Handouts relating to issues raised by the film
Ex Memoria
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Wartime Poland, the Jewish Ghettoes and the Holocaust

Poland was invaded by Germany on September 1st 1939 without any prior warning. This marked the beginning of World War 2. The Nazi army was far superior and quickly overwhelmed the Poles. The country was divided up between the Soviets in the East – who were Hitler’s allies until June 1941 – and the Nazis in the West. 

The Polish non-Jewish population were treated as slaves by the colonisers. They suffered greatly under Hitler with approximately three million dying through forced labour, executions, ill-health, starvation, revenge on resistance fighters, and so on. However, it was the Jewish population that was to be specifically targeted for harsh treatment. The first step was to herd the Jews into Ghettoes, special sections of cities which they were not allowed to leave. Ghetto life was brutal – thousands of people forced into a tiny area, around 15 to a room, with almost no food, no sanitation and little communication with the outside. Hundreds of thousands died there. The brutality of these conditions, both physical and psychological, is hard to express. 
Some managed to escape the ghettoes by hiding in cellars, attics, and farms, by pretending not to be Jews, or by joining the Soviet forces or Partisan militias. Some Poles helped the Jews. Others did just the opposite and sent them to their deaths. All sides were battling for survival in one way or another. Many families and friends were split up from each other in the attempt to survive, so that people were constantly trying to find out what had happened to their loved ones. 

It is hard to imagine worse than this, but worse did come in 1942 when the Nazis put into practice the ‘final solution’ – the systematic extermination of the Jewish race. Jews who had survived the ghettoes were deported by train to ‘concentration camps’ like Auschwitz, Treblinka, Belsec, Chelmno, and Dachau, whose main purpose was mass murder with maximum efficiency. For example 300,000 Jews were sent from the Warsaw ghetto to the Treblinka death camp in a space of only 52 days. At such places, their possessions were taken, they were gassed to death, and their bodies were burned in specially built ovens. About three million Polish Jews were murdered in this way.

The Nazi genocide has become known as the Holocaust or the Shoah and it is estimated that across Europe some 6 million Jews were systematically killed, along with many Gypsies, homosexuals and other enemies of Nazism. Each of the survivors carries a unique story of loss and dehumanisation. These are also stories of the indominability of the human will and the luck which made each instance of survival into a small miracle. 
One family’s story: the Rosenbergs 
Poland 1939

The Rosenbergs worked in the clothing industry in Lodz, a Polish industrial city where a third of the 600,000 population was Jewish. They were an urban, middle-class Polish Jewish family. When Germany invaded, Aaron and his wife Sarah were in their 40s, with two children in their 20s. Their daughter Rosa was married to Isak who had joined the family business, and the young couple had a two-year-old son. Their son Antek was unmarried. 

Shortly after the Poles surrendered to the Nazi invaders, the Rosenberg’s, along with all other Jews, were stripped of their possessions and businesses. The Rosenberg’s didn’t put up much of a fuss, since they had seen some of their friends being shot dead for resisting. They were made to wear yellow stars on their clothing. No-one knew what was going to happen. Aaron thought it best to play along with the Nazis, Antek was not so sure. When Nazis started to round up all the Jews into a Ghetto area, Antek pushed his sister Rosa, her son and himself through a hole in a fence – a lucky escape. But their parents didn’t have time to follow. They could hear others being shot for trying to escape. 
Their parents were forced into the Ghetto. Anyone attempting to escape the walls and fences built around it was shot on sight. Some Jews joined the Judenrat, a kind of Nazi-sanctioned government and police force to keep the other Jews in line. Aaron found these collaborators disgusting. But there were other more pressing problems – survival. Food was scarce and sanitation terrible with 10 or 15 people sharing a room in the freezing winter. Communication with the outside was impossible. Aaron and Sarah were forced to trade the family jewellery they had managed to smuggle into the Ghetto for food.

Meanwhile Isak, Rosa’s young husband had managed to avoid the round-ups altogether, and fell in with a group of Polish and Jewish resistance fighters in the surrounding countryside. He terribly worried about his wife and child, and it was very difficult to get any information. Thinking that they had fled east and hoping to find them, he went east with some other refugees, avoiding major towns and travelling often by foot, trying to reach the areas of Poland invaded by the Soviet Union.

In fact, Rosa and her young child had gone to Warsaw with her brother Antek. Their education and blonde, slavic looks served them well – unlike most Jews, they could pass for non-Jewish Poles. Rosa and her child managed to rent a small room in the suburbs of Warsaw. People asked many questions – where was her husband if she had a small child? – was she definitely not a Jew?  - what was she doing here?  And of course she didn’t have the necessary papers, if anyone had asked. But her charm, youthful looks and good manners just about got her through, though finding money and food to feed her child was tough. She had to ask a lot of favours from both good and bad people. She missed her husband desperately. And there was always the risk that her son, now 4, might say the wrong thing and give the game away.

Isak found no trace of his wife and child in the eastern Soviet parts. He fell in with Russian partisans in eastern Poland fighting against Nazi-friendly Poles but after a few months he deserted the group - a major risk - and headed for Warsaw to look for his family. With his Jewish looks, Warsaw was perhaps even more dangerous than the war-torn forests he had just left. He used connections to find refuge in a cellar but before long the cellar was raided on a tip-off. He and the other Jews hiding there were taken to the Police outpost. Waiting to be interrogated by the Polish police, convinced of imminent death, Isak was astonished the next day to see his brother-in-law Antek marching into his cell. Antek was pretending to be a German officer, and was dressed as one!  The Polish police immediately handed over Isak “for special questioning” under Antek’s instruction!  Isak couldn’t believe his luck – or Antek’s courage. Isak was secretly re-united with his wife Rosa and their child. Antek used his connections to find him another place to hide. Rosa could only visit Isak once a week or so, bringing whatever food she could obtain. Antek was taking huge risks to outwit the Germans and rescue people, and Rosa worried that her headstrong brother would get himself killed.

Rosa and Isak and their child somehow managed to escape detection for the rest of the war, and survived to emigrate to the US in 1946, but Antek disappeared on one of his daring rescue missions and Rosa never saw him again. For the rest of her life she always hoped she would somehow find word of him. The truth that she never learned was that Antek was caught by the Gestapo, who tortured him for information and then executed him with a bullet to the head.
It was not until after the war that Rosa knew for certain what had happened to her parents. Sarah did not survive the appalling conditions in the Lodz Ghetto. She became ill and died during a famine which claimed some 18,000 lives. After her death, Aaron traded his last valuables to take part in an escape attempt… certain people were to be smuggled out of the ghetto…but the escape attempt failed and worse was to come. Mass deportations began 1941. Thousands of Jews were rounded up from the Ghetto and sent no-one knew where or to what fate. Gradually it became clear that no-one, child or adult, would return from these deportations. In 1942 Aaron was rounded up and sent to Chelmno death camp to be killed in the gas chambers. 
The story of the Rosenbergs is based on several factual accounts. There are literally millions of stories like these from wartime Poland. You can find out more by watching films like The Pianist, or Europa Europa. 
http://www.thepianist-themovie.com/
http://www.imdb.com/title/tt0099776/
There are many books on the subject. In Ex Memoria,  Eva’s story is loosely based on Lisa Appignanesi’s award-winning memoir of her family’s ordeal in Poland, LOSING THE DEAD, published by Vintage in the UK and by MacArthur and Co in Canada and the US. 

http://www.amazon.co.uk/exec/obidos/ASIN/0099273470/qid=1143041044/sr=8-1/ref=sr_8_xs_ap_i1_xgl/026-7809320-1746001
Reading and interpreting film: some basic techniques

This handout has been prepared to help you in your work on the film Ex Memoria.  It introduces some basic ways of thinking about film ‘as film’ that can help to enhance your understanding of the story that is being told.  ‘Reading’ film (Monaco, 2000) using these techniques can help to develop the skills of observation and interpretation that are so important in good dementia care, so we hope that it will have practical benefits too.

Film is a particularly good way of developing our ability to notice and interpret because, unlike life, we can replay the same scene over again, and we can return to things that might have puzzled us or been difficult to understand the first time round.  Film also employs a range of techniques for directing our attention to particular details or incidents. In addition to the obvious components of characters, dialogue and story, film employs a variety of other techniques (sometimes described as mise-en-scene) including sound, lighting, camera work, set, costume and make-up.  

