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Annual General Meeting 2019
Thank you to all participants who attended TASCA’s Annual General Meeting
2019 held on Tuesday November 12th at the Monash Medical Centre. It was
good to see many familiar faces!

Guest Speaker
Dr. Shahla Vilcassim, Clinical Haematologist at Monash Health and researcher
from the Hudson Institute, kindly joined us on that day and presented on the latest
developments in the treatment of haemoglobinopathies.
She informed attendees about the latest clinical trials conducted in Europe, the
United States and Australia. The trials focus on either modifying the disease
(Gene therapy, CRISPR, Cellular therapy) or utilising the properties of available

CONTENTS
1

AGM

2

Sausage Sizzle

3

President’s Report

4

Meet Our New Admin Officer

5

Australian Red Cross Lifeblood

5

New Peer Support Group

5

New Resource

6

Dr Rae Nanette Matthews

7

Visiting ThalNSW

8

ThalNSW Update

9

Education Update

10

Treament Update

11

Pronia Visit

non-related drugs to manage
certain aspects of the disease
(JAK2, Hydroxyurea, Chelation therapy).
She also highlighted on the importance of raising awareness on
haemoglobinopathies.

Reports
Peter Verveniotis outlined his appointment to the role of A/President of
TASCA following the unfortunate passing of the late Dr Helen Georgiou.
He presented his report and highlighted some events run by TASCA
such as moving to Moorleigh Community Village and participating
in the Lonsdale St Greek Festival. He mentioned the revision of the
previous strategical and operational goals and announced the main
goals of TASCA’S Strategic Plan 2019-2021.
Joanne Mucciacciaro, Treasurer of TASCA, presented the Financial
Report based on the audit conducted by Joseph Boyar for the year
ended on 30 June 2019.
Samuel Lam (Health Promotions Officer) introduced himself and
Sophie Moreau (Administration Officer) as the new staff. He gave
an overview of the work undertaken by the staff including, school
educational programs and engagement with members through social
media and the peer support group recently launched on Facebook.
He mentioned TASCA’s advocacy work by engaging with health
practitioners and government representatives to provide psychological
services to patients and their families.

TASCA Committee of Management 2019-2021
Peter Verveniotis announced the simplification of
the election process as decided during the EGM
in August 2019 and explained the voting system.
TASCA Committee of Management has been
elected for 2019-2021 and the distribution of the
roles will be announced after the next Committee
Meeting on December 13th.
Congratulations to our Executive Committee
Members and we wish them great success in
their positions!
From left to Right: Dr. John Malios, Robbin
Vissakodeti, Joanna Mucciacciaro, (Louisa
Mucciacciaro), Karen Parr, Peter Verveniotis, Pat
Bollard, Yiannis Androulakis.

