Living with Dementia in Leedsour strategy 20225

For Leeds to be the best city to live with dementia, where people ani
carers are included in social, community and economic life; and suppo
by services whiclpin up andwork well together.
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Hamari Yaadain Meany Café, Young Dementia Leeds with BeesleyTony Husband. lan McMillan
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confident and positive, learning copingatiegies and picking up things.

Bob, living with dementigHeadingley

All I can say is, keep loving the person you're caringtferstill them, cultivate patiencethey can't help
frustrating you; and seek out help, both practical and socsbme of your friends will vanish, not
everyone can cope with the change in your loved one. The shining light in my darkness ishiinet we
met some truly wonderful people. The volunteers and staff at the organisations wiechefped us are

i NXzt & | Yhefe kegllid atedsdme wonderful people in the world.

Brian, on caring for his wife, Crossgates



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
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living there with dementia.There wee, at the end of February 2028pproximately

6,500 peoplewith 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 goaugkhthe
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 Covidl9 pandemic has affectegeople and families living with dementia, and so
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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 feoface

face contact memory caés, day centres, carers groups, and visiting at hoimple

have mised 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 hosaee, at the time of writing, missing out on
visits, tea and cake, drhugs with family and friendsl'here have been positive and
creative responses to the restrictioggroups and cafs using the various online video
applications, and services going back through their contacts to check in on people.

However, this straggy sets the direction for the next five years, building on what has
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identifying what is still to be done. Most of this document was drafted before the Covid
pandemic, andemains valid.

Above all, his strategy aims to offer hope, and to identify opportunities to improve the
quality of life and support to live well with dementi&Ve all have our strengths and

abilities, within ourselves and through our families, friendd aupport networks. A
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possible. At the same time, it is the case that dementia, as a progressive condition
affecting the brain, causes loss and impairment of abiliwtbih 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.

s == This document looks forward, to describe the challenges and priorities

for improving services. It is also an opportunity to show what has been
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During that time here has been excellent progress in Leeds to improve

the diagnosis of dementia, and support to help more people and carers
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people more aware, reduce the sense of stigma around the condition, and sign up local
business and comumity 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 moe 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 pdgtiion has probably stayed roughly

the same over recent decades. The evidence for tla@mmparison of population
samplegwenty years apart, by the Cognitive Function in Ageing Studliis is a

positive public health story, often overlooked in repng 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 tmher 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 ¢ K| 4§ Qa4 3J22R F2NJ
F2NJ OKS ONIAYED

The prevalence of dementia England and Wales is expected to increase, according to
population modelling However, the increase is slower than would be expected purely
from population ageing the good news is that the risk of developing dementia at any
given age is, in generaradually decreasing?eople are living longevith dementia,
alongside other longerm health conditions and frailtyThe published research indicates
that the largestgrowth will be in the oldest aggroups the numbers of people aged
under 90 with denentiain England and Wales, according to this forecagtdecrease
from 2030.

Fig 3 Age specific estimated number of cases of dementia 2010-40 in men and women.
(England and Wales)
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Sara Ahmadi-Abhari et al. BMJ 2017.358:bmj j2856 -I
S2017 by Britiah Medical Joun ahing Grow

! Fiona Matthews et al (2013% two-decade comparison of prevalencedeimentia in individuals aged 65 years and older
from three geographical areas of England: results of the Cognitive Function and Ageing StudyThanidaricet 382:9902
www.thelancet.com/journals/lancet/article/Pl1S0148¥ 36(13)61576/fulltext

2 AhmadiAbhari et a2017): Temporal trend in dementia incidence since 2002 and projections for prevalence in England
and Wales to 2040: modelling studBMJ 2017; 358vww.bmj.com/content/358/bmj.j2856
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The level of dementiaelated disabilityis likely toincreasé, which is to be expected as
more people live with dementia to age 90 and abotaspitals and care servicesport
that there are more people needirftelp with complex needs

This document sets the course in Leeds for the nextyears The NHS has set out its
longterm plan includingd @pporting people taage welf Tullydintegrated community
basedO | NB ¢ T NRYFS Ra AYArLILI2 NI In lieeds ®d hibde re& girgngthssind
the sense of partnership and commitmemtith people with dementia, families and
carers, community groups, care providers, and gnarganisations beyond social care
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commitment willlead tobetter support people living with dementia in Leeds.

The Leeds Health &are Plan our principles

ThelLeedsHealth &CarePlansets out theambition to create
A friendly, healthy compassionate city with a strong economy where we reduce
health inequalities, promote inclusive growth and tackle climate change.
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groups, activities and services which support older peoplas strategy seeks to

include people with dementia as Leedsvessin primary, community and preventive
servicesandaswork continueswith care homes and hospitals to improve quality

1 We are Team Leeds

Leeds Dementia Partnership brgigcal organisations togethers a team with the

shared goal of improving life with dementia in Lee8fsen a diagnosis dementia
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service People with dementia are among those especially vidhkr when moving

from one service to another, and rely on good information sharingveen

professionals Dementiafriendly Leeds widens this locé#am-workCio involve local
communities, organisations and businessPgople and families living wittementia

I NB LJ Nilend®, fheakhgzidmpassionate cityd

The next section describes:

T TKANIG SSy Wo:die eléhfenfsthatthave t0 hednplace to make Leeds
good place to live with dementia;
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The building blocks are the things we
have toget right for people to live we|
with dementia. They:
a.020SN) 0KS WRSYS
diagnosis and early support, to en
of life care. Dementia is a
progressive condition, and needs
change over time;
cover the diversity and individualit
of people iving with dementia
c. show how everyone camake a

difference, thhrough community
action and creativity.

