     Living Well with Dementia …living better!

Creating a regional vision for the East Midlands
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‘We’re in it together’
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At the end of the day, we are just people…..
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Living well with dementia – living better! 

Creating a regional strategy for the East Midlands

Aims of the Regional Summit 

· Bringing together people with dementia and their carers, practitioners, managers, commissioners and local councillors who are responsible for the success of this strategy

· To inquire into what it means to live well with dementia and what it will mean to live even better.

· To create a regional vision for living well with dementia as the basis for local action across the East Midlands 

Programme 

	Time
	Activity
	Lead

	09.30
	Welcome and introductions

Who is in the room?

What we will be doing today
	Jill Guild

Julie Barnes



	10.00

10.30

11.15
12.15
	Learning about living well with dementia 

Short presentations from people who know

Working in pairs (45 mins) and 
In small groups (60 mins)

Presenting what we have learnt and displaying flipcharts
	Presenters
Film and Malc
All

	12.30 
	LUNCH (60 mins) and gallery walk
	

	1.30
2.15

	Living better - creating the ideal future
Group exercise in locality groups

Presenting your ideas in localities and writing compelling statements
	Mick and Elaine – living life to the full
All – in local groups

	2.45
	Around the room in 15 minutes 

One statement from each locality
	All

	3.00
	Making it happen 

Working in locality groups to identify your first steps – one thing you will do next
	All – in local groups

	3.30
	Conclusions 

Final reflections, offers and evaluation of the day 
	Jill Guild
All
Final film clips

	3.45
	Close and refreshments
	


Welcome to the East Midlands Regional Summit for Living Well…and better…with dementia.

We’d like to start by sharing some of our stories – and we will be doing more of this during the day.
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The relief of knowing and starting to live 

Heather was so relieved to have the diagnosis and know, for sure, what was happening for her.  Now she and her family could plan and start to live – enjoying the time they had together, travelling, enjoying themselves – doing things they might never have done – while they can.  Her husband took advantage of an option to leave work and together they are living their life to the full.  Creating great times and great memories for the future. ‘If you save for a rainy day, you need to recognise it when it comes’.
When Richard smiles, you know he is enjoying himself.

Richard and Sandra live in a small village and people knew about his dementia.  Villagers keep an eye out for Richard, help him to get to the pub and help him to find his way home if he gets lost while out walking.  They check with Sandra that he is okay when they find him far from home.  The community – family, friends and neighbours – as well as the Alzheimers Society supports them both.

I didn’t know I needed reassuring until I got this card and felt so much better…

Pat cares for her husband Peter – she has been given a Carers Card so that if anything happens to her while she is out, then someone will realise she is a carer and will make sure that arrangements are made to help Peter.  This has been such a relief for her.
When granddad dies will you come to my house again? - Sofia aged 8.

Sofia’s grandmother cares for her husband – 24:7 and can no longer visit her grandchildren.  She told us how much she needs bookable respite to help her continue caring and she is now making that happen.  She recently spent 10 days with Sofia which was wonderful for both of them.
We became mother and daughter again
Janet told the story of a steam train journey on a group outing with her mother and then a New Year’s party. In these shared activities, both she and her mother felt comfortable and safe, able to enjoy one another’s company and that of others. Everyone - staff, carers and people with dementia were equal, there were no barriers determined by the roles each played. 

20 bars of soap

When people go into a care home, you think that's it, but mum became more independent - there was no cooker, so they didn't have to worry about her hurting herself cooking. She went out to shop and enjoyed meeting people. This created an environment of freedom in the home. She had OCD and wanted 20 bars of soap. Most homes would only give her 1, but they gave her 20 and she was happy.
Recognition - he knew what it was like….

When mum and I first went to the Community Mental Health team to see the consultant about her memory loss, we were both really nervous.  She didn’t really see why she should go but went along with me because I said it was important.  After the tests and discussions, the Dr confirmed that her memory loss was an early form of vascular dementia and we discussed what might happen next.  

As we left his office, we were invited by a hospital volunteer to talk through the kind of support we might find locally.  This man talked through the local services and kindly invited us to take leaflets and make contact with local support.   There was something about his gentle manner and the tentative way that he talked us through it all which really touched me and I couldn’t help my tears after so much anxiety and uncertainty.  He was so calm and responded in a way which I took to mean that he understood and that what I was feeling was just fine.  

