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Living Well with Young Onset Dementia 

What research tells us younger people with 
dementia, and their families/supporters need 

 
How primary care (and others) can assist 

 

Jan Oyebode, Professor of Dementia Care  
University of Bradford 
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• Over 42,000 younger people with dementia in the UK  - expected 
to increase by 20% over the next 40 years, only 40% diagnosed 

 
• Young onset dementia includes rarer types that present in 

various ways – leads to significant delays in diagnosis which have 
a negative effect 

 
• Younger people have different needs due to life stage and family 

life stage – but many services are not used to meeting younger 
people’s needs 

 
• Younger people and their families require needs- and age-

specific services and support after diagnosis  

Young Onset Dementia: an area of health inequality 



Numbers in West Yorkshire and Harrogate?  
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North Yorkshire Health and Well-being Board: Bring Me Sunshine 
Dementia Strategy, estimate: 173 
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Improving post-diagnostic support 

Guidance on Best Practice for Care & Support 
Examples of good services across the care pathway & needs met 

Essential elements that constitute good practice across the pathway 
Barriers and facilitators to be considered 

 

Interviews with service providers and commissioners – 
facilitators and barriers 

Improving Support & Service Use Survey –  
positive examples, service use, satisfaction and costs 

Follow-up Interviews – needs-based understanding 
younger people with dementia and family members 
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• 291 responses and 856 examples of positive support 

• Roughly equal numbers of men and women 

• The survey included people with: 

The Improving Support & Service Use Survey 

 with rarer types of dementia 
 were currently employed 
 who lived alone or in care homes 

• Age at diagnosis: 37 – 65 years old, m = 56.5 
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Sensitive 
engagement 

Engendering 
security 

Accessible and 
responsive 

How were the services supportive? 
 



Sensitive engagement: approach, 
attitude, active listening, honesty  

My GP has been very helpful, he gives me time to explain myself as I 
get very mixed up when I try and talk, words get confused and I 
waffle, I tend to write things down in advance and read them to him 
before we discuss why I have gone in detail; he seems to understand 
this is how I need to work now. 
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During this period we moved to 'shared care' between 
Memory Clinic and GP. Both are excellent and see us when 
we have concerns. [. . . ] They liaise and co-ordinate in terms 
of our joint care and very much treat us as a couple who 
both need support and help. [. . . ] They have both helped us 
to adjust to and understand the condition at every stage.  It 
was helpful for both of us and the wider circle of family and 
friends as we are able to explain things to them. 

Accessible and responsive: Holistic, 
timely, close, collaborative, cost-effective 
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Engendering security: consistency,  continuity, 
giving confidence 

GP - Giving me time to talk over my memory problems. 
I can see him when I need to.  Helpful for me. Just 
someone to talk to and listen.  

 

 
 

GP will see mum immediately, has same GP for 
continuity of care. Will see mum every 2 months unless 
something comes up in-between.   
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What needs does positive support meet? 
 

To feel held and 

supported  

thro’ understanding 

that instils security 

To live well with the 

diagnosis  

thro’ maintaining health 

and thro’ enjoyment and 

pleasure 

To feel 

empowered  

thro’ positive 

outlook and 

retaining 

autonomy It met my/ 

our needs: 

To feel ‘togetherness’ 

in key relationships 

thro’ continuing to give 

and thro’ camaraderie 



“The GP has been helpful throughout.  As a carer, I approached her 
myself initially and she was supportive in encouraging Linda to make 
an appointment.  Linda found her very friendly and interested, and 
she made clear we could always book an appointment when needed.” 
 
“Our GP has continued to be helpful, and it reassuring to know she is 
always there and has has got to know Linda a little.”  
 
“The GP has continued to provide helpful support, for example 
referring Linda to a neurologist recently when she developed muscle 
spasms.” 

 

8th May 2019 West Yorkshire and Harrogate Dementia Research Day 12 

Being held and supported 
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As I was a GP myself, I was treated as a fellow professional which I 
appreciated. I understand the medical terms and am also very much 
aware of dementia. MRI showed white patches not Alzheimer's! Great 
relief but future uncertainty. It was useful for me and my husband.  
GP referred me on my request. Both psychiatrist and psychologist 
excellent, professional and supportive. 

 

GP issued medical exemption charge for prescriptions and shortened 
process of collection, this means Px goes to pharmacy automatically to 
be dispensed and only requires one collection per month. 

Empowerment 



 
 
Mixing with people - helping with walks organised by GP surgery, going 
for coffee afterwards. Mixing with people. Gives me purpose. It's 

stimulating for the brain.         

  

8th May 2019 West Yorkshire and Harrogate Dementia Research Day 14 

Living Well 



Conclusions from Angela positive 
real-life examples 
• Primary care is the essential starting point of the 

young onset dementia care pathway 

• Where staff engage sensitively, are responsive and 
give continuity, services are experienced as positive 

• GPs can be central in enabling people with Young 
Onset Dementia to feel held and supported 

• GPs can be empowering through giving information 
and enabling independence 

• Primary care services can help people with young 
onset dementia to live well by attending to physical 
health and offering social opportunity 
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Some thoughts to take away 
• Does your practice have any patients with young onset 

dementia or possible young onset dementia? 

• Does your service fulfill the HOW and WHAT aspects of 
Good Practice? 

• What sort of young onset dementia pathway do you 
have locally? 

• Do you need further information or connections re 
young onset dementia? 

• See https://www.youngdementiauk.org 
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https://www.youngdementiauk.org/
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Contact details:j.oyebode@bradford.ac.uk 
Website: www.ucl.ac.uk/psychiatry/the-angela-project  
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https://www.youngdementiauk.org/gp-guide 

https://www.youngdementiauk.org/gp-guide
https://www.youngdementiauk.org/gp-guide
https://www.youngdementiauk.org/gp-guide
https://www.youngdementiauk.org/gp-guide
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