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

On Thursday 1st April 2021, the Life Changes Trust hosted its 8th ‘Creating
Better Lives’ conference, this time focussing on Tayside.
The event was designed in partnership with local individuals and organisations
to reflect on and celebrate what was happening in Tayside 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 living with dementia, their unpaid carers 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 Tayside conference, we discussed these priorities and looked at
two local projects and how they were continuing to support people living with
dementia and unpaid carers 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 Tayside,
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 co-chaired by: Robert Hamilton, a retired sales manager,
who was diagnosed with early onset dementia eighteen months ago and who
is at present a Worship Leader in the Scottish Episcopal Church and a board
member of Kirrie Connections; and George Grindlay, a retired supply manager
for the NHS and former director and board member of the Health and Social Care
Alliance Scotland. His experience is as an unpaid carer for his wife, Christina,
who was diagnosed with early signs of dementia around three years ago.
It was both meaningful and empowering to have beneficiaries involved in the
planning and delivery of the event, and we are thankful for Robert and George’s
expertise and input.
The event opened with a beautiful short film, ‘Reframing Dementia’, in which
Christina Grindlay and Scott Lyon – both living with dementia – talked about
their experience with the Kirriemuir Hub Camera Club, and the impact the
project has had on both of them. “You learn so much about yourself. You learn
that you are a stronger person than you thought you were. And you make more
and more memories that you thought you’d forgotten.”
We then learned about the local priorities for improving the day to day
experience of dementia across communities in Tayside.
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. In this instance,
the online session for people with dementia was unable to go ahead before the
event, and was rescheduled to a later
date. After showing a short
presentation about the VSC’s approach,
storyteller Shona Cowie talked about
what came out of the Tayside sessions
and shared the local priorities (see
below). These priorities have now been
amended to reflect what people with
dementia told us mattered to them as
part of the postponed session..
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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 Tayside, and for local organisations to share
learning.
First, we heard about the ‘Meeting Centres’ approach to dementia, where
local, person-centred support is provided in a community hub. Dr Shirley Evans
from Worcester University explained about the Meeting Centres approach more
generally, and Graham Galloway from Kirrie Connections, talked about their
amazing Meeting Centre in Kirriemuir in Angus, which is the first in Scotland.
This was followed by Shelagh Pilgrim, a Support Worker with Perth & Kinross
Association of Voluntary Services, and Tracey Chisholm, from the New Rannoch
Day Centre in Perth, who talked about how they have been delivering services
to support people with dementia and unpaid carers during the challenges of
COVID. In particular, they explained how they have adapted to outreach work
and virtual delivery.
After the presentations, Heather Edwards from the Care Inspectorate chaired
the Q&A panel session, during which the panellists discussed the local priorities
and what is needed to realise them in Tayside. Heather is a trained Occupational
Therapist whose portfolio includes dementia care.
Arlene Crockett from the Life Changes Trust talked about next steps, and the
Trust’s small grants programme in Tayside. She was joined by Kate Robertson
from Outside the Box, who talked about what they did with their award.
To round up the event, co-chairs Robert and George 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: https://www.lifechangestrust.org.uk/community-and-dementiacreating-better-lives-tayside
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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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»

Care is about respect, dignity, ensuring the person has their
basic needs met.

»

Care is having company, it’s social, emotional and physical.

»

It’s acknowledging individuals’ likes and dislikes.

»

Ensuring that voices are heard, acknowledging their values
and beliefs.

»

Providing a comfortable space.

»

It’s about maintaining relationships.

»

Care is working in partnership with the person, not taking
things at face value.

»

A smile, being inventive and outside the box.

»

Spending time with people, one-to-one. Going for a walk.
Seeing how they respond.

»

Care is here and now.

»

Care is a team effort, it’s seeing the birds and the trees.

»

Care is choice, care is unique, and care is safe.

»

Care is empathy, it’s practical.

»

Listening, willingness to help and engage.

»

Care is ideas, activities and resources.

»

It’s trust. Ability to be vulnerable.

»

Care is patience. It is love. Care is open and honest.

»

Care is respectful of boundaries. Care is exhausting. Care is
knowledge of the person.

»

Care is relevant.

Tayside local priorities
Here is what people living with dementia, unpaid carers of people living with
dementia and those who work with them in Tayside said were their priorities
in their communities. (These priorities have been updated since the original
webinar, as sessions for people living with dementia were delayed until after the
event).