When you watch Ex Memoria look out for the way these techniques have been used, and think about how they help you to notice more about Eva and about other residents in the care home.

1)  Sound 

During the first scene in the wood, we understand most of what happens through voices and sound effects that are off-screen.  

· how did you draw on your knowledge of history and/or of other films in order to construct a story about what was happening during this scene?

· what do you notice about the sound of Eva’s breathing during the film?  How does that help you to understand what she might be experiencing? 

· if you listen to the film with the volume high you’ll be more aware of the jumble of sounds that Eva hears, particularly while she’s being wheeled along the corridor.  How do you think she might experience or interpret this?

2)  Lighting

Lighting effects can alter the mood of a film or of different scenes within it

· what did you notice about the use of natural and artificial light in the film – particularly on the corridor, and in the final scene where Eva seems to experience a rare moment of pleasure?  

· how does this link with the first scene in the film?

3)  Camera work 

The camera stays on Eva throughout almost the entire film and the shots are much longer than would usually be the case in a feature film or TV drama. (You can check this out when watching TV, by noting how often the camera angle changes). 

· what effect does this have?  

· what does it tell you about how the world looks to someone who is in a wheelchair, or spends most of their day sitting down? 

4)  Set

You probably realised quite quickly that the second scene was set in the lounge of a residential home.  But what clues did you draw on (perhaps without realising it) in order to work this out?  

· what can you tell from the furniture, colour scheme, equipment etc?  

· what objects do you notice in the background?  

· what do you think may have been significant for Eva – particularly given what we know about her past – about the mechanical implements (lift, hoist etc) that are shown in the film?

5)  Costume and make-up

Eva’s clothing and hair style in the first scene will probably have helped you to work out when it was set 

· what similarities and differences did you notice between young Eva and Eva as we see her in the present?

· what do you notice about the clothing worn by people in the film?  

· what differences are there between the residents, the staff and the manager?  

· does this suggest anything about relationships between them?

· do the characters in the film look authentic as people with dementia?  How do you think this has been achieved?

6)  Symbolism 
Film-makers often use symbolism to imply meanings that are hidden, or partly so.  This might involve: specific objects; use of colour; repeated, parallel or intercut images; placing characters or objects in proximity to each other; drawing on images used in other films, and so on.  What do you think might be symbolic in about the following

· Eva’s lipstick?

· Grace crossing the lounge to pick up some rubbish when she first enters (and what this is)?

· parts of Jake’s telephone conversation echoing lines spoken earlier by another character (and who this was)?

· Robert’s ‘robotic’ language and reference to ‘malfunction’?

· the repeated image of birds in the film?

· the flowers placed in the vase by Becky (and the actor who plays her)?

· Boris’s repeated piano note and the piano music at the end of the film?

Is there anything else you can see in the film that might be viewed as symbolic?

7)  Direction

As you watch Ex Memoria you are probably aware that you are being told a particular story.  Although this is done indirectly (we don’t see anything on screen about Eva’s life in the 60 years or so between Scenes 1 and 2) it seems that Eva’s past experience is being presented to us as very significant in terms of the film’s overall meaning.

Whilst the film-maker inevitably has particular intentions about the way the film will be interpreted (or ‘read’), this doesn’t mean that other interpretations are excluded.  One of the things that makes film studies so interesting is the room for speculation about what the director’s intentions were, and indeed about whether a film may sometimes reveal more than the film-maker intended. 

Some scenes in Ex Memoria include ambiguity, which may be deliberate or not on the part of the film-maker, eg

· is Eva waiting for someone in the wood in the first scene?

· what is it that brings about the apparent transformation in Eva’s well-being in the final scene?

As in real life, when interpreting Eva’s experience we need to avoid jumping to conclusions too quickly, and to reflect on whether there could be other interpretations from the ones that immediately stand out.  Eva’s war time experience is now being relived in the context of the present day care home, so it’s important to think about how these memories may be triggered or exacerbated by both her cognitive difficulties and the quality of care she is receiving.

Having said this, it is also necessary to put some time into teasing out what is in the film, and to unravelling the various clues that are provided, in order to avoid misinterpretation.  How do we learn in the film, for example

· whether Adek was still alive at the end of the first scene?

· what the relationship between Eva and Adek is?

· whether Eva was ever in the Warsaw ghetto?

The answer to questions such as these may not be apparent on first viewing the film, but paying close attention to the details of dialogue and soundtrack will help you to find evidence which at least supports a ‘best guess’.

8)  Further study

You might want to think about how the techniques mentioned above are used in other films, TV dramas or documentaries related to older people or people with dementia.

Recommended reading
Monaco J (2000) How to read a film: movies, media, multimedia. New York: Oxford University Press.
Hayward S (2000)  Cinema studies: the key concepts.  London:  Routledge.
Helsby W, ed (2005)  Understanding representation.  London: British Film Institute.
Lacey N (2005)  Introduction to film.  Basingstoke: Palgrave.

What is it like to have dementia?

How often do you stop and really think what it would feel like to be one of the people with dementia you know? Can you imagine what it feels like?

There was a time when it was thought that, after a certain point, people with dementia were “too far gone” to notice or care what others said or did. We now know that this is not true. People with dementia may sometimes appear vacant and unresponsive, but they are usually aware of a great deal more than we think.  Obviously, how it feels to have dementia depends on how each person is affected and what she or he is like as a person (e.g. some people are more alarmed by being forgetful and confused than others). Perhaps not so obvious, is that how other people treat a person who has dementia also makes a huge difference.  Each person is different, but everybody is affected in some way by their relationships with others. We need to imagine how life feels for each individual to know how we are making things better or worse for them. 

If we make time to listen, many people with dementia can speak for themselves and tell us a great deal, but we also have to rely upon observation, empathy and creative imagination to understand what they are going through. In the example, a nurse who cares for Gwen Conway has thought carefully about the things she has heard her say and seen her do, and put this together with what she knows about her life history to make this attempt to ‘get inside her skull.’

How it might feel to be Gwen 
I open my eyes and nothing is familiar.  Someone who looks like a nurse comes into the room, she obviously knows me because she calls me by name, but I don’t know her, never seen her before in my life.  She wants me to get up and go “down” for breakfast – heaven knows where “down” is, but I suppose I had better do what she says.  I’m gasping for a cuppa, but can’t quite seem to get the words out to tell her.  She finds a dressing gown and helps me put it on, and off we go.  

I don’t know this house at all, never been here in my life.  What am I doing here?

I want to go back to the other room where I feel safer, but we have arrived at “down”, and I sit with loads of strangers in a dining room.  Some of the people look very poorly and are being fed by nurses, but some of them are very noisy.  I try to help someone feed (I used to be a nurse you know), but am told not to, so I just sit down and drink my tea.

I still don’t know where I am.

Maybe my house has been bombed and this is some sort of group shelter, but it looks more like a hotel, very posh.

I wish I could go home.

It’s still very noisy in here, there is a man shouting and swearing.  No one seems to be worried by him and the nurses just ask him to be quieter.

He frightens me.

I know, I will get my coat and hat on a look for a bus stop.  Maybe the nurse will tell me where my coat is……….she doesn’t answer me, I wonder why.  I think I have a bedroom here, I will ask someone else if they know where it is……….she just said to wait a minute. I think I will just go out of the front door and I am bound to find a bus stop.  Now, why is she stopping me going?  How dare she?  I will go out if I want, just as soon as I have found my coat.

I still don’t know where I am.

I wish I could go home. I am so very frightened. 

The experiences of Gwen Conway were observed and interpreted by Christine Morss, nurse manager in a specialist nursing home.
If someone like Gwen is left alone feeling like this, she may find a way to calm down, but it is more likely that she will remain feeling anxious and unhappy. What she needs is reassurance from someone who is warm and friendly.  It is seldom helpful to launch into long explanations, or to remind someone like Gwen that she doesn’t have her old home any more. Taking a little time to acknowledge her feelings, helping her to find somewhere to sit and finding something for her to do is the kind of care she needs.
Life history and dementia care

It’s very useful to know something about the life history of clients with dementia.  Life history influences the way that dementia is expressed in each person. For many of us finding out about life histories is interesting, and knowing about a person’s past can help us to warm to them as a person and to understand them better. When language or memory deteriorate, our knowledge of their stories can be particularly valuable. We can ‘hold’ their stories for them.  Many people find hearing their own stories comforting, and keeping their stories alive is a way to help them hold on to a sense of self as dementia becomes more severe.

