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Engagement of People with Lived Experience of Dementia (EPLED) in 
research Reference list 
 

1) Language about dementia and writing for different audiences   
 Alzheimer Society of Canada Person-centred language guidelines 
   

 Alzheimer Australia Dementia language guidelines 
   

 Alzheimer’s Society (UK) Positive language. An Alzheimer’s Society guide to talking about 
  dementia 
   

 Alzheimer’s Society (UK) Advice for grant applicants from people affected by dementia 
   

 Behavioural Supports Ontario Person Centred Language Initiative 

 (BSO)  
   

 The Dementia Engagement Dementia words matter: Guidelines on language about dementia 
 and Empowerment Project  
   

 NIHR|INVOLVE Make it clear. Writing and using plain English summaries 

   
   

   

 
SickKids       

   Plain Language Writing Checklist 
  

   

 

2) Patient engagement and dementia-friendly research practices   

Alzheimer Europe Overcoming ethical challenges affecting the involvement of people 
 with dementia in research: recognizing diversity and promoting 
 inclusive research   
   

Alzheimer Society of Canada Meaningful engagement of people with dementia. A Resource Guide. 
  

Alzheimer’s Society (UK) Dementia-friendly templates: examples and tips 

 Tips for dementia-friendly documents 
   

 Methods for finding out about the experience of people with 

 dementia 
 

Includes sections on: 
 

• Tips to give a dementia-friendly welcome at your activity 
  

• Surveys of people with dementia 
 

• Working with questions and data  
 

The Dementia Engagement 
and Empowerment Project 

 
DEEP guides for organisations and communities 
 
Includes sections on: 
 

• Choosing a dementia-friendly meeting space 
 

• Involving people with dementia as members of steering or 
advisory groups  

• Guide for conference presenters 
 

• Involving people with dementia at conferences and events 
 

• Tips for consulting people with dementia about written 
documents 

mailto:Jennifer.bethell@uhn.ca
https://alzheimer.ca/sites/default/files/files/national/culture-change/person-centred-language-guidelines.pdf
https://www.dementia.org.au/files/resources/dementia-language-guidelines.pdf
https://www.alzheimers.org.uk/sites/default/files/2018-09/Positive%20language%20guide_0.pdf
https://www.alzheimers.org.uk/sites/default/files/2018-09/Positive%20language%20guide_0.pdf
https://www.alzheimers.org.uk/research/researchers/grant-application-advice-from-people-affected-dementia
https://behaviouralsupportsontario.ca/Content/Pledge/BSO_Person-Centred_Language_Initiative_Report%20_October_2018.pdf
http://dementiavoices.org.uk/wp-content/uploads/2015/03/DEEP-Guide-Language.pdf
https://www.invo.org.uk/wp-content/uploads/2014/05/MICA4flyer.pdf
https://www.sickkids.ca/contentassets/92c5abda231e44b6832f5e3effeacdf8/plain-language-checklist_jan2017-sickkids-kt-program.pdf
https://www.alzheimer-europe.org/content/download/195525/1457570/file/05706%20Alzheimer%20Europe%20ethics%20report%202019_92.pdf
https://www.alzheimer-europe.org/content/download/195525/1457570/file/05706%20Alzheimer%20Europe%20ethics%20report%202019_92.pdf
https://www.alzheimer-europe.org/content/download/195525/1457570/file/05706%20Alzheimer%20Europe%20ethics%20report%202019_92.pdf
https://alzheimer.ca/sites/default/files/files/national/meaningful-engagement/meaningful-engagement-of-people-with-dementia.pdf
https://www.alzheimers.org.uk/dementia-professionals/dementia-experience-toolkit/real-life-examples/tips-dementia-friendly-documents
https://www.alzheimers.org.uk/dementia-professionals/dementia-experience-toolkit/real-life-examples/tips-dementia-friendly-documents
https://www.alzheimers.org.uk/dementia-professionals/dementia-experience-toolkit/research-methods
https://www.alzheimers.org.uk/dementia-professionals/dementia-experience-toolkit/research-methods
https://www.alzheimers.org.uk/dementia-professionals/dementia-experience-toolkit/research-methods/tips-dementia-friendly
https://www.alzheimers.org.uk/dementia-professionals/dementia-experience-toolkit/research-methods/surveys
https://www.alzheimers.org.uk/dementia-professionals/dementia-experience-toolkit/working-with-data
https://www.dementiavoices.org.uk/deep-guides/for-organisations-and-communities/
https://www.dementiavoices.org.uk/wp-content/uploads/2013/11/DEEP-Guide-Choosing-a-meeting-space.pdf
https://www.dementiavoices.org.uk/wp-content/uploads/2016/03/DEEPGuidance_involvingpeoplewithdementiainadvisorygroups.pdf
https://www.dementiavoices.org.uk/wp-content/uploads/2016/03/DEEPGuidance_involvingpeoplewithdementiainadvisorygroups.pdf
https://www.dementiavoices.org.uk/wp-content/uploads/2013/11/Guide-for-conference-presenters.pdf
https://www.dementiavoices.org.uk/wp-content/uploads/2013/11/DEEP-Guide-Conferences-and-events.pdf
https://www.dementiavoices.org.uk/wp-content/uploads/2013/11/DEEP-Guide-Consulting-about-written-documents.pdf
https://www.dementiavoices.org.uk/wp-content/uploads/2013/11/DEEP-Guide-Consulting-about-written-documents.pdf


 
Version date: December 14th, 2022 
 

Please send suggestions for additions to this reference list to: Jennifer Bethell Jennifer.bethell@uhn.ca 

 

        

 

Partnerships in Dementia Authentic Partnerships 
Care  

  

Scottish Dementia Working Dementia friendly meetings 
Group  

  

Scottish Dementia Working Core principles for involving people with dementia in research 
Group    
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3) Patient engagement - general   

 Canadian Institutes of Health SPOR Patient engagement framework 
 

Research (CIHR) 
   

 Guide to Researcher and Knowledge-User Collaboration in Health   

  Research 
     

  Patient Engagement in Research Resources 
     

  Ethics Guidance for Developing Partnerships with Patients and 

  Researchers 
   

 Centre of Excellence on Patient and public engagement. Evaluation Toolkit. 

 Partnership with Patients and Register for monthly evidence feed 
 

the Public     
   

 Clinical Trials Ontario Decision Aids for Patient Partner Engagement with Clinical Trials 
     

 
 

NIHR|INVOLVE Supplements: 
 

• Public involvement in systematic reviews  
• Strategies for diversity and inclusion in public involvement  
• Public involvement in clinical trials 

 
Case studies 

 
Templates       

SPOR Support Units (includes 
links to provinces) 

https://cihr-irsc.gc.ca/e/45859.html  

Saskatchewan Centre for 
Patient Oriented Research  

Onboarding Guide for Patient-Oriented Research Teams – General 
Information for Researchers. 

Onboarding Guide for Patient-Oriented Research Teams – General 
Information for Patient Partners.  

CIHR - Institute of 
Musculoskeletal Health and 
Arthritis 

Patient Engagement Resources 
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