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You just feel less
alone, don’t you?
- a carer of a
person living
with dementia
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In partnership with...
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Introduction
In October 2015, the Life Changes Trust invested £545,000 in six peer
support projects across Scotland, over a period of five years. These
initiatives are all very different. Some provide peer support to carers,
including carers of people with learning disabilities who have dementia.
Others support people living with dementia to develop, and help others to
develop, wellness tools or provide peer support around food.
Since the funding began, the communities have met once every three
months to share learning and network with each other. Not only have they
met with each other, but they have met with other projects funded by the
Life Changes Trust, for example, dementia friendly communities, projects
on transport (www.upstream.scot) or empowering people with dementia
(www.dementiavoices.org.uk). These projects give and receive help and
support from each other, and many new partnerships have been formed as
a result.
This first report has been compiled using evidence gathered from the first
year’s monitoring and evaluation reports of the initiatives. It is important
to bear in mind that some projects, when they received funding, already
had infrastructure in place and were ‘ready to go’. Others spent a large
part of the year putting infrastructure and staff in place because they were
starting ‘from scratch’.
This is the first of five reports – a report will be produced annually for each
of the five years during which funding runs. We hope that this report will
inform and inspire anyone who is interested in starting a peer support
project.

Andrena Coburn, Funding and Evaluation Manager
People Affected by Dementia Programme, March 2017
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Trust-funded Peer Support
Projects 2015-2020
Ceartas
Advocacy charity Ceartas has expanded their
existing ‘de Café’ model, which provides peer
support to people living with dementia. The cafés, in
Kirkintilloch, Bishopbriggs, Bearsden and Milngavie,
are aimed at people worried about, or living with,
dementia as well as carers and former carers. They
offer information and advice, and also provide space
for people living with dementia to run and promote
the cafes, assist in delivering training and address
stigma about dementia by talking to professionals
and others in the community about it.
http://www.ceartas.org.uk/what-we-do/de-cafe/

ENABLE Scotland
The Cuppa Club established in Moray by ENABLE
Scotland provides one to one peer support to older
carers of people with learning disabilities who also
show signs of, or have a diagnosis of, dementia.
The stress of caring can affect physical and mental
health so the project aims to support carers to
remain connected to a strong network of support in
their community. It decreases their social isolation
by providing respite care, friendship, recreational
activities and information about other help that is
available.
www.enable.org.uk
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Health in Mind
‘A Sense of Me’ is a peer support initiative run by
Edinburgh charity Health in Mind to support people
with dementia and their carers to self-manage their
wellness. The groups support people to explore ways in
which they can improve their well-being and develop
personalised wellness tools to achieve this. Groups
support each other to feel more confident, to make
decisions about how they can improve their lives and to
communicate their needs more clearly.
www.health-in-mind.org.uk

North West Carers Centre
This peer support project aims to support carers to gain
confidence in their own skills and abilities, by sharing
their experiences with someone who understands
the difficulties and challenges they face. The service
provides social meetings for small groups of people
who have dementia, with their carers. The aim is to
relieve carers of some of their direct responsibilities
so they can enjoy the company of someone who
understands the impact of their caring responsibilities
and the emotional journey involved in looking after
someone who has dementia.
www.nwcarers.org.uk
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Outside the Box
This charity has developed ‘Food
Buddies’, which is developing peer
support for people with dementia
and their carers, with a focus on food and keeping well. The initiative
enables people with experience of dementia to provide practical advice
to others through informal groups, published resources and individual
contacts. They address concerns such as safety in the kitchen, losing
skills around preparing and cooking food, safety around shopping and
storing food as well as encouraging people when they are not eating. The
project is working with partners to develop dementia-friendly cafes and
restaurants, where people affected by dementia are welcome and can
enjoy being in ordinary settings.
http://otbds.org/projects/food-buddies/

