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Summary of BTAA Re commendations  
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(i). Funding models th at could better suppo rt much-needed clinic al trials 
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(II). Funding support f or campaigns to raise  awareness of the nee d for further 
research, including c linical trials 
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BTAA Submission 
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Attachment A  
Brain Tumour Alliance Australia Inc 

 

Brain Tumour Alliance Australia Inc (BTAA) is the national volunteer organisation 
that gives a voice to those living with brain tumours from the consumer (patient, 
family and carer) perspective.   

BTAA focuses on all brain tumours (neoplasms) of the central nervous system 
(CNS), which include the meninges, brain and spine.   

BTAA was established in 2008 as the peak consumer organisation representing the 
interests of people diagnosed with brain tumours.  Our committee of volunteers 
includes persons living with brain tumours and persons caring for people living with 
the diagnosis of a brain tumour. 

Our key focus is on immediate support for the patient and carer in terms of access to 
information and advice to enable treatment decisions to be made.  BTAA seeks to 
get in touch with all newly diagnosed patients and their families and provide 
information to assist them in the early days of diagnosis and treatment. We have a 
national subscriber data base of over 2,000 persons, including those with a brain 
tumour, their family and carers, health professionals, and researchers with a 
particular interest in brain tumours.  We seek to provide all newly diagnosed brain 
tumour with relevant resource information including an American Brain Tumour 
handbook. 

We circulate e-news and newsletters to all BTAA subscribers throughout the year.  
And we have an informative website www.btaa.org.au that provides access to 
resources, brain tumour updates, e-news and a mechanism to stay in touch with 
patients and help them to access support. 

Importantly, we provide a 24 hour seven day a week Freecall number 1800 857 221 
to enable a patient or carer to speak to someone who understands the brain tumour 
journey.  Through it we link people to their nearest support services.  This service 
provides additional support beyond that from the medical and allied health 
professionals.  And, importantly, it provides that service at a time that suits the caller.   

BTAA’s website provides advice to patients seeking clinical trials – see 
http://www.btaa.org.au/page/16/clinical-trials-in-australia.  It provides a range of trial 
sites: 

�� Australian Cancer Trials Website or the ANZ Clinical Trials Register.  
�� The Cancer Council Victoria trial search facility here.  
�� The Australian Clinical trials website contains links to other websites 

which have listings of clinical trials and is searchable by disease or 
keyword. 

�� US website http://clinicaltrials.gov/ct2/search/advanced and enter the 
words "brain tumours" and "Australia" (no quotation marks) in the 
relevant search boxes. 
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�� This is a link to the (Australian) Cooperative Trials Group for Neuro-
Oncology (COGNO).  
 

BTAA works collaboratively with other related organisations to provide a consumer 
voice across a range of cancer and brain tumour specific organisations including: 

�� the NSW Neuro Oncology Group 
�� the Cure Brain Cancer Foundation 
�� Rare Cancers  
�� Cancer Voices NSW  
�� the Mark Hughes Foundation  
�� the Cancer Councils  
�� the Cure Starts Now,  
�� International Brain Tumour Alliance, and 
�� other organisations with a particular interest in brain cancer support and/or 

research.  
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Attachment B  

Brain Tumour Statistics 

This data excludes so-called ‘benign’ brain tumour data as it is not collected by the 
Australian cancer registries. It also does not include secondary brain tumours 
(metastases) arising from primary cancers elsewhere in the body.  

Mortality, Incidence a nd Risk 
 

�� There were 1,391 deaths due to malignant neop lasm of brain (ICD-10 C71) in 
2015. 
Source: ABS, 3303.0 – Causes of Death, Australia, 2015, dated 29 
September 2016. 
http://www.abs.gov.au/AUSSTATS/abs@.nsf/DetailsPage/3303.02015?Open
Document 

�� There were 1,636 new cases of brain cancer diagno sed in Australia in 2013. 
Source: AIHW 2017. Australian Cancer Incidence and Mortality (ACIM) books: 
Brain cancer. Canberra: AIHW http://www.aihw.gov.au/acim-books. 

