
An explanation of dementia and a Portfolio of organization that support relatives and carers of people with dementia

The aims of this portfolio, are to review and evaluate three organizations that provide support, and/or advise to individuals suffering with dementia, paying particular interest to the services available for family members, and/or carers of these individuals. The organizations that have been selected for this portfolio are: social services (Swansea region), the Alzheimer's Society, and Admiral Nurses. However, firstly the term 'dementia' will be defined, while providing a descriptive analysis of its symptoms, causes, the effects on relatives and carers, and its prevalence (both globally and within the UK). Finally, the main points contained in this portfolio will be briefly discussed, in order to formulate a short conclusion. 
Rather than being a singular disease, dementia is a syndrome. The term is used generically, to describe a set of symptoms relating to cognitive decline, that are also severe enough to interfere with efficient daily functioning ("Dementia- Symptoms and causes", 2018). There are a range of different forms of dementia, with Alzheimer's disease contributing to 60-70% of all cases. Other forms of dementia include; Lewy body dementia, frontotemporal dementia, vascular dementia, and mixed dementia. Areas affected by the syndrome include; memory, comprehension, learning capacity, thinking, language, calculation, orientation and judgement, these are often accompanied by, or lead to the degradation of behavior and emotional control. Dementia is often chronic with a progressive nature, and while older members of society are often effected, it is not part of regular ageing ("Dementia", 2018).
The affects of dementia can vary from person to person, with influencing variables, including, area of the brain affected ("Dementia- symptoms and causes", 2018), as well as, the personality of the individual prior to becoming ill. Symptoms of the syndrome can be recognized in three stages. Firstly is the 'early stage', and often overlooked due to its gradual onset. Symptoms at this stage can include; forgetfulness, getting lost in familiar places, and losing track of time. The second stage, or 'middle stage', is when the signs become more severe, obvious, and restricting. Symptoms at this stage can include; forgetting peoples names, becoming lost at home, increasing communication difficulties, behavior changes, and needing assistance with personal care. The final stage, or 'late stage', is when the individual becomes almost totally dependent on others. Other symptoms at this stage can include; difficulty in recognizing family members and friends, difficulty walking, becoming unaware of the time and place, increased need for assistance with self-care, and also, changes in behavior that can include aggression ("Dementia", 2018). Other psychological symptoms can include; anxiety, depression, agitation, paranoia, inappropriate behavior, and hallucinations ("Dementia- symptoms and causes", 2018).
Dementia can be caused by a variety of ways, such as, from brain trauma or Alzheimer's disease. However, it is damage to the nerve cells in the brain that cause its effects ("Dementia- symptoms and causes", 2018). Currently there is no known curative, or progression altering treatments available. However, there are preventative measures and risk indicators. Things such as; tobacco use, obesity, heavy alcohol use, unhealthy diets, physical inactivity, social isolation, depression, diabetes, low academic attainment, and cognitive inactivity, can all contribute to the development of dementia. Staying physically, mentally, and socially active throughout life, and for as long as possible into older age, could lower the risk of developing symptoms associated with the syndrome ("Dementia", 2018). It is also important to note at this point a number of 'reversible' conditions that either have dementia-like symptoms, or may cause dementia. These include; immune disorders and infections, brain tumors, endocrine abnormalities and metabolic problems, nutritional deficiencies, anoxia, and poisoning ("Dementia- symptoms and causes", 2018).
The World Health Organization (WHO), (2018), states that globally, dementia is one of the leading causes of disability in older adults, with around 50 million people having the syndrome, and a further 10 million cases reported each year. The total estimated worldwide societal cost of dementia in 2015, was US$ 818 billion ("Dementia", 2018). There are 850,000 people in the UK living with dementia (one in every fourteen of those aged over 65, or, one in every 76 of the entire UK population), with that figure expected to rise to 1,3 million by 2030. There is also a higher prevalence of the condition in older women. However, this is believed to be due to their longer life expectancy ("Numbers of people in the UK| Dementia statistics hub", 2018).
