WHAT IS DEMENTIA? 


Dementia is a progressive brain dysfunction (in Latin 'dementia' means irrationality), which results in a restriction of daily activities and in most cases leads in the long term to the need for care. Many diseases can result in dementia, the most common one being Alzheimer's disease. 

How common is dementia? 


In our society of longer lifetime the probability of suffering from dementia increases with advancing age. Dementia predominantly occurs in the second half of our life, often after the age of 65 

What are the most common causes of Alzheimer's disease? 


The slowly progressing destruction of nerve cells in the brain leads to the previously mentioned symptoms of Alzheimer's disease. It is a natural phenomenon to loose a certain number of nerve cells during ageing but this loss occurs much more rapidly in people suffering from Alzheimer's disease. As a result the brain of the patient does not function normally any longer.

CARING FOR PEOPLE WITH DEMENTIA 

Introduction 

'Circle of Care' is a programme developed for care-giving relatives of dementia patients by the German Alzheimer Association in collaboration with Janssen-Cilag, which aims to provide in-depth information and relief. 

Dealing with the progression of Alzheimer's Disease and caring for people through the three stages of the disease is often a daunting and distressing task. Often relatives feel isolated and alone and feel they are left to their own devices, dealing with the 'unknown' and seeing their beloved ones becoming more and more distant and estranged. We hope our information will be of help to you and your beloved ones. 

Three stages of Alzheimer's disease 

Alzheimer's disease is a progressive disease. This means that patients will increasingly show the symptoms of the disease. As this progression tends to be accompanied by distinct symptoms, the disease is typically divided into three stages: 

· The first stage of the disease is called the mild stage or early-stage Alzheimer. This stage is characterised by impaired mental ability as well as mood swings. 

· The second stage is called the moderate stage or mid-stage Alzheimer. During this stage behavioural disturbances usually increasingly develop. 

· In the advanced stage or late-stage Alzheimer physical problems are dominant. 

Early stage Alzheimer's disease 

The early stage of the disease is also called the moderate stage. During this stage the patient and the carer are confronted with a number of symptoms that can be very distressing for patient and the carer as they both struggle to understand and come to terms with the symptoms and the diagnosis of the disease. 

Memory and intellectual capacity 


Especially memory and intellectual capacity seem to become increasingly affected. The patient seems to forget more and more and the most recent events seem to be forgotten most quickly. Occasionally though, clear 'pockets of memory' are still present and these are usually triggered by familiar faces, smells, touches, songs or rituals. 

Language and perception also deteriorate as patients can't find the right words and can't understand the conversation or interpret the events they are witnessing. Increasingly patients start to resort to shouting and touching as means of communication. 

Functioning and dealing with daily life actions such as using a spoon or getting dressed become more and more difficult. And, the inability of abstract thinking coupled with impaired judgement mean that numbers become meaningless and connecting thoughts are no longer understood or recognised. 

The loss of cognitive functions and suffering from forgetfulness and loss of memory and other early symptoms of the disease doesn't mean the patient is suffering. A well-adapted patient in a respecting and receptive environment can be quite happy and content. 

The patient is still very sensitive to what's going on. Although communicating and interaction become more and more difficult, sharing the feeling for atmosphere will enable a sense of communication both the patient and you can enjoy. Being receptive to the patient's behaviour and showing a feeling of warmth towards the patient will help not only the patient, but also you in caring for him/her. 

Perception and feelings 


A person seems to lose their skills and abilities as well as the capacity to interact. This often gives the impression his/her personality has changed. Dementia doesn't change a person, but is a process that represents a break (owing to illness) in the existence of the person involved. Sometimes characteristics that had been buried can surface. For example a person who was always very gentle suddenly shows aggressive behaviour.

People with dementia lose their perception of time. The patient lives and experiences their environment in an inextricable mixture of inside and outside, past and present, dream and reality. Patients live in their own 'other' world of scenes, people and situations in which the caregivers are categorised and given their 'role'. 

