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Despite the difficult cir-
cumstances in which we 
found ourselves this year, 
TASCA has continued 
our advocacy and educa-
tion work in the com-
munity.  We have adapted 
to having staff work from 
home, using teleconfer-
encing to conduct our 
monthly meetings and 

engaging with our members on various social 
platforms.
TASCA has continued to maintain an online 
presence through regular posts on Facebook, 
Instagram and our website which both entertain 
and keep our audience informed about current 
events and research.  
TASCA is the peak body for the Australian Tha-
lassaemia & Sickle Cell community and as such 
we will continue our presence in other states 

where support and advocacy are required
TASCA has continued to advocate for the 
haemoglobinopathy community both locally 
and internationally. 
In aiming to improve psychosocial support to 
patients, TASCA has continued to reach out 
to the Victorian Health Minister, as well as the 
Shadow Minister of Health to highlight the need 
for targeted mental health support for patients 
and their families.  
On behalf of TASCA I would also like to ac-
knowledge everyone who has contributed to the 
fundraising, donations and also to anyone who 
has extended their generosity during this year, it 
indeed has been a difficult one.
With your ongoing support, TASCA will con-
tinue to evolve and work towards our mission 
to improve the wellbeing of those living with 
haemoglobin disorders and their families.
Wishing everyone a Merry Christmas and a 
blessed 2021.
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Visit tasca.org.au/store to purchase awesome TASCA products for 
yourself and your loved ones and support Thalassaemia and Sickle 
Cell Australia at the same time!  Including apparel, stationery and 
general items, there is something for everyone at our store with 
new items arriving regularly!

TASCA.ORG.AU/ STORE
Open just in time for Christmas!

The TASCA Committee enjoyed the 
opportunity to celebrate the wins of 
2020 and goals for 2021 in person at 
Our Casa Hampton.  

We look forward to making continued 
positive impacts to the whole TASCA 
community in 2021! 



TASCA acknowledges Australia’s first peoples as the traditional owners and 
custodians of the land on which we meet and provide our services to those affected 
by genetic haemoglobin disorders. We pay our respect to them and their cultures, 
and to elders both past and present.

2019 - 2020 AGM  2019 - 2020 AGM  

Nadine and Sam took to the Royal  
Melbourne Hospital and Monash 
Medical Center, infusion units this 
month armed with baubles, tinsel and  

balloons!  

TASCA’s 2020 Annual General Meeting was hosted 
on November 11th virtually on Zoom. The Commit-
tee of Management and staff took the opportunity to 
update members on the work that TASCA has been 
undertaking in the past year particularly on our en-
gagement efforts during the pandemic. 
As there was only vacancy for a general committee 
position and there were no nominations, no election 
took place at the AGM. 

SPREADING 
CHRISTMAS JOY



2019 - 2020 AGM  
TASCA OFFICE CLOSED 

FOR CHRISTMAS

2019 - 2020 AGM  
The current committee will continue to 
serve the rest of their term until the 2021 
AGM with the following members: 

Chair - Peter Verveniotis  
Deputy Chair - Robbin Vissakodeti   
Secretary - Pat Bollard  
Treasurer - Joanne Mucciacciaro  
General Committee Members  
Yianni Androulakis 
Karen Parr 
Ella Luong 
John Malios

Copies of the President’s Report, Annual 
Report, Treasurer’s Report and the minutes 
to the meeting are available on request. 
Please contact secretary@tasca.org.au or 
TASCA’s office to make a request.
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2020 has been a turbulent time for many, 
including the TASCA team who have been working 
from home for most of the year. Over Christmas the 

TASCA office will not be operating from  
22/12/2020 till 11/01/2021. 

If you have urgent contact requirements, 
please email us at 

secretary@tasca.org.au  
as this address will be checked frequently.  
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THALIA  APP

As part of its enduring efforts to 
develop useful tools for individuals 
with thalassaemia and haemoglobin 
disorders worldwide, TIF will soon 
introduce a novel mobile health ap-
plication, named “THALIA Mobile 
App’’. 

