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About SILK
The Social Innovation Lab for Kent (SILK)
was set up in 2007, with two central tasks.
First, to provide a creative, challenging
environment for a wide range of people to
work together on some of the toughest
challenges the county faces. And second,
through drawing upon cutting edge
practice in the sectors of business, design,
community development and social
sciences, SILK set out to embed a way of
working across the council that puts people
- citizens - at the centre.
SILK.Team@kent.gov.uk
www.socialinnovation.typepad.com/silk
@silkteam

Foreword
Living with dementia is not the best as most people will appreciate! Finding
the Peer Support group in Maidstone was a godsend for me. So, when Vicky
and Dem (from the SILK team) came to visit us to talk about trying to help
others after they had been diagnosed, I became very enthusiastic (knowing
the bad time I had post diagnosis!).
So things moved on and then I became one of the founder members of the
Maidstone Mentors, which involved going to see people that had attended
the living well with dementia course. I also was involved with a number of
other projects with the SILK team, including helping to design the website
and the Dementia Alliance Network and helping a company in London with
a study of living well with dementia which ended with Sue and I going to the
House of Lords for lunch and the launch of the report. Also not forgetting
(excuse the pun!) the very important Dementia Diaries book which I think
is so important and also many other events I just cannot remember! All in
all this has made me feel very proud that Sue and I have hopefully helped
others to live well with dementia. And no it doesn’t end there as I (with the
support of Sue!) have attended many conferences as a speaker.
I am now supporting both my friends that have helped me in my bad times.
They both have cancer so need my support now! Oh, and by the way I am
59 years old and have lived with dementia for over 5 years!!
I think I will end with my strap line.
GUESS WHAT, YOU CAN STILL LIVE WELL WITH DEMENTIA!
P.S Please keep supporting people with dementia as a little bit of help goes
a long way!
All the best,
Brian Fuller
It was great to be asked to be involved with the SILK team to help with
setting up the website for Kent and to be asked what we felt about the way it
was to be designed, layout and colours. We were listened to and our ideas
and thoughts resulted in some of them being used. From our first meeting
with the SILK team things started to change and they took on board what the
people living with dementia and their carers needed and felt about how they
were treated.

Being involved with The Dementia Diaries and to see children embrace
dementia, also seeing the book take off not only in Kent but worldwide.
Thank you for involving us, it was good to see your hard work become a
reality and change the views of people who thought if you had dementia your
life was over, not true you can still have a good full life.
Sue Fuller

Welcome
The Social Innovation Lab for Kent was set up in 2007, co-designed with
Engine Service Design, to ‘do policy differently’. The SILK approach
works best in complex systems, to better understand and find solutions to
entrenched issues, always starting with people.
Since 2007, the framework for every SILK project has been the Starting with
People methodology, a creative, multidisciplinary, human-centred design
approach. Facilitating productive relationships between professionals and
citizens, gives people an opportunity to learn together and from each other,
while improving services and support. We have learned that a collaborative
approach to change makes the best use of existing human resource. People
motivated by change can contribute in a paid and/or voluntary capacity,
assured that their knowledge, experience and commitment will be mobilised
to foster the conditions for improvement and transformation.
Complex systems do not always require complicated solutions. It is important
to emphasise that the ideas that were prototyped in this programme were,
without exception, very simple in terms of task and function. All ideas were
modelled and co-developed on strong foundations of evidence and have
subsequently been adopted and adapted elsewhere in Kent and beyond.
When we say ‘living with dementia’, we mean everyone involved. The person
themselves, but equally husbands, wives, sons, daughters, step-children,
great-aunts, neighbours.
Collaborating with people living with dementia was often humbling and
sometimes a right laugh. It has been a real privilege to be part of a wider
movement in the UK and globally to ensure that the voices of people living
with dementia are heard, and, most importantly, valued as collaborators in
finding solutions.
We are indebted to the Kent Reference Group that included people living
and working with dementia - your insight and inspiration as collaborators
enables us to offer some simple solutions, which have the potential to make
things a little bit better. Thankyou.

“Where, after all, do universal human rights begin? In small places, close to
home – so close and so small that they cannot be seen on any maps of the
world. Yet they are the world of the individual person; the neighbourhood he
lives in; the school or college he attends; the factory, farm or office where
he works. Such are the places where every man, woman and child seeks
equal justice, equal opportunity, equal dignity without discrimination. Unless
these rights have meaning there, they have little meaning anywhere. Without
concerned citizen action to uphold them close to home, we shall look in vain
for progress in the larger world.”
Eleanor Roosevelt, “In Our Hands” 1958 speech delivered on the tenth
anniversary of the Universal Declaration of Human Rights.
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Just coping: a new perspective on low income families

Introduction

In 2011 the Kent and Medway Dementia Collaborative Board asked SILK to
undertake a piece of insight gathering work to support the Board’s vision:
“…that people with dementia receive timely diagnosis and support that
promotes their independence and helps them ‘live well’ with dementia, and
that all services and support are provided to the highest possible standards:
promoting dignity, choice and respect”.
Using methods adapted from the SILK Starting with People methodology
(socialinnovation.typepad.com/silk/about-silk-1.html), qualitative insight
gathering was carried out, to better understand the experiences of people
living with dementia in Kent.
This in turn led to a whole systems programme of work to explore, co-design
and test new models in ‘hot spots’ identified by evidence. The following
projects took place:
Public Awareness: The Dementia Diaries and learning resource pack
Assessment and Diagnosis: ‘Concerned about your memory’ Checklist
Early Intervention: Maidstone Mentors
Living Well with dementia: dementiafriendlykent.org.uk refreshed web
presence
Intergenerational Projects
The demonstrable evidence from this initial programme provided the
foundations from which a Kent and Medway partnership of Clinical
Commissioning Groups and the Local Authority was able to apply for
Department of Health funding. This successful application was part of the
Prime Minister’s Dementia Challenge, supporting a programme of work
towards becoming a Dementia Friendly Community.
In Kent: “…our vision for a dementia friendly community is an inclusive
community where people living with dementia and their carers are active
participants within community life. Where people with dementia remain
independent and have choice and control over their lives. We aim to
develop a whole system approach to dementia friendly communities,
working alongside key organisations and people to establish their role and
responsibilities in making this happen”. Source: NHS South of England
Dementia Challenge 2012 bid
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Policy contect and analysis

This report gives an overview of the approach, the findings, how we
designed, tested and implemented these new ideas, working alongside
people living and working with dementia in Kent.
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Context

The numbers
Worldwide:
There are currently nearly 36 million people with dementia in the world but
as many as 28 million of those living with dementia worldwide do not have a
diagnosis.
The numbers of people living with dementia worldwide is expected to double
every 20 years. By 2050 it is projected there will be 115 million people with
dementia worldwide, 71% of whom will live in developing countries. There
are over 6 million people with dementia in Europe.
The total estimated cost of dementia worldwide is £380 billion.
A 2012 report by the World Health Organisation recognised that dementia is
a global health challenge and called on countries to recognise this challenge
and include dementia in public health planning.
Source: Alzheimer’s Society UK, https://www.alzheimers.org.uk/site/scripts/
documents_info.php?documentID=412, February 2016
The World Health Organisation report Dementia a Public Health Priority
(2012) available here: http://who.int/mental_health/publications/dementia_
report_2012/en/
In the UK:
850,000 people live with dementia in the UK. This number is predicted to
rise to over 2 million by 2051.
121,512 people are currently living with dementia in the South East of
England
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Source: Alzheimer’s Society, www.alzheimers.org.uk/infographic, February
2016.
The UK government hosted the first G8 summit on dementia on 11th
December 2013 and has since appointed a World Dementia Envoy that will
be supported by a World Dementia Council.
In Kent:
Approximately 20,813 people aged over 65 are estimated to have dementia
in Kent based on 2013-14 estimates. By 2017 it is predicted that this figure
will increase to 21,991.
Diagnosis rates for dementia in Kent are around 44%.
Source: Kent ‘Dementia’ JSNA Chapter Summary Update ‘2014/15’
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Approach - human-centred methods and
methodology
Initially desk research and a literature review were undertaken to understand
methods used previously with people living with dementia, to inform and
adapt our approach appropriately. We wanted to achieve active and genuine
participation with everyone involved. We learned that there had been very
little work carried out previously which involved people living with dementia
throughout the whole project lifecycle.
Our aim was for people diagnosed with dementia to be enabled to contribute
at every stage of the redesign project, participating in tasks to increase
understanding, to review existing activity, to identify opportunities for change,
to co-design and test prototypes, and to be involved in implementation and
communication of the results.
We wanted to demonstrate the ability of people living with dementia rather
than the disability. We aimed to be creative in our thinking and learn from
professionals and people with dementia and their carers to find ways to
include people who were experiencing different symptoms at different
stages of the dementia journey. When talking to people, conversations were
deliberately fluid and led by the participants, so they could express their
priorities and explain significant experiences for them.
Our priority was to minimise any interruption into peoples’ lives, so as not to
disturb peoples’ routines or impose on their time, and enhance existing good
practice across the sectors. In Kent we identified key contacts working in the
field of dementia who could act as trusted intermediaries; these people were
able to introduce us to existing support and services. We were able to speak
to people at Day Centre groups, Carer and Peer Support groups, Dementia
Cafes and one to one interviews across Kent. For ‘service providers’,
a facilitated workshop for professionals and frontline workers was held
alongside smaller in-depth conversations.
To compare and contrast people’s lived and professional experiences in
real time, these conversations took place in parallel time frames. Data was
organised into the POINTS framework (Problems, Opportunities, Insights,
Needs, Themes, System challenges) which is a useful way to identify
opportunities as they emerge and reframe the data in terms of action
orientation.

