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Introduction


This book is an attempt to present an unvarnished picture of the challenges faced by someone who has a loved one with dementia – whether that be a spouse, adult child or other close family member.


Much of the support and the literature is about the needs of the person with dementia, but when someone is diagnosed with the condition the close family members are also in need of support and guidance but often don’t get it.


What makes me qualified to write about this topic? While I don’t have any direct experience of caring for someone with the illness, when I was a child my grandma had early-onset dementia. I would often be puzzled, and sometimes aggrieved, by her behaviour. I’d ask my mum why Grandma had promised to buy me and my brother and sister an ice cream but then forgot and denied she’d ever promised. Looking after her was a long and very demanding experience for my grandad, who was not the most empathic of men. But he had a keenly developed sense of duty and the experience brought out a softer side to him that had not been very visible before.


I have a background in journalism and, more recently, as a psychotherapist. So, having interviewed people who find themselves looking after loved ones with dementia, I have brought my reporting experience and psychological knowledge to give an overview of the emotional challenges faced by people in this position.


The quotes in the book from carers are accurate but I have changed the names of interviewees to protect their privacy.


This is not a book about dementia itself, the different kinds of dementia or the framework of support services available in the health service and social care. It is more about the emotional challenges faced by those who look after or who are very close to the person with dementia.


Dementia’s ripple effect


Dementia is never just about the person with the illness: like a rock thrown into a pond, the effects ripple out and disturb the close family members of the individual. Those who are often most affected are the husband or wife of the person with dementia or the adult children, especially daughters. Having said that, there may be others directly affected in either practical or emotional ways such as nieces and nephews, siblings and close friends.


Although the book is primarily aimed at relatives who take on a caring role, it is also likely to be relevant to other family members and friends who have a close relationship with someone who has dementia.


This book is an attempt to help carers and family members make sense of their experience and their emotions. Although every person is different and will not feel the same way in response to similar events, I have tried to draw together some common responses to the challenges of looking after or being close to someone with dementia.


I have also tried to give an honest account of how difficult, painful and anger-provoking looking after a loved one with dementia can be. The image many people have of the person with dementia gradually and calmly forgetting things and needing support does not tally with the reality for many people. People with dementia can be difficult, irritating, angry, paranoid and even violent. Understandably, when loved ones show this kind of challenging behaviour it can be very distressing for others around them.


Exploration of emotions


The first part of the book is an exploration of the range of emotions that being close to someone with dementia can generate. Many of these are so-called negative emotions – such as anger, sadness and helplessness. Part of my purpose in exploring these difficult emotions is to normalize them: in other words, to show that they are normal feelings to have in this situation.


If you are in a carer role feelings of guilt can arise if you find yourself experiencing what you regard as ‘uncaring’ emotions towards the loved one – such as anger.


I believe it is very important to normalize such emotions because much of the message we get from our culture is to hide them, to medicate them or to judge ourselves harshly for having them. The more we can make a place for these emotions in our lives, the less toxic they become.


I have included some suggestions about how to handle some of the difficult emotions and I also include some references to other books that may be useful on specific topics. But this book is not primarily a ‘how to’ book. Rather, it is about posing questions, exploring what may be happening for us at an unconscious level, inviting ourselves to reflect on our experience.


Relational and psychological aspects


The second half of the book delves deeper and explores further the emotional and relational aspects of dementia caring. Part of this is seeing dementia not just as a medical disease but also as something that has important psychological and emotional meaning, both for the person with dementia and for the carer. That is why I encourage the carer, for example, to view their loved one’s unusual behaviour as not simply random acts caused by the deterioration of the brain, but perhaps as communicating a deeper meaning relating to that person’s life or experience.


Understanding the history and early life of the person with dementia can shed light on behaviour in the latter years. Unresolved issues from childhood may be reactivated, and carers may be drawn into this and have their own, earlier, unresolved issues touched.


The way in which the person with dementia copes with the continuing loss and deterioration of the illness may in part be influenced by much earlier experiences. This adult–child dynamic can be seen in the relationship between carer and cared-for. The latter is often experienced as childlike, with the carer becoming the adult or parent – a poignant and often painful experience if the carer is the cared-for’s adult child.


I also look at how most of us can slip into certain roles in our lives and how these roles can sometimes begin to define us and to limit us. One of these roles is of the ‘carer’ or ‘caregiver’. I look at how this role, while it has a clear positive side to it, can also have a cost. When you become a carer you are no longer that person’s lover, spouse, child.