This application is primarily de-
signed to constitute a digital as-
sistant for patients which will help 
them self-manage their disease 
more effectively on a daily basis. 

The main feature of the applica-
tion is a calendar that can be easily 
synchronized with the user’s per-
sonal calendar on his mobile phone. 
In it, the patient will be able to note 
everything related to the manage-
ment and treatment of his disease, 
such as upcoming blood transfu-
sions, doctor appointments and 
medication reminders, to score pain 
levels, as well as record and track 
other symptoms of the disease, for 
instance fatigue and mood swings. 

In addition, the “THALIA Mobile 
App’’ will enable patients to share, 
if they wish so, useful statistics for 
their health, such as haemoglobin 
and ferritin levels, the frequency of 
blood transfusions, etc., with their 
treating and supervising physicians, 
thus allowing them to form a com-
prehensive picture on the course of 
their patients´ disease management. 

Through the app, patients with tha-
lassaemia will also have the oppor-
tunity to actively participate in TIF 
activities, learn interesting scientific 
news and have direct access to the 
rich educational material and the 
publications of the Federation. 

The application will be released 
initially in Greek and English by the 
end of October, through the Google 
Play Store for Android devices and 
the App Store for iOS devices, re-
spectively. More languages will fol-
low soon. personal calendar on his 
mobile phone. In it, the patient will 
be able to note everything related to 
the management and treatment of 
his disease, such as upcoming blood 
transfusions, doctor appointments 
and medication reminders, to score 
pain levels, as well as record and 
track other symptoms of the dis-
ease, for instance fatigue and mood 
swings. 

In addition, the “THALIA Mobile 
App’’ will enable patients to share, 
if they wish so, useful statistics for 
their health, such as haemoglobin 
and ferritin levels, the frequency of 
blood transfusions, etc., with their 
treating and supervising physicians, 
thus allowing them to form a com-
prehensive picture on the course of 
their patients´ disease management. 

Through the app, patients with tha-
lassaemia will also have the oppor-
tunity to actively participate in TIF 
activities, learn interesting scientific 
news and have direct access to the 
rich educational material and the 
publications of the Federation. 

The application will be released 
initially in Greek and English by the 
end of October, through the Google 
Play Store for Android devices 
and the App Store for iOS devices, 
respectively. More languages will 
follow soon.

We interviewed Donna, Monash Health Medical Infusion 
Unit’s new social worker, to get to know her better and see 
how she has settled into her role! 

New App by Thalassaemia International  
Federation to Support Patients 

INTERVIEW WITH      
DONNA FREEMAN, 
MIU SOCIAL WORKER  

Tell us a bit about yourself and 
you have come to become a 
social worker.   
Growing up in the apartheid era 
in South Africa I was exposed 
to a lot of injustices around me, 
especially during my teenage 
years. I started to study social 
work and was going to be an 
up-and-coming social worker 
who would change my country! 
Instead, I came to Australia for 
a holiday after my degree, fell in 
love and never left!   
I spent the first half of my social 
work career working with 
children, young people and 
parents, mainly with issues of 
family violence stemming from 
socio-economic disadvantage.    
After more than 10 years I 
needed a career change but 
didn’t want to move away from 
where I could help others. I 
ended up working for Eastern 
Health at Box Hill Hospital in 
the maternity unit and special 
care nursery for six years. I then 
moved on to Monash Health 
working in maternity, then on-
cology.  
Since August this year, I’ve been 
employed as the social worker 
for the Thal and SCD patients in 
the new Medical Infusion Unit.  

How have you found the experi-
ence working at the unit so far?   
I have loved the few weeks that 
I have been working at the unit. 
The professional team has been 
unbelievably welcoming and 
generous with their time to help 
me orientate and I just see so 
much passion for the best 
interests of the patients.   thalassaemia.org.cy/news/tif-develops-a-mobile-application-to-support-

patients-with-thalassaemia/ 4



We interviewed Donna, Monash Health Medical Infusion 
Unit’s new social worker, to get to know her better and see 
how she has settled into her role! 

