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Abstract 

Measuring quality of life in dementia is challenging for many reasons: for example, poor recall, time 

perception, insight and communication. However, recent studies indicate that meaningful 

measurements can be made for people diagnosed with dementia using subjective and caregiver 

proxy ratings on condition-specific measures. Caring for a person with dementia is also challenging 

and it is associated with poor physical and psychological carer wellbeing. The Access to Timely 

Formal Care (Actifcare) JPND-funded study measured the quality of life and (un)met needs of people 

with moderate dementia and their family caregivers using a variety of self- and proxy-rated 

instruments (QoL-AD, DEMQOL-U, PAI, EQ5D5L, ICECAP-O, CANE). It also explored the emotional 

distress, care-related stress, social networks, physical health and perseverance time caregivers over 

one year (baseline, 6- and 12-months). Forty-three people with dementia (22 female, mean age 

74.05, mean MMSE 20.34) and caregiver (33 female, mean age 58.12) dyads participated. No 

significant differences in self-rated quality of life scores for any demographic variables or for severity 

of dementia (MMSE, CDR) were found for people with dementia, but self-rated and proxy-rated 

scores were significantly different for all measures. Caregiver levels of anxiety, depression and care-

related stress increased significantly between baseline and 12-months and the quality of the dyadic 

relationship reduced significantly between baseline and 12-months, and between 6- and 12-months. 

Carers of a person with moderate dementia (CDR 2) were found to have the worst outcomes at each 

of the three time points.  Fewer unmet needs were significantly associated with better dyadic quality 

of life, yet high levels of unmet need were found, especially psychological and social needs, which 

were also regularly rated as ‘not the right type of care’. High levels of met physical need 

demonstrate a continued primary policy emphasis on solely supporting these needs. Actifcare 

findings illustrate the lack of consistency between the person with dementia’s own perception of 

their quality of life and that of their caregiver. Results also demonstrate the need to support carers' 

psychological well-being as the dementia journey progresses and dementia severity increases, to 

enable them to continue in their vital role.   