There aresiximportant areas of work where €o
ordinated action and investment are required. T
choice of priorities is informed by:

a. Experiences and views voiced by people and

b.

. Identifying where cenrdinatedaction and

2 Kg (3KGCBIB2 NN GASa

carers living with dementia;

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

Opportunities to make a diffence within
existing programmes of work;

investment are required.

Balancingpreventive support in the early stage
with the needs opeople with severe dementia
and complex needs.

The impact of Covid9.




Thirteen Wuilding block$lo be the best ity to live with dementia

1.

DementiaFriendly Leeds
t S2LX S FYR LI I OSa-TNXSYRERARTI BS WR3EB
understanding, and reduce stigma.

Timely diagnosis and support

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

Healthy ageing, dementia and frailty

People with dementia benefit from initiatives to promote wb#ing in later life,
and care ceordinationfor people living with frailty.

Caring for a person with dementia

Carers are treated as partners in care, and benefit fioiormation, support, and
breaks

Younger people with dementia & rarer types of dementia

People with younger onset of dementi@nefit from specialist support, which
NEO23ayAasSa LIS2LX SQa ALISOATAO az2o0Al

Diversity, nclusionand rights
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Services recognise and respond weltliverse needs

Strengths, support networks and positive risk management

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

At home- housing options, design antkchnology

People are enabled by dementiaendly environments, choices about housing
and care, and innovative solutions.

Opportunities for arts and creativity

People thrive on meaningful activity and occupation, and opportunities for sel
expressiorand 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 impro
treatment and care.

11.

Integrated health and care

All NHS, care and support serviees equipped and skilled to meeementia care
needs, and have timely access to specialist clinical support

12.

People with more complex need& timely transfers of care

People experiencing psychological distress, and people with dementia alongs
multiple health conditions, have the right multidisciplinary support out of hosp

13.

Care at the end of life

There is honesty about dementia as a progressive neurological condition, anc
opportunities to plan aheatb make the most of life.




1. Dementia-Friendly Leeds

and places i-hriLeepedbyéarewédpmembt a
and reduce stigma.

Leedswvas one of six places to commit to the campaign for demefnigsndly
communities at its launch in 2012, by the PriMmister of the day at the Alzheimers
{20ASG8 O2yFSNByYyOSO® ¢KS OFYLI AIYy &aSS|
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online. The national total of Dementia Frienpassed 3 million during 2019.
Dementiafriendly communities are at the heart of improving lives, letting people know
0K GO OKSe andstil febig People ayidSoEganisatiorvsho are active in
theselocal 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.

Dementiariendly Horsforth and Horsforth Town CouncilTea Cosy ~Café, othweilhe 100" café, March 7th 2020
LINB&aSyil W¢ K Saplayhy fiakmdSSoekNE Q
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Ctley Town Council staff becom®5 SYSYy i Al CNRASYR&AQ ¢KS WLY ¢2dz0KQ / f dzo
Leeds Rhinos Foundation & Leeds Living with
Dementia Peer Support Service

Kippax Community Centre:
WendyMitchell on living with
dementia, and Peter Smitfalks
about dementiafriendly
communities.

Dementia Information Roadshow, ' w
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Achievements 20120

Support ancco-ordination ofthe campagn establishedwith funding from Leeds City
Council
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Leeds Dementia Action Alliannew hasover 200organisations signed up, including the
emergency services, sport, culture, leisure and transport.

Leeds has achieved recognition as a demefmtendly community from the Alzheimers
Society and British Standards Instituteocal initiatives at Horsfortand Morley have
achieved recognition.

DementiaFriendly Rothwelhas led the way for local communitiasth the Tea Cosy Café,
local shops, pubsyork with schoolsand the first dementidriendly garden in a public park
working with Leeds City CouncérRs and Gardens

253l ,2N]JAKANB t2ftA0SsE o6dzAf RAY3 2y AYA
t NEG202t Q T2 N ¢ KidrgdudeiSdermhéntia awargness fodokidegnd
dedicated staff to act as contacts for concerns around éetia in distri¢s and
departments.

FurtherDementiaFriendlycommunity initiatives at Chapel Allerto®tley, Roundhay
Wetherby, and the Elmet and Rothwell parliamentary constituency

Over 30,00@ementia Friends Leeds. Over 130 Leeds residents are Dementia Friend
Champions and have run almost 2,000 awareness sessions.

Leeds Playhoussasl ¢  NRS R & . SGNIR SySRvt Ry (it X015 2I3heiters |
{20ASG& ! g1 NRaAD dektiGal viBI9 ddBidnBl DemkntiadNJare Awkayd iz
2018,in0 KS WhdziadGl yRAYy3I | NIa Qyal d 8 B2 NB OA
Sporting reminiscence activities hosted monthly at Leeds United FC, Leeds Rugby, an
Yorkshire County Cricket Club.

Creative opportuniesare embedded in the work ofeeds City Council Museums and
GalleriesandLibraries.

Opera North presented dementiafriendly performance of.a Bohemén October 2019
and worked with local care homes to bring music to residents

Ten successfW5 SYSyY G AL Ly T2 NYI (-A%aycomriinitRv@riies i ot
Community Committee area.

