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Welcome to the Familial Cancer Centre newsletter.

way, and to provide an avenue for some of our

This is a regular publication for our patients to up-

clients to share their stories, experiences and art-

date you on the activities of our unit and provide

work with the FCC.

valuable information and resources, as well as pro-

In This Issue

vide opportunities for further engagement through
clinical trials and research.
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The new Victorian Comprehensive Cancer Centre to
enhance care of cancer patients
The
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Victorian

Comprehensive

Cancer

Centre

(VCCC) is a $1 billion world-class cancer centre in

metropolitan and regional Victoria so many patients
will receive treatment closer to home.

Parkville, Melbourne. It is being developed on the site

6-7
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Lynch Syndrome

Your friendly newsletter team

of the incredible research projects currently under-

AusFAP
Melbourne Genomics

creating it.

1

Rare Cancer Day
Resveratrol

We hope you enjoy reading it as much as we did

of the former Royal Dental Hospital and also in-

It will rival the world’s best and will be home to

cludes construction of four new floors on top of the

hundreds of talented researchers and clinicians with

existing Royal Melbourne Hospital. The new building

access to state-of-the-art technologies. It will be a

and the extension to RMH will be linked by covered

magnet for the best and brightest minds in cancer

bridges above Grattan Street.

and for new collaborations.
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Australia

The project will deliver new cancer research and

VIP Project

10-

Interesting reading

11

clinical services and facilities for The Royal Melbourne Hospital and The University of Melbourne,
and new education facilities for all building partners.
It will also provide a brand new home for the Peter

Clinic Information
Useful Websites

MacCallum Cancer Centre. The two Familial Can-

12

cer Centres (FCCs) will also be combined, forming
one of the largest FCCs in Australia.
The comprehensive range of cancer services inte-

Both of the FCCs are excited about all the new

grated with world-class research and education pro-

opportunities that will be created for patients and

grams will enable the VCCC to accelerate the devel-

staff alike, and

opment of new cancer treatments that will benefit

eagerly

the entire Victorian cancer system and beyond.

the opening of

await

the facilities in
2016.

The VCCC will have close ties to the community by

Passion for

serving as a focal point for new discoveries and treat-

Stay tuned for further details to come...

ments and integrating these outcomes with educa-

Caring - Achieving

tion and public awareness. The resources of the

In the meantime, you can keep updated on VCCC

the Extraordinary

VCCC will link with other cancer services across

progress at: www.vcccproject.vic.gov.au
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Clinical Information for Lynch Syndrome Mutation Carriers
Update from the first international randomised control

In the meantime, if you wish to be part of the CAPP3 trial, we rec-

trial to prove aspirin can prevent cancer

ommend you take aspirin at 100mg/day, as this will maintain your

A major follow-up trial seeks to recruit 3,000 people with
Lynch syndrome worldwide

eligibility. This is a common tablet size sold at chemists as Astrix, or
Cartia or other brands. Cutting a standard aspirin tablet in two
would deliver more than 100mg, so this is not recommended for
those electing to take the 100mg dose. Taking a higher daily dose

In late 2011, Professor Finlay Macrae from the Familial Cancer
Centre and his colleagues reported the results of the CAPP2 trial1.
This trial tested whether aspirin could prevent bowel and other

means you may not be eligible to participate in the CAPP3 trial.
Please note the date you started (and stopped) aspirin as we will
need to incorporate this information into the analysis of CAPP3.

cancers in over 1,000 people with Lynch syndrome. The trial was a

You may also be eligible to participate in CAPP3 if you choose not

success, with over a 50% reduction in Lynch syndrome cancers in

to take aspirin at this stage.

the participants taking aspirin compared to those on a placebo.
This trial has been very influential around the world. The benefit
of taking aspirin emerged some years after the formal trial (and
intervention) ceased. This is a remarkable result, as no other drug
prevention strategy has been as effective as this, especially for
bowel cancer.

The best dose of
aspirin to use is
not

yet

clear.

The CAPP2 trial

Professor Finlay Macrae

used 600mg/day.
The latest follow
-up results of the

We recommend you discuss using aspirin with your GP

British trials of

and/or with one of our doctors at the Familial Cancer Centre.

low dose aspirin

Reasons to question taking aspirin would be if you have any renal

(75 to 100mg/day) for prevention of heart attacks and strokes in

impairment, indigestion, previous peptic ulcer, high blood pressure

people not at any special risk for cancer were reported in 2010 and

or allergy to aspirin. Important side effects are stomach ulcers,

2011 (summarised in ). In these trials, there was also protection

slowing of kidney function, or, in those with high blood pressure,

by aspirin against bowel and some other cancers by about 50%.

an uncommon form of stroke. Excluding a certain condition which

2

predisposes to stomach ulcers (Helicobacter pylori) through a simple
breath test before taking aspirin is also a good idea.
The CAPP trial group
will be addressing the
question of dose starting

References

in 2015, by randomising

1.

