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TASCA’s response to COVID-19
Due to the ongoing COVID-19 (coronavirus) pandemic, TASCA’s
office has been closed. We are still able to receive enquiries by
phone (03 7015 5637) or by email (info@tasca.org.au). You can
also reach out to us on social media via Facebook and Instagram.
TASCA continues to be committed to supporting our members
and the wider haemoglobin disorder community. We have the
following initiatives in place to support our community that will
continue to roll out in the next few weeks:
• Distribution of portable hand sanitisers - Monash Medical
Centre Medical Therapy Unit and Royal Melbourne Hospital 5
West Day Centre. (Ask the staff to collect one on admission).
• Regular updates on COVID-19 related resources on our
website (tasca.org.au).
• Peer Support Meetings through video conferencing.
• Advocating for priority access to COVID-19 testing for
immunosuppressed members of the community including
many haemoglobin disorder patients.
If there is anything you think TASCA could assist you with, please
contact us.
For up to date guidance and information on the COVID-19
pandemic, visit www.health.gov.au or call the national hotline
1800 020 080.
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TASCA is continuing to work for our community,
even under these difficult conditions

Action Plan for Rare Diseases
Minister for Health, Greg Hunt, launched the National Strategic Action Plan for Rare Diseases at Parliament House on
26th February 2020, ahead of Rare Diseases Day. This Action Plan was developed by Rare Voices Australia (RVA)
after extensive consultation with the rare diseases communities across Australia. RVA is Australia’s peak body for rare
disease, advocating for Australians living with rare diseases.
Currently there are two million Australians living with rare diseases, such as Thalassaemia and Sickle Cell. Recognised
rare diseases in Australia at the moment are at 7,000, with many more not named or identified.
The Action Plan is comprised of three pillars (see
infographic for more information):
•
•
•

Awareness and education.
Care and support.
Research and data.

As an RVA partner, TASCA was pleased to have also
attended the launch and we look forward to working with
RVA in the future to improve the lives of those living with
genetic haemoglobin disorders.

The Morrison Government has pledged the following:
•
•
•
•
•

This funding plan will assist RVA to continue their work as
the peak body for rare diseases, to develop educational
resources with partner organisations and to provide new
support for people living with a rare disease through
research and clinician training.

$3.3 million in IMMEDIATE funding.
$1 million to Rare Voices.
$1 million to patient support and resourcing.
$800 000 for genetics research.
$500 000 for clinician training.

In addition, there will be:
•
•

$614 million over 10 years for rare cancer and rare
diseases trials.
$500 million for:
• genomics mission.
• pre-conception screening
• pre-implantation screening.
• diagnostic screening
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Mary’s Farewell
After 27 years working in the Medical Therapy Unit in her role as Social Worker at Monash Medical Centre, our dear
friend Mary is retiring. No doubt many patients would have encountered her bright smile and friendly tones at the unit.
To celebrate this great achievement, TASCA and the staff at MTU held a going-away party for Mary on 27th March. It
was great so many of the people Mary has touched through her work come to wish her well.
In her long tenure, she has been a wonderful pillar of support for patients, families and the wider haemoglobin disorder
community helping many through tough situations.
We wish Mary all the best in her retirement and once again want to thank her for her wonderful service and dedication
to the community!
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Social Work Monash Health
Medical Therapy Unit
Jacinta Re, Head of Profession: Social Work and Spiritual Care, Monash Health
Amie Forrer, has been a Social Worker within Monash Health for the past 2
years working across multiple medical areas including; cardiology, surgery and
gastroenterology. Amie has a passion for working with individuals and families
impacted by haematological disorders and works closely with the Monash Health
Haematology team.
In her current role as the Haematology and Infectious Diseases Social Worker
Amie works with individuals and families diagnosed with haematological cancers
and disorders, infectious diseases and within the Clinical Trials Centre. Amie is
very committed to a client centred approach and is available to support clients
with a broad range of psychosocial issues that they may be experiencing.
Amie has been working in the Medical Therapy Unit (MTU) with the former
Social Worker, Mary Tassigiannakis, since early 2019. Mary has provided Amie
with great insight into the complex and chronic nature of the condition and the
vital psychosocial support MTU patients and families require.
Recruitment is currently underway to appoint another Social Worker to work
alongside Amie in the MTU. This new model of care will build Social Work
capacity and expertise in Thalassemia and during periods of leave a seamless,
consistent Social Work service will be maintained in order to ensure there is a
timely and effective response. It is anticipated the new Social Worker, who will
work with Amie, will commence in May 2020.

Lifeblood Teams Event
On 19th March, TASCA was invited to a Lifeblood groups (previously known as
Red25 team) event at their centre in North Melbourne, which is responsible for
processing and distributing blood collected from all over Victoria, South Australia
and Tasmania.
We learnt about all the great initiatives being done by Lifeblood, including the
Lifeblood teams which drive donations in the corporate sector, government
departments and community groups. We also heard amazing stories from the
recipients of blood, highlighting once again the importance of blood donations
to so many in the community. The letter on the next page is one example of the
valuable work that Lifeblood undertakes.
In 2019, the TASCA Lifeblood team made 58 donations! This is a great effort,
but we want to do more in 2020. If you are
eligible, or if you know someone who is eligible
to donate blood, make an appointment to donate
at your nearest centre today. When you make
an appointment or when you are at the donation
centre, make sure to join our Lifeblood team to
add to our tally. Joining is as simple as letting the
staff at the collection centre know you want to
donate as part of Thalassaemia and Sickle Cell
Australia. You can also join our team online and
keep track of how we are doing as a community!
Let’s see if we can break 100 donations this year!

