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Abstract

Report to identify the challenges faced by individuals with dementia and their carer’s in Wales by using a variety of sources including the Welsh Government, mental health and age-related charities. The challenges addressed within this report are the importance of early diagnosis together with focusing on the provision of person-centred care for an individual with dementia and so creating a dementia friendly Wales. It is concluded that both areas are of great importance not only to the person with dementia but also to their families and carers.



Introduction

This report is to identify challenges of dementia faced by an individual and their carer’s in Wales, by recognising areas where challenges exist and how these challenges may be overcome in order to assist those affected by dementia. Dementia Friends (2017) is an organisation aiming to promote and assist people in general to understand what challenges a person with dementia faces by encouraging learning and empathy in everyday situations by being patient and non-judgemental.

The World Health Organisation (WHO) (2019) have been closely interacting with Member States in order to improve and reduce the challenges faced by individuals of dementia, their families and carer’s while ensuring that the impact of dementia on communities and countries is decreased, by improving access to support, reduce the stigma of dementia, isolation and quality of life for both the individual with dementia, their families and carer’s.

In accordance with WHO the Welsh Government have produced a ‘Dementia Action Plan for Wales 2018-2022' where the Welsh Government have acknowledged the difficulties and challenges faced by an individual with dementia and all those around them, so therefore have outlined changes and improvements to be carried out in order to ensure that Wales becomes a ‘dementia friendly nation‘. In order to identify the necessary changes, the Welsh Government liaised with the ‘Dementia Action Alliance’ who interacted with individuals with dementia and carers to develop and further identify challenges (Welsh Government, 2018).   


What is Dementia?
The term dementia is used to describe symptoms which occur when cells within the brain slowly die or stop working leading to a loss of ability to carry out sufficiently daily functions, loss of memory and communication together with behavioural changes. There are many differing forms of dementia the most commonly known is Alzheimer’s Disease. Dementia can affect every individual differently and may develop and progress at differing speeds depending on the individual and their personal factors such as health, personality and environment (Rahman and Howard, 2018). 

NHS Wales (2019) describe dementia as being a progressive disease of the brain for which there is currently no cure and that dementia usually occurs in older people aged over 65 and more commonly in people aged over 80. While the National Institute for Health and Care Excellence (NICE) (2017) further identify dementia as an impairment of mental ability more severe than normal ageing.

NHS Wales (2019) estimate that 42,000 people in Wales have dementia and this figure is expected to increase as the ageing population increases due to extended life expectancy. Alzheimer’s research UK (2018) confirm the rise in recorded dementia cases in Wales as shown in appendix 1.



Challenges of Dementia

Dementia itself can produce many challenges for the person who is diagnosed with the condition of dementia, while dementia can also be challenging for all those involved including family members, friends and carer’s (Moore, 2008). Macdonald (2016) identifies that when a parent is diagnosed with dementia a family member faces the challenges of caring for the person currently while faced with future care and decisions whilst coming to terms with accepting the loss of the person they may have turned to for help and advice. 

Corr (2016) addresses the challenges involved with dementia by stating that most challenges are usually able to be overcome. Corr (2016) describes the challenges by dividing them into three categories which are firstly the practical challenges, ensuring the person with dementia is safe, financial and legal considerations, to ensure the person with dementia is stimulated by activities and not bored. The second category is the physical challenges of dementia this category includes basic everyday tasks and functions such as dressing, bathing, eating well and mobility. The final category is the emotional challenges faced by the person with dementia which could include being aggressive, paranoia, hallucinations, boredom and loneliness. While Corr (2016) further emphasises that a carer faces their own challenges by ensuring that they take care of their own needs as keeping themselves healthy will assist in helping improve the care they are providing, as well as recognising when to let somebody else take over with providing care and when is the time to make alternative living arrangements for the person with dementia.


Early diagnosis of dementia

The Welsh Government (2018) recognise the importance of providing an early diagnosis to a person with dementia as this early diagnosis will the enable and individual, to plan for the future together with accessing early support and if necessary, care. NHS Direct Wales (2018) agree that an early diagnosis is necessary for an individual together with recognising that the sooner family members and friends are informed the more time they would have to prepare and adjust for the future. 

NHS Direct Wales (2018) further state that it can be of benefit to an individual to receive an early diagnosis as the person would then be able to receive the correct treatment with access to support services, while understanding that a diagnosis of dementia can be upsetting and frightening it can also assist a person to feel empowered and reduce the uncertainty and worry. Robinson, Tang and Taylor (2015) highlight that it is important for an early diagnosis of dementia as the individual in the early stages would still have the mental ability to make known their personal wishes and decisions concerning their care for later when they will no longer be able to do so, which could reduce the number of people admitted to hospitals towards the end of their life. The mental health charity Mind (2013) agree that early diagnosis is beneficial even though it may be a shock to an individual it can also be positive as the individual may feel relieved as to know what is the cause of the symptoms they are experiencing and enable the person to gain an understanding as to what is happening to themselves.

