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Breast Cancer Network Australia (BCNA) welcomes the opportunity to provide a submission 

to the National Health and Medical Research Council (NHMRC) on the proposed Framework 

for NHMRC Assessment and Funding of Clinical Trials and Cohort Studies.  

BCNA strongly supports the development of a framework to assess and fund clinical trials 

and cohort studies in Australia. For Australians diagnosed with breast cancer, it is vital that 

funding is provided for clinical trials and cohort studies that are most likely to result in clinical 

benefits for individuals affected by breast cancer and which meet their physical, emotional 

and psychosocial needs. 

In this submission, BCNA wishes to emphasise the importance of researchers engaging 

with, where possible, trained and supported consumer representatives early on and during 

the funding application process. It is our position that research applications are strengthened 

via consumer input that is timely and meaningful and that an assessment framework that 

recognises the value of consumer input will result in a higher quality of research applications. 

In summary, BCNA’s submission is focussed on two public consultation questions, for which 

we have provided a total of four recommendations for consideration. 

 

About Breast Cancer Network Australia 

Established in 1998, Breast Cancer Network Australia (BCNA) is the peak national 

consumer organisation for Australians personally affected by breast cancer. BCNA works 

to ensure that Australians affected by breast cancer receive the very best support, 

information, treatment and care appropriate to their individual needs. We support, inform, 

represent and connect people whose lives have been affected by breast cancer. 

BCNA represents more than 120,000 individual members and 300 member groups 

across Australia.  



Public Consultation Question 1 

The framework requires all applications for funding to support a clinical trial or cohort study 

to demonstrate that the proposed study is asking the right questions, and to explain why a 

new study is needed. The argument must be informed by a relevant systematic review (or a 

comprehensive and systematic search for studies). Do you have any comments on this 

requirement? 

BCNA makes three recommendations in relation to this question. 

 

BCNA Recommendation 1  

To enhance researchers’ capacity to understand the value of seeking consumer input 

and engage meaningfully with consumers when developing NHMRC funding applications 

for clinical trials and cohort studies, BCNA recommends that links be included in the 

electronic version of the proposed framework to: 

(a) NHMRC and Consumer Health Forums’ 2016 joint Statement on Consumer and 

Community Involvement in Health and Medical Research  

(b) Cancer Australia’s 2011 National Framework for Consumer Involvement in 

Cancer Control.   

 

BCNA supports the requirement in the proposed framework that applications ‘identify the 

expected end users of the results of the study and demonstrate the relevance of the 

proposed [research] question to those end users’.  

 

BCNA has a strong history of collaborating with researchers from universities and cancer 

control organisations on grant applications and research projects. While many of these 

researchers understand the value of including consumer input in order to understand the end 

user perspective, there are some researchers who may not. For the benefit of those 

researchers who may be at an early stage of their careers or not have had much experience 

with the inclusion of consumers in the research process, the proposed framework offers an 

ideal opportunity to promote best practice consumer involvement guidelines.  

 

BCNA Recommendation 2 

BCNA recommends that ‘early engagement’ is defined within the following parameters:  

(a) Researchers make contact with consumer organisations regarding an application 

to engage with a trained consumer no less than four weeks prior to submission 

of their funding application 

(b) Researchers provide consumers with at least two weeks to review and provide 

feedback on project proposals, grant applications, participant information sheets, 

consent forms and other project documents 

(c) NHMRC consider adding a field within the funding application form that asks 

researchers to indicate the date that consumer input was sought or the amount 

of time that a consumer spent on their contribution to the funding application 

process, as a measure of the depth of consumer engagement. 



BCNA also welcomes the proposed framework’s recognition of the value of ‘early 

engagement with … individuals with personal experience in the condition or intervention that 

is the subject of the proposed study including consumers and carers’.  

While the proposed framework notes that early engagement with end users is ideal, BCNA 

recommends that the proposed framework include a definition of what is meant by early 

engagement so that researchers take into account the time needed to have meaningful 

engagement with consumers prior to submitting a funding application to NHMRC.  

BCNA receives many requests from researchers seeking the input of BCNA Consumer 

Representatives on funding applications they are developing. The majority of researchers 

contact BCNA and our Consumer Representatives in a timely way and engage in meaningful 

collaborations which strengthen their funding applications.  

However, it has been BCNA’s experience that heavy workloads, tight timeframes and some 

uncertainty about what meaningful consumer engagement involves has resulted in a number 

of researchers seeking the involvement of BCNA Consumer Representatives at a very late 

stage – sometimes within a week, or even days, of a funding application being due. This can 

create a difficult situation, given that BCNA and the Consumer Representatives in our 

program are committed to supporting high quality breast cancer research.  

In the past, a number of BCNA Consumer Representatives have been given just one or two 

days to review and provide feedback on grant applications because of a late request from a 

researcher. This can cause stress for our Consumer Representatives, all of whom are 

volunteers and not paid to undertake this work, as they have to absorb large amounts of 

information very quickly, as well as consider and provide feedback on the potential 

implications for Australians affected by breast cancer in a very short time. There have been 

situations where our Consumer Representatives have worried their input has been largely 

tokenistic given that proposals have often appeared finalised at that late stage. They have 

also felt frustration that they could have provided better quality input if they had been 

provided with more time.  

While this does not apply to the majority of researchers, it does happen with sufficient 

frequency that BCNA recommends further thought be given by NHMRC around the 

development of an accountability mechanism to ensure researchers’ engagement of 

consumers is timely and meaningful. One option may be to include a field in the funding 

application form that asks applicants to document the date that they began engagement with 

a consumer for the funding application or the length of time provided to a consumer to 

provide input. While we do not want to increase the barriers to funding opportunities for 

researchers, the development of a measure that would increase accountability and help to 

reduce the risk that consumer engagement is merely tokenistic would strengthen the funding 

assessment process. 

