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Forward
We are committed to working towards a dementia friendly Inverclyde.

Most people will know somebody who has dementia, either a member of their family,
someone in their neighbourhood or wider networks. Some people will spend time in
hospital, nursing home or residential care, many people with dementia will live at
home. The more people with dementia can remain engaged with their communities,
using their skills and their confidence, the better their quality of life will be. This also
supports their continuing contribution to our community.

Communities that are dementia friendly have more opportunity to support people in
the early stages of dementia, maintaining and boosting their confidence and their
ability to manage everyday life.

What is good for people with dementia is good for everybody. Places and
neighbourhoods that provide good housing transport and facilities will not only be
more dementia friendly, but will also make life easier for everyone.

The number of people living with dementia in Inverclyde will increase over the next
20 years. This is due to an aging population, lifestyle factors and improvements in
identifying and diagnosing dementia. At 2013 in Inverclyde there are 1385 people
predicted to have dementia. Dementia mainly affects older people however, it can
affect younger people and in Inverclyde there are 49 people under the age of 65
predicted to have dementia.

We know dementia increases with age and in the context of the demographic
changes across Scotland’s whole population there is a strong national focus on the
needs of people with dementia, their families and carers. We have worked towards
recommendations and directions set out in Scotland’s National Dementia Strategy,
published in 2010 and this strategy incorporates additional priorities and actions
anticipated in the second national strategy to be published later this year.

There is considerable work being undertaken within the Inverclyde Community
Health and Care Partnership through a range of change programmes which will have
an impact on people with dementia, their families and carers. This strategy will seek
to influence these change initiatives in order that a coordinated approach is achieved
to maintain our commitment to people with dementia, their families and carers.

This strategy and high level action plan builds on work well underway in Inverclyde,
and aims to raise the profile of dementia as a strategic concern, which seeks to
promote inclusion and improve outcomes for people with dementia, their families and
carers throughout the lifespan. We are basing the strategy on key outcomes for
people with dementia, their families and carers. We have identified four themes on
which the action plan is based, and identified areas of improvement work which will
help deliver our outcomes.

The overarching aim of the strategy is to ensure that our community embraces
people with dementia, and services are developed which have direct relevance to
people with dementia, providing care and support appropriate to need and demand.



It is recognised that services need to be flexible, local and delivered by appropriately
skilled and supported staff to ensure a good quality of life for people with dementia,
their families and carers.

There are many things that can be done to support people with dementia to remain
independent and participate in a range of activities to contribute as active citizens.
Our challenge is to create the opportunities to enable people to live well with
dementia. We recognise that this strategy will be a dynamic process.

The strategy was launched in April 2013, developed in partnership by the Dementia
Strategy Working Group; members of the group were looking to improve dementia
care across Inverclyde to plan for the future, anticipating the increase in the numbers
of people with dementia, their families and carers within Inverclyde. The drafting of
the strategy, adopting an inclusive approach, encouraged participation from a wide
range of stakeholders during the consultation process.

On 26™ April 2013 Inverclyde CHCP published the draft strategy at a launch event in
Greenock Town Hall. The event enabled the voice of users and carers to be
represented with contributions from people reflecting the lived experience. The
published document invited all interested stakeholders to comment on the draft
strategy to see if the outcomes identified were the correct ones, and invited all
interested parties to offer their views on how the outcomes might be achieved.

The formal consultation took place over a sixteen week period involved a range of
opportunities for people to contribute. This included direct responses to a survey,
and via a number of focus groups, facilitated by our partners and third sector
organisations.

We would like to thank all those who have shared their experiences and ideas in
developing Inverclyde’s Dementia Strategy, and who responded to the consultation.

The Dementia Strategy and action plan will be taken forward through the Dementia
Strategy Forum Implementation working group.

Inverclyde Dementia Strategy Forum Working Group.
November 2013
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1. Introduction

The Community Planning Partnership vision for Inverclyde is Getting It Right for
Every Child, Citizen and Community. This means the Inverclyde Alliance will work in
partnership to create a confident inclusive Inverclyde with safe, sustainable, healthy,
nurtured communities and a thriving prosperous economy, with active citizens who
are resilient respected and responsible and able to make a positive contribution to
the area.

The aim is that our communities are more capable and resilient and are co-
producers in achieving positive outcomes for themselves, moving away from
dependency to self reliance.

The Single Outcome Agreement and partnerships are committed to

o All older people living in Inverclyde have healthy, productive, active and
included lives preferably living in their own homes with access to the services
they need, when they need them

e All our communities have good mental health and wellbeing integral to the
achievement of all the local outcomes for Inverclyde.

e There is high level political commitment to working towards a Dementia
Friendly Inverclyde.

We intend to develop specific elements of the single outcome agreement to raise the
profile of people with dementia, their families and carers. Taking a wider perspective,
community capacity building will enable people to avoid social isolation and live more
independently.

On this basis this strategy sets out Inverclyde’s response to Scotland’s National
Dementia Strategy. Its purpose is to outline what services for people with dementia,
their families and carers exist at present, what we want to develop, identifying where
we think there are gaps.

The Inverclyde Dementia Strategy Forum, established in 2012, includes a wide
range of statutory, non-statutory representatives, within its membership.

We have drawn on the experience and knowledge from forum members in
developing this strategy and action plan. The action plan has been developed in
partnership to ensure the specific needs of people with dementia, their families and
carers are articulated and represented. The Inverclyde Dementia Strategy Forum will
continue to have a lead role in helping to develop the services and increase
knowledge and skills regarding dementia within Inverclyde.

In January 2013 the Inverclyde Dementia Strategy Forum spent the day as a group
to consider the needs of people with dementia their families and carers in Inverclyde.
The outcome of the event evolved into this outline strategy document. Our strategy is
based on a whole system understanding of the inter-relationship between the



services and the support people with dementia, their families and carers need and
receive, in context of the community in which we live.

2. Aim of the strategy

The primary aim of the strategy is to ensure that significant improvements are made
to the lives of people with dementia, their families and carers.

The strategy is underpinned by 4 objectives and 6 strategic outcomes, which will
contribute to influencing action on dementia.

Improve Dementia Awareness and Knowledge
Improving Community Inclusion

Early Diagnosis and Support

Living Well with Dementia

. Improve coordination, collaboration and continuity of care across services

. Improve access to services

. Improve flexibility of services

. Improve capacity of services to be responsive

. Increase awareness of dementia in the general public and community

. Increase opportunities for people with dementia, their families and carers to
contribute to service planning.

OO WN -

Our Commitment to Older People Living in Inverclyde

Our commitment to Older People living in Inverclyde, as set out in the Inverclyde
Community Health and Care Partnership Older People’s Strategy, is that they
should:-

e Feel valued and respected as part of their community

e Be able to live a full and active life in safe and secure surroundings

e Have every opportunity to remain independent, to have freedom of
choice and control over how they live their lives

o Be treated with dignity, courtesy and consideration

e Get timely access to the right level of support, information and
intervention at times of crisis or transition

The belief that most people, including those with complex care needs, can and would
prefer to be supported in their own homes underpins this commitment.