The second part of the book also contains some ways of looking at the experience in psychological terms – I use the drama triangle model to shed light on what can go wrong in the relationship between you and the person with dementia. I also use the theory of sub-personalities to explore how we can reject parts of ourselves, such as our vulnerability or our anger, and then project those parts onto others, such as the person with dementia.


As well as portraying the emotional difficulties of looking after someone with dementia, the book also touches on the potential positives in the experience and how we can develop an attitude of empathy to help ourselves not take personally the challenging behaviour we may encounter.


By becoming empathic, trying to see the world through the eyes of the person with dementia, we can begin to understand some of the unusual behaviour. And in letting go a little of our expectations of a ‘normal’ relationship we may become open to something new, something different. This could be a moment here and there of calmness and connection with the loved one, an awareness that we can temporarily let go of our everyday worship of time, or a discovery within ourselves of unknown reserves of patience or love.


Letting go of our usual expectations of relationship opens the door so that, in this very difficult experience, there is the potential to find meaning. It is often through suffering that we learn, that we find meaning, even if that meaning does not become visible until long after the event.




Part 1


EMOTIONS



1

The role of emotions

The advantage of the emotions is that they lead us astray.

(Oscar Wilde)

I like this quote from Oscar Wilde because it suggests that one of the important roles of the emotions is to take us out of our rational, logical minds and expose us to something very different, something that is important and often unconscious or only partly conscious.

Writing about emotions and feelings is difficult because there is something mysterious about one’s emotional life. In some ways, we are our emotions, or at least that’s how it can sometimes feel in the moment.

Although there can be slightly different definitions of feelings and emotions, for simplicity I am using these words interchangeably to refer to the mental state that arises spontaneously, is subjectively experienced and is often felt in the body. It is an instinctive or intuitive experience, as distinct from reasoning or knowledge.

We may ask ourselves sometimes, ‘Why am I feeling sad/angry/afraid?’ The reason may not be evident, but we know that we are feeling something important even if we can’t explain it.

Emotions are also subjective – nobody else can feel my anger, or my sadness or my shame. This can make the whole field of emotions difficult to analyse.

The Merriam-Webster Dictionary defines emotion as a ‘conscious mental reaction (as anger or fear) subjectively experienced as strong feeling usually directed toward a specific object and typically accompanied by physiological and behavioural changes in the body’.

Emotions play an important role in our lives. They:

•give us information about what is happening in our lives and our environments, enabling us to make good decisions;

•help us connect with others in a meaningful way;

•can show us whether our needs are being met or not.

In neuroscience there is a distinction between emotions and feelings. Emotions are seen as evolutionary adaptations that are non-conscious and in our bodies, while feelings are our conscious awareness of emotions. The amygdala is an almond-shaped structure that is found deep within the temporal lobes of the brain. Brain imaging technology has shown how important the amygdala is in our emotional lives. It is the amygdala, for example, which assesses whether a person or situation is a threat to us and which activates the fight or flight response.

Emotions are often portrayed in a negative way in our society. It can be seen as weak or undignified to become ‘emotional’. We may tell ourselves that we should be more rational, that we must not let our feelings take over, that we need to ‘grow up’ more and behave like an adult.

You will probably find that the medical profession is very focused on the physical and, to some degree, the mental but very rarely the emotional aspects of the person with dementia. When doctors or experts do talk about the person’s emotions it is often in referring to them as symptoms of the disease – such as anxiety, aggression, depression and so on.

But people with dementia continue to experience an emotional life, even if they cannot always articulate what they are feeling, and it is important for those caring for, or close to, them to be aware of and interested in these emotions. Because there is often a reduction in inhibition among people with dementia, they can appear rude or aggressive when they are simply stating what they want or need in a very direct way.

So, what are the basic emotions? The experts disagree and there are various lists of basic or primary emotions. Linked to the primary emotions are many other, secondary or tertiary, emotions. Here is a list of some of the main emotions and some of the secondary emotions that are linked to them.

•Love – affection, lust, longing, passion

•Joy – cheerfulness, contentment, pride, optimism, relief, hope, enthusiasm, excitement

•Anger – irritation, exasperation, frustration, contempt, envy, jealousy, resentment, hatred

•Sadness – suffering, disappointment, despair, depression, hurt

•Fear – anxiety, shock, tenseness, worry, panic

•Shame – guilt, remorse, regret.

