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Living with Dementia in Leeds ς our strategy 2020-25 

 

For Leeds to be the best city to live with dementia, where people and 
carers are included in social, community and economic life; and supported 

by services which join up and work well together. 

 

Contents Page 

1. Introduction 2 
2. The Leeds Health and Care Plan - our principles 4 

3. Summary diagram: 

¶ ¢ƘƛǊǘŜŜƴ ΨōǳƛƭŘƛƴƎ ōƭƻŎƪǎΩ ǘƻ ōŜ the best city;  

¶ Six health and care commissioning priorities. 

6 

4. Thirteen Building Blocks ς the detail 7 
5. Six health and care commissioning priorities - the detail 39 

6. Taking action, partnership working and governance  45 
 

 
ά.ŀƴƴŜǊǎ CƻǊ IƻǇŜ !ƴŘ /ƘŀƴƎŜέΣ ŎǊŜŀǘŜŘ ŀǎ ǇŀǊǘ ƻŦ ǘƘŜ L59![ ǇǊƻƧŜŎǘΦ 

Hamari Yaadain Memory Café, Young Dementia Leeds with Ian Beesley, Tony Husband & Ian McMillan 

tŜƻǇƭŜ ŘƻƴΩǘ ƪƴƻǿ ǿƘŀǘ ŘŜƳŜƴǘƛŀ ƛǎΣ ŀƴŘ ƛǘΩǎ ŀ ōƛǘ ǎŎŀǊȅ ŀǘ ŦƛǊǎǘΧ ǎƭƻǿƭȅ L ŦƻǳƴŘ L ǿŀǎ ōŜŎƻƳƛƴƎ ƳƻǊŜ 
confident and positive, learning coping strategies and picking up things.  

Bob, living with dementia, Headingley. 

All I can say is, keep loving the person you're caring for - it's still them, cultivate patience - they can't help 
frustrating you; and seek out help, both practical and social - some of your friends will vanish, not 
everyone can cope with the change in your loved one. The shining light in my darkness is that we have 
met some truly wonderful people. The volunteers and staff at the organisations who have helped us are 
ǘǊǳƭȅ ŀƳŀȊƛƴƎΧΦΦ  There really are some wonderful people in the world.  

Brian, on caring for his wife, Crossgates  
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Introduction 

There are an estimated 8,700 people living with dementia in Leeds.  To give an idea of 
what this means in our local neighbourhoods, there are about 9,500 streets in the Leeds 
/ƛǘȅ /ƻǳƴŎƛƭ ŀǊŜŀΤ ǎƻ ǘƘŜ ΨŀǾŜǊŀƎŜ ǎǘǊŜŜǘΩ ƛǎ ƳǳŎƘ ƳƻǊŜ ƭƛƪŜƭȅ ǘƘŀƴ ƴƻǘ ǘƻ ƘŀǾŜ ŀ person 
living there with dementia.  There were, at the end of February 2020, approximately 
6,500 people with a recorded diagnosis, ie. 75% of the total.  Of the other 25%, some 
are in the earliest stages of experiencing symptoms, and some will be going through the 
diagnosis process.  Others might be reluctant to acknowledge the concerns of others, 
reluctant to seek a diagnosis, or not know what to do next.  Each person and family will 
experience the condition in individual and diverse ways. 

The Covid-19 pandemic has affected people and families living with dementia, and so 
ǇŀǊǘ ƻŦ ǘƘƛǎ ǎǘǊŀǘŜƎȅ ƛǎ ŀōƻǳǘ ΨǊŜǎŜǘ ŀƴŘ ǊŜŎƻǾŜǊȅΩΦ  ²Ŝ ŘƻƴΩǘ ƪƴƻǿ ŀǘ ǘƘŜ ǘƛƳŜ ƻŦ ǿǊƛǘƛƴƎ 
how long the pandemic will be with us, so we have to adapt and change, rather than just 
sit it out and wait.  Memory Assessment Services, which diagnose dementia, were 
suspended for the Covid crisis, as were day centres and other opportunities for face-to-
face contact ς memory cafés, day centres, carers groups, and visiting at home.  People 
have missed timely diagnosis and the connection to support and advice.   

People in the later stages of dementia might not understand the need for social 
distancing, and people living in care homes are, at the time of writing, missing out on 
visits, tea and cake, and hugs with family and friends.  There have been positive and 
creative responses to the restrictions ς groups and cafés using the various online video 
applications, and services going back through their contacts to check in on people.   

However, this strategy sets the direction for the next five years, building on what has 
ōŜŜƴ ŀŎƘƛŜǾŜŘ ǎƛƴŎŜ ά[ƛǾƛƴƎ ²Ŝƭƭ ²ƛǘƘ 5ŜƳŜƴǘƛŀ ƛƴ [ŜŜŘǎέ ǿŀǎ ǇǳōƭƛǎƘŜŘ ƛƴ нлмоΣ ŀƴŘ 
identifying what is still to be done.  Most of this document was drafted before the Covid 
pandemic, and remains valid. 

Above all, this strategy aims to offer hope, and to identify opportunities to improve the 
quality of life and support to live well with dementia.  We all have our strengths and 
abilities, within ourselves and through our families, friends and support networks.  A 
ΨǎǘǊŜƴƎǘƘǎ-ōŀǎŜŘΩ ǇŜǊǎǇŜŎǘƛǾŜ ƛǎ ƛƳǇƻǊǘŀƴǘ ŦƻǊ ǇŜƻǇƭŜ ǿƛǘƘ ŘŜƳŜƴǘƛŀ ǘƻ ƭƛǾŜ ŀǎ ǿŜƭƭ ŀǎ 
possible. At the same time, it is the case that dementia, as a progressive condition 
affecting the brain, causes loss and impairment of abilities which can, at times, feel 
overwhelming.  Dementia can be extremely tough and challenging, affecting family and 
social life, finances, plans for retirement and much else besides. 

This document looks forward, to describe the challenges and priorities 
for improving services.  It is also an opportunity to show what has been 
ŀŎƘƛŜǾŜŘ ƛƴ ǘƘŜ ǎŜǾŜƴ ȅŜŀǊǎ ǎƛƴŎŜ ά[ƛǾƛƴƎ ²Ŝƭƭ ²ƛǘƘ 5ŜƳŜƴǘƛŀ ƛƴ [ŜŜŘǎ 
ς ƻǳǊ ǎǘǊŀǘŜƎȅέ ǿŀǎ ǇǳōƭƛǎƘŜŘ in 2013.   

During that time there has been excellent progress in Leeds to improve 
the diagnosis of dementia, and support to help more people and carers 
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ǘƻ ƭƛǾŜ ǿƛǘƘ ǘƘŜ ŎƻƴŘƛǘƛƻƴΦ  hǳǊ ΨŘŜƳŜƴǘƛŀ-ŦǊƛŜƴŘƭȅΩ ǎƻŎƛŀƭ ƳƻǾŜƳŜƴǘ Ƙŀǎ ƎǊƻǿƴΣ ǘƻ ƳŀƪŜ 
people more aware, reduce the sense of stigma around the condition, and sign up local 
business and community groups.  Thousands of local NHS staff have been trained, and 
specialist support for community services and care homes has been enhanced.   

However, significant challenges remain.  The capacity and quality of services, particularly 
for people with more complex needs, is inconsistent.   There are still people and families 
who miss out on the support available and feel isolated. The population living with 
dementia will increase, and become more diverse.   

The number of people with dementia in the UK population has probably stayed roughly 
the same over recent decades.  The evidence for this is a comparison of population 
samples twenty years apart, by the Cognitive Function in Ageing Study1.  This is a 
positive public health story, often overlooked in reporting about dementia.  However, as 
the generation born in the years after 1945 approaches age 75 and beyond, it is likely 
that there will be demographic growth during the 2020s.  Health inequalities are 
important, with increased risk of dementia linked to higher prevalence of heart disease, 
type 2 diabetes and high blood pressure.  This makes it important to find ways in which 
we all can reduce the risk of developing dementia  - άǿƘŀǘΩǎ ƎƻƻŘ ŦƻǊ ǘƘŜ ƘŜŀǊǘΣ ƛǎ ƎƻƻŘ 
ŦƻǊ ǘƘŜ ōǊŀƛƴέΦ   

The prevalence of dementia in England and Wales is expected to increase, according to 
population modelling2.  However, the increase is slower than would be expected purely 
from population ageing ς the good news is that the risk of developing dementia at any 
given age is, in general, gradually decreasing.  People are living longer with dementia, 
alongside other long-term health conditions and frailty. The published research indicates 
that the largest growth will be in the oldest age-groups; the numbers of people aged 
under 90 with dementia in England and Wales, according to this forecast, will decrease 
from 2030. 

 

                                                           
1 Fiona Matthews et al (2013): A two-decade comparison of prevalence of dementia in individuals aged 65 years and older 
from three geographical areas of England: results of the Cognitive Function and Ageing Study I and II. The Lancet 382:9902  
www.thelancet.com/journals/lancet/article/PIIS0140-6736(13)61570-6/fulltext  
2 Ahmadi-Abhari et al (2017):  Temporal trend in dementia incidence since 2002 and projections for prevalence in England 
and Wales to 2040: modelling study.  BMJ 2017; 358.  www.bmj.com/content/358/bmj.j2856  

http://www.thelancet.com/journals/lancet/article/PIIS0140-6736(13)61570-6/fulltext
http://www.bmj.com/content/358/bmj.j2856
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The level of dementia-related disability is likely to increase3, which is to be expected as 
more people live with dementia to age 90 and above.  Hospitals and care services report 
that there are more people needing help with complex needs.   

This document sets the course in Leeds for the next five years.  The NHS has set out its 
long-term plan, including άǎupporting people to age wellέΤ άfully integrated community-
based ŎŀǊŜέΣ ŀƴŘ άƛƳǇǊƻǾŜŘ ǎǳǇǇƻǊǘ ǘƻ ŎŀǊŜ ƘƻƳŜǎέΦ  In Leeds we have real strengths in 
the sense of partnership and commitment, with people with dementia, families and 
carers, community groups, care providers, and many organisations beyond social care 
ǎƛƎƴŜŘ ǳǇ ǘƻ ōŜ ΨŘŜƳŜƴǘƛŀ ŦǊƛŜƴŘƭȅΩ.   This strategy describes how that shared 
commitment will lead to better support people living with dementia in Leeds. 

