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Being Invisible: understanding the experiences of the South Asian population and dementia service provision
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[bookmark: _GoBack]ABSTRACT
People from the South Asian population are observed to have an elevated risk of developing dementia, related to a high incidence of diabetes and hypertension. However, this population appears to be under-represented in dementia research and the provision of services. The disparity between the prevalence of people with dementia and the reported incidence of dementia, especially among South Asian populations (the United Kingdom’s largest ethnic minority), is of concern to public health service providers. This paper reports on mixed methods doctoral research that aimed to identify the social and cultural issues affecting the decisions of those people with dementia and their families in the South Asian population in Blackburn with Darwen (BwD), seeking health and social care support. 
The research involved two phases: Phase 1 assessed the incidence of dementia in BwD analysing routinely collected demographic data including age, sex, and ethnicity. Phase 2 used qualitative methods to explore how members of the BwD South Asian population perceived dementia and those with relatives with the condition engaged with local dementia care services. Data was collected via three focus groups with people involved in a community project; dyad interviews with people living with dementia and their families; and interviews with health care professionals working in dementia services.
Early findings suggest these South Asian participants hold negative perceptions of dementia strongly influenced by cultural beliefs, resulting in people with dementia being considered stigmatising and are hidden away by their families. This may explain why health professionals report that this population seek help late in the illness, and there is an argument for public health services to develop culturally relevant outreach programmes based on the Alzheimer’s Society ‘Dementia Friendly Communities’.
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