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Introduction
On 22nd and 23rd March 2017, 15 people gathered together at the Balcary House
Hotel near Hawick for the first DEEP facilitated Spring gathering for people living
with Dementia. One week later, on 29th and 30th March, 13 people gathered
together at the Craigmonie Hotel in Inverness. The cover shows where these
fantastic people travelled from, and the modes of travel people chose.
The Gatherings were made possible through the generous funding of the Life
Changes Trust, and were facilitated by Innovations In Dementia, who co-ordinate
the DEEP network. DEEP’s other funders, the Joseph Rowntree Foundation and
Comic Relief, also deserve thanks for supporting these Gatherings.
At Hawick, 8 of our number were people living with a diagnosis of dementia and
at Inverness, 6 people who live with a diagnosis of dementia took part. As always,
participation would have been much more difficult without the help of carers,
loved and loving significant others without whose relationship and support, life
would be so much more difficult.
These numbers may appear small, but the contribution made by each person to
the magic moments experienced and future commitments cannot be
underestimated. These were indeed, magic moments. In comfortable, dementia
aware environments, a group of around a dozen or so people felt to be an ideal
number. We were able to work together intimately, at a relaxed but concentrated
pace. Each of us could have our say and take our time. We shared meal times, we
sang songs and played music, and develop ideas. We were able to laugh, to cry,
and to heal. Communication was crystal clear.
And of course, we had some remarkable ideas. We hope the following summary
shows how the unique context of the DEEP network, which focuses on the voices
of people living with dementia and how the influence and expertise of those
voices can make a vital contribution to the rights based dignity of living with
dementia.
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The Venues and the Planning
“The gatherings should be neat and tidy, and if people are kind to each other it
will work out.” Planning advice from Helen.
The locations of Hawick and Inverness were chosen because they were in the
rural south and north of Scotland. These are not the usual geographic choices.
The hotels were carefully chosen because they demonstrated enthusiasm for the
events and the awareness to be able to host events in a way that enabled access
and dignity. Moving from the south to the north gave us a true perspective on the
vast scale and diversity of Scotland as a nation.
Both venues were very comfortable, and we worked with the staff and
proprietors to ensure that we could tick as many “friendly” boxes as possible.
The events were subject to two planning events, which were guided principally by
people living with dementia. Experienced campaigners and people new to such
events joined our planning meetings, either in person or by Skype. We jointly
decided that we would not be inviting “professionals” or service providers, and
that there would be no Powerpoint presentations. The events would be based on
conversation.
Instead of pre-determining subject matter, we agreed an outline timetable, using
an afternoon, evening and following morning (with access to spa and massage, no
less!), and trusted in the expertise of those who joined the Gatherings to set the
agenda from their own lived experience.
The commitment and expertise shown by those who attended was awe inspiring,
and as one participant has said, a week later, “the whole event was remarkable,
like a beautiful meal shared. I am still digesting the healing nutrients.”
By choosing venues which were not that easy to get to, we were able to show
that with care and resources, and particularly the commitment of those who
attended, it is possible to enable people living with dementia to gather together,
surmounting transport, distance and cost anxieties, and produce remarkable
results, without a service based agenda, document or Powerpoint to be seen.
Trust, conversation, and facilitation was all that was required. Our experiences
and learning will inform the next DEEP Gathering, to be held in Edinburgh in early
summer 2017.
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Part One - Hawick

Most of us at the Gathering were from the local community, although when a
round trip of 50 miles is considered local, it says something about the particular
challenges of living with dementia in a rural environment such as the Central
Borders. We were joined by fantastic colleagues from Liverpool’s SURF group, and
another friend from Glasgow. These experienced voices helped to reassure others
who were newer to the idea of DEEP. Some attended on their own, or with a wife,
husband or dear friend. The importance of friendship to younger people living
with dementia was highlighted by this wonderful support.
Some of us were young, some older. Some were members of the Borders
Dementia Working Group, other attended the Hawick Dementia Café, some are
independent people. Everyone has a unique and personal lived experience of
dementia, whether caring for a loved one with communication difficulties, or just
beginning to come to terms with a new diagnosis. Despite our very personal
differences, we all had so much to share, and it was genuine laughter that kicked
us off to a great start. We soon got down to getting to know each other better,
and setting an agenda for discussion.
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The following summary follows our discussions in time sequence.

