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CCS CAREs!

A busy start to 2023!

There has been plenty going on in the
program and the sector, earmarking an
active start to the year for CaRE.

We have seen the awareness of the CaRE
program steadily and continually increasing, which
is leading to interest from new members. This
includes people interested in joining the program
from the community which is excellent. We are
also proud to report this also includes interest from
Monash University staff who are keen to develop,
promote and accelerate community engagement
in research.

We are thrilled to have started 2023 with strength,
with our committee growing to a membership of
17, including four community representatives!
We also welcome Dr. Arwel Jones to the role of
Deputy Chair and extend our sincere thanks and
gratitude to Dr. Loretta Piccenna for her ideas and
efforts. Loretta is a true advocate for community
engagement in research and made a tremendous
impact on the program.

The committee has also welcomed the addition of
new partnerships contributing to epilepsy, bowel
cancer, and diabetes research. We're also
strengthening community representation by
building new partnerships with diverse community
organisations and planning interesting community
information sessions.

This energy we are witnessing within the Central
Clinical School regarding community involvement
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In research IS not an Isolated experience. WWe have
also seen a lot happening in the sector. The
Medical Research Future Funding has announced
significant funding for community involvement in
research, and several peak bodies and research
institutes have been creating and recruiting
community engagement positions within their
organisatons.

This progress towards more holistic medical
research is heartening and motivating, and we
are so excited to be a part of it!

Getting better together - CaRE reflection
2023

Yes, it's that time again...

A critical part of our program is understanding how we
can continually improve. At CaRE, we do this by looking
back over the last year to learn what worked well, and
what can be better. To do this, we need to hear from
the most critical component of the program - YOU!
What has your experience of the program been? What
would you like to see more of? What could be better?

The results of this reflection informs our planning and prioritisation
process, and critically guides us to work towards strengthening
community engagement in medical research. The results are also
shared with the Central Clinical School's executive team, to
showcase the great work we are doing, and the impact that you,
our community members, are having on the day to day business of
inventing new diagnostics, developing treatments, and finding
cures!

This year, we are excited to announce that those who complete

the survey also have the chance to win a $50 Coles Group gift

card! Don't miss your chance to enter the draw. The survey will
close on 31 May 2023.
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A big WIN for CaRE!

CaRE Researcher, Dr. Lucy Vivash, has demonstrated the power of
community involvement in research! Lucy built on her experience of
her ongoing CaRE partnership, and facilitated a focus group with 8
community members/advocates impacted by epilepsy.

The majority of the session included an open forum with a free-
flowing discussion between the community members, considering
the measures included in a pre-existing and commonly adopted
'desirability of outcome ranking' (referred to as DOOR) used in
epilepsy trials. The group suggested alternatives and reordered the
ranking. This means a more accurate measurement of quality of life
of patients will be considered in an upcoming clinical trial Lucy and
her team will be running. This clinical trial is as featured in the news
articles.
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I Nank you ana congratulations to those 01 you wno agreea 10 be
part of Lucy's work - it has led to great success and innovation in
Lucy's project! We are so proud that this initiative started with the

CaRE program and are very excited about the commencement of
the trial!

Read the Herald Sun article

Watch this space...

The CaRE Committee has been busy planning our
next series of community information sessions.

We are pleased to announce that the overarching theme will be
"The Brain", since it is such a critical and complex organ in the
body, we hope to increase understanding of its function along with
the role it plays in many diverse medical conditions.

The project team is keen to work with volunteer community
members to shape and plan this seminar series. If this is
something you are keen to join, please email
ccs.care@monash.edu.

Refer a friend

We welcome participation by all community
members impacted by the medical conditions we
study.

Expressions of interest to join us, from community
members are always accepted.

Additionally, we are currently seeking community
representatives to join specific research projects
including:
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- POSIT SURGICAL PAIN
- BOWEL CANCER

Know someone? Please share!

Express Interest Here

Donate

Our research goals are to work with the
community to develop better ways to diagnose,
treat, care for and ultimately cure serious health

conditions.

Some of today’s modern research discoveries were only
made possible by the support and generosity of
donors. Every donation helps our research to progress
and create discoveries.

How will my donation be used?
You can choose how we use your valuable contribution,

by either supporting a disease or condition themed area,
individual research projects or individual researchers.

Donate to our CaRE Program!

All donations of $2 or more are tax deductible.
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Read the paper

A look at the Telehealth experience

CaRE researcher Dr Gabriella Tikellis recently
published a paper about the Telehealth experiences
of people with interstitial lung disease during COVID.

"The COVID-19 pandemic resulted in a rapid transformation of
health services. This study aimed to understand the telehealth
experiences of people with interstitial lung disease (ILD), to inform
future service delivery."

"Whilst there was a general satisfaction with the level of care
received, the health care experience for those experiencing
deteriorating symptoms was less satisfying, with Telehealth not
always meeting their needs."

Noteworthy items from the sector...

World-leading Monash team produces its first FODMAP
cookbook.
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I ne expert team that aeveloped tnhe woria's Tirst iow FODNVIAF alet
for people with irritable bowel syndrome (IBS) has produced a
cookbook with delicious recipes and diet tips.

TAC,

Unpacking co-design

In Australia today, ‘co-design’ has become almost interchangeable
with ‘consultation’. However, the concept of co-design and the
range of design based traditions that sit under the co-design banner
have something very important to bring to place-based social
innovation.

Read this article from TACSI to learn more about their take on
genuine co-design.

Patient Engagement
Synapse

Fair Patient Engagement Planner. Check out this co-created tool

led by Synapse designed to:

o facilitate good practices in defining patient engagements

o empower open and transparent dialogue on fair remuneration
for patient engagement activities between the patient
community and the pharmaceutical industry.

Follow us on Twitter and Facebook!

Keep up to date with our latest
news, interesting information & meet
the team!
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Together we can work towards improved medical
outcomes.

Ange and the CARE Committee
CARE Program, Central Clinical School
Faculty of Medicine, Nursing and Health Sciences
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