The more the disease progresses, the more the people become dependent on their environment and the people they directly relate to. Patients with dementia experience relationship in a fateful fashion and without distance. Their feeling of wellbeing is more and more dependent on the comforting, nurturing and caring person who looks after them. 

Roles and life patterns contributing to a person's identity increasingly disintegrate and disappear, but the ability to experience the emotional aspects of life is preserved. Childlike characteristics can surface, and people suffering from dementia sometimes gain spontaneity and humour, show increased trust in their environment and their fellow human beings. 

One of the most distressing things for the carer is to witness their relative being more and more at the mercy of his/her own body and feelings and loose control. Regression makes a patient increasingly fall back on earlier forms on behaviour from childhood, to express feelings and get understood. This results often in 'unreasonable behaviour' like screaming, putting everything in the mouth or playing with food. This can be associated with a sense of satisfaction and pleasure, but can equally be a way to seek attention if the patient feels distressed. 

It is important not to fight these types of behaviour but instead to provide a safe and sheltered place to limit fear, shame and also the possibility of endangering oneself or others. If one feels embarrassed by the patient, it is important not to return this embarrassment: he or she cannot act differently, they do not want to hurt anybody. 

Stage of forgetfulness 


The disease unfolds slowly and memory and memory capacity deteriorates with its progress. From leaving things behind and loosing the way home, the patient starts to lose interest activities, loose his/her way round the house, forget old skills... and removes him/herself from conversation. The facial expression often is perceived as penetrating and the affected person seems under stress as s/he can't get hold situations.

Everyday abilities become severely impaired and sometimes the patient can become a danger to him/herself if no care is taken to avoid dangerous situations. Controlling finances becomes impossible as the capacity for abstract thinking suffers. Patients can't cope with public transport, can't assess traffic situations and are no longer able to drive their car. 

Often patients don't show awareness of their disease and trivialise their deficits or draw the attention away from the problem and try to keep up appearances in their struggle for their own person. At some point the patient has to accept the truth. Losing control, affects their self-esteem and patients no longer want to be a burden or feel guilty towards other, therefore they withdraw and avoid contact. 

Dealing with daily life become increasingly difficult and people suffering from dementia and Alzheimer's disease become increasingly incompetent and insecure in normal daily situations. 
Supportive behaviour 


Showing support for and acceptance of the person with his/her disease will help acceptance of the disease for both of you. Respect the façade the patient builds as an attempt at self-healing and don't trivialise the fears. 

Give the patients a sense of security and convey that you are not going to abandon them, but never keep any promises you can't keep (especially never say you will never move your relative to a home as you might not be able to keep this promise!)

Don't bear the burden on your own and share the responsibilities with the family.

A stage of confusion 


People with dementia slowly move from forgetfulness into confusion and therefore also into a new, different, initially strange and threatening mode of being.

The patient's own world 

The attempt to keep up appearances and previous life has to be abandoned and memory increasingly dissolves. The person lives more and more in his/her own, dreamlike 'world' in which present and past blend together and in which the rules and structures of the 'old world' - what is right, what is important - loose importance. At this stage people with dementia increasingly see themselves not as confused in a logical environment, but as oriented in a very unfamiliar and confusing environment. 

Uncontrolled feelings 


People seem to retreat more and more into an 'inner space', a bubble in which they sometimes remain in a rather passive and apathetic way and curl themselves up, or from which they (perhaps after situations of excessive demands) come back into 'our' world angry and excited with sudden mood swings. The person is less and less able to control body and mind, as a result expressing and showing his/her emotions in a more and more uninhibited fashion. 
Communication and staying in touch 


The increasing loss of memory leads to a patient understanding less and less of what other say to him/her. Vocabulary becomes limited and verbal communication is characterised by mixed-up words, swapping of syllables and short sentences. People with dementia increasingly resort to physical, non-verbal communication. Relatives are the most competent in interpreting this.

Although communication becomes more and more difficult, there are ways for a carer to 'stay in touch':

· Attempt to empathise with the patient and to decipher his/her messages. Trust your suppositions and imagination of what might be meant and complete a word or a phrase. This creates a sense of achievement that the patient urgently needs. Sensitivity, interpretation and the ability to communicate motivate the patient to participate. 