 

  



BCNA Recommendation 3 

BCNA recommends that the following statement be inserted into the proposed 

framework: ‘Where possible, researchers should engage consumers who have been 

trained and are supported by community organisations to represent the diverse needs, 

interests and perspectives of people affected by a particular health condition’. 

Research has shown that meaningfully involving consumers in health research, program 

development and policy making contributes to improved outcomes and helps ensure 

decisions will be relevant and appropriate for those most closely impacted by the research, 

policies or services.1 Consumers may be approached on an ad-hoc basic via informal 

networks to provide input into project and funding applications. Alternatively they may have 

been sourced via a consumer representative program run by a government agency, not-for-

profit or consumer health organisation. These programs often provide guidelines regarding 

best practice consumer involvement, training on how to be an effective consumer 

representative and support for the consumer representative when placed on a particular 

research project or funding application. 

Since 2001, BCNA has run the internationally recognised consumer representative program, 

Seat at the Table (SATT). Through SATT, BCNA recruits, trains, appoints and supports 

women who have had a diagnosis of breast cancer to become BCNA Consumer 

Representatives. Women in the program participate in BCNA’s three day Consumer 

Representative Training, which includes sessions on the latest in breast cancer science and 

research, clinical genetics, psychosocial and survivorship issues, clinical trials and other 

research methodologies. BCNA’s Consumer Representatives’ unique expertise lies in their 

ability to represent the diverse needs, interests and perspectives of Australians affected by 

breast cancer. BCNA provides Consumer Representatives with ongoing support. 

BCNA Consumer Representatives meaningfully contribute to breast cancer research in 

Australia in many ways, including advising on project methodologies and results, reviewing 

grant applications, assisting with clinical trial ethics and consent documents, helping with 

clinical trial recruitment and raising awareness of breast cancer research among those 

diagnosed with breast cancer and the Australian public. BCNA receives feedback from 

researchers who have engaged with our SATT consumer representatives about the value of 

their involvement.  

Isabelle's input was invaluable and I think my conversations with her over the last two 

years helped me identify issues important to the cancer community.  The grant review 

panel report stated that they were very happy with the involvement of a trained, 

networked consumer and found the proposal accessible and well-written, which is 

definitely a reflection of her involvement. – Dr Liz Caldon, Garvan Institute of Medical 

Research, 2016 

                                                           
1 Cancer Australia and Cancer Voices Australia (2011). National Framework for Consumer Involvement in 
Cancer Control. Cancer Australia, Canberra, ACT; Consumers Health Forum of Australia (2010). An analysis of 
the contribution of health consumer representatives to medical decisions and outcomes, pp. 1-21; INVOLVE, 
Briefing note three: Why involve members of the public in research? 
http://www.invo.org.uk/posttyperesource/why-should-members-of-the-public-be-involved-in-research/; Saunders, 
C. (2007). ‘Operationalising a model framework for consumer and community participation in health and medical 
research,’ Australia and New Zealand Health Policy, 4(13), DOI: 10.1186/1743-8462-4-13.   

http://www.invo.org.uk/posttyperesource/why-should-members-of-the-public-be-involved-in-research/


 

Public Consultation Question 2 

The framework requires all applications for funding to support a clinical trial or cohort study 

to demonstrate that the design of the study is appropriate and to adequately address all 

items in the SPIRIT Statement. Do you have any comments on this requirement? 

BCNA Recommendation 4 

In relation to the proposed framework’s requirement that applications ‘provide an 

argument to demonstrate that achieving the sample size is feasible’, BCNA recommends 

that a sentence be added highlighting the valuable and unique role consumers can play 

in refining and strengthening the recruitment methods proposed in the funding 

application. 

A large consideration in making an assessment of whether a project should be funded is 

whether the design of the study, and more specifically the methods employed, will result in 

the researchers obtaining the information they need that will definitively answer the research 

question proposed. In particular, failing to achieve the required sample size that would have 

provided the sufficient analytical power is a key risk to success, for both the researchers and 

the funders involved. 

Due to their lived experience of a health condition, as well as their ability to think about the 

needs of others affected by that health condition, consumers are uniquely placed to review 

and provide feedback about proposed recruitment strategies, the nature of the intervention 

being tested, and consent forms and Participation Information Sheets. Consumers are well 

placed to point out aspects of a study which may be of concern to potential participants. If 

individuals are concerned about aspects of a clinical trial or cohort study, they are unlikely to 

participate. However, if these issues and concerns can be addressed by researchers in the 

planning stage, there is a greater certainty that studies will achieve the sample size required. 

Yvonne provided some valuable advice and pinpointed specific areas for improvement. 

She also suggested sites where recruitment for phase two could happen. Yvonne’s input 

was essential to improve the quality of the content of telephone interviews, questionnaires 

and other study materials. (Researcher) 

 

Conclusion  

BCNA’s recommendations about changes to the proposed framework are aimed at ensuring 

researchers meaningfully engage consumers when developing funding applications to 

NHMRC as well as throughout the research process. 

As discussed above, adding a number of specific requirements to the proposed framework 

around researchers’ engagement with consumers will help ensure that consumer 

representatives are able to provide high quality input and share their unique expertise with 

researchers who are designing clinical trials and cohort studies and developing NHMRC 

grant applications.  



We look forward to seeing the final version of the framework. 

For further information, please contact Dr Jenny Anderson on (03) 9805 2515 or 

janderson@bcna.org.au.  

 

 

Christine Nolan  Kathy Wells  
Chief Executive Officer Head of Policy, Research and Advocacy 

mailto:janderson@bcna.org.au

