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The Life Changes Trust was established by the Big Lottery Fund with
a National Lottery grant of £50 million to drive transformational
improvements in the quality of life, well-being, empowerment and
inclusion of people affected by dementia and young people with
experience of being in care.
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Introduction
In April 2015, the Life Changes Trust invested £3.4 million in fourteen dementia
friendly communities across Scotland, over a period of three years. These
communities are all very different. Some are geographical communities, that is,
they relate to a specific location like West Dunbartonshire, Kirriemuir or Dumfries
and Galloway. Others are communities of interest that bring people together
because they are interested in similar activities, for example, sport, art or walking
outdoors.
When deciding how to fund, the Trust felt that it was important to look at
‘community’ from the perspective of people living with dementia and carers.
People usually describe the area in which they live as their community, but they
also talk about the closer communities they belong to – the places where they
go to do things that matter to them, such as the bowling club, the theatre or the
allotment. Therefore, the Trust has taken a broad definition of ‘community’ when
funding dementia friendly communities because we believe this reflects the reality
of people’s day-to-day lives.

‘Community’
a particular geographical area or place considered together with those who
live there, e.g. Dumfries and Galloway;
a group of people living in the same place or having a particular characteristic
in common, e.g. a care home community, or a minority ethnic community;
the condition of sharing certain interests in common, e.g. a community of
sport or art.

Each community was chosen because it understood that people living with
dementia and carers have to be central to the development and growth of a
dementia friendly community. They need to have a significant say in how it is run,
to the extent that they are able. Otherwise it is not their community. The people
who lead these communities understand this and demonstrate it on a daily basis.
They see the person more than they see the dementia.
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Many of the communities funded by the Trust were chosen to be exemplars to
others of how normal practice and activities can be adjusted so that people with
dementia and carers are not excluded, but remain included. The communities
are led by people who are strong-minded, determined and willing to learn. Since
the funding began, the communities have met once every three months to share
learning and network with each other. They have given and received an enormous
amount of help and support from each other, and many new partnerships have
been formed between the communities and also with other organisations.
This first report has been compiled using evidence gathered from the first six
months monitoring and evaluation reports of the communities. It is important
to bear in mind that some communities were able to submit more evidence than
others because when they received funding they already had infrastructure
in place and were ‘ready to go’. Others spent most of the six months putting
infrastructure and staff in place because they were starting ‘from scratch’. Now
that all the communities are up and running, we expect the second and subsequent
reports to have even more detail and learning, which we hope will inform and
inspire anyone who is interested in starting a dementia friendly community.
Each community will publish its own individual report halfway through the funding
and at the end of its funding period.
This report provides an overview of the learning to date because the Life Changes
Trust is committed to publishing learning from the projects it funds on a regular
basis, rather than waiting until the end of a long-running project to publish
evaluation findings. This way, knowledge can be put into action swiftly and others
can learn from the findings and be part of the journey.
We hope you enjoy reading this report and that it whets your appetite for the wider
and deeper learning that will come from these dementia friendly communities
– and any others the Trust funds – in the coming years. If you would like to hear
from the communities first hand, come to our ‘Community and Dementia’
conference in Perth on 21 September 2016 (email graham.hart@lifechangestrust.
org.uk for details).
Anna Buchanan
People Affected by Dementia Programme Director
May 2016
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Trust-funded dementia friendly communities
2015-18
Aberdeen FC Community Trust
@AFCCT
This is a new dementia friendly health and well-being community
initiative in Aberdeen. Funding is being used to develop activities
such as walking football, gym activities, health walks and park based activities in
Aberdeen public spaces, to make them dementia friendly. The project promotes
good health, inclusion and learning and raises awareness of dementia within the
wider community and provides respite opportunities for carers.
http://www.afccommunitytrust.org/home.php

An Lanntair
Bilingual dementia friendly community initiative
@dfclanntair
A Gaelic and English languages project, which is run by the an
Lanntair Arts Centre and is based on two previous pilot projects
which used combined local knowledge, local language, and memory
tools to support people affected by dementia in a culturally specific way.This new
initiative looks at the role that bilingualism plays in the delayed onset of dementia
and the benefits that an oral tradition can have in retaining good memory skills,
providing a generational bridge and a sense of belonging.
https://dfclanntair.wordpress.com/

Centrepiece Choir, North Berwick (2015/16 only)
A small choir, started by people living with dementia and
linked to the North Berwick Day Care Centre. They hold
performances in the community and spread awareness about dementia and how a
person can live well with it.
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Centrestage Communities and Music Theatre
@CentrestageMT
Centrestage Communities and Music Theatre is an arts
organisation founded on the ethos that anyone – regardless of age, ability,
background or experience – can gain life changing social benefits through
active participation in the arts.The project, called ‘Gie it Laldy!’ aims to facilitate
conversations and connections through musical themed memory activities, and
people living with dementia, carers, family members and other participants come
together for companionship, entertainment and community in a positive and
supportive setting.
http://www.centrestagecommunities.org.uk/gie-it-laldy

‘Creating Dementia Friendly Communities’
Dumfries and Galloway
The project supports, empowers and involves people affected by dementia across
Dumfries and Galloway so that, regardless of where they live, they feel valued and
understood and are part of a supportive and enabling community.
The initiative is a result of a partnership involving NHS Dumfries and Galloway,
Dumfries and Galloway Council, Alzheimer Scotland Action on Dementia, and User
and Carer Involvement.

