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Learning outcomes
By completing this workbook you will:

· know how the brain is affected when a person has dementia and be able link this to the difficulties the person may experience

· gain awareness of how physical health is important to a person with dementia

· understand how person centred care and positive communication can improve well being for people with dementia

· identify different legislation which can affect people with dementia

· gain knowledge about the different medications available for people with dementia

· understand how diverse the experience of dementia can be, and
· understand the importance of working with the family and friends of people with dementia.
Completing this workbook and the exercises will help you demonstrate your knowledge and skills in providing care and support for those people who have dementia 
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Introduction

You will have already completed workbook 1 which provides information and knowledge in a number of topics about dementia. This workbook builds on the knowledge you already have about those topics and introduces some new areas of learning about dementia.

The workbook is supported by the PowerPoint presentations:

· Further knowledge in dementia Part 1 

· Further knowledge in dementia Part 2

There are links within the workbook which direct you to tasks and opportunities to explore further information about the subject areas. If you are not doing the workbook online you will need to print off the workbook. Relevant handouts are included  as a link with the printable workbook . 
You can demonstrate your learning by completing the tasks and the short quiz at the end of the workbook. This will provide evidence to your manager of your learning. Please note some of the tasks require access to the internet. 
The workbook can be completed in your own time and at your own pace.  Other learning opportunities can be found on the South West Dementia Partnership website at: www.southwestdementiapartnership.org.uk/learning-pathway/step-2/
The workbook is linked to the following:
Qualification and Credit Framework:

Level 2 Award: Awareness of Dementia

DEM 201

2.1Describe the key functions of the brain that are affected by dementia.
2.1 Outline the medical model of dementia.
2.2 Outline the social model of dementia.
DEM 202

1.1 Describe what is meant by a person centred approach. 

1.2 Outline the benefits of working with an individual with dementia in a person centred manner.
2.1Describe the role that carers can have in the care and support of individuals with dementia. 

2.2 Explain the value of developing a professional working relationship with carers.
NHS Knowledge and Skills Framework:

KSF C1 Communication a b, C2 Personal Development c d, C5 Quality f.
 C6 Equality/Diversity a b c d e.
HWB1: Promotion of health and well being a b. 

HWB2: Assessment and care planning to meet health &well being needs a d e. 

Common Induction Standards:

7.1.1, 7.1.2, 7.2.1, 7.2.2, 7.3.1, 7.4.1, 7.6.1, 7.6.2, 7.6.3, 7.6.4
1. Further knowledge about the causes of dementia including information about the brain

From completing workbook 1 you will remember there are many different types of dementia. What causes the different types of dementia is dependent upon how the brain cells are affected. Brain cells become damaged in a number of different ways. The effect on the brain varies depending on where and how the brain cells are damaged. The damage causes physical changes to the brain. 

Alzheimer’s disease

· This is the most common form of dementia.

· It progresses gradually over time.
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The way the disease progresses tends to follow a predictable pattern.
· The damage to the brain cells usually starts in the temporal lobe of the brain which results in a person having problems with short term memory and new learning.

· Damage to all areas of the lobes of the brain is common as the disease progresses.
Vascular dementia

· Sometimes referred to as ‘stroke related dementia’.
· Can be caused by many small blood vessels being damaged or a single blood vessel (multi infarct and single infarct dementia). 
· The damage to the brain cells are dependent upon where the blood vessel damage occurs so this could mean that any of the lobes are affected.

· Sometimes it is described as ‘stepwise’ in the way the changes occur.

· The way the disease progresses is very variable from person to person.
Lewy Body dementia

· This dementia shares similarities with both Alzheimer’s and Parkinson’s disease. 
· Lewy bodies are tiny round deposits found in the nerve cells which disrupt the brain’s normal functioning.
· Hallucinations and delusions are commonly experienced.
· The person with Lewy Body dementia may react badly to anti-psychotic medications.
The image below shows the different lobes of the brain and provides a brief description of the work that they do.
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Further learning
The dementia programme from Social Care Institute for Excellence (SCIE) has 7 free E Learning modules about all aspects of dementia:

http://www.scie.org.uk/publications/elearning/dementia/index.asp
(Within this workbook you will be signposted to specific aspects of these SCIE modules) 
Task 1 

In Module 3 ‘What causes dementia’ of the 7 SCIE modules, section 3 describes what happens in the brain and there is an exercise to match different problems to the different lobes. Completing this section will help you understand and link the difficulties a person may have when each of the lobes are affected.

