
Thalassaemia Australia Spring/Summer 2012  Volume 4 Issue 11

Contents
2012 Committee of  
Management Meetings	 2

TA Community Education  
program 2011/2012	 4 

TA 2011 AGM Report	 5

Self management tools: 
Hepatitis C	 6

Noticeboard	 7

Southern Health Staff Letter	 8

Thalassaemia Society  
of NSW	 9 

Kid’s page	 12

Quarterly

2011 AGM Report    •   Community Education   •   NSW $60,000 Research Grant

Thalassaemia Australia Inc.
ABN 85 502 428 470

333 Waverley Road, 
Mount Waverley VIC 3149 Australia
Phone: +61 3 9888 2211  
Fax: +61 3 9888 2150
info@thalassaemia.org.au  
www.thalassaemia.org.au

Australian Thalassaemia 
Nurses Workshop 
Thalassaemia Australia and Thalassaemia Society of New 
South Wales held a Thalassaemia Nurses Meeting/Workshop 
on 8 October, 2011 – at Southern Health, Melbourne.

Before this meeting took place TA, Thal 
NSW, Libby and MTU staff met to discuss 
the proposed content of the nurse’s 
workshop. The invited nurses were also 
invited to propose topics of interest.

The meeting was attended by 18 nurses 
from around Australia, including Jo 
Shaw from Medical Therapy Unit.  Guest 
speakers included: Assoc. Prof. Don 
Bowden, Libby Reid, Mary Tassigiannakis- 
MTU Social Worker and Jo Shaw – Nurse 
Unit Manager – MTU and was supported 
by Novartis Oncology and Aspen. 

Holding the meeting at Southern Health 
Clayton also enabled the nurses to visit 
the specialised Thalassaemia Services of 
Victoria, Medical Therapy Unit.

The information presented by guest 
speakers was targeted appropriately to 
the nurses in their role as carers of tha-
lassaemia patients and touched on sub-
jects relating to changing demographics,  

clinical care and psycho-social issues. 
Where possible, and with the extensive 
experience of our panel of guest speak-
ers, we were able to provide many exam-
ples to illustrate the treatment and care of 
both patients and their families. 

A special mention and thanks must go 
Libby Reid, who gave freely of her time 
to meet with these nurses and highlight 
the changes that have occurred in 
thalassaemia treatment in Australia over 
the last 30 years.

The meeting also provided the nurses 
with an opportunity to exchange ideas 
and look at different ways of improving 
clinical services and care. 

As a result of this meeting an Australian 
nurses’ network was established among 
the participants to enable further commu-
nication, education and exchange of their 
ideas. 

(Cont. on page 2)
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The information in this Newsletter is provided by 
Thalassaemia Australia Inc. for educational and 
information purposes only. It is not a substitute for 
professional medical care and medical advice. The 
contents express the opinions of the authors who 
alone are responsible for their views expressed. 
Thalassaemia Australia does not accept any legal 
responsibility for their contents.

Thalassaemia 
Australia Inc. 

Committee of  
Management 2012
Executive
Sotirios Katakouzinos – President
Maria Triantafillou – Vice President
George Ambatzidis – Treasurer
Mary Konstantopolous – Secretary

General Committee Members
Dr Jim Vadolas
Bessy Mougos
Betty Koutanas
Helen Kosmarikas/Spiros Bambos
Julie/Billy Costa

Committee meeting  
dates for 2012
All meetings held at: Thalassaemia Centre,  
333 Waverley Road, Mt Waverley 3149
7.30pm start

All welcome!
February	 Tuesday 14th 
March	 Tuesday 13th 
April	 Tuesday 17th 
May	 Tuesday 15th 	          
June	 Tuesday 19th  	                                          
July	 Tuesday 17th 	
August	 Tuesday 14th   	           
September	 Tuesday 18th 
October	 Tuesday 16th (proposed AGM)       
November	 Tuesday 13th 	  
December	 Tuesday 18th (Christmas Dinner)

			 

If you have an event or story you 
would like publicised please send the 
details to the newsletter editor at: 

333 Waverley Road,  
Mount Waverley VIC 3149

Ph: 03 9888 2211 
Fax: 03 9888 2150 or email  
info@thalassaemia.org.au 

Please include the date and time of the 
event; a description in 20-30 words; 
venue address; any costs involved and 
a contact name and phone number and/
or email address for public enquiries.

