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ABSTRACT
There are over ‘46.8 million people worldwide living with dementia and will double every 20 years with figures estimated to rise to 115.4 million in 2050’. In the UK, there are currently over 40,000 people under 65 living with dementia. One of the main causes of disability later in life is dementia, which is ahead of cancer, stroke and cardiovascular disease. Which is why in the UK, there is much less focus on dementia than the other conditions. Dementia is a uncurable disease, however there are treatments to help individuals with dementia live a good quality life. Therefore, it is important that a disease such as dementia be discussed and talked about more in society. By campaigning, fundraising and spreading the word around about what is dementia and the affects it can have good and bad on an individual, people living with dementia will have much more support as well as their families and friends. 

[bookmark: _Toc512427014]
ACRONYM 
CJD		Creutzfeldt-Jakob Disease
CQC		Care Quality Commission 
CRPD		United Nations Convention on the Rights of Persons with Disabilities
DLB		Dementia with Lewy Bodies
DoLs		Deprivation of Liberty 
EO		Education Otherwise
FTD		Frontal-temporal dementia syndrome 
HD		Huntington’s Disease
LA		Local Authority 
OHCHR	Office of the High Commissioner Human Rights
ONS		Office for National Statistics 
WHO		World Health Organisation 

1. [bookmark: _Toc512427015]
INTRODUCTION 
This assignment will feature evidence-based research to see if the human rights of dementia patients are being respected or not and if not, then why are they not being treated respectfully and equally.

This research project will look at many aspects of the progressive disease that is dementia.  Firstly, topics such as the history of dementia and the progressive stages of the disease will be considered. Next, the focus will be on the policies and laws which govern the provision of care and support for individuals with dementia, and others that are around them. Many policies will be looked at such as the Human Rights Act 1998, Human Rights for Older Persons 1991, Social Services and Well Being Act 2014 Wales and many more. This dissertation will then take a human rights perspective to examine dementia patients’ living arrangements and their social life; what activities there are for them as well as the treatment and planning for health care and end of life. Case studies will be utilized throughout to highlight the issues.

This subject is very important as dementia is a very progressive disease that affect 835,000 people alone in the UK and is expected to ‘rise to 850,000 in the next year’ (Alzheimer’s Society, 2018) It is also a disease that has very little awareness raised about the disease itself. This disease not only effects the individual itself but for those who are around them such as family and friends. In some cases, family members feel that they also have the disease as they are surrounded by their loved ones who are suffering and what is worse is that it’s a disease that is incurable and can get worse which is a big fear among the family (Alzheimer’s Research UK, 2017). It is a difficult but important subject to discuss matters and policies to help and support everyone living with the disease and hopefully make their individuals’ life and the family’s lives a little easier knowing all this support is around them to help and that they are not alone. Other viewpoints will be explored such as the positives of having dementia. Individuals may feel that when they are diagnosed with dementia they feel that that’s the end of their life and it is not like that at all as there can be positives and individuals around to make the progression of dementia a happy one (NHS Choices, 2017). The positives will be explored in Section 2.3.

2. [bookmark: _Toc512427016]
LITERATURE REVIEW 
2.1. [bookmark: _Toc512427017]Introduction 
During my literature review, topics will be discussed such as what is dementia and the several types that an individual may have. The literature review will share statistics on dementia and how many people in the UK are affected today and from several years ago and see the comparison on whether dementia cases have risen from several years ago to today. Several case studies will be discussed regarding what is the highest and second highest cause of death for men and women and whether figures have declined or increased throughout the years. The stages of dementia will be explored from the early stages to the final stages to where the health and wellbeing of the individual living with a form of dementia will decrease. Several policies and legislations will be discussed such as the Human Rights for Older Persons, the Equality Act 2010 and many more that support every individual’s rights but also individuals who are living with a type of dementia. 

The history of dementia dates to the early 2000BC where Egyptian psychiatrists first witnessed a form of dementia. However, it was not until 1797 where the spectacle was given its name. The word dementia in Latin means ‘out of one’s mind’ and dementia was first coined by a French psychiatrist named Phillipe Pinel. During the 18th century, if a person was living with dementia they would call them ‘intellectually deficit’ as no one knew what dementia was or why people with dementia would act the way they would. Onto the 19th century, this was the time when the term ‘senile dementia’ derived from by a man named Dr James Cowles Pritchard. The term senile means old and during this century, people would assume that with the main symptom of dementia being memory loss that those with dementia were just getting old because again, no one really knew what was causing dementia or anything about it. However, during the end of the 19th and the beginning of the 20th century, doctors believed that syphilis was the cause of dementia until 1901 when a professor named Alois Alzheimer arrived. Dr Alois Alzheimer was born in 1846 in Southern Germany (Alzheimer’s Disease International, no date). He graduated with a medical degree specialising in neuropathology. He spent most of his following years writing research papers on the cerebral cortex which 6 of his research papers had been published between 1907 and 1918. From this, he became a research assistant to Emil Kraepelin and used her laboratory to research more on the brain where in 1901, he met a woman called Auguste D who was in her 50’s and had been admitted to a mental asylum by her husband. According to her husband she was becoming paranoid, suffering from memory loss, disorientation and hallucinations which are the symptoms of dementia but during that time, not even doctors knew what the correct symptoms were for dementia. Sadly, Auguste died aged 55 and her brain was then sent to Doctor. Alzheimer where he discovered abnormalities on the brain. From this, he was able to identify certain nerve tangles which he had never seen before which eventually turned out to be a brain of a woman with dementia. Kraepelin named the disease after Dr. Alois Alzheimer. 

Dr. Alois Alzheimer’s work has continued to be a part of future scientist’s work. In 1931, Max Knoll and Ernst Ruska invented the electron microscope which broaden the spectrum of scientific discoveries. From there on, new developments have been such as new technology, funding for research on dementia and more awareness on the disease resulting in more scientific experiments being made to determine the cause and hopefully the cure for dementia (Dementia Talk, 2017). 

2.2. [bookmark: _Toc512427018]What is Dementia?
Occurrence
Dementia is a progressive disease that affects 835,000 people in the UK alone, with Alzheimer’s being the most generic form of dementia (Alzheimer’s Research UK, 2014). Dementia is the cause of a range of symptoms such as memory loss, confusion and a change in personality. Individuals over 65 are very likely to develop dementia as they age but it does not only affect people over 65 as over 40,000 people in the UK under 65 suffer from dementia. It is also more likely that women develop dementia more than men. Due to more women living longer well into their 80s, more than half a million live with dementia in the UK. In women, dementia is the highest cause of death. According to the Office of National Statistics (ONS), in the year 2015, more than 1,919 of females aged 85 had died from Alzheimer’s or a form of dementia. Compared to 2002 where only 601 of females aged over 85 had died due to Alzheimer’s or a form of dementia. Statistics for men show that in the year 2015, the amount of deaths recorded caused by Alzheimer’s or dementia were 1,235 compared to the year 2002, where only 235 deaths were recorded, and these figures are from people aged 85. (See Appendix 1) Comparing the figures, one can see that more deaths are females than men. Also, dementia is a higher risk in women than men resulting in more deaths. (ONS, 2017).

In the year 2015, Alzheimer’s and dementia were the highest cause of death for women, were over 40,000 deaths had been reported. In that same year, the highest cause of death for men was heart diseases, where over 35,000 deaths had been recorded. However, the second highest cause of death in the year 2015 for males was Alzheimer’s disease and dementia, where 20,000 deaths had been reported. Due to people living longer and technology is advancing, it is no wonder that people over 65 are developing dementia and Alzheimer’s. As well, male life expectancy has increased over the years and men are living longer than women which is one of the reason that there are more increased numbers of deaths from Alzheimer’s and dementia from men (ONS, 2015). 

There are conflicting research findings due to different methodologies about dementia. According to Alzheimer’s Society, there is an estimate of ‘46.8 million people worldwide living with dementia and it will double every 20 years’, leading it to rise to 115.4 million people by 2050 (Alzheimer’s Society, 2018) However according to the University of Cambridge, dementia figures shows a decline in the past 20 years due to two case studies that the university conducted along with the Medical Research Council. The main reason they believe numbers have decreased is due to the age group of over 65s dropping. This seems to be supported by figures from ONS which show that the expected life expectancy for both men and women over 65 have dropped. Statistics show from 2013 that life expectancy for men is to live further for 22.2 years, which is down from 22.8 years and women is to live further for 24.1 years compared to 25.1 years. 

On one hand, the overall conclusion that the ONS and Actuarial firm Mercer have devised is an increase rate of winter deaths. In the year 2016, more than 140,000 people aged 65 and over had died due to the result of winter compared to 126,000 (Independent, 2017). The results that the university have come up with is that the overall occurrence of dementia has dropped by 1.8% to an estimated 6.5% of the population. On the other hand, in the UK at the time of the study in 2013, 670,000 people over 65 were living with dementia, which according to their figures is an increase of more than 20% compared to 20 years ago. Back in 1993, figures show that Alzheimer’s and dementia were the underlying cause of death for men and women with figures still increasing from 1993 onwards until 2013, however the amount of deaths that were recorded for men and women from 1993 onwards were increasingly high and doubling every year. The figures were 82,000 men over 65 were living with dementia and 88,000 women were living with dementia. Even though the figures are small compared to figures from 2013, ONS have detailed that the figures were doubling very quickly every year leading to very high deaths for men and women due to Alzheimer’s and dementia (ONS, 1998). As you can see, there are evidence and statistics to show that figures of those living with dementia is decreasing and increasing through the years slightly.  There is discrepancy regarding dementia figures and whether it is rising and lowering, and this is due to measuring percentages versus overall numbers. There is not an overall number to focus on as dementia figures are increasing but is also decreasing. Although, people with dementia who are living in care homes, figures show that numbers have risen to 70% today compared to 56% 20 years ago. In this case study (Professor Carol Brayne, 2013) it shows a decrease in 20% compared to 20 years ago and it finds that health authorities can now see the reason for the decline and that by tackling health inequalities the risk of people developing dementia can be lowered. (University of Cambridge, 2018). 

