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‘We are in it together…’

Living well with dementia – living better! 

Creating a regional strategy for the East Midlands

Stories and themes

from our discovery work

with people with dementia and their carers

Summer 2009
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What does living well with dementia mean to you?

Living well with Dementia in the East Midlands

Summary of stories, quotes and themes for dementia pathway

	1.
	Prevention, awareness, reducing stigma

	Stories of living well with dementia
	One mum with dementia had a university student sent to buddy up with her for a while. She looked forward to the visits. When younger people are involved it seems to help.
Some people from the home are going to doing cooking sessions with the children, so an interaction with the juniors has started.
In another school, one of the more vocal young people was picked in assembly and questioned about things they don't know the answer to. At the end they turned round to the children and said that's what it is like to have dementia.

Government inter-generational programme - Older people went into schools. Each was assigned to a pupil and the pupil had to get their life story.  



	Core values


	· What is normal?
· Joy from older and younger people communicating together.

· Greater awareness and understanding from everyone



	Quotes


	In the USA, dementia is classified under neurology, not mental health!
Changing systems, perceptions and reactions doesn’t cost anything!
I would like to see dementia talked about more positively - not just a "Death Sentence" as it used to be



	What we want more of
	· Communities that are aware of dementia e.g. the village postman, milkman, bus drivers, community transport etc.
· Cultural awareness.
· Not to lose the friends who don’t understand.

· Inter-generational contact which reduces stigma.
· Increase awareness of all in communities and among our friends.

· Positive portrayals of dementia in the media e.g. show early stage dementia rather than last stages on TV

· Users and carers at the centre of new developments



	Themes
	· How to portray dementia positively rather than as a burden.
· How to educate young people and all of us to be less afraid and more willing to help.


	2.
	Recognition

	Stories of living well with dementia
	Recognising what I am feeling….about my mum and dementia

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 really touched me and I couldn’t help my tears.  He was so calm and responded with a knowing expression 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 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.

-


	Core values


	· Relief of knowing what was happening to my wife – an explanation for her behaviour.

· Not just about being old – it affects younger people too.
· Not being labelled or pigeon-holed.



	Quotes


	I feel it has taken over our lives and dementia is all I think about.

Its all about people – we are just people at the end of the day. 

Being given more information and help at the beginning would have helped enormously.  Someone there to guide me through the mountains of questions and paperwork.
The best way to find out what's what is to talk to people who have gone through it.

	What we want more of
	· Being able to keep as normal life as possible

· Being accepted at dancing and bowling by villagers

· People knowing, caring and supporting
· Different service and support for under 65 year olds.
· Be treated as people without labels.
· Understanding and acceptance.
· Respect.
· Linking up with others who know their way around the systems – both practitioners and other carers. 


	Themes
	· Importance of understanding what is happening and making sense of unusual behaviour
· Understanding different needs e.g. younger people
· Being respected and treated as people

· Connecting people up – experienced and those to whom this completely new. The power of talking to people with direct experience, being put in touch with others and learning how to get through the system.




	3. 
	Early Diagnosis and follow-up

	Stories of living well with dementia
	Elaine’s story   [image: image4.wmf]
She was told by her doctor that exercise might help her. So she joined a jogging club and raised over £10,000 for charity, running two London marathons. She felt a sense of achievement, has made many friends and helped others as well as improving her own well-being.
Story from Mick of waking up today and Elaine not feeling great – not really wanting to run.  But went with two friends and on return looked so well – pink and healthy. In a much better place than he could ever have helped her to.  Seeing this and her face when she sees their two granddaughters is ‘worth bottling – much better than a bottle of whisky – everyone would want this tablet’.


	Core values


	When you know what you are dealing with you can get on with living your life to the full.
Relief of knowing what it is and that support is available

It brings liberation.

	Quotes


	Early diagnosis helps us to understand what is happening and can be a relief – helps to restore relationships and start getting appropriate services.

