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Thalassaemia and
Sickle Cell Australia

Over the last ﬁve years my me at Thalassaemia
and Sickle Cell Australia has been a steep learning
curve. I have learnt that volunteering can be truly
inspira onal and the posi ve impacts it can have
on the community. From a ending events and
schools, to advoca ng for mental health services
to be accessible to all who are living with a chronic
illness, to being an advocate involved in helping to
create be er op ons for pa ent health care,
these are just a few of the missions I have been
involved with.
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Thalassaemia
and Sickle Cell
Australia
CONTACT US
PHONE: (03) 7015 5637
EMAIL: info@tasca.org.au
ADDRESS:
Room 44, Barry Neve Wing
Moorleigh Community Village
Bentleigh East, VIC, 3165, Australia
POSTAL ADDRESS:
P.O. Box 3076, Moorabbin East,
VIC, 3189, Australia
TASCA acknowledges Australia’s ﬁrst peoples as the
tradi onal owners and custodians of the land on which we
meet and provide our services to those eﬀected by gene c
haemoglobin disorders. We pay our respect to them and their
cultures, and to elders both past and present.

I was honoured to be nominated and receive an
award for my services and contribu on to the
Thalassaemia and Sickle Cell community in 2021.
Na onal Volunteer Week May 17-23, acknowledges and celebrates the generous
contribu on volunteers make to their communi es across the na on. This year’s theme
was ‘Recognise. Reconnect. Reimagine’. Glen Eira Council honoured and thanked 106
volunteers from 31 organisa ons as part of its Volunteer Recogni on Program.
The last few months have thrown a few curve balls our way, but as you can see from this and
previous newsle ers, we have con nued to work for our members and with our
stakeholders. Our Wellbeing program, our involvement in the Mental Health project with
GSNV and our work with our Ambassador Peter Bol con nue despite the obstacles created
by COVID19.
I would like to welcome Frieda, our new Administra on Oﬃcer to the team and would also
like to thank our nurses who work relessly in our treatment centres to support pa ents and
their care.
One of TASCA’s focal points for the second half of 2021 will be to reach out to all states and
territories within Australia and expand our services and educa onal support na onwide.
We are already in discussions with several state government representa ves to see how we
can achieve this.
Lastly, the TASCA AGM is scheduled for October 28 where commi ee nomina ons will be
received. I strongly encourage members to consider joining our commi ee to con nue the
legacy of providing support and to help advance the work of TASCA as the peak body in
Australia for haemoglobinopathies

Visit TASCA.org.au/store to check out the great range
of TASCA branded items and show your support. 100%
of the proﬁts go right back to help us suppor ng,
advoca ng and educa ng!

If you would like to contact me to discuss becoming a commi ee member, please send
me an email with your contact number to chair@tasca.org.au no later than 20 August
2021.
Stay safe,
Peter

FREE TASCA Membership
Thalassaemia and Sickle Cell
Australia acknowledges the
support of the Victorian
Government.
The informa on in this Newsle er is provided by
Thalassaemia and Sickle Cell Australia for educa onal and
i n f o r m a o n p u r p o s e s o n l y. I t i s n o t a s u b s t u t e
for professional medical care and medical advice. The
contents express the opinions of the authors who
alone are responsible for their views expressed.
Thalassaemia Sickle Cell Australia does not accept any legal
responsibility for their contents.
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There is s ll me to encourage family and friends to join TASCA and
support our work in educa on, advocacy and awareness raising.
By becoming a member:
you can help support TASCA and it’s valuable work.
you can be inspired by stories about the people we support.
you will be updated regularly on medical advances and clinical trials.
you will be invited to member events and programs.
you will belong to a community suppor ng people living with
a gene c haemoglobin disorder.
Membership is FREE un l August 31. As of September 1, annual membership will cost
$20. For more details visit TASCA.org.au/Become-A-Member
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TASCA’S New
Administration Ofﬁcer
We welcome Frieda Apostolopoulos as our new
Administra on Oﬃcer. She brings a wealth of
knowledge and experience to the posi on,
having volunteered for a range of not-for-proﬁt
community groups over the years alongside
teaching in the classroom.
Frieda’s interest in TASCA stems from her familial
experience with Thalassaemia and Sickle Cell
condi ons.
In her spare me, Frieda enjoys playing table
tennis with the two young adults in her family
(sadly she has yet to win a match), going to the
movies and hiking through parts of Victoria and
beyond.