Types and Symptoms of Dementia
There are several types of dementia. The most common one as said is Alzheimer’s, but there is also Vascular Dementia which is the second most common dementia that have similar symptoms to Alzheimer’s, but specific symptoms of this dementia may differ to other people to due to activity in the brain and where the dementia is being affected (Alzheimer’s Society, 2018). Symptoms for Alzheimer’s include progressive loss of memory, poor judgement, and a reduce of capacity in carrying out activities of daily living. Whereas the symptoms for vascular dementia are poor concentration and communication whereas with Alzheimer’s, as the disease progresses that’s when communication starts to decrease, paralysis or weak limbs and physical signs of stroke (Brooker, D & Lillyman, S, 2013). Dementia with Lewy bodies (DLB) is another form of dementia that have similar symptoms to Alzheimer’s and Parkinson disease. Symptoms for DLB include visual hallucinations, sleep disturbance, tremors and impaired memory. DLB can wrongly be misdiagnosed as Alzheimer’s as it affects the brain and nervous system which can get worse over time and can affect a person’s movement and mental abilities. Frontotemporal dementia syndromes (FTD) is a rare form of dementia and often tends to run in families. FTD affects only certain parts of the brain with symptoms such as inappropriate behaviour, changes in personality, loss of interest in things and people, excessive eating and drinking and smoking. With FTD, memory is not a major issue, only the major symptoms that occur with this rare form of dementia (Atkins, S, 2015). Another type of dementia is Korsakoff’s Syndrome or as its commonly known as alcoholic dementias. This dementia affects around 40% of alcoholics and is more common in older people and affects the frontal lobe. It can occur in younger people as well as older people aged between 45-65. Symptoms include impaired memory, bad judgment, bad social skills and balance. Creutzfeldt-Jakob disease (CJD) is a very rare form of dementia that affect 1 million people worldwide. As it is very rare, death is imminent, so pathologists only know what the cause of death is by looking at the brain and seeing a rapid neurodegeneration appearance and along with the symptoms which include, memory loss, problems with balance, slurred speech, loss of sight and a rapid deterioration which can lead to immobility leading to a death within the year of developing the symptoms (Brooker, D & Lillyman, S, 2013). Huntington’s disease (HD) is a neurodegenerative disorder in which its symptoms include dementia, behavioural disturbances and involuntary movements. HD is a progressive disorder and a genetic disorder in which a parent who has HD, the child will have a 50:50 risk of developing the disorder themselves. It can occur at any age but is more common in the 40s and 50s and life expectancy after diagnosis is 10-20 years (Brooker, D & Lillyman, S, 2013). The final form of dementia is Down Syndrome dementia. One in three people with down syndrome will develop a type of dementia by their 50s and diagnosis is often found when the individual starts experiencing behavioural changes rather than memory loss and if the individual starts having epileptic fits, this also triggers a warning that it could be a possible dementia. All types of dementia require different support, which can be offered in different environments. This will be discussed in Section 2.7.

Diagnosing dementia is very important so that when a diagnosis has been made, a care and treatment plan can be made ready. However there have been discussions regarding diagnosis and action plans. Firstly, when a loved one takes their relative to the GP to see about a diagnosis, the GP would discuss their symptoms and make an initial diagnosis before referring the individual to a memory clinic, psychiatrist or a neurologist. Tests would also be made such as blood, glucose and urine as well as brain scans. According to Alzheimer’s Society, figures show that in Wales and England over 400,000 people living with dementia are not receiving full care and treatment (Alzheimer’s Society, 2018).

Research from the University of Leicester shows that GPs are struggling to make an early diagnosis of dementia due to older people living alone and have no one else see the decline in wellbeing and daily routine. It is part of a GP’s knowledge to know the early symptoms of dementia so that they can make an initial diagnosis before referring individuals to specialists. Another reason why diagnosis is being missed due to family members mistaking symptoms for signs of ageing and not checking with the GP to see if this is true.  This is also due to not many people knowing what the signs and symptoms of dementia are as more awareness needs to be made so individuals can go to the GP to get a diagnosis where they can then receive treatment and care before the disease progresses. However, figures show that the time tests and scans have been done to the actual diagnosis is up to 4-12 weeks according to Alzheimer’s Society. A person with an early diagnosis will need up to 6-12 months of monitoring before a true diagnosis can be made where added stress and doubt will be involved for the individual themselves and the family and friends (SCIE, 2015). Secondly and lastly, action plans need to be put into place according to the World Health Organisation (WHO). WHO are making dementia a public health priority and released a research paper called ‘Global action plan on the public health response to dementia 2017 - 2025’. This paper provides all the necessary details that is needed such as actions for policy makers, international, regional and national partners of WHO, and increase the awareness of dementia, establish dementia friendly communities, reduce the risk of dementia, better diagnosis, treatment and care, more research and better support for dementia carers (WHO, 2017). Therefore, one can see the issues that a diagnosis can have but can also see the importance of having a diagnosis so that an individual can receive the support, care and treatment early as well as live a positive and full life. 
‘“I went through a stage of getting up and dressed in the night. It was a real challenge for my family while it lasted”’ (Jack, 2013 cited in Welton, 2013, p.28.). 



2.3. [bookmark: _Toc512427019]Stages of Dementia 
Focusing on Alzheimer’s, dementia progression is key to understand how the disease progresses and how to plan when the time arrives. In the early stages of dementia, brand new symptoms will start to show. In certain cases, symptoms will develop rapidly or in different order depending on the person. Therefore, it can be tough for doctors to diagnose the individuals as not everyone’s symptoms will go in order and so individuals may develop symptoms that doctors have not noticed before. Early dementia can have main effects on an individual such as loss and change. Symptoms of early dementia do not affect very individual, but the main ones are memory loss, problems in concentration, and difficulty in managing change, losing things, changes in mood and poor judgement. Memory loss is the big worry as it can include forgetting people’s names, faces, dates and recent events. Mood swings can also be a trigger because if a loved one starts becoming aggressive or rude or snappy and has never done it before in their life then this can be a warning and it an also change the mood in all family members as they may not understand why the mood swings are happening until all symptoms piece together. 

Looking at the middle stage, this is when the dementia can progress dramatically. In some individuals’ they will stay in the early stage for many years and others may decrease rapidly in their symptoms. Knowing when the dementia has set in is by acknowledging that the symptoms from the first stage are now permanently there and other new symptoms start to arrive. At this stage, memory loss is worsening, difficulty in carrying out daily activities such as cooking, dressing and shopping and there are obvious changes in mood swings and behaviour. Again, these symptoms may not affect every individual at this stage, but the main symptoms are memory loss, problems in conversation, so repeating certain parts of conversations again or they may not join into any conversation as the individual may start to get confused and disorientated. Another symptom is losing things, changes in mood and self -care where personal hygiene starts to deteriorate and where the individual starts to be incontinent. 

The late stage is where the dementia is now very severe. At this stage, the individual with dementia is now solely dependent on others to care for them and may also be in a care home at this point. Symptoms from the first stage are worse and as it is the final stage of the progression, the individual is now more prone to serious infection, risk of falling and becoming very frail. Again, these symptoms may not be visible in every individual yet at this stage, but the main symptoms include immobility and being confined to a bed or wheelchair, issues with feeding, so the individual may have swallowing difficulties and visible weight loss. Their memory at this stage is in severe decline. Names of objects and family members are gone, remembering day to day events are limited. Those with very severe dementia will suffer speech loss and may lose the ability to understand words and other people. As well, behaviour is now worsening and visible signs of agitation where the individual with dementia could be aggressive and physical towards carers and maybe loved ones which at this point is very upsetting for family members and hard to deal with.  (Atkins, S, 2015). The end of life plan will be discussed in more detail in Section 2.6. 

Although the progression of dementia sounds awful, it does not mean that individuals must follow the awfulness. There are positives to having dementia, where one can live a life that is not awful but an experiential time (DementiaUK, 2015). According to the Alzheimer’s Society, one man described his life in a video about living with dementia and the implications it can have but the one thing he said was that ‘I am still that same person expect I have a disease’. The man also said that it was his dream to record an album but due to the anxiousness of losing his memory, he was not sure he could do it but at the end of the video he said that he did record an album and that his dream had come true. The meaning of the video which can help all individuals living with dementia understand that it does not have to be a bad thing living with dementia as you can achieve your dreams and experience activities that you would not dream of doing and live life to the full (Alzheimer’s Society, 2018).

2.3 [bookmark: _Toc512427020]Policy Background
Within the UK, there are many laws that protect individuals with dementia. Many have been discussed but those that have not are the Mental Capacity Act 2005 and Adults with Incapacity (Scotland) Act 2000. From these acts there have also been approaches to dementia such as dementia friendly communities, ‘The universal right to free healthcare at the point of need (UK)’, ‘Charter of Rights for People with Dementia and their Carers’ (Scottish Government) 2009. ‘I have dementia…I have rights’ (The Alzheimer Society of Ireland) 2012, ‘Dementia Engagement and Empowerment Project’ (DEEP network) 2012 and more. Each of these schemes and laws are there to protect people with dementia from harm. 