3. Why do we need a strategy?

The development work being undertaken in respect of dementia is informed by
Scotland’s National Dementia Strategy, which was published by the Scottish
Government in June 2010. This was a three year strategy which identified the
challenges and key actions to support change to improve the outcomes for



people with dementia and their families. Within this two key areas for service
delivery change were prioritised to improve support after diagnosis and improve
care within the general hospital. The strategy emphasises the need for change
across the whole system of health and social care to address these challenges.

The Scottish Government’'s second National Dementia Strategy is due to be
published later this year. We anticipate the Scottish Government will
consolidate work taken forward since 2010, and identify areas where extra
support and leverage is needed to support service change. With an increased
focus on:

e Health improvement

e Supporting people to live independently

e Nurturing dementia friendly communities and

e Safe, appropriate and dignified care in hospital and care homes

Since the publication of the national strategy the Scottish Government has
published national documents to support the action for change in relation to
dementia care. The Standards for Care for Dementia in Scotland were published
in 2011. These standards relate to everyone with a diagnosis of dementia in
Scotland, regardless of where they live, their age, the supports they receive or
the severity of their illness. Based on the Charter of Rights for People with
Dementia and their Carers in Scotland, 2009, the standards were developed to
help people with dementia understand their rights, and how these rights can help
make sure that they receive the support they need to stay well, safe and listened
to. [Appendix 5.]

Promoting Excellence: A framework for health and social care staff working with
people with dementia, their families and carers was published in June 2011. The
framework outlines the skills and knowledge health and social care staff should
have depending on the role they play in supporting people with dementia. In
order to ensure continuing improvement in the care provided and received, the
framework needs to work in conjunction with the standards for care.

The strategy emphasises the expectation that partnership working at national
and local level would develop further to deliver the objective of transforming
dementia services. Within Inverclyde the existing partnership work has been
enhanced with the implementation of the CHCP.

HEAT targets and performance:

In order to support the improvement work for people with dementia, their families
and carers, the Scottish Government has introduced HEAT targets specific to
dementia. The purpose of these targets is to focus NHS Boards on key priorities
and measure how these are being achieved.

In 2008, pre the National Dementia Strategy, a target was introduced to identify
people with dementia living within our community:

“From April 2008 each NHS Board is required to deliver agreed improvements in
the early diagnosis and management of patients with dementia by March 2011.”



This target established the need for dementia registers within GP practices, and
the requirement to review these people within 15 months of diagnosis.

In addition in January 2010 Greater Glasgow and Clyde Health Board introduced
a local improvement measure within mental health services, to ensure people
receiving a diagnosis were provided with appropriate information about the
condition.

In 2012 the Scottish Government made a commitment to guarantee that people
receiving a diagnosis of dementia will be offered a minimum of one year post
diagnostic support:

“To deliver expected rates of dementia diagnosis and by 2015/16, all people
newly diagnosed with dementia will have a minimum of a year’s worth of post-
diagnostic support coordinated by a link worker, including the building of a
person-centred support plan”

In respect of dementia the Life Changes Trust will support the Scottish
Government’s one year Post Diagnostic Support guarantee by investing in peer
support and community connection projects to enable people to live well in their
communities. There will also be a focus on supporting the needs of carers
throughout the carer journey.

Our strategy will include the development of performance measures in respect of
dementia, to enable us to look at progress towards our objectives.

4. Context

The implications of an aging population and the increased incidence of dementia
mean that the development of policy and services for people with dementia, their
families and carers are affected by the wider policy context.

Developing our response to meet the needs of people with dementia is set in the
context of national policy for health and social care. The key themes integral to our
approach are:

Care is delivered as close to home as possible

Self directed and personalised care

Delivery of care based on what works

Carers support and education

Providing support in the early stages of illness

Effective collaboration and joint working

People with dementia are enabled to live independently within their own
community for as long as possible

[A list of related policy is referenced in appendix 2]

A significant culture change will be required within both our community and our local
services in respect of dementia. People’s perceptions and understanding of
dementia will need to shift in order to focus on how services can be delivered to



enable a response which is personal and flexible, and which meets the needs of
people with dementia, their families and carers. This needs the whole community to
recognise the role they have in enabling people with dementia to live independently
and participate in community life for as long as possible.

There will be the need for ongoing engagement with social care providers,
community, third sector organisations, local housing associations and housing
providers.

What do we mean by a dementia friendly community?

The concept is based on inclusion, building on what people can do and contribute to
society. Supporting people to live well with dementia as active citizens has benefits
for the person with dementia, their families and carers and for the community.

Communities that are dementia friendly have more opportunity to support people in
the early stages of dementia, maintaining and boosting their confidence and their
ability to manage everyday life. This involves cultural and attitudinal change within
our community towards people with dementia, and developing confidence and skill to
enable a person with dementia to maintain daily activities, quality of life and feel
comfortable, safe and included.

The Joseph Rowntree Foundation describes an approach to developing dementia
friendly communities. The 4 cornerstones model suggests that a dementia friendly
community needs some essential building blocks or cornerstones.

Place; how does the physical environment, housing, neighbourhood and transport
support people with dementia?

People; how do carers, families, friends and neighbours health and social care
professionals and the wider community respond to and support people with
dementia?

Resources; are there sufficient services and facilities for people with dementia and
are they appropriate to their needs and supportive of their capabilities? How well can
people use the ordinary resources of the community?

Networks; do those who support people with dementia communicate collaborate
and plan together sufficiently well to provide the best support and to use people’s
own assets well?

Reference: Crampton, J. Eley, R. Dean, J. Creating a dementia-friendly York.
London: Joseph Rowntree Foundation (JRF), October 2012.

Inverclyde has a history of community development, evident by a strong

voluntary and community sector. The enhanced role of our community is
central to achieving the aims of this strategy.
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5. What we are doing in Inverclyde

Inverclyde Community Health and Care Partnership developed an action plan in
2010 which focused on the work streams which are contained within the National
Strategy.

Treatment and improving the response to behaviours that carers and staff find
distressing

Assessment, diagnosis and implementation of an integrated care pathway-
improving the journey of people and with dementia and their carers

Improving the general service response to dementia

Rights, dignity and personalisation

Health improvement, public attitudes and stigma

Implementing standards of care

The Dementia Strategy has been taken forward through the Reshaping Care for
Older People and Mental Health and Wellbeing structures. The work has been
targeted to improve the interface between mental health and wider services for older
people, encouraging all services to consider the needs of people with dementia their
families and carers.