Knowledge of life history can be used in many ways to support positive relationships in care settings. For example it can be used to:

· help people feel at home and among friends who know them

· find common ground and connections with others

· provide comfort when people are distressed

· know how to deliver personal care so they can accept it

· understand fears and foibles

· de-code the messages in behaviour

· support conversation

· give ideas for appropriate activities.

	Using life history in dementia care - examples

	Understanding what people say

It’s important to be aware that people with dementia often communicate indirectly – e.g. using metaphors, proverbs, stories – things that are important to them. Life history can help us to find the meaning. 

Phoebe was wheelchair-bound, but often said ‘ I can stand on my own legs, you know’. At first staff tended to take this literally, and tell her that she mustn’t try to stand up. When they discovered that she had been the first lady mayor of her town, they realised that Phoebe was probably expressing metaphorically her sense of herself as someone who had always liked to be in control and ‘to stand on her own two feet.’



	Understanding what people do

People with dementia may ‘act out’ feelings or needs in non-verbal ways, particularly 

where speech is limited. Such actions are often thought of as ‘problem behaviours’, 

but can perhaps be better understood as ‘non-verbal metaphor’. Life history material 

can help us understand the messages in behaviour.

Doris spent a lot of time in the residential home collecting towels, bedding and clothing. 

This ‘pilfering’ was awkward for staff, as Doris picked up things belonging to other 

people. When they found out that that Doris had worked as a seamstress, and had 

made all her children’s clothes, they understood what she was doing and could see a way to solve the problem. The family still had some of the dresses she had made. These were put into a box with a number of lengths of material in various designs and textures.  Staff encouraged Doris to handle and fold the materials, and in this way the ‘problem behaviour’ was transformed into a pleasurable activity.



	Understanding difference

Class, gender, religion, ethnicity, sexual orientation etc. are important dimensions in 

each person’s life history, and are often clues to understanding their needs.  It’s easy 

for people to feel excluded because they are different or in a minority

There were only two men attending Greenways day centre. The activities on offer were mainly geared to the interests of female clients. George spent much of his time sitting 

alone, looking cross, until a new worker took time to ask him how he felt about the 

centre. He expressed contempt for what he described as ‘this women’s stuff’, and his 

wife confirmed that he was a ‘man’s man’. He’d worked in the oil industry and enjoyed 

DIY when at home. He became much happier when the caretaker agreed to involve 

him in routine maintenance work.  He loved to offer advice and help to carry things.  



	Finding common ground

You may work with people from very diverse backgrounds, who seem to have little in common. For example:

Bessie – Jamaican, single parent, 4 children, worked in factories, spiritualist

Henry – retired Naval Officer, straight-laced, 2 sons always in suits

Aileen – Irish, 7 children, worked as hospital cleaner, strong Catholic

Bill – former haulage contractor, ‘bit of a lad’, no children

These four residents in a care home were very different and generally avoided each other. However, in a reminiscence session they found common ground when it emerged that they all had memories of journeys by sea. Bessie had vivid memories of coming to England on a ship as a child. Henry had travelled the world in naval vessels. Aileen crossed the Irish sea by boat every year to visit relatives in Galway. Bill worked on the channel ferries as a lad. All four enjoyed stories of rough seas, fog, cheeky seagulls, and remembering sights, sounds, smells and songs associated with the sea and ships.



Recommended reading

Murphy C J (1994) It started with a seashell: life story work and people with dementia  Stirling: Dementia Services Development Centre

Past and present

It is often said that people with dementia are ‘living in the past’. How can we explain this? We now know that like the rest of us, people with dementia do their best to make sense of what is happening around them. A problem for them is that dementia affects memory and the ability to process information. Access to their memories of past experience is unreliable and this means that they don’t always have what they need to interpret incoming sensory information, with the result that they sometimes misperceive their surroundings. Another problem is that new information can be lost before it is stored in the memory, with the result that many recent events are forgotten.

Because memories laid down long ago are easier for people with dementia to retrieve than more recent memories, the present may be seen through a lens of experiences from the distant past. They are not really living in the past – they are making best use of the memories available to them to make sense of the present. The re-surfacing of memories from the past from the past may appear random, but this is not necessarily so. When we look more carefully at what people with dementia say and do, we often find that there is more sense in it than first impressions might suggest.

	The past in the present

	Memories that mirror how the present feels

It is often the case that the memories which resurface mirror the ‘feel’ of the present in some way.

When a Polish-speaking visitor asked Jan Kowalka how he was getting on in his nursing home he said ‘I don’t like this camp.’ The visitor found out that Jan had been in several internment camps during the war, and they were not very pleasant, but at least the other inmates spoke Polish. For Jan, being in a nursing home had a similar feel to being locked up in an internment camp, and he was making sense of his present circumstances in the light of his experiences in the camps.



	Traumatic experiences

Memories of traumatic experiences are deep-rooted and can re-surface at unexpected moments. In Bill’s case the stress of being admitted to hospital and being in a strange place probably made it more likely that he would misinterpret what he was seeing around him - with the result that his terrifying childhood memory was triggered.
When Bill Bates went into hospital for treatment he seemed to understand why he was there, and was generally co-operative except when getting up in the mornings. From the moment that staff helped him to sit up in bed, he became very aggressive, and lashed out at anyone who came near him. A nurse specialising in dementia tracked this behaviour down to the shiny blue lino floor. In the mornings, this floor caught and reflected the light from the window, making it look like water. As a small child Bill had been thrown into a swimming pool and nearly drowned. When he sat up and saw the lino floor, it looked to him just like the surface of a pool, and he was determined to prevent the nurses from throwing him into the water. When Bill was moved to a room with a dull brown floor, his aggressive behaviour ceased.



	The past can deliver what the present can’t

People of all ages use the strategy of giving themselves in fantasy what they can’t have in reality to cheer themselves up. The normal losses of old age combined with dementia can mean that people feel that their quality of life is much lower than it was in the past. One way of coping with this – and with a lack of stimulation and occupation – is to re-live the past in their imagination. 

Someone who didn’t know Nellie Whitehouse might think that she spent a great deal of time ‘talking to herself’, but those who knew her realised that she was chatting to her lifelong best friend, Eileen. Eileen had been dead for 10 years. We now know that many people cope with bereavement by keeping up imaginary relationships -  known as  ‘continuing bonds’ – with the people who have died. This was probably true of Nellie, but it was also the case that her speech had deteriorated, and no-one conversed with her for very long. Her imaginary conversations with Eileen gave her what she had enjoyed for most of her life – long chats with someone she loved.




How we can make matters worse
Mental and physical decline is unpleasant in itself, but it is when other people begin to treat a person differently that it is really undermining. Anyone who has lost the ability to manage their lives independently, and relies on others to help them perform simple routine tasks, is likely to feel less of a person as a result. Anyone who is reminded that their memory is unreliable, that they can no longer manage simple every day tasks or that they are lost in familiar surroundings, will feel fragile and unconfident. This means that while giving people the help they clearly need, we can actually make them feel worse. We all know how put-downs from others can shake our confidence and make us feel bad. This is true to an even greater extent for people who are feeling vulnerable due to having dementia. They can easily be undermined when what they need is extra support and reassurance. Many of the things we do without thinking can make someone with dementia feel put down and less of a person.

It may be uncomfortable to see ourselves as part of the problem, especially if we are working hard as caregivers. It is not helpful to think of ourselves, or other caregivers, as ‘bad’. We must remember that many of the things we do that undermine people with dementia are not done maliciously. More often we mean well, but don’t pause to think what it would be like to be on the receiving end of the help we give. If we can understand how we sometimes ‘take away’ from a person, we can also understand more clearly how we can ‘give back’. 

	Examples of ways we can make matters worse 

	Using tricks, lies or deception (e.g. promising things you don’t intend to deliver)

Elsie is distressed when her daughter visits her in hospital. Her daughter says “Don’t worry mum, you’ll be going home tomorrow” although there is no firm plan for her to go home.



