Is the social and psychological distress experienced by individuals living with dementia and their family members being sufficiently addressed? Is their human need and human dignity being considered and addressed adequately to encourage and enable them to flourish?



        As people are living longer the number of people with dementia in the UK is increasing. Figures published by the Alzheimer's Society state that the current figure is approximately 850,000 but  estimate that by 2025, this number will have increased to around 1 million. Providing the care to meet needs of these individuals whilst preserving their dignity throughout the declining stages of dementia is has become a huge concern to the public. Whilst providing practical care for this group of individuals in our society it is also crucial that consideration is given when planning to preserve of their dignity. Failure to do so will otherwise result in social and psychological distress being experienced by the people living with dementia and their family members. We shall first look at how dementia affects a person and is implications on the family who undertake much of the caring role. We shall look at current government legislation in the Mental Capacity Act and how it provides advocacy for people living with dementia. Examine recent policy changes made by the Welsh Governments ‘new plan to transform dementia care in Wales and consider if the proposals go far enough. We shall also consider the current provision and approach of the NHS in the UK and discuss the findings and literature provided by the third sector charities who play a vital role in dementia care in our country.

        Dementia is not a disease but rather a term used to describe a range of similar symptoms linked with progressive reduction of brain functions, it is most commonly found in those over 65 years. However, the early onset of dementia can occur in approximately 20% of cases in people as young as in their thirties. Symptoms include loss of memory, both mental ability and agility, problems with cognition and judgement. There is often a change in the persons personality, their movement, and coordination, resulting in mood changes and difficulty in carrying out everyday tasks without assistance. (National Health Sevice,2018 ) the Alzheimer's Society estimates that in the over sixty five age group one in fourteen people over sixty five will develop dementia, and the condition affects one in six people over the age of eighty.

        There are different types of dementia the two most common being Alzheimer’s disease and Vascular dementia. As the disease progresses people living with dementia can lose interest in activities and find socialising difficult, they are forgetful, and often fail to understand what is going on around them (Dementia UK, 2018).  There is no cure at present for dementia but if diagnosed early treatment can be given to slow the process and when the correct support is provided many people can continue to achieve a good quality of life and wellbeing.(National Health Service, 2018) Planning for the future with the person and their loved ones or carers is important as symptoms will worsen over time and the level of care and intervention will increase. When the person with dementia finds their independence can no longer be maintained both social and psychological distress are experienced and help with making important decisions through this time along with the quality of support and advice received is crucial to address the persons needs whilst still maintaining their dignity. (The Mental Capacity Act, 2005).

        The Mental Capacities Act 2005 states that whilst people have the capacity to make their own decisions they must be allowed to do so, even if the decisions are not necessarily the wisest. When however, a person has lost the capacity to make choices any decision made on their behalf must be in their best interests and, should restrict their rights and liberties as little as necessary. In addition, whilst they may have insufficient capacity to make decisions independently, they must still be given the opportunity to be as fully involved as possible. In the later or more advanced stages of dementia when difficult decisions need to be made distress can and often is experienced by both the people living with dementia, their carers and loved ones. However, advance statements can be put in place whilst the person with dementia is still capable of expressing how they wish to be cared for. They can appoint a power of attorney to manage their financial affairs or property, as well as their health and welfare issues. This can reduce the degree of responsibility and distress which may otherwise be experience by the family or carer when difficult decisions have to be made, as they are able to advocate for what is best for their loved one whilst maintaining some control and dignity for all involved. (The Mental Capacity Act,2005).

        In February 2018 Welsh Government announced they will be providing 10m a year over the next three years through the Integrated Care Fund (ICF) mechanism, to finance their newly launched, Dementia Action plan 2018-2022. This proposes a vision to establish Wales as a dementia friendly nation, seeking to address the rights of people living with dementia. Helping them to continue to feel valued and enabling them to continue living within the community and avoiding unnecessary admissions to hospital or residential care. The plan has addressed issues and changes that people with dementia themselves stated they need. These include getting a timely diagnosis and adequate support services to continue to live a fulfilling life. The plan will build on improvements put in place in 2015, to introduce dementia support workers and occupational therapy support within mental health units and hospitals, whilst integrating health and social services with volunteer groups. Support for this plan has been endorsed by the Alzheimer’s society who recognise these actions are crucial in bringing about the changes people with dementia and their cares have asked for. Delivery of the plan will be monitored by the Dementia delivery assurance implementation group and its members include people living with dementia, their carers, and their families. This group has begun meeting to discuss implementation of the plan the second and most recent meeting being held in October 2018. (Welsh Government, 2018).
 
        The average cost of care for a person with dementia is estimated at £32,259 per year. A large proportion of this is met by people with dementia themselves, from either their own resources or in unpaid care provided by their own families. The total annual cost throughout the UK in excess of 26 billion pounds. It can be said that this contrasts unfavourably with funding for other long-term illnesses which are funded free of charge (Alzheimer’s Society,2018). It has to be asked therefore, that whereas the Dementia Action Plan in Wales is welcomed as the first of its kind in the UK, does it go far enough?  Is the 30 million pounds of funding allocated over three years enough to create a fully functioning system of care and support for both the people living with dementia in Wales and their families. The Alzheimer’s Society report published In May 2018 entitled Dementia - the true cost: Fixing the care crisis – reveals people living with dementia who receive their diagnosis and medication through the NHS are then reliant largely on the social care system for help with every day activities. These range from basic washing and dressing to shopping for everyday needs. The society held a series of listening events throughout the UK, including one in Cardiff attended by people with dementia and their families. Many experienced difficulties accessing and paying for essential care and had distressing stories to tell about on our failing care system. But what people wanted more than anything was a voice, to have the right to be respected and recognised, to have a choice in their care, to continue to contribute to and live in society. People are seeking an end to discrimination, to not feel ashamed or defined by their diagnosis, to even be involved if they so wish in research looking at causes and cures for dementia. (Alzheimer’s Society,2018).

