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Examples of national and state activity supporting consumer 
and community engagement in health and medical research 
 

 

 
 

Australian Health Research Alliance 

Strengthening Consumer and Community Involvement in Health and Medical Research. 

AHRA Consumer and Community Involvement Sub-Committee 
In late 2017, a national steering committee was established, with representation from all AHRA 

member Centres to develop a coordinated approach to strengthening consumer and 

community involvement in health and medical research.  As a first step, the committee 

oversaw three related activities: 

• an environmental scan of relevant literature about consumer and community 

involvement in health and medical research  

• an Australia-wide survey to capture the extent and nature of consumer and community 

involvement across its membership 

• a national workshop to review the findings from the environmental scan and survey 

and develop recommendations for AHRA for the next 12-24 months. 

 

Key findings from published literature  
Over 200 publications and reports relevant to consumer and community involvement in health 

and medical research were identified, and 85 reviewed in detail.  The following key themes 

were identified: 

• Consumer and community involvement is complex and differs across the research 

spectrum. 

• There is inconsistency between robust policy that supports consumer and community 

involvement and the actual reporting of it. 

• There has been considerable focus on development of tools and resources to support 

consumer and community involvement. 

• There are different perspectives regarding whether involvement should be mandated 

or encouraged. 
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• Effective consumer and community involvement requires resourcing and enabling 

policies. 

• There is a clear need to evaluate and measure the value and impact of consumer and 

community involvement.  

• There are opportunities for enhanced collaborations across jurisdictions, institutes and 

countries to share knowledge and learning. 

• Currently, the locus of control for involvement remains largely with researchers. 

 

Key findings from leading agencies promoting involvement  
Four agencies at the forefront of the development and promotion of consumer and community 

involvement-related resources were examined: 

• INVOLVE, National Institute of Health Research, UK  

• Strategy for Patient Oriented Research (SPOR), Canadian Institute of Health Research, 

Canada 

• Patient Centred Outcomes Research Institute (PCORI), National Institutes of Health, 

USA 

• Consumer and Community Health Research Network (Australia) 

A wide array of tools and resources are available from these agencies for Researchers and 

Consumers including policies, guidelines, principles, frameworks, training, templates, budgeting 

tools, etc.  The extent to which these resources have been rigorously evaluated is less clear, but 

they have been used and adapted by many others seeking to support consumer and 

community involvement in health and medical research. 

 
Key findings from the national survey 
Responses from 868 people across Australia including 490 Researchers, 145 Health 

Professionals and 233 Consumer and Community Members indicated that: 

• The vast majority of survey respondents (over 97%) reported that consumer and 

community involvement in health and medical research has value 

• Consumer and community involvement can improve the relevance of research but there 

may be issues of low research literacy among consumers, the presence of personal 

views and biases, and insufficient time and resources to engage Consumers and 

Community Members effectively 

• Consumer and Community Members contribute to research in many ways, including 

members of advisory committees, linking consumers with researchers, contributing to 

the design of research and associated tools and resources, and playing a role in 

research grant and report writing 

• The factor most commonly identified as influencing consumer and community 

involvement was having clear and simple pathways for connecting people together 

• A wide range of tools and resources exist to support consumer and community 

involvement, however there are opportunities to increase awareness and use 

• Reports and tools for measuring and evaluating consumer and community involvement 

exist but have not been widely used. 
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Key outcomes from the national workshop 
The one-day workshop was attended by 39 people including AHRA members and consumer 
advocacy groups.  The following key messages emerged during the workshop discussions: 

• Clear support for consumer and community involvement across the research cycle 

including determining research questions, research design and conduct, analysis and 

interpretation of results, and dissemination and implementation of findings. 

• Numerous models, frameworks, tools and resources exist within Australia and 

internationally to support consumer and community involvement in research; 

facilitating access and evidence of efficacy are needed. 

• The community-driven approach that underpins Indigenous health research and existing 

policies for consumer involvement in cancer research provide exemplars of how 

consumer and community involvement in other health and medical research might be 

achieved.  

• Financial support to enable involvement needs to be secured, potentially through grant 

funding and/or "consumer involvement banks" created at organisational levels. 

• AHRA is in a strong position to advocate for consumer and community involvement 

particularly in translational research, and to support coordinated progress across its 

member centres.  This could include guiding principles, policy and/or standards to guide 

consistent practice across Australia.  

• There is a need to more effectively measure and evaluate the impact that consumer and 

community involvement has across the research cycle. 

 

 

 

National Health Medical Research Council 
 

The Australian community understands the importance of NHMRC’s functions, leading to 
significant level of interest from individuals and groups within the Australian community. 
NHMRC understands the importance of engaging with consumers and the community for the 
successful performance of functions. The following are some examples of NHMRC’s 
engagement with consumers and the community: 
 
Public consultation 
Public consultation is an important mechanism by which NHMRC engages with the Australian 
community. The NHMRC has a policy of public consultation in relation to individual and public 
health matters being considered by it from time to time. It adopts a policy of public 
consultation in relation to individual and public health matters it considers: all Guidelines 
developed by NHMRC undergo a period of public consultation prior to consideration by 
Council. Specific requirements for consumer and community engagement apply during the 
development of the clinical practice guidelines.  
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Consumer and Community representation on NHMRC Committees 
Consumer and Community representatives are amongst the members of Council and 
NHMRC Committees. Further information on the functions and membership of the 
committees can be obtained from the NHMRC website. 
 
