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Cancer Council NSW Submission to Cancer Research Leadership Forum 

White Paper: towards a national cancer research plan 

 

Background about Cancer Council NSW 

 

The mission of Cancer Council NSW (CCNSW) is to defeat cancer through engaging the 

community. A key strategic priority for CCNSW is to drive major advances in research, 

ensuring no cancer is ignored. 

 

CCNSW is the largest funder of cancer research in the not-for-profit sector in the state of 

NSW. In 2010/11, we invested $16.1 million (12% up on 2009/10) through our internal 

and external research programs. 

 

CCNSW is almost entirely community funded, with 96% of our income coming directly 

from the community and investments. Fundraising remains our primary source of income 

to preserve our independence, and a strong investment strategy provides the 

underpinning for our future ambitions. CCNSW takes a comprehensive approach to our 

mission, and is not limited to a single type of cancer, funding program, product or 

approach in cancer control. The landscape of knowledge and opportunity in cancer 

changes continually, and so too does our approach and research portfolio. 

 

This organisational positioning is important in responding to several of the issues raised 

in the Cancer Research Leadership Forum (CRLF) White Paper entitled Towards a 

national cancer research plan.  A global commitment to cancer enables charitable funds 

to be channelled to areas of need. Powerful, well marketed fundraising groups focussed 

on single cancers have driven investment in the common cancers which have large 

survivorship cohorts, but this has arguably been at the expense of funding to common 

high mortality cancers such as lung, pancreatic, liver, mesothelioma, colorectal and 

oesophageal cancer.  For several of these cancers, incidence and mortality trends have 

been unfavourable. The approach of CCNSW - to focus on the things that are big, and 

those that are getting bigger – attempts to achieve a portfolio balance. 

 

Our goal is to fund world-class, groundbreaking research to cover all aspects of cancer 

control (prevention, diagnosis, treatment and survivorship); drive major advances in 

research; and ensure no cancer is ignored. We have committed considerable funding into 

high-mortality and high impact cancers that were traditionally underfunded in the research 

area (e.g., brain and pancreatic cancer). 

 

CCNSW takes issue with the methodology used by the CRLF to judge the imbalance of 

funding in Australia.  We recommend that the calculations be repeated using Quality 

Adjusted Life Years as the measure of impact.  A pure mortality measure fails to 

recognise the deleterious effects that the experience of breast cancer has on survivors, 

for example, a proper subject for cancer research.  
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CCNSW has structured its research into two areas – external/extra-mural and internal - 

which complement each other and extend our capability and capacity. Our funding of cancer 

epidemiology and long term population research as an intramural endeavour recognises that 

only through funding over the long term can this important element of cancer research be 

sustainably effective.  In a similar vein, our long term commitment to the Sax Institute’s 45 

and Up study as an open access research resource has been a major transformation for 

long term population health studies – an area of concern to the CRLF.   

 

This CCNSW submission to the CRLF addresses each of the questions raised by the White 

Paper. 

 

Q1. What should be the objectives of a national cancer research plan? 

 

CCNSW concedes that the core proposition of the CRLF White Paper that the fragmentation 

of funding for cancer research in Australia has created unnecessary competition, duplication, 

inefficiencies and gaps is plausible; and would like to think that a coordinated approach 

which identified consensus-based research priorities would improve funding efficiency, and 

facilitate the advancement of knowledge and its translation into benefit for people with 

cancer.   

 

However, the evidence base for the state of affairs and the solution remains relatively scant.  

Defining an ideal end state with some idea of how that would be evaluated seems an 

important feature to achieve in any scheme.  For instance, an efficient program criterion that 

seeks the comparable gain at the margin for comparable incremental expenditure may 

conflict with a criterion that requires comparable expenditure for comparable “need”.  And in 

practical terms, there is a case to argue that stakeholders in Australian cancer research 

funding should emphasise expenditure on highly productive areas of competitive advantage.  

Different criteria applied to the end state will produce different policy answers. 

