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PURPOSE OF REPORT:

For approval

ACTION REQUIRED:

X Decision

O Assurance

PUBLIC OR PRIVATE:

Public

KEY POINTS:

The Joint Dementia Strategy is an overarching document
that incorporates City of Wolverhampton Council and NHS
Wolverhampton CCG’s commissioning intentions. It includes
not just commissioned services to support people with a
dementia diagnosis, but wider public services and
workstreams to prevent dementia risk factors and promote
community asset-based services to enable people affected
by dementia to live well in their community.

The Joint Dementia Strategy was informed and developed
by an extensive consultation that was carried out as part of
the development for the Strategy and the Joint Strategic
Needs Assessment (JSNA) completed in February 2019 by
Public Health. Initial feedback was sought on the draft
Strategy and JSNA from Public Health, Council and NHS
professionals, members of the Wolverhampton Dementia
Action Alliance and the voluntary sector.

An action plan has been developed to accompany the
Strategy document. This will be a living document.
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RECOMMENDATION:

For approval and sign off

LINK TO BOARD

services we commission

ASSURANCE
FRAMEWORK AIMS &
OBJECTIVES:
. ) The new Strategy ensures we are providing high quality
1. Improving the quality Dementia services for our population and in line with our STP
and safety of the footprint partners.

. Reducing Health

This Strategy ensures that no matter where you reside, your

Inequalities in . .
Wolverhampton quality of care will be the equal and of a good standard.

3. System effectiveness By collaborating with the STP stakeholders, we are able to
delivered within our ensure that any cost saving by the unifying of services, can be
financial envelope moved elsewhere, to services that are underfunded.

1. BACKGROUND AND CURRENT SITUATION

1.1 The City of Wolverhampton’s previous strategy was developed in 2015 by a multi-
agency partnership. Since 2015 there has been significant progress in developing
and delivering support to people affected by Dementia, including families and carers.
This includes Wolverhampton Dementia Action Alliance being recognised as
Dementia Friendly Community of the Year 2018 by the Alzheimer’s Society.

1.2 Dementia is one of the world’s major causes of disability and dependency in older

people. It has an impact on the quality of life of not only those that have Dementia,
but of their families and carers too. The Impact on carers and family can be physical,
psychological, social and economic. There is often a lack of awareness and
understanding of Dementia, which can result in stigmatisation of the disease and
barriers to care and diagnosis. Worldwide, the number of people with Dementia is
estimated to triple by 2050. In 2015, the cost of Dementia to the global community
was $818 Billion and is estimated to cost $2 Trillion by 2030.

(JSNA http://www.who.int/mediacentre/factsheets/fs362/en/)
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1.3

2.2

2.3
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The Prime Ministers Challenge stated the Governments key aspirations and
commitment for improving Dementia support services in England by 2020:

e “The best country in the world for dementia care and support and for people with
dementia, their carers and families to live; and

e “The best place in the world to undertake research into dementia and other
neurodegenerative diseases”. The updated Strategy is aligned to the priorities
outlined in the Prime Ministers Challenge.

NATIONAL AND LOCAL CONTEXT
According to The Prime Ministers Challenge 2020 document:

» There are 676,000 people with Dementia living in England and this figure is set to
grow.

+ Dementia costs society an estimated £26 billion a year, more than the costs of
cancer, heart disease or stroke.

* A recent study estimated that by 2030, dementia will cost companies more than
£3 billion, with the numbers of people who will have left employment to care for
people with dementia set to rise from 50,000 in 2014 to 83,100 in 2030.

In Wolverhampton:?

e ltis estimated that there are over 3,000 people living with dementia

e |tis projected that this figure will rise to 4,703 people by 2035

e The JSNA for Dementia in Wolverhampton statistics demonstrated the relatively
high prevalence of dementia in the City of Wolverhampton, with approximately
five percent of citizens aged 65 and over living with the condition.

Recommendation in the JSNA include connecting people to support services earlier,
ensuring that Black and Minority Ethnic Groups can access support, and promotion
of both prevention messages and existing support available.

3 JOINT DEMENTIA STRATEGY

3.1

The Joint Dementia Strategy is underpinned by the topic specific Joint Strategic
Needs Assessment (JSNA). The aim of this JSNA was to analyse the current and
future ‘needs’ of people living with dementia, and their carers, in the City of
Wolverhampton. Both the Strategy and JSNA were informed by extensive
consultation. This included:

! Source: http://www.poppi.org.uk/
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1. A public and professionals Survey completed in 2018, which included specific
questions related to dementia support and barriers.

2. Focus groups with the community such as people affected by dementia,
professionals and carers. The JSNA also analysed, local and national data
sources.

3. JSNA and Strategy Development Groups.

3.2 Reflecting both the local and national vision for transforming dementia care and
support, the 2015 strategy seeks to develop proactive services and ensure good
quality care and support that best meets the needs of people living with dementia,
their families and carers. It follows a person-centred approach, aligned with NICE
Quality statements and Prime Ministers Challenge on Dementia. This updated
strategy keeps these central themes whilst recognising the opportunity to redesign
services in a challenging climate with growing demand on resources.

3.3 The updated Strategy was developed in partnership with Public Health, Council,
Health Professionals and voluntary sector representatives. A Dementia Strategy
Group met bi-monthly to review and discuss the pathways, need and demand to
support people affected by dementia. The NHS Living Well Pathway for Dementia
was used to provide thematic group discussions and ensure all elements of the
pathway was discussed. This framework underpins the updated Joint Dementia
Strategy 2019-2024 as detailed below and is grouped into:

Preventing Well, Diagnosing Well, Living Well, Supporting Well and Dying Well

Governing Body
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Our Aims for people affected by Dementia in Wolverhampton

The City of Wolverhampton will be ‘memory aware' and promote
risk reduction through healthy lifestyles.

o
= People living with dementia in the City of Wolverhampton will
3 o receive a timely diagnosis with an offer of early support.
5=
i
(]
o _
§ g The City of Wolverhampton will be a Dementia Friendly City that
| supports people to continue to live well and connect to their
community
o
=
5%
&; People living with dementia in the City of Wolverhampton will
5‘, receive support that adapts to changing needs with access to

good quality secondary care

People with dementia in the City of Wolverhampton can die with
dignity and respect

3.4 In developing the updated Strategy it is recognised that there are good pockets of
practice, however, this support was not always clear to individuals and professionals,
and that work is to be joined up across the wider system. This Strategy will help to
avoid unnecessary duplication and allows the identification of any gaps or unmet
need.

3.5 The Joint Dementia Strategy provides a high-level summary of current achievements
and planned workstreams across the City of Wolverhampton Council and CCG to
promote messages of prevention, including specific pieces of work to engage with
Black and Minority ethnic groups through all levels of support including being able to
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4.2

4.3

4.4

4.5

5.1
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use good practice such as advance end of life care planning. It provides key actions,
covering all levels of support from universal to specialist services.

The aim is to not only meet the specific needs of people diagnosed with dementia but
also recognise the levels of support required as a person ages, or their dementia
advances, whilst promoting positive messages of wellbeing and related risk factors.

KEY THEMES IN THE JOINT DEMENTIA STRATEGY

In addition to the recommendations of the JSNA, the key redesign highlighted in the
Strategy is the development of a new integrated offer that supports the delivery of
targeted specialist care and support in people’s homes, this also includes residential
care homes.

The Strategy also highlights gaps in the community pathway to support people with
dementia to access day/community respite.

There is a commitment in the Strategy to engage with Black and Minority ethnic
communities.

The partners are requested to continue to work together to deliver the actions and
utilise partnership working groups including the Better Care Fund workstreams.

This updated Strategy has provided a framework for developing an action plan based
on systematic identification of where support may be lacking, and opportunities for
working across teams, sectors and organisations to deliver quality outcomes during
challenging demands and budget pressures.

SPECIFICATIONS IN SCOPE

There are a range of specifications in scope which, agreed collaboratively between
all Commissioners and Providers in the Black Country were selected as they provide
real opportunities for:

e Providing opportunities of scale and scope is commissioned and delivered as one
¢ Will minimise clinical variation across the services provided in the BC
e Close service provision gaps through freeing up funding

CLINICAL VIEW
The Dementia Strategy has been collaboratively developed with Provider Clinicians

and concurrent to the governance process; they are also being signed off by Provider
Clinical Governance process.
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PATIENT AND PUBLIC VIEW

Both the Strategy and JSNA were informed by extensive consultation. This included:

* A public and professionals Survey completed in 2018, which included specific
questions related to dementia support and barriers.

* Focus groups with the community such as people affected by dementia,
professionals and carers. The JSNA also analysed, local and national data
sources.

* JSNA and Strategy Development Groups.

KEY RISKS AND MITIGATIONS

N/A

IMPACT ASSESSMENT

Financial and Resource Implications

a.

There are no financial implications arising directly from this report. Any costs related
to delivery of the strategy will be met from existing budgets.

Quality and Safety Implications

b. Quality and safety implications will be defined within the Dementia Strategy Action
Plan.

Equality Implications

C. A reduction in health inequalities is an overarching aim of the Strategy. Equalities
impact assessments will be carried out as appropriate within the work programmes
that make up the overarching Strategy.

d. The Strategy is inclusive and considers support for all needs and will continue to
develop an understanding of potential barriers to access support and services. For
example considering the particular concerns from the Black and Minority Ethnic
Groups, the deaf community and adults experiencing sight loss.

e. The Council and CCG are committed to ensuring the correct assessments are

completed through any associated projects.

Governing Body
9 April 2019

Page 7



NHS

Wolverhampton
Clinical Commissioning Group

Legal and Policy Implications

f The CCG has statutory obligations to commission safe, effective services that deliver
value for money in partnership with key stakeholders and in response to levels of
need and service user and carer views. This is in keeping with the seven key
principles of the NHS Constitution (2015) and also with operational and planning
guidance as laid out in the mandate to NHS England by the Department of Health.

Name Sarah Fellows
Job Title Mental Health Commissioning Manager
Date: 9 April 2019

ATTACHED:

Dementia Strategy
Joint Needs Strategy Assessment
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Joint Dementia Strategy 2019 — 2024

Improving the lives of people affected by dementia in the City of
Wolverhampton

2015/17 Strategy Update
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Executive Summary

To be added at a later date.
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Introduction

Dementia is one of the
biggest challenges facing the
nation today.

Some 650,000 people in
England are believed to be
living with dementia,
including 3,100 people in
the City of Wolverhampton,
with somebody diagnosed
with the condition every four
seconds worldwide.

Dementia is an umbrella term used to
describe many different types of
dementia, particularly Alzheimer’s
Disease, Vascular Dementia and
Dementia with Lewy bodies.

It can affect anyone and causes a
decline in a person’s cognitive
(intellectual) abilities, affecting their
memory, language, understanding,
reasoning, problem solving and
concentration, but each person’s
dementia is unique and so affects their
lives in very different ways.

Cases of dementia increase with age,
and as life expectancy increases, more
and more people will be affected.
Currently, one in 50 people between the
ages of 65 and 70 have a form of
dementia, compared to one in five over
the age of 80. Around 42,000 people
under 65 are living with dementia and
this number is increasing.

Diagnosis is often made at a later stage
of the illness and this can affect the
person’s ability to make choices and
decisions.

Of course, dementia does not just have a
devastating effect on the individual, but
also their families and friends. An
estimated 21 million people know a close
friend or family member with dementia —
that’s nearly half of the population, and
it’s important that they get the help and
support they need to carry out their
caring role.

Life should not stop because of
dementia. People with dementia and
their family and carers may need support
to enable them to carry out activities and
engage in relationships in a positive
way, so that they can continue to lead a
full and active life.

Source: Alzheimer’s Society, Dementia UK, Fingertips PHE



The City of Wolverhampton’s Joint Dementia Strategy

The City of Wolverhampton Dementia
Action Alliance were proud to be awarded
Dementia Friendly Community of the Year
2018. Already a great deal of good work has
taken place locally to improve the lives of
people with dementia and their families.

The City of Wolverhampton’s previous strategy
was developed in 2015 by a multi-agency
partnership with representation from the City of
Wolverhampton Council, Wolverhampton
Clinical Commissioning Group, Royal
Wolverhampton NHS Trust and Black Country
Partnership Foundation Trust. Businesses,
organisations, community groups and
individuals also came together through
Wolverhampton Dementia Action Alliance to
develop this strategy for people affected by
dementia in the City of Wolverhampton.

Image

Reflecting both the local and national vision for
transforming dementia care and support, the
strategy seeks to develop proactive services
and ensure good quality care and support that
best meets the needs of people living with
dementia, their families and carers. It follows a
person-centred approach, putting the service
user at the heart of the decision-making
process. The Strategy is aligned with NICE
Quality statements and was developed in line
with Living well with dementia 2012 and Prime
Ministers Challenge on Dementia.

It highlights several key areas and actions, and
an implementation plan to ensure a range of
improvements are delivered.
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Since 2015 there has been significant
progress in developing and delivering
support to people affected by Dementia,
including families and carers.

Due to the consultation and partnership
approach to developing the Strategy, the
core aspirations remain unchanged. The
way in which we design, develop and
deliver support is changing due to many
factors, including the increasing population
and the increasing number of people being
diagnosed with dementia in a climate of
greatly reduced finance and resources.

This update is therefore an opportunity to:

e Align our strategic approach with
national policy and relevant local
delivery models

¢ Review the aspirations of the Strategy

o Work with partners, service users and
carers to set new actions to continue
delivering outcomes for people
affected by dementia in the City of
Wolverhampton.

e Drive new ways of working that will
improve outcomes and the support
available

o Promote prevention messages and
healthy lifestyles especially to key
age groups and Black and Minority
Ethnic communities in line with the
findings from Dementia UK, who
highlighted in their recent study key
groups of people whose
understanding of dementia is lower,
including those from black, Asian and
minority ethnic backgrounds, and
adults under 24 and over 65.

o Reflect a stronger offer of support
through strengthening partnerships
with health, social care and
community organisations

The City of Wolverhampton Joint Dementia Strategy 2019 - 2021



Making the City of Wolverhampton a Dementia
Friendly City, in which people with dementia and
their carers feel confident to be engaged with an
participate in everyday life and are able to live well
and independently for as long as possible.

Developing dementia awareness programmes
for all members of the community, including
health and social care staff, public and emergency
service workers, retailers, businesses, schools,
colleges and universities, councillors and
community groups, leisure and cultural facilities,
care homes and housing associations.

Reducing waiting times for assessment and
diagnosis, and improving diagnosis, prescribing
and post diagnosis support.

Providing written and verbal information about
their condition to people newly diagnosed with
dementia and their carers, along with information
about the different types of treatment available to
them and the kind of support on offer in the local
area.

Offering a comprehensive health and well-
being assessment to carers and agreeing care
plans which will help and support their role as a
carer.

Improving access to key services, including
those provided by voluntary and community
groups.

Enabling more people with dementia and their
carers to attend dementia cafes in the City of
Wolverhampton, where they can meet other
people with the condition, share their experiences
and find out more about the help and support
available to them.

The Joint Dementia Strategy 2015-17 included a number of aims and objectives which have a big
impact on the lives of people with dementia. The headlines include:

Ensuring people with dementia and their
carers play a part in developing
personalised care plans so they can
maintain their independence for as long as
possible.

Improving services for people living with
dementia such as housing, extra care
support and adaptions within the home to
help maintain their independence for as long
as possible.

Offering people with dementia and their
carers health and well-being assessments
to develop care plans which enable them to
maintain a healthy lifestyle and
independence.

Providing carers with a range of respite and
short-break services that meet their needs,
and the needs of the person they care for.

Increasing the number of people aged 40-74
who receive NHS health checks, which
includes dementia screening.

Ensuring people with dementia and their
carers are involved in advanced decision
making, choosing support and planning end
of life care.

Supporting people to plan and prepare for
end of life care and make informed
decisions about their treatment.

Improving clinical guidance for managing
symptoms for people with dementia.

Improving access to palliative care
services for people living with dementia.

There are also a number of pledges aimed at improving the way health, social care and other
organisations work together to continue developing dementia services in the City of Wolverhampton.
These include developing a “Dementia Hub”, integrating health and social care teams, improving
dementia awareness among practitioners and sharing best practice.
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The City of Wolverhampton is now an award-winning Dementia Friendly Community and significant
progress has been made in raising awareness of dementia within communities. This progress is
reflected in our diagnosis rates, which are among the highest in the Country at 73.3 percent compared
to 67.5 percent nationwide.

Through individual initiatives and collaborative efforts, more support is now available to people living
with dementia in the City of Wolverhampton. Together, we are:

Offering support and a free ‘carers assessment’
to carers of people affected by dementia.

Commissioning a new Dementia Navigator
Community Service that provides early,
ongoing one-to-one support.

Enabling more people with dementia and their
carers to attend dementia cafes, with more
cafes being developed within our communities.

Equipping libraries with Reading Well Books on
prescription.

Extending social prescribing.

Becoming as dementia friendly as possible, with
organisations across the city reviewing their
services.

Rolling out Dementia Friendly GP Practices,
which will raise awareness of dementia, support
diagnosis and improve post diagnostic support.