Burn et al. Lancet 2011; 378:2081-2087.

2.

Chan et al. Cancer Prev. Res. 2012; 5:164-178.

people with Lynch syndrome to different doses
of aspirin, notably including low dose aspirin.

Professor Finlay Macrae

This will be called the CAPP3 trial— see www.capp3.org

Secretary, InSiGHT
Head, Colorectal Medicine and Genetics

In the future, we will be inviting you to participate in this important

The Royal Melbourne Hospital

CAPP3 trial. Of course, your participation would be entirely
voluntary.

FA M I L I A L C A N C E R C E N T R E

2 014 /1 5 - Vol um e 3

Page 3

BRCA-D - A New Study Exploring Breast Cancer Prevention
Women who carry a BRCA1 or BRCA2 gene mutation (or fault)

Denosumab is a drug that has been approved to treat ‘thin

have an increased risk of developing breast cancer. Although pro-

bones’ (osteoporosis) or breast cancer that has spread to the

phylactic mastectomy is a very effective strategy for reducing

bones, and has been very well studied. BRCA-D will investigate a

breast cancer risk, surgery is not an acceptable or suitable option

possible new role for this drug on normal breast tissue as a cancer

for many gene carriers. In fact, a recent study by kConFab found

prevention medication. The study, which was independently devel-

that approximately 20% of female BRCA1 or BRCA2 mutation carri-

oped by the investigators, will be carried out through the Federal

ers opted for prophylactic mastectomy surgery.

Government NHMRC-funded Centre for Translational Breast
Cancer Research.

Most BRCA1 or BRCA2 carriers elect to be closely monitored
through a combination of breast checks, mammograms and MRI
scans. Regular surveillance will increase the chance that a breast
cancer is detected at an early stage, where treatment is likely to be
much more effective. This approach, however, does not prevent
breast cancer - a holy grail for women at increased breast cancer

The BRCA-D study will recruit
women who are either BRCA1 or
BRCA2 mutation carriers and are
planning to undergo prophylactic
mastectomy (or who are prepared
to undergo two breast biopsies).
They will be able to have their

risk.

planned mastectomy through their
own surgeons at other hospitals.

Women will receive four doses of denosumab over three months,
given as simple injections under the skin. The researchers will compare breast tissue samples collected before and after treatment to
determine whether denosumab has switched off growth signals and
progenitor cell activity. Some patients will also have two breast
MRI scans to see if their breast density is modified by denosumab.
Up to 30 BRCA1 and BRCA2 carriers will be recruited for this

Professor Geoffrey Lindeman

study, which commenced in July 2014. If results from this study are
encouraging, this could pave the way for a large multi-centre clinical trial to see if denosumab is indeed an effective option as a
breast cancer prevention drug for BRCA1 and BRCA2 carriers.

A team of clinicians and scientists at the Royal Melbourne Hospital
and Walter and Eliza Hall Institute (WEHI) are conducting a research study to investigate if a new medication called denosumab is

If you are interested in participating in the study, or would like

effective at reducing the risk of breast cancer in BRCA1 and BRCA2

more information, please contact:

mutation carriers. Together with kConFab, WEHI scientists previ-

Prof Geoff Lindeman at lindeman@wehi.edu.au

ously discovered the cell type in BRCA1 normal breast tissue that

(Principal Investigator)

appears to be the culprit cell that goes awry, leading to cancer.
These cells are known as progenitor cells and are the descendants
of breast stem cells. The current study, called BRCA-D, will test
whether denosumab can switch off the progenitor cells in normal
breast tissue from BRCA1 and BRCA2 carriers.

Dr Sheau Wen Lok at sheau.lok@mh.org.au or (03) 9345-2805
(Research Fellow)
Ms Kylie Shackleton at shackleton@wehi.edu.au or (03) 9345-2805
(Research Coordinator)
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Rare Cancer Information Day
The Royal Melbourne Hospital (RMH) Familial Cancer Cen-

Kolling Institute in Sydney, who have initiated much of the

tre team hosted the first Victorian Information Day for fami-

research into genetic testing of the four SDH genes. The

lies with SDH-related tumour syndromes on Sunday 30 June

event was attended by 49 individuals, who received highly

2013.