· Value the affected person, his/her remarks and behaviour by mirroring them: name emotions and confirm him in such aspects, slightly imitate posture and facial expression. You facilitate the encounter by becoming similar. Try to do things together and simultaneously (e.g. eat together, wash together etc). 

· People with dementia often do not react to the contents of what is being said but rather to the emotions involved. Pay attention that you say what you mean and this it is reflected in your posture, facial expression and gestures i.e. ensure that your behaviour is 'congruent' (being kind - but not feeling kindly leads to an incomprehensible ambiguity). 

· Speak slowly, clearly, in short sentences, repetitively and supplement with suitable body language. Speak warmly, softly and with a soothing voice. 

· Avoid arguments, criticism and discussions - the affected person would only interpret this as a rejection. Avoid 'why, what for, for whatever reason...' questions as the patient won't know the answer. Ask questions using 'how' and 'what': how are you today, what would you like? 

· Establish eye contact and try to get the attention of the patient by touching him/her making sure s/he has noticed you want to communicate. Stay in the field of vision during the conversation. 

· Reminisce with the patient about things s/he still remembers, knows or likes: look at pictures, smell scents, listen to music, prepare salads, do the ironing. This distracts him/her from difficult emotions and facilitates the contact. 

Access to unrealistic believes 


Loss of memory and the dawning 'non-expandable present' with its imaginary pictures and scenes lead to objectively incorrect, but subjectively believed and emphatically supported ideas. For example: the affected person has to go home, to go to work, to line up for role call, to flee, he/she got married yesterday or is pregnant. 

This can turn into delusional misjudgements, where relatives are taken for strangers, the doll becomes the child, the patient shouts at his/her mirror image or drags stones from the front garden into the living room because he/she fears people could use them to smash the windows (a real case in England: 'the stone man'). 

Such beliefs are initially disconcerting and deeply confusing for those surrounding the patient, cause a sense of embarrassment and contact is avoided. To gain insight in these beliefs and be able to react to their emotions, it is important not to return this embarrassment ('counter-embarrassment'). 

Try and gain access to the patient's beliefs: 

· Assume that the patient has a right to his/her truth. The beliefs should not be criticised, corrected and avoid embarrassing the patient or hurting him/her by the truth. Don't play along to reassure the affected person (e.g. by throwing out non-existing men, sweeping out non-existing vermin) as this results in superficially effective but false contact which will undermine mutual trust. Let patients keep their beliefs and search for the emotional contents thereby expressed. 

· Acute confusion worsens in darkness and at night: good lighting without shadows and a night light that allows the outline of the room to be recognised are effective against hallucinations 

· Check with your doctor whether the prescribed medication can possibly trigger hallucinations or delusions and whether it is advisable to use psychotropic drugs. 

Withdrawal and lack of drive 


Patients may no longer wish to do things and shouldn't be pressurised if they express a strong resistance to certain activities. Encourage the patient to do something he/she can accomplish and acknowledge the patient for things he/she has achieved. Allow the patient to stop if s/he has had enough and loses interest and encourage his/her interest through pleasant tasks, trips or music.

The elderly need less sleep. The sleep-wake rhythms can nearly inverse in people suffering from dementia. Agitation and wandering in the evening is known as 'sundowning'. The best prevention of insomnia is activity during the day, especially exercising and outdoor activities. Long periods of rest or frequent naps during the day should be avoided. Make the evening and going-to-bed a pleasant experience. Retiring rituals, security, pleasant smells, relaxation, warm feet, comfortable sleep wear, milk drinks or an alcoholic drink may relax the patient. Protect 'dangerous' areas like kitchen, stairs, etc. Sedatives are not very helpful, often they increase the inversion of the sleep-wake rhythm. 