[bookmark: _GoBack]The main acts that support all individuals including those living with dementia are the Human Rights Act for Older Persons and the Social Services and Well Being Act 2014 Wales. This act lawfully states to tackle four main challenges that older persons face in society. They are discrimination, violence/abuse, poverty and lack of specific measures and services. From this the Office of the High Commissioner Human Rights (OHCHR) devised the United Nations principles for older persons where everyone has the right to independence, participation, care, self-fulfilment and dignity. Each principle that has been named have specific rights. For example, ‘Older persons should be able to enjoy human rights and fundamental freedoms when residing in any shelter, care or treatment facility, including full respect for their dignity, beliefs, needs and privacy and for the right to make decisions about their care and the quality of their lives’. By looking at an individual with dementia’s point of view, their human rights should be fully respected when the disease progresses wherever their living situation. Many news reports and studies have seen cases where the human rights of dementia patients are not being respected fully: ‘Home Told to Improve Elderly Care’, ‘Scandalous Way to Treat Frail and Elderly’, ‘Abuse Taking Place In 99% of Care Homes’ (The Times, 2018; Warrington Worldwide, 2018; The Independent, 2018). According to the Care Quality Commission (CQC) a care home in Manchester did not meet the needs for individuals living with dementia. The Seymour Care Home did not have a dementia friendly environment, where the CQC saw that individuals with dementia did not have their independence respected or their dignity as no correct adjustments had been made for them leaving individuals with dementia to have their rights ignored. From this report, the CQC have put the care home on ‘special measures’ and to fully investigate whether any iniquity has been happening (Mancunian Matters, 2017). Special measures vary for different care homes but the main special measures that the CQC put in place are providing frameworks to ensure improvements are being made, provide time frames where providers must improve their quality of care to further action will be taken such as scraping the carers’ registration and much more. (see Appendix 2). In 2014, a review was made on 14 organisations a year later from when they were investigated that the CQC had investigated. From those 10 out of the 14 who were put on special measures, two care homes had made exceptional progress, three have made good progress. 5 were still put on special measures and one failed to meet the measures (CQC, 2017). This does not necessarily say that all care homes are bad. Statistics from MHA show that they provide good quality care to over 17,700 individuals with over 7000 staff and 5,500 volunteers (MHA, 2018). When respecting human rights of individuals many care homes have been praised for respecting the rights of individuals living with dementia. Shadon House care home in Gateshead had been applauded for the way they treated individuals in the care home. In the care home, all staff are supervised and are not pressured to certain tasks if they are not up to it, so the managers will step in to help and support. There are sessions with the staff and cleaners regarding human rights topics such as Deprivation of Liberty (DoLs) and confidentiality (Care Home, 2017). Therefore, not all care homes are poor regarding their treatment, but human rights should not be ignored and certainly not ruined by certain individuals who do not realise that human rights are not an extra and no individual with any illness should have their human rights ignored or abandoned. Therefore, these policies and legislations are in place to support every individual and for the next section we will be discussing the many policies that are in place for individuals with dementia and find cases in whether their rights are being respected or not. 

The Social Services and Well Being Act 2014 Wales was introduced in April 2016, where the act states that they will improve the ‘wellbeing of people who need care and support, and carers who need support, and for transforming social services in Wales’.  Part 4 of the Act states ‘determination of eligibility and consideration of what to do to meet needs’. Where it also states that all needs are to be assessed to ‘protect an individual from abuse or neglect or the risk of both abuse and neglect’ (Social Services and Well Being Act, 2014). This act is there to protect the needs and rights of dementia patients. When making assessments, health practitioners should follow guidelines of the Care Act 2014 and the Social Services and Well Being Act 2014 where it states that when making assessments to inform the local authorities and the carer and family members. 

2.4 [bookmark: _Toc512427021]Theoretical Approaches to Dementia
By doing this, the dignity, the freedom and the security of the dementia patient are being respected. When making the assessments, it is also important to communicate with the individual in a dementia friendly way. By health professionals stating that patients are ‘suffering’ with dementia and that they display ‘challenging behaviour’ can make the individual with dementia feel low and show dementia patients in a negative way. That is why it is important when creating assessments and care plans to follow guidelines of the acts involved for that individual correctly so that the individual with dementia is treated equally and have their rights respected (Community Care, 2018). 

A theory called the Social Breakdown Reconstruction theory explores the way society views the elderly. By living in a negative society by treating the elderly as old and helpless then care and support for the elderly will decline. By society viewing the elderly as incompetent then society will develop a label for them; useless and helpless then there will inadequate support services and funds for the elderly which will result in the elderly skills deteriorating and will see themselves as useless. However, by turning society into a positive community for the elderly by saying they are important and helpful then there will be more support systems such as housing, health services and the elderly skills will improve resulting in the elderly feeling that they are competent and important to society. The negative views of this theory also links with another theory called the Modernisation theory. This theory believes that the status of the elderly within society is declining due to society becoming modern. The society we are living in today as become technological where the elderly cannot keep up. Years ago, the elderly people had power and status from agricultural lands and hunting whereas now the younger generation have the power and status leaving the elderly to become isolated (Moody, H, 2006). Victor (2005) states that the modernisation theory is the result of the youth generation ignoring the elderly and society deeming the elderly as useless as they take retirement (Victor, C, 2005). These two theories show that due to society becoming more modern and deeming the elderly as ‘useless’ is isolating them and discriminating them due to their age and they are too ‘old’ to do anything in society. If we look at society today, there are elder people living alone and being lonely due the rise of an aging population. 

2.5 [bookmark: _Toc512427022]Social Support and Dementia
Elderly people feel socially isolated as many family members may live away or others may not speak to their elders anymore leaving elderly people feel alone. If an elderly person has dementia, there is an initiative called Side by Side, where volunteers would come and sit with elderly people and have a chat with them and keep them company for an hour or so. By doing this, raises social isolation and is nice for them to have someone new to talk to (Alzheimer’s Society Newsletter, 2016). More encouragement is needed for younger people to do this as it can be a worthwhile experience and it’s a chance for younger people to see that elderly people are not useless and are a major credit to society. By doing this will leave the elderly in a positive light and how important it is to create a positive image for the elderly in society. By looking back at the Social breakdown reconstruction theory in Section 2.4, it says to view the elderly more positively in society and by participating in the dementia activities will improve the positivity within the elderly. In the UK in 2013, the Compassionate Frome Project Somerset was initiated to combat social isolation in which they reduced hospital admission by 17% (Matthews, P, cited in Stuff.co, 2018). This project along with the Human Rights Act 1998 shows that there are legislations and policies to tackle social isolation within the elderly. Due to society becoming more modern, these laws need to be impacted more to show the elderly that there are people and laws around them to support them. It is important for laws to tackle social isolation so elderly people can be more involved within society. The National Assembly for Wales released a report in 2017 called ‘Inquiry to loneliness and isolation’ where they look at different outcomes to tackle social isolation in Wales. The NHS Confederation said “Crucially, older people need to be at the centre of decisions about what services and activities would benefit them the most, rather than the professionals assuming what they need.” (Health, Social Care and Sport Committee, 2017). However, there are services available in the UK to help decrease levels of isolation. As stated before there is the ‘Side by Side’ scheme or otherwise known as Befriending, group activities called ‘Men’s Shed’ where men who feel isolated go and take part in activities with others and Music in Mind, were volunteers would take elderly people singing (Alzheimers.net, 2017). These schemes are there to improve social isolation and with the Human Rights Act 1998, keeping the elderly equal in society and respecting their rights will help the elders be a part of society one more. Therefore, by involving the elderly and making services more accessible to those with dementia will improve their health and wellbeing as well as their lifestyle as they will feel included within society. Further discussion on social activities will be discussed in Section 3.2. 
By being diagnosed with a form of dementia can change an individual’s life in a blink of an eye. According to Alzheimer’s Society, the fear of diagnosis means that more than half of people in the UK put off getting a diagnosis and ‘almost two thirds’ of people felt that getting a diagnosis would mean that the persons’ life would be over (NHS Choices, 2017). According to Atkins (2015), people feel that not knowing the diagnosis is worse than knowing as they will have to go through treatment, visits to GP’s and hospitals for check-ups and by not knowing this makes it easier. However, when a diagnosis is made then a treatment plan can be made and knowing what the type of dementia it is, will make the individual themselves and the family feel more at ease and know what they are up against (Atkins, S, 2015). Most people see the bad side of having dementia as it can be cruel but there are support services available to make the dementia progression a positive one. When an illness such as dementia affects an individual and their family, they may feel alone regarding laws and policies along the way. However, there are health professionals that can help families in need such as nurses. One form of positive intervention in the UK is the use of nurses who enable the persons with dementia to live in dignity and participate. 

These nurses who work under the NHS are called Admiral Nurses. Their role is to work alongside the individual with dementia and their families offering support, guidance and practical solutions. The nurses are also there to help families who are struggling to cope and offer that extra support and care that is needed (DementiaUK, 2017).  Clinical responsibilities that admiral nurses have are meeting with families that are affected by dementia, act as an advocate for that individual with dementia with the family’s permission to be so, creating assessments for that individual with dementia on their health and wellbeing, as well as doing risk assessments and implanting intervention plans. The nurses would also provide effective interventions for families to use through the individual with dementia’s early stages to the late stages.  Admiral nurses would liaise with health professionals such as GP’s, health care practitioners and case managers to discuss the individual’s assessments while making sure that the nurses and the health care professionals follow the guidelines stated in health and social care policies in regards with dementia (Dementia UK, 2017). According to the Guardian, there are only 200 Admiral nurses in the UK with other countries having none. The Guardian spoke to a family who were helpless until an admiral nurse came in and helped their issues. “Having the same carers without chopping and changing is excellent compared to other companies used, where we never knew who would arrive or at what time. The standard of care is truly outstanding". The nurse was able to help the family secure state funding so that their mother who was living with dementia to stay in her own home. The nurse also provides emotional and practical support as well as helping families move their loved one into a are home where the admiral nurse would find a suitable one for them without the family having to go through the pain of finding a care home. The Guardian states that research shows that by having an admiral nurse improves the life of the individual with dementia and the family too as well as saving the NHS and local authorities money. The admiral nurses also support the families with the end of life and provide the family with a specialised care package for that individual (The Guardian, 2017). 