Link:

http://www.scie.org.uk/publications/elearning/dementia/dementia03/resource/flash/index.html
1. List the difficulties a person may experience when different lobes are affected.
	Lobe of the brain
	Difficulties a person may experience  

	Occipital Lobe

	

	Parietal Lobe

	

	Frontal Lobe

	

	Temporal Lobe

	


2. Common difficulties
When completing workbook 1 you began to consider some of the difficulties a person with dementia might experience. These changes to the brain cells impact on a person’s ability to use their usual thinking strategies so that a person may have difficulties with:

· getting confused and not knowing where they are
· forgetting things e.g. ‘Where am I’? 

· losing things e.g. ‘Where are my keys’?

· finding the right words for things/getting words in the right order

· expressing strong feelings in an appropriate way 

· making decisions and judgements

· managing social situations
· managing money and finances
Further learning
In the SCIE open dementia programme ‘Living with dementia’ Module 2

Section 4 allows you to listen to people with dementia as they describe the difficulties they have. 
Link: http://www.scie.org.uk/publications/elearning/dementia/dementia02/resource/flash/index.html
3. General health and well being

Maintaining the well being of the person with dementia becomes increasingly difficult as the person needs increasing support to stay physically well. 

Always check the following:

· Exercise:  does the person have opportunities to move around?

· Good diet: is the person getting enough to eat, is this a balanced diet and nutritional?

· Having enough fluids: is the person getting enough to drink?

· Being free from pain and infection: is there any sign of physical illness, which could be causing pain?

· Environment: is the room warm/cool enough? Are there things for the person to do? Are there people for them to talk to?

Difficulties in communication may lead to people with dementia not having their needs met properly in these areas. 

Focussing on the above will help to: 

· reduce the risk of delirium  

· reduce potential communication difficulties where a person is trying to express these needs  

· increase an individuals wellbeing

Managing pain

Part of supporting someone with dementia is to ensure they are as free from pain as possible. Being in pain does not have to be an inevitable part of getting older or having dementia so it is important to always be aware of signs that the person with dementia may be in pain. 

Taking time to get to know the person with dementia can help you see if they are reacting differently, which may indicate they are in discomfort or pain. Regular assessment of pain is an important part of care planning and will help you pick up any problems early on.
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Different pain assessment tools can be helpful in identifying whether the person with dementia is communicating that they are experiencing pain. 

This can be increasingly important if a person has difficulties talking and telling you they are in pain.

There are many different tools which can help. For example, the Disdat/DDAT (Disability Distress Assessment Tool) and PAINAD (Pain Assessment in Advanced Dementia). 

DISDAT can be found with a link alongside the printable version of this workbook or can be downloaded from http://www.endoflifecareforadults.nhs.uk/publications/disdat-form
Task 2
How would you know whether the person with dementia you are working with is in pain? What would you do?

………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………
4. Further knowledge about person centred care

Tom Kitwood was a psychologist and a pioneer in the field of dementia care. He was a senior lecturer at Bradford University in the 1980s where he researched and wrote about ‘person centred’ dementia care. His aim was to understand, as far as is possible, what care is like from the person with dementia’s point of view.