The examples of work progressed include:

|dentify levels of training available in dementia; identifying staff groups to train
and to what level. Including training for carers.

Inverclyde CHCP has achieved the HEAT target: ‘Making Improvements in
the Diagnosis and Management of People with Dementia’ by March 2011
through the identification of people with dementia within the dementia register
in GP practices. Greater Glasgow and Clyde Health Board is the best
performing Health Board in the UK in respect of this.

Review of existing information, ensuring people receive appropriate
educational information relevant at stages of dementia for people with
dementia, their families and carers.

Review of existing approaches to assessment, and use of complementary
assessment tools to focus on enabling people with dementia to live safely at
home for as long as possible, facilitate effective care at times of transition,
including use of advance statements and life story work.

Fast track mental health assessment with the aim of preventing hospital
admission and facilitating appropriate care at home.

Developments within acute hospital and care home settings to enable

appropriate support and care where mental health needs are identified and
are changing.
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Enabling access to the Dementia Care Pathway for people whose care is
provided in these settings.

Development of psychological approaches and interventions across services.

Implementation of Service Impact Assessments of the Standards of Care for
Dementia in Scotland and development in services of action plans to meet
requirements.

Inverclyde CHCP and NHS Greater Glasgow and Clyde adopted the Scottish
Inter-collegiate Guidelines Network (SIGN 86-Management of Patients With
Dementia) and the Planning, Organisation and Delivery of joined up Services
for those with Dementia and Their Carers (NHS HDL(2004) 44). This
document defines the pathway for people with dementia as pre-diagnosis;
diagnosis; post diagnosis; community services; continuing care and
coordination and care management. This formed the basis of the 2010 action
plan

Identifying and training a Dementia Champion within the acute hospital. This
will support implementation of patient pathways, for people with dementia, in
acute hospital settings. The focus is on values, knowledge, skills and training
to support the identification of needs and the care and treatment of people
with dementia in Inverclyde Royal Hospital.

NHS Greater Glasgow and Clyde is one of three Health Board areas funded
by the Scottish Government to employ an Allied Health Professional (AHP)
consultant in Dementia. The focus of the post is on acute care and the role of
the AHP.

Training of all Home care staff within Inverclyde; and the development of an e-
learning course about dementia which will be available to the whole
community via Inverclyde Council’s website.

The pilot of approaches with Alzheimer Scotland in respect of early
interventions to support people with dementia, their families and carers
through the Regeneration Fund;

The provision of post diagnostic support for people diagnosed with dementia
and their family, in partnership with Alzheimer Scotland. Inverclyde CHCP is
taking forward the commitment to offer a minimum of one years post
diagnostic support, through the employment of a Dementia Link Worker. The
Link Worker is employed by Alzheimer Scotland, and based within the Older
Peoples Mental Health Team. This is currently supported by the Change
Fund.

The redesign of older people’s mental health services, incorporating the
requirements of Scotland’s National Dementia Strategy and the Dementia
Care Pathway;

Piloting of different approaches to supporting people with dementia at home
within the local Tele-care development work;

12



Our Single Shared Assessment Procedures have been updated to reflect the
Community Care Outcomes Framework. Assessment, care planning and
review lie at the heart of identifying and improving outcomes for people with
dementia, their families and carers.

Designing improved facilities and delivery of care for people with complex
mental health needs who require continuing NHS care. This is the basis of
current work which includes redesign and reprovision of services from
Ravenscraig Hospital, by 2015.

The creation of the Inverclyde Dementia Strategy Forum (IDSF), based on the
objective of a Dementia Friendly Inverclyde.

The review of our existing plan highlighted the potential to build on existing work and
develop our response to promote greater collaboration and co-ordination across
partnerships, including health and social care, community planning and the single
outcome agreement.

Areas identified include strengthening our focus on the following:

Further Implementation of the Promoting Excellence Framework, to support a
skilled and knowledgeable work force;

The needs of younger people with dementia;
The needs of people with a learning disability with dementia;

Health improvement activity is targeted on interventions and lifestyle changes
which may reduce or slow progress of dementia;

Access to End of Life and palliative care;
Linking with wider services including housing providers;
Research and sharing of best practice;

Developing community capacity, peer support and networks of support.

6. What we intend to do:

In taking forward the strategy we are committed to:

Enabling people with dementia, their families and carers to take charge of
their health and abilities to ensure people experience the best possible quality
of life and sense of wellbeing.

By collaborative work minimise barriers so that people with dementia can
receive what they need, when they need it with services working together.
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Delivering services in line with evidence about what works to
improve the care for people with dementia, taking into account
individual circumstances.

e Adopt an outcomes based approach that recognises a person with dementia’s
quality of life is affected by a combination of their dementia, physical health,
life experience, their relationship with those around them, and the physical
environment in which they live.

e Respect the dignity of the individual, treat people with compassion and see
people as partners in their care.

e Provide services that recognise the importance of families, friends and
networks of support.

¢ Promote dementia friendly communities to enable the participation of people
with dementia, their families and cares in social, educational and community
activities.

¢ Involving people with dementia, their families and carers in the planning,
delivery, monitoring and review of services

These commitments will enable us to take forward our aims, objectives and
outcomes detailed below.

7. Strategic Outcomes

Outcome 1 Improve coordination, collaboration and continuity of care across
services

Collaborative and coordinated working across services will enable people with
dementia, their families and carers to receive what they need, when they need it with
services working together. This requires us to develop methods to facilitate improved
communication and take a holistic approach to meeting need. Further development
of single shared assessment and personalised care plans, providing joint training
and shared dementia resources will contribute to this outcome.

Outcome 2 Improve access to services

Work in partnership to implement the care pathway for people with dementia, their
families and carers. This requires us to clarify routes of referral and criteria for
service use, developing gradual and supported introductions to services through
transitions, will help to make services more accessible for people with dementia,
their families and carers. This will enable a responsive approach to service provision,
based on an individual’s need.

Outcome 3 Improve flexibility of services

Building on improving access to services, working with care providers, and local
community groups to develop alternative models of care will ensure services are
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more flexible and better able to meet the needs of people with dementia, their
families and carers. Adopting an outcomes based approach, with people with
dementia being partners in their care together with their wider networks of support
will enable creative approaches to support.

Outcome 4 Improve capacity of services to be responsive

Services which are responsive to the individual needs of people with dementia are
provided by individuals and organisations that have a good level of knowledge and
skill and have the resources to adapt services to individual needs. Increasing
knowledge about dementia will be a key to the success of this strategy, alongside
the development of a culture that embraces creative approaches to supporting
people with dementia, their families and carers. Methods for achieving this include
Promoting Excellence, developing new and utilising current expertise on dementia,
and sharing best practice.