Frieda is looking forward to working with the
Thalassaemia and Sickle Cell community. She is in
the oﬃce on Tuesday, Wednesday and Friday and
can be contacted on (03)7015 5637 or
info@tasca.org.au
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Easter Rafﬂe Winners
Two celebratory Easter Raﬄe events were organised this
year for the pa ents and their families at the Royal
Melbourne Hospital and Monash Medical Centre.
The raﬄes were enthusias cally received across the two
hospitals. Our lucky winners, Elias and John, received a
large Easter hamper each, donated by TASCA.

Congratulations Elias & John!

TASCA
COMPETITION!

WIN
1 OF 2

SOOSHI
MANGO
DOUBLE PASSES!

Con the Fruiterer and Acropolis Now combined and on steroids is the only way to describe this Australian comedy troupe made up of two brothers and a
close friend, who have gained a massive following with their irreverent an cs online and on stage.
We are giving you the chance to win a double pass to see “Sooshi Mango – OFF THE BOAT”, their brand new 2-hour live show on Sunday 29th August,
5:30pm at Rod Laver Arena.
If you are looking for a night out ﬁlled with belly aching laughter (aren’t we all?), then send us your most crea ve and funniest impression of an adored
family member in the form of a 15 -30 second skit or musical rou ne. For inspira on check out: www.sooshimango.com
Share with us by uploading to www.tasca.org.au/sooshimango post to Facebook / Instagram with #TASCAComp
Entries close at 11:59pm, Thursday 29th July 2021. Winners will be announced on Thursday 5th August 2021.
Terms and Condi ons:
1. All entrants must be TASCA members (membership is currently free, see our website for details).
2. Winners must be available to a end the Sooshi Mango performance on Sunday 29th August, 5:30pm at Rod Laver Arena.
3. All ckets for this compe on are not redeemable or exchanged for cash.
4. This event may be cancelled at short no ce due to unforeseen circumstances, such as power failure, natural disaster, COVID- 19 restric ons.
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International Thalassaemia Day Press Release

NICOSIA, May 5, 2021 / Thalassaemia Interna onal Federa on (TIF)
Marking Interna onal Thalassaemia Day on 8 May, the Thalassaemia Interna onal Federa on (TIF) gives voice to countless individuals with
thalassaemia all over the world who con nue to encounter pronounced challenges in terms of access even to basic health, social and other care,
necessary for their survival and well-being.
Interna onal Thalassaemia Day is devoted to raising awareness amongst the public and decision-makers about thalassaemia and helping the global
thalassaemia community connect and call for changes towards the improvement of lives of pa ents with this inherited, debilita ng blood disorder.
The 2021 theme ‘Addressing Health Inequali es Across the Global Thalassaemia Community’ was carefully selected to spotlight the many and
mul faceted unmet needs of pa ents with thalassaemia which, coupled with the tragic COVID-19 pandemic consequences, have further exacerbated
health inequali es that aﬄict the global thalassaemia community.
Indeed, published evidence and TIF-collected data suggest that in most countries where thalassaemia exists, pa ents with β-thalassaemia do not reach
or surpass the age of 20 years old, while less than 20% of pa ents with the disease globally receive appropriate and mely blood transfusions and iron
chela on therapy.
“Although impressive scien ﬁc advances in the preven on and management of thalassaemia have led to improved survival and quality of life of
pa ents, the majority of individuals with the disease, residing mainly in low- and middle-income countries of the world, s ll face an increased risk of
morbidity and mortality at a young age due to the subop mal care they receive. Today we call for the intensiﬁca on of concerted eﬀorts and collec ve
mobiliza on by all related stakeholders to change that”, said Dr Androulla Ele heriou, TIF Execu ve Director.
“Interna onal Thalassaemia Day is a vivid reminder of all the people we have lost along the way towards be er preven on and management of the
disease, and an opportunity to renew our promise to keep ﬁgh ng for the beneﬁt of our community, un l a ﬁnal cure for thalassaemia is accessible to
every pa ent”, said Panos Englezos, TIF President.
In celebra on of the Interna onal Thalassaemia Day (ITD) 2021 and seeking to highlight the importance of thalassaemia as a worldwide, major public
health issue, TIF has prepared a wealth of online ac vi es, which include a massive global campaign featuring various awareness and communica on
resources, the ITD 2021 Oﬃcial Video and an online photo exhibi on.