His book ‘Dementia Reconsidered’ written in 1997 brought together much of his work and is still widely used today. He was very keen to challenge the way that people with dementia are treated and to move away from viewing dementia from purely a medical viewpoint. He identified a number of psychological and social factors which people need to have met in order to maintain well-being. These are illustrated in the diagram below.
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To practice person- centred care it is necessary to focus on these needs by using responses and approaches that help to, 

Uphold the person’s identity

For example:

· Respecting the person by addressing them by the name they  wish to be called.
· Seeking out opportunities to explore the life history of the person through talking to friends and family members.
Engage the person in occupation

For example:

· Supporting and encouraging the person to engage in meaningful tasks at whatever level the person is able and comfortable to do.
Provide comfort 

For example:

· Demonstrating warmth and acceptance of the person when talking with them.
Enable attachment

For example:

· Recognising the important feelings a person may have for past or present relationships.
· Being sensitive to recognise the person’s sense of reality.
Include the person in what is happening

For example:

· Enabling a person to be involved both physically and psychologically. 

Upholding these needs will have an effect on the person’s well being.  Not having these needs met will potentially lead to ill being, that is feelings of distress and discomfort.
Person centred care in practice - key difficulties and suggested responses
Responding to the person with dementia when the person is confused by past memories

If a person with dementia is drawing from memories from the past the person might say such things as:

‘Where is my mother?’

‘I need to go home to get the tea’.
When this happens:

Consider if it is possible to orientate the person to reality

Can the person be reassured about where they are in the ‘here and now’?

If ‘Yes’, then provide reassurance and prompts/cues to help the person keep in touch with this information.

i.e: visual cues such as pictures/symbols/written words on notices/cards

If however the person is distressed when confronted with the facts of the situation and this distress is difficult for the person to manage then 
It might be helpful at these times to consider a number of different approaches such as,
Validating the person’s feelings. For example:

‘Are you feeling lost without your mum?’

‘You seem very sad not finding your mother’.
‘You seem to really miss your mum’.
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Explore past memories that the person is experiencing

‘What was your mother like?’

‘Can you tell me about your mother?’

Provide reassurance and comfort

‘It seems very upsetting for you to be still looking for your mother, I’m sure things are ok’.
‘I can see you are upset and worried but it will be all right’.
‘I know you are worried but things are taken care of’.

Further learning

For more information on the Bradford Dementia Group and Tom Kitwood, see http://www.personcenteredcareadvocate.org/about-person-centered-care 
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Or join the Bradford Dementia Group on Facebook to keep up to date with news and events: 

http://en-gb.facebook.com/pages/Bradford-Dementia-Group/159919097355319 

5. Equality and diversity

Fundamental to a person centred approach are the concepts of equality, diversity and inclusion. It is important to understand that each person’s experience of dementia is unique.

It is essential to recognise and respect a person’s individual history, in particular:

· [image: image12.jpg]


the experience of dementia for a younger person may be very different to the experience of an older person 

· the experience of dementia may be different for individuals, 

· who have a learning disability; 

· who are from a Black or minority ethnic background;
· who are lesbian, gay, bisexual or transgendered;
· who are approaching the end of their life.
Further learning
For further information on some of these topics see Step 3 in the follow up workbooks on the South West Dementia Partnership website.
6. Life history work

In workbook 1 you considered the importance and use of life history work. Recording the person with dementia’s life history in a personal way can have the following benefits.
It is an activity, which can involve family/friends as well as the person with dementia.
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Use of photographs and key information about how a person used to spend their time either at home or work can be very powerful at helping everyone to see a person’s identity.
Pictures are powerful and can help trigger memories
It can provide a link to information, which might help identify certain behaviours. Graham Stokes book ‘And still the music plays’ shows how using life stories can put the behaviour of the person with dementia can be put into context. (See further reading section at the end of the workbook).
It can be done in many different ways. The Alzheimer’s Society has produced a simple easy to use booklet ‘This is me’, that identifies personal information that is meaningful to a person. The website link can be found with the printable version of this workbook or downloaded from http://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=1290
7. Positive and effective communication in distressing situations 
Distressing situations can occur for people with dementia where for a variety of reasons the person can find it difficult to manage the situation that is facing them.  But you can help, and how you communicate with the person is crucial at these times.
Responding to distress and frustration

· You don’t have to disagree or argue with the person – instead, focus less on the factual content of what is being said and more on how the person is feeling.
Further learning

This link will take you to the SCIE e-learning programme Module 7 ‘Positive communication’. Go to section 4/page 5’Understanding and responding to a different reality’ to hear a dementia expert talking about this point:

http://www.scie.org.uk/publications/elearning/dementia/dementia07/resource/flash/index.html
· Accept that the person is distressed, and don’t blame them for how they are feeling and what is happening.
· Try not to take it personally if the person displays angry behaviour towards you.
· It may help to try and distract the person with everyday routines such as meals/drinks/walks. 