2.6 [bookmark: _Toc512427023]End of Life
End of life can be an upsetting time for the individual and the families themselves. If a suitable package is implemented it should be done in a dignified and comforting way for the individual with dementia as detailed in the OHCHR principle number 14 where ‘Older persons should be able to enjoy human rights when being provided with care and dignity in a living environment’ (OHCHR, 1991). When a member of a family or friend realise that the individual with dementia’s health and wellbeing is decreasing can be very distressful and can make the feeling that the end is coming a reality. But with the support and care from nurses and GP’s as well as relatives’ and friends will make the final stages more comforting. When an individual who has a terminal illness such as dementia will have a palliative care package ready. “Everyone who has palliative care needs or is approaching the end of life, dying or bereaved should receive the high-quality care and support they need, where and when they need it” (The National Council for Palliative Care - NCPC, 2015). A GP and a district nurse would make a referral to the palliative care team and be advised on what to do next (Atkins, S, 2015). Other organisations and health professionals may be involved such as community care nurses, social workers, care home staff and local hospices an hospital will provide extra advice and specialist input if the GP will need it (Alzheimer’s Society, 2018). Within this package is documents on the individual’s wishes on whether they would like a Do Not Resuscitate (DNR) in place or not as well as sedative injections to help with pain or discomfort. However, the care package is not only to be used for end of life as you can use the package earlier in an individual’s illness to treat the condition depending on what that illness is. Depending on the individual, the care package can be used when it is needed and can last for a couple of days, months or years but with certain individuals, the care package can begin to take effect in a matter of hours where the individual will die (NHS, 2015). The National Institute for Health and Care Excellence added a new guideline to their policy in 2015 called ‘care of dying adults in the last days of life’. This guideline is there to cover adults 18 and over who are ‘dying during the last 2 to 3 days of life’. This guideline lawfully states to improve end of life care by communicating respectfully and involving the individual with important decisions while maintaining their dignity and comfort (NICE, 2015). The guideline is also there to respect the human rights of the individual during the last days of life. However, the CQC decided to visit local areas around England to talk to staff and commissioners about how they handle the needs of individuals on different groups where they found out that people from certain groups are experiencing poor quality care at the end of life than others in society because of commissioners and providers not understanding and considering the needs of the individuals with an illness. The CQC also found that commissioners were not always following guidelines from the Equality Act 2010 when carrying out day to day work. The CQC state that ‘A person’s diagnosis, age, ethnic background or social circumstances should not affect the quality of care they receive at any point, but certainly not at the end of their lives’. However, they did find evidence of good practice but can see that action is needed to improve the quality of care at end of life by respecting the individual’s human rights and not discriminating them by their age, ethnic, gender, ethnic background, etc (Care Quality Commissions, 2018). A case study created by the CQC shows the good practice that some settings showed. Places such as Finely Park Hospital, Salford Royal NHS Foundation Trust, Nazareth Lodge and Rosebank Surgery in Lancaster. All these settings provided good quality care according to the CQC where each setting overall focused on the needs of the individual with dementia and included the individual in the planning and assessments (CQC, 2018).    

2.7 [bookmark: _Toc512427024]Living Environments 
There are a number of different living environments an individual living with dementia could find themselves in, or could choose to be in. Therefore, there are many places and support services that can provide relief for family and friends but for the individual as well. Depending on the support and individual circumstances, any of these could be suitable. 

Assisted Living 
This is otherwise knowns as retirement or sheltered housing and is for people aged 60 and over. The housing consists of 20 - 40 bungalows or flats which have personal alarm systems. Within the building there is usually a warden or a manager to provide help, advice and security. However, if personal care services are needed they would be provided thorough social services or paid for privately. Outside the housing there are gardens, lounges, dining areas, restaurants, shops, craft rooms, laundry, a hairdresser/salon, a wellbeing room and some sheltered housing will provide guest bedroom for relatives and friends (Housing Care, 2018). 

Extra Care
This is similar to assisted living but will have on site carers and support staff who are there to care for those who need extra personal care such as bathing and dressing while others live independently. Not all who live in sheltered housing have dementia, but others are there who live independently but need that extra support that family members cannot give. Again, there are lounges, restaurants, dining rooms, salons within extra care as well as social activities. (Dementia Care, 2018).  

Independent Supported Living
There are many independent supported living houses in Newcastle upon Tyne where there are houses or bungalows that contain 4-5 groups of people with dementia. They all live in the same area with support staff. In independent supported living, the support staff help to keep the individuals’ independence while they live there so that they can keep the ability to dress, cook, wash and remain mobile and interact socially. One person described it has a ‘home from home’ (Dementia Care, 2018).  

Care homes/Residential Care
A Care home is where older people in one big house live consisting of 50 or more residents. Each resident has their own room and their own bathroom. Within a setting such as this, staff will provide all personal care such as bathing and dressing as well as helping them move around. In some care homes nursing care is provided. In the care homes there is a dining area where the residents can eat their meals or take them to their rooms as well as lounges, activity rooms, a day room for when family or friends come to visit. In some care homes there are salons and a regular chiropodist to tend to the residents’ feet. There are social activities such as quizzes, card games and outdoor outings. In other care homes there are separate parts of the house where extra nursing and care is needed for those who have dementia and will need more care and attention (Alzheimer’s Society, 2018).  

Day Centres
Day centres are very similar to respite care. Day centres provide support, friendship and stimulation for individuals with dementia as well as providing respite for carers for a couple of hours. The centre provides activities such as dancing, exercise classes, singing, arts and crafts, cookery and reminiscing and nostalgia sessions. Individuals can also go on social outings and occasions. In doing this, the centre help individuals with dementia recall existing skills and develop new hobbies (Alzheimer’s Scotland, 2018).   

Home Support
Home support is personalised to every person’s needs. In home support, staff will provide care, help around the house, talk to the individual, help with personal care and hygiene, administer medication, shop and cook for the individual and keep them company on days out and trips. If an individual has recently come out of hospital stay or an illness, the staff will provide care to help the individual re-adjust to coming back home. The staff are also trained in palliative care and support for end of life (Dementia Care, 2018). 

2.8 [bookmark: _Toc512427025]Conclusion
Overall, dementia has many aspects which all come with support and guidance from charities, health professionals such as admiral nurses and legislations. There are have been discussions which are negative and positive regarding support and care towards people living with dementia but what the overall discussions is that the progression of dementia has mixed feelings for that individual with dementia as well as family and friends but with laws such as the Human Rights Act 1998, Equality Act 2010, OHCHR principles and many more, individuals with dementia will be supported and will have their rights respected and cared for when going through the progression of dementia.  


3. [bookmark: _Toc512427026]RESULTS AND DISCUSSION
3.1. [bookmark: _Toc512427027]Introduction
When living with a form of dementia, it is important to keep socially active as it will stimulate the mind and increase brain activity (Alzheimer’s Association, 2018). However, to ensure that people with dementia are staying active is to have dementia friendly communities where they can provide all sorts of activities for people with dementia to join in. To have a dementia friendly community, certain aspects need to change such as lighting and accessibility. According to Welton 2013, lighting is important as bright lights can confuse and disorientate people with dementia and poor lights makes the risk of falling much higher which is why light sensors can be an idea, so they come on and off when someone enters a shop and so on (Welton, J, 2013). It is also important to have accessibility. Within the community, public toilets should be fitted with bars and accessible doors so people with dementia can use them without having any trouble. Both social life and dementia friendly communities are needed to support people living with dementia so that they can have a good quality of life. 

3.2. [bookmark: _Toc512427028]Social Life
When an individual receives a diagnosis of dementia, it is important to keep their social life active and not keep them isolated form others in society. According to Atkins (2015), just because an individual has received the diagnosis does not mean that they are immediately immobile to do day to day activities. As discussed in Section 2.5, when a diagnosis has been made, it can be hard to process but a treatment plan can begin to start to make the progression of the disease a comfortable one. (Atkins, S, 2015). Some may still be able to drive, continue with their hobbies and socialise with friends. Therefore, Atkins states that it is important to encourage people diagnosed with dementia to keep going and continue what they love doing. When the dementia worsens, extra care will be needed but there are still several of activities that individuals with dementia can do to keep them active and integrated with society. 

One activity that has proven to improve cognitive ability is ‘Singing for the Brain/Music in Mind’. By singing people with dementia’s favourite songs boost their mood and their memory (Alzheimer’s Society Newsletter, 2016). Many memories can be hard to retrieve but music is easy to recall. By joining in with singing for the brain can help people with dementia meet new friends and build up confidence. This activity welcomes all to participate; carers, family and befrienders. Befrienders are volunteers who connect with people with dementia who have similar interest. They also meet up with the person with dementia and spend maybe an hour or two with them just chatting. By having someone to talk to for an hour so breaks they day and keeps them company. Many people with dementia do not have relatives or friends to visit them to talk to, which is why volunteers are important to make the befriending service work. Being a befriender can be a rewarding feeling and knowing that the person you are with is having fun for just an hour or two and see them smile and laugh is a very good feeling. By having someone to keep company and talk to lifts their mood and it is also a chance for the volunteers to take the person with dementia to where they want to go. Some may fancy going shopping, out for a walk or a spin in the car (Alzheimer’s Society, 2018). Since 2017, there have been over 60 volunteers in the Carmarthen area and over 55 in Swansea. This shows the growth of awareness on dementia and how many more volunteers is needed as much more people are being diagnosed with dementia and need a friend to talk to. Which is why the scheme befriending is an excellent one. More volunteers are needed as more are getting diagnosed and befriending is a scheme which can benefit both the volunteer and the individual with dementia as they will be participating and enjoying in activities while having company. By having more volunteers to support individuals with dementia will help with positivity and engagement within society according to the Social breakdown reconstruction theory, where positivity means more enjoyment and participation (Moody, H, 2006). 

