
 

 

 

ISABELLE LATHAM 

How can I tell you what’s going on here?  
Observing the care experiences of people with advanced dementia.  

One of the biggest challenges for research in dementia care is how to adequately access 
and accurately represent the experiences of people living with condition. This is particularly 
so when researching in complex care settings such as care homes, where people are often 
living with an advanced stage of dementia that severely compromises cognition and verbal 
communication. Relying on proxy reports from carers or family members is known to be 
unreliable and it is potentially disempowering to exclude a person from communicating their 
own experiences, simple because of their disability. The PIECE-DEM framework (Person, 
Interaction, Environment, Care Experience in DEMentia) was designed by the team at the 
Association for Dementia Studies to facilitate observation of people living with advanced 
dementia and complex needs and enable some access to their experiences of life and care. 
It has since been used in a number of large scale care home research projects. 
 

Isabelle’s presentation will provide an overview of the “PIECE-dem” observational 
framework and the challenges and benefits she has experienced whilst using it in care 
home research projects, including her own PhD.  
 

CHRISTOPHER RUSSELL 

Using go-along interviews to help understand if engagement with activities of leisure 
centres can enable people with dementia to maintain and / or further develop their 

sense of identity.  

Numbers of people with dementia in the UK and globally are rising. The provision of 
effective biomedical responses to the syndrome are some way off. Health and care services 
are struggling to support people to live well. However, through promoting and valuing the 
personhood and lived experience of people with dementia there are approaches that can 
help. In this context, an increasing focus is being given to sport and physical activity.   
 

Chris’ presentation will provide a brief overview of his PhD, which links to this perspective by 
exploring the potential implications for the sense of identity of people with dementia who 
engage in activities offered by leisure centres. Identity is important as it forms a key 
component of how people adjust to living with dementia.  
 

The presentation will focus on one of the research methods Chris is employing, the go-along 
interview. These are interviews with participants as they engage in situ with activities that 
are the subject of the research, in this case activities offered by leisure centres. Little is 
known about the use of go-along interviews within the context of dementia. The presentation 
will report on how Chris designed the interviews and upon learning from their application.  It 
will offer insights into the method that will be helpful to colleagues considering its use.  
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