· Consider the person’s sense of ‘reality’ and respond to this - using reminiscence to link to past stories in the person’s life and asking questions to engage the person.

· Look to identify how the person is feeling and respond to this.

Any of the above may be helpful and sometimes a combination of responses or different approaches may be required, at different times, depending on a variety of factors.  It can be helpful to think of having a ‘toolbox of approaches’ to use when trying to work out what might work best in any given situation.

However it is also important that the person with dementia receives a consistent response as this will help to lessen distress with mixed messages being received.
Therefore once an approach has been agreed this should be shared with anyone who may know the person, for example with other staff members and this can also be noted on their care plan.
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Whichever response / approach is used, the verbal/non verbal communication guidance as outlined in Workbook 1 will be helpful:

Communication

Verbal:

· Speak in a calm way; notice the tone of your voice. 

· Use short sentences giving small amounts of information.

· Give time for the person to answer.

· Don’t argue about facts or try to ‘correct’ the person.
Non-Verbal:

· [image: image15.jpg]


Move to the person’s level.
· Maintain eye contact where possible.
· Use gestures, objects or signals as well as words, for example show the person an object that relates to what you are saying.

Further learning
Look at section 4 / page 5 of this SCIE programme to see how the staff are using some of these communication skills:

http://www.scie.org.uk/publications/elearning/dementia/dementia06/resource/flash/index.html
Task 3 – Mr and Mrs Porter Case Study
Mr Porter has an Alzheimer’s type dementia and was diagnosed four years ago. He was a builder by trade and retired seven years ago. He has been living at home with his wife and she is his main carer. Mrs Porter has a chronic back problem and Mr Porter has a care worker who comes daily to support him with washing and dressing.

One day when the care worker visits, Mrs Porter is looking distressed and says that her husband is constantly talking about ‘getting to the job on time’. This is happening particularly in the evenings and at times she is finding it very difficult to encourage him to settle and go to bed. On two occasions she has locked the door and left him to walk around the house and eventually sleep in his clothes downstairs.

Mrs Porter is very distressed and asking what should she do.

What can you do to help?
1. What advice and support might you give to Mrs Porter?

....................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................
2. What approaches might be helpful in communicating with Mr Porter?

....................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................
8. Behaviours that challenge us
Responding to emotional distress, expressions of anger, and excessive walking
When a person is showing signs of agitation such as hitting out at others or walking around continuously it is important to consider this as a form of communication or a response to unmet needs.

Check through a number of factors:

· What is the environment like? Is this distressing the person? Has something significant changed/been moved (for example a photo or a piece of furniture)?
· What is going on physically for the person? (for example is the person walking in response to the need for exercise)?
· Is the person in pain?
· Are they communicating with you?  Think about what they may have done in the past, for example the job they had and what it involved, what they did with their family such as walking their children home from school. Does this help you understand their behaviour better?

Most importantly consider what is happening within the interaction? 

Is the person being, 

· Ignored

· shouted at 

· blamed

· belittled 

· spoken to as a child 

· ridiculed

· handled insensitively? 

Any of these responses will result in a loss of dignity and an increased sense of distress for the person with dementia.

Be mindful of the experience of the person.

What to do:

· Think if there is anything you are doing which is making the situation worse.
· Stay calm.
· Give the person space and back away if necessary.
· Speak slowly and gently.
· Refer back to workbook 1 and look at the work you have already done on improving communication.
Task 4 – Mr and Mrs Salter Case Study 
Mr Salter has a mixed dementia and was diagnosed three years ago.  He was being cared for by his wife Sybil at home who recently has been admitted to hospital for a heart operation. Mr Salter is now in a care home. Since being at the care home he has been reluctant to sit down with the other residents to eat and drink. In the evenings he has been continuously walking around the care home and approaches people both staff and residents saying such things as ‘I’ve done it all now I’m going’, or ‘I need to get back now’. 

