
[image: illustration]


 

 

Stephen Miller is a retired speech and language therapist with a particular interest in dementia and the way it affects communication. He has seen first-hand the difficulties and frustrations people with dementia and their families experience. As part of his job he gave talks to people newly diagnosed with dementia and their carers, explaining how dementia affects memory and communication.

Stephen has also done voluntary work for Alzheimer Scotland, helping to support people with early-onset dementia.
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‘Such a precious thing, a thought expressed.’
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Introduction

When a person is told that they have, or probably have, dementia they are at the start of a journey. However, it is not a journey they will make alone; you will be there, too – at least for some of the time. The condition has a major impact on everyday life, which increases as the years go by, and a person with dementia needs your help and support.

Who are you, by the way? Well, you might be a wife, a husband, a daughter, a son, a grandchild, some other relative, or perhaps a close friend; you might live with the person or near them, visit regularly or occasionally.

Alternatively, you might be someone with an interest in a very topical subject that will almost certainly affect someone you know.

The focus of this book is communication and the human interaction that is an essential element of that communication. Together they constitute a lifeline for people with dementia, a lifeline that has the potential to enable their voices to be heard – their concerns, wishes, opinions and memories. Dementia in its various forms changes and diminishes a person’s ability to communicate over time; and the longer that person lives, the greater the degree of diminution.

The principal aim of this book is to demonstrate that there are numerous ways in which a person’s communicative capabilities and experiences can be maintained and enhanced for a considerable length of time. This in turn has the potential to reduce the stress often experienced by people with dementia and those who care for them. Dementia affects people’s lives in many ways, but one thing is certain – the better the quality of communication that can be achieved, the better the quality of life that can be maintained.

And I mean receptive and expressive communication in the very broadest sense, not just conversation – though that is of course very important. Everything a person experiences via each of their senses, for example:

♦   Looking at photographs, people-watching.

♦   Reading signs or newspapers.

♦   Watching films.

♦   Listening to music or birdsong.

♦   Choosing clothes.

♦   Stroking a cat, kneading dough.

♦   Enjoying aromas.

♦   Eating a favourite food from childhood.

♦   Making love.

♦   Considering the terms of a will.

The only limit is your imagination.

In addition, there is the vast world of non-verbal communication – you can say a great deal with a friendly smile, a thumbs-up sign or an arm around the shoulder. There are also lots of ways to communicate information to people with a variety of aids: calendars, explanatory signs or time-appropriate lighting discreetly deployed around the house.

When you start to look at things in this way, you soon see that there are lots of practical and effective opportunities for enhancing communication. A person with dementia wants to be able to benefit from these things – but they need your help – increasingly so, as time goes by.

It is always important to accentuate the positive. Too often you hear people talking about what a person with dementia cannot do as a result of their condition; your challenge is to find and exploit the things they can do.

There has been a great deal of coverage of dementia in the media in recent years. The number of people who have the condition is substantial and is growing. This can probably be attributed to greater awareness of the condition, earlier diagnosis and the simple fact that people are living longer than in the past. When a person is given a diagnosis, or probable diagnosis, the chances are that they have already been living with the condition for some time. Relatives often look back and remember incidents which seemed strange or out of character and then realize that was probably the start.

Within a few years there are likely to be more than a million people with some type of dementia in the UK. The most common is Alzheimer’s disease, which accounts for roughly 60 per cent of cases. After that comes vascular dementia (associated with problems of supply of blood to the brain) at around 20 per cent. There are other less common types as well. More details of the types of dementia and their particular symptoms and features can be found on the websites of organizations such as the Alzheimer’s Society. The condition is more likely to begin in later life, although a significant minority of cases develop earlier, when people are in their fifties or early sixties.

DEMENTIA IN THE PAST

Until comparatively recently there was a great deal of negative comment associated with dementia. People might say that the person had died but the body lived on. People working in care homes might say dismissively, ‘You won’t get much out of him’, or compare people with dementia walking around the home to goldfish in a glass bowl. This kind of thinking has resulted in a great many people with dementia simply having their physical needs attended to while their feelings of isolation or loneliness and their desire for stimulation have largely been ignored. The widespread use of phrases like ‘dementia victim’ is also negative since it risks defining people in terms of their condition – an old person, helpless and hopeless. The countless events that went into making up the person’s life are easily lost from view with attitudes like this.

Would you ever like to be regarded in this way?

Although I didn’t realize it at the time, I came across dementia early on in my life. I took a summer job at a hospital in Glasgow when I left school in 1970. It had been arranged through a friend who said it would probably involve ferrying patients around and cleaning floors. In fact I worked as a nursing assistant and was involved in many aspects of personal care for a wide variety of patients – something that would be unthinkable nowadays.

The hospital was a throwback to Victorian times. I was told it was a ‘dustbin’ where patients were ‘dumped’ when there was nothing more that could be done for them. I am sure that many of them had some form of dementia. It was a depressing place, but looking back what strikes me above all was that there was no attempt to provide any kind of stimulation whatsoever for the patients. They were simply helped out of bed in the morning, dressed, washed, put in chairs and then left to spend most of the day staring into space. The major events of the day were the tea trolley, mealtimes and drugs rounds. It seems incredible, looking back, that the authorities thought it was acceptable to treat people in this way.