The Leeds Health & Care Plan - our principles 

The Leeds Health & Care Plan sets out the ambition to create:  

A friendly, healthy, compassionate city with a strong economy where we reduce 

health inequalities, promote inclusive growth and tackle climate change. 

tǊŜǾŜƴǘƛƴƎ ŘŜƳŜƴǘƛŀ ƳŜŀƴǎ ǊŜŘǳŎƛƴƎ ǘƘŜ ƴǳƳōŜǊ ƻŦ ǇŜƻǇƭŜ ǿƘƻ ǿƛƭƭ ŘŜǾŜƭƻǇ ǘƘŜ 
ŎƻƴŘƛǘƛƻƴ ƛƴ ƭŀǘŜǊ ƭƛŦŜΦ  !Ŏǘƛƻƴ ǘƻ ŀŘŘǊŜǎǎ Ǌƛǎƪ ŦŀŎǘƻǊǎ ŎƻǳƭŘ ŘŜƭŀȅ ƻǊ ǇǊŜǾŜƴǘ пл҈ ƻŦ 
ŘŜƳŜƴǘƛŀΣ ŀŎŎƻǊŘƛƴƎ ǘƻ 5ŜƳŜƴǘƛŀ ǇǊŜǾŜƴǘƛƻƴΣ ƛƴǘŜǊǾŜƴǘƛƻƴΣ ŀƴŘ ŎŀǊŜΥ нлнл ǊŜǇƻǊǘ ƻŦ ǘƘŜ 
[ŀƴŎŜǘ /ƻƳƳƛǎǎƛƻƴ4Φ  ¢ƘŜ ŦƻƭƭƻǿƛƴƎ ǊŜŎƻƳƳŜƴŘŀǘƛƻƴǎ ǿƛƭƭ ǊŜŘǳŎŜ ǘƘŜ ŦǳǘǳǊŜ ǇǊŜǾŀƭŜƴŎŜ 
ƻŦ ŘŜƳŜƴǘƛŀ ƛƴ [ŜŜŘǎΣ ŀƴŘ ǘƻ ƎƛǾŜ ƻǳǊǎŜƭǾŜǎ ǘƘŜ ōŜǎǘ ŎƘŀƴŎŜ ƻŦ ŀ ƘŜŀƭǘƘȅ ƭŀǘŜǊ ƭƛŦŜΦ   
LƴŘƛǾƛŘǳŀƭƭȅ ŀƴŘ ǘƻƎŜǘƘŜǊΣ ǿŜ ǎƘƻǳƭŘΥ 

¶ .Ŝ ǇƘȅǎƛŎŀƭƭȅ ŀŎǘƛǾŜ ǊŜƎǳƭŀǊƭȅΣ ǎǘƻǇ ǎƳƻƪƛƴƎΣ ŘǊƛƴƪ ŀƭŎƻƘƻƭ ƛƴ ƳƻŘŜǊŀǘƛƻƴΣ ƛŦ ŀǘ ŀƭƭΤ ōŜ ŀ 
ƘŜŀƭǘƘȅ ǿŜƛƎƘǘΤ Ƴŀƛƴǘŀƛƴ ŀ ƘŜŀƭǘƘȅ ōƭƻƻŘ ǇǊŜǎǎǳǊŜΤ ŀƴŘ ŀǾƻƛŘ ϧ ǘǊŜŀǘ ¢ȅǇŜ н ŘƛŀōŜǘŜǎΦ  
tǊƻƳƻǘƛƴƎ ƎƻƻŘ ƘŜŀƭǘƘ ƛǎ ŀ [ŜŜŘǎ IŜŀƭǘƘ ŀƴŘ /ŀǊŜ tƭŀƴ Ǝƻŀƭ ǿƘƛŎƘ ƻŦŦŜǊǎ ǇƻǎƛǘƛǾŜ 
ƻǇǇƻǊǘǳƴƛǘƛŜǎ ŦƻǊ ƭƛŦŜǎǘȅƭŜ ŎƘŀƴƎŜ ŀƴŘ ŜƴŀōƭŜǎ ǳǎ ǘƻ ŀƎŜ ǿŜƭƭΦ  ¢ƘŜǎŜ Ŏŀƴ ōŜ ŘƛŦŦƛŎǳƭǘ ǘƻ 
ŀŎƘƛŜǾŜ ŀƭƻƴŜΣ ŀƴŘ ǘƘŜǊŜ ŀǊŜ ŀ ǊŀƴƎŜ ƻŦ ƭƻŎŀƭ ǎŜǊǾƛŎŜǎ ŀƴŘ ƛƴǘŜǊǾŜƴǘƛƻƴǎ ǘƻ ƘŜƭǇ ǳǎΦ  
CƻǊ ŜȄŀƳǇƭŜΣ bI{ IŜŀƭǘƘ /ƘŜŎƪǎΣ ƻŦŦŜǊŜŘ ǘƻ ŀƭƭ ŀƎŜŘ плπтпΣ ŀƴŘ ǘƘŜ bŀǘƛƻƴŀƭ 5ƛŀōŜǘŜǎ 
tǊŜǾŜƴǘƛƻƴ tǊƻƎǊŀƳƳŜ ƘŜƭǇ ǘƻ ƛŘŜƴǘƛŦȅ ǇŜƻǇƭŜ ŀǘ Ǌƛǎƪ ƻŦ ŘŜǾŜƭƻǇƛƴƎ ǘȅǇŜ н ŘƛŀōŜǘŜǎ 
ŀƴŘ ǇǊƻǾƛŘŜ ƘŜƭǇ ŀƴŘ ǎǳǇǇƻǊǘ ǘƻ ŜƴŀōƭŜ ƘŜŀƭǘƘȅ ōŜƘŀǾƛƻǳǊǎΦ 

¶ tǊƻƳƻǘŜ ǎƻŎƛŀƭ ŎƻƴǘŀŎǘΣ ǘŀŎƪƭŜ ƭƻƴŜƭƛƴŜǎǎΣ ŀƴŘ ǘǊŜŀǘ ŘŜǇǊŜǎǎƛƻƴΦ  ! ƳŜƴǘŀƭƭȅ ƘŜŀƭǘƘȅ 
Ŏƛǘȅ ŦƻǊ ŀƭƭ ƛǎ ŀƴƻǘƘŜǊ [ŜŜŘǎ tƭŀƴ ƎƻŀƭΦ 

¶ [ƻƻƪ ŀŦǘŜǊ ƻǳǊ ƘŜŀǊƛƴƎΦ  {ŜŜƪ ǎǳǇǇƻǊǘ ƛŦ ȅƻǳ ƴƻǘƛŎŜ ƘŜŀǊƛƴƎ ƭƻǎǎ ŀƴŘ ǳǎŜ ƘŜŀǊƛƴƎ ŀƛŘǎ 
ǿƘŜƴ ƴŜŜŘŜŘ ǘƻ ŎƻǊǊŜŎǘ ƛǘΦ  ό¢Ƙƛǎ ŘƻŜǎ ƴƻǘ ŀǇǇƭȅ ǘƻ 5ŜŀŦ ǇŜƻǇƭŜΣ ǿƘƻ ǳǎŜ .ǊƛǘƛǎƘ {ƛƎƴ 
[ŀƴƎǳŀƎŜ ŀǎ ŀ ŦƛǊǎǘ ƭŀƴƎǳŀƎŜΤ ǘƘŜ Ǌƛǎƪ ŦŀŎǘƻǊ ƛǎ ƘŜŀǊƛƴƎ ƭƻǎǎ ƛƴ ƳƛŘπ ŀƴŘ ƭŀǘŜǊ ƭƛŦŜύΦ  Lǘ ƛǎ 
ǿŜƭƭ ǿƻǊǘƘ ƻǾŜǊŎƻƳƛƴƎ ŀ ǊŜƭǳŎǘŀƴŎŜ ǘƻ ǳǎŜ ƘŜŀǊƛƴƎ ŀƛŘǎΤ ǿƘŜƴ ŀŘƻǇǘŜŘ ŜŀǊƭȅΣ ǘƘŜȅ ŀǊŜ 
ŀƴ ŜȄǘǊŜƳŜƭȅ ŜŦŦŜŎǘƛǾŜ ƛƴǘŜǊǾŜƴǘƛƻƴ ǘƘŀǘ ǊŜŘǳŎŜ ǘƘŜ Ǌƛǎƪ ŀƴŘ ƛƳǇŀŎǘ ƻŦ ŘŜƳŜƴǘƛŀΦ 

¶ aŀƪŜ [ŜŜŘǎ ŀ ǎŀŦŜǊ ǇƭŀŎŜΦ  wƻŀŘ ǘǊŀŦŦƛŎ ƛƴŎƛŘŜƴǘǎΣ ŀǎǎŀǳƭǘǎ ŀƴŘ Ŧŀƭƭǎ ŀǊŜ ŀƳƻƴƎ ǘƘŜ 
ŎŀǳǎŜǎ ƻŦ ōǊŀƛƴ ƛƴƧǳǊȅΣ ŀ ǎŜǊƛƻǳǎ ŎƻƴŘƛǘƛƻƴ ǿƘƛŎƘ ǊŜǉǳƛǊŜǎ ǘǊŜŀǘƳŜƴǘ ϧ ǊŜƘŀōƛƭƛǘŀǘƛƻƴ 
ŦƻǊ ǘƘŜ ƛƳƳŜŘƛŀǘŜ ŜŦŦŜŎǘǎΦ  ¢ƘŜ ŜǾƛŘŜƴŎŜ Ǉƻƛƴǘǎ ŀƭǎƻ ǘƻ ƭƻƴƎŜǊπǘŜǊƳ Ǌƛǎƪ ƻŦ ŘŜƳŜƴǘƛŀΦ   

                                                           
3 Guzman-Castillo et al (2017): Forecasted trends in disability and life expectancy in England and Wales up to 2025: a 
modelling study. www.thelancet.com/journals/lanpub/article/PIIS2468-2667(17)30091-9/fulltext 
4 www.thelancet.com/commissions/dementia2020  

https://www.longtermplan.nhs.uk/
http://www.thelancet.com/commissions/dementia2020
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¶ 9ŘǳŎŀǘŜ ƻǳǊ ŎƘƛƭŘǊŜƴ ǿŜƭƭΦ  ¢ƘŜ ŜǾƛŘŜƴŎŜ ƛǎ ǘƘŀǘ ŜŘǳŎŀǘƛƻƴ Ƙŀǎ ǘƘŜ ǎǘǊƻƴƎŜǎǘ 
ǇǊƻǘŜŎǘƛǾŜ ŜŦŦŜŎǘ ǳǇ ǘƻ нл ȅŜŀǊǎ ƻŦ ŀƎŜΤ ŀƭǘƘƻǳƎƘ ƭƛŦŜπƭƻƴƎ ƭŜŀǊƴƛƴƎ ƛǎ ǊŜŎƻƳƳŜƴŘŜŘ 
ǘƻƻΦ 

¶ .ǊŜŀǘƘŜ ŎƭŜŀƴŜǊ ŀƛǊΦ  ¢Ƙƛǎ ƛǎ ŀ Ǌƛǎƪ ŦŀŎǘƻǊ ŦƻǊ ǿƘƛŎƘ ŜǾƛŘŜƴŎŜ Ƙŀǎ ŀŎŎǳƳǳƭŀǘŜŘ ƛƴ ǊŜŎŜƴǘ 
ȅŜŀǊǎΦ  .Ǌŀƛƴ ƘŜŀƭǘƘ ƛǎ ŀƳƻƴƎ ǘƘŜ ōŜƴŜŦƛǘǎ ƻŦ ŀŎǘƛƻƴ ǘƻ ƛƳǇǊƻǾŜ ŀƛǊ ǉǳŀƭƛǘȅΦ 

aŀƴȅ ƻŦ ǘƘŜ ŀōƻǾŜ ŦŀŎǘƻǊǎ ŀǊŜ ƭƛƴƪŜŘ ǘƻ ǇǊŜǾŜƴǘƛƴƎ ŎŀƴŎŜǊ ŀƴŘ ƘŜŀǊǘ ŘƛǎŜŀǎŜ ŀǎ ǿŜƭƭ ŀǎ 
ŘŜƳŜƴǘƛŀΦ  !ƭƭ ŀǊŜ ǎǳōƧŜŎǘ ǘƻ ǘƘŜ ǿƛŘŜǊ ǎƻŎƛŀƭ ŀƴŘ ŜŎƻƴƻƳƛŎ ŘŜǘŜǊƳƛƴŀƴǘǎ ƻŦ ƘŜŀƭǘƘΣ ŀƴŘ 
ŘŜǇŜƴŘ ƻƴ ƭƻŎŀƭ ŀŎǘƛƻƴ ǘƻ ǊŜŘǳŎŜ ƘŜŀƭǘƘ ƛƴŜǉǳŀƭƛǘƛŜǎΦ  ¢ƘŜǎŜ ŀǊŜ ǘƘƛƴƎǎ ǿŜ Ŏŀƴ ŎƘŀƴƎŜ 
ǘƘǊƻǳƎƘ ƻǳǊ ŎƻƭƭŜŎǘƛǾŜ ŜŦŦƻǊǘǎΣ ŀƴŘ [ŜŜŘǎ ƛǎ ǎŜŜƪƛƴƎ ǘƻ ŎƘŀƴƎŜΣ ǘƘǊƻǳƎƘ ǘƘŜ .Ŝǎǘ /ƻǳƴŎƛƭ 
tƭŀƴ ŀƴŘ IŜŀƭǘƘ ŀƴŘ ²ŜƭƭōŜƛƴƎ {ǘǊŀǘŜƎȅΦ  

¢ƘŜ [ŜŜŘǎ IŜŀƭǘƘ ŀƴŘ /ŀǊŜ tƭŀƴ Ƙŀǎ ǘƘǊŜŜ ǎǘŀǘŜƳŜƴǘǎ ǘƘŀǘ 
ŘŜǎŎǊƛōŜ άhǳǊ ŀǇǇǊƻŀŎƘ ƛƴ ŜǾŜǊȅǘƘƛƴƎ ǿŜ ŘƻέΥ 

