1.1

2.0

2.1

2.2

3.1

3.2

3.3

St Helens Council

Overview and Scrutiny Commission

Is St Helens a Dementia Friendly Borough?

April 2016

Purpose

To present the findings of the Scrutiny Task Group that examined the Council’s
approach to ensuring that the borough of St.Helens is working towards being a
Dementia Friendly Borough.

Introduction

In January 2016, members of the Overview and Scrutiny Commission requested that
a small task and finish group be formed to review if St.Helens is a Dementia Friendly
borough, what has been undertaken and what work is currently underway within the
Council and with our Partners.

Councillor Anthony Burns took part in a one off exercise and met with Sue Forster —
Acting Director of Public Health, Pauline Mc Garth - Assistant Director for Schools &
Social Care Support and Matt Davies — Public Health Programmes and
Commissioning Manager, also Steve Holdsworth, Dementia Action Alliance North
West Coordinator, and Tish McKee and John Kelly from Looking Forward Dementia
Support Group.

Background

What is Dementia?

The word ‘dementia’ is an umbrella term and refers to a set of symptoms that occur
when the brain is damaged by a disease like Alzheimer’s or by small strokes and

does not describe a certain medical condition.

Symptoms may include:

> difficulties with memory and thinking

> difficulties with completing or initiating everyday tasks, such as going the bank
or making lunch

> problems with communication and language

> difficulties with perception, looking at reflections

Conditions which cause dementia are usually progressive, and symptoms worsen
over time. Every experience of dementia is different including rates of progression
and symptoms. There is currently no cure for dementia, but with help and support,
people with dementia can live well and carry on with their lives. The Dementia Action
Alliance estimates that there are 850,000 people living with dementia in the UK and it
costs the economy £26.3 billion a year. The Equality Act 2010 recognises dementia
as a disability.
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The Council has a key role in supporting St.Helens in becoming a dementia friendly
borough. In the services it commissions, working with key health partners, housing
associations, individual and voluntary groups and ensuring that its staff are aware of
the difficulties people with dementia may encounter.

The St.Helens Joint Strategic needs Assessment (JSNA) 2015 executive summary
states that “The rate of mortality from mental and behavioural disorders (mainly
dementia) has almost doubled for both and women in St.Helens since 2008” and ‘in
the next 25 years the number of residents in their 80s is expected to almost double,
from 6,700 in 2012 to 12,800 in 2037. The number of residents in their 90s is
expected to almost triple from 3,600 to 9,700” which will increase the number of
people dementia. 1 in 10 deaths in St.Helens in 2014 were due to Dementia or
Alzheimer’s.

Dementia Friendly Communities

Alzheimer's Society's Dementia Friendly Communities programme focuses on
improving inclusion and quality of life for people with dementia in a number of ways.
One of these ways is through the Dementia Friendly Communities recognition
process, which encourages communities to sign up and work towards becoming
dementia-friendly.

What is the Dementia Friendly Communities Recognition Process?

The recognition process enables communities to be publicly recognised for their work
towards becoming dementia-friendly. The process asks communities to commit to
delivering change and is structured around 2 key documents:

o The BSI Code of Practice for dementia friendly communities and;
e The foundation criteria for dementia-friendly communities

The BSI Code of Practice for Dementia Friendly Communities

Code of practice providing guidance and structure for communities around what
‘dementia-friendly’ looks like and what the key areas for action are in working to
achieve a dementia-friendly community, including:

arts, culture, leisure, and recreation
businesses and shops;

children, young people and students;
community, voluntary, faith groups and
organisations;

emergency services;

health and social care;

housing; and

transport

The Foundation Criteria

The seven foundation criteria help a community to understand the way that their
dementia friendly community should be structured and outlines the need for
leadership, infrastructure (in the form of the Local Dementia Action Alliance model,
LDAA ) and involvement of people affected by dementia.

1. Make sure you have the right local structure in place to maintain a sustainable
dementia friendly community e.g. such as a DAA
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2. ldentify a person or people to take responsibility for driving forward the work
to support your community to become dementia friendly and ensure that
individuals, organisations and businesses are meeting their stated
commitments

3. Have a plan to raise awareness about dementia in key organisations and
businesses within the community that support people with dementia

4. Develop a strong voice for people with dementia living in your communities.
This will give your plan credibility and will make sure it focuses on areas
people with dementia feel are most important.

5. Raise the profile of your work to increase reach and awareness to different

groups in the community.

Focus your plans on a number of key areas that have been identified locally

Have in place a plan or system to update the progress of your community

after 6 months and one year

No

Key components to helping achieve Dementia Friendly Communities are creating
Local Dementia Action Alliances, Dementia Friends and Dementia Friend
Champions.

