Co-designing novel medication management tools for people impacted by dementia during hospitalisation
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Introduction. People impacted by dementia (people with dementia and carers) commonly experience medication-related issues in hospital and at discharge with limited support and information. User-centred, collaboratively designed tools for people impacted by dementia are needed in order to improve health literacy in medication management. 
Aims. To co-design medication management guidance tools for people impacted by dementia during hospitalisation and at discharge.
Methods. This multi-methods study was an integration of four sequential explanatory phases using experience-based co-design to create two tools, one for people with dementia and one for carers of people with dementia: 1) literature review, qualitative study, and carer survey; 2) input from expert advisory panels involving people impacted by dementia; 3) five focus groups (seven carers, six people with dementia, and three healthcare professionals) to gather feedback on the tools; and 4) quantitative analysis of readability and suitability. The tools were refined based on feedback at every stage, a graphic designer modified the design, and final hard copies produced as 12-page A5-size booklets.
Results. The first phase generated content topics of: shared decision-making; medications that may affect cognition; question prompts; and the hospital processes and a person’s role. The advisory panels suggested introducing informed consent and a discharge checklist. Analysis of the focus groups indicated that people with dementia liked the visual appeal of the tools, but simpler and more active language was required. Carers also proposed similar language changes and wanted clearer information on how to discuss goals of care and asking for a second opinion. The tools were deemed to be suitable, and participants indicated the tools should be provided on admission for use throughout hospitalisation.
Discussion. This co-design study involving people impacted by dementia successfully generated novel user-centred tools to improve medication management health literacy. This approach can serve as a framework to co-design other clinical tools and educational materials for vulnerable patient groups across healthcare settings.