We began by introducing each other to the Gathering. We spoke together in pairs
and introduced our partners to the group. We found that we were a group with
very rich lives:
• She has lived in ……….. all her life. She has children and grandchildren and
she is a very good mum
• He is a very nice, good person and has lived in many different places.
• He has been a hard worker and is an easy person to talk to. He is a nice
person.
• She has a boy and a girl, she was the school Dux at just twelve years old.
• She left school to work in a mill, then moved away and worked in children’s
homes in Glasgow, then moved back to ……… She has coped with life’s
difficulties and is a very warm human being.
• She is a very interesting lady, she has been a teacher, and she then trained
as a nurse at the age of 50!! She has three children and grandchildren. She
has lost her husband.
• She loves to be in groups, and thinks there is too much stigma attached to
dementia and we need to change that!
• He is very easy to talk to.
• She is lovely. She has been engaged for 30 years!!
• We met when she was 16 and I was 18. He is a very strong caring person
who works hard to take the stigma out of dementia, but he is still
vulnerable.
• She is one of the most caring people in the world. I am a husband who has
changed, but she cares for me. I always want to hold her. She helps me with
so much.
The importance of family, friendship and caring shone through in these
introductions. Everybody found it very easy and a pleasure to communicate with
each other.
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Communication
“Find out about a person before you ask questions of them”
“Communicate appropriately”
The Gathering reflected on some difficult clinical and research experiences;
interactions with evaluators or at “consultation” meetings, where interviewers
had been unable to get responses from people living with dementia. This had
been embarrassing for some, and raised the importance of treating everyone as a
person first and a diagnosis second.
We agreed that safety and security were of paramount importance, and that
personal information shared at our Gathering should be respected and treated
with confidentiality. Nobody had any trouble with photographs being shared on
social media or in this report. Everyone was proud to be here.
“Fun and humour is often the best way to get through to somebody.”

The Difference Living with Dementia Makes:
“It can be hard to recognise the beginnings of dementia, you don’t realise what
is happening to you.”
“Important relationships change, and you have to find new ways of
communicating.”
“You have to work out how to outmaneuver your dementia, you can’t have a
mind transplant but you can find new ways to use your mind.”
“Things I did before I can’t do any more, I have to accept that. It can be very
hard adjusting to that reality.”
“People with a sense of humour seem to last longer.”
“I think it is marvellous now, compared to when my mother had dementia. She
got no help at all from anyone.”
These conversations involved some serious reflection and emotion, but someone
was always able to help us to release the tension with kindness and patience. The
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time taken, the peer support and shared experience helped us to generate
profound communication. We were indeed able to outmaneuver our “dementia”
and express ourselves clearly. Some people talked, some people listened. Some
people dropped in a meaningful joke at exactly the right time.

“Sometimes I get a headache, but maybe it is because my halo is too tight!”

Themes
We then began to discuss things that were important to people at the Gathering.
After general discussion we voted to concentrate on two main themes out of five
we selected from our conversation:
1.
2.
3.
4.
5.

Driving and getting about
Stigma
Diagnosis
Bullying
Support all the way through the dementia journey