	Disempowering (doing things for a person which they can do for themselves, however clumsily and slowly)

Peter is struggling to put his coat on. The care worker gets impatient, hurriedly pushes his arms into the sleeves, buttons up the coat and guides Peter towards the door.



	Talking as you might talk to a child (children don’t like it either!)

Dorothy has had an accident because no-one was in the room when she needed to go to the toilet. A care worker finds that she's wet and says "Dorothy, you’re a naughty girl. We’ll have to put you into nappies.”



	Labelling (labels set people apart from others)
The home manager pats Lily affectionately on the arm and says to the visitor she is showing round the home: “This is Lily. We can’t do much for her now, she’s at a very advanced stage.”



	Making threats   (can cause anxiety or fear)

Martin is becoming a very messy eater, and this distresses his wife who says “If you don’t try harder, I shall have to put you away.”



	Emphasising disabilities  (you can be assertive without being tactless)

Hilda starts to clear the cups. A worker says “Leave the cups. You'll make a terrible mess, like you did last time.”



	Outpacing  (means going too fast for a person to keep up with)

As she swiftly moves across the room a care worker says “Do you want to come into the lounge to see Match of the Day…you like to watch the football don’t you?.. or do you want to stay here, or shall I take you to the toilet, or what?” Thomas looks completely bewildered and the carer mutters “Might as well talk to the wall” before saying "I'll take you to the toilet then."



	Rejecting the person  (when someone does something unacceptable, you can reject the action without rejecting the person)

Eddie tried to stroke the legs of a young female care worker. She said furiously “You are a disgusting old man. I’m not helping you again.”



	Dismissing feelings  (perhaps because it feels too uncomfortable, or inconvenient, to take them seriously)

Fred looks very angry. He hammers his fist down on the table. A care worker glances at him disapprovingly, but says nothing. Then he puts his head in his hands and looks sad. As the worker moves away from him she says to a colleague “Fred's having one of his sulks.” 



	Ignoring the person (carrying on as if the person was not there)

Two care workers are discussing plans for a night out, while helping Joe walk across the room. Joe keeps trying to say something, but they take not notice of him at all, until they reach a chair and give him instructions to sit down.



Things like this are happening all the time for many different reasons.  It is seldom because people are deliberately unkind. Typically, it comes about because people feel overloaded, are trying to stay in control, or don't pause to think what it would feel like to be the person they look after.  We can learn to avoid these put-downs and to tune into the social and emotional needs of people with dementia.  Most people find that that they feel more in control and find more satisfaction in caring when they manage to reach out to the people behind the dementia and respond to their enduring need to be loved, respected and understood.

Based on Kitwood T & Bredin K (1992) Person to person: a guide to the care of those with failing mental powers Loughton: Gale Centre Publications

How we can make things better
People with dementia are constantly confronted with things they can’t remember and can’t do, and this is very undermining to their confidence and well-being. To make matters worse, there’s a tendency for the people around them to act (unintentionally) in ways that undermine them further. Feeling socially useless or excluded is very common, but it’s not inevitable. Much can be done to help people feel better about life, even though they have dementia, and it’s often little things that make a difference. 

The first step is to become aware of the different types of put-down (or personal detraction) that so easily creep into our day to day dealings with people who have dementia, and to make sure that we avoid them (see How people make matters worse). The next thing is to find out about ‘up-lifts’ that help people with dementia hold on to the basic essentials (for all of us) that underpin well-being.  The essentials for well-being include: 

· having a sense of control 

· have a sense of who we are

· feeling reasonably safe and secure

· being able to communicate with others 

· feeling socially included 

· finding meaningful things to do

· being taken seriously if we feel frustrated, angry, sad, anxious or despairing when faced with very difficult circumstances  

Put-downs and up-lifts are about the way we do things, as much as what we do, so this is not necessarily about extra work.
	Examples of ways we can make things better

	Having conversations
As dementia progresses, conversations tend to become brief. Whether they have ‘proper’ speech or not, people with dementia enjoy and need conversation as much as the rest of us. It’s good to talk even if you can’t - as we know if we’ve spent time with young babies. Having conversations helps people to feel socially included.



	Finding ways to communicate

Imagine how it feels to be unable to tell someone that you are cold, in pain or need the toilet. It takes a bit of thought and ingenuity to find ways to communicate with people who have dementia, but it certainly makes a big difference when we do. Having ways to communicate helps people to feel confident and maintain a sense of control.



	Giving choices

No-one wants to drink tea when they prefer coffee, go to bed before they are tired, or listen 

to music they don’t like. People with dementia are just the same as the rest of us, though they may find it harder to express a preference. But it is possible, and when we take trouble to give people choices we are helping them to hold on to a sense of control.



	 Holding important details

We all know how it feels to forget a name or a word, but what if you couldn’t remember the names of your children, or what your house looked like? By recording or remembering important details, we can help people retain a sense of self when memory fades - by reminding them of the things that matter to them. 



	Making opportunities for people to use their remaining skills and abilities

It’s often quicker and more efficient to do things for people with dementia, but it may help them more if we give them the little bits of help that enable them to make use of their remaining skills and abilities. Having something to do is terribly important, and creating opportunities to do the things people enjoy most is particularly good for quality of life!



	Respecting their reality

For people with dementia, memories of the past sometimes seem more real and immediate than what is happening in the here and now. We can help by being sensitive to their entirely genuine feelings, even if we disagree with them about ‘facts’. Floods of tears about a mother who died 40 years ago may seem silly to us, but the feelings of loss are real and make sense in other ways, for example there is reason to be sad about the losses that follow from having dementia. When their feelings are taken seriously, people are more likely to feel respected and socially included.

 

	Helping with occupation and stimulation

People with dementia find it hard to initiate and keep going with activities on their own, but they often feel bored and depressed with nothing to do. We can help by providing a rich and stimulating environment, with plenty of things to look at, handle and carry around and by looking for the potential for occupation and stimulation in every part of a person’s day. Stimulation and occupation are essential to feeling alive.



	Giving attention

It’s easy to rush about doing all the things that have to be done in care work, and forgetting what it feels it like to be one of the people who this is all for. A few moments of attention will make much more difference to a person with dementia than a spotless carpet. Having supportive attention from others helps people to feel safe, secure and socially included.



	Giving comfort

It’s very undermining when people don’t show respect for your feelings. This is as true for people with dementia as it is for anyone else. It makes sense for them to feel frustrated, angry, sad, anxious, despairing etc, given what is happening to them. People with dementia need us to notice that they are upset and offer what comfort we can. Receiving comfort when upset or in pain helps people to feel safe and secure.

 

	Making opportunities for humour and fun

There is no reason for life to become totally serious because someone has dementia. Laughter is good for us all, and having fun together is great way to cement relationships. Playful banter or a bit of silliness brighten up the day. Laughter and fun help people feel that they are living an interesting life and are members of a good social group.




People with dementia and conversation

It’s quite common to hear people say of a person with dementia  - “She’s got no conversation” - but it all depends what you mean by conversation.  Having conversations is a very important part of human life, and studies of mothers and babies show that it’s something that begins before we learn to speak. Work with people with dementia has shown that conversations remain important even when speech is lost.  Conversation contributes to well-being and quality of life, even when the precise meaning of what is said is not clear. We happily talk to babies who can’t yet use words, and we can also have conversations with people who have lost their speech. The most difficult hurdle to get over is the fear of feeling silly.  

In any conversation a major part of the communication is non-verbal. When we come away from a conversation feeling good, the words that have been spoken may have little to do with how we feel. The good feeling is often generated by the body language and tone of voice that went with the words, the way that we took turns in the conversation and the knowledge that someone was happy to listen to us. These things remain important when someone has dementia. Below there are some tips for having good conversations with people with dementia, including those who have problems with speech. 

	Having good conversations

	Choosing the right time

Conversation can be hard work for people with dementia. It’s best to choose a time when they are fresh and alert. 



	Avoiding distractions

People with dementia have difficulties with processing information. If there are noises or other distractions, they are often unable to understand what someone is saying to them, think straight, or find words. They may lose the ability to focus on one thing, allowing everything else to fade into the background, which means that it all comes crashing in at once.  