 

If we accept that the market is generally the most efficient way of allocating resources to 

need, then any overarching research plan should identify why the “research sector markets” 

have failed to do so with respect to funding for cancer research.  Reasons include: 

 

• Imperfect information:  The lack of a common performance reporting framework for 

research funding and outcomes and transparency in publication of these outcomes. 

The architects of a National Plan could address this deficiency though regular status 

evaluations. 

• Unequal market power:  The key influence on both government and charitable 

funding is the dominance of voices among those cancers which are common and 

have high survivorship.  In comparison, low survivorship cancers are voiceless. 

• Structural barriers in supply:  The best example is the absence of a supplier network 

which “owns” cancer of the unknown primary.  Another example is the dominance of 

supply by oncology professionals which overlooks the potential contribution of 

specialists dealing with pre-cancer and early cancer. 

• Regulatory and policy capture:  There are large scale powerful influencers capturing 

national research funds that limit the level flexibility of funding schemes. 
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A full understanding of the inefficiency within the research sector market seems to be an 

important precedent to establishing the contribution to be made by a nationally coordinated 

cancer research plan.  At that point the nation may be in a position to redress the impact of 

market failure, perhaps through matching government funding provided to organisations 

committing funds to areas where the market has failed. 

 

We ask the CRLF to consider: 

• Ensuring that the agenda for the national cancer research summit proposed for 

September 2012 provides significant time for discussion devoted to understanding 

and addressing market inefficiency with respect to allocating resources to need. 

• Inviting representatives from organizations in the United States (e.g., National 

Cancer Institute (NCI)) or the United Kingdom (e.g., Cancer Research U.K.) to 

discuss their approach to this issue. 

• Discussing the merits of government provision of matching funding incentives to 

organisations who fund priority initiatives that counter market failure. 

 

Q2. What would be the incentives and disincentives to adoption of a national 

cancer research plan? 

 

Much Australian cancer research is undertaken by academic researchers who operate in a 

competitive environment.  Academic incentives reward individual efforts over collaborative 

approaches, leading to competition between research groups, which may not translate well 

to an imperative to reduce inefficiencies and duplications in research efforts. In addition, 

competition for the fundraising dollar is high in Australia, creating disincentives for 

collaborative research funding. 

 

Many cancer funding agencies in Australia support a specific type of cancer.  In many cases, 

such organizations support the common and high survivorship cancers, such that research 

funding allocation does not adequately reflect relative burden of disease.  External 

specification of research priorities that may be inconsistent with such agencies’ mission 

statements and strategic directions may constitute challenges to the stakeholder 

accountability of such agencies. 

 

We ask the CRLF to consider: 

• Novel ways in which academic researchers can simultaneously achieve their 

academic key performance indicators of competitive funding and high-impact peer-

reviewed publications while reducing the competitive mindset that often characterises 

successful academic research enterprise. 

• Ensuring that representatives from the range of agencies which fund cancer research 

in Australia are invited to participate in the national cancer research summit proposed 

for September 2012 and that they are provided opportunities for meaningful 

engagement with and ownership of the processes by which the national plan is 

developed.   

• The desirability of encouraging agencies which support a specific type of cancer to 

fund research relevant to all cancers or infrastructure that can be used by all cancer 

researchers. 
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• Recognising the significance of outcome measures other than mortality and survival 

in the development of research priorities, and in particular, the importance of quality 

of life among survivors. 

 

CCNSW leadership in this area: 

Focus on collaboration: CCNSW encourages collaboration and multi-institutional research to 

add value to our research investment.  The majority of our funded research projects between 

2006 and 2010 were conducted across two or more collaborating institutions, with an 

average of 3.74 investigators per project. 

 

Focus on under-funded cancers: CCNSW’s focus on priority-driven research through our 

Strategic Research Partnership (STREP) grants program aims to redress the traditional 

emphasis of state and federal governments and non-government charities and foundations 

on funding research towards the basic science end of the translational spectrum; and has 

resulted in an increase in investment and discovery in poor-prognosis cancers, and cancers 

where the level of funding has not traditionally reflected the burden of disease. 