Foreward

During the conversations we had with people, we also asked what
areas people would most like to see an improvement. Their ideas and
suggestions to improve the Kent Dementia Care Pathway were collected and
collated much like the insight data. Before presenting any data – insight and
ideas - to the Dementia Collaborative (Programme) Board and other groups,
we always checked back with groups and individuals that what we were
reporting was indeed a true representation of their experiences. We were
also able to triangulate with other research and concurrent activity. We then
worked with the Board to identify which ideas could be taken forward and
were left with 6 ideas to develop as projects.
In the later stages of the project individuals living with dementia offered to
attend the Dementia Collaborative Board alongside us to discuss the ideas
that were emerging, demonstrating the confidence that had grown during
the duration of the project and also that people living with dementia can and
want to speak for themselves.

The SILK approach values each participant’s contribution and advocates an
inclusive and participatory approach which in turn creates a momentum for
knowledge transfer and commitment amongst those needed to take projects
beyond start-up phase. Furthermore, genuine participation for a purpose
may have the added advantage of developmental learning and/or therapeutic
benefits. In our view, this approach is the most efficient and effective
way of using existing resources and demonstrates a sustainable project
methodology in times of dwindling resources.
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Insight and Main Themes
Full themes and insights can be found in the Kent Dementia Care Pathway
Co-production project Insight Report, Appendix A.
Main Themes
DIAGNOSIS
Everybody is different:
“One person’s diagnosis journey is never the same experience – we
are all different”.
Source: Insight report
Consistency:
A more consistent approach to diagnosis is needed across Kent
“I went to the doctor with a memory problem, it took two or three more
goes to make him understand”. Source: Insight report
Loss of independence:
A main concern for people “Driving and the prospect of not being able to
drive puts people off getting a diagnosis” (Professional). Source: Insight
report
LONELINESS, ISOLATION and SUPPORT
People feel alone and left to find out and fight for themselves
“It’s very much a case of ‘you shout you get’. Quieter people are often
forgotten about”.
(Professional). Source: Insight report
The appetite for community support - People who had access to local
support felt strongly that it was a lifeline to them.
“This café gives you the chance to get out, talk and support each
other, it’s what is really needed” “This café is our lifeline”
“The good thing about this group is that even though we’re all different
we can still understand each other – you can’t get this anywhere else
out there”.

About this report

SERVICES
Self-funders: After their initial assessment from social services, it appears
self-funders are left on their own to sort out the support they may need.
“Self-funders are the losers – doors close” (professional)
Support courses from the Memory Clinics: if available they were worthwhile,
but they may not run if lack of demand. Eligibility confused.
Post course support is variable.
“Nothing after diagnosis and the 6 week course”. “After the memory
clinic, it’s like stepping off a cliff”.
“You were told you had this disease and then told to basically get on
with it... people have described the walk to the car as the longest and
loneliest.” (Professional)
The role of GP surgeries could be better - People see their GP surgeries
as their first port of call and could be better equipped at signposting to local
support in the community
Support for carers: Isolated in some cases, variable support. Need more
practical support for tasks shaving
“No one thinks about the carers and the fact that there is so much
change for them”. “Who do you turn to when you need help?”
Existing carers support highly valued:
“Groups for carers (at Age Concern) are fantastic – I wish it could be
every week”.
Small and Locally Run Support Groups: run by volunteers, minimal budget,
hugely valued, but precarious model.
“I struggled to get my husband to a group – but now he’s here he loves
it”
“You need to be a special type of volunteer to be able to give out the
correct information – it is not a matter of training” (Professional).
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INFORMATION
Too much:
“I have a stack full of leaflets and booklets from many organisations
given to us, it’s too much for me to go through to find one particular
thing”.
Not enough:
“When you call for help, you call for help NOW.... you don’t want to, or
realise you have to, wait” (Professional).
Crisis point:
“Quite often nothing gets done until someone is in crisis, by that point
information is not useful to them” (Professional)
Complicated and misunderstood:
“Personalisation is a nightmare. Care managers don’t understand
Direct Payments so how should anyone else be expected to? It needs
to be much simpler” (Professional).
Not a single person we spoke to was aware that they received personal
budgets or direct payments.
Face to face is best - While people appreciated the different ways of
accessing information (e.g. online, by phone) the one way people wanted
more of was face to face, someone to talk to.
“Groups like this are worth more than any leaflet”
“If it wasn’t for attending this group we would not have known
anything more”
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Project 1 Dementia Checklist

www.dementiafriendlykent.org.uk/checklist/

Problem and Opportunity: People described how they found it difficult
trying to get referred for a diagnosis. They wanted something that would
make the initial conversations easier for everyone involved.
“I went to the doctor with a memory problem; it took two or three more goes
to make him understand. That’s only because that’s who I am, but some
people can’t stand up for themselves and can’t be forceful to make the
doctor understand”. Source: SILK Insight Report (2012).
Existing good practice: A number of documents were already available
which were reviewed by participants in the project working group.
Documents were printed out and discussed in a group setting. The
participants were able to share their preferred approaches and these were
used to inform the end result. These documents were:
•
‘Know the 10 Signs’ and ‘Preparing for your Doctor’s Visit’ (American
Alzheimer’s Association);
•
’10 Warning Signs’ (Alzheimer Society of Canada);
•
‘Worried about your memory?’ (Alzheimer’s Society, UK); and
•
excerpt taken from ‘Your guide to Dementia Services in Kingston’.
Involvement: This idea was initiated by people living with dementia who
attended a Day Centre group in Tunbridge Wells and a Carers Support group
in Maidstone. However, during the development of the Checklist people
and organisations from across Kent were involved, for example Maidstone
Memory Clinic and Admiral Nurses.
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Idea and specification: A ‘checklist’ that enables people to record their own
symptoms (or those of a loved one) and changes in symptoms over time, so
they can better prepare and have more confidence when speaking to their
doctor or other medical practitioner. The ‘checklist’ enables the medical
professional to find out information about the patient more efficiently and
effectively so that an appropriate referral can be made.
The Dementia Checklist needed to:
•
Provide people with an understanding of the symptoms;
•
Prepare people for meeting with their GP;
•
Signpost people to additional support if they needed it.
Development: An initial prototype was designed based on the needs and
aspirations identified in the review discussions. The first prototype was
shared back with all contributors, the Kent Dementia Collaborative Board to
share with their organisations and over 100 Admiral Nurses around the UK
via Dementia UK. All responses were gathered and used to refine the design
of the Checklist prototype. Key adaptations were including the title question
‘Concerned about your memory?’; rephrasing some of the text so that it
applied to the person with dementia and also family members and friends;
creating space for people to add other symptoms, changes or questions;
including a question about current medication and adding the 24 Hour Kent
Dementia Helpline.
Outcomes: The ‘Concerned about your memory?’ Dementia Checklist has
been endorsed and distributed by the
Kent Dementia Action Alliance, and adopted
by all Clinical Commissioning Groups across
Kent as a tool to contribute towards
increasing the rates of diagnosis. It is also
being used in other South East Counties via
the Academic Health Science Network and
the Kent, Surrey & Sussex Dementia
Friendly Communities Working Group.
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About this report

