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President’s Message

| trust that this month's edition of The Walnut finds you all in good health and spirits as
we transit though Canberra's autumn.

This April, | have again been overseas, attending my daughter's wedding in Tuscany and
then spending nine days in the Greek islands.

First, | would like to give you advance notice that this year's fundraising event with
Harness Racing ACT will take place on Sunday 29 November. Details will be advised
closer to the event.

This is always a great social and fundraising event for our group, so | would like to set a
challenge for all members to invite at least one of their friends to attend with them to
show support for it. Plenty of notice has been given, so please put this in your calendar
and let's make it the best yet.

Second, I would like to advise that at our last executive committee meeting | gave notice
of my intention not to renominate for the president's position at our AGM in September.
| think the time has come to step down and give someone else the opportunity to lead
the group . | believe such changes benefit the group's ability to build and move
forward. Please consider nominating for a position on the committee.

| look forward to seeing you at our next group meeting at 6:30 pm on 20 May at the
Icon Cancer Centre in Bruce.

Greg McRoberts

President
4
Coming events

Next Coffee morning Next Group meeting
Our next coffee morning is at 10 am on NB: CHANGED LOCATION AND TIME
Tuesday 12 May 2026 at the Canberra
Southern Cross Club, Woden. Our next Group meeting is at 6:15 pm

for 6:30pm on Wednesday 20 May
Come along and share your experiences 2026 at the Icon Cancer Centre,
with men who have been recently Building 1, 1 Broula Street Bruce ACT
diagnosed with prostate cancer or who are | | 2617. There will be presentations from
continuing their prostate cancer treatment radiation oncologist, Dr David
journeys. Newsome, and prostate cancer specialist

nurse, Jenny Austin.
All are welcome.

Please read the disclaimer on page 8.



https://www.facebook.com/share/1SnWzjZydc/
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Our April Meeting

Robyn Smith, Programs and Advocacy Manager from Inherited Cancers Australia (ICA),
was the speaker at our April meeting.

ICA (formerly Pink Hope) is the first and only national charity dedicated to supporting
families at risk of inherited cancers. It was established in 2012, and since then has
worked to fill the gaps in support, education, and advocacy for those living with
inherited cancer risk. It is not government funded and relies on donations from other
organisations and the public for its operations. It currently has six staff, who since
COVID all work from home. This has also helped to reduce its overhead costs.

When established in 2012 its focus was primarily on breast and ovarian cancer in
women — hence the original name of Pink Hope. However, as genetic mutations affect
all cancer types, it changed its name and focus to all cancers.

Some inherited cancer risks are as follows:

Cancer Inherited risk

Bowel cancers Up to 30%
Ovarian cancers Uto 18%
Breast cancers 5-10%
Prostate cancers 5-10%
Pancreatic cancers 5-10%
Melanomas 1-2%

Information about the cancer risks from different genetic mutations is available at:

https://www.eviq.orq.au/cancer—qenetics/consumer—information

This indicates that the inherited prostate cancer risks for men are as follows:

Faulty gene Inherited cancer risk

Men with a faulty BRCA1 gene have about a 20% chance of developing
BRCA1 gene |prostate cancer (and about a 1% chance of developing breast cancer)
over their lifetime.

Men with a faulty BRCA2 gene have about a 25% chance of developing
BRCA2 gene |prostate cancer (and up to an 8% chance of developing breast cancer)
over their lifetime.

Men with a faulty MSH2 gene have about a 15% chance of developing
prostate cancer over their lifetime. Men also have about a 45% chance
MSH2 gene of developing bowel cancer, about a 20% chance of developing
urothelial cancer and a less than 5% chance of developing stomach
cancer over their lifetime.

Men with a faulty ATM gene have an increased chance of developing
prostate cancer over their lifetime, but the exact chance is unknown.

ATM gene

Genetic testing for cancer risks is strongly recommended for individuals with a strong
family history of certain types of cancer. It helps identify inherited gene mutations that
might increase the risk of developing cancer. This testing can be particularly useful for:

® Predictive testing: For individuals with a family history of cancer or who have a known
ene mutation already identified, to see if they carry a gene mutation that increases
their risk. If found, they may want to undertake screening or risk-reducing surgery to
manage their cancer risk or detect cancer early. This information can also be used to



https://www.eviq.org.au/cancer-genetics/consumer-information
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inform family planning.

e Diagnosis: For those already diagnosed with cancer, especially if there are other
factors suggesting the cancer might have been caused by an inherited mutation. At
times, targeted treatments can be accessed after genetic testing.

e Genetic testing can also help other family members decide if they want to be tested
for the mutation, providing them with information to make informed decisions about
their health and cancer risk management.