Being the relative or carer of a person with dementia can be extremely overwhelming, with physical, psychological, social, and financial consequences. Role changes, such as that of 'child' becoming care giver to the parent, can be an emotional and physical strain. While the level of support needed by the dementia sufferer can also cause tension and rifts within the family. Some relatives may become distant and avoid contact with the person who has the condition, while others may overcompensate by taking on many care giving responsibilities- even feelings of guilt and worry about leaving their loved ones for lengths of time. These feeling can 'override' any enjoyment to be had from separate activities. People who suffer with dementia often need around the clock care, this leaves relatives and carers with little to no opportunity to indulge in personal or social activities. Due to the intense level of care needed, relatives and carers are often physically and emotionally exhausted. A study by Alzheimer's Research UK, found that carers who participated in the study had poor mental and physical health, with all experiencing high levels of depression, stress and social isolation. Relatives and carers also experience intense feelings of sadness as they gradually lose their loved one. Because of the unpredictable progressive nature of the condition, relatives and carers can experience feelings of anxiety and hopelessness about the future. In this respect it is good to focus on pleasant memories of the past, as well as looking at things from a short term perspective. A 2014 survey by The State of Caring, found that 54% of carers struggle to pay bills, while a further 35% have to cut back on living essentials, such as food or heating. Other financial burdens come in the form of increased energy bills, specialized food, increased transport costs, higher phone bills, equipment and adaptations, as well as, other care products. Because of the intense need for care, relatives and carers may have to give up employment to look after loved ones, benefits are available, but these are often not enough to cover the costs associated with their circumstances (Dementia in the family- The impact on carers, 2018)
Social services are a sector of government that provide services to individuals who are in need of support, with the aims of promoting peoples welfare needs. Social services operate regionally and can be accessed through a variety of agencies and organizations, including local authorities. They work in partnership with health services, as well as the volunteer sector, in order to provide provisions on information, services and support. In the case of an individual with dementia, an assessment of care and support needs will be conducted, in order to evaluate what help the individual and their family/carer may be eligible to receive. Depending on what needs the individual may have, a social worker and/or a health staff member –such as an occupational therapist- will be involved within the assessment process. So that the best forms of support can be provided, all aspects of a person including their family/carer is taken into consideration, so that they can be treated as a whole. Other services offered by social services can include; care and support for at home, a break from the home for the dementia sufferer (day centres and social groups), help with short breaks for carers (this could be a few hours or a few days), and help with assistive technologies (such as sensors or alarms). Social services can also offer help with long-term residential living, for when caring for an individual with dementia becomes too much, or it is no longer safe to be living at home. Charges for services may apply and are based on the Provision of Social Services and Wellbeing Act (Wales) 2014. However, there are some individuals who will not have to pay, so long as they are eligible for the service ("Swansea-Dementia support from Social Services", 2018).
A study by Mason, et al., (2007), found that day care services run a higher cost than other care options, while having no "reliable evidence" to account for its benefits to the client. However, a further study by Mavall, and Malmberg, (2007), as well as the study by Mason, et al., (2007), did find that day care and 'restbite' services had a percieved beneficial effect on caregivers, reducing their burden, and lowering the strain on their mental and physical health (cited by: Dawson, Bowes, Kelly, Velzle, and Ward, 2015).
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Dementia support from Social Services
Social Services work in partnership with the health service and the voluntary sector to provide information, services and support for people living with dementia and their carers.
Before someone can receive support from Social Services we will have to carry out an assessment of their needs.
The assessment process 
An assessment helps us to see if a person has care and support needs, and to work out if they are eligible for help from Social Services. Often, both social workers and health service staff will be involved in the assessment process, depending on the kind of difficulties that someone is experiencing. We have found that we can support people with dementia most effectively by looking at all aspects of the person and the family or other carers who are supporting them as one whole. There is more information on Care and Support Assessments for Adults.
We aim to provide support which enables people with dementia to continue to live in their own homes or, where appropriate, a care home. Through building on a person's strengths, life history and current abilities, and by focusing on relationships, feelings and activities that have some meaning for the individual, we aim to develop and increase their independence and well-being. The support Social Services can provide will vary according to someone's assessed needs. There is more information in our factsheet  [image: ] Dementia Support Services (Factsheet 042) (PDF, 48KB)Opens new window.