Importance of early diagnosis – ‘gives us the chance to live our lives well while we are well enough to do it – its been liberating’

Relief of talking to others who know how to get through the system
Carers have to take the initiative to get involved, get early appointments  and make sure things happen

I want to live my life to the full and not sit and let it pass me by
Diagnosis gives the permission to live.  ‘Bugger it – I will enjoy my life while I can and this can mean holding back the symptoms’.
It brings liberation – you can re-build your lives and explain to the family – not have to hide it away.

	What we want more of
	Knowledge of what's available:

· Signposting to services and support
· ideally single point of contact / support

· putting people in touch

Buddying: 

· support each other, not just the carer.

· replace lost friendships

· provide experiences that carer can't

· maintain 'normality' and freedom to do things

Early diagnosis is critical:

·  live life to the full while can

·  medication

Maintain and increase levels of independence



	Themes
	· Early diagnosis with speedy follow-up for the individual and carer in post-diagnostic phase 

· Active follow-up – it should be accurate, timely and up-to-date so that people are seen quickly and effectively 
· Independence  is the ultimate goal

· Living full lives NOW not being strapped by financial constraints


	4.
	Specialist referral and assessment

	Stories of living well with dementia
	Jean had really valued “ being at the centre of planning” e.g. in the early diagnosis of her mother, her own central involvement in the assessments – being listened to, the hospital staff’s flexible approach, daily meaningful activity & social events, at a day centre, holiday respite and the support she received from others to push the Drs re next steps. 
Ravi’s story was one of immense personal character & strength in which he gave up his job, building on his carer experience to support other younger people with dementia to use their diagnosis to restore relationships & access age appropriate services.  His story underlined the real value of good person centred planning, & using carers as experts at the heart of planning at every level.

Although my husband doesn’t talk very much – I know that there is still someone at home.  He lets me know – every now and then!


	Core values


	The importance of the 1st point of contact, being understood, “the relief that someone else knows”; being well signposted and enjoying confidence & trust in professionals.
Being included and listened to. 

Persistent and active carers/advocates get through the system

	Quotes


	Greater awareness amongst bureaucrats of my needs and not to pigeon hole me.
Never underestimate a dementia sufferer

I was inspired by others courage

	What we want more of
	Bureaucrats to have more awareness of the person - not sticking them into the box of trying to put them into older people's services. 

Services geared up to help younger people.

Continuous healthcare and specialist assessments.
Being involved and listened to.



	Themes
	· Independence.
· People with dementia and their carers are at the centre of planning and decisions.
· Services respond to individual needs and wishes.
· The system is hard to navigate even if you are familiar with it.


	5.
	Treatment and Medication

	Stories of living well with dementia
	Joan's story of a doctor who was willing to listen and act and a good CPN – who helped with paperwork
Dorothy keeps a medication diary for her husband from the moment that he start taking a new tablet.  She monitors the impact and keeps a note in the diary.

Important to know which tablets you can take together – e.g. Gingko Biloba doesn’t mix well with some traditional medicines 
Story of lady who had not been taking her medicine regularly and this may have led to her having a stroke.  Important that someone is supervising medication to make sure people with dementia and memory loss are remembering to take it and this could keep them safe.

Richard has dementia and he and his wife Sandra have a good community and good support systems.  Richard loves music so Sandra arranged to go to London to Her Majesty’s Theatre for him to see ‘Phantom of the Opera’.  The afternoon was a great success and they had a wonderful time.



	Core values


	Being treated with respect by people who can make things happen quickly.
Early medication has more chance of working

Hold onto memories and life story.

Treatment is about the whole person and includes social interactions and holistic approaches such as relaxation therapy.

Taking part in activities we love really help our well-being



	Quotes


	I feel so desperate – am I doing things right for my mum? I don’t know where to turn.
We don’t know but things might have been different if we had been monitoring her medication.
When Richard smiles, you know he is enjoying himself.

	What we want more of
	Help with medication including taking tablets
Memory boxes and life story work 


	Themes
	· Working with people can improve their condition
· Finding ways to help people improve and maintain their well-being

· Early and accurate treatment and medication given early has greater effect. 