	Showing that we are listening

If the person we are talking to shows that they are not listening, we soon dry up. People with dementia frequently find that very few people have the patience to listen to them, and may therefore give up trying to communicate. We need to maintain eye contact and show by our body language that we are still listening.



	Taking turns

Taking turns is a central feature of conversation. If someone never gets a chance to take their turn, they soon give up trying. The way to encourage someone to take their turn is to allow plenty of time. As soon as we speak, we give the signal that their turn is over.



	Tolerating pauses

Because people with dementia often need quite a lot of time to formulate their thoughts, they need extra time to be able to contribute to a conversation. Waiting in silence for longer than usual can feel very odd, but it works. Most of us find this hard. The natural tendency is to fill the silence, but when we do it may well interfere with the person’s ability to formulate thoughts and find words. 



	Waiting a very long time for a response

When people have very severe dementia, the people who care for them may find that they don’t respond when they speak to them. Sometimes however, if someone remains attentive to them for 10 minutes or more, they will eventually get a response. 



	Believing there is meaning in muddled speech

A helpful attitude to conversation with people who have dementia is to believe that there is meaning to be found in everything they say and do.

 

	Using intuition to make inspired guesses

If we observe well and listen carefully to what people say, we can often get an idea of what they are communicating. When we take our turn in the conversation, we can check out whether we are right but saying something like ‘Let me see if I’ve understood, you were saying that….’. If we have got it right, the person will usually respond positively and will often make the effort to tell us more. Looking blank or puzzled are strong signs that we’ve guessed wrongly. Feeling understood encourages people to say more, feeling misunderstood makes most people give up.



	Avoiding corrections

It’s very discouraging to be reminded about your failings, so it’s not a good idea to correct mistakes. It’s much better to ask tactfully whether you have grasped what a person is saying.



	Keeping your own turns short

People with dementia can’t compete with us in conversation, and many of them are easily discouraged from making the effort to contribute. Making our contributions brief makes it more likely that they will understand what we are saying. It also leaves more space in the conversation for them. Combined with leaving pauses, it communicates that we are interested in what they have to say. 

 

	Notice what you are communicating unintentionally

We can communicate all sorts of things unintentionally. If we are nervous and twitchy, a person will dementia will be aware of this and may begin to feel anxious too. If our eyes keep straying to other parts of the room, or we keep checking the time, it gives the impression that we would rather be doing something else. If we use a bossy tone of voice, it suggests that we don’t expect the person to answer back.




Communication and dementia

People with dementia often have some difficulty in communicating through language.  Much of this is the result of underlying changes in the areas of the brain which are related to memory and speech.  At the same time, however, people with dementia can experience a lot of additional frustration and upset because others do not take the time to communicate effectively with them.  Often this can lead to an increase in either apathy and depression, or the kind of non-verbal communication that is often described as ‘challenging behaviour’.

In any communication with a person with dementia it’s worth bearing in mind the following pointers:
· Make sure the person can see you; get onto the same level and make eye contact;
· Make sure that the person can hear you; speak slowly and clearly;
· Make sure that the person is comfortable; look out for any obvious signs of pain or discomfort and respond to these first;
· Reinforce your presence through reassuring physical contact ( e.g. a touch on the hand or arm before you speak);
· Take your time; be prepared to give your full attention and wait until the person is ready to reply;
· Take an interest in anything the person says to you, even if you don’t immediately understand what she or he is saying.

	Problems with communication and suggested ways to help

	The person may have difficulty in selecting the right words and become anxious or frustrated about this.


	Try to interpret and respond to the sense of what the person is saying and give positive signals.  Encourage the person to indicate choices by pointing.  Offer cues rather than speaking for the person.

	Repetition of words and phrases, e.g. constantly asking the time, or asking where a loved one is.
	Try to think about the meaning behind the question.  The person may be anxious, worried or bored.  If you can deal with the underlying feeling, or provide something more rewarding to do this may help.  Encourage talking about loved ones, even if they are no longer alive.



	The person’s speech may appear to be vague, inconsequential or rambling.
	Try to go with the flow, and be positive about the person’s attempts to communicate.  Pick up on any key words or phrases that seem to be emphasised, and repeat these back.  It may help the person to focus on a particular subject.



	The person may call you by the name of someone else, frequently a member of his or her close family.
	Think of this as a compliment, rather than trying to correct the person. The person is associating you with someone important in his or life. Try to find out more about the person in question and the nature of the relationship.



	The person may appear to cover up memory problems by turning questions back on you or appearing to ‘make things up’.
	This may be an attempt to avoid the stigma of having memory problems. Alternatively it may be an indication that the person is trying to make him or herself more interesting or use humour as a way of communicating.  Take an interest in whatever the person says even if you suspect it may not be literally ‘true’.



	The person may rarely or never speak.
	This may be inevitable when a person’s cognitive impairments are very severe, but it’s important not to give up too soon.  Make sure you are waiting long enough for a response, and look out for any non-verbal indications of what the person may be feeling.




Above all it’s important that we treat the things people with dementia say as meaningful.  If we really listen, the words of people with dementia are often full of wit, wisdom and insight.  John Killick uses the words spoken by people with dementia to create poems.  Here is one of them

Great  Friends

Everyone who comes in here

Shakes hands with me.

I always kiss the men –

I have always got on

With the gentlemen – hi, hi! –

You see, they keep on 

Coming in to see me!

I’m feeling sad today.

I’ve been going over

And over the old times.

But I have my happy days,

Too, when I smile.

Age and I are always 

Great friends together.

(from Killick J and Cordonnier C (2000)  Openings:  Dementia Poems and Photographs.  London:  Journal of Dementia Care.)

Group living in late life

Very few of us choose group living as a long-term way of life, and it is not hard to see why.  When you share living space you have less control over how you live. Resources have to be shared, people have different tastes and holding your own can be tough. People with dementia who move into a care home are faced with group living and for most it is not a welcome change.  The communal areas have the feel of public rather than private space – a place where you fit in with others rather than live life as you choose. Equipment, routines and work are largely controlled by staff, and there may be little scope or encouragement for residents to play a part in things. Group living can make some people intensely aware of having no-one for whom they are special – staff time and attention has to be shared with others.  Getting used to group living in late life is not easy, but things can be done to help.

	Group living – examples from a study of well-being in long-term care

	Control 

Though it might not always seem so, staff exert a lot of control over what happens in homes and residents are very aware of this. We observed that staff often over-rule resident preferences, and that residents behave differently when staff are not present.

On one occasion when Esme Devonshire was sitting in the dining area, I saw her shiver. She noticed that the window was open and got up and shut it. A few minutes later a care assistant walked in and said ‘Ooh it’s hot in here. Who shut that window?’ When someone said it was Esme, the worker told her to go and get a cardigan if she was cold. Esme left the room looking upset.

When the night staff came on, all staff gathered in the hall for the handover meeting. They were within earshot of the lounge, but couldn’t see what residents were doing. There was a striking increase in exploratory activity at this time – we observed people looking in cupboards, opening drawers, picking up ornaments, changing the channel on the TV and rummaging through the CDs. It seemed that residents had learnt that this was a good moment to do things that would not be allowed if staff were present.

We also saw examples of staff making efforts to give residents some control:

When Sheila came on shift in the afternoon she asked if anyone would like to listen to some music. Two people looked interested, and she selected some CDs and asked them which one they would like best. They chose a CD of country dance tunes and Sheila then checked with everyone else if they were happy for this music to be played.

 

	Meeting individual needs

Group living inevitably limits the extent to which individual preferences and needs can be met. However staff may believe that it’s wrong to expect them to meet individual preferences and needs even when it is possible, feeling that residents should ‘muck in’ and accept that everyone is treated in much the same way.

In Rita’s file, we found a detailed form filled in by her daughter explaining how to avoid angry outbursts and paranoid reactions. Her key worker commented ‘Well she can’t expect us to pussyfoot around her like that. She can’t expect different treatment to the others.’

The phrase ‘nasty with staff’ kept cropping up in Una Malton’s records. A care worker explained that this was because the regime in the home was time-orientated and Una was being rushed to suit the routines. This worker felt that getting to breakfast on time shouldn’t really matter, and found that if Una was allowed to go at her own pace in the mornings she was not ‘nasty’.