Succinate Dehydrogenase (SDH) is an important

informative talks by a multidisciplinary group of health pro-

component of a metabolic pathway which, if interrupted by a

fessionals, Associate Professor Paul James, Associate Profes-

gene change (mutation) in one of its 4 components, causes a

sor Rory Clifton-Bligh, Dr Dindy Benn, Ms Mary Shanahan

predisposition to endocrine tumours, namely paraganglioma

and Ms Maira Kentwell, representing Melbourne Health, the

and phaeochromocytoma. There are some 400 affected

Peter MacCallum Cancer Centre and the Kolling Institute.

families across Australia and New Zealand; new knowledge
allows improvements in diagnosis and management strate-

The presentations included basic information about the syn-

gies for such families.

drome and related tumours, co-ordinating surveillance and
management, and future research. Maira Kentwell, senior
genetic counselor at the RMH, gave a presentation about the
experiences of people adjusting to news about a genetic test
result that predisposes to endocrine tumours. We were
grateful for the input of two individuals that shared their
personal experiences of the condition. Simone gave a very
articulate description of life with a mutation. Justin Kranz
was unable to attend, however his story was read to the

Our collaborators
from the Kolling
Institute in Sydney
with RMH presenters/
organisers.

audience by genetic counsellor from Austin Health, Matthew
Burgess. Please find a summary of Justin's story adjacent to
this article.

Clockwise: Professor
Ingrid
Winship
(Director of Genetic
Medicine at RMH and clinical geneticist), Associate Professor Rory Clifton Bligh, Dr
Diana (Dindy) Benn, Maira Kentwell (Unit manager and genetic counsellor at
RMH), Kirsty Mann (genetic counsellor at RMH)

Genetic counsellors, Kirsty Mann and Maira Kentwell, and
Clinical Geneticist Professor Ingrid Winship, were responsible for organising the information day and were pleased to
learn the formal feedback from those participating was ex-

We were fortunate to be joined by Associate Professor

tremely positive. The RMH genetics service is enthusiasti-

Rory Clifton-Bligh and Dr Diana (Dindy) Benn from the

cally managing the genetic aspects of a range of endocrine
conditions.

Approaching full recruitment—Red Wine and Colorectal Cancer Risk Reduction
This trial is testing whether resveratrol, a compound

Completing and analysing the results of this

found in grapes, can reduce bowel cancer risk. Nearly

project will be an exciting phase for us!

120 patients in our screening programs have participated in the randomised controlled trial. Half had a dealcoholized drink of resveratrol each day for 6 weeks

We need another 10 subjects. Can you please

and the other half a dummy drink.

help? Contact Virginia or Brooke on 93428995

We measured the molecular profile of the "landscape"
in the bowel, testing whether it shifted towards products from a range of genes in cells in the lining which
protect against polyp and cancer development.

FA M I L I A L C A N C E R C E N T R E
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Client Contributions:The enemy within… By Justin Kranz*
(Attendee of Austin Health Familial Cancer Centre)

I am a 42 year old Australian male who had two extra adre-

ily who were waiting for what seemed an eternity. How-

nal phaeochromocytomas removed in 2004. It has since

ever, the surgery went extremely well, I was alive and had

been discovered that I have a gene fault in SDHB through

all my major organs intact, 2 tumours were gone and at last

the Familial Cancer Centre at Austin Hospital. As a healthy

my blood pressure was normal. The only negative was that I

person up to that point with rarely any need to visit a doc-

was told that due to the extensive surgery near my groin it

tor, my extremely high

was unlikely that I’d be able to have any more children. I

blood pressure levels

was of course disappointed by this, but considered it a small

were the only indication

price to pay for my own longevity. The hospital stay was

that something was not

meant to be about 10 days, but I worked hard and got my-

quite right. From the

self out in 7. My pain management and care was brilliant,

age of 18 I donated

but with a surgical scar from sternum to groin held to-

blood and it was a re-

gether with 56 staples I was extremely uncomfortable and

sult of this exercise that

felt like I was going to burst open every time I sneezed,

I was eventually diagnosed with Essential Hypertension in my

coughed or laughed. A few years later we decided to try for

early 30’s. However, 24 hour urinary catecholamine study

another baby, after all we were only told that it might be

was suggested just in case, which detected I in fact had a

impossible to conceive. To our surprise we conceived

phaeochromocytoma.

straight away and just over 3 years from the surgery our
second baby girl was born.

