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Hello All
An extra special bumper issue to keep you going over the summer.
Our next Update isn’t due out until September. If you have any news or requests in
the meantime, do let us know. We can email out or add to the website.
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network news
Feedback request: vetting systems
Dementia Northern Ireland have raised a very interesting question. They are a
membership group and their members are supported as volunteers and their
expenses are paid. What they would like to know is:
 Do any other DEEP groups use some sort of ‘vetting system’ – either of their
own or through CRB checks, Disclosure and Barring (England and Wales),
Disclosure Scotland or Access Northern Ireland systems?
 Do other DEEP groups feel this is an issue to discuss, as we can be vulnerable
and group members MAY pose a risk if they have a criminal record?
 If new members are referred from Health and Social Care Services, what is
their responsibility for safety?
 Official Disclosures can be lengthy and costly. Dementia NI is considering
asking new members to complete a Declaration and Consent Form. Is this
good enough to strike a balance between trust, safety and confidentiality?
 Should a new DEEP Guide be written on this subject?
If you would like to join this discussion, please speak to Paul (paul@myid.org.uk).
Dementia Voices, Kirkintilloch
Dementia Voices is a group for people with dementia who
want to share their point of view about issues which are
relevant to them.
You can catch up on what they have been doing recently by
clicking here for their latest newsletter:
http://dementiavoices.org.uk/wpcontent/uploads/2017/07/DV-Newsletter-June-2017.pdf.
Review of the Alzheimer’s Show by the Forget me Nots, Kent
Supported by DEEP, a small group from the FMNs of Canterbury went to London to
attend the 2017 Alzheimer's Show at Olympia. To read their full review, click
here: http://dementiavoices.org.uk/wp-content/uploads/2017/07/FMNs-Olympia9_10th-June-2017.pdf.
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YoungDementia UK – Make Every Step Count

This September set your own personal step goal and get sponsored to raise money
for YoungDementia UK. It's that simple - every step counts! You could be a
marathon runner, a dog walker or just want something to motivate you to get a bit
more exercise. You might want to complete the challenge on your own, with a
friend or set a team target with a group of friends or work colleagues.
Find out more or sign up here: https://www.youngdementiauk.org/every-stepchallenge.

Member call out for The Young Dementia Network
The Young Dementia Network celebrates it’s first anniversary this September and
would love to reach the 1000 member milestone.
For more information or to join visit: https://www.youngdementiauk.org/youngdementia-network.

Abbeyfield: Making Music
Abbeyfield have been training over 200 members of
their care staff and volunteers to become music
detectives. They will help residents piece together
music, songs, hymns and theme tunes that have
significant meaning to them.
The Making Music project uses tools and training developed by registered charity
Playlist for Life, who are working to ensure everyone with dementia has access to a
personal playlist to make life easier and happier for them and their carers.
You can read more about the project here:
https://www.abbeyfield.com/2017/05/giving-people-with-dementia-something-tosing-about/.
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Our Right to Get Out and About
There has been lots of progress on this small project which
involves three Yorkshire DEEP groups.
The Bradford FIT group made a short iPhone film about bus
information and sent it to the Accessibility Officer at
MetroWY. They have agreed with all the ideas the group
came up with. Work is going to start on including these in
new roadside displays. We hope they will also work with the
group to develop and user-test the changes.
Scarborough DEEPVibes have a petition about the Blue Badge. It already has over
900 signatures - can you help get it to over 1000? Please sign and share:
(https://you.38degrees.org.uk/petitions/blue-badges-4-dementia-1). The group are
would like to meet with the County Council. Their agenda points include influencing
conversations with the Department of Transport and the Council's new dementia
strategy.
York Minds & Voices have met with TransPennine Express about access issues on
trains. A supported trip from York to Scarborough is planned for the end of August.
This will enable all 3 groups to meet up. Ian Beesley (photographer) and Tony
Husband (cartoonist) are coming too so it will be a fun day out I’m sure - and could
lead to a great visual representation of the issues.
The issues raised by the group (and many of their quotes) have been included in the
report to the United Nations Committee on the Convention on the Rights of Persons
with Disabilities (see below).
The group meets again on 13 September in York to report back and see what impact
we have made so far, what we have all learnt, and what needs to happen next.

Taking our views to the United Nations
The Dementia Policy Think Tank has been working hard over the past
few months to co-produce a report on human rights of people with
dementia. Many of you have helped with examples and quotes. The
paper has now been submitted to the United Nations Committee
and we are also hoping that one member will be allowed to speak on
behalf of the group on 21 August 2017 in Geneva. Watch this space!
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A Friendly Face
Teresa Davies (known as Dory by many) is working with Dr
Catrin Hedd-Jones, The Old Brewery DEEP Group & Flintshire
County Council to launch her idea of 'A Friendly Face' in
September.
When diagnosed, instead of being given a hand full of leaflets Dory's idea is that people will have the choice to talk to
someone already diagnosed with dementia. They will be given a
fridge magnet to serve as a reminder be it a day, a week or a
month later that the support is there.

network support
Checklists for inside and outside public spaces
Has your group used these new checklists yet when auditing a
public space? You can find them here:
http://dementiavoices.org.uk/2017/04/audit-checklists-forinside-and-outside-public-spaces/.
Please email philly@myid.org.uk with any feedback.

