
• Why focus on carers? 
 
• Recognising the diversity of need across different groups of carers 

 
• tide – together in dementia everyday 
 

 

What I’m Going to Talk About….. 



‘A diagnosis of dementia is given not just to one person – it is given to 
a spouse, a partner, a child and the extended family’  

 
Providing timely support, information and respite can make the difference 

between swimming and drowning 



• 850,000 people living with dementia in the UK and 
700,000 friends and family are caring for a person with 
dementia (Alzheimers Research 2015). 

• They’re the biggest workforce in dementia care –
providing 44% of the total cost of care. 

• They save the public purse about £11b per year. 
• They face particular difficulties due to the complex, 

unpredictable and progressive nature of the illness. 
• 69% reported that caring had a negative impact on 

their physical & mental health. 
• We can’t afford not to invest in family carers! 

 

Why Focus on Family Carers of People 
with Dementia? 



• At times we talk about ‘Hard to Reach Communities’ or should 
we reframe that to ‘Easy to Ignore Communities’? 

• BAME refers to “all people of minority ethnic status in England. It 
does not only refer to the skin colour but to people of all groups 
who may experience discrimination and disadvantage, such as 
those of Irish origin, those of Mediterranean origin and Eastern 
European origin.” (DH 2005)  

• 25,000 people currently living with dementia from BAME 
communities, rising to 50,000 by 2026 and 172,000 by 2051 
(Fontaine et al 2016). 

• Early onset dementia and vascular dementia are the most 
prevalent in these communities associated with hypertension 
and diabetes. 

 

Diverse Needs of Carers - BAME  



• The impact of caring for someone in the family with dementia is 
dependent on: 

• Cultural norms,  
• Pre-diagnosis family relationships / dynamics,  
• Patterns of migration,  
• Class & Caste status pre and post migration 
• Whether the carer is a spouse, adult child (male / female) or grandchild 
• Knowledge and ability with English language 

• Important not to make assumptions -‘They look after their own, 
don’t they’ report in 1998 – challenged myths around caring as part 
of an extended family.  

• Carers from BAME communities are currently underrepresented in 
dementia services (Moriarty et al 2011).  

• Potential for Asian women to feel ‘trapped and powerless due to 
norms about gendered roles in their communities’ (Mand 2006). 
 

Diverse Needs of Carers - BAME  



• Estimated that LGBT community is between 7.5% and 10% of the 
total population (Aspinall 2009). 

• Estimated for Trans people in UK vary widely from 65,000 to 300,000 
(ONS 2009). 

• Lack of focus on the needs of LGBT and Trans people caring for 
people with dementia is a reflection on the lack of research not lack of 
need! 

• LGBT carers of people living with dementia need support, love, 
respect and dignity & their voices heard. 

• Likely to experience stigma, discrimination and marginalisation with 
many having vivid memories of pre-stonewall, when compelled to 
conceal their sexuality (issues of psychological and emotional 
distress). 

• Both carer and person living with dementia who are in an LGBT 
relationship suffer ‘triple jeopardy’ – LGBT identify, cognitive 
impairment and ageing (McGovern 2014). 
 

I didn’t come out to go back in the 
closet!- LGBT 



Our mission is to: 
 
• Provide carers with the tools and support to help themselves and 

others 
• Challenge perceptions of carers in society 
• Campaign for better carer support 
• Influence Government, legislation and policy 
• Speak on behalf of people who can’t speak out for themselves 
• Educate people, organisations and society on the importance of carers 
• Connect carers with other carers – developing a truly unique network  

tide’s Mission  



• Contact: – jean@lifestorynetwork.org.uk 
• www.tide.uk.net 
• Tel: 0151 2372669 
• Mobile:07855 913680 

For further details: 

mailto:anna@lifestorynetwork.org.uk
http://www.tide.uk.net/
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