 

Research investment by cancer type: Between 2006 and 2010, the highest proportion (25%) 

of all CCNSW research investment was allocated to research that is relevant to all cancers.  

As just one example, CCNSW has funded long term a range of studies led by Professor 

Roger Reddell and Associate Professor Tracy Bryan of the Children’s Medical Research 

Institute investigating the role of telomerase, a protein enzyme responsible for the unlimited 

proliferation of 85-90% of cancers, in cancer development.  Identification of ways to regulate 

telomerase will lead to an understanding of how to stop cancer cells growing indefinitely.  

 

Q3. What is the right balance between investigator initiated and priority driven 

research? 

 

This is the wrong question; CCNSW does not believe that the two are mutually exclusive – 

priority driven research can drive investigator initiated research. From CCNSW experience, 

investigator initiated research projects are likely to be a flow on benefit from priority driven 

research.  The example of CCNSW’s STREP Grants illustrates this. 

 

A better question is how we can assess whether we are providing an appropriate 

environment to ensure that researchers address priority areas.  This does not necessarily 

mean equivalence of funding as this may conflict with the criterion requiring comparable gain 

at the margin of expenditure. 

 

CCNSW leadership in this area: 

CCNSW’s STREP grants program is designed to facilitate collaboration with clinical research 

teams to provide an environment for discovery research and to solve high-priority research 

questions with a tangible impact on cancer control.  STREP grants are not purely 

investigator-driven, but instead involve consensus and collaboration between all key 

stakeholders to address the challenge of capacity building in under-resourced areas of 

cancer research. The process is designed to accelerate the progress of policy and practice-

focused research in NSW and seek partners to help identify, publish and procure cancer 

research priorities. Under the STREP process, CCNSW (i) extends the value chain by co-

producing additional programs and services in collaboration with the researchers (STREP 
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Phase 1); (ii) gains insight from research networks as to in what priorities additional funds 

might be spent (STREP Phase 2); and (iii) engages in a variety of research procurement 

strategies open to all researchers as appropriate to address the priorities.  This has 

stimulated a range of investigator driven proposals to address our priorities and stimulated 

wider activity in these priority areas. 

 

Q4. How should the proportional allocation of funding to different types of 

research be determined? (e.g., basic, clinical, psychosocial, prevention, etc) 

 

CCNSW questions whether this issue has any place in designing a strategic approach to 

research as it is driven by research disciplinary interest groups rather than need.  A 

commitment to multidisciplinary research and an emphasis on the best answers at the 

funding margin to need should guide the eventual disciplinary balance. 

 

However the CLRF should be alert to structural factors that limit flexible and efficient 

resource allocation. A key challenge in Australia is the poverty of a venture capital sector for 

backing promising preclinical findings through the translation pipeline.  Promising early 

discoveries in Australia languish in the so-called Valley of Death due to the 

underdevelopment of this sector.  This is an area where public initiatives to encourage 

private participation may be useful. 

 

Another challenge relates to the changing landscape of clinical trials where, increasingly, 

treatment populations will be stratified on pharmacogenomic and pharmacogenetic criteria, 

and where globally it is more cost effective for pharmaceutical companies to conduct large 

scale trials in low cost jurisdictions.  The smaller market potential and resort to established 

and orphan drugs diminishes the attractions of stratified trials for pharmaceutical firms.  A 

recent trend for more drug development and testing within public sector institutions with 

public funding may accelerate. 

 

We ask the CRLF to consider: 

• Discouraging preset commitments to any particular disciplinary area in favour of 

criteria that emphasis greatest marginal benefit to cancer outcomes. 

• Examination of capability gaps in the Australian research market which limit ability to 

capitalise on ideas and opportunities. 

• Specifically engaging venture capital in a dialogue about what it would take to build 

that sector in Australia. 

• Challenging and changing the clinical trials landscape and the implications of that for 

trials research in Australia. 

