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Cancer Council NSW welcomes the release of the Public Consultation Paper of the Strategic 
Review of Health and Medical Research, and commends the panel on the significant work 
underlying the Review’s achievements to date.  Cancer Council NSW acknowledges the value 
of, and our agreement with, the bulk of the Panel's 21 major recommendations and underlying 
implementation tasks, noting that a number of these issues were addressed in our original 
submission to the Review.  We are pleased to have the opportunity to provide further input into 
some of the Review’s recommendations via the present submission. 
 
Recommendation 11: Build enabling infrastructure and capabilities 
Cancer Council NSW welcomes the Panel’s appreciation of the need for significant investment 
into biobanking and bioinformatics infrastructure and coordination. The significant infrastructure 
funding recommended by the Panel ($150-$200 million) is required to progress Australian 
biobanking to international best-practice standards and to ensure sustainable research 
infrastructure for the future. 
 
Cancer Council NSW applauds the Panel’s recognition that effective quality management 
systems are imperative to biobanking operations.  The ‘major focus on accessibility, 
recordkeeping and quality control’ by a national biobanking hub, as referred to in 
Recommendation 11, should be administered in the form of certification according to recognised 
international standards such as through the National Association of Testing Authorities (NATA).  
 
Having noted the Panel’s recommended development of a national hub to coordinate biobanks, 
Cancer Council NSW wishes to highlight the comparative size of disease-based biobanking in 
NSW to other states and the possession of the largest aged population cohort study (and 
possible biobank) in the southern hemisphere (The Sax Institute’s 45 and Up Study). In 
conjunction with a developing NSW government vision for ‘hub and spoke’ biobanking, NSW 
may present the most strategic jurisdiction in which to locate a hub. 
 
Recommendation 4: Re-align sector leadership and governance 
Cancer Council NSW welcomes the Panel’s recognition of the benefits in empowering and 
resourcing the NHMRC for greater leadership across the health and medical research sector. 
Consistent with our original submission, specifically regarding biobanking, such a move would 
not only enable the strategic redirection of ineffective investment from poorly managed biobanks 
and other health and medical research infrastructure, but also help to revive our national 
intellectual property and improve health care in an efficient and auditable manner (as noted by 
the Cutler review). To this end, it would be in the public interest to commission an in-depth 
assessment of public benefits of biobanking, with a focus on robust empirical outcomes. This 
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would allow strategic planning for expenditure (including industry partnering) based on factors 
such as workforce and research outputs. 
 
Recommendation 12: Enhance public health research. 
Cancer Council NSW welcomes the Panel’s recognition of the importance of public health 
research and the need to build capacity and establish a dedicated competitive grant program in 
this area.  Consistent with our original submission to the Review, Cancer Council NSW wishes 
to draw specific attention to longitudinal population cohort studies as a particularly valuable form 
of public health research.  It is clear that the growing and ageing population in Australia will 
result in a much greater health care burden relating to chronic diseases.  Consequently, Cancer 
Council NSW believes that a greater research emphasis must be placed on ways to better 
understand the underlying factors that contribute to the progression of chronic diseases. 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. 
However, long-term funding is a challenge for many of these large epidemiological studies. 
Funding is required not only to maintain 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 infrastructure resource. 
 
Recommendation 7: Support a range of strategic priorities 
Cancer Council NSW welcomes the Panel’s recognition of the importance of targeted 
investment in Indigenous Health research and in rural and remote research.  We also support 
the Panel’s recommendation for support for developing world research through engagement 
between NHMRC researchers and AusAID.   
 
Cancer Council NSW requests that, in addition, the Panel consider the documented disparities 
in health behaviours and outcomes between culturally and linguistically diverse (CALD) 
populations in Australia and other subgroups among Australia’s general population.  While there 
is undoubtedly a need for Australia, as a wealthy and responsible global citizen, to support 
developing world research, we note that many of the groups among whom such regional 
research would justifiably be conducted are represented within Australia, where they suffer 
worse health outcomes than the mainstream population.  We suggest that such CALD 
populations should legitimately be considered appropriate candidates for strategic research 
investment not only in their countries of origin, but also within Australia.  
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Recommendation 5: Streamline Clinical Trials processes 
Cancer Council NSW welcomes the Panel’s recognition of the complex nature of ethical reviews 
and governance approvals for clinical trials, as discussed at Section 3.6.3 (Drive a national 
approach to streamlining ethics and governance) of the Public Consultation Paper and as 
embodied in Recommendation 5, “Establish 5-10 national ethics committees to replace local 
committees”.   
 
Cancer Council NSW requests that in addition and consistent with our original submission to the 
Review, the Panel acknowledge that ethical review and governance of all types of health and 
medical research is complex and that the varying requirements of different jurisdictions and 
institutional review boards can result in significant duplication of activity in research areas other 
than clinical trials.  In other words, we request consideration of our contention that the issues 
identified in Section 3.6.3 of the Public Consultation Paper also apply to research other than 
clinical trials.   
 
Consistent with our original submission, Cancer Council NSW respectfully requests the 
establishment of an independent and auditable appeals process in parallel with the 
recommendation for facilitating a harmonised national system of ethics review. This would 
require careful consideration to ensure that the process is not used in a trivial manner, perhaps 
via a nominal fee for service. The combination of these two recommendations would result in 
significant efficiencies and considerable progress towards the outcome ethics committees are 
designed to regulate, namely, appropriately governed and ethically acceptable health and 
medical research. 
 
In addition to our original submission, Cancer Council NSW suggests that the scope of research 
consent forms include broad consent for future research purposes, and that such consent forms 
be included in standard medical record forms. This would assist the Panel’s overarching 
recommendation of embedding research within the health system. 
 
Recommendation 9: Rationalise indirect cost funding for competitive grants  
Cancer Council NSW supports the Panel’s recommendation that indirect cost funding for 
competitive grants should be rationalised across types of institutions and jurisdictions.  We 
agree that research indirect cost funding is inadequate, and that qualified institutions should 
receive at least 60% indirect cost loading for national competitive grants. 
 
However, we also request that the Panel reconsider the point made in our original submission, 
that the definition of a “qualified institution”, and the eligibility criteria a research organisation 
must meet to be considered under this category, require clarification.  Many not-for-profit 
organisations including Cancer Council NSW operate as medical research institutes but without 
recognition as such by the NHMRC, and therefore are considered ineligible for funding under 
the Independent Research Institutes Infrastructure Support Scheme (IRIISS).  Consequently, 
success in competitive funding schemes costs organisations such as ours, thus limiting 
opportunities to conduct research.    
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Consistent with our original submission, we ask the Panel to recommend that organisations like 
Cancer Council NSW be rendered eligible for indirect cost funding schemes. 
 
 