¶ ²Ŝ ǎǘŀǊǘ ǿƛǘƘ ǇŜƻǇƭŜ  

CƻǊ ǇŜƻǇƭŜ ƭƛǾƛƴƎ ǿƛǘƘ ŘŜƳŜƴǘƛŀΣ ǘƘƛǎ ŎƻǳƭŘ ōŜ ǘǊŀƴǎƭŀǘŜŘ ŀǎΥ  ά5ƻƴΩǘ ǎŜŜ ŘŜƳŜƴǘƛŀΣ ǎŜŜ 
ƳŜέΥ  Ψ.ŜǘǘŜǊ /ƻƴǾŜǊǎŀǘƛƻƴǎΩ ƛƴŦƻǊƳ ǇŜǊǎƻƴπŎŜƴǘǊŜŘ ŎŀǊŜΦ   ²ƘŜƴ ǾŜǊōŀƭ ŀōƛƭƛǘȅ ƛǎ 
ƛƳǇŀƛǊŜŘΣ ǇƘȅǎƛŎŀƭ Ǉŀƛƴ ƻǊ ŜƳƻǘƛƻƴŀƭ ŘƛǎǘǊŜǎǎ Ƴŀȅ ōŜ ŎƻƳƳǳƴƛŎŀǘŜŘ ǘƘǊƻǳƎƘ 
ōŜƘŀǾƛƻǳǊΦ  Ψ¢Ƙƛƴƪ CŀƳƛƭȅΩ ƳŜŀƴǎ ǊŜŎƻƎƴƛǎƛƴƎ ǘƘŜ ŜȄǇŜǊǘƛǎŜ ŀƴŘ ƴŜŜŘǎ ƻŦ ŎŀǊŜǊǎΦ   

ΨIƻƳŜ CƛǊǎǘΩ ƳŜŀƴǎ ǎǳǇǇƻǊǘƛƴƎ ǇŜƻǇƭŜ ǘƻ ǎǘŀȅ ǿŜƭƭπƻǊƛŜƴǘŀǘŜŘ ƛƴ ŦŀƳƛƭƛŀǊ 
ǎǳǊǊƻǳƴŘƛƴƎǎΦ  CƻǊ ǘƘƛǎ ǘƻ ǎǳŎŎŜŜŘ ŀǎ ŘŜƳŜƴǘƛŀ ǇǊƻƎǊŜǎǎŜǎ ǊŜǉǳƛǊŜǎ ǎǘǊŜƴƎǘƘǎπōŀǎŜŘ 
ǾŀƭǳŜǎΣ ǎƪƛƭƭŜŘ ǎǘŀŦŦ ŀƴŘ ŜŦŦŜŎǘƛǾŜ ǇŀǊǘƴŜǊǎƘƛǇ ǿƻǊƪΦ  {ǳǇǇƻǊǘ ŀǘ ƘƻƳŜ ƛǎ ŀƭƭ ǘƘŜ ƳƻǊŜ 
ƛƳǇƻǊǘŀƴǘ ǘƻ Ƴŀƴȅ ǇŜƻǇƭŜ ŀƴŘ ŦŀƳƛƭƛŜǎ ǎƛƴŎŜ ǘƘŜ /ƻǾƛŘ ŎǊƛǎƛǎΦ  

¶ We deliver 

5ŜƳŜƴǘƛŀ ƛǎ ŜǾŜǊȅōƻŘȅΩǎ ōǳǎƛƴŜǎǎ - people living with dementia are to be found in all 
groups, activities and services which support older people.  This strategy seeks to 
include people with dementia as Leeds invests in primary, community and preventive 
services; and as work continues with care homes and hospitals to improve quality. 

¶ We are Team Leeds 

Leeds Dementia Partnership brings local organisations together as a team with the 
shared goal of improving life with dementia in Leeds.  Even a diagnosis of dementia 
ǳǎǳŀƭƭȅ ƛƴǾƻƭǾŜǎ ŀ ǇŜǊǎƻƴΩǎ DtΣ ŀ ǎŎŀƴ ŀǘ ŀ ƘƻǎǇƛǘŀƭ ŎƭƛƴƛŎΣ ŀƴŘ ǎǇŜŎƛŀƭƛǎǘ bI{ memory 
service.   People with dementia are among those especially vulnerable when moving 
from one service to another, and rely on good information sharing between 
professionals.  Dementia-friendly Leeds widens this local Ψteam-workΩ to involve local 
communities, organisations and businesses.  People and families living with dementia 
ŀǊŜ ǇŀǊǘ ƻŦ ƻǳǊ άfriendly, healthy, compassionate cityέΦ 

The next section describes: 

¶ TƘƛǊǘŜŜƴ ΨōǳƛƭŘƛƴƎ ōƭƻŎƪǎΩ:  the elements that have to be in place to make Leeds a 
good place to live with dementia; 

¶ Six ΨŎƻƳƳƛǎǎƛƻƴƛƴƎ ǇǊƛƻǊƛǘƛŜǎΩΥ to give a focus for action and investment plans. 
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9ƴŘπƻŦπƭƛŦŜ ŎŀǊŜ ŀƴŘ 
ǇƭŀƴƴƛƴƎ ŀƘŜŀŘ 

¢ƛƳŜƭȅ 5ƛŀƎƴƻǎƛǎ 
ϧ ǎǳǇǇƻǊǘ 

tƻǇǳƭŀǘƛƻƴ 
IŜŀƭǘƘΣ CǊŀƛƭǘȅ ϧ 
5ŜƳŜƴǘƛŀ 

5ŜƳŜƴǘƛŀπ
ŦǊƛŜƴŘƭȅ [ŜŜŘǎ 

/ŀǊƛƴƎ ŦƻǊ ŀ 
ǇŜǊǎƻƴ ǿƛǘƘ 
ŘŜƳŜƴǘƛŀ 

LƴǘŜƎǊŀǘŜŘ 
ƘŜŀƭǘƘ ŀƴŘ ŎŀǊŜ 

9ƴŘ ƻŦ ƭƛŦŜ 
ŎŀǊŜ 

{ǘǊŜƴƎǘƘǎπōŀǎŜŘ 
ϧ ǇŜǊǎƻƴπ
ŎŜƴǘǊŜŘ 

wŜǎŜŀǊŎƘ π 
making a 

difference for the 
future 

IƻǳǎƛƴƎ ƻǇǘƛƻƴǎΣ 
ŘŜǎƛƎƴ ŀƴŘ 
ǘŜŎƘƴƻƭƻƎȅ ¸ƻǳƴƎŜǊ ǇŜƻǇƭŜ 

ϧ ǊŀǊŜǊ 
ŘŜƳŜƴǘƛŀǎ 

5ƛǾŜǊǎƛǘȅΣ 
ƛƴŎƭǳǎƛƻƴ ϧ 
ǊƛƎƘǘǎ 

{ŜǊǾƛŎŜǎ ŦƻǊ 
ǇŜƻǇƭŜ ǿƛǘƘ 
ŎƻƳǇƭŜȄ ƴŜŜŘǎ 

9ƴŘ ƻŦ ƭƛŦŜ ŎŀǊŜ 

¢ƘƛǊǘŜŜƴ .ǳƛƭŘƛƴƎ .ƭƻŎƪǎ  
ǘƻ ōŜ ǘƘŜ ōŜǎǘ Ŏƛǘȅ ǘƻ ƭƛǾŜ ǿƛǘƘ ŘŜƳŜƴǘƛŀ 

Arts & Creativity 

{ƛȄ ŎƻƳƳƛǎǎƛƻƴƛƴƎ ǇǊƛƻǊƛǘƛŜǎ ŦƻǊ ƘŜŀƭǘƘ 
ŀƴŘ ǎƻŎƛŀƭ ŎŀǊŜ 

/ŀǊŜ ǉǳŀƭƛǘȅΣ ŎƻƳǇƭŜȄ 
ƴŜŜŘǎΣ ǘƛƳŜƭȅ ǘǊŀƴǎŦŜǊǎ  

/ŀǊŜǊ ǎǳǇǇƻǊǘ ŀƴŘ 
ōǊŜŀƪǎ 

!ƴƴǳŀƭ ǊŜǾƛŜǿ ŀƴŘ ŎŀǊŜ 
ŎƻπƻǊŘƛƴŀǘƛƻƴ 

5ŜƳƻƎǊŀǇƘƛŎǎΣ 
ŘƛǾŜǊǎƛǘȅ ϧ ŜƳŜǊƎƛƴƎ 

ƴŜŜŘǎ 

¢ƘŜ [ŜŜŘǎ 
5ŜƳŜƴǘƛŀ 
!Ŏǘƛƻƴ tƭŀƴ 
¶ ŀ ǎŜǇŀǊŀǘŜ 
ŘƻŎǳƳŜƴǘ 

¶ ǳǇŘŀǘŜŘ 
ǉǳŀǊǘŜǊƭȅ 

¶ ƻǿƴŜŘ ōȅ 
[ŜŜŘǎ 
5ŜƳŜƴǘƛŀ 
hǾŜǊǎƛƎƘǘ 
.ƻŀǊŘ 

²Ƙŀǘ ŀǊŜ ǘƘŜ ōǳƛƭŘƛƴƎ ōƭƻŎƪǎ Κ 

The building blocks are the things we 
have to get right for people to live well 
with dementia.  They: 

a. ŎƻǾŜǊ ǘƘŜ ΨŘŜƳŜƴǘƛŀ ƧƻǳǊƴŜȅΩΣ ŦǊƻƳ 
diagnosis and early support, to end 
of life care.  Dementia is a 
progressive condition, and needs 
change over time; 

b. cover the diversity and individuality 
of people living with dementia 

c. show how everyone can make a 
difference, through community 
action and creativity. 

 

²Ƙȅ ǘƘŜǎŜ ǎƛȄ ǇǊƛƻǊƛǘƛŜǎ Κ 

There are six important areas of work where co-
ordinated action and investment are required.  The 
choice of priorities is informed by: 

a. Experiences and views voiced by people and 
carers living with dementia; 

b. A shared understanding of unmet needs and 
challenges for health and care in Leeds; 

c. Opportunities to make a difference within 
existing programmes of work; 

d. Identifying where co-ordinated action and 
investment are required. 

e. Balancing preventive support in the early stages 
with the needs of people with severe dementia 
and complex needs. 

f. The impact of Covid-19. 

 

{ŜǊǾƛŎŜ ΨǊŜǎŜǘ ϧ 
ǊŜŎƻǾŜǊȅΩ ŦǊƻƳ  /ƻǾƛŘ 
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Thirteen Ψbuilding blocksΩ to be the best city to live with dementia 

1. Dementia-Friendly Leeds 
tŜƻǇƭŜ ŀƴŘ ǇƭŀŎŜǎ ƛƴ [ŜŜŘǎ ŀǊŜ ΨŘŜƳŜƴǘƛŀ-ŦǊƛŜƴŘƭȅΩΤ ǿŜ ǇǊƻƳƻǘŜ ƛƴŎƭǳǎƛƻƴ ϧ 
understanding, and reduce stigma.  

2. Timely diagnosis and support 

Timely diagnosis leads to support to live with the condition, and community 
capacity keeps pace with emerging needs. 

3. Healthy ageing, dementia and frailty 

People with dementia benefit from initiatives to promote well-being in later life, 
and care co-ordination for people living with frailty. 

4. Caring for a person with dementia 

Carers are treated as partners in care, and benefit from information, support, and 
breaks. 

5. Younger people with dementia & rarer types of dementia 

People with younger onset of dementia benefit from specialist support, which 
ǊŜŎƻƎƴƛǎŜǎ ǇŜƻǇƭŜΩǎ ǎǇŜŎƛŦƛŎ ǎƻŎƛŀƭΣ ŜŎƻƴƻƳƛŎ ŀƴŘ ŎƭƛƴƛŎŀƭ ƴŜŜŘǎΦ 

6. Diversity, inclusion and rights 

tŜƻǇƭŜΩǎ ǾƻƛŎŜǎ ŀǊŜ ƘŜŀǊŘΣ ŀƴŘ ǊƛƎƘǘǎ ŀǊŜ ǳǇƘŜƭŘ ǿƘŜƴ ŘŜŎƛǎƛƻƴǎ ŀǊŜ ƳŀŘŜΦ  
Services recognise and respond well to diverse needs. 