Visiting time was the worst. Relatives and friends rarely came and so the staff took it on themselves to sit and chat to the patients for a few minutes, just to give them some kind of companionable experience. I suspect that if someone had suggested the patients should have been respected as people, and that ways should have been found to provide stimulation and improve communication with them, the authorities of the day would have been completely mystified.

Apart from an efficient electrical system and reliable hot and cold running water, I doubt if the place was any different from the Frankfurt asylum in which Doctor Alois Alzheimer treated his patients at the start of the twentieth century.

HOW THINGS HAVE MOVED ON

A great deal has changed for the better. There is far greater openness about the condition, thanks in part to the publicity given to high-profile people such as Terry Pratchett, Ronald Reagan, Iris Murdoch, Rita Hayworth and Prunella Scales; this has also helped to reduce stigma. Much more attention is paid to the psychological and emotional needs of people with dementia, and their right to high standards of care has been enshrined in various statutes and government initiatives throughout the UK.

One of the most important advances has been to treat people with dementia as human beings who are to be respected, not merely problems to be managed – and to enable them to remain active participants in the world for as long as possible.

Better communication makes such goals more achievable.

There are brilliant scientific researchers working on earlier diagnosis, more effective drugs and possible cures. What they do is very impressive, but major breakthroughs in these fields are for the future – and this book is not about any of that.

It is about the here and now and making all aspects of communication as good as possible with a view to making life better for people with dementia – and those looking after them face-to-face, on a day-to-day basis. There are many experts in a variety of fields working hard to achieve these goals at the present time.

CONSIDERING YOUR ROLE

If you find yourself in a situation where someone very close to you, in particular a spouse or one of your parents, has been given a diagnosis or a probable diagnosis of some form of dementia, I would like to encourage you to reflect on your role – a role that has been thrust upon you by events. Some people who write about looking after people with dementia seem to make certain assumptions. Two important ones go something like this:

1.   You always loved and got on really well with the person.

2.   Now that the person has dementia, you have large amounts of free time available to think of ways to make their life better.

Sometimes this is true – indeed you might see the care of a relative with dementia as your main mission in life. I remember one lady I met several years ago who did just that. Her husband had a particularly aggressive form of dementia. She said he had always been a good husband and now it was ‘payback time’. In reality, however, a close relative, let alone a friend, will find it very difficult to devote themselves to a person with dementia to anything like this extent – and they should not feel guilty about it.

You might be at an age when you have a lot of responsibilities in life, concerns over money or your children or your job, or perhaps your own or your partner’s health. You might find yourself in a situation where you are one of three children but one emigrated years ago and the other lives in another part of the country, so most of the load falls on you. The realization that you are the one who will be expected to do the lion’s share of the work might strike you as unfair. Perhaps you did not have a very close relationship with the person. Maybe you never even particularly liked them.

Feelings of resentment are hard to avoid in such real-life situations.

Perhaps none of these things applies in your case – if so, you are almost certainly in the minority. Whatever the circumstances, here are some points I think you should consider as you mull over the hand of cards you have been dealt:

The person with dementia has been an important figure in your life – and now has a life-diminishing condition and needs your help. You have it within your power to make their life better.

The chances are you are not prepared for the challenges of looking after a person with dementia. But how could you be? The person is someone with whom you have enjoyed what might be termed a normal relationship, with little or no element of caring. You have done things together, gone to the cinema, enjoyed family occasions, shared jokes, tears and had some disagreements. Nobody is really prepared, unless they happen to be health professionals working in the field; but this is true of many other conditions, from cancer to motor neurone disease.

Now everything has changed. It is hard. You are on the spot, but remember you are not the only one; many others are faced with similar life situations.

The person is still the same person you have known for so many years. Older people often say that inside they feel exactly the same as they did when they were twenty-one. Don’t you? It’s the same with people with dementia – it’s just that the person you know so well can now be harder to see, much harder as time passes. The difficulties caused by dementia go well beyond normal ageing and so substantial adaptations have to be made in order to make life better for them – but you must try not to lose sight of the fact that the person is still there. It’s a major challenge.

I think you should try to accept this and give the person as much of your time as you can reasonably spare. You really can make a positive difference.

Considerable benefits you might not have thought about

By spending time with the person you will have the opportunity to get to know them better. It might be that you have some guilt feelings from the past – if the person is a parent, did you give them a hard time when you were a teenager? Did you forget birthdays? Did you fail to appreciate the challenges they faced when they were younger and when you were growing up? Perhaps you will start to understand the world more from their point of view and make sense of difficulties or resentments you might have felt in the past. I believe that deep down everybody wants to get on well with their parents. The kind of close and intimate contact involved in looking after a person with dementia presents opportunities for revisiting the past in positive ways.