Priority 1: An early diagnosis of dementia is crucial; it needs
to be delivered in a supportive way, in a familiar environment,
with better access to support after diagnosis about what
options and resources are available.

“He had had a long and rich life but felt
overwhelmed by the challenges his diagnosis
had presented to him, despite appreciating the
support he received from his friends and family.”
“Although I have no family or close friends left in
my life, I also feel very lucky that I have so much
support around me from different places.”
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Priority 2: There is a very real need to personalise care.
Individual stories can help carers to better understand the
unique needs of each person. However, being able to provide
such care and support is complicated by services and
approaches to working that may be disjointed at times, or by
not taking into consideration the views of those closest to the
person living with dementia.

“People aren’t always looking for an answer –
sometimes you also just need to be able to say
you’ll go away and think about it – sometimes
the same answers are being rolled out time and
time again, without really listening to the needs
of individuals.”
“We’ve been through many times where we’ve
had some support that is not relevant. And it
doesn’t help. If they receive care that is relevant
then you, as the carer, feel supported.”
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Priority 3: A one-size fit all approach is being rolled out partly
because of a lack of time and space to foster relationships and
partnerships that allow for a personalised approach. There is
often a return to the ‘top-down’ structures of organisations or
of decision-making processes.

“Care, support and risk assessment needs
to be done together with the carers and
managers and those with dementia – it’s about
partnerships.”

Priority 4: Many carers have feelings of disconnection and
isolation which have been exacerbated during the pandemic.
It is frustrating that very often it is not until you are at a point
of crisis that support is offered. There needs to be some more
support offered earlier to prevent this from being the case.

“The majority of carers do not get any kind of
help. It was not until I went through a crisis that
I got any support and we must aim to provide
this before someone gets to that point.”
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Priority 5: It can be very difficult to find the support and
guidance needed. What is most valuable is hearing from
other unpaid carers, but there are not many opportunities for
this. While the pandemic has been tough, online networks
were felt to be effective. More of these kinds of networks and
opportunities could be offered in the future.

“I was telling a friend about a situation, and their
response was to just roar with laughter. And that was
great! That really helped!”

Priority 6: Volunteers and staff working with people often have
their own care needs, and at the moment there are many
times that this is compromised especially when working from
home without much social contact.