7. Strengths, support networks and positive risk management 

Health and care professionals work to develop person-centred understanding, 
promote good conversations and positive choices about needs & risks. 

8. At home - housing options, design and technology 

People are enabled by dementia-friendly environments, choices about housing 
and care, and innovative solutions. 

9. Opportunities for arts and creativity 

People thrive on meaningful activity and occupation, and opportunities for self-
expression and communication when life is difficult. 

10. Research - making a difference for the future 

Opportunities for people living with dementia to take part in research to improve 
treatment and care. 

11. Integrated health and care 

All NHS, care and support services are equipped and skilled to meet dementia care 
needs, and have timely access to specialist clinical support.   

12. People with more complex needs & timely transfers of care 

People experiencing psychological distress, and people with dementia alongside 
multiple health conditions, have the right multidisciplinary support out of hospital. 

13. Care at the end of life 

There is honesty about dementia as a progressive neurological condition, and 
opportunities to plan ahead to make the most of life. 
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 1. Dementia-Friendly Leeds 

People and places in Leeds are ódementia-friendlyô; we promote inclusion & understanding, 
and reduce stigma. 

Leeds was one of six places to commit to the campaign for dementia-friendly 
communities at its launch in 2012, by the Prime Minister of the day at the Alzheimers 
{ƻŎƛŜǘȅ ŎƻƴŦŜǊŜƴŎŜΦ   ¢ƘŜ ŎŀƳǇŀƛƎƴ ǎŜŜƪǎ ǘƻ ǎƛƎƴ ǳǇ ƻǊƎŀƴƛǎŀǘƛƻƴǎ ǘƻ ƭƻŎŀƭ Ψ5ŜƳŜƴǘƛŀ 
!Ŏǘƛƻƴ !ƭƭƛŀƴŎŜǎΩΣ ŀƴŘ ŎǊŜŀǘŜ ƛƴŘƛǾƛŘǳŀƭ Ψ5ŜƳŜƴǘƛŀ CǊƛŜƴŘǎΩ Ǿƛŀ ŀǿŀǊŜƴŜǎǎ ǎŜǎǎƛƻƴǎ ŀƴŘ 
online.  The national total of Dementia Friends passed 3 million during 2019. 

Dementia-friendly communities are at the heart of improving lives, letting people know 
ǘƘŀǘ ǘƘŜȅΩǊŜ ƴƻǘ ŀƭƻƴŜΣ and still belong.  People and organisations who are active in 
these local initiatives are true strengths and assets, making it easier to talk about 
dementia, to live life as fully as possible, and reduce the sense of stigma. 

    
Dementia-Friendly Horsforth and Horsforth Town Council       Tea Cosy Café, Rothwell - the 100th café, March 7th 2020 
ǇǊŜǎŜƴǘ Ψ¢ƘŜ [ŀǎǘ aŜƳƻǊȅΩ - a play by Talking Stock 

 Theatre, ŀǘ {ǘ aŀǊƎŀǊŜǘΩǎ /ƘǳǊŎƘ  
 

     
Otley Town Council staff become Ψ5ŜƳŜƴǘƛŀ CǊƛŜƴŘǎΩ            ¢ƘŜ ΨLƴ ¢ƻǳŎƘΩ /ƭǳō  

       Leeds Rhinos Foundation & Leeds Living with  
    Dementia Peer Support Service 

    
Dementia Information Roadshow, 
Kippax Community Centre:  
Wendy Mitchell on living with 
dementia, and Peter Smith talks 
about dementia-friendly 
communities. 
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Achievements 2013-20 

V Support and co-ordination of the campaign established with funding from Leeds City 
Council. 

V Ψ¦Ǉ ŀƴŘ DƻΩ ƛƴǾƻƭǾŜƳŜƴǘ ƎǊƻǳǇ ŜǎǘŀōƭƛǎƘŜŘ ƛƴ нлмсΣ ŦƻǊ ǇŜƻǇƭŜ ƭƛǾƛƴƎ ǿƛǘƘ ŘŜƳŜƴǘƛŀΦ 

V Leeds Dementia Action Alliance now has over 200 organisations signed up, including the 
emergency services, sport, culture, leisure and transport. 

V Leeds has achieved recognition as a dementia-friendly community, from the Alzheimers 
Society and British Standards Institute.  Local initiatives at Horsforth and Morley have 
achieved recognition. 

V Dementia-Friendly Rothwell has led the way for local communities with the Tea Cosy Café, 
local shops, pubs, work with schools, and the first dementia-friendly garden in a public park, 
working with Leeds City Council Parks and Gardens.    

V ²Ŝǎǘ ¸ƻǊƪǎƘƛǊŜ tƻƭƛŎŜΣ ōǳƛƭŘƛƴƎ ƻƴ ƛƴƛǘƛŀƭ ǿƻǊƪ ŀǘ wƻǘƘǿŜƭƭΣ ƘŀǾŜ ŜǎǘŀōƭƛǎƘŜŘ ǘƘŜ ΨIŜǊōŜǊǘ 
tǊƻǘƻŎƻƭΩ ŦƻǊ ǿƘŜƴ ǇŜƻǇƭŜ Ǝƻ ƳƛǎǎƛƴƎ; introduced dementia awareness for officers; and 
dedicated staff to act as contacts for concerns around dementia in districts and 
departments5. 

V Further Dementia-Friendly community initiatives at Chapel Allerton, Otley, Roundhay, 
Wetherby, and the Elmet and Rothwell parliamentary constituency. 

V Over 30,000 Dementia Friends in Leeds.  Over 130 Leeds residents are Dementia Friends 
Champions and have run almost 2,000 awareness sessions. 

V Leeds Playhouse was ŀǿŀǊŘŜŘ ά.Ŝǎǘ 5ŜƳŜƴǘƛŀ-CǊƛŜƴŘƭȅ tǊƻƧŜŎǘέ ŀǘ ǘƘŜ 2015 Alzheimers 
{ƻŎƛŜǘȅ !ǿŀǊŘǎΦ  ¢ƘŜ Ψ9ǾŜǊȅ ¢ƘƛǊŘ aƛƴǳǘŜΩ festival won a National Dementia Care Award in 
2018, in ǘƘŜ ΨhǳǘǎǘŀƴŘƛƴƎ !Ǌǘǎ ŀƴŘ /ǊŜŀǘƛǾƛǘȅ ƛƴ 5ŜƳŜƴǘƛŀ /ŀǊŜΩ ŎŀǘŜƎƻǊȅΦ 

V Sporting reminiscence activities hosted monthly at Leeds United FC, Leeds Rugby, and 
Yorkshire County Cricket Club. 

V Creative opportunities are embedded in the work of Leeds City Council Museums and 
Galleries, and Libraries. 

V Opera North presented a dementia-friendly performance of La Bohème in October 2019, 
and worked with local care homes to bring music to residents. 

V Ten successful Ψ5ŜƳŜƴǘƛŀ LƴŦƻǊƳŀǘƛƻƴ wƻŀŘǎƘƻǿǎΩ ƛƴ нлму-19 at community venues in each 
Community Committee area. 

V Leeds City Council Revenues & Benefits have worked in partnership with a person living with 
dementia and the Alzheimers Society, to improve access to Council Tax exemption / 
discount, and use friendlier language.  

V [ŜŜŘǎ [ƛōǊŀǊƛŜǎ ŀƴŘ άмлл҈ 5ƛƎƛǘŀƭ [ŜŜŘǎέ ǎǳǇǇƻǊǘƛƴƎ ǇŜƻǇƭŜ ǘƻ ǳǎŜ ŘŜǾƛŎŜǎΣ ōŜ ƻƴƭƛƴŜΣ ŀƴŘ 
keep in touch, before and during the Covid-19 crisis. 

  

                                                           
5 www.westyorkshire.police.uk/advice/personal-safety-and-possessions/dementia-awareness/dementia-awareness  

http://www.dementiaaction.org.uk/leeds
https://www.dementiafriends.org.uk/
http://www.westyorkshire.police.uk/advice/personal-safety-and-possessions/dementia-awareness/dementia-awareness
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Our approach to make a difference 2020-25  

ü People living with dementia have chosen priorities for the dementia-friendly Leeds 
campaign: transport, shops and businesses, and arts & recreation. 

ü Maintain a dementia-friendly Leeds action plan, reporting quarterly to the Dementia-
Friendly Leeds Steering Group. 

ü Contact ƳŜƳƻǊȅ ŎŀŦŞ ƻǊƎŀƴƛǎŜǊǎ ŀƴŘ ƭƻŎŀƭ ƎǊƻǳǇǎ ǿƘƛŎƘ ƘŀǾŜƴΩǘ ƳŜǘ ōŜŎŀǳǎŜ ƻŦ /ƻǾƛŘ-19. 

o offer support to re-establish safe face-to-face and/or digital alternatives; 

o identify people and carers who might have become disconnected from support, and/or 
deteriorated because of social distancing. 

ü Explore and focus on opportunities to make a difference eg.  

o influence the development of Leeds station as an age- and dementia-friendly public 
space. 

o whether social distancing means some places are quieter and more dementia-friendly. 

ü Grow the Leeds Dementia Action Alliance, reaching a wider range of businesses and 
partners; recognising that recovery from the Covid pandemic might limit opportunities.   

ü When engaging with businesses, discuss how to help employees who are working carers. 

ü Seek more opportunities to work with schools and reach children and young people. 

ü Gather evidence of how dementia-friendly actions have made a difference. 

ü More dementia-friendly initiatives in local communities, linked to age-friendly and other 
campaigns for inclusion.  

ü Further public information initiatives, working with community partners, including: an event 
with a BAME focus; and an event for people who are Deaf or hearing impaired. 

 

 

 

 

 

 

 

Leeds Playhouse is a pioneer for 
dementia-friŜƴŘƭȅ ǘƘŜŀǘǊŜΦ  ¢Ƙƛǎ ΨƘƻǿ 
ǘƻΩ ƎǳƛŘŜ ŎƻǾŜǊǎ ŜǾŜǊȅǘƘƛƴƎ about 
putting on a production.  People living 
with dementia are included to co-
design the production, and plan the 
experience and welcome on the day.  
The guide is published by the Baring 
Foundation.  
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2. Timely diagnosis and support 

Timely diagnosis leads to support to live with the condition, and community capacity keeps 
pace with emerging needs. 

 

Diagnosis 

For people living with dementia, it is a difficult decision to explore the possibility that 
something might be wrong.  Dementia-friendly communities and better public 
awareness will help, but will never entirely take away the fears associated with the 
condition.  Reactions to diagnosis can be a complicated mix of feelings.  Sometimes 
there is relief that there is an explanation for what has been happening; for many it is a 
very low point. 

The diagnosis of dementia in Leeds has improved consistently over recent years, thanks 
to the efforts by all our NHS providers, and other local organisations, to raise awareness, 
identify signs and symptoms, make the diagnosis and support people to live with 
dementia.  The chart below shows the progress made; by February 2020 the official 
estimate from NHS Digital is that Leeds had a diagnosis rate of 74.7% (ie. actual number 
of people with a diagnosis, as a proportion of estimated prevalence). 

 

Diagnosis rates will never reach 100% of estimated prevalence.  This is because people 
must be supported to seek diagnosis in a timely ǿŀȅΣ ōǳǘ ƴƻǘ ΨŀƳōǳǎƘŜŘΩ ǿƛǘƘ ƛǘΦ  Cor 
some frail older people approaching the end of life with other health conditions, it could 
ōŜ ΨƻǾŜǊŘƛŀƎƴƻǎƛǎΩ ǘƻ ŜȄǇƭƻǊŜ ƳƛƭŘ ǎȅƳǇǘƻƳǎ ƻŦ ǇƻǎǎƛōƭŜ ŘŜƳŜƴǘƛŀ ς ie. there may be no 
benefit to going through the process. 