INTERVIEW WITH      
DONNA FREEMAN, 
MIU SOCIAL WORKER  

 I’ve never worked with a 
medical team who takes as 
much notice of social work and 
I think it just goes to show that 
these are medical professionals 
who see the whole picture. They 
care about the welfare of their 
patients, not just their health. 
That’s been an absolute pleasure.  

Have you identified any
challenges working in your 
current role?   
For me personally, my chal-
lenge is that I still have so much 
to learn about thalassaemia and 
sickle cell disease. As time goes 
on, I am starting to feel more 
comfortable with some of the 
lingo, phrases and medical terms 
but at the same time, I want to 
learn from the patients 
themselves.   
COVID has made it hard to talk 
to people face to face. It’s very 
hard to be discreet as well as 
keeping 1.5 metres from the 
person I’m talking to while 
wearing a mask and a face 
shield.  

I know that my value is based on 
what I have to offer as an expe-
rienced social worker and I hope 
to connect with the patient group 
in a way that is meaningful to 
them. I know my predecessor 
has left big shoes for me to fill. 
 
What things can patients get in 
touch with you about?  
Patients can come to me for all 
sorts of practical assistance. For 

example, I have helped students 
with special consideration if 
their treatment has affected their 
studies. I’ve also been helping 
with NDIS applications as well 
as accessing employment servic-
es. Where social work comes to 
the fore is when somebody needs 
advocacy. I am not an expert in 
every social system human be-
ings engage with, but if you need 
advocacy, for example explain-
ing your treatment requirements 
to a job placement agency, I can 
help you provide medical evi-
dence to support your position.  
Then there is emotional support. 
Within the scope of my role, I 
can provide brief counselling. 
Someone might want to talk 
because they are stressed at work 
because they are needing to 
come in more frequently for in-
fusions, or it’s just impacting on 
their sense of freedom. Maybe 
they have received bad news 
from the doctor. They can come 
and talk to me about that.  

Does that extend to parents and 
carers?   
Yes, absolutely. I’ve already 
helped with a few parents ac-
cessing services such as carer 
payments. If you or your relative 
are linked to the Monash Health 
Infusion Unit and you have an 
issue related to your illness, you 
can use me for support.  

What are some ways they can 
contact you?   
 Monash patients can contact me 
in person at the unit or by letting 
the ward clerk or nurse know 
you need me.  They are also free 
to call me or email me. 
Due to the restrictions placed on 
health care workers due to Co-
vid-19, I have found it easier to 
speak to someone over the phone 
or by online video conferencing 
which I am happy to organise at 
a patient’s request.   

Is there anything else you would 
like to tell the community?   
Yes! I want to tell patients that 
there is a lot of care from the 
unit that they might not realise. 
And I feel privileged that I have 
been picked to be the one to join 
their team.   
One thing that MIU patients 
might find interesting is that I 
have a connection with Mary, the 
previous social worker. Besides 
knowing Mary from working to-
gether in the social work depart-
ment at Monash, Mary’s father 
was actually my landlord a few 
years ago, and I got to know the 
whole family through him. A 
funny, little personal connection!  
I can’t imagine doing anything 
other than being a social worker 
and I hope to have a long, happy 
and healthy association with 
the team as well as the patients.  
these are medical professionals 
who see the whole picture. They 
care about the welfare of their 
patients, not just their health. 
That’s been an absolute pleasure.  

Interview by Samuel Lam, TASCA Health Promotions Officer 5



Our Telehealth Patient Pathways Nurse is free, confidential information and support service which provides information 
and links to practical support to our Genetic, undiagnosed and rare disease communities within Australia. 

You can book a time to talk with her 
by completing the online booking form 
found on the GSNV website. 

We value your personal and health infor-
mation, and we will keep this confiden-
tial. 

Please note that the Patient Pathways 
Nurse is only available to people living in 
Australia.   

To arrange a consultation please complete 
the booking form on the GSNV website 
or call 1300 75 50 50 

GSNV.org.au/patient-pathways-program/

NSW Parliamentary Inquiry into Health 
Services in South Western Sydney 

Advocacy has always been on our agenda 
and continued in 2020 with our Society 
President, George Houssos speaking 
alongside Dr Anthony Brown of Health 
Consumers NSW at the NSW Parliamen-
tary Inquiry into Health Services in South 
Western Sydney hearing in July. 