Findings
Dementia Friends

The Alzheimer’'s Society has launched an excellent campaign aimed at enrolling
everyday people from all backgrounds into becoming Dementia Friends and raising
awareness of the condition.

The Alzheimer’'s Society along with Public Health England has enrolled more than
one and a half million people (April 2016) to become a Dementia Friend. By 2020 the
goal is to have enrolled 4 million Dementia Friends across the country.

The Council’s Public Health team have promoted the Dementia Friends scheme
across not only within the Council but the borough as a whole. The information
sessions, both face to face and an on-line short awareness session has been made
available to staff via the Councils intranet.

What is a Dementia Friend?

A Dementia Friend learns a little bit more about what it's like to live with dementia
and then turns that understanding into action - anyone of any age or background can
be a Dementia Friend. Training can be either a face-to-face Dementia Friends
Information Session or by an online video. Dementia Friends is about learning more
about dementia and the small ways you can help, this could be as simple as telling
friends about being a Dementia Friend or visiting someone you know living with
dementia, every action counts in making people living with dementia lives a little
easier.

Information Sessions

Dementia Friends Information Sessions are run by volunteer Dementia Friends
Champions, who are trained and supported by Alzheimer’s Society. Each short
Information Session teaches about dementia and how people can help to create
dementia friendly communities.
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Online video

The online video shows a person who is living with dementia and teaches more
about what it is like to live with the condition. People can also can sign up for the
‘Little Book of Friendship’, a resource pack which contains information and tips on
how we can support those living with dementia to feel a part of our communities.

What is a Dementia Friends Champion?

A Dementia Friends Champion is a volunteer who encourages others to make a
positive difference to people living with dementia in their community. They do this by
giving them information about the personal impact of dementia, and what they can do
to help. There are approximately 10,500 volunteer Dementia Friends Champions
nationally.

In April 2015 a Dementia Friends Champion training session took place at St Helens
Town Hall, in which 25 champions where trained. Participants included officers from
St Helens Council / Clinical Commissioning Group, as well as people from local
organisations (including St Helens and Whiston Hospitals) and people from outside of
St Helens. Since then efforts have been made to create a St Helens Dementia
Friends Champion working group in which local champions can support each other
and coordinate efforts to delivering information sessions in St Helens. There have
been two meetings to date.

Information sessions regularly take place across St Helens, delivered through
organisations such as St Helens Council, Helena Partnerships and individual /
independent Champions. In December 2015 St Helens Council partnered with St
Helens Star to deliver a campaign to increase the number of dementia friends and
the membership of the Dementia Action Alliance. Each month an article was released
with a personal story of a St Helens resident whom is affected by dementia in one
form or another.

At the start of the campaign approximately 3000 residents were registered as
dementia friends, accumulated since 2013, and the latest figure as of April 2016 is
just over 7000. The initial target for the session was 8000 by June 2016. It was
agreed that a more strategic target area was required both within the Council and
within the community and businesses to ensure the message is delivered from the
top.

St.Helens Dementia Action Alliance (DAA)

The St Helens DAA is made up of organisations across St Helens working together to
radically improve the lives of people living with dementia and their carers. Any
organisation that operates in St Helens is able to join the St Helens DAA with
meetings taking place bi-monthly.

Alliance Members:

5 Boroughs Partnership NHS Foundation Trust
Alzheimer’s Society — Cheshire North and St Helens
Anchor

Fairfield Independent Hospital

Frodshams Solicitors

! Dementiafriends.org.uk
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Hargreaves Dementia Trust

Helena Partnerships

Home Instead St Helens

RC Archdiocese of Liverpool

St Helens & Knowsley Teaching Hospitals NHS Trust
St Helens Council

The Pilkington Family Trust

North West Ambulance

St Helens Rugby Club

Age UK

Steve Holdsworth, the Co-Ordinator for Merseyside and Cheshire DAA explained the
role of the alliances and the importance of supporting local groups and businesses
within them. Members of the alliance are asked to commit to three actions within
their organisations to help make their business more aware and dementia friendly.
Actions need to be achievable, and can be as simple as committing to a set number
of staff attending meetings and training, or looking at their premises and seeing what
small changes could be made to help people living with dementia access their
services with ease.

Each DAA is unique to its community, meeting regularly they raise awareness
promote partnership working and bring people together. People living with dementia
and their carers are also involved with the DAA. The DAA is currently chaired by the
Councils Assistant Director for Schools & Social Care Support, although this is
currently being reviewed to enable another Chair to take the lead.

What’s it like living with Dementia?

We met with John Kelly who is living with dementia and who has also established the
Looking Forward Dementia Support Group. John explained his story to the task
group about how he and people around him first noticed his actions were changing to
his diagnosis of vascular dementia.

At first John didn’t understand his diagnosis until his wife fully explained, John also
explained to the task group how wonderful and supportive his wife is.