Support after diagnosis 

Most importantly, diagnosis is a gateway to support and an opportunity to offer people, 
families and carers a way ahead and come to terms with living with dementia.  Although 
ΨŘƛŀƎƴƻǎƛǎ ǊŀǘŜΩ ƛǎ ǎǘƛƭƭ ǘƘŜ ǘƘƛƴƎ ǘƘŀǘ bI{ 9ƴƎƭŀƴŘ use to measure local services, 
diagnosis is not by itself an achievement.  It must connect to meaningful support to live 
with dementia. 

The approach in Leeds has been to create a support offer to everyone living with 
dementia.  This has been achieved by investment in the Memory Support Worker 
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service, and continuing to build community capacity.  Post-diagnosis support no longer 
depends upon whether or not a person is prescribed medication.  The use of well-
trained and skilled support workers has enabled clinical staff to be available in a more 
timely way, eg. to reduce waiting times for diagnosis. 

Leeds is fortunate to have many dementia-friendly organisations and volunteers who 
have set up and run groups such as Memory Cafés.  It is our ambition to ensure that 
support is available to all; to keep pace with emerging needs; and to keep people 
supported in our communities for as long as possible.   

Cognitive Stimulation Therapy (CST) is an approach to offering structured activity which 
is recommended in NICE guidance6.  It is offered post-diagnosis by specialist NHS 
services, and two local Neighbourhood Networks have established groups offering CST 
or activities informed by the approach.  A further innovation is the use of ŀ Ψ/ƛǊŎƭŜǎ hŦ 
{ǳǇǇƻǊǘΩ ŀǇǇǊƻŀŎƘ ǘƻ ƪŜŜǇ ǇŜƻǇƭŜ ŎƻƴƴŜŎǘŜŘ ŀƴŘ ŀŎǘƛǾŜ. 

Other post-diagnosis support is described throughout this document, such as services 
for (unpaid, usually family) carers; opportunities for arts and creativity; social care. 

The impact of Covid-19 

However, the Covid pandemic and suspension of memory assessment and diagnosis 
services has, not surprisingly, caused diagnosis rates to fall, both nationally and locally.  
The usual pattern in Leeds is that there are just over 1,000 people newly-diagnosed each 
year, whilst c. 1,000 people with a dementia diagnosis die each year.  This leads to a 
modest net increase, as shown in the chart above.  Most of the decrease shown below 
has been caused by the pause in diagnosis activity.  In addition to this there have been 
ΨexcessΩ ŘŜŀǘƘǎ ǊŜƭŀǘŜŘ ǘƻ /ƻǾƛŘ-19, ie. more people with dementia have died compared 
to what would normally be expected.   

 

                                                           
6 bŀǘƛƻƴŀƭ LƴǎǘƛǘǳǘŜ ŦƻǊ IŜŀƭǘƘ ŀƴŘ /ŀǊŜ 9ȄŎŜƭƭŜƴŎŜΣ bDфт ΨDementia: assessment, management and support for people 
living with dementia and their carersΩ 

66.7%

68.7%

70.7%

72.7%

74.7%

76.7%

Jan-20 Feb-20 Mar-20 Apr-20 May-20 Jun-20 Jul-20

NHS Leeds CCG - dementia diagnosis rate & 
Covid

(y-axis based at diagnosis rate target)
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Achievements 2013-20 

V Leeds achieved the national ambition for a 66.7% diagnosis rate at March 2015, and continued to 
improve from there to 74.7% at end Feb 2020, with 6,493 people recorded with a dementia 
diagnosis on Leeds GP registers. 

V Leeds Memory Service sees more than 90% of people within 8 weeks of referral; more than 65% 
have a diagnosis within 12 weeks of referral. 

V Leeds Memory Service has consistently retained its accreditation by the Royal College of 
tǎȅŎƘƛŀǘǊƛǎǘǎΩ aŜƳƻǊȅ {ŜǊǾƛŎŜǎ bŀǘƛƻƴŀƭ !ŎŎǊŜŘƛǘŀǘƛƻƴ tǊƻƎǊŀƳƳŜ όa{bAP). 

V The Memory Support Worker service started in October 2015, and supports 1,500 people every 
year. 

V Information and leaflets about services available at www.leeds.gov.uk/dementia. 

V 47 Memory Cafes and 13 singing groups, supporting all communities in Leeds.   

Our approach to make a difference 2020-25   

ü Reset and recovery of memory assessment and diagnosis, to support people who have missed out 
during the Covid crisis, and return to pre-Covid level of dementia diagnosis rate.   

ü Set out an accessible local offer for people with a dementia diagnosis, in leaflet and online form. 

ü Continue to raise awareness of signs and symptoms, and improve the diagnosis and support 
pathway, including:  

o further reduction in waiting times 

o develop the post-diagnosis support offer, including the offer of Cognitive Stimulation Therapy.   

ü As people born in the years after 1945 reach the age of 75 and beyond, ensure capacity and 
diversity of provision keeps pace with demand, and supports people for as long as possible. 

ü Innovation and development in community support, to keep people well for longer, and support 
people further into the progress of dementia, where this is a safe and positive option.  

 

         The Memory Support Worker Service in Leeds.  

Anyone can refer to the service for help.     

 

http://www.leeds.gov.uk/dementia
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3. Dementia, healthy ageing and frailty 
People with dementia benefit from initiatives to promote well-being in later life, and 

care co-ordination for people living with frailty. 

Dementia, frailty and mental health 

The NHS Long-Term Plan considers dementia as a long-term condition linked to frailty 
and healthy ageing, often occurring with other long-term conditions more prevalent in 
later life.  ¢ǊŀŘƛǘƛƻƴŀƭƭȅΣ ŘŜƳŜƴǘƛŀ Ƙŀǎ ōŜŜƴ ΨōŀŘƎŜŘΩ ŀǎ ŀ ƳŜƴǘŀƭ ƘŜŀƭǘƘ ŎƻƴŘƛǘƛƻƴΣ 
affecting cognition, mood and behaviour.   Specialist services and professional expertise 
has developed within old-age psychiatry and other specialist clinical roles linked to older 
ǇŜƻǇƭŜΩǎ ƳŜƴǘŀƭ ƘŜŀƭǘƘ.   

The Leeds strategy, going back to 2013, has sougƘǘ ǘƻ ŀŎƘƛŜǾŜ ǘƘŜ ΨōŜǎǘ ƻŦ ōƻǘƘΩΥ  a 
ΨǿƘƻƭŜ ǇŜǊǎƻƴΩ ŀǇǇǊƻŀŎƘ ǘƻ ǎǳǇǇƻǊǘƛƴƎ ǇŜƻǇƭŜ to live with dementia alongside other 
health conditions; and with timely access to specialist input when needed.  The focus of 
support is primary care (GP practices) and community services (NHS, social care and 
community groups).  The Memory Support Workers help people to navigate the system 
and join up services.   

Healthy ageing & reducing the risk 

! ΨƘealthy ageingΩ ŀǇǇǊƻŀŎƘ includes reducing the risk of developing dementia and other 
conditions.  The risk factors and opportunities to prevent dementia are described in the 
earlier section on the Leeds Health and Care Plan.  There are two further points: 

¶ The NHS Healthcheck, offered to everyone aged 40-74, is an opportunity to discuss 
lifestyle choices, support available to make positive change, and the risks of heart 
disease, cancer and other conditions as well as dementia. 

¶ People must not be blamed for, or further stigma attached to, dementia.  We can do 
our best to improve our chances, but to develop dementia is to be unlucky. 

Frailty and Population Health Management 

Leeds City Council and local NHS organisations have adopted the approach of 
ΨPoǇǳƭŀǘƛƻƴ IŜŀƭǘƘ aŀƴŀƎŜƳŜƴǘΩΦ  This considers ΨŎƻƘƻǊǘǎΩ ƻŦ ǇŜƻǇƭŜ at different stages 
of the life-course and different health needs.  Local NHS data indicates that there are 
some 32,000 people who live with moderate to severe frailty, and/or are near to the 
end of life; of whom more than 4,000 have a diagnosis of dementia.   

Frailty refers to a reduction in our resilience and ability to cope with illness and adverse 
events.  It means it might take only a small change to cause a crisis.  For example, people 
with dementia are particularly susceptible to episodes of acute delirium, which may be 
ǇŜǊŎŜƛǾŜŘ ŀǎ ΨŘŜƳŜƴǘƛŀ ƎŜǘǘƛƴƎ ǿƻǊǎŜΩΣ ŀƴŘ ƛǘ ƛǎ ƛƳǇƻǊǘŀƴǘ ǘƻ ǇǊŜǾŜƴǘ ǿƘŜƴ ǇƻǎǎƛōƭŜΣ ŀƴŘ 
offer opportunities for recovery.  The Leeds frailty programme seeks to improve 
resilience and prevent crisis as far as possible, and for urgent care services to respond in 
a timely way when necessary. 

Annual review and support planning 

GP practices are funded to do annual reviews with people living with dementia, and with 
a range of long-term conditions.  This review ƛǎ ŀƴ ƛƳǇƻǊǘŀƴǘ ƻǇǇƻǊǘǳƴƛǘȅ ǘƻ ΨŎƘŜŎƪ ƛƴΩ 
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with peƻǇƭŜΣ ǘƻ ǎŜŜ ƛŦ ŀ ǇŜǊǎƻƴΩǎ ŘŜƳŜƴǘƛŀ Ƙŀǎ ǇǊƻƎǊŜǎǎŜŘΣ ǿƘŜǘƘŜǊ ŎŀǊŜǊǎ ŀǊŜ 
struggling, and whether more support is needed.  This is especially the case for people 
ǿƘƻ ŘƛŘƴΩǘ ŦŜŜƭ ǘƘŜ ƴŜŜŘ ŦƻǊ ǎǳǇǇƻǊǘ ǎǘǊŀƛƎƘǘ ŀǿŀȅ ŀŦǘŜǊ ŘƛŀƎƴƻǎƛǎΣ ŀƴŘ ƳƛƎƘǘ ōŜ ΨƭƻǎǘΩ ǘƻ 
servicŜǎ ǿƛǘƘƻǳǘ ŀ ǊŜƎǳƭŀǊ ΨŎƘŜŎƪ ƛƴΩΦ  Improving the quality and consistency of reviewing 
is a high priority for this strategy, and NHS investment in healthy ageing and frailty is a 
real opportunity to achieve this. 

Public Health in Leeds Ƙŀǎ ǿƻǊƪŜŘ ǿƛǘƘ Dt ǇǊŀŎǘƛŎŜǎ ǘƻ ŘŜǾŜƭƻǇ Ψ/ƻƭƭŀōƻǊŀǘƛǾŜ /ŀǊŜ ŀƴŘ 
{ǳǇǇƻǊǘ tƭŀƴƴƛƴƎΩ (CCSP) with people with long-term conditions.  This approach is based 
on Ψ.ŜǘǘŜǊ /onversationsΩ about living with health conditions.  The conversation is 
focused on goals that people would like to achieve, and agreeing actions to achieve 
them.  The idea is to have one conversation about the person, rather than separate 
conversations about different diseases.  Dementia is included in this approach; we know 
that 2,800 people with a dementia diagnosis had a CCSP review in the 12 months to 
September 2019.  Work is in progress to understand to what extent the reviews 
recorded goals related to dementia.   

Care co-ordination and teamwork 

Finally, the NHS Long-Term Plan envisages that άExpanded neighbourhood teams will 
comprise a range of staff such as GPsΧ, pharmacists, district nurses, community 
geriatricians, dementia workersΧΦέΦ  Lƴ [ŜŜŘǎΣ ǿŜ Ŏŀƴ ŎƭŀƛƳ ǘƻ ƘŀǾŜ ŀƭǊŜŀŘȅ ŀŎƘƛŜǾŜŘ ǘƘŜ 
integration of Memory Support Workers into neighbourhood teams alongside clinical 
staff.  There will be further opportunities arising from NHS England investment in care 
co-ordination and social prescribing. 

Achievements 2013-20 

V Identifying health inequalities, linked to heart disease and Type 2 diabetes, as risk factors 
for developing dementia; dementia ƛǎ ƛƴŎƭǳŘŜŘ ƛƴ ǘƘŜ άhƴŜ ¸ƻǳέ ŎŀƳǇŀƛƎƴ7. 

