Community
and Dementia:
Creating Better
Lives in Fife
learning event
Summary and Evaluation

On Thursday 25th February 2021, the Life Changes Trust hosted its 7th
‘Community and Dementia: Creating Better Lives’ regional event – its
second online – focussing on Fife.
To deliver this conference, the Trust worked in partnership with individuals
and organisations from across Fife to design an event that reflected on and
celebrated what was happening locally to support people living with dementia
and their families. By doing this the Trust learned from them about what the
local priorities are for this area specifically.
During the conference, we looked at several local projects and how they were
still managing to support people living with dementia and unpaid carers during
the COVID pandemic.
In the lead up to all of our Creating Better Lives conferences, we also hold
‘storytelling’ sessions for people living with dementia, their carers and those
who work closely with them to find out what is most important to them in
their communities, and what their priorities are for creating better lives. This
conference 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 Fife.
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Summary of the event
For the first time since we started our Creating Better Lives events, the
conference was co-chaired by two people living with dementia: Irene
Donaldson, a retired Primary School Deputy Head, and Gerry King, a retired
Architectural Technician. They are both members of the STAND group in
Fife and were supported by their partners Alan and Trish on the day. The Life
Changes Trust is very grateful to Gerry and Irene, who did a superb job, showing
very clearly the benefit of focussing on what people living with dementia CAN
do, rather than what they cannot.
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 working with and supporting them in Fife. After showing a
short presentation about the VSC’s approach, storyteller Shona Cowie talked
about what came out of the Fife sessions and shared the local priorities (see
below). This was followed by a Q&A panel discussing around these priorities.

Focus on Local presentations
An important purpose of the conference was to shine a light on the creative and
innovative work happening in Fife, and for local organisations to share learning.
First, Ruth McCabe, Gerry King and Stewart Quigley spoke about the unique
work happening with the Freemasons Society to spread awareness about
dementia and to support its members.
This was followed by Janine Adair who talked about Alzheimer Scotland‘s work
in Fife, how they have kept people connected during the pandemic, and what’s
been learned about taking events online. She was joined by unpaid carers, a
person living with dementia and by Alzheimer Scotland staff.
Samantha MacDougall and Heather Korabiowska from OnFife spoke about
their work pre-COVID with ‘Moments in Time’, and how they have adapted to
the pandemic and continued to support people living with dementia in Fife by
bringing them cultural activities online. “It’s all about interactions.”
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To round up the ‘Focus on Local’ presentations, Paul Short told us how Fife
Council have supported people to benefit from technology and to stay
connected and live safely at home.
Arlene Crockett from the Life Changes Trust talked about next steps, and the
Trust’s small grants programme in Fife. She was joined by Cath Carter, from the
North East Fife Community Hub, who discussed what they have done so far
with their award.
The conference was opened and closed by sisters Anna May and Maisie Dury,
who paid tribute to their Papa Jack, who had dementia, with a beautiful reading
‘My Papa Jack’ and a song ‘Hide and Seek’.
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-fife
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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:
Care is close friends. It comes from people you don’t expect, it’s
nature. Having fun and being comfortable enough to be silly.
Care is a big word. Big advice, or little whispers in your ear.
It means the world. It’s human touch, seeing beyond.
Encouragement, connection, being seen for who you are. Not being
tarred with someone else’s brush.
Care is empathy, shared experience, momentary and consistent.
It’s acceptance, being valued. Laugh, smile, joy. Care is team work,
interaction based on strength, touch, trust.
Care is within you, it’s a behaviour. It’s not so much taught as
nurtured. Care is relationships, it’s connection. To care is to
empower.
Your intuition, your energy, your generosity, your advocacy, your
time. Care is draining. It’s demanding. It can be demoralising. It
can be exhausting.
Care is not always rewarding. It can be frustrating. It can take you
to the very last of your patience.
It can be hard to care when you are empty. There is nothing more of
me that I can give right now. There doesn’t seem time to take care
of myself. Processing time, we may need more of that.
Care is good. Do you know what? It’s good. Care is ‘If you don’t
believe me, I’ll believe for you until you do.’
Care is our privilege. Care is key, care is brave. Care is felt.
Carers are who we are. It’s allies, it’s a network.
Care is our community.
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Fife local priorities
Here is what people living with dementia, unpaid carers and those who work
with them in Fife said were THEIR priorities in their communities:

Priority 1: We would like to see opportunities and choices to
meaningfully engage and contribute to our communities, to
work and have fun. The variety of what life has to offer feels
dramatically reduced. We have expertise and experience we
could be offering.