Another social activity is called Dementia Cafes. Within Carmarthenshire there are various places where people with dementia and carers, friends and family in the community can go and socialise with others with similar experiences to them. Places such as Ty Golau in Kidwelly, Lunch Club and The Friendship Centre in Llanelli, Hafan Glyd Day Centre in Carmarthen and many more (Memory Cafes, 2017). Each place provides stimulation and chances to meet new friends. Dementia cafes can also bring family and friends together who can share their experiences and support others who have only just had a diagnosis. Within the cafes are trained staff from Alzheimer’s Society. Dementia cafes are a great way for people with dementia to be a part of the community and feel included (Alzheimer’s Society, 2018). 

The uptake on the services are very successful. According to Portsmouth News, Alzheimer’s society and the local theatre joined forces to create workshops and activities which proved to be an ‘amazing success’. The engagement officer at the theatre said that it was a ‘great turnout and a great success’. The people with dementia had a positive experience and an enjoyable day which helped decrease the feelings of isolation and depression according to the Portsmouth News (Portsmouth News, 2018).

According to Alzheimer’s Society, taking part in social activities that are of intertest to the people with dementia increases wellbeing and their quality of life (Alzheimer’s Society, 2018). Singing for the brain is an example where the mood and wellbeing of the individual with dementia changes for the good. As soon as they start singing, everyone is smiling, laughing and having fun. Even though the singing only lasts for 2-3 hours, the stimulation and happiness that the people with dementia are getting is great. According to the OHCHR, the number 15 principle states this “Older persons should be able to pursue opportunities for the full development of their potential” (OHCHR, 1991). This principle rightfully states that all older people are entitled to pursue any opportunities so when it comes to engaging in activities that are presented for them, people with dementia can decide whether they would like to participate. It is very important that there are activities available for people with dementia as it will improve their quality of life and respect their rights of having the chance to participate.    

3.3. [bookmark: _Toc512427029]Dementia Friendly Communities
Regarding living arrangements, these rights are to be respected when the progression of dementia starts and worsens as the capacity to make decisions will no longer be there so carers and family members will need to respect this and follow guidelines in accordance to the laws and legislations. As discussed in previous sections, there have been cases in care homes where the rights of an individual with dementia have not been respected and the quality of care has been poor (Mancunian Matters, 2017). When a situation like this happens in these settings, it is important that the UK have the CQC to ensure that poor quality of care and respecting of rights is improving. There have been cases in the news where carers have been abusing elderly people in their own home or in residential settings. Family members have put secret cameras in rooms to show others in society that elderly people are being abused as well as individuals with dementia (Daily Mail, 2017). These videos show that those carers who are abusing are not good people and are clearly not following the guidelines of acts where abuse is illegal, and the dignity of the elderly people are being denied and quality of care is bad. 

When cases such as these happen in living environments, the Human Rights Act 1998, the Equality Act 2010 and many more laws are there to protect the individual with dementia from abuse and such from happening. This is why it is important when a negative issue such as abuse does happen that these laws are made more aware and are reviewed more often to make sure that people with dementia are being treated equally, respectfully and receiving good quality care in living environments such as care homes (WHO, 2015).  

Regarding legislations, each individual living in these specific living environments must have their rights, care and equal opportunities respected. Under the Human Rights Act 1998, the Equality Act 2010 and the United Nations Convention on the Rights of Persons with Disabilities (CRPD), each individual with dementia is protected by the law from discrimination in employment and health and care services and in living environments (Mental Health Foundation, 2013). Under the Equality Act 2010, a person who cannot perform normal daily activities is under protection. In this case, an individual at the middle stage progression of dementia, they are protected by law to be provided with good quality care in living environments such as care homes and to not be discriminated against. Within a living environment, it is important that they are dementia friendly. The term dementia friendly means a village, city or town where people with dementia are treated respectfully, supported and understood (Alzheimer’s Society, 2018). Having a dementia friendly community is vital to help people with dementia live well and remain integrated within the community. So, when it comes to a care home or any other living environment, it is vitally important to have it dementia friendly as it is within the people with dementia’s right to be treated with respect and dignity no matter their age and condition. This is lawfully stated in the Equality Act 2010, where no individual is to be discriminated against no matter their age, illness, gender, sex and so on (Gov.UK, 2013). 

To ensure that a living environment such as a care home is dementia friendly, changes and adaptions will need to be made. As mentioned in Section 3.1, it is important to consider the needs of the dementia patient as they will have different needs to others in a care home. Lighting, accessibility and contrasting colours will need to be considered. According to Welton 2013, in the late stages of dementia, mirrors are an issue as the person will not recognise themselves in the mirror and will think that there is a stranger in the room which can make the individual with dementia feel confused and distressed. Colours can be an issue, by using bold and contrasting colours will make objects more visually obvious to the person with dementia. By using two distinguished colours in a room will make the room clear to the person with dementia and knowing were the floor and the walls begin (Welton, J, 2013). Therefore, by having a living environment that is dementia friendly and which are respecting the rights of the person with dementia will make a big difference to their quality of life as the disease progress. As stated below, the Care Act 2014 and many more legislations are there to protect the individual from harm but also the right to participation and that their wellbeing is cared for. This is why it is important to take into account the social and physical needs of individuals with dementia regarding living environments and dementia friendly communities (Legislation.gov.uk, 2014). 

The Care Act 2014 is a law that protects individuals with dementia from having their personal dignity denied, protection from abuse and to make sure that their wellbeing is being cared for. The CRPD’s general principles state that an individual with dementia have the right to dignity, autonomy, equality, gender equality, participation and inclusion as well as good health and good services. 

3.4. [bookmark: _Toc512427030]Conclusion
Overall, the social life of a person with dementia is an interactive and an inclusion one. As discussed, there are many social activities that a person with dementia can take part in such as the Singing for the Brain which will help with stimulation, coordination and memories. By making these social activities more aware in dementia friendly communities and within societies will make others aware what activities are out there and how it can benefit a family member with dementia. By creating dementia friendly communities and including everyone living with dementia into it while taking part in social activities will be very beneficial and rewarding as well as make the progression of dementia a stimulating and happy one. 



4. [bookmark: _Toc512427031]CONCLUSION
The Human Rights Act 1998 is an act that lists all the rights an individual has. Rights such as a right to life, freedom of thought and expression, freedom from discrimination and much more. By disrespecting these rights or unlawfully denying these rights to an individual with dementia is against the law. As discussed in Section 2.3, by not respecting the rights of a human being with dementia can have implications. Which is why it is important that when an individual with dementia and their family feel alone, there are many acts that support their needs as well as the Human Rights Act 1998 which is an important act for families to refer to when they feel that the individual with dementia is not being treated correctly or is having their rights denied (Equality Human Rights, 2018). 

The two theories that have been discussed in Section 2.4 show the impact societal attitudes can have on elderly people. The Social breakdown reconstruction theory is an example of what society needs to do to change their views on elderly people. By viewing the elderly in a positive image will make them feel worthwhile and included within society. Especially with individuals with dementia, by creating dementia friendly communities and creating more activities suitable for them will improve happiness and social isolation. Similar to the Modernisation theory, by creating a society that is modern will leave the elderly people behind and result in social isolation. Which is why it is important that policies are there to protect and support elderly people when it comes to times like these two theories are proposing. 

The OHCHR number 7 principle states that ‘Older persons should remain integrated within society and participate actively’ (OHCHR, 1991). The Human Rights Act 1998 states that ‘all individuals have the right to life and freedom of expression’ (Equality Human Rights, 2018). Therefore, these two acts have stated that by excluding the elderly will result in them becoming socially isolated from society and becoming unhappy, but many policies have been introduced to help tackle this and create a society where the elderly can be a part of it and have their right to express and enjoy freedom within their own community. 

To summarise, the care and treatment that individuals with dementia receive has changed and is still changing. As discussed in Section 2.2., there were mixed reviews on how many individuals were not receiving care and treatment and how this impacted their rights as everyone has the right to treatment (Equality Human Rights, 2018). However, not many people in society know what the symptoms to dementia are including family members making it harder for that individual to see a doctor and get diagnosed early so a treatment plan can start. The importance of a diagnosis is vital so that the quality of life for an individual with dementia can be a comfortable one and enjoyable as they can still do some of activities as they used to even with a diagnosis. The OHCHR principles number 7 and 18 both play a key part in an individual with dementia’s life. “Older persons should remain integrated in society, participate actively in the formulation and implementation of policies that directly affect their well-being....”. “Older persons should be treated fairly regardless of age, gender, racial or ethnic background, disability or other status...”. (OHCHR, 1991). These two principles are lawfully stating that participation and dignity is to be respected and in doing so will benefit and support people living with dementia when participating in activities and receiving care and treatment. 
When it comes to the middle and final stages, more care and support will be needed which will be provided and supported by the OHCHR principles, the Human Rights Act 1998 and many more.  

Within society, there is more acknowledgement and campaigning to raise awareness on dementia. By doing this, makes others in society aware of the symptoms and the disease and offers a chance for new volunteers and what young people in society can do for individuals with dementia such as the memory walk and the befriending scheme (Alzheimer’s Society, 2018).  

During this literature review, there have been conflicting views and research on the treatment and care that is provided and how it effects individuals with dementia’s rights. However, with more awareness being raised and more people talking about dementia, the rights of those living with dementia are being respected and listened to due to new policies being introduced such as the ‘National Dementia plan for Wales, ‘Dementia: a public health priority’ and many more plus the standard of care rising and improving due to the Care and Quality Commission inspections and reports. 

To conclude, dementia is an incurable disease that can affect the individual and all those around them and can be challenging for the health and mood of individuals but with the support of policies, families, friends, volunteers and charities, the progression of this diseases can be an enjoyable one. Along with the rights, care and treatment, individuals living with dementia can live life fully and happily. 
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6.1. [bookmark: _Toc512427034]Appendix 1: Ethics Form
APPLICATION FOR ETHICAL APPROVAL

In order for research to result in benefit and minimise risk of harm, it must be conducted ethically. A researcher may not be covered by the University’s insurance if ethical approval has not been obtained prior to commencement.