Outcome 5 Increase awareness and understanding of dementia and rights of
people with dementia in the general public and community

To enable the development of dementia friendly communities requires the
participation of people with dementia, their families and carers, and an
understanding of dementia, and how it affects individuals. This will encourage help
seeking and help offering within our communities, and reduce the stigma and
exclusion experienced by people with dementia, their families and carers. Listening
to what people say about what makes a difference will enable services to respond
better. Using health improvement approaches to enable our understanding of
behaviours and lifestyles that contribute to the risk of developing dementia will
support preventative work.

Outcome 6 Increase the opportunities for people with dementia, their families
and carers to contribute to service planning.

The strategy aims to achieve this by building on current work, to enable people with
dementia, their families and carers to contribute to service redesign, through
community capacity building and developing our community involvement and
engagement mechanisms. This includes demonstrating how we are meeting the
standards of care for dementia, self assessment, peer review, and benchmarking.
There is a need to mainstream dementia as a community wide issue, where it is
everybody’s business across all sectors of our community.

15



8. Linkage to other work and developments that support outcomes

All the work described in relation to wider strategies is governed by the Inverclyde
Single Outcome Agreement and the Community Health and Care Partnership
Directorate Improvement Plan.

In order to take forward our four objectives, and six outcomes, we have identified key
areas of work that are currently underway, and within which there is an opportunity to
progress key elements of the Dementia Strategy.

Promoting Excellence

We will develop our strategy to increase skills development, knowledge and
awareness raising activity. This will be supported by the implementation of
Promoting Excellence and integrating activity within learning and development and
workforce development plans. By improving understanding about dementia what it is,
what can be done and what the benefits are of receiving an early diagnosis it is likely
more people will be able to acknowledge their condition and seek help. In turn all
staff in all organisations who work with adults and older people must be informed
and educated in a manner that allows them to understand and provide a person
centred service for the person with dementia, their families and carers.

Learning and development opportunities must be ongoing as part of personal and
professional development. This will include the identification, development and
improvement of dementia expertise. Access to educational materials by utilising
methods, including new technology ensuring these are widely available within
Inverclyde. This work will be aligned with public awareness activity and a
communication strategy.

Research and developing a community of good practice

We aim to develop the strategy on evidence of what works. We will endeavour to
develop our links with appropriate bodies learning from research to develop practice,
for example:

e Scottish Social Services Council,

e NHS Education Scotland,

e Alzheimer Scotland Centre for Dementia and Practice, University of the West

of Scotland, Paisley,

e Dementia Services Development Centre, University of Stirling.
This will also link to our learning and development work across the CHCP and our
partners.

Developing community capacity, peer support and networks of support

Taking a wider perspective, community capacity building will enable people to avoid
social isolation and live more independently. Increasing awareness of dementia in
Inverclyde will support people with dementia to maintain their independence for
longer and has the potential to reduce the incidence of stigma and discrimination.
Community capacity building is a priority as an area of investment through the
Reshaping Care for Older People Change Fund.

16



There are also existing strategies that need to explicitly incorporate the objectives of
this dementia strategy:
End of Life and Palliative Care

Inverclyde CHCP has a commitment to working across agencies to establish access
to services required for End of Life Care. We aim to build on work underway to
enhance care and support for people with dementia that integrates a palliative
approach. Care and support is based on planning by the person with dementia their
family and carers which is completed following diagnosis and reviewed regularly.

Linking with wider services including housing providers

We need to support people with dementia to access housing options which meets
their lifestyle and care needs and ensure they are given appropriate housing
choices. Models of housing provision will need to reflect people’s requirement for
care and support which is delivered at home.

This requires improved joint working between housing providers and care providers
to increase awareness of the needs of people with dementia when it comes to
building, design, structure and support arrangements. Better use of existing housing
alongside new models of housing incorporating for example, use of adaptations,
adapted houses and selection of suitable properties to meet individual needs.
Ensuring people have access to appropriate housing and support has a role in
preventing inappropriate admission to hospital and residential care.

The Local Housing Strategy is the governing strategy to develop our response to
housing need and proposals which will include people with dementia, their families
and carers will be taken forward in partnership through the CHCP’s Housing and
Accommodation Subgroup.

Early onset dementia

In the years to come there will be an increase in the number of people with
dementia, many of these people maybe under the age of 65 and have unique needs
which will not be met by traditional services. This strategy is therefore not age
specific and seeks to influence service development to have due regard for the
needs of anyone affected by dementia. Early onset dementia is an area which
requires further research and development.

Learning disability

There will be an increase in the number of people with dementia with a learning
disability. Methods of provision of services will need to change which will enable
earlier diagnosis and support with transitions into services to access support care
and treatment which is appropriate to need. The Learning Disability Strategy for
Inverclyde is currently being reviewed and will be updated to reflect this strategy.

The local Learning Disability Strategy is guided by national policy, “The Same As
You” and followed a review of services for people with learning disabilities in
Scotland. The main aim of both national and local action is to support people with a
learning disability to be included in community life. The local strategy sets out
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proposals for developing sustainable models of services for people with complex
needs, including dementia.

Health Improvement

The Scottish Government intends to increase its focus on Health Improvement and
lifestyle changes which may reduce the incidence or slow progress of dementia in
the second national dementia strategy.

Within Inverclyde CHCP there are ten strategies in place for health improvement and
health inequalities. We have highlighted the main ones relevant to people with
dementia.

There is a focus on anticipatory care and prevention through the Keep Well and
Active Living programmes. The nutrition strategy is also relevant to inform healthy
lifestyles contributing to prevention.

Health Inequalities

Inverclyde CHCP has agreed a strategic framework to provide local action on the
principles set out in the national policy Equally Well. This is one of an interlinked set
of policies to reduce poverty and inequality.

Mental Health and Wellbeing

The CHCP is progressing ‘Towards a Flourishing Inverclyde’ by developing an action
plan for ‘Making Wellbeing Matter in Inverclyde’. This will ensure peoples mental
wellbeing will be improved and sustained. The action plan is targeted for completion
in the autumn of 2013. A key focus of 'Making Well-being Matter in Inverclyde' will be
the re-establishment of the Inverclyde Anti-Stigma Partnership and that of the
awareness-raising activities through the Inverclyde Mental Health Awareness
Planning Group and its-sub group the Inverclyde Creative Forum for the annual
Scottish Mental Health Arts & Film Festival.

NHS —Healthcare Quality and Clinical Strategies

The Health Care Quality Strategy for NHS Scotland, 2010, is a development of
Better Health Better Care which builds on significant achievements made within the
NHS over the past few years. It aims to deliver safe, effective person centred care,
supporting people to manage their conditions making the patient experience and
personal outcomes integral to services.