This is becoming an increasingly distressing situation as Mr Salter is getting angry when the staff are preventing him from leaving.

His daughter has said that her father was one of eight children. He had a troubled childhood and spent some time in a home she describes as being ‘for naughty boys’. 

1. What needs do you think Mr Salter might have?

List any possible physical or psychological needs

..............................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................

2. How might you approach Mr Salter?

Think about your non verbal communication as well as what you might say.

................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................
Further learning
For further information see Step 3 of these workbooks on the South West Dementia Partnership website on ‘How to manage behaviours that challenge us’.
9. Medication for people with dementia:

This section looks at 2 different groups of medications that are sometimes prescribed for people with dementia.

1. ACIs (acetylcholinesterase inhibitors)

There is currently no cure for dementia but some drug treatments have been developed that can help to improve the symptoms of Alzheimer’s disease. The drugs may slow down the progression of symptoms, delaying deterioration in some people. 

The drugs used to treat Alzheimer's disease have several ‘trade’ names and are collectively known as acetylcholinesterase inhibitors (ACIs).

Their individual names are:
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Aricept (donepezil hydrochloride), 

Exelon (rivastigmine),
Reminyl (galantamine). 

(As well as ACI’s, a new drug has been developed called Ebixa (memantine) and it works in a different way to the three drugs above.)

Further learning
Alzheimer’s Society has produced a useful factsheet on drug treatments and Alzheimer’s disease. http://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=147
2. Antipsychotics

We have discussed how a person with dementia may experience difficulties such as,
· feeling restless

· feeling angry

· delusions and / or hallucinations. 

It is very important to try to understand the reasons for these feelings and behaviours and to offer psychological interventions as discussed throughout this workbook. 

If these difficulties are not responsive to person centred approaches and are causing severe distress to the person with dementia or posing significant risk to the person, it may be necessary to refer to a health professional who can consider the need for medication. One of the types of drugs which may be prescribed (if considered that the benefits will outweigh any side effects) are called ‘antipsychotics’.

Examples of anti –psychotic medications are,
· Haloperidol (Haldol, Serenace)
· Olanzapine (Zyprexa)
· Quetiapine (Seroquel)
· Risperidone (Risperdal).
Anti-psychotic medication should be avoided unless it is absolutely necessary as side-effects from these types of drugs can include, 
· drowsiness, 
· dizziness and/or the person being unsteady,
· stiffness of the limbs (which can resemble Parkinson’s disease) 

· risks of stroke for some people, particularly after being on medication for longer periods.
If antipsychotic medication is prescribed, it is essential that:

· the minimum correct dose is prescribed and 
· a review date set, in line with local prescribing protocols.  
The person with dementia must be monitored regularly for side-effects as these can have a negative impact on their quality of life. Where side effects are causing harm to the person, the medication should be reviewed urgently.
For people with Lewy Body dementia it is recognised that antipsychotics may be particularly dangerous.
It is important to involve a person’s relatives in the decision to provide medication where the person is unable to consent to the treatment.

Some recent research suggests that suggest that antipsychotics may cause a person with dementia to decline at a faster rate (Ballard et al 2005, Schneider et al 2006), which alongside the risk of side effects highlights the need always to seek alternatives.

Task 5 
Mr White is restless and walking around in the evenings. Think back to all the knowledge from the workbook that you have covered. What alternatives would you explore before considering the use of antipsychotic medication?
...................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................
Further Learning
Alternatives to using medication are sometimes described as non- pharmacological interventions for people with dementia. There are a number of documents describing these. For example, the Alzheimer's Society report on non-pharmacological therapies at

http://www.alzheimers.org.uk/site/scripts/download_info.php?fileID=271
10. Safeguarding: abuse and neglect

It is important to recognise that people with dementia may be vulnerable and at risk of abuse and neglect.