Driving and Getting about and Diagnosis were the selected themes for further
discussion.
In a rural area such as that around Hawick, Kelso and Galashiels the issue of
transport and getting about was felt to be very important, and of course is linked
to diagnosis and support services.
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“I was told not to drive again on the day I got my diagnosis. When I eventually
sat my assessment it was in a different car, in the city, a completely different
context. Losing my ability to drive means it is much more difficult to see my
family, and to be a granny.”
“Community transport can’t always meet the need in a rural area, they are
under-resourced.”
“The bus pass helps but there aren’t many buses.”
“When you have the right to drive taken off you it can affect your whole life,
very suddenly, and you can lose your right to a family and community life. We
have the right to be enabled to get about and remain a part of our family and
community.”
“Blue badges are not always available for dementia. The forms are too
complicated. I gave up.”
“Human Rights! Disability Rights! People living with dementia have the right to
be considered under the UN Convention for people with disabilities! We have
the right to be able to get about.”
“If you do learn to adjust and travel independently you can have your benefits
cut!”
What does it mean to lose your license?
“Can you appeal against your assessment?”
“It can be very hard to adjust.”
“There may not be another driver in the family.”
“Bus services vary from place to place, not linked up, Kelso has nothing”
“In the school holidays there are far less buses, if any.”
“Some taxi firms stop running in the school holidays.”
“Travel is complicated and restricted by bus timetables, which seem to change
quite often. Sometimes the bus doesn’t turn up, or just doesn’t stop!”
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(People travelling to our Gathering had to use a variety of modes of transport, the
bus, taxis, friends’ cars, the train. None of it was easy, and all of it was expensive
(apart from the bus!). Getting to the Gala bus was a challenge in itself and
connecting services almost impossible, so taxis were essential. Taxis cost about £1
per mile.)
“Losing my license prevents me visiting my grandchildren and I feel I can no
longer help as a granny.”
“Taxis are expensive. Can’t there be a taxi card scheme again?”
“Taking taxis means you have to be able to trust the driver, to feel safe.”
“In Liverpool they have the “Pink Ladies Taxis” just for women.”
“You can take supported journeys to boost your confidence. Bus passes in
Scotland can include a carer who can travel for free with you.”
“There is a lack of information about getting about and your right to drive. Who
makes the decision? There should be info in a pack given to you when you are
diagnosed, because the effect can be immediate.”

The other theme which the group prioritised was the matter of Diagnosis and
Medication.
The group shared many personal experiences.
“I am confused. Do I have dementia or not? I have discussed it since my
diagnosis and the scan showed no evidence.”
“You can’t argue with them.”
“I was a mental health nurse and I don’t understand how my diagnosis was
made. Was it because my mum had dementia?”
“Support should be standard right across the UK.”
“There should be easy to understand and access information on your rights and
entitlements as soon as you are diagnosed.”
“My G.P. just told me not to get into my car again.”
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“Where and how you are given your diagnosis is vital. It should be gentle and
slow.”
“There needs to be a DEEP guide about the diagnosis process. About how a
diagnosis should be given and explained.”
“The G.P. test is too basic, too old fashioned. G.P.s often don’t give hope, or
help you to find ways to cope.”
“Information on the internet when you start to search in too detailed, usually
very negative.”
“Can you request a second opinion? What if they say no?”
“It is really important to have a regular supporter that you can trust. I have a
really lovely C.P.N.”
“Misdiagnosis is very common among younger people. This can lead to wrong
treatment and medication, to a loss of job and even your home and can impact
your medical records.”
“Do you have the right to an independent advocate if you have dementia?”
“I was misdiagnosed with bi-polar disorder, and then had a breakdown.”
“Without a correct diagnosis I got very aggressive, life was very bad”
“Coming to terms with your diagnosis can be very difficult”
“In the past you were just put away, people thought you could not do anything
anymore, or communicate.”
“It is important to get the correct diagnosis. “Dementia” is not enough, there
are many kinds of dementia, which can benefit from different medications. They
wouldn’t just say “You have cancer” and send you away. We have the right to
more specific information.”
The theme of the right to travel and information, to have a voice came through
these discussions very strongly. People felt their rights were not recognised
enough.
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How can we make a difference?

“Some people think dementia is the end of the world, but I actually enjoy my
life, nearly twenty years after my diagnosis.”
On the second day we focused on how we could make a difference in the two
thematic areas we had decided to concentrate on; Getting About and Diagnosis.
Before summarizing those discussions, there are some other comments that
people brought to the second day, after reflection and we were joined by a new
participant, with long experience of caring for his wife, who was unfortunately too
unwell to join us.
“I want to see a world that accepts dementia.”
“The best way of attracting people to participate is by word of mouth.”
“Local knowledge is very important sometimes. This venue has always been
associated with Christianity for example.”
“Getting your Power of Attorney sorted out is very important. Don’t forget
that.”
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“Doctors’ appointment systems are very inconsistent across the country. It can
be very difficult to get to see a doctor.”
“DEEP is based on Respect, it shares across the UK. Everybody gets a bite of the
cherry.”
“DEEP doesn’t tell you about dementia, they want to hear what YOU want to
say.”
“I have a new superpower – INVISIBILITY – I can get to most places, because my
dear carer clears the way for me.”
“People living with dementia can contribute, and can change the world for
everybody in the future.”
“Through a network like DEEP we can share.”