 

Cancer Council NSW leadership in this area 

The CCNSW funded PRIMe (Pharmacogenomics Research for Individualised Medicine) 

study, a clinical trial support grant to a network of clinicians initiating pharmacogenomically 

or pharmacogenetically tailored treatments, aimed to encourage interstate and international 

teams to optimise the collective value of NSW pharmacogenomics research, with the 

intention of covering all the areas enabling advances in this field, ranging from basic 

research and clinical trials.  It also aimed to provide a structure to improve the level of 

training in personalised medicine strategies.  The integration of disciplines is an essential 
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component of successful programs in the personalised medicine arena, and exposure to this 

field will enable future researchers to understand the spectrum of expertise required.  The 

PRIMe project was also designed to address the lack of integrated programs leading to 

implementation. 

 

Q5. Should funding for certain cancers be prioritised, and (how) should such 

priorities be determined? and 

Q6. How should funding for under-funded cancers be allocated? 

 

CCNSW agrees with the proposition put forward in the CRLF White Paper that there has 

traditionally been a gross imbalance between cancer research funding and mortality.  Poor 

funding levels for lung and pancreatic cancer contrast with the comparatively exceptionally 

well funded cancers including breast, prostate, ovary and cervical cancer and leukaemia. 

 

CCNSW Leadership in this area: 

Our experience is that relatively small but longer term support is sufficient to create 

significant capacity.  Furthermore, in the absence of assertive action, the situation will 

worsen.  The CCNSW brain cancer STREP program can be used as an example.  Between 

2002 and 2006, brain cancer attracted just 2.2% of all NSW cancer research funding.  In 

2008, the CCNSW STREP program funded the Australian Genomics and Clinical Outcomes 

of Glioma (AGOG) to establish a tissue bank of brain cancers.  In 2012, CCNSW will award 

five grants to brain cancer research, every one of them relying on data or tissue collected by 

AGOG, clearly demonstrating the valuable resource that investment in AGOG created.  

Likewise, our most successful example, pancreatic cancer, has leveraged additional public 

investment over twenty-fold our original investment.  In 2006 there was minimal pancreatic 

cancer research in Australia. In 2006, a STREP grant was awarded to the Garvan Institute’s 

Professor Andrew Biankin to fund a partnership entitled the NSW Pancreatic Cancer 

Network.  Professor Biankin subsequently bid successfully for the International Cancer 

Genome Consortium, an ambitious biomedical and clinical research study involving 

international experts collaborating to investigate the genetic changes associated with 50 of 

the most common cancer types. 

 

Some lessons from our experience that may provide guidance include: 

 

1. Leadership – in the case of STREP, by energetic clinicians or applied scientists – is 

critical. 

2. Well managed collaborative teamwork that entrains a range of interests and 

disciplines makes a huge difference. 

3. Open source infrastructure and incentives for other researchers outside the team to 

investigate areas of high need are part of the solution, for example, public databases 

and tissue banks. 
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Q7. What strategies will ensure that basic research findings are effectively 

implemented to provide the greatest impact on cancer clinical care? 

 

CCNSW believes that, due to the prohibitive expense of the “add-on” model, research must 

be integrated into usual clinical care rather than being considered an additional or optional 

activity.   For example, the collection of a single brain tumour for tissue banking costs more 

than $1000, largely due to the supernumerary staff demanded.  Integrating research into 

usual care will require significant commitment from management in the health system and 

substantial cultural change, but it is a reform that would do much to leverage Australia’s 

competitive strength in health research (a large, well treated, documented and recorded 

patient population and good data systems) and to radically lower the costs of clinical trials 

and other clinical and tissue banking research activity.   

 

As noted above, clinician research leaders are essential. 

 

Personalised medicine 

Advances in the understanding of the molecular biology of cancer have spawned the 

development of new drugs targeted to exploit biochemical pathways which are drivers of 

tumour growth and biology. In addition, a deeper understanding of the mechanism of action 

of traditional chemotherapeutic agents is refining therapeutic strategies. 