Agitation and compulsive running 


People suffering from dementia want to go home: this is neither their last house nor the real parental home: maybe it is the home of a child's perception. They want to leave because they do not know their environment and the people. Being scared of the unknown can have several causes: closed doors and cupboards, delusions, physical impairments, excessive demands, boredom, arguments and anger, agitation due to neuroleptic medication (acathisia), agitated depression, etc. 

When becoming agitated, patients may start walking or running about. This only becomes a problem if patients endanger themselves and/or others (e.g. wandering onto the motorway), if they suffer considerable weight loss and/or drive the caregivers to their endurance limits. 

People with dementia often remember dancing steps and enjoy dancing. Music also has a positive effect. Harmonious contacts can be established through music, dancing and also through playing. Laughing unites, maybe because both meet on a childlike level.

Exercise is necessary: 

· Running and agitation can not be eliminated. Movement causes the release of 'well-being hormones' (endorphins). This creates a positive mood and dulls pain. It is therefore necessary to create safe and ample space. A fenced garden or a circuit in the house are suitable. 

· Observe where the patient is going: they often come back quite quickly. Accompany them and exercise 'safe' journeys: once around the block, to the bakers and back.... 

· Leave doors and cupboards open as much as possible: closed doors increase the feeling of not being at home here. Ensure that boxes are available for 'bits and pieces' and let the patient rummage through his/her own cupboard. 

· Distract the patient, structure the day and include him/her into activities: the more tasks you take away from the patient the more he/she feels bored, frustrated and wants to leave. 

· People with dementia should always have some money on them. You can sew addresses into clothes and put pieces of paper into pockets. Talk to the neighbours, shopkeepers and the police. You will possibly find more understanding than you think. 

· Prepare yourself for the fact that the patient will disappear one day. This happens and does not have to be dramatic for the patient. Do not feel guilty if you have to 'lock them up' briefly if you need to leave the house for a while and nobody can take over. 

Aggressive behaviour of the patient 


Trivial events or small failures can cause a sudden change in mood that can result screaming, scolding and/or kicking. The patient generally reacts to fears, excessive demands, frustrations, and misunderstandings. This aggression often disappears after a few minutes and the patient gets very confused if you mention the aggressive behaviour. 

Darkness, odours, high room temperature and noisy confusing sounds, boredom or over-stimulation (blaring radio, running television) favour aggressive outbursts. This in turn can frighten relatives of Alzheimer patients as people with dementia often retain their physical strength. 

Never take the aggression personally! 

· The patient generally does not mean to be aggressive and doesn't want to hurt you. The aggression stems from a lack of control of his/her emotions. Stay calm, avoid strong confrontations, talk quietly and try to put across that you understand the patient's feelings. 

· People with dementia do not become aggressive for specific reasons, nonetheless not without a reason: a button that cannot be done up can make them furious. Everyday life of dementia patients often consists of many smaller and bigger failures that account for their aggressive feelings. Try to figure out the 'triggers' that cause aggressive behaviour and avoid them. 

· Provide activities and exercise to reduce tension. 

· People with dementia also need to know their limits. Tell them decisively and clearly, kindly but firmly with eye contact that you do not want something, that you will not take this as it is and will not let it happen in this way. Otherwise leave the room, protect yourself, and don’t let yourself become cornered. The patient will possibly calm down after a short while. 

· Sometimes pain can be the cause aggressive outbursts. If there is a repeated aggressive reaction for the slightest reason, talk about this to your doctor. 

Demanding relationships 


Caring for a relative is always connected to some extent with relationships and family roles: former relationship patterns re-emerge (e.g. the demented mother who forbids her care-giving daughter to leave the house; or who decides who will be invited for dinner). Men/women are either partners or daughters/sons. 

Often the care-giving partner was also the one to make the decisions in their earlier life together. Daughter/son care-giving is very different because the affected parent enters an independent family and changes the family situation completely. 

With the progression of the disease often the person who used to be the carer e.g. parent, becomes the person needing care. This requires a role-reversal that relatives often find difficult to accept, but which cannot be stopped. 

Release the other 


Dementia induces strangeness into what is familiar and this causes fear. How an affected person previously was seems to dissolve, to be destroyed, to be violated. It is hard to give up the old-image.