Leeds City Council Revenues & Benéfitge worked in partnership with a person living w
dementiaand the Alzheimers Society improve access t€ouncilTaxexemption /
discount and use friendlier language

[ SSRaA [AONINARSAE YR amnms: 5A3AGLFE [ SSR
keep in touch, before and during the Co\ifl crisis.

5 www.westyorkshire.police.uk/advice/personshfetyand-possessions/dementiawareness/dementisawareness



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

Our approach to makea difference 20225

U Peopleliving with dementia have chosen priorities for the demestiandly Leeds
campaign: transport, shops and businesses, and arts & recreation.

U Maintain a dementidriendly Leeds action plan, reporting quarterly to the Dementia
Friendly Leeds Steering Group.
U ContactY SY2NER OIF FS 2NHIyAaSNA yR f 20 t-193N
o offer support to reestablish safe fact-faceand/or digital alternatives
o identify people and carers who might have become disconnected from supguaaitor
deteriorated because of social distancing
U Explore anddcus on opportunities to make a difference eqg.

o influence the development of Leeds station as an-agel dementiafriendly public
space.

o whethersocial distancing means some places are tguiandmore demettia-friendly.

U Growthe Leeds Dementia Action Allianceeaching a wider rage ofbusinesses and
partners; recognising that recovefom the Covid pandemimight limit opportunities

When engaging witbusinessesdiscuss how to helpmployees who argorking carers.
Seekmore opportunities to work with schools and reach children and young people.
Gatherevidence of how dementifriendly actions have made a difference.

c: (= (= (=

More dementiafriendly initiatives in local communities, linked to afyeendly andother
campaigns for inclusion.

U Further public information initiatives, working with community partners, including: an ey
with aBAMEocus and an event for people who are Deaf or hearing impaired.

Leeds Playhouse is a pioneer for
dementiafriSy Rt @ (G KSI 4§ NB @
i2Q 3IdzZARS O2awENB SOS
West Yorkshire Playhouse Guide to putting on a production. &ople living

with dementiaare included to ce

design the production, and plan the
experience and welcomen the day.

The guide is published by the Baring

PLAYHOUSE 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. Dementiaendly communities and better public

awareness will help, but will never entirely tak@ay thefears associated with the
condtion. 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 owentngears, 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 Februay/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).

People with a dementia diagnosis in Leeds 2011-20

Feb 2020 data used to show peak value before Covid-19 service suspensions
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Diagnosis rates will never reach 100% of estimated prevalence. This is bpeapke

must be supported to seek diagnosisinatimely @ 5 o dzi y 230 WhrYo dza K
some frail older people approaching the end of life with other health conditions, it could
0SS W2gSNRAIIIy2aAraQ G2 SELX 2 NB théfdniaRbead® Y LJi
benefit to going through the process.

Support after diagnosis

Most importantly, diagnosis a gateway to support and an opportunity to offer people,
families and carers a way ahead and come to terms with living with demehitiaough
WRAY2a4Aa NIGSQ Aa & kskfoméaufe lodaKskryics, (0 KI G |
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 evetiuomg with

dementia This has been achievedibyestment inthe Memory Support Worker
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serviceand continung to build community capacityPostdiagnosis suppomo longer
dependsuponwhetheror nota person is prescribed medicatio he use of well
trained and skilledgupport workes 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 dementigendly organisations and volunteers who
have set up ad run groups sch as Memory Cage 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 TheragZSTis an approach to offeringtructured activity which

is recommended in NICE guidafct is offered postdiagnosis bgpecialist NHS

services, and two local Neighbourhood Networks have established groups offering CST
or activities informed by the approach. A further innovatiothisuse ot W/ A NOf S 2
{ dzLILIR2 NI Q | LILINR I OK (2 (1SSL) LIS2LX S O02yySOi
Other postdiagnosis support is described throughout this document, such as services

for (unpaid, usually family) carers; opportunities for arts and creativity; social care.

The impact of Covid9

However, he Covid pandemic and suspension of memory assessment and diagnosis
services has, not surprisingly, caused diagnosis rates to fall, both nationally and locally.
The usuapattern in Leeds is that there are just over 1,0@®ple newlydiagnosed each
year, whilstc. 1,000 people with a deméa diagnosis die each yeailhis leads to a
modest net increase, as shown in the chalobve Most of the decrease shown below

has beercaused by th@ause in diagnosis activity. Indition to this therehave been
Wxces® RSI 0 Ka NAY,ie.imSr&peopk with Blgh&nia have died compared
to what would normally be expected.

NHS Leeds CC@ementia diagnosis rate &

Covid

(y-axis based at diagnosis rate target)
76.7%

74.7%
72.7%
70.7%
68.7%

66.7%
Jan-20 Feb-20 Mar-20 Apr-20 May-20 Jun-20 Jul-20

bpt A2yl f LyadGAdGdzi S T2 N Dérertial &sebsyiént, handg@nerst an@drt for fepeS = b DT
living with dementia and their carefs
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Achievements 20120

V Leeds achieved the national ambition for a 66.7% diagnosis rate at March 201égrgirdied to
improvefrom there to74.7% at end Feb 2020, with 6,488ople recorded with @ementia
diagnosin Leeds GP registers

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

V Leeds Memory §ervice hqs consister)tly retained its qccrqditatjop by the Royal College of
taeOKALFUONANAUAQ aSY2NE { SNUAOSBAPbI UAZ2Y It 1

V The Memory Support Worker service started in October 2@h8,supports 1,500 peoplevery
year.

