Toward meaningful and effective consumer involvement in cancer research:
A systematic review on codesign methods and processes

Nicole Kiss!, Hannah Jongebloed?, Brenton Baguley?!, Skye Marshall?, Victoria White3, Patricia Livingston#, Kathy Bell>, Leonie Young®, Sabe Sabesan®1?, Dayna Swiatek®, Anna Boltong?!!, Joanne Britto!?, Anna Ugalde3*
Institute for Physical Activity and Nutrition; ?Institute for Health Transformation; 3School of Psychology; 4Faculty of Health, Deakin University; °Clinical Oncology Society of Australia; 1°Townsville Cancer Centre; 'Ovarian Cancer Australia; 1?Victorian Comprehensive Cancer Centre Alliance, Australia

BACKGROUND & AIM: Although the benefits of consumer involvement in research and health care initiatives are known, there is a need to optimise this for all people affected by cancer. This systematic review aimed to

synthesise and evaluate the application of codesign in the oncology literature and develop recommendations to guide the application of optimal codesign processes and reporting in oncology research, practice and policy.

METHODS

e Systematic search of four databases for studies on codesign and

RESULTS RECOMMENDATIONS

Themes from the codesign process with expert stakeholders
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oncology Overview of 74% of codesign initiatives were designed generated recommendations presented in Figure 2.
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* Four frameworks applled to describe coo esign Initiatives (Flg 1) o Co-creation when broad improvement is desired, but the problems are not established.

o - - e M 499 f I _or ion o Co-design when the problem is known but there is limited knowledge of the solution.
COdESIgn proc.ess used with expert SFake nolders to.generate Consumer Ost ( 9A)) of studies used a co P oductio o Co-production when the problem and solution are understood but optimal implementation is
recommendations based on the findings of the review engagement approach to consumer engagement required.

e Use aframework for the co-design process that suits the purpose of the initiative and the
Co-desizn consumer Co-desien process and Stakeholder participation Consumer participation anticipated power dynamics between co-design participants.
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other]. demagraphice. paymant. S ——— CodESIgn eporting was poor 1or participant detalls clinical and policy knowledge pertinent to the topic at the appropriate stage of the initiative
satisfaction wi & nrocess Explore: Learn about stakeholder SErViCES x
Cordesign Active collaboratir T e N stakeholders and level of involvement (frequency and development.
between stakeholders in e : : : : Appropriate recognition of consumer contribution to the co-design process through remuneration
designing solutionsto 2 Collaborate: Cansumers are time commitment of codesign sessions) . o
prespecified problem Co-design sessions: Modality Development: Turn the ideas represented and can make +/- authorshlp on publlcatlons.
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o oroduction:Engages Decider Chosee Imorovemente o o oroide feesback sbaut Sta keholder pa rtici patlon was Embed evaluation of participant experience of the co-design process into the overall program of
stakehulderr: in the make and how to make them products and services developed Sta kehOIder . ( P o work.
imnl:enratiun of 2 nreviuusllv Methods and phases of co- based on further fesdback from participation P redomina ntly developm ent (98 A)) and Following development, evaluate the effectiveness of the co-designed initiative against the
agreed solution to a previous esign: method (interview, eholders . :
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analysis Change: Turn improvement ideas e . i e Measure and report on the elements of the co-design process that effectively influenced uptake
e seens * Consumer Pa rticl pat|0n |€V€| Was and outcomes of the co-design initiative.

Figure 2: Recommendations for researchers, clinicians and consumer advocacy organisations for the application of

mostly ‘collaborate’ (49%)

Figure 1: Description of the frameworks applied to analyse the co-design initiatives.
codesign in oncology

CONCLUSION: There are opportunities to improve the application of codesign in oncology research. This review has
generated recommendations to guide 1) appropriate choice of methodology, 2) recruitment and engagement of codesign
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participants to reflect the target group of the initiative, and 3) evaluation of the codesign process. These recommendations
can help drive appropriate, meaningful and equitable codesign leading to better cancer research and care
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