This newsletter is supported 
by an unrestricted educational 
grant from Novartis Oncology. 

All content presented in 
this newsletter has been 

independently prepared by 
Thalassaemia Australia.

Nurses Workshop 
Some of the topics covered included:  

•	 Cannulation 
•	 Introducing new staff to patients
•	 Chelation – compliance and 

assisting families 
•	 Administration/Treatment 

centres
•	 Co-ordinating specialist services
•	 Care-planning

The feedback from the nurses at the 
workshop was very positive, many 
requesting another opportunity to 
meet again in the near future. 

‘… the topics (of the Nurses Meeting) 
were diverse and gave an in depth 
overview of the complexities of this 
patient population…’

‘…the key speakers gave us an 
insight into the broad history (of 
thalassaemia) and a multidisciplinary 
perspective…’

‘…a great networking experience for 
thalassaemia nurses…’

‘…thank you for such an amazing, 
well planned day!...’

From the perspective of Thalassaemia 
Australia and Thalassaemia Society 
of NSW the meeting was a great 
success, as we have enabled the 
nurses to collaborate together and 
share their knowledge to further assist 
our patients throughout Australia. 

Fortunately, we can now confirm 
that there will be another meeting 
organised for the nurses in 2012!

On behalf of Thalassaemia 
Australia/Thalassaemia Society of 
NSW we would again like to thank 
our guest speakers, in particular Jo 
Shaw for chairing our meeting and 
our sponsors Novartis Oncology 
and Aspen for their assistance.

More information on the Nurses 
workshop can be found on page 10 in 
Nancy’s Letter from the co-ordinator

Post Graduate Certificate 
in Transfusion Practice – 
Information for Nurses 
•	 http://www.health.vic.gov.au/ 

bloodmatters/tools/cert.htm 
•	 http://www.mccp.unimelb.edu.au/courses/ 

award-courses/graduate-certificate/ 
graduate_certificate_in_transfusion_practice

 

(Cont. from page 1)
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Resources for Families 
from Siblings Australia
A new DVD, Stronger Siblings, developed by Siblings Australia 
and presented by Andrew Daddo, was launched in Adelaide on  
3 November, 2011. 

This DVD will assist parents, and those who work with families, to understand the 
experience of brothers and sisters of a child with disability and how to support them. 
Parents and siblings share their stories and, together with professionals, explore 
a number of issues. It is an ideal resource for organisations to use with groups of 
parents, especially given the DVD includes notes to facilitate further discussion. 

An order form for the DVD is available at http://www.siblingsaustralia.org.au/
ps_resources.asp. Please contact Kate Strohm, Siblings Australia, Director for 
further information by email at kate@siblingsaustralia.org.au

HAPPY 
BIRTHDAY 
JOHN KOSMAS

A long time supporter of TA (TSV) 
and past committee member,  has 
recently turned 80. We send him 
our congratulations and best 
wishes for this special occasion.

Medicine Reminder
The start of a New Year is a good opportunity 
to clear out your medicines cabinet. 

Any medicines that you no longer need or are past their expiry date 
are not only cluttering up your home, they can also be dangerous. 
Unwanted medicines should always be disposed of safely by taking 
them to your local pharmacist.

Source: National Prescribing Service – January 2012, www.nps.org.au

(Cont. from page 1)
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Community Education Program 2011/2012

In fact, it was a very busy time for the 
office with the Nurses Meeting being 
organised and held at the same time 
as well as our regular attendance at 
meetings with our partner organisations 
and the conclusion of the Community 
Based Placement Program. 

We also attended the Health Consumer 
Advocacy workshop in Sydney.

Our AGM was held on 22 November in 
Coburg. Thank you to all our members, 
guest speakers and MTU staff for making 
the effort to attend. We welcome our new 
Committee members and look forward to 
an exciting 2012.

We also have 
some new 
resources 
available on the 
TA website to 
be downloaded 
or collected 
from our office. 
These ‘So you 
think you have 
BETA 

thalassaemia’ brochures have now been 
translated into 8 different languages 
including: Cantonese, Italian, Arabic, 
Greek, Tamil, Sinhalese, Vietnamese 
and Mandarin. These brochures were 
funded by the Lord Mayors Charitable 
Foundation. If you know of anyone that 
may be interested in receiving a copy, 
please call the office. 