Surgery day came around and I just wanted it done. I was
feeling positive, fit and healthy. I said goodbyes to my family,

Now that my eldest daughter has tested positive for the

my wife and unborn child and was wheeled to the theatre

same defective SDHB gene I feel it is my duty as a father to

where I continued to breathe deeply, calmly and focus on

get involved where I can, learn as much as I can and arm

the new me that I would find after my induced slumber. We

myself with knowledge. To be forewarned is to be fore-

were expecting the surgery to take around 6 hours, but it

armed. And ‘battling the enemy within’ at this stage of my

actually took 9 hours due to the discovery of a second

life is more about focusing on the present, being grateful for

phaeo which was hidden behind the main one. Also, I believe

my past, and allowing my future to evolve. It’s turned from

they had some difficulty in stemming the bleeding, but I was

a battle of the body to a battle of the mind and I feel very

blissfully unaware of all of this; it was my poor wife and fam-

well prepared.
*Note this is a condensed version of Justin’s story

New anti-cancer powder starch to fight cancer at breakfast time
A new powder made from a modified cornstarch is currently being

This study is currently looking at patients who have Familial Adeno-

trialled at RMH to prevent or delay the onset of bowel cancer.

matous Polyposis (FAP), which is an uncommon genetic disorder

Butyrate is normally produced in the colon by fermentation of fibre
and has been shown in laboratory and preclinical trials to have anti-cancer effects.

that can progress to bowel cancer. RMH is looking for people with
a family history of FAP to take part in the trial. The study,
called AusFAP (also referred to as Starplus B) involves supplementing the diet with a small amount of powdered corn

Professor Finlay Macrae, Head of Colorec-

starch daily over a 12-month period, while monitoring

tal Medicine and Genetics, said butyrate

polyp growth and diet.

inhibits the growth of cancerous cells, but
the issue has always been how you deliver
it to the colon in sufficient quantities. This
has now been achieved by chemically attaching butyrate to starch
so that when it is ingested and reaches the colon, it releases a big
punch of it.

For more information about the study contact the National
Coordinator, Brooke Flanders on 03 9342 8411 or email
brooke.flanders@mh.org.au
Photo: Those participating in the Aus FAP trial can choose to disguise the
powder in their cereal each morning
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Research News—the Melbourne Genomics Health Alliance
Research continues to improve our under-

participate if they have specific conditions, in-

standing of the role differences in a person’s

cluding acute myeloid leukaemia, an inherited

genes play in determining their health, the

neuropathy, hereditary colorectal cancer, child-

course of a disease and its response to treat-

hood syndromes, and focal epilepsy. While

ment. At the same time, new technologies

there may be little direct benefit to the study

have made it possible to look at large amounts

participants in the short-term, this research

of genetic information quicker and cheaper

will provide valuable information to determine

than before. As a result, information about

how to provide this testing in the future.

genes is increasingly influencing diagnosis and

A vital component of this study is to under-

care (“genomic medicine”).

stand participants’ experiences of having ge-

A new initiative, the Melbourne Genomics

nomic sequencing, and their preferences. Par-

Health Alliance, has brought together some of

ticipants are being asked for their views on the

the very best health, research and education

use of genomic information and what is impor-

organisations in Victoria – The Royal Mel-

tant for doctors to consider when offering

bourne Hospital, the Royal Children’s Hospital,

testing and giving results. In addition, the study

The University of Melbourne, Walter and Eliza

aims to incorporate feedback from clinicians as

Hall Institute, Murdoch Childrens Research

well as experts from each of the participating

Institute, CSIRO, and Australian Genome Re-

organisations in the form of working groups.

Research Genetic Coun-

search Facility – in order to achieve its vision

Outcomes from the demonstration project will

sellors Ella Wilkins (top)

of facilitating the rapid integration of genomic

guide other elements of the Alliance’s work

and Gemma Brett

medicine into everyday healthcare for the bet-

(bottom) working at

including the establishment of shared ap-

terment of patients.

proaches to the analysis, management and ap-

The Alliance’s five year vision is clinically driven

plication of genomic information among the

and depends on the ethical sharing of data to

Alliance members, and the development of a

ensure that genomic information is available

workforce skilled in clinical genomics. They will

for patient care and research across the par-

also inform the development of a business plan

ticipating organisations. The Alliance also aims

for implementation and funding of the Alli-

to facilitate the rapid implementation of ge-

ance’s full vision.

MGHA

nomic research into healthcare and improve
patient access to genetic information.

For

more

information

please

The first phase of the Alliance’s vision involves

www.melbournegenomics.org.au

conducting a “demonstration project” to find

enquiries@melbournegenomics.org.au.

out if a single genomic sequencing test could
be performed regardless of a patient’s medical
condition and how this can be used in clinical

or

netic Counsellors:
Ella Wilkins—Royal Melbourne Hospital

with genomic sequencing being offered to par-

03 9342 7151, ella.wilkins2@mh.org.au

care and the investigations that their doctor
would normally arrange. Participants are pa-

email

Alternatively, please contact our Research Ge-

practice. This project is currently underway
ticipants at the same time as standard medical

visit

Gemma Brett—Royal Children’s Hospital
03 9936 6066, gemma.brett@mcri.edu.au

tients of The Royal Melbourne Hospital or The
Royal Children’s Hospital and are invited to

