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Who are Young 
Dementia Carers 
(YDCs)?

Masterson-Algar et al. 2023 – IJERPH 
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They are children and young 
people who help care for a 
family member living with 
dementia 
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Evidence shows 

▪ Their visibility and identification 
is dangerously low 

▪ YDCs rarely receive appropriate 
training and support
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Masterson-Algar 2020
Qualitative Health Research - https://journals.sagepub.com/doi/10.1177/1049732319900498  

“My life, a balancing act” 

https://journals.sagepub.com/doi/10.1177/1049732319900498
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What have families and 
professionals told us? 

Masterson-Algar et al. 2023 – IJERPH 
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“I’ve never found that right 
place for them. What they were 
offered were things like trips out, 
and although they love all that 
sort of thing, my girls didn’t 
particularly need that, they 

needed someone to talk to”

Tailored support that is 
‘fit for purpose’

Parent of YDC
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“Our children felt unusual, isolated and 
alone. So being with other people who 

are in a similar situation, is really, 
really powerful”

“In that group there’s a universal 
understanding, so you don’t have to do 

the explaining part”

The ‘power’ of peer support

Parent of YDC

Young Adult Carer
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Consultant Admiral Nurse 
for Children 
and Young People
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Consultant Admiral Nurse for 
Children and Young People 

 

Launched in June 2024

National role dedicated to all under 
18 years olds living within families 

impacted by dementia



Why has the role been introduced?

No service specially for children and young people
 nationally or internationally 

• Platform to raise awareness 

• Combat loneliness and isolation

• Increase knowledge and understanding

• National recognition, resources and support

• Young people driving the service
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Dementia UK  
Admiral Nurse  
identifies child or 

young person 
needing support
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Clinical support 

Only 25% of my time is dedicated 
to clinical support

• Improve comprehension and knowledge

• Improve well-being and coping strategies

• Emotional support

• Listening



Leadership
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Ambassador for Children and Young People

Driving best practice 

Identify gaps in support 

Raise awareness within education, social and healthcare settings

Influence Policy and Research



Common needs identified

Acceptance
Emotional 

impact   

Understanding 
coping

Sharing impact 

Maintaining 
relationship

Own future Isolation
Education and 

social life

Care environments Loss and grief
Supporting family 

members    
Transition into 
legal adulthood 
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Challenges

Hidden and 
hard to reach

Categorising
New 

Dementia UK
Data 

protection

Lack of 
research and 
local support

Supporting 
virtually

Safeguarding Age range

Young onset 
dementia

Consent
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Research opportunity

Bangor University

Dementia UK Research and Publications Team

Journals and articles

Collecting service delivery data
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Personal reflections

Complexity

Maturity 

Risks

Support well parent 

Listening

Education gaps

Empathy not pity

Voice behind education

Opportunity 

30 young people 
supported
Mostly young onset 
dementia families

Work alongside Jules Knight, 
Consultant Admiral Nurse for 
Young Onset Dementia 



19/11/24

Developing resources: 

iSupport for Young People
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What is iSupport for 
Young People? 

www.isupportdementiacarers.co.uk

http://www.isupportdementiacarers.co.uk/
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• An adaptation of iSupport  

• Aims to: 

✓ Support the mental 
health, knowledge, 
and skills of YDCs 

✓ Help service providers 
improve the support 
they offer

iSupport for 
Young People

Masterson-Algar et al. 2023 IJERPH 





Information about 
dementia and how 
it can affect people





It includes caring tips 
and advice on getting 

help and support





Examples of 
real-life 

scenarios





Activities to help 
young people reflect 

on their own situation
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UK and international collaborations

CPD Course: An Introduction 
to iSupport for Young People 
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Working together to improve 
support initiatives 
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▪ Workshop: 12th November, Manchester 

▪ Developing a Peer Support Programme

▪ Funding application submitted (£225,058)  
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To sum up 

▪ We have made progress! 

Awareness about YDCs is increasing 
but there is still a lot of work to 
be done! 

▪ Dementia UK and Bangor University 
will continue to work with families 
and young people to improve services 
and support
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