WELCOME TO THE SPINAL RESEARCH INSTITUTE'S

CONSUMER ENGAGEMENT UPDRTE

Dear preferredname,

In my role as Community and Consumer Engagement Manager, | am often approached by
people living with spinal cord injury and their family members with questions about research
and information they have found online. Topics such as new treatments, emerging studies,
and research claims are raised regularly. While access to information is widespread, it is not

always clear which sources are accurate or reliable.

Research information plays an important role in many people’s lives, and in many cases it
can provide hope. Learning about research, future possibilities, or areas of progress can help
people imagine change or improvement over time. However, when information is not
grounded in evidence, that hope can be shaped by claims that are unrealistic or misleading.

This is why the quality of the information matters as much as its availability.

Part of my role involves supporting people to navigate this landscape and recognise what
makes research credible. Good research is ethical, meaning it is designed and conducted
with care for the people involved and the communities it aims to benefit. It follows clear
processes, is transparent about its methods, and is reviewed by others with expertise in the
field. Peer review helps ensure that findings are tested, questioned, and placed within a

broader scientific context.

Reliable research is also part of an ongoing process rather than a single result. It builds over
time, is open to challenge, and evolves as new evidence emerges. For people living with
spinal cord injury and those who support them, being able to identify good research matters.
It helps inform decisions, shape expectations, and guide conversations about health,
participation, and quality of life in a world where information is abundant but not always

dependable.

In March, | collaborated with Dr Johnny Bourke (John Walsh Centre for Rehabilitation
Research) and Associate Professor Heather Gainforth (University of British Columbia) to
deliver a webinar for the International Spinal Cord Society. The webinar focused on
demystifying consumer engagement and looked at the co-design aspects of spinal research.

You can waich it here.


https://youtu.be/NFg7aREY8-g?si=IFIJ83uBz2_MD_P-

WEBINAR e G
DEMYSTIFYING CONSUMER ENGAGEMENT IN SCI
RESEARCH

MONDAY 23 MARCH 8 PM -9 PM GMT

In this specici podcqst, Dr Johnny Bourke, Antonio Vecchio, and Associate Professor
Heather Gainforth explore co-design in spinal cord injury research; highlighting key

issues like power-sharing, access, and best practices, while offering practical insights
and future directions for more inc|u5ive, impactf’u\ research. )

Below you will find a link to Spinal Cord Injury Research Evidence (SCIRE) Community. It is a

free resource providing information about SCI research that is written in everyday language.

Kind regards
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Antonio Vecchio
Community and Consumer Engagement Manager

Spinal Research Institute

Join the journey

We need more people with lived experience of spinal cord injury to get involved in
research. If you are interested in participating in research, or sharing your knowledge
and experience to help develop research, please get in touch with Antonio

at antonio.vecchio@thesri.org.

Know someone who might like to read our consumer update? Forward it!
Reading this because someone forwarded it to you? Subscribe below!

Studies and trials currently seeking participants


https://www.youtube.com/watch?v=NFg7aREY8-g
mailto:antonio.vecchio@thesri.org
https://signup-aus.keela.co/embed/86cRwf7gDmrvMS2rx

Train The Trainers Spinal Cord Injury: A consumer evaluation of an online educational

program to promote physical activity in the community
Recruiting participants with SCI who can attend a workshop in person in or near

Western Sydney

Researchers at Western Sydney University are conducting a research study to evaluate the
"Train the trainer- Spinal Cord Injury” (T3-SCI) online educational program. The course aims
to upskill exercise professionals to work with people with a Spinal Cord Injury in community
gyms. Researchers are seeking people over 18 years with a Spinal Cord Injury to attend a
workshop to help them to improve the T3-SCI program. The workshop will take place at a

Western Sydney University Campus, or at a public location convenient to you.

Interested? Contact Rhianne Kerr by email at 22217499 @student.westernsydney.edu.au.

Looking for research-backed information?

SC:RE

SPINAL CORD INJURY RESEARCH EVIDENCE

Professional

WA

The Spinal Cord Injury Research Evidence (SCIRE) Project is an international
collaboration of scientists, health professionals and the community. SCIRE
provides systematic reviews of spinal cord injury (SCI) research, enabling

researchers and health professionals to guide their practice based on current best
evidence. Visit SCIRE Professional.
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SC:RE

SPINAL CORD INJURY RESEARCH EVIDENCE

Community

Spinal Cord Injury Research Evidence (SCIRE) Community provides free
information about spinal cord injury research that is written in everyday language.
Visit SCIRE Community.

Interested in clinical trials?


mailto:22217499@student.westernsydney.edu.au
https://scireproject.com/
https://community.scireproject.com/

Check your eligibility for current trials

7 Clinical Trials
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Australian Clinical Trials is an Australian Government initiative to provide
information and resources to consumers, health care providers, researchers and
industry about clinical trials. Visit Australian Clinical Trials.

Spinal Cord Injury

TRIALS

SCI Trials provides the community with a way of finding out about spinal cord
injury clinical trials that are relevant to them in the fastest way possible. Visit SCI
Trials.

F SCI TRIALS
) FINDER

The SCI Trials Finder matches people with spinal cord injuries and clinical trials. It
helps people to easily locate, understand and participate in clinical trials that fit
their situation. Visit SCI Trials Finder.

The Spinal Research Institute is a not-for-profit organisation
building research collaboration and consumer engagement
to improve the lives of people with spinal cord injury.

We welcome donations to support our work throughout the year.

We are registered with the Australian Charity and Not-for-profits Commission


https://www.australianclinicaltrials.gov.au/
https://scitrials.org/
https://scitrialsfinder.net/
https://www.thesri.org/donate

R/ ®
0 Qu/c hﬂ(\iﬂ‘

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

The Marian & THE WILLIAM ANGLISS ..
E.H. Flack Trust CHARITABLE FUND Charitable

Foundatio



https://www.linkedin.com/company/the-spinal-research-institute/
https://www.youtube.com/channel/UCpli5pLsh4-vpiHDLfDPvAA
https://www.instagram.com/spinalresearchinstitute/