Deaf Connections (2015/16 only)
A project that enables deaf people to participate fully in their
communities, empowering them to make decisions about the things
which affect them most, and to come together to strengthen and
share their cultural and social bonds.Funding will be used to provide
bespoke services including befriending, volunteering opportunities, skilled staff,
and a BSL translated accessible website. It will also be used to raise awareness of
dementia within the deaf community and improve existing projects and activities.
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Dementia friendly allotment group in Dumbarton
This is a dementia friendly allotment project which is run by people with dementia
and carers and allows them to make use of the allotment and be outdoors. This
project was set up by Alzheimer Scotland in partnership with local people with
dementia and families.
The plot is available for people with dementia and their carers either to work in the
garden or just to spend time there.

Dementia Friendly Communities Helmsdale CIC
@DFC_rural
Dementia Friendly Communities Helmsdale is a social
enterprise Community Interest Company (CIC) which
was established four years ago. The CIC is committed
to leading work which puts awareness and dementia
friendly activity at the heart of remote rural communities. It works in partnership
with businesses, service providers, voluntary groups, community organisations or
individuals who share their ambition to create a dementia friendly community.
Funding is being used to increase local opportunities for people with dementia
so that they can continue to enjoy their interests and hobbies, things that are
meaningful to their lives, for as long as they wish to. It is also used to raise
awareness and challenge the myths and stigma associated with dementia.
http://www.adementiafriendlycommunity.com/

Dementia Friendly Community, West Dunbartonshire
@WDCVS
This is a dementia friendly community project encompassing
22 separate neighbourhoods across West Dunbartonshire. With
the funding, they are showing local businesses, GP’s, health care
professionals and service providers across the region how to become
more dementia friendly.
They are also addressing the social needs of people with dementia and their carers
to make sure their quality of life and activities are not reduced and they can
continue to do the things that matter most to them.
http://www.wdcvs.com/
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‘Heart for Art’ project, CrossReach
@CR_HFA
The ‘Heart for Art’ project, run by CrossReach, the Church of Scotland Social
Care Council, is a creative arts community operating across Scotland. It offers
opportunities for people living with dementia and their carers to learn new, or
reawaken existing, artistic skills, build confidence, and develop social relationships
through creative arts, as well as providing access to support and advice.
The project challenges the stigma and discrimination associated with a diagnosis
of dementia, by promoting positive images of people living with the condition.
It also helps improve personal relationships, promote mental and creative
stimulation and create a community where members can participate in something
that is meaningful to them.

King's and Festival Theatres, Edinburgh
@edtheatres
Two of Edinburgh’s most famous theatres - the Festival and the
King's – are becoming dementia friendly venues. The theatres will
ensure that people with dementia and those who care for them can continue to be
part of the theatre-going community, enjoy participating in the arts and mix with
their peers. They are also acting as exemplars for other, similar, venues.

Kirrie Connections (Kirriemuir & Dean Area Partnership)
@kirrieconnect
This is a small rural, intergenerational dementia friendly initiative
in Angus which aims to raise awareness, change attitudes and
promote inclusion throughout the community. They are using the
funding to develop a dementia friendly garden close to the town
centre, an information hub for support, information and advice, improve signage
around the town centre and providing awareness raising sessions for schools,
businesses and community groups. Kirrie Connections will increase awareness and
understanding about dementia within local communities.
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Paths for All
@PathsforAll
Paths for All, the nationwide champion of walking for all in Scotland, is
developing a Scottish dementia friendly walking community. Paths for
All aims to create a happier, healthier Scotland where increased physical activity
improves individual quality of life, health and well-being.The funding is helping
ensure that everyone affected by dementia also has the opportunity to take part,
enjoy the benefits of walking, improve their health and well-being and be part of a
larger community.
http://www.pathsforall.org.uk/pfa/health-walks/dementia-friendly-walking.html

Sporting Memories Network
@SportsMemNet
This dementia-friendly sports network promotes physical
and mental wellbeing through activities at 55 groups across
Scotland. They help people with dementia reminisce and tell their own stories of
watching or participating in sports, and provide opportunities to try out playing
new sports.
http://www.sportingmemoriesnetwork.com/d1079/scotland
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Background
In 2014, the Life Changes Trust made a commitment to funding the development
of dementia friendly communities across Scotland. Dementia Friendly
Communities, whether large or small, recognise and embrace the challenges that
a life with dementia presents to people with dementia and their carers, enabling
them to live life to its full potential.
Dementia friendly communities also help raise awareness about dementia and
tackle myths and misunderstanding. They empower those whose lives are affected
by dementia so that they can remain integrated in society, live as independently
as possible and participate actively in decisions that affect their day-to-day lives.
Through the funding awarded, the Trust is aiming to:
1. Improve the quality of life and well-being of those whose lives are affected
by dementia (both people living with dementia and their carers).
2. Support more rapid and effective development of Dementia Friendly
Community projects and practices across Scotland so that:
 people will be aware of, and understand more about, dementia;
 those whose lives are affected by dementia will seek the help and support
they need; and
 people affected by dementia feel included in their community and are enabled
to be more independent and exercise more choice and control.
3. Share findings and learning from Dementia Friendly Communities funded
by the Trust in order to improve Dementia Friendly practice across Scotland,
and elsewhere.
4. Support the development of positive relationships, mentoring and learning
between Dementia Friendly Communities in Scotland, and also between
Dementia Friendly Communities and similar initiatives that support the
empowerment of those affected by dementia.
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An open call for applications was made in autumn 2014 and the Trust received
seventy-two applications for funding. The Trust was looking to fund projects that
would contribute to the following outcomes for people living with dementia and
carers:






I have a significant say in how my dementia friendly community is run
I know I have a community of support around me
I am included
I feel safe, listened to, valued and respected
I am empowered to do the things that matter to me

The seventy-two applications were shortlisted and then fourteen were chosen
for funding. The decision-making process actively involved people living with
dementia and carers – their input and insight was invaluable.
Each funded project agreed to self-evaluation of its project and participation in the
wider Community of Learning and Practice run by the Trust, meeting on a quarterly
basis. This report is based on the findings of each project’s self-evaluation during
the first six months.
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Self-evaluation
Although many of the projects funded by the Trust will be externally evaluated, the
Trust believes that self-evaluation of a project, from the very outset, is important.
Good self-evaluation requires dementia friendly communities to reflect on their
activities, progress and outcomes for people living with dementia and carers. Doing
this on a regular basis means that adjustments to ways of working can be made
quickly and, if the project starts to lose its focus or purpose, this can be rectified
before it is too serious.
The quarterly gatherings held by the Trust, which all the dementia friendly
communities must attend, provide an opportunity for the communities to share
learning and reflect on their own practice. A recent evaluation of these gatherings
showed that the communities greatly value these gatherings and, if anything, want
even more time to network and learn from each other.
Every dementia friendly community has a thorough evaluation plan which has
been drawn up with support from the Social Value Lab1 and the Trust. They have
been provided with tailored self-evaluation guidance and also have access to the
Trust’s evaluation toolkit.2
Each community is required to submit a six-monthly monitoring and evaluation
report to the Trust. This is to satisfy financial reporting requirements, but it is also
to report on progress, learning and outcomes. Communities have been assured
that these reports are not deposited in a dusty drawer and forgotten about, and
this report is evidence that this does not happen! The findings in this report have
already been shared with the communities and they found it helpful. Not only
were they able to see the progress that has been made, but they were also able to
understand more fully what the Trust needs from them in order to evidence that
the funds invested in dementia friendly communities over three years are actually
creating better lives for people whose lives are affected by dementia.
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Each dementia friendly community reports against the five outcomes for people
living with dementia and carers, listed above. They also report on a range of
statistics such as the number of people attending sessions, number of awareness
raising events and the number of new partnerships formed. They provide
qualitative evidence of how the organisation itself is growing and developing.
These statistics are important because they provide some indication as to how
likely it is that the work will be sustainable in the longer term. The Trust would
want to take early action and, if appropriate, provide support if a project appears to
be struggling.
Evidence from people with dementia and carers is gathered by a variety of methods
– feedback after the session (written or verbal), informal discussion groups,
impromptu feedback recorded by either writing it down or using a phone to capture
it in audio/video. Each community has its own way of hearing from its members
and continues to review this.
Sometimes, pictures can tell a powerful story when an individual no longer can.
Often, when a person has more advanced dementia, a carer will be able to judge
whether or not the dementia friendly community is having a positive effect.
Communities seek consent before personal information, such as photos or stories,
are published.
The remainder of this report draws on the self-evaluation of the dementia friendly
communities between April and September 2015. We believe that as they grow
more confident in evaluating their work, these reports will become more and
more interesting and will provide greater insight into the principles that make a
dementia friendly community (of any variety) effective.
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Overview of progress - From April – September 2015
(the first 6 months):
1,077 people living with dementia were actively involved in Trustfunded dementia friendly communities
530 carers of people with dementia were actively involved in Trustfunded dementia friendly communities
53 awareness-raising events were held by the communities
1,473 members of the public attended awareness-raising events
141 workers or volunteers attended awareness-raising training
158 new organisations pledged to become dementia friendly as a result
of the communities’ work
4 facilities were adapted to become dementia friendly
64 new partnerships between organisations were developed
There were 20,049 media interactions, e.g. media releases, re-tweets,
TV appearances

Benefits for people living with dementia and carers
The primary goal of the communities is to contribute to the following outcomes for
people living with dementia and carers:






I have a significant say in how my dementia friendly community is run
I know I have a community of support around me
I am included
I feel safe, listened to, valued and respected
I am empowered to do the things that matter to me