George addressed issues that thalassae-
mia and sickle cell patients located in 
the South Western Sydney Local Health 
District face, particularly in accessing 
comprehensive haematology treatments 
and the need for greater resources and 
support at the Liverpool Hospital treat-
ment centre 

The final report titled, Current and future 
provision of health services in the South-
West Sydney Growth Region can be 
accessed here - bit.ly/NSWhsReport 

PATIENT PATHWAYS PROGRAM 
The Patient Pathways nurse can help you with any questions and/or 
concerns you may have including: 

• Emotional support if you or someone you care about has a genetic, 
undiagnosed or rare disease. 

• How to manage life with a genetic, undiagnosed or rare disease. 

• Questions you may have about your, or the person you care for 
genetic, undiagnosed or rare disease. 

• How to find other organisations and resources that can help you or 
your family's life with a genetic or rare condition. 

• Help on guiding you through the healthcare system to access all the 
relevant services. 

We are constantly striving for positive treatment experiences for our 
members and haemoglobinopathy patients and for children in the 
Turner Ward at Westmead Children’s Hospital, NSW, having a cannula 
put in is about to become a little bit easier thanks to the Thalassaemia 
and Sickle Cell Society of NSW Inc. 

On 20 July our President, George Houssos and Counsellor, Tanya 
Hosken presented a state-of-the-art, AccuVein, vein finder valued at 
$7000 to Adrienne Woods, CNC and the dedicated staff at The Chil-
dren's Hospital at Westmead donated by the Thalassaemia & Sickle 
Cell Society of NSW for use in the Turner Ward. 
This device will help nurses better see a child's veins before cannula-
tion so they know which veins to use or which to avoid. It works by 
using a special infrared light to show a map of the veins on the skin's 
surface and will mean less cannulation attempts, less trauma, better 
vein health and an overall better experience for transfusion patients, 
which for patient's like Amani will make a world of difference. 

We hope this amazing device improves the cannulation experience 
for patients, their carers and the incredible nurses at The Westmead 
Children’s Hospital. 

This donation was made possible by our amazing members and sup-
porters – Thank you. 

INTERSTATE UPDATES - THAL NSW 
Vein Finder donated to Turner Ward, Westmead Children’s Hospital 

Lastly, 
wishing all of the haemoglobinopathy community a safe and joyous end to 2020. Thank you 
for your ongoing support, friendship and camaraderie. We are looking forward to seeing all 
the amazing work and advancements 2021 will bring to our community! 
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I feel with any suggestions/tips around Christmas it is important to first acknowledge just 
how challenging this time of year is for so many people.   It can trigger a lot of pain, a 
sense of separateness/aloneness, and can shine a huge spotlight on any family dysfunction 
and unhelpful family dynamics.  

Add to all this, the experience of you all being a part of two major lock downs this year.  
That is huge!!  There will potentially be a range of conflicting emotions/desires around 
getting out and socialising and connecting with one another and the now lived experience 
of knowing life can be rewarding, fulfilling, sustainable when we focus on our most basic 
needs (aka keeping it simple).  
Building an awareness of what comes up for you at this time of year, can support you to 
make decisions that take care of your own needs and wants. A good starting point is to 
write down what you would like for the Christmas period.
   

Things to think about are: 
Who would you love to see/spend time with?  
Where would you feel comfortable socializing? 
What is your current capacity for noise/light, people, time spent engaging in small talk, 
food preparation, Uncle Steve, kids, spending money etc?  
If you are feeling a bit uncomfortable writing down what you want without consulting 
anyone (partner/mum/Grandad etc), then that could signal that you are on the right track.  
Looking after your own needs first, can often feel very selfish.  It is not something that 
maybe you have been encouraged to do, nor potentially role modelled to you.  Learning 
to recognize, articulate and demand (with love and respect of course) that your needs be 
acknowledged and met (not always by your partner or family) can be a valuable self-
development journey, and essential if you want to turn Christmas dread into Christmas 
cheer. 
The below questions might help you break this down a bit more:  
Do you want to celebrate with the whole family in one sitting?  Or would you prefer to 
see people/families individually? 
Would you like them to come to you?  Or would you prefer to see people on neutral 
ground (park or restaurant), or in their home?  
Do you have energy for food preparation?  Or would ordering catering/ prepared contri-
butions better support you at this time?  
How long do you enjoy others company before your patience runs out, or your feel over-
whelmed and exhausted?  Could you set some time expectations and communicate your 
plans to leave at 3pm?  
  