 

Targeting strategies may be directed to driver pathways encoded by the mutated but 

inherently unstable tumour genome; or to the more stable biological mechanisms which 

tumours recruit for a survival advantage.  Regardless of which therapeutic strategy is 

adopted, each relies on molecular biological profiling of cancers at the point of diagnosis and 

assessment in order to rationally select the most appropriate therapy; and subsequently on 

reliable and predictive early measures of tumour response to verify therapeutic 

effectiveness, and guide changes in therapy. 

 

This contrasts with current therapeutic approaches which are generally standardised first line 

therapies applied to all cancers of a particular histological class; and administered for a full 

treatment course before the need for second line therapy is assessed. This long term 

approach exposes many cancer patients to the risks of toxic therapies without significant 

benefit; and is prejudicial to the survival of patients whose cancers have a rapidly 

progressive course and whose survival outlook is short. Current pathways of care and the 

supporting policy, program, health services and health professional demarcations and even 

research frameworks are built around this approach.   

 

Personalised medicine represents a challenge for health systems everywhere.  

Nevertheless, there is a general recognition that Australia is poorly positioned to adapt to the 

advent of stratified medicine strategies.  Although the large randomised clinical trial will 

remain a cornerstone of evidence-based medicine, genotypic classification of tumours and 

driver mutation analysis will expand the number of combinations of factor relevant to 

treatment choice in a way that will outstrip the capability of clinical trials to address.  Clinical 

decision making will need to draw upon large databanks of clinical treatment records where 

phenotype, genotype, treatment and outcome of patients receiving personalised therapies 

are recorded – potentially nationally or internationally.  Clinicians would draw on and 

contribute to this database of experience in a structured way.  This will create infrastructural, 
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ethical, and information management and sharing challenges that exceed the capability and 

constraints of the current systems.  It will challenge the traditional funding distinctions in our 

health system between research and clinical services.  Infrastructure for biobanking and 

informatics needs to be mainstream in capital and recurrent funding of health services, not 

just for research.   

Biobanking 

The genomic, proteomic, metabolomic and related bioinformatics revolution in recent years 

has exponentially improved our understanding of the links between basic and clinical 

science. Realising this opportunity requires large numbers of biospecimens to provide the 

required power for ground-breaking study, and biobanks are crucial in this enterprise. Ratehr 

than multiple studies over time, biobanks allow researchers to acquire thousands of disease-

specific biological samples and linked data within weeks. Given the appreciable time taken 

to accumulate large collections of biospecimens, biobanks promise to save many years in 

financial and infrastructure investment and fast-track the transition from benchtop to bedside. 

For example, CCNSW recently analysed 35 different human papilloma virus serological 

markers and their association with cancer of the oesophagus, the largest study on 

oesophageal cancer in the world. This would not have been possible without collaboration 

between key international groups who retained blood samples from previous studies.  

 

Increasing numbers of researchers are unsure how to deal with biospecimens remaining at 

the end of a study. Freezers storing leftover biospecimens require maintenance and rent far 

beyond the 3-5 year grant cycle. 

 

The majority of Australian biobanks however, have poor linkage to medical data and very 

limited linkage to lifestyle data; are too small to be high-quality research-effective; and/or 

have not been designed as a truly open source of access. Indeed, many of these issues 

have been recognised by the recent National Health and Medical Research Council 

(NHMRC) review (and workshops) into biobanking and have resulted in the subsequent 

cessation of enabling grant funding to these biobanks. This strategy appears to have largely 

been deployed to drive the NHMRC strategy for a more large-scale, centralised (hub and 

spokes), and collaborative biobank network in Australia. The future of population health and 

biobanking would be best served by developing data standards for biobanks, strategizing 

investment in the development of large-scale population biobanks, or a consolidated hub 

and spoke operation.  