Strengthening the support offered to people with
dementia in care homes, through partnership
working on quality and providing training around
Advanced Care Planning and End of Life care.

Enabling people with dementia to avoid
hospital admissions by reviewing the support
available in the community through an early
identification project.

Continuously learning, with the University of
Wolverhampton undertaking research on
dementia and ways support can be improved.

Completing memory assessments for people
in significantly less time than the 12-week
threshold, with an average waiting time of 7.9
weeks for the first six months of 2018.

Offering a Young Onset Dementia Clinic to
support people diagnosed before the age of 65.

Page 14

Improving support for people with dementia
in hospital with the enhanced Mental
Health Liaison Service.

Enhancing the experience that people
affected by dementia have in hospital with
the newly developed Reminiscence
Room.

Providing excellent care, with the Royal
Wolverhampton NHS Trusts’ specialist
acute medical ward and outreach service
recognised as a centre of excellence.

Supporting patients with an existing or
suspected dementia diagnosis and offering
a bespoke training programme on
dementia for hospital staff.

Delivering a cognition clinic to support in
diagnosing people where there may be
other causes of cognitive impairment.

Improving outcomes for dementia patients
by using Graphnet, which enables GPs
and Consultants to share information.

Developing the SWAN Programme, which
will support End of Life Care.

Developing a GSF framework to better
equip care homes in supporting people
with dementia during end of life.

Sharing knowledge and improving support
through our Better Care Fund Group.

Extending the Red Bag Project
Wolverhampton across all care homes
and nursing homes, to help ensure patients
receive safe, efficient and effective care.

Refining our approach to dementia,
developing the first topic specific JSNA



Key Priorities 2019 - 2021

From our engagement exercises and partnership discussions, we know a lot of good work has taken
place in the City of Wolverhampton. We are committed to continue engaging with our communities
to support us in developing and improving services.

We know that our priorities for 2019 - 2024 need to focus on:

Raising awareness of available support for dementia and sharing this information
with agencies and people affected by the condition. This includes working with
partners across health and care to improve the quality, completeness and linkage of
data. This also includes work with Black Asian and Minority Ethnic communities, the
deaf community and adults with sight loss, to promote engagement and improve
outcomes within all communties.

Enabling people with dementia to live in their communitiies for as long as possible by
ensuring a wide range of support.

Extending the cultural and leisure opportunities available to ensure that people living
with dementia can connect to their community and have opportunities to do the
things they enjoy.

Redesigning community services to facilitate a range of support that can meet
people's needs, from young onset dementia to early stages and advanced dementia.

Strengthening our offer to carers and people affected by dementia by reviewing
respite and day support.

Developing the support which helps people stay in their own homes, including care and
nursing homes, thereby reducing avoidable hospital admissions and equipping people
well as their dementia advances.

Connecting people to services and support early to avoid emergency crisis situations —
this includes Advance Care Planning to enable a good death.

Page 15 7
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Joint Strategic Needs Assessment for Dementia

Nationally and locally the number of people
living with dementia is rising.

In response, the City of Wolverhampton Council,
the Royal Wolverhampton Hospital Trust and
Wolverhampton Clinical Commissioning Group
collaborated to produce the city’s first Joint

Strategic Needs Assessment (JSNA) for dementia.

The aim of this JSNA was to analyse the current
and future ‘needs’ of people living with dementia,
and their carers, in the City of Wolverhampton.

It demonstrated the relatively high prevalence of

dementia in the City of Wolverhampton, with
approximately 5 percent of citizens aged 65 and
over living with the condition. This figure is
significantly higher than the national and regional
rates and is expected to grow in line with national

projections. The graph depicts Poppi’'s projections

for Dementia in the City of Wolverhampton.®

Number of People aged 65
and over projected to have
Dementia in the City of
Wolverhampton (Poppi)

4,703

4,179

3,720

3.194 — 3,346

2017 2020 2025 2030 2035

Our research and engagement with stakeholders identified the following areas of improvement:

¢ One in five respondents with dementia told us that they were ‘not living well’ with the condition.

e Less than one third of respondents with dementia said they have used a Dementia Café in the last
three years, with many not being aware of the support and others struggling to access the service.

e The directly standardised rate of emergency admissions for dementia among people aged 65 and
over has significantly increased and is significantly higher in Wolverhampton than nationwide.

e Many professionals working with dementia told us that they were not confident that the specific
needs of people with the condition were being met or will be met in the future.

Raise awareness of the support available for people with dementia — especially among
people of ethnic minority backgrounds and ‘hard to reach’ groups, and in regard to the

Key Recommendations:

support for and connections between dementia and sight loss.

Better connect people with dementia to the support in their communities — by promoting
and diversifying Dementia Cafes in the city and enabling people to better access these
services, for instance through helping with transport options.

Ensure that providers of health and social care services are aware of and prepared to
support people living with dementia — through training staff and embedding a personalised
and community-centric approach to planning care.

To see the full Joint Strategic Needs Assessment for Dementia, please visit:

Insert hyperlink here.

" http://www.poppi.org.uk/
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Our Strategic Direction: A Dementia Friendly City

The various actions contained within the
Joint Dementia Strategy supported the City
of Wolverhampton’s ambitions of becoming
a Dementia Friendly Community. Having
achieved this status in 2018, we will continue
efforts to make the City of Wolverhampton as
dementia friendly as possible.

A dementia friendly community is one that is
aware of and understands the needs of people
with dementia, encourages them to seek support
from their local community and, most
importantly, gives them the help they need to
live their lives.

It empowers people with dementia to have
aspirations and feel confident to take part in
everyday activities, enabling them to remain
living independently and take greater control
over their lives.

To become a dementia friendly community, the
City of Wolverhampton needs the help and
support of organisations which people with
dementia need to access on a regular basis,
and so a local Dementia Action Alliance has
been established.

It has brought together more than 30 local
organisations, including health and social care
providers, retailers, banks, the emergency
services, religious groups, education providers
and more, who are working together to ensure
people live well with dementia. Each
organisation has produced its own action plan
to ensure that it responds to the needs of
people with dementia and their family and
carers.
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Guiding Principles

Our approach will be guided by the ‘I’ statements outlined in the 2020 Challenge on dementia and
the NICE Quality Statements for dementia (QS30).

| know that there is research
going on which will deliver a
better life for people with
dementia, and | know how |
can contribute to it.

I have personal | have a sense of
choice and control belonging and of being a
over the decisions valued part of family,

that affect me. community and civic life.

| have support
that helps me “I” Statements | live in an enabling and
live my life. supportive environment

where | feel valued and
understood.

| know that services

| am confident my end of life are designed around
wishes will be respected. | can me, my needs and | have the knowledae
expect a good death. my carer’s needs. 9

to get what | need.

NICE QS30 Quality Statements for Dementia

1 People worried about possible dementia in themselves or someone they know can discuss their
concerns, and the options of seeking a diagnosis, with someone with knowledge and expertise.

2 People with dementia, with the involvement of their carers, have choice and control in decisions
affecting their care and support.

3 People with dementia participate, with the involvement of their carers, in a review of their needs and
preferences when their circumstances change.

4 People with dementia are enabled, with the involvement of their carers, to take part in leisure activities
during their day based on individual interest and choice.

5 People with dementia are enabled, with the involvement of their carers, to maintain and develop
relationships.

6 People with dementia are enabled, with the involvement of their carers, to access services that help
maintain their physical and mental health and wellbeing.

7 People with dementia live in housing that meets their specific needs.

8 People with dementia have opportunities, with the involvement of their carers, to participate in and
influence the design, planning, evaluation and delivery of services.

9 People with dementia are enabled, with the involvement of their carers, to access independent
advocacy services.

10 People with dementia are enabled, with the involvement of their carers, to maintain and develop their
involvement in and contribution to their community.
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Our Framework

Our Aims Measures
The Citv of e Number of Dementia Friends and organisations signed up to
Wolverhampt)én will be the Dementia Action Alliance
‘memory aware' and e Promoting public health and wellbeing to reduce the vascular
promote risk reduction risk factors for dementia in our City

inireigln ezl (o giss. https://www.nhs.uk/conditions/dementia/dementia-prevention/

e Increase the number of NHS health checks and utilisation of
dementia screening tools

g’: People living with
o dementia in the City of Increase the rate of timely diagnosis
(<3 Wolverhampton will L
c . : . ; Reduced waiting times for a memory assessment
5 = receive a timely diagnosis
o with an offer of early Offer early support at assessment, diagnosis and beyond
(] support.
We will be accredited as a ‘Dementia Friendly City’
The City of Reduction in inappropriate prescribing of anti-psychotic
— Wolverhampton will be a medication
2 Dementia Friendly City ) . . .
= that supports people to More people with dementia using self-directed support
o) . .
= continue to live well and More people with dementia and their carers connecting to
> connect to their support through their Navigator, who will use an asset-based
-~ community approach to enable people to continue to live well
People have access to community support and information to
prepare them for the future
e Integrated support for dementia is offered through health and
People living with social care teams and voluntary or community organisations
o dementia will receive . ,
2 support that adapts to o People affected by dementia will have a named Navigator to
= changing needs with connect them to the available support
£ access to good quality e Develop community teams to treat more people in their own
‘g secondary care. home leading to;
o . .
o The Trust will continue to e Reduction in admissions to acute care
= deliver excellence in
”n dementia care within the e More people with dementia will have an Advanced Care Plan
Trust, when hospital that includes end of life planning

admission is unavoidable.

« Develop a clear understanding of the end of life pathway and

People with dementia the support available for people affected by dementia, including

X ) families and carers

in the City of
Wolverhampton can die « Reduction in unnecessary hospital admissions within the last
with dignity and respect year of life

« Bereaved carer’s views on the quality of end of life care
received to improve outcomes

Page 19 11
The City of Wolverhampton Joint Dementia Strategy 2019 - 2021



Actions: Preventing Well

The risk of people
developing
dementia is
minimised.

Promoting healthy
lifestyles information
with key messages

about awareness, early

intervention, prevention
and risk factors for
developing dementia

Targeted prevention messages in GP
practices, both literature and screens.

Regular messages in carers
newsletters.

Targeted awareness by all agencies
during Dementia Action Week and
business as usual.

Ensure prevention messages and
healthy lifestyles for people affected by
dementia are included as part of public

health events, literature and campaigns.

Ensuring existing campaigns feature
dementia.

Link dementia to healthy ageing city
initiatives and healthy lifestyles.

Ensure Dementia Friends Sessions
continue to be delivered in all areas of
the community.

Raising awareness
to seek assessment
early if there are
memory concerns

Leaflets available in health services
covering hospital, primary care and
community settings (e.g. pharmacies)

Promote Memory Matters and Talking
Points as ways to discuss early
concerns.

Continued service user, carer and
provider engagement.

Enable key staff
such as community
nurses, Dom care and
care home staff are
aware of prevention and
risk reduction and where
to signpost

Increase the number of Dementia
Friendly GP Practices.

Increase the number of NHS Health
checks and the utilisation of dementia
screening tools.

Promote dementia friendly training and
sessions as part of inductions.

Increase early diagnosis
and access to targeted
groups

All agencies to promote awareness and
support information to BME
communities, people with disabilities,
deaf communities and those with co-
morbidities.
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Actions: Diagnosing Well

NICE Statement/

diagnosis, a care
plan and a review
within the first
year for all.

increase the rate of
timely diagnosis

place.

Memory Matters Service continues to raise
awareness and strengthen referral to GP.

Dementia Outcome Action Leads
Declaration
Timely, accurate Continue to Work with NHS England to deliver targets in

Reduced waiting
times for a memory
assessment

Strengthen and formalise the assessment
process where people receive a diagnosis
at RWT by ensuring the screening and
cognition pathway is utilised.

Ensure GP’s discuss diagnosis with
patients when diagnosis is received and
signpost to Dementia Navigator Community
Service for post diagnostic support.

Continue to strengthen diagnosis in acute
settings and offer dementia support at RWT
through staff induction and utilising
dementia outreach team.

Ensure BCPFT maintain assessment
waiting times below the 12-week threshold.

Explore a high-quality memory assessment
through the achievement of MSNAP
accreditation.

Explore the diagnostic role in community
pathways such as pharmacies and
community nurses and strengthen
communication when a diagnosis is made,
to ensure post diagnostic support is
available earlier on.

Improve diagnosis rates in care homes
through early identification. Staff to receive
appropriate training.

People are offered
early post
diagnostic support
at assessment,
diagnosis and
beyond

Care Navigators at GP surgeries refer to
Dementia Navigators Community Support
Service and Carer Support Team.

GP’s are given messages on early support,
dementia friendly initiatives and continue to
deliver on QOF targets.

Explore Dementia Navigators joining
BCPFT at the end of assessment process
to strengthen post diagnostic support.

Community nurse teams know how to refer
to Dementia Navigators.
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Actions: Living Well

NICE Statement/

dementia can live

normally in safe
and accepting
communities.

their carers connecting to
support through their Navigator,
who will use an asset-based
approach to enable people to
continue to live well. Ensure
high quality, appropriate post-
diagnostic support is available to
all, including younger people,
those with comorbidities and
those from BME groups

directly to the Dementia
Navigator Support Service
delivered by the Alzheimer’s
Society.

Make links with BME groups,
community and faith groups.

Advertise all post diagnostic
support available to the public
and professionals.

Explore Dementia Navigators
meeting patients at Assessment.

Dementia Outcome Action Leads
Declaration
. More people with dementia and | Ensure all agencies are referrin
People with beop g g

More people with dementia
engaged with agreeing
advanced care plans and using
self-directed support

Dementia Navigators will ensure
a plan is in place that promotes
independence and supports in
planning for changes in the
future.

An asset-based approach will be
taken to support people in what
they can continue to do, like to
do and enjoy doing to enable
people to live fulfilling lives. This
includes, healthy lifestyles,
community activities, dementia
cafes.

Information on where to go
when things change will be
readily available to avoid
patients and carers entering
crisis.

All agencies will encourage
people affected by dementia to
plan for the future with early
conversations and refer where
appropriate, to compassionate
communities and dying well.

Continue the work of the
Dementia Action Alliance and
remain accredited as a
Dementia Friendly Community

Deliver community events.
Increase members.

Increase in number of dementia
friends.

Expand activity to schools and
transport in particular.

Ensure cultural, leisure and
social opportunities are available
and promoted.
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Carers and family support

Continue the assessment and
support delivered by the Carer
Support Team.

Explore the development of the
CRISP programme for carers.

Ensure carers needs are
assessed and support is in place
to maintain their own wellbeing.

Enable carers to access support
and promote community support
available to them.

Promote independence

Information on what is available
is accessible in all community
and statutory agencies.

Navigators will make referrals to
enable people to continue their
independence by referring to
assistive technology, welfare
support and where to seek
advice and guidance.

Explore the possibility of
commissioning Admiral nurses.
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Actions: Supporting Well

NICE Statement/
Dementia Declaration

Outcome

Action

Leads

Access to safe,
high quality health
and social care for

people with
dementia and
carers.

People affected by
dementia will have a
named Navigator to
connect them to the

available support

All agencies to refer.

All services are equipped to signpost
people to support, particularly for people
who are receiving a late diagnosis.

More people with
dementia will have an
Advanced Care Plan

that includes end of life
planning.

Early conversations by all care co-
ordinators to ensure the completion of an
Advanced Care Plan- services are
quipped to refer to teams that can
complete Plans.

Care plans should be specific on patient's
wishes and deter hospitalisation which
would cause further deterioration.

All patients will have a Care Plan and this
will be based on ‘This is me’

Integrated support for
dementia is offered
through health and

social care teams and

voluntary or
community
organisations

Supporting Well strategy group continues
to meet and ensures shared information
to improve services by problem solving
and sharing information. This may
include, shared protocols and training
between services. Co-ordination of
services to be improved and full offer of
support to be mapped and implemented.

Agencies make connections to existing
services, such as the Frailty pathway.

Explore Frailty Co-ordinators in GP clinics
who will connect to health and social care
services.

Report the impact of EPAC once rolled
out — improve the expectations of GP’s as
care coordinators once EPAC is in place
and LES in place.

Developing community
teams to treat more
people in their own

home leading to

Supporting Well strategy group continues
to meet and ensures shared information
to improve services by problem solving
and ensuring actions are undertaken.

below; Explore GP groups who have an interest
in dementia and service improvement.
Reduction in Review respite and.day support for people
o affected by dementia and develop a new
admissions to acute oo . .
care model in line with modernised day

services and incorporating new health
community team input.
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Map independent community services
such as Age concern sitting service, carer
support, community support and extra
care schemes.

Improving the quality
of care in the
community to reduce
unplanned admissions,
delayed discharges
and placement
breakdowns

Rapid Intervention Team already treating
people in care homes and at home. This
offer to be formalised to support hospital
avoidance.

Develop a bespoke community team that
offers clinical support to care homes and
to people in their home. Particularly to
improve outcomes for patients with
dementia where hospital admission often
provides further challenges and
confusion. Explore mental health teams
home treatment team and crisis resolution
model.

Explore a targeted training and support
package to those homes with high
admissions to hospital.