VOCAL (Voice of Carers Across Lothian)
Based in Edinburgh, VOCAL aims to improve the
health and well-being of carers of people living
with dementia, increasing their confidence in
their caring role and their ability to engage
with and influence services. Support is provided
through a combination of small group and oneto-one peer support by volunteer peer mentors
who have personal experience of caring for
someone with dementia. Both services are
embedded in VOCAL’s well established Carers
Support Team, providing access to a range of
information and advice.
https://www.vocal.org.uk/
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Background
In 2015, the Life Changes Trust made a commitment to funding a range
of peer support projects across Scotland over a five-year period. Peer
support is one of the services which people with dementia and carers say
they most value because of the positive impact it has on the person with
dementia and/or their carer. It has been identified through research as a
key way in which isolation, loneliness and gaps in knowledge and support
can be reduced, factors which can have a significantly negative impact on a
person’s sense of well-being and their physical and mental health.
The Trust will invest a total of £545,000 in Peer Support Projects between
2015 and 2020.
In providing this funding, the Trust aims to:
1. Improve the quality of life and well-being of those whose lives are
affected by dementia.
2. Support more rapid and effective development of befriending and peer
support initiatives and practices across Scotland so that:
people will be aware of, and understand more about, the benefits of
peer support for people affected by dementia and carers;
those whose lives are affected by dementia will seek and find the
help and support they need; and
people affected by dementia will experience a greater sense of
confidence, independence and well-being, and will be able to
experience more choice and control in their lives
3. Share findings and learning from peer support initiatives funded by
the Trust in order to improve practice across Scotland and so that
others can learn from Scotland.
4. Support the development of positive relationships, mentoring and
learning between peer support initiatives in Scotland.
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5. Identify ways of establishing long term peer support initiatives that
are innovative, sustainable and cost-effective.
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The Trust was looking to fund projects that would contribute to the
following outcomes for people living with dementia and carers:
I know that I have someone who will listen to me and who understands
my situation
I know that I have support to face the challenges in my life
I have an increased sense of well-being
I feel safe, valued and respected
I have more confidence to make choices and do the things that matter
to me
I can give examples of how peer support has made a difference to my
life

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 very important. Good self-evaluation requires peer support
projects 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 peer support
projects must attend, provide an opportunity for the projects to share
learning and reflect on their own practice, not just with other peer support
projects but also with the dementia friendly communities and other Trust
funded projects. A recent evaluation of these gatherings showed that the
projects greatly value these events and, if anything, want even more time to
network and learn from each other.
Every peer support project has a thorough evaluation plan. They have been
provided with tailored self-evaluation guidance and also have access to the
Trust’s evaluation toolkit.1
1 www.lctevaluationtoolkit.com
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Each project 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.
Each project reports against the outcomes for people living with dementia
and carers, listed earlier. They also report on a range of statistics such as
the number of people with dementia / carers participating and the number
of new partnerships formed. They provide evidence of how the organisation
itself is growing and developing.
This information is important because it provides 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. In addition, this evidence will
assist projects when they come to source match funding in years 3, 4 and 5.
Evidence from people with dementia and carers is gathered by a variety
of methods – feedback after the session (written or verbal), well-being
assessment forms, informal conversations, self-evaluation forms, surveys
and impromptu feedback. Each peer support project has its own way of
hearing from its members and continues to review this.
The remainder of this report draws on the self-evaluation of the peer
support projects between October 2015 and September 2016. 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
impact of peer support on people living with dementia and their carers.
The recent Nesta report on “The Power of Peer Support”2 highlights the need
for a more joined up evaluation framework on peer support that would help
to demonstrate the cost-effectiveness of this type of support amongst other
benefits. The report also recommends “embedding peer support alongside
existing services…as part of a continuum of approaches to addressing a
particular issue or condition”.
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This makes sense, given the benefits to health and well-being that peer
support brings, some examples of which can be seen in the evidence
provided by the Trust-funded peer support projects. Peer support also takes
place quite naturally in the dementia friendly communities funded by the
Life Changes Trust.3

Overview of progress – Peer
Support
From October 2015 – September 2016 (the first year):

