Community and
Dementia:

Creating Better Lives in
Greater Glasgow & Clyde
learning event
Summary and Evaluation

Our 12th and last live Creating Better Lives conference took place on
Tuesday 31st August 2021, and focussed on Greater Glasgow & Clyde.
To deliver this online conference, the Trust worked in partnership with
individuals and organisations from across Greater Glasgow & Clyde 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 Greater Glasgow & Clyde conference, we discussed these priorities
and also 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 resources and opportunities for
those in Greater Glasgow & Clyde 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
The webinar was chaired by Arlene Crockett, Director of Evidence and
Influencing at the Life Changes Trust. She was joined in chairing duties by Jill
Carson, Consultant in Public Policies with Alzheimer Scotland, who led the Q&A
panel session.

Programme
The conference opened with a beautiful and emotional song written by James
McKillop and set to music and performed by Gus Harrower. James, who has
been living with dementia for over twenty years, is a dementia activist, and a
long-time advisor to the Life Changes Trust. ‘I Will Always Be Here for You’ is a
tribute to his daughter and the love and pride a parent feels towards their child,
watching them grow up.

“Wow! What an emotional and amazing song.
Those lyrics are just perfect.”
“I need a tissue!”
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Before all of the Trust’s regional events, in order to identify local priorities, we
organise a series of storytelling sessions, facilitated by the Village Storytelling
Centre (VSC). During these sessions, 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 Greater Glasgow & Clyde storytelling sessions
involved unpaid carers and staff/volunteers who support people living with
dementia and unpaid carers. What they told us is reflected in the local priorities.
We also invited people with dementia to participate in a way that would suit
them. However, understandably, it became clear that this was not quite the right
time for them to do so. However, local staff and volunteers took part in a ‘train
the trainer’ session, giving them the tools to use the storytelling methods for
people living with dementia, when the time is right.
After showing a short presentation about the Village Storytelling Centre’s
approach, storyteller Shona Cowie talked about what came out of the Greater
Glasgow and Clyde sessions and shared the local priorities for improving the
day-to-day experience of dementia across communities in the region. You can
find these local priorities on page 8.
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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 Greater Glasgow & Clyde, and for local
organisations to share learning.
First, we heard from Inverclyde Health & Social Care Partnership – Brenda
Friel gave us an overview of their Dementia Care Coordination Project, and
spoke with Doreen Borland, an unpaid carer who is part of the dementia
reference group for the project. Doreen spoke enthusiastically about their selfmanagement information leaflet:

“When Andrew was diagnosed with dementia, I don’t
remember being given any information on where to go for
help, I had to find that out for myself. (…) Our leaflet is
simple to read, and hopefully it will be handed in at the
start of everyone’s journey.”
They were followed by Paul Holland, from East Renfrewshire Trading
Standards, who gave a flavour of the work they do to prevent people living with
dementia and their families falling foul of financial scammers.
To round up the presentations, Louise Smith, who is the Development Officer
with the Froglife Trust, talked about the Glasgow ‘Green Pathways for Life’
Project. Froglife was awarded Dementia Friendly Communities funding by the
Life Changes Trust, to work with people living with dementia in Glasgow to
encourage the use and improvement of local green spaces, learn about wildlife,
reduce social isolation, improve confidence and empower people living with
dementia to live well through outdoor activities.

“We found it really gave the opportunity to
people to try new things and learn new things,
and explore green spaces in a different way than
they had previously done.”
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After the presentations, Jill Carson, from Alzheimer Scotland, chaired the Q&A
panel session, during which the panellists discussed the local priorities and
what is needed to realise them in Greater Glasgow & Clyde. You can find the key
discussion points on page 12.
Arlene Crockett then talked about the Trust’s small grants programme and
the next steps for creating better lives in Greater Glasgow and Clyde. She issued
a call to action, urging delegates, groups and local organisations to take the
learning from the event and do something with it.
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-greater-glasgow-clyde
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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, in Greater Glasgow & Clyde and across
Scotland:
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»

Care is a big word. It’s friends, close friends. Sometimes it
comes from people you don’t expect.

»

It’s nature taking action, having fun and being comfortable
enough to be silly.

»

Care is life changing. Care is advice, big advice or little
whispers in your ear.

»

Care means the world, it’s human touch, it’s seeing beyond an
encouragement.

»

Care is connection. Care is being seen for who you are, not
being tarred with someone else’s brush. It’s person-centred.

»

Care is community, empathy, shared experience. Care can be
momentary, or consistent.