FA M I L I A L C A N C E R C E N T R E
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Staff News
Professor Geoff Lindeman, medical oncologist and Head of The

Prof Lindeman is a champion for ensuring breast cancer research

Familial Cancer Centre and joint head of the Stem Cells and

findings drive new clinical treatments and practices. He is clinical

Cancer Division at the Walter and Eliza Hall Institute, was awarded

director of the ACRF Centre for Therapeutic Target Discovery

the 2014 Medical Oncology Group of Australia – Novartis

and head of the Australian Centre for Translational Breast Cancer

Oncology Cancer Achievement Award – a most prestigious

Research (TransBCR). These programs are committed to early-

honour for an oncologist.

phase clinical trials of novel anti-breast
cancer drugs,

Prof Lindeman, who is also a Principal

and using

'personalised

medicine' to treat breast cancer.

Fellow in the Department of Medicine at
the University of Melbourne, said he was
honoured to receive the award.

Head of Medical Oncology at the RMH,

"For me the award reflects the tremendous

Prof Mark Rosenthal, said Prof Lindeman

team effort and support by a number of

was

very

special

remarkable

clinician-scientist.

and

laboratory

“Professor Lindeman has established him-

Royal

Melbourne

self as a world leader in Breast Cancer

Hospital and the Walter and Eliza Hall

Stem Cell Biology. At the RMH he has es-

Institute, and my research partnership with

tablished one of Australia’s foremost famil-

Jane Visvader" Prof Lindeman said.

ial cancer services, attends the Breast Can-

colleagues

at

clinical

a

The

cer Clinic and leads a number of exciting

"Our goal is to help create a swift delivery
system for cost-effective, personalised medicine for Australian
breast cancer patients and we need to continue to find new
treatments and methods of identifying the best treatment for each
individual patient, based on their particular cancer type.”

new clinical trials. Despite his success, he
remains humble, kind and focused on improving the care and outcomes for patients with breast cancer” Prof Rosenthal said.
Photo: Geoff receiving the MOGA career achievement award. To his
right is chair of Novartis, Christof Lorez

Staff News
Professor Finlay Macrae, Head of Colorectal Medicine and Genetics
at RMH and one of Australia’s leading bowel cancer experts has
been honoured by the World Gastroenterology Organisation
(WGO) for his professional and personal contributions to the field

Professor Finlay Macrae said he was very honoured to be recog-

of gastroenterology.

nised by his peers through the WGO for his work in the field of

This is the highest honour the WGO can bestow. It is granted to

gastroenterology.

those individuals who have provided outstanding dedication to the

"This award is a recognition of the network of collaborators with

mission of the WGO and achieved distinction in such areas as re-

whom I have worked to address the burden of bowel cancer in

search, teaching, service to the WGO and the community at large.

Australia and internationally” Professor Macrae said. "Without

In a letter to Professor Macrae, President of the WGO, Professor
Henry Cohen said the WGO was privileged to honour Professor
Macrae. "We especially [honour] your efforts in the less well-

extensive collaboration, the progress we have made in the fields of
prevention of bowel cancer, and its genetic predisposition, would
not have been possible.”

developed regions of the world and in service to the populations

"The translation of my embryonic clinical research at The RMH,

WGO is focused on," they said.

which ultimately led to the National Bowel Cancer Screening Pro-

The WGO is a federation of 108 national societies and 4 regional
associations of gastroenterology representing over 50,000 individual members across the globe. It focuses on raising awareness of

gram, fostered by so many Australian and international complementary steps along the way, is an outcome of great personal
pride.”

the prevalence of digestive disorders through high quality, accessi-

Professor Macrae received his award during the WGO General

ble and independent education and training.

Assembly in Shanghai in September 2013.
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Client Contributions: My Ancestral Inheritance By Penelope Campbell
Since 2004, the creative arts has been the way for me to ex-

able and what might have been laid down in the genes be-

press the effects of my cancer diagnosis and subsequent

yond our control or knowledge.

treatment. I, like millions of others had my life thrown into a
vortex of anxiety, physical and mental misery. At the time,

With another breast cancer diagnosis last year, I considered

what seemed to be the worst thing that could happen, had

myself extremely fortunate that it was the opposite side and

happened: -breast cancer.

a new primary and so relieved to have much lesser surgery.
The bitterest pill was having to have chemo again and radia-