“Why can’t I be involved in my own risk
assessments, I’ve done it all my life.”
“Being treated with kid gloves… it’s, yes, there
is nothing worse, nothing that makes you feel
smaller.”
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Priority 2: We need a clear pathway to care. People with
dementia and unpaid carers do not want to feel passed
around or un-listened to. We would like to see better and
clearer access to information and services that recognise us as
individuals, and that better support and empower us.

“Are we the forgotten people?”

Priority 3: We would like the importance of peer support to be
acknowledged and supported, with spaces where people can
share experience, companionship, advice, tears, laughs and
truly be useful as crucial support to one another.

“We need to find ways of taking away the
loneliness and connect with people so you
realise that there are others out there who are
going through it. He misses the men’s shed, the
pool and the darts.”
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Priority 4: With ongoing restrictions, people are facing
continued social isolation and struggling with a decline in
their skills and mental health. We need a variety of options
available to us to remain connected with peers and those in
our communities.

“The loss of purpose is critical”
“We need to get out socialising because people
are losing their social skills”

Priority 5: We want diagnosis to be delivered in a supportive
way; the lack of empathy in this moment can be a major factor
in how we are able to move forward. We need better access to
information and support following diagnosis.

“The way he was given the results was very blasé.
When he received his diagnosis it felt like the
world had come to an end”
“Her life had completely changed since her
husband’s diagnosis and she felt like a
‘grounded plane’”
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Priority 6: Carers are living with dementia too – we would like
to see more emphasis on the support and services needed to
better enable and empower unpaid carers.

“It’s ok. Whatever you’re feeling, whether you’re
angry or sad…. it’s fine, it’s quite normal. How
you are and how you feel is important”
“24/7 is taking its toll on me”
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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:
 Gerry King and Irene Donaldson
 Dr Gary Stevenson, Consultant Psychiatrist, NHS Fife
 Fiona McKay, Divisional General Manager, Fife Health and Social Care
Partnership
 Helen Skinner, Dementia Nurse Consultant, NHS Fife
 Ann King, Carer from Fife
 Anna Maria Cairns, Carer Support Worker (Dementia), Fife Carers Centre
 Jo Clark, Head of Health and Care, Fife Voluntary Action
 John Cooper, Service Manager, Older People’s Services, Fife Council

