
 

1 
 

Health Committee  

Holding the Mayor to account 
and investigating issues that 

matter to Londoners 

 

Call for evidence: young-onset dementia January 2018  

The London Assembly Health Committee has launched an investigation 
into support for people living with young-onset dementia in London.  

This paper invites organisations and individuals to submit views and 
information to the committee on the investigation, giving you the 
opportunity to inform our work and influence our recommendations. 
We pose a number of key questions to be answered. 

Young-onset dementia in London 
Dementia refers to a group of degenerative brain disorders that lead to 
progressive decline in cognitive function. The term ‘dementia’ is used to 
describe a collection of symptoms, which can include decline in memory, 
reasoning and communication skills, and a gradual loss of skills needed 
to carry out daily activities. These symptoms are caused by structural 
and chemical changes in the brain as a result of physical diseases such as 
Alzheimer’s disease. 
 
Dementia is widely viewed as a condition associated with old age. 
However, it also affects younger people. People with dementia whose 
symptoms started before the age of 65 are often described as having 
‘young-onset dementia’1. Young-onset dementia (YOD) is caused by 
broadly similar diseases to dementia in older people. Alzheimer’s 

                                                      
1 The age 65 is used because it is the age at which people traditionally retired; 
however, this is an artificial cut-off point as opposed to having any biological 
significance.  

disease is the most common cause of dementia in younger people, 
accounting for around a third of cases and vascular dementia is the 
second most common form, accounting for around 20 per cent of cases.  
  
However: 

• There is a wider range of diseases that cause young-onset 
dementia 

• Young-onset dementia is more likely to cause problems with 
movement, balance and co-ordination 

• Younger people are more likely to have rarer forms of dementia 
arising from conditions such as Huntington’s disease, Parkinson’s 
disease and CreutzfeldJakob disease (CJD) 

• Around ten per cent of dementias in young people are caused by 
a lack of vitamin B1, most commonly associated with alcohol 
abuse 

 
Estimating prevalence of YOD is complex. As the main focus of dementia 
study is on older populations, young-onset dementia is more likely to be 
underdiagnosed, misunderstood and inadequately treated, with limited 
resources and services dedicated to people with young-onset dementia. 
It is estimated that there are around 42,000 people who have been 
diagnosed with young-onset dementia, representing around 5 per cent 
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of total cases. For London, this would equate to around 4,000 people. 
But the low levels of awareness and difficulties of diagnosing the 
condition in younger people mean that popularly used statistics are 
likely to be inaccurate. YoungDementia UK suggests a conservative 
estimate of 6-9 per cent of the total population living with dementia 
may be people with YOD, which would give a London figure of around 
7,200 people.  

 
According to YoungDementia UK, prevalence rates for young-onset 
dementia in black and minority ethnic groups are higher than for the 
population as a whole. People from BAME backgrounds are also less 
likely to receive support and diagnosis.2 People with a learning disability 
are at greater risk of developing dementia at a younger age. Studies 
have shown that one in ten people with a learning disability develop 
young onset dementia between the age of 50-65. The number of people 
with Down’s syndrome who develop dementia is even higher, with one 
in 50 developing the condition aged 30-39, one in ten aged 40-49, and 
one in three in their 50s.3  
 
People who feel marginalised from health care services, such LGBT+ 
people, Deaf and disabled people, may also struggle to access 
appropriate support that addresses their specific needs. 
 

                                                      
2 https://www.youngdementiauk.org/young-onset-dementia-facts-figures.  
3 https://www.youngdementiauk.org/young-onset-dementia-facts-figures  

Specific challenges for people with young-onset dementia 

People with YOD can have distinctive needs due to their age and stage 
of life.  Some of the issues may include the presence of young children 
or dependent parents, a desire to carry on working, having the option 
for meaningful social activities, coping with financial commitments when 
unable to draw a pension, and lost earnings. According to NHS England, 
these needs are not currently specifically addressed by the majority of 
mainstream dementia services.4 

People with young-onset dementia report difficulties when accessing 
services and support because people tend to lack awareness that 
dementia can affect younger people and can present with symptoms 
other than memory loss. Because dementia is so strongly associated 
with older people, younger people can feel extra stigma and 
discrimination. Younger people living with dementia report that they are 
frequently not believed when they say they have been diagnosed with 
dementia.  
 