3 http://www.lifechangestrust.org.uk/sites/default/files/publications/Dementia%20Friendly%20
Communities%20Report%20Designed_1.pdf
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Benefits for people living with dementia and carers
Research shows that peer support roles in mental health are effective in
supporting issues such as hope, empowerment and social inclusion.4
The principle aim of the peer support projects is to facilitate opportunities
for people with similar life experiences to provide support to each other,
often in difficult or challenging times. ‘It is a strengths-based approach
which starts with what’s strong, not with what’s wrong’,5 or as the Scottish
Recovery Network sums it up perfectly, ‘It’s not walking in front leading or
from behind pushing – it’s walking alongside’.6
Over the past year projects have been busy recruiting and training
volunteers, matching volunteers with people with dementia and carers and
establishing processes and systems to record evidence of the impact of
peer support.
Sometimes gathering evidence has been challenging. However, projects
have used various methods to gather feedback to ensure that people with
dementia, carers, volunteers and staff of organisations are able to share
the benefits of peer support. Even at this early stage projects are able to
demonstrate these benefits. Evidence relating to each of the outcomes is
set out below.

Having someone to listen and understand
“Once I knew that someone was here to listen, I felt better.”
At ENABLE, carers have been consulted at every step, from the choice of
venue and topic subjects to the creation of the website – consulting carers
was a common thread throughout the evidence reported. This has led to a
different service than was perhaps originally anticipated, and one which is
much more tailored to the needs of the carers.

4 Peer support roles in mental health services, Louise Christie, Scottish Recovery Network May 2016
5 ibid
6 ibid
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Originally the project co-ordinator envisaged providing activities for carers
of people with learning disabilities and dementia but once he started
talking to them, “it was clear… that their prime motivation for taking
part in the Cuppa Club was to gain information, advice and guidance on
how to meet and deal with the challenges that their loved ones having
dementia will bring”.
There is evidence from the projects that being involved in deciding how
they will be supported has been a positive experience for carers. North
West Carers Centre staff have observed that carers “feel they have
become empowered through the consultation process and during the
development process of the new service. Carers feel their opinions have
been listened to, feel their opinions are being valued and their ideas
have been acknowledged and acted upon”.
At Ceartas, people with dementia are involved in planning the direction of
the service, running and promoting dementia cafes and ensuring that the
needs of participants are being met.
“The meetings held by our participants within the Making Sure
Group are enabling us to hear the voice of people with dementia and
allow the organisation to better plan the work.”
Carers are benefiting from meeting other carers who are going through a
similar experience and from talking to and getting advice and support from
ex-carers who have a wealth of experience.
People attending the Food Buddies group have said they can talk to people
at the café who understand their situation. As this group of people have got
to know each other the range of topics has grown and sometimes includes
how they manage day-to-day. They also talk about many positive aspects
of their lives.
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Case Study
A carer supporting her mum with dementia spoke about how her
social life had deteriorated since she began caring. She
identified this as an important issue to address, saying “my social
life might improve if I wasn’t burdening friends with tales of
caring”.
Friends don’t really have the knowledge or the skills to help her and
she hopes to talk about everyday friendship things with her actual
friends, rather than “their eyes glazing over as I talk about
caring”.
After support the carer reported a small improvement in her
social well-being stating that, being able to express herself (and be
heard) had made a difference to her social relationships, helping
her keep them more “friendship and less counselling”.