We also found many examples where great efforts were made to meet individual needs, and that this could benefit everybody:

Jim Phillips was a very restless man who needed activity to help him calm down. For many years his much-loved dog had done much to reduce his anxiety levels. He was encouraged to develop a special relationship with the dog who lived in his care home, and because this dog was too old and fat for vigourous walks, a care worker who lived nearby took Jim out with her when exercising her own dog. It was also discovered that he had enjoyed a glass of whiskey in the evenings at home, and when this old routine was re-instated, he would sit down and relax for a time.



	Putting up with other people

Living with other people is not always easy, especially if they are people you would never have chosen to share your life with. It can be upsetting to find yourself, as one resident put it, locked up with a lot of loonies. Other people can be irritating, upsetting and at times alarming, and there can be conflict over many things.

Maria Taylor said: ‘You know the fresh ones coming in and taking rooms and that…some are so stupid and slow and I don’t know…I like to be with people that know me.
Being blind and immobile made it hard for Janet Fielding to stick up for herself. One resident was in the habit of using her toilet, failing to flush it afterwards and then finding and eating her chocolate. Another would come into her room and lie on her bed. These incidents upset Janet a lot and happened frequently, but as staff felt that Janet was not in serious danger, they were slow to react when she shouted for help.

Active management of the group dynamics by staff can do a lot to lessen the unpleasant aspects of group living, and build up positive relationships.

Mina Scholes was a strong character with a taste for conflict, and several residents were clearly very frightened of her. Staff learned to spot the signs that she was ‘on the warpath’ and would take her aside and talk to her for a few minutes as they had found that this would diffuse her militant moods and prevent her from terrorizing other residents.

In one home staff made routine cups of tea into convivial social occasions, with jokes and stories. Ida Shearwood said: ‘We like a cup of tea….we enjoy that..I said we could do with our photographs taking, all sitting in a ring, drinking cups of tea ’




Adapted from Bruce E, Surr C and Tibbs MA (2002) A special kind of care:  improving well-being in people living with dementia  Derby: MHA Care group
Having help with personal care

It’s obvious that people who can no longer look after themselves properly need help with personal care.  Apart from the health risks, being unkempt and smelly sets people apart from others. We all rely on other people to help with things we can’t do for ourselves, but we all have private areas where losing independence is particularly difficult. Accepting help in these areas can be a blow to our pride, as well as threatening our sense of control.  

For most people help with personal care involves going into areas that they would prefer to keep private, and for some it can be particularly difficult to get used to and accept. For example, where people have deeply held beliefs about who should touch their bodies - and under what circumstances - help with personal care can make them feel ‘dirty’ or abused. And, where people have experienced physical or sexual abuse, help with personal care can cause these memories to resurface. Because of their dementia, it’s quite common for people to forget that they need help with personal care and to fail to take in explanations such as “I am helping you so you won’t fall”. They can easily misinterpret what is happening – for example, a routine trip to the toilet can suddenly feel very dangerous and threatening. If our attempts to give help trigger a person’s ‘alarm system’, they will be much less able to work out what is happening or take in what we are saying. Fighting back when under attack is a strong instinctive response, and it’s harder to think straight once this response is triggered. 

As there is evidence that the vast majority of incidents involving ‘challenging behaviour’ (now often referred to more positively as needs-related behaviour) take place during personal care, it’s important to work out how to avoid triggering the ‘alarm system’.

	Examples of how it feels to have personal care

	It feels wrong

Although people get used to having help, there’s always the risk that something will happen to make it feel all wrong. Alice Baker had had help with bathing for several years, and usually took it in her stride. However when a new care worker was bossy and didn’t take account of her wishes while helping her have a bath, she became very upset, shouting for help and yelling angrily at the worker: ‘Get out, leave me alone.’ 

Having help can be an unwelcome reminder of how much things have changed. For Mavis Jones, the problem with having help was that it undermined her sense of herself as someone competent, independent and able to pull her own weight. She commented that she felt sick of being as she was, making demands on others when she would much rather be giving help than having help.



	Not being in control

We all have our own ways of doing things and it can feel uncomfortable if those who help us do things in ways we don’t like. This might seem a trivial problem if you are in a position to take over and do things as you like, but it is rather different if you are permanently dependent on others, and have no choice about the way that things are done for you.

When Joe Greenwood looked at a photo of a care assistant combing a man’s hair, he shuddered and said ‘They’re always wanting to do your hair. Now I can’t help it but I cannot do with my hair taken that way…I know it sounds silly but it annoys me.’ 


	Positive aspects of having help with personal care.

Much depends upon how help with personal care is given. For all of us, going to the hairdresser or having a massage can be very pleasant, but if we don’t like the way we are treated, these things can become unpleasant or even alarming. There is great potential for valuable moments of closeness, connection and comfort when giving help with personal care. If helpers are gentle and supportive, it can provide an opportunity to speak about feelings or share secrets. 

Nellie Whitehouse had great difficulties with speech, and seldom produced a coherent sentence. While in the bath, she announced clearly ‘I won’t be here much longer.’ The security of being bathed by a familiar person combined with a rare moment of lucidity provided Nellie with an opportunity to talk about the feeling that she would soon be dead. As it happened, her prediction was correct, and she died suddenly due to an unexpected physical problem a few weeks later.



Examples adapted from:

Bruce E, Surr C and Tibbs MA (2002) A special kind of care:  improving well-being in people living with dementia  Derby: MHA Care group 

Bamford C and Bruce E (2000) Defining the outcomes of community care: the perspectives of older people with dementia and their carers Ageing and Society 20, 543-570.

Families and dementia
Dementia looks different when it is someone in your family who has it.  Family members react to dementia in many different ways. Some people draw closer, others keep away. Some are ashamed, others down to earth. Some reject the diagnosis, others collect information. The outward reaction is seldom the full story. Most people have mixed feelings, which change from day to day, and over time.  

The situation is particularly challenging for those who take on responsibility for care. The effects are far-reaching. Demands are high and life changes: the person cared for cannot contribute as they once did. Family carers typically encounter stress, grief, anger, guilt, insecurity, denial, social isolation and the need to make difficult decisions. No-one welcomes dementia, but along with the strain and problems, most people also find some satisfaction and meaning in what they are doing.  Everyone faced with dementia has to find ways of coping, and they use many different strategies.

Seeing the situation through the eyes of family carers is as valuable to understanding them as it is to understanding people with dementia. Some feel that their shift never ends, and that they are trapped in a role for which they are unsuited, while others are committed to doing their best to support someone they love, whatever the personal costs. It’s even possible to feel both these things at once. Taking time to listen, observe and figure out ‘where they are coming from’ is vital to good working relationships. 

It looks different…. Dora
Family view
I can’t bear to see my proud dignified mother so changed. I long for a cure, for a glimpse of the old Mum, her strong views, her acid wit, even the critical comments…I don’t know how to reach her. I hate the place she’s in – all those sad, broken people and the staff all jolly, as if it’s OK  All I can do is keep an eye on things, check they are looking after her.

Staff view
We don’t think Dora and her daughter can ever have had a very close relationship. Her daughter visits just before meal-times so she doesn’t have to stay very long. She busies about checking Dora’s clothes and asking how she’s been but she never sits and talks to her or gives her the cuddles and kisses that she needs. Dora looks grumpy when she’s here, and looks daggers at her when she goes.

It looks different….Ellen
Family view
My mother always liked good quality clothes and soft colours like mushroom, beige and grey, everything toning beautifully. When her memory went I made sure she kept this up - I thought it is what she’d have wanted. I didn’t let her put on things that clashed. I can’t bear to see the things they put her into now, and the hat and scarf are the final straw. They’re in the colours she always hated - cerise, turquoise and lime green. They say it’s good for her to choose, but I don’t believe she’d have chosen that. They’ve encouraged her, and they treat her like a child. They think I’m bossy and interfering, so I try to bite my lip.

Staff view
We think it’s important to give our residents with dementia choices and control over their lives. Ellen’s daughter told us that she’d always liked shopping for clothes, so we took her shopping. She loved it, and chose a bright-coloured stripy hat and scarf. She wears the scarf most of the time, and often carries the hat about. I’ve even seen her talking to it. She seems less agitated since she got them. It’s like my grandson with his blanket, things like that can be a bit of comfort, whatever age you are.

