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Australian Sickle Cell Advocacy Inc (ASCA) is a patient advocacy group
supporting the rights of people living with Sickle Cell Disease (SCD) as they
navigate the healthcare system in Australia. ASCA is a non-profit
organisation started in 2014 and officially registered in October 2018. ASCA
was formed as a result of the experience endured by Agnes, one of the co-
founders of this organisation leading up to the diagnosis of SCD in their
daughter. In 2012, Agnes went back to university to study nursing in order to
understand SCD and the hospital system. In 2014, after graduating with a
master’s degree in nursing, she started the advocacy journey. Five years
after raising awareness on social media, the ASCA Inc was formed.

This poster will highlight the cause of ASCA raising awareness on SCD as
well as look at the trend of migration patterns of people at risk of having the
sickle cell trait. We highlight our objectives, achievements, current projects
and challenges. We also provide an analysis of SCD prevalence in Australia
and highlight the work of the Haemoglobinopathy Registry.

• Considered	rare	in	Australia	but	is	increasing	due	to	recent	migration	patterns	(Crighton et	al,	2016).
• Wright	et	al	(2016),	stated	that	increased	intakes	of	skilled	immigrants	have	assisted	structural	transitions	in	Australia’s

economy,	delivered	tangible	benefits	in	addressing	challenges	related	to	population,	and	produced	positive	effects	in	relation
to	fiscal	impact,	productivity,	and	immigrants’	employment	and	labour	market	outcomes.

• However,	Crighton et	al,	(2016)	stated	that	high	rates	of	migrants	to	Australia	with	increased	haemoglobinopathies	that	are
not	well	described,	and	this	trend	is	likely	to	increase.

• According	to	Roberts	and	de	Montalembert (2007),	the	highest	frequency	of	sickle	cell	disease	is	in	tropical	regions,
predominantly	sub-Saharan	Africa,	India	and	the	Middle	East.

• An	estimated	number	of	SCD	patients	were	collected	from	hospitals	in	Australia.

• According	to	Crighton et	al,	(2016,)	Screening	for	haemoglobinopathies	in	Australia	is	performed	inconsistently.
• Currently	Australia	lacks	demographic	and	epidemiological	data	to	manage	this	condition	(Crighton et	al,	2016).	It’s for	this	reason	that	the	Haemoglobinopathy

Registry	(HbR)	was	established	by	clinicians,	participating	sites	and	the	research	team	in	the	Transfusion	Research	Unit	at	the	School	of	Public	Health	and
Preventive	Medicine,	Monash	University,	Melbourne.

• Since	2013,	it	has	collected	demographic,	treatment	and	outcome	data	on	more	than	400	participants	(139	with	SCD,	the	remainder	with	thalassaemia).
• However,	lack	of	funding	has	severely	hampered	the	ability	to	employ	project	staff	at	Monash	or	in	hospitals	to	approach	patients	to	participate,	or	to	enter

baseline	or	follow-up	data.	ASCA	will	continue	to	advocate	for	the	functioning	of	this	centre.
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1. Encourage	discussions	to	remove	the	stigma	associated	with	having
SCD.

2. Provide	education	to	communities	and	relevant	stakeholders	in	order	to
raise	awareness	about	SCD	in	Australia.

3. Advocate	for	SCD	prenatal	/	newborn	screening.

4. Advocate	for	Australian	SCD	National	guidelines.

5. Advocate	for	a	conclusive	SCD	surveillance	database	in	Australia.

6. Advocate	for	all	SCD	medications	to	be	included	on	The	Pharmaceutical
Benefits	Scheme	(PBS).	A	program	of	the	Australian	Government	that
provides	subsidised	prescription	drugs	to	residents	of	Australia.

7. Gain	recognition	and	access	to	services	for	chronic	conditions	by	The
Department	of	Health	/	Medicare.

8. Organise	fundraising	activities	that	contribute	towards	SCD	data
collection	and	research.
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Sickle	Cell	Disease	Advocacy	in	Australia

Estimated data is based on information provided 
by participating hospitals. Data from adult 
treatment centres in Queensland and part of 
NSW not included.

