involved

Project Engage is currently funded
until the end of 2025. This report
demonstrates the enormous
achievements of the project team and
the Bereaved Parent Advocacy
Committee to date; from securing
funding, to research translation.

During our final committee meeting for
2024, we reflected on these
achievements and what remains to be
done in 2025. 

The key objectives determined were:
Advocate to government to
increase awareness of baby loss,
funding and research.
Increase equity and diversity
across the Research Involvement
Registry and involvement across
projects.
Broaden collaborations with
researchers to create and
advertise more involvement
opportunities.

We remain committed to supporting
research partnerships and recognise
the value of including bereaved parent
voices in everything we do.
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https://stillbirthcre.org.au/parents/get-involved/
https://stillbirthcre.org.au/parents/get-involved/

