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What is young onset dementia?

Dementia is considered 
young onset when the 
onset of symptoms starts 
before the age of 65

People living with rare 
dementia tend to be 
younger people.

Rare dementias affect
Between five and 15% 
of people



Numbers of people living with 
young onset dementia

70,800 around 
7.5% of the total 
number of people 

living with 
dementia

Carter, J et al (2022) The Journal of Dementia Care, Vol 30 No 3 



Care homes / supported living 

• We do not have figures for the number 
of people with young onset living in 
care homes or supported living 
accommodation

• Of the thousands of care homes listed 
for dementia on the CQC site, just over 
30 list young onset as a specialism

• There is a severe shortage of 
appropriate alternatives to living 
at home

• Younger people with dementia are 
cared for at home for longer than those 
with late onset dementia, almost nine 
years compared to four years, resulting 
in severe strain on the family
(Bakker et al, NeedYD study 2014)



Oxfordshire 

There are more 
than 5500+

people currently 
diagnosed 

with dementia

413
People living with young 

onset dementia



The impact of young onset dementia 
on a family

• Different stage of life

• Different impact

• Different issues

• Variation in services



Lived experience: results from research

• Lack of guidance or reference for families on 
choosing a care home

• Professionals not aware of different needs 
of  younger people with dementia

• Non or sparse age-appropriate care homes 
nationally

• When available, very far from home

• Lacking age-appropriate specialism 
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Real life experiences

Alana visited four care homes and phoned 
more. “Several shocks along the way” 

Ellen visited 50 care homes: “Many of 
those being specialist in dementia… only 
three said they would manage his needs 
and some of these were a long distance 
from home”



Real life experiences continued…

“A lot of places wouldn't take him. It was over 
65s and not under, he was under 60” 

“There just was not the facilities for a young 
person. Everything is geared, especially in our 
area, around or on the older people”

Thomas: “I know care homes for old people 
where will my wife go. We live separate, we are 
not divorced are we?”
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Negative real life outcomes

Hospital 

admission 1

Care home 

1

Hospital 

readmission

Care home 

2

Hospital 

readmission

Alana X X

Ellen X X X X

Mary X X

Maxwell X X X X

Thomas X X X X

.



Points raised: a homely care home 

• Homes that meet needs including religion

• Homes that respect that people are sexual beings. 
Privacy considered

• Spaces for meaningful activities that are age 
considerate. Walking space, gyms, swimming pools

• Home that allow children to visit and not be in 
bedroom spaces all the time. Ellen viewed all 
homes with her daughter around 18-19 years old



The transition into a 
care home requires 

a family-centred 
approach 



Young Onset Dementia Admiral Nurse Service 



·

Case study – Phil and Gemma

Transitioning to end of life

• Gemma is happily married to Phil, they 
have two adult children 

• Phil was diagnosed with young onset 
Alzheimer's disease age 55, he is now 65 
and has been resident in a care home for 
the past six years

• Gemma described Phil being in the late 
stages of dementia and felt that he was 
distressed. She stated “it’s been very 
hard to witness this level of suffering”

• Gemma felt that the care home staff and 
GP were not listening to her, and she was 
informed that her husband’s symptoms 
were “normal for dementia, especially for 
a younger person” 



·

Admiral Nurse Support

• We looked at Phil’s symptoms holistically, and we thought that he 
had pain that hadn’t been recognised or treated appropriately

• We looked at how Phil could be supported and engaged physically 
and emotionally – Namaste Care

• Gemma’s emotional and psychological needs were addressed; she 
expressed that she had never been “heard and supported before”

• Admiral Nurse researched local services, and advised Gemma to 
contact the local Palliative Care Team 



·

Outcomes for Gemma and Phil 

• Gemma expressed her appreciation of being “heard and supported’” as she 

had felt isolated and alone and that “no one had really listened” to her

• The Palliative Care Team is now working to coordinate Phil’s care, and Gemma 

can contact them if she has any concerns, and they will come and review

• Phil is now much more settled and relaxed with only brief periods of distress, 

and Gemma feels very relieved

• Gemma no longer feels isolated and alone as a carer, she understands that she 

can contact the Admiral Nurse Helpline again for support for her and for Phil 

• Gemma now has bereavement support from a psychologist working within 

the Palliative Care Team



·

Outcomes for the care home  

• Gemma educated the care home staff working with Phil on 

pain and dementia

• Gemma used her new knowledge of Namaste Care and 

shared this with the care home staff

• The care home developed good connections with the 

Palliative Care Team

• Hopefully, going forwards the care home will recognise 

distressed behaviours, and appreciate that there are 

strategies for managing them
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