
DEEP Update December 2016   Page 1 of 8 

 

 

 

 

 

December 2016 

Seasons Greetings and welcome to the December Update. 

We had a fantastic reaction to last month’s bumper Update.  It’s been great to see 

so many of you continuing with the transport theme in your group discussions and 

tweets/posts.  Look out for the next ‘Focus On’ subject coming soon. 

One of the ideas we have going forward for the Update is to introduce a section on 

DEEP groups and others involved in DEEP activities so that you get to know more 

about each other – if you would like to be featured in ‘a day in the life of’ 

(individually or as a group) please let me know and send me a short biography and 

diary extract with photo or logo – kate@myid.org.uk.  Remember, this is your 

Update. 

Merry Christmas and best wishes for a happy and healthy 2017 from us all. 

In this month’s Update: 

n e t w o r k   s u p p o r t: 

 

n e t w o r k   n e w s: 

 

A message from Rachel Niblock p2 Lifting the Cloud update p3 

Dementia Words Matter p2/3 DF Theatre Trip p3 

h a v e   y o u r   s a y: 

   

What does co-production mean to 
you? 

p4 Stay well this winter p5 

SYDAA Dementia Fire and Home 
Safety Project 

p5 Innovations in housing and 
dementia 

p5 

Northern Lights Dementia Awards p5 Is it wrong to lie to a person with 
dementia? 

p6 

s p o t t e d 
p6 a   d a y   i n   t h e   l i f e   o f... 

p7/8 

DEEP engages and empowers 

people living with dementia to 

influence services and policies 

that affect their lives 

mailto:kate@myid.org.uk
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n e t w o r k   s u p p o r t 

 

A message from Rachel Niblock 

Almost 9 months into my role as DEEP Co-ordinator for Wales & South of England 

you could say it's been similar to another 9 month experience.  A bit of a shock at 

first, exciting in different ways at different unexpected stages. Lots of twinges of 

anxiety & frustration - and at times you feel weary but then suddenly energised as 

you feel the odd kick of progress. At times you can't really plan for what you 

experience for the first time - it's very organic - you promise to yourself that you will 

pace yourself, you won't do too much - but of course you do. How could you not 

when you are part of this growing movement of life, energy, passion and voices of 

the most extraordinarily wonderful people who give, share, trust and change hearts 

and minds. 9 months on it absolutely feels like a privilege to be in my role and being 

with the people I have been honoured to work with so far.  

So the end of this period IS just the beginning.  2017 will see exciting developments 

in Wales continuing to grow with the new Welsh Dementia Strategy and more 

groups becoming part of the DEEP network.  In the spring we will be holding 2 Wales 

DEEP network events.  In England I promise to get to know you all better in existing 

and new groups hopefully filling some geographical gaps and DEEP network events. 

As with the arrival of the patter of any new feet it's about growing, nurturing and 

building that support network amongst you all - if I'm using the analogy of being a 

parent I use it in the most respectful terms - your growth, your sustainability, your 

independence, your influence and your power - your voice Happy Christmas and 

here's to a DEEP 2017.  

'Nibbers'  

 

Dementia Words Matter #dementiawords 

The language we use to talk about dementia influences how people with dementia 
are viewed and also how we feel about ourselves.   

Dementia Words Matter is a ‘Call to Action’ from people living with dementia led 
jointly by DEEP and the Dementia Action Alliance asking people, both in the media 
and everyday life, to consider the language that they use.   

You can read more here:  http://www.dementiaaction.org.uk/dementiawords  

 

http://www.dementiaaction.org.uk/dementiawords
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You may also find the DEEP Guide to language a useful 
resource, click here to download: 
http://dementiavoices.org.uk/wp-
content/uploads/2015/03/DEEP-Guide-Language.pdf  

“Words are very powerful – they can build you up or put you 

down. When you are speaking about dementia remember 

this.” Agnes Houston, person with dementia 

You can find the full list of DEEP guides and download all versions from:  

http://dementiavoices.org.uk/resources/deep-guides/ 

 

n e t w o r k   n e w s 

 

Lifting the Cloud – carols, games, training, cruises and a song 

The Derby City DEEP group has been telling us what they have 

been up to this year, culminating in a group Christmas lunch 

with carols and games.   

The group would like to develop a “Derbyshire Musical 

Memories Songbook” and would like to include a song from 

the DEEP group with words associated with dementia 

translated into lyrics and music.  Watch this space!  

The group is planning on developing a young onset group in the 

Spring.  The groups also hopes to open a Chesterfield group later in the year. 

Click the link to see their current schedule of activities, topics and speakers:  

http://dementiavoices.org.uk/wp-content/uploads/2016/12/DEEP-GROUP-

combined-schedule-1.pdf. 

