Community
and Dementia:

Creating Better Lives in
Lanarkshire
learning event
Summary and Evaluation

On Wednesday 12th May 2021, the Life Changes Trust hosted its 9th
‘Creating Better Lives’ conference, which focussed on Lanarkshire.
To deliver this online conference, the Trust worked in partnership with
individuals and organisations from across Lanarkshire 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.
During the Lanarkshire 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. The webinar brought
all of that learning together.
This document is a brief summary of the event, which we hope will provide
additional opportunities to share learning on the work going on in Lanarkshire,
and to showcase how local organisations work towards creating better lives for
people who have direct experience of dementia.
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Summary of the event
The webinar was beautifully co-chaired by Annette Barlass who was an
unpaid carer for her father who had dementia, and Rev. Helen Jamieson, from
St Andrew’s Church, Carluke. St Andrew’s provides support to people living
with dementia and unpaid carers in Carluke and beyond. Originally, Carol
Topper, who lives with dementia, was to co-chair the event with Annette, while
her husband and unpaid carer Malcolm was to take part in the Q&A panel.
Unfortunately, they both had to withdraw shortly before the conference for
personal reasons, but we wanted to recognise their hard work and the value of
their participation.

Programme
The conference started with Arlene Crockett briefly setting the scene around
our regional events, before handing over to Annette and Helen.
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 Lanarkshire
storytelling sessions involved those who support people with dementia/unpaid
carers, and unpaid carers themselves, and what they told us is reflected in the
local priorities. In this instance, the sessions for people living with dementia did
not go ahead, despite a number of them being organised. Individuals may have
felt they were perhaps not ready to take part at this time.
After showing a short presentation about the Village Storytelling Centre’s
approach, storyteller Dan Serridge talked about what came out of the
Lanarkshire sessions and shared the local priorities for improving the day-today experience of dementia across communities in Lanarkshire.
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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 Lanarkshire, and for local organisations to share
learning.
First, we heard about St Andrew’s Church in Carluke. They have been working
with people living with dementia and their families since well before the
pandemic, and have continued to provide support and connection throughout
COVID – in Carluke and beyond.
Helen Jamieson, who is the minister of St Andrew’s Church in Carluke, was
joined by Alice and Jessie, both of whom cared for their husbands who had
dementia, and by Carol Topper and her husband Malcolm. These sessions
were pre-recorded, which meant that Carol and Malcom were still featured in
the event. They spoke about fantastic projects such as Heart for Art and Playlist
for Life, and the impact coming to the hub has had on them: “Our circle of
friends has increased tenfold (…) we just love coming along, it’s such a
happy place to go to.”
They were followed by Brenda Parker, Caroline Lister and Louise Gardner
from The Haven, which is a charity helping families, carers and those with life
limiting illnesses face the future together. They offer help so that people living
with dementia can live in their own home, and in their own community, for as
long as possible. They provide many different services, across Lanarkshire, to fit
the needs of individuals.
To round up the presentations, Anna Clements, who is a dementia advisor for
Alzheimer Scotland, spoke with Ian and Eugene, who both care for their wives
who are living with dementia. They talked about the importance of peer support
and being able to talk to other people who have shared their journey. “The
important thing is that you are talking with people who are in the
same situation, the same background, who understand.”
After the presentations, Margaret Brown, from the Alzheimer Scotland Centre
for Policy & Practice, chaired the Q&A panel session, during which the panellists
discussed the local priorities and what is needed to realise them in Lanarkshire.
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Arlene Crockett then talked about the Trust’s small grants programme and the
next steps for creating better lives in Lanarkshire. She issued a call to action, and
urged everyone to take the learning from the event and do something with it.
To round up the event, co-chairs Annette and Helen gave their final remarks
and thanks.
If you would like to watch the full webinar or some of the presentations, you can
do so here: Community and Dementia: Creating Better Lives in Lanarkshire | Life
Changes Trust
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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:
»

It’s love. It’s caring, it’s listening.

»

It’s support. It’s continuity. It’s family.

»

It’s understanding. It’s living with change management.