“How can we provide care when we, ourselves, are not
receiving it?”
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Key Discussion points
During the event, the panel discussed the local priorities and answered
questions from delegates. Heather Edwards chaired the session, and the panel
members were:
 George Grindlay, Carer from Angus and Co-chair
 Kieran Drugan, Dundee Carers Centre
 Allison Lee, Community Services – Psychiatry of Older People, Dundee Health
& Social Care Partnership
 Emma Jane Wells, Angus Integration Joint Board
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Key discussion points
What is needed to realise these priorities?
 Feedback is always difficult to get right, a lot of different methods have been
tried through the years. Maybe it’s time to go back to the basics of simply
having a conversation. The storytelling sessions showed it works and it’s a
method that would be very useful.
 People’s voices are listened to better than the written word, and experiences
can be brought out during storytelling sessions that may never come out
during a one-to-one. If those are listened to, actioned and part of the plan, that
will make for a better service in the future.
 Events like this are crucial, to hear directly from people living with dementia
and unpaid carers.
 If multiple services are involved, it can be a bit disjointed and complicated. In
Angus, they are trying to get around it by having integrated teams, and an
integrated partnership between HSCP, Third Sector and Independent Sector,
with all services being on the same page in terms of the importance of personcentred care.
 A lot of people don’t get care until they are in crisis, even more so during the
pandemic. Making sure that things are in place before crisis hits is beneficial
for everybody, including services.
 Speak to people with lived experience first. Best practice example from
Dundee Carers Centre: carers are the experts and are at the forefront of every
decision. This allows the centre to adapt to the pandemic in a way that meets
carers’ most urgent needs, with online provision, phone support, technical
help, a short break programme and face-to-face work when guidance allows
(gardening, walks in the park).
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Meeting Centres
 There are currently 16 Meeting Centres in the UK, and there will be 25 by the
end of the year.
 There is no online directory yet, but Dr Shirley Evans can provide a list if
anyone would like one (shirley.evans@worc.ac.uk)
Dementia strategy & how learning is shared
 There is a Tayside-wide Mental Health Strategy, working across the three areas
and pooling resources to make sure that the right people are available at the
right time, regardless of where they are in Tayside.
 The pandemic brought many challenges, but also opportunities: the three
areas are talking a lot more about approaches, post-diagnostic services
(different teams within the areas feed into to a Scottish-wide programme
around Post-Diagnostic Support).
 There is no stand-alone dementia strategy for Tayside. The Mental Health
strategy has a specific work stream about developing dementia diagnoses and
mild cognitive impairments pathways. It aims to provide more local, timely
diagnoses.
 A stand-alone dementia strategy and more specific information around
dementia diagnoses would be very valuable and would focus a need for people
with dementia and unpaid carers.
 It is very important that both the person with dementia AND the unpaid carer
are supported. Often the carer has to go and find the information on their own.
Having a good focussed strategy would signpost carers to other organisations,
support groups, etc. and help the wellbeing of both.
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Key factors for an effective COVID recovery for unpaid carers and people
with dementia
 People need to access information, and it needs to have a community
approach. For example, Dundee Carers Centre has workers based in all
localities that will start to re-engage with services and communities to
understand what is best for their needs.
 People have had very little social contact, have a lot of anxiety and need
to be gently eased back into social and physical situations. Everything reopening can be very jarring, and people’s health and mobility issues need to
be addressed. Best practice example from Kirrie Connections: the hub has
recently received accreditation from Paths for All for leading their own Health
Walks, the first one having been held the day before the conference. It’s a safe
and supported environment, outdoors, and very beneficial for both carers and
people with dementia. They also provide online exercise sessions.
 Carers need support for people with dementia, but also for themselves. They
have had little to no respite in the last year, which has effects on their mental
and physical health.
 Indoor activities have stopped and when they return, they will look different,
with different types of activities and less people. Services are looking at more
outdoor activities, providing easy-read documentation on PPE and social
distancing, etc.
 The pandemic brought more outreach work, going to people’s homes. As a
result, the care provided is more person-centred, as it involves the carer’s input
more than before.
 Person-centred support can only work if staff are valued. Services must look at
people as individuals and see what would help them to help other people.
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Feedback / Quotes

Event chat
“Relationships are so important, love the idea of
changing the feeling of a meeting to a conversation at
the kitchen table.”

“I would be interested in looking at a way to use the
storytelling method to help inform and enable family
carers and the person with dementia about the journey
ahead and where support and information can be found
within Perth and Kinross.”

“As a practitioner working in Angus I think I can speak
on behalf of my colleagues that there has a been a huge
amount of guilt throughout the pandemic that we, as
practitioners, have not been able to offer all the services,
care and support we previously would have – we are
trying to build a folder we can draw on of community
based in-person and virtual support groups available to
carers and the cared for, as a lot of us have no awareness
of what is out there, especially virtually. Perhaps there
could be a platform or forum that practitioners can draw
on when looking for new and existing support groups we
can refer carers to.”
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“Any dementia strategy has to be stand alone and has to
include all sectors.”

Twitter
About the storytelling sessions:

“Great storytelling workshop
today. Empowering partnerships
& promoting person centred
care...and so many communication strategies in
action. Loved it!”
About the event:

“Care is about relationships, collaboration, empathy and
compassion. Care is at the heart of all we do.”

“Great to hear all about Meeting Centres from Dr Shirley
Evans and Graham Galloway. @kirrieconnect have the
first meeting centre in Scotland, supporting meaningful
social connections.”
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Email
“Thank you very much for inviting the carers centre along
to the event yesterday. It was very informative, and it
was great to hear about the different projects making a
difference in the lives of those with dementia and their
carers. For the next steps of our involvement we can
approach people we are in contact to see if we can get
some input from them.”
Kieran Dugan, Dundee Carers Centre

“I was delighted to be asked to present at this
conference and thank you all very much for the
opportunity. It was a most excellent conference in every
respect. The content really highlighted and showcased
what is possible and how Tayside initiatives are indeed
creating better lives and this is just the start. It was, as
you know, brilliantly chaired by Robert and George and
this and the overall organisation was first class and a
hard act to follow to be sure.”
Shirley Evans, Worcester University
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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