Project 2 Maidstone Mentors

www.dementiafriendlykent.org.uk/maidstone-mentors/
Problem and opportunity: When people received a diagnosis they said
they felt completely alone “like stepping off a cliff”, not knowing where they
could go or who they could speak to. People said they often didn’t know
where to turn to for support, but that once they had found support; it played
a very big part in their continued wellbeing. While people appreciated the
different ways of accessing information, the only way that people wanted
more of was face to face, in other words someone to talk to.
In some instances people had formed their own support networks, either
through not knowing what else was out there or because the type of support
they wanted wasn’t available to them locally. An example of this was a group
of recently diagnosed men who met at the Memory Clinic and decided to try
and stay in touch by arranging to meet at a local café as a way of coping and
supporting each other.
Furthermore there were also examples of individuals attempting to reach out
to others. Tom, now one of the Maidstone Mentors, had previously reached
out to his GP, offering support to others. “After I got my diagnosis I told my
GP that if he sent anyone else to a Memory Clinic could he please give them
my number, as I can understand what they are going through and they might
want to talk to me”. He wanted to prevent anyone else feeling as alone as he
had when he was diagnosed.
Source: SILK Insight Report (2012)
Existing good practice: Peer Support Groups
were already running in Kent, facilitated by a
range of organisations.
Involvement: This initiative was developed
alongside members of Maidstone Peer Support
group, the Alzheimer’s Society, and the Kent and Medway NHS and Social
Care Partnership Trust (KMPT). The idea for
Maidstone Mentors originated from Tom’s
experience and offer to his GP to support newly
diagnosed people. Members of the Peer
Support group supported and developed the idea
further to jointly create the Maidstone Mentors.
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Idea and specification: Maidstone Mentors is a peer support initiative
where people who have been living with dementia for a while support other
people who have just received a diagnosis, on a one to one basis. The Peer
Support group emphasised the importance of having someone to speak to
who had also been diagnosed as opposed to a professional or service who
might not relate in the same way as someone who is living with dementia.
Everyone involved agreed that there needed to be something to “fill the gap”,
supporting the transition between being diagnosed and finding support, but
we were not sure what it might look like at that point.
Working together it was agreed that the Maidstone Mentors would:
•
Attend KMPT Memory Clinic post-diagnostic course to talk to newly
diagnosed people about what Maidstone Mentors offer and hand out contact
information
•
Not provide advice but rather be someone who will listen
•
Share their own experience of being diagnosed and finding support
•
Tell people what is available locally
•
Signpost people to a specified person at Alzheimer’s Society if they
feel they are unable to assist the newly diagnosed person they are in contact
with
Development: Tom’s initial attempt to reach out to other people with
dementia via his GP, did not receive any phone calls. However, other
members of the peer support group, inspired by his commitment, could
see the value in trying something like this more officially. SILK continued to
work with the Maidstone Peer Support group to discuss and shape what the
scheme might look like, deciding upon the name, ‘Maidstone Mentors’, and
gained two volunteer mentors, Tom and Brian.
From this point we began to discuss in more detail how the Maidstone
Mentors would work in practice and worked together on a ‘Walk Through’.
We all agreed that there would need to be an organisation which endorsed
and supported the Mentors – and as the Alzheimer’s Society currently run
the Maidstone Peer Support group, it was a natural step for them to be the
organisation to support it. We also recognised KMPT would need to be
involved and began talking to them about how the scheme might work.
The Alzheimer’s Society provided support and informal training, they
ensured that the mentors involvement was rewarding and continued to
support their wellbeing. The KMPT Memory Clinic staff also supported the
scheme and allowed the mentors to attend the post-diagnosis course run by
the clinic to introduce themselves to newly diagnosed people.
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Outcomes: A formal evaluation has been carried out by ESRO which was
informed by research with Memory Clinic staff, the mentors themselves and
their networks. The evaluation suggested some recommendations to further
develop and adapt the scheme. It is continuing to be taken forward by the
Alzheimer’s Society. Since Summer 2015 Maidstone Mentors:
•
have been awarded funds from the Dementia Engagement and
Empowerment Project (DEEP). This was awarded on the strength of the coproduction approach used to create the idea.
•
have worked alongside the Alzheimer’s Society to focus on what
has been working well and what has not. So far attending the Memory
Clinic’s post diagnostic courses to meet newly diagnosed people has been
successful. They have trialled a one-to-one session between a newly
diagnosed person and the Mentor but this proved to be too much of a strain
on the Mentor.
•
have found a new mentor who is based in the Medway area,
which has expanded the offer geographically. They have recruited a new
Maidstone based Mentor and Tom continues to be involved.
•
have been looking at other opportunities for the Mentors to be
available to people newly diagnosed.
•
have been looking at a rolling programme of regular support and
training for the mentors, based on the feedback from the evaluation of the
test phase
The consistent feedback from people who have met the Mentors is that it
was really uplifting to meet people living with dementia who are so positive.
The meeting of the mentors is often mentioned when Memory Clinics
evaluate their post diagnostic course.
For further information please contact katie.antill@alzheimers.org.uk
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Project 3 Website Refresh
www.dementiafriendlykent.org.uk

Problem and Opportunity: When we started working on this project there
was a website already in existence which aimed to provide people living in
Kent and Medway with information about dementia and signpost them to
local support. While we were working on the project the organisation running
this website withdrew the contract and an alternative solution had to be
found.
During the insight gathering phase access to information came up again
and again as an important issue for people. While many people preferred to
speak to someone face-to-face many acknowledged that information was
becoming more available online, and a few participants offered to help shape
and develop a new Dementia website for Kent.
Involvement: Once a web developer had been selected via a procurement
exercise, a workshop was held with representation from a cross section of
people including, voluntary community sector partners, NHS and Social
Care
Commissioners
and
people with first
hand experiences
living with
players
in achieving the
government’s
ambitious
outcomes forofchildren
is
dementia to co-produce a website specification and Terms of Reference

Policy contect and analysis

Ideas and specification:
The aim was to ensure people can access the right information about how
to live well with dementia at the right time. To ensure the website was
accessible it was to be co-developed with people living with dementia,
carers and professionals. To prevent the problem of out of date information
being held on the website, the new website needed to signpost people to
existing websites where local organisations shared the most up to date
information about the support they provide. A great emphasis was put on
the ability of people to search for support in their local area, and the idea of
a map of Kent where people could see what’s available to them locally was
decided upon. Throughout the site there was to be contact information for
the Kent and Medway 24 Hour Dementia Helpline in order to provide people
with a person to speak to should they need to.
Development:
•
A desktop walkthrough of the site was created and key features were
voted on by everyone at the workshop. The web developers took these
ideas and started to create the first template of the wireframe.
•
The web developers created a test web page which was used to
get feedback so adjustments could be made. The test page was shown at
events, taken to meetings and used to get feedback from individuals and
groups.
•
After gathering feedback the web developers built the website taking
into consideration what people had said.
•
The new website was populated and was user tested before going
live. The site now sits with KCC’s Dementia Friendly Communities team and
can continue to be updated and amended in the future as needed.
Outcomes: A new Dementia website was co-created for Kent which
has become a central point for recording the County’s progress towards
becoming dementia friendly. It has become a source of inspiration for
communities in Kent and beyond to share and learn from each other.
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Project 4 Intergenerational Projects

www.dementiafriendlykent.org.uk/learning/intergenerational-projects/
During the first part of 2013 we explored different approaches to
intergenerational activity between young people and people living with
dementia. Each project was a 3-way collaboration between a community
based organisation, young people and people living with dementia. The
condition to take part was that people and organisations had to follow a coproduction approach where young people and people living with dementia
participated together in planning, testing and carrying out the project. It was
intended to break down stigma attached to dementia and start building a
dementia friendly generation for the future, whilst also demonstrating the
ability of people to still contribute.
All participants agreed to share their learning to inform the development of a
learning resource pack.
All the projects were experimenting with new ways of working together in a
community setting.
•
Duke of Edinburgh students from Simon Langton Grammar School in
Canterbury and residents from Kimberley Care Residential Home in Herne
Bay enjoy the use of iPads for real time reminiscence.
•
Students studying social care at Brockhill Performing Arts School
were supported by creative social enterprise Ladder to the Moon, to
collaborate on a dance performance with residents from Hawkinge House
Nursing Home.
•
Brightshadow Performance Company worked alongside young people
from the Children’s Society Intergenerational Project and residents from
the Trinity Foyer COGS Club Margate to produce an art installation about
experiences of dementia.
Students from Canterbury College collaborated with community
•
organisations around Canterbury High Street to film and interview people
about what a dementia friendly community means to them.
•
After becoming Dementia Friends, students from the Oasis Academy
on the Isle of Sheppey raised money and hosted afternoon tea and activities
for Barton Court Care Home.
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About this report