V Information and leaflets about services availablevatw.leeds.gov.uk/dementia

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

Our approach to make a difference 2025

U Reset and recovery of memory assessment and diagnosapimort people who have missed out
during the Covid crisis, amdturn to preCovid level of dementia diagnosis rate.

U Set out an accessible local offer for peopi¢h a dementia diagnosi#) leaflet and online form.

0 Continue to raiseawarenes®f signs and symptomgndimprove the diagnosis and support
pathway, including

o further reduction in waiting times
o develop the posdiagnosis support offelincluding the offer of Cognitive Stimulation Therapy

U As people born in the years after 1945 reach the age of 75 and beyond, ensure capécity
diversity of provisiorkeeps pace with deman@nd supports people for as long as possible

U Innovation and development in community support, to keep people welldieger, and support
people further into the progress of dementiahere this is a safe and positive option

Memory
Support
Worker Team

~

(NHS| (Bizheimer's

Leeds and York Partnership x'i..,y.,
INHS Foundation Trust

AAAAAA

The Memory Support Worker Service in Leeds.

Alzheimer’s Society office:
0113 231 1727

email:
memorysupport.lypft@nhs.net |

Anyone can refer to the service for help
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3. Dementia, healthy ageing and frailty

People with dementia benefit from initiatives to promote wk#ing in later life, and
care ceordination for people living with frailty.

Dementia, frailty and mental health

The NHS Lorgerm Plan considers dementia as a ldagn condition linked to frailty

and healthy ageing, often occurring with other letggm conditions more prevalent in
laterlife. ¢ N RAGA2y It RSYSYUAl KlFa 06SSy WwWo
affecting cognition, mood and behaviour.pefialist services and professional expertise
has developed within oldge psychiatry andther specialist clinical roldeked to older
LIS2 L)X SQa YSyidlf KSItOK

TheLeeds strategygoing back t@013 hassoug i (2 I OKAS@S alilKS Wa
WgK2fS LISNEZ2YQ | LILIND®IivE Kith detnendiadadngisideNdiher y 3 LI
health conditions; anavith timely access to specialist input when needékhe focus of
support is primary care (GP practicagd comnunity service§NHS, social care and
community groups) The Memory Support Workers help peofenavigatethe system

and join up services

Healthy ageing & reducing the risk

| ewlky agein@ | LILi¢BdesOdducinghe risk of developing dementiand other
conditions. The risk factors and opportunities to prevent dementia are described in the
earlier section on the Leeds Health and Care .Pldrere are two further points:

1 The NHS Healthcheck, offered to everyone aged4ids an opportunity taliscuss
lifestyle choices, support available to make positive change, and the risks of heart
disease, cancer and other conditions as well as dementia.

1 People must not bélamed for, orfurther stigmaattachedto, dementia. We can do
our best to improve ouchances, but to develop dementiatesbe unlucky.

Frailty and Population Health Management

Leeds City Council and local NHS organisations have adopted the approach of

PaJdzt F GA2Yy | S| f ThiscomsidesW @5 K S NIl DA differEnt $tdge LI S
of the life-course and different health needd.ocal 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 refes 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, peopl
with dementia are particularly susceptible to episodes of acute delirium, whichomay
LISNOSAGSR Fa WRSYSYyGAl 3ISGGAYy3 62NBRSQ> |
offer opportunities for recovery. The Leeds frailty programme seeks to improve
resilience and prevent crisis as far as possible, and for urgent care servicepdaden

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 londgerm conditions. ThiseviewA & |y A YLIEZ2 NI F y i 2 LILI2 N
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withpe2 Lt S (2 aSS AF | LISNAR2YyQa RSYSYOGAl |
struggling, and whether morgupportis needed.This is especially the case for people
K2 RARYQUO FSSt (GKS ySSR F2NJ adzlJlR2 NI adl
seviSa g AlGK2dzi | INBraid the Nualty@irdSardisteAcy @ eviewing

Is a higlpriority for this strategy, antNHSnvestmentin healthy ageing and frailty is a

real opportunity to achieve this.

Public Healthn LeedK I & ¢2NJ SR ¢AGK Dt LN OGAOSa
{ dzLJLI2 NI (COSRyithypaoplavith longterm conditions This approach is based
onW¥. S (oivérsdionsabout living with health conditions. The conversation is

focused orgoals that peoplewould like to achieve, andgreeingactions to achieve

them. The idea is to have one conversation about the person, rather than separate
conversations about different diseaseSementia is included in this approach; we know
that 2,800 people vih 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 ceordination and teamwork

Finally, he NHS Longerm Plan envisages tha@Expanded neighbourhood teams will
comprise a range of staff such as &Psharmacists, district nurses, community
geriatricians, dementia workexs® ¢ ® LY [ SSRaszx 6S Oly Of I A
integration of Memory Support Workers into neighlvbood teams alongside clinical

staff. There will befurther opportunities arising from NHS England investment in care
co-ordination and social prescribing.