What is person-centred care? 
In the 1980s, Tom Kitwood (founder of Bradford Dementia Group) began talking in terms of ‘the person-centred approach’ to dementia care. By this, he meant seeing the person, not just the disease and the kind of care that puts the emphasis on communication and relationships, rather than sedative medication and behaviour management. Kitwood noticed that there were many ways in which people with dementia are treated as if they were no longer ‘persons’ – and that their responses to this treatment were often dismissed as part of their dementia. He stressed that the damage to the brain underlying dementia is only one of many factors influencing what people say and do.  To give person-centred care we need to assume that people with dementia 

· are people like the rest of us,  but who have disabilities in thinking, communication and memory; 

· are unique individuals, whose personality, health, life history and social relationships affect how they react to their disabilities;

· tend to communicate through behaviour what they cannot express in words;

· can maintain well-being and have a reasonable quality of life if given good quality care.

We need to be prepared to

· use our imagination to understand how it might feel to have dementia

· give people choices, and respect their individual likes and dislikes;

· make an effort to de-code the messages about needs and feelings in behaviour, including behaviour labeled as  ‘challenging’;

· give them the support they need to be able to communicate, to find things to do, to cope with difficult feelings, to be socially included etc.

Kitwood found practitioners who shared his views and had ideas on how to make things better. Similar ideas about dementia were emerging in different parts of the world at around the same time, and many people have recognised their value and helped to develop them. The idea of person-centred care caught on, and appears as a standard in the National Service Framework for older people.
The four essentials of person-centred dementia care have recently been described as:

V 
valuing people with dementia and those who care for them

I  
treating people as individuals

P 
understanding the perspective of people with dementia

S 
creating a positive social environment in which a person with dementia can maintain relative well-being 
	Person-centred care makes a difference - examples

	Imagine the following scene. It’s nearly lunchtime at Blackthorn House. Several residents are already sitting at the dining tables but Mary is snoozing in her chair, and will need two people to help to get up and walk to the dining table. Care workers Rosa and Min are on shift.

Rosa goes over to Mary kneels on the floor so her head is level with Mary’s and gently strokes her saying, ‘Time to wake up Mary.’ When Mary opens her eyes, she smiles at her, says ‘Are you hungry? It’s nearly lunch time,’ and watches Mary intently to see her response. Mary frowns and shakes her head very slightly, and Rosa guesses that she’s does not want to get up yet, so says ‘You stay here till you’ve woken up properly, you can have lunch when you are ready.’ 

It’s not uncommon to see care workers taking a much less person-centred approach. If they are feeling rushed by all the things that need doing, and want to get lunch served quickly and efficiently, things might go like this:

Rosa calls over to Min ‘Mary needs two to transfer, let’s get her done before the trolley arrives.’ Min shunts Mary’s chair to the left to make more room while she is still sleeping, and she jolts awake with a start, looking alarmed. In a loud voice, Rosa says ‘It’s lunch time, we’re taking you to the table.’ She and Min get Mary onto her feet and help her walk to the table, going at a pace that is clearly too fast for Mary who looks very worried. They plonk her in a chair, and hurry on to the next job.



	Now imagine the scene at Blackthorn House when lunch is over.  Many of residents are back in the comfortable chairs in the lounge, and a few have left the room. Rosa and Min need to make sure that everyone who needs help is taken to the toilet. 

Person-centred approach:

Rosa goes over to Mary and noticing that she is frowning, sits down beside her, and touches her hand to gain her attention before speaking.  She says ‘Are you feeling OK?’ Mary begins to cry. Rosa puts an arm around her comforts her for a couple of minutes before asking if she’s ready to come to the toilet. Mary nods her agreement and Rosa calls quietly to Min who comes over to help and the trip to the toilet goes smoothly.

Not person-centred:

Rosa and Min decide it’s time to do Mary, and approach briskly. Taking no notice of Mary’s expression, Min says ‘Time to get going, Mary,’ as they help her to her feet. Mary mutters ‘oh no, oh no’ but they ignore her and talk over her head as they help her to the bathroom. When they get there, Mary resists, shouting angrily as she tries to push them away. It’s quite a while before Mary is calm enough to use the toilet. 




Dementia and relationships

As practitioners we generally meet clients with dementia after diagnosis, and we think about them in terms of our understanding and expectations of people who have dementia. The situation is very different for family members (or close friends) who have long-standing relationships with people who then develop dementia. Dementia changes these relationships and some of the changes can be difficult for everyone. 

The balance of give and take in relationships is one important area of change. People with dementia need extra support from those around them, and they are no longer able to support others as they once did.  Those who take on the responsibility for their care frequently feel that their role as carer alters their established ways of relating as a spouse, son, daughter, sibling (or whatever). It is extremely unusual to take on the caring role unless there is a strong bond between the carer and person cared-for, and it is worth remembering that bonds can be as strong whether relationships appear to be ‘bad’ or ‘good’. As well as the work of caring and the restrictions on their own lives, carers have to cope with seeing someone close to them decline and change - and to face all this without the kind of support they have come to expect from the person who now has dementia.

People with dementia need to maintain relationships with others, as much as, or possibly more than ever. They need a sense of belonging, to feel socially included, to know that they can rely on others for comfort, and to feel that they are still able to contribute. They are often aware that relationships have changed but find it hard to work out why. Both people with dementia and those who care for them live with high levels of uncertainty and commonly experience feelings of loss, frustration, embarrassment and anxiety. In these circumstances it is not surprising to find that relationships do not always run smoothly, and that it can be hard to understand exactly what is going on.

When practitioners work with families and offer services, three-way relationships between client, family and practitioners are formed and things can become quite complicated. This has been called the ‘drama triangle’, reflecting the potential for conflict and misunderstanding in these relationships. It’s not uncommon for conflicting views to remain unexpressed and misunderstandings to be persistent.

The following examples are taken from conversations with family carers, staff and people with dementia.
	Examples of changes to family relationships

	It feels different…

Eric Mitchell was puzzled because it seemed to him that the family no longer treated him as respectfully as before. In particular he felt that his wife had become very bossy and interfering, and he didn’t like the way that she ordered him around. He’d say to her ‘Don’t you play at being teacher with me.’ He was worried that there might be a problem in their marriage, something he couldn’t bear to think of as despite the problems, he knew that he would be lost without her.

Mary Mitchell felt that the things she had to do for Eric made it feel more like living with a child than a husband. She missed talking about shared interests – he could no longer concentrate on films or books, remember the names of friends, or give much help in the garden. Eric had always been the driver, and it was a blow to both of them when he had to give up. It had become a very different kind of relationship. 



	Living with dementia - a serious business?

When David Palmer developed dementia he became more openly affectionate and appreciative towards his grown up children than ever before. His daughter Julie said ‘It’s sad to see my clever, dignified Dad so different, but it’s nice that he can now show that he loves us. I always felt that he was impossible to please before.’ Julie found that her father enjoyed slapstick humour and silly jokes, and made a point of collecting things to make him laugh when she came to visit. She said ‘He’s lost so many of his old pleasures, I think it’s good for him to have a bit of fun, even if it is just silliness.’

Moira Palmer did not like Julie sharing silly jokes with her dad. She felt it was an insult to the man he had been, and offended by Julie ‘not taking it seriously’. She berated Julie:  ‘It’s all very well being giddy with your Dad when you come in for half an hour, but you should try looking after him all day. That’s no laughing matter. It’s serious, what’s happening to him, and all you do is get him giggling at a lot of nonsense.’



	Three-way relationships 

	When May Clarke went into care, staff noticed that her toothbrush was very worn, and gave her new one which was much stiffer than her old favourite. May had tender gums, and whenever someone tried to clean her teeth she shouted and lashed out. She felt very relieved when they stopped trying to brush her teeth and went away.

Staff realised that May was very anxious, but on the whole found her co-operative and responsive. When she refused to let anyone clean her teeth, they thought it best not to push it, hoping to succeed once they’d gained her trust. They rather suspected that no-one had been helping her clean her teeth when she was at home. As someone said ‘If her daughter had been doing her teeth she’d have thrown out that old toothbrush ages ago.’ Staff decided it was better not to raise the issue with Kate, as they hoped to resolve it in due course.