Explore Dementia Outreach Team and
expanded offer in hospital to home.

Develop D2A and Reablement pathway to
ensure staff and professionals are able to
support people with their primary goals
with a dementia diagnosis.

Work with the Integrated Care Alliance to
ensure outcomes are monitored and
recorded.

Work with care home, domiciliary and
care home staff to equip them in
supporting people with dementia.

Quality assurance teams to share best
practice within care homes to raise
improvements in dementia friendly
environments and activities.

Explore national models of community
support and targeted support for people
with advanced dementia.

Explore Admiral nursing programme to
deliver training to health professionals.

Ensure all agencies have and refer to This
is Me /About Me document — continued
use in Red Bag.

Excellence in
Dementia Care
Programme

The Trust will continue to develop and
deliver the Excellence in Dementia Care
programme through the development and
delivery of RWT’s Strategy and
campaigns.
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Actions: Dying Well

People with
dementia die
with dignity and
in the place of
their choosing

Develop a clear
understanding of the
end of life pathway
and the support
available for people
affected by dementia,
including families and
carers

Share the pathway within the End of Life
strategy - ensure criterion are as flexible
as possible to provide a person-centred

approach.

Ensure agreed documentation is in place
for teams who can complete Advanced
Care Plans, advanced directives and
refusal for treatment and that they are
aware of responsibilities.

Continue the work between quality teams
and care homes to equip staff with difficult
conversations and ensure correct
documentation is in place.

Build on the work between Compton Care
and CCG to ensure staff are confident to
deliver this pathway and promote
available training on end of life care
conversations.

Reduction in
unnecessary hospital
admissions within the

last year of life

Explore the expansion of low-level
palliative care and support.

Promote rapid discharge to home pathway
as this is currently underutilised.

Bereaved carer’s
views on the quality of
end of life care
received

Promote Bereavement Hubs that provide
advice and opportunities to connect with
people who are in the same position as
you.

Continue to deliver Dying Matters
awareness weeks and promoting
conversations.

Ensure support plans and plans in place
are used to respect patient’s wishes.

Ensure everyone has access to
information to enable a good death.

Test the pathway

Undertake a walkthrough of all dementia
interfaces and services. This will enable
further understanding to develop areas
and share good practice.
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Dementia Action Alliance

The City of Wolverhampton’s Dementia Action Alliance is part of a national movement which aims to
encourage and support local communities and organisations to bring about a society-wide response,
including practical actions which enable people to live well with Dementia. All members must sign up to
the National Dementia Declaration and implement

Members of Wolverhampton Dementia Action Alliance include

Age UK Compton Hospice The Royal Wolverhampton

Alzheimer’s Society Dementia UK Trust

Asda Diocese of Lichfield Trading Standards

Accord Grand Theatre University of Wolverhampton

Beacon Centre for the Blind Healthwatch West Midlands Fire Service

Bilston Health Centre HSBC Bank West Midlands Police

Black Country Partnership lceland Wolverhampton Clinical

NHS Foundation Trust . Commissioning Group
Interfaith Wolverhampton

BME United Wolverhampton Homes
Lloyds Bank

Citizen’s Advice Bureau
Memory Matters
City of Wolverhampton
Council Newhampton Arts Centre

Ring and Ride

We hope our membership continues to grow — to become a member please contact
the People Commissioning Team.

Dementia Friends

As well as providing dementia awareness training to people from all walks of life, the Joint
Dementia Strategy also seeks to encourage more people to become Dementia Friends.

Nationally, more than one million people have signed up to become Dementia Friends through the
Alzheimer’s Society, and in doing so have developed a greater understanding of dementia, and what
can be done to help people who are living with the conditions. Becoming a Dementia Friend does not
mean befriending someone with Dementia.

In Wolverhampton we have over 13,000 registered Dementia Friends! We hope this number continues
to grow. Anyone can become a Dementia Friend and there are many ways in which you can become a
Dementia Friend, to find out more please visit
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www.dementiafriends.org.uk for more details.

Appendix: key standards

Our Joint Dementia Strategy and Joint Strategic Needs Assessment will underpin the work we do to
improve outcomes for people living with dementia and their carers in the City of Wolverhampton.

We are also aligning our approach with the national ‘2020 Challenge on Dementia Implementation Plan’

(2016).2 This plan sets out a ‘Well Pathway’ for people’s journey with dementia and will continue to hold
pertinence in the future. The City of Wolverhampton has aligned its measures and actions for support for
dementia with this framework, as set out within this document.

Other key standards include:

e Prevention (NICE Guideline)
e Risk reduction (OECD Dementia Pathway)
e Health information (NICE Pathway)
e  Supporting research (OECD Dementia Pathway)
e Preventing people dying prematurely (NHS Outcomes Framework)
Diagnosis (NICE Guideline and OECD Dementia Pathway)
Memory assessment (NICE Guideline and NICE Quality Standard 2010)
Concerns discussed (NICE Quality Standard 2013)
Investigation (NICE Pathway)
Provide information (NICE Pathway)
Integrated and advanced care planning (NICE Guideline, NICE Quality Standard 2010, NICE Quality Standard
2013 and OECD Dementia Pathway)
Healthcare public health and preventing premature mortality (Public Health Outcomes Framework)
Integrated services (NICE Guideline, NICE Quality Standard 2013 and OECD Dementia Pathway)
Supporting carers (NICE Quality Standard 2010, NICE Pathway and OECD Dementia Pathway)
Carers respite (NICE Quality Standard 2010)
Coordinated care (NICE Guideline and OECD Dementia Pathway)
Promote independence (NICE Guideline and NICE Pathway)
Relationships (NICE Quality Standard 2013)
Leisure (NICE Quality Standard 2013)
Safe communities (NICE Quality Standard 2013 and OECD Dementia Pathway)
Enhancing quality of life for people with long-term conditions (NHS Outcomes Framework)
Choice (NICE Quality Standard 2010, NICE Quality Standard 2013 and NICE Pathway)
Behavioural and psychological symptoms of dementia (NICE Quality Standard 2010)
Liaison (NICE Quality Standard 2010)
Advocates (NICE Quality Standard 2013)
Housing (NICE Quality Standard 2013)
Hospital treatments (NICE Pathway)
Technology (OECD Dementia Pathway)
Health and social services (OECD Dementia Pathway)
Hard to reach groups (NICE Quality Standard 2013 and OECD Dementia Pathway)
Ensuring people have a positive experience of care (NHS Outcomes Framework)
Treating and caring for people in a safe environment and protecting them from avoidable harm (NHS Outcomes
Framework)
» Palliative care and pain (NICE Guideline and NICE Quality Standard 2010)
+ End of life (NICE Pathway)
» Preferred place of death (OECD Dementia Pathway)

2 https://www.gov.uk/government/publications/challenge-on-dementia-2020-implementation-plan
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Prime Ministers Challenge 2020 - throughout

Glossary

Glossary of key health and social care terminology that has been used in this document:

Word - definition
Word - definition
Word - definition
Word - definition
Word - definition
Word - definition
Word - definition
Word - definition
Word - definition
Word - definition
Word - definition
Word - definition
Word - definition
Word — definition

Word - definition

Page 29

The City of Wolverhampton Joint Dementia Strategy 2019 - 2021

21



Member logos to be refreshed.

DAA Estrigingﬁiance

J"‘ Wolverhampton Alzheimer’s | smenta
ageuk Society

Black Country Partnership NHS

NHS Foaundation Trus
citizens

advice
bureau

Wolverhampton
linical Commissioning

Compton
Hospice
Caring Together

WOLVERHAMPTON

™\ DIOCESE OF ey
/ LICHFIELD | THEATRE

COING FOR GROWTH LICHFIELD STREET WOLVERHAMPTOMN WWV1 1DE

0 A worid of inforwadion for later life

provided by Blwhg

~

nH4
R
=
200+

&,
6’50'5@
SPEAK AND BE HEARD

The Royal Wolverhampton HS m
UNIVERSITY OF
WOLVERHAMPTO WEST MIDLANDS FIRE SERVICE
d rale - Z2U

gy 20135

CITY oF ‘ . I . I

ring ride




JSNA DEMENTIA

Topic Specific Report

Final Draft
March 2018

Public Health

Page 31



Sensitivity: NOT PROTECTIVELY MARKED

Table of Contents

EXECULIVE SUMMIAIY ...coiiiiiiiiiiicice et e e s st e e e e e s e s sttt aeeeeeessessabbeaeeeesesessssbenaeaesesennsnns 2
RECOMMENAAEIONS ..ot st e st e e s ee e e sbe e e srneesareeesreeeeaneeenns 6
(= ol ¢ o U]« R 6
F AN 18 0TI Y Yo o] o T =Tt d AV =T PP PRPR 6
What is Dementia and what is the impact of Dementia?.......ccccccveieeiiiie e, 7
Y TSI o) B0 =T o o T=T o = TS PRURR 7
DEMENTIA INAICATOIS. ..ottt ettt ettt e e e s be e sae e st ean e e sre e saeenneennee 9
Prevalence Of DEMENTIA. ... .coi ittt ettt et e e b e e s b e e e ee s s e nanas 9
Hospital admissions due t0 DEMENTIA .....ceeeciiiie ittt e e stree e e rae e e s sbaeeeeenes 13
Mortality dUe 10 DEMENTIA ....uuvieeeie e e e e e e e e e e e e e e e e e nnreeeeeeeesananraaaaeaaaaas 18
Other Dementia iNICATOrS .....coouiiiieieree ettt st e e b st s s 24
T & Yot £ ] £ (o] gD 44Tt ) A OO ——— 25
Dementia support and services - Wolverhampton ....................ccoiiiiiiiiii b e 29
GP RecOrds - Graphnet ......ccc..ciiiieuiiiiieniiiiinnieiiiioneneimsnseriessieiisssssstnsssssssiesssssssessssssssssssasnnsssssns 29
CareFirst — Clients with Dementia......ccocoiiiiiiiiiiiiiiniii s 32
Client DEMOGIrAPRICS ... .eeteiiiitieiitteeeeieee e eeieee e daee e e eeveessassteeeeenreeesennnne s sse 00 e e e e e e e saeeeeeaebaaa s naeeeas 32
Care package diStrDULION .. .....ciiiee e ettt e eete et e e sabe e e s saaeaeesenebaaaansneee s 35
NHS DEmeNtia CIUSTENS .......uuuuuuiiiiiiiiiiiiiii s ssasb e s s s e s e s sa s ss s se sananssasans 37
Care clusters definitioNS. ... . cue it e e ettt b 37
Patients registered to all ClUSTErs.......... . e e e e ettt e e e e 37
Patients Within CIUSTEIS .....c.eiiie et s sr e s 39
R 1 =T 4T o =T Yo 41
1YL= d g oo [o] Lo} -V USSR 41
Survey for people diagnosed With DEMENtia.........cocciiiiiiie i 41
Survey for people caring for a person with Dementia.......cccccecvvieieciieeccciee e 49
Survey for professionals working with people with Dementia.........cccceeveevieiicciee e, 56
To be added:

Service Mapping

Page 32



Sensitivity: NOT PROTECTIVELY MARKED

Executive Summary

Dementia Key Indicators

Since 2014-15, the prevalence of Dementia in all ages in Wolverhampton (0.82%) has been
significantly higher than the prevalence in England and the West Midlands. Similarly, the
prevalence of Dementia in Wolverhampton in the over 65 population (5.04%) is
significantly higher than England (4.33%), West Midlands (4.21%) and the Black Country
(4.43%).

In England, the highest prevalence figures of Dementia are seen in the most deprived
deciles, between 4.60% and 4.75% in the three most deprived deciles, compared to 4.16% in
the least deprived decile.

The number of Wolverhampton residents aged over 65 predicted to have Dementia, is
projected to increase by around 47.2% between 2017 (3,194) and 2035 (4,702). The largest
increase is predicted to be in the 90 and over age group, with figures predicted to increase
two-fold. However, increase in Wolverhampton is predicted to be smaller compared to the
national projections.

In Wolverhampton, the directly standardised rate (DSR) of emergency admissions that
were for patients with Dementia in the over 65 population increased significantly in a 4-
year period from 2,955 per 100,000 (2012-13) to 5,045 per 100,000 (2015-16). Current
figures (4,458 per 100,000) in Wolverhampton are significantly higher than national and
regional figures.

The proportion of emergency admissions with Dementia which were short stays (defined
as a stay of less than 1 day) in Wolverhampton increased significantly from 16.71% in
2012-13 to 30.70% in 2016-17. Current figures are significantly higher than national and
regional figures.

The most recent data (2016) suggests that the rate of mortality in people with Dementia in
Wolverhampton is significantly higher than national and regional figures, though this has not
always been in the case in previous years.

GP Records

On GP records in Wolverhampton, there are 2,323 patients with a diagnosis of Dementia,
of whom 1,441 are female and 882 are males. Over a quarter of these patients are aged
between 85-89 years.

Social Care

In Wolverhampton, social services have a record of 1,740 people in Wolverhampton with
Dementia. There are 874 social care service users that have a diagnosis of Dementia, 601
service users are female and 273 service users are male. Each service user has an assigned
care package.

Of the 874 social care service users with Dementia in Wolverhampton, 306 live in the
community either with family or in their own homes and 568 live in residential or nursing
homes.

The most provided care packages are Domiciliary Care (201) and Residential Care (232).
There are also a significant number of packages for Nursing (112) and Day Support (71).

NHS Clusters
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In Wolverhampton, there are around 1,250 patients registered to a NHS Mental Health
cluster that is indicative of a diagnosis of Dementia. Just under half of all patients are in
the 80-89 year age group.

Just over half of all patients registered to a cluster that suggest a diagnosis of Dementia
fall into cluster 19. Patients in Cluster 19 are characterised by having moderate needs.

People with Dementia Engagement

There were 52 surveys returned from respondents that had been diagnosed with
Dementia, of which 1 survey was completed online and 51 surveys were completed on
paper. Of the 52 respondents, 35 reported their gender as female, 13 as male and 4 left the
question blank.
The majority (60%) of people with Dementia that responded to the survey said they were
living well with Dementia. However, over a fifth (21%) stated they were not living well with
Dementia.
Around 69% of respondents said they had enough family and friends around them that
they could count on for support. But less than half of respondents (44%) said they felt
involved enough with decisions about their care and support.
Under a third of respondents (31%) said they had used a Dementia café over the past
three years. The most common reasons why the 67% of respondents had not used a
Dementia Café included:

o Have never heard of it

o People with Dementia struggle to get out of the house - so cannot attend

o Carers or family members unable to take them due to the opening times.
There were a mixture of positive and negative comments about Dementia Café’s when
respondents were asked what was or was not, useful about them. The positive comments
centred around the social aspect of the service; the negative comments centred around
logistic issues and age of attendees.
Around 42% of respondents said they were able to make decisions about how they spend
their time on a general day to day basis, however, 37% said they were not able to make
those decisions and 17% said they did not know.

Carers of people with Dementia Engagement

The 83 respondents consisted of 51 females, 24 males and 8 who either left their gender
blank or said that they preferred not to say. The 83 respondents cared for 44 Females, 28
Males and 11 people whose gender was not stated, all of whom were living with Dementia.
37% of carers were the spouse of the person with Dementia being cared for and 34% were
the child. More than half of carers (57%) had been caring for the person with Dementia for
more than 3 years.
More than a third of carers (37%) said they found getting information of services to
support them ‘Quite’ difficult and a further third (33%) found it ‘Neither easy nor difficult,
just OK’. The most selected reasons for finding it difficult to get hold of information were:

o Not knowing where to get the information needed

o Not knowing who to ask for the information needed

o Not being told about something until it’s too late

o It takes too long to actually receive the information you need
The most commonly used services identified by respondents were Dementia Café’s, Carer
Support, Memory Clinics, Social Services and Nursing Teams.
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Although most respondents did not find services difficult to access, a common theme
among reasons for finding it difficult to access services was that carers were unable to get
the information required to access services from professionals, requiring them to either
find the information themselves or get in contact with other support services to obtain the
information.

Respondents that found Dementia Café’s the most useful support, said they found the
social aspects for people with Dementia useful, helped lift spirits, gave them somewhere
to go and provided useful information.

When asked about needs that were not met, carers said there was a lack of support for
carers when exploring their options for services and care homes, with one respondent
suggesting there should be a carers information support programme that is available in
other areas.

More than two-thirds of carers (69%) said there were no cultural or social issues that got in
the way of the care they provided. However, 31% stated that there were cultural or social
issues.