The strategy aims to address opportunities to;
e Support longer healthier lives for the population as a whole
¢ Reduce health inequalities
e Improve the health of the increasing older population including people with
dementia
e Developing a skilled workforce

A key aim of NHS Glasgow and Clyde’s Clinical Strategy is the development of
integrated pathways for all patient groups and conditions over the next five to ten
years. Through a programme of clinical led service redesign the aim is to deliver the
following for patients and the public;

18



Safe effective person centred care to every person

A focus on maintaining good health

More support to anticipate, prevent and minimise health problems

More and better care in the home and community settings

Increase outpatient and day case treatment for most planned hospital care
Safe, timely admission and discharge for those who require inpatient care
Reducing avoidable admission to hospital

More focus on the use of telehealth care to support people to manage
conditions at home.

Mental Health Services

The delivery of mental health services in Inverclyde is guided by Scotland’s National
Mental Health Strategy which sets out 14 recommendations. The Modernising
Mental Health Services Inverclyde programme is currently being implemented. In
addition there is currently a programme of clinically led redesign work within NHS
Greater Glasgow and Clyde, which will further inform clinical service development
over the next 5 to 10 years.

Dementia Care Pathway

Using a model for the care pathway based on the clinical Integrated Care Pathway
for Dementia will support the delivery of services in line with evidence about what
works to improve services of people with dementia. The aim of the pathway is to
support all people with suspected dementia to access diagnosis, assessment and
ongoing support if required. [Appendix 4]

Carers Strategy

The Dementia Strategy also links closely with Inverclyde Carers’ Strategy 2012-15,
which sets out the CHCP’s commitment to carers in Inverclyde. Carers are
recognised by Inverclyde CHCP, as equal partners in the planning and delivery of
care and the action plan sets out how the CHCP and its partners will support carers
to continue in their caring role. The Carers Strategy identifies the key outcomes,
which carers across Inverclyde in a variety of caring situations have identified as
being the most important priorities for them.

Inverclyde Commissioning Strategy

A high level joint commissioning strategy for the Community Health and Care
Partnership has been developed with actions for services to develop and bring
forward commissioning plans.

There will be a shift in the model of care with a focus on prevention and early
intervention with a significant effort to ensure that community capacity building is
maximised. The range and flexibility of care, support and treatment will need to grow
to meet increased needs, expectations and the outcomes desired by people with
dementia, their families and carers. By altering models and methods of service
provision we aim to provide services which are relevant to people with dementia,
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their families and carers in a more effective way. This is anticipated to impact on
what services are commissioned for people with dementia.

The implementation of Self Directed Support will also provide an opportunity for
people with dementia to create and manage personalised and flexible support plans.
This will be implemented from April 2014.

9. Consultation and involvement

We will continue to develop our consultation and involvement arrangements
involving people with dementia and their carers in the planning, development and
delivery of the strategy. Consultation and engagement will continue to be developed
through the Inverclyde Dementia Strategy Forum.

The Inverclyde Community Health and Care Partnership is committed to involving
people guided by the CHCP People Involvement Framework. The Public Partnership
Forum and CHCP Advisory Group provide a mechanism which will allow for regular
gathering of views and feedback.

10. Implementation, monitoring and review of the strategy

The Dementia Strategy will be taken forward through the Dementia Strategy Forum
Implementation working group. The Working Group will report to the Inverclyde
Dementia Strategy Forum, a wider stakeholder group. The strategy sits within the
CHCP governance arrangements for Reshaping Care for Older People as outlined in
Appendix 3.
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Dementia Action Plan

Getting It Right for People with Dementia, their families and carers
in Inverclyde

Early Diagnosis Living Well \
& Support ith Dementia

Crosscutting Themes

1. Improve Dementia Awareness and Knowledge
2. Improving Community Inclusion

3. Early Diagnosis and Support

4. Living Well with Dementia

Strategic Outcomes
Outcome 1 Improve coordination, collaboration and continuity of care across

services

Collaborative and coordinated working across services will enable people with
dementia, their families and carers to receive what they need, when they need it with
services working together. This requires us to develop methods to facilitate improved
communication and take a holistic approach to meeting need. Further development
of single shared assessment and personalised care plans, providing joint training
and shared dementia resources will contribute to this outcome.
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Outcome 2 Improve access to services

Work in partnership to implement the care pathway for people with dementia, their
families and carers. This requires us to clarify routes of referral and criteria for
service use, developing gradual and supported introductions to services through
transitions, will help to make services more accessible for people with dementia,
their families and carers. This will enable a responsive approach to service provision,
based on an individual’s need.

Outcome 3 Improve flexibility of services

Building on improving access to services, working with care providers, and local
community groups to develop alternative models of care will ensure services are
more flexible and better able to meet the needs of people with dementia, their
families and carers. Adopting an outcomes based approach, with people with
dementia being partners in their care together with their wider networks of support
will enable creative approaches to support.

Outcome 4 Improve capacity of services to be responsive

Services which are responsive to the individual needs of people with dementia are
provided by individuals and organisations that have a good level of knowledge and
skill and have the resources to adapt services to individual needs. Increasing
knowledge about dementia will be a key to the success of this strategy, alongside
the development of a culture that embraces creative approaches to supporting
people with dementia, their families and carers. Methods for achieving this include
Promoting Excellence, developing new and utilising current expertise on dementia,
and sharing best practice.

Outcome 5 Increase awareness and understanding of dementia and rights of
people with dementia in the general public and community

To enable the development of dementia friendly communities requires the
participation of people with dementia, their families and carers, and an
understanding of dementia, and how it affects individuals. This will encourage help
seeking and help offering within our communities, and reduce the stigma and
exclusion experienced by people with dementia, their families and carers. Listening
to what people say about what makes a difference will enable services to respond
better. Using health improvement approaches to enable our understanding of
behaviours and lifestyles that contribute to the risk of developing dementia will
support preventative work.

Outcome 6 Increase the opportunities for people with dementia, their families
and carers to contribute to service planning.

The strategy aims to achieve this by building on current work, to enable people with
dementia, their families and carers to contribute to service redesign, through
community capacity building and developing our community involvement and
engagement mechanisms. This includes demonstrating how we are meeting the
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standards of care for dementia, self assessment, peer review, and benchmarking.
There is a need to mainstream dementia as a community wide issue, where it is
everybody’s business across all sectors of our community.