At this early stage in the life of the communities we would not expect to see large
amounts of evidence that these outcomes are being achieved, however, we would
expect to see some indication that the communities understand how to secure
these outcomes for people living with dementia and carers, as well as evidence that
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I have a significant say in how my dementia friendly community is
run
When the Trust issued the call for applications for dementia friendly communities
funding, applicants were asked to apply against the five outcomes listed above.
They were asked to explain how they thought they might achieve each outcome.
The Trust was not looking for a perfect answer but an indication that the applicant
understood the importance of each of these outcomes for people living with
dementia and carers.
Many applicants struggled with this first outcome – giving people a significant say
in how their community is run. Some said that it would be ‘impossible’ because
those who attend their project have limited ability to speak. Others seemed to
think that it was for professionals to set the parameters of the project, with very
limited input from people with dementia or carers – at most, a representative on a
steering group of professionals.
Those applicants who were successful demonstrated that they understood what it
means for people to have a significant say in their community and were clear that
they would provide various ways for this to happen. Most had already involved
people living with dementia and carers when submitting their application.
“Carers and people with dementia have had significant input from the very
beginning, when submitting an application was just an idea, all the way
through constructing and completing the application process, to then being
fully involved in planning, development, organisation and delivery.”
Communities are involving people with dementia and carers on an ongoing basis.
Some of the communities use a postcard system where people can write – or ask
a trusted person to write – their thoughts that are then posted in a postbox or a
Wishing Well; some are trialling the use of video feedback using mobile phones or
touchscreen TVs.
“Every session of Gie it Laldy is purposely structured to allow sufficient
time for conversation. The learning gathered from the conversations and
interactions forms our plan for the next week’s session…this allows (us) to be
aware of, and honour, our friends’ preferences and requests.”
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“Choir members…choose songs, perform poems…there is no pressure to do
anything they do not want to do…Carers can also raise any issues or make
suggestions to…the leader of the group.”
“Participants have offered suggestions on aspects such as room layout,
transport, outings and session timings and frequency.”
Some of the bigger national and geographical communities have taken longer to
get started (because there was more infrastructure to put in place) but have carried
out considerable engagement during the first six months.
“We are currently planning a structured consultation with people living with
dementia which will be carried out in an area before it becomes dementia
friendly. This means that people with dementia and their carers will have
a say in how their dementia friendly (walking) community is run…we want
people with dementia to join a (current) walk group and tell us about the
experience and what would make it more accessible to them.”
“DFC locality workers (four)…will consult with people with dementia, families
and carers to find out what will make their communities better to live in.
This…will allow us to focus on the next stages of engaging with the wider
community. User and Carer Involvement…consult with people with dementia
in care homes and health settings. We have found people responsive and keen
to comment and contribute.”
In each of the dementia friendly communities, whether large or small, we are
seeing a culture of openness and learning. This is very evident at the quarterly
gatherings that have been held in Perth. There is very much a sense of ‘doing with’
rather than ‘doing to’. We look forward to seeing how this continues and develops
in the coming months. Some communities have already reported that their initial
plans have been changed based on feedback from people with dementia, usually to
be more ambitious than first envisaged!
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I know I have a community of support around me
One of the central aims of a dementia friendly community is to ensure that people
living with dementia and carers know – for certain – that they have a community
of support around them, which they can turn to for help or to provide support and
a listening ear. The evaluation evidence submitted for this outcome was not as
strong as it was for others; however, this may be a reflection of the stage at which
a number of the communities were at when they submitted their first report. Many
activities had not been up and running for long enough to measure real impact.
Since the Trust meets regularly with the dementia friendly communities, we are
confident that there will be far more evidence around this outcome in the second
report (October 2015 – March 2016) because there will have been more time to
assess whether or not people living with dementia and carers are feeling supported
by the developing community.
“Through the Carer Support Programme people are given access to valuable
support to ensure a point of crisis is not reached. This programme has been
publicised in the press and through partner organisations…through increased
communication with statutory personnel, we are beginning to receive people
in the community who have been signposted by medical and community
support staff to the services we offer.”

I am included
The Trust’s approach to dementia friendly communities rests on the principle
that people with dementia and carers should not be excluded from communities
that they have been - or want to be - a part of. We know that social isolation and
loneliness are common amongst older people, and particularly those who have
dementia or are carers of people with dementia. Isolation and loneliness can have
detrimental impact on mental health and research shows that a lack of social
connections is as damaging to a person’s health as smoking 15 cigarettes a day.1
Social networks and friendships not only have an impact on reducing the risk of
developing certain illnesses, but they also help individuals to recover when they do
fall ill. 2

1

Holt-Lunstad J, TB, Layton JB. 2010. Social relationships and mortality risk: a meta-analytic