Professionals working with Dementia engagement

There were 24 responses from professionals that work with people with Dementia. Of
these responses, 19 were completed online and 5 were completed on paper. Respondents
were from a variety of services. Ten of the 24 respondents were managers within their
services.
Nine respondents did not think the additional needs of people with Dementia using their
services were being met. The themes within the comments for this question included:
Services not able to be proactive when personalising services, individuals isolated due to
lack of social facilities and the need for a carers information programme.
Fourteen respondents said they thought their service did meet the needs of adults currently
using their service and four respondents said they did not think the needs were being met.
The comments provided by those that didn’t think the needs were being met included:
more courses and information programmes for carers required, more personalisation of
services is required, a Dementia Café aimed at younger people with Dementia required
and more staff/multi-agency working is required.
Twelve respondents said that they were not aware of any changes or new trends in the
needs for their current clients and seven respondents said they were aware of changes or
new trends. Five respondents said their service had the right skill mix and capacity to meet
the future need. However, 9 mentioned they did not and provided comments on what they
needed.
Some respondents said there were certain groups of people with Dementia that do not
use their service but could benefit from extra support. These groups of people include
those with early on-set Dementia, limited mobility and vision impairment, as well as carers
and people from ethnic minorities.
Eight respondents said there were some cultural issues that needed addressing when
working with their clients, which included:

o Meeting cultural and religious needs by creating more links with religious

organisations
o Encourage people with BME backgrounds to use services
o Need to reach out to hard to reach communities, such as homeless and LGBT
communities
o Need a more ethnically diverse specialist workforce
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o Improve awareness of services among communities where sight loss might be
more prevalent

DRAF]
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Recommendations

e Raise awareness of services available to people with Dementia and their carers, in a formal,
well-structured manner, especially among those with an ethnic minority background and
those who may be harder to reach, such as LGBT and homeless.

e To provide and/or raise awareness of services which support those with Dementia and sight
loss, whilst simultaneously raising awareness of the association between Dementia and sight
loss.

e Increase awareness and provision of Dementia Café’s. Increase provision of Dementia Café’s
for younger people with Dementia, aged under 65.

e Introduce provision of a Dementia friendly transport service, in order to improve
accessibility of Dementia services.

e Service providers should aim to provide care/services that are personalised for the individual
with Dementia and ensure their needs are considered when providing their service.

e Service providers need to ensure they are prepared to support an increasing number of
clients and ensure that staff are better informed, by increasing the amount of support and
training provided, especially for lower graded staff.

e Service providers should aim to provide forward thinking community based activities,
support services and training to enable staff to help people continue to connect with the
world, rather than ‘just holding’ people with Dementia.

o What community assets do we have that could contribute to this?
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Population group whose needs are to be assessed

This needs assessment will examine the needs of people with dementia and their family carers living
in the City of Wolverhampton. This includes the area covered by the Royal Wolverhampton Hospital
Trust and Wolverhampton Clinical Commissioning Group (CCG).

Aims and objectives

The overall aim of this Dementia needs assessment is to assess whether the services for people with
dementia, their families and/or carers are meeting the current need and any future needs that may
arise. The objectives of the needs assessment are to:

1.

Determine the scope of dementia in Wolverhampton, through descriptive and comparative
epidemiological analysis.

Map dementia services currently provided in Wolverhampton and identify potential gaps in
provision.

Review evidence of best practice.

Conduct stakeholder engagement, including professionals that work with people with
Dementia, those caring for people with Dementia and those diagnosed with-Dementia; to
identify the needs and discuss potential solutions.

Frame recommendations for processes that would address the unmet need identified, which
would improve the quality of life of people living with dementia and those that care for
them.

The ‘need’ of a population for a service can be defined as the capacity to benefit from that service.
However, this may differ from a demand for a service or the supply of a service. This needs
assessment aims to outline the needs of the population'and consider any inconsistencies between
need and supply.
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What is Dementia and what is the impact of Dementia?

Dementia is a syndrome most commonly seen in older people and is characterised by impaired
cognitive function. World Health Organization (WHO) define Dementia as ‘Dementia is a syndrome —
usually of a chronic or progressive nature — in which there is deterioration in cognitive function (i.e.
the ability to process thought) beyond what might be expected from normal ageing. It affects
memory, thinking, orientation, comprehension, calculation, learning capacity, language, and
judgement. Consciousness is not affected. The impairment in cognitive function is commonly
accompanied, and occasionally preceded, by deterioration in emotional control, social behaviour, or
motivation.’ [http://www.who.int/en/news-room/fact-sheets/detail/dementia]

Dementia is one of the world’s major causes of disability and dependency in older people. It has an
impact on the quality of life of not only those that have Dementia, but of their families and carers
too. The Impact on carers and family can be physical, psychological, social and economical. There is
often a lack of awareness and understanding of Dementia, which can result in stigmatisation of the
disease and barriers to care and diagnosis.

Worldwide, the number of people with Dementia is estimated to triple by 2050. In 2015, the cost of
Dementia to the global community was $818 Billion and is estimated to cost $2 Trillion by 2030.
[http://www.who.int/mediacentre/factsheets/fs362/en/]

Types of Dementia
Alzheimer’s Disease

Alzheimer’s disease is the most common cause of dementia. There are thought to be more than
520,000 people in'the UK with Alzheimer’s disease. The disease causes proteins to build up in the
brain to produce structures called plagues and'tangles, causing the loss of connections between
nerve cells, eventually leading to the death of nerve cells and loss of brain tissue. Alzheimer’s
disease is a progressive disease, which means that over time, more parts of the brain are damaged.

The vast majority of people who develop Alzheimer’s disease will develop it after the age of 65,
however some people do develop Dementia before reaching the age of 65. This is known as early-
onset Alzheimer’s disease, which is often reported under the umbrella term ‘early onset dementia’.
There are over 40,000 people with early onset dementia in the UK.

Age is the greatest risk factor for Alzheimer’s disease. Above the age of 65, a person’s risk of
developing dementia doubles every 5 years. There are about twice as many females as males who
have Alzheimer’s disease, for which the reasons are not yet confirmed. This observation is not fully
explained by the fact that women live longer than men, on average. Genetics can play a part in
increasing the risk of developing Alzheimer’s disease. A number of genes are known to affect a
person’s chances of developing Alzheimer’s. In rare cases, early onset dementia can be passed down
through generations of a family. Medical conditions such as diabetes, stroke, high blood pressure,
high cholesterol and obesity in mid-life are all known to increase the risk of Alzheimer’s disease. This
risk can be reduced by keeping these conditions under control and adopting a healthy, active
lifestyle.

Vascular Dementia

Vascular dementia is the second most common type of dementia and estimated to affect around
150,000 people in the UK. Vascular dementia is caused by disruption in blood supply to the brain.
This disruption is due to diseased blood vessels, leading to the blood vessels leaking or becoming
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blocked and causing brain cells to die. The death of these brain cells bring about the symptoms
which are characteristic of dementia.

Vascular dementia can develop following a stroke. A stroke occurs when blood supply to the brain is
suddenly cut off, due to a blood vessel in the brain either narrowing or being blocked by a clot. The
severity of strokes depend on where the blocked vessel is and how long the disruption of blood
supply is (could be permanent). This sudden disruption in blood supply reduces the oxygen supplied
to the brain and leads to the death of a large volume of brain tissue. However, not everyone who
has a stroke will develop vascular dementia, around 20% of people who have a stroke will develop
dementia within the following six months. Consequently, once a person has suffered a stroke, they
are at a higher risk of suffering another stroke, therefore increasing their risk of developing
dementia.

Other types of vascular dementia include:

Single-infarct and multi-infarct dementia, which are caused by one or more smaller strokes. An
infarct is a small area of brain tissue that has died due disruption of blood supply to the brain. A
single infarct in an important part of the brain can cause dementia, but more often it is a number of
infarcts spread-.around the brain that cause dementia (multi-infarct).

Subcortical dementia is caused by diseases of the very small blood vessels that lie deep in the brain,
which cause them the vessel walls to thicken and vessels to become stiff and twisted. This causes
damage to the nerve fibres that carry signals around the brain (white matter). It can also cause small
infarcts around the base of the brain. Diseases of small vessels develop much deeper in the brain,
compared to the damage caused by many strokes, therefore the symptoms are often different to
stroke-related dementia.

Mixed Dementia

Around 10% of people with dementia'are diagnosed with mixed dementia, which means that both
Alzheimer’s disease and vascular dementia have caused the dementia. Symptoms of mixed dementia
can vary between the symptoms of Alzheimer’s disease and vascular dementia.
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Dementia Indicators

Prevalence of Dementia

Dementia: Recorded prevalence (all ages)
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In Wolverhampton, the prevalence of Dementia in all ages has consistently been slightly higher than
the prevalence in England, the West Midlands and'the Black Country, however, this difference has
only been statistically significant since 2014-15. In 2017-18, the proportion of the Wolverhampton
population that had a diagnosis of Dementia was 0.82% (2,286 individuals), compared to 0.76%
across England and 0.77% across the West Midlands. In Wolverhampton, the prevalence of
Dementia increased significantly over a 5-year period from 0.54% (2011-12) to 0.83% (2015-16), an
increase of 835 individuals and has remained steady since.

Dementia: Recorded prevalence (aged 65+)
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The prevalence of Dementia in Wolverhampton in the over 65 population has consistently been
significantly higher than England, the West Midlands and the Black Country in the two-year period
for which data was collected. In Wolverhampton, the proportion of over 65’s with a diagnosis of
Dementia has remained steady, ranging between 4.94% and 5.05%. The prevalence across England
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and the West Midlands also remained steady across the two-year period, although the prevalence in
England remained significantly higher than the West Midlands.

Dementia (aged under 65 years) as a Proportion of Total Dementia (all ages)
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As a proportion of Dementia.in all ages, the population.of under 65’s with a diagnosis of Dementia. in
Wolverhampton is 3.77%, which is statistically similar to the proportion in England (3.21%), the West
Midlands (3.38%) and the Black Country (3.90%). This accounts for 86 individuals in Wolverhampton,
aged under 65 that have been diagnosed with Dementia.

Prevalence of recorded dementia by IMD decile, aged 65+
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The prevalence of recorded Dementia varies by Index of Multiple Deprivation in the 65+ population
of England. This indicator is not available at Local Authority level, however in England the highest
prevalence figures of Dementia are seen in the most deprived deciles, between 4.54% and 4.83% in
the four most deprived deciles, compared to 4.19% in the least deprived decile. This trend remained
similar at all three data points available: September 2015, March 2016 and September 2016.
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Prevalence of recorded dementia among those aged 65+ by
CCG Clusters, September 2017
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CCG Clusters are used to group CCGs with similar geographic and/or population characteristics
across England. In England, the highest prevalence of Dementia is seen in ‘Mixed communities in
inner London’ (4.76%), followed by ‘Areas with younger adults and university cities’ (4.56%). The
lowest prevalence figures were seen in ‘Smaller CCGs (older populations and rural areas)’ (4.16%)
and ‘Larger CCGs (older populations and rural areas)’ (4.14%). The characteristics of the population
of Wolverhampton CCG would put it in the ‘Deprived urban areas (younger people and ethnic

diversity, mainly/Asian).

People aged 65 and over predicted to have dementia, by age, projected to 2035 in
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Wolverhampton (Poppi)
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The number of Wolverhampton residents aged over 65 predicted to have Dementia is projected to
increase by around 47.2% between 2017 (3,194) and 2035 (4,702). The largest increase is predicted
to be in the 90 and over age group, with figures predicted to increase two-fold, from 656 in 2017 to
1,362 in 2035. The second largest increase is predicted to be seen in the 85-89 year age group, with
an increase of 42.9% over the 18-year period.

People aged 65 and over predicted to have dementia, by age, projected
to 2035 in England (Poppi)
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Source: Poppi

The number of people in England aged 65+ is projected to increase by 70.1% between 2017 and
2035, from 702,039 to 1,194,419. The largest increase is predicted to be in the 90 and over age
group, with figures predicted to more than double over the 18-year period, from 149,886 to
327,908. The second highest increase is predicted to be in the 85-89 year age group, with an
increase of 89.0%. The youngest age group presented, 65-69 years is projected to increase by 24.3%
over the 18-year period.

The overall increase in Wolverhampton is predicted to be smaller compared to the national
projections. The projections by Poppi suggest that the number of people aged over 65 predicted to
have Dementia in England is to increase by 70.1% between 2017 and 2035.
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Hospital Admissions due to Dementia in Wolverhampton

Dementia: DSR of emergency admissions (aged 65+)
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In Wolverhampton, the directly standardised rate (DSR) of emergency admissions with Dementia in
over 65s increased significantly in'a 5-year period from 2,955 per 100,000 (2012-13) to 4,458 per
100,000 (2016-17). In terms of numbers, the increase was from 1,307 in 2012-13 to 2,082 in 2016-
17. The DSR for Wolverhampton consistently increased significantly between 2012-12 and 2014-15.
In comparison to the England and West Midlands DSR’s, in 2012-13, the Wolverhampton figure was
not significantly different, however, the rate of increase over the following 3 years was much higher
in Wolverhampton than England.and the West Midlands. In the West Midlands, figure increased
significantly from 3,040 per 100,000 in 2012-13 to 3,645 per 100,000 in 2016-17.

In England, the DSR for adults with dementia aged 65+ increased significantly year on year between
2012-13 and 2016-17. Overall, over the 5-year period, the rate of emergency admissions for
Dementia in.over 65’s has increased by 16.0%, accounting for 558 admissions per 100,000

population.
Dementia: Short stay emergency admissions (aged 65+)
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Short stay emergency admissions are defined as hospital admissions which last 1 night or less. Short
stay emergency admissions are considered to potentially be detrimental to the health of individuals
with Dementia. This is due to changes in the surrounding environment increasing the levels of
anxiety and stress for an individual. Furthermore, people with dementia can be more susceptible to
these changes, which can cause additional distress.
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The proportion of emergency admissions for Dementia which were short stays (defined as a stay of
less than 1 day) in Wolverhampton increased significantly from 16.71% (2012-13) to 30.70% in 2016-
17. In terms of numbers this increase was from 243 in 2012-13 to 719 in 2016-17. The figures in
England and the West Midlands also saw significant increases over the five-year time period, but at
much smaller scales. In 2012-13 and 2013-14, the Wolverhampton figures were significantly lower
than England and the West Midlands, however, following significant increases, Wolverhampton's
figure in 2016-17 was significantly higher than England and the West Midlands figures. In England,
there were two consecutive statistically significant increases in the four-year period, increasing from
27.00% in 2013-14 to 28.16% by 2016-17. Overall in England, there was an increase of 5.3% over the
five-year period.

Short stay emergency admissions for those with Dementia
(aged 65+) by CCG cluster (2015-16)
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CCG Clusters are used by the NHS to group together populations with similar characteristics. The
population of Wolverhampton would be most similar to the ‘Deprived urban areas (younger people
and ethnic diversity, mainly Asian)’. In England, there is some variation between the CCG Clusters in
regards to short stay emergency admissions for those with Dementia and aged 65+. The highest
percentage of emergency admissions in those aged 65+ with Dementia is seen in ‘Mixed
communities in inner London’ at 31.27%, followed by ‘Deprived urban areas (younger populations
and ethnic diversity, mainly Asian’ at 29.35%. The lowest figure is seen in ‘Areas with lower
deprivation and better health’ at 26.65%. The data would suggest that there is some association
between higher deprivation and higher proportions of short stay emergency admissions for over 65’s
with Dementia. The figures for this indicator, in all of the CCG Clusters have experienced some level
of increase over the three-year period between 2013-14 and 2015-16.
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% of emergency admissions for those aged 65+ with dementia that are

short stays, by IMD decile
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The proportion of emergency admissions for those aged 65+ with Dementia that were short stays by
IMD were not available at a Wolverhampton level. However in England; by IMD deciles there is no
noticeable trend, with figures varying between 26.34% and 30.47% in 2015-16. Figures in the three
previous time periods also varied to similar extents. One constant in the four data periods was that
the percentage of emergency admissions for those aged 65+ with Dementia that were short stays, in

the 5™ most deprived decile was the highest. The figure varied slightly between 29.48% and 30.72%
over the four-year period.

Vascular dementia: DSR of inpatient admissions (aged 65+)
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Vascular Dementia is the second most common form of Dementia, affecting around 150,000 adults
in the UK. The symptoms are often similar to Alzheimer’s disease, though the issues affecting
memory are often milder. The cause of Vascular Dementia is a reduced blood supply to the brain
due to diseased blood vessels, resulting in the death of brain cells. The most common type of
Vascular Dementia is thought to Subcortical Dementia, which involves reduced blood flow through
the very small blood vessels deep in the brain. Vascular Dementia can also be caused by Strokes and
Transient Ischaemic Attacks’ (TIAs). [Alzheimers.org.uk]

The DSR of Vascular dementia in Wolverhampton has consistently been significantly higher than in
England and the West Midlands, over the five-year period between 2012-13 and 2016-17. The rates
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in all three geographies have significantly increased. The figures in Wolverhampton have increased
from 693.7 per 100,000 (2012-13) to 931.3 per 100,000 (2015-16). In terms of numbers, the increase
was from 308 in 2012-13 to 476 in 2016-17. In England, the directly standardised rate of inpatient
admissions for Vascular Dementia in those aged 65+, increased significantly year on year between
2012-13 and 2014-15. Following this period of significant increase, figures continued to increase into
2016-17. In Wolverhampton, the rate of inpatient admissions in over 65’s increased by almost a
third (32.0%), equivalent to around 168 more admissions per year.