Social Services support may include:
· Care and Support at Home- someone to help with day-to-day tasks such as washing, dressing and meals that someone with dementia might find too difficult on their own.  See Care at Home
· Assistive Technology - sensors, alarms and gadgets that help keep people with dementia safe at home and enable them to do things they would otherwise be unable to do themselves. There is comprehensive information on assistive technology for people with dementia on this website: www.atdementia.org.uk
· A break from home - Day Centres and Social Groups can provide an opportunity for people living with dementia to have social contact and stimulation. Groups exist for people at various stages of dementia. See A Break from Home for more information.
· A break for the carer - It is important that carers look after their own health and wellbeing. Sometimes a carer may need a break from their caring responsibilities. This could be just for a few hours or may be a couple of weeks. See Short Breaks for Adults
· Residential Assessment Service - Specialist support to help people with dementia regain the skills and confidence to return to live at home after a period of ill health.  See Residential Reablement Services for more information.
· Long-term residential care - Sometimes it is no longer possible to care safely for someone with dementia at home. This may be because of the way their condition is affecting them, or may be because the carer's own circumstances make it difficult. More information about Residential and Nursing Care
The basis for charging To ensure that the charges we make for home care are fair, we use a Charging Policy, based on the provisions of the Social Services and Well-being (Wales) Act 2014, including:  The Care and Support (Charging) (Wales) Regulations 2015  The Care and Support (Financial Assessment) (Wales) Regulations 2015  The Part 4 and 5 Code of Practice (Charging and Financial Assessment) We use the Charging Policy to work out whether someone will pay:  nothing towards the cost of home care.  the full charge for their care. This is worked out according to the number of hours they get, at a rate of £10.20 per hour, up to a maximum of £70.00 per week.  part of the cost of their care, but not the full charge. The exact amount will depend on how much money they have each week, after meeting certain expenses. For most people, we decide how much they will pay by doing a financial assessment. However, there are some people who will automatically get their care free (as long as they are eligible for the service) and will not have to have a financial assessment.
The second organization to be discussed is the Alzheimer's Society. The Alzheimer's Society is a registered nonprofit charity, that aims at reaching out to dementia sufferers, their carers, friends and family. They provide local support with 3000 services available throughout the UK, offering information, care and support. Services include dementia support workers, dementia advisors, 'side by side' volunteers, dementia cafes, and 'singing for the brain' sessions. They also offer a 'National Dementia Helpline', providing information, advise and emotional support. The helpline's advisors can provide support via phone, email, social media, post, and through their online forum, 'Talking Point'. Currently they are the UK's leading charity investing in research, into dementia care, cause, cure, and prevention, with an estimated £150 million further investment over the next ten years. The charity also operate a number of campaigns, promoting the rights of those affected by dementia, and keeping their needs at the forefront of political policy making. Their campaigns are also about raising awareness, and promoting a 'dementia-friendly society. More than two million people have become 'Dementia Friends' since 2017. And learning about things they can do to support people with dementia, within their own communities (Society, 2018).
An example of one of the programs managed by the charity includes, the 'Carer Information and Support Programme', (CrISP). CrISP provides recent, and relevant information in a group setting, allowing carers an opportunity to share their experiences with one another. The programs also facilitates carers to further their knowledge on national and local services of support. The programme is run by trained staff and volunteers, ensuring that carers receive the best out of each session. Benefits include; increased knowledge and understanding of dementia, practical day-to-day coping strategies, empowering carers to access services of support, entitlements, and financial benefits, and helping carers become better connected and less isolated. Carers who attended the sessions said that they had gained a better understanding on dementia, they were more confident in their journey, they were not afraid to ask for help, and that they felt less isolated (Society, 2018, .b).
Informal as well as formal carers play a vital role in the care of those with dementia. The number of informal carers is unknown, however, it is believed that they make a large amount of the overall workforce. Thus easing strain on statutory, and voluntary care services. For this reason it is crucial as well as beneficia, for these agencies to work with all carers, helping to ease their burden, and promote their wellbeing. A meta-analysis by, Chien, et al., (2011), suggests that there is strong evidence to validate that 'support groups' have a positive effect on carers. Particularly with their psychological well being and depression (cited by: Dawson, Bowes, Kelly, Velzle, and Ward, 2015). 
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How your money helps
Every penny you donate to Alzheimer’s Society is making sure we can be there for people affected by dementia.