Christmas Party/Picnic
Sadly, our Christmas party/picnic was 
cancelled due to the wild weather predicted 
for that day, however did manage to alter 
Santa’s delivery run to go via MTU to leave 
our patients (under 12 years old) with a 
small gift. We are hoping to reschedule 
the picnic in early 2012, so please keep 
an eye on the noticeboard at the Medical 
Therapy Unit for further details.

Community Presentations
If you know of a community organisation 
or school that you would like TA to visit 
and spread the word about Thalassaemia, 
please do not hesitate to contact our 
office!

New family function
Thalassaemia Australia would like to 
extend an invitation to all new families to 
get together and share their experiences 
in a fun/welcoming environment such as 
a play centre or restaurant. Although a 
date has not been finalised at this stage, 
please contact TA with your expression of 
interest. 

Office
As TA only has two part-time staff, 
occasionally the office is unattended 
when we are out at meetings and 
presentations.  

If you call the TA office and no one 
answers your call immediately, please 
leave your contact details so that we can 
get back to you promptly.  Alternatively, 
you might like to send us an email at 
info@thalassaemia.org.au. 

Please note: If you require medical 
assistance, please call the Medical 
Therapy Unit on 9594 2756 or 000.

The 2011 community education program for TA finished on a high, with back 
to back secondary school presentations being held throughout the Melbourne 
metropolitan area and regional Victoria.

Hãnh diện được sự hỗ trợ của Lord 

Mayor’s Charitable Foundation Ap
ril
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VIETNAMESE

Bạn bị chứng BETA (β) 

Thalassaemia loại nhẹ …

Thông tin quan trọng dành cho 

bạn và gia đình

Người phối ngẫu của tôi phải 

được thử nghiệm, việc đó có 

quan trọng không?

Có. Điều này rất quan trọng nếu bạn đang dự tính có 

con. 

Tất cả những người khác trong 

gia đình tôi có phải thử nghiệm 

bệnh thalassaemia không?

Phải. Một số con cái của bạn có thể mắc bệnh 

thalassaemia và các cháu nên được thử nghiệm bệnh 

này. Anh chị em của bạn cũng phải được thử nghiệm, 

đặc biệt nếu họ đang dự tính có con. 

Họ có thể đến đâu để được thử 

nghiệm? 
Bác sĩ gia đình của bạn có thể sắp xếp việc thử máu 

bệnh thalassaemia. 

Làm thế nào để tôi tìm hiểu thêm 

về bệnh thalassaemia?

Muốn biết thêm thông tin về bệnh thalassaemia, xin liên lạc:  

Thalassaemia Australia Inc.

333 Waverley Road, Mt Waverley  VIC 3149

Đt: 03 9888 2211

Email: info@thalassaemia.org.au

Web: www.thalassaemia.org.au

Thalassaemia Services Victoria

Medical Therapy Unit, Monash Medical Centre

246 Clayton Road, Clayton VIC 3168

Đt: 03 9594 2756

Bệnh viện Phụ nữ Mercy Hospital for Women

Genetics

163 Studley Road, Heidelberg VIC 3084

Đt: 03 8458 4250

Bệnh viện Phụ nữ Royal Women’s Hospital

Thalassaemia Clinic

Cnr Grattan Street and Flemington Road, Parkville VIC 3052 

Đt: 03 9342 7000  Fax: 03 9342 7802

Ở NSW, xin liên lạc: 

Thalassaemia Society of NSW

Level 7, King George V Building,  

Missenden Road, Camperdown 2050

PO Box M120 Camperdown NSW 2050 

Đt: 02 9550 4844  Fax: 02 9519 3517 

Email: coordinator@thalnsw.org.au
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SINHALESE

obt bWt` sEU w#lsWmQy` 

wQ@b| nm|...

obt sh o@b”| pvElt v#qgw~ @w`rwOr#

e@s~nm| m@g~ shkr#/shk`rQy  

prW]Nykt lk~ kQrWm v#qgw~q?
ov|. ob LmEn~ bQhQ kQrWmt s#lsEm| krn~@n~ nm| @my iw` v#qgw~y. 

m@g~ pvE@l~ anQk~ s`m`jQkyn~ 

w#lsWmQy`v pQlQb[ prW]Nykt  

lk~ kl yEwOq? 
ov|. o@b| smhrk~  LmEn~t w#lsWmQy`v wQbQy h#kQ b#vQn~ ovEn~v e~ 

g#n prW]Nykt lk~ kl yEwOy. vQ@X~;@yn~m ovEn~ LmyQn~ bQhQ 

kQrWmt s#lsEm| krn~@n~ nm|, o@b| s@h`~qr s@h`~qrQyn~q  

prW]Nykt lk~ kl yEwOy.  