NHMRC’s Community and Consumer Advisory Group 
In 2013 NHMRC established a Community and Consumer Advisory Group (CCAG) to provide 
timely, high level, strategic advice to the NHMRC, including its Council and Principal 
Committees, on health matters and on health and medical research matters from a consumer 
and community perspective. Further information on CCAG can be obtained from the NHMRC 
website under Community and Consumer Advisory Group. 
 
Consumer and Community Involvement in Health and Medical Research 
In 2016, NHMRC and The Consumers’ Health Forum of Australia Ltd (CHF) released the 
updated Statement on Consumer and Community Involvement in Health and Medical 
Research. The Statement is intended as a guide to consumer and community involvement at 
all levels and across all types of health and medical research. The Statement was developed in 
recognition of the contribution that consumers can make to research, as well as their right to 
participate in research. The Statement can be found on the NHMRC website. 
NHMRC and CHF released the earlier Statement on Consumer and Community Participation in 
Health and Medical Research in 2002. The Statement was accompanied by a model framework 
for community and consumer participation in health and medical research and a resource pack 
in 2004, which remain available on the NHMRC website. 
 
The Australian Clinical Trials Website 
This website recognises the important role that clinical trials play in Australia, both in improving 
the health of all Australians and in the Australian economy. The website aims to provide reliable 
and up-to-date information and advice about clinical trials in Australia for the public, 
researchers and industry. For the public, the website provides easy to understand information 
about clinical trials in Australia and how to become involved in a clinical trial. For industry, it 
provides information on the advantages of conducting clinical trials in Australia. For 
researchers, it provides an overview of the legislative and regulatory environment and useful 
links. 
 
Community values and ethics 
NHMRC promotes community values being considered during the planning and conduct of 
medical research through a variety of mechanisms including the Australian Code for the 
Responsible Conduct of Research, the National Statement on Ethical Conduct in Human 
Research, 2007 and the Australian code for the care and use of animals for scientific purposes. 
 

 

  

https://nhmrc.gov.au/node/2156
https://nhmrc.gov.au/node/2691
https://nhmrc.gov.au/node/2691
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Consumer Health Forum of Australia 
 

Influencing research, ethical practice and delivery of care, the CHF and the National Health and 

Medical Research Council (NHMRC) have a Joint Statement on Consumer and Community 

Involvement in Health and Medical Research, updated in 2016, to promote and support 

consumer and community involvement across all types and levels of health and medical 

research.  

 

Most recently, consumer-driven research was recommended as a priority for the Medical 

Research Future Fund (MRFF).  

 

Consumers have worked with the medicines and medical devices industries to shape and play 

a role in the implementation of various self-regulatory codes of practice including the 

Medicines Australia (MA) and Medical Technology Association of Australia’s (MTAA) Codes of 

Conduct.  

 

CHF partnered with Medicines Australia to develop the ‘Working Together Guide’ to provide 

guidance for collaborative relationships between health consumer organisations and research-

based pharmaceutical companies. 

 

The consumer perspective has helped shape the recent Australian Consensus Framework for 

Ethical Collaboration in the Healthcare Sector, a sector-led, government supported initiative. 

CHF recognises the ‘A Consumer and Community Engagement Framework for the South 

Australian Health and Medical Research Institute’ June 2014 and the associated 

implementation. 

 

The Consumers Health Forum of Australia Shifting Gears: Consumers Transforming Health: 

White Paper  

‘Consumers can add rich insights to research priority setting and assist to frame research 

questions as well as contribute to the design and methodology. Consumers should be 

consulted early and often in research from the concept phase of research design, throughout 

the process. The involvement of consumers and the community in the translation, sense-

making and dissemination of research findings is especially potent particularly when the 

findings are such that a change in public awareness or behaviour is promoted by the results. 

This also helps drive better policy, health literacy and evidence-based service development’. 

  

https://chf.org.au/
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South Australian Health and Medical Research Institute and Health 

Consumers Alliance SA 
 

A Consumer and Community Engagement Framework for SAHMRI 

The framework was developed in partnership between SAHMRI, HCA and health consumers. 

A key finding from the literature review is there are two levels of activities to be looked at when 

considering the effectiveness of strategies for consumer and community engagement in 

research:  

• the first level encompasses the conditions within research organisations that foster and 

support consumer and community engagement  

• the second level encompasses the strategies and actions used in a research program to 

enable consumer and community participation.  

The Framework describes the essential elements of consumer and community engagement 

and the implementation is guided by principles supporting engagement in health and medical 

research.  
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