We then moved on to discuss how we could make a difference, first on the theme
of Transport, then regarding Diagnosis. We shared what we thought we could do
Individually, in our Group, what DEEP could do and on a Wider level.
1. Transport

•
•
•
•
•
•
•
•

INDIVIDUALLY
Start a separate Transport Group
Invite the bus drivers individually, as I get on the bus, to attend an
awareness group
Make everyone aware that Dementia counts as a disability
I have a right to travel and to a community life
I will go to meet councillors and go to council meetings
Time my communicating with councillors for the elections
Use my local connections.
Publicise Lex’s Taxis who offer a 10% discount for people living with
dementia, persuade them all to do the same.
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GROUP
• In Liverpool, Bus companies attend the SURF Transport Group. NHS and
Local Authority people also attend, as do People with dementia and
carers. Discussions are therefore integrated. We could do the same here.
• Promote coloured card holders, that show the bus driver that a person
has a hidden disability.
• Promote these card wallets across the UK.
• Produce an awareness film for British Transport Police – (see Scottish
dementia Working Group on YouTube)
• Promote Taxi cards locally.
• Try to collate all transport Information in one place, one accessible
document/website.
• I have a Right to travel and to travel safely.
DEEP & WIDER
•
•
•
•

•
•
•
•

Expand the Rural Network, possibly using Skype.
Research the “Thistle” card scheme.
Promote the “SDWG” Transport Police Film.
Remember that every £1 discount offered by business/transport/taxis
helps a person to get about and spend £2.25. Benefits the economy and
the person.
Publicise the York Station Audit, help us to do the same here!
Circulate notes and photos of the Gatherings.
Raise these transport issues at the Scottish Parliament Dementia Group.
Help us to attend that Group and get our voices and experience listened
to.

2. Diagnosis
INDIVIDUALLY
• Talk to Council, NHS and G.P.s about the importance of a correct and
detailed diagnosis.
• Ask for a second opinion.
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• Remind G.P.s surgeries that they have to recognise Carers and their
importance.
GROUP
• Develop Dementia Friendly stickers for local businesses. Let them know if
they are doing well. The sticker should say “Working towards being
dementia Friendly” – this makes it a process, not a static thing. Staff can
leave etc…..Needs updating.
• Lobby for a post diagnostic group – be more positive about dementia.
• Introduce people with a new diagnosis to people with lived experience,
be more positive.
• Raise awareness, e.g. in the local supermarket. Be brave and upfront.
• Fight stigma.
DEEP
• A simple guide on a good Diagnosis process (build on SURF and ALUMNI
work)
• Top priorities for GUIDE – Clear Information, Education, Awareness,
meeting others in the same boat, involve people with diagnosis in peer
support groups, ensure people get home safely after diagnosis.
GIVE HOPE!!!!
• Be clear about different kinds of dementia and what medications are
available and problems re: self-medicating without enough info.
interactions.
• Remember – You have the right to choose NOT to accept medication, to
ask for a change, or a second opinion.
• A Big National DEEP Conference.
WIDER
• Everybody be more positive
• Reduce Stigma
• Take Diagnosis issues to Scottish Parliament Dementia Group, listen to
voices of experience.
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We finished the session by watching Tommy’s Travelling with Dementia video
together. This was an inspiring example of what can be achieved.
FEEDBACK

Finally, we shared our feelings about how the two short days had gone, and how
much we had covered. Here are some of the comments:
•
•
•
•
•
•
•
•
•
•
•

FAB!
Can’t fault anything at all
Excellent
Inspired and Uplifted
Really good to hear of things happening elsewhere
Content that things are beginning to happen
Content that people are listening
Gratified that DEEP is reaching Rural Parts
A Privilege to be here
Realising that not everything dies, you can keep going if you are needed.
The difference you see when people are joined together; Gives us
confidence; Defeats social isolation
• Amazing to hear people talk who others think can’t talk.
• People can speak for themselves, not just through carers!
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•
•
•
•
•

Very well organized, felt very welcome.
Good signage on doors, thought of everything
One of the very best conferences I have ever been to
It has given me a BIG THINK!
Great Company and fantastic humour.