May’s daughter Kate noticed that May’s breath was smelly and suspected that no-one was helping her mother clean her teeth. When visiting early one morning, she checked her mother’s toothbrush and found it bone dry. ‘I’m right’ she thought, ‘they’re not cleaning her teeth, I wonder what else they’re not doing?’ She decided not to say anything in case it caused trouble, thinking ‘I’ll just have to keep look out in case there’s something really serious.’




Thinking about feelings

There is a tendency to believe that people with dementia are too confused to notice or care what is happening to them. Although many of us would disagree, it is common to act as if this were the case. For instance, if a home closes, you will often hear people saying that it won’t affect the residents very much because they are too disorientated and forgetful to notice a change in their surroundings. However there’s evidence that people with severe dementia have an increased chance of dying shortly after a move, suggesting that they do notice, and can be profoundly affected. 

There is now a great deal of support for the view that, at an emotional level, people with dementia function very much like the rest of us. The difficulties and losses that result from dementia give good reasons to experience intense feelings of fear, frustration, embarrassment, anger, grief, despair, shame and a great deal of anxiety. Intense feelings, combined with being unable to think straight and communicate as they once did, are now recognised as the mostly likely explanation for uncharacteristic behaviour  such as aggressive outbursts or restlessness.  Some people find the experience of dementia traumatic – when this is these case, it should not surprise us to see typical behavioural responses to trauma. If we take this view, it follows that people with dementia, like the rest of us, need support and comfort when troubled by difficult feelings.  Pause for a moment to think about times when you were not in control and others did not treat you well. How did you feel? How did you react? People with dementia may well feel much the same in this kind of situation, though they are generally less able to communicate their feelings in words.

	Examples of feelings

	Feelings about dementia

It is often said that people with dementia have no insight into what is happening to them, but appearances can be deceptive. People dread dementia and when they notice signs of mental decline, they adopt a variety of different coping strategies, including denial. For most people losing mental abilities is embarrassing, and not easy to admit to. Few people are happy to talk to all and sundry about what is happening to them. Some will happily discuss memory loss and other difficulties, but don’t like to talk (or even think perhaps) about the full picture of mental decline. ‘Well I can’t tell you now because I can’t remember’  ‘I’m a thick head, I can‘t do it’  ‘I’m er slow at learning I think’  ‘I wouldn’t drive now…I’m not quick enough you know’ are examples of many remarks made during conversations with researchers where people showed awareness of their difficulties and mentioned minor problems related to their dementia, but did not choose discuss the full implications of their diagnosis. Thinking about one thing at a time, minimising problems, positive thinking and denial are ways to keep terrible feelings about mental decline at bay. Asked how she was getting on, Mona Brighouse said that her health was quite good and added ..I think me brain’s kept fairly sensible too. Given that Mona had moderate dementia, this may sound like denial, but it can also be seen as positive thinking – she may well have feared that things would be very much worse.
Some people find it easier to talk about their experiences of dementia. Rose Rhule talked openly about the frustrations of mild dementia: It annoys me intensely. I know things and go to use them….goes right out of my head and Bill Nichols, who had severe impairments, commented   I used to be er…a bloke that knew different things and all that, you knknow…I’ve lost it….really lost it

Sometimes people start to open up, and then quickly change the subject. It’s also common for people to express their feelings obliquely through metaphor.  For example, Ivy Redburn, whose dementia was severe, claimed that it was her mother who had convinced her that there was something wrong with her memory and then went on:  I says ‘Well if I’ve lost my memory I must go an dig, dig some fo foal, coal out somewhere, see if I can get some, gotta get me coal cart. The switch to talking metaphorically may be a way of retreating from the pain of talking about such a painful problem, and her images of carting coal seem to convey a down-to-earth, get-on-with-the-job attitude to her memory loss.



	Loss – sadness, disbelief, anger, despair

Dementia brings many losses and all the feelings that go with grieving. The loss of significant people is deeply felt; they are sorely missed because the people we are closest to are much-needed when dealing with something as difficult as dementia. When you have got your husband you have someone to lean on, someone to trust…when he’s gone … - Rose Rhule was too overcome with emotion to finish this sentence. Many people find it hard to accept that their parents are dead, and become very upset when they are reminded. No longer having their own home, daily contact with family and friends, a busy and active life, all bring feelings of loss. People may also have intense feelings about loss of freedom not being in control of their own lives: I want to go out and I am not allowed. I’m fed up with life….and I’m stuck here. (Maria Taylor).


	Feeling good

People with dementia need not lose their capacity for pleasure and fun. Maggie Smithson explained how she felt when her son comes …he’s mine…he’s a marvellous fellow…he makes me feel like…honey…so good….he’s got a wonderful…being of being a being…He can make me feel better. Lydia Morris said We live on laughter…we’ve got to live on something haven’t we? It might as well be laughter. Things may be hard, but there is still scope for enjoyment. Despite having many anxieties and great discomfort from her poor health, Molly Sharp said It’s lovely to look out and see the trees. Much can be done to promote good feelings in people with dementia, and a lot can be achieved through simple activities – e.g. a friendly chat, a shared joke, singing a favourite song. Experiencing some good feelings as we go through each day helps to make our difficult feelings less overwhelming, and this is as true for people with dementia as anyone else.




The need for something to do

For people with dementia – like everyone else – taking part in activities that are pleasant and satisfying is very important. Having interests and plenty to do is associated feelings of self-worth and well-being. Dementia often interferes with the ability to get started and keep going with activities without help, but it’s also the case that in many care settings there is simply very little to do. The consequences of inactivity can be serious.  Research shows that when people with dementia have little to keep them occupied they are more likely to become depressed, to sleep poorly, have little appetite, and experience increased physical health problems.  Not having anything meaningful to do can also increase confusion and anxiety. 

In care settings, activity tends to be controlled by staff, who often feel the need to discourage self-made activities such as rummaging in cupboards or re-organising furniture.  The following quotes from clients and staff in a residential home show how highly these residents rated the importance of having something to do, and illustrated that the staff who cared for them recognised the connection between activity and well-being. 

	Comments about activity from people with dementia and staff

	Resident quotes

That I think is the answer. You must keep yourself busy and keep yourself occupied, mustn’t you? 
I’m bored, yes. I’ve had a good life and I’m bored now. And I don’t want to end up bored. I’d like to do something…you’ve got to have some purpose.

I don’t do anything  except sit. I used to do a lot but I don’t now……I don’t feel as though I am me at all

 

	Staff quotes about people with dementia in long-term care

She has highs and lows. When she is low, she can be very low – sobbing in distress. This seems to happen if she is left to her own devices for too long. The way to help her is to provide a little stimulation.

She is contented when she is kept busy. She needs the activities to keep her spirits up. When there is nothing on she tends to get depressed




Important points to bear in mind

· Providing a range of things for people to do doesn’t need a lot of expensive equipment or special techniques.  For example, you can put together collections of things that are nice to touch or smell.

· Giving people with dementia something pleasant to do doesn’t have to involve organized activity groups.  It can be integrated into everyday care.  For example, you can play music to people while they are dressing or bathing.  Or you can make meal times the basis for reminiscing about special meals from the past.

· Be on the lookout for communication or behaviour indicating that a person with dementia might be looking for something to do (e.g. walking around, looking in cupboards, moving furniture).

· Notice signs of interest and self-made activity, observing what people look at, handle or take an interest in. Think how you can support opportunities for self-made activity, rather than trying to control or limit the things that people find to do.

· Find out as much as possible about the life history of each person – this can give you ideas for activities.  Someone who was previously a keen gardener may still enjoy handling plants or looking at seed catalogues. However you need to take account of each person’s current abilities and preferences, remembering that interests and tastes can change.

· Be on the alert for signs that a person’s pleasure in a particular activity may be diminishing – you may need to adapt the activity.  Try not to see the progression of dementia as a reason to give up on activities.

	Modifying activities to take account of changes

	Mr Williams had always read a sports paper. He went out with a member of the care team each week to collect it from the local newsagent. When staff noticed that Mr Williams had stopped discussing the news items - something he used to do with pleasure - they arranged an eye test. The test showed that there was nothing wrong with Mr Williams’ eyesight, so staff tried sitting with him, reading out the headlines and discussing the main stories and he soon recovered his pleasure in ‘reading’ his paper.
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