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Create equitable
opportunities for bereaved
parents (and those impacted
by baby loss) to partner with
the research community to

ensure meaningful research

Our
Mission

Identify the challenges, solutions

n and opportunities for bereaved
parent involvement in research

Co-design a sustainable framework

n to support partnerships between
bereaved parents and researchers

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



PROJECT ENGAGE ANNUAL REPORT 2024

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.

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.

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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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.
The Registry is a way for people Engaging in research is

- . a form of advocacy
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. iﬂtﬁi::: Adf:rifacy =
This includes grandparents, @)
siblings and those who have also Parent

experienced early preghancy

loss, termination of pregnancy or
infant loss.

Registry members are offered an [myolvementn
optional welcome chat to tell N LT
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.
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Where our registry
members come from

dev ery

cc‘Beh.ln
story
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There are disparities across those
who sign up for the registry.

97% 3%
Majority identify as female, are
highly educated, of Caucasian
background and live on the East
coast of Australia.
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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.

50

40

30
%

20

10

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.
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Honouring our babies’
legacies

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

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

“Finding purpose in pain”
“Making sure other families who experience a
perinatal loss can access support”

“Brings me some personal meaning”

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

“Want to contribute in a practical way”

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

5

“I wish I knew what I know now’

“Passionate about sharing the outcomes of research”

“Connection with others”

“Being around other bereaved mothers is proof that the

grief won't kill me, even though I wanted it to”
—99
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Research Involvement
Registry Newsletter

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.

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 (Cls) and
associate investigators (Als) on
funding  applications, raising
awareness and helping translate
research through media
opportunities and presenting at

Newsletter deliveries 100%

Newsletter opens 69%

Click rate 1%

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.

C Read past Newsletters here



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

Bereaved Parent Spotlight

“You learn that grief is love with nowhere to go.
So you seek out opportunities to extend that
love towards making the experience of other
families, that little bit less lonely. "

Jules is a member of the Bereaved Parent Advocacy
Committee who recently co-facilitated a session at the
Waves of Change Conference. Read more about Jules’

journey here.

Photo: @kayleighmoglynn Heartfelt

Thank you to the parents on this registry who have used their voices to bring attention to stillbirth.
By sharing our stories, we hope to create change for families of the future.

« \icki Flenady emphasises that we need a nationally concerted effort to reduce stillbirth, and Kirstin adds a
parent lens in turning tragedy into purpose:_Plan to reduce stillbirths at risk of falling_short, research centre

says - ABC News

« Stillbirth CRE Indigenous researchers Deanna Stuart-Butler and Valerie Ah Chee launch the Healthy
Yarming Guide to address racial disparities in stillbirth rates:_First Mations women are at greater risk of
stillbirth. Here's why — and what we can do about ittheconversation.com)

s Lilly shares a little piece of Vincent from the lens of a mother and midwife alongside Stillbirth CRE
researchers Fran Boyle and Emma Porter:_How should parents be supported after stillbith® - AEC listen

Bereaved parent involvement in Waves of Change Conference 2024:
research workshop Improving perinatal care
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Research Involvement

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).

L Members
Description

Committee position Bereaved Parent Advocacy Committee 16
Committee position National Stillbirth Evidence and Implementation 4
P Committees (NSEIC)

Committee position IMPROVE 2.0 Steering Committee 5
Project Cls Cochrane review - Perinatal care after loss 1
St Gl Survey of rgsearchers .and healthcare 5

professionals - Project Engage

Funding application NHMRC Partnership Project Grant - Workshop 3

attendance
. L MRFF Infertility, Pregnancy Loss and Menopause
Funding application Grant - Cls & Als: Streams 2,3 & 5 .
. . Perinatal mental health week - Lived experience
Social campaign . 2
stories
Media launch Living with loss - Newspaper and radio interview 1
. Shared antenatal care education event - Parent
Education event . 1
perspective
Conference Waves of Change - Co—facmtatlon & parent 3
perspectives
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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. | 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 | 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

“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

What's Next?

For the next steps of Project ARE YOU A RESEARCHER OR
Engage, we recently surveyed HEALTHCARE PROFESSIONAL?

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 Complete the survey now
with bereaved parents.

We are exploring perspectives and experiences
of how you involve the community in

perinatal loss research

via an online survey
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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.

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.

See the Program Logic
Model developed at this
workshop on the next page
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Publications

‘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.