Some people can get stuck in their desire to fulfil other peoples’ wants first – uncon-
sciously committing without considering our own needs and capacity. 
This could include - 
Their children’s expectations - “we always stay up late to watch the carols”. 
The in-laws - “she’s our first grandchild, of course we have to see her on Christmas day”. 
Or the aunty visiting from interstate (although this might not be an option this year) - “I 
am only here for such a short time, I need to spend as much time with my niece as pos-
sible.” 
Getting clear on what expectations you have of yourself can be really freeing too. 
 

Do you expect yourself to make every social function and push through your own fatigue, 
because ‘that’s what you do’?  
 

Becoming aware of what expectations others have of you can help get clarity about what 
you want, rather than what you should, must or have to do.
Remember the more you do, the more they expect.  
It’s important to get clear, set your boundaries early, and continually check in with your-
self as to what you need moment-to-moment, day-to-day, during this festive period.  Most 
of all, be okay with your decisions and choices as you navigate this new world. 
Merry Christmas.

Vein Finder donated to Turner Ward, Westmead Children’s Hospital 

SELF-CARE AND 
CHRISTMAS EXPECTATIONS

“When people hear the 
work “disease” come 
out of my mouth, they 
automatically hold their 
breath, and take two steps 
back with the assumption 
I have something they can 
“catch” or that I’ll be gone 
tomorrow” - J Snow. 

Directed by J Snow, a 
comedian, writer, pro-
ducer, actor and Sickle 
Cell patient, FLAWD. was 
shown in the EMERGING 
DIRECTORS category of 
the American Black Film 
Festival (ABFF). FLAWD. 
is the story where, after 
meeting on social media, 
LA comedian Jay Snow 
is in the blissful, budding 
stage of dating profes-
sional caretaker Cali Rose 
but hides from her his 
chronic illness. While on 
a date, his condition is 
severely triggered forcing 
Snow to confront his fears 
and come clean to Cali or 
risk losing their newfound 
romance.  

Learn more at
EverybodyGotFlaws.com

Article by Tanya Hosken, Counsellor (Thalassaemia and Sickle Cell NSW) 7



This Halloween we asked our members 
to create and submit creative masks and 

opening these emails turned into a 
frightening experience!  

Amelia’s scary creation is called 
“Halloween Monster”  with “Ears like a 
goblin , Tears like a zombie , Hat like a 
witch , Teeth like a vampire on a skull” !
Brody made a tiger that chases goblins in 
the dark! Emily made a magical Unicorn!  
Chloe made a colourful pumpkin mask! 

Check out Lucas’ spooky skull! 

HALLOWEEN MASKSHALLOWEEN MASKS CHRISTMAS CARDS

Christmas is an extremely exciting time of year to 
celebrate with family. This year TASCA asked our Junior 

members to design the TASCA Christmas card. 
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Congratulations to all our winners! 
Keep an eye on the TASCA.org.au/tasca4kids for more competitions!

One of the best parts about Christmas is giving to those that you love. 
Presents come in all different shapes and sizes and can be as simple as a hug. 

Here are two activities for you to do to show your love of giving to others.
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What creative gifts would you give to your 
family members and why? 

Giving gifts can be so much fun but the gift below looks 
very blank. 

TASCA 4 KIDSTASCA 4 KIDS

Can you design a new wrapping paper pattern for 
someone you love?  

 I like to give gifts that are helpful. If I 
could gift anything, I would give an 

Octopus with 8 arms to help mum do the 
dishes, or an alarm clock that throws my 
older brother out of bed to wake him up in 

the morning!  

My Christmas Giving List


