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ÅImportance of outcomes when measuring 
effectiveness of services

ÅOur recent research exploring outcomes that 
matter to people living with dementia

ÅImplications for assessing the effectiveness of 
post-diagnostic support 

Overview of presentation



ÅGrowing interest in demonstrating 
effectiveness of our care and services, 
including post diagnostic support.

ÅMeasuring effectiveness fraught with 
challenges.

ÅNot least because people living with dementia 
have not had a voice.

Background



ÅEstablish consensus from key stakeholders on what 
outcomes are the most important

ÅRecommend minimum set of outcomes & outcome 
measures

Study aim

For more information see:        http://www.comet-initiative.org

http://www.comet-initiative.org/


1. Which outcomes should be measured from the 
perspective of people living with dementia, care 
partners, health and social care professionals and 
policy makers, service commissioners, and research 
leaders?

2. How should these outcomes be measured? 

Research questions



3 phase mixed method study design

Phase 1

Focus groups &  
interviews (n=55) Review studies

Phase 2

Delphi surveys and consensus 
meeting 

Agree list of outcomes important to 
people with dementia

Phase 3

Systematic review 
identify how to measureoutcomes 

from Phase 2
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* outcomes
62 instances of people living with dementia being involved (17 participants in phase 1 and 18 consulted as co-researchers 
when designing the accessible Delphi process, 21 participated in the Delphi survey and 6 in the consensus meeting)



Phase 2: Co design
Delphi survey of 54 outcomes 

& Consensus meeting







This presentation



Relevance for 
post diagnostic support?

Cartoons by Tony Husband



Continuing good relationships

Cartoons by Tony Husband



Being able to communicate 
with others



Being able to have a laugh with 
other people



Being able to do things that you 
enjoy and want to keep doing