Many say that cancer brings your life sharply into focus and

tion. So life saved again! Get on with work! Aging parents

for me the burning desire was to catch up on my interest in

very ill. Distraught, when

the arts. In 2006 I set off on an amazing journey and in 2009,

they both passed away, I

my dream came true and I completed my BA (Hons) Visual

somehow

Art. Life moved on and my art work became 'my work' and

Masters. Sadly the shine

my passion! In 2011, I chose to return to study and enrolled

had gone out of that a bit,

in an MVA. This was the challenge I needed to really think

as by now my research

about and explore what it was I was trying to say in my

had come across this ge-

finished

the

netic thing, this BRCA
gene mutation and its
prevalence in those of
Ashkenazi Jewish heritage.
I voiced my concern to my doctor and was immediately referred to the FCC and the rest as they say is history. By the
amazing work of genetic scientists and counsellors I was able
to find out that my father's mother had died (aged 66) from
secondary ovarian cancer in 1960, twenty years on from her
primary event. My mother who died from bowel cancer (May
2013) was found not to have the gene mutation. This proved
Dad had been the carrier. He never developed any cancer in
his life and died age 91 last
works. I loved that I could do just that! I chose as my topic

November. I am so glad he

family history via ancestral searching, in particular a very little

never knew about the gene

known side of my father’s family. The only thing we family

mutation found in me.

members knew was that my grandmother (father's mother)

Life goes on and happily this

had come from Russian/Polish Jewish heritage. That’s all we
knew!

year, we have celebrated our

My researching explored historical facets of ancestry, focus-

pleted surgery for removal of

ing on the obvious such as where they had lived in England,

ovaries and tubes and recently

where and when they had actually come from in Europe and

took the much deliberated

the revelation of names we had never heard of. I also thought

decision, to have a prophylac-

about my relationship with my grandmother and the inheri-

tic mastectomy..I need to be

tance of possessions as well as traits, characteristics, and tal-

around for my daughters and son and grandchildren one day!

ents! I became more interested in the intrinsic and unknow-

We are still waiting for their testing...more anxiety. In the

son's wedding. I have com-
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meantime my art keeps me going. It is physically therapeutic and

tion, by visualisation and construction, then developing

mentally challenging. In the works shown here, I have used recy-

more sculptural 2D works. I have deliberately chosen

cled textiles as my medium and they are hand and machine

old unwanted and preloved embroideries and table

stitched, and some have free machine embroidery. I also use text

linens to represent ancestral inheritance, unwittingly

printed on fabrics, including silks, cottons, as well as repurposed

concealing a more sinister legacy. These are part of new

embroideries and lace. My work is quirky and can often be literal,

and currently ongoing works.
I feel privileged to
be able to share my
story and my artworks with others
who will read this
newsletter. I hope in
some small way it
may help others in
dealing with an 'unwanted' inheritance.

most of all a window into my
thoughts. In some, I have visualised the microscopic legacy of
the ancestors flowing around in the cells. I make my own humorous interpretation looking at ancestral inheritance as a filtering

I will be eternally grateful for the medical team that
have been part of my life so far and can only say how
fortunate I feel that my children and siblings also have
the ongoing support of the FCC.

system down through the generations. The use of some “scientific”
text added to images is designed to suggest a pseudo-

Photos (in line with text): Inherited Genes, DNA Filter, DNA Code,

documentary feel but are really a nod to the many facts and dia-

Mutations I, Mutations II, Gene Pool

grams we can access but not necessarily understand, on closer

From the Editors—We would love more patient contribu-

inspection they remain a mystery.

tions like JK’s to our newsletter. Please feel free to send us

The white works Mutations Series, 2014, are the result of my moving into the acceptance phase of inheriting the BRCA gene muta-

your stories, poems, artwork or anything that helps tell your
story. You are welcome to contact us for more information.

Lynch Syndrome Australia
Lynch Syndrome Australia is an organisation founded and gov-

Through the website, www.lynchsyndrome.org.au, in-

erned by individuals with Lynch syndrome, their families, and

terested individuals can access information links to cur-

health care professionals who specialise in

rent research and information about

Lynch syndrome. Their vision is to provide

Lynch syndrome, opportunities to get

support for individuals impacted by Lynch syn-

involved in events, and the Lynch Syn-

drome, and to promote awareness of the con-

drome Australia newsletter.

dition among the general public and health
professionals.
Their scientific advisory board includes leading
experts in Lynch syndrome, including Professor Finlay Macrae of the Royal Melbourne
Hospital.

Lynch Syndrome Australia welcomes you
to contact them on 0416 070 036
info@lynchsyndrome.org.au.