Outcome Areas for action Themes Linkages/Enabling
Work

Outcome 1 Implement training | Dementia CHCP Learning and

Improve needs analysis Awareness and | Development plan

coordination and | across all services, | Knowledge

collaboration
across services
to enable
improved
continuity of care

and promote
training
opportunities

Continue to
develop use of
single shared

Living well with
Dementia

SWIFT development
work

assessment
Outcome 2 Implement Early Diagnosis | Modernising Mental
Improve access | dementia care and Support Health in Inverclyde
to services pathway, including Carers Strategy
access from acute | Living well with | HEAT target and
services Dementia standards
End of Life and
Develop and Palliative Care
implement models
of post diagnostic
support
Outcome 3 Implement asset Living well with | Self Directed Support
Improve based and Dementia
flexibility of outcome focussed Reshaping Care for
services assessment and Older People Strategy
support planning
including Pillars of CHCP Commissioning
support models Strategy
Develop and
promote
alternative models
of care
Outcome 4 Promote Dementia | Dementia CHCP Commissioning
Improve capacity | Champions across | Awareness and | Strategy
of services to be | services Knowledge
responsive Inverclyde Housing
Implement Community strategy
Promoting Inclusion
Excellence CHCP Learning and
Framework Development plan

Evaluate services
using Dementia
standards and
promote use within
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service
development

Outcome 5
Increase
awareness of

Develop project for
promotion of
Dementia Friendly

Community
Inclusion

Anti stigma
Partnership

dementia- in the | Inverclyde Living Well with | Single Outcome
general public Dementia Agreement
and community Develop
communication Health Improvement;
strategy Health Inequalities;
Mental Health and
Promote the Wellbeing
charter of rights for
people with
dementia
Develop Health
Improvement work
to inform and
promote lifestyle
changes which
may reduce or
slow the onset of
dementia
Outcome 6 Develop Community People Involvement
Increased consultation and Inclusion Strategy
opportunities for | involvement
people with arrangements Living Well with | Carers Strategy
dementia, their Dementia
families and Sustain and
carers to support the

contribute to
service planning,
development and
redesign.

development of
peer support for
people with
dementia and their
families and carers
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Glossary

Carers: informal Carers, who may be family or close friends.

Co-morbidity / co-existing: the presence and the effect of one or more disorders or
illnesses in addition to the primary disorder or iliness.

Dementia: A collective term used to describe a range of progressive conditions that
affect mental abilities such as memory, communication
and reasoning.

Dementia friendly communities: Positive communities which help people with
dementia and their Carer to live their lives as normally as possible for as long as
possible, and reduce the stress of isolation.

Demographic changes: Description of how the number and characteristics of
people who live in an area are predicted to change
over time.

Early intervention: An approach based on detecting and responding to needs and
illness as early as possible to aim for better outcomes for people.

HEAT Targets: Scottish government key priorities for NHS services covering:

Health Improvement

Efficiency and Governance improvements
Access to services

Treatment appropriate to individuals

Integrated Care Pathway (ICP) Based on available evidence and guidance, this is a
joined up approach to providing services for people with specific needs which
identifies what care will be provided, who will provide it, how it will be provided and
when it will be provided

Learning disability: A significant, lifelong condition, which includes significant
impairment of intellectual functioning (IQ<70) and significant impairment of adaptive
and social functioning.

Life Limiting Condition: A wide range of conditions for which there is no
reasonable hope of cure.

Long term conditions: Conditions which have a clear diagnosis require ongoing
medical care and limit what a person can do for a year or more are generally
included e.g. coronary heart disease, diabetes. The definition also includes many
conditions which, although long-term and life limiting in some cases, can also be
acute or easily managed in others e.g. back pain, skin disorders.

Motor skills: Actions that involve movements of bodily muscles.

Outcomes based: An approach to providing services which focuses on achieving
positive results (outcomes) for people with needs.
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Outreach: An approach based on bringing and providing services to people at home
or where they live or spend time.

Palliative Care: The active holistic care of people with advanced progressive illness
including the management of pain and other symptoms and the provision of
psychological, social and spiritual support, aimed at achieving the best quality of life
for people.

Personalised services / Personalisation: A Scottish Government
initiative to allow people to individually tailor their care by giving them more
control over health and social care provided for them.

Short breaks (respite): short breaks are provided with the aim of enhancing and
developing the quality of life of a person who has support needs and their Carer
(where there is one) and to support their relationship. The distinctive feature of a
short break is that it should be a positive experience for both. Short breaks can be
provided within or out with an individual’s home. Short breaks cover all situations
including:

» where there is no Carer present, but the person with care needs requires a break
from their normal situation

* breaks from caring where the Carer needs a break

* emergency crisis support

Telecare / Telehealth / Assistive Technology: The use of technology to enable
individuals to master the tasks at home, increase independence
and improve quality of life.

Young onset dementia / early onset dementia: Terms used to describe
the diagnosis of dementia in anyone under the age of 65.
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APPENDICES

Appendix 1. Dementia and incidence

Dementia is the collective term used to describe a progressive condition with a range
of symptoms such as increasing memory impairment, reduced communication skills
and reasoning. Alzheimer’s disease is the most common. Vascular dementia is the
second most common diagnosis. Other types of dementia include Lewy body
dementia and Frontotemporal dementia.

The chance of developing dementia increases with age, and it is recognised as a life
limiting condition. Dementia is a complex condition which affects people in different
ways, symptoms can be difficult to identify and diagnose, particularly when other
symptoms or other conditions exist. Dementia can eventually affect all aspects of
everyday living, but presents different challenges for the person with dementia, their
families and carers at different stages in the illness.

Our aging population will result in a significant increase in the number of people
living with dementia in the years ahead. This demographic shift will impact on health,
social care, and housing services in particular. There are also implications for wider
services in terms of enabling people with dementia to live well and participate in our
community.

Population Profile

In Inverclyde there are 1385 people predicted to have dementia. Dementia mainly
affects older people however, it can affect younger people and in Inverclyde there
are 49 people under the age of 65 predicted to have dementia.

Under 65 65+ Total
49 1336 1385

The prevalence rates for older people with dementia aged 65+ is approximately 10%
of the older population and an anticipated 30% for people aged over 80. In
Inverclyde we anticipate there will be an increase of 10% of those aged 85-89 year
with dementia and a 26% increase in those aged 90 or above.

[Data taken from Alzheimer Scotland website Inverclyde data calculated from GROS
(General Register Office from Scotland) data applying Euroderm prevalence rates.]

At March 2013 there were 673 people on the Dementia register held within GP
practices.

The table below outlines the projected population changes in Inverclyde by age
band.
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Projected Population Changes in Inverclyde

Category / Year 2015 2020 2025 2030 2035
Inverclyde All Ages -3% -5% 9% -12% -17%
Inverclyde 0-15 -4% 5% -10% -18% -27%
Inverclyde Working Ages -2% 6% -11% -18% -24%
Inverclyde Pensionable Ages 2% -3% 1% 9% 1%
Inverclyde 75+ 7% 16% 31% 42% 58%

The age group in Inverclyde which will increase the most is the 75+ age group. As
dementia increases with age, combined with a growing elderly population we
anticipate an increase in the prevalence of dementia.

The levels of deprivation within Inverclyde are significant. Many of our highest
concentrations of older people live in areas of multiple deprivation, and many live
alone.