I felt that here was someone who knew what it was like for me, as a daughter, as well as recognising what was happening for my mother.  It was reassuring and in that moment of mutual understanding, I felt huge relief, acceptance and then returning strength to face whatever was coming, with, and for, my mum.  I will never forget that man’s kindness or his generosity in meeting me steadfastly in that moment.

It’s the whole family unit that’s involved.
Julia told how her father in law brought her mother in law home from hospital in the weeks before she died, enabling the family to become whole again. 
What does living well with dementia mean to you?  
· Living a fulfilling life and achieving new goals.

· Doing the things we have always wanted to do.

· Spending my savings without feeling guilty; making the most of it.

· Acceptance as a person, not the illness

· Losing life and identity

· I feel I have to be responsible totally. I feel I am living the life of an 80 year old. 

· Mum, mum, mum, day in and day out. I worry 24 hours a day.

· Being able to do what we did before

· Being able to communicate

· Being accepted

· Living a life - not sitting and watching life pass me by

· Living for the moment, and enjoying it.

· Day centres, reliable and consistent home care services and bookable respite care.

· A care pathway that is SMOOTH and QUICK 

· Grasping Life!

· Every day is not only different but is always a challenge.  Some things make me smile – thank goodness

· Peace of mind and financial support 
· Doing things we would never have done otherwise
· I’m still learning!
Part 1 – Discovery - In Pairs 
The real voyage of discovery consists not in seeing new landscapes, 
but in seeing with new eyes. Marcel Proust
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Appreciative Interviews differ from traditional interviews in that the questions are simply guidelines to help the person being interviewed to delve into their richest, most powerful experiences of living well - and better- with dementia 
Find someone to talk with for the next 40 minutes.  This might be someone from a different service or locality; someone you would like to know better.

Interview your partner, for 20 minutes, using the following appreciative questions.  Take your time to explore these questions and stories. Your task is to listen closely, prompting for full responses and keeping the focus on the positives within your partner’s unique story.  
Try and cover all the questions. Note down key points and ‘quotable quotes’.  Remember enough to be able to present your highlights in the next session. 

When you are being interviewed, answer fully from your own (or others) experiences.  Enjoy this opportunity to talk without limits, about your richest and best experiences, successes and achievements.  

After 20 minutes, swap roles and repeat the interview.
Appreciative questions – start here…
Question 1 – Best experience of Living Well
What does living well mean to you?  Tell me a story about a peak time or experience from your own life when you have been living well.  What made it so special, who was involved?  Describe the event in detail.
More questions on the next page…

Question 2 – Living well with dementia
People with dementia and their carers tell us that they can live well when they:

· Are met, treated and respected as individuals without labels

· Are accepted, listened to and involved in what happens to them

· Have an early diagnosis and smooth, quick follow-up

· Are supported to be independent, take risks and lead active lives

· Focus on what they can do, rather than on what they can’t.

In your personal situation or your professional experience, tell me about your richest, most life giving experience of living well with dementia.  This might be a story which happened to you, a friend or a colleague; it may be from or about someone who inspired you.  Tell that story.
Prompts: what was happening? What did you/they do, what did you feel, what makes this story so special?
Question 3 – What you value
What do you value most about the current ways in which people are supported to live well with dementia?  This might include things you value about yourself as a carer or a practitioner, and/or about the support you receive – and give – to others.  It might be particular schemes or services that you really appreciate.
Question 4 - Three Wishes – living better
We want to make sure this is a strategy of which we are truly proud, which takes forward things that will help people with dementia to live well - and much, much better. 
You have three wishes for the future – for yourself, for others and for this strategy?  What do you wish for?
1………………………………………………………………………

2………………………………………………………………………

3………………………………………………………………………

Part 2 - Sharing Stories - In Small Groups 
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Staying with your partner, join up with the others at your table to make a circle of 8 people.  Select a timekeeper and recorder for the session. 

Telling stories and capturing the emerging themes 
In this task, we would like you to work as a group to share the stories you have been hearing and to identify together all the themes that are emerging from your stories. 
1. Taking it in turns, tell the highlights of your partner’s stories – what has stood out for you – what have you learned?

2. As a group consider the emerging messages from the stories:  
What stands out for you? What are the common and different themes? 
3. Note down all the themes that you are hearing as a group on a flipchart.