Genetic cancer risk scoring systems that help in the assessment of potential genetic
cancer risk include:

* Manchester (Evans) score: A scoring system that allows for calculation of the
probability of pathogenic variants in the BRCA1 and BRCA2 genes in individuals
with breast or ovarian cancer.

e CanRisk: An online tool that enables healthcare professionals to calculate an
individual's future risks of developing breast, ovarian or prostate cancer using
cancer family history, genetic and other risk factors.

There are several Medicare items for women with inherited breast and ovarian cancer
risks. However, there are only three items for men to see if they have inherited prostate
cancer risk:

e 73303 — tumour testing for mCRPC;

e 73304 - detection of BRCA1/2 or likely variant in a patient with mCRPC for whom
tumour tissue is not feasible to determine eligibility for a PBS funded treatment; and

e 73297 — Cascade genetic testing (i.e. a systematic process of testing family members
for a known genetic variant discovered in a diagnosed individual, enabling early
detection and preventive care).

Guidelines for genetic testing, including of prostate cancer, can be found at:

https://www.evig.org.au/cancer-genetics/referral-guidelines/4184-prostate-cancer-
referring-to-genetics

Some genetics clinics will provide hospital funded genetic testing for people who meet
eligibility criteria:

¢ >10% probability via CanRisk;
* >12% probability via Manchester score;
e individuals with prostate cancer and with intraductal/ductal histology; and

e individuals with prostate cancer from a population where a founder gene mutation
of high prevalence exists, e.g. Jewish, Swedish/Nordic.

Individuals can privately arrange for genetic testing.

Testing should ideally only be performed after genetic counselling.

ICA provides a free service that:

e allows health professionals or consumers to submit questions about being high risk

and these will be triaged and answered by ICA's genetic counsellor or forwarded on
to experts for a response; and



https://www.eviq.org.au/cancer-genetics/referral-guidelines/4184-prostate-cancer-referring-to-genetics
https://www.eviq.org.au/cancer-genetics/referral-guidelines/4184-prostate-cancer-referring-to-genetics
https://www.eviq.org.au/cancer-genetics/adult/genetic-testing-for-heritable-pathogenic-variants/620-brca1-brca2-and-palb2-genetic-testing.
https://www.eviq.org.au/cancer-genetics/adult/genetic-testing-for-heritable-pathogenic-variants/620-brca1-brca2-and-palb2-genetic-testing.
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e provides a peer support program where those wanting support are matched with a
mentor.

yinherited

CANCERS AUSTRALIA

people with inherited cancer risk
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Members who attended our April meeting, along with Robyn Smlth from Inherited Cancers
Australia. There were two members who attended the meeting on Zoom and two members'
partners also attended the meeting.

Strategic Plan 2026 to 2028

The group's strategic plan for the three years to 2028 has now been completed and is
available on our website.

The plan will guide our priorities for the coming three years and the executive
committee will be using annual action plans to implement these priorities. In
completing the strategic plan the committee has sought to take account of the
feedﬁack provided through the member survey.

It us important to recognise that the group currently relies heavily on the voluntary work
of a small number of members on the executive committee. We can achieve so much
more if other members can volunteer their time, even if only for specific tasks.

The group plays an important role in supporting men and their families through their
prostate cancer journeys. The more help we can get in providing this support the more
effective we will be.

Over coming months we will be asking members to volunteer to assist in completing
various tasks. Please consider assisting us if you can.
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News

This information is taken from Prostate Cancer Foundation of Australia (PCFA) newsletters, press
releases and the PCFA website.

Blue Sky News,
April 2026

The April edition of
Blue Sky News is now
available.

Articles in this edition
are:

Exercise is medicine
for prostate cancer

THE FIGHT FOR ZERO DEATHS
One man lost is one too many

e When men are
diagnosed with prostate cancer, they
are told about surgery, radiation,
hormone therapy, chemotherapy, or
newer systemic treatments. Rarely are
they told - with equal seriousness - that
exercise is a powerful therapy.

Fighting for a fair go against a silent killer

e Haunted by his father's death and
shaped by his own survival, former
Federal Government Treasurer, Wayne
Swan, has spent 25 years advocating for
a change - and is now spearheading a
national campaign for zero deaths from
prostate cancer.

