
 
 

 
Our principles for involving consumers and 
communities in health and medical research 

 

About us 
The Tasmanian Collaboration for Health Improvement (the Collaboration) is a 

Research Translation Centre. Our mission is to inspire connections between 

consumers, clinicians, and researchers for effective research impact. 

We support consumers, communities, health clinicians and researchers to start the 

research pathway together, setting research priorities based on what people and 

communities say are their biggest health challenges. 

What is consumer and community involvement? 
The National Health and Medical Council (NHMRC) Guidelines have outlined 

consumer and community involvement as: 

“A useful way to think of consumer involvement is decision 

making with or by consumers, rather than ‘to’, ‘about’ or ‘for’ them.” [1] 

In translational research consumer and community involvement is about recognising 

that everybody is a researcher. This includes people with lived experience of health 

conditions (health consumers, their carers, and families) and individuals and 

representatives from the community. 

Why include people and communities in research? 
Evidence shows that involving people and communities in research design leads to 

better health and healthcare. They are best placed to give advice about their needs 

and have a right to offer input into the research that will affect them. 

The Australian Health Research Alliance narrative review The Value of Consumer and 

Community Involvement [2] demonstrates “the business case” for consumer and 

consumer involvement. It found that there are a range of benefits from consumer and 

community involvement and that the benefits flow to research institutions, 

researchers, individuals, and the community.  

Guiding principles 
For consumer and community involvement to be successful it requires genuine and 

respectful partnerships between all members of the research team. 



 
 
In 2023, the Collaboration brought together a Consumer Working Group to consider 

the most important values when consumers, researchers, and health professionals 

partner together in research. This diverse Consumer Working Group included health 

consumers, community members, researchers, and professional staff from across 

Tasmania. 

The Consumer Working Group co-designed a set of six Principles and supporting 

practices to inform our organisational culture and ways of working in the Tasmanian 

research context.  

Plus, the Principles can be used by everyone involved in health research looking for 

ways in which to embed a best practice approach to the involvement of consumers 

and communities. 

 

 

 

 



 
 
 

Principles and practices 
The Guiding Principles set out our values and associated practices regarding our work 

with consumers and communities. 

1. Genuine involvement 
Consumers and community members work together with health researchers. 

We will do this by: 

1.1 Supporting a culture which empowers consumers and communities. 

1.2 Involving consumers and communities early to set research priorities. 

 

2. Equity and partnership 
Consumers, their families, carers, and the community have a fundamental right to 

participate in and benefit from health research. 

We will do this by: 

2.1 Making consumers aware of the opportunities to be involved in research. 

2.2 Recognising that personal, organisational, and other biases exist and 

addressing bias in the research context. 

2.3 Sharing power where possible. 

2.4 Inviting consumers to be involved in research, selection, design, development, 

and sharing. 

3. Respect and acknowledgement 
True partnerships in health research respects and values everyone's views and 

experiences. 

We will do this by: 

3.1 Recognising the diversity and value of consumers’ experience. 

3.2 Taking an approach informed by consumer and community perspectives. 

3.3 Offering recognition and reimbursement for consumer involvement. 

3.4 Appropriately acknowledging the contribution of consumers in research, 

for example in publications, presentations, or public information. 

  



 
 

 

4. Trust 
Shared trust is the basis for effective partnerships between health consumers, 

communities, researchers, and health professionals. 

We will do this by: 

4.1 Providing time for genuine involvement, to support the development of trusting 

relationships across the research team. 

4.2 Ensuring privacy and confidentiality are respected. 

 

5. Clear communication 
Working together in health research requires clear and open communication. 

We will do this by: 

5.1 Outlining roles, the level of involvement, and responsibilities clearly and from 

the outset. 

5.2 Supporting equal opportunities to contribute. 

5.3 Communicating using plain language. 

5.4 Listening to all perspectives. 

5.5 Including ongoing opportunities for review, feedback, and reporting on 

outcomes 

 

6. Diversity and safety 
Healthy research partnerships recognise diversity, are flexible and keep all involved 

safe. 

We will do this by: 

6.1 Supporting involvement processes which acknowledge diversity. 

6.2 Being flexible and open to consumers making decisions about how they wish 

to be involved in research. 

6.3 Providing training for all members that is relevant to the research. 

6.4 Supplying resources for all involved to support working together. 

6.5 Upholding research principles, ethics, and governance processes. 
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