For the final hour or so we were joined by Jenny from the Borders Dementia
Working Group and Simon and Nikki from the Hawick Dementia Café (AS). We
would like to thank them for their support and for taking on board what people
had said.
We finished off with a good lunch, a sing song, and we wish to extend our special
thanks to Dave, Sue and their staff at Balcary House Hotel for accommodating us
so warmly and efficiently, and to Lorraine for the marvellous massages.
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Part Two

One week later, a group of 13 of us gathered at the Craigmonie Hotel in Inverness
for a Gathering aiming to reflect upon and express some of the issues relative to
living with dementia in the north of Scotland. We were fortunate to have
participants from South Uist, Stornoway, the Black Isle, North Berwick, Coatbridge
(via Canada) and Glasgow with us. Inspired by the powerful contributions made at
our Hawick Gathering in the verdant south of Scotland, we were looking forward
to hearing what people living with dementia in the north and the islands had to
say. We followed the same format and relaxed together in the wonderful
conference room of the Craigmonie Hotel.
People had travelled by ferry, car, plane, bus and train to reach Inverness, and it
was a shame that four people had to cancel due to illness. The distances travelled
demonstrate how committed people are to make a contribution, and once again,
the outcomes demonstrate the benefit of taking time in a comfortable
environment.
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INTRODUCTIONS

Cued Mille Failte - Welcome
Once again, we introduced ourselves to a partner, and then introduced our
partner to the gathering. Some people had already hit it off immediately together
over soup and sandwiches, and the laughter had relaxed everybody as we began
our working session. Here is what people said about each other:
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•

Sensible and rational, very happy to be in your company
He was born in the Living Room. His father was a policeman on Mull.
We gelled immediately.
“Didn’t I see you at the parting of the Red Sea?” “Aye, I was helping you
with your pension!”
She is a very friendly, listening woman. She is a bit nervous and she talks
to me nicely.
He is easy to talk to, he loves gardening and flowers.
He can’t go past a garden centre without going in and he can’t come out
without buying something beautiful.
It was nice talking, we are both knitters.
Very emotional communication, it feels safe and warm, it is nice to chat.
Lived in Portsmouth, or it may have been Plymouth, like me. Feel
connected. There are so many ways of communicating. Art is very helpful.
We are communicating!!! It is marvellous. Despite the jet lag I feel so safe
and welcome.
A nice relaxed atmosphere, very welcoming.
She was in the army, she is very nurturing. She says that dementia is more
than memory.
She has been globetrotting.
Family Love is so important, we are mothers and grandmothers.
She cares for her mother and her father, she is a nurse and very easy to
talk to. We have an amazing connection of Thunder Bay, where we lived
and she has just visited in Canada.
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• She was a registrar of Births, Deaths and Marriages. She is into genealogy
and family trees. It is very helpful to talk to her.
• They are a lovely couple, who love each other.
Again, what a fantastically interesting and inspiring group of people, and what an
amazing series of connections were made. Immediate friends, fellow knitters,
Portsmouth, Thunder Bay ………We called these our magic connections.
We agreed to the same guidelines of getting to know each other first and
communicating appropriately, respecting privacy and confidentiality, consent to
sharing photos on social media and keeping each other safe. The group comprised
6 people living with dementia and five carers. It was clear that the support of a
loved one was essential to enable us to get together. Without them this event
could not have happened.
“We must remember to focus on the voice of the person living with dementia”
“The DEEP network is like a family. We meet everywhere, Japan, Canada,
Stockholm, Berlin, Hawick and now Inverness.”
“We have all had to add dementia to our relationships.”
“Going to conferences and meetings we have become aware that there are
many ways to communicate. I.T. is really important”
“We have found out that we both live alone. I would like to have a Skype Dinner
Date with you, from Coatbridge to Stornoway! This would really help relieve
social isolation.”