DEEP Grants - update
Rachael, Carol and Chris (from the Forget Me Nots) and
Katie (from MemoryBilia) had a long day deciding which
DEEP grants to give out. There were 36 applications
from existing and new DEEP groups. We had a lot of
debate about the ideas that groups had suggested. At
the end of the day we were able to award 25 grants
- totalling just over £71,000. The photo shows Rachael, Carol, Chris and Katie after
a hard day’s work.
You can read about Carol's experience of the day here:
https://mycrazynewworld.wordpress.com/2017/06/29/post-9-deep-grantsworkshop-28th-june-2017/.
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Scottish Gatherings
Following our succesful Gatherings in Hawick and Inverness, more than 60 people
from the DEEP network and other interested groups met together in Edinburgh in
June.
It was, as ever, a real privilege to enjoy the company of so many people, and to hear
so many voices inform our discussions and make decisions. One of the priorities of
DEEP this year is to ensure that decision making rests with the network, and we
achieved this in Edinburgh (more news to follow). We also built on previous themes
and deepened our discussions together, as well as sharing laughter, kindness and so
many magic moments and connections.
At the end of the Gathering we summarised our main themes as:






Information and Understanding
Sharing Culture and Creativity
The Right to do normal things, the things we want to do
Keeping our relationships going
Gathering together / People meeting People / Ending Loneliness

We were also really privileged to welcome the SEWA group from Derby, who shared
their insight and Asian Culture with us so generously. Our Gathering included a
wonderful performance of their song. We learned from them that in Sanskrit the
word “DEEP” means “light of the lamp”.
You can read Paul’s full summary here:
http://dementiavoices.org.uk/2017/07/scottish-gatherings-edinburgh/
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have your say
Feedback request: Supporting Derek
This resource pack about dementia in people with learning
disabilities was produced 10 years ago (funded by Joseph Rowntree
Foundation). The publisher Pavilion has now agreed to update it.
We are looking for anyone with experience of this issue who can
help. Please contact Philly Hare on philly@myid.org.uk.

Conversation and activity kits for people with dementia
Creating Conversations provide families and caregivers
with the tools to break down barriers of communication.
The kits assist by providing:
 supportive interaction tools,
 stimulating conversation starters, and
 easy ongoing activity programmes
You can find further information by following this link: http://www.creatingconversations.org/creating-conversations/.

Involvement request: Sharing Life Stories
Warwick, Queen Mary and Edinburgh Universities are partnering with Many Happy
Returns cards and technology company Clinvivo on a language research
project. They are urgently seeking 20 participants with a dementia diagnosis.
The participants will be asked to record and share their long term memories with
family carers or friends using Android Tablets with Many Happy Returns
conversation trigger images of everyday life in the 1950s. Activity will involve daily,
10-minute conversations in three, four-week sessions over the period of one
year. The project is due to commence in early September and full training will be
given. For further information or to be involved, please email:
sarah.reed@manyhappyreturns.org
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Creative Health: The Arts for Health and Wellbeing
The All Party Parliamentary Group on Arts, Health and Wellbeing
have published their Inquiry Report.
You can download a copy of the report here:
http://www.artshealthandwellbeing.org.uk/appginquiry/Publications/Creative_Health_Inquiry_Report_2017.pdf.

RICA and consumer testing
Over the last couple of years several DEEP groups have collaborated with
RICA (Research Institute for Consumer Affairs) and have received funding
to carry out consumer testing involving people with dementia.
These projects have included buses, bingo, Shakespeare and lasting powers of
attorney to name but a few. The scope of what can be tested is limitless, which
makes it easy for DEEP groups to get involved.
If you have any ideas or your group would like to work with RICA, please speak to
Rachel (niblock@myid.org.uk) or Paul (paul@myid.org.uk) in the first instance. You
can find out more about what they do here: http://www.rica.org.uk/.

Diary Date: Vascular Dementia Conference, London
Culture Dementia UK would like you to bookmark their Vascular
Dementia Conference which is being held Wednesday 25 October
2017.
For further details, call 0800 014 8682.

Diary Date: Arts & Dementia Conference, Malvern
The second TAnDem Arts and Dementia Conference takes place
on 21 September 2017. The conference aims to make sense of
the role of the arts in dementia care by exploring links between
research and practice from a range of viewpoints.
For booking and more information, visit:
http://www.worcester.ac.uk/discover/dementia-tandemconference.html.
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Healthwatch York
Healthwatch York has been looking at how York can work
better for people living with dementia, their carers and
families.
Working alongside various groups including DEEP Minds and
Voices, they have produced this useful guide:
http://dementiavoices.org.uk/wpcontent/uploads/2017/07/Healthwatch-York-dementia-guide1.pdf.