ovEn~v prW]Nykt lk~ kl h#k~@k~ 

@k`w#nqWq? 
w#lsWmQy`v s[h` r#{Qr prW]Nyk~ o@b| pvE@l~ @@vq&vry` 

mgQn~ sEq`nm| krgw h#k.

mt w#lsWmQy`v g#n v#dQqEr @s`y`gw 

h#k~@k~ @k@s~q?
w#lsWmQy`v g#n v#dQqEr @w`rwOr# s[h` kr#N`kr amwn~n:

Thalassaemia Australia Inc.
333 Waverley Road, Mt Waverley  VIC 3149
qErk}ny: 03 9888 2211
I@m|l~: info@thalassaemia.org.au
@vb| advQy: www.thalassaemia.org.au

Thalassaemia Services Victoria
Medical Therapy Unit, Monash Medical Centre
246 Clayton Road, Clayton VIC 3168
qErk}ny: 03 9594 2756

Mercy Hospital for Women
Genetics
163 Studley Road, Heidelberg VIC 3084
qErk}ny: 03 8458 4250

Royal Women’s Hospital
Thalassaemia Clinic
Cnr Grattan Street and Flemington Road, Parkville VIC 3052 
qErk}ny: 03 9342 7000  Fax: 03 9342 7802

nQv| svEw~ @v|l~s~hQ amwn~n: 
Thalassaemia Society of NSW
Level 7, King George V Building,  
Missenden Road, Camperdown 2050
PO Box M120 Camperdown NSW 2050 
qErk}ny: 02 9550 4844  Fax: 02 9519 3517 
I@m|l~: coordinator@thalnsw.org.au
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Thalassaemia Australia’s  
2011 Annual General Meeting report
Thalassaemia Australia’s (TA) Annual General Meeting (AGM) this year was held 
at Moreland City Council in Coburg on 22 November, 2011.

At this AGM we invited a number of guest 
speakers and representatives from State 
and Federal agencies to present to our 
members and provide with additional 
information that may be relevant to their 
needs. These agencies/representatives 
included Bronwyn Halfpenny MP, Local 
Member for Thomastown, Carers Victoria, 
Victorian Spleen Registry and Centrelink. 

Two of these representatives were able 
to stay for the duration of the meeting and 
address the queries that were put forward. 
Although there was not an opportunity for 
these agencies to present extensively to 
our members, it is always important to 
remind families/members/patients of the 
services available to them. 

On behalf of the TA Committee of 
Management we would like to thank all 
the agencies for assisting us with our 
AGM and their continued support.  

Our guest speakers: Resident Fellow  
Sant-Rayn Pasricha (MTU), Dr Jim 
Vadolas – Cell and Gene Therapy  (MCRI) 
and  Nicole Cousens – PhD Scholar, 
Bruce Lefroy Centre for Genetic Health 
Research (MCRI), ensured that those 
present received up to date information 
on thalassaemia, clinical management, 
treatment. 

Novel therapies and recent advances in 
thalassaemia research in Australia and 
around the world were also discussed.  
Nicole Cousens spoke of her research 
project that focused on carrier couples 
and their experience of screening for 
thalassaemia. 

In addition, Lani De Silva, our student 
from the Community Based Placement 
Program – Monash University spoke 
to us enthusiastically about what she 
had learnt during her time with TA and 
how the Community Based Placement 
Program has assisted second year 
medical students to develop a greater 
understanding of the community health 
sector in Melbourne.  

Penny Jones from the Spleen Registry 
also gave us a quick update on the 
services that are offered at their 
organisation and encouraged patients to 
contact their office if they had any queries 
regarding their spleen. 

Overall, our speakers managed to cover 
a wide range of topics, if you would like 
any further information on these subjects, 
please call our office on 9888 2211. 

The formal part of the evening concluded 
with the President’s, Treasurers’ and Staff 
report highlighting aspects of the 2010-
2011 financial year. 

Please call the TA office or visit  
www.thalassaemia.org.au for your copy 
of the 2010-2011 Annual Report.