 

Dementia Friendly Theatre 

A number of people from DEEP group Minds and Voices in York are attending the 

West Yorkshire Playhouse dementia friendly production of Baz Luhrmann's 'Strictly 

Ballroom The Musical' in January.  They have promised to let us know how they get 

on and also how they managed the group travel logistics. 

Do you have any dementia friendly outings planned?  Don’t forget to share your 

news and experiences with the rest of the network. 

http://dementiavoices.org.uk/wp-content/uploads/2015/03/DEEP-Guide-Language.pdf
http://dementiavoices.org.uk/wp-content/uploads/2015/03/DEEP-Guide-Language.pdf
http://dementiavoices.org.uk/resources/deep-guides/
http://dementiavoices.org.uk/wp-content/uploads/2016/12/DEEP-GROUP-combined-schedule-1.pdf
http://dementiavoices.org.uk/wp-content/uploads/2016/12/DEEP-GROUP-combined-schedule-1.pdf
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More faces to names… 

Rachel N and Rachael L met with old and new friends at a pre Dementia Action 

dinner.   

Also in the photo: 

 Nigel (Fuse and Muse - more 

about Nigel on pages 7/8) 

 Chris and Jayne (Halcyon 

Quest) 

 Eileen and Dave (SURF) 

 Ken and Janice  

 Keith (Forget me Nots Kent) 

 

h a v e   y o u r   s a y. . . 

 

What does co-production mean to you? 

Is co-production a word you have heard before? Would you be able to tell 

somebody else what 'co-production' means?  

This is what TLAP (Think Local Act Personal) suggest co-production means:  

"Co-production is not just a word, it's not just a concept, it is a meeting of minds 

coming together to find a shared solution. In practice, it involves people who use 

services being consulted, included and working together from the start to the end of 

any project that affects them."  

Co-production is what you are doing all the time in your 

DEEP group.   

Innovations in Dementia has got a small grant to look at 

co-production with people with dementia.  What does 

it mean to you?  What makes it real?  Are some ways of 

working together better than others?  

Rachael Litherland will be running this project between January and March 2017. 

 

If you would like to 

know more or get 

involved please let 

Rachael know.  

Email 

rachael@myid.org.uk 

mailto:rachael@myid.org.uk
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SYDAA Dementia Fire and Home Safety Project 

The South Yorkshire Dementia Action Alliances have 

shared this YouTube clip on keeping people living with 

dementia safe from fire.  

Click the link to go straight to the video: 

https://www.youtube.com/watch?v=oohXx07goXU&list=PLf2yq-

DnIHMW2jDlbftfDVoQn3JHysBkc. 

 

Northern Lights Dementia Awards:  Supporting Quality Improvement 

Anyone working with people with dementia and their 

carers within the north region are invited to enter their 

dementia-related quality improvement project.    

There are five categories that have been aligned to the 

'well pathway' for dementia, plus a feature category on 

delirium.  

The awards are led by the Dementia Clinical Networks 

working in partnership with the Dementia Action Alliances 

in the North of England. 

 

Stay well this winter – campaign highlights needs of older carers 

With the NHS’s Stay Well this Winter campaign (https://www.nhs.uk/staywell) in full 

swing, The Carer’s Trust has launched an awareness campaign called Speak up for 

Older Carers – a group who often overlook their own care needs due to their caring 

role.   

Gov.uk’s social blog met with Louise Marks, Dementia Policy & Development Officer 

for the charity to find out about it.   You can read about it by following the link:  

https://socialcare.blog.gov.uk/2016/11/29/staying-well-is-not-always-easy-

campaign-highlights-needs-of-older-carers/  

 

Innovations in housing and dementia 

The Housing Learning and Improvement Network shared this article on how housing 

and related services can improve the lives of people with dementia:  

http://www.housinglin.org.uk/Topics/browse/HousingandDementia/  

For more information 

and details on how to 

apply visit: 

http://www.yhscn.nhs.

uk/mental-health-

clinic/Dementia/Qualit

yImprovementAwards.

php 

https://www.youtube.com/watch?v=oohXx07goXU&list=PLf2yq-DnIHMW2jDlbftfDVoQn3JHysBkc
https://www.youtube.com/watch?v=oohXx07goXU&list=PLf2yq-DnIHMW2jDlbftfDVoQn3JHysBkc
https://www.nhs.uk/staywell
https://socialcare.blog.gov.uk/2016/11/29/staying-well-is-not-always-easy-campaign-highlights-needs-of-older-carers/
https://socialcare.blog.gov.uk/2016/11/29/staying-well-is-not-always-easy-campaign-highlights-needs-of-older-carers/
http://www.housinglin.org.uk/Topics/browse/HousingandDementia/
http://www.yhscn.nhs.uk/mental-health-clinic/Dementia/QualityImprovementAwards.php
http://www.yhscn.nhs.uk/mental-health-clinic/Dementia/QualityImprovementAwards.php
http://www.yhscn.nhs.uk/mental-health-clinic/Dementia/QualityImprovementAwards.php
http://www.yhscn.nhs.uk/mental-health-clinic/Dementia/QualityImprovementAwards.php
http://www.yhscn.nhs.uk/mental-health-clinic/Dementia/QualityImprovementAwards.php
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Is it wrong to lie to a person with dementia? 