Actinium-225: The new nuclear frontier for
men with prostate cancer

e For Australian men navigating
advanced prostate cancer, the rapid
evolution of nuclear medicine is
opening doors that were barely
imaginable a decade ago. Among the
most promising breakthroughs is
Actinium-225, a rare but extraordinarily
potent medical isotope at the heart of a
new generation of treatments known as
targeted alpha therapies.

Prostate cancer genetic and genomics:
What every Australian man needs to know

* Prostate cancer remains the most
commonly diagnosed cancer in
Australia, with 300,000 of men alive
today after a diagnosis. For many
families, it feels like a disease that
strikes without warning. But advances in
genetics and genomics are re-shaping

that story - offering new ways to identify
risk earlier, tailor screening, guide
treatment and, increasingly, prevent
avoidable suffering.

Read the April edition of Blue Sky News.

Members who would like to receive a

printed copy can request a copy from:
secretary@pcsg-act.org.au

Professor Daniel Galvao appointed
to lead PCFA Research Advisory
Committee

Edith Cowan University's (ECU’s) Director
of the Exercise Medicine Research Institute,
Professor Daniel Galvdo has been
appointed National Chair of the Research
Advisory Committee for the PCFA.

The Research Advisory Committee
comprises a group of researchers,
clinicians and people with lived experience
who advise on the strategic direction for
the PCFA's Research Program, including
identifying areas of prostate cancer
research which are under-investigated and
developing strategies to correct that
imbalance.

Read more.

STARGATE Project

The STARGATE project aims to improve
prostate cancer awareness by providing
information on the burden of disease at a
regional level, nationwide.

The data includes diagnoses, deaths, and
prostate cancer stage at diagnosis,
unlocking information that has not
previously been shared in this way with the
community.

Access data for the ACT that includes the
number of men in the region living with
prostate cancer, the number of new cases
per year, the median age at diagnosis, the
percentage of all male cancers, and the
percentage of all male cancer deaths.



https://www.pcfa.org.au/media/m0wh33np/pcfa-bsn-april-2026.pdf
mailto:secretary@pcsg-act.org.au
https://www.pcfa.org.au/news-media/news/professor-daniel-galvao-appointed-to-lead-pcfa-research-advisory-committee/
https://www.stargate.org.au/uploads/PCF13517%20-%20801%20Australian%20Capital%20Territory.pdf
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MEN’S
PAD L

LOCKER

Supplied
free of
charge to
menin need

l‘A\ -

WHAT THE PROGRAM IS SUPPORTED BY

Taking unused leftover male pads/continence
products from men who do not need them anymore
and givingthem to menin need. DOWNUNDER

NEED PADS?

Callahead to check availability

and pick-up / appointment times 1300006 438 o

MENS HEALTH

Southside
HAVE LEFTOVER / EXTRA PADS? Physio
Drop off any leftover or extra pads to the below locations
MENS HEALTH SOUTHSIDE PHYSIO PROSTATE CANCER
DOWNUNDER DEAKIN WODEN SUPPORT GROUP ACT
Suite B3 Canberra Unit 3-Level 1 Canberra Shout Building Pearce
Specialist Centre Health Point Building Community Centre
161 Strickland Crescent 16 Wilbow Street 3 Collett Place
DEAKIN ACT 2600 PHILLIP ACT 2606 PEARCE ACT 2607
¥ Monday - Thursday ¥ Monday - Thursday R® At coffee mornings
/N 9am-4pm /N 7am-7pm /N ormeetings

Friday 7am-3pm
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Articles and Reports of Interest

The following articles that have appeared recently on web sites or other sources may be
of interest to members. Any opinions or conclusions expressed are those of the authors
and are not a substitute for professional medical advice. See Disclaimer on page 8.

Why some men choose the wrong
prostate cancer treatment

Understanding the basics of prostate
cancer management is crucial for men
diagnosed with the disease. Treatment
options can be overwhelming, leading
many men to choose the wrong treatment.

The choice of treatment depends on the
stage of prostate cancer and the
individual's overall health. It's essential to
discuss prostate cancer treatment options
with a healthcare provider to determine the
course of action that best suits you.

Watch this informative video from
Dr Charles Chabert.

2026 Issue of ZERO's Advanced
Prostate Cancer Companion

The 2026 issue of ZERO's Advanced
Prostate Cancer Companion is now
available. It covers some of the latest
breakthroughs and information relevant to
those living with or caring for someone
with advanced (metastatic) prostate cancer,
including real stories from tﬁose who truly
understand this journey.