review.PLoS Medicine 7 (7) http://www.plosmedicine.org/article/info%3Adoi%2F10.1371%2Fjournal.
pmed.1000316
2 Marmot, M. 2010. Fair Society, Healthy Lives, the Marmot Review (The Marmot Review: London) http://
www.instituteofhealthequity.org/projects/fair-society-healthy-lives-the-marmot-review
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Therefore, a key indicator that dementia friendly communities are making a
difference in the lives of people with dementia and carers is a reported decrease in
feelings of loneliness and isolation, and evidence that the person feels - and wants
to be - part of the community.
“During one TechnoGym session, the group were having a laugh about one of
the many topics discussed, and everyone started laughing uncontrollably,
including one gentleman living with dementia. When asked what he was
laughing at, the gentleman replied, ‘I have no idea’ and continued smiling.
He felt so comfortable in letting himself go with the group, and his carer was
delighted at seeing him join in the laughter.”
“I have never had so much fun since having dementia.”
“I love coming because I have made so many new friends.”
“It’s given me something to look forward to every week, which is nice when
you get older – I’ve no buddies as such. I don’t go to the pub for a pint because
I don’t drink pints…I’ve found a camaraderie amongst the guys and we’re such
a good mix, you know; we’re all different.”
“I never thought I would have joined in something like this. I’m really shy and
quiet, although when I’m here I just change and feel happier. Now, when I tell
people at the group I’m shy they laugh out loud because they see me here
telling stories and joking around.”
“All your groups we attend offer a really relaxed environment and generate a
warm, friendly atmosphere. It really has made a difference to our social life
again.”
As well as enabling people to make new friends, a number of the communities have
reconnected old friends – even from as far back as primary school days.
“I live in a sheltered housing complex, there are things on but they don’t suit
me. The warden told me about this group and said she thought I would like it,
so I started coming here. I have even met up with people I used to know when
I was younger.”
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This early evaluation has shown that although fewer carers are directly involved
in the dementia friendly communities, they benefit indirectly and are greatly
appreciative. The communities also seem to be providing a place for ongoing social
contact and support after a partner is no longer to attend.
“It means everything to have a group which he attends and participates in,
and the people speak to him the same as anyone else.”
“This is just wonderful…I haven’t seen my husband concentrate like that for a
long time.”
“I have had some very enjoyable afternoons here with my husband before
he had to go into a care home. He is unable to join us anymore, but I am still
coming as I love this group.”
“When my husband was alive it provided social contact and much enjoyment
for him. Since his death, it has helped fill the void left from losing a much
loved partner and recover from the strain of being a sole carer.”
As evaluation of the dementia friendly communities develops, we are certain that
we will see more evidence of people feeling included and hope to build a more
nuanced understanding of exactly what contributes to a solid sense of inclusion.
We suspect that this will point to the power of relationships, but there will be other
factors too.
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I feel safe, listened to, valued and respected
“Relentless patience is key to our community of support. If one of our
friends will not speak, we do not just get up and leave them. We stay…and
sit in silence together to show that we are there for them. We do not force
conversation upon them but respect their present. The transformation that
this has created in many of our friends has been extremely significant.”
As well as undertaking the necessary PVG checks (where applicable) and adult
protection training, Trust-funded communities operate from the premise that a
community that listens to, values and respects its members is a safe community.
This is a message that each community wants to convey to the wider community
and so they must ‘practice what they preach’. Clearly, giving people with dementia
and carers a significant say and ensuring they are included are two ways of
showing respect and attributing value; however, sometimes, communities have to
adjust their own ways of working or their approach, slowing down to give people a
chance to speak, or participate or express a fear or an opinion.
“One lady had been asked, in different ways, if she would be at all interested
in joining the choir, as we had noticed that she has a nice singing voice and
seemed to know a lot of the words to the songs. She smiles a lot when she is
singing or music is being played. However, she was quite clear that she did
not want to join the choir and thinks it is something she did in the past, but
couldn’t do now. She has been encouraged…but something is still holding her
back. We have respected her choice.”
(Update - the lady did decide to join the choir!)
“During a session (at a care home) one lady was very distressed…we took time
to ask her what was wrong…after 15 minutes of speaking with her, holding her
hand and reassuring that we were here and would support her in every way
possible, she began to smile and relax. She then confided in one of our staff
members, ’I trust you because I believe in your eyes’.”
“He sits with his hat and coat on, patiently waiting and really looking forward
to this group. When he first went, he had to be really encouraged by me, but
not now. I really love Fridays now as I feel my husband’s out enjoying himself,
I know he’s safe and in a really good place, and I can relax a bit.”
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Many of the communities have demonstrated that people living with dementia still
have a lot to offer the wider community and have encouraged respect for them
through intergenerational activities.
“Older people living with dementia have shared their knowledge of food (with
younger people), initially of butter making and splitting herring or making
duff.”
“Our ‘Million Years in an Hour’3 film is being made partly by people with
dementia who are using our equipment to record their experiences in the
community.”
Aberdeen Football Club Community Trust has appointed one of the AFC players as a
dementia champion, which sends the message that dementia is important because
it is important to a footballer who younger Community Trust members look up to.
Again, through numerous awareness-raising events and education, the wider
community is becoming more engaged in being dementia-friendly and showing
respect to people with dementia by becoming more accessible. 158 new
organisations have pledged to become ‘dementia friendly’ and will be supported to
do so.
“Partnerships are being built with local organisations such as community
councils, community halls, libraries and others…to provide inclusive activities
for all members of the community.”
“We have ‘walked the patch’ across the area, looking at how dementia
friendly businesses and organisations are…we are sharing our resources and
knowledge with community groups and organisations…and have engaged
several volunteers, including young volunteers, for intergenerational work.”
“We have arranged community events, such as prize bingo, Boccia, walking
football, film sessions and will be arranging a Christmas Lunch – all of these
are dementia friendly events with people who have dementia and carers at the
centre. The inclusive nature of our events is key to our success because they
are events for the whole community but with people with dementia playing a
central role.”
3

http://www.luminatescotland.org/events/helmsdale-one-million-years-hour
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One of the dementia friendly communities, an Lanntair, is a bilingual community.
Communicating in Gaelic to people who are first language Gaelic, and who have
lost their English through dementia, is a vital element of providing good care and
support. To do so demonstrates that the person and their language are valued. Not
all health and social care workers in the wider community know Gaelic and so an
Lanntair has been experimenting with teaching basic Gaelic phrases and words by
playing recordings in the bathroom so people can learn without having to create a
lot more time. They have now made podcasts that can be listened to in the car, on
the bus or whilst walking.4

4

http://hebridestoday.com/2016/04/new-dementia-friendly-project-launches-podcast-to-help-

carers-of-people-living-with-dementia/
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I am empowered to do the things that matter to me
‘Empower’ (Oxford English Dictionary):
“Make (someone) stronger and more confident, especially in controlling their
life and claiming their rights.”
It is our hope that, at the end of three years of funding, we will find that each
dementia friendly community has made people stronger and more confident, has
enabled them to have more choice and control in their lives, and has helped them
secure their rights – even if that is in a seemingly small way. “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…” (Eleanor Roosevelt).5
Dementia friendly communities look at how they can enable people living with
dementia to do the things that matter to them.
“One gentleman who attends walking football – and who lives with dementia –
wanted to be more involved in terms of helping, so each week the coaches give
him small tasks to do which assist with the delivery of the session.”
“(In the care home) we were able to create opportunities for hand memory6 …
through making oatmeal herring and clootie dumpling.”
“(When someone first comes along) one of our first questions is what their
favourite song is. This is to ensure we can play the song immediately and
make them feel included from the earliest stage…once we find out about a
hobby we do our best to incorporate that into a session…”
“Some people could not attend the art session because they were being nursed
in their beds, so we supported them to have a one-to-one watercolour session
using wax and watercolour.”