Housing and Volunteering in Dementia Care
Funded by the Abbeyfield Research Foundation, the
University of Stirling has published their research into
the role of volunteers in dementia care.
The ultimate aim has been to develop guidance for organisations involved with
volunteers, people living with dementia, and carers.
For more information, visit: www.asume.co.uk.

welcome
Please extend a DEEP welcome to our newest members:
 The Memory Jar, Cowbrdge (http://dementiavoices.org.uk/group/thememory-jar-cowbridge/)
 Trailblazers, Oswestry (http://dementiavoices.org.uk/group/trailblazersoswestry/)
 Salford Dementia Champions Group
(http://dementiavoices.org.uk/group/salford-dementia-champions/)
You can find out more about our new groups, including contact details, by clicking
on the link by their name.
To see your name in the Update and listed on the website, please return your forms
to your Co-ordinator or Kate if you haven’t already done so.
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spotted...
A little look at some of the things that have caught our eye this month and the
places DEEP groups and people have been spotted recently (for further information,
please contact the relevant group/person directly):
 “If I can do stuff, then so can you!” DEEP friend
and ally Peter Berry’s new vlog:
https://youtu.be/EUvdxoHv_LE.
 York Women with Dementia Club out on their
bikes at the York Sport Village.
 Increased honesty online? “I am different…I am honest” (@TraceyShorty28).
 Tracey Shorthouse being interviewed by
www.elder.org
(https://www.elder.org/feature/dementia-caretracey-shorthouse-living-with-early-onsetdementia/).
 Another member blog we’ve been following – Carol from Forget me Nots, Kent
(https://mycrazynewworld.wordpress.com/about/).
 Paul receiving a warm welcome (and comfy sofa)
from the Dementia NI team.
 “…dementia is life changing but not necessarily
life ending.” (@nigel8812922)
 Ceilidh and cake (and not in the DEEP office!)
 “Nothing beats peer support to cope with living
with dementia.” (@WendyPMitchell)
 “We need to ensure we don’t cause suffering. Then the word will become
obsolete.” (@shirleypearceot)
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in their own words
How The Bridge Found Me by Eric Hughes
Unfortunately I have been ill more years than I care to remember. It affects my
mobility, and about 3 years ago I was also diagnosed with ‘Early Onset Dementia’.
At the time we lived in Whitehaven, West Cumbria. After being given that bombshell
my wife and I were left high and dry, no help, no advice, no social worker.
My G.P. had written to social services several times to say I needed a social worker
without response. As manager of a large care home my wife frequently saw the lead
social worker and occasionally asked her if she’d received a letter about me yet. The
response was a quizzical look combined with “no, nothing yet” as she scurried off.
After about 18 months we moved here to Hartlepool, my wife’s home town where
we though the care had to be better. At least we would be near family, but things
were no better for a long time. The G.P. offered details of two day centres that he
took off the internet while we were there. They were not suitable for me yet!
So I continued to be housebound, apart from my wife’s day off when she would take
me out.
Then the time came when my wife could not take me for my G.P’s appointment. At
the time I was feeling quite well so we agreed I could go on my own. The day came
and Anne left me money to get a taxi there and back, But me being me, decided to
go on the bus. I got there alright; it was walking back to the bus stop when I started
to get into difficulties.
I came out of the One Life, I managed to cross Park Road at the crossing when my
legs started to give way and I was overheating big style.
As I struggled on; staggering all over the place I got that ‘funny feeling’ of being
watched that you get sometimes. I looked up and the culprits as I thought were two
women standing outside their office. Just as thoughts such as “Who the bloody hell
are they looking at?” started to race around my head, I heard a friendly voice, “Are
you alright there, do you need a hand?” Pig headed me replied “I can manage”.
These women are good, they could see I couldn’t and so replied “are you sure? How
about just having a seat till you come round a bit?” “No, I’m ok” I replied.
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Then I heard these heaven sent magic words, “Come on, come in, have a sit a while
and I’ll make you a cup of tea”
It was then I realised they were not two women but ‘Angels’. It was one of the best
cups of tea ever!
Since then I have got to know Cath, Katie and Laura, the staff of ‘The Bridge’. They
have given me my life back. They have the knowledge and information of who to
put you in touch with, courses to go on and much more. But that’s another story for
another time.
I would just like to add if you, a family member, friend or someone you know has
dementia of some kind please call in The Bridge, the kettle is always on!
Eric Hughes
A member of Our Voice Matters, Hartlepool
http://dementiavoices.org.uk/group/our-voice-matters-hartlepool/

keep in touch
Let us know about your work – it is great to share it through the DEEP Update.
Here are the contact details for Rachel, Paul and Kate:

Rachel Niblock
Southern Co-ordinator
E: niblock@myid.org.uk
T: 07720 538851

Paul Thomas
Northern Co-ordinator
E: paul@myid.org.uk
T: 07510 284760

www.dementiavoices.org.uk
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Kate Berry
Administrator
E: kate@myid.org.uk

@DementiaVoices

Page 12 of 12