V Memory Support Workers are established as part of Leeds Neighbourhood Teams, older 
ǇŜƻǇƭŜΩǎ ƳŜƴǘŀƭ ƘŜŀƭǘƘ ǎŜǊǾƛŎŜǎΣ ŀƴŘ ƭƛƴƪŜŘ ǘƻ Dt ǇǊŀŎǘƛŎŜǎΦ 

V Leeds Community IŜŀƭǘƘŎŀǊŜ ά5ŜƳŜƴǘƛŀΣ 5ŜǇǊŜǎǎƛƻƴ ϧ 5ŜƭƛǊƛǳƳέ ǇŀǘƘǿŀȅΦ 

V A holistic approach to living with dementia, other long term conditions and frailty. 

Our approach to make a difference 2020-25  

ü Reduce the risk of dementia: ΨhƴŜ ¸ƻǳ [ŜŜŘǎΩΣ take-up of the NHS Healthcheck, diabetes 
prevention programme. 

ü Improve quality and consistency of the annual dementia review. 

ü Explore innovative approaches eg. using community venues for review; a six-month review 
after diagnosis. 

ü Ensure there is access to support in the months / years after diagnosis, for people who 
ŘƻƴΩǘ ǘŀƪŜ ǳǇ ǎŜǊǾƛŎŜǎ ƛƳƳŜŘƛŀǘŜƭȅ Ǉƻǎǘ-diagnosis. 

ü More opportunities and support to plan ahead for the later stages of dementia. 

ü Taking the opportunities offered by the further development of social prescribing, and 
introduction of care co-ordinator roles. 

                                                           
7 https://oneyouleeds.co.uk/dementia-reduce-your-risk/  

https://oneyouleeds.co.uk/dementia-reduce-your-risk/
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4. Caring for a person with dementia 

Carers are treated as partners in care, and benefit from information, support, and breaks. 

/ŀǊŜǊǎ ŀǊŜ άƭƛǾƛƴƎ ǿƛǘƘ ŘŜƳŜƴǘƛŀέ ǘƻƻ 

A local carer, speaking at a Dementia Information Roadshow event in 2019, used a 
revealing ǇƘǊŀǎŜ ǿƘŜƴ ǘŜƭƭƛƴƎ ƘŜǊ ŀƴŘ ƘŜǊ ƘǳǎōŀƴŘΩǎ ǎǘƻǊȅΥ  

ά²ƘŜƴ ǿŜ Ǝƻǘ our diagnosisΧέ 

Eugene Harris and Diana Smith-IŀǊǊƛǎΦ  tƘƻǘƻ ŦǊƻƳ !ƭȊƘŜƛƳŜǊǎ {ƻŎƛŜǘȅ ά5ŜƳŜƴǘƛŀ ¢ƻƎŜǘƘŜǊέ ƳŀƎŀȊƛƴŜΣ !ǇǊƛƭκaŀȅ нлмфΦ 

Ψ[ƛǾƛƴƎ ǿƛǘƘ ŘŜƳŜƴǘƛŀΩ ŀǇǇƭƛŜǎ ǘƻ ŦŀƳƛƭƛŜǎΣ ŦǊƛŜƴŘǎ ŀƴŘ ŎŀǊŜǊǎ ŀǎ ǿŜƭƭ ŀǎ ǘƘŜ ǇŜǊǎƻƴ 
experiencing the condition itself.  Research8 indicates that:  

- 85% of people with dementia are supported by an unpaid carer; for Leeds this is an 
estimated 7,400 carers. 

- оп҈ ƻŦ ŎŀǊŜǊǎ ƻŦ ǇŜƻǇƭŜ ǿƛǘƘ ŘŜƳŜƴǘƛŀ ŀǊŜ ΨŜŎƻƴƻƳƛŎŀƭƭȅ ŀŎǘƛǾŜΩΤ ǎƻ [ŜŜŘǎ Ƙŀǎ ŎΦ 
2,500 carers of people with dementia who combine unpaid caring with paid work. 

The impact of caring 

Most people with dementia live at home (c. 25-35%  live in care homes), and even when 
ŘŜƳŜƴǘƛŀ ōŜŎƻƳŜǎ άǎŜǾŜǊŜέΣ ŀƴ ŜǎǘƛƳŀǘŜŘ рл҈ ƻŦ ǇŜƻǇƭŜ ƭƛǾŜ ŀǘ ƘƻƳŜ9.  Perhaps 1,000 
carers in Leeds are supporting people with the effects of the later stages of the 
condition:  eg. psychological distress, disturbed sleep pattern, continence care, support 
to stay safe.  As well as the physical demands of caring, there is the emotional impact of 
seeing someone close to you change as the condition progresses, and perhaps the 
gradual sense of loss. 

/ŀǊŜǊǎ Ƴŀȅ ǎǘǊǳƎƎƭŜ ǘƻ Ǉǳǘ ǘƘŜƛǊ ƻǿƴ ƴŜŜŘǎ ŦƛǊǎǘΣ ŀƴŘ ŜǾŜƴ ǘƻ ŀǊǘƛŎǳƭŀǘŜ ƻƴŜΩǎ ƻǿƴ ƴŜŜŘǎ 
when in the habit of speaking for the person with the condition.  Carers want to know 
that other care arrangements are available, whether in an emergency, or for a planned 
appointment, for holidays, for a hospital stay and, as carers said in the course of 
Ŏƻƴǎǳƭǘŀǘƛƻƴ ƻƴ ǘƘƛǎ ǎǘǊŀǘŜƎȅΣ άǿƘŀǘ ƛŦ L ŘƛŜ ŦƛǊǎǘ ΚέΦ  This Ǉƻƛƴǘ ƛǎ ŦƻƭƭƻǿŜŘ ǳǇ ƛƴ ǘƘŜ ά!ǘ 
Home ς IƻǳǎƛƴƎ hǇǘƛƻƴǎΧ ǎŜŎǘƛƻƴύΦ 

                                                           
8 Various sources, collated in Lewis et al (2014): The Trajectory of Dementia in the UK ς Making a Difference (Alzheimers 
Research UK).  www.alzheimersresearchuk.org/wp-content/uploads/2015/01/OHE-report-Full.pdf  
9 Alzheimers Society ς Dementia UK report:  www.alzheimers.org.uk/about-us/policy-and-influencing/dementia-uk-report  

http://www.alzheimersresearchuk.org/wp-content/uploads/2015/01/OHE-report-Full.pdf
http://www.alzheimers.org.uk/about-us/policy-and-influencing/dementia-uk-report
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Covid-19, families and carers 

The Covid-19 pandemic has had a huge impact on carers and support services for carers.  
Carers have been faced with many different challenges, such as: 

¶ being unable to visit the person they care for, or restricted in visiting, particularly if 
the person lives in a care home; 

¶ coping without services that offer a break from caring - eg. day centres, community 
groups. 

¶ having to make tough decisions about what to do for the best - eg. helping with 
personal care when it was difficult to source gloves, masks and other protective 
equipment (PPE). 

¶ coping when the perǎƻƴ ǿƛǘƘ ŘŜƳŜƴǘƛŀ ŘƻŜǎƴΩǘ ǳƴŘŜǊǎǘŀƴŘ ǘƘŜ ƴŜŜŘ ŦƻǊ ǎƻŎƛŀƭ 
distancing. 

¶ coping with bereavement when they were unable to say goodbye in person. 

Jackie Powell, who cared for her husband Keith at home, has spoken very movingly and powerfully of 
the impact of Covid-19.  Until άƭƻŎƪŘƻǿƴέ, he attended the Young Dementia Leeds day centre, run by 
Community Links, five days a week.   The loss of routine and activity caused a rapiŘ ŘŜŎƭƛƴŜ ŀǎ ƛŦ άƘŜ 
ŦŜƭƭ ƻŦŦ ŀ ŎƭƛŦŦέΦ  ¢Ƙƛǎ ƭed to serious falls, loss of balance and co-ordination, and extremely interrupted 
nights.  Eventually he had to move to a care home where Jackie was unable to see him for many 
weeks.   

www.youtube.com/watch?v=QU4SkuGX9CM (the video was made by Jackie with Carers Leeds) 

Carers Leeds and other services have adapted by eg. offering telephone support, and 
ǊǳƴƴƛƴƎ ŎŀǊŜǊǎ ƎǊƻǳǇǎ ƻƴ Ψ½ƻƻƳΩΦ  As services started to open again, this may cause 
difficulties readjusting, and making decisions about vulnerability to Covid-19. 

What sustains caring and makes it a satisfying role ? 

When carers are able to stay positive about life with dementia, it is often because: 

¶ there are opportunities to do things together, and to feel that the original 
relationship with the person is still there;  

¶ ǿƘŜƴ ǘƘŜ ŎŀǊŜǊΩǎ expertise and views are respected by professionals;  

¶ when there are opportunities to learn about dementia and share experiences with 
others;  

¶ when there are opportunities to take a break and have even a couple of hours a week 
to choose how to spend the time; 

¶ when there is support from services which offer good quality, person-centred care.  
This can lessen feelings of guilt about sharing the care with others; 

¶ when the carer can develop coping strategies to be more patient, and accept the 
changes that come with dementia; 

¶ finding ways to get ŀ ƎƻƻŘ ƴƛƎƘǘΩǎ ǎƭŜŜǇΦ 

http://www.youtube.com/watch?v=QU4SkuGX9CM
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Achievements 2013-20 

V ! Ψ5ŜƳŜƴǘƛŀ /ŀǊŜǊ IǳōΩ ŀǘ /ŀǊŜǊǎ [ŜŜŘǎΣ ǿƛǘƘ ƻǾŜǊ мΣллл ŎŀǊŜǊǎ ǎǳǇǇƻǊǘŜŘ ǇŜǊ ȅŜŀǊΦ   
Services include....  

Ú 1:1 support offer for carers 

Ú hospital-based support at St James.   

Ú information and education sessions for carers 

Ú ŎŀǊŜǊǎΩ ǎǳǇǇƻǊǘ ƎǊƻǳǇǎΦ  

V Ψ²ƻǊƪƛƴƎ ŎŀǊŜǊǎΩ ƛƴƛǘƛŀǘƛǾŜ ǿƛǘƘ ƭŀǊƎŜ ƭƻŎŀƭ ŜƳǇƭƻȅŜǊǎ Φ 

V [ŜŜŘǎ ƘƻǎǇƛǘŀƭǎ ǎƛƎƴŜŘ ǳǇ ǘƻ άWƻƘƴΩǎ /ŀƳǇŀƛƎƴέΣ ǎƻ ŎŀǊŜǊǎ Ŏŀƴ ǎǳǇǇƻǊǘ ǇŜƻǇƭŜ ǿƛǘƘ 
dementia beyond usual visiting hours.  

V Recruiting carers to join Leeds Dementia Partnership 

Our approach to make a difference 2020-25  

ü The Leeds Carers Partnership Strategy: Putting carers at the heart of everything we do 

ü Identify carers, especially in primary care (GP practices) 

ü Strengthening and listening to the voice of carers. 

ü Reach more carers of people with dementia with a positive offer of support, and 
reduce the isolation experienced by carers.   

ü Once carers have been identified and supported by services, keep in touch.  Dementia 
is a progressive condition and carers are likely to need more help as time goes on. 

ü Improving capacity and choice for carer breaks. 

ü Offer support and substitute care which enables carers to prioritise their own health 
and well-being. 

 

 

Carers Leeds trip to Morecambe 
National Dementia Carers Day, September 2019 
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5. Younger people with dementia & rarer types of dementia 
People with younger onset of dementia benefit from specialist support, which 

ǊŜŎƻƎƴƛǎŜǎ ǇŜƻǇƭŜΩǎ ǎǇŜŎƛŦƛŎ ǎƻŎƛŀƭΣ ŜŎƻƴƻƳƛŎ ŀƴŘ ŎƭƛƴƛŎŀƭ ƴŜŜŘǎΦ 

Prevalence and ǇŜƻǇƭŜΩǎ needs 

There are c. 200 people in Leeds who are aged under 65 with a dementia diagnosis10.   
The overall prevalence of younger-onset dementia is hard to estimate,  but there may 
be a further 100-200 people without a diagnosis.  Younger people with dementia have 
specific needs which reflect the medical and social circumstances of developing the 
condition at this time of life.  The provision of specialist services is supported by the 
National Institute for Health and Clinical Excellence (NICE) guideline on dementia.  The 
need for such services requires a holistic view of family, social and clinical aspects, 
rather than whether a person has reached the age of 65.   

