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The Forget-me-nots: Developing a social group for 
people with young onset dementia and their carers. 
 
• Based on the findings of some work undertaken by the Dementia Research 

Network at the University of Northampton (UK), it has been identified that 
individuals with young onset dementia and their carers wish to be actively 
supported in re-building normal social networks following initial diagnosis, 
while receiving timely and appropriate access to formal integrated care 
pathways.  

 

• This presentation will present the development of a specific tailor-made 
community-based social group, which is designed to promote normalisation 
and social connectedness. 

 



•Young onset dementia accounts for 2.2% of all people with dementia in the 
UK (Alzheimer’s Society, 2012) 
  
•Estimates state that there are now over 40,000 people with young onset 
dementia (Alzheimer’s Society, 2014). 
 

•As numbers of young onset cases are based on referrals to services, this 
number is likely to be an underestimate. The true figure may be up to three 
times higher. 
 
•The World Health Organization (WHO) estimates that the real incidence of 
younger people with dementia can be 2 ½ to 4 times higher than registry 
studies reflect. 
 

 
 
 

 
Young Onset Dementia [YOD] 



Younger People with dementia 
• People with Young onset dementia are of working age [<65 years of age] 

 
• More difficult to recognise than late onset dementia (LOD) in the early stages of the 

disease (van Vliet et al., 2012). 
 
• Atypical presentations and younger age contribute to delays in diagnosis. 
 
• Lack of awareness and lack of education among GPs and other professionals, multiple 

and mis-directed referral into care pathways contribute to delayed or mis-diagnosis 
(Fardil et al., 2009, Harris & Keady, 2004, McMurtray et al., 2006, van Vliet et al., 2010) 

 
• The psychosocial and personal impact of the illness on a younger person is known to 

have ‘devastating consequences for productivity, family and society’ (Fardil et al., 2009, 
Bakker et al., 2008, van Vliet et al., 2011) 

 
• An individual experiences significant alterations to their sense of self, feelings of social 

isolation and dependency, and a ‘lack of meaningful occupation’ (Harris & Keady, 2004).  
 



Making a Difference in Dementia: 
  

Nursing Vision and Strategy-2012 

• Launched in the UK by the Department of Health in 2012 

• Builds on Compassion in Practice, the national general vision, 
highlighting how nurses can demonstrate the 6Cs in dementia care 

• Maximising the unique nursing contribution to high quality 
compassionate care and support for people with dementia and their 

cares. 



Commitment to compassionate care 
Care:  Know the person as well as 
their condition, focus on strengths and 
unmet need. 
Compassion: Support people with 
dementia to live well and be 
independent for as long 
as possible 
Competence: Recognise the value of 
your role in dementia care no matter 
what speciality or field of nursing 
Communication: Work in partnership 
with the carer/family 
Courage: Make dementia everyone’s 
business, and champion excellent 
dementia care 
Commitment: Commit to action such 
as the delivery of a dementia friendly 
environment and communities 



 
 Project aims:- 
 
•Explore the specific care and support needs of 
the carers of people living with both young and 
late onset dementia. 
 
•Consider the difference and diversity of 
experience caring for a relative with dementia. 
 
•Explore how carers adapt and respond to their 
caring responsibilities. 
 
•Identify the adequacy and appropriateness of 
the current formal and informal support 
networks utilised by carers to support their role. 
 
 
 
 

Forget-me-not Project: Exploring the experiences of 
carers of people suffering from young and late onset 
dementia: A comparison of the nature of caring 
 
 



Increasing isolation 

Can you give us a feel of how your social life together changed?  

• R Completely.  

Give us some examples? 

•  R Well, we didn’t have any social life, you see.  

And did you find that hard?  

•  R I did, we had this friend …he was the boy next door, Eric that’s who we was at 
Tenerife with, so, we’ve known each other all our lives and on a Friday we always 
went up to Eric’s to play cribbage you see.  Well, Eric had noticed, and Ethel, and of 
course I had, that he was getting slower, Reggie was getting slower and he wasn’t 
playing the cards that he should have played, but we didn’t take any notice, we just 
sort of let it go.  Now, they was what I should say was our closest friends, and when 
Reggie got diagnosed like with the dementia it just all stopped, and I mean you can 
count on that hand how many times I’ve seen them since Reggie died.  

•   

 



Diminishing social connections 

 “It’s as though we’ve been ostracised and we don’t exist.  
Whether they actually know that [Alison’s] got 
Alzheimer’s, I don’t know, but I think out of everybody 
that we knew, the people that have been constant are 
my cousin, my daughter, I can't say my son because 
that’s not true, …” 

 

www.mhsc.nhs.uk 

http://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&frm=1&source=images&cd=&cad=rja&docid=YMXNHwEeaovHTM&tbnid=d6I-aYh1xwgHtM:&ved=0CAUQjRw&url=http%3A%2F%2Fwww.mhsc.nhs.uk%2Fservices%2Fdementia-and-memory-services%2Fyoung-onset-dementia-service.aspx&ei=b1NQUr-mGMXI0AXJoYDAAg&bvm=bv.53537100,d.d2k&psig=AFQjCNE17EFP6sDthtq-la-ZMH_uqD41GA&ust=1381082327994913


Ever decreasing circles! 