5

Eleanor Roosevelt, “In Our Hands” (1958 speech delivered on the tenth anniversary of

the Universal Declaration of Human Rights)
6

Using the sense of touch to stimulate the brain and memories
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“Some of the people with dementia we work with have expressed an interest
in golf and wished they could still play. We have begun a project, not only
enabling them to get back on the course, but also to partner up with a young
person they can teach. One of our awareness events next spring is a golf day
incorporating an intergenerational pairs tournament. This is open to all, not
just people with dementia, so carers can be involved as well as anyone else.”
“Ken7 enjoyed his working life as a clerk…and he is still keen to help out at
the group by doing some admin tasks related to running the group, such as
keeping records of attendance.”
“One of our biggest indicators that our friends feel empowered to do what they
want is that there has been a shift from staff members asking if anyone would
like to perform, to them asking to perform…they feel empowered to do the
things that matter to them and they trust us to enable it.”
“The walking football group recently played at half-time of an Aberdeen FC
game, in front of 15,000 people. His carer said, ‘It’s been over a week since he
played on the Pittodrie pitch and he has not stopped talking about it…’”
“My husband talks about this group a lot, but he doesn’t talk about any of the
other groups he goes to…he really lights up when we ask him about it.”
“One gentleman asked to visit a lighthouse as he loved the ocean and used
to live on the coast. So we visited one in Fraserburgh. The man said, ‘This
has been brilliant! I never thought I would get to do this’. Although he could
not remember asking to go, he absolutely loved the experience and telling
everyone his stories about living as a child around the coast.”
Empowerment at this level is so very important because it reminds people that
they still matter; and what they think is important still matters. This should be at
the heart of person-centred care and a human-rights-based approach. It may seem
very simple, but it is fundamental.
That sense of self-worth may help a person with dementia or a carer to be brave
enough to claim their rights in bigger ways. We hope to see evidence of this as the
communities grow and develop.
7
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Learning and progress for the dementia
friendly communities
As well as looking at results for people living with dementia and carers, a
secondary purpose for evaluation of the dementia friendly communities is to find
out how Trust funding is helping to build stronger organisations, partnerships
and leadership. This is useful to the communities but can also be useful to others
who are thinking of starting their own dementia friendly initiative. Again, it is
important to remember that this report is an early stage report covering just the
first six months of projects that will run for three years.

Challenges
Some common challenges were faced by a number of the dementia friendly
communities:

Training
Some organisations found that training that goes beyond basic awareness can
be costly, particularly if it is to be customised to a non-traditional setting (i.e.
not health or social care). Some training that was provided assumed a particular
setting and was not particularly useful in a non-health or social care setting.
Others found that the cost of developing tailored training was prohibitive or
“exorbitant”.
“We learned that dementia is an income generator for other organisations…
and the prices charged (make it) impossible for organisations working to a
tight budget to draw on some areas of expertise.”
As a result, there have been offers made by some dementia friendly communities
to others to provide training in the areas where they have particular expertise.
Offers of support and training have also come from other Trust-funded projects to
the dementia friendly communities. The Trust hopes to facilitate a semi-formal
training network for the projects it funds so that organisations can offer and
receive training for free.
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Environment
Several of the communities realised very quickly – especially after training – that
they would need to make environmental changes. For some, such as the King’s
and Festival Theatres, this was anticipated in their original project plan; for others,
it was not. The King’s and Festival Theatres have completed an audit of their
premises and are in the process of making them dementia friendly. This is no mean
feat when working with a building that is 110 years old (King’s Theatre) and when
the accessibility needs of one group may need to be balanced with the needs of
another.
Centrestage Communities, who put on a number of performances, also faced some
challenges which they were able to address:
“Perhaps one of our most significant changes to our organisation has been
our technical team’s understanding…they now actively think about the wider
picture and analyse and alter the way that chairs are stacked, the colour and
intensity of lights that they use during cabaret performances, the volume of
backing tracks and our microphones.”
“On one occasion, a stage set on view was causing distress to a participant.
With one look, the technical team knew to drop the curtain, whilst we ensured
that our friend got to speak through what she thought the set signified. They
were then able to reassure her and positively involve her in the session again.”
Other communities spoke about the need to change carpets that had disorientating
patterns, put cushions on seats to ensure colour contrast with the carpet, turn off
background music and put up far clearer signage.