Achievements 20120

V Identifying health inequalities, linked to heart disease and Type 2 dialetessk factors
for developing dementia; dementlaa Ay Of dzZRSR Ay (U'KS aGhysS
\ Meimory Support Workgrareestablished as part of Leeds Neighbourhood Teams, oldeg
LIS2 L) SQa YSyidrt KSIftOGK aASNBAOSasz | yR f
V Leeds Community ST £ § KOF' NS a5SYSYUAl X 5SLINSAAEA:;
V A holistic @proach to living with dementiayther long term conditions and frailty.

Our approach to make a difference 2025

U Reducetheriskof dementiaWh yS | 2 thkejupSoftiedNRS Healthchedtiabetes
prevention programme.

U Improvequality and consistenoyf the annual dementia review.

U Explore innovative approaches eg. using community venues for reviewneatk review
after diagnosis.

U Ensure there is accessdapport in the months / years after diagnosis, for people who
R2y QiU GF 1S dzLlJ aSNdagn@sB8a AYYSRAFGSté LI2a
U More opportunities and support to plan ahead for the later stages of dementia.

U Taking the opportunities offered by the further developmentotial presdbing, and
introduction of careco-ordinator roles.

" https://oneyouleeds.co.uk/dementigeduceyour-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.

/' F NENE INB af AGAY3 gAGK RSYSYGAl ¢ (22
A local carer, speaklng at a Dementia Information Roadshow event in 2019, used a
revealinglJK N> &S g KSy GStftAy3a KSNI YR KSNI Kdzi

G2 KSy gubdiagndsisXé

Eugene Harris and Diana Smiith- NNJA & & t K 202 FTNRY | {1 rONEY SYNE I {I 2AGASS( & LN

W AGANSIYSYUXKI Q LI ASEAa G2 FlLYATASAT TN
experiencing the condition itself. Resedfaidicates that:

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

-om: 2F OFNBNR 2F LIS2LX S 6A0GK RSYSYUAl
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.-35% live in care homes), and even when
RSYSYGAl 0S02YSa aaSOSNB¢s | y° Fedhaps YOOAi SR
carers in Leeds are supporting people with the effects of the later stages of the
condition: eg. psychological distress, disturlséekep 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.

[ F NBENE Yle adaN¥zZAa3tS G2 Ldzi GKSANI 26y yS!
when in the habit of speaking for the person with the conditi@arers want to know

that other care arrangements are available, whether in an emergency, or fonaqaa
appointment, for holidays, for a hospital stay and, as carers said in the course of
Oz2yadzZ GFdA2y 2y (KAA& dhislNd XiySHexa aBXi 12 4 FF
Homegl 2dzaAy 3 hLiAz2zyax aSOGAzyuvo

8 Various sources, collated in Lewisal (2014):The Trajectory of Deméa in the UK Making a Differenc¢Alzheimers
Research UKwww.alzheimersresearchuk.org/wpontent/uploads/2015/01/OHEeport-Full.pdf
9 Alzheimers Soety ¢ Dementia UKeport: www.alzheimers.org.uk/aboutis/policyand-influencing/dementiauk-report
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Covid19, families and carers

The Covidl9 pandemic has had a huge impact on carers and support services for carers.

Carers have been faced with many different challenges, such as:

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

1 coping without services that offer a break from cariregy. day centres, community
groups.

1 having to make tough decisions about what to do for the begj. helping with
personal care when it was difficult to source gloves, masks and othergbince
equipment (PPE).

1 copingwhenthepgi 2y GAGK RSYSYUAl R2SayQd dzyRS

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

Jackie Powellwho cared for her husband Keith at honm@s spoken vergnovingly and powerfully o
the impact of Covid9. Untild f 2 O 1 /e aitghded the Young Dementia Leeds day centre, ru
Community Links, five days a weeRhe loss of routineand activitycaused arat RS Of A y §
FStf 2F7F edtogefonsTaliss Iobs of Walkrceianebedination, and extremely interrupted
nights. Eventually he had to move to a care home where Jackie was unable to see him for mg
weeks.

www.youtubecom/watch?v=QU4SkuGX9(GtHe video was made by Jackie with Carers Le

Carers Leeds and other services have adapted by eg. offering telephone support, and
NHzy y Ay 3 OF NB NE AsZNiedstalied openHdaid,2his ay cause
difficultiesreadjusting, and makindecisionsabout vulnerability to Covid 9.

What sustains caring and makes it a satisfying role ?

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

1 there are opportunities to do things together, atmifeel that the original
relationship with the person is still there;

1 9 KSyYy (i K8xpetiibeNMidNEE are respected by professionals;

1 when there are opportunities to learn about dementia and shexperiences with
others;

1 when there areopportunties to take a break and have even a couple of bauweek
to choose how to spend thime;

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

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

1 findingwaystogek 3I22R yAIKIQa af SSLI®
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Achievements 20120

VI W5SYSYGAlFr [/ IFNBN 1dzoQ G /N
Services include....

&
P
fot
(0o}
tn

U 1:1 support offer for carers
U hospitatbased support at St James.
U information and education sessions for carers
UOF NBENAQ &dzLJLI2 NI 3INR dzLJA @
VY2 2NIRENMBEOFAYAGALI 0ADS 6AGK € NAHS 20
V[ SSRa Kz2alLWAdlfa aAraySR dzd G2 aW2KYyQ?
dementia beyond usual visiting hours.
V Recruiting carers to join Leeds Dementia Partnership

Our approach to make a difference 2025
U The Leeds Carers Partnership Strat@mtting carers at the heart of everything we ¢
U ldentify carers, especially in primary care (GP practices)
U Strengthening and listening to the voice of carers.
u

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

U Once carers have been identified and suppotgdservices, keep in touch. Demen
is a progressive condition and carers are likely to maede help as time goes on.