Project 5 The Dementia Diaries

www.dementiafriendlykent.org.uk/learning/dementia-diaries/

Opportunity for improvement: A Kent County Council Select Committee
on Dementia in 2011 recommended a resource was needed to increase
awareness of dementia amongst children and young people for future
generations, as there was currently lack of awareness.
Existing good practice: We looked into what was already available for
young people - this was minimal. We also observed that no one had really
explored dementia from the perspective of young people, or indeed the
grandchildren of people living with dementia before.
Involvement: We started our conversations with young carers at an
organisation called Faces of Kent. The young people we spoke to care for
their loved ones with a range of illnesses, not only dementia. We talked
about what had helped them through their own difficult times.
Idea and specification: The Dementia Diaries started as an idea from speaking
with Faces of Kent and attending their young carers group. The young
people said a book in the style of Diary of a Wimpy Kid, where the “facts are
true and the feelings are real” would help raise awareness.
SILK 25
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Development: This project was unique and ground-breaking. Firstly, by the
genuine participatory approach that was taken, where young people and
their families were kept at the heart of the process, by inviting families to
participate in the initial research and then sitting on an Editorial Board.
Secondly, the use of imagery and humour to bring young people’s stories
and memories to life which were gathered from the grandchildren of people
living with dementia in early 2013. We had not seen an approach such as
this, “a novel in cartoons”, in the field of dementia or indeed published by a
government agency.
The ‘novel in cartoons’, based on true stories from across Kent, was selfpublished by SILK in May 2013 and was launched at an event with over 80
people, which was opened by Dementia UK’s Chief Admiral Nurse Hilda
Hayo.
The finished book follows four young people, Brie, Sarah, Sam and Fred. We
follow the Diaries as they hear of the diagnoses, all the way through until the
end. The book looks at dementia from the perspective of a young person,
and as such is full of hope, fun and deep understanding. Adapted from
interviews with young carers across Kent, The Dementia Diaries aims to raise
awareness of dementia amongst young people.
A foreword was provided by Angela Rippon OBE, who is Chair of the
National Dementia Action Alliance:
“The Dementia Diaries are a delight and a revelation. The thoughts of these
young people coming to terms with the effect that dementia has on much
loved members of their families are humorous, humbling and overlaid with
uncompromising honesty.
They demonstrate a remarkably mature and uncomplicated approach to the
condition and their grandparents.
There is no stigma. No fear. No judgement. What there IS, is humanity and
wisdom beyond their years, as we see dementia through the prism of youth.
As Brie says “just because you get a diagnosis doesn’t mean that you have
to stop being the human being that you’ve always been”. Oh Brie - how right
you are!
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These young people happily inhabit the parallel universe where their
grandparents feel safe and in control. They recognise a carer grandmother
as being “amazing”, intuitively develop “tricks to overcome confusion” and
see the end of life approaching like “an old leaf getting ready to fall from the
tree”.

I think its brilliant to see Brie, Sam, Fred and Sarah representing a dementia
aware generation who will mature into a society in which dementia is
understood, dementia patients are respected and the word “stigma” will no
longer be part of the Dementia Dictionary.
These aren’t just Diaries they are a real beacon of hope for the future”.
Following the publication of the book, in a discussion about how to publicise
it, one of the grandchildren suggested a short animation to promote the book
was needed. So the Braincell Boogie was created.
Outcomes: This book has touched so many people as it is symbolic of real
life - poignant, funny, emotional, sad, confusing and exhausting. Although
intended to be primarily for young people, we have received hugely positive
feedback from people of all ages.
The book is currently in every school and library in Kent, Surrey and West
Sussex and the Midt Region of Denmark; it is being used by dementiaspecialist Admiral Nurses across the UK, by health professionals in Denmark
and Norway, and by Dementia Charities in the UK, USA, The Netherlands
and Australia. It is also being used as a training resource for Social Workers
and Health Professionals.
Following a request at the Launch we handed out the book at the G8 summit
on dementia in October 2013.
In the following year the book received an Excellence in Participation award,
coming runner-up to Alder Hey Children’s Hospital, at the NHS England’s
Innovation Conference. Jasmine and Jack and their parents attended the
award ceremony in Manchester, Jasmine said, “Being short-listed was such
a big step. To see my memories become a book that will help others has
been a surreal experience. To know that the resource is valuable to not just
the UK but abroad was shown through our trip up to Manchester. After the
ceremony we were praised for the work that we had done and it has hugely
enriched my life to be part of such an important thing today”.
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“A beautiful book from the first page to the last word”, Anne Child MBE
“WOW… a ‘must’ for all those families who find themselves having to have
that awkward conversation with the kids about what is happening around
them! It really puts things into perspective! Well done”, Amazon Review
“I work within a Home Treatment Service that specialise in supporting those
with a diagnosis or probable diagnosis. I have the belief that publications like
this could well aid in reducing stigma attached to a diagnosis of dementia.
Not only can it bring some comfort to those with a new or long standing
diagnosis and to their families / carers, it can also provide education”,
Jennifer Cooper, Mental Health Nurse, Sittingbourne
“Once I started to read The Dementia Diaries I couldn’t put it down and I’m
not a reader. Some parts of the book I found quite humorous, other parts
reduced me to tears. The attitude of these young people to dementia is
very uplifting. As a fairly new carer, I can learn - very well done to all who
contributed. Thankyou”, Jean W, Carer
“We need innovative resources, such as The Dementia Diaries, as an
educational resource for everyone. This novel in cartoon will engage
children and adults around the world. In fact the idea of making a book about
dementia, by children, is groundbreaking. I highly recommend The Dementia
Diaries to anyone that wants to learn about the challenges of dementia
through the eyes of young children”, Sophie Okolo, Ageing Professional,
USA
We have now secured a partnership with a global publishing company
Jessica Kingsley Publishers, who have re-published The Dementia
Diaries book, which now also includes learning resources. It is available to
buy internationally from www.jkp.com/uk/the-dementia-diaries-34085.html
“I use quotes from the book often when I am giving presentations on
Dementia to show how “children get it”. It is a wonderful collection of
thoughts that illustrate just how children embrace the idea of dementia,
do not have the word stigma in their vocabulary, and are happy to support
families affected by dementia. I do hope that as a result of this contract the
book reaches an even larger audience.” Angela Rippon
To find out more: Contact silk.team@kent.gov.uk or @dementiadiaries on
Twitter or Facebook 'Dementia Diaries'
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Project 6 Dementia Diaries Learning Resource
www.dementiafriendlykent.org.uk/learning/learning-resource-pack/