The 2011-2012 Committee of Management 
was elected and is as follows:

Executive
Sotirios Katakouzinos – President
Maria Triantafillou – Vice President
George Ambatzidis – Treasurer
Mary Konstantopolous – Secretary

General Committee Members
Dr Jim Vadolas
Bessy Mougos
Betty Koutanas
Helen Kosmarikas/Spiros Bambos
Julie/Billy Costa

On behalf of Thalassaemia Australia, we 
would like to say a special thank you to 
our outgoing committee members, Diva 
Duvaroren, Lien Sam and John Wilson 
for their assistance and efforts over the 
last year or so and we wish them well with 
their future endeavours. 

We would also like to thank the rest of the 
2010/2011 committee of management 
and staff for their time and efforts over 
the last year and we look forward to an 
exciting and successful 2012.
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When do I have to disclose 
my hepatitis C status?
You need to disclose your hepatitis C 
status if:

1	 you want to join the Australian 
Defence Force/secret services, or if 
you are a current member of these 
services 

2	 you are a health care worker who 
performs exposure prone procedures 
(EPP) 1 

3	 you would like to be a blood donor: 
people with hepatitis C, or who have 
had hepatitis C, are excluded from 
donating blood

4	 you are applying for health and/or life 
insurance

5	 You belong to a martial arts 
federation/competition where the 
‘blood rule’ is not applied 2 .

Completing a form which 
asks about hepatitis C
For dental/medical treatment
There may be health/medical reasons for 
why it might be a good idea to disclose your 
hepatitis C status, (e.g. poor oral health due 
to low saliva production, or a damaged liver 
unable to process medications), however, 
from a legal standpoint, you are under no 
obligation to disclose this information.  

Bodily fluids and blood are always treated 
as infectious by health workers who 
are legally required to follow standard 
infection control guidelines that protect 
both you and them from possible infection.  

For employment 
An employer seeking information about 
your health must explain why your 
personal health information is being 
collected and the intended use of the 
information.

A GP or medical practitioner appointed 
by your employer should carry out pre-
employment medicals. These results are 
confidential between you and the medical 
practitioner. 

The Equal Opportunity, Privacy and Health 
Records Acts cover pre-employment 
medical test results.  

A medical assessment requested by your 
employer or prospective employer, may 
only measure your fitness to perform the 
essential tasks of a job. You are entitled 
to ask for information about what those 
requirements are.  

You are also entitled to a copy of the 
information provided to your employer 
by the medical practitioner.  If you do not 
consent to the provision of information 
to the employer, the medical practitioner 
cannot provide any information to the 
employer.

If an employer asks you about your 
hepatitis C status, unless you are in one 
of the five categories described above, 
you are under no legal obligation to 
disclose your hepatitis C status.

If you do not fall within one of these five 
categories who are obliged to disclose 
their hepatitis C status, it is then up to 
your employer to demonstrate that in the 
circumstances of your particular case, it 

was reasonable to require you to disclose 
your hepatitis C status.  

In particular circumstances, there may be 
ramifications for you and/or your employer 
in relation to WorkCover and insurance 
issues, if you have not disclosed your 
hepatitis C status. 

If you have any queries around your 
personal circumstances, you can contact 
the Hep C Infoline on 1800 703 003 for 
further advice.

Background to the advice 
on disclosing
•	 Hepatitis C is a blood borne virus. 

Transmission of the virus can only 
occur when infected blood enters the 
bloodstream of another person.

•	 Under the Government‘s 
Occupational Health and Safety 
guidelines, all bodily fluids and  
blood are regarded as infectious  
at all times. 

•	 ‘Standard Infection Control 
Procedures’ have been developed 
to protect the health of both worker 
and client from infection from blood 
and bodily fluids. Health care workers 
treat anyone as if their blood and/or 
bodily fluids are infectious (including 
their own).

•	 All work practices, including any 
protective practices, should be non 
discriminatory. 

•	 All workplaces should protect  
the privacy and confidentiality  
of all people.

Self-management tools

Do I have to tell other people that I have hepatitis C? 
In this article Pier Moro provides advice on whether you need to legally disclose in work, 
sporting and social situations. Telling other people that you have hepatitis C is called disclosure.                                                                            
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Friends of Thalassaemia Australia are hosting 
a cocktail party for those that are interested in 
attending on 25 February, 2012.

WHEN: 	 SATURDAY 25 FEBRUARY, 2012.