• A	very	successful	launch,	with	over	140	attendees.
• Had	ASCA’s	work	reported	in	the	Federal	Parliament	of	Australia.
• Haematologists	across	the	country	have	started	the	process	of	drafting	the	SCD	guidelines

(planning	meeting	has	been	set),	ASCA	to	represent	patients/	families	at	this	steering	committee.
• Held	five	community	outreach	sessions	to	discuss	prevalence	SCD	in	Australia.
• Engaged	with	five	States	/	Federal	Ministers	to	raise	awareness.
• Met	with	representatives	of	the	Department	of	Health	and	of	the	Department	of	Premier	and

Cabinet		to	discuss	the	SCD	endemic	in	Australia.
• Monthly	newsletter	to	over	200	supporters	on	our	database.
• Had	a	very	successful	SCD	support	group	meeting,	the	first	of	its	kind	in	Australia.	We	plan	to	have

one	every	two	months	going	forward.
• Partnerships	with	organisations	whose	objectives	are	similar	to	ASCA.
• Meeting	with	some	policy	makers	/	Minister	in	the	Federal	Parliament	to	highlight	our	cause.

• There	is	a	clear	trend	of	increased	migration	of	people	from	countries	with	high	incidences	of	SCD	or	SCT.
• In	this	report,	the	number	of	migrants	is	based	on	the	estimated Australian	Bureau	of	Statistics (ABS)	census	from	1996	to	2018.	“According	to	the	Australian

Bureau	of	Statistics,	6.6	million	people	(28%)	of	the	Australian	resident	population	were	born	overseas”	(Crighton et	al,	2016).
• Data	from	ABS	was	analysed	to	see	the	population	increase	from	1996	to	2018.
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Australian Sickle Cell Advocacy Inc (ASCA) is a not for profit organisation 
formed to raise awareness of the increasing number of sickle cell disease 
(SCD) incidences in Australia. SCD is still considered a rare disease in 
Australia; as a result, there is need to for a shift in the Australian health 
system to accommodate new and emerging demographics. In addition, 
there is also the need for patient advocacy groups to support the rights of 
people affected as they navigate the healthcare systems. 

ASCA has been operating for just about a year with the aim of 
addressing some of the issues affecting people with this condition. 
ASCA has been involved in community outreach as well meeting 
parliamentarians to advocate for change and recognition within 
the healthcare system. Population increase as per data from ABS has 
shown that SCD incidences in Australia have been steadily increasing 
since 1996, and they will continue to do so. ASCA will continue to 
work with different stakeholders to ensure people have the 
information and are able to discuss this condition without feeling 
stigmatised.

Estimated	numbers	of	births	with	
sickle	cell	anaemia	per	100,000	
births	per	country	in	2015.	
Estimates	are	derived	from	
prevalence	data	published	in	
REF. 14.	Birth	data	for	2015–2020	
were	extracted	from	the	2017	
Revision	of	the	United	Nations	
World	Population	Prospects	
database (Kato et al, 2018).
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Migrant	trends	to	Austalia	from	countries	with	high	
incidences	of	SCD	or	SCT.	

Population

ABS	data	from	last	census	used	to	estimate	population	at	risk	based	on	
the	high	prevalence	sickle	cell	disease	cases	as	per	Table	1.

• To	introduce	a	SCD	e-learning	course	for	primary	health	nurses.

• To	continue	routine	awareness	programs	in	the	community.

• To	advocate	for	the	recognition	of	SCD	as	chronic	condition	by	the
Department	of	Health.

• To	continue	being	active	on	social	media	to	raise	awareness.

• Current	social	media	followers:	Facebook		5500,	Twitter		354,	LinkedIn
463,	Instagram	516.

• To	Introduce	University	/	College	educational	sessions.

• To	provide	SCD	resources	to	different	hospitals	/	medical	centres.

• To	establish	a	presence	in	all	States	across	Australia.

• Social	and	cultural	stigma	that	impeded	patient’s	involvement	in	raising	awareness.
• Bureaucratic	barriers	within	institutions	and	hospital	systems.
• Obstacles	from	different	departments	/	clinicians	making	it	difficult	for	us	to	meet	our	objectives.
• Difficulty	in	getting	through	to	relevant	ministers	to	understand	our	cause.
• Difficulty	in	getting	funding	to	support	our	cause.

Table	1.	Highlights	SCD	prevalent	
countries	around	the	world
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• The	 ASCA Board	 is	 comprised	 of	 a	 Chairman	 from	 a	 Corporate
background,	 six Scientific	 Advisors,	 two of these are Clinical
Haematologists, one	 from	 a Public	 Health	 background	 and	 the	 two
Founders	of	this	organisation.

• It	 is	 managed	 by	 a team of 	 five	 executive members and five
committee members as well as the founding members.
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