LIVING WITH DEMENTIA
We continued an open discussion and people voiced their concerns, things they
wanted to discuss or find out about:
• “I wonder when my dementia started. I live alone, and other people
noticed that I was over-cleaning everything.”
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• “Is dementia hereditary? My mum died at 51 years of age, she couldn’t
cope.”
• “Other people noticed first. My 8 year old grandson asks me if he is going
to get dementia.”
• “There is an Alzheimer Scotland helpline for all – it is 08088083000.”
• “there are lots of different types of Dementia, some are genetic and
others aren’t. We have a right to know what kind of dementia we have
then we can do the right things to cope.”
• “I have vascular dementia and blood pressure tablets help to stop any
more wee strokes. If you have Alzheimer’s maybe Aricept might help.”
• “The care and love of my family helps so much. Now I have a new tablet
and my grandchildren are teaching me how to use it. We get great
support from the NHS, jointly, with a circle of people who want to know
things. Use technology, use memory games, use Art and books and
movies.”
• “I would like to understand more about the role of heredity in dementia
during diagnosis, and the effects on the rest of the family that this
knowledge can have.”
We began to explore the use of technology in our remote communities, and how
we might be able to address the social isolation we are at risk of experiencing.
• “In the museum on the island they have a huge smart screen which we
have used to connect with Shetland by Skype.”
• “At the Helmsdale Project they use an ‘Intranet’ connectivity, which
means that different village halls can talk to each other. For example
TaiChi teachers can run sessions in several halls at once.”
• “There seem to be lots of really exciting projects in Rural Communities,
but very little in urban areas. It shows that loneliness and isolation can be
an urban problem.”
• “From an urban perspective, there seems to be more sense of community
in rural communities. More of a sense of connectivity.”
We also discussed the important role of the Arts and Creativity in helping to make
connections, particularly in helping those with communication difficulties to be
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heard. Nowadays we agreed we should be able to harness technology to help to
connect people living with dementia, and their carers.

SELF MANAGEMENT – “The Black Hole”
Our conversation led us to consider how we manage to live with dementia in our
different and contrasting communities, and how much we rely on selfmanagement and support from family and others.
“ALUMNI are putting in a bid to the Life Changes Trust to look at what we call
“The Black Hole”. This is the long time between post-diagnostic support and end
of life, when we are expected to “self-manage” our dementia.”
We had a long discussion about how there is such a mismatch between diagnostic
criteria and available resources and why people are left in this “black hole” to self
manage.
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“Eligibility criteria don’t match the resources available (link workers). Figures
don’t match the evidence, which should be properly researched and published.”
“In the Western Isles there was 0% post diagnostic support provided in 2015.
This was because there were no link workers but that didn’t mean the need
wasn’t there. In 2017 a part time 7 hours a week post was put in place for the
whole of Uist and Barra. It would take 7 hours to drive to one appointment!”
“The system bars people from whatever excellent support is available, if it is at
all”
“The Government Report says 2 in 5 people get post diagnostic support, but the
Dementia register is inaccurate so the figures are wrong.”
“Link workers’ posts are temporary, short term, part time. This makes me feel
more lost.”
“If support is an inherent right it should be funded long term. There is a Denial
of Human Rights at local level, e.g. taking away the right to drive and also
withdrawing bus services, and the patchy provision of support services.”

THEMES

We had a long discussion and voted on which themes we wanted to concentrate
on during our second session. Many of these themes overlapped and we
eventually agreed to focus on;
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• Connecting and Technology (including Loneliness, Creativity and
Community)
• Self-Management (including resources, diagnosis, support)
We then broke for the evening, spa use, and a wonderful shared evening meal.
We also relaxed in the wonderful “Annfield” suite, where we had a truly magical
musical session. Nancy sang “Knickers are a Girl’s Friend” and Pat excelled himself
with a rendition of his own party pieces “Amazing Grace” and “Flower of
Scotland”. These were more “magic and healing moments”, which helped to
revive the person in each of us. Tears of joy and sadness were shed. We loved, we
laughed, we sang and we healed.

The Theme Workshops
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As at Hawick, we focused our thoughts on what we could do as Individuals, in our
Groups, what DEEP could do and also those with a wider responsibility such as
Government and NHS.