WHERE: 	 OXFORD LOUNGE 
	 10 OXFORD STREET/CNR OF  
	 CHAPEL STREET, SOUTH YARRA 		
	 (above Chapellis)

COST: 	 $100 (MUSIC, DRINKS (Beer, wine and 		
                      soft drink – FINGER FOOD – all inclusive)

TICKETS: 	 PLEASE CONTACT  
	 VITANOS –  0416 276 187 
	 MARIA G – 0408 038 125 
	 or MARIA KASTORAS – 0414 942 270

THALASSAEMIA  Charity  
Cocktail Party

•	 Employers have a legal 
responsibility to take reasonable 
steps to maintain a safe working 
environment in the workplace 
for employees and the general 
public. 

•	 Employees have a corresponding 
duty to take reasonable care for 
their own safety, the safety of 
others and to cooperate with their 
employer in relation to workplace 
health and safety.

Note: Not all workplaces or service 
providers may have a good under-
standing of the law and their respon-
sibilities with regard to blood borne 
viruses, or of policies and procedures 
that take these into account. Even 
so, it is not the responsibility of 
the person with hepatitis C to dis-
close their status, regardless of the  
employer's understanding about 
their responsibility. 

Annotation
1 Exposure Prone Procedures involve 

surgery performed in body cavities, 
with sharp instruments where there is 
not always a clear line of sight between 
the eyes of the health worker and 
their hands. This applies to surgeons/
dentists and any health care workers 
intimately involved in the surgical 
procedure

2 The blood rule in sports means that a 
player who is bleeding is excluded from 
playing until the bleeding has stopped 
and the wound is covered up.  The 
exclusion is required because of the 
bleeding, not because the player may 
have hepatitis C.  All players are treated 
the same way, therefore no disclosure is 
needed because of a player’s hepatitis 
C status.

About the Author:
Piergiorgio has been working at 
Hepatitis Victoria for almost 11 
years. Pier duties have changed 
over this time and he is now the 
advocacy and communications 
educator. Pier’s main roles are to 
increase the profile of viral hepatitis 
in the community, lessen the burden 
of stigma and discrimination, and 
advocate for people living with viral 
hepatitis, both at the structural and 
individual levels.

Source: Good liver, March 2011 edition 
Heptatitis Victoria, with thanks.

Interpreters at 
Monash Medical 
Centre
Monash Interpreters are 
available Monday to Friday 
9am to 5.30pm.

Languages provided: Cantonese, 
ChiuChow, Cambodian, Croatian, 
Greek, Italian, Mandarin, Portugese, 
Serbian, Slovenian, Spanish, Turkish, 
Vietnamese.

For more information contact 
Interpreters’ Department on 9550 1111 
or 9550 2377.

Pumps go to 
Trinidad via the 
United Kingdom
Special thanks to our members who 
have donated transfusion pumps to TA 
in recent times.  

We can now report that they have been 
sent to Trinidad to help those patients 
in need via the United Kingdom 
Thalassaemia Society!

Noticeboard
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2012 Committee 
of Management
President/Chairperson –  
Martha Gerolemou
Vice President  –  Marianne Dimitrakas
Treasurer – Lela Dallas

Secretary – Open Position, if you are 
interested please contact  
coordinator@thalnsw.org.au

Assistant Secretary/Assistant  
Treasurer – Theodora Michalopoulos
Executive Member – Glenda Hughes
Executive Member – Nicholas Kotrotsos
Executive Member – MD Faisal 
Executive Member – Rosa Dimitrakas

2012 Committee 
meeting dates 
All meetings held at:  
Thalassaemia Centre,
Level 7, King George V Building 
Missenden Road, Camperdown 2050. 
Meetings start at 7pm.

All welcome to attend 
and join! 
Wednesday 1 February
Wednesday 7 March
Wednesday 4 April
Wednesday 2 May
Wednesday 6 June
Wednesday 4 July
Wednesday 1 August
Wednesday 5 September
Wednesday 3 October
Wednesday 7 November
Wednesday 5 December

   

News from NSW

Research grant 
of $60,000 
The Thalassaemia Society of NSW recently 
gave a $60,000 research grant to the 
Murdoch Childrens Research Institute to 
support their research into Thalassaemia.

The cell and gene therapy research 
group is committed to finding better 
treatments for Thalassaemia, 
to help alleviate the suffering of 
patients and improve their quality 
of life.

Their current therapeutic strategies 
for Thalassaemia include the 
restoration of the body’s ability to 
produce haemoglobin, which would 
end the need for regular blood 
transfusion and prevent subsequent 
complications.