John discussed a time when he was in the supermarket without his wife and he went
to look for an item where he last knew it was displayed. The item wasn’t there and
John stood there looking at the shelf not knowing what to do. A sales assistant
noticed John’s behaviour and asked if they could help him. When John described
what had happened and what he was looking for the sales assistant explained the
product had been moved and showed him to the correct aisle.

John said that when someone comes to help him like the sales assistant above it
makes all the difference to how he deals with everyday tasks and that help like this is
very important to people living with dementia.

Looking Forward Dementia Support Group encourages the awareness of dementia
by holding meetings where people living with dementia can meet and talk about their
experiences. The group organises day trips for people and their carers and John
takes part in public speaking events to raise awareness of dementia, working with
adults and children alike.
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Working with Young People

Public Health have undertaken a Dementia Friends information session with a
secondary school in the borough, this was well received and the task group hoped
that this could be delivered to more schools across St.Helens. In addition,
organisations such as The Scout Association have on line training that is aimed at
younger children. This could be a useful base if developing something for our
schools to utilise.

Public Health’s Role

Dementia Friends uptake in St Helens is being coordinated through Public Health.
Various approaches are currently undertaken in the Council with staff currently
encouraged to become a Dementia Friend via mass email directing to a St Helens
specific log in to dementiafriends.org.uk or by attending or requesting a face to face
session. Known council sign ups are currently at over 300 employees. Public Health
are working with local Dementia Friends Champions to try and coordinate the set up
and delivery of face to face sessions to local organisations and members of the
public. To further support this a campaign has recently been undertaken in which in
less than 6 months the number of Dementia Friend’s has increased from just over
3000 to over 7000.

Commissioning of services in St Helens that focus on the prevention and
management of conditions. There is no certain way to prevent all Dementias;
however, a healthy lifestyle can significantly help to lower the risk of developing many
Dementias. Public Health commission services to improve lifestyles, particularly
services geared at reducing cardiovascular diseases, such as stroke and heart
attacks, which are contributors to the cause of Vascular Dementia. For example
service users can access specialist support to stop smoking, increase their activity
levels, improve eating habits and reduce their alcohol intake. Service users with
Dementia can also access support to help them remain active and mobile which can
contribute to them remaining independent and slowing the impact/onset of dementia.

A healthy blood pressure is pertinent to the prevention of Vascular Dementia.
Alcohol, diet, obesity, and smoking can all cause hypertension. Public Health
commissions the mandated NHS Health Checks programme which specifically aims
to identify and reduce cardiovascular risk by screening for the aforementioned
lifestyle factors as well as cholesterol and blood pressure. The programme is
targeted at residents aged 40 — 74 years old without a pre-existing condition.

A Cheshire and Merseyside wide Hypertension Strategy will also soon be adopted
across St Helens with a key focus on raising the awareness of the issue and
increasing opportunities within the community to identify hypertension.

Public Health also supports the Dementia Action Alliance with attendances at the
ongoing meetings and contributing to achieving set actions and objectives. This
includes actively supporting the recruitment of new members to the DAA.

Partnership Working

Health and Wellbeing Board Dementia Sub Group is made up of partners from Adult
Social Care and Health, Clinical Commissioning Group, Public Health, Alzheimer’s
Society, Helena Partnerships and local service providers to develop actions and
strategies to improve local support to people with dementia and their carer/s. Much of
this work is in response to the Prime Ministers Dementia Challenge. The group works
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to ensure improvements in diagnosis rates and waiting times for assessments as well
as support post-diagnosis, be that around housing, therapy, support for carers
through to those at a stage in need of end of life care.

Currently 91% of people with dementia in St Helens have received a diagnosis, which
means there are currently over approximately 179 people still without diagnosis and
thus still not receiving support. However St Helens is currently performing higher than
across England. Of the national estimated number of people with dementia, 66.1%
have a dementia diagnosis?. St Helens also has higher diagnosis rates for dementia
than CCG’s across Cheshire and Merseyside which ranges from 65.6% in South
Sefton to the next highest rate in Knowsley of 77%.

Conclusions

It was evident that everyone involved with working towards raising the awareness of
dementia are very passionate about their work. There is a great deal of work being
undertaken, both within the Council and externally. However, we are only at the start
of the journey and need to ensure that the excellent work currently being carried out
is kept up and even increased to ensure that services and awareness amongst the
public will meet the demand in future years.

The Dementia Friends campaign is proving very effective and numbers of people
taking part are increasing month on month both locally and nationally. However, it
would be beneficial if Councillors and Council Chief Officers could undertake a brief
Dementia Friends Information session to enable them to fully understand the
campaign, learn more about dementia and the potential issues faced by people with
dementia and their carers and be able to actively encourage staff and residents to
take part in becoming a dementia friend.