Opportunity: We didn’t want The Dementia Diaries to just sit on a shelf, so
the book has now grown to include a learning resource which is curriculum
ready for a classroom, community learning or home education setting.
Existing good practice: In the earlier stages of considering what The
Dementia Diaries learning resource would look like we were able to learn
from the pioneering work that Rock Sturt, formally of Alzheimer’s and
Dementia Support Services, had undertaken with Northfleet School for
Girls and St John’s Catholic School in Gravesend, as part of the National
Dementia Challenge. Also at a national level, Dementia 4 Schools was
growing a significant network of schools involved in educational resources
for teachers and students.
Involvement: Participants in this project included teachers from
Northfleet School for Girls, Brockhill Performing Arts School, a social care
representative from Surrey County Council, family carers attending on behalf
of East Kent Independent Dementia Support. The Dementia Diaries Editorial
Board and Matthew Snyman, the author of The Dementia Diaries, were also
involved throughout. Mid Kent College and East Kent College, and Keith
Oliver, a retired Head teacher from Canterbury currently living with dementia
and also Chair of the Forget-me-Nots, also contributed to the discussion
about the requirements of the Learning Resource.
Ideas and specification: It was agreed that the Learning Resource needed
to:
•
include baseline knowledge or where to get it from;
be a whole systems approach, making dementia relevant and
•
accessible in a way that compliments what teachers/students already have
to achieve;
inspire people with resources/tools without imposing/directing exactly
•
what they do with them or how they do it.
Development: The very first workshop for the learning resource pack was
held in August 2013 where existing projects from Kent and beyond were
discussed.
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A year later and we had put together a specification for a freelance teacher
to start to make the learning resource. We have followed the requirements
above while building on the success and format of The Dementia Diaries,
featuring all the characters from the book.
Outcomes: The Learning Resource has been developed to engage with
PSHE Association of Study and the National Curriculum Programme of
Study for Citizenship. Targeted at KS2 and KS3, it has been produced using
Dementia Diaries as source material for lessons, games and educational
experiences by qualified teachers and carers. It is intended that students’
knowledge and understanding will be developed through speaking and
listening activities, social emotional literacy, cognitive reasoning and problem
solving.
It was built with accreditation in mind, to equip learners with life and
employment skills, and is suitable for students with a range of learning
styles, needs and abilities. We decided not to pursue bespoke accreditation
as the resource can be easily adapted to suit existing accreditation
frameworks for formal and informal education.
The final pack is over 150 pages long, and has been developed with
education professionals and discussed with people in different learning
settings in Scotland, Canada, Denmark and The Netherlands. A particular
thank you to teachers and students in Kent and Medway at Northfleet
School for Girls, King Ethelbert’s, Oasis Academy, Fulston Manor, St.
Peter’s Catholic Primary, Brockhill Park Performing Arts College, Rochester
Independent College, Chatham Grammar School for Girls, and Meopham
School.
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Dementia Friendly Communities
Introduction
The demonstrable evidence from the Kent Dementia Pathway Coproduction projects provided the foundations from which a Kent and Medway
partnership of Clinical Commissioning Groups and the Local Authority was
able to apply for Department of Health funding. This successful application
provided funds as part of the Prime Minister’s Dementia Challenge,
supporting a programme of work towards Kent becoming a Dementia
Friendly Community.
“Our vision for a dementia friendly community is an inclusive community
where people living with dementia and their carers are active participants
within community life. Where people with dementia remain independent
and have choice and control over their lives. We aim to develop a whole
system approach to dementia friendly communities, working alongside key
organisations and people to establish their role and responsibilities in making
this happen”. Source: NHS South of England Dementia Challenge 2012 bid
Development
For the Dementia Friendly Communities (DFC) programme we invited
people from the contacts we had already made to be part of a reference
group to support the DFC programme. Initially we had thought the reference
group would be made up of people living with dementia and their carers/
families, however, as the programme of work progressed we realised that the
reference group would be enhanced by including people who were working
in the field of dementia, many of whom had personal experience.
As we moved forward with the DFC programme, it was also agreed to
refresh the Kent and Medway Dementia Collaborative into a Dementia Action
Alliance, so Kent was part of a national programme of alliances - which
placed action as a central function.
“The Kent Dementia Action Alliance is a collection of stakeholders brought
together to improve the lives of people with dementia in their area. It includes
fire and rescue services, local authorities, charities, community groups,
businesses, care providers, health trusts, and people living with dementia
and their carers. The Action Alliance is intended to be self-supporting,
working for local people with dementia and their carers. All members of an
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Alliance are equal partners working together.” Source: Peter Marsh, DFC
Project Officer

It was decided in Kent that underneath the Kent wide Dementia Action
Alliance there should be local alliances which would focus more specifically
on local issues. This led to the creation of a number of local alliances each
with representation on the Kent Dementia Action Alliance.
Local alliances worked alongside the DFC project officers to raise
awareness within communities and worked alongside the Alzheimer’s
Society on their Dementia Friends programme. Local projects were taken
forward by the local alliances and were shared at the Kent Dementia Action
Alliance meetings to build momentum and inspire others.
Staff employed at Kent County Council, to facilitate the Dementia Friendly
Communities programme, continue to work alongside communities
across Kent. There is now full coverage across Kent of Dementia Friendly
Communities. There are a growing number of local Alliances, usually along
District boundaries, who enable a genuine and diverse representation from
a cross-sector of local organisations and institutions which support people
to live well with dementia. The breadth of the community projects has been
wide covering topics such as, the arts and film-making, awareness raising
events, the creation of dementia cafes, engaging with local businesses,
sports and activities and further intergenerational work. For up to date
information please see: www.dementiafriendlykent.org.uk
We know that there is in the region of over 3000 people who have attended
the Dementia Friends Information session and this continues to rise as the
Dementia Communities Team work across Kent.
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The new website developed as part of the original Dementia co-production
project was chosen to be the vehicle for recording the progress and sharing
the successes of the DFC programme. All projects and news stories were
recorded on the website under each district area so that a live feed of what
was happening in each community was created. This aimed to inspire
communities to learn from each other’s approach.
It was initially decided by the Kent Dementia Action Alliance, that a
condition for having content on the newly developed dementia website
(dementiafriendlykent.org.uk) was having to be signed up to the Alliance
model. Later on, to encourage more informal groups in the community, it was
agreed that if you were an official ‘Supporter of the Local Alliance’ you could
also be included on the website.
A full list of current Kent Dementia Action Alliance members can now
be found here: www.dementiaaction.org.uk/local_alliances/4231_kent_
dementia_action_alliance
In the UK
This work has generated invitations to share both the learning from the
co-production projects and intergenerational programme across a huge
range of audiences. Taking into account the original challenge to break
down the stigma attached to dementia, we have campaigned about the
value of discussing dementia beyond the dementia space. Dementia Diaries
has been a successful tool to do this, and we are really pleased to see the
growing awareness generally of Dementia and Alzheimer’s in the media,
locally and globally.
This programme of work has been shared organically across our own
networks and those that we have developed within the dementia sphere.
In the South East of England, we regularly reported back to the Kent
Dementia Collaborative, now Kent Dementia Action Alliance, and also
formed a wider partnership network across the Kent, Surrey, Sussex
borders, contributing to the regional Collaborative meeting and Academic
Health Science Network. In the UK, we have shared the development of this
work programme over a number of years at the Journal of Dementia Care’s
annual Dementia Congress and also presented at Dementia Leadership
Events run in conjunction with the NHS and Westminster Briefing Magazine
and Journal of Dementia Care, also published in Australia.
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Most recently SILK was invited to design and run a 5 day participatory
research Lab process on Dementia. The Northern Ireland Dementia Lab was
hosted by the Public Sector Reform Division, Finance Department for the
Northern Ireland Civil Service and reported directly to a Minister. It was held
over 2 locations across Northern Ireland, with 80 participants from across
Northern Ireland of whom 26 people were living with dementia (disclosed)
and 9 carers (disclosed), and an estimated £100,000 of professional time
contributed to the process. A report will be available on request from silk.
team@kent.gov.uk

Internationally
Internationally we have shared the work with those who have approached us.
We presented at a Dementia Conference for Kent and Medway NHS Trust
and Social Care Partnership Trust’s Health and Europe Centre. Our work
has been presented at global design conferences in France, Dutch Design
Week in The Netherlands and a Symposium on Service and Information
Design in Slovenia. We also used this work to evidence the success of the
SILK methodology in Touchpoint, the global magazine for service design and
a guest blog to publicise the book The Social Lab Revolution.
A highlight was The Dementia Diaries Tour, supported by Midtlab, to the Midt
region of Denmark where we shared The Dementia Diaries with community
outreach professionals and did a reading in a care home to over 100 people,
including residents of the home, school children and community members.
Students from a neighbouring music school translated and performed their
own version of the Braincell Boogie. For more information look at this link:
http://socialinnovation.typepad.com/silk/2014/03/denmark-does-the-braincellboogie-aka-hjernecelle-boggi-.html
Following this, The Dementia Diaries was presented on our behalf at a
Dementia Leadership Conference in Norway. To promote the relaunch
of The Dementia Diaries and 150 page Learning Resource, an atricle was
published on the US based Global Health Aging blog in Dementia
Awareness Week 2016.
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Conclusion