Bunnings Sausage
Sizzle Fundraiser

A great event was held on Sunday,
November 24th at the Sausage Sizzle
fundraiser - Bunnings Vermont South.
We had pleasant weather, delicious
sausages and endless laughter.
We have also been lucky to witness
incredible community spirit on that
day.
Thank you to our generous volunteers
who donated their time and culinary
skills to feed bellies and thank you to
everyone who visited the stall to buy
snags. A special thank you to Geoff Hergt
of Kiwanis Moorabbin who continue to
support our work.
You all contributed to raise $1014.90
which will support our patients and their families.
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President’s Report – AGM 2019
The year was highlighted by a few events held by TASCA including a family movie
day, International Thalassaemia Day and World Sickle Cell Day visits to treatment
centres as well as our afternoon tea celebrating our move to Bentleigh East. This
year, TASCA also returned to the Lonsdale St Greek Festival which saw our staff
and volunteers reach many members of the public to raise awareness.
This past year, TASCA has gone through many changes organisationally and
strategically. We have relocated our offices to Bentleigh East after more than two
decades at Mount Waverley. At our new location in the Moorleigh Community
Village in the City of Glen Eira, we are better situated to connect with other local
community groups. This has led to a recent collaboration with Greek Culture Aged
Care group Pronia in delivering an educational talk to their members and promoting
some of their events.
At the last AGM, the committee saw a large changeover of members as well as a
new executive team. This has brought fresh ideas as to how TASCA can continue
to improve on the support we provide to the haemoglobin disorder community.
To ensure that TASCA’s strategy was aligned with its mission to support and
advocate for patients living with Thalassaemia and Sickle Cell Anaemia as well as
raise awareness of these conditions in the public, one of TASCA’s first projects of
2019 was to revise its strategic plan for the next three years. The committee and
staff identified the main goals of 2019-2021 as:
• Increasing membership and engagement
• Providing ongoing advocacy to the TASCA community
• Expanding our educational program
• Effectively working and engaging with our stakeholders
The committee has also taken steps to improve its accountability and effectiveness
by undergoing Governance training at the start of the year. This has led to the
committee identifying the need to revise the rules of association that TASCA follows
to better suit the organisation
After seeking approval from the members at the extraordinary general meeting
(EGM) in August, the new TASCA Rules of Association ensured more consistency
in the composition of the committee through longer terms of office and simplified
the election process to allow for flexibility in the roles that committee members can
undertake. These new changes took effect at the 2019 AGM.
TASCA has continued to advocate for the haemoglobin disorder community both
locally and internationally. Meetings with Monash Health’s executive were arranged
to maintain the current level of social worker service being provided at the MTU
and emphasise its importance. In aiming to improve psychosocial support to
patients, TASCA has reached out to local Members of Parliament, engaged with the
Federal Minister of Health, and participated in public forums to lobby for increased
government support and funding in providing much-needed psychologist services
to patients and their families. At an international level, two TASCA members are
also in the Thalassaemia International Federation’s (TIF) Patient Advocacy Group,
informing TIF’s Thalassaemia advocacy strategies in the Asia-Pacific region.
We are also proud to have launched our new Facebook page in late-October
following consultation with patients. This is the start of our new strategy to provide
peer support to patients and families with plans to expand it to face to face support
groups in the future
We thank you for the support we have received from our members, partners and
stakeholders in the past year. With your ongoing support, TASCA will continue to
evolve and work towards our mission to improve the wellbeing of those living with
haemoglobin disorders and their families.

Meet our new Admin Officer
We would like to welcome Sophie Moreau, TASCA’s new Administration Officer replacing Gemma who moved on in
October. We want to thank Gemma for her work over the past year and wish her all the best in her future endeavours!
Here’s Sophie to tells us a bit about herself:
Bonjour, my name is Sophie and I am the Administration Officer at TASCA.
I am of French and Ivorian background and I recently moved to Melbourne from an
exotic and faraway place called Adelaide in South Australia.
I graduated in International Development Masters and currently study a Diploma of
Community Services at Box Hill Institute. I am passionate about contributing to positive
change in peoples’ lives and volunteer for the Asylum Seeker Resource Centre.
I am eager to work with the passionate and dedicated TASCA team members to make
a positive contribution to those affected by Thalassaemia and Sickle Cell disease. I am
also looking to bring knowledge from my studies to help TASCA extend its engagement
with linguistically and culturally diverse community groups.
In my spare time, I really enjoy baking French cakes, dancing Brazilian Samba and
travelling back to Europe to visit my friends and family.

VCGLR Declaration number 61169
Under the Gambling Regulation Act 2003

Christmas
Grand Raffle
THE TASCA COMMITTEE CONGRATULATES THE
WINNERS AND WISHES ALL OF OUR MEMBERS A
MERRY CHRISTMAS AND A HAPPY NEW YEAR
PRIZE 1 - Valued at $400: Fenia
PRIZE 2 - Valued at $346: Dave
PRIZE 3 - Valued at $300: Gina
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Australian Red Cross Lifeblood
The Australian Red Cross Blood Service has recently changed its name to Australian Red
Cross Lifeblood to better reflect the many different services that they provide to Australians.
In their own words:
“Our name has changed. Because more lives depend on us.
We’re more than blood. We’re Lifeblood, formerly the Australian Red Cross Blood Service.
Our new name reflects all the different ways we support Australian lives - through blood, organ
matching, tissue typing, donated breast milk and more.”
Blood donations are as important as ever and Lifeblood continues to provide an invaluable service to those living with
haemoglobin disorders but they need your help. Register to be a donor now and start saving lives.
Visit www.lifeblood.com.au or call 13 14 95 to find book an appointment now.

New resource
For the last three months, TASCA has had the pleasure of working with Nicole and Tamar, Genetic Counselling Masters
student from the University of Melbourne. During their placement, Nicole and Tamar provided invaluable help with
our new website, the running of our afternoon tea and interviewing patients for our new video. The main goal of their
placement was the development of a new brochure aimed at awareness raising in the general public.
The brochures will be used in our school education program
as well during our public events and will be made available
online.
Thank you once again to the students for their hard work and
the Genetic Support Network Victoria along with the University
of Melbourne for making this possible.