Supported to face challenges
“The day I met (the Carer Practitioner) changed my life. Family and
friends are very supportive, but they don’t really understand. After
attending the group I no longer feel alone.” - Carer at North West
Carers Centre
Carers are being supported in formal and informal ways. Formal approaches
include talks from health and social care professionals and participating in
practical sessions on welfare advice or dealing with behaviour or guilt. They
are also benefiting from meeting up informally, but regularly, with each
other to chat, laugh, cry and swap advice and stories. Both of these types
of support have been cited as important as a source of information and in
increasing the carers’ confidence.
Some carers have reported the importance of informal peer support in
enabling them to access information that is not being provided elsewhere.
This highlights a gap in information provision, particularly for more isolated
or hard to reach groups of carers.
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Following a meeting of ENABLE’s Cuppa Club, a carer commented that:
“until we spoke today, I wasn’t told that I could get support from
a link worker. We have had little or no support from the doctor
following C’s diagnosis of dementia”.
The Cuppa Club members, who live in a rural area, have decided that it
would be useful to be able to support each other outside of the group
meetings and in order to connect four geographically distinct areas.
One carer said “I think the idea of having a club blog so that we can
continue to support each other outside of the meetings is a good one”.
Staff at the Food Buddies group have observed how having this network of
informal support becomes increasingly important in times of difficulty.
“One lady who comes to the group is experiencing more difficulties
now and it is clear that her husband is finding life hard. The others
have supported both people and encouraged them in looking for
more support as well as giving practical suggestions.”
VOCAL have asked carers to complete a short survey to review
involvement in peer support, with a view to using feedback to improve
their services. In the most recent survey, “60% of carers who have
participated… reported an improvement in their confidence in caring
and 73% reported feeling more informed about issues relating to their
caring role”.
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Case Study
A carer whose wife has been diagnosed with frontal temporal
lobe dementia accessed the support of a peer mentor who had
supported her own father who had ‘challenging behaviour’ as a
result of his dementia.
Prior to the support, the carer stated that he felt he had good
information about what the illness is, but less so about dealing
with the emotional challenges, especially around the change in
relationship and where to draw boundaries.
After the mentoring the carer reported that he felt better having
talked it through with someone who really understood. He said:
“friends are kind but they don’t really get it and it is
harder to be honest with them. I got tips and hints from
(the mentor) to try and help my wife and to keep me sane.
They might not all work but if they did for (the mentor) they
might for us”.
“(The mentor) has a nice way about her and we actually
laughed about some of it. There was a funny story about her
dad’s trousers that you shouldn’t laugh about but we did
and that felt better. Some of what happens is funny even if
it is sad.”
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Case Study
A male carer supporting his female partner in her 50’s reported a
big improvement in his ability to cope with challenges following
participation in group peer support. The main issue for the carer
is communication with the person being cared for, particularly
understanding verbal cues/signs.
He commented “The group gave me lots of tips and techniques
for improving the situation and communication is now much
better. I feel I now have strategies to implement as the disease
progresses which will help with the changing relationship.
There was a great deal of information provided by both speaker
and other attendees. I know much more about the illness and
understand much more about my role as a carer.”
He also said he feels more confident that he is currently doing
the right things and that he will be able to cope as the dementia
progresses.

17

Peer Support Projects - Report 1

A greater sense of well-being
“Coming to the café has uplifted me and we can have a good laugh
as well.”
Peer support projects are supporting the health and well-being of people
living with dementia and carers in many different ways. Outside the Box is
developing peer support with a focus on aspects of food and keeping well,
while Health in Mind is supporting people living with dementia to identify
personal wellness tools through WRAP (a Wellness Recovery Action Plan) to
enable them and their carers to feel better every day and to stay well.
A key benefit for carers in sharing stories has been the realisation that
changes in the person are due to the dementia and not down to anything
that they have done.
“One carer felt that her husband’s love for her had changed to hate
due to his attitude towards her. After listening to the talk on the
challenges carers may face, she now realised that this was just the
illness and that he still loved her. This clearly made her feel better
and emotionally stronger.”
There is some evidence from projects that being armed with relevant
information and knowing that there is a regular group available to give
advice and listen reduces stress and anxiety.
One carer remarked, “having my confidence boosted and sharing my
situation with other carers has had a positive effect on my health and
well-being.”
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Case Study
A carer with a dual caring role, for her father with dementia and
her 18-year-old son who is bipolar, attended group peer support.
The carer reported that she was very stressed and finding it very
difficult to share things with friends. Her stress levels were putting
her relationship with her husband under so much pressure that she
was living in her father’s home.
Following her visits to the group sessions, the carer reported a big
improvement in her health and well-being. “Meeting other carers
at the groups has been particularly helpful.” The carer reported
that this support is helping her to begin to look at possibilities she
may not have seen before. The carer spoke particularly positively
of a stress management/positive mental attitude tool – Three Good
Things*- that she had learned about at the group. She is using this
to help her be positive when having a bad day.