Alzheimer's disease: DSR of inpatient admissions (aged 65+)
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Alzheimer’s disease is the most common form of Dementia, with more than 520,000 people in the
UK estimated to have Alzheimer’s disease. Alzheimer’s disease is a progressive disorder and the
symptoms include: loss of short-term memory, language difficulties, visuospatial problems,
orientation and difficulties in concentrating, planning and organising. [Alzheimers.org.uk]

In 2016-17, the DSR of inpatient admissions for Alzheimer’s disease in Wolverhampton (448.6 per
100,000) was significantly lower than the England figure (652.1 per 100,000) and the West Midlands
figure (539.3 per 100,000). The Wolverhampton figures saw a significant increase between 2012-13
and 2014-15, followed by a slight non-significant decrease in 2015-16 and remained relatively
constant going into 2016-17. Whereas, the England and West Midlands figures consistently
increased significantly over the five-year period. The rate of inpatient admissions in England
increased by 34.1%, accounting for around 166 more inpatient admissions per 100,000 adults aged
65+. In terms of numbers, in Wolverhampton, there were 208 inpatient admissions for Alzheimer’s
disease in people aged 65+, in 2016-17.
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Unspecified dementia: DSR of inpatient admissions (aged 65+)
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Inpatient admissions for Unspecified Dementia are when the record of admission includes a mention
of Unspecified Dementia in the diagnosis fields. The DSR of unspecified dementia in Wolverhampton
increased significantly over a five-year period between 1,253 per 100,000 in 2012-13 to 1,599 per
100,000 in 2016-17, despite a fall in 2016-17. In terms of numbers, the increase in Wolverhampton
was from 552'in 2012-13 to 748 in 2016-17. In comparison, the DSR’s for England and the West
Midlands also saw significant increases, but at much smaller scales. The Wolverhampton figures
were significantly higher than England and the West Midlands between 2013-14 and 2016-17. In
England, the directly standardised rate of inpatient admissions for Unspecified Dementia, in over
65’s increased significantly between 2012-13 and 2014-15, followed by a significant decrease in
2016-17. In Wolverhampton, between 2012-13 and 2016-17, there was a 21.7% increase, equivalent
to 196 more inpatient admissions per year in over 65’s.
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Mortality in people with Dementia
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In 2016, the DSR of mortality in people with Dementia aged over 65 was significantly higher in
Wolverhampton at 1,099.6 per 100,000, than England (867.6 per 100,000) and the West Midlands
(899.2 per 100,000). Over the five-year period between 2012 and 2016, the figures for
Wolverhampton saw a general statistically significant increase from 721.2 per 100,000 to 1,099.6 per
100,000 (2016). Wolverhampton was significantly higher than England in four of five years (all but
2012), but only significantly higher than the West Midlands in three of the five years (2013, 2015 and
2016). In terms of numbers, there were 505 deaths of people with Dementiain 2015.

In England, the directly standardised rate of mortality with a mention of Dementia in those aged
65+, was 872.65 per 100,000 in 2015, which is significantly higher than each of the previous five
years data points. The rate of mortality in those aged 65+ with Dementia increased significantly
between 2011 and 2015, with figures increasing significantly year on year, except between 2013 and
2014. The cause of such an increase could be explained by looking at the increases in Dementia
prevalence and diagnoses.

Deaths in Usual Place of Residence: People with dementia (aged 65+)
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End of life care for those with Dementia was a key objective in the National Dementia Strategy
(2009) and a key measure of the quality of end of life care is ‘death in usual place of residence’. The
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term ‘usual place of residence’ can refer to the individual’s own home, a care home or other
residential setting.

In Wolverhampton, the proportion of people who die with Dementia whose death occurs at the
usual place of residence increased slightly over a five-year period from 48.22% (2012) to 58.99%
(2016). In terms of numbers, this increase was from 149 in 2012 to 292 in 2016. However,
throughout the five-year period, the Wolverhampton figure was significantly lower than the England
and West Midlands figures. In England, the proportion of deaths in over 65’s with Dementia that
died in their usual place of residence consistently increased significantly, year on year, until 2016
when there was a slight decrease. Over the six-year period presented in the chart (2011 —2016),
there was a 4.54 percentage point increase, from 63.33% to 67.31%.

Deaths in usual place of residence for those with Dementia (aged 65+) by
CCG Cluster (2016)

Traditional communities (deprived areas and poorer health) [N 65.18%
Smaller CCGs (older populations and rural areas) [ NNRNRNEGEGEITRE  72.46%
Mixed communities in Inner London [ NNEGNGEGEGEGEEEEEEEEEEEEEE 57.74%
Larger CCGs (older populations and rural areas) [N 73.43%
Deprived urban areas (younger people and ethnic diversity, mainly Black) [ NN 53.81%
Deprived urban areas (younger people and ethnic diversity, mainly Asian) | NNEEEEEEENNE  57.59%
Areas with younger adults and university cities [ ENENGEGTGNININININGGGEE 66.90%
Areas with lower deprivation and better health [ NNRNRLDIEEEE  65.45%
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Source: Fingertips, PHE

In England, the proportions of deaths in over 65’s with Dementia that occur in the individuals usual
place of residence were highest among the Smaller CCG (72.46%) and Larger CCG (73.43%) CCG
clusters. Both CCG clusters are described as having older populations and being predominantly rural
areas. The lowest figures were seen in the ‘Deprived urban areas (younger people and ethnicity
diversity, mainly Black)’ with 53.81% and ‘Deprived urban areas (younger people and ethnicity
diversity, mainly Asian)’ with 57.59%. The figure for ‘Mixed communities in inner London’ is also
considerably low, at 57.74%.
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Deaths in usual place of residence for those with Dementia
(aged 65+) by IMD decile
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The proportion of Deaths in usual place of residence for those with Dementia is not available by IMD
deciles in Wolverhampton. However in England, over.the six-year period between 2011 and 2016,
the proportion of deaths of those aged 65+ with Dementia which occurred in the usual place of
residence increased within each IMD decile. The largest increase was seen in the most deprived
decile, an increase of 8.47 percentage points; the smallest increase was seen in the least deprived
decile, an increase of 2.83 percentage points. In general, in each of the six years, the proportions of
deaths in usual place of residence in'those aged 65+ with Dementia increased and the level of
deprivation decreased, with the highest figures in the most affluent deciles.

Place of death: Care home for those with Dementia (aged 65+)
by CCG cluster (2016)

Traditional communities (deprived areas and poorer health) IS 55.44%
Smaller CCGs (older populations and rural areas) NN 63.32%
Mixed communities in Inner London NN 33.12%
Larger CCGs (older populations and rural areas) [N 62.84%
Deprived urban areas (younger people and ethnic diversity, mainly Black) IS 410.70%
Deprived urban areas (younger people and ethnic diversity, mainly Asian) I 45.22%
Areas with younger adults and university cities [N 56.81%
Areas with lower deprivation and better health NN 54.89%
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Proportion, %
Source: Fingertips, PHE

In England, the proportion of deaths occurring in Care Homes, for individuals with Dementia and
aged over 65 was highest among Smaller CCG’s and Larger CCG’s, which are both described as having
an older population and rural areas. The lowest figures were seen in ‘Mixed communities in inner
London’, 38.12%, Deprived urban areas (younger people and ethnic diversity, mainly Black), 40.70%
and Deprived urban areas (younger people and ethnic diversity, mainly Asian), 45.22%. There were
notable trends seen in the figures for the previous 6 data points (2011-2016).
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Place of death: Care home for those with Dementia (aged 65+)
by IMD decile

100%

80%

62.16%
&0 54.67% 54.88% 55.43% 57.83% 5972%  59.11% L 59:89%

) 49.359  ©2.08%
40%
20%
0%
1 2 3 4 5 6 7 8 9 10

m2011 w2012 m2013 m2014 w2015 m2016

X

Source: Fingertips, PHE

The proportion of Deaths for those with Dementia that occurred in a care home is not available by
IMD deciles in Wolverhampton. However in England, the proportion of deaths in those aged 65+
with Dementia that occurred in a care home increased as deprivation decreased, in 2016. There was
a 10.54 percentage point difference between the most deprived and the least deprived areas of
England. There have also been changes over time within each IMD decile, with figures within the
majority of deciles increasing until 2014 and falling slightly by 2016.

Place of death: Home for those with Dementia (aged 65+) by

CCG Cluster
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In England, the proportion of deaths of over 65s with Dementia that occurred at home was, in 2016,
highest in the ‘Mixed communities in inner London’ CCG cluster (19.27%). The rate in all other CCG
clusters ranged between 9.11% in ‘Traditional communities (deprived areas and poorer health)’ and
12.81% in ‘Deprived urban areas (younger people and ethnic diversity, mainly Black)’. Over the 5-
year period between 2011 and 2016, the proportion of deaths, in those aged over 65 with Dementia,
occurring at home increased in all of the CCG clusters. The largest percentage increases were seen in
the ‘Deprived urban areas (younger people and ethnic diversity, mainly Black)’, with an increase of
140.3%. The smallest increase was seen in ‘Areas with younger adults and university cities’ with a
28.2% increase.
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Place of death: Home for those with Dementia (aged 65+) by
IMD decile
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The proportion of Deaths for those with Dementia that took place within their own home, lis not
available by IMD deciles in Wolverhampton. However in England, there is slight variation and no
notable trends between the proportions of deaths, of those aged 65+ with Dementia, occurring at
home, in the different IMD deciles. The 2016 figures range from 8.87% in the 6™ most deprived
decile to 11.09% in the 2" most deprived decile. However, over the five-year period, the figures
have increased in every IMD decile between 2011 and 2015. The increases did not follow any
notable trend, despite varying considerably between 38.8% and 70.4%.

Place of death: Hospital for those with Dementia (aged 65+)
by CCG Cluster
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In England, the proportions of deaths, of those aged 65+ with Dementia, that occurred in a Hospital
setting were highest in the ‘Deprived urban areas (younger people and ethnic diversity, mainly
Black)’ (44.71%) and ‘Deprived urban areas (younger people and ethnic diversity, mainly Asian)’
(40.35%) CCG Clusters. The 2016 figure for the ‘Mixed communities in inner London’ CCG Cluster
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was also higher than average, at 37.80%. The lowest figures were seen in the ‘Larger CCGs (older
populations and rural areas)’ CCG cluster, at 25.55%, and the ‘Smaller CCGs (older populations and
rural areas)’ CCG cluster, at 26.71%. The figures also decreased in the six-year period between 2011
and 2016, with the largest percentage decreases seen in ‘Traditional communities (deprived areas
and poorer areas)’ (17.36%) and ‘Smaller CCGs (older populations and rural areas)’ (17.25%).
Therefore, suggesting that though numbers would be higher in the areas with older populations,
there are increasingly higher proportions of over 65’s with Dementia dying in hospitals in areas with
younger populations.

Place of death: Hospital for those with Dementia (aged 65+)
by IMD decile
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The proportion of hospital deaths for those with Dementia is not available by IMD deciles in
Wolverhampton. However in England, the proportions of deaths of those aged 65+ with Dementia,
that occurred in‘a Hospital setting were higher in the more deprived deciles, compared to the least
deprived.deciles. The proportions of deaths occurring in hospitals, for those with Dementia and aged
65+, in the three most deprived deciles were 37.54%, 35.03% and 33.62%, respectively; compared to
the 30.20%, 26.03% and 27.82% in the three least deprived deciles. This suggests that the proportion
of death is strongly associated with deprivation. Over the six-year period between 2011 and 2016,
there were also decreases in figures within each decile. The smallest percentage decreases were
seen in the least deprived deciles compared to the most deprived deciles, 11.96% in the least
deprived decile compared to 25.87% in the most deprived decile.
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Other Dementia indicators

Estimated dementia diagnosis rate by IMD (aged 65+) - 2017
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In England, around two-thirds (67.9%) of people aged 65+ estimated to have dementia, have
received a diagnosis. This figure is known as the estimated diagnosis rate and is only available at a
national level. The estimated diagnosis rate decreases slightly in line with decreases in deprivation,
however, these decreases are not statistically significant. The figures suggest that there is poorer
dementia diagnosis in the more affluent areas of the country, compared to the more deprived areas.
Just under three-quarters (74.2%) of the people estimated to have dementia have been diagnosed in
the most deprived decile, compared to less than two-thirds (63.9%) in the least deprived decile.

Demetia care reviewed within the last 12 months
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The proportion of Dementia patients, in England, that had their care reviewed within 12 months of
reporting ranged between 77.03% and 78.08%. This indicator is only available at a national level.
Due to the variations between the three figures, a trend cannot be accurately reported. Although,
the 2014/15 figure was significantly lower than both the 2013-14 and 2015-16 figures.
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Risk Factors for Dementia

Research into Dementia have discovered a number of factors that affect the risk of developing
Dementia. Some of these risk factors are genetic and age related, which are not controllable, but
some are lifestyle factors which can be altered. Genetic and age-related risk factors include gender
(females are more likely than males to develop Dementia, even when allowing for females living
longer on average), ethnicity (there is some evidence that suggests South Asian people are more
likely to develop Vascular Dementia than White Europeans) and inherited genes (there are around
20 genes which have been found to increase the risk of developing Dementia). Other risk factors are
the presence of health conditions and lifestyle related, including: cardiovascular factors (such as type
2 diabetes, high blood pressure, high cholesterol levels and obesity), pre-existing mental health
conditions (such as depression and Parkinson’s disease), lack of physical activity, smoking and
excessive alcohol consumption.

Detailed below is the prevalence of some of these risk factors in Wolverhampton.

CHD: Recorded prevalence (all ages)
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The prevalence of Coronary Heart Disease, CHD, in Wolverhampton had consistently been
significantly higher than England and the West Midlands, between 2012-13 and 2014-15, however
figures in Wolverhampton have been consistently decreasing and since 2015-16 have statistically
similar to the West Midlands. Over the six-year period, the figures in Wolverhampton decreased
significantly, from 3.71% in 2012-13 to 3.20% in 2017-18. The figures for England and West Midlands
also decreased significantly over the same time period. In terms of numbers, there were 8,969
people in Wolverhampton on the QOF register for CHD in 2017-18.

26
Page 57



Sensitivity: NOT PROTECTIVELY MARKED

Hypertension: Recorded prevalence (all ages)
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Similarly; to.the prevalence.of CHD.in Wolverhampton; the prevalence.of Hypertension.was
consistently significantly higher than England and the West Midlands, prior to 2015-16, since which
the prevalence has been similar to the West Midlands. The prevalence in Wolverhampton has
reduced significantly over the six-year period from 15.59% in 2012-13 to 14.52% in 2017-18.
However, during the same period, the prevalence of Hypertension in England and West Midlands
significantly increased. In terms of numbers, there were 40,700 people in Wolverhampton on the
QOF register for Hypertension in 2017-18.

Stroke: Recorded prevalence (all ages)
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In Wolverhampton the prevalence of people on the Stroke register was significantly higher than
England in the 3 years between 2012-13 and 2014-15, but Wolverhampton was statistically similar to
England between 2015-16 and 2017-18. The prevalence in Wolverhampton varied over the six-year
period, between 1.75% in 2017-18 and 1.80% in 2014-15. However, in England and the West
Midlands, the prevalence significantly increased over the same four-year period. In terms of
numbers, there were 4,891 people in Wolverhampton on the QOF Stroke register in 2017-18.
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Percentage of adults (aged 18+) classified as
overweight or obese
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In 2015-16, just over two-thirds of adults (68.03%) in Wolverhampton are overweight or obese,

which is significantly higher than the England figure (61.28%), but not significantly different to the
West Midlands (63.92%).

Admission episodes for alcohol-related conditions - 40-64 yrs
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The rate of admission episodes for alcohol-related condition in 40-64 year olds in Wolverhampton

has increased significantly over the past nine years, from 1,071.2 per 100,000 (2008/09) to 1,265.8

per 100,000 (2016-17). This equates to an increase of 18.2%. The Wolverhampton figures were

consistently significantly higher than England over the nine-year period, but only significantly higher

than the West Midlands from 2011-12 to 2016-17.
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Admission episodes for alcohol-related conditions - 40-64 Admission episodes for alcohol-related conditions - 40-64
yrs (Females) yrs (Males)
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When separated into males and females, the rates for males are considerably higher than females.
In 2016-17, the rate of admission episodes for males was 1,516.6 per 100,000 and the rate for
females was 1,018.4 per 100,000, a difference of 498.2 per 100,000. There have been notable

increases in the rates for both genders, with figures for males increasing by 10.4% and females
increasing by 32.0%, over the nine-year period.

DRAF]

29
Page 60



Sensitivity: NOT PROTECTIVELY MARKED

GP Records — Graphnet

In Wolverhampton, there were 2,323 people with a diagnosis of Dementia registered with a
Wolverhampton GP.

) . Of the 2,323 people with a diagnosis of Dementia
Gender of people diagnosed with )
Dementia on GP records in Wolverhampton, around 62.03% were Female
Wolverhampton and 37.97% were Male. This accounts for 1,441
Females and 882 Males.

