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Hints of optimism   

The prospect of easing restrictions will help us through late winter. Even so, the 
impact of Covid-19 will be long-lasting, with recovery needed for families, our 
community and the services that support us. Young onset services, never adequate at 
the best of times, are struggling. Some have disappeared, others are connecting 
virtually. With this in mind, we will shortly be asking you about your use of digital 
support - what works and what does not. 

This time of transition is opportune to review our Network priorities and activities. This will 
help us achieve our shared purpose to improve the lives of people with young onset dementia 
and their families now and bring about significant changes that will have a lasting benefit. Felt 
embattled this past year? When under siege, regroup and strengthen your forces! That’s what 
we are doing, full tilt. 

Talking of strengthening, our new host Dementia UK is setting up a new website for the 
Network. Exciting to have a new channel whose sole purpose is to uphold the young onset 
cause and present the young onset perspective. 

Look out for our Young Dementia Network e-newsletters - they will be monthly from now on. 
There is so much to share - do send us your items too. And if you are going out and about 
soon, do order the ID cards if appropriate - link in this e-newsletter. 

Tessa Gutteridge 
Chair, Young Dementia Network 

Please note - the Young Dementia Network has a new email address 
youngdementianetwork@dementiauk.org 
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Continui-tea & Stabili-tea webinar - 
Wednesday 17 March 

Join us with a cuppa on Wednesday 17 March, 2.30-
3.30pm for the latest in our series of young onset 
dementia webinars, Continui-tea and Stabili-tea - 
the importance of supporting families affected by 
young onset dementia. 

Jules Knight, Consultant Admiral Nurse, Dementia UK 
and Lizzie Harrison, Admiral Nurse for Younger People 

with Dementia Services at Berkshire Healthcare NHS Foundation Trust will be in 
conversation with Hannah Wrankmore discussing how her life has changed over the past six 
years since her husband was diagnosed with young onset dementia.  

Hannah says that knowing Lizzie is always there providing continued practical advice and 
emotional support has helped her to maintain the continuity of family life as her husband's 
dementia has changed and progressed.  

Sign up to the webinar here.  

 

 

  

 

  

Catch up on our power of peer 
support webinar 

The Young Dementia Network webinars 
provide a wonderful opportunity to bring 
together people with experience of, or an 
interest in, young onset dementia to share and 
learn from each other.  

If you weren't able to join us for our Generosi-tea 
- the power of peer support webinar on 17 
February, it was a fascinating session, full of 
insight and positivity.  Panellist Gerry said, 'I had 
great support, but it wasn't enough.  I needed the 

company of like-minded people.  I would recommend peer support to anyone.  If it is there, 
grab it with both hands.' 

You can watch a recording of this fascinating webinar via this link.   

You can catch up with all our past webinars on our website. 
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'Research gives us hope,' says 
Wendy Mitchell. 

At our January webinar, Young Dementia Network 
steering group member Wendy Mitchell who is 
living with young onset dementia, spoke 
passionately about the importance of dementia 
research, why she has chosen to be involved in it 
and why she encourages others to do the same.  

Wendy said, 'Being involved makes you feel valued as 
you’re contributing to possible future developments – 
you could be helping your children, or simply future 
generations. Without research we can't change the 
future.  For those of us living with dementia, we need 
hope and research gives us that hope.' 

Read Wendy's talk in full here or you can watch a recording of the webinar here. 

 

 

  

 

  

Current dementia research opportunities  

As Wendy Mitchell says in the article above, getting involved in dementia research can 
be a really fulfilling way to make a difference.  Here are some current research projects 
that may be of interest. 

Understanding the impact of COVID-19 on communication in people affected by rare 
dementias 
In this survey, UCL and Rare Dementia Support would like members who have a diagnosis of 
dementia, and members who support somebody who does, to answer some questions about 
mask usage, videoconferencing, and the impact that these have had on communication. The 
survey and further information can be found here.   

Experiences of carers of people with dementia who have been attending a carer 
support group that has moved on-line during the COVID-19 pandemic 
Bethany McLoughlin is a PhD Student at Warwick University.  She is conducting a study 
investigating groups for family carers of people with dementia. The study involves caregivers 
who were members of a face-to-face group that has since moved online as a result of the 
COVID-19 pandemic completing a 10-minute questionnaire about their experiences. You can 
find out more information here.  

Do you live in the London Borough of Bromley? 
Do you have, or are you caring for someone who has, young onset dementia? Help Bromley, 
Lewisham & Greenwich Mind and the City University of London to discover how to best to 
support you by filling in their young onset dementia survey here.   
  