Download the 2026 edition of the
Advanced Prostate Cancer Companion.

Aussie study calls for prostate
cancer genetic testing framework

New Australian research has highlighted
the urgent need for a national gamework to
guide genetic testing for prostate cancer,
with experts warning that current policy
settings are leaving many men and their
families without access to potentially life-
saving information.

The research — the first national consensus
study on prostate cancer genetic testing in
Australia — found strong consumer support
for broader access to testing, but
significant uncertainty among clinicians
about testing pathways, eligi%ility and

delivery models.

In response to the findings, the Prostate
Cancer Foundation of Australia (PCFA) is
launching a nationwide survey of health
professionals and consumers to better
understand awareness and use of genetic
testing across Australia's prostate cancer
care system.

Read the report in Mirage News.and the
PCFA news release.

Low testosterone levels may be
associated with increased risk of
prostate cancer progression during
active surveillance

A new study led by researchers at the
University of Texas MD Anderson Cancer
Center found that prostate cancer patients
with low testosterone levels may have a
higher risk of cancer progressing to a more
aggressive form while under active
surveillance.

The findings, published in The Journal of
Urology, suggest that baseline testosterone
may serve as a useful clinical marker to
stratify risk better and tailor monitoring
strategies for patients choosing active
surveillance.

Read the article in Oncology News.

A revamped immunotherapy has
yielded positive results in small
clinical trial

A redesigned cancer immunotherapy is
showing positive early results after decades
of disappointment with similar drugs.
Researchers engineered a more powerful
CD40 agonist antibody and changed how
it's delivered—injecting it directly into
tumours instead of into the bloodstream. In
a clinical trial of 12 patients with metastatic
cancers, six saw their tumours shrink and
two experienced complete remission.

Read the reportin Science Daily.



https://www.youtube.com/live/DSRh_QuNPyI
https://tinyurl.com/43pcx6y4
https://www.miragenews.com/aussie-study-calls-for-prostate-cancer-test-1658086/#google_vignette
https://www.pcfa.org.au/news-media/news/new-australian-research-highlights-urgent-need-for-national-framework-on-prostate-cancer-genetic-testing/
https://www.auajournals.org/doi/10.1097/JU.0000000000004986
https://www.auajournals.org/doi/10.1097/JU.0000000000004986
https://tinyurl.com/w7cm2u2n
https://www.sciencedaily.com/releases/2026/03/260315225121.htm
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Personal Support

For general information, please email info@pcsg-act.org.au and provide your contact
details, and we will contact you.

If you would like immediate advice, support or assistance, please contact one of the
following two people:

President: Greg McRoberts, president@pcsg-act.org.au 0413 480 864

Secretary: John McWilliam, secretary@pcsg-act.org.au 0416 008 299

Appreciation

Thanks to all those supporting the Group's fund raising activities, in particular,
Harness Racing ACT, ACT Masters Hockey and Men's Health Downunder.

From the editor

If you have received this newsletter indirectly and would like to be emailed a copy direct, or if you no
longer wish to receive copies of the newsletter, please send an email to:
secretary@pcsg-act.org.au

Disclaimer

At our meetings and in our newsletters, information is provided about the diagnosis and treatment of
prostate cancer. While the information is provided in good faith, it cannot be taken to be the opinion
of the group.

The group does not have the medical expertise required to make an informed evaluation of the
conclusions and recommendations presented by speakers at our meetings or in the research that is
reported. They must not be interpreted as being endorsed or recommended by the group.

The information presented is not intended to be a substitute for professional medical advice, diagnosis,
or treatment. Always seek the advice of your qualified health provider with any questions you may have
regarding a medical condition.

Before implementing any recommendations made at our meetings or in the materials that are reported
in our newsletters, it is essential that you obtain advice from appropriately qualified medical
professionals. The view of the group is that no two prostate cancer cases are alike and that therefore
qualified medical advice on your appropriate treatment is essential. While the information presented
or reported at our meetings and in our newsletters should be of interest, there is no substitute for
getting informed medical advice from your own GP, specialists, and other medical professionals on
your best treatment option.

Never disregard professional medical advice, or delay in seeking it, because of something you have
heard at our meetings or read in our newsletters.



mailto:info@pcsg-act.org.au
mailto:president@pcsg-act.org.au
mailto:secretary@pcsg-act.org.au
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