 

CCNSW leadership in these areas: 

Cancer Council NSW has made several significant research investments which advance the 

personalised medicine strategy.  The IMPaCT study proposes a trial of treatment in 

pancreatic cancer which tests the strategy of personalisation of therapies against standard 

gemcitabine based care. The PRIMe grant is a clinical trial support grant to a network of 

clinicians initiating pharmacogenomically, or pharmacogenetically tailored treatments.  In 

addition it has funded a trial examining the feasibility and benefits of early genetic testing in 

breast cancer (focussed on BRCA and PARP Inhibitor use), and continues to support the 

development of arsenicals to be trialled in brain and pancreatic cancers with favourable 

molecular features. 
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One example of a large-scale operation that would be ideal for a biobanking component 

would be the NSW 45 and Up Study conducted by the Sax Institute in conjunction with 

CCNSW and other partners.  The 45 and Up Study has already collected data from more 

than 267,000 participants, and proposes to collect blood for a large subset of these 

participants. As an adjunct to the 45 and Up Study, CCNSW is strategically investing in an 

‘all cancer’ case-control study and biobank (The Cancer Lifestyle and Evaluation of Risk 

(CLEAR) Study). Such studies provide early access to questionnaire information and 

biobanked samples, and will provide early results that can be followed up later in cohort 

studies. 

 

We ask the CRLF to consider: 

• Ensuring that the agenda for the national cancer research summit proposed for 

September 2012 provides time for discussion of the significant challenges to the 

establishment of personalised medicine, with a view to (i) envisioning the elements 

and scale required to establish a viable foundation for the practice of personalised 

medicine in Australian health care; and (ii) identifying and canvassing the major 

system developments and reforms needed to accomplish a platform establishment. 

• Inviting to participate in the proposed research summit translational groups where 

there is a close team relationship between clinician researchers and basic scientists 

to discuss the strategies they have implemented to establish successful two-way, 

recursive interactions, with a view to supporting such structures and extending them 

to other settings. 

• Ensuring that the agenda of the proposed research summit also provides significant 

time for discussion devoted to identifying sources of sustainable funding able to 

support the establishment and maintenance of a large scale national biobanking 

service providing open access to human biospecimens for use in translational 

medicine and health and medical research. 

 

Q8.  How can consumers be more effectively engaged in research planning and 

funding decisions? 

CCNSW agrees with the CRLF White Paper’s emphasis on consumer involvement in 

research planning and funding decisions.  We have long recognised that consumers are 

successful advocates for funding and policy attention devoted to cancer, and must rightfully 

be engaged in innovative and meaningful ways in research decision-making.  The CRLF 

White Paper’s focus on research workforce, capacity, quality and sustainability is highly 

appropriate, but would usefully draw specific attention to the role of consumers as an integral 

part of this workforce. 

 

We ask the CRLF to consider: 

• Ensuring that the agenda for the national cancer research summit proposed for 

September 2012 provides significant time for representation from key consumer 

advocacy organisations. 

• Ensuring that the agenda for the national cancer research summit proposed for 

September 2012 provides significant time for discussion of sustainable processes by 

which interested consumer representatives can undertake training in research 

methods and ethics. 
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• Recommending that funding agencies mandate the inclusion of a consumer 

representative on all funding applications. 

• Actively monitoring and evaluating programs of consumer engagement so that we 

can continue to enhance the benefits it delivers. 

 

CCNSW leadership in this area: 

Since 2005, CCNSW, in collaboration with Cancer Voices NSW, has delivered a formal 

process engaging consumers in external funding decisions.  The Consumer Participation in 

Research Program includes the development of specific consumer review criteria and the 

training and convening of a consumer panel in the assessment of research funding 

applications on behalf of cancer consumers and the wider community.  A two-day Consumer 

Research Training program is offered on an annual basis to consumers interested in 

participating in research as consumer representatives.  In addition, every competitive grant 

funded by CCNSW includes a consumer review component.  Between 2006 and 2010 we 

conducted 80 hours of consumer review training and trained 57 consumers who reviewed 

239 grant applications.  Also in partnership with Cancer Voices NSW, CCNSW convened the 

Consumer Research Priorities Forum in May 2009 in order to identify consumer priorities as 

a basis for informing research institutes and funders. 