New Peer Support Group
TASCA is proud to announce the launch of our Facebook support group.
Some features of the Facebook group:
• Closed group – all participants will be approved by group moderators
• Moderated by TASCA staff and patient support leaders to ensure a respectful and inclusive environment
• Patient orientated and led
• Used for general discussion, planning of social activities, seeking suggestions and answers and mutual support
If you are interested in being added into this group or other forms of peer support please email us at info@tasca.org.au
or send a request to be added to the group by visiting www.facebook.com/groups/TASCASupport.
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Dr Rae Nanette Matthews
A eulogy by Jim Demetriou
Calm, gentle, caring, kind, humble, intelligent, controlled, selfless.
The above words are a brief and valid description of the character traits portrayed by
our much loved and admired Dr Rae Matthews. As a child of the 60s, suffering from
Thalassaemia Major- a chronic genetic blood disorder, my parents faced the grim
reality of dealing with this severe condition. The prognosis for me was extremely
dim and my parents quickly came to terms with the realisation that their son was
going to experience a very short lifespan.
Treatment began for me at the Royal Children’s Hospital at the ripe old age of 8
months. My early memories of treatment were frightening and filled with immense
pain. I felt like a human guinea pig, at the mercy of a medical system which was
unable to understand my plight and what was required to deliver a high standard
of clinical care adequately. It wasn’t uncommon for me to have a range of doctors
trying to put a needle in my arm, six to ten attempts were the norm every time I had
a blood transfusion. To make matters worse, my mum could not be present in the
treatment room.
I was alone, isolated and totally traumatised.
Enter Dr Rae Nanette Matthews, who began to revolutionise the treatment of
Thalassaemia. For starters, I was able to see and communicate with other fellow
sufferers who were otherwise scattered to all parts of the Royal Children’s Hospital.
The set-up of the new unit dedicated solely for us was a genuine godsend and
the genesis of a new beginning of greater medical attention. Multiple attempts at
inserting needles were becoming a thing of the past. The dedicated team were
more adept in coping with our vital needs. I was not frightened any longer. Did we
still have enormous challenges? Of course, we did. I can still remember shivering
with cold and then feeling hot whilst having my blood transfusions. Then we were
all battling with the never-ending issue of iron overloading which, if not dealt with,
would have had fatal consequences for the entire patient group. I am sure trying to
resolve this would have caused Dr Matthews sleepless nights.
By the mid to late 70s the wonder drug Desferal was introduced as part of our
treatment regime. Soon after, we were entering a new phase in the care of
Thalassaemia with the transfer to the Queen Victoria Hospital in the early 80s and
then to Monash Clayton in the early 90s.
Under the leadership of Dr Matthews and the highly skilled and committed nursing
team headed by Sister Libby Reid, the patient group was now experiencing an
unprecedented level of medical care and professionalism. Increased testing meant
that Rae was able to closely monitor any problematic areas and address them
immediately. I was still alive, most of my fellow sufferers also had a new lease on
life. We could now contemplate college or university courses, having relationships,
a family, a real future. For this, we were and remain, extremely grateful to Rae
as it meant our dreams and goals in life were coming to fruition. The successful
development of this model set up here in Australia by Rae and her team was worldclass and would have been the envy of other clinicians around the world. Many of
these clinicians would have undoubtedly sought advice from Rae, their esteemed
colleague from down under.
I can still remember Rae cheerfully walking into our unit whilst undergoing treatment.
Her keen interest in our current lives, her gentle voice, intelligent advice and caring
nature were commonplace. These are the thoughts that resonate and remain with

me as I recall the many wonderful years I had under her care. I’m sure that many other patients would share similar
thoughts, experiences and feelings for her.
Many of the initial words that I used to characterise Dr Matthews are synonymous with the fruits of the Holy Spirit. Your
family members, colleagues, patients and I, feel certain that the Lord will be taking great care of you now, just as you took
care and saved the lives of many when you were here among us.
Rest well and may God bless you always Dr Rae Nanette Matthews.

Supporters of TASCA

Mr Nick Staikos – State Member
for Bentleigh

Mr Steve Dimopoulos – State
Member for Oakleigh

TASCA would like to extend a special thank you to Mr. Nick Staikos and Mr. Steve Dimopoulos for their generous
donations to our Christmas raffle 2019. We are also grateful for their continuous support and contribution to improving
the lives of our patients and families living with haemoglobinopathies.

