Quality of Life for People with Dementia living in a Care Home

Newsletter Issue 2:  April 2010
These monthly newsletters aim to share ideas on how care home providers, managers and staff are working to improve services for people with a dementia and their families.
	Quality of life in the East End of London

What does quality of life mean for residents who live with dementia in a care home?

Kate Moffatt, who was the Alzheimer’s Society Development Officer for People with Dementia, spent an afternoon in Silk Court Care Home, Bethnal Green.  

Connections with life, links to your own history and culture, familiarity with surroundings and people:  Most of the people living in Silk Court were born and bred in London’s East End. Their common background, history and culture form a basis for sharing reminiscences and discussions about how the local area has changed. One lady worked in her father’s café, serving meals to the market stall workers, and a man had sold clothes on a market stall in Whitechapel. The discussions and reminiscing are skilfully facilitated by Elizabeth (Liz) O’Connor, Activity Co-ordinator at Silk Court for nine years, who is from the local area and knows the residents well. 

Good relationships, people who know and understand you as an individual and can help the expression of your views, wishes and hopes:  The people living in the home clearly recognize Liz, have a good relationship with her and respond positively to her interactions with them.  They turn to her for help in understanding what is being said to them and for support in corroborating the responses they are giving.

Connections with your family and friends: Most residents have family and friends living locally and see them regularly. One spoke in detail about her parents visiting her and other residents were being visited by their families. 

Recognition of your feelings and experiences:  Several residents explained that something was wrong. One tapped her head and said ‘I’ve gone doolally … I can’t remember anything’.  Another said she is worried what others would think of her because of the way she is. Despite reassurance from staff, the changes these people are experiencing clearly upset them.

Recognition of your choices and priorities: Residents were doing different things – talking, reading the paper or sleeping. Some did not want to take part in activities including one lady sitting with her daughter who said ‘I’m never settled dear’. Her daughter explained that she had always enjoyed visitors to her own home but never wanted to visit others. 

Help which is appropriate and timely, which respects your dignity and individual needs:  When wanting to move around or go to the toilet, some residents needed help to know where to go or help to get there with a steady arm or a walking aid. When appropriate assistance was offered in a timely and sensitive manner, the person was able to do what they wanted or needed to do with minimal distress.

Enjoyment and fun:  Music and singing are much enjoyed by many of the residents, including impromptu renditions of Cockney singalongs, mostly word-perfect. Some residents particularly like to dance and are keen to demonstrate this. Many enjoy films featuring their favourite actors such as Clark Gable. Johnny Depp is the favourite of one lady and her room is full with photographs and books about him. She enjoyed his latest film Alice in Wonderland. ‘He was there but I didn’t see him’, she said. Liz O’Connor is writing to Johnny Depp’s fan club to ask if he could send a signed photograph. The home is also fund-raising to purchase a 50 inch screen for a cinema room. Perhaps Johnny Depp will come to open this? As Liz O’Connor says ‘he’s welcome to pop in anytime for a cuppa’.

Sincere thanks to the residents and staff of Silk Court, Liz O’Connor and Kate Moffatt.



	Can you put my bricks straight?: One organisation’s approach to promoting quality of life

A group of ladies and gentlemen sit around a table peeling potatoes and chatting – normal lifestyle choice and normal activity – that’s part of quality of life, according to Victoria Metcalfe, Dementia Specialist Manager at Anchor Trust.  ‘Some of the potatoes disappear because they are peeled to nothing, but so what?’. 

Life story work is fundamental in the Anchor approach, with an emphasis on present and future. Residents and staff have been innovative in creating life stories and they take many different forms, for example one lady has a suitcase filled with her favourite magazines, pictures and colours.

Training is a foundation to supporting staff and, over the years, a suite of training materials has been developed.  Training is bespoke, focusing on the needs of individual services and staff.  All sessions take place in the homes and if the people who live there want to join in, so be it. Dementia care mapping is used to identify gaps in staff knowledge and evaluate training and Anchor has developed a mini map tool. 

All the staff undertake basic awareness training, including the Business Manager and Chief Executive, and debriefing/problem solving discussions are held in the homes. ‘Someone always has an answer’ says Victoria Metcalfe ‘and sometimes it’s the simplest of things’. She explains how a gentleman, who had been settled in the home, started to become upset every week. At one debriefing session a housekeeper said ‘I know what it is – that’s the day we change the sheets’. While the sheets were changed the man’s bed had a different colour cover.  His bed had yellow sheets, as had the bed he shared with his wife. Although some years since her death, yellow was his favourite and he recognised his bed by the yellow sheets.