· Monitor the impact of medication and also make sure that medicine is being taken properly – can be preventative


	6.
	Housing

	Stories of living well with dementia
	Having the best of both worlds by living in an independent flat with carers on site if you need it.

	Core values


	

	Quotes


	The trouble with saving for a rainy day is that we don’t always recognise when one comes along!

	What want more of
	Extra care housing for couples together – buy it, rent it, lease it.

	Themes
	


	7.
	Community support – day, night, community health and activities

	Stories of living well with dementia
	Three years ago when my husband was able to travel abroad – we shared three holidays that year.  Our son’s wedding.  These were happy times – with support from family and friends.  We laughed a lot.

Carol told the story of “Remember – She’s your eyes”: i.e. the importance of focusing on what people CAN DO & ensuring that people hang onto their identity for as long as possible. She told us about a couple where the partner of a person who became ill with dementia was blind, and was helped to remember that she could still see; 

Janet told the story of participating in 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. 

Positive experiences of services. e.g. day care, home care and respite care.

Group in Derby used to offer good support; you never had to ring because people would know if something was up. Group has now gone but its needed more than ever. What are they doing for the people now?
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.  The community – family, friends and neighbours - supports them both.  Kate from the Alzheimers Society and Michael from Manthorpe Research centre have both been very supportive.
Eddy has a ‘new toy’ which tells him when he has missed something – like an Aide Memoir.  It looks like a mobile and lets him record things on it to help his memory.


	Core values


	Our stories have been about the importance of each of us – the person with dementia and the carer - keeping our identities and trying to enjoy the things that other people expect to do, by right, like going to the pub with old friends. 

Relief at sharing the care.

Meeting with others in similar situations to ourselves. Having quality time together. 
Relationships & being accepted are key.
Familiarity, security, independence
Staying in the community

Flexible social activities
Flexible services and continuity of caring staff



	Quotes


	I want to be allowed to enjoy our hard earned cash without the fear of it being used to fund my care.
Going out on trips with the ‘hardy group’ and feeling normal, because after all that’s what ‘we are’ – it’s the illness that’s not!
Seeing people as just people”. 
Feeling accepted and included.
Some support would be nice! A buddy to offer friendship when friends and family can't be there to help me. Doing girlie things with someone I know and trust to my timetable
We’ve started doing things we would never have done before.
So far, the active lives we are leading seem to be helping to hold back the dementia symptoms.

	What we want more of
	More services at home
Freedom at home – practical support to help individuals to do things and to engage the people with dementia

Experiences that the carer can’t provide

Social activities – alone and together

Opportunities to keep up friendships

Support for family too

Continuous support of worker: familiarity, continuity and security



	Themes
	· FACS means some people don’t get social care support
· Support for person with dementia and their carers through real partnership with medical, social, 3rd sector and family support


	8.
	Carers Support and respite

	Stories of living well with dementia
	I have grandchildren who live far away. One is 16 years old and autistic. He is 6ft5 and lifts up his grandma when he sees me. He misses me. How can I spend time with them when I have to care for my husband? 
This lady wants respite but is still waiting for an answer from the panels. We are people, not machines. It’s down to finance and places being available. 
This lady subsequently asked for and found suitable respite accommodation for her husband…and when we saw her last, she had just spent 10 blissful days in Italy with her granddaughter.

My husband suffers from dementia and parkinsons and I work fulltime – so I do not have too much time to socialise.  But I have managed to meet old friends through the carers group meetings and this certainly has been a high point.  I laugh more these days.  Without help and advice from Kate from the Alzheimers Society, I would have found it difficult to cope.    
Eddy and Sandy are happy with their daily routine – with the extra care that Eddy gets, Sandy is going to Day Release College.  She has made new friends, enjoyed more activities and outings.  She thinks that Eddy’s age (53) has  contributed to the support they get.