Key discussion points
What is needed to realise these priorities?
 Partnership working is essential: with people with dementia, with unpaid
carers and with families, but also between the public sector and the third
sector. The example of ‘Partners in Care’ was given, with families being
involved in the care of their loved ones in hospital settings. This unfortunately
had to be paused during the pandemic.
 These partnerships need to be coordinated and signposted. “There is an awful
lot of partnerships going around, but they’re not all joined up.”
 The different strategies (i.e Dementia Strategy, Carers Strategy) must all link
together, and not be written in isolation.
 Carers feel forgotten, especially with the pandemic. Unless they step forward
and ask for help, they might not receive any support.
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Diagnosis and support
 Regarding diagnosis, there needs to be more choices available as to where this
happens: hospital, community clinic, GP practice, home, etc. The psychiatrist
doesn’t necessarily need to be the one delivering the diagnosis, it might be
better if it’s someone the person already has a relationship with, rather than
someone they have just seen once or twice. It could be a Community Mental
Health Nurse for example.
 The level of post-diagnostic support is not fit for purpose and needs to be
looked at. It needs to be broadened and more creative.
 GP practices seem to be the main area of difference regarding support. Both
people with dementia on the panel felt very supported by their GPs and in
general, but they acknowledged that this is not everyone’s experience and that
the fact that they both have early onset dementia could mean that there are
more staff available for them, as there are less people with the condition.
 We must find a way to be more story focussed during assessments. The
example of the storytelling sessions was very powerful, and it is something
that could be used within social care work.
 People with dementia supported themselves: at the time of Gerry and Irene’s
diagnoses, there was nothing in Fife for people under 65. They started a peer
support group.
 Local Authorities and Health Boards should signpost to support groups and
take some weight off the NHS.
How might the priorities influence planning work?
 It is very important to listen to people. Fife is in the process of renewing their
Dementia Strategy and are very keen to listen to voices, to involve families
and will ask people for their views in different ways in order to reach as many
people as possible.
 Jargon is not accessible, and professionals need to be called out when they are
using it. They must use plain language.
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Community and awareness
 ‘It takes a village…’ Lots of things can be done within the community, so that
people look out for each other and raise awareness. For example, small shops
can be targeted so that they are more accessible to people with dementia and
realise what they need to do to help the wider community.
 The STAND group and Dementia Friendly Fife have gone all over Fife to deliver
dementia awareness training, and are looking forward to continuing when
restrictions lift.
Challenges
 It has been challenging to maintain meaningful contact during COVID.
However there have been wonderful examples of services being flexible, using
technology… We need to use what we have learned through COVID going
forward, and maintain a degree of flexibility and have meaningful and not
tokenistic consultations. “We don’t want to do things to people, we
want to do things with people, and ideally have people do things for
themselves going forward.”
 Zoom has been a lifeline for some, but it’s not for everybody. Technology
Champions are key, as people often have the hardware but not the updated
skills to use it.
Resources
 Fife Carers Centre have produced three booklets, one for each area, with
information on what help and financial support unpaid carers are entitled to.
They send a booklet to every new referral.
 STAND wrote a book with very useful information: https://www.lifechangestrust.
org.uk/project/stand-group-recipe-life
 This website has a lot of useful info and short videos: https://www.
livingwithdementiainfife.scot.nhs.uk/
 This website was developed through the Self-Directed Support team:
https://www.onyourdoorstepfife.org/
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Feedback / Quotes
Event chat
“Everyone who is diagnosed and every carer has skills. If
there is support to set up support groups, people can
support each other. Reverse the pyramid.”

“A lot of the language used is very bureaucratic
- ‘strategies’, ‘partnerships’, etc. Which is fine for the
professionals who use these words all the time in their
professional lives but maybe less so for the man in the
street who may feel excluded by these terms. Need to
encourage professionals to be aware of the potential risk
of leaving their ‘clients’ (sic) feeling excluded.”

“What an emotional morning hearing all the stories and
experiences. A really interesting and well put together
session, thanks so much for putting all the time and
effort you have into it.”

“Thank you for this excellent event. I look forward to
continuing the conversation as we develop the new and
even better dementia strategy for Fife.”
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Twitter
“Great to be at @LifeChangesTrst
Community & Dementia: Creating
Better Lives in Fife online
conference today. We’re hearing about the
newly envisioned local priorities that aim to
better support people with dementia, unpaid
carers and those who support them. And
exploring ways we can collaborate better across
sectors to ensure these priorities are delivered
with the voices of those with dementia, unpaid
carers, and those who support them at the
core of the planning and development of these
priorities.”
“Just wonderful from @LifeChangesTrst Gerry
and Irene talk about their sense of ‘self-worth’
in co-chairing today’s event.”

15

Feedback from Gerry King, co-Chair:
“On a personal note, I would like to thank the
Life Changes trust for placing their faith and
trust in Irene and I today. Living with a diagnosis
of dementia is a life full of losses, do’s and
don’ts, and well meaning loved-ones who just
want to wrap you up in cotton wool and keep
you safe. We do not have a choice in many
things anymore, a basic right that we all take
for granted.
Today the Life Changes Trust gave us the right
to choose again. We chose to accept their very
kind invitation to co-chair this amazing event.
We chose which sections we would host, what
we would say, but most importantly, Irene
and I, two youngish (although I am younger!)
people living with dementia, had the choice
to be involved in something meaningful and
worthwhile, which has given us the most
amazing sense of self-worth.”
Gerry King
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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