U Improving capacity and choice for carer breaks.

U Offer support and substitute care which enables carers to prioritise their own hea
and weltbeing.

Carers Leeds trip to Morecambe
National Dementia Carers Day, September®01

18



5. Younger people with dementi& rarer types of dementia

People with younger onset of dementia benefit from specialist support, which
NEO23ayAasSa LIS2LX SQa aALISOATAO a?z
Prevalence antlJS 2 Lieefif) &

There are c. 20people in Leeds who are aged under 65 with a dementia diagflosis
Theoverallprevalence of youngeonset dementia is hard to estimatdyut there may

be a further 10e200 people without a diagnosi¥.ounger people with dementia have
specific needs whicreflect the medical and social circumstances of developing the
condition at this time of life.The provision of specialist servicisssupported byhe
National Institute for Health and Clinical ExceteriNICE) guideline on dementia. The
need for sub services requires a holistic view of family, social and clinical aspects,
rather than whether a person has reached the age of 65.

Youngeronset dementias show higher preglence of rarer typeseg. frontaitemporal
dementia and postortical atrophy.There is generally a wider range of symptoms such

as behavioural disinhitton and personality changesThe diagnosis of dementia can be
more complex at a younger age, with a combination of factag. stigma, medical
complexityc leading tolongerdiagnosisprocessesind a lover WRA F 3y 234 A & NI
population. Very rare types of dementia may ocamhen brain cells are affected in the
progressionoff SdzNB f 23AOFf O2yRAUOAZ2Y & &adzOK & |

Socially, people may be at a particultage of family life and career / employment, and
there may be particular impact on social networks. Youmgeset dementidas more

likely to have financial consequengesmetimes very severayising from eg: loss of
employment and income (for the caras well as the person with dementia) aafflect
long-anticipatedplans 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 ewaounger (Office of National Statistics data
shows that the average age of parents is increasing). People with yeanget

dementia often have parents who are ageing, perhaps with care and support needs of
their own.

Dementia and people with a leang 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 yearswitheyut the
syndrome In Leeds, NHS community learning disability services manage a specialist
diagnosis pathway The culture and practice of persaeentred care is of long standing

in services for people with learning disability, and may help provioiecare and

support toadaptto 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 sometinfieiaboth
generations in the family.

ONHS Digitalnonthly data publication.
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Services for younger people with dementia and carers
¢ KSNB KI @S 06SSy AYLINR@SYSyila (G2 &aSNIAOS:
below). However,arers of yunger people with dementieeport that residentiacare
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 Leestgiired for both
carer breaks and longdgerm care, and there is potential for providers to meetaknd
more locally, with carers reporting that this would be preferable to placements outside
Leeds.

Achievements 20120

VWY 2dzy 3 5SYSy A lay serdceaér ybungdd Be@ple Wigh dlemirdiza
day centre and at home.
V The service hasioved to new premises with a new provider (Community Links),

are offering more choices of activity, working with partners to offer eg. creative |
and cookery AMemory Caféhas been added to the service offer

V Carers Leedare part of Young Demeiat Leeds andffer dedicatedsupport and a
group for carers ofoungerpeople withdementia This has extended support to
YIye OFNBNR ¢6K2 R2Yy QG dzaS GUKS Rl & &

V,2dzyISNJ LIS2LX S gAGK RSYSYGAl G4SIkY o

session® GPs, leading to increase in number of people with a diagnosis in 201

Our approach to make a difference 2025

ULYy@2t @S GKS WaAyRTdzAd 9YLX 28SNBRQ ySi
I 0O0S&aa G2 WNBI a2peopewhs debeR@enerti vhigtindpgd
employment

U Work with care homeand supported housingroviders to develop provision in the
Leeds area.

U Work with the new carers group who are committed to campaigning and improy
services.

U For people with a learning disabiliyho 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
t S2L) SQa @2A0Sa | NB K SidétBahs drefrirde NSedike

recognise and respond well to diverse needs.

W5 APSNREAGEQ KIFHa Ylye FaLlsodas yR F2N LI
personcentred 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 haveestalblished Memory Cafés,

whereas people in some places have to travel to access serViosgever, he gge-

related risk of developing dementia is higher for people at a disadvantage from health
and social inequalitiesThismeans that the geographical spread of people livindnwit
dementia is more evenbetween inner city, suburban and rural areghan might be
expected from the age profile alone.

There arepeople fromthe many different andliverseW. t  O1 X ! Al Yy | yR
(BAMB communitiesin Leedsvho haveexperiencedold age and increasing risk of
dementia for several decades (edder people who identify asish, Jewishrd other
European originsand the pasbne or twodecades (eg. many older people &outh

Asian and Caribbean origihssouth Asian and Cdibean populations in particular have

a 45 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. Reporexperience 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 difficulipcalorganisationsrave worked with GP
practices to support assessment oemory 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 yourmyeset dementia. Theresi

evidence that unpaid caring is more likelyatibect women, in the caring tasks carried

out, and at a younger age

Lesbian, gay, bisexual and transgender olgeople have growimto adulthood and

later lifeat a time of changing social attitudes and inclusiveness, and both developing
dementia andcoming into contact with care services can lead to difficubiied
uncertainties. Alzheimersi§®ase 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 lovedones to eg. be back in a time when sexuality or gender identity was more
often concealed.