	Core values


	Carers have needs and are being exploited
Carers feel guilty about asking for help

Acceptance

Carers shouldn’t be expected to do it all

Being believed, understood and listened to by staff



	Quotes


	When granddad dies will you come to my house again? - Sofia aged 8.
If things were different, granny could visit you soon and we don't have to wait for granddad to die.
The lives of the person with dementia and the loved one are entwined  
We are well looked after

Being able to meet up with others in the same situations helps - to share a laugh
Not all partners want or can be carers – don’t assume that I will care for my spouse.
A carer comes to get mum out of bed, then at least I know she is still alive. Then to put her to bed to sleep safely - hopefully.
Try to keep laughing otherwise you'll cry
I am a person, I have a life

Laughter helps me cope with the ‘ups’ and ‘downs’ of caring


	What we want more of
	Financial recognition for carers by government - clarity about money

Help arranging care even if SSD can’t provide it or pay for it

To live full lives without feeling guilty regarding future finances.

More bookable respite
Relief of being supported and guided through the system

Rights for carers recognised

Carers own identity

Opportunities to keep up own friendships

Carers groups and buddies

Having peace of mind that the person they are caring for is safe

Carer emergency response scheme and services

A carers sitting service 

	Themes
	· Support and respite
· Enduring relationships may not be caring ones!


	9.
	In hospital and other health services/intermediate care

	Stories of living well with dementia
	Carol took a risk, used out of the box thinking, her understanding of ‘patients as people’ and her influence on managers with access to funds, to enable her in patient nurse team to set up music therapy on the ward. They found out about people’s histories & what they had been/were passionate about, used and built on the past experience of a former musician. 

Mum died at age of 81. History of strokes - anxiety and depression.  She was in a psychiatric hospital.

negative - taken out of home environment

positive - came out of hospital

Home care package - help bathing and dressing
Mon - Fri Fortnightly day care



	Core values


	Patients are people
Building on their interests and passions for therapy

Introducing new experiences which are fun and therapeutic

Relatives & patients participated & relaxed together.

Taking a risk and doing something different

	Quotes


	

	What we want more of
	

	Themes
	


	10.
	Long term residential care

	Stories of living well with dementia
	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.

My Grandmother went into care and afterwards developed dementia. She was offensive, critical of food, cleaning and staff. One of her hates was windowsills with plant leaves on. The home gave her jobs to do. She was given a duster and put in charge of the housekeeping of the dining room and became much happier.
I knew somebody who used to work in a hotel. At night in the home she would take all the blankets out of the blanket store. The home put her in change or the blanket store, so she took on organising it.
Most homes don't allow pets, but I knew of one that had rabbits outside and Bella the Labrador that came to visit. This cheered the people in the home up.  The value of tactile contact. There should be more massages and they should have their hair done as they take pride in their appearance.
Mansfield Technology College visit and do patients hair once a month. They talk about it for ages. They also go to the garden centre or on a boat trip once a month and choirs come in. Engages them in conversation.

Rob told the story of a residential home that enabled a couple to continue enjoying their sexual relationship, enabling this core thread of continuity for both people. Doing this involved staff being fearless about challenging taboos, sensitive & courageous, and in so doing inspired others.

[image: image5.wmf]
In one home a man was taken to a pub for lunch and a drink. When asked about it, he said: "It was alright, but I'm a Tetley's man".
One group from Nottingham take boat trips down the river Trent. Play songs from 50s/60s and take requests. Everybody sings along. Music is important, from eras which people identify with.
Holiday to Madeira. Sunshine and the fresh air had a positive effect. Liked being outside and looking at flowers.

Newark seniors forum went round homes getting old recipes and talked about what used to do when cooking.
One man was taken to cinema each week. When asked what he saw, he said he didn't know, but just enjoyed going to the cinema.



	Core values


	Activities, life and social contact.
People living life to the full.

Taking risks

Person centred 



	Quotes


	We became mother and daughter again when my mum was cared for in a home
That's normal, getting reassurance and advice from professionals -  plenty of time.

Dignity – my clothes, my identity
Doing positive things doesn’t always take money – just the will to do them


	What we want more of
	Taking risks - residential home letting mum go to the shops

Memory boxes, trigger memories of happy days – ‘dolly blue’!. There is a museum that creates them.