“

“Elimina ng health inequali es, so that pa ents with thalassaemia receive the same quality of
care wherever they may live and enjoy a full social and professional life is our collec ve responsibility”
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Thalassaemia International Federation
Rare Anaemia International Network
TASCA is now a proud member of the Rare Anaemia Interna onal Network (RAIN).
Formed by TIF, RAIN is a global community-based ecosystem of both pa ent organisa ons
and individuals with rare anaemias.
RAIN acknowledges the similari es between thalassaemia and other rare anaemias, as
well as the healthcare infrastructure and other services that pa ents share.
It also recognises that pa ents with other rare anaemias are o en members of na onal
thalassaemia associa ons in many countries.
TIF has welcomed this ini a ve as an opportunity to share its knowledge and exper se in
the areas of educa on and advocacy with other organisa ons represen ng pa ents with
rare anaemias. It is also an opportunity to par cipate in an ini a ve that will make the
global voice for rare anaemia pa ents, including thalassaemia, more targeted and
stronger.

It’s Here: The 4th Edition of TIF Guidelines
for the Management of TDT
TIF, its Board of Directors and its Interna onal Scien ﬁc Advisory Board proudly present the 4th Edi on of the
Federa on's most pres gious and renowned publica on, the TIF Guidelines for The Management of TransfusionDependent Thalassaemia (TDT).
Since 1999, when the very ﬁrst edi on was originally released as part of the Federa on’s Educa onal Programme,
the TIF Guidelines have been adopted and used extensively by academics, researchers and healthcare professionals
all over the world, as the only evidence-based reference text concerning the treatment of pa ents with TDT.
The newly launched edi on includes brand new chapters on the recently approved modali es of pa ent treatment,
the value of pa ent engagement at the decision-making level, the Reference Centres’ contribu on to pa ent care
and much more. TIF are conﬁdent that these Guidelines will oﬀer once again valuable informa on to all allied
physicians involved in the treatment of pa ents with this blood disorder and will consequently beneﬁt the global
thalassaemia community many mes over.

The June update: TIF’s Guide on COVID-19
Vaccinations and Therapeutic Drugs
As vaccina on rates are slowing in the US and Europe, the spread of the Delta coronavirus variant causes
growing concern worldwide, with health experts predic ng the highly infec ous strain to soon account for
the majority of COVID-19 cases globally.
TIF’s latest guide on ‘COVID-19 Vaccina ons and Therapeu c Drugs’, contains the latest news,
updates, and informa on on:
the current status of COVID-19 vaccina ons in major countries and regions.
the clinical development and produc on of COVID-19 vaccines.
a breakdown of diﬀerences between the Pﬁzer, Moderna, AstraZeneca, and Johnson & Johnson
COVID-19 vaccines.
the COVID-19 variants and the exis ng vaccines’ eﬀec veness.
the COVID-19 vaccines in Phase 3 clinical trials.
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Who’s Inspiring Us?
From One Champion to Another
Our members and stakeholders will be aware of
the name Lucas Luong. Lucas, 6, and his younger
brother Liam, 18 months, both have
thalassaemia and receive regular blood
transfusions in Brisbane.

