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Introduction 
The active involvement of consumers and community members in health and medical research benefits the quality and direction of research. Consumer and community 
involvement is about research being carried out with or by consumers and rather than to, about or for them.2 

For people living with SCI, consumer involvement on SCoRH will enable their meaningful engagement with researchers and the research process, advancing the ethos that 
those affected by the research process have a right to be part of the process, and facilitating a program of consumer-guided research. 

Methods 
Consumer advisors, comprising representation from Australia and internationally, contribute by providing input and feedback on program priorities and awareness materials 
relating to consumer participation in spinal cord research. 

Results 
Consumer-guided programs where people living with SCI advise and direct on: 

• Connecting consumers to researchers and researchers to consumers 
• Informing and educating consumers about spinal cord research 
• Engaging consumers in all parts of the research process 
• Facilitating participation in clinical research trials 

Conclusions 
Consumer-led programs that meet the requirements of consumer stakeholders, and facilitate effective research collaboration between those living with SCI and spinal cord 
researchers, ultimately advance the quality, direction and outcomes of spinal cord research.   

The Spinal Research Institute‘s Consumer 
Engagement Program is supported by  

Local and global momentum is building to engage effectively with consumers in the research process. 

Involving a network of people with lived experience of spinal cord injury (SCI) provides increased 

relevance of SCI research and outcomes to consumers.1 

There is currently no single platform to enable collaboration between spinal cord researchers and 

consumers on a global scale. Consumer-focused programs to complement the Spinal Cord Research 

Hub (SCoRH) online platform, will enrich and expand its offering beyond the current researcher  

specific functions. 

A Consumer Advisory Network, comprising international representation, will be involved in 

developing consumer programs, design specifications, testing and evaluation of a consumer focus on 

SCoRH. Program priorities will be co-determined by the Spinal Research Institute and the Consumer 

Advisory Network.  

References  
1Rick Hansen Institute, Canada. Praxis Action Plan. September 2017 
2National Health and Medical Research Council, Australia. Statement on Consumer and Community Involvement in Health and Medical Research. September 2016 