The University follows the OECD Frascati manual definition of research activity: “creative work undertaken on a systematic basis in order to increase the stock of knowledge, including knowledge of man, culture and society, and the use of this stock of knowledge to devise new applications”. As such this covers activities undertaken by members of staff, postgraduate research students, and both taught postgraduate and undergraduate students working on dissertations/projects.

The individual undertaking the research activity is known as the “principal researcher”.

Ethical approval is not required for routine audits, performance reviews, quality assurance studies, testing within normal educational requirements, and literary or artistic criticism.

Please read the notes for guidance before completing ALL sections of the form.

This form must be completed and approved prior to undertaking any research activity. Please see Checklist for details of process for different categories of application.  


SECTION A: About You (Principal Researcher)

	Full Name:
	Bethan Rachel Hey

	Tick all boxes which apply:

	Member of staff:
	☐	Student:
	☒	Honorary research fellow:
	☐


	Faculty/School/Centre:
	UWTSD

	Campus:
	Carmarthen

	E-mail address:
	Admissions@uwtsd.ac.uk

	Contact Telephone Number:
	01267676768

	For students:

	Student Number:
	1501136
	Undergraduate
	☒
	Programme of Study:
	BA Social Studies 
	Taught Postgraduate
	☐
	Director of Studies/Supervisor:
	Dr Caroline Lohmann - Hancock
	Research
	☐


SECTION B: Approval for Research Activity

	Has the research activity received approval in principle?
(please check the Guidance Notes as to the appropriate approval process for different levels of research by different categories of individual)
	YES
	☒	NO
	☐
	     
	Date

	If Yes, please indicate source of approval (and date where known):
	Research Degrees Committee
	☐	

	
	Faculty Research Committee
	☐	

	
	Other (write in)
Dr Caroline Lohmann - Hancock
	☒	


Approval in principle must be obtained from the relevant source prior to seeking ethical approval.

SECTION C:  External Ethical Guidance Materials

	Please list the core ethical guidance documents that have been referred to during the completion of this form (including any discipline-specific codes of research ethics, and also any specific ethical guidance relating to the proposed methodology).  Please tick to confirm that your research proposal adheres to these codes and guidelines.

	Data Protection Act 1998
	☒
	Care Act guidance: Safeguarding - Alzheimer's Society response - 2014
	☒
	UWTSD, Research Ethics and Integrity Code of Practice, 2015 - 2018
	☒

	Information Commissioner Officer, The Guide to Data Protection, 2016
	☒

	British Sociological Association – Statement of Ethical Practice – March 2002 (appendix updated May 04)
	☒



SECTION D: External Collaborative Research Activity

	Does the research activity involve collaborators outside of the University?
	YES
	☐
	NO
	☒

	
If Yes, please provide the name of the external organisation and name and contact details for the main contact person:

	Institution
	

	Contact person name
	

	Contact person e-mail address
	



Where research activity is carried out in collaboration with an external organisation
	Does this organisation have its own ethics approval system?
	YES
	☐
	NO
	☒

	If Yes, please attach a copy of any final approval (or interim approval) from the organisation




SECTION E: Details of Research Activity

	Indicative title:
	How are the human rights of people with dementia affected as the disease progresses?

	Proposed start date:
	29th November 2017
	Proposed end date:
	3rd May 2018

	Purpose of research activity (including aims and objectives)
Outline the purpose, aims and objectives of the research activity, including key research questions. Show briefly how existing research has informed the proposed activity and explain what the research activity will add and how it addresses an area of importance. (Maximum 300 words)

	The UN HRC (1991) sets out a number of principles for older persons in addition to the Human Rights Act (1948).
I am going to research how the enjoyment of human rights is affected by the progression of dementia in the UK.
Alzheimer’s Society suggests that wellbeing, which closely linked to human rights of dementia patients such as dignity and the right to food and shelter (Human Rights Act, 1998), is compromised as people live with this progressive disease. 
Alzheimer’s Society state that dementia patents suffer from discrimination, poor care and support which breaches their human rights. There are cases where individuals with the progressive disease are being treated unfairly. 
One study shows that over 195,840 cases were made to the Deprivation of Liberty Safeguards(DOLs) and 14 the year before due to dementia patients being treated unfairly. According to DOLs, anyone who is living in a care home, hospital or private who are under constant supervision is legally a deprivation of their liberty which is going against their human rights of free will. They should have legal safeguards that treat the patients fairly and not breach their liberty. (Community Care, 2017).
Another study states that a favourable care home in England is being shut down after half the beds in the care home were not being used. Volunteers and family members have spoken out that health bosses showed lack of dignity and compassion during the court case. A volunteer said that he was ‘shocked at the way the health bossed were treating the family’. He said that patients and family members voices were ignored which breaches their human right of a right to speak and also showed no respect, dignity or compassion. (The Guardian, 2017)

Alzheimer's Society. (2017). Equality and Discrimination. Available at: https://www.alzheimers.org.uk/info/20091/what_we_think/141/equality_discrimination_and_human_rights.  (Last accessed 19th December 2017)

Youth for Human Rights. (2017). Human Rights. Available at: http://www.youthforhumanrights.org/what-are-human-rights/universal-declaration-of-human-rights/articles-16-30.html.  (Last accessed 19th December 2017)

The Guardian. (2017). Discrimination. Available at: http://www.guardian-series.co.uk/news/15773620._It_s_a_tragedy____volunteer_blasts_health_bosses_for_closing_dementia_nursing_home/.  (Last accessed 19th December 2017).

Community Care. (2017). DOLs. Available at: http://www.communitycare.co.uk/2017/03/13/one-denied-human-rights-scrap-dols/.  (Last accessed 19th December 2017).


(this box should expand as you type)

	Proposed methods
Provide a brief summary of all the methods that may be used in the research activity, making it clear what specific techniques may be used. If methods other than those listed in this section are deemed appropriate later, additional ethical approval for those methods will be needed. (Maximum 600 words)

	The method that will be used for my dissertation is desk top and library research using journals, academic books and online resources. Journals are an effective source as they are peer reviewed. Academic books are very effective as they are reliable and provide facts, research, quotes and many other information that you will need, and you know that you can trust and academic book due to its reliability. Online resources such as online newspapers, research articles, reports and policy documents provide statements and stories that can provide a broad and in depth overview of the issue. 




(this box should expand as you type)




	Location of research activity
Identify all locations where research activity will take place.

	N/A

(this box should expand as you type)

	Research activity outside of the UK
If research activity will take place overseas, you are responsible for ensuring that local ethical considerations are complied with and that the relevant permissions are sought. Specify any local guidelines (e.g. from local professional associations/learned societies/universities) that exist and whether these involve any ethical stipulations beyond those usual in the UK (provide details of any licenses or permissions required). Also specify whether there are any specific ethical issues raised by the local context in which the research activity is taking place, for example, particular cultural sensitivities or vulnerabilities of participants.

	No

(this box should expand as you type)




SECTION F: Scope of Research Activity

	Will the research activity include:
	
YES
	
NO

	Use of a questionnaire or similar research instrument?
	☐
	☒

	Use of interviews?
	☐
	☒

	Use of diaries?
	☐
	☒

	Participant observation with their knowledge?
	☐
	☒

	Participant observation without their knowledge?
	☐
	☒

	Use of video or audio recording?
	☐
	☒

	Access to personal or confidential information without the participants’ specific consent?
	☐
	☒

	Administration of any questions, test stimuli, presentation that may be experienced as physically, mentally or emotionally harmful / offensive?
	☐
	☒

	Performance of any acts which may cause embarrassment or affect self-esteem?
	☐
	☒

	Investigation of participants involved in illegal activities?
	☐
	☒

	Use of procedures that involve deception?
	☐
	☒

	Administration of any substance, agent or placebo?
	☐
	☒

	Working with live vertebrate animals?
	☐
	☒

	Other primary data collection methods, please explain in this box



	☐
	☒



If NO to every question, then the research activity is (ethically) low risk and may be exempt from some of the following sections (please refer to Guidance Notes).

If YES to any question, then no research activity should be undertaken until full ethical approval has been obtained. 


SECTION G: Intended Participants

	Who are the intended participants:
	
YES
	
NO

	Students or staff at the University?
	☐
	☒

	Adults (over the age of 18 and competent to give consent)?
	☐
	☒

	Vulnerable adults?
	☐
	☒

	Children under 18?
	☐
	☒

	Prisoners?
	☐
	☒

	Young offenders?
	☐
	☒

	Those who could be considered to have a particularly dependent relationship with the investigator or a gatekeeper?
	☐
	☒

	People engaged in illegal activities?
	☐
	☒

	Others (please identify):


	☐
	☒



	Participant numbers and source
Provide an estimate of the expected number of participants. How will you identify participants and how will they be recruited? 

	N/A

this box should expand as you type)



	Information for participants:
	
YES
	NO
	
N/A

	Will you describe the main research procedures to participants in advance, so that they are informed about what to expect?
	☐
	☐
	☒

	Will you tell participants that their participation is voluntary?
	☐
	☐
	☒

	Will you obtain written consent for participation?
	☐
	☐
	☒

	Will you explain to participants that refusal to participate in the research will not affect their treatment or education (if relevant)?
	☐
	☐
	☒

	If the research is observational, will you ask participants for their consent to being observed?
	☐
	☐
	☒

	Will you tell participants that they may withdraw from the research at any time and for any reason?
	☐
	☐
	☒

	With questionnaires, will you give participants the option of omitting questions they do not want to answer?
	☐
	☐
	☒

	Will you tell participants that their data will be treated with full confidentiality and that, if published, it will not be identifiable as theirs?
	☐
	☐
	☒

	Will you debrief participants at the end of their participation, in a way appropriate to the type of research undertaken?
	☐
	☐
	☒

	If NO to any of above questions, please give an explanation 

	I will not be carrying out any voluntary research.