People need, and are entitled to expewtainstream services to work well and be
competent with diverse needseg. Memory Services, hospital care. However, specifi

Wil | Care 2 Carers UK report (2019)ww.carersuk.org/images/News _campaigns/CarersRightsDay Nov19 FINAL.pdf
This considers unpaid caring as a whole, it is not a demepéieific study.
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services are often valued, suchsagport to overcome barriers to accessemory café
where mdher tongue language is useduaderstood; 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 decisinaking. W5 S Y SFNIMS Y Rt 2 Q | LILINI
had considerable success to improve understanding of the condition and acceptance
people lving with dementia. Aightsbased approach will complement and strengthen
inclusion and quality of services.

Achievements 20120

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

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

V Establishment oBAMEDementia Forum.

V Dementia awareness promoted via Demerfigends Champions in community
organisations.

V ABAMEdementia 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
Wetherby area can attend Memy Clinic hosted at Crossley Street Surgery, rather thg
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 2025

U A rightsbased approach, to complement dementfigendly initiatives and persoenentred
care; ensuring rights are upheld at key decision when decisions are made.

U Obtain funding and commission research into theemgnce of people with dementia
and carers otliverseBAMEorigins in Leeds.

Improve access to Memory Cafés and other groups in rural areas.
Dementia awareness and addressing barriers to seeking support with older LGBT p
Develop care and support seéres with language and cultural competence.

_! Touchstone Bmedementia
Semegtiz) What an amazing first online session with some of o cafe

b rs. We w eea<oex edwseeeac other. Ca n't wait to support rest
f our members to join us for the next sessios

. I AdRgdtirfg ¥6 CovidihefC&fé goes online
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7.  Strengths, support networks and positive risk management

Health and cargrofessionals work to develgpersoncentred understanding,
promote good conversations and positive choices about needs & risks.

A strengthsbased approacko social careffers supportive conversations tmnnect

people to a range of resources and groupspond effectively at times of crisis; and

plan for the longer term. Keeks to avoid the often undignified and diminishing
SELINASYOS 2F (KS YatbdngasseseRto ¢ ibligibilitySY Sy i |
criteriaare met. Handin-K I Y R g A 4 K { KA dbaded doaNBihitD K A & Wl
RS @St 2 biMdhyg dnGhE strengths of communities to offer opportunities for

peopleto live well and to be active and involved.

The ambition for people in Leeds to live well with demential ambenefit from person
centred care, fits very well with these approach@dis continues to be the right

approachas dementia progresses to its later stag&ben it becomes all the more

important to: understand what approaches work to communicate wifberson and

promote emotional weHbeing; supportamily carerswhoare a huge resource for many
people n the later stages of dementia; enable community groups to access the right
KSt LI G2 O2yidAydzS YSSGAYy3a LIS2LX SQa ySSRA-

Wt 23 A 0A S N a s taking ¥ persSo¥érdrgt agproacistb 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 earesolve many concerns, but can create other risks
related to eg. the loss of a sense of belonging, or understanding why strangers are in
2ySQa ftAQAY3 aLl OSo

The care of older people has traditionally focussed more on personal care, meals and
routine ddly 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 aimlividual ability.

Direct Payments and other kind$ personal budget can offer persaentred solutions,
acknowledging that people and carers living with dementia nearly always need
additional support to calesign and manage the care arrangements.

This is an example of good practice in Leeds, shomomga strengthsbased and
personcentred approach can improve quality of life and manage risks:

Here is an example of good practice in Leeds, showing how a strelvagks and
personcentred approach can improve quality of life and manage risks:

G ¢ K S appdinyfrert of the day was a lady with dementia who has been going out on the buses and ¢
lost, and her husband has had to either go and find her or call the police. He wanted to be able to keep
K2YS gAGK KAYZ 0 dZa/7.62 s Ry daighten$aw gainé KnouksSrom their home
also to be at the appointment. The lady lacked a lot of insight in to the risks and was quite adamant in t
RARY QU gyl lyed KStfLE 2N FyeéezyS (2 aidsnéwagdoitgio |
continue to go out as it is boring to be in the house all day. We discussed some alternative things that {
could go and do in the community, such as neighbourhood networks and local grougeuiigut on
transport, or whereher hustkand could drop her offShe was happy to try this out as she said she liked to
out of the house and spend time with people. | also suggested a GPS tracker, although she was initially
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reluctant when | explained this could be used in case of an emeygdhecwas willing to try this to help her
family not to worry.

XXX XXX

d referred her tofthe local neighbourhood networkhd the Memory Support Worker who will visit to
suggest some other groups she could join in with and sort out the Herbert ProtadbEfpolice. | made a
referral to Telecare for the GPS tracker, and | emailed the son with what was discussed and what has
done so far. We agreed to meet again in around a month and see if these changes have helped or whe
needto look atsom@ G KSNJ 2 LIGA 2y a ¢ O{20Af 7pE2NJ SNI G |

Achievements 20120

U Ateamofhreed 5 SYSY UAl | yR aSydalf | SFHfOK
established, offering specialist support andworking with NHS colleagues and
social workers in Neighbourhood Teams.

U Recovery approaches have been promoted in contracts for Community Care
and introduction of shorterm additional funding for people to leave hospital of
avoid admission.