 

Q9. How can collaborative links between the basic, clinical and policy aspects of 

cancer research be improved? 

 

CCNSW agrees with the emphasis placed in the CRLF White Paper on creating funding and 

disciplinary program frameworks that facilitate links between basic and applied research, 

consumers, scientists, government and industry.  Effective implementation of both the 

biobanking and personalised medicine approaches described at Question 7 (above) will 

require successful collaboration between the basic, clinical and policy stakeholders in cancer 

research.  In particular, for Australia to adopt a personalised medicine approach will involve 

significant systems change that will not be achieved without strong and successful 

collaborations between basic, clinical and policy stakeholders.  

 

There is potential for the private sector to play a more productive role in research. Given the 

concentration of pathology, imaging, and much procedural work in the private sector, this 

seems a missed opportunity. As so much of the patient pathway is now catered for outside 

traditional public hospitals, this setting is critical for studies and linking them into a research 

framework seems imperative. For example the national bowel cancer screening program 

generates assessments among private gastroenterologists in bowel cancer and pre-cancer, 

and in Barrett’s Oesophagus and gastro-oesophageal reflux disease; and a range of other 

chronic disease conditions. 

 

We ask the CRLF to consider: 

• Investigating ways to facilitate public-private partnerships and mobilise the latent 

capacity in the private system for research benefit – particularly in pre-cancer. 

• Ensuring that interested parties in the private and ambulatory treatment sector 

dealing with aspects of cancer as part of a broader practice (e.g., gynaecology, 

gastroenterology, respiratory medicine) are invited to participate in the national 

cancer research summit proposed for September. 
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Q10. How can funding be sourced for long term population health studies? 

 

The growing and ageing population in Australia will result in a much greater health care 

burden from cancer and other chronic diseases. A greater research emphasis must now be 

placed on ways to better understand the underlying factors that contribute to the progression 

of chronic diseases including cancer. To this end, two key resources in this challenge, large 

epidemiological studies such as population cohort studies or large case-control studies and 

their associated biobanks, must be strategically developed within Australia not only for 

domestic benefits, but also to allow our health and medical research sector to remain 

internationally competitive and collaborative. 

 

Large epidemiological studies are essential to understand the exposures and risk factors for 

improving the detection, prevention, diagnosis, treatment, and prognosis of chronic 

diseases. The plethora of findings in breast, prostate, and bowel cancer published through 

the European Prevention into Cancer (EPIC) cohort study is testament to the power of such 

studies. However, long-term funding is a challenge for many of these large epidemiological 

studies. Government funding is required not only for maintaining the quality of the current 

studies, but also to allow for future expansion of these studies. Population health studies are 

all too often short-sightedly viewed as a finite resource. Indeed, a negligible percentage of 

the annual NHMRC budget could likely double the size of all population studies in Australia. 

A key point of difference achievable with Australian epidemiological studies is the ability for 

record linkage which makes them an even more valuable resource to support. 

 

We ask the CRLF to consider: 

• The interests of researchers in chronic disease other than cancer benefit from 

population cohorts and associated biobanks.  They should be engaged as part of a 

process to build advocacy for this infrastructure in Australia. 

 

CCNSW leadership in this area: 

CCNSW has long recognised the importance of investing in long-term population health 

studies.  We are the major funder of the Sax Institute’s 45 and Up study, a longitudinal 

population-based study of the health of more than 266,000 men and women in NSW aged 

45 and older which was established in 2003 and launched in 2006.  The 45 and Up Study 

will provide information about the causes of and risk factors for cancer and treatment 

outcomes.  Epidemiological studies such as 45 and Up will eventually lead to better 

prevention and diagnosis of a range of chronic diseases including cancer. 