The abuse can take many different forms:
· neglect: of physical, medical or emotional needs;
· physical abuse: including the misuse of medication or inappropriate restraint (for example keeping someone in a room all day against their wishes or raising the sides of a cot bed so the person can not get out);
· psychological abuse: failure to show courtesy and respect when communicating with someone with dementia can leave the person feeling patronised or humiliated. The person may be unable, or afraid, to complain;
· financial abuse: the person with dementia may not be able to think through financial implications when approached by others who might then take advantage of this; 
· sexual abuse: the person with dementia may no longer be able to consent to sexual activity.
Task 6
1. If you are concerned about potential abuse - what action would you take? Who would you contact? Find out the local safeguarding procedures for your area of work. Check what training is available if your knowledge is not up to date.
List any relevant telephone numbers/contacts:

……………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………
11. Legislation: Mental Capacity Act, Deprivation of Liberty and the Equalities Act

The Mental Capacity Act 
The Mental Capacity Act (MCA) became law in October 2007 and brought clear guidelines about what should happen when a person has difficulty making decisions. This is very important for people with dementia as the ability to make decisions is affected in a number of ways for varying reasons, at different times.

Task 7
1. Read the Alzheimer’s Society’s factsheet about the Mental Capacity Act, which is available with the printable version of this workbook or at the following link: 
http://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=354
2. Then complete the following questions:
What are the 5 main principles of the Mental Capacity Act?

1. .................................................................................................................................................................................................................................................................................................................................
2. .................................................................................................................................................................................................................................................................................................................................
3. .................................................................................................................................................................................................................................................................................................................................
4. .................................................................................................................................................................................................................................................................................................................................
5. .................................................................................................................................................................................................................................................................................................................................
Task 8
1. Name an example of how you may have been involved in making a best interest decision for a person with dementia. 

Describe:

a) the area of decision making where the person  lacked capacity and
b) what was the best interest decision

..............................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................................
Remember in relation to making a decision, a person with dementia may experience:

· loss of ability in some areas of decisions making but still able to make decisions in other areas:

Capacity is DECISION SPECIFIC

· It is necessary to take into account past wishes, beliefs, feelings and values when making a best interest decision for a person who no longer has capacity. Knowing the life history of the person will help you to do this.
Further learning
SCIE have a number of resources to learn about the MCA

http://www.scie.org.uk/publications/mca/index.asp
There is a SCIE funded resource which looks specifically at supporting people with dementia using the MCA:

http://www.scie.org.uk/publications/mca/files/ALZSOCMCAreport.pdf
This can be downloaded free. 

The Deprivation of Liberty Safeguards (DoLS)

When a person who has dementia is in a care home or a hospital, the hospital or care home will need to consider if restrictions are being applied when caring for that person. For example may not be allowed to go outside on their own or walk into town alone.

If the restrictions are significant, then a decision will need to be made by the hospital or care home about whether it will be necessary to make an application for authorisation to deprive the person of their liberty. 

Further learning
The Department of Health have a number of publications which explain the DoLS procedures: http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_091868
Task 9

Find out and note the DoLS procedures for your area of work

………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………
Equalities Act 2010
The 2010 Equalities Act provides a framework in law to protect people against discrimination. It is a law which protects individuals from unfair treatment and promotes a fair and more equal society.
This new law includes a new concept of ‘discrimination arising from disability’.
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When a person with dementia has difficulty carrying out their day-to-day activities they will come under the definitions of ‘disabled person’ and so they are protected under the Act.
Further learning
A factsheet developed by Citizens Advice Bureau is available to download for people to learn about how the Equalities Act affects and changes the law and what their rights are.  

http://www.equalities.gov.uk/pdf/401727_GEO_EqualityLaw_Rights_acc.pdf
12. Supporting and working with families and friends of people with dementia

For carers of people with dementia there are a number of factors which might affect their situation: 

· feeling they have ‘lost’ their partner, parent or friend and experiencing emotions similar to a bereavement;
· extra financial burden; 

· an increased risk of mental health problems, in particular depression and anxiety; 

· physical exhaustion; 

· feelings of guilt; 
· coping with the stigma of dementia;
· the reaction and response of others;
· coping with changes in the person’s ability to cope with everyday life.
These issues can be helped by encouraging carers to maintain their own support from friends and family. It can also help carers if they are in contact with other support networks for carers of people with dementia.