(this box should expand as you type)






	Information for participants:
	
YES
	NO
	
N/A

	Will participants be paid?
	☐
	☒
	☐

	Is specialist electrical or other equipment to be used with participants?
	☐
	☒
	☐

	Are there any financial or other interests to the investigator or University arising from this study?
	☐
	☒
	☐

	Will the research activity involve deliberately misleading participants in any way, or the partial or full concealment of the specific study aims?
	☐
	☒
	☐

	If YES to any question, please provide full details 

	


(this box should expand as you type)





SECTION H: Anticipated Risks

	
Outline any anticipated risks that may adversely affect any of the participants, the researchers and/or the University, and the steps that will be taken to address them. 

	

	Risks to participants
For example: emotional distress, financial disclosure, physical harm, transfer of personal data, sensitive organisational information

	N/A

(this box should expand as you type)

	

	If research activity may include sensitive, embarrassing or upsetting topics (e.g. sexual activity, drug use) or issues likely to disclose information requiring further action (e.g. criminal activity), give details of the procedures to deal with these issues, including any support/advice (e.g. helpline numbers) to be offered to participants. Note that where applicable, consent procedures should make it clear that if something potentially or actually illegal is discovered in the course of a project, it may need to be disclosed to the proper authorities

	N/A

(this box should expand as you type)

	

	Risks to investigator
For example: personal safety, physical harm, emotional distress, risk of accusation of harm/impropriety, conflict of interest

	There may be a risk of emotional distress towards myself as I may find some research upsetting and could cause mistakes to occur on my dissertation and could have a negative effect on myself. 

(this box should expand as you type)

	

	University/institutional risks
For example: adverse publicity, financial loss, data protection

	There may be a risk towards the university as the university has a standard to uphold and my dissertation should be of a high level that will not demoralise the university’s reputation. 

(this box should expand as you type)

	

	Adverse outcomes
List measures put in place to limit any adverse effects or outcomes of research activity where appropriate. Include any emergency protocols. 

	If these risks were to happen, to minimise them, I could get in touch with the student services and gather support from them and I could also have more supervisions with my supervisor to gain extra support on myself and my dissertation. 

(this box should expand as you type)





	Disclosure and Barring Service

	If the research activity involves children or vulnerable adults, a Disclosure and Barring Service (DBS) certificate must be obtained before any contact with such participants.
	


YES
	


NO
	


N/A

	Has a DBS certificate been obtained?
	☒
	☐
	☐




SECTION I: Feedback, Consent and Confidentiality

	Feedback
What feedback will be provided to participants, how will this be done and when? 

	
N/A

 (this box should expand as you type)

	

	Informed consent
Describe the arrangements to inform potential participants, before providing consent, of what is involved in participating. Describe the arrangements for participants to provide full consent before data collection begins. If gaining consent in this way is inappropriate, explain how consent will be obtained and recorded.

	
N/A

 (this box should expand as you type)

	

	Confidentiality / Anonymity
Set out how anonymity of participants and confidentiality will be ensured in any outputs. If anonymity is not being offered, explain why this is the case. 

	
N/A

(this box should expand as you type)






SECTION J: Data Protection and Storage

In completing this section refer to the University’s Research Data Management Policy and the extensive resources on the University’s Research Data Management web pages (http://uwtsd.ac.uk/library/research-data-management/).
	
	YES
	NO

	Does the research activity involve personal data (as defined by the Data Protection Act)?
	☐
	☒

	If YES, provide a description of the data and explain why this data needs to be collected:

	



(this box should expand as you type)

	

	Does it involve sensitive personal data (as defined by the Data Protection Act)?
	☐
	☒

	If YES, provide a description of the data and explain why this data needs to be collected:

	

(this box should expand as you type)



	Will the research activity involve any of the following activities:
	YES
	NO

	Electronic transfer of data in any form?
	☐
	☒

	Sharing of data with others at the University?
	☐
	☒

	Sharing of data with other organisations?
	☐
	☒

	Export of data outside the European Union or importing of data from outside the UK?
	☐
	☒

	Use of personal addresses, postcodes, faxes, emails or telephone numbers?
	☐
	☒

	Publication of data that might allow identification of individuals?
	☐
	☒

	Use of data management system?
	☐
	☒

	Data archiving?
	☐
	☒

	If YES to any question, please provide full details, explaining how this will be conducted in accordance with the Data Protection Act (and/or any international equivalent):

	


(this box should expand as you type)





	Will the research activity involve storing personal data on one of the following:
	YES
	NO

	Manual files (i.e. in paper form)?
	☐
	☒

	University computers?
	☐
	☒

	Private company computers?
	☐
	☒

	Home or other personal computers?
	☐
	☒

	Laptop computers/ CDs/ Portable disk-drives/ memory sticks?
	☐
	☒

	“Cloud” storage or websites?
	☐
	☒

	Other – specify:

	☐
	☒

	For all stored data, explain the measures in place to ensure data confidentiality, including details of password protection, encryption and anonymisation:

	

(this box should expand as you type)



	List all who will have access to the data generated by the research activity:

	


(this box should expand as you type)

	

	List who will have control of, and act as custodian(s) for, data generated by the research activity:

	
(this box should expand as you type)

	

	Give details of data storage arrangements, including where data will be stored, how long for, and in what form. Will data be archived – if so how and if not why not.  

	

(this box should expand as you type)





SECTION K: Declaration

	The information which I have provided is correct and complete to the best of my knowledge. I have attempted to identify any risks and issues related to the research activity and acknowledge my obligations and the rights of the participants.

In submitting this application I hereby confirm that I undertake to ensure that the above named research activity will meet the University’s Research Ethics and Integrity Code of Practice

	Signature of applicant: Bethan Rachel Hey
	
	Date:
	19/12/17



For students:
	Director of Studies/Supervisor:
	Heike Griffiths 

	Signature:
	B. R. Hey


	Date:
	19/12/17



For staff:
	Head of School/Assistant Dean:
	

	Signature:
	


	Date:
	




Checklist: Please complete the checklist below to ensure that you have completed the form according to the guidelines and attached any required documentation:
	☒
	I have read the guidance notes supplied before completing the form.

	☒
	I have completed ALL RELEVANT sections of the form in full.

	☒
	I confirm that the research activity has received approval in principle

	☐
	I have attached a copy of final/interim approval from external organisation (where appropriate)

	☒
	I understand that it is my responsibility to ensure that the above named research activity will meet the University’s Research Ethics and Integrity Code of Practice.

	☒
	I understand that before commencing data collection all documents aimed at respondents (including information sheets, consent forms, questionnaires, interview schedules etc.) must be confirmed by the DoS/Supervisor, module tutor or Head of School.




	RESEARCH STUDENTS AND STAFF ONLY
All communications relating to this application during its processing must be in writing and emailed to pgresearch@uwtsd.ac.uk , with the title ‘Ethical Approval’ followed by your name.
You will be informed of the outcome of your claim by email; therefore it is important that you check your University and personal email accounts regularly.



STUDENTS ON UNDERGRADUATE OR TAUGHT MASTERS PROGRAMMES should submit  this form (and receive the outcome) via systems explained to you by the supervisor/module leader.

This form is available electronically from the Academic Office web pages: http://www.uwtsd.ac.uk/academic-office/

Application Process

All staff research projects and all research students must submit the Ethical Approval Form to the University Ethics Committee via the Postgraduate Research office (pgresearch@uwtsd.ac.uk).   Staff research directly in relation to personal study for taught undergraduate or Masters programmes should be submitted via the Faculty procedures explained below.

Taught masters and taught undergraduate research Ethical Approval Forms are considered within Faculties.  Faculties will provide details of the specific processes for this.  Where the Ethical issues within any single ethical application are of particular concern the Faculty will refer these to the University Ethics Committee.   Any student activity that involves the collection of primary data needs to undergo Ethical approval, this includes assignment work as well as dissertations.   

Notes for guidance in completion of this form

Section A:  About You
Please complete all relevant sections

Section B:  Approval for research activity
Research proposals must be approved in principle before applying for Ethical Approval.  The proposal approval only becomes final when the ethical approval is received.  

The process for proposal approval varies according the individual and programme of study:
· Research students, by application on form PG1 to the Research Degrees Committee
· Taught students by review of research proposal within Faculties (Faculties provide specific details of these processes)
· Staff, by agreement by the Head of School/Assistant Dean

Section C:  External Ethical Guidance materials
Many discipline areas are required to operate with the discipline specific codes of research ethics (for example health, psychology, education etc.), any such codes must be listed and you must tick to confirm that you have consulted with these.

Section D:  External Collaborative Research Activity
Provide details of the external collaborative partners, where appropriate you might want to submit a copy of the external collaboration agreement with the Ethical Approval Form.  If the partner requires the research to be subject to its own internal Ethical approval process then please provide details of that process and a copy of any final (or interim) approvals received from the organisation.

Section E:  Details of Research Activity
Remember that the individuals reviewing this Ethical Approval Form may not have seen your research proposal, and also may not be experts in the specific area of your research.  The information provided should therefore be jargon free and clearly stated.
Indicative Title:  please use the same title as used on the research proposal.
Purpose:  the Ethical approval process will want to ensure that the methods you propose are adequate and appropriate to address the research aims and objectives.  Excessive additional data collection can be seen as unethical.
Proposed Methods:  the Ethical approval process seeks to ensure that you understand the methods that are intended, and that the implementation of those methods will be appropriate and without unnecessary impact on respondents.  Please be specific.
Location:  this needs to mention geographical location and also local situation (for example, within Local Authority Offices in Cardiff, using a private room but close to other individuals).  If you are collecting data within an organisational setting then you need to explain the permissions that you have obtained to do this.
Research Activity outside of the UK:  please complete this section in detail, and note any guidance you have received.  Also describe your own familiarity (or not) with the location that you will be utilising.