CONNECTING
INDIVIDUALLY
• The person living with Dementia makes the connection with Dementia
Friendly Community. Without that connection a DFC is meaningless.
• Help others (DFC’s etc.) to understand the person’s story. The personal
story is very important because each of us is different. I was attacked and
so now I walk with my dog for safety. I am very wary, and my community
need to understand that about me.
• The personal courage to speak out makes the difference.
• We write letters to places such as Wetherspoons who make us welcome
and at ease, to say thank you.
• We can use NHS Patient Opinion to direct feedback on the input of
Dementia Champions.
• I will use Skype to keep in touch, have dinner dates, group to group.
• I have the skills to use Skype and Technology so I will use them.
• People have the Power.
GROUP
• We should promote including people living with the experience of
dementia into Dementia Friend Training.
• Our group asks people from our community who have made pledges in
Dementia Friend Training to honour those pledges – we now support
them as Buddies/volunteers. This makes a difference to everybody.
• Our Buddies and Volunteers support the Dementia Champions to host our
Dementia Ceilidh in the local hospital. We have songs, poetry recitals
etc…..
• I go to the coffee session after the church service (my wife goes to the
service) and we help sort out the flowers which are then delivered to
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people living with dementia in our community. This makes real
connections.
• Our group is putting together a Life Changes Trust application to develop
a vegetable garden in a care home. I will be doing this, and it will bring
volunteers into the home and enable residents to take part.
DEEP
• DEEP can report to Alzheimer Scotland and DFC’s about the importance of
directly involving people with lived experience in Dementia Friend
Training.
• Represent and include People living with Dementia in Alzheimer Scotland,
Cross Party Government Group, LCT/DFC project development.
• Dementia Friendly stickers and badges should say “Working towards
being Dementia Friendly.” (because things change, staff leave etc, show it
is an ongoing process, not a one off….)
• In Motherwell, a DF sticker was too high, and you had to bend your head
to the left and right to read it. A symbol like the P for car parking, easy to
recognise would be best.
• DEEP should help to develop a well-resourced guide and project on how
to connect with Skype/Social Media etc. This would need a co-ordinator
with skills.
• DEEP should expand the Rural Network and start the above with a
national Skype meeting/gathering.
DEEP easy read Skype Guide.
DEEP Grant bid for Skype Facilitator – An Lanntair/ East Lothian/ Alumni
to put in joint bid.
• Accessible Directory of Places/shops/libraries/hotels etc Dementia
Friendly - Connect with Salford App. Lesmond Taylor.
WIDER
• A/S Dementia Friendly Communities – Bring them together. When you are
doing your dementia Friends Training what are you saying about us?
• How can we connect these improvements directly to the wider
community?
• Make sure people are safe.
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• Include sensory awareness in all Dementia Friend(ly) training
• Be aware that approaching people from behind can be very alarming.
• Churches can be very welcoming to whole families, this doesn’t have to
be religious, it can be social.
• Dementia friendly badges and stickers don’t mean much on their own.
• Social activities at churches, community centres, arts centres etc can
improve quality of life, provide some physical contact (hugs and
handshakes) and affection, so important.
• We can develop the Arts Centre network. The arts are incredibly positive.
We now have an affordable license to show whichever film we want and
can take these out to communities and venues which are appropriate.
• It takes courage. Use your community connections and your local media.

SELF MANAGEMENT – “The Black Hole”
INDIVIDUAL
• Share information and tips.
• Share your coping strategies.
• When a professional tells you that you are self-managing ask them what
“self-managing” means.
• Who is actually supposed to be supporting us between the 5 and 8 pillars?
If we are supposed to be self-supporting and supported by our families
how do we do that?
• Let your G.P know what it is like to live with your condition from your
own experiences. Teach your G.P dementia awareness.
• Use Talking Mats as evidence to show G.Ps and others how it actually is.
• There should be support for couples and supportive relationships.
We had watched the “Getting Along” video before we started the session
and this had made a great impact. Just watching the video had reassured
couples at the Gathering that they were not alone. Great support for rolling
the “Getting Along” programme out.
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GROUP
• ALUMNI want to produce a Self-Management Toolkit with a Life Changes
Trust grant. This will include the role of carers, and challenge some of the
terminology.
• Ensure that the public has a “balanced” view, including the understanding
of personal stories.
• Validate your own true stories.
• Use the Arts more.
• Use your connections, like those made here!
DEEP
• DEEP should produce clearer information about the different
“dementias”.
• Promote and Roll out the “Getting Along” programme.
• Support CONNECTIONS.
WIDER
• There is a need for more understanding of the FEAR experienced by
people living with dementia. Physical and Emotional Abuse, PTSD and
hyper-vigilance are real traumas for people. They are not just “your
dementia”. People have the same right to support and therapy for these
disorders as anyone else.
• People living with dementia have the same right to supported
independent living as other groups of people, e.g. people with learning
disabilities/physical disabilities/mental health problems.
• There must be a link made between our right to independent living with
PIP and SDS.
• As a carer the term “Self-Management” makes me feel abandoned.
During this discussion a quantum shift had taken place. The yearning and striving
for guidance and information on “Self-Management” had revealed not only the
shortfall of services, and some of the confusion resulting from trying to engage
with services, but also the unmanageable burden such abandonment was placing
on people who had lived with a diagnosis for many years. “Black Hole” and
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“desert” were words which were applied to describe this long period of
uncertainty.
The striving for “Self-Management” also made some carers feel abandoned and
redundant while it was perfectly clear to all at the Gathering that loved ones were
integral and vital to living with dementia. In fact, carers are indispensable. The
discussion moved to a stronger place, a rights based context, almost a gentle
revolution.
Rights emerged as an assertive context. A phrase from the “Getting Along” video
resonated – “I just want to be able to do what I want to do, what I have always
done”.
It is a human right to be supported to live independently, and the gathering
concluded by wanting to assert that right. Support services and funding packages
should be focused on supporting that independence, not just funding “services”
on a short term basis. If we are going to be living longer in our communities, we
should be supported fully to do so. Our self-management tips and strategies will
inform that process, and the authorities and services have the responsibility to
ensure that the right to self-determination is honoured through their strategies
and funding.

