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Rather than a simple and direct product of neurodegeneration in dementia, apathy is a complex phenomenon, and may be developed in response to 
experiencing struggle, loss of support, and challenges to identity.

Apathy, def ined as reduced goal -
directed act iv i ty,  social  engagement 
and emotion, is highly prevalent in 
dementia and Mi ld Cognit ive 
Impairment (MCI),  and has important 
consequences for the individuals that 
exper ience i t  and those who care for  
them. However,  the l ived exper iences 
of th is populat ion is not wel l  
understood.

This study aimed to explore how people 
with dementia and MCI and their  carers 
exper ience apathy

People with ear ly dementia and MCI 
l iv ing in four geographical areas of 
England were invi ted to take part  in a 
qual i tat ive interview. Al l  part ic ipants 
had capaci ty to give informed consent .

In-depth semi-structured interviews 
were conducted with 14 people with 
dementia or MCI and carer dyads, and 
2 part ic ipants without a carer present.  
Patient ’s mean age was 76 years, 
Montreal  Cognit ive Assessment score 
was 20, and f ive were female. 
Interviews, conducted in the 
part ic ipant ’s homes, lasted between 38 
and 115 minutes, were audio -recorded 
and transcr ibed verbat im. 

Ref lexive thematic analysis was used 
to analyse the data.

Findings were organised into two 
connected themes: ‘The struggle of 
everyday l i fe is not worth i t ’ and 
‘Threatened ident i ty:  changing sense of 
sel f  and place in the wor ld’ .  Part ic ipants’ 
everyday l ives required more effor t  and 
were a “struggle”  due to cognit ive and 
physical  impairments . This could make 
the effor t  to engage, act,  and maintain 
interest not worth i t ,  resul t ing in 
apparent apathy.  Motivat ion to stay 
engaged despite di ff icul ty was 
inf luenced by the accessibi l i ty of  
opportunit ies, and support  f rom others .  
Part ic ipants views of their  (past)  
autonomous and competent sel f  were 
chal lenged by the changes they 
experienced. Part ic ipants sometimes 
focused on their  present capabi l i t ies, 
and did what they were st i l l  able, whi lst  
others found changes di ff icul t  to accept 
and withdrew from si tuat ions which 
chal lenged their  sense of sel f .

Apathy is exper ienced as a response 
to the everyday di ff icul t ies part ic ipants 
faced, which could be exacerbated by 
lack of support  and opportunit ies. This 
is  in contrast to the popular v iew of 
apathy as a symptom of 
neurodegenerat ive changes that occur 
in dementia.  

Our f indings echo those of qual i tat ive 
research in people with Parkinson’s 
Disease (Simpson et al . ,  2014 ),  and 
recent ly publ ished qual i tat ive 
interviews with people with dementia 
(Baber et al .  2021) and their  carers 
(Chang et al . ,  2021).
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