Exploring smartphone and tablet use by people with memory problems 
Samantha Wilson is a PhD researcher at the University of Liverpool.  She is conducting 
research to explore how adults with memory problems use their smartphones and tablets to 
support their everyday activities.  Find out more here or email sam.wilson@liverpool.ac.uk  
  
Help improve accessibility at festivals and events for younger people living with 
dementia 
Cameron Hughes's undergraduate dissertation research at Edinburgh Napier University aims 
to develop recommendations for festival and event managers on improving accessibility for 
people living with young onset dementia. He would love to hear your thoughts on best 
practice and areas for improvement.  You can connect with Cameron via Twitter or 
email cameronhjhughes@gmail.com  
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Surrey-based participatory creative research and activity for people living with young 
onset   
Moving Kinship is a participatory and creative support activity open to people living with 
young onset dementia, their family carers and wider kinship groups. Participants are invited to 
join online or telephone interview-conversations to talk about their stories and experiences of 
living with, and being affected by young onset dementia. Themes from the interviews will be 
used to create a personalised performance inspired by these stories. The interviews will be 
conducted by Beatrice Allegranti, a dance movement psychotherapist. Interviews will take 
place online between February-May 2021. One of the aims of the project is to bring together 
people across Surrey who are affected by young onset dementia with a view to creating a 
supportive and sustainable network that will continue beyond the life of the project. Click here 
to find out more.   
  
For more dementia research opportunities, please visit Join Dementia Research.  

  

 

  

New young onset group information from across the UK 

Bromley Dementia Support Hub's online group for people with young onset dementia  
Bromley Dementia Support Hub run an online Zoom group for people with young onset 
dementia in the Borough of Bromley.  They meet on Zoom every Thursday morning from 
10.30-11.30am. For more information click here, tel 0203 328 0366 or 
email info@dementiahub.org.uk 

New young onset dementia family carers group launches in Gloucestershire 
The group takes place monthly on Tuesday evenings and aims to provide a space for family 
carers to meet one another, share experiences and to get information and support. For more 
information click here, or contact managingmemory@ghc.nhs.uk or tel 0800 694 8800. 
 
Surrey Heath young onset dementia pilot project 
A new service has been launched in the Surrey Heath area,  Post-pandemic the service will 
include activity sessions and groups for people diagnosed with dementia age 65 and under, 
carer support groups and education sessions.  For now, the service is being delivered via 
virtual groups, telephone calls and one to ones, as appropriate.  Click here or 
email charlie.draper@ypwd.info for more information. 

If you are looking for young onset dementia services and groups across the UK, check out 
our regional listing here. 
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The Family Experience of Dementia 
- FREE book giveaway! 

Dementia not only affects the person with the 
diagnosis, but their family and friends too. The 
Family Experience of Dementia is a book that 
provides practitioners with strategies to support 
the whole family and understand their dementia 
journey both pre- and post-diagnosis. 

The book introduces the Lawrence family where Peter 
has been diagnosed with dementia, and provides 
perspectives from each family member, sharing the 
lived experience of everyone involved. 

We have a copy of the book to giveaway FREE to a 
lucky Young Dementia Network member.  Just send 
your name and full postal address via email to Kate 
Fallows by Friday 12 March.  The winner will be 
notified week commencing Monday 15 March.  

Jessica Kingsley Publishers is very kindly offering a 25% discount to Young Dementia 
Network members on all dementia titles ordered via their website.  Insert the discount 
code DEMENTIA25 at checkout.  

 

 

  

 

  

DEFIN-YD young onset 
dementia research event 
recording  

At an event hosted by the University of 
West London (UWL) on 28 January 2021, 
over 100 people heard about how work is 
progressing to further investigate young 
onset dementia, and the impact of care 

on people living with the condition from the point of diagnosis. 

The session marked the launch of public engagement sessions and is the latest activity under 
the DEFIN-YD project (Dementia Experts for Involvement Network for Younger People with 
Dementia) which helps those affected by young onset dementia get involved in health 
research.  For the recording of the event and schedule of speakers please click here.  

The event was run by UWL in collaboration with University of Northampton, partnered with 
the University of Bradford, University College London and the Young Dementia Network, 
thanks to funding from the Welcome Trust. Find out more about this research activity, and 
how to get involved by getting in touch with Dr Mary O’Malley at mary.o’malley@uwl.ac.uk 
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We've sent out over 4000 young 
onset dementia ID cards!  

The Young Dementia Network ID cards are 
available in two versions.  One for a person 
living with young onset and another for their 
family members / supporters.  We're absolutely 
delighted to announce that in the last year 
we have sent out over 4000 cards!   

If you would like an ID card for yourself, your group 
or service members, please click here and select 
whether you would like the cards for a person with 
young onset dementia, or the cards for supporters, 
or both, and the quantity you require.   

Alternatively you can download and print your own 
copies here. 

  

  

 

  

If you have received this email direct to your own email address, you are already 
registered as a Young Dementia Network member.  If someone has forwarded this 

newsletter to you, please sign up to join the Network here. 

You can leave the Network or unsubscribe from our mailings by completing this form 
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