TALKING MATS
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We had a supplementary session where Philly, James and Maureen demonstrated
the fantastic applicability of Talking Mats to living with dementia. Philly brought
the physical Talking Mats materials, and Maureen and James demonstrated the
digital version they are piloting with a university. This proved to be extremely
useful and informative. The session demonstrated that a couple can keep an
ongoing record of living skills and coping skills, which can inform professionals as
well as themselves about the person, and the dementia journey.
“People see me and think I cope very well, but the Talking Mats sessions show
that I don’t manage that well on my own. Talking Mats give me an easier way to
record my experiences, with the help of my loving wife.”
“I can live very well in a hotel, I can eat well, sleep well, find my way around
with good signs etcetera. But at home it is a different experience. On my own it
is much more difficult.”
These comments echo Tommy’s at Hawick “I have a new power – INVISIBILITY –
My loving carer clears the way and I can appear magically at conferences”.

FEEDBACK
It was time for some final feedback and last thoughts on our Northern Gathering.
•
•
•
•
•
•
•
•
•
•
•
•

Story-telling, Healing, Magic Moments.
Magic!
Trust!
Excited
Camaraderie, it is all amongst ourselves.
Friendly Folk
Transforming
Connections
Hopeful
Saddened that so few people get to know about this magic
Very emotional
Speechless!
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• SUPPORTED INDEPENDENT LIVING – NOT self-management
• United we stand, divided we fall, altogether now!!!
• I don’t feel so alone now, I don’t know if I am helping anyone but they are
helping me. I would like to stay in touch with everyone here.
• It has been lovely, a real break, Thank You Cathy xx
• Is there more incidence of dementia on the islands?
We wrote a letter of thanks to Niall, Callum and the staff at the Craigmonie hotel
in Inverness. They had been absolutely brilliant for us, treating us with respect
and warmth in a complicated and busy hotel environment. DEEP sends equal
thanks to all those whom attended and gave so much of their time, love and
support, particularly to some private and local issues which were shared at out
Gatherings.
Conclusion
These were truly remarkable Gatherings, at which 28 very special people opened
up some dignified and informed possibilities, many of which are rights based.
• The Right to be supported to travel and remain part of your family and
community life.
• The Right to inform a more efficient Diagnostic process
• The harnessing of community, social and technological connections to
enhance community life.
• The right to supported Independent Living as a focus for strategy and
funding.
Some projects are suggested, including:
• DEEP Guides to a Good Diagnosis and Skype technology
• Involvement of lived experience in Post Diagnostic support and Dementia
Friends training “Nothing About Us Without Us”
• Involvement of lived experience on the Cross Party Parliamentary Group
of the Scottish Parliament.
• Projects developing the Arts Centre network and Information Technology.
• Enhancement of the DEEP Rural Network.
• The rolling out of the “Getting Along” programme……..
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• Support for Talking Mats as a resource to help people communicate and
record their experiences
…which is not to forget any of the rest. These were such alive and positive
Gatherings, and I hope this summary provides a true taste of the positive
contribution that living experience of dementia has to offer………….

TAING MHOR – THANK YOU

PMT April 2017 for DEEP.
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Photo Gallery
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