»

Care is to support and enable. Care means different things to
different people, but it’s part of everyone’s life at some point.

»

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

»

Care can be a lifelong commitment.

»

Care is awareness and reflection. Care is happening now.

»

My carer is my friend. If care is not there it’s heart-breaking. It’s
kind words and affection, it’s listening, listening, listening.

»

It’s eye contact and understanding, empathy, safety,
connection. To care is to empower. It’s resilience.

»

It’s supporting someone to be part of their society, it’s
validation, respect, it’s being valued. Acceptance, laugh, smile,
joy.

»

Care is team work, interaction based on strengths. Care is
trust, touch.

»

Care is within you. It’s a behaviour, it’s not taught, it’s nurtured.

»

Care is relationships, it’s realism, it’s your energy, your intuition,
your generosity, your advocacy, your time.

»

Care is draining. Care is demanding, it is demoralising. Care is
exhausting.

»

Care is not always rewarding. I want to make sure you’ve
written down that care can be emotionally painful. It can be
shocking, it can be frustrating, to the very last of your patience.

»

If I speak from what’s in my heart right now, care is doom and
gloom. It’s hard to care when you’re empty. There’s nothing
more of me I can give right now.

»

There’s never enough time to care for myself. Care is
processing time, and we need more of that.

»

Care is good, do you know what, it’s good. It’s in sickness and
in health.

»

Care is, if you don’t believe me, I’ll believe for you until you do.

»

Care is a privilege. Care is key. Care is brave. Care is essential.
Care is felt.

»

Carers are who we all are. It’s allies and network. Care is a
community.
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Greater Glasgow & Clyde Local
Priorities
Here is what unpaid carers and staff/volunteers who support people living with
dementia and unpaid carers said were their priorities in their communities.

Priority 1: We need to support people with dementia to be part
of the decision-making process, where they can. We need to
make sure people’s rights are protected.

“Just because you have a diagnosis of dementia,
it doesn’t automatically take your rights away or
mean that you’re unable to make decisions for
yourself and your own life.”
“Because someone has dementia or even no
longer has capacity, that doesn’t mean they
don’t have a view or can’t express an opinion
towards their care.”
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Priority 2: Unpaid carers are living with dementia too. There
needs to be support offered at every stage of their journey –
physical and mental health can be severely affected. Carers
can feel burnt out very quickly.

“You’re constantly fire-fighting, putting out
fires […] your caring life and your personal life…
you’re just constantly fighting one battle after
another.”

Priority 3: We need to reach people at the point of diagnosis
so that support can be provided for both the person with
dementia and for carers before they reach crisis point. Linking
up GPs with services also needs to be better.

“People do fall through the net […] the link
worker should be connected to the GP that gave
the initial diagnosis.”
“People usually come to services at the point
of crisis, but this doesn’t create the best
outcomes.”
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Priority 4: Sharing of information needs to be much better
between different services and agencies, so that access to
opportunities and support are readily and widely available
across communities.

“The services are there, but people don’t
have the capacity to go and search the whole
of Glasgow to find out who can help them
financially, who can help them with this and
that. There should be a one-stop shop to get all
this information.”

Priority 5: There is a real need for person-centred care, and
to listen to those affected by dementia - those living with it,
unpaid carers and families. We need to make sure that people
are getting all the things they need, when they need them.

“One size fits all doesn’t work, everyone’s
situation is different.”
“Sometimes it’s a case of ‘these are the rules
and you’ve just got to deal with it’ rather than it
being person-centred.”
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Priority 6: There needs to be more investment in peer support.
A diagnosis of dementia can be very isolating. Peer support
can provide a much needed life-line when friends may have
disappeared over the years, and you can learn from and
support each other.

“Peer-to-peer support is so valuable – people
can really help each other, be an inspiration and
give one another great ideas.”
“People lose friends because people don’t know
how to act. People don’t know enough about it”

Priority 7: Transport is a real barrier for carers and people
living with dementia to access support, services and activities.
This needs to be improved as services start to re-open, and we
emerge from the pandemic.