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In 2015/16, for every £1 we received, we spent 89p on directly improving the lives of people with dementia. The other 11p goes towards generating future income.
Thanks to you, last year, our income increased from £90.7 million to £97.9 million. We spent 12% more on our work meeting the needs of people affected by dementia, inspiring change and advancing research. Through our local services, your support directly helped over 100,000 people.
With your continued support, we will make even greater progress towards our vision of a world without dementia.
Research
We are the only UK charity investing in research into dementia care, cause, cure and prevention. We’ve committed to spending £150 million on cutting-edge research over the next decade. Every project we fund directly addresses the needs and concerns of people affected by dementia.
Campaigning
We fight for the rights of everyone affected by dementia. Our campaigns keep dementia firmly at the top of the political agenda. And we raise awareness, pushing for a more dementia-friendly society so people with the condition can live without fear and prejudice. Since June 2017, more than 2 million people have signed up to become Dementia Friends. They have learnt about the condition and the small things that they can do to support people with dementia in their communities.
Advice and information
Alzheimer’s Society’s National Dementia Helpline offers information, advice and emotional support to people affected by dementia. Our advisers provide support by phone, email, social media, post, and though our online forum, Talking Point. We also have over 200 free publications, available online and in print, with clear and straightforward, NHS England-accredited information.
Local support services
Our 3,000 services across England, Wales and Northern Ireland offer information, care and support to people with dementia, their families, friends and carers. These include Dementia Cafés, Singing for the Brain® sessions, and Dementia Advisers, Dementia Support Workers and Side by Side volunteers who support people to keep doing the things they enjoy.

Carer Information and Support Programme
[image: ]
Our Carer Information and Support Programme (CrISP) provides support and up-to-date, relevant information in a group environment, where carers can share experiences and find out about local and national services that can offer support.  
The programme is run in a series of sessions which offers carers the opportunity to share experiences in a confidential and friendly environment with others in a similar situation.
Our trained staff and volunteers run the sessions to ensure carers get the most out of the programme and can provide further information and support.
The key benefits of the programme include:
· Enabling carers to have increased knowledge of dementia.
· Providing carers with practical information that they can use in coping with living with dementia day-to-day.
· Help carers to feel better informed and less isolated.
· Empowering carers to access support services and financial benefits and entitlements.
· Enabling carers to plan with and for the person they care for, now and in the future.
Carers who attended CrISP said:
'All the sessions have provided me with so much more knowledge and just what is out there. It is very easy to feel isolated when you are a carer. I have now seen there is support out there, and it is not necessary to feel like that.'
‘I feel I can cope better now and although I have learnt the journey of dementia is different for each individual, I feel more prepared for what I may have to face in the future. I found the programme helped in many ways and particularly in gaining a better understanding of dementia and how to cope on a day-to-day basis. I have learnt not to be afraid to ask for help and that it is important to take care of myself in order to manage the care of my husband.’

The third and final organization to be looked at is Dementia UK, and their Admiral nurses. Dementia UK is a leading registered charity providing one-to-one support to people with dementia and their families. The charity was founded by Joseph Levy CBE BEM, who had vascular dementia. The charity also provides expert guidance and practical solutions, as well as their famed Admiral Nurses, affectionately named after Joseph who was also known as 'Admiral Joe'. The charities vision is to provide specialist and compassionate dementia support, across the Uk for all who need it. Their aims are to increase Admiral Nurse coverage across the UK, raise awareness and understanding of Admiral Nursing, and to provide robust evidence for the effectiveness of Admiral Nursing (About Dementia UK, 2018).
Admiral Nurses are trained in providing specialist dementia support to families who need it. They can work alongside people with dementia and their families when things are getting too challenging or difficult. The nurses unique  expertise and experiences of dementia can be a lifeline for many people effected by the syndrome. Helping people with dementia and their families live a more positive life, while also empowering them to face the challenges that come as part of the illness. The majority of Admiral Nurses work within the community for the NHS, other nurses work in hospices, care homes and hospitals. They specialize in all kinds of dementia, including frontotemporal dementia, Lewy body dementia and vascular dementia (Admiral Nurses are specialist dementia nurses who support families facing dementia, 2018).