If the person is one of your parents, they knew you from the start. They know things about you and your early life that you are unaware of. As part of the process of being with them, you might discover snatches of information about yourself that you were previously unaware of. It is true that memory is damaged by dementia, but the things the person will remember best are the things from long ago. By helping them to express themselves you might well be able to do a bit of personal historical research. As the condition progresses, parts of you will be lost beyond recall. This is life; all the more reason to be closely involved with the person at this time.

You will come into contact with other relatives or family friends you have not seen for a long time. As part of the process of being involved in the care of a close relative or friend, this is very likely. It could result in the strengthening of old bonds and the creation of new ones.

Finding ways to enhance communication can be an extremely rewarding activity. You look at a situation that is problematic, work out a plan to make it better, apply it, and have the satisfaction of seeing it make a difference in practice. By coming up with ways to improve a person’s ability to communicate, whether to find out what is bothering them or what kind of activity pleases them, or simply to express their thoughts more clearly, you will be making the care management of the person easier and help to reduce stress levels all round.

You will acquire an important skill. There is a great demand for help and assistance for the care of people with dementia and you could open up the possibility of rewarding work, paid or voluntary, if you develop a knack for improving the quality of life of a person with dementia.

Your thoughts and advice will be greatly valued – once you have gained experience. Given the increase in the prevalence of dementia you will doubtless come across friends who are also faced with the challenges of caring for a person with dementia. There is a widespread view – to which I subscribe – that the longer a person can remain in their own home, the more contentment and security they will experience as their condition progresses. It follows that anything which can be done to make management of the situation easier and less stressful will help to achieve this goal. Even if every person with dementia only stayed at home for an extra year or two, that could add up to a significant benefit.

But although there are undoubtedly quite a number of positives, there is no getting away from the fact you will have to deal with some hardships.

Difficulties you will be faced with

♦   The very nature of the condition means that a person will become confused and forgetful, will probably ask the same questions and say the same things repeatedly, and will increasingly require a great deal of attention. With the best will in the world this can be extremely taxing.

♦   A person with dementia becomes less and less able to initiate things; they might appear flat and lacking enthusiasm. This can be exacerbated by medication. You might have the impression that they are not really bothered about doing the things they used to enjoy. This is often not true, but the onus is on you to make things happen. Sadly, even now, too many people with dementia are left for long spells without any meaningful activity or stimulation. How would you feel if it was you?

♦   As the condition progresses, you will be unable to share and discuss thoughts or feelings about it all with the person who has dementia, as you would if, say, they had cancer.

♦   Some of the people who have known the person in the past, friends or more distant relatives, might be less keen to maintain contact once the diagnosis becomes known. Previously, they might have had an easy-going, fun relationship with the person, which has now gone. They might feel uncomfortable and unsure about how to interact with the person. They might also be at an age and stage in life when they have their own health or family problems and these are their main priority. This is understandable and means that your role is even more important and valuable.

♦   There can be tensions and friction in the family, as decisions have to be taken about a wide range of care and financial issues.

♦   Above all, you will experience all the wretched sadness of watching a person, perhaps one of the most significant people in your life, appear to change inexorably before your eyes. It will seem at times that the person you knew so well is gradually sinking into a foggy quicksand which consumes large parts of who they are.

However, you will also find that with increased general awareness has come far greater understanding of the needs of those who care for people with dementia. As you approach the challenges of exploring the countless ways in which all forms of communication can be enhanced, try to see the process as a series of joint ventures. These will often involve just you and the person with dementia, but you should also get into the practice of enlisting the support of other people – willing friends and relatives, health professionals and so on. There are also numerous support groups for people with dementia and those who care for them. Spread the load.

Try to ensure also that you have time to yourself on a regular basis to pursue your own interests, or just relax. In this way you will be better equipped to help the person.

THE MOST IMPORTANT MESSAGES YOU NEED TO TAKE ON BOARD

When it comes to communication you must understand that a person with dementia cannot change the way they are.

Their conversation might be repetitive, they might not understand subtle jokes any more and they might not be able to follow plot lines of films as they did in the past; they also might not be able to chop vegetables in the easy and automatic way they used to, and they might behave rudely and inconsiderately at times. This may all be frustrating and disappointing but there is nothing they can do about it.

It follows therefore that you are the one who has to change.

Although you remain equals as fellow human beings, and family or other close relationships are theoretically unchanged, the reality is that as the condition becomes more advanced you will have to redefine your relationship. For many purposes your role will gradually change from that of an equal adult partner to, in addition, something like a special friend and facilitator. You must be prepared to adapt the way you interact with the person to make allowances for their condition. You have the power; the person with dementia is vulnerable and so it is incumbent on you to make changes but to do so considerately and responsibly in such a way that allows the person to maintain their dignity. Following on from these basic points the next essential message on the subject of communication is: The old ways will not work.

To misquote a famous phrase: ‘The past is a different country.’ Perhaps you used to share sophisticated in-jokes, or had arguments about politics or football, or enjoyed visiting art galleries or playing cards or cooking meals together, or countless other things. There can be a temptation
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