Volunteers
Anyone who runs a project that involves volunteers will know both the rewards and
challenges of doing so. The dementia friendly communities have been no different.
“(We realised) there was lack of clarity around the exact nature of the
volunteer roles and the level of commitment expected of them. We relied too
heavily on too few volunteers and this led to ‘burn out’ for some.”
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“We developed a more defined set of volunteer roles and an accompanying set
of volunteer guidelines, policies and a volunteer agreement which detailed
responsibilities and commitments.”
“We are establishing better connections with volunteer organisations…and
investigating new sources of volunteers, such as churches, rotary clubs and
return to work programmes.”
“We were delighted that Loch Lomond and the Trossachs National Park offered
to highlight (the allotment) to their own volunteers.”
In response to this challenge, the Trust plans on providing training to the dementia
friendly communities on volunteer recruitment, retention and succession planning.
A large number of volunteers in the dementia friendly communities are younger
people, especially through engagement with schools.

Transport
“There have been some issues around participation due to (lack of) transport.
This is of particular concern in some rural areas. We are looking to fund-raise
in subsequent years to support transport needs.”
Transport, unsurprisingly, has been a problem in rural areas. At least one dementia
friendly community area has no taxi service and very little public transport. A
number of people attending the community, or their carer, have given up driving
and are using public transport for the first time. This has proved to be a daunting
prospect for some and if the weather is bad will prohibit people from attending.
One community is seeking funding for a minibus; others have intermittent access
to a minibus but it is time-consuming to pick up and drop off everyone who needs
transport. Some communities are exploring how self-directed support could help
cover the costs of transport for those who need it. Self-directed support is a key
area for the Trust’s policy work in 2016-17.
One or two communities have found that whilst care homes are keen for residents
to attend activities, they are not prepared to take them there! Although in some
cases activities could be brought to the care home, staff seem to be missing the
point that residents want to leave the care home and go out for the day.
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The Trust is currently conducting work in partnership with Upstream8 on how to
better meet the mobility needs of people with dementia. This work is being done in
collaboration with some of the dementia friendly communities. Some communities
are also exploring more deeply with care homes and others the ways in which
people can be enabled to attend activities. The answer is likely to lie in greater
involvement from the wider community.

Community ‘buy in’
“(Some said) ‘you should spend your money on something else’ and ‘what’s all
the fuss about’? We are under no illusion that building a dementia friendly
community is going to be a significant challenge…”
“We…faced challenges from other allotment users who felt that the allotment
is not traditional. We provided (them) with information about why the space
has been set out with raised beds and continuous paths and why a traditional
allotment space is not always ideal (for people with dementia).”
“(Some agencies felt) that ‘dementia only’ groups are the way to work with
those living with dementia…but, having consulted with a wide variety of
organisations, we have been able to move forward.”
“As we developed our project…individuals with expert knowledge of
dementia…(spoke about) the risks, challenges and problems associated with
working in this field. No-one spoke of the potential that every single (person
with dementia) has to still be a valued member of our own, and the wider,
community.”
One or two dementia friendly communities faced open hostility from other
organisations in their area, who felt the community was ‘poaching’ clients or that
the new dementia friendly community did not understand enough about dementia.
In one area, this hostility has almost disappeared and good partnership working
is developing as people see the difference that the dementia friendly community
is making. Others are working hard to address any difficulties and develop good
relationships.

8

28

http://www.upstream.scot/

www.lifechangestrust.org.uk

Partnership working
Later in this report, there are good examples of increased partnership working.
However, when conducting engagement activities in the early days, some
communities struggled to get access to people with dementia; sometimes
staff would act as gatekeepers to people living in a care home (who had mental
capacity). One or two organisations actively discouraged people from attending.
However, most of these issues have now been resolved.
“We were facing issues with (local politics), so a pressing priority was to
ensure the correct messages about the DFC were in the public domain.”
Other communities realised that as the ‘new kids on the block’ they would have to
make the first move in building relationships with other organisations in their area.
Some were surprised to find that there were many organisations who were working
with the same goals but did not have a relationship with each other. In some
areas the dementia friendly community has acted as a catalyst for bringing these
organisations together for the first time.
“It does help, being an independent project, and we have been quite unifying.”

Obtaining honest feedback
“We discovered that…gathering honest feedback can be challenging.”
It seems that in some communities, no-one wanted to give any negative or
constructive feedback! Therefore, a few communities had to reassure people that
they would not be turned away if they gave negative/constructive feedback, and
that it would only help to make the community better.
As noted above, a key principle of the dementia friendly communities is that
people with dementia and carers help shape them. One or two of the bigger
communities have an advisory group that includes people with dementia
and carers, but they also obtain regular, grassroots, ‘real time’ feedback from
participants. The majority of the communities are finding that there are numerous
ways of extracting genuine feedback. These might include informal, debriefing
groups where people are more comfortable to ‘sound off’ about how they feel or by
using an anonymous feedback method such as postcards or a video touchscreen.
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Opportunities
Partnership working
Although there were some challenges with partnership working during the first
six months, the dementia friendly communities still managed to develop 64
new partnerships. A small number of these were with other dementia friendly
communities; the vast majority were with other organisations in their area
(geographical area or area of interest).
“We are a national organisation, however we have provided guidance, training
and resources to local projects…the greatest impact (we will have) will come
from these partnerships…at a local level.”
“(We got in touch with) the Community Payback Team. Not only did this
provide an excellent partnership opportunity, but the skills of the Team were
invaluable. They also proved to be extremely resourceful and helped us secure
materials such as recycled slabs and top soil for minimal charge.”
“We have received strong support locally – good attendance at our events…
the golf club has donated two sets of clubs (for dementia friendly golf) and is
setting up a dementia friendly golf tournament.”
“There has been a key change in personnel in Police Scotland and…this has
opened the door to future partnership working.”
“We have forged partnerships with a number of community groups and
businesses to ensure the community as a whole is dementia friendly. They
include the village rowing club, the primary school/nursery, a number
of churches, the horticultural group, the local museum, a hotel and a
restaurant.”
In the next six-monthly report we hope to see more evidence of what these
partnerships have achieved for people with dementia and carers.
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Peer support
People affected by dementia frequently talk about the value of peer support and
mentoring, where someone who has ‘walked the path’ can help you navigate it
yourself.
“Many people who are part of the DFC have spoken about the benefits of
meeting with others in a similar situation and sharing their experiences…
they also talk about how good it is to be able to re-engage with society and
do something positive in the community with their partners, as well as with
others.”
The Trust funds a number of peer support and befriending projects, which received
funding after the communities’ first six-monthly reports were submitted to the
Trust. We have been greatly encouraged to see how quickly the dementia friendly
communities linked up with these projects in their area and believe there will be
real benefit in these projects working together. We hope to be able to report on
some of the benefits of this cross-project working in the second or third report.

