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Figure 1. Experience based co-design method

Results: Barriers related to...

Dementia and hearing conditions Organisational priorities and systems Researchers, practices and processes

e Stigma associated with dementia and / e Mistrust of organisation / health services/ e Communicating in ways that prioritise
or hearing conditions research researchers’ budgets and time (e.g.

e Misunderstandings and lack of e Ineffective information sharing and awareness communication in English; digitally)
awareness of the conditions raising of research and health conditions e Not collecting data related to diversity

e Difficulties with long-term follow-up e Differing priorities of institutions/ funders from and inclusion
(when involving people with dementia) communities e Reliance on participants being linked

e Rigid inclusion of research means that e Poor relationships with ‘gate-keepers’ into a healthcare system (e.g. for

recruitment)

having one condition will often exclude

participation in research about the . e Lack of funding for more intensive
other e Lack of co-ordination between researchers (inclusive) recruitment methods

working with underserved groups

e Inflexible ethics and system requirements

50”’]? 0.f the blame may cast on The big thing is a mistrust toward research
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sometimes the information [about trust what you're going to be doing ...
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communities ... if it's not targeted at been ... not only neglected but

thOSQ communities, then i:Lhey are not disenfranchised by research in general.
likely to... have access to it or engage ...there is that idea that you need to protect

with it since they don't even know yourself and your community from research. 33
about it. ‘T

With dementia and older age research |
don't think you ask questions about
sexual identity ...there's this ...

stereotype or assumption that older
people are you know, sexless.... but if you
don't ask, you don't ... know the kind of
population you're involving ... and how
can you then translate that into service
development or improvement if you

don't know what the needs are? 2

Conclusions

Barriers are highly context-specific, and intersectionality is important. However, some common barriers were identified, and whilst some reflect
societal and structural problems, others could be immediately addressed by organisations and individual researchers to improve the inclusion and
participation of underserved groups in dementia and hearing research.

Further work is needed to develop targeted tools, methods and recommendations to address these issues.
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