Feeling safe, valued and respected
“I feel I am treated like a person at de café” - Person with dementia.
People with dementia just want to be treated like everyone else. They want
to be able to go out and about without having to worry about their safety or
whether they will be treated differently.
The evidence from the Food Buddies project suggests that for people with
dementia and their carers, meeting in an ordinary environment and a safe
environment are not mutually exclusive ideals.
“The people coming to the café are telling us that they like being in
an ordinary environment that is also safe and reassuring.”
The project is also working with retailers and community venues in the local
area to provide training so that they can support people with dementia. This
will help to achieve a wider goal of ensuring that people with dementia are
treated with respect and understanding by the wider community.
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Projects make sure that participants feel valued by being listened to and
consulted on what activities will be delivered. Through Ceartas’s Making
Sure groups they have “… worked to ensure that all participants have an
opportunity to express their feelings about the activities delivered”.
Confidence to make choices and do the things that matter to me
“Being a group will enable us to have a collective, stronger voice rather
than an individual who is too easily ignored.” - Carers from the Cuppa
Club
Some peer support groups have created an environment in which people
living with dementia and their carers feel supported to do things out with
the safety net of the group. The Food Buddies peer support group are
gaining confidence to meet up out with their group.
“One example is men at the coffee group who are now talking of
going out for lunch together. Another is a lady who has become
interested in the craft activities that are at the café where we meet
on another day.”
Information and support provided through peer support group meetings
appears to have increased carers’ confidence to carry out their caring role
and to influence the development of services that could help to make their
life easier. One of the carers at VOCAL reported “…a feeling that I had
taken back a little control of my life through having access to reliable
information”.
As a result of participating in peer support, carers from VOCAL have
reported, through their carer reviews, improvements in the following areas:
how informed they feel about their caring role
in their confidence in caring
ability to shape services and supports for themselves and the people
they support
in their ability to manage changing relationships
One carer reported an improvement in her ability to manage changing
relationships following time with other carers.
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“I learnt a great deal about strategies to deal with behaviours
that were previously causing relationship issues. I feel that as the
relationship changes I will be able to manage the situation much
better.”
Another carer reported a positive change in her confidence in her ability to
shape services for herself and others saying “I understand much better
(both from the speaker and from tips from participants) how social
work deal with people with dementia, carers and each of their needs. I
feel much more confident about entering discussion with social work
having all this background knowledge”.
This increase in confidence has led in some cases to both carers and people
with dementia becoming involved in influencing practice at a local and
national level, such as participating in consultations regarding social work
assessments.

Case Study
A carer whose father could no longer safely reside in his own
property, and was in the process of moving into a care home. The
paperwork and processes to sell her father’s home and manage
paying his bills was overwhelming. Following a series of meetings
with a mentor, the carer reported a big improvement in her
confidence to shape services for herself and her father.
She reported that talking to someone who had been through the
same thing “helped me to put it into perspective and reassured
me that it is all do-able. Knowing that, like me, (the mentor)
had no financial experience has really helped”.
The carer reported that she is feeling so confident that she is
considering looking for an alternative care home for her father
as she is not entirely happy with the care he is receiving at the
moment.
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How has peer support made a difference to my life
“…he has rediscovered his love for dancing” - carer of a person with
dementia
Through the process of self-evaluation projects are enabling people with
dementia and carers to reflect on their experiences, describe the changes
that have occurred and share these more widely.
Projects are reporting a wide range of benefits that peer support is bringing
to people’s lives. It could be something as simple as giving a person with
dementia something to talk about again with their friends and family or
building a new friendship, getting tips from an ex-carer or signposting to
other services.
“People coming to the café regularly tell us that they enjoy it and
that the friendships are important to them… being able to support
and look out for each other, remembering and enjoying good
times in their lives, and sharing and enjoying good things that are
happening to them now.”
North West Carers Centre has reported that carers and people living with
dementia are enjoying being able to participate in activities together and
some feel safe and confident enough to go and participate in activities
alone while the person with dementia enjoys their peer support group.
“Carers have felt marginalised as they were unable to attend
activities in the past as they had no one to look after the person they
care for. Joint activities have enabled shared joy and experiences
and allowed carers to attend more events together.”
Food Buddies report that people living with dementia and carers describe a
range of ways in which peer support is helpful to them. This includes “dayto-day living, contact with other services and asking for support in
ways that are right for them, and looking ahead”.
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Learning and progress for the peer support initiatives
As well as looking at results for people living with dementia and carers, a
secondary purpose for evaluation of the peer support projects is to find out
how Trust funding is helping to build stronger organisations, partnerships
and leadership. This is useful to the projects but can also be useful to others
who are thinking of starting their own peer support initiative. Again, it
is important to remember that this report draws on early stage evidence
relating to just the first year of projects that will run for five years.

