Community and
Dementia: Creating
Better Lives in Edinburgh
and the Lothians
learning event
Summary and Evaluation

On 26th November 2020, we hosted our 6th Community and Dementia
conference, shining a light on the work happening in Edinburgh and
the Lothians. Originally planned for April 2020 in Murrayfield Stadium,
the event was cancelled due to the pandemic. It was then reworked as
an online Zoom webinar, our first regional event to take place on this
platform.
To deliver this online conference, the Trust worked in partnership with
individuals and organisations from across Edinburgh and the Lothians to design
an event that reflected on and celebrated what was happening locally to support
people living with dementia and their families.
In the lead up to all of our Creating Better Lives conferences, we hold
‘storytelling’ sessions for people with lived experience and those who work
closely with them to find out what is most important to them in their
communities, what they feel works well and what could be improved. By doing
this the Trust learns from them about what the local priorities are for the area
specifically. For the first time, these sessions were adapted to take place online.
During the Edinburgh and Lothians conference, we discussed these priorities
and looked at three local projects and how they were supporting people living
with dementia and unpaid carers before and during the COVID pandemic.
This document is a brief summary of the event, which captures all of our
learning. We hope it will provide additional opportunities for those in Edinburgh
and the Lothians to share this learning and showcase how local organisations
are working towards creating better lives for people who have direct experience
of dementia.
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Summary of the event
This webinar was the first of our regional events to take place online. It was
chaired brilliantly by Professor Brendan McCormack, Head of the Divisions
of Nursing, Occupational Therapy & Arts Therapies at the School of Health
Sciences, Queen Margaret University. The programme and presentations were
re-worked and adapted for an online platform, with partners and speakers still
able to showcase their work and achievements. The Trust would also like to
acknowledge the work of HCVF, our audio-visual support team, who assisted
us in our transition to webinars and who continue to deliver exceptional online
events for the Trust.

Programme
Before all of the Trust’s regional events, we organise a series of storytelling
sessions, facilitated by the Village Storytelling Centre (VSC), during which we
hear first-hand about what really matters to people with dementia, unpaid
carers and those who work with and support them in the region. The Edinburgh
and Lothians storytelling sessions were the very first to be held online, and what
people told us is reflected in the local priorities.
After showing Sam Rowe’s Ayrshire & Arran presentation about the Village
Storytelling Centre’s approach, storyteller Shona Cowie talked about what came
out of the Edinburgh & Lothians online sessions and shared the local priorities.
In what was one of the most powerful moments of the event, she shared what
‘care’ meant to people who attended the sessions, in their own words.
This was followed by a Q&A panel discussing and answering questions about the
local priorities which you can find on page 7.
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‘Focus on Local’ presentations
An important purpose of the conference was to shine a light on the creative
and innovative work happening in Edinburgh and the Lothians, and for local
organisations to share learning.
First, we heard from Dr Sue Northrop (Dementia Friendly East Lothian) and
Dawn Irvine (Capital Theatres Edinburgh), who talked about working in
partnership and adapting some of their existing projects to an online platform.
Their online afternoon tea sessions are a fantastic example of what can be
achieved when working collaboratively.
Next, Martha Pollard showed us how the Eric Liddell Centre had adapted to the
COVID-19 health crisis, and continued to support people with dementia and
unpaid carers in Edinburgh.
To round up the ‘Focus on Local’ presentations, Jim Brown from Carers of West
Lothian talked about the support they provided - before and during COVID-19
- and we also heard from Gill McGinty, who cares for her mother who has
dementia and has been supported by Carers of West Lothian.
After the presentations, the panellists came back for a second Q&A session.
The webinar ended with Arlene Crockett and Colm McBriarty from the Life
Changes Trust talking about next steps for creating better lives in Edinburgh and
the Lothians, and the Trust’s Small Grants programme.
If you would like to watch the full webinar or some of the presentations, you
can do so here: https://www.lifechangestrust.org.uk/community-and-dementiacreating-better-lives-edinburgh-and-lothians
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Care is a Big Word
During the storytelling sessions, participants discussed what ‘Care’ means to
them. This is what they said:
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»

To be caring is wanting to seek the goodness of a person or a
community.

»

Care is not only thinking about yourself, care is friendship. It is
friendship.

»

Care is listening, and sharing. You can receive care from a
person who you assumed should be the one who needs care.
It’s two-ways. Caring is teamwork.

»

Caring is verbal support, it’s touch, it’s interaction based on
strength, it’s a big word.

»

Caring is a life-long commitment, and it means different things
to different people.

»

It’s part of everyone, care is within you. It’s a behaviour, it can’t
be taught. It can be nurtured.

»

It’s who you are: a carer.

