
“consumer engagement in spinal cord injury”;
“consumer engagement in research”;
“community engagement in research”;
“community engagement in spinal cord injury”.

Is it relevant to SCI consumer engagement?
Is it an adaptable resource?
Does it need to be adapted for SCI consumer
engagement?

An extensive internet search was conducted using
keywords/phrases:

Scoping review frameworks for standard literature
reviews were not used due to the primary focus of the
review being guidance resources of various types, such
as tools, fact sheets and videos, rather than
publications.

Publication searches on Google Scholar and PubMed
were restricted to data from 2016 onwards and using
the keywords/phrases: “consumer engagement in
research”; “consumer engagement in spinal cord injury
research”.

Resources were then reviewed by the Spinal Research
Institute (SRI) team and by consumer representatives
that are SRI Board Directors. 
They were reviewed for the following:

Consumer engagement in spinal cord research is
growing in recognition amongst the research
community; however, there is limited access to training
and information to build consumer confidence and
experience to contribute to the research process.
Spinal cord injury (SCI) researchers themselves face a
paucity of frameworks to guide consumer engagement
in their research. 

Despite broadly focused consumer and community
engagement tools being in circulation for many years,
they are little known by consumers and researchers.

Forty-four (44) English language resources from
2011 onwards were found and reviewed for their
relevance to consumer engagement in research. Only
four were publications, which supported the departure
from standard scoping review methods.

Nineteen (19) resources were assessed as being
relevant to SCI consumer engagement despite not all
being directly targeted to the SCI area, and further
adaptation was not necessary.

A large volume of guidance tools, fact/support sheets
and training videos focused broadly on consumer
engagement in healthcare and medical research exists,
and has general relevance to the SCI research
community. Many tools are comprehensive and too
complex for everyday usage, highlighting the need for
concise consumer guidelines for all stakeholders in the
SCI clinical research field.  

The SRI is building a Consumer Engagement Program
that will provide a central reference point to pertinent
resources for SCI researchers and consumers to
engage throughout the research process to co-create
and co-design research. 

The nineteen resources identified with relevance to
SCI consumer engagement have been shared on the
SRI’s website on the consumer engagement page:
thesri.org/consumer-engagement.

Organisations such as Burwood Academy of
Independent Living (New Zealand), Praxis Spinal Cord
Institute (Canada) and the North American Spinal Cord
Injury Consortium are leading the way in establishing
consumer engagement practices. The SRI is
collaborating with these organisations as we develop
our Consumer Engagement Program and we
acknowledge their collaboration to date.

To find out more about the SRI Consumer Engagement
Program or if you are able to contribute your
perspectives and expertise, please contact us.

Get involved, email emma.peleg@thesri.org

One single source for relevant tools and resources for
SCI researchers and consumers does not exist.

The SRI's Consumer Engagement Program is being 
developed with the support of the IOOF Foundation.