37.97%

= Female

= Male

62.03%

Source: Graphnet

Age profile of people diagnosed with Dementia on GP records, by
gender, Wolverhampton
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The age profile of the population of Wolverhampton diagnosed with Dementia on GP records is
slightly skewed towards older people. The most populous age group was 85-89 years, with 601
patients, making up just over a quarter of all patients (25.87%) with a diagnosis of Dementia. In the
85-59 year age group, there were more than two-times the number of Females (407), than there
were Males (194). The 80-84 year age group was the second most populous age group, with 548
patients, making up 23.59% of all patients diagnosed with Dementia. The 80-84 year age group, was
made up of 332 Females and 216 Males. The mean age of an individual with a diagnosis of Dementia
was 82.51 years. The average age for Females was slightly higher (83.81 years) than Males (80.38
years).
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Ethnicity of people diagnosed with Dementia on GP records,
Wolverhampton
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Almost three-quarters of people with a diagnosis of Dementia had a White ethnic background,

73.18%, which is significantly higher than the proportion of people with a White ethnic background
in the general population of Wolverhampton. The second largest proportion was of those with an
ethnic background listed as ‘Other’, which made up 12.48% of people with a diagnosis of Dementia.
This is likely to a recording error, where the ethnicity of the patient was not correctly recorded. Just
under a tenth of people diagnosed with Dementia had an Asian or Asian British ethnic background,
which was significant lower than the proportion of people with an Asian or Asian British ethnic
background in the general population of Wolverhampton. Similarly, the proportion of people with
Dementia with a/Black or Black British ethnic background (3.92%) is also significantly lower than the
proportion in the general population.

Number of people diagnosed with Dementia on GP records, by IMD Decile,
Wolverhampton
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The number of people with a diagnosis of Dementia decreases as Deprivation decreases, in
Wolverhampton. More than half of those diaghosed with Dementia (53.72%) in Wolverhampton
reside in areas which are in the top 30% most deprived areas nationally. Whereas, only 9.04% of
those with Dementia live in the top 30% most affluent areas nationally. This is due to there being a
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smaller number of Lower Super Output Areas, LSOA’s, in the top 30% most affluent areas when
compared nationally. However, when IMD rankings are scaled to a Wolverhampton level, there is a
much more even spread.

In geographic terms, the highest number of
diagrionsd wid Dervent, people diagnosed with Dementia on GP

per ward - L N
50-70 records reside in West of the city, in wards

it ' such as Tettenhall Regis, Park and Blakenhall.
= i 7 oo Wards in the East and North of the city
' generally had lower figures, ranging from 65 in
Oxley to 135 in Wednesfield North. There were
also 74 people diagnosed with Dementia, who
were registered to Wolverhampton GP’s, but

live outside of the Wolverhampton boundary.

Source: Graphnet

People diagnosed with Dementia on GP The majority of people (60:38%) diagnosed
records, by type of residence with Dementia on GP records in

Wolverhampton Wolverhampton live in the community,
accounting for 1,352 people. Around a fifth of
people (21.17%) diagnosed with Dementia live
in residential homes and 18.45% live in nursing

= Nursing Home homes, accounting for 474 and 413 people,

= Residential Home respectively.

18.45%

= Community

60.38% 21.17%

Source: Graphnet
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CareFirst — Service Users with Dementia Analysis

In Wolverhampton, there are 1,740 people known to social care service users that have a diagnosis
of Dementia. Of these people, 874 are currently receiving services funded by the City of
Wolverhampton Council. Of those currently receiving services, 601 service users are female and 273
service users are male.

Service User Demographics

Number of Social Care Service Users with Dementia by Age and Gender, Wolverhampton
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The number of social care service-users with Dementia are aged between 49.and 103 years of age.
However, the numbers are less than 10 service users per year of age in the ages below 72 and above
95 years. The interquartile range is between 80'and 89 years of age, which is the range in which the
middle 50% of service users reside and the median age is 85 years. The distribution of ages is slightly
positively skewed, which means that the majority of service users are aged towards the older end of
the 49 — 103 years age range.

104 1

Source: CareFirst, CWC

58.82% 41.18%
48.78% 51.22%
59.41% 40.59%
68.94% 31.06%
81.46% 18.54%
70.00% 30.00%

In the most populated age groups, 70-79, 80-89 and 90-99, the proportion of service users that were
female was higher compared to the proportion of males. The largest difference was seen in the 90-
99 year age group, which was comprised of 81.5% female and 18.5% male service users. However, in

the age groups with smaller numbers, the proportions varied, with a slightly higher proportion of
males compared to females in the 60-69 year age group. In general, the proportion of female
compared to male service users increased as the age groups got older.
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Social Care Service Users with Dementia by Care
Setting, Wolverhampton

Source: CareFirst, CWC
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Of the 874 social care service users receiving services with Dementia in Wolverhampton, 306 live in
the community either with family or in their own homes and 568 live in residential or nursing homes.
Of those living in the community, around 64.7% are female, 35.3% are male. Of those service users
living in residential or nursing homes, 71.0% are female and 29.0% were male. On average, service
users who live in the community were on average 6 years younger, at 78 years, compared to those
that live in residential or nursing homes, at 84 years.
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The number of service users with social care needs
with Dementia are highest.in-Blakenhall ward, with
more than 75 service users, followed by Wednesfield,
Park, Penn and Graiseley wards, with between 51-75
service users.

The wards with the highest number of service users
are some of the more affluent parts of the city, except
from Blakenhall which is in the 3™ most deprived IMD
quintile. However, this is not a strong correlation,
because the most deprived wards of Wolverhampton
do not necessarily have the lowest numbers of service
users.

The geographical trend of social care service users
does not have a strong correlation with the proportion

of over 65’s in each ward. Wednesfield North does indicate a correlation with over 50 service users
and 24.56% of residents in the ward are aged 65+. However, Blakenhall ward contains over 75
service users, but the proportion of residents aged 65+ in the ward is considerably lower at 15.34%.
The ward with the highest proportion of over 65’s is Tettenhall Wightwick, 27.66%, but only has

between 30-39 service users.

34
Page 65



Sensitivity: NOT PROTECTIVELY MARKED

'y North Ward

Falings)nark

.w.fﬁ
ushoUy,S outh ard)
U7 il i

]

Wil
Vool
Salthiard

HasthTown s

Paric ) Bt a2

Tertantal Mg hick ward)

ey, il v SR ok vt
Flaientiol werd el Ul
e Flann Ward

P

Sarng vals
s

Source: CareFirst, CWC

Number of social
care service users
with Dementia
living in the
community

¥ Suppressed

5-15 Service Users

16 - 30 Service Users
1 31-45Servica Usars
I 46 - 60 Service Users

i ancs icld ot e

Number of social
care service users
with Dementia
living in residential
care
Suppressed
© 5-15Senice Users

[
| 16 .- 30 Service Users

8 [ 21-458ervice Users

Fsaury, Narth s

Oy réard

N 45 - 50 Service Users

Falings Rak
i Lvard) ?
e \acin=risld North iard

Biisnbiry Soutn and
N U Hil e

St Peter's
NP

Partc |

12 Lo N3l AE s . i O

2 =

Wi el

Easl Bark Wars)

! P i Bision tortn Vi

ol oo M Eingsa v IS
Bision East Wiard

jecniviad]

Source: CareFirst, CWC

However, when looking at service users that
live in the community, the spread of service
users varies considerably. The wards across the
north east and south of the city have the
highest number of service users living in the
community.

This spread does not seem to be correlated
with deprivation or proportion of over 65’s.

The'geographical spread-of the number of
social care service users with dementia that live
in.residential/nursing homes is concentrated in
two areas in Wolverhampton. In the south of
the city, there is are five wards with at least 15
service users in each and North East of the city
where there are 4 wards clustered together
with more than 15 service users in each.

The geographical spread of social care service
users in residential/nursing homes is
dependent on the location of nursing homes
and the type of service user the care homes
cater for. The areas with the highest numbers
of service users also have the highest density of
care homes, as shown on the map.
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Service Setting Number of Service Users
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In Wolverhampton, Social Care provide 952 services for the 874 service users. The table above
shows the number of each type of care package. Around 38.76% of services provided were
Residential Care (Permanent) services, this was the highest proportion of services. Just over a fifth
(20.90%) of services were for Nursing Care (Permanent). Around 17.54% of services were for
Domiciliary Care and 7.67% of services were for Day Care.

Care packages by age of service users, Wolverhampton

Very Sheltered Housing I I e (39)
Day Care I I I . (71)

Residential Care [ N I e (232)
Nursing [ Y I (112)

Domiciliary Care I I e B (201)
Direct Payment I I D e (31)
Carer Support [ I P e (36)

0% 20% 40% 60% 80% 100%
Under60 m=60-69 m70-79 m80-89 m90-99 m 100+

Source: CareFirst, CWC

For all types of care packages, except carer support, the highest proportion of service users are in
the 80-89 year age group. More than half of service users that receive residential care and
domiciliary care are aged between 80-89. The second largest proportions of service users that
receive residential care, nursing and domiciliary care are aged 90-99.
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Care packages by gender of service user, Wolverhampton
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For all types of care packages, the majority of service users are female. Day Care and Residential
: for any of
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NHS Dementia Clusters Analysis
Care Cluster Definitions

Care Cluster 18: People who may be in the early stages of dementia (or who may have an organic
brain disorder affecting their cognitive function) who have some memory problems, or other low
level cognitive impairment but who are still managing to cope reasonably well. Underlying
reversible physical causes have been ruled out.

Care Cluster 19: People who have problems with their memory, and or other aspects of cognitive
functioning resulting in moderate problems looking after themselves and maintaining social
relationships. Probable risk of self-neglect or harm to others and may be experiencing some anxiety
or depression.

Care Cluster 20: People with dementia who are having significant problems in looking after
themselves and whose behaviour may challenge their carers or services. They may have high levels
of anxiety or depression, psychotic symptoms or significant problems such as aggression or
agitation. The may not be aware of their problems. They are likely to be at high risk of self-neglect or
harm toothers, and there may be a significant risk of their care arrangements breaking down:

Care Cluster 21: People with cognitive impairment or dementia who are having significant problems
in looking after themselves, and whose physical condition is becoming increasingly frail. They may
not be aware of their problems and there may be a significant risk of their care arrangements
breaking down.

Patients registered to all clusters

Number of Patients on the NHS Dementia Cluster Register by Age,
Wolverhampton

700

606
600
500

400 364

Number

300

200 158

91
100 39 .
, wm I

Under 60 60-69 70-79 80-89 90-99 100+
Source: NHS BCPFT
In Wolverhampton, there are around 1,250 patients registered to a cluster that is indicative of a

diagnosis of Dementia. Just under half of all patients (606 patients) are in the 80-89 year age group.
The second most populated age group is the 70-79 year age group, in which there are 364 patients.
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199,144 39 19.58
24,397 91 373.00
18,303 364 1,988.75
10,384 606 5,835.90

2,178 159 7,300.28

Source: NHS BCPFT

However, when the number of patients registered to a cluster are compared to the general
population, the highest rate of residents registered to a cluster is in the 90+ age group, at 7,300 per
100,000. The rate for the 80-89 year age group, of which around 48% of all registered patients fall
into, has the second highest rate of 5,836 per 100,000. The rates for the 70-79, 60-69 and under 60
age groups are considerable lower.

NHS Dementia Cluster Register by Age & Ethnicity,
Wolverhampton

General Population - 60+ |
100+ |

90-90 |

80-80 | I

70-79 I e ——

60-69 |

Under 60 | e

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
B White mBlack mAsian B Mixed ®Other ®NotKnown/Not Stated

Source: NHS BCPFT

The majority of patients registered to clusters that are related to Dementia are of a White ethnicity.
In the most populated age groups (70-79, 80-89 and 90-99), between 75.0% and 82.3% of those
registered in clusters are of a White ethnicity. Compared to the general population of
Wolverhampton aged 60+, the White ethnic group in the three most populated age groups is slightly
under-represented. The Asian ethnic group is also slightly under-represented in the 80-89 and 90-99
year age group, but slightly over-represented in the 70-79 year age group. The Black ethnic group is
slightly over represented compared to the general population of Wolverhampton aged over 60
(4.1%), with figures between 5.7% and 6.0% in the three most populated age groups.
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Patients within clusters

Number of patients on the NHS Dementia Cluster Register by Cluster,
Wolverhampton

700 641
600

500

400

300 233

200 .

100
18 19

Number

207 178
20 21
Just over half of all patients registered to a care cluster that suggest a diagnosis of Dementia fall into
cluster 19. Patients in Cluster 19 are characterised by having moderate needs. The number in the
cluster with the least needs, Cluster 18, have just under a fifth of all patients registered for Dementia

related needs. The two clusters which contain patients with significant needs, Clusters 20 and 21,
contain 16% and 14% of patients, respectively.

Source: NHS BCPFT

NHS Dementia Clusters by Age, Wolverhampton

General Population I R
21 I
20 [
1o I
15 I
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Source: NHS BCPFT

The age profiles for each of the dementia clusters vary slightly. Cluster 18, which is characterised as
having the least severe cognitive symptoms, on average has the youngest patients, with a median of
76 years of age. Almost 40% of patients in Cluster 18 are aged between 70-79, the highest among
the four clusters for that age group. Cluster 18 also has the highest proportion of under 60’s and the
lowest proportion of over 90’s. In Clusters 19, 20 and 21 around half of patients are aged between
80-89. On average the patients in Clusters 19, 20 and 21 are older than the patients in Cluster 18, the
median age is 83 years for Cluster 19 and 20, and 82 years for Cluster 21. The proportion of patients
in the 90-99 age group increases as the severity of symptoms increases, with the highest proportions
seen in Cluster 20 and 21, 15.5% and 15.2%, respectively.
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NHS Dementia Clusters by Ethnicity, Wolverhampton

General Population - 60+ | S
21 |
20 |
1o |
15 |
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Source: NHS BCPFT

The majority of patients registered to a dementia cluster were of a White ethnicity, although the
proportion of patients with a White ethnicity was lower compared to the proportion of the White
population in the Wolverhampton population aged 60+. The lowest proportions of patients of a
White ethnicity are seen in clusters 18 and 21. The proportion of patients of an Asian ethnicity is
highest in clusters 18 and 21, at 14.2% and 18.0%, respectively. Whereas, the proportions in clusters
19 and 20 were much lower at 5.8%and 5.3%, respectively. Compared to the general population of
Wolverhampton, the Asian ethnicity is over represented in clusters 18 and 21; and
underrepresented in clusters 19 and 20. There is also a slight data quality issue in this chart, with
between 6.2% and 7.2% of patients in each cluster, with an ethnicity recorded as ‘Not Known/Not
Stated’.
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Stakeholder Views

Surveys were conducted to obtain the views of service providers, professionals working with people
with Dementia, carers and people diagnosed with Dementia on services provided for people with
Dementia. Three separate surveys were conducted to obtain stakeholder views. One survey for
professionals working with people with Dementia, one for carers of people with Dementia and one
for people diagnosed with Dementia. The results of these surveys are only the views and opinions of
the people who responded to the survey and should be interpreted with caution as they may not
reflect the views of all the survey audience in Wolverhampton. A summary of the stakeholder
engagement processes is presented below and a detailed stakeholder engagement report is
available on request.

Methodology

The three survey questionnaires were co-produced with colleagues from social care commissioning
and with consultation of the JSNA Steering Group members, which includes membership from the
Wolverhampton CCG, Royal Wolverhampton Trust and Black Country Partnership Foundation Trust.
An implementation plan was agreed to ensure timely administration.

The questionnaire was sent to the stakeholders via a survey monkey link along with an email
detailing the importance of the Dementia JSNA and how stakeholders could help to shape future
services. There were also hard copies of each of the surveys for those respondents who were either
unable to fill it online or did not wish to. The JSNA Steering Group supported dissemination to key
stakeholders and there was additional direct distribution to further known networks. The links to the
surveys were also disseminated via the City Council’s communications team with press releases,
articles on the Council’s intranet and local newspapers. Colleagues from social care commissioning
that were involved with Dementia Café’s also took along hard copies of the surveys for people
diagnosed with Dementia and asked service users to fill them in and assisted respondents with this.

Survey for people diagnosed with Dementia

There were 52 surveys returned from respondents that had been diagnosed with Dementia, of
which 1 survey was completed online and 51 surveys were completed on paper. Of the 52
respondents, 35 reported their gender as Female, 13 as Male and 4 left the question blank.
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Are you living well with Dementia?

The majority (59.62%) of respondents
Are you living well with reported ‘Yes’ when asked ‘Are you living
Dementia? well with Dementia?’. Around a 21.15% of
respondents reported ‘No’ to the question, a
further 15.38% said they ‘Don’t know’ and 2
respondents left the question blank.

Alongside the response, respondents were
asked for any comments they may have to
along with their answer. Comments from
those who responded ‘Yes’ included: ‘With
lots of help from carers and daughter’, ‘Yes,
because my wife looks after me’ and ‘Best |
can’. Comments alongside those that

=Yes = No =Don'tknow = Blank responded ‘No’ included: ‘Every day it's

different. You.don't know what.you.are

going to face. (People with Dementia do not feel comfortable around new people).” Other comments
from those who reported to being unsure were around the themes of not being able to say how they
were feeling.
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19.23%
44.23%
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7.69%
17.31%
7.69%

Respondents were asked about the living arrangements using a closed question: ‘What is your type
of residency?’. Almost half of the 52 respondents (44.23%) said they live at with their partner, a
further 10 respondents said they live at home alone and 9 respondents said they lived with extended
family.