»

Care is not necessarily rewarding, it can be demoralising, it’s
physical, it’s tiring, it’s tiring, I’m exhausted.

»

It can be lonely. Care can be painful, I want to make sure that
you’ve written down that care can be emotionally painful. If
I speak from what’s in my heart right now, care is doom and
gloom.

»

Care is bravery, it’s indiscriminate.

»

Care is validation, it’s respect, it’s being valued, it’s being
accepted. It’s laughing and smiling and joy.

»

Care is demanding. Care is patience. Care is a privilege.

»

Care is frustrating, care is non-judgmental.

»

Care is us, it’s allies, it’s advocacy.

»

Care is a network.

Edinburgh & Lothians Local Priorities
Here is what people with dementia, unpaid carers and those who work with them
in Edinburgh and the Lothians said were their priorities in their communities.

Priority 1: We would like to see more emphasis on our rights
as citizens to be able to access information and services
that recognise us as individuals, and that better support and
empower us.

“If you don’t make a fuss, or someone makes a
fuss for you, they just forget about you.... and I
am not one to make a fuss.”

Priority 2: As we face increasing social isolation and people
may be struggling with mental health, we need a variety of
options available to us to remain connected with peers and
those in our communities.

“If I really speak from what’s within my heart
right now, care means doom and gloom.”
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Priority 3: We need places and time to have conversations
where we can share our experiences, find mutual support,
understanding and guidance - peer support is an important
way to do this.

“Peer support is the only thing I have benefited
from in a major way, it’s where you feel you can
be open”

Priority 4: We want better access to personalised support and
to be included in the decisions that affect us.

“This session has confirmed what I think about
society and what happens about the cared for, I
felt like the man in the story, forgotten without
a voice. I have had to fight.”

Priority 5: There is a need for kindness, respect, friendship
and recognising the value of each person – these are not easily
quantified, but should never be overlooked.

“We are talking about humans here.”
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“The most important thing of all is patience
and kindness - it doesn’t have to be in your
face doing things all the time for you, but being
patient and kind is very important “

Priority 6: ‘Dementia is not just about the individual, it’s
about the community and its response’ - we want to see
better recognition and emphasis of the key impact that local
communities play in supporting people with dementia and
unpaid carers, now and as we transition out of the pandemic.