The relationship between the person with dementia and the people providing everyday support is crucial. Therefore providing information and education about dementia to family members and significant others is essential.
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Carers say that having knowledge about dementia and how to respond to the person makes a huge difference and helps them. There are a number of resources aimed at providing information and advice for carers of people with dementia.

It is also important that the main carer has an assessment of their needs undertaken by the local authority social services, because carers are entitled to financial and emotional support to help them in their caring role.  

Further learning
The Alzheimer’s Society has dedicated web pages to help family and friends of people with dementia. 
http://alzheimers.org.uk/site/scripts/documents.php?categoryID=200343 

Information and support

It is important to connect people with dementia and their carers to all available supportive organisations.
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Task 10
1. Find out about local resources to which you could signpost carers of people with dementia. Start with your local Alzheimer’s Society.

Contact names & number:

..................................................................................................................................................................................................................................................................................................................................................................
2. What services do they offer? ..................................................................................................................................................................................................................................................................................................................................................................
12. End of life care

End of life care is a term used to describe how people who are nearing the end of their life (dying) can be cared for so that they don’t experience unnecessary pain, anxiety and stress. You may find yourself supporting someone who is in the final stages of their life, even if you are not an ‘end of life care’ specialist. It’s important for you to link to support, gain extra direction and to feel confident and able to make a positive contribution when it is needed. 

As a person nears the end of their life, it is important to make sure you are doing what you can to keep the person comfortable. The Liverpool Care Pathway is a nationally recognised tool which can help at this time. Good communication skills are vital for working with both the person with dementia and the person’s family.
It is sometimes hard to predict how long a person has to live and people show different signs. People generally become weaker, may feel sick or find it difficult to eat and take their medication. If this happens it is important to consider the need for medication and how this can be provided in a different way.

As the illness progresses the person is likely to become weaker and sleepier each day. Even when a person is drowsy or asleep, the person may still hear what is being said, music or singing, and can take comfort from hearing these sounds.

Some people may become restless, agitated or confused as they near the end of life because the person is not drinking and the body is no longer working properly. This can lead to the person behaving out of character.

Towards the end some people may lapse into unconsciousness. How long the person remains unconscious before they die varies from person to person. Some people die in their sleep.

Further learning
The website below is designed to support health and social care staff working, in any capacity, with people nearing the end of life.

http://www.endoflifecareforadults.nhs.uk/
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13. Final points

When responding to people with dementia focus on ‘stepping across’ to be with the person with dementia in their world – use imagination to improve understanding of the person’s experience, in the context of their life history and their needs. 

People with dementia may not always appear to ‘make sense’ when communicating their experiences. We all struggle with communication and risk giving incorrect messages within relationships. We hope that our partners and the people in our lives will be generous in taking time to try and understand who we are and how we feel. 

People with dementia need extra generosity given that their ability to communicate is compromised.

Be generous with your time..........

Thank you for completing this workbook.


Refer to resources section on the South West Dementia Partnership website for further information about:

· The National Dementia Strategy,
· Other SCIE resources,
· The Alzheimer’s Society Factsheets.
Further Reading on person centred care 

May, H., Edwards, P. and Brooker, D. (2009) Enriched care planning for people with dementia: A Good Practice Guide to Delivering Person-Centred Care. Jessica Kingsley publishers, London.

Stokes, G. (2008) And still the music plays: stories of people with dementia. Hawker publications, London. 