�� Brain cancer was th e leading cause of dis ease death among ch ildren 
aged 1–14 in 2011–13 (94 deaths; 6.5 per cen t of all deaths; 0.8 deaths per 
100,000 population) and the third leading cause of death from all causes – 
after land transport accidents (202; 14 per cent; 1.7 per 100,000) and certain 
conditions originating in the perinatal period and congenital conditions (128; 
8.9 per cent; 1.1 per 100,000). 
Source: AIHW, Leading causes of death, 
http://www.aihw.gov.au/deaths/leading-causes-of-death/. 

�� Brain cancer was th e 2nd leading cause o f cancer death among  young 
people aged 15–24 in  2011–13 (55 deaths; 1.5 per cent of deaths; 0.6 
deaths per 100,000 population) – after leukaemia (59; 1.7 per cent; 0.6 per 
100,000). 
Source: AIHW, Leading causes of death, 
http://www.aihw.gov.au/deaths/leading-causes-of-death/. 

�� Brain cancer was th e 3rd leading cause o f cancer death among  adults 
aged 25–44 in 2011–1 3 (335 deaths; 2.2 per cent of deaths; 1.7 deaths per 
100,000 population) – after breast cancer (459; 3.0 per cent; 2.4 per 100,000) 
and colorectal cancer (353; 2.3 per cent; 1.8 per 100,000). 
Source: AIHW, Leading causes of death, 
http://www.aihw.gov.au/deaths/leading-causes-of-death/. 
Source: AIHW 2012. Cancer incidence projections: Australia, 2011 to 2020. 
Cancer Series no. 66. Cat. No. CAN 62. Canberra: AIHW. 
http://www.aihw.gov.au/WorkArea/DownloadAsset.aspx?id=10737421440 

�� Brain cancer accounted for 2.8% of cancer deaths for all ages in Australia in 
2007. However, it was the most comm on cause of cancer de ath for 15-29 
year olds from 2003 t o 2007, accounting fo r 14.2% of all cancer d eaths in 
this age group. 
Source: AIHW 2011a. Cancer in adolescents and young adults: an analysis of 
incidence, mortality and survival in Australia. Can. Canberra: AIHW. 
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Hospitalisations 
 
�� In 2013–14 there were 5,758 hospitalisations due to primary brain cancer, 

with the average length of stay being 9.9 days. 
Source: AIHW National Hospital Morbidity Database, Principal diagnosis data 
cubes, viewed 7 October 2015,  
http://www.aihw.gov.au/hospitals-data/principal-diagnosis-data-cubes/. 
 

�� Primary brain cancer accounted for 3.5% of all palliative care hospitalisations 
in 2012–13, the 7th highest among all the cancers. 
Source: AIHW 2014. Cancer in Australia: an overview 2014. Cancer series 
no. 90. Cat. no. CAN 88. Canberra: AIHW. 

 
Relative survival 
 
�� In 2007–11, people with primary brain cancer had a 22% chance of surviving 

for at least 5 years relative to the general population. Five-year survival was 
slightly higher for females (23%) than for males (21%). 
Source: AIHW 2014. Cancer in Australia: an overview 2014. Cancer series 
no. 90. Cat. no. CAN 88. Canberra: AIHW. 
 

Prevalence 
 
�� At the end of 2009, there were an estimated 6,206 living Australians who had 

been diagnosed with primary brain cancer sometime in the previous 28 years 
(when national records began). This included 2,756 people who had been 
diagnosed in the past 5 years. 
Source: AIHW 2014. Cancer in Australia: an overview 2014. Cancer series 
no. 90. Cat. no. CAN 88. Canberra: AIHW. 
 

Projections 
 
�� Projections for brain cancer in Australia, based on an extrapolation of the 

trends in incidence from 1982 to 2007, indicates that rates are expected to 
increase for males aged 65-84, and aged 85 and over. Based on expected 
changes to the population structure and estimated age-standardised rates, an 
estimated 1,230 new cases will be diagnosed in men in 2020. Age-
standardised rates of brain cancer in women are highly erratic, but it is 
expected that an estimated 825 cases of brain cancer will be diagnosed in 
women in Australia in 2020. 
 

Expenditure 
 
�� AIHW data on the estimated cost of brain cancer is in the report Health 

system expenditure on cancer and other neoplasms in Australia, 2008-09, 
http://www.aihw.gov.au/publication-detail/?id=60129545611. 
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Some of the above data was provided to BTAA by the Australian Institute of 
Health and Welfare on a fee for service basis in 2015. You are free to 
reproduce it but please acknowledge the AIHW/ABS source and BTAA.  
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