»

It’s a sense of humour, it’s understanding a person’s likes and
dislikes.

»

It’s meeting the needs of the people we serve.

»

It’s building relationships.

»

It’s non-judgmental, it’s trust. It’s boundaries.

»

It’s the touch of a hand on the shoulder.

»

It’s the person who says: “Come and get a coffee.”

»

It’s knowing someone has taken responsibility, has listened,
has come to help me.

»

It’s care and patience of providing and planning and looking
ahead.

»

It’s anticipation.

»

It’s a network of help.

»

It’s an act of kindness, it’s relationships, it’s individuals.

»

It’s overcoming fear and not disappearing.

»

It’s never being left alone.

»

It’s a network of friends. It’s respect.

»

It’s 24 hours, it’s stress.

»

It’s doing the tiniest things, it’s the tiniest little thing, it’s caring.

»

It’s love. It’s love. It’s love.
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Lanarkshire local priorities
Here is what unpaid carers of people living with dementia and those who work
with them in Lanarkshire said were their priorities in their communities.

Priority 1: It is crucial that agencies are linked up and talking
to each other. There are lots of good organisations out there
but when there is no clear joined up thinking, where is the
effective signposting? People can fall through the cracks, and
that is a critical issue.

“I’m a district nurse and I knew what needed to
be done but trying to get it done was like hitting
your head off a brick wall...I can’t imagine how it
is when you don’t understand the process.”
“I found there was a nothingness of
information.” (unpaid carer)
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Priority 2: It is imperative for organisations to listen to the
carer and the person with dementia, as more often than not,
the most important voices and opinions are not being heard.

“I felt I had nobody to turn to.” (unpaid carer)
“I thought I was lost.” (person with dementia)

Priority 3: Unpaid carers and people with dementia felt
concerned that there was no longevity of support, and they
were constantly being asked to share their story again and
again with different agencies, with little communication
between organisations to support them on their journey.

“We want a consistent approach and to know
who to turn to. Who is going to listen to me?”
“They can feel caught in a hamster wheel.”
(staff member)
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Priority 4: It is very difficult for carers to take time for
themselves and balance their work and caring responsibilities.
It can be overwhelming.

“….it wasn’t that I wasn’t willing to do it,
because I wanted the best for my dad, but I felt I
had to fight on every front.”
“The idea of giving up my independence was
inconceivable.”

Priority 5: There can be very real problems with getting a
diagnosis – how long it takes, and how many people are
involved, and the delay in being offered any kind of support.
This often means that people can reach crisis point before
they get support.