        Much of the lack in government provision is plugged by charitable organisations, one of which is Dementia Care UK.  When Dementia hits a family the lives of all members are affected, and support and advice for the family and carers throughout the whole experience is as important as that given to the person who has developed dementia.  The Admiral Nurse services through Dementia Care UK provide families with specialist dementia support. Their registered nurses work alongside families and other care providers giving expert guidance and offering practical solutions. They use their experience and expertise to relieve the stress including psychological distress experienced by both the people living with dementia and their loved ones. They empower families to approach living with dementia in a more positive light and work with them on a one to one basis to faces challenges as and when they develop. Most nurses work within the community for the NHS whilst other work in care homes, hospitals, or hospices.  In addition, the Admiral Nurse Dementia helpline offers a free telephone helpline to anyone with a concern or question whether about Alzheimer’s or vascular dementia, and anyone can ring for advice and support from someone who fully understands the challengers they might be facing. (Dementia Care Uk,2018).

        A high percentage of all elderly people will require hospital treatment at some time, many of these will be showing signs of dementia. In its paper ‘Dignified Care?’ The experiences of older people in hospital in Wales, published by the Older Peoples Commissioner for Wales, reported that, often poor training and communication skills among staff members, lead to staff making inaccurate assumptions and decisions concerning the capabilities of dementia patients, followed by unnecessary or incorrect interventions. Relatives have reported incidences of staff having little understanding of how to communicate or reassure dementia patients whilst they are recovering from or receiving medical treatment. As patients with dementia are placed in general wards many staff were seen to view them as challenging, and consideration to the additional resources required to nurse these patients was not being addressed. Furthermore, patients who did not have dementia reported being troubled by dementia patients, and were unsympathetic to them, even considering them a nuisance. Relatives found a stay in hospital often proved extremely distressing and many had witnessed their loved one’s experiencing psychological distress or even fear, and with it a loss of dignity. The report identified that staff felt a need for cross boundary working with the mental health services, and that cognitive assessment should be made on admission. Recommendations are that confused patients should then be admitted to a dedicated specialised ward where the environment has been specifically designed, and their needs have been considered in advance. In addition, staff need to receive a higher level of training to provide a comfortable and stress-free environment for dementia patients, and to factor these needs into their care plans (The Welsh Government ,2018).


        In his book Understanding Human Need (2010), Hartley Dean describes how capabilities are our capacity and freedom to choose how we want to live or to act. We might view the advancement of dementia as a loss of this freedom. It may also be said that the effects of living with dementia reduces or removes the capabilities of people living with it to live a fulfilled and rewarding life. Subsequently, the lives of their loved ones who are often the main caregivers also becomes significantly curtailed. Within the ten central capabilities identified by Martha Nussbaum in her publication Creating Capabilities (2011), she advocates that people should live to the end of their normal life span in safety and good health, being able to use our senses thoughts and imagination. Although these are not principles referring to any specific group it has been suggested that they can be applied to old age and might fit well with the symptoms of dementia, (Lloyd-Sherlock, 2002). To uphold these principles in the lives of people living with dementia a shift in our perspective is required to our approach to the care and treatment we provide. It is devasting when someone we love has dementia, and hard not to focus on the qualities and personality that has been lost, along with choice and personal freedom. Following the principles of Martha Nussbaum should we focus on and encourage what the person living with dementia is still able to do. To find new freedoms, and so prolong and preserve the life of these people and empower them to flourish and live a meaningful life for as long as that natural life may be. 

        An interesting application to dementia treatment that has been used and tested for the last 20 years in many countries is an adaptation of the Montessori teaching method for children. This approach has been applied and tested and developed over the years by students, and used in different locations from adult day centres, assisted living homes, nursing institutions or in a home- situations to people with dementia. What is evidenced is an alignment with Martha Nussbaums’ capabilities approach. Within the central core values are dignity and equality, and the goal and vision being to find the person still inside the person with dementia. When emphasis is put on practicing the use of remaining capabilities, it was possible to improve independence, prolong meaningful activity, and maintain a role within the community. (Camp, Antenucci, Roberts, Fickenscher & Erkes,2017|)

[bookmark: _GoBack]        It must be agreed from the evidence that dementia is a complex and individual condition with many different and varying degrees and stages. When compared to many other terminal illnesses we must also consider is its longevity, as care is usually required over many years, and the dementia life of an individual may prove to be a significant portion of their life span. As our population continues to live longer the number of our population living with dementia will continue to increase. The new policy of the Welsh Government can be appreciated as an acknowledgement of a growing need within Wales, and it would be beneficial if these polices were adopted throughout the UK. Projected figures of numbers of people expected to be diagnosed with dementia in the coming years, suggests much more needs to be done to provide the funding for training and equipping enough numbers of staff to provide the care and support these families deserve. We need to work harder to enable people living with dementia to live out remove the burden of care from families alone and make their final years with their loved ones a fulfilling rather than distressing experience.
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