The graph below shows that 45% of people over 65 living in Inverclyde, live in the
Scottish Index of Multiple Deprivation (SIMD) quirtile 1, the most deprived. 9% of our
older people live in SIMD quintile 5, our most affluent areas.

Deprivation - 26 of 65+ pop residing in
SIMD Quintiles.

m SIMD Quintile 1
= SIMD Quintile 2

1 SIMD Quintile 3
| SIMD Quintile 4
m SIMD Quintile 5

% of

2009 SIMD entire

Profile Number | 65+ pop.
Most SIMD Quintile 1 6282 45%
Deprived | SIMD Quintile 2 2084 15%
A SIMD Quintile 3 1568 11%
v SIMD Quintile 4 2743 20%
Least
Deprived | SIMD Quintile 5 1322 9%
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Appendix 2 Local and National Policy Context

National Policy:

Better Outcomes for Older People

Changing Lives

All our futures: Planning for a Scotland with an Aging Population (2007)
Shifting the Balance of Care

Community Care Outcomes Framework

NHS HEAT Targets

National Dementia Strategy and Standards for Dementia Care
National Carers Strategy

NHS Scotland Quality Strategy 2010

National Older People’s Housing Strategy

Reshaping Care for Older People: A Programme for Change 2011-21
Self-Directed Support

Living and Dying Well

2020 Vision

Local Policy:

Inverclyde Reshaping Care for Older People Change Plan
Inverclyde Local Housing Strategy

Inverclyde Carers Strategy 2012 — 15

Inverclyde Joint Community Care Plan 2010 — 2012
Inverclyde CHCP Directorate Plan

NHS GG&C Clyde Mental Health Strategy

NHS GG&C Long Term Conditions Strategy

NHS Greater Glasgow and Clyde Planning and Policy Frameworks (Older
People/ Disability/ Long Term Conditions/Carers)
Inverclyde Council Corporate Plan

NHS GG&C Acute Services Review (ASR)

NHS GG&C Clinical Services Review

Inverclyde CHCP People Involvement Framework
Inverclyde Single Outcome Agreement

Key Strategic Drivers:

Reablement

Integration of health and social care services
Rehabilitation Framework

Self Directed Support and Personalisation

Telecare and Telehealth

Community Capacity Building/ Community Development

Co-production — working together with users and carers to develop services

and supports
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Appendix 3 Reshaping Care for Older People

RESHAPING CARE PATHWAY

Preventative and Proactive Care & Effect Care at Times Hospital and Care
Anticipatory Care Support at Home of Transition Home(s)

Responsive flexible, self-
directed home care.

Integrated Case/Care
Management.

Carer Support and
Respite.

Rapid access to
equipment.

Timely adaptations,
including housing
adaptations.

Telehealthcare.

Enablers
Co-production
Technology/eHealth/Data Sharing
Workforce Development/Skill
Mix/Integrated Working
OD and Improvement Support
Information and Evaluation
Commissionina and IRF




JSCP
Development
Group

Governance of the Joint Strategic Commissioning Plan
Reshaping Care for Older People in Inverclyde

RSCFOP Executive Inverclyde Group

RSCFOP Workstreams Leads Group

RSCFUF
Shareholders
Forum

Workstreams
Reablement Single Point of Access
End of Life Care Long Term Care
Carers

Early Intervension

Cammunity Capacity

Performance Management Impact Assessment

Dementia

Wider Connected Networks

Older Peoples Development Group

JIGAAG (Joint Inverclyde Quality Assurance

Group)

Carers Development Group

Dementia Forum

Palliative Cara PIG

32



Appendix 4. Dementia Care Pathway

Diagnosis

The experience of memory loss can be alarming and frustrating. People whose lives are
affected by memory loss need to know if the symptoms are caused by a form of dementia and
seek an appropriate medical response. Access to comprehensive diagnostic services is
essential to ensure that appropriate advice and support is given to individuals at the earliest
opportunity, including access to local services if required.

Post-Diagnostic Support

Access to information and advice will enable people with dementia and their family put in place
a support system which can adjust to changing needs at a pace and level which best meets
their needs and circumstances. Post diagnostic support enables people to plan for the future,
maintain independence and live well with their condition.

Community Services

People with dementia should be supported to maintain a normal life, sustaining family and
community relationships. This support should be provided in the home for as long as possible
and appropriate.

Access to support is arranged when it is needed and tailored to meet personal choices.

Care in other Settings

There will be occasions where people with dementia can no longer be cared for within the
home. When this occurs support will be given to ensure ongoing care is provided within the
most appropriate setting be this hospital or care home.

Coordination and Case Management

Services will be provided based on individual need delivered flexibly to take account of
changing circumstances. A partnership approach will be taken to assessment, monitoring and
review to ensure people with dementia have their needs assessed and services are delivered in
a seamless way.

We will make our decision making processes transparent recognising that carers have needs
and a carer’s assessment will be offered where possible. There will be a named worker for each
person with dementia or, where this is not desired, contact routes given.
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A Model of Care and Care Pathway For Living Well With Dementia

problems

Need for help Interventions Access Step up to more | Level of Care/ | Service People living with
intense care Intensity of users can | dementia should be
when: care expect able to say:

Raising awareness | Dementia awareness Everyone Service user 1. Public 5

and understanding | Dementia risk reduction chooses S "u-, | was diagnosed early

e to encourage help | Anti stigma Community g ©

seeking and help mental health | £ S
offering and well being | € & |l and those around me
e Prevention = = | & looking after me feel
S : well supported

Anyone concerned Information Open self Service user 2. Open 8 g £

about their own Carer support referral chooses, Access S S S

health or other Peer support GP referral, £ o _g | have a personal plan

peoples health referral from 8 S c g 1o help me to:
other healthcare S5 53° _Understand the

professionals S5 S illness and manage
= Qv the symptoms
=93 g g Support_community

Early Diagnosis Memory assessment service Referral Service user 3. Early > > 83 connections

and support Early diagnosis including chooses, response/ S = = e Access peer support

o for people Post Diagnosis Support self referral | GP referral, brief | 2 | e Plan for future care

concerned about | Continuity of support referral from intervention o 2 . Plan for future
their own or other | Involvement of carers and family other healthcare S § decision-making
people’s memory professionals (ERBI) 'g 5

=&
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Living Well with Specialist assessment & treatment | GP or By referral only | 4. Longer
dementia e management of stress & distress secondary term multi
e quality of life for Dementia friendly: care disciplinary
people diagnosed | e Intermediate care care
with dementia e Care home care
e Housing with telecare
e End of life care
Personal support/ anticipatory care [
Continuity of post diagnostic suppori
Peer support
Acute illness Inpatient dementia care: GP or 5. Intensive
e Dementia friendly care in general | secondary treatment
hosp care

¢ Risk management
¢ Physical healthcare

| can enjoy life

| am given the right
information at the right
time and in the right
way, so | make good
decisions and provide
for future decision
making

| am treated with dignity
and respect

| get the treatment and
support which are best
for my dementia, and
my life

| am confident my end
of life care wishes will
be respected. | can
have a good death
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Appendix 5. Charter of Rights, and Standards of Care for People with Dementia, their
family and their Carers in Scotland 2009.