Admiral Nurses can provide the skills and techniques to help with communication, helping people stay connected to their loved ones for as long as possible (such as introducing picture cards for example). They can also teach families and carers how to spot the signs of distress and fear, as well as the best way of managing or preventing it. They can also offer access to other sources of care and support for when families are struggling to cope. Admiral Nurses can also answer any questions or worries those facing dementia may have, while taking the time to understand the problems faced by families and carers. There is also an Admiral Nurse Helpline, this can be accessed throughout the week, as well as an email address to contact (Admiral Nurses are specialist dementia nurses who support families facing dementia, 2018).
There is some evidence to say that 'dysfunctional caring can be predictors for depression and anxiety, and may also lead to behavioural disengagement, denial, self-distraction, self-blame, substance use and venting, sometimes even leading to abusive caring. Cooper, et al., (2012), argue that coping strategy based support can have a positive impact on the effectiveness of care provided by families and carers (Ryan, Gardiner, Bellamy, Gott, and Ingleton, 2012:cited by Dawson, Bowes, Kelly, Velzle, and Ward, 2015). 
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About us
Dementia UK provides specialist dementia support for families through our Admiral Nurse service.
[image: ]Admiral Joe
When things get challenging or difficult, our nurses work alongside people with dementia and their families: giving them the one-to-one support, expert guidance and practical solutions they need, and that can be hard to find elsewhere.
Admiral Nurses are continually trained, developed and supported by Dementia UK. Families that have their support have someone truly expert and caring by their side – helping them to live more positively with dementia in the present, and to face the challenges of tomorrow with more confidence and less fear.
Why Admiral Nursing?
Admiral Nurses were named by the family of Joseph Levy CBE BEM, who founded the charity. Joseph had vascular dementia and was known affectionately as “Admiral Joe” because of his love of sailing.


Our vision
Specialist and compassionate dementia support for all families that need it.
Our mission
1. Increase Admiral Nurse coverage across the UK
2. Raise awareness and understanding of Admiral Nursing
3. Provide robust evidence for the effectiveness of Admiral Nursing

How an Admiral Nurse can help
What is an Admiral Nurse?
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Admiral Nurses provide the specialist dementia support that families need.
When things get challenging or difficult, our nurses work alongside people with dementia, and their families: giving them one-to-one support, expert guidance and practical solutions. The unique dementia expertise and experience an Admiral Nurse brings is a lifeline–it helps families to live more positively with dementia in the present, and to face the challenges of tomorrow with more confidence and less fear.
Most Admiral Nurses work in the community for the NHS, and others  work in care homes, hospitals and hospices.
Admiral Nurses work with people and families affected by all types of dementia, including Alzheimer’s disease, vascular dementia, frontotemporal dementia and dementia with Lewy bodies.
How can an Admiral Nurse help me?
· If communication gets hard, we’re on hand with skills and techniques to help you stay connected to the person you love.
· If someone with dementia is showing signs of fear or distress, we’ll work with you to find the best ways of preventing or managing this.
· If your family is struggling to cope, we’ll be there to help you get your loved one the best possible additional care and support.
· If you have questions you can’t get answered we’ll take the time to really understand the problem, and give you the expert support you need to tackle it.
Watch this short video to follow Admiral Nurse, Matthew, as he visits families in Wakefield.
How can I speak to an Admiral Nurse?
Call our Admiral Nurse Dementia Helpline on 0800 888 6678 from 9am to 9pm Monday to Friday, and from 9am to 5pm during the weekend. Or send an email to helpline@dementiauk.org.
There may be an Admiral Nurse in your area. Check our map to see all of our services.
Why Admiral?
The family of Joseph Levy CBE BEM – who founded Dementia UK – named the nurses. Joseph had vascular dementia and was known affectionately as ‘Admiral Joe’ because of his love of sailing.
In conclusion to the information gathered for this portfolio, it is evident that dementia is a vastly growing issue that is effecting more and more people each year. Dementia is a debilitating illness for those affected, with profound emotional, physical, psychological and financial consequences for all involved. This is why care and support is not just important for the individual, but also for their families and carers. Finding and accessing the right kind of support can be a daunting task, and so it is paramount that all agencies work well together in order to bring about the best solutions for all effected. This researcher has found there to be a good deal of care and support when dealing with dementia, however, sourcing this support could be made easier for individuals.
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