Visiting ThalNSW
In September, Sam (TASCA’s Health Promotion Worker), visited Sydney
to better understand how the Thalassaemia Society of NSW provides
their services and find ways to collaborate. During the trip, Sam worked
with Lucinda, the Co-ordinator of ThalNSW and exchange notes on how
to best provide support to those affected by haemoglobin disorder.

Sam also met George Houssos, ThalNSW’s President who emphasised
the need for more collaboration and communication between the two
societies. Lastly, Sam visited Prince Alfred Hospital to better understand
how treatment and support is set up in NSW.

Overall this trip was worthwhile in strengthening the long standing
relationship between the two societies.
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ThalNSW Update
New Counsellor!
It is with great pleasure that I introduce our new Counsellor for the Thalassaemia and Sickle Cell Society, Tanya Hosken!
Tanya joins the Thalassaemia Society with experience in individual and group therapy, counselling young people through
to the older generation. She is highly trained in many different areas which will offer our members (patients and parents)
a comprehensive service.
Over the past few years, this is an area of the Society that we have identified which needed improvement. I trust that
Tanya’s approach and enthusiasm will help improve the role and restore confidence and trust with our members.
I urge anyone to get in contact with Tanya to introduce themselves or to simply have a chat.

New name, same cause
Since our inception, the Thalassaemia Society of NSW has always included and advocated on behalf of other
Haemoglobinopathies, in particular Sickle Cell Anaemia.
For many years, Thalassaemia was the most dominant genetic blood disorder being diagnosed in NSW. However, that
has dramatically changed in recent years and over the past 5-10 years we have seen a steady increase in the diagnosis
of Sickle Cell Anaemia, to the point where in some of our treatment centres it is the more dominant blood disorder.
It is for these reasons, that the decision was taken by members to update our name and become more inclusive to reflect
the increased prominence of Sickle Cell Anaemia in NSW.
Moving forward the Society will be renamed as, The Thalassaemia and Sickle Cell Society of NSW.
Our cause doesn’t change and our fundamental aims remain the same. This is a very important step to show that our
Society is stronger, more inclusive and more representative of the broader community we fight for – something which
we have always done.

Yours sincerely,
George Houssos
President,
Thalassaemia Society of NSW

Thalassaemia Society of
NSW’s new Counsellor
Tanya Hosken

Lucinda, centre co-ordinator,
at MacArthur Multicultural
Children’s Festival.
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TASCA Ambassador
TASCA is proud to announce our collaboration with Jess Hosking, Carlton AFLW star.
Jess has kindly taken on the role of Ambassador and we would like to welcome her to the
TASCA family.
Jess is an Australian rules footballer playing for the Carlton Football Club in the AFL Women’s
(AFLW). She has an identical twin sister, Sarah, who also plays for Carlton.
Drafted by Carlton with their tenth selection and seventy-eighth overall in the 2016 AFL
Women’s draft, she made her debut in the eight-point win against Collingwood at Ikon Park
in the opening round of the 2018 season.

Education update
In the past few months TASCA has visited a
number of secondary schools and has increased
a focus on public and rural schools
The schools that have been visited in the last 3
months include:
•
•
•
•
•
•

St Bede’s College
Westall College
Eltham High School
Albert Park College
Bialik College
Melbourne Girls College

TASCA has also focused on reaching out to rural schools
to make sure awareness is being raised in all parts of
Victoria. This Includes:
•
•
•
•
•
•
•
•
•

Warragul Regional College
Murtoa College
Donald College
Sale College
Mallacoota College
Cobram Secondary College
Wanganui Park Secondary College
Tallangatta Secondary College
Border Christian College
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We have reached over 1100 students so far this year and
the feedback has been great. TASCA would like to thank
all the schools and organisations that have participated in
our program.
We look forward to visiting even more schools in the new
year.
If your school, community group or workplace is interested
in learning more about haemoglobinopathies, genetics,
and the work that TASCA does, why not book a talk from
TASCA? Presentations are free of charge.
Contact info@tasca.org.au for more information.
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Treatment update
Valsartan
Valsartan, also known as Diovan, is used more commonly as a medication to treat high blood pressure. However, a
small study of five healthy volunteers, three patients with sickle cell trait and six patients with diagnosed sickle cell
anaemia showed signs that Valsartan might reduce the ‘stickiness’ of sickle cells by reducing the production of a protein
on the red blood cell surface that contributes to cell adhesion. This stickiness is a major factor in the occurrence of vasoocclusive crises (VOCs) or sickle cell crises, which cause pain and many secondary complications in patients living with
sickle cell anaemia. It is hoped that Valsartan will be useful in reducing (VOCs)