The Luong family ’s next venture is the
Queensland Founda on Photo Challenge 2021.
Ella has entered a photo of Lucas mee ng TASCA
Ambassador and champion Olympian Peter Bol
in Brisbane earlier this month.

As reported in previous newsle ers, the Luong
family constantly strive to raise awareness of
thalassaemia and do so in the most remarkable
ways. Lucas raised $100 from selling his toys and
donated the proceeds to TASCA.

Ella and Lucas have undertaken that if this photo
is chosen, they will donate the $2,000 prize to
TASCA. A truly generous and humbling eﬀort
from an inspira onal family.

Mum Ella undertook the Team Lucas challenge,
promising that if they could get 31 blood
dona ons in 31 days, she would shave her head.
Unfortunately, Ella’s hair is s ll intact!

We at TASCA take this opportunity to send Ella
and Lucas much luck with this challenge. We also
wish Peter every success at the Tokyo Olympics as
he pursues his goals and dreams.
Both Lucas and Peter deserve their tles of TASCA Champions!

Blood Drive Effort for Team LUCAS!
To support Ella and Lucas’ blood drive, TASCA vice-chair Robbin organised a blood
drive at the Werribee donor centre with some of his friends.
Great work Robbin, Bharat, Shakeel, Ramesh and Sandeep!
We would like to thank TASCA Lifeblood Team donors for giving the precious gi
of life!
So far this year, our Lifeblood Team has saved 54 lives!
Join the team by making an appointment today:
www.donateblood.com.au/donate
Find out more about TASCA’S lifeblood team here:
www.tasca.org.au/give-blood

Vicky’s Special Birthday Gift
An ENORMOUS THANK YOU to Vicky Valensise who recently celebrated her 50th Birthday and
very generously requested any gi s people were planning to give, be in the form of a dona on to
TASCA.
We wish Vicky a very Happy 50th Birthday with many more birthdays to come. All money raised
will go towards TASCA programs for the beneﬁt the haemoglobin community.

The Past, the Present and Now for the Future
To say that Tim Vine was a dedicated volunteer Our involvement with TASCA was ini ated by
ready to serve his community would be an Tim Vine all those years ago when we were able
understatement.
to provide thalasets and other disposables as
well as fundraising for research, streamlining
An ac ve member of Apex Clubs of Australia, administra on procedures and promo ng the
he came to the Kiwanis Club of Moorabbin worthiness of this character-building condi on.
soon a er turning forty years of age at which
point he had to re re from Apex. That was their It was a er a period of reduced involvement
loss and our gain.
that Tim Vine again rejuvenated our associa on.

As a supporter of TASCA we are delighted to have
renewed our par cipa on and look forward to a
long and mutually beneﬁcial future together albeit
this me without the inspira on of Tim Vine.
Rest in peace.
Geoﬀ Hergt
Kiwanis Club of Moorabbin

Tim relished the opportunity to lead and Replacing such a ﬁne volunteer whose ideas so
inspire others in the pursuit of improvement encouraged others will not be easy and he will
within our community. Throughout his 37 be missed by both our organisa ons.
years of service with Kiwanis Tim was the main
ins gator of many projects serving a wide
variety of groups and individuals in our local
area.

A tribute to Tim Vine
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What’s TASCA been up to?
Mindfulness and Yoga Practised on International Thalassaemia Day, May 8
Our Ambassador, Peter Bol was joined by
TASCA commi ee members, staﬀ and family in
a yoga session as part of TASCA's commitment
to providing a wellbeing program. Samira, from
747 Fitness Dandenong, gently encouraged
people to balance, recline and twist their
bodies and limbs with a series of asanas
(postures), as well as prac se a range of
breathing techniques. A scrump ous, healthy
morning tea was also provided to celebrate
Interna onal Thalassaemia Day.
The beneﬁts of yoga and mindfulness exercises include enhancing our mental health, improving our strength and ﬂexibility and reducing symptoms of
stress and anxiety. We look forward to having more people a end future sessions at the Moorleigh Community Village in Bentleigh East.