“…wracked with grief and anger about how
much dad suffered.”
“It would have been really helpful to have had a
face to face meeting with someone who could
have explained what services are available and
how to access them in the early days.”
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Key Discussion points
During the event, the panel discussed the local priorities and answered
questions from delegates. Margaret Brown chaired the session, and the panel
members were:
 Annette Barlass, Co-chair and Former Unpaid Carer
 Helen Jamieson, Co-chair and Minister, St Andrews Church Carluke
 Agnes Hadden, Take Control, South Lanarkshire
 Maria Williamson, North Lanarkshire Council
 Laura Jamieson, North Lanarkshire Disability Forum
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The connections, gaps between services and examples of work to
address it:
 The lack of connection between services is very frustrating for people, who can
feel like they are in ‘a hamster wheel’. This is especially an issue as people can
see their condition deteriorate rapidly while waiting for assessment.
 One of the issues with the gap in connections between services is GDPR and
data protection. Statutory services operate completely differently than in the
voluntary sector.
 Example of best practice: St Andrew’s Church in Carluke works closely with
the community mental health team for older people, and is hoping to offer
post-diagnostic support in the hub when things reopen. This would remove the
barrier of having to go somewhere new, people will be in a familiar place.
 Voluntary Action North Lanarkshire (VANL) is a strategic partner to the Health
and Social Care Partnership (HSCP). They fund several projects through the
Community Solutions model, which is about delivering services right in the
heart of the community.
 Take Control is also involved with the partnership: they provided PPE and
lateral flow tests during the pandemic.
 Recovery work is now starting, and a lot of it is about what services might look
like going forward, with all the learning from the pandemic. The partnership is
currently refreshing its engagement participation strategy and is listening to
people’s voices regarding shaping services going forward.
Personalised support
 People must be encouraged to have a person-centred plan, to think about
what is important to them and what makes them tick, so that everyone who
works with them knows who they are.
 Carers Centres are working on a toolkit to support people, so that their plan
follows them rather than having to tell their story over and over.
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 Best practice: PAMIS Digital passport. Family carers work with PAMIS to
develop digital communication ‘passports’ which allows people with profound
and multiple learning disabilities to tell their own story, giving unique insight
into their lives, experiences, needs and character, all of which helps to build
positive interaction and truly person-led communication. Something similar
for people with dementia would be very beneficial.
 The HSCP is refreshing the framework of their self-directed support model,
which will include ‘Care at Home’, with guided self-assessments indicating
individual budgets for people. This model will be looking at the whole family
and will include the carers’ needs.
 Services should ask people with dementia and unpaid carers: ‘What can we do
to make your life easier/better?’ When they refer somebody, they must share
as much of the person’s story as possible so that people don’t have to do it
again and again.
 Services seem to only have the little bit of information relevant to them, not
the overall picture, which means it can get very disjointed. They need to have
the complete package.
 When someone cares for a loved one in another locality, where do you belong
as a carer? Where you live or where your loved-one lives?
 Example of best practice for cross-regional support: Annette stays in West
Lothian, her father lived in Lanarkshire. South Lanarkshire Carers proactively
contacted Carers of West Lothian on Annette’s behalf, and they got it touch
with her. “I didn’t have to take on another job of going out and
seeking support, support came to me.”
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Self-Directed Support & difficulty accessing it
 This issue is that people don’t know what they are looking for until they are in
that situation. The more knowledge people can be given, the better.
 Take Control has an extensive list of what support is accessible.
 Another issue is the difference in services – sometimes even in terminology –
between different areas: the ‘postcode lottery’. There is hope that with talks of
a National Care Service, things will become more in line and people will receive
a better, more uniform service throughout the country.
 North Lanarkshire Disability Forum is here to educate and support people
through the SDS process. They can guide people throughout, for the whole
journey or just the start, depending on people’s needs.
Impact of the pandemic on unpaid carers
 Carers are going to emerge from the pandemic battered, bruised and exhausted.
They will need practical and emotional support. Things will not look the same
and it won’t be as simple as ‘just picking up from where we left off’.
 Organisations and communities need to take a proactive approach, seeking
out carers to offer them support rather than them having to find it.
 Organisations need to be there to listen to people and allow them to express
what happened.
 Carers will need respite, and face-to-face contact, even if only outside and in
small groups.
 Example of best practice: Heart for Art is looking at a carers group, giving them
space to talk and providing emotional outlets.
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Feedback / Quotes

Event chat
“At last we hear from people who are willing to engage in
discussing the real challenges facing folk experiencing
and living the life day to day.”

“This is an incredibly touching presentation, it very
much reminds me of my own mum who has early onset
dementia. The love is clear to see and the effect is
showing through!”

“So many amazing services taking place across
Lanarkshire. These stories are really powerful and great
to hear. Thank you everyone who has and is sharing.
Fantastic community supports...”

“I think Annette touched on one of the most important
actions that we need as recipients of support that is of
PROACTIVE HELP. Talk of care plans, action plans, what
can we do to help? etc are just …...EXHAUSTING for
carers and their loved ones in these situations.”
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“Thank you for a wonderful session. It has been the most
relevant training about dementia for me especially in the
reality of daily experience of dementia in the middle to
later stages.”

“Thank you for sharing all of the stories and information.
It’s been wonderful to see so many people coming
together and working towards a common goal of
improvement.”

Facebook
“This was an amazing and most uplifting conference.
Feel free to listen in and it is broken into segments so
you can watch in stages. Well done to everyone at Life
Changes Trust for organising this and to all participants
especially the Co-Chairs Annette and Helen. They did a
marvellous job with Margaret Brown hosting the Q&A
session.”
Take Control
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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