Quality of life for residents’ families and friends is supported through education sessions on all aspects of dementia including ‘taking care of yourself’. Relatives have said: ‘I don’t feel alone any more’; ‘I wish I’d known this ten years ago’; ‘my mum was diagnosed five years with dementia and I never knew what it was until today’. People share contact numbers and have set up their own networks outside the care homes.

Quality of life is achieved by staff, families and residents working together. One gentleman was distressed at being unable to attend his grandson’s wedding in Scotland but, a week later, a re-run was arranged in the care home. The vicar conducted the service again, everyone in the home was involved, made wedding outfits, food and table decorations, and, despite his frailty and cognitive disability, the gentleman was able to be at his grandson’s wedding. A lady who, before the wedding, had spent most of her time in her room, now comes out each day to see the photographs on the wall and talks about the friends she made at the wedding.

‘It’s wonderful to see people engaged and happy and staff equipped and confident because they are knowledgeable’ says Victoria Metcalfe ‘but the real shift in people’s attitudes is through leadership’. Every Anchor service has a dementia specialist who can be called at any time, who works alongside individual staff and supports best practice.

Victoria Metcalfe has worked with people with dementia for 25 years and vividly remembers a lady she met early in her career who, pointing to her own brain, said: ‘are you here to put my bricks straight?’.  ‘And I’ve never forgotten that’, she said. ‘We have lots to do and lots to change and we are doing it and it is happening. I accept that I can’t change the world tomorrow but people can make a difference, and small things can have a huge impact.  Dementia care isn’t about them – its about us … maybe … possibly’.
Victoria A. Metcalfe is Dementia Specialist and Lifestyle Manager, Anchor.

Email: Victoria.Metcalfe@anchor.org.uk.  Web: www.anchor.org.uk 



	Quality of life: the My Home Life vision
Good dementia care is all about providing a good environment (physically and socially) to support positive relationships between residents, relatives and staff. The My Home Life vision is relationship-centred and highlights six key messages for staff and managers that integrate health and social care.

Staff:

The first three (personalisation) are derived from the evidence based literature on social cared and will help to make care more dignified

· Maintaining identity (See who I am)

· Sharing decision-making (Include me)

· Creating community (Connect with me)

The second three (navigation) are derived from the evidence based literature on health care and will help residents through their journey of care

· Managing transitions

· Improving health and healthcare

· Supporting good end-of-life

Managers:

The last two (transformation) are derived from the evidence based literature on management and will help managers to support their staff put the other themes into practice
· Keeping workforce fit for purpose

· Promoting a positive culture

Interestingly the first three themes have been identified as being important to older people in acute care settings who talk about See who I am, Include me and Connect with me, (recent literature review of best practice in acute care settings).  This suggests the importance of these themes across settings.

The MHL website contains numerous resources (literature review, report, briefing papers, posters, bulletins and DVD) to help staff put the MHL vision into practice.  All of these have been developed with the care home sector and focus on celebrating and sharing what works well. The MHL DVD was filmed in care homes about real life success stories, told from the perspective of residents, relatives and staff, in relation to each of the eight MHL themes.  The first story (Maintaining Identity) relates to an older man with dementia who was seen as having problematic behaviour (chipping at paintwork with utensils).  Once the staff got to know him better, they realised he had been a decorator. They gave him a dry paint brush and he no longer damaged furniture. He later became involved in decorating the home.

At present the MHL team are working on two more DVDs for care homes which focus on dementia (one, with the Let’s Respect team, about Dementia, Depression and Delirium and the other, with for Dementia, is for people who do not have a dementia but live with someone who does).

Julienne Meyer is Executive Director: My Home Life Programme and Professor of Nursing: Care for Older People, City University London.  Web: http://www.myhomelife.org.uk/



	Resources and links

Alzheimer’s Society is a membership organisation working to improve the quality of life of people affected by dementia in England, Wales and Northern Ireland. http://www.alzheimers.org.uk/
for dementia is a national charity, committed to improving the quality of life for all people affected by dementia.  http://www.fordementia.org.uk/



The May issue of this newsletter will look at quality of care in care homes.
These newsletters are compiled by Hazel Heath, Independent Nurse Consultant: Older People
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