4. After reviewing these themes, select the top three that you think best reflect your stories and are important for us to keep in mind as we continue creating our vision for living well – and better – with dementia.
5. Post your sheets on the wall.  
6. Over lunch, take the opportunity to look at what is emerging from all the tables. What’s similar, what’s different, what stands out for you?
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PART 3: Living Better - Creating The Ideal Future  -

in locality groups 
Whatever you can do or dream you can do, begin it.  
Boldness has genius and magic in it’. (Goethe)
Joining colleagues from your local area, create a circle of 8 people at a table.  Select a timekeeper and recorder for the session. Some localities may have two or three tables working for them.
In this task, you will work together to create a picture for the future -  of what it will be like when everyone is living well - and even better - with dementia, building on the themes from this morning and your wishes for this strategy.  
A. Looking forward:
Recalling your wishes from question 4 and thinking about the themes from this morning that mean most to you, imagine….

It is now October 2010. Over the last year, we have successfully developed and implemented our regional vision and local strategies.  The East Midlands Region is nationally recognised for its innovative approaches and exceptional outcomes.  People with dementia and their carers say they are living better than they ever imagined possible.  We have achieved all the things we wished for at today’s event, and much more.
What does this look like? What is happening? Who is involved and what are they doing?

1. At your table, discuss ways you will know that this ideal future is active and alive in your locality.  What will you see?   What will you hear?  What will you feel?  How will people be behaving? What activities will be going on? 
2. Using the materials provided, create an image, symbol or picture to represent the situation when everything we wish for is happening.  Be creative, imaginative and challenging – no limits to describing what has happened in your wildest dreams.
3. When you have finished, take some time to walk around the room, looking at the images being created at other tables – and particularly others in your locality.  Ask questions and keep talking about the future images you are creating.  What stands out for you?  What are the common themes? What great ideas have you seen?  Do you want to add anything to your own vision picture?
B. Locality Vision – compelling statements
Locality groups walk around each others dreams, asking questions of the table facilitators and returning to review their own dreams, bringing with them the inspirations of their colleagues.  
The task is to create one or two statements to sum up your image of the future?  How can you make it positive, provocative and inspiring?

1. Considering all the dreams together and their messages, create one or more compelling statements which capture the essence of these dreams and which will take you flying into the local strategy workshops

2. Write these sentences or propositions on flipcharts, post on the wall and be prepared to share them in the Round the Room session. 
Tips for writing compelling statements
A compelling statement (sometimes called a provocative proposition) makes a bridge with the best of what currently exists and your aspirations for the future. 
The statements you create will make clear your vision for the future and put into more concrete terms what it will actually look like at its best. 
They will be challenging, desired, grounded, stated in the present (already happening), positive and bold, expansive and stimulating.
For example: We achieve success through fully engaging, respecting and affirming everyone’s unique contributions. Our differences and similarities give life, vitality and spirit to our organization.
Here is an example of compelling statements from our recent discovery event with people with dementia and their carers:
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Part 4: Making This Happen - Next Steps

In deciding how to move forward we would like you to think about what’s important here. 

Take a few minutes to reflect individually, and/or with a colleague about the following questions.

· How can we make this happen?

· What will I do? 
This may be a commitment to act/contribute or an invitation or request of others to act with you/on your behalf].
· What shall we do first?  What are our first steps?
And then, get together with a group of colleagues from your locality/or interest group; people with whom you would like to take forward some further development thinking and activity. Talk together about the things that need to be done, and agree one first step.  
Write these steps on a post-it note or flipchart and post on the wall.

[image: image14.wmf]
‘If you want to build a ship, 
don't drum up men to gather wood, give orders, and divide the work.

Rather, teach them to yearn for the far and endless sea.’ 
Antoine de Saint-Exupery
PART 6: (E)VALUATION

Tell us what you think about the event you have just attended.  Your comments will help us to improve this event and inform our evaluation of working this way to create exceptional summits in future.  Thank you for your help with this.

1. What was the highlight of the day for you?

2. What did you enjoy doing the most?

3. What would you have liked more of?

4. If you were helping us to plan an event like this in the future, what might we do differently?

5. What are you taking away from this event?

6. Any other comments you would like to make about any aspect of the day?

Thank you for your comments.  Please hand this sheet to the facilitators.
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