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Unpaid carers of people living with dementia: ICT-use, non-use and sources of digital support
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Purpose Close to a million people are living with dementia in the UK; over 80% of whom are cared for,
unremunerated, by a spouse or relative (hereon in referred to as unpaid carers), many of whom are also of an
advanced age. Unpaid carers often experience significant problems to their physical and mental wellbeing as a
result of their circumstances (Alzheimer’'s Research UK, 2023; Lindeza et al., 2020). Evidence demonstrates the
promise of information and communication technology (ICT) to support dementia care (Hassan, 2020; Caprioli et
al., 2023, Lorenz et al., 2019). However, less is known about unpaid carers’ current ICT-use and non-use, and how
they acquire digital knowledge and skills that could support them to provide care for the progressive needs of a
person living with dementia. Method We adopted a mixed-method approach. Descriptive statistics and regression
analyses of 167 survey responses on the impact of ICT functions on unpaid carers’ wellbeing (ONS4) and quality of
life (QOL) (DEMQOL) were complemented by a thematic analysis of 35 one-to-one telephone or videoconference
interviews with unpaid carers. Results and Discussion Survey respondents were predominantly female (73%) and
a mean age of 68 years (range 32-85 years); 66% reported using mainstream, internet-enabled ICT (e.g., laptop
and tablet computers, smartphones, virtual assistants) for information, accessing services, entertainment and
reminder purposes; 31% used care-specific ICT such as care management applications (17%), and communication
or alarm systems (22%) (e.g., telecare). 32% indicated they did not use any ICT; 7% reported they didn't have
sufficient skills or needed help to use ICT. Unpaid carers’ use of ICT for entertainment and accessing services was
significantly associated better wellbeing (p< 0.01) and QoL (p.<0.05) respectively. Most interview participants
reported mostly relying on ICT for information gathering, social networking and administrative support for
themselves, as well as for the person they cared for. A small minority discussed their refusal to use - or lack of
interest in — ICT. Interview participants discussed a range of ways in which they learned about ICT services to help
them provide care. Several mentioned that their children, grandchildren and friends directed them to helpful apps
and websites. A small number discussed the ICT guidance they received from local dementia and carer services.
Some revealed they were self-taught and used “trial-and-error” methods to discover how ICT could optimally help
them meet their circumstantial needs. Findings demonstrating unpaid carers’ reliance on family, friends, and local
services for digital support raises concerns about the large number of unpaid carers who are socially isolated
(Carers UK, 2023) and/or have low digital self-efficacy (Dale et al, 2018). They also emphasize the need for
improved mechanisms to identify the digital needs of vulnerable unpaid carers, and for accessible statutory ICT
training and support services.
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