We originally set out to explore: “…that people with dementia receive timely
diagnosis and support that promotes their independence and helps them
‘live well’ with dementia, and that all services and support are provided to the
highest possible standards: promoting dignity, choice and respect”. Source:
Kent Dementia Collaborative
Through the 6 projects created and tested under the Kent Dementia Pathway
Co-production Project we have explored the themes of diagnosis, support,
information, future generations, awareness raising and reducing stigma; and
throughout have ensured that people living with dementia and their families
have been at the heart of the work. We have co-created new tools, provided
demonstrated examples of different ways of working and shared learning in
the UK and beyond.
During the Dementia Friendly Communities programme we have worked
towards creating a county where: “…people living with dementia and their
carers are active participants within community life. Where people with
dementia remain independent and have choice and control over their
lives. We aim to develop a whole system approach to dementia friendly
communities, working alongside key organisations and people to establish
their role and responsibilities in making this happen”. Source: NHS South
of England Dementia Challenge 2012 bid. Since the Kent Dementia Action
Alliance was launched in April 2014, requiring accountable actions from
all its members, it continues to go from strength to strength, using the new
Dementia Friendly Kent website as the public facing window to share what is
happening locally.
At the beginning of this programme we were inspired by ‘Without Walls’,
the work of the Joseph Rowntree Foundation in Yorkshire. Their conclusion
struck a chord: ‘What is good for people with dementia is good for
everybody’. During our work we started to talk about ‘Friendly Communities’
rather than Dementia Friendly Communities, thus wholeheartedly supporting
this conclusion. This work programme is about dementia, but the projects
are adaptable beyond dementia and we hope they will be. Continued
labelling can perpetuate divisions and the isolating factors that result
whereas a ‘friendly community’ can be inclusive for everyone. What this
programme actually demonstrates is an inclusive approach to redesign and
transformation; how to involve people by seeing ability, rather than disability,
through a creative and enabling approach; an asset rather than a deficit
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SILK facilitates an equitable space where everyone is invited to contribute.
In times of dwindling resources, a social innovation approach is an efficient
and effective use of existing assets through the social economy – e.g.
experiences, relationships and networks. Working directly with people
with lived experience took us to the heart of the issues immediately. A
responsive, flexible and productive process is as important as outputs and
outcomes. A process facilitated in this way is a welcoming space, creating
opportunities for people to connect to each other. People can informally
share knowledge and experiences to inform professional practice and, from
a user perspective, both citizens and professionals, can share experiences
on how to navigate the system. All parties will gain something useful from
their involvement. Creating such participative foundations leads to genuine,
reciprocal and trusting relationships, which in turn generate energy leading
to a real momentum for change to drive projects forward.
With access to insight, also comes a duty to act upon it. We have found
over the years that to enable systemic change, top down and bottom up
change needs to happen in parallel. To initiate a change at strategic level,
a new conversation is needed. In this instance the coproduction projects at
grassroots level gave evidence for this new conversation to happen. The
coproduction projects were identified through evidence and thus initiated
at critical points on the Dementia Pathway in order to enhance the existing
offer. Collectively these projects provide solutions that if implemented
together could offer a whole system solution. In the same timeframe the
existing Dementia Collaborative, the strategic infrastructure network across
Kent, was refreshed to form the Dementia Action Alliance, a network with
‘action’ as its core aim.
The importance of recording every project process ensures both
transparency and also contributors can see where they have made a
difference. This will always be in the form of a ‘tangible’ communications
output that participants can identify with; perhaps a newsletter, a book, a
film, a report, a website article etc. Delivering communication ‘products’ that
have been co-developed with participants gives people tools to tell their own
part of the story, thus creating ambassadors for the work programme.
This programme of work would have significantly diminished in integrity,
value and impact without the role of and collaboration with the Kent
Reference Group.
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group contributed their wisdom from
their own experiences in a personal and professional capacity to keep the
programme on track. The successful projects have only been achieved
because we worked side by side with people who are currently living with
dementia, both in a personal and a professional capacity. Brian, a member
of the reference group contributed the aspirational quote “Guess what you
can live well with dementia!” that became the vision statement throughout
the programme.

A core component of any SILK project is to share good practice. We have
learned that by sharing, learning and connecting beyond the boundaries
of Kent, we are able to evidence different ways of working which enables
the possibility to challenge cultural sticking points. The internet allows us to
work globally and much of our inspiration came from projects from around
the world. It has been a real privilege to be working in the field of dementia
in such significant times of change whereby people living with dementia are
themselves challenging stigma and perceptions about what is possible, when
living with dementia. We are really pleased to have been able to contribute to
what has become a growing global movement where dementia is framed as
a human rights issue and the rights of people living with dementia are firmly
on the map.
One of the challenges we encountered, and this is not exclusively with the
dementia programme, is managing the expectations of people who wanted
change to happen immediately. When living with a progressive condition,
there was an enhanced urgency; people who participated rightly wanted
to see their contributions make a difference. Our role in keeping people’s
interest and in this case memory alive, while government systems caught
up, was at times frustrating and a genuine risk to project progress. However
we relish a challenge and believe this is a key learning point where a ‘lab’
model can play a crucial role, as the ‘interface’ in-between citizen and state
systems, where innovative progress can happen. It was a great opportunity
to work in collaboration with Northern Ireland Civil Service to run an
open-door, five day Dementia Lab held in Hemsworth Court Supported
Accommodation and Healthy Living Centre in Derry.
This programme of work has been significant in consolidating our creative
and participatory approach to social innovation and change. Dementia is
a complex field - the SILK approach works best through co-creation of simple
solutions in conditions of complexity. Inviting people with real experience into the
heart of the change process creates the conditions for transformation. And let’s
recognise that a whole systems approach will create not just a dementia
friendly but a friendly generation for the future.
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As Trudy Dean, Chair of the Dementia Select Committee at Kent County
Council said in the Making of The Dementia Diaries, “If you want to change
culture, you tell a different story, but if you want enlightenment, ask children”.
Citizens, both young and the young at heart, are essential collaborators for
any progress to be made and really are the guardians of hope for the future.
We are particularly proud of The Dementia Diaries, which demonstrates that
embracing socially innovative and creative approaches can be truly groundbreaking.
We would like to say thank you to everyone who has been involved since
2011; all of the groups who kindly allowed us to attend and who shared their
experiences and ideas with us; all the organisations and people working in
the field who contributed their time; the reference group; those who have
inspired us in ways you will never know; and everyone else who we have
met along the way. We hope this programme of work makes a difference.
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Dementia Pathway Co‐production Project
Insight gathering with professionals, groups and
people living with dementia
Initial Findings ‐ February 2012
Introduction
SILK were asked to work on this project as part of the Kent and Medway Dementia Collaborative’s
vision “that people with dementia receive timely diagnosis and support that promotes their
independence and helps them ‘live well’ with dementia, and that all services and support are
provided to the highest possible standards: promoting dignity, choice and respect.”
In order to achieve this we have been using our project methodology which draws on the
principles of co‐production. By working with members of the public, people living with dementia
and their carers alongside professionals from health and social care, community, voluntary and
private organisations we aim to gain an understanding of the dementia care pathway from a
different perspective and work alongside people to develop the project collaboratively. The
insights gathered will inform commissioning and help to develop sustainable service solutions
alongside the community.
The co‐production themes we have explored are:
•
•
•
•

Raising public and professional awareness and understanding of dementia, in order to reduce
the stigma associated with dementia and encourage more people to seek diagnosis and/or
support.
Ensuring people with suspected dementia are identified appropriately and helped to make
informed choices about their support needs, including whether or not to seek a formal
diagnosis.
Ensuring people with dementia (and their carers) feel supported and are able to remain as
independent for as long as possible.
Ensuring people with dementia (and their carers) are supported through periods of change.

We have worked with people across Kent aligning to the localities within social care:
•
•
•
•
•
•

Dartford, Gravesham and Swanley
Maidstone and Malling
Ashford and Shepway
Canterbury and Swale
Thanet and Dover
South West Kent (Tunbridge Wells, Tonbridge & Sevenoaks)
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Approach/Methodology
During this project we have been following the SILK Methodology, a tried and tested participatory
project methodology which breaks projects down into four phases: Initiate, Create, Test and
Define.