Currently in the UK a diagnosis of dementia is usually determined by an individual visiting their doctor and explaining their symptoms and how they are affected, if a person finds it difficult to explain a family member or friend may be beneficial in supporting them. The doctor would then check that the symptoms are not being caused by any other condition such as infection or depression, the doctor may then carry out some tests concerning memory and thinking, at this point the doctor could then be able to confirm a diagnosis or refer the individual to a specialist consultant or memory clinic to carry out a more detailed assessment which could include carrying out a brain scan in order to assist with a correct diagnosis (Age UK, 2019). While NHS UK (2017) further suggest that a PET (positron emission tomography) scan which scans the brain to produce a 3D image may help to confirm diagnosis as the scan would assess how the brain is functioning and show any abnormalities. NICE (2019) illustrates in appendix 2 the current assessment and diagnosis procedure for dementia in the UK.

The charity Marie Curie (2015) report that in Wales approximately 42.9% rate of dementia diagnosis while approximately 25,000 people in Wales are living without a diagnosis of dementia. It is thought that this could be as the individual may not be able to recognise or acknowledge the symptoms resulting in them not seeking professional assistance together with some health care professionals being unable to identify the early onset of dementia accurately.

The Welsh Government (2018) are aiming to improve diagnosis rates across Wales by at least 3% per year by supporting the improvement and knowledge of health professionals in making a correct diagnosis and ensuring that diagnostic tools are available in various formats to include language and culture as required by the population. While improving access to the memory assessment services including individuals with learning disabilities together with improvements in support and communication.




The importance of person-centred care for an individual with dementia

Person-centred care is based around the beliefs and techniques developed from a humanistic approach by Carl Rogers, it is when a person is seen as an individual with individual needs and feelings. Within this method of care an individual should be shown respect and their own worth is recognised, together with carers around them showing them empathy but not sympathy and developing a non-directive form of care which is updated and amended as the needs of the individual changes (Rogers, 2003). Lee and Adams (2011) state that by providing person-centred care to an individual with dementia can have an impact on their social environment with good interaction with the individual can help to unlock their potential while sustaining the person with dementia, therefore acknowledging the individuals own personal and social needs within their own social environment. James (2011) further highlights that person-centred care while it is focused on the individual with dementia, for this form of care to be successful depends upon the carers being supported as they carry out their care.

 Moore (2008) acknowledges the importance of a person with dementia being able to live their own life which person-centred care can provide without emphasis on the abilities that they have lost, further states that with person-centred care a carer may feel responsible for the decline of an individual, while in a hospital or health care setting person-centred care may not always be practical, if there is a large number of people with dementia as this form of care can be time consuming and also not all staff may be aware how to carry out this form of care.

Alzheimer’s Society (2019) recognise that caring for an individual with dementia can be very challenging while at times it can also be a rewarding experience, when the carer has an understanding of the impact dementia has on an individual can enable the carer to see the condition of dementia from the perspective of the individual so enabling the carer to offer improved care and support. Alzheimer’s Society (2019) further recognise that every individual is unique to themselves with their own experiences, personality, history, likes and dislikes. Therefore, impetus should be given to what ability the individual still has and not on what they had while focusing on the individuals feelings rather than their memories as the individual will still feel an emotional connection to their environment and the people around them even towards the later end of the condition.

The Welsh Government (2018) understand and acknowledge that care for an individual with dementia needs to be flexible and adaptable depending on each individual, by recognising what needs can be carried out by themselves and where more support is needed by the individual and their carer’s. Therefore, the Welsh Government (2018) intend to develop teams who will be able to adapt to the needs of an individual by providing care plans personal to each person, ensuring that communication support is available with advice on palliative care options, ensuring any adaptions necessary to improve and maintain an individuals’ wellbeing, safety and independence are carried out. The teams would also be able to assist with providing respite support personalised to the individuals needs together with enabling that an individual is able to gain access to advocacy support (Welsh Government, 2018).


Conclusion

It has been positively identified throughout this report that there are many challenges to not only an individual faced with dementia but also to their friends, families and carers in Wales. The Welsh Governments plans on improving and reducing these challenges, should help to enable a person living with dementia in Wales to live to the best of their ability, with improved early diagnosis, access of support for themselves and their carers together with focusing and identifying an individuals’ own needs and abilities to their care and decisions concerning future care options (Welsh Government, 2018). Alzheimer’s Society Cymru (2018) are encouraged by the developments being made by the Welsh Government in order to improve the challenges and wellbeing of an individual with dementia while improving understanding in Wales in order to make Wales dementia friendly.



Appendices

Appendix 1 – Graph showing the increase in recorded diagnosis of dementia in Wales 2007-2018
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Appendix 2

Current - Dementia assessment and diagnosis procedure in UK
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