• “No, we haven’t changed our social life.  We still go to the cinema, we still 
go out for a meal and a drink.  We will still go and visit friends, you know, 
we’ll go up and see my cousin, we’ll go to [local town] to see my daughter”. 
(A & D 1) 

 

• But other than that we still laugh, we still joke, we still argue, we still cry 
together, we go to the cinema and I think that was a little bit of a turning 
point on Saturday.  We went to the cinema to see a film, she was OK, we 
came out into the foyer and it was packed with people, loud noise, a lot of 
people in your face and she just gripped hold of my arm like there was no 
tomorrow and she went deathly white, “We’ve got to go home, I need to go 
home, I’ve got to go home now.” (A & D 2) 

 



•A collaborative project between the 
dementia research network; Alzheimer's 
Northamptonshire; St Andrews Healthcare; 
and Northamptonshire Healthcare 
Foundation Trust. 
 

•Explored the views of the PwYOD and their 
informal carers 
 

•Survey questionnaire –exploring the formal 
and informal care networks people access 
 

•Proposed the development of a new 
community-based social group 
 

Your Voice: Caring for a Younger person with dementia 
Collaborative Project 



Your Voice Project: Summary of Findings 

• Sample of 17 respondents: 12 carers, 4 PwYOD, 1 not known 
 
• 16 people felt it would be beneficial to have a separate service for PwYOD 
 
• Age being a barrier to accessing current services  
 
• Locally-based service 
 
• The majority of respondents wanted the service to meet every four weeks for two hours. 
 
• The most popular time of day for the service to be in the afternoon on a weekday. 
 
• The service should provide a peer-support group for PwYOD and their carers 
 
• All respondents were prepared to travel to attend such a service  

 

A basis for developing a new service. 



Your Voice: Survey findings 

•I think younger people have different social needs and preferences. 
 
•understanding what younger people can and can’t do; friends disappearing and 
understanding – acceptance. 
 
•Issues of still functioning as a younger person in society who is not retirement age.   
 
•Because other services are suited to older people.  
 
•A service aimed at younger people would cater more for their interests and tastes.  Support 
of the person and carer would be more relevant as need are different depending not just on 
the dementia but also age. 
 
•To be able to communicate with people of my own age going through similar things.  
 
•My husband is 60 years old with dementia and day centres are not ideal for him.  I am 
younger and would appreciate some help and advice.  

 



Your Voice Survey findings 

•Nothing currently in Northamptonshire; most things are in London and Oxford. 
 
•It would enable more proactive input, more physicality. 
 
•To ease the feeling of isolation, to gain help/advice from people in similar 
situations. 

  
 

Locally-based services? 

www.telegraph.co.uk 



Your Voice Survey findings 

•Peer support available for similar age and at different stages of dementia.  
Otherwise not sure what we will need in the future. 
 
•Encourage hobbies, encourage interaction, meeting to resolve problems e.g. 
“why do I feel useless?, why can’t I work? Etc.  Talk about these and other 
feelings.  How to move forward. 
 
•Anything that would help us as carers know/understand more about dementia 
and how we can care/support our family member with dementia and other family 
members i.e. our children, would be really good/helpful/useful. 

 

Social connection? 



 
 
 

•The group meets monthly for two hours from 
4-6pm 
 
•The venues for the meetings are 
community-based. 
 
•The aim of the group is relaxing and 
socialising in a safe, non-judgmental 
environment 
 
•The group will be developed by its members 
for its members 
 
•11 members in attendance 
 

A Social Group for PwYOD & their informal carers 
The Forget-me-nots 



Evaluating the Group: One year on! 



Strengths 

• Range of ‘normal’ activities 

• Group has grown 

• Gained in confidence 

• Has a stronger voice 

• Very close knit group 

• Face book page 

• Funding 

Challenges 

• Change of venue 

• Group leadership 

• Growing the group 

• Getting our name more 
well known 

• Integrating new people 

• Arranging to activities 



 
 

Conclusions 
• There is a need for specialist services for young people with dementia and 

their carers and family. 

• Constantly evaluating and getting feedback is important to ensure the group 
is running the best way. 

• The need for organisations to collaborate is vital for the success of such 
projects 

• Getting the word out there 

• Providing support 

• Signposting 

• Variety of activity and providing ‘normalisation’ is important 

 

 



 
 

Acknowledgments to : 
 

• NHS Northamptonshire & Milton Keynes 

• Northampton Healthcare Foundation Trust (NHFT) 

• School of Health, University of Northampton 

• St Andrews Healthcare 

• DeNDRoN 

• De Montfort University 

• Northamptonshire County Council 

• Institute for Health & Wellbeing, University of Northampton 

• Alzheimer’s Northampton 

• Dementia Action Alliance 

• User/Carer representatives 

• University of Leicester 
Thank you 

Any questions? 
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