This report discusses what we have found during the Initiate and Create phases, Test and Define
will take place in the next half of the project.
We had been asked to look at four broad themes around the dementia care pathway which were
identified during an exercise held with the Dementia Collaborative Board on 9 September 2011,
the themes were:
Diagnosis
Information
Personalisation / Community
Services and Support Networks
Initially we undertook desk research and carried out a literature review to understand methods
used previously and to adapt our own methodology and tools as appropriate when speaking with
people living with dementia and their carers. We learned that there had been very little work
carried out previously which involved people living with dementia throughout the whole project
but were able to gain an understanding of what may be achievable during this work. The desk
research gave us an insight into the ethics we needed to take into consideration and helped to
inform our own ethics statement. A ‘topic guide’ was developed as an aid to ensure that the
different conversations held by SILK could be collated and compared easily once the initial insight
gathering phase was finished.
Starting in September we began the insight gathering phase by speaking to professionals and
frontline workers. These conversations helped us to understand the issues faced by those working
with people living with dementia and their carers, and were also vital to identifying the different
groups and people we would speak to.
Conversations with Day Centre groups, Carer and Peer Support groups were facilitated through
the trusted frontline worker and were held in the usual group settings where people felt most at
ease. Other group discussions were also facilitated by the trusted group leader to introduce the
SILK team to the group. A few one‐to‐one conversations were held at the request of the individual
and these were arranged at a time and venue preferred by the individual. A providers workshop
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was facilitated by SILK with participants invited via members of the Dementia Collaborative Board.
Please see Appendix 1 for a full list of people and groups spoken to.
Conversations were based on the four themes (information, diagnosis, personalisation and
community support, and services and support). Even though the topic guide was used to help
facilitate the discussion we allowed the group to lead the conversation and choose the topics they
wanted to talk about so they could express their priorities and explain the significant experiences
in their journey.
The purpose of the Create phase of the SILK methodology is to collect as many insights and ideas
as possible. By speaking to professionals, people living with dementia and carers we have been
able to build a picture of people’s journeys and experiences across Kent. In the next section we
will discuss the key messages that were brought to our attention as significant issues during the
five month insight gathering phase.

Key Messages
All quotes in the section below are from people living with dementia or their carers unless stated
otherwise.
DIAGNOSIS
Everybody is different
While speaking to people about the care pathway one point was strongly emphasised – everybody
is different. Every person that we spoke to also agreed that each diagnosis experience is different.
“One person’s diagnosis journey is never the same experience – we are all different”.
The difference in experiences has been attributed to varying factors, including the character of the
GP, the carer or the person living with dementia. Whilst acknowledging that this is not a problem
in itself, it is clear that any particular service or support needs to be flexible enough in its approach
in order to fit the different needs of people, rather than “one size fits all”.
Too often the diagnosis becomes the aim, when it should really be the start of the journey. It is a
crucial point at which more support and direction needs to be given to people, you either stay on
the radar or you are lost and picked up at crisis.
“Within a primary care setting you see diabetes, asthma, heart clinics etc, but no dementia, it’s like
the poor relation that’s hidden away from everyone else. It might make it more socially accepted”
(Professional).
A more consistent approach to diagnosis is needed across Kent
After speaking with many people across Kent about their experiences when they first approach
their GP, it has become apparent that these journeys are very varied and inconsistent. People
want a clearer and more consistent approach so that they can know what to expect during their
journey.
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“Why can’t they tell you what’s going to happen at the start… Do they not know?”
“I went to the doctor with a memory problem, it took two or three more goes to make him
understand. That’s only because that’s who I am, but some people can’t stand up for themselves
and can’t be forceful to make the doctor understand”.
People feel alone and left to find out and fight for themselves
Many group members and their carers felt that despite so many people being involved at this
stage of their journey, one professional after another, they still felt that they were on their own
having to find out about either their specific diagnosis or what was available to them.
“I had to organise everything for myself, I feel completely alone. The Care Manager is unhelpful,
when she comes round she just confirms there is nothing that she can do.”
It is during this time that some people can get left behind and fall off the radar,
“It’s very much a case of ‘you shout you get’. Quieter people are often forgotten about”
(Professional).
Driving
One of the main concerns upon receiving a diagnosis was whether people were able to continue
driving. There was a lack of consistency between what different people had been told and this has
led to confusion and worry,
“I have been driving without a licence for a few months. I called DVLA who say they are very busy
so I should carry on driving and ‘it will be ok’.”
The worry of whether they will be able to continue driving, particularly for men, and the feeling
that they will be losing their independence, along with the lack of clarity about where people
stand may have wider implications than just the issue of driving itself.
“Driving and the prospect of not being able to drive puts people off getting a diagnosis”
(Professional).
What happens after the Memory Clinic?
While experiences of the memory clinic were generally good, there was confusion about who was
eligible for the support courses available from the clinic. The main issue was when discharged
from the clinic’s care people didn’t know where to go next or who to turn to for help,
“After the memory clinic, it’s like stepping off a cliff”.
Even when people had been given the option of attending the courses beyond the care of the
clinic there was still uncertainty about what next,
“Our surgery was running a course, Dad went to a cognitive course for 10 weeks, Mum and I went
to Carers Support for 6 weeks. Now that has ended and I don’t want Mum left in limbo.”
“You were told you had this disease and then told to basically get on with it… people have
described the walk to the car as the longest and loneliest.” (Professional)
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INFORMATION
Information – both too much and not enough
People expressed that they had received too much information but at the same time not enough.
People need the right amount at the right time in order for the information to be useful to them.
They had received too much at the beginning of their journey,
“I have a stack full of leaflets and booklets from many organisations given to us, it’s too much for
me to go through to find one particular thing”.
But then when they needed to find information quickly this was not always easily available to
them,
“When you call for help, you call for help NOW.... you don’t want to, or realise you have to, wait”
(Professional).
“Quite often nothing gets done until someone is in crisis, by that point information is not useful to
them” (Professional)
Many people we spoke to felt that the information would be better if it was drip fed during
appropriate times in their journey rather than everything at once or nothing at all.
Face to face is best
While people appreciated the different ways of accessing information (e.g. online, by phone) the
one way people wanted more of was face to face, someone to talk to. The people who were
already attending groups appreciated the fact that they are able to get this,
“Groups like this are worth more than any leaflet”
“If it wasn’t for attending this group we would not have known anything more”
But acknowledged that not everyone is able or wants to attend these kinds of groups,
“I wonder how people with dementia who don’t have a group like this cope.”
As part of the offering of information available people want leaflets and the ability to look things
up on the internet, but in some instances a little more is needed. For those who don’t have access
to a group or an Admiral Nurse or Crossroads (which were also highly valued by those who had
access to them) the option of having somewhere to go where you can speak to someone was one
of the most requested things people we spoke to asked for.
“The information needs to come from a ‘person’, once you have that initial contact to explain
leaflets etc it works a lot better” (Professional).
The role of GP surgeries
People felt that GP surgeries could play a bigger part in the way that information is accessed.
Whether as a place where information is kept or as a place where people can go for that face to
face contact, there was a lot of discussion about the role local surgeries can play.
“We regularly send brochures to GPs, they never appear in any surgeries though” (Professional)
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People see their GP surgeries as their first point of call and have requested that more work could
be carried out looking into how surgeries could become better equipped to signpost people to
what’s available locally.
PERSONALISATION AND COMMUNITY SUPPORT
Lack of understanding
Out of all the groups and individuals we had spoken to not a single person was aware that they
received personal budgets or direct payments. Even though at one group in particular the
professional who ran the group was aware that everyone who attended was receiving personal
budgets none of the people knew. It was felt that personalised budgets are too complicated and
there was a lack of understanding from all sides about what they are.
“Personalisation is a nightmare. Care managers don’t understand Direct Payments so how should
anyone else be expected to? It needs to be much simpler” (Professional).
The appetite for community support
People who had access to local support felt strongly that it was a lifeline to them,
“This café gives you the chance to get out, talk and support each other, it’s what is really needed”
“This café is our lifeline; it’s an outlet for us.”
“The good thing about this group is that even though we’re all different we can still understand
each other – you can’t get this anywhere else out there.”
We came across instances where people had formed their own support networks, either through
not knowing what else was out there or because the type of support they wanted wasn’t available
to them locally. There had also been examples of individuals attempting to reach out to others,
“After I got my diagnosis I told my GP that if he sends anyone else to a Memory Clinic could he
please give them my number. As I can understand what they are going through and they might
want to talk to me.”
People have demonstrated that there is a need for local, community based support and that there
is a willingness from people to get involved in helping to provide this kind of support.
SERVICES AND SUPPORT
Support for carers
In some cases carers felt isolated and that all support and services were aimed at the person with
dementia. Carers are not involved or supported throughout the process and not given practical
support in doing everyday tasks, i.e. shaving.
“No one thinks about the carers and the fact that there is so much change for them”.
“Who do you turn to when you need help?”

