
  

 

 

 

 

 

 

 

Dementia United programme 

                              Bulletin 4. August 2020 
 

 

Dear colleagues, 

 

Welcome to our e-bulletin. We’ve included updates from across our programme and would 

welcome your feedback. Do you find this useful? Is there anything else you’d like us to include? If 

you have any comments or suggestions, please send them to gmhscp.dementiaunited@nhs.net 

 

 

Dementia Carers Expert Reference group  

 
The Dementia Carers Expert Reference Group (DCERG) is the first ever commissioned carers group 

in the UK. It consists of a group of current and former carers of people with dementia who are 

passionate about improving the lives of carers of people living with dementia and those they care for 

across all Greater Manchester. 

 

The DCERG is part of Dementia United. The work they do with Dementia United supports a shared  

belief that carers need to have a voice on how dementia services are run. Carers are experts by 

experience. DCERG are looking for current and former carers of people affected by Dementia, who 

are passionate and want to support their local community in supporting the Dementia United vision 

to make Greater Manchester the best place to live if you live with dementia – or care for someone 

who does.  Through joining the DCERG group you will ensure your experience as a carer of 

someone with dementia is captured and listened to.  

 

Currently we’re recruiting new members for the Dementia Carers Expert Reference Group in the 

following localities: Trafford, Bolton, Bury, Oldham, Salford, and Wigan. Meetings are held digitally 

via Zoom. Please contact Micheal@tide.uk.net for specific information and expressions of interest.  

  

You can find more information on the tide website to support this with this web link: 

https://www.tide.uk.net/are-you-a-carer-of-someone-with-dementia-and-live-in-manchester/ 

 

Key contact: Micheal@tide.uk.net  
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Dementia friendly housing and healthy homes  

 
Over the past few months at Dementia United we’ve been working on how we can improve the 

lives of people living with dementia, and their families and carers, through housing. This includes 

supporting important conversations around housing options; improving training and awareness of 

dementia across the housing sector; and advocating a dementia-friendly approach in the design, 

adaption and development of homes across Greater Manchester.  

 

On 30 July we took these three proposals to Dementia United’s Strategic Board and will be 

developing them with local communities over the coming months. Our underlying principles are a 

rights-based approach, centred around the person, their choice and inclusion in wider society. For 

more information and around this work (and how you can get involved) contact Jack Gould at 

jack.gould1@nhs.net 

 

Dementia research opportunity  

 
Despite efforts to support older and more vulnerable people during COVID-19, the pandemic has 

had a disproportionate impact on many communities, including many Black and Ethnic Minority 

(BAME) people, especially those living with dementia and their families. 

 

University college London have recently launched a study which aims to understand the 

experiences and wellbeing of BAME people with dementia and family carers in the context of 

COVID-19. This study is intended to inform the development of support materials to help family, 

carers, and people living with dementia when considering care options at home, and to understand 

how such a resource can be culturally adapted to offer the best support for BAME communities. 

 

The study is looking for feedback from people aged 65+ with a diagnosis of mild to moderate 

dementia from a South Asian or Afro-Caribbean background, and their carers. All interviews will be 

remote, either over telephone or secure video technology and participants will receive a £20 

voucher as a thank you for their participation. 

 

This and many other studies can be found on Join Dementia Research. You can find out more by 

calling the Alzheimer’s society and asking about research on: 0333 150 3456 or visiting their 

website www.joindementiaresearch.nihr.ac.uk  

 

Key contact: lindsay.ray@nihr.ac.uk 
 

 

Greater Moments  

 
Testing continues on our new digital platform for measuring the lived experience of dementia which 

will be launching in September. Greater Moments is unique and is being co-designed with people 

with real lived experience. If you would like to be involved or learn more, please visit the website at: 

http://www.greatermoments.org.uk/ 
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Social Sense, our delivery partners for Greater Moments, have developed a brief survey to help us 

understand how people affected by dementia are feeling during this challenging time. Results will 

help to inform us of what’s working well and also identify areas where support is required across 

Greater Manchester. Please support us to increase the number of responses by sharing this link: 

https://surveys.socialsensecic.co.uk/s/GMcovid19/. The survey will close on 12 August. 

 

Other news  

 

A view from Lockdown 

 

John O’Doherty talks about his experience of lockdown. John is an Independent Dementia 

Advocate and a member of the Dementia United Strategic Board. John’s been involved in the 

programme for many years, playing a critical role in our Greater Moments project.  John’s written 

this thought provoking piece about his experience of lockdown. You can read it here  

 

The Experiences of Carers of People Living with Dementia during the COVID-19 

Pandemic: A report on the experiences of tide carers during COVID-19 

  

Whilst the current COVID-19 crisis has come as a shock to so many, it has created a particularly 

frightening reality for the UK’s 700,000 unpaid carers of people living with dementia, whose 

contribution to the care economy is estimated to be at least £13.9bn and make up 40% of the 

dementia workforce.  

  

Tide (Together in Dementia Everyday) conducted a survey with their carer members at the 

beginning of the pandemic and are committed to ensuring that they remain connected, well 

informed and continue to use their caring experience to influence policy, research and practice.  

  

You can read the full report on the tide website 

  

Key contacts: Sarah Butler-Boycott SarahBB@tide.uk.net and Lena O'Connell Lena@tide.uk.net  

 

Older people’s views sought for GM Race Equality Panel consultation 

 

GMCA is developing a Race Equality Panel to tackle racial inequality in Greater Manchester and 

wants to know what issues you think the panel should focus on, how it should operate and who 

should be part of it. There are three main ways you can have your say:   

 

• By completing this survey https://www.gmconsult.org/communications-and-engagement-

team/gm-race-equality-panel/ This will take about 20 minutes. Please 

email engagement@greatermanchester-ca.gov.uk if you need help completing it.   

• If you are part of an organisation or group, and you would like us to attend one of 

your meetings, please email engagement@greatermanchester-ca.gov.uk and let us know a bit 

about your group, and the date and time it meets. 

• By joining a group discussion – email engagement@greatermanchester-ca.gov.uk to register 

your interest     
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Website  

 

We’re continuing to add new resources to our COVID-19 resources hub on our website 

https://dementia-united.org.uk/home/covid-19-information/. This provides a wide range of guidance 

and information for people living with dementia and those that care for them. We’re also using this 

site to signpost people to where they can get the help and support they need, whether it’s help with 

shopping or support with their mental health and wellbeing. All resources have been quality 

checked and we will continue to add resources as they become available. We would welcome your 

feedback helen.pratt5@nhs.net or emma.smith96@nhs.net 
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