“Services are scattered across the city and it
makes things very stressful.”
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Key Discussion Points
During the event, the panel discussed the local priorities and answered
questions from delegates. Jill Carson chaired the session, and the panel
members were:
 Jason McLaughlan, Renfrewshire Health & Social Care Partnership
 Fred Beckett, Social Work, Glasgow City Council
 Noleen Harte, Self-Directed Support Forum, East Renfrewshire
 Maureen McKillop, Unpaid Carer from Glasgow
 Mark Mulhern, Manager, East Renfrewshire Carers Centre
Importance of people living with dementia being involved in decisionmaking
 This supports the principles behind self-directed support: people should be
informed, involved, and leading on decisions about their care. These principles
should be threaded into people’s care experiences.
 Services must do away with jargon and look at the language used during
assessment. A storytelling model might work better in terms of assessment.
 It’s not as simple as saying a person is deemed to have capacity or not – they
can still express what they like and dislike. If we get the communication right,
we can support the decision-making.
 Services gather a lot of information on people’s thoughts about their future
care needs, but it isn’t often fed into decision-making at later stages. People’s
right to make decisions is often lost at crisis point because statutory services
move forward making decisions for people rather than taking in what the
person said. There needs to be improvements when it comes to advanced
statements, advance care planning and post-diagnostic support.
 There is a disconnect between what statutory services intend to achieve at
strategic level and what it actually means for the people using the services.
 People who have had a diagnosis for a long time drop off the radar after a
number of years. There are great new ideas coming out, such as assessments
from diagnosis throughout, but they are not being fed to people who were
diagnosed a long time ago.
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Needs of unpaid carers, coming out of the pandemic
 Living under lockdown has been very challenging for unpaid carers, leading to
stress and strains on family life. Unpaid carers - and people with dementia need appropriate respite, where the family can recharge their batteries.
 The needs of carers highlighted in the priorities are close to what statutory
services aim to do: identify carers earlier in their caring role and deliver
personalised support that recognises that every carer’s situation is unique.
 Example of learning during the pandemic: in the first 12 weeks of the
pandemic, the key issue for carers was emergency planning. Services got
it wrong at first: they recorded emergency plans on social work systems.
However, it was ambulance crews, paramedics and district nurses that were
visiting carers at home, and they didn’t have access to emergency plans.
 Often, when offered support, carers would refuse, as they didn’t want people in
their house or to have their loved one go into a care home. We need to get care
back to people who backed away from it.
 Loneliness was an issue for unpaid carers before COVID, but it has now been
multiplied. The pandemic has shone a spotlight on unpaid carers, and there
seems to be a momentum building to recognise the support carers need.
 Carers need social activities, to engage with people. They need face-to-face
support.
 Services had to think of creative ways to provide support. They were more
flexible. For example, carers centres gave small grants for things such as
Netflix subscriptions or not having to cook, giving carers a break. We need to
take lessons from this and embrace it going forward.
 It is key that Third Sector organisations and statutory services work together.
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Scams prevention and false accusations
 Though it is not part of Trading Standard’s remit, they do regularly come
across issues of false accusations simply because a person is confused, and
are conscious of it. It is important that professionals are ensuring that they
gain adequate knowledge around this.
 They often see people with dementia being confused by prize winning mail.
One of the solutions can be to redirect junk mail.
Inverclyde self-management information leaflet
 Though specific to Inverclyde, this leaflet can be shared to other localities who
can use the same principles and adapt it.
 The project is now looking for feedback about the leaflet to see if it can be
improved or if anything is missing. It will be shared in local GP practices.
How the local priorities might influence local dementia policy and
planning work
 COVID has given services an opportunity to pause, reflect and restart. There
have been conversations about what has been achieved in the last few years
and what needs to be done now.
 NHS Greater Glasgow & Clyde will create a role for a Dementia Strategy Lead,
who will take forward developing the dementia strategy and improving
dementia care.
 One of the issues for NHS Greater Glasgow & Clyde is to get people’s input, as
it is set around services and when they are available, rather than when service
users might be. Having a separate Lead will give more time to get people’s
input and to work with Third Sector partners.
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Feedback
About James McKillop and Gus Harrower’s song:

“Beautiful words, set to lovely music. Thank you both.”
“Stunning lyrics James as always and put to music so
beautifully!”
“Slightly damp eyes here, that is beautiful.”

“Such wonderful descriptions of caring shared by Shona.”

“Powerful words, beautifully delivered. These have been
such important conversations.”

“At times, unpaid family carers are unseen and not
valued and this can have a knock-on effect upon their
loved ones with an added stress related burden. Better
engagement with all services to include unpaid family
carer voice.”
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“Great conversation Brenda and Doreen - really
illustrates the value added when people with lived
experience of dementia are listened to and involved.”

“Really interesting to hear, Louise, how you built up
confidence with the people you worked with to help them
know what to expect and what the alternatives could be.”

“Great initiatives described by Paul and Louise - both
projects provide support for people with lived experience,
in different ways.”

“Thank you for this event. Loads of really useful
information.”
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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