6

However, carers that attend group sessions are highly supported and valued, a few people have to
travel long distances to attend and this is sometimes down to long waiting lists in their immediate
areas.
“Groups for carers (at Age Concern) are fantastic – I wish it could be every week”
Support courses from the Memory Clinics
Six week support courses are offered to people once diagnosed and are based within the memory
clinics. Many people spoke about these courses – if you were able to get on one they were
worthwhile – however, if there was not enough people booked up, these would not run and it
could take weeks in some instances for them to be fully booked in order to run. Support after
these courses was also varied amongst people living with dementia.
“Nothing after diagnosis and the 6 week course”.
Self‐funders
During the providers workshop it was felt that self‐funders, after their initial assessment from
social services, are left on their own to sort out the support they may need.
“Self funders are the losers – doors close” (professional)
Some self‐funders may be able to push and be successful in arranging support, but some may not.
Some will struggle on their own until they reach a crisis point when they will be picked up again by
social services.
Small and Locally Run Support Groups
In some areas of Kent there are small and locally run support groups. These were set up by
volunteers and run on very little or no budget at all. These groups are highly valued by the people
that attend them and demand for more like these is high. However, the volunteers that run these
are concerned that any small amount of funding they might have received is likely to run out in
these difficult times. An idea is perhaps for these smaller groups to come together to bid for
funding rather than all compete against one another. Commissioners could identify gaps in
provision and these groups could respond together.
“I struggled to get my husband to a group – but now he’s here he loves it”
“You need to be a special type of volunteer to be able to give out the correct information – it is not
a matter of training” (Professional).
Providers Workshop
A workshop was held with providers who run services across Kent. Some of the opportunities
identified during this workshop included:
• Giving carers the opportunity to continue to care for the person living with dementia, should
the person be admitted to hospital. This ensures care is consistent and from someone who is
trusted and recognised already. Also to look at the support needs of people who come out of
hospital but may still need extra support in re‐adjusting once back at home.
• Smaller providers could work together in order to submit bids and move to specialist markets.
• Create a change in the perception of the care industry by working with schools to raise
awareness among young people that caring is a career option, rather than a last resort.
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Once we had held these initial conversations with the various groups and professionals we
collated these insights into POINTS (problems, opportunities, insights, needs, themes, system
challenges). This way we were able to theme any ideas that were emerging and highlight what the
main opportunities, problems or needs were.
Before presenting initial findings back to the Dementia Collaborative Board in December, we
checked back with the various groups and professionals the main points based on what they had
told us. Groups agreed that what was being presented back was indeed a true picture from their
point of view and some members have offered to meet with the Board to discuss these further.

Opportunities and Next Steps
From the many conversations that were carried out, a number of ideas have emerged:
Information
• Review how DementiaWeb and 24 hr phone line are promoted and create promotional
materials alongside people, aim to raise awareness and reduce stigma
• DementiaWeb and 24hr phone line should work hand in hand to be the single point of contact
– they need to be consistent with each other i.e. same information available from both places
• Review and user test DementiaWeb to ensure it is user friendly and easy to navigate
• Information for younger people about dementia, e.g. book or DVD. We will work alongside
younger people to design some information working in conjunction with Faces of Kent
(formerly Swale Carers)
• Create a ‘checklist’ of dementia symptoms. The list can be used by people who are concerned
and taken to the GP while expressing their concerns of the symptoms they have. The checklist
can link to the helpline that can support people who are trying to get a diagnosis.
Support
• A range of people providing ‘drop ins’ where people can speak to someone face‐to‐face.
Locally based e.g. community centre, library, town centre, cafe
• Mentor/buddy/peer support – once diagnosed people are offered a ‘buddy’ who can be their
contact when they have questions or a ‘friend’. Different types of buddies for different
situations. For example a buddy could be someone living with dementia, an Admiral Nurse,
Professional and non‐professional buddies
• Volunteers – unlock the potential of volunteers and the role they can play within the pathway
• Circles of support – working with people to create ‘circles of support’
• Shared Care – looking into ways carers can support each other. Look at possible models of how
care can be shared
Pathway
• People would like a better understanding of the pathway they can expect. So that everyone
can expect the same or if not at least understand why their experience is different e.g. courses
after diagnosis
• Create a standard offer of support that people can expect to receive in each locality
• Exploring with GPs what would make it simpler for them to diagnose or refer. Link to ADSS
work already being tested with GP surgeries
• People would like to be able to get information about local support from their GP surgery
• Can memory tests be carried out in alternative settings? e.g. Day centre
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The next step will be to take these ideas back to the people and groups we have spoken to and
gain an understanding from them on which ones they would like to take forward. Once we have
the ideas and the people who want to work on trying to achieve them we will invite professionals
and members of the Dementia Collaborative Board to work alongside us in trying to create or
address the ideas that have been suggested to us during this insight gathering phase.
The ideas and suggestions that people have given us align with some of the recommendations
from the Dementia Select Committee report. In particular:
Recommendation 5
To ensure young people have a good understanding of dementia.
Recommendation 11
That KCC ensures that people living with dementia and their carers have access to good quality,
well maintained information on local services and support in Kent and in their local area.
Recommendation 12
That KCC and Health Commissioners should ensure that every Kent district or borough has at least
one memory cafe as well as peer support for people with dementia. That KCC should promote the
grass roots development of a network of memory cafes and peer support by engaging local
groups.
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Appendix 1
People, groups and organisations spoken to (September 2011‐January 2012)
People living with dementia and carers:
• Keith Oliver (one‐to‐one conversation)
• Maidstone Carers Support Group
• Maidstone Peer Support Group
• Maidstone Dementia Café
• Shadowed four people living with dementia
• Canterbury Age Concern Carers Support Group
• Informal ‘tea afternoon’ held at someone’s house, mix of carers and ex‐carers
• Whitstable Dementia Café
• Tudeley Day Centre
• Ashford Peer Support Group
• Lunch Club, Tunbridge Wells
• Northfleet Day Centre
• Estuary View Surgery Patients User Group
• Hawkinge Day Centre
Professionals:
• Kate Sergeant, Alzheimer’s Society
• Jacqui Wharrad, Admiral Nurses
• Victoria Hare, Estuary View Surgery
• Tina Stirling, Alzheimer’s Society
• Ellie Potier, Alzheimer’s Society
• Jo Jones, Alzheimer’s Society
• Penny Hibberd, Dementia Services Development Centre
• Anthony Smart, Alzheimer’s Society
• Manager, Collins Unit Canterbury
• East Kent Independent Dementia Society
• Irene Jeffrey, Crossroads
• Sue Wrintmore, Westgate Integrated Care Centre
• Rock Sturt, Alzheimer’s and Dementia Support Services
• Viniti Seabrooke, Alzheimer’s and Dementia Support Services
• Community worker, Crossroads
• Providers workshop (attended by: Ann Taylor, Kevin Parker, Britt Gulsnaker, Mary Beckett,
Kevin Post, Ann Davidson, Richard Macintyre)
• Goodman Centre, Age Concern
• Claire Bateman, FACES of Kent (formally Swale Carers)
• Sue Scanlan, Dementia Advocacy
• Bridget Withell, EllenorLions Hospices
• Elizabeth Pilgrim, Dementia Information Service Co‐ordinator
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Contact us:
Social Innovation Lab for Kent
Sessions House | County Hall | Maidstone
Kent | ME14 1XQ
SILK.Team@kent.gov.uk