Being flexible
The nature of dementia and caring has led to projects becoming adept at
managing expectations and adapting the pace of the peer support groups or
learning materials as needed.
Another key learning point has been to deliver the service at the right time.
According to a recent Nesta report on the Power of Peer Support, effective
peer support is “driven by what participants want and need”.7 Health in
Mind discovered the importance of delivering a service at the time that it is
needed.
“Some people have said that they have too much going on in their
life at this stage- suddenly professionals are involved where none
were before. People are trying to come to terms with their diagnosis
and it can all feel very overwhelming.”
In other cases, people enquiring about the service have had dementia which
is too far advanced for them to benefit from the peer support group.
Ceartas have reported on the challenge of maintaining participation where
individual circumstances change, particularly due to a deterioration in
health by individual service users. They also highlight the need to go at
the pace of the person with dementia and to acknowledge and cater for the
different abilities within a group.
“Participants have different strengths and areas where they needed
more support eg. writing things down is a major challenge for some,
visual aids are often better. Some of our course material needed to
be made more suitable (dementia-friendly) for the participants.”
7 Nesta, The Power of Peer Support, What we have learned from the Centre for Social Action Innovation
Fund, Jullie Tran Graham and Katy Rutherford, October 2016
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North West Carers Centre also found that carers struggle to attend peer
support due to timing or because they do not have anyone to take over their
caring responsibilities. They now try to provide respite support through a
support worker and volunteers to allow carers to attend.

Several of the projects have reached some common
conclusions:
Don’t assume that established carer support groups and
those who attend, want change. Their aim may be to try and
maintain the present as far as possible.
Don’t assume that all carers wish to attend courses. Some
prefer one to one support, either face to face or via the
telephone, whilst others prefer to be on the database and
receive regular updates on what is available to them.
Carers can struggle to attend due to the time of meetings/
availability so meetings/availability may have to be out with
office hours.
Provide information to carers at a pace they feel
comfortable with, in various formats, such as
electronic, paper, voice recordings. Do not overwhelm
them further with a huge amount of ‘solutions’.

Addressing Stigma
The evidence emerging from the peer support projects points to a real
need to educate the wider public about dementia in order to change
attitudes towards people with dementia. Projects are doing this by speaking
at events, promoting their services locally and beyond, challenging
stereotypes and stigma and ensuring that people with dementia and
their carers are supported to participate in their communities as much
as possible. Ceartas has developed a bespoke course called ‘Knowing Me’,
which builds the confidence of people with dementia in presenting and
meeting others.
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“This approach has been challenging but rewarding. We were keen to
demonstrate that people affected by dementia were equal members
of the community and events should be accessible.”
Food Buddies have also encountered challenges in describing a service
that supports people with dementia to do ordinary things that involve food,
such as going out for coffee or a meal or cooking for themselves. Often the
assumption is that the project provides respite or care activities in a setting
where food is provided. People miss the point that it is about empowerment
of people with dementia and carers because they struggle to see past their
own stereotypes.

