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BACKGROUND

Clinical trials provide essential evidence for effective and
sometimes lifesaving therapies that improve healthcare.
Generalisability of results from clinical trials is often qualified
by the lack of diversity among trial participants. Achieving
greater inclusivity in trials and other health research requires
greater engagement with the people served by health services
and research.

OBJECTIVES

To engage with consumers to Identify strategies and
approaches that help raise clinical trial awareness and
participation including under-represented communities such as
Culturally and Linguistically Diverse (CALD) and First Nations
peoples, and people with disabilities.
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CONCLUSION

Engagement with diverse consumers has led to the
development of resources about clinical trials that are
accessible and appropriate for diverse communities. Genuine
partnerships with consumers lead to real Impact —

nothing about us without us.

METHOD

Following an open call for expressions of interest, 15 people were invited to join a consumer group. Members represented
communities from metropolitan, regional, and rural NSW, and included people with CALD and Indigenous backgrounds, and
different health conditions. Within the first 3 meetings, the group (supported by a project team) established: terms of reference;
communication and reimbursement plans; election of co-chairs; and agreement on the name: Consumer Voices in Clinical Trials
In NSW (ConVICTioN). Consumer members completed fact-finding exercises about clinical trials to identify gaps in consumer
knowledge and proposed resources that could be developed given associated budget and time constraints.

RESULTS

Conversations with ConVICTIoN members’ diverse networks found general understanding of clinical trials ranged from low to
moderate. Online searches identified websites that explained clinical trial processes but finding trials to participate in was time-
consuming and difficult. EXisting registers were challenging to navigate, used language aimed at researchers, and did not
account for cultural differences. ConVICTION agreed to develop three resources for consumers by consumers:. a video, an
iInfographic poster, and a checklist for those interested Iin clinical trials. These were developed to be inclusive and improve health
literacy: the video incorporated CALD, First Nations, and other community members In a yarning circle to discuss trials; the
iInfographic and checklist allowed for those with visual impairments and used simple, easily translatable language.
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What's in it for you?

: _ Whilst on the trial | had regular free access to 5
7 {3 additional heaith professionals and examinations meaning ‘
- ' I was getting a higher level of care than before or after.
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* More attention,
being seen and heard

Without clinical trials, Christmas 2013 would have been my last. |
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terms of education, it really helps with your own heaith status.

* Early, free access to 2 VY
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¢ Leamning more about
my health

e Giving back
¢ Hope

Even in our darkest hour the indusion of my husband's experence
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“ We can't all be medical doctors but it is interesting to be
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Ask your doctor about clinical trials, and learn more at A collaborative, consumer-led project supported by:

clinicaltrials-consumervoices.com.au B
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http://clinicaltrials-consumervoices.com.au/