The groups recent achievements 
include the identification and 
evaluation of a new class of  
drugs that can reactivate the 
production of haemoglobin. 

With further funding support the 
group hope to begin clinical trials  
in the near future.

The funding given will be used 
to support the appointment of 
PhD students to continue current 
research projects.
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News from NSW

Hello everyone and welcome to another 
year, I hope you all had a magical festive 
season with family and friends and I hope 
this year brings good things to all.  For me 
2012 is a new chapter in life as my little 
boy Nicholas will start School, I am very 
proud, sad and excited all at the same 
time......fun times ahead!!

I am looking forward to another great year 
at the centre, informing and educating 
about Thalassaemia as well as being 
there for all new and existing patients and 
their families, please remember we are 
here for you so come forward with any 
questions, comments or concerns.

Late 2011 saw a new achievement on a 
national level: Our very first Thalassaemia 
Nurses Meeting/Workshop was held in 
October 2011 at Monash Medical Centre 
– Melbourne, organised by Thalassaemia 
Australia and Thalassaemia Society of 
NSW. This was very well attended and 
enjoyed by nurses throughout Australia. 

My very special role on the day saw me 
leaving home in the wee hours of the 
morning to catch an early flight and escort 
nursing staff from NSW to Melbourne. At 
Melbourne Airport, I met rounded up the 
nursing staff from other states before 
marking my role, and seeing that everyone 
got on the bus to Monash Medical Centre.

I did the same in reverse later on that 
afternoon once the Workshop was over.  
The trip there was nice in that I had 
the pleasure of introducing staff to one 
another and was able to let them know a 
little about what was install for the day......
within me I hoped that the day would run 
smooth and be enjoyed by all! 

The trip home was a blast, loads of fun, 
laughs talking and sharing. The nurses 
had formed a nice bond with one another 
and there was loads of positive feedback 
about the day. I am confident in saying that 
there were positive outcomes reached 
at the Workshop and the nurses walked 
away with a refreshed knowledge of 
Thalassaemia and a new nurses network 
to participate in.  

We wish to thank all the nurses who gave 
of their time on a weekend to attend this 
meeting, and it was overwhelming to see 

how many of you have an interest and 
passion for our patients.  Again we thank 
the Pharma companies who supported 
this event and look forward to an exciting 
meeting in 2012.

The end of 2011 saw an interesting 
information session for our patients, 
family  friends – “Emerging Data in and 
Thalassaemia”. The evening saw 60 
attendees and two very special guest 
speakers, Dr Vasili Berdoukas & Dr Jim 
Vadolas. I have had nothing but positive 
feedback from the night and patients 
giving thanks for organising such and 
informative session.  Thank you to our 
guest speakers for giving of their time, 
and we look forward to updates from you 
in 2012.

In 2012 the Thalassaemia Centre of 
NSW will continue to hold community 
awareness stands in the foyer of our main 
treating hospitals, please be sure to look 
out for us and say hello if you are in the 
hospital on that day, we always like to see 
our members and familiar faces when out 
educating the community.

We will continue to work together with The 
Australian Red Cross Blood Service in 
creating awareness of the importance of 
blood donation to keep our patients alive 
as well as giving thanks to existing and 
long term donors. 

Please see the following “Gift of Life” art-
icle used for presentations. The Australian 
Red Cross Blood Service are often 
looking for recipients who are interested 
in sharing their story to existing and new 
potential donors so if you are interested 
and happy to share your story please 
contact me.

Other events install for 2012 include:

•	 May 8th Celebrations for 
International Thalassaemia Day 
(awareness & celebration, details to 
follow)

•	 Patient & family camp (date to be 
advised)

I look forward to another fun filled year!

Nancy Lucich
Centre Coordinator

Letter from the 
Centre Coordinator

Blood donors became my lifeline 
at the early age of 3. I was showing 
signs of anaemia, I became pale, 
did not sleep well, lost my appetite 
and was failing to grow and thrive 
like a normal healthy little girl. At this 
point after many trips to the doctors I 
was diagnosed with a genetic blood 
disorder called Thalassaemia.

Thalassaemia is one of the most 
common genetic disorders in the 
world, however my parents like many 
people had no idea what it was, let 
alone that they were carriers of this 
affected gene.  

Both my parents being carriers and 
had a 1 in 4 risk of having a child with 
the full blown disorder and yes, I am 
the lucky one out of two children in my 
family to be born with Thalassaemia. 