You

can

also join the Facebook community:
www.facebook.com/LynchSyndromeAustralia
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Research Updates - VIP Breast and Ovarian Cancer Study
One of the studies that the FCC is involved in is the Breast

fect can end up being quite significant and for some women

Cancer: Variants in Practice Study – which we like to call the

this has a big influence on their lifetime chance of having a

ViP study, (although its official name is the “Common Ge-

diagnosis of breast cancer.

netic Variants and Familial Breast Cancer” study).
The initial results have shown that we can identify a group of
As many people reading this newsletter will know, a family

people who come to the FCC for an assessment, who do

history of breast and/or ovarian cancer is the most common

not carry a fault in either BRCA1 or BRCA2, but have inher-

reason for referral to our clinic. For some people this leads

ited an unusually large number of these breast cancer ‘risk

to genetic testing and the possibility that the cause of their

variants’. This combined effect of a large number of variants

cancer and/or their family history of cancer will be found.

is known as ‘polygenic risk’ and the ViP study has shown that

Currently this usually means we find that they have inherited

this is an important cause of cancer risk in families with a

a genetic fault in the BRCA1 or BRCA2 gene. In many more

strong breast cancer family history. These exciting results,

families there is no suitable genetic test available, or if testing

although very early, have been published in a major interna-

is available, it will not be able to identify a cause for their

tional cancer journal which led to success in attracting new

cancer/family history. The ViP study is part of the wide-

grant funding from the National Health and Medical Re-

spread research efforts now focused on identifying other

search Council. This has allowed us to continue to extend

genetic changes that might contribute to the increased can-

this work to test a larger group of people for a larger num-

cer risk in these families.

ber of ‘risk variants’, including variants associated with ovarian cancer, as well as looking for new rarer variants that may
have a strong effect in some families.
The ViP study started in
2012, inviting women with

Assoc Professor Paul James

breast or ovarian cancer

The ViP study has been able to match the great enthusiasm

who were undergoing ge-

of many families to contribute to research with some won-

netic testing through a clinic

derful collaborations with Australia’s leading researchers in

to contribute their histories

the field of Breast and Ovarian cancer genomics – including

and DNA to ongoing re-

Georgia Chenevix –Trench’s laboratory in Queensland and

search and already women

the laboratories of both Ian Campbell (Peter MacCallum)

(and some men) from more

and Melissa Southey (University of Melbourne) here in Mel-

than 2200 families have

bourne – with many more exciting results expected soon.

enrolled,

One of the important components of the ViP study is the

(around

3700

people in total at this stage).

possibility of the results coming back to families and individuals to help with their care or decisions about managing
their risk. Although this is always a slow process with large

One of the first major projects for the study has been an

research projects, we are hopeful that for at least some

investigation into the role that common genetic variations

families more answers will be coming soon.

(which we all have) play in inherited breast and ovarian cancer risk. This work builds on the findings from very large
international studies that have identified minor variations in

For more information about the study, contact the clinical

our genetic makeup, each of which has a very small influence

research coordinator Simone McInerny on 96561142 or

on a person’s cancer risk. When the combined effects of all

simone.mcinerny@petermac.org

of these common variants are added together the total ef-
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Publications of interest
It’s the beginning, not the end.
Kate is a 26 year old who sadly lost both her mother and sister to
gastric cancer. After learning that she too carried a gene change
(mutation) in the CDH1 gene which had caused the gastric cancer
in her family, she made the difficult choice to have surgery to remove her stomach, in order to decrease her own risk of developing gastric cancer.
Kate shares her personal story through her blog ‘It’s the beginning,
not the end.’
www.beginningnottheend.blogspot.com.au

From the Feet Up - Tanya Saad
A young Australian woman confronts the deadly BRCA 1 gene
fault, then discovers her beloved younger sister has also tested positive. From the Feet Up is a dazzling memoir of courage and determination to beat the odds.
Tanya Saad’s life wasn’t perfect but it wasn’t far off. Happily occupied
with a demanding job, the competitive cycling she loved and the support
of her irrepressible family, she wasn’t given to introspection. Then the
thunderbolt hit. At the age of 30, Tanya discovered she had tested positive for the BRCA1 gene fault, which meant her chances of developing
breast and ovarian cancer young just increased exponentially. Worse
was to come when one of her beloved younger sisters tested positive,
too.

The Pink Moon Lovelies Nicki Bosci Durlester
Empowering Stories of Survival is a collection of 50
women’s personal battles with
the BRCA gene and breast
and ovarian cancer.

A resilient personality, Tanya was used to meeting challenges. Growing
up as part of a Lebanese family in a small NSW country town before
coming out as a gay woman in a conservative environment meant she
was used to conflict. But there were tough decisions ahead — should she have her breasts and ovaries
removed before the disease took hold? Still a young woman, yet to find a partner, would she have time to
have children?
From the Feet Up is a dazzling memoir of courage and determination, told with great humour and verve.
This book examines what it means to be a woman, shows how to meet adversity with both courage and
grace, and offers some revelations along the way. As Tanya says: ‘The profound moments in your life are
not about getting what you want, they are about discovering who you are.’

Even the Most Positive Person in the
World Gets Cancer - Mezwyn d’Junus

longer nowadays and need help to cope with
life after cancer. My hope is that this book will
help them as well as others.