Hearing more effectively from people with dementia
Almost every dementia friendly community has had to adjust its approach or
programme to take account of what people with dementia and carers say is
important to them. Several communities reported that the aspirations of people
with dementia (for activities) were far greater than they had planned for!
“(We) adjusted our approach to ensure that we hear and reflect the voice of
the ‘harder to reach’ people who have dementia.”
“We are becoming more creative and flexible.”
Some communities have provided additional training to staff and volunteers to
understand a wider variety of dementias and how to be more creative in providing
opportunities for listening.
“The training gave me a deeper understanding of what dementia is. However,
more importantly, it taught me how different the person is from the
dementia.”
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The involvement of the wider community
Despite some challenges, as outlined above, the wider community has been very
responsive to most of the dementia friendly communities.
“One of the biggest successes has been the interest and enthusiasm of school
pupils – their creativity with the design of the logo and their commitment to
get involved.”
“Members of the local community were offering their time voluntarily, even
though the volunteering process had not begun.”
“The recent media coverage…has generated interest and there are many
people wishing to help.”
Almost every Trust-funded dementia friendly community has some element of
intergenerational work and it seems to be emerging as a crucial component of a
dementia friendly community.
“(Intergenerational activities) have proven to be of great benefit to both older
and younger people, as well as being a great opportunity to raise awareness
about dementia.”
“(In our other work) we are fortunate to spend time with young people from
residential care settings…we have found these young people have empathy
(with people with dementia) because the value society places on these young
people is commensurate with the value society places on the elderly. By
building cross-generational relationships, and seeking to hear everyone’s
individual story, the labels on both sides can be challenged.”
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Next Steps
Since submitting their first six monthly report, the dementia friendly communities
have evolved further. Some have finally got their new premises up and running,
after a few months of red tape. Others have taken what they learned during initial
engagement with people with dementia, carers and the wider community and
are putting it into practice. Many are seeing an increase in the number of people
attending their community and the challenge will be in coping with increasing
numbers. A few are re-assessing their initial project plan so it fits with the broader
vision they are developing.
It should be clear from this report that the Trust is supporting the communities
to address areas of challenge, such as training and recruitment/retention of
volunteers. We will also be helping some of them to improve their internet and
social media presence.
The dementia friendly communities keep up to date with the wider work of the
Trust and many are involved with a number of projects, for example, on transport,
housing, self-directed support and human rights. The communities do not stand
alone but are an integral part of much that the Trust funds. They will soon have
the opportunity to become part of the UK DEEP (Dementia Engagement and
Empowerment Project) network which is funded by the Trust, Joseph Rowntree
Foundation and Comic Relief – if people with dementia in their community choose
to do so.9
The Trust will be looking more closely at dementia friendly communities as one
aspect of community development more generally, as well as drawing together
learning from the various pieces of work it funds across all five priority areas
for people living with dementia and carers (as set out in the Trust’s Dementia
Programme Strategy10). We believe that doing this will, in a few years’ time, allow
the Trust to demonstrate in some detail - and with reference to key theories of
change - the main components that must be present in local communities in order
to make a country ‘dementia friendly’.

9

www.dementiavoices.org.uk

10

http://www.lifechangestrust.org.uk/sites/default/files/publications/Dementia%20Programme%20

Strategy%20Summary.pdf
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For the fourteen dementia friendly communities, there are some aspects of the
self-evaluation process that need to be improved to obtain stronger evidence of
outcomes and, having spoken with the communities in February 2016, we are
confident that this will be evident in subsequent reports.
Overall, the Trust believes that these communities have made excellent progress
in the first six months of their existence and are, without doubt, beginning to
create better lives for people affected by dementia. If you would like to come and
experience them, and their energy, for yourself please sign up for the ‘Community
and Dementia’ Conference in Perth on 21 September 2016 (World Alzheimer’s
Day). For details, contact Graham Hart – graham.hart@lifechangestrust.org.uk.
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Getting in touch
If you have any queries or wish to share
your views and ideas, you can contact us
in a number of ways:
Phone: 0141 212 9600
Email: enquiries@lifechangestrust.org.uk
Website: www.lifechangestrust.org.uk
Address: Life Changes Trust, Edward House,
283 West Campbell Street, Glasgow, G2 4TT

Life Changes (Trustee) Ltd
Registered in Glasgow, Scotland
Registered Charity Number SCO43735
Life Changes Trust
Registered Charity: SCO43816

35

