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Introduction 
• Participation of people with dementia is not self-evident  (Dupuis et al 2011; von Kutzleben et al 2012) 

 

• People with dementia can express their needs and preferences, even in advanced 

stages of dementia (von Kutzleben et al 2012; Whitlatch, 2009) 

 

• Shared decision-making involves people in decision-making (Elwyn et al. 1999; 2010) 

 

• Decision-making in dementia is complex (Livingston et al.  2010; Smebye et a. 2012; Wolfs et al. 2012) 

 multiple participants 

 different capacities and interests 

 many decisions  

 

• Development of  the DecideGuide to support involvement of people with dementia  
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What is the DecideGuide? 
An interactive web tool (prototype) that case managers can use in facilitating shared 

decision making in care networks of people with dementia (www.debeslisgids.nl). 

 
Chat  Deciding together Individual opinion  
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Eight dementia related topics 
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Chat  
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Deciding together 
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Individual opinion 
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Individual opinion: questionnaire  
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Aim and RQ 
Aim:  

Describing participation of people with dementia in 

the development of the DecideGuide  

 

 

RQ: 

How did people with dementia participate in the 

development of the DecideGuide (phase and role)? 

 

What was the impact of their participation (on tool 

and on themselves)? 
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Methods 

Iterative participatory design 

 

• Semi-structured interviews (n=23) 

• 4 focus group interviews (n=18) 

• Individual usability tests (n=3)  

• Pilot study including 4 persons with dementia 

and their care network (total n=19) 

 

Content analysis and framework analysis:  
• CeHRes roadmap for phases (van Gemert et al 2011),  

• Abma’s participation ladder for roles (Abma et al  2014). 
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Results: involvement 
 
Phases 

 

 

 

 

 

 

 

Contextual inquiry 
User 

requirements 
Design Field study 

Informant Advisor Study object 

Roles 
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Results: impact participation 
 

On DecideGuide   On people with dementia 
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Take home message 
 Caring for older people, how can we do the right 

things right? 

 

• People with dementia can participate meaningfully 

as information provider and advisor: unique feedback 

 

• Meaningful participation takes time 

 

• People with dementia want to be of significance for 

others 

 

• Participating in research: opportunity to reciprocate  
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Thank you for your attention! 

m.span@windesheim.nl 
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Results: impact  

Four themes 

 

1. Influence on content and design DecideGuide 

 

2. Motivation to participate 

 

3. Time investment 

 

4. Balance between challenge and concern 

 


