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Welcome to the First Edition of
MiNDful Community
The Markers in Neuropsychiatric Disorders Study Newsletter
September2022
Welcome to the first edition of the MiND Community Newsletter - a communication from the MiND
Study Team to keep our participants and community partners and friends informed, updated, and
engaged on all things MiND.
By studying neurofilament light and other biomarkers, and a range of other markers in a range of
neurodegenerative and neurological, and psychiatric disorders, our mission is to transform the care of
all people with symptoms and illnesses of the mind and brain, by leading to a simple blood test and
other tests to lead to earlier, more accurate diagnosis, care, and treatment for people in the future.
We have some exciting news and updates to share with you in this edition!

https://5k2c2.r.ag.d.sendibm3.com/mk/mr/o9KufOGKGVGyHs27qx…V33UDW_RLSRGf7xqBeJqXPOQchBeE-P8AW_1zYYszg2tD4wwHo3014Sx7s
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We cannot do such research and get new tests available without the help and generosity of all our
participants, their families, clinicians, and our wonderful collaborators. We are so grateful and thankful
for all whom have joined and helped us on this journey.
Our MiND participants have been so generous with their time, many a time going out of their way and
making an extra effort to provide the blood sample, complete surveys, and often asking ‘what’s next
and what more can I do?’

Funding success - CJDSGN Grnt
Recruitment update
The MiND Study Team at Neuropsychiatry Royal
Melbourne Hospital and The University of
Melbourne have been busy testing a simple blood
test to diagnose younger onset dementia, and
other neuropsychiatric disorders more accurately,
and quickly.
At just under two years into the Study, we are
incredibly pleased to report that we have
recruited close to 600 participants across general
practices, memory clinics, and medical specialist
(neurology, geriatrics, psychiatry) services across
Australia. This is an extremely positive response,
particularly given the challenges that COVID-19
has presented.
The Team is keen to boost recruitment to this
important piece of research that could potentially
benefit so many people, their families, clinicians,
and healthcare services.

‘CJDSGN Memorial Award 2022 in memory of
Richard Main, Michael (Mick) Ryan and Vicki
Barrington’ and ‘CJDSGN Memorial Award 2022
in memory of Michael Luscombe’.
The MiND Study Team have been successful in
another CJDSGN grant to significantly expand
our previous CSF biomarker algorithm work to
improve diagnosis and understanding of
Creutzfeldt-Jakob disease (CJD), and to
significantly expand our national genetic CJD
work (where we have had a lot of interest and
support from the community), to develop a
national bio-databank to improve diagnosis, care,
and treatment in the future.
A special thank you to our collaborators at NDDL
and Australian National CJD Registry and of
course the incredible generosity from people with
CJD, their families, and the CJDSGN.

Please continue to help us to spread the word to
your friends, family, treating GPs, and medical
specialists who may be interested in being part of
this game-changing research.

New community pathology labs
https://5k2c2.r.ag.d.sendibm3.com/mk/mr/o9KufOGKGVGyHs27qx…33UDW_RLSRGf7xqBeJqXPOQchBeE-P8AW_1zYYszg2tD4wwHo3014Sx7s
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We are excited to share with you that the MiND
Study is growing and is now welcoming
participants from New South Wales and Northern
Territory, as well as Queensland, Western
Australia, South Australia, and Victoria. In
exciting developments, we are close to finalizing
processes in Tasmania!

Did someone say a MiND Podcast?.
Yes, our very own Chief Investigator, Dr
Dhamidhu (Dhama) Eratne in Neuropsychiatry at
the Royal Melbourne Hospital and Professor
Malcolm Hopwood (Ramsay Health Care
Professor of Psychiatry, University of Melbourne;
based at the Albert Road Clinic (ARC) in
Melbourne, Australia), recently discussed the
MiND Study in a Psych Matters podcast!
https://www.buzzsprout.com/1072258/10865278
Check out this podcast, thanks to the Royal
Australian and New Zealand College of
Psychiatrists (RANZCP 2022)

Our
Stakeholder
Engagement
and
Communications Manager, Stefanie Colella, has
been busy spreading the word to general
practitioners, medical specialist clinics and
memory clinics around the country. A big shout
out to all our pathology centres right around the
country. Their support has been instrumental in
the successes in the Study we have achieved to
date.

Why we do what we do
The MiND Study is all about clinical translation, bringing innovative research findings into the real world,
to improve assessment, care, and outcomes for real people living with neurodegenerative and
neuropsychiatric symptoms and disorders.
In our clinical work in Neuropsychiatry at the Royal Melbourne Hospital, we hear so many stories of the
“diagnostic odyssey” faced by so many of our patients and their families: misdiagnosis, delay,
uncertainty, stress, pain, and frustration, often for many years.
We are grateful for The MiND Study participants sharing their thoughts on the Study, their stories, and
their reasons for participating. There are additional powerful reminders of the importance, and *the
‘why,’ of what we are doing. We are humbled by how often participants express gratitude to us and
want to know how they can help spread the word or contribute more to the study.
Here are some of the many (de-identified and paraphrased) quotes from our MiND participants:
“After seeing how long it took to diagnose my father’s dementia, all the assessments, all the
https://5k2c2.r.ag.d.sendibm3.com/mk/mr/o9KufOGKGVGyHs27qx…33UDW_RLSRGf7xqBeJqXPOQchBeE-P8AW_1zYYszg2tD4wwHo3014Sx7s
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uncertainty, I would love to see a simple blood test to diagnose dementia.”
I"I think that if my mother had known earlier, with more certainty, we would have dealt with things
differently. I would now like to help other people to avoid this terrible situation we are in now.”
“I think earlier diagnosis, better treatments and the goal of prevention is essential. That is why I am
doing this.”
To find out more about the history of the MiND Study, and where we are heading into the future, please
visit the MiND Study website: https://themindstudy.org/our-research