Stronger Organisations
Organisations delivering the peer support projects are reporting a raft of
benefits to staff within their organisations, who have gained a greater
understanding of the needs of dementia carers, as well as linking them with
other organisations locally and nationally. In some cases, this has led to
joint working, increased referrals, a higher profile in the local area or simply
getting people talking more positively about dementia.
The contacts made by Food Buddies “have opened up conversations with
a growing range of people and businesses about how local communities
in the Borders support and include people affected by dementia”.
Ceartas has developed a Dementia Advisory Group, chaired by a Trustee
and comprising people with dementia, the Life Changes Trust Project Lead
and senior management. This has enabled the organisation to “embed this
project into the core work of the organisation, allowing the project to
benefit from a ‘critical friend’ approach assisting the project lead to
prioritise objectives and future plans”. Individuals affected by dementia
are also enhancing the knowledge of the staff team of the lived experience
of a person with dementia by telling their stories.
Other organisations such as Health in Mind and North West Carers Centre
have raised their profile and are now better known in the local community
for supporting people living with dementia. This has widened their network
of referrers and, in turn, has led to an increase in referrals.
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Support for Particular Groups
ENABLEhas reported on the particular challenges of reaching carers of
people living with dementia and learning disabilities. This is a niche group
of carers who are often ‘hidden’ and harder to identify for a number of
reasons, including:
They do not know about the link between learning disabilities and
dementia.
The nature of the looked after person’s learning disability masks the
signs of dementia.
The ‘carer’ has looked after their son/daughter/brother/sister with a
learning disability at home for many years without social work input
and has no desire to engage with services.
The carer does not identify as a carer.
The Scottish Commission for Learning Disability,8 which compiles
annual statistics on learning disability - including the number of
adults known to each local authority area, their gender, whether they
live at home with a carer, whether they attend day services - does not
currently ask about individuals known to have a learning disability and
dementia.
It is clear from this peer support group’s feedback that information around
dementia and learning disabilities is sadly lacking. This project will
continue to investigate the best way to ensure that carers of people with
dementia and learning disabilities can access the services that they need
when they need them. The Life Changes Trust will also explore how this
gap can be better addressed.

8 http://e5u4f36frok15xsy641wq9j3.wpengine.netdna-cdn.com/wp-content/uploads/2016/08/2015Learning-Disability-Statistics-Scotland-report-1.pdf
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Benefits of Partnership Working and Networking
“Partnership working has been essential to ensure this functions
well.” (Ceartas)
North West Carers Centre were overwhelmed with the offers of help and
support that came flooding in following an intensive period of visits, calls
and attendance at events to promote their new peer support service. Offers
included a community centre offering rooms for events and courses, a
community health project providing training opportunities, a Social Work
Dementia Ambassador facilitating training and information sessions and a
parish church providing community space.
Extensive networking and project promotion by the Cuppa Club Project Coordinator has led to Age Scotland seeking to have information about the
Cuppa Club so they can make it available to older people who use the Age
Scotland Helpline.9
Outside the Box who run the Food Buddies peer support group has found
that “partnerships are very important and the time spent in building
relationships with people in related teams has been invaluable. People
from other teams are regular contributors to talking over ideas and
identifying contacts and resources in the local area”.
The Cuppa Club Project Co-ordinator views networking as essential to the
success of the project and reports that attending local community events
and the Trust’s conference were great opportunities to raise the profile and
awareness of the Cuppa Club. This has led to enquiries from groups and
organisations for further information about the Club.

9 Helpline number is 0800 1244 222
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Next steps
Since submitting their first year reports, the Peer Support projects have
evolved further. As mentioned previously some projects are becoming
involved in wider influencing activities. Others are training people
with dementia to deliver dementia training in schools and to other
organisations.
Some have developed partnerships with other organisations, some of which
are also funded by the Trust, for example with Sporting Memories and the
DEEP network. Some are starting to branch out to deliver their service in
new geographical areas.
The Trust is supporting the Peer Support projects to address areas of
challenge, particularly around qualitative evaluation. We will also be
helping some of them to improve their internet and social media presence.
The Peer Support projects keep up to date with the wider work of the Trust
and many are involved with a number of projects, for example, on transport
and housing. The projects do not stand alone but are an integral part of
much that the Trust funds.
The six peer support projects currently funded will continue to build on
their progress to date, strengthening their self-evaluation processes to
create a body of evidence of the positive impact of peer support for people
with dementia and their carers.
Overall, the Trust believes that these projects have made good progress
during the first year of support from the Trust and are, without doubt,
beginning to create better lives for people affected by dementia.
The second report from the peer support projects will be published in Spring
2018.
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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
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