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About this handbook

This document sets out our shared vision for excellent and inclusive dementia care. The vision
has been co-created through working with people with dementio, families and carers,
community partners, practitioners, and researchers. It brings together their perspectives to
reflect what matters most to people affected by dementia and those who support them.

It outlines why we exist as a Network, the values that guide how we work, and what excellent and
inclusive dementia care should look like in practice. We use this vision as a shared reference
point for our work. It helps guide decisions, shape our Network priorities, and support how we
work with people affected by dementia.




About the EMPOWER Dementia
Network+

The EMPOWER Dementia Network+ is funded by the Economic and Social Research Council
(ESRC) and National Institute for Health and Care Research (NIHR), along with the Alzheimer's
Society (Grant Ref: ES/7502704/1).

We are a UK-wide network committed to reducing inequalities in dementia care and research
for people affected by dementia needing greater support, including at the end-of-life and into
bereavement. We believe that it is possible to live a meaningful life with dementia, but that there
are unfair and avoidable inequalities in access to dementia care. We bring together community
partners (local and national dementia charities, grassroots organisations, and care
organisations), lived experts (people living with dementia and families/ carers), health and
social care practitioners, and researchers from across primary, social, palliative, and dementia
care.

Co-production is a guiding principle throughout. This approach supports people directly
affected by dementia and those that support them leading in setting priorities and driving the
changes that matter most to them, working as equal partners with practitioners and
researchers to influence care, research, and policy.

Please visit the EMPOWER Dementia Network+ website to access our resources for community
engagement and co-production, and to join us in shaping a future where people can live a
meaningful life with dementia regardless of background, circumstances, or geography. To join
our Network, please email EMPOWER Dementia Network@kcl.ac.uk.
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Why do we exist - Our mission
statement

We are dedicated to making a positive difference in the lives of people with dementia and their
families. By treating them as valuable individuals and respecting their dignity, we aim to ensure
everyone has the freedom and choice to live and die well, regardless of their circumstances.

We will achieve this by:

¢ Raising Awareness: Combatting stigma, discrimination, and inequalities that impact the
experience of dementia.

e Providing Support: Enabling, inspiring, and passionately supporting those living with
dementia and their families, so nobody has to feel alone.

¢ Fostering Joy and Connection: Seeing the person behind the diagnosis and recognising the
importance of joy and connection.

e Collaborating Creatively: Working together through creative activities, sharing ideas,
experiences, and understanding.

¢ Advocating for Change: Raising the voices of those who deserve to be heard and shaping
policy with innovative, sustainable solutions.

¢ Embedding Research: Committing to innovation and integrating excellent research into
decision-making for better care.

We believe the status quo is not acceptable, and we strive for a better future with improved care
and support for those affected by dementia.

Our values

% Respect D% Integrity @ Honesty

These values guide how we work together. As a O
network we will: =
e Listen with kindness and empathy @ - @
e Build trust with commmunities by being inclusive and l @? l
creative, recognising that creativity comes in many @ - @
forms. We tailor our approach to the people we work
with T >

¢ Be hopeful, ambitious and brave in all our endeavours T 1




What does excellent and inclusive
dementia care look like

Excellent and inclusive dementia care is like a beautiful garden. When one part of this garden
flourishes, it helps everything else grow too.

We must work together to ensure that everyone involved in dementia care gets the support
they need. Everyone in this garden helps spread support and care, just like bees and butterflies
help flowers grow. By working together, we can create a garden that is full of life for those with
dementia.

Excellent and inclusive dementia careis:

l.Itis values driven

Driven by the values of dignity, compassion, integrity, person-centeredness, equity, respect,
accountability and collaboration (or co-created).

2.Provided through service that are integrated and that work together

Excellent and inclusive care relies on integration and collaboration. This means ensuring
services are seamlessly joined up, providing continuous care, and maintaining good
communication across all stakeholders, including people with dementia, councils, care homes,
and social services. Building lasting relationships is key, offering a clear pathway and making
the most of every opportunity to validate experiences. Services must be dementia-ready,
dementio-informed, and dementia-accepting.

3.Sustainably funded

Excellent and inclusive care requires sustainable funding, which demands investment and
commitment from the government. It should support everyday needs (fund the ordinary),
public awareness campaigns, and transport. Funding should not rely on the charitable sector.
Investment is essential in research, innovation, and new technologies to provide creative,
evidence-based solutions. Technologies should be funded to assist carers, not replace them,
and solutions should be affordable and accessible and well-known to everyone. Funding should
cover both needs and wants, to support meaningful lives and enhance quality of life and well-
being.

4.Delivered by a skilled, valued and supported workforce

Excellent and inclusive dementia care requires a compassionate and well-trained workforce.
This includes comprehensive dementia training for all health and social care workers,
opportunities and forums for sharing best practices, and learning through one-on-one training,
talks, and seminars. Professionals work in multidisciplinary teams, equipped with the necessary
skills and strategies to provide valuable support.

22,
‘B Dementia Network+



5.Personalised

Care should be holistic and person-centred, respecting and celebrating individuality.
Personalised care is timely, proactive, and passionate. It enables and honours each person's
identity, whilst considering intersectional factors such as age, ethnicity, culture, religion,
deprivation, housing, and sexuality. It celebrates strengths and uniqueness, addressing
outcomes important to each individual and prioritizing cultural and religious needs.

We must avoid creating silos that isolate people. Integration is key to ensuring no one is missed.
Personalised care should be inclusive and accessible to alll.

Person-centred services create a level playing field and ensure every voice is heard. They
operate on the principles of "Tell us once” and "Speak with me, not for me.” By using hopeful and
consistent language, they validate fears and emotions, plan ahead, understand individual
preferences, and emphasize adaptability and time. Person centred care takes place in cultures
that are risk-positive not risk adverse.

6.Supports Carers

Excellent care should support carers by providing respite and prioritizing their wellbeing. It
ensures that families are heard and assisted in navigating services, offering essential
information and recognising that caring doesnt stop when the sun goes down.

7.Policy and governance

Excellent dementia care starts with policies that listen to the real experiences of people affected
by dementia, making it a top priority for the government. National programs that focus on
educating and raising awareness in communities can help everyone take informed and
proactive steps. It's important to have strong oversight and ensure that research and public
needs guide government actions. Offering rewards for individuals and organizations that
support dementia care can lead to positive changes.

We need to make dementia everyone's business by spreading awareness, sharing information,
and reducing stigma. Addressing stigma and stereotyping is crucial for excellent and inclusive
dementia care. By creating dementia-friendly places and teaching society about dementia, we
can ensure everyone feels included and valued, fostering a culture that respects people and
educates younger generations.

To influence public policy decision-makers, we must think globally but act locally. By being
change agents in our communities, we can drive meaningful improvements in dementia care.

When we get it right, EMPOWERED care will thrive.

It will enable self-advocacy and nurture people to be active agents, fostering a sense of
purpose. Activities that bring meaning and are fun will be integral to people’s lives. People with
dementia will be as free as butterflies and as sunny as sunflowers, knowing that they matter.
They will live and die with dignity, soaring with a sense of freedom and fulfilment.
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EMPOWER

Dementia Network+

Contact us:
EMPOWER_Dementia_Network@kcl.ac.uk

Visit our website:
empowerdementia.co.uk
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