Meet the MiND Study Team
recruitment extraordinaire
The MiND Study Team is made up of a stellar,
passionate group of individuals from diverse
backgrounds in clinical care and research, across
the disciplines of psychology, neuropsychology,
neuropsychiatry, neuroscience, general practice,
speech pathology, and health management and
business.
Courtney Lewis, BSc, MSc, is a research
assistant on The MiND Study, busily and heavily
involved in discussing the study with potential
participants and their families, consenting,
coordinating blood tests, putting data together,
and conducting surveys and assessments. She
has a PhD from the University of Melbourne,
where she investigated abnormal eating
behaviours and swallow function in people with
frontotemporal dementia. Outside of research,
she works clinically as a speech pathologist as
part of the diagnostic team for people with
suspected younger-onset dementia, primary
progressive aphasias, and other rare dementia
types. Her research interests are in the
development of tools which improve the
diagnostic accuracy for people with youngeronset dementia.

We love a good pun, do you?
The MiND Study Team think the MiND mugs are
a punny way for us to enjoy a cup of tea or
coffee, but also a little way for us to say thank you
to our participants, referrers, and collaborators,
for their help and support.
It is wonderful to see our Study participants
getting into the Pun of things too! Here is a pun
from one of our participants:
“Remember there’s always a neurofilament light
at the end of the tunnel.”
For more puntastic information and to share your
MiND
pun,
please
visit,
https://themindstudy.org/puntastic-mind-mugs/

Did you know…
After first moving to Australia from the USA,
Courtney was on an episode of The Chase
Australia. She correctly answered a question
about AFL but missed who is on the US ten-dollar
bill.

https://5k2c2.r.ag.d.sendibm3.com/mk/mr/o9KufOGKGVGyHs27qx…33UDW_RLSRGf7xqBeJqXPOQchBeE-P8AW_1zYYszg2tD4wwHo3014Sx7s
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Community engagement
Neuropsychiatry at the Royal Melbourne Hospital is
proud and committed to partner with our patients
(consumers), families and carers.
Patients and their families and carers are at the
heart of why we do what we do. We value their lived
experience, their stories, the feedback, and
learnings they provide us from their experience as
valued consumers and partners of our specialist,
state-wide service.
Neuropsychiatry has worked with the ALIVE
National Centre for Mental Health Research
Translation - https://alivenetwork.com.au/ and The
Australian Centre for Social Innovation (TACSI) to
ensure our work with consumers and carers across
our clinical, research, and education domains is
evidence-based and supported by the necessary
expertise and experience.
Here are just a few examples of our commitment to
working with consumers and carers:
*Establishing a Neuropsychiatry Consumer and
Carer Advisory Group (NCCAG). The NCCAG will
help shape the work we do, and make a difference
to the clinical care, research, and education
provided to our patients and carers/families. The
Group will advise our specialist service on all
aspects of consumer and carer engagement.
*Sharing our consumer and carer stories and
experiences
via
traditional
media
https://www.neuropsychiatry.org.au/news ,
social
media, and at conferences.
*Presentations to the RMH Executive Board re our
consumer and carer led projects
*And in exciting news, we are planning to establish
an informal advisory group for the MiND Study (with
a formal group planned, going forward).
Please reach out to us if you are interested in
learning more and/or participating in our community
engagement work – neuropsychiatry@mh.org.au

Taking MiND on the road
The MiND Study Team has proudly delivered
many presentations to their peers and fellow
clinical
researchers,
nationally
and
internationally, throughout the life of the Study.
Recently, Dr Dhamidhu (Dhama) Eratne, Dr
Michael Keem and Dr Matthew Kang, presented
some cutting-edge findings from our main study
and exciting offshoots and sub-studies, at the
large and impressive 2022 Alzheimer Association
International Conference.
We are also immensely proud to share news of
important publications, published in prestigious
journals. Dhama has written a summary of these
publications and our ‘journey so far.’ We hope
you enjoy it, and please get in touch if you have
any questions or if you would like any more
information.
We are incredibly pleased to say that we are
running ahead of our initially anticipated
timelines, in our quest to lead to clinical
translation and a simple blood test that could be
widely available to everyone in the community
and specialist settings. We hope to have several
more successfully published studies this year,
ahead of schedule. Furthermore, the number of
wonderful collaborators, researchers, and
students joining us continues to grow, and the
MiND Study is showing success already as a
platform to support national and international
collaborations, and broad and diverse studies of
other biomarkers, and other clinical markers, all
with the aim of helping improve diagnosis and
care for people.

https://5k2c2.r.ag.d.sendibm3.com/mk/mr/o9KufOGKGVGyHs27qx…33UDW_RLSRGf7xqBeJqXPOQchBeE-P8AW_1zYYszg2tD4wwHo3014Sx7s
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For more information, please visit the RMH
Neuropsychiatry website:
:https://www.neuropsychiatry.org.au/info/communityengagement

We value your input
Thank you again to all our participants and community partners
for embarking on this journey with us. Your ongoing support,
enthusiasm, and dedication to the Study has made the Study
what it is today and helps raise the bar for future work in this
space.
As always, we would love to hear from you. Please reach out to
the team at: contact@themindstudy.org if you have any feedback,
suggestions and/or questions.
And for more information and updates on the MiND Study, please
visit us at: www.themindstudy.org
and stay social with us: Twitter @themindstudy
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