Do you have enough family and friends around you that you can count on for support?

Respondents were also asked whether they have enough family and friends around them that they
could count on for support. Around two-thirds of respondents reported that they had enough family
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and friends around for support, whereas a further 14 respondents reported that they either did not
have enough (15.38%) or did not know (11.54%).

Of the 10 respondents that reported to living at home alone, 6 said they had enough family and
friends around for support, 3 said they didn’t and 1 said they did not know. There were 32
respondents who reported to living with either their partner or extended family, 4 of these
respondents said they did not have enough family or friends around them and 3 said they did not
know. None of the respondents living in either supported accommodation or residential care said
they did not have enough friends or family around to count on for support.

Are you receiving any support to live well with Dementia?

25.00%
50.00%

9.62%
15.38%

Respondents were asked if they received any support to live well with Dementia. This question had a
text box alongside it for respondents to identify who they received support from and to explore
what people with Dementia may identify as support.

Half of the respondents said they.received some supportto live well with Dementia, accounting for
26 respondents. In the comments, respondents elaborated on this. The common themes were:

e Support from carers from social services/council

e Nurse visits

e Carer support to carry out tasks such as getting changed and shopping
e Support from family

Do you feel involved enough in decisions about your care and support?

9 17.31%
23 44.23%
3 5.77%
17 32.69%

Respondents were also asked whether they felt involved enough in decisions about their care and
support, via a closed question. Almost a third of respondents (32.69%) reported that they did not
know if they were involved enough with decisions about their care and support. However, the
majority of respondents said they did feel involved enough with decisions (44.23%) and just under a
fifth (17.31%) said they did not feel involved enough.
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If you have a carer (family or friend), do they receive help to care for you?

38.46%
48.08%
7.69%
5.77%

Respondents were asked if they had a carer (family or friend), whether that carer received help to
care for them, with an open text box asking who the help was provided by. Just under half of all
respondents (48.08%) reported that their carers received support to care for them. The common
themes from the text within the free text box were financial support, additional carer support and
family support. Around 38.46% of respondents said their carers did not receive any help and 5.77%
said they did not know. None of the respondents who said their carers did not or they did not know
whether their carers received any help, left any comments alongside their answer. Four respondents
left the question blank, but did say that their family helped their carer in the text box.

How long ago were you diagnosed with Dementia?

How long ago were you diagnosed with Dementia?

27

5
5
- 1
0 —
Less than a year ago Between 1 and S5years  More than 5 years ago Blank
ago

Respondents were asked how long they had been living with a diagnosis of Dementia, via a closed
guestion with three-time periods. Just over half of respondents (51.92%) had been diagnosed with
Dementia for between 1 and 5 years, at the time of the survey. There were 19 respondents (36.54%)
who reported to had been diagnosed more than 5 years ago and only 5 respondents were diagnosed
less than a year ago.
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How would you rate your experiences of the services involved with your diagnosis?

How would you rate your experiences of the services
involved with your diagnosis?

17
15
14
12
10 9
8 6
6
2
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Very Good Good Neither Poor Very Poor Can't Blank
Remember

Respondents were asked to rate their experiences of the services involved with their diagnosis. Just
under half of respondents (44.23%) said their experience with the services involved with their
diagnosis was either ‘Good’ or ‘Very Good’. Over a fifth of respondents (21.15%) said their
experience was ‘Poor’ or ‘Very Poor’.

Of the respondents that were diagnosed more than five years ago (19 respondents), nine said they
rated their experience of services as ‘Good’ or ‘Very Good’, whereas only 4 respondents rated it as
‘Poor’ or ‘Very Poor’. A similar split was seen in respondents who were diagnosed between 1 and 5
years ago, with 13 rating theirexpéerience as ‘Good’ or ‘Very Good’; 6 rating.it-as ‘Poor’ or ‘Very
Poor’. However, in respondents that were diagnosed less than a year ago, 60% rated their
experience as ‘Neither’ (3 respondents).

Have you used a Dementia Café over the past three years?

Have you used a Dementia Cafe over the
past three years?

1.92%

67.31%

=Yes = No = Blank

Respondents were asked whether they have made use of the Dementia Café’s based in
Wolverhampton at any point over the past three years. Of the 52 respondents, only 16 (30.77%) said
they had used the Dementia Cafe service. Over two-thirds of respondents (67.31%) said they had not
used a Dementia café.
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If not, what stops you using a Dementia Café?

A further question was asked to those respondents who said they had not used the Dementia Café
service in order to explore the reasons why they did not use them, using a list of three potentially
common reasons and an ‘Other’ option for respondents who had reasons that were not in the list.
Respondents may have chosen more than one option for this question.

4
15

3
14
16

The most common reason for not using Dementia Cafés was that respondents had not heard of the
service. A small number of respondents reported that they did not have a Dementia Café near them
(4 respondents) or that they did not think the service was useful (3 respondents). The common
themes that were presented alongside the ‘Other’ category were:

e People with Dementia struggling to get out of the house
e Carers or family members unable to take them due to the opening times.

Do you have any comments about the Dementia cafes? What is useful/not useful?

There was also an opportunity for respondents to provide comments on Dementia Café’s and which
aspects of the service respondents thought were useful or not useful. Common themes arising from
the responses to this question were:

e Positive:
o Somewhere to meet and talk to people about their condition
o Somewhere to share problems and get help
o Volunteers and users are very good and very friendly
o Social aspects and activities
o Negative:
o Allrun in the morning, need some café’s open in the afternoon in the local area
o Lack of fellow younger attendees can unsettle younger attendees that do attend
o No transport available

If you feel well supported with your Dementia in your local area, please tell us why?

Respondents were also asked if they felt supported to live well with Dementia in their local area,
there were 14 responses to this question. This question was asked to explore which aspects of the
respondent’s environment support them to live well with Dementia. The responses to this question
were quite diverse, the responses included:

e (Carers are provided to support me

e Dementia cafes are good but more support is needed for more one to one [illegible] for
dementia sufferers

e | attend Blakenhall Day Centre two days a week for dementia and feel well supported while |
am there

o | feel well supported in my area because there is people to help you
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e | have a number of Dementia cafes to choose from. However, there are non-catering for
people from the Afro-Caribbean Community

e No - nothing in local area to me - just need to be with others i.e. social meetings - not
organised facilities

e The dementia cafes are very supportive

In your general day to day life, are you able to make choices about how you spend your time?

In your general day to day life, are you able to
make choices about how you spend your time?

1.92%_ ,1:92%

u Yes No = Don't Know mBlank = Other

Respondents were asked whether they felt that they able to make decisions about how they spend
their time, in their general day to day lives. There were 22 respondents who said they were able to
make decisions, which was the highest proportion of responses (42.31%). Just over a third of

respondents (36.54%) said that they were not able to make those decisions and 17.31% said they d

id

not know. Two respondents did not select a response, but one of those wrote a comment to answer

the question: ‘Not always’.

Demographics of Respondents

To complete this survey, we asked a set of demographic questions to understand the responses and

to ascertain whether the current Dementia services provided in Wolverhampton are fair and
accessible to a diverse range of people with dementia. Respondents were asked about a range of
characteristics, such as gender, age, ethnicity and sexuality. This information will also allow us to
determine how representative our sample of respondents is against the population of
Wolverhampton with Dementia.

Page 79

48



Sensitivity: NOT PROTECTIVELY MARKED

Age:

Age profile of respondents

100%
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Just under half of all respondents said they were aged between 80-89 (46.15%). A quarter of
respondents reported to being aged between 70-79, with lower proportions reporting to be aged

below 70 and over 90.

Marital status:

Marital status of respondents

= Married = Widowed = Blank

Ethnicity:

Respondent ethnicity

9
— 5.77% 7.69%

h. - 9.62%
3.85% — 4 \

71.15%
= Asian - Indian = Black - Caribbean = White - British

= White - Irish = White - Other = Blank

Similar proportions of respondents reported to being
Married or'Widowed, at 48.08% and 44.23%,
respectively. Four respondents did not leave a response
and a number of options were left unticked (Civil
Partnership, Co-habiting, Divorced, Single, Prefer not to
say and Other).

The majority of respondents reported that their
ethnicity was White — British (71.15%), whilst a
further 3.85% said their ethnicity was White Irish
and 1.92% said that it was White — Other. The
second highest proportion of respondents
reported that their ethnicity was Black —
Caribbean (9.62%), followed by the proportion
that said they were of an Asian — Indian ethnicity
(7.69%).
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Religion:

In addition to ethnicity, respondents were also asked which religion they followed, if any at all. The
vast majority of respondents said they were Christian (including Catholic and Methodist), making up
78.85% of all respondents. Around 5.77% said they were Hindu, 1.92% said they were Sikh and
7.69% said they did not follow a religion. A further 5.77% left the question blank.

Sexuality:

Respondents were also asked about their sexuality, in order to see if there was any variation in the
access and experience of living with Dementia between people with different sexualities. However,
the vast majority reported their sexuality as Heterosexual/Straight (78.85%) and the remaining
21.15% either chose ‘Prefer not to say’ (4 respondents) or left the question blank (7 respondents).

Further Comments:

Further comments were also placed at the end of some of the hard copies of the survey. Three of
the comments were regarding completing the form, informing us that the person with Dementia was
unable to complete the form, so a daughter filled it out with the person with Dementia. The other
comment explained that the person with Dementia struggles to intercept letters and that due to
English not being their first language, carers can struggle to communicate and understand her needs.

50
Page 81



Sensitivity: NOT PROTECTIVELY MARKED

Survey for people caring for a person with Dementia

The survey aimed at carers generated 83 responses, 26 of the responses were done online and 57
were completed on paper. The 83 respondents consisted of 51 females, 24 males and 8 who either
left their gender blank or said that they preferred not to say. The people with Dementia, that the 83
carers cared for, consisted of 44 females, 28 males and 11 people whose gender was not disclosed.

What is your relationship with the person with Dementia?

What is your relationship with the person with Dementia?

40% 37.35%
st 33.73%
30%
SR 24.10%
20%
15%
10%

595 3.61%

1.20%
0% I -

Child Friend Other Spouse Blank

Respondents were asked what their relationship is with the person with Dementia that is cared for,
the vast majority of carers were close relatives to the people they cared for. The most common
relationship was ‘Spouse’, which made up 37.35% (31) of respondents, followed by carers that cared
for a parent, with 34.94% (29) saying that they were the child of the person they cared for. Just
under a quarter of respondents, 22.89% (19) of respondents said they were in the ‘Other’ category,
which included other relatives and care workers.

How long have you been caring for the person with Dementia?

How long have you been caring for the person with Dementia?
60% 56.63%

50%

40%

28.92%
30%

20%
9.64%
10%

2.41% . 2.41%
0% || | |

Lessthan 6 months  Between 6 months Between 1and 3 More than 3 years Blank
and a year years

Carers were asked how long they had been caring for the person with Dementia, more than half of
the 83 carers said they had been caring for more three years (47 respondents). Over a quarter said
they had been caring for between 1 and 3 years (24 respondents) and 9.64% said they had been
caring for between 6 months and a year. Only 2 respondents said they had been caring for less than
6 months and a further two left this question blank.
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Around 60.71% of carers that care for a parent said they had been caring for them for more than 3
years and 32.14% said they had been caring for between 1 and 3 years. More than two-thirds
(67.74%) of carers caring for a spouse said they had been caring for them for more than 3 years.

How old is the person with Dementia?

What is the age of the person being cared for?
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The majority (65.06%) of the people cared for by the respondents were aged 80 and over,
accounting for 54 respondents. Around a quarter of those cared for were aged between 70-79,
accounting for 21 respondents (25.30%). There were six respondents that said they were looking
after someone aged between 60-69 (7.23%). None of the respondents reported to be caring for
someone below the age of 60 with Dementia, however 2 respondents did not answer the question.

How would you rate your experience of getting information on services to support you when
caring for a person with Dementia?

How would you rate your experience of getting information on services to support you when caring for
a person with Dementia?

Very difficult | I ©.c:1%
Quite difficult | 37.35%
Neither easy nor difficult, just OK | N NN 33.73%
Quite easy [N 15.66%

Veryeasy [l 1.20%

Blank M 2.41%
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Carers responding to the survey were asked how they would rate their experience of getting hold of
information on services to support them when caring for someone with Dementia. The responses
were slightly skewed towards people finding it difficult to get hold of information, with ‘Quite
difficult’ getting the most responses, 37.35% of responses. The second most common response was
for ‘Neither easy nor difficult, just OK’, which was selected by 28 carers (33.73%). A further 8
respondents said they found it ‘Very difficult’, making up 9.64% of respondents. Only one
respondent found it ‘Very easy’ to get hold of information and 13 found it ‘Quite easy’.
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If you found getting information on services difficult, why?

If you found getting information on services difficult, why? - Number of reasons given
by each respondent
45%
e 38.46%
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A follow up question was asked, looking into the reasons why respondents may have found getting
information on services difficult, 21 respondents left this question blank. There were nine potential
reasons provided, including an ‘Other (please specify)’.category and respondents could select as
many as were appropriate. Around 38.46% of carers that found getting information difficult said
they only had 1 reason. The proportion of respondents that said they had 2 reasons was much
lower, at 7.69% and higher for respondents sayingthey had 3 or 4 reasons.

24
19
14
14

(o)

17

The most commonly selected reason for finding it difficult to obtain information on Dementia
services was ‘Not knowing where to get the information needed’, which was selected by 24
respondents, making up 38.71% of respondents that answered this question. The second most
commonly selected reason was ‘Not knowing who to ask for the information needed’, which was
selected by 19 respondents, (30.65%). The least selected reason was ‘The information was in a
format you couldn’t use (e.g. online only)’, selected by 5 respondents, making up 8.07% of
respondents. The ‘Other (please specify)’ option was selected 17 times.

Common themes from the comments provided by those that selected the ‘Other (please specify)’
option included respondents saying that difficulties were a mixture of the option and provided
specific examples of difficulties they encountered; lack of information provided around costs of care;
fragmented information and support services; examples of difficulties involving multiple services,
getting in touch with a certain support service was a ‘waste of time’ and that there is a lack of
concern for individuals with Dementia and carers.
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Which Dementia support services have you used?
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Respondents were asked to_identify which services they had used to support them to live well with
Dementia. This question had a free text box, so that'we could also explore which services
respondents thought supported them to live well with Dementia. The most commonly identified
service by respondents were Dementia Café’s, of which six individual Dementia Cafés were
identified. The second most common form of support identified by carers was Carer Support, which
was identified by 21 respondents. The least commonly identified services were GP’s, with only two
carers identifying them. However, it could be assumed that the majority of people that the
respondents cared for visit their GP on a regular basis, but would not list them as a support service
for Dementia.

Did you find accessing any of these services difficult?

A follow up question was asked looking to explore whether carers found accessing services difficult
and if so, why they found it difficult. Of the 21 carers that said they had used Dementia Café’s, the
majority said they had no difficulties accessing the service. However, two difficulties were detailed in
the responses in relation to difficulties accessing Dementia Café’s. One respondents commented
that the dates and times of Dementia Café’s made it difficult for them to access the service and
another respondents comment was unclear. Another respondent left a positive comment regarding
the Dementia Café’s, in which they suggested that the Café’s provided information which opened
doors to other services. A common theme among the answers for this question was that carers were
unable to get the information required to access services from professionals, requiring them to
either find the information themselves or get in contact with other support services to obtain the
information. Other recurring themes were the initial diagnosis at the GP taking too long delaying the
access to services, carers unable to contact either the service or the healthcare/social care
professional who is working them and carers unable to access online only information.

What type of Dementia support have you found most useful? And why?

Respondents were asked which type of support they found most useful and why. This question was
asked to explore what support carers find beneficial and the aspects of the support that has the
most effect. The types of support identified in the responses to this question were similar.
Respondents that found Dementia Café’s the most useful type of support said they found the social
aspects for people with Dementia useful. Carers also said Dementia Café’s helped lift spirits, gave
them somewhere to go and provided useful information. Respondents that found Carers Support
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and Agency carers most useful said that they supported carers with challenging tasks, provided a
break for carers and signposted to other support services. Carers said they found day care services
useful because they provide respite and provide other support such as personal hygiene. Memory
clinics were found to be useful to carers, however there was a lack of detail provided about which
aspects of Memory clinics were most useful.

Do you think there are any needs that are not being met by Dementia services?

Respondents were also asked in an open question, whether they thought there were any needs that
were unmet by current service provision. There was a diverse range of responses, however, some
key themes did emerge. Carers said there was a lack of support for carers when exploring their
options for services and care homes, with one respondent suggesting there should be a carers
information support programme that is run in other areas. A number of respondents said that there
was a lack of readily available information on what support was available to them, some saying that
the onus was on the carer to find the information themselves. A number of respondents said they
didn’t think the level of support provided was adequate and in particular that there was a lack of
quick response support either when newly diagnosed or in case of emergencies.