Younger-onset dementias show a higher prevalence of rarer types, eg. frontal-temporal 
dementia and post-cortical atrophy.  There is generally a wider range of symptoms such 
as behavioural disinhibition and personality changes.  The diagnosis of dementia can be 
more complex at a younger age, with a combination of factors ς eg. stigma, medical 
complexity ς leading to longer diagnosis processes and a lower ΨŘƛŀƎƴƻǎƛǎ ǊŀǘŜΩ ŦƻǊ ǘƘƛǎ 
population.  Very rare types of dementia may occur when brain cells are affected in the 
progression of ƴŜǳǊƻƭƻƎƛŎŀƭ ŎƻƴŘƛǘƛƻƴǎ ǎǳŎƘ ŀǎ IǳƴǘƛƴƎǘƻƴΩǎ 5ƛǎŜŀǎŜΦ    

Socially, people may be at a particular stage of family life and career / employment, and 
there may be particular impact on social networks.  Younger-onset dementia is more 
likely to have financial consequences, sometimes very severe, arising from eg: loss of 
employment and income (for the carer as well as the person with dementia) and affect 
long-anticipated plans for retirement.  People may have young grandchildren and 
important family roles with childcare; or their own children may still be financially 
dependent, eg. in higher education or even younger (Office of National Statistics data 
shows that the average age of parents is increasing).  People with younger-onset 
dementia often have parents who are ageing, perhaps with care and support needs of 
their own.    

Dementia and people with a learning disability 

The onset of dementia tends to be younger for people with a learning disability, 
particularly Downs Syndrome, in which the risk of developing with dementia at any 
given age is approximately the same as for a person thirty years older without the 
syndrome.  In Leeds, NHS community learning disability services manage a specialist 
diagnosis pathway.  The culture and practice of person-centred care is of long standing 
in services for people with learning disability, and may help providers of care and 
support to adapt to dementia care.  However, when a person  with a learning disability 
has lived into adulthood with parents in the caring role, Carers Leeds report that the 
development of dementia can present new difficulties, and sometimes affect both 
generations in the family. 

                                                           
10 NHS Digital, monthly data publication. 
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Services for younger people with dementia and carers 

¢ƘŜǊŜ ƘŀǾŜ ōŜŜƴ ƛƳǇǊƻǾŜƳŜƴǘǎ ǘƻ ǎŜǊǾƛŎŜǎ ƛƴ ǘƘŜ Ǉŀǎǘ ǘƘǊŜŜ ȅŜŀǊǎ όǎŜŜ Ψ!ŎƘƛŜǾŜƳŜƴǘǎΩ 
below).  However, carers of younger people with dementia report that residential care 
services may involve the person being placed in an environment with people much 
older; and that people often have to go to care homes outside Leeds.  required for both 
carer breaks and longer-term care, and there is potential for providers to meet demand 
more locally, with carers reporting that this would be preferable to placements outside 
Leeds. 

Achievements 2013-20 

V Ψ¸ƻǳƴƎ 5ŜƳŜƴǘƛŀ [ŜŜŘǎΩ ǇǊƻǾƛŘŜǎ Řay services for younger people with dementia at a 
day centre and at home. 

V The service has moved to new premises with a new provider (Community Links), and 
are offering more choices of activity, working with partners to offer eg. creative arts 
and cookery.  A Memory Café has been added to the service offer. 

V Carers Leeds are part of Young Dementia Leeds and offer dedicated support and a 
group for carers of younger people with dementia.  This has extended support to 
Ƴŀƴȅ ŎŀǊŜǊǎ ǿƘƻ ŘƻƴΩǘ ǳǎŜ ǘƘŜ Řŀȅ ǎŜǊǾƛŎŜǎΦ 

V ¸ƻǳƴƎŜǊ ǇŜƻǇƭŜ ǿƛǘƘ ŘŜƳŜƴǘƛŀ ǘŜŀƳ όbI{ ǎǇŜŎƛŀƭƛǎǘǎύ ŘŜƭƛǾŜǊŜŘ Ψ¢ŀǊƎŜǘΩ ǘǊŀƛƴƛƴƎ 
session to GPs, leading to increase in number of people with a diagnosis in 2019. 

Our approach to make a difference 2020-25  

ü LƴǾƻƭǾŜ ǘƘŜ ΨaƛƴŘŦǳƭ 9ƳǇƭƻȅŜǊǎΩ ƴŜǘǿƻǊƪΣ ŀƴŘ ƻǘƘŜǊ ƭƻŎŀƭ ŜƳǇƭƻȅŜǊǎΣ ǘƻ ƛƴŎǊŜŀǎŜ 
ŀŎŎŜǎǎ ǘƻ ΨǊŜŀǎƻƴŀōƭŜ ŀŘƧǳǎǘƳŜƴǘǎΩ ŦƻǊ people who develop dementia whist in paid 
employment. 

ü Work with care home and supported housing providers to develop provision in the 
Leeds area. 

ü Work with the new carers group who are committed to campaigning and improving 
services.  

ü For people with a learning disability who develop dementia, to improve access to 
diagnosis and understand specific support needs, eg. for older parent carers. 

 
Carers Support Group at Young Dementia Leeds 
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6. Diversity, inclusion and rights 
tŜƻǇƭŜΩǎ ǾƻƛŎŜǎ ŀǊŜ ƘŜŀǊŘΣ ŀƴŘ ǊƛƎƘǘǎ ŀǊŜ ǳǇƘŜƭŘ ǿƘŜn decisions are made.  Services 

recognise and respond well to diverse needs. 

Ψ5ƛǾŜǊǎƛǘȅΩ Ƙŀǎ Ƴŀƴȅ ŀǎǇŜŎǘǎΣ ŀƴŘ ŦƻǊ ǇŜƻǇƭŜ ƭƛǾƛƴƎ ǿƛǘƘ ŘŜƳŜƴǘƛŀ ƛǘ ƛǎ ƛƳǇƻǊǘŀƴǘ ǘƘŀǘ 
person-centred care is informed by an understanding of social and cultural factors, 
alongside personal history.   

Most people with dementia are aged 80+, and the condition is more common in affluent 
areas where people live longer.   These tend to be more rural areas, where than can be 
difficulties accessing services.  Some villages have well-established Memory Cafés, 
whereas people in some places have to travel to access services.  However, the age-
related risk of developing dementia is higher for people at a disadvantage from health 
and social inequalities.  This means that the geographical spread of people living with 
dementia is more even - between inner city, suburban and rural areas - than might be 
expected from the age profile alone. 

There are people from the many different and diverse Ψ.ƭŀŎƪΣ !ǎƛŀƴ ŀƴŘ aƛƴƻǊƛǘȅ 9ǘƘƴƛŎΩ 
(BAME) communities in Leeds who have experienced old age and increasing risk of 
dementia for several decades (eg. older people who identify as Irish, Jewish and other 
European origins); and the past one or two decades (eg. many older people of south 
Asian and Caribbean origins).  South Asian and Caribbean populations in particular have 
a 4-5 times higher risk of developing Type 2 diabetes, which in turn is linked to increased 
risk of dementia.  Dementia can take away the ability to speak English for people who 
learned it as a second language.  Reported experience is that people from south Asian 
communities are looking to use eg. residential short stays for carer breaks and the 
language capability of services is a difficulty.  Local organisations have worked with GP 
practices to support assessment of memory and cognition in the diagnosis process. 

More women have dementia than men, because women are more likely to live beyond 
age 80; men are marginally more likely to have younger-onset dementia.  There is 
evidence that unpaid caring is more likely to affect women, in the caring tasks carried 
out, and at a younger age11.   

Lesbian, gay, bisexual and transgender older people have grown into adulthood and 
later life at a time of changing social attitudes and inclusiveness, and both developing 
dementia and coming into contact with care services can lead to difficulties and 
uncertainties.  Alzheimers Disease in particular can take away recent memories and lead 
to a sense of the past being the current reality, which can be distressing for the person 
and loved ones to eg. be back in a time when sexuality or gender identity was more 
often concealed.  

People need, and are entitled to expect, mainstream services to work well and be 
competent with diverse needs ς eg. Memory Services, hospital care.  However, specific 

                                                           
11 Will I Care ? - Carers UK report (2019): www.carersuk.org/images/News__campaigns/CarersRightsDay_Nov19_FINAL.pdf  
This considers unpaid caring as a whole, it is not a dementia-specific study. 

http://www.carersuk.org/images/News__campaigns/CarersRightsDay_Nov19_FINAL.pdf
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services are often valued, such as support to overcome barriers to access; memory cafés 
where mother tongue language is used & understood; groups for older LGBT people. 

Dementia is itself a disabling condition and important rights are conferred under 
equalities legislation and the legal framework for mental capacity.  These cover access 
to services, social inclusion, and decision-making.  Ψ5ŜƳŜƴǘƛŀ-ŦǊƛŜƴŘƭȅΩ ŀǇǇǊƻŀŎƘŜǎ ƘŀǾŜ 
had considerable success to improve understanding of the condition and acceptance of 
people living with dementia.  A rights-based approach will complement and strengthen 
inclusion and quality of services. 

Achievements 2013-20 

V Memory cafes and groups supporting local Caribbean, Irish, Jewish, south Asian people 
with dementia and carers. 

V In 2018, Touchstone BAME Dementia Service in Leeds won the Championing Diversity 
category at the Alzheimer's Society awards.  This service is commissioning by the NHS in 
Leeds. 

V Establishment of BAME Dementia Forum. 

V Dementia awareness promoted via Dementia Friends Champions in community 
organisations. 

V A BAME dementia event in 2015, leading to a grants process and new service 
developments. 

V Memory Clinics established in 7 GP practices to reduce travelling distances.  People in the 
Wetherby area can attend Memory Clinic hosted at Crossley Street Surgery, rather than 
travel to Knaresborough. 

V The number of people from BAME communities in Leeds with a dementia diagnosis, 
matches the expected number in proportion to the BAME population aged 65+.  

Our approach to make a difference 2020-25  

ü A rights-based approach, to complement dementia-friendly initiatives and person-centred 
care; ensuring rights are upheld at key decision when decisions are made. 

ü Obtain funding and commission research into the experience of people with dementia 
and carers of diverse BAME origins in Leeds. 

ü Improve access to Memory Cafés and other groups in rural areas. 

ü Dementia awareness and addressing barriers to seeking support with older LGBT people. 

ü Develop care and support services with language and cultural competence. 

   
                ¢ƻǳŎƘǎǘƻƴŜ [ŜŜŘǎ ΨIŀƳŀǊƛ ¸ŀŀŘŀƛƴΩ /ŀŦŞ           Adapting to Covid:  the Café goes online 
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7. Strengths, support networks and positive risk management 
Health and care professionals work to develop person-centred understanding, 

promote good conversations and positive choices about needs & risks. 

A strengths-based approach to social care offers supportive conversations to connect 
people to a range of resources and groups; respond effectively at times of crisis; and 
plan for the longer term.  It seeks to avoid the often undignified and diminishing 
ŜȄǇŜǊƛŜƴŎŜ ƻŦ ǘƘŜ ΨƎƛŦǘ ŀƴŘ ŜƴǘƛǘƭŜƳŜƴǘΩ ƳƻŘŜƭΣ of being assessed to see if eligibility 
criteria are met.  Hand-in-ƘŀƴŘ ǿƛǘƘ ǘƘƛǎ ŀǇǇǊƻŀŎƘ ƛǎ ΨŀǎǎŜǘ-based community 
ŘŜǾŜƭƻǇƳŜƴǘΩΣ building on the strengths of communities to offer opportunities for 
people to live well and to be active and involved.   