Contents lists available at ScienceDirect

Women and Birth

¥

ELSEVIER journal homepage: www.sciencedirect.com/journal’women-and-birth

)]
Improving the capacity of researchers and bereaved parents to co-design [ &5&
and translate stillbirth research together

C. Andrews™ , A. Pade”, V. Flenady”, J. Moore”, K. Tindal ™ " B. Farrant®, S. Stewart”,
S. Loughnan”, N. Robinson 9 Y. Oba®, D. Pollock ©

* Centre of Research Excellence in Stillbirth, Mater Research, University of Queendand, Brichane, Australia
¥ The Ritchie Centre. Hudson [nsritute of Medical Research, Methowme, Australia

* Telethon Kids Institute, The University of Western Australia, Nediands, Australia

4 The Phocke Joan Foundation Arstralia, Stanthorpe, Auwstralia

“ Health Evidence Synihesis, Recommendaitons and Impact (HESRI), School of Public Health, Facully of Health and Medical Science, University of Adelaide, Australia

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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FORM A TEAM

Establish the co-design team early as
foundational members to help with
initial planning stages. This will benefit
bath the project and team cohesion.

Provide a clear set of expectations
(verbally and written) to all parties
involved (project team, institution and
bereaved parents).

HAVE A SHARED GOAL

Keep the teams' ‘why’ front of mind to
ensure a project's continued success.
Co-designing research is about putting
words into action and making the
lived-experience perspective central.

Ensure all co-investigators' opinions
and contributions are given equal
respect and consideration.

Have accessible support services if a
co-investigator is distressed.

Provide bereaved parents with
resources about co-designing stillbirth
research.

COMMUNICATE

Articulate concepts clearly and in lay

terms. Do not make assumptions that
everyone understands and be specific
and descriptive in all communications.

Avoid research jargon and acronyms
wherever possible.

CREATE A FRAMEWORK

Develop and implement a framework
for bereaved parent engagement within
your department and organisation.

GENERATE A SUPPORTIVE ENVIRONMENT

O]

Consider how many bereaved parents
you need to sustain the project (Can it
continue if someone drops out? Do
you have a diverse team?)

Assess whether an agreement is
necessary/appropriate and include
details of the role, remuneration and
expected commitment.

Ask your co-investigators to share
their ‘why’ (i.e. their baby’s name or
story) openly from the outset with the
group when discussing project aims.

Establish group rules/values for
working together.

Supply a directory of support lines,
have a ‘buddy’ system with a lived-
experience researcher or regular
check-in sessions with the lead.

Supply co-investigators with the guide
for bereaved parents ‘Getting
Involved in Stillbirth Research’ (16)

When asking for feedback, specify the
type and scope of review required for
each task (Do you want comments via
email or track changes in a document?)

If acronyms are used, provide a
summary page of common terms.

Embed evaluation of the co-design
experience throughout the project to
maintain transparency and inform
future studies.

Recommendations from ‘Bereaved parent involvement in co-
designed stillbirth research: Experiences of Project Engage’
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Presentations

Waves of Change, Brisbane, August

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.

\ﬂb\rth

pyrdote® m g
@8

Safer
Baby
Bundle

Heidi Mules

9

Embracing Partnerships
with Bereaved Parents
in Stillbirth Research

Kirst_in Tmlndal

1n honour of
Billie
Saunders

«Bom Slesping - August 2019

2024
WAVES OF CHANGE

IMPROVING PERINATAL CARE
Conference
9-11 AUGUST

ldCoasU rsWH spital
G

International Stillbirth Alliance (ISA),
Colombo, November

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.
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In the media

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.

UFEMATTERS:
{ " Vi )

Brought to you by
NATIONAL

AcEageiuing 'Ever present': help for families after infant
loss
[ Jbeder fw|=

Read the article

&

Lily Gastor was supported by an onling program after her firs! baby Vincen! was stilbom in 2022, -AAF Image

As soaon as Lilly Castor found out she was pregnant, she imagined a future filled with
family adventures and tales from the school yard.

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/
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Online Engagement

H..’

.Cﬂl‘ Ra
."""H ottencen

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.

This Facebook post
drove 167 visits in
October & demonstrates

the effectiveness of
social media driving
traffic to our research
s _ outputs.

-
=
Q o

This year (Jan - Today) Jan1- Nov 13, 2024 -

L J na =<
Momh -

200

150

100

50
]

J Feb Mar At May Jun Jul A Sep oct Mo
O Totil @ Jpacents/getimvoivedy

Q sparents/get-invotved ® Bows perpage: 100w 116f1

= Page path and screen class «~ + + Views Actve Views per aclive Average engagement time per Event count Key events Total

(o user kv Lner file_download ~ All events Lo

1 1. 07 .
Total B35 & &3 255 L+ 0.00 50.00
0.61% of tatal 0.55% of total Ang-2576% Avg4811% 0.07% of tata
B35 51 1.63 255 107 0.00 $0.00

1 fparents/get-invelved/


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

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. Email Address

The key objectives determined were: SillielltieReEnEE e el

e Advocate to government to
increase awareness of baby loss,
funding and research. @

e Increase equity and diversity
across the Research Involvement
Registry and involvement across Website
projects.

e Broaden collaborations with
researchers to create and
advertise more involvement
opportunities.

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

We remain committed to supporting
research partnerships and recognise
the value of including bereaved parent
voices in everything we do.

%
Stillbirth%’

CENTRE OF RESEARCH EXCELLENCE



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