Preamble

In pursuance of Human Rights Act 1998 and The Scotland Act 1998 the rights contained within
this charter are based on internationally agreed human rights and are intended to promote the
respect, protection and fulfilment of all human rights of people with dementia and their Carer, as
guaranteed in the European Convention of Human Rights, the Universal Declaration of Human
Rights, the International Covenants on Economic, Social and Cultural Rights and Civil and
Political Rights, and the Convention on the Rights of Persons with Disabilities, the key principles
of which are:

» Respect for inherent dignity, individual autonomy including the freedom to make one’s own
choices, and independence of persons

* Non-discrimination

* Full and effective participation and inclusion in society

* Respect for difference and acceptance of persons with disabilities as part of human diversity
and humanity

 Equality or opportunity

* Accessibility

 Equality between men and women

The Charter also reflects other legal provisions and in particular the principles of the Adults with
Incapacity (Scotland) Act 2000; the Mental Health (Care and Treatment) (Scotland) Act 2003,
and the Adult Support and Protection (Scotland) Act 2007.

The Charter is guided by a human rights-based approach (known as the PANEL approach,
endorsed by the United Nations).

It emphasises the rights of everyone to:

Participate in decision which affects their human rights

Accountability of those responsible for the respect, protection and

fulfilment of human rights

Non-discrimination and equality

Empowerment to know their rights and how to claim them

Legality in all decisions through an explicit link with human rights legal standards in all
processes and outcome measurement

People with dementia and their Carer, at every stage of the illness and wherever they are, have
the following rights
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Participation

1. People with dementia and their Carer have the right to be provided with accessible
information and the support they

require in order to enable them to exercise their right to participate in decisions which affect
them

2. People with dementia and their Carer have the right to live as independently as possible with
access to recreational, leisure
and cultural life in their community

3. People with dementia and their Carer have the right to full participation in care needs
assessment, planning, deciding
and arranging care, support and treatment, including advanced decision making

4. People with dementia and their Carer have the right to be assisted to participate in the
formulation and implementation
of policies that affect their well-being and the exercise of their human rights

Accountability

5. People with dementia and their Carer have the right to be able to enjoy human rights and
fundamental freedoms in every part

of their daily lives and wherever they are, including full respect for their dignity, beliefs,
individual circumstances and privacy

6. Public and private bodies, voluntary organisations and individuals responsible for the care
and treatment of people

with dementia should be held accountable for the respect, protection and fulfiiment of their
human rights and adequate

steps should be adopted to ensure this is the case.

Non-discrimination and equality

7. People with dementia and their Carer have the right to be free from discrimination based on
any grounds such as age,

disability, gender, race, sexual orientation, religious beliefs, social or other status.

Empowerment

8. People with dementia have the right to access appropriate levels of care providing protection,
rehabilitation and

encouragement.

9. People with dementia have the right to help to attain and maintain maximum independence,
physical, mental, social
and vocational ability, and full inclusion and participation in all aspects of life

10. People with dementia and their Carer have the right to access opportunities for community
education and lifelong learning

11. People with dementia have the right to access to social and legal services to enhance their
autonomy, protection and care
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12. People with dementia have the right to health and social care services provided by
professionals and staff who have had appropriate training on dementia and human rights to
ensure the highest quality of service

Legality

13. People with dementia and their Carer have the right to have the full range of human rights
respected, protected and fulfilled. In addition to those explicitly contained in the Human Rights
Act 1998, these include:

» the right to live in dignity and security and be free of exploitation, violence and physical, mental
or sexual abuse;

» economic, social and cultural rights including the right to an adequate standard of living
including social protection; and

* the right to the highest attainable standard of physical and mental health

14. People with dementia and their Carer have the right to information, to participation in
decision making and, where rights are not observed, the right to seek remedy through
effective complaint and appeal procedures

15. People with dementia have the right, regardless of diagnosis, to the same civil and legal
rights as everyone else. Where someone lacks capacity to take a specific action or decision due
to their mental disorder, anyone acting for them must have regard for the principles and
provisions of the Adults with Incapacity (Scotland) Act 2000. These principles are enshrined in
Article 12 of the Convention on the Rights of Persons with Disabilities which sets out
international standards in relation to legal capacity. In summary, any intervention on behalf of
the person with dementia who lacks capacity must:

* benefit the person

» restrict the person’s freedom as little as possible whilst still achieving the desired benefit

« take account of the person’s past and present wishes (with appropriate support to assist
communication)

« take account of the views of relevant others and

* encourage the person to use their existing abilities and to develop new skills

Reproduced from the Charter of Rights for people with dementia and their carer in Scotland; a
full copy is available from the link below:

http://www.dementiarights.orag/charter-of-rights/
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Standards of Care

The standards were developed by the Scottish Government and the Mental Welfare
Commission in 2011 to help people with dementia, their families and carers understand their
rights, and how these rights can help make sure that they receive the support they need to stay
well, safe and listened to.

People with dementia retain the same rights as anyone else in society but the nature of their
illness means that they may have difficulty in protecting these rights.

These standards relate to everyone with a diagnosis of dementia in Scotland regardless of
where they live, their age, the supports they receive or the severity of their iliness. This includes
younger people, people with a learning disability and people with rare types of dementia. They
apply to people living in their own homes, care homes or hospitals, especially general hospitals.

The two main sources of information which underpins these standards are:

1. The Charter of Rights for People with Dementia and their Carers in
Scotland.

2. What people with dementia and their carers in Scotland have identified as being important to
them and what they want from services.

The standards should be used in conjunction with Promoting Excellence: A framework for health
and social care staff working with people with dementia, their families and carers. The
framework outlines in detail the skills and knowledge health and social care staff should have
depending on the role they play in supporting people with dementia. Organisations are identified
that have the main responsibility to make sure that each standard is met. The standards require
organisations to work together and reflect a right’s based approach to reduce barriers ,stigma
and discrimination, improving opportunities for people with dementia to access care, support
and treatment.

The Standards framework

| have the right to a diagnosis

| have the right to be regarded as a unique individual and to be
treated with dignity and respect

| have the right to access a range of treatment, care and supports

| have the right to be as independent as possible and be included in
| have the right to have carers who are well supported and educated
about dementia

| have the right to end of life care that respects my wishes

This section has been reproduced and adapted from the Standards for Care for Dementia in
Scotland: Action to support the change programme, Scotland’s Dementia Strategy 2011, the full
document is available from the following link:
http://www.scotland.gov.uk/Resource/Doc/350188/0117212.pdf
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