The Cancer Lifestyle and Evaluation of Risk (CLEAR) study is another example of CCNSW’s 

demonstrated commitment to long term population health studies.  The CLEAR study is a 

case-control study of people recently diagnosed with cancer and their partners, conducted 

by our internal Cancer Research Division and led by Associate Professor Freddy Sitas.  It is 

designed to investigate lifestyle risk factors for cancer such as smoking, sun exposure and 

obesity; and includes collection of both self-report and biological (blood sample) data.  Both 

types of data will be made available to the international cancer research community, 

constituting a significant resource to allow researchers to investigate the interaction between 

environment, genetic and infectious risk factors for cancer. 
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CCNSW is currently engaged in a major capital campaign to attract philanthropic funding for 

collection and storage of blood from the 45 and Up cohort. The vision for CCNSW’s 

proposed Priority One biobank is to establish a unique national biobanking service providing 

open access human biospecimens for use in translational medicine and health and medical 

research.  The establishment of the Priority One biobank will make the 45 and Up Study the 

fifth largest cohort study of its type internationally.   

 

Q11. Is cancer research funding in Australia sustainable? 

We have heard Universities describe national research grants as the gift that keeps on 

taking – testament to the additional expenditure research institutions must provide to 

undertake the funded research.  The situation is even more dire for CCNSW: we have no 

access to infrastructure funding due to outdated, tightly held and inequitable infrastructure 

funding and Institute funding policies.  This is an unreasonable restriction on the research 

market and a disincentive for organisations to enter the research arena and build their 

contribution.  It is illogical that CCNSW should be denied Institute status despite it being 

granted to exactly equivalent bodies. 

 

The NHMRC’s charter precludes investment in infrastructure which is rather difficult to 

understand. However, if the government is not prepared to increase infrastructure, one 

option would be to grant generous tax incentives to Australian businesses and individuals to 

fund infrastructure  

 

Q12. Is there adequate funding for high risk research? 

 

We agree that the criteria for awarding most nationally competitive research grants 

discourages risk taking proposals, and emphasises publication record above other forms of 

impact. 

 

The challenge will always be providing adequate funding for high risk research, but 

organisations like CCNSW can play an important role in providing seeding funding to novel 

and innovative research projects.  Our innovator grants are offered purely on the basis of a 

good idea and the demonstration of institutional capacity to support it.  More seeding grants 

of this nature should be available. 

 

We ask the CRLF to consider: 

• Inviting representatives of international funding agencies such as those operating in 

the United States and the United Kingdom to attend the proposed national cancer 

research summit in September 2012 in order to discuss the strategies they have 

successfully implemented to balance the need for and risk of funding high risk 

research. 

 

Q13. Are careers in cancer research being sustained through the current funding 

schemes? 

 

The majority of funding for cancer research in Australia is provided by the NHMRC.  The 

NHMRC annual funding cycle leaves some researchers vulnerable to periods in which gaps 

in funding may jeopardise completion of research studies and/or dissemination of their 
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findings.  Funding schemes operated by international funding agencies such as the United 

States’ National Institutes of Health operate on more frequent cycles and thus protect 

researchers and their research programs from such resource support gaps.   

 

To some extent this should not be considered to be problem of funding agencies but the 

responsibility of the employing institution. However the level of funding for these institutions 

of an infrastructure nature makes these positions vulnerable. The funding strategy, and the 

competitive infrastructure provided by the institutions is the best guarantee of stability and 

competitive success for researchers. 

 

We ask the CRLF to consider: 

• Inviting representatives of international funding agencies such as those operating in 

the United States and the United Kingdom to attend the proposed national cancer 

research summit in September 2012 in order to discuss the strategies they have 

successfully implemented to address similar constraints posed by current funding 

schemes. 

 

CCNSW leadership in this area: 

Between 2006 and 2010, CCNSW demonstrated significant commitment to supporting the 

talent pipeline, with Early Career Researchers named as Chief Investigator A in more than 

15% of all projects and programs funded.  In addition, CCNSW funds broad-based, 

collaborative research by large, multidisciplinary teams and encourage long-term studies for 

up to five years.  Such Program Grants are designed to provide funding security, enhance 

productivity, and support a freedom and flexibility of enquiry beyond that achievable through 

other types of grants.   