The Mental Health Foundation has published the report of the major inquiry about 

Truth and Lying in Dementia Care - commissioned and funded by the Joseph 

Rowntree Foundation.  

You can read about it (and download a copy of the report) in Dr Antonis Kousoulis’ 

blog on the MHF website: https://www.mentalhealth.org.uk/blog/wrong-lie-person-

dementia-truth. 

 

s p o t t e d . . . 

 

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): 

 Wendy Mitchell in The Times (you can follow Wendy’s 

blog here https://whichmeamitoday.wordpress.com/) 

 #dementiawords trending on Twitter (see p2/3) 

 Play rehearsals (SURF Liverpool) 

 ‘Randomised coffee trials’ 

 Christmas wreath making and baking (An Lanntair) 

 Steve, Nigel and others at Cardiff Airport talking about 

supporting people living with dementia 

 A dignity tree (Making Space) 

 Christmas jumpers (SDWG) 

 The DEEP/Innovations in Dementia team in Exeter 

https://www.mentalhealth.org.uk/blog/wrong-lie-person-dementia-truth
https://www.mentalhealth.org.uk/blog/wrong-lie-person-dementia-truth
https://whichmeamitoday.wordpress.com/
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a   d a y   i n   t h e   l i f e   o f. . . 
 

. . .Nigel from Fuse and Muse 

My name is Nigel I live in Swansea; I was diagnosed with early onset dementia in 

2013. I have become fully engaged with social justice and human rights of people 

with Dementia as the slow drip of being considered a lesser person because of my 

illness was made obvious to me.  I don’t believe a diagnosis turns a vibrant hopeful 

person to someone who can’t see himself out the fog it does happen sometimes but 

sometimes not always I intend to hold people to account where I see social injustice 

applied to me and others with lots more priceless experiences my thanks to all my 

friends at Fuse and Muse I have decided I don’t intend to go quietly.  

If we all work together we can effect change. 

 

Nigel’s diary extract November/December 2016 

When I was asked to put this report together I thought about a list but that really 

wouldn’t do justice to the opportunities I have been allowed.  So I have decided to 

illustrate activities under broad headings. 

Welsh Government   

 Consultation events (Dementia Strategy)   

 Pontypridd Thursday 17th November 

 Meeting with AM Suzy Davies 18th November Swansea  

 St Clears (Dementia Strategy)   Tuesday 6th December 

 Task and finish group All Wales Dementia Strategy 24th December 

 Cross party Dementia group Cardiff 13th December 

 Meeting with AM  Rhun Ap Iorwieth 13th December  

Conferences 

 Well-being in dementia care event 10th November Swansea (part of a panel) 

 Dementia Action Alliance December 1st London (asked to speak) 

 University of Wales Trinity Saint David Swansea 5th December (part of a panel)  
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Media   

 Radio interview good morning Wales 17th November  

 Interview BBC news online 18th November 

Older Persons Commissioner Wales   

 UN principles Health and well being Wales Carmarthen Wednesday 30th 

November 

Outreach and community activities   

 Meeting with UNITY LGBT group Swansea wellbeing group proposed to 

become part of the DEEP network 23rd November 

 Safe shopping experience project TESCO Swansea marina 28th November 

 Wales Museum Dementia focus group meeting St Fagins Cardiff 7th November 

 Meeting with Polly Gordon aging well in Swansea Civic Centre 14th December 

 Aging well in Wales event Angel Hotel Cardiff Thursday 15th December 

I am so grateful for the opportunities and the experience of sharing the experiences 

with some fabulous people who are part of the DEEP network. 

For more information about any of the events or experiences mentioned by Nigel, 

please speak to Rachel in the first instance niblock@myid.org.uk. 

 

k e e p   i n   t o u c h 

 

Let us know about your work – it is great to share it through the DEEP Update.  Here 

are the contact details for Rachel and Paul: 

 

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        @DementiaVoices 

 

mailto:niblock@myid.org.uk
mailto:niblock@myid.org.uk
mailto:paul@myid.org.uk
http://www.dementiavoices.org.uk/