U Dementiafriendly approaches have strengthened community networks and as
¢ eg. increase in Memory Cafes

U Memory Support Workers and Dementia Carer Support Workers offer
O2YyOSNEIFIGA2ya gKAOK fAAGSY G2 LIS2L
community groups and activities.

Our approach to make a difference 2025

U Explore and take opportunities to includerdentia in work on better
conversations, strengthbased social work and assehsed community
development.

U Trainstaffin support planning with people living with dementia.
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8. WAt homeQ housing options, design and technology

People are enabled dementiafriendly environments, choices about housing an
care, and innovative solutions.

Digital Innovation

Good design can involve small things that make a hkia .
difference to the ability of people to live welland | A Womat”h'” TaStlLee_df] ;tterr‘]dsj
independentlyg for example, signage which reminds SIECLIEL ST IEE | I SHnier

h thedilet is. Technol has h network for people with dementia,
a perspn where i etis. fechnology has huge each week. Her son lives in the sout
potential for everything from peer support,

e ) of England, and has set up a webcay
monitoring for personal safety, reminders and in her house. From his work, he can

prompts, meaningful activity and even care & SS AT aKSQa dzJ |
companionship It is important that digital her on the phone to remind her if
need be.

technology is used in an enabling way thdeos 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 garoduce useful innovation. It is likely that the most

useful solutims will bethoseadgptable for each individual.

Leeds Libraries were awarded a
avylrtt AN yG o0& GK
SAIAG f t F NI A OA LJ

We have set up a new Digital Inclusion Programme through
Memory Lane Trust Community Interest Company. This ide
was taken from 100% Digital Leeds. So far we have distrib
15 tablets (some with cellular SIM cards) and 16 Alexas to 0

clients.

We hold daily dom meetings online to deliver companionshif
and meaningful activities. We have twice a week exercise
classes and various quiz, bingo and singalong sessions. Ug
30 people are joining the meetings each day and feedback i
wonderful that thisis helping to improve their day to day

in 2019, to explore with people
and families living with dementia
how digital technologies could
improve quality ofife2 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.

wellbeing. We are working to expand the programme to ma
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, Yead
June 2020

Housing Options

People living with dementiand carersare ready to consider moving in the earlier

stages of dementiaand extra caré supportedhousing is seen as a positive option.

This was the consensus at a conversation about this strategy during 2019, at the Leeds
W' LJ YR D2Q IvM@vdihdemfehtNISaales| jiadners in the caring role

do worry about what would happen if they were to need to go into hospital, or were to
Wo S GKS Exird\chra hoiisihg offets@sburancehat alternative care
arrangements would be ther@ a crisis

2The programme was funded by NHS Digital and The Good Things Foundation. The full report from 100% Digital Leeds is
available herehttps://digitalinclusionleeds.files.wordpress.com/2020/06/leedsdemengport2020.pdf
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People value connections with where they live, and this supports the Leeds approach of
planning extracare development to locgleography Concern was expre=d that, as
dementia progresses, exti@arehousing shoulad¢ontinue to support peplel a | WK 2"
T 2 NJ ahdithatfigher moves to care homes are kept to an absolute minimum.

Design fohealth & care environments

The independent sector tends to use standard designs for care homesseartt
experience suggest thajpportunitieshavebeen missed to apply best practice to new
developments. @e option,suggested bylevelopments 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 inpa&nt 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. Loxigan, Leeds has the
ambition to offer purposebuilt accommodation using begtractice dementia care

design.

Achievements 20120
U Dementiafriendly design has been implemented as wards have been redecoratj
Leeds Teaching Hospitals.

U Dementia specialist wards at The Mount have kaglironmental improvements.

U {dz0OO0SaaFdz W2 ARSY hrfjectbpledad Librafies & 100841Digix
Leedsto improve understanding of how digital developments can support living
with dementia.

UW{YIFINI | 2dAaSQ & ! a®pténstsdhable pedpleyfdivelatS
home with dementia.

i Accommodatiorand carefor people with dementiasincluded in extrecare housing
developments.

Our approach to make a difference 2025

U Applying best design principles to dementia care environmeiousing, care
homes and hospitals.

U Improving choices and outcomes for housing with care for people with dementi:

U Codesign: so thaphysical environments and digital solutios® informed by real
life experiences, and investment is directed by tvp@ople need.
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9.  Arts and creativity

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

Good things come from taking part in creative actigifgeling calm, making

connections, opportunities to take the lead, seKpression, lifting the mood. Some

people with dementia report that they feel less inhibited at trying new and different
thingsthan they might have before developing the conditidPeople living with

RSYSY (Al KI@S OK2 a asfoneiof oNfbpithree grigritidsIIO NB | (i A ;
dementiafriendly Leeds

There are excellent local examples of arts organisations, creative amidtsommunity
groups working together, and the challenge for Leeds is to extend these opportunities to
more people, especially people in the later stages of dementid,naove from

& dzO O S a ZoFrdjectdt@ syistaired provision including empoweringarers and

care staff to learn creative ways of communicating and working with people

The two Leeds bannéfs

Leeds City Museurmosaicé*
each group which took part now has its own section of the mosaic.

13 hitps://[phm.org.uk/exhibitions/theunfurlingsa-bannerdisplay/
4 www.leedsinspired.co.uk/projects/mosaleedspaukdigby
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