Basically for me it means that my 
body destroys red blood cells almost 
as soon as they are produced and 
my bone marrow cannot produce a 
sufficient number to replace them 
leaving me with a very low haemo-
globin and quite anaemic. Red blood 
cells make up almost 45% of the 
body’s total blood volume and play 
a very important part to carry oxygen 
around the body and to your organs.  

Therefore every 3-4 weeks of my life I 
require a blood transfusion of at least 
three units of blood, this means that 
40 people need to donate their blood 
every year to keep me alive.

Blood donors know that their blood 
will help someone who has been in 
an accident, having an operation or 
save a life, this is all very special  but 
for me and my friends who suffer from 
Thalassaemia you are giving us the 
gift of life! 

You keep me alive every month, 
you give me the opportunity to live, 
work, be a wife and a great mother 
and I can’t thank you enough and 
encourage you to continue giving  
that gift!

Thank you!

“The Gift of Life”  
A thank you to  
Blood Donors
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New Treatment Centre – 
Exciting news from 2011 for those of you who may not have heard!!
The Thalassaemia Society of NSW 
has today welcomed Premier Kristina 
Keneally’s announcement of $31.5 million 
to build a new Blood Disorder Centre at 
Prince of Wales Hospital. This Centre 
will provide world class treatment for life 
long sufferers of Thalassaemia, and other 
blood disorder diseases. 

“This is a great initiative and one that we 
have been campaigning for, for a long 
time.” Mrs Nancy Lucich, Co-ordinator 
of the Thalassaemia Centre said today. 
“These types of facilities exist overseas 
and in other States and now NSW has 
one too.” 

This is a great relief for Thalassaemia 
patients across NSW who rely on life 
saving treatment to ensure they live 
normal, healthy lives.

“This new Centre is a big step in ensuring 
that we get a world class, one-stop 
treatment facility, where we can receive 
the attention of specialised doctors 
while we get treatment. I want to thank 
everyone who made this possible. For a 
long time we have been trying to get this 
Blood Disorder Centre up and running.” 

“With good quality treatment, sufferers 
of Thalassaemia are able to lead normal 

lives. Professor Linderman stated. "For 
many patients the Prince of Wales has 
been a second home to them. It gives 
us great joy to see this Centre becoming 
a reality that will reduce the hassles of 
travel and treatment.” 

“This state of the art Comprehensive 
Cancer and Blood Disorder Centre 
will bring together clinical and support 
services to help patients through their 
treatment. The centre will also enhance 
operational efficiency and provide a one 
stop shop for patients – reducing travel 
time between vital services.” 

Survey – Thalassaemia Society of NSW
The Thalassaemia Society of NSW would like to say thank you to those patients or parents 
of patients who took the time out to complete the survey that the Society had developed. 

The surveys were developed for the 
Society to get feedback and ideas on 
what the patients would like to see the 
Society work towards & the level of 
involvement that patients would like from 
the Society.  

Members of the Society will be getting 
together to compile feedback from these 
surveys and to form some constructive 
outcomes.  

We look forward to more involvement 
from our Patient and Parent group. 

If you are interested in filling in a 
survey and did not receive one please 
contact the Centre Coordinator on  
9550 4844 or email coordinator@thalnsw.
org.au and one will be sent to you.

News from NSW News from NSW
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TA Kid’s Page

Ingredients
•	 1 cup fruit (mango, pineapple, 

banana, watermelon, rockmelon, 
berries)

•	 1 cup juice (apple, orange  
or pineapple)

Alternatively:
 
•	 1 cup of fruit (as above)
•	 Additional extras: 1 cup of milk, 

3 tablespoons of icecream or a 
small tub of yoghurt

Method:
1.	 Place fruit into blender and 

pour in 1/2 of the juice/milk

2.	 Add remaining ingredients

3.	 Blend until smooth. Add a little 
more juice if required.

Please note: when in the kitchen, 
children should always be 
supervised by an adult.

Recipe 
After School 
Delight

Q: What did the 

calculator say to the 

other calculator?

A: "You can count  

on me!" 

Q: Why did the  clock go to the principal's office?
A: For tocking  too much!

Q: Why did  the jellybean go to school?
A: To become a smartie!

Hi Kids!
It's back to school time so have 

some fun colouring in this 

great picture and why not try 

our delicous & healthy fruit 

smoothy!

Enjoy!