Are there any cultural or social barriers affecting the care you provide?

Respondents were also asked to comment on whether there were any cultural barriers that affect
the care that they provide. The majority of respondents, 68.67%, either ticked the ‘No’ box or left
the question blank, which means that just under a third of respondents, 31.33%, found that cultural
issues affected the care they provided. There were nine responses from carers with a BME
background, of whom six carers said there were cultural or social barriers. This suggests that those
from a BME background are twice as likely to face cultural'or social barriers that affect the care they
give, although it should be noted numbers were small. There were a diverse range of comments and
there were very few common themes. However, some themes which did stand out were that there
was a lack of support in different languages for both carers and people with Dementia, a lack of
Dementia friendly transport to/from services and a lack of understanding of the condition among
the community.

Demographic of carers and people cared for

Gender:

What is the gender of the carer and the person that is cared for?
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The majority of respondents (61.45%) said they were Female and around 28.92% said they were
Male. When asked about the people they cared for, the majority said they cared for a female
(53.01%) and around a third said they cared for a male (33.74%).
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Is your gender identity the same as the gender you were assigned at birth?

Is the gender of the carer and the person cared for the same as it
was at birth?
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The majority of respondents said their gender and the gender of the person they cared for was the
same as it was at birth, at 89.15% and 77.11%, respectively. There were 8 carers who either left the
response about their gender blank or preferred not to say and 18 carers who either left the response
about the person they cared for blank or preferred not to say.

Marital Status:
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Almost two-thirds of carers stated that their marital status was ‘Married’ (63.86%) and a further
12.05% said they were ‘Single’. Regarding the people cared for, the carers said that 39.76% of them
were ‘Married’, 33.73% were ‘Widowed’ and 19.28% of responses were left blank.

Do you have a disability which affects your day to day activities, which has lasted, or you expect to
last, at least a year?

Do you, the carer, consider yourself to Do you consider the person cared for
have a disability? to have a disability?
12.05%
9.28% 24.10%

1.20%
3.61%
2.41%
54.22%

19.28%

63.86%

mYes ®No = Notsure mPerfernottosay mBlank mYes ®No = Notsure mPerfernottosay mBlank

56
Page 87



Sensitivity: NOT PROTECTIVELY MARKED

Respondents were asked whether they considered, both themselves and the person they care for, to
have a disability. There were 53 carers, making up almost two-thirds of carers (63.86%), that stated
that they did not consider themselves to have a disability. There were 16 carers (19.28%) that
considered themselves to have a disability and the remaining 14 respondents (16.87%) either were
unsure, preferred not to say or left the question blank.

There were 45 carers that stated they considered the person they cared for to have a disability,
making up 54.22% of responses. A further 16 respondents (19.28%) said they did not consider the
person they cared for to have a disability and the remaining 22 respondents (26.51%) said they were
either unsure or left the question blank.

Ethnicity:
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Respondents were asked to describe their ethnicity as well as the ethnicity of the people they cared
for. The majority of carers said that their ethnicity and the ethnicity of the person they cared for was
‘White — British’,/making up 80.72% of carers and 73.49% of people cared for. Respondents stated
that around 6.02% of carers and 7.23% of the people cared for had an ‘Asian — Indian’ ethnic
background. A further 3.61% of carers stated that their ethnic background was ‘Black’ and 4.82% of
carers stated that the person they cared for had a ‘Black’ ethnic background.

Religion:
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Respondents were asked which religion they and the person they cared for followed. Around two-
thirds of respondents said that they (67.47%) and the person they cared for (66.27%), followed
Christianity. Around 10.84% of respondents said they did not follow any religion and 4.82% of
respondents said that the person they cared for did not follow a religion. Around 8.43% did not leave
an answer for their religion and 18.07% did not leave an answer for the person they cared for.
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Survey for Professionals working with people with Dementia

There were 24 responses from professionals that work with people with Dementia, of these
responses 19 were completed online and 5 were completed on paper.

What sector do you work in?

The most responses came from professionals
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There were 10 responses from professionals who

_ 2 8.00%  said they had a managerial role within their
_ 2 8.00% organisation, this made up 40.00% of the 25
_ 10 40.00%  responses. There were 4 responses from
_ 3 12.00%  Professionals who said they were volunteers within
_ 4 16.00% their organisation, two of whom stated that they
_ 2 3009 | Were volunteers at Dementia Café’s. There were
_ 5 ooy Wwocarers that responded to this survey, one of

whom also 'said they were also a volunteer at a
Dementia Café.

Brief description of service:

Respondents were also asked to provide a brief description of the service provided by the service
they worked for. The three responses from professionals that worked in the Health economy stated
that they provided:

e Dementia outreach service
e Provision of Dementia services across an acute hospital trust
e Work to improve the health and wellbeing of residents of the city

The responses from professionals that worked in Social Care stated that they provided:

e Community care for those living with Dementia, ranging from companionship to personal
care

e Advising carers and people with Dementia how to live will with Dementia, delivering carers
information support program and living well with Dementia programme for Dudley

e Domiciliary care for elderly within their own homes

e Day services

e Social care assessment for adults

The responses from professionals working in the private sector stated they worked for organisations
which run care homes, providing care for elderly and frail people, including those with Dementia.
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The responses from professionals working in the voluntary sector stated that they work for
organisations that provided:

e Services for people of all ages living with sight loss across the Black Country and
Staffordshire, which include a diverse range of on site and community based services with
the aim of nurturing independence, reducing isolation, building confidence and physical and
mental well-being. The service also provides residential care, including hospital to residential
packages.

e Dementia Café’s via Alzheimer’s Society UK

e Providing day care to visually impaired who have pan disabilities

e Provision of Dementia Café’s, Dementia support workers and providing access to the
National Dementia Hotline and online forum.

There was one respondent that said they worked in a Primary Care organisation, the respondent
stated that the organisation they worked for provided a day service for older adults with mental
health conditions.

Three respondents classed the organisation they worked for as ‘Other’, these respondents said that
their organisations provided:

e Aring and ride service transport service for people with limited mobility, to help individuals
maintain independence and quality of life

e Listening to the effects on carers living with a partner with Dementia, watching their
deterioration, acknowledging the impact on them and coming to terms with their loss

e Wolverhampton older adult mental health service

Age range you work with:

2 3 3 3 3
3 6 5 5 6
2 2 3 2 3
2 5 5 5 8
1 1 1 1 1
3 3 2 2 3
13 20 19 18 24

Respondents were asked what age range their organisation worked with and the following age
ranged were provided: 18-65 (working aged adults), 65-75, 75-85 and 85+. Out of the 24
respondents, 13 said their organisation worked with working aged adults (18-65), 20 worked with
65-75 year olds, 19 worked with 75-85 year olds and 18 worked with 85+ year olds. All three of the
respondents in the Health economy said that their respective organisations worked with people
aged 65-75, 75-85 and 85+, whereas only two respondents said they also worked with working aged
adults. There were six respondents who said they worked in a Social Care organisation, of which only
three said they worked with working aged adults, all six said they worked with 65-75 year olds, 5
respondents said they worked with 75-85 year olds and five said they worked with those aged 85+.
Out of the eight respondents that worked in the Voluntary Sector, only two said that their
organisation worked with working aged adults, whereas five respondents said their organisations
worked with people in the 65-75, 75-85 and 85+ age groups.
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There were two respondents that said their organisation worked with less than 4 individuals that are
living with Dementia, of which one respondent worked in Social Care and the other respondent
classed their organisation as Other. There were also two respondents who stated that their
organisation worked between 5-10 people with Dementia, of which one respondent worked in the
Private Sector and one in the Voluntary Sector. Only one respondent said their organisation worked
with 11-16 people with Dementia, which was a Social Care organisation, similarly only one
respondent said their organisation worked with between 17-19 people with Dementia, which was a
Voluntary Sector organisation. Two-thirds of respondents said their organisation worked with more
than 20 people with Dementia. Of the 16 respondents that said their organisation worked with more
than 20 people with Dementia, five worked in the Voluntary Sector, four worked in Social Care and 2
respondents each worked in the Health economy, Private Sector and in an Other sector. The only
respondents from a Primary Care setting reported to work with more than 20 people with Dementia.

What are the referral routes into your service?

There were 56 referral routes identified by the 24
respondents. Due to the question requiring a free
text response, the responses needed to be
categorised into over-arching categories. The most
common referral route was identified as Local
Authority, which includes Social Care and other
parts of the local authority. Local Authority was a
referral route identified by 10 respondents. Self-
referrals and ‘Anyone can refer’ were identified by 8
respondents each. NHS Hospitals were identified by
6 respondents, including one respondent who
identified a specific ward that refers into their
service. Referrals by GP’s was also a commonly
identified route into services, identified by 5
respondents. NHS BCPFT, who operate memory
clinics, were also identified by 4 respondents as a
common referral route.
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How do you manage demand for your service (if applicable)?

Respondents were asked how they
managed the demand for their
service, if applicable. This question
had some potential answers
provided, including an ‘Other’
option. There were 34 methods
selected by the 24 respondents,
although 8 respondents did not
make a selection.
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The most selected method of controlling demand was ‘Refer to other organisations for extra
support’, which was selected by 8 respondents. The respondents who selected this option worked in
a variety of areas, such as Social Care, in the Health economy and the Voluntary Sector. The second
most selected option was ‘Criteria’, which means that clients must meet the criteria that a service
has set to receive their support. Seven respondents selected Criteria‘as a method of managing the
demand for their service, who worked in a variety of areas, including the health economy, social care
and the voluntary sector. ‘Waiting lists’ was also a common method, selected by 6 respondents. Four
respondents selected the ‘Not applicable’ option, which suggests that they have the capacity to deal
with the demand for their service and do not need to implement any of these measures. The two
respondents that selected ‘Other’ provided some further comments on the question, one
respondent said their service works on a ‘First come, first served basis’ and the other respondent,
working in social care, said they operate a continuous recruitment policy, but it is not clear whether
this is in relation to staff or clients.

For the adultsdiagnosed with Dementia you see in your service, do you think their additional
needs are being met?

Respondents to this survey were asked if the additional needs of adults they see with Dementia
using their service were being met. Six respondents said they thought the additional needs were
being met, nine respondents said they did not think additional needs were being met and eight of
them left comments. Ten respondents did not select an answer, although one respondent did leave
a comment.

The themes which arose from the comments written by respondents that did not think additional
needs were being met were:

e Services are not able to proactive when personalising their services for individuals with
Dementia

e Care assessments do not achieve helpful outcomes

e Many individuals with Dementia are isolated due to a lack of social facilities

e lack of provision for under 65’s with early on-set Dementia

e Smaller services do not have the time to spend therapeutically with patients

e Need for a carers information program and living well with Dementia program that is run in
Dudley.

In your view, do you provide a service which meets the needs of adults diagnosed with Dementia

currently using your service?
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Respondents were also asked whether the service they provide meets the needs of adults with
Dementia that are currently using their service. Fourteen respondents said they thought their
service did meet the needs, whilst four stated they did not think the needs were being met and 5
respondents left the question unanswered.

The common themes which arose in the comments from respondents that thought their service met
needs of adults using their service were:

e Provision of a personalised service that consider the individuals needs

e Providing the opportunity for social engagement for people with Dementia

o Well trained staff help meet the needs of people with Dementia and good access to GP’s and
interdisciplinary teams.

One respondent said that they thought their service met the needs of their service users, but the
comments suggested that this may change in the future. The respondent’s concerns were:

e Decisions are based on finances rather than clinical needs of people with Dementia

e Managers do not consider the vital opinion of clinicians

o Loss of resources and poor relationships with partners leading to loss of multi-agency
working

e Currently the only place where an accurate diagnosis of Dementia can be made

The themes which arose from the comments left by respondents that did not think needs of adults
using their service were being met were:

e More courses and information programmes are required for carers and people with
Dementia to inform them about the condition-and services available to them

e More personalisation and consideration of anindividual’s needs are needed by services

e A Dementia Café is required that is aimed at younger people with Dementia

e More staff and multi-agency working are required

Are there any key issues or needs for the adults diagnosed with Dementia you currently work
with, which you don’t provide, but wish to or someone else could deliver?

Respondents were asked whether they are aware of any key issues or needs for adults with
Dementia that they work with, that they cannot support and would either like to support or
someone else could support. Of the 24 respondents, five did not leave a response, eleven responded
that they were aware of issues and needs and 8 respondents said they were not aware.

The common themes that arose from the comments provided by respondents who said they were
are of issues and needs that they are not able to support were:

e Being able to raise more awareness of local services available to support people with
Dementia

e Provision of forward thinking activities that socially stimulate people with Dementia rather
than just ‘holding them’

e Provision of more support for carers/family, including a sitting service to give carers a break
and the Carers Information and living well with Dementia programs that are run elsewhere
in the Black Country.

e Provision of services aimed at people with Dementia aged under 65
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Are you aware of any changes or new trends in the needs for your current clients over the next 3-5
years?

Has your service got the right skill mix and capacity to meet this future need?

Respondents were asked whether they were aware of any changes or new trends over the next 3-5
years, in the needs of their current clients. Those that answered yes to this question were asked a
follow up question, exploring whether services had the right skill mix and capacity to meet these
future needs. Respondents who answered no to the follow up question were asked to elaborate on
what they required to be prepared to meet the future need.

Twelve respondents said that they were not aware of any changes or new trends in the needs for
their current clients. Whilst, seven respondents stated they were aware of changes or new trends
and six did not respond. Although there were seven respondents who were asked to answer the
follow up question, there were 14 responses.

There were 5 respondents that said ‘Yes’ their service had the right skill mix and capacity to meet
the future need and 9 said they did not have the right skill mix and capacity. Those that said they did
not-have the right skill mix.or capacity were asked to-elaborate on what they would-need to be
prepared to meet future need. The comments provided were:

e Services need to be prepared to work with'more clients, due to an aging population and be
able to provide an accessible service with the needs of the customer at the centre

e Forward thinking community based outcomes, activities, support services and training to
enable staff to help people continue to connect with the world

e Increase of capacity to provide support from point of diagnosis

e More support and training for staff, especially lower graded staff

e More local services

e Better.informed staff

e More senior medical staff

Beyond the adults diagnosed with Dementia currently using your service, are there any further
groups of adults diagnosed with Dementia that you feel would benefit from extra support from
your service?

Respondents were asked whether there were any people with Dementia, beyond those that
currently use the service, that would benefit from extra support from their service. Eleven of the
respondents said ‘No’ and eight respondents said ‘Yes’ and five respondents did not answer the
guestion. Respondents that said they did think there were people with Dementia that would benefit
from extra support from their service were asked to elaborate on their answer. The themes which
arose from the comments were:

e People with early on-set Dementia

e People with limited mobility

e People with vision impairments, due to the lack of awareness among services about the link
between Dementia and sight loss.

e Carers

e Ethnic minorities

Are there adults who don’t meet your service criteria but you think need some sort of support by
your service?
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Respondents were also asked whether there were any adults that did not meet their services criteria
but they thought would need some support from their service. Four respondents said there were
people that did not meet their service criteria that would need support, 12 said there were not any
and 8 respondents did not answer the question. The four respondents that said there were adults
who would need support were asked to elaborate on their answer, their comments included:

e Aging learning disability adults whose nursing needs are increasing and they are also a
minority group that do not receive the appropriate care in hospital and most nursing homes

e Those in the early stages of Dementia, service provision could enable them to plan for the
future and maintain independence

e Those who cannot afford to pay for the service

Are there any services or support you think your clients need, which are not being met by other
services, including secondary diagnosis?

Respondents were asked whether there were any services or support that service users needed, but
were not being provided by other services. Six respondents said there were services and support
needed by their clients but were not being provided, 11 respondents said there were not aware of
any and 7 respondents did not answer the question. The six respondents that said there were
services and support not provided were asked to elaborate on their answer. Their comments
included:

e More community based options are required, because people keep being referred into the
same services

e More one to one support, rather than group support

e C(Clients with Dementia who have been hospitalised are not consistently assessed prior to
discharge to ensure correct and appropriate care/support is in place, considering their
reason for hospitalisation

e _Other health care professionals may reassess clients, but no other help is provided even if it
is deemed necessary

e Services for people with alcohol-related brain damage

e Because of the evidence between Dementia and sight loss, there needs to be a link between
specialist organisations to ensure appropriate interventions are provided

Are there any social or cultural issues which need addressing to work with your current or any
potential future adults diagnosed with Dementia?

Respondents were asked whether they thought there were any cultural issues that needed
addressing to work with current clients or any future clients with Dementia. Eight respondents said
there were some cultural issues that needed addressing, 12 respondents said there were no cultural
issues and 4 respondents did not answer the question. The eight respondents that said there were
some cultural issues were asked to elaborate on their answers, the comments include:

e Meeting cultural and religious needs by creating more links with religious organisations

e Encourage people with BME backgrounds to use services

e Need to reach out to hard to reach communities, such as homeless and LGBT communities

o Need a more ethnically diverse specialist workforce

e Improve awareness of services among communities where sight loss might be more
prevalent.
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