Kitwood, T. (1997) Dementia reconsidered: The person comes first. Open University Press, Buckingham

Mini Quiz
1. Name below the type of dementia which has the following characteristics:
· The person will commonly experience hallucinations and delusions 

· The person may react badly to anti-psychotic medications
......................................................................................................................
2. Put a, b, c, or d in the boxes below.
a) Frontal lobe

b) Temporal lobe

c) Parietal lobe 
d) Occipital lobe
i. Which lobe of the brain is important for saving information and making new memories?

ii. Which lobe of the brain helps to organise your body in space? 

iii. Which lobe of the brain helps make sense of visual information?    

iv. Which lobe of the brain helps to regulate behaviour?
3. List below 3 ways that carers of people with dementia may be affected as a result of their caring role?

i……………………………………………………………………………………………………….
ii………………………………………………………………………………………………………
iii……………………………………………………………………………………………………..
4. Who was one of the first people to challenge the way that people with dementia were treated? 
a) Sigmund Freud
b) Carl Jung
c) Tom Kitwood
d) Alois Alzheimer
5. Name in the circles below the 5 psychological needs that maintain well-being
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6. Give 3 examples of both non-verbal and verbal communication skills which significantly help when communicating with the person with dementia?

Non –verbal:

i………………………………………………………………………………………………………
ii……………………………………………………………………………………………………..
iii…………………………………………………………………………………………………….

Verbal:

i………………………………………………………………………………………………………
ii……………………………………………………………………………………………………..

iii…………………………………………………………………………………………………….

7. Identify and include the missing principle of the Mental Capacity Act from the following list:
 A presumption of capacity – every adult has the right to make his or her own decisions and must be assumed to have capacity to do so unless it is proved otherwise 
Individuals being supported to make their own decisions – a person must be given all practicable help before anyone treats them as not being able to make their own decisions. 
Unwise decisions – people have the right to make decisions that others might regard as unwise or eccentric.

.................................................................................................................................................................................................................................................................................................................................

Less restrictive option – someone making a decision or acting on behalf of a person who lacks capacity must consider whether it is possible to decide or act in a way that would interfere less with the person’s rights and freedoms of action

8. Circle true or false to the following:
i. A person who has delirium will often be confused and disorientated 
True  /  False
ii. A person will dementia will never suffer from delirium as they are two separate conditions
True/ False 
iii. Being depressed will cause a person to develop dementia
True  / False
iv. Delirium takes a long time to develop
True / False
9. List 3 possible side effects of anti psychotic medication:

i………………………………………………………………………………………………………
ii……………………………………………………………………………………………………..
iii…………………………………………………………………………………………………….
10. You have learnt it is essential to maintain the physical health of the person with dementia as this will impact on well being. For example, checking that the person is not experiencing pain using pain assessment tools. 

Name 3 other ways you might help a person stay physically well:

i………………………………………………………………………………………………………
ii……………………………………………………………………………………………………..
iii…………………………………………………………………………………………………….

Mini Quiz Answers:

1. Lewy Body dementia

2. b,c,d,a

3. Any combination of the following:
· feeling they have ‘lost’ their partner, parent or friend and experiencing emotions similar to a bereavement
· extra financial burden 
· an increased risk of mental health problems, in particular depression and anxiety 
· physical exhaustion 
· feelings of guilt 
· coping with the stigma of dementia
· the reaction and response of others
· coping with changes in the person’s ability to cope with everyday life
4. C
5. Identity, Attachment, Occupation, Comfort, Inclusion
6. Verbal:
Speak in a calm way; notice the tone of your voice. 
Use short sentences giving small amounts of information.
Allow time for the person to answer.
Don’t argue about facts or try to ‘correct’ the person
Non-Verbal:
Move to the person’s level

Gain eye contact where possible

Use gestures, objects or signals as well as words e.g. show the person an object that relates to what you are saying.

7. Principle 4: Best interests – anything done for or on behalf of a person who lacks mental capacity must be done in their best interests.
8. True, False, False, False
9. Any combination of the following:
Drowsiness, 
Dizziness and/or the person being unsteady
Stiffness of the limbs (which can resemble Parkinson’s disease) 
Risks for some people of strokes particularly after being on medication for longer periods
10. Exercise:  does the person have opportunities to move around?
Good diet: is the person getting enough to eat?
Having enough fluids: is the person getting enough to drink? Environment: is the room warm/cool enough? 
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