There is a common misunderstanding that we only feel one emotion at a time and this belief can make it harder for us to describe what we are feeling. For instance, we may tell ourselves we are feeling angry, but then we notice we are also feeling a little afraid or sad, so then we begin to question ourselves about whether we really are feeling angry.

But it is common to have more than one emotion at the same time, although one may be dominant. We may feel very much in touch with anger, but underneath that may be one or more other feelings, such as sadness or fear. So we may have a dominant feeling and one or more sub-feelings, which are there but don’t feel quite as strong. We may also have conflicting feelings at the same time – a part of us may feel angry while another part feels guilty.

This happens quite frequently with anger and sadness, and most of us are more comfortable with one of these emotions and less comfortable with the other. What this means is that some people habitually find themselves feeling irritated or angry, but underneath this there may also be a sadness or vulnerability. Others will show the opposite behaviour, frequently displaying sadness or vulnerability but not showing the anger that may be underneath.

Tips for understanding your emotions

•Your emotions don’t have to feel large or intense. Sometimes you may only feel a mild sadness, irritation, anxiety. It may feel mild but it is still a feeling; sometimes, if we are not used to understanding or naming our feelings, they may initially feel mild until we get to know them better.

•A good way of handling the fact that we can feel more than one emotion at the same time is using the language of ‘parts’ of ourselves. So, instead of saying, ‘I feel afraid,’ or ‘I feel sad,’ we might say, ‘A part of me feels afraid,’ or ‘A part of me feels sad.’ When we say, ‘A part of me feels . . .’ we are communicating that we may also have other feelings at the same time. In using this phrase we are also saying that we are not completely taken over by our sadness or anger or fear.

•Say ‘and’ rather than ‘but’, because when we say ‘but’ we are cancelling out what we have said before. So we could say, ‘I feel angry and sad’ rather than ‘I feel angry but sad’.

There is a close connection between our emotions and our bodies, and if we pay attention we can usually associate a physical sensation with a particular emotion. For instance, if we are feeling angry we may notice a tightness in the jaw or a tightness in the chest, or for sadness, a lump in the throat or a heaviness in the chest.

I believe that emotions are essential to who we are and they help us make sense of the world and of our lives. Yes, they can be uncomfortable at times and it sometimes feels as though they have taken over. It is scary when we experience wanting one thing with our heads but our hearts seem to want something completely different.

Of course, we must not let our emotions run our lives, but neither should we think we should (or can) somehow use our rational or analytic parts to control what we feel, smoothly rise above it or turn purely to our rational side to make sense of our experiences.

Dealing with emotions can be very difficult for carers and those close to someone with dementia because the whole thrust of the way we practise medicine in the West is to devalue the emotions and elevate reason and science.

Emotions are not given much importance by many people, particularly those who have been in positions of authority in our lives, such as teachers or supervisors. Think how rare it is for someone to ask you, ‘How do you feel about that?’ after you have described a difficult situation or event. Instead, we are given the message that we should be responding to what others think is important or the ‘right’ thing to do, whether they be parents, teachers, bosses, older siblings, etc.

As a result, many of us learn to devalue our emotional lives and to view them as somehow less important than logical or analytical approaches. This is particularly true for boys and men, who get the clear message that ‘boys don’t cry’ and who can find it very difficult as adults to know what they feel.

What we feel can tell us whether or not our needs are being met. Underneath a ‘negative’ feeling is often an unmet need, while ‘positive’ feelings suggest that our needs are being met. American mediator Marshall Rosenberg has explored the connection between feelings and needs and how we frequently fail to recognize our needs and to get those needs met.

We all have needs – these include:

•acceptance

•closeness

•emotional safety

•respect

•fun

•spiritual connection

•sexual expression

•touch

•love

•autonomy – to choose one’s values, dreams and goals

•creativity.

In many ways men are better at identifying their needs and getting certain of them met in a direct way. The typecasting of women as being the nurturers has meant that often women have been conditioned to set aside their own needs in favour of those of others, such as children or family. In the context of carers this is important because looking after someone else and denying one’s own needs has been presented as a worthy goal for women, but it can come at a high cost for those concerned.

Rosenberg says: ‘In a world in which we’re often judged harshly for identifying and revealing our needs, doing so can be very frightening. Women, in particular, are susceptible to criticism.’

People looking after, or close to, someone with dementia can find themselves focusing almost entirely on the practicalities, which means their feelings may be pushed to one side and not acknowledged. This attitude is reinforced by the British culture of ‘stiff upper lip’ and by the practical and pragmatic emphasis of the medical profession.
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