Life stories toolkit to help write life story, so can remember and relate. Has been proved to help one persons mental score go from 12 up to 21.

Person centred planning in care homes

· Where carers know about people

· Who the family and carers are

     Financial clarity


	Themes
	· Active care for full lives – lived in ‘the moment’
· Building on people’s strengths, passions and ways of expressing themselves

· Risks are supported

· Carers and families are known and involved

· Recognising and working with individual preferences

· Staff who take time to find out, listen and explain


	11.
	Death and dying and beyond for families

	Stories of living well with dementia
	Janet told the story of her father in law being able to bring her mother in law home from hospital in the weeks before she died, enabling the family to become whole again. 
Where were you when I needed you?

Caring for his mother at home was isolating for Michael and none of his family wanted to help or even to see her at family parties.  Yet when she died the funeral service was full of people.  Michael couldn’t help wondering where they all came from and where they had been when she had needed them most.



	Core values


	Dignity
Whole family involved

Dying at home

	Quotes


	“It’s the whole family unit that’s involved.”

	What we want more of
	Choice and support for the whole family

	Themes
	Dignity and involvement


And generally….

What does living well with dementia mean to you?  


	Living a fulfilling life and achieving new goals.
Doing the things we have wanted to do.

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


	Acceptance as a person not 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.


	People value 

Day centres, reliable and consistent home care services and 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 – 

	Richard being able to stay at home for as long as possible. We live in a village that is able to support both of us with help and care.

	


What would help you in living even better?
	The reassurance that we are going to be allowed to enjoy the fruits of our labour 
and not be penalised for being prudent over the years. (care home fees).


	Nothing really - if any more care, would have ceased to be their home really.


	Better diagnosis - support for kind of life I want to live - even if people think it is 
risky

	Respite bookable - day care and night care


	Respite care in a wonderful place so the phone wouldn't ring day and night. Maybe then I could give time to my husband, children and grandchildren.

	Not having to fight for what we need.


	More support - friendship, girlie independence


	More access to more service and less 'hoops' to jump through.


	The money is there – just spent on other things – be brave and cut the crap!

	Being given more information and help at the beginning would have helped enormously.  Someone there to guide me through the mountains of questions and paperwork.

	More day care

	Carer’s sitting service will help me continue with some hobbies and evenings away from home


What have you learned about living well with dementia?

	1. Being accepted for what you are
2. Being supported



	Don't know where to go and get help

	Patience and look after yourself


	That it is MOST important that someone is there for you with support and 
understanding, guidance and care for both you and the sufferer!!

	Do you live well with dementia?


	It can be better than you first thought.


	That there are many people who are worse off than me.




	Laugh when you can
Don't get angry at constant phonecalls.
It's not my fault

	Commitment to care for as long as possible
Keeping life as normal as possible

	Laughter
Helping people



	Minefields of problem in accessing:

a) Financial support


b) Moral / Friendship support



	Take each day as it comes

	It brings ‘like minded’ people together for mutual support

	Everybody is different and each carer has different objectives and goals

	


4.  At the ‘positive core’ of Living Well with Dementia lies:

· Real experiences and stories

· People meeting people – being treated as a person not a label

· Not making assumptions about who should care for a person with dementia - Partners not automatically being the ‘carer’

· Being listened to and believed

· Being accepted and included wherever I go

· Reducing stigma by challenging the assumptions and increasing awareness 

· Quality of relationships – between people, families and services 

· Partnership – equal partners

· Having someone to talk to – e.g. after diagnosis

· 3-way relationship – all family involved including children and grandchildren

· Familiarity and continuity

· Individual identity

· Independence and risk

· Age – all people with different needs

· Early diagnosis and active follow-up – respect, information, understanding, support available, personal care planning - social and medical

· Involving carers and people at all levels and in different ways

· Social inclusion and activities – for all

· Inspired by others courage – by seeing them being determined and assertive 
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