We would particularly welcome information from people living with 
young-onset dementia in London on the practical difficulties they face  
relating to transport and travel, employment, housing, and accessing 
health and care services.   

4 https://www.england.nhs.uk/blog/tackling-the-challenges-of-young-onset-dementia/  

https://www.youngdementiauk.org/young-onset-dementia-facts-figures
https://www.youngdementiauk.org/young-onset-dementia-facts-figures
https://www.england.nhs.uk/blog/tackling-the-challenges-of-young-onset-dementia/
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The Mayor’s proposals 
The Mayor has committed to making London the world’s first dementia 
friendly capital city by 2020.5 The vision is for London to be a city where 
people with dementia and those who care for them feel understood, 
respected, included and supported to go about their day-to-day lives. 
Londoners affected by dementia will be able to: 
 

• Get to the places they need to get to in a way that works for 
them  

• Live in accommodation that meets their needs 

• Get access to health services, care and support when and where 
they need it 

• Make a positive contribution to their communities and actively 
participate in all that London has to offer 

• Enjoy the benefits of London’s vibrant economy, where 
businesses and retailers are working to meet their needs 

 
Priority areas for action (draft) include transport, business & retail, 
housing & planning, and social inclusion, as well as health, care and 
emergency services.  

 

                                                      
5http://questions.london.gov.uk/QuestionSearch/searchclient/questions/question_288379  

Key questions 

Questions we are seeking to address in this investigation include: 

1. What are the key challenges for Londoners living with young-
onset dementia? 

2. How do these differ from those challenges faced by older 
people living with dementia? 

3. What support needs to be available specifically for younger 
people living with dementia in London and their carers? 

4. How well do existing dementia services and initiatives 
support people in London living with young-onset dementia? 

5. How do we make sure the Mayor’s plans for a dementia 
friendly capital city are inclusive of people with young-onset 
dementia? 

6. What can be learnt from other cities’ approaches? 
7. How can the Mayor support people at higher risk of young-

onset dementia, such as those with learning disabilities? 
8. How will people with young-onset dementia be involved in 

developing the Mayor’s plans? 
9. How well are Transport for London, the police and other 

public services equipped to assist people with young-onset 
dementia?  

 

http://questions.london.gov.uk/QuestionSearch/searchclient/questions/question_288379
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How to contribute to the investigation 

We welcome submissions from any organisations and individuals with 
views and information to share on this topic. You do not need to answer 
all questions; submissions should aim to address any of the questions 
outlined above, and any other issues that are relevant to the scope of 
the investigation. We are particularly keen to hear from people living 
with young onset dementia and their supporters. To contribute, please 

send submissions to the committee by the deadline of 1 March 2018 
using the details below.1 

 

Email submissions healthcommittee@london.gov.uk  

Postal submissions Lucy Brant, London Assembly, City Hall, The 

Queen’s Walk, London SE1 2AA 

Further information 020 7983 5727 

Media enquiries Samuel Casserly 

020 7983 4228 

 

About the Committee 

The London Assembly Health Committee reviews health and wellbeing 
across London, with a particular focus on public health issues and 
reviewing progress of the Mayor’s Health Inequalities Strategy. 

Committee Members 

• Dr Onkar Sahota, Chair (Labour) 

• Susan Hall, Deputy Chair (Conservative) 

• Andrew Boff (Conservative) 

• Unmesh Desai (Labour) 

• Fiona Twycross (Labour) 

 

 

 

For more information on the committee’s work see 
https://www.london.gov.uk/about-us/london-assembly/london-
assembly-committees/health-committee  

 

 
1 We will publish written submissions online unless they are marked as confidential or 
there is a legal reason for non-publication. We may be required to release a copy of 
your submission under the Freedom of Information Act 2000, even if it has been 
marked as confidential. 

mailto:healthcommittee@london.gov.uk
https://www.london.gov.uk/about-us/london-assembly/london-assembly-committees/health-committee
https://www.london.gov.uk/about-us/london-assembly/london-assembly-committees/health-committee

