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• Why focus on carers? 
 
• Recognising the diversity of need across different groups of carers 
 
• tide – together in dementia everyday 

 
• tide development and support programme 
 

What I’m Going to Talk About….. 



 
• 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 health 
• Carers are experts by experience – listen to them 

 

Why Focus on Family Carers of People 
with Dementia? 



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

• Early onset dementia and vascular dementia most prevalent in BAME communities associated 
with hypertension and diabetes 

• 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 
 

• In LGBT carers may 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 may suffer ‘triple 
jeopardy’ – LGBT identify, cognitive impairment and ageing (McGovern 2014). 
 

 

Diverse Needs of Carers - BAME & 
LGBT 





Our mission is to: 
• Challenge perceptions of carers in society 
• Campaign for better carer support 
• Influence Government legislation and policy 
• Provide carers with the tools and support to help themselves and 

others 
• 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  



Purpose: 
• We enable carers and former carers to increase their knowledge and 

confidence to care, to use their experience to support other carers, 
influence policy, research and practice through both local design and 
commissioning of services. 

Principle 
• We value the time and effort carers give to use their experience to make a 

change or influence policy 
• We expect organisations to equally value the input and involvement from 

tide carers 
• We will always support carers before, during and after their involvement 
• We will not abuse the goodwill of carers 

 
 
 

 

Tide Development Programme 



• Co-produced with carers a staged programme 
• Invest in carers with appropriate training and support  
• Each carer has different experience so guided to their choice of 

involvement e.g. research, committee work, speaking or involvement in 
recruitment 

• Emotional impact of involvement cannot be under-estimated 
 

Tide Development Programme 2 



• Works with carers to understand their experience 
• Selects carers for different types of involvement 
• Liaises with the host organisation to ensure everything is in place for the 

carer at the event – practical 
• Supports the carer to prepare for their involvement e.g. speech 
• If possible attends with the carer to support them during their involvement 
• Provides follow up support after the event – not just a one-off 
• Gathers feedback of effectiveness 

Carer Engagement Lead 



• To ensure we adhere to good practice of involvement there must be a 
supporting infrastructure for tide 

• Tide can and should be commissioned to support carers real involvement 
in a variety of activities to ensure the voice of carers is heard, respected 
and acted upon. 

• This can’t be done ‘on the cheap’ 
 

Tide infrastructure 



Impact and Outcomes  
From Grassroots Involvement to Influencing Strategic Development 

• Our carers were actively involved and influenced the development of the implementation plan for 
the Prime Minister’s 2020 Challenge on Dementia, resulting in recognition that carers from tide 
must be involved in the new Citizen’s Engagement Programme which will hold Ministers to 
account for the delivery of the plan. 

• We speak at various events and some of our members have positions and influence at strategic 
and National Board level, including PHE, DAA  & NICE 

• We are working on various research programmes with a increasing number of universities 
including: Manchester University, Bradford University, Social Policy Research Unit at York 
University, Nottingham University, University College London and Imperial College, London  

• Actively involved in launching the VERDe network – Values, Equalities, Rights and Dementia – 
Scotland 

• Working with North Wales collaborative event on Dementia 
• Supported 2 carers to open UK Dementia Congress November 2016 –powerful stories 
  



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

 
• Come and see us on the tide stand today 

For further details: 

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