“There have been some tremendous
connections with people … it doesn’t matter if
you are sitting in Timbuktu or Prestonpans, it’s
as if you are in the same room … I miss the face
to face but there are bonuses.”
(Community worker)
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Key Discussion Points
During the event, the panel discussed the local priorities and answered
questions from delegates.
The panel members were:
 Jim Brown, Development Worker, Carers of West Lothian
 Siobhann Keay, Dementia Nurse Consultant for Edinburgh & Lothians
 Julia MacKenzie, Post Diagnostic Lead for Alzheimer Scotland
 Karen Thom, Strategic Planning and Commissioning Officer - Older People,
Edinburgh Health & Social Care Partnership
 Jess Wade, Chief Executive Officer, Carers of East Lothian
 Arlene Crockett, Director of Evidence & Influencing, Dementia Programme,
Life Changes Trust
 Gill McGinty, unpaid carer from West Lothian
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How to realise the local priorities and the rights they express
 We must give people the platform to share what matters to them, throw aside
pre-conceived ideas, come together and collaborate.
 We must involve beneficiaries at every single level of infrastructure, value
people and see the humanity in care. A lot of work has happened already in
Scotland to try and address some of the themes in the priorities, including
personalisation of care, self-directed support, putting people at the centre of
decision making, etc. However “we have not cracked it yet”. There are ongoing
conversations about how we can do better (e.g. social care review).
 Services must be designed around people’s needs and not what services want.
 There’s been a great start in Scotland around post-diagnostic support, and
Alzheimer Scotland Link Workers are expected to cover all of the areas
highlighted in the priorities. However, post-diagnostic support is not available
to everyone, there are not enough Link Workers and in some areas some
people are waiting for a long time for support or not getting access to services.
 We are trying to fit personalised care into a really rigid system of support. Until
there are some real changes, it will be difficult for health care professionals to
say that they are truly delivering person-centred care.
Supporting people who are ‘hard to reach’
 We are dealing with very complex systems, even for professionals. How can we
make the process simpler? Part of it is to listen to service users’ feedback.
 We must empower people, give them options and create support that is more
around their needs than fitting into existing services.
 COVID has shone a light on the importance of community response. It
brings an opportunity to take a fresh look at post-diagnostic support and the
traditional delivery methods, and to think about them differently. We need
better flexibility and to give people options, power and control to design
the care they need, at the time they want, by people they trust and have a
relationship with.
 It is important that information comes from a trusted source, such as a local
Carers Centre.
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 Referrals are hugely important. A place like Carers of West Lothian has a good
relationship with Link Workers and reaches unpaid carers through referrals
and through their social media and other platforms. However, there are around
20,000 unpaid carers in West Lothian, and ‘only’ 6000 are supported by the
centre. There needs to be more referrals from professional organisations who
meet the family first, such as NHS, Social Work or GPs.
 The Third Sector is outcome driven rather than number driven, and can do
more person-centred work.
 There needs to be more flexibility with post-diagnostic support, as families
and carers need more support as the condition progresses: “As a carer, I
would have liked to be given the option as to WHEN I wanted the year of
post-diagnostic support to kick in.”
Connecting with people and supporting them while respecting their
autonomy and choice
 It is important that unpaid carers access support, even if the person living
with dementia doesn’t want support. Carers centres will help think through
solutions to conflict and disagreements.
 We need to empower people and educate them on how to access support
before they are at crisis point. They need help to understand what is available
to them.
 Often people don’t identify as unpaid carers until the situation gets more
difficult, and want to focus on a parent-child relationship. They only ask for
help when they really struggle.
 Best practice: Age Scotland Orkney is funding a post-diagnostic support
worker based in the community hub on the high street. The engagement is
already there, and there is a multi-layered delivery of support in the hub. The
diagnostic process takes place in the hub, and people are then introduced
to the post-diagnostic support worker when it’s the right time. It takes the
formality out of it and makes for a much more natural relationship.
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How can services better equip themselves to listen more?
 Involvement of service users at every level is key. Not everyone wants to come
to a meeting or read Board papers, but the organisational culture of services
must welcome feedback.
 Everybody has got a different way to input, so there must be plenty of
opportunities, with surveys, focus groups, meetings, etc. ‘One size fits all’
doesn’t work.
Addressing issues and challenges involved in providing personalised
support to families and carers
 Social workers must refer people to their local carers centre. They focus on
the needs of people with dementia, but should also address the needs of the
carers.
 Alzheimer Scotland now provide advice sessions at the point of diagnosis, with
themes such as power of attorney, with solicitors there. This is invaluable for
unpaid carers.
 If people are not proactively looking for help, they risk slipping through
the net. Services need to get to people before crisis point, start building a
relationship and make information available.
Examples of best practice bringing the priorities alive
 The post-diagnostic support service has PDS groups for people at a very early
stage after their diagnosis. It brings people living with dementia and unpaid
carers together, and allows for peer-support to start. It then continues beyond
the group sessions as connections and friendships have been made.
 Edinburgh’s Integration Joint Board (IJB) is looking for citizens and carers reps,
there was a call out at the time of the event. It is an opportunity to get right at
the heart of decision-making.
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 During Dementia Awareness Week, an event at St John’s promoted
‘togetherness during a time of social distancing’. They created a space
where unpaid carers could be invited to the hospital (2 or 3 people with
social distancing), and were able to bring families together who hadn’t seen
their loved ones for up to 8 weeks. There was cake and tea, and it was an
opportunity for family members to just be parent and child rather than
hospital visitor and patient.
 NHS Lothians: Siobhan Keay plans to go around all Health and Social Care
Partnerships (HSCPs) and link with everybody to gather learning from services
on how they adapted during the pandemic. She will bring all the learning
together and will share it in all four HSPCs.
 Carers of East Lothian have ‘Think Carer’ sessions with HSCP staff to help them
think about issues faced by unpaid carers. They are also looking at doing these
sessions in the community, to help people think about how they can look out
for unpaid carers and what support they can offer.
 Carers of West Lothian. In Gill’s words: “I couldn’t have done it without their
support, especially during the pandemic.”
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Feedback / Quotes

Event Chat
“That was so powerful, re ‘what is care’ Thanks to all who
shared their feelings at that session.”

“I’m really enjoying this style of presentation, I feel like
I’m part of the conversation.”

“Thank you so much for all the contributions today. I am
feeling a bit overwhelmed thinking of how much more we
could be doing, and doing better.”

“Really inspiring to hear about the resourcefulness
of different projects going on across the Lothians
during these challenging times. Today’s conference
has been one of my favourite zoom events during all of
covid - fantastic content plus great variety of structure
and presenters. Skillful chairing too. Thank you and
congratulations to all.”

Twitter
“My heart is brimming listening in to @IrvineDawn and
Sue talking at the @LifeChangesTrst webinar about their
adapted projects. Keep up your spread of happiness.”
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Getting in touch
If you have any queries or wish to share your
views and ideas, you can contact the Life
Changes Trust in a number of ways:
Phone:

0141 212 9600

Email:

enquiries@lifechangestrust.org.uk

Website:

www.lifechangestrust.org.uk