Those affiliated with St Helens Council (employees, members, chief officers) can log
on at https://www.dementiafriends.org.uk/DF_WEBC_PartnerVideos?page=videos-
for-organisations#.VxZDXCjp-Hg and enter code StHelensCouncil123 to become a
Dementia Friend. Residents should be encouraged to visit Dementiafriends.org.uk to
get involved and become a Dementia Friend.

The role of a Councillor dementia champion could also be utilised to encourage other
local Councillors to engage with the work of the Alzheimer’s Society and to be an
ambassador for the Council. It was evident that more dementia champions are
required from all levels of staff to ensure maximum effectiveness of the awareness
campaign.

We heard that the Dementia Action Alliance is providing a valuable service to the
borough, its residents and businesses. We would like to see this work grow and
continue and support from the Council is imperative for this to happen. Council
Officers already working in partnership with the DAA and other local organisations
enrolled as part of the DAA, do so in a dedicated way and this work will inspire other
local partners and business to do the same.

During this work it is important that when setting up services, support groups,
working with local businesses to make small simple changes that the thoughts and
comments from people living with dementia and their carers are sought to ensure
things are changed for the positive.

2 NHS England Oct 2015 based on Aug 2015 data
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The voluntary work undertaken by local people is inspiring to everyone involved in
raising the awareness of dementia. It allows people living with dementia to meet and
talk to others alike and gives people hope when understanding their diagnosis. The
task group would like to thank John Kelly for talking to them and sharing his
experiences and knowledge and we hope that his good work carries on for many
years to come and reaches the people that need support.

The work undertaken at a local secondary school in conjunction with Public Health
worked very well, children of all ages would benefit from dementia awareness
sessions at a level to suit their age, either face to face or on-line. Almost all children
have grandparents or maybe even elderly parents that may be living with dementia.
Awareness training and support for children would be well received and could make
all the difference to the child’s life and the adults involved.

The prevention work undertaken by the Councils Public Health and Peoples Services
Department is most valuable to ensure that people are aware of the issues
associated with dementia and helping to maintain a healthy lifestyle. Projects include
many sessions and support provided by the Healthy Living Team, interventions
provided by Addaction and sports sessions provided by Sports Development
specifically to older people and also including a class with people who have
Dementia.

6.0 Recommendations

That regular updates be provided to the relevant Scrutiny Panel on the progress of the
work being undertaken around dementia.

That dementia friends information sessions be delivered to all Councillors and Chief
Officers, including personnel experiences from people living with Dementia, to enable
encouragement to other staff to join training sessions.

That a Councillors dementia champion be appointed and that every Councillor
promotes the dementia awareness, with the assistance of Public Health, within their
wards amongst businesses and community groups.

That Council staff be continually encouraged to become dementia Champions to
enable the information sessions to be delivered to a wider audience.

That dementia friends information sessions be included as part of staff and Councillor
inductions.

That Consideration be given to making dementia friends information sessions a
compulsory on-line module.

That dementia friend’s information sessions be delivered to all school age children
within the borough.

Consideration is given within all aspects of dementia awareness work to obtaining the
thoughts of people actually living with dementia.

That all Council Departments work towards becoming Dementia Friendly.
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That all council departments who commission local providers (across sectors)
incorporate becoming dementia friends into contracts/SLA’s/service requirements.

That, where possible, local businesses and other organisations are made aware of the
dementia friends campaign and acknowledged for any good practice undertaken.

That the excellent work being undertaken is promoted by the Councils press office on a
regular basis.




Rec
No

Recommendation

Responsible Officer
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That regular updates be provided to the relevant
Scrutiny Panel on the progress of the work being
undertaken around dementia.

That dementia friends information sessions be
delivered to all Councillors and Chief Officers,
including personnel experiences from people living
with Dementia, to enable encouragement to other
staff to join training sessions.

That a Councillors dementia champion be appointed
and that every Councillor promotes the dementia
awareness, with the assistance of Public Health,
within their wards amongst businesses and
community groups.

That Council staff be continually encouraged to
become dementia Champions to enable the
information sessions to be delivered to a wider
audience.

That dementia friends information sessions be
included as part of staff and Councillor inductions.

That Consideration be given to making dementia
friends information sessions a compulsory on-line
module.

That dementia friend’s information sessions be
delivered to all school age children within the
borough.




Consideration is given within all aspects of dementia
awareness work to obtaining the thoughts of people
actually living with dementia.

That all Council Departments work towards
becoming Dementia Friendly.

10

That all council departments who commission local
providers (across sectors) incorporate becoming
dementia friends into contracts/SLA’s/service
requirements.

11

That, where possible, local businesses and other
organisations are made aware of the dementia
friends campaign and acknowledged for any good
practice undertaken.

12

That the excellent work being undertaken is
promoted by the Councils press office on a regular
basis.