International Nurses Day, May 12
This year’s theme for Interna onal Nurses
Day, ‘Nursing the World Back to Health’ truly
reﬂected the extraordinary challenges nurses
have faced globally in the past 18 months.
Nurses work relessly in many diﬀerent
se ngs and o en go above and beyond to
care for and comfort pa ents and their
families.
TASCA expressed our community’s gra tude
for their invaluable contribu on towards the
care of pa ents with Thalassaemia and Sickle
Cell Anaemia and their families. The fabulous
nurses working at the treatment centres at
Monash Medical Centre and Royal Melbourne
Hospital, were presented with ﬂowers and chocolates.

TASCA on

TASCA on Southern FM

Sam, TASCA’s Health Promo on Oﬃcer, sat down on May 18
with Angela Randall from The Kiwanis Club of Moorabbin
and Colin Tyrus from 88.3 Southern FM to chat about gene c
haemoglobin disorders. They also spoke about TASCA’s
rela onship with the Kiwanians on awareness raising and
the “Big Green Shed”. Have a listen by visi ng
www.tasca.org.au/news
The Community Block with Colin Tyrus is a weekly program
featuring community groups from the Bayside area. Listen to
this and more on 88.3FM or on the Southern FM website

Yiannis, a TASCA Commi ee general member and a na ve Greek speaker, also took to the airwaves on April 23, with John
Paganis on 3XY Radio Hellas Melbourne, which serves the Greek community in Australia. Yiannis and John had a very
informa ve discussion about Thalassaemia and Sickle Cell condi ons and TASCA’s goals and programs. When asked why he
joined the organisa on, Yiannis explained his desire to support the work of TASCA grew from studying with a student living
with Thalassaemia during his school days.

Melbourne
Mental Health and Wellbeing Act Update

As many would be aware the Royal Commission into Victoria’s Mental Health System has been underway since February 2019, when it was recognised
that the system was failing people living with mental illness or psychological distress, as well as families, carers and supporters. Thousands of individuals
and organisa ons contributed to this report and the ﬁnal report was released in March 2021.
The report contains 65 recommenda ons, with a 10-year plan for reform. One recommenda on is that the current Mental Health Act 2014 be replaced
with the new Mental Health and Wellbeing Act, which will be in place by mid-2022. The Victorian Department of Health Update and Engagement paper
outlines the development of the new Act as well as proposals on policy issues.
This paper covers four key sec ons:
Objec ves and principles of the new Act.
Compulsory treatment and assessment.
Non-legal advocacy, supported decision-making and informa on sharing.
Governance and oversight in the new Act.
As part of our advocacy role, TASCA has kept abreast of these developments to determine how they might posi vely impact our members and
stakeholders. This has included working with GSNV on the development of an ac on plan for mental health support for those with gene c and
rare diseases.
We will con nue to keep our members updated.
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TASCA KIDS’ PAGE
LET IT SNOW! LET IT SNOW! LET IT SNOW!
KITCHEN CHEMISTRY - MAKING MAGIC SNOW
Ingredients:
4 cups of frozen baking soda
1-2 cups of cold water
You will also need:
A large bowl or container
A spoon for mixing
Snow people parts:
- whole cloves for the eyes
- toothpick coloured with red texta for the carrot nose
- ribbon for the scarf
Glitter / Peppermint extract for a wintry scent (optional)
Method:
Begin by pouring 4 cups of frozen baking soda into a large bowl or container.
Freezing the baking soda makes the snow extra icy and cold.
Very slowly begin to add the cold water and mix, continue adding
the water and mixing slowly until the desired consistency is reached.
As you mix the water into the baking soda the most amazing snow will form!
This play snow is super soft, icy cold and very mouldable!

WINTER WEAR DESIGNS
DESIGN YOUR OWN UNIQUE
PATTERN FOR THIS BEANIE
AND SCARF
Share your fabulous snow people,
wintry scenes and beanie / hat designs
with us by uploading to

www.tasca.org.au/TASCAKidsWinter
or post to Facebook / Instagram with

#TASCAKids
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