Whilst caring for a relative, the caregiver also has to release the relative as the 'old image' dissolves. Often caring can be an attempt to 'cling on' to this image and not being able to accept the changes in the person you are caring for. As the disease progresses, you may find this becomes more and more difficult. Your task is to adapt to the fact that the loved one remains him/herself but at the same time becomes somebody else or rather enters a new stage of life. 

Often relatives begin to mourn. After all, you lose the other person and having to say goodbye whilst a person you care about is still alive is extremely difficult. The further the dementia progresses the more important it becomes to release the other. Let the patients have their way concerning appearance, cleanliness and behaviour, gently stand by them so that they cannot endanger themselves. Accompany them on the journey away from us and stay close to them when they become strangers. 

Feelings of guilt plague the relative; not doing justice to the situation is often linked to former unresolved feelings of guilt toward the patient. These can lead to over attentive care, which in turn increases the dependency of people suffering from this condition. The more they become dependent, the more burdened and stressed the care-giving relative becomes. A vicious circle of guilt and dependency develops which worsens the disease. 

It is necessary to support the capabilities of the patient and to let them do what they are capable of. Every take-over of activity accelerates the decline. It is equally necessary to accept and deal with one's feelings of guilt by talking to family, friends, joining a support group and looking for practical, professional help early on. Without outside help, you cannot indefinitely care and look after someone without suffering yourself. 




CARING FOR PEOPLE WITH DEMENTIA 

Tips for dealing with dementia sufferers 

· The basis of the relationship is the absolute and unconditional esteem for the patient, the love for him/her, and the struggle for the acceptance of this person with his/her illness. This emotionally dedicated esteem has to be constantly renewed even in crisis situations and does not go without saying. Acceptance of the patient and the situation also means setting limits, taking responsibility and leadership - providing orientation. It is, however, necessary to react to their behaviour in an adult manner and not to embarrass the patient. 

· You will not succeed without empathy in gaining access to the inner frame of perception and behaviour, in understanding the emotions and feelings of the patient. If the efforts to understand wane, there is a risk that people with dementia become objects of nursing and disappear as a person. There are limits here as well: we cannot understand everything and there is not a convenient theory for every anomaly of behaviour. One must try to accept this as well, to accept what cannot be understood. 

· Sincerity and truthfulness substantiate sensitive understanding and esteem. One has to be completely genuine provided this does not harm or hurt the patient. Pretending to have more esteem than one really feels undermines relationships. One reacts in a false way using friendly facades, ambiguity, artificial role-play, and emotionally shallow encounters. People with dementia notice this and reject or retreat - caring for people with dementia means to make your own ‘self‘ available, the whole range of your ability for affection. 

· It is important to understand the inner world of the care receivers, to foresee their plans, to supplement and to enable again and again a small feeling of success. Behave like a tennis coach who plays the ball to a pupil in a way that he can return it. 

· Create a reliable daily routine with small rituals (from washing hands, preparing food, cleaning and singing to dancing before bedtime). Activate the patient in the framework of this routine without too little or too much demand. Existing capabilities should be used if possible because self-esteem relies on their use. Discreetly link into former habits, weave in memories, give the patient things to hold which represent parts of his/her life (christening candle, child's hat, wedding veil). Remember that the focus is always on the experience and not on the result. Feeling good preserves the feeling of being a person. 

· As the disease progresses, the body very much becomes the focus. Physical closeness, touching hands, gestures and eye contact, firm grip of the other with your own body, showing your own feelings creates a warm sense of security, closeness and comfort. 

· Try to communicate attentive calmness: allow unusual behaviour, reduce your rejection of bizarre behaviour and take care that your relative does not endanger himself. Resist the impulse to intervene and ask yourself from time to time what is the meaning of a particular type of behaviour and what 'pleasure' is behind it. 

· Obtain relief for yourself. People are not made to constantly carry such loads on their own. Take care of your own body, your relationships and interests and get outside help in time. The sooner you accept help, the longer you can be a partner to the person with dementia. 