The ambition for people in Leeds to live well with dementia, and to benefit from person-
centred care, fits very well with these approaches.  This continues to be the right 
approach as dementia progresses to its later stages, when it becomes all the more 
important to: understand what approaches work to communicate with a person and 
promote emotional well-being; support family carers, who are a huge resource for many 
people in the later stages of dementia; enable community groups to access the right 
ƘŜƭǇ ǘƻ ŎƻƴǘƛƴǳŜ ƳŜŜǘƛƴƎ ǇŜƻǇƭŜΩǎ ƴŜŜŘǎΦ 

ΨtƻǎƛǘƛǾŜ Ǌƛǎƪ ƳŀƴŀƎŜƳŜƴǘΩ ƳŜŀƴs taking a person-centred approach to why a person 
might be behaving in certain ways and presenting risks, and looking at creative ways to 
reduce and monitor risks; and balance different risks, preferences and rights.  
Interventions such as residential care resolve many concerns, but can create other risks 
related to eg. the loss of a sense of belonging, or understanding why strangers are in 
ƻƴŜΩǎ ƭƛǾƛƴƎ ǎǇŀŎŜΦ   

The care of older people has traditionally focussed more on personal care, meals and 
routine daily living, and less so on social activity and access to the community.  For 
people with dementia, involvement and meaningful occupation are beneficial and can 
be crucial to maximise brain function and individual ability.   

Direct Payments and other kinds of personal budget can offer person-centred solutions, 
acknowledging that people and carers living with dementia nearly always need 
additional support to co-design and manage the care arrangements.   

This is an example of good practice in Leeds, showing how a strengths-based and 
person-centred approach can improve quality of life and manage risks: 

Here is an example of good practice in Leeds, showing how a strengths-based and 
person-centred approach can improve quality of life and manage risks: 

ά¢ƘŜ Ŧƛƴŀƭ appointment of the day was a lady with dementia who has been going out on the buses and getting 
lost, and her husband has had to either go and find her or call the police. He wanted to be able to keep her at 
ƘƻƳŜ ǿƛǘƘ ƘƛƳΣ ōǳǘ ŎƻǳƭŘƴΩǘ ōŜ ǿƛǘƘ ƘŜr 24/7. Her son and daughter-in-law came 3 hours from their home 
also to be at the appointment. The lady lacked a lot of insight in to the risks and was quite adamant in that she 
ŘƛŘƴΩǘ ǿŀƴǘ ŀƴȅ ƘŜƭǇΣ ƻǊ ŀƴȅƻƴŜ ǘƻ ǎǘŀȅ ǿƛǘƘ ƘŜǊ ǿƘŜƴ ƘŜǊ ƘǳǎōŀƴŘ ǿŀǎƴΩǘ ǘƘŜǊŜΦ {ƘŜ ǎŀid she was going to 
continue to go out as it is boring to be in the house all day. We discussed some alternative things that she 
could go and do in the community, such as neighbourhood networks and local groups who could put on 
transport, or where her husband could drop her off.  She was happy to try this out as she said she liked to get 
out of the house and spend time with people. I also suggested a GPS tracker, although she was initially 
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reluctant when I explained this could be used in case of an emergency she was willing to try this to help her 
family not to worry. 
ΧΧΧΧΧΧ 
άI referred her to [the local neighbourhood network] and the Memory Support Worker who will visit to 
suggest some other groups she could join in with and sort out the Herbert Protocol for the police. I made a 
referral to Telecare for the GPS tracker, and I emailed the son with what was discussed and what has been 
done so far. We agreed to meet again in around a month and see if these changes have helped or whether we 
need to look at some ƻǘƘŜǊ ƻǇǘƛƻƴǎΦέ  ό{ƻŎƛŀƭ ²ƻǊƪŜǊ ŀǘ ŀ ƭƻŎŀƭ Ψ¢ŀƭƪƛƴƎ tƻƛƴǘΩΣ нлм7).έ 

 

Achievements 2013-20 
ü A team of three ά5ŜƳŜƴǘƛŀ ŀƴŘ aŜƴǘŀƭ IŜŀƭǘƘ [ƛŀƛǎƻƴ tǊŀŎǘƛǘƛƻƴŜǊǎέ Ƙŀǎ ōŜŜƴ 

established, offering specialist support and co-working with NHS colleagues and 
social workers in Neighbourhood Teams. 

ü Recovery approaches have been promoted in contracts for Community Care Beds, 
and introduction of short-term additional funding for people to leave hospital or 
avoid admission. 

ü Dementia-friendly approaches have strengthened community networks and assets 
ς eg. increase in Memory Cafes. 

ü Memory Support Workers and Dementia Carer Support Workers offer 
ŎƻƴǾŜǊǎŀǘƛƻƴǎ ǿƘƛŎƘ ƭƛǎǘŜƴ ǘƻ ǇŜƻǇƭŜΩǎ ŎƻƴŎŜǊƴǎ ŀƴŘ ŎƻƴƴŜŎǘ ǇŜƻǇƭŜ ǘƻ 
community groups and activities.  

Our approach to make a difference 2020-25  

ü Explore and take opportunities to include dementia in work on better 
conversations, strengths-based social work and asset-based community 
development. 

ü Train staff in support planning with people living with dementia.   
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8. ΨAt homeΩ - housing options, design and technology 
People are enabled by dementia-friendly environments, choices about housing and 

care, and innovative solutions. 

Digital Innovation 

Good design can involve small things that make a big 
difference to the ability of people to live well and 
independently ς for example, signage which reminds 
a person where the toilet is.  Technology has huge 
potential for everything from peer support, 
monitoring for personal safety, reminders and 
prompts, meaningful activity and even care & 
companionship.  It is important that digital 
technology is used in an enabling way that offers less 
restrictive options to support living well and personal 
safety.  Bringing together the expertise of people with dementia and carers, with design 
and technical expertise will co-produce useful innovation.  It is likely that the most 
useful solutions will be those adaptable for each individual. 

Leeds Libraries were awarded a 
ǎƳŀƭƭ ƎǊŀƴǘ ōȅ ǘƘŜ Ψ²ƛŘŜƴƛƴƎ 
5ƛƎƛǘŀƭ tŀǊǘƛŎƛǇŀǘƛƻƴΩ ǇǊƻƎǊŀƳƳŜ 
in 2019, to explore with people 
and families living with dementia 
how digital technologies could 
improve quality of life12.  Little 
did they know at the time how 
positive and practical the work 
would turn out to be as 
preparation for social distancing, 
with people and  services 
needing alternative ways to meet 
and talk. 

Housing Options 

People living with dementia and carers are ready to consider moving in the earlier 
stages of dementia; and extra care / supported housing is seen as a positive option.   
This was the consensus at a conversation about this strategy during 2019, at the Leeds 
Ψ¦Ǉ ŀƴŘ DƻΩ ƎǊƻǳǇ ŦƻǊ ǇŜƻǇƭŜ ƭƛving with dementia.  Spouses / partners in the caring role 
do worry about what would happen if they were to need to go into hospital, or were to 
ΨōŜ ǘƘŜ ŦƛǊǎǘ ǘƻ ƎƻΩΦ  Extra care housing offers reassurance that alternative care 
arrangements would be there in a crisis.   

                                                           
12 The programme was funded by NHS Digital and The Good Things Foundation.  The full report from 100% Digital Leeds is 
available here: https://digitalinclusionleeds.files.wordpress.com/2020/06/leedsdementia-report2020.pdf  

A woman in east Leeds attends a 

group at her local neighbourhood 

network for people with dementia, 

each week.  Her son lives in the south 

of England, and has set up a webcam 

in her house.  From his work, he can 

sŜŜ ƛŦ ǎƘŜΩǎ ǳǇ ŀƴŘ ǊŜŀŘȅΣ ŀƴŘ Ŏŀƭƭǎ 

her on the phone to remind her if 

need be. 

We have set up a new Digital Inclusion Programme through 
Memory Lane Trust Community Interest Company.   This idea 
was taken from 100% Digital Leeds.   So far we have distributed 
15 tablets (some with cellular SIM cards) and 16 Alexas to our 
clients.   

We hold daily Zoom meetings online to deliver companionship 
and meaningful activities. We have twice a week exercise 
classes and various quiz, bingo and singalong sessions.  Up to 
30 people are joining the meetings each day and feedback is 
wonderful that this is helping to improve their day to day 
wellbeing.  We are working to expand the programme to many 
more over the coming weeks and hope to sustain these 
activities even after Covid 19.  

We have also delivered more than 40 afternoon teas on 
Saturdays. 

from Memory Lane Day Centre, Yeadon 
June 2020 

https://digitalinclusionleeds.files.wordpress.com/2020/06/leedsdementia-report2020.pdf
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People value connections with where they live, and this supports the Leeds approach of 
planning extra-care development to local geography.  Concern was expressed that, as 
dementia progresses, extra-care housing should continue to support people ŀǎ ŀ ΨƘƻƳŜ 
ŦƻǊ ƭƛŦŜΩ, and that further moves to care homes are kept to an absolute minimum. 

Design for health & care environments 

The independent sector tends to use standard designs for care homes, and recent 
experience suggest that opportunities have been missed to apply best practice to new 
developments.  One option, suggested by developments in Liverpool, is that the local 
authority can design and build new specialist accommodation, even if it does not 
directly provide the care. 

The specialist inpatient accommodation at The Mount has been improved as far as 
possible with redecoration and improved lighting, but there are limitations arising from 
adapting traditional mental health wards for dementia care.  Longer-term, Leeds has the 
ambition to offer purpose-built accommodation using best-practice dementia care 
design. 

Achievements 2013-20 
ü Dementia-friendly design has been implemented as wards have been redecorated at 

Leeds Teaching Hospitals. 

ü Dementia specialist wards at The Mount have had environmental improvements. 

ü {ǳŎŎŜǎǎŦǳƭ Ψ²ƛŘŜƴƛƴƎ 5ƛƎƛǘŀƭ tŀǊǘƛŎƛǇŀǘƛƻƴΩ project by Leeds Libraries & 100% Digital 
Leeds, to improve understanding of how digital developments can support living 
with dementia. 

ü Ψ{ƳŀǊǘ IƻǳǎŜΩ ŀǘ !ǎǎƛǎǘŜŘ [ƛǾƛƴƎ [ŜŜŘǎ ƛƴŎƭǳŘŜǎ options to enable people to live at 
home with dementia. 

ü Accommodation and care for people with dementia is included in extra-care housing 
developments. 

Our approach to make a difference 2020-25  

ü Applying best design principles to dementia care environments ς housing, care 
homes and hospitals.   

ü Improving choices and outcomes for housing with care for people with dementia. 

ü Co-design:  so that physical environments and digital solutions are informed by real-
life experiences, and investment is directed by what people need. 
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9. Arts and creativity 
People thrive on meaningful activity and occupation, and opportunities for self-

expression and communication when life is difficult. 

Good things come from taking part in creative activity ς feeling calm, making 
connections, opportunities to take the lead, self-expression, lifting the mood.  Some 
people with dementia report that they feel less inhibited at trying new and different 
things than they might have before developing the condition.  People living with 
ŘŜƳŜƴǘƛŀ ƘŀǾŜ ŎƘƻǎŜƴ άŀǊǘǎ ŀƴŘ ǊŜŎǊŜŀǘƛƻƴέ as one of our top three priorities for 
dementia-friendly Leeds. 

There are excellent local examples of arts organisations, creative artists and community 
groups working together, and the challenge for Leeds is to extend these opportunities to 
more people, especially people in the later stages of dementia, and move from 
ǎǳŎŎŜǎǎŦǳƭ ΨƻƴŜ-offΩ projects to sustained provision, including empowering carers and 
care staff to learn creative ways of communicating and working with people. 

 
The two Leeds banners13 

 
Leeds City Museum - mosaic14 

each group which took part now has its own section of the mosaic. 

                                                           
13 https://phm.org.uk/exhibitions/the-unfurlings-a-banner-display/  
14 www.leedsinspired.co.uk/projects/mosaic-leeds-paul-digby  

https://phm.org.uk/exhibitions/the-unfurlings-a-banner-display/
http://www.leedsinspired.co.uk/projects/mosaic-leeds-paul-digby