Xyndari
Xyndari, another medication thought to have potential in reducing VOCs has been withdrawn from marketing approval
application in Europe and will not be made available as a therapy. The active ingredient in Xyndari, Glutamine, was
thought to reduce the stickiness of red blood cells. However, clinical data did not show that the medication reduced
VOCs or hospitalisation. Many patients also withdrew from the study and an imbalance in the characteristics of the
participants, leading to more uncertainty regarding this data.
This has led to the European Medicine Agency forming the opinion that benefit was not proven and that approval for
marketing should not be given.

Liquid Hydroxyurea
UK-based pharmaceutical manufacturer Nova Laboratories is in the process of making a liquid formulation for
hydroxycarbamide (also known as hydroxyurea and marketed as Xromi) available in Europe, with plans of making it
available worldwide.
This new formulation aims to allow easier administering of the medication to children as a liquid formulation for
hydroxycarbamide (also known as hydroxyurea). It will also allow doctors to have more control in the amount of
medication given to patients.
Hydroxyurea is often used to treat sickle cell anaemia by increasing the levels of foetal haemoglobin. Foetal haemoglobin
is a functioning form of haemoglobin, usually present in the foetus (unborn developing babies) and new-borns, that
normally gets replaced by adult haemoglobin shortly after birth. As sickle cell anaemia is a result of abnormal haemoglobin
being produced, increases in foetal haemoglobin can help with reducing the symptoms of sickle cell anaemia, typically
through reducing how often VOCs occurs

Luspartercept
Luspartercept (also branded as Reblozyl), a red blood cell boosting drug for the treatment of anaemias including beta
thalassaemia, has been approved by the Food and Drug Administration in the United States with the European Medicine
Agency currently also reviewing its approval.
It is believed that Luspartercept interrupts the biochemical pathways that regulate red blood cell maturation and increases
red blood cell count. In a global clinical trial completed in multiple treatment centres of more than 300 participants,
including some patients in Australia, more than a 21.4% of patients who took Luspartercept reduced the amount of blood
transfusions by a third or more (compared with 4.5% of patients who did not receive Luspartercept).
Disclaimer: Thalassaemia and Sickle Cell Australia does not provide medical advice, diagnosis or treatment. This content
is not intended to be a substitute for professional medical advice, diagnosis, or treatment. Always seek the advice of
your physician or other qualified health provider with any questions you may have regarding a medical condition. Never
disregard professional medical advice or delay in seeking it because of something you have read on this website.
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Pronia visit
Pronia is a not for profit organisation providing services to the Australian Greek community as well as the wider community.
TASCA’s message for this visit is that we can all do our part to improve the life of those affected by haemoglobin disorders
regardless of age through blood donations, raising awareness and starting conversations about these conditions.
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KIDS PAGE
RECIPE
–
(makes 24)

Chocolate

Truffles

INGREDIENTS
•
•
•
•

200 g dark chocolate good quality (70% cocoa solids)
200 ml thickened cream
25 g unsalted butter
Coatings of your choice (cocoa powder, desiccated coconut,
chopped hazelnut, chopped pistachios, sprinkles)

METHOD
1. Chop the chocolate into small pieces and put it in a large
bowl.
2. Put the cream and butter into a saucepan, and heat gently
until the butter melts and the cream reaches simmering point.
Pour it over the chocolate.
3. Stir the chocolate into the cream until you have a smooth
mixture.
4. Cool and chill the mixture for at least 4 hours or overnight, if you like.
5. Dip a melon baller (or teaspoon) in hot water and scoop out a small ball of the truffle mix.
6. Put the ball on a tray lined with baking paper and repeat, dipping the baller into the water each time to keep it warm
so the truffle slides off easily
7. Put your coating ingredients in different bowls.
8. Drop the truffles into the bowls one by one and roll until they are completely coated.
9. Put them on a clean sheet of baking paper in an airtight container and keep them chilled until you want to eat them.
They will last 3-4 days in the fridge.

GAME – Christmas Crosswords
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COLOUR ME IN – Australian
Santa Claus
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