2/64 Portman St,
Oakleigh VIC 3166
03 8574 1200

Australian Haemoglobinopathy Registry
The Australian Haemoglobinopathy Registry is a database for collecting medical information from patients with
thalassaemia and sickle cell disease, over many years.

Why do we need an Australian Haemoglobinopathy Registry?
The way haemoglobin disorders are affecting Australians is changing. There are many questions we don’t know about
people with haemoglobin disorders in Australia:
• How many people are affected and in which regions of Australia?
• What outcomes and long-term complications are people experiencing?
• How do we care for people with haemoglobin disorders as they are living longer than ever?
• How are changing migration patterns affecting the landscape?
• How do different treatment centres provide care in Australia?
The registry will tell us all of these things. It will also:
• Help us understand where research is needed to provide better care.
• How to plan for future needs in health care.
• Bring together a network of Australian health care professionals with a special interest in haemoglobin disorders to
share ideas and information.
The Registry is the first step in a major project to ensure that all Australians with a haemoglobinopathy continue to
receive the best possible care.

How will patients participate?
Patients with a clinically significant haemoglobin disorder will be identified by their treating clinician (i.e. their
haematologist). The clinician will ask the patient to participate before entering their details into the secure website. This
will usually occur in the setting of an outpatient appointment, or during a hospital admission. Patients can decline to
participate at any time, even after their details have been entered, without any consequences for their treatment.

Will my information be kept safe?
All information will be kept on secure servers with access only provided to haemoglobinopathy registry researchers.

Uplift Project
Are you a young Australian living with a chronic illness?
Would you like to learn wellbeing skills using an online program?
Researchers at Telethon Kids Institute and Curtin University are interested in finding out whether an
online training program can improve mental health and wellbeing among young people with chronic
physical conditions.
If you are 16-25 years of age and would like to take part in a
trial of the online program visit https://upliftproject.com.au/ to
find out more and determine whether you are eligible.
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Cards for Peter
In Memory of Peter Abourizk
Peter was a friend of ours whom we had known from school days. Peter had
Thalassaemia Major. Life wasn’t easy for him but he got married, started a family
and had a beautiful daughter. He was able to enjoy life before the condition
worsened. He finally succumbed to Thalassemia Major on his 40th birthday. At
the time I am sure he was the oldest person with the disease in Australia. We all
had a short time alone with him at the hospital as he knew the time was close.
He was the first person of our group to pass away and it hit us all pretty hard.
Peter loved playing cards and was a fierce competitor. When you bettered him
you knew you had done well!
We are now in our sixties and ten of us mates of Peter’s try to meet every year
on or about his anniversary and have a card game in his memory, enjoying our
lifelong friendship largely due to Peter.
On the 20th Anniversary of Peter’s passing, I thought it was a good idea to take
up a collection and make a donation.
That was two years ago. We all donated something, amounting to $475, to send
to TASCA in his memory. It was not a large amount but we thought it may help
you in your work.
This year we came together again and had another game. This time we raised $420.
To us, it’s all about Peter. It’s a way of us remembering a mate and what he meant
to us.
So we will keep getting together, playing cards and making crass jokes about
him, until we all see him again.
Peter Cocciardi
TASCA would like to sincerely thank Mr Cocciardi and the friends of Peter
Abourizk for their generous donations and touching tribute in memory of Peter.
These valuable donations will go to benefit patients and families in TASCA’s
support and wellness programs.

Greek Festival
Once again, TASCA has attended the Antipodes Festival (previously known as the Lonsdale St Greek Festival), held in
February 2020. This year, we were fortunate enough to partner with the Red Cross Lifeblood to bring Billy the Blooddrop mascot to the festival to entertain the crowds and to raise awareness of the importance of blood donations.
The festival is always a great opportunity to engage with the public and we even managed to meet some of our members.
Thank you to everyone who came to say hi and a huge thanks to all our volunteers whose great effort and support made
this possible.
Thank you also to the Greek Centre for having us once again this year. We hope to see everyone again next year!
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KIDS PAGE: Mini Choc Honey Hotcakes
Ingredients
•
•
•
•
•
•
•
•
•
•

2 x large eggs
1 cup buttermilk
2 tsp honey
1 tsp vanilla essence
1 cup self-raising flour
1 tbs cocoa powder
Canola or olive oil cooking spray
250g punnet strawberries, halved
1 tbs maple syrup
Reduced fat vanilla yoghurt, to serve

Method
1. Whisk the eggs with buttermilk, honey and vanilla.
2. Sift flour and cocoa into a large bowl. Make a well in the centre, add buttermilk mixture and
whisk to combine ingredients and produce a smooth batter.
3. Heat a large non-stick frying pan and lightly grease with cooking spray. Drop tablespoons of the
batter into hot pan, allowing room for spreading.
4. Cook over a medium heat until bubbles start to appear on the surface of batter. Turn hotcakes
and cook other side until golden. Remove from pan and keep warm.
5. Continue with remaining batter, re-greasing pan with cooking spray as necessary.
6. Mix strawberries with maple syrup.
7. Serve warm hotcakes topped with strawberries and yoghurt.
Sourced from Healthy Kids at www.healthykids.nsw.gov.au
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KIDS PAGE: COLOUR ME IN
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