Mezwyn d’Junus, a client of our centre, has
authored this wonderful book “Even the
Most Positive Person in the World Gets Cancer". Below, she shares her introduction to
this creative piece of work.

Therefore I invite you to go through this picture book which is a collective experience
shared by many other survivors who walked
the same path. Although it would be impossible to represent every concern and grief experience by each and everyone one of us, I
have done my best to represent as much as
possible.

Dear Reader, I never imagined that I would be
writing this letter to you about cancer. I never
imagined that one day I would be presenting you
with a book about cancer. I never, NEVER imagined that I too would get cancer.
Grieving is an essential part of coping with a significant loss, but it's also an
individual process. Processing the emotional trauma is a personal journey,
and each person handles it differently. There are more survivors living

Thank you for letting me share my story.
Happy reading!
Sincerely yours, MEZWYN D'JUNUS
www.mezwyndjunus.com
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Familial Cancer Centre Contact Information

In conjunction with
Western Health, Barwon
Health and SouthWest
Healthcare

Metropolitan

Regional

Royal Melbourne Hospital – FCC
2 Centre, Grattan St
Parkville VIC 3050
(Melway reference 2B A7, B7)

Andrew Love Cancer Centre – FCC
70 Swanston Street
Geelong VIC 3011
(Melway reference 452 C5)

Western Hospital – FCC
2 South, Oncology Day Centre
Gordon Street
Footscray VIC 3011
(Melway reference 2S A5)

Warrnambool Base Hospital – FCC
Warrnambool Community Health Centre,
Koroit Street
Warrnambool VIC 3280
(Vicroads reference 240 J8 or 89 J8)

FCC Staff Details
Head:
Clinical Geneticists:

Phone:
(03) 9342 7151
Fax:
(03) 9342 4267
Email:

Professor Geoffrey Lindeman
Professor Ingrid Winship (Director of Genetic Medicine), Assoc. Professor
Paul James (Head Adult of Genetics) Assoc. Professor Alison Trainer,
Medical Oncologists:
Professor Geoffrey Lindeman, Assoc. Professor Lara Lipton,
Assoc. Professor Clare Scott, Dr Yoland Antill, Dr Shirley Wong
Gastroenterologists:
Professor Finlay Macrae (Head of Colorectal Medicine and Genetics), Dr
Elizabeth Chow
Genetic Counsellors:
Maira Kentwell (Unit Manager), Michael Bogwitz (Deputy Unit Manager)
Brenda Greyling (mat leave), Adrienne Sexton, Lindy Hodgkin, Kirsty
Mann, Jessica Taylor, Emily Higgs, Catherine Beard
Intake Assistant:
Alana Druitt
Collaborators:
RMH and RWH breast clinic, colorectal clinic, and gynaecological clinic
staff, clinical fellows, Other Department of Genetic Medicine staff
Risk Management Clinic: Professor Bruce Mann (Head of Breast Surgery), Miss Anita Skandarajah
(Breast Surgeon), Miss Laura Chin-Lenn, Sue Thomas (Clinic coordinator)
Research:
Vesna Stanovic, Kylie Shackleton, Dragana Prodanovic, (Mat leave)
Administration:
Ida Mancini (Office Manager), Winnie Mengesha, Tianie Naidoo, Rachel
Foley (Office Admin/Reception), Joan Brown, Carmel Lepre (Audiotypists)
Data Management:
Jamie Thiessen, Amanda Castle

familycancer@mh.org.au

Website:
www.mh.org.au/RMHgenetics

Useful Websites
EviQ is an online resource for patients and health professionals alike. It
has useful information for people with a family history of cancer, and also
has a variety of useful weblinks to related resources. All of the information on EviQ has been carefully checked by panels of health specialists,
and is considered very reliable and up to date. You will need to register
to access EviQ, but this is free and only takes a moment. Visit www.eviq.org.au for more details.
The Centre for Genetic Education based at the Royal North Shore
Hospital in Sydney is an excellent resource for patients, with a variety of
fact sheets with information about all aspects of genetics and genetic
testing. Visit www.genetics.edu.au for details.

Many printed resources are
available through the Cancer
Council of Victoria.
This pamphlet provides some
general background information about what Familial Cancer Centres do.

The Genetic Support Network of Victoria provides
“purpose, dignity, and choice” for people with genetic conditions.
It hosts many support groups and is particularly useful for people
with rare cancer syndromes. Visit www.gsnv.org.au for details.
Other useful and reliable websites: www.cancervic.org.au, www.agsa-geneticsupport.org.au,
www.canceraustralia.nbocc.org.au, www.pinkhope.org.au, www.canteen.org.au
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