Section F:  Scope of Research Activity
Please tick ALL of the research activities that might be undertaken.   If any additional types of activity are intended then please add an extra box and describe these.
If you have answered no to all questions in F then sections G and J do not need to be completed.  Section H should be considered, and may be completed.  Signatures are still required in section K.




Section G:  Intended Participants
Please tick all categories that might apply.
Numbers & Source:  if you are using a series of different methods or research activities please list numbers for each stage/phase.  Be clear about how you will find respondents.   Will you use intermediaries, and if so how?  How will you ensure compliance with your sampling strategy?
Information for participants:  all participants should be appropriately informed about the research, what is expected of them and what will happen to the information that they provide.  The Ethical review process does not ask to see this documentation, but requires this to be reviewed and approved by the Director of Studies in the case of research students, the supervisor/module tutor in relation to students on taught programmes and the Head of School/Assistant Dean in relation to staff research.

Section H:  Anticipate Risks
All research carries some level of risk.  The answers you provide to questions in this section will be reviewed to ensure that you have an appropriate understanding of the type of risks involved and how you can mitigate against these risks.
Risk to participants   Think very carefully about how your actions/questions/discussions might affect the people you are involving as participants.  You might identify the risk as small but it would still be a risk.  Many types of question have the potential to make respondents less content with their life / job; you need to recognise and try to ameliorate any such effects
If these are business owners, time with you may reduce profit.  
In some locations physical risk is very real to both participants and yourself, please consider this.
Risk to you, the researcher   Think about where you will meet people, if there are any dangers involved in the location.  If you are meeting people as individuals think about using a public place.  In general do not visit people in their own homes or remote locations.  If you are talking to individuals about certain issues think about how their responses might affect you emotionally.  What about the risk of collecting insufficient data?
Risk to the University   When undertaking your research, you are acting as a member of the University (student or staff).  Professionalism is important, so it is important to be well organised and well prepared. Punctuality, clarity etc. are all part of this.  What will you do to ensure this?  You must ensure you do not harm the good name of the University in any way and do nothing to undermine the reputation of the research it conducts and sponsors.  Upholding high standards of conduct and integrity are vital in this regard. You must also conduct the research in such a way to minimise the potential for claims of negligence made against the University, its researchers and any collaborating individual or organisation. In this respect you should always comply with ethical, legal and professional frameworks, obligations and standards as required by statutory and regulatory authorities, as well as the university’s Research Integrity and Ethics Code of Practice.  Research misconduct in this respect can take many forms, including:
· fabrication: making up results or other outputs (eg, artefacts) and presenting them as if they were real
· falsification: manipulating research processes or changing or omitting data without good cause
· plagiarism: using other people’s material without giving proper credit
· failure to meet ethical, legal and professional obligations: for example failure to declare competing interests; misrepresentation of involvement or authorship; misrepresentation of interests; breach of confidentiality; lack of informed consent; misuse of personal data; and abuse of research subjects or material
· improper dealing with allegations of misconduct: failing to address possible infringements such as attempts to cover up misconduct and reprisals against whistle-blowers

Adverse Outcomes.  Think carefully about the possibilities, and cover here

Section I:  Feedback, Consent and Confidentiality
Feedback to participants:  outline your approach.   Will interview transcripts be shared with respondents to check accuracy?  Will summaries of questionnaire analysis be made available to respondents in some way?   Will an overview report be provided?  How and when?
Informed consent:   Draft letter / e-mail / or heading (or footer) section of questionnaire must be approved by DoS/supervisor (if research student), supervisor/module tutor if taught student, or Head of School / Assistant Dean if a member of staff.
Confidentiality/Anonymity.  Explain clearly how you will ensure confidentiality and anonymity.

Section J:  Data Protection and Storage
Before completing this section it is necessary to read the University’s Research Data Management information.   The questions that follow are designed to ensure compliance with the Data Protection Act as well as established research protocols.

Many research activities will involve electronic transfer of data and use of data management systems in the summarisation and analysis of data.  You will need to explain these in relation to compliance with the Data Protection Act.
Think carefully about who will have access to your data, this will include supervisors and examiners. Also that a thesis will be made available via the University library and the British Library system.  If you are seeking an access bar for a period of time after completion then mention it here.  If you will provide a copy of your findings, or intend to give a presentation, to a facilitating/ supporting/accessing organisation then explain that in this section.  But also think about the general principle of data sharing, as explained in the Research Data Management information.
In terms of storage of data please ensure security, and also mitigate against loss of data.

Section K:  Declaration
Ensure the appropriate countersignatures have been provided
Look carefully at the checklist and ensure that you comply with and tick all that are relevant to your research.
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Table 1: Number of deaths with underlying cause of dementia and Alzheimer disease by sex and single year of age, England and Wales, 2002 to 2015345

Footnotes:
" Figures are based on deaths registered, rather than deaths occurring in each calendar year between 2002 and 2015

2 Figures for England and Wales include deaths of non-residents

* The underlying cause of death was defined using the International Classification of Diseases, Tenth Revision (ICD-10) codes FO1, F03 and G30

*In January 2011 ONS updated the software used for cause of death coding from the Intemational Classification of Diseases, Tenth Revision (ICD-10) version 20012 to version 2010. Overall,
the impact of this change was small, although some cause groups were aflected more than others. One of the biggest changes affected deaths from mental and behavioural disorders (mainly
dementia). For further information can be found on the ONS website:

Results of the ICD-10 v2010 bridge coding study. England and Wales. 2009
% In addtion, in January 2014 ONS changed the software used to code cause of death to a package called IRIS (version 2013). There was an increase in the number of deaths coded to
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Source: Office for National Statistics

Number of deaths
Sex  Year 85 8 87 8 89 90 91 97 93 o4 95 9 97 98 99 100 01 102 103 104 105+
29 23 220 212 148 123 9 71 46 34 26 165 3 2 2 0 0 0
2003 251 263 301 285 264 213 212 152 130 19 T 4 3% 2% 1 2 0 0 1 0 0
2004 214 223 282 286 22 228 209 19 120 14 65 60 25 29 1M 2 3 2 1 0 0
2005 297 259 217 228 255 266 218 149 148 97 84 62 31 23 9 13 4 2 0 0 0
2006 383 361 242 214 239 21 199 19% 141 13 89 79 3 23 13 9 2 3 0 2 1
2 2007 380 43 391 271 252 299 198 209 18 15 118 72 0 23 24 6 5 3 0 1 1
5 20 @ 42142 _414_an__ana s BTYERE P VI S+ S T St S i a -
» | Notes, Terms & Conditions | Contents | Background | Main points | Table1 | Table2 | Table .. (&) <« »
Ready Average: 1967 Count:2 sum:3334 | [21] + 100%

H O Type here to search




image2.png
H - s dementiaandalzheimerdeathsfinal - Compatibility Mode - Excel

Insert  Pagelayout  Fommulss  Data  Review [ P — 12 Share

o vl 2 Wiap Text General - D D gcn =5 é::e:xsum - Ay p

P g e [ Memacons © § 1% 1 % St i GO oo e [ g
Glpboard 5 Font 5 Aignment 5 Mmber  w syies cets cating ~
2 - % S
A B c D E F G H 1 J K L M N o P Q R S T u v w X Y z A4

Back to content page
lumber of deaths with underlying cause of dementia and Alzheimer disease by sex and single year of age, England and Wales, 2002 to 2015"2345

Footnotes:
" Figures are based on deaths registered, rather than deaths occurring in each calendar year between 2002 and 2015

2 Figures for England and Wales include deaths of non-residents

* The underlying cause of death was defined using the International Classification of Diseases, Tenth Revision (ICD-10) codes FO1, F03 and G30

*In January 2011 ONS updated the software used for cause of death coding from the Intemational Classification of Diseases, Tenth Revision (ICD-10) version 20012 to version 2010. Overall,
the impact of this change was small, although some cause groups were aflected more than others. One of the biggest changes affected deaths from mental and behavioural disorders (mainly
dementia). For further information can be found on the ONS website:

Results of the ICD-10 v2010 bridge coding study. England and Wales. 2009
 In addtion, in January 2014 ONS changed the software used to code cause of death to a package called IRIS (version 2013). There was an increase in the number of deaths coded to

(dementia following the implementation of this software. Further information can be found on the ONS website:
Impact of the Implementation of IRIS Software for ICD-10 Cause of Death Coding on Mortality Statistics. England and Wales

Source: Office for National Statistics
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Number of deaths

Sex  Year 85 8 87 8 89 90 91 97 93 04 95 9% o7 98 99 100 101 102 103 104 105+

2008 389 423 432 411 300 209 289 238 194 162 134 92 66 46 17 13 7 2 1 0 0

2009 374 376 467 448 402 268 230 257 222 181 127 92 6 B 2 7 5 2 2 3 0

2010 441 415 441 478 469 394 259 212 199 1®2 M5 102 76 & 23 122 M 3 4 1 0

2011 688 712 72 755 708 72 616 381 329 261 242 188 41 98 4 25 W4 10 3 4 0

2012 821 850 864 902 826 791 775 673 374 283 23 198 144 100 8 28 28 5 4 0 3

2013 909 933 937 979 900 819 781 735 604 M8 279 204 162 100 70 3B 15 13 4 3 5

2014 979 1046 1091 1060 1013 953 891 860 695 674 36 238 159 141 69 35 4 19 3 5 2

2016 1235 1269 1224 1233 1213 1180 1014 934 835 781 515 269 201 136 8 55 27 25 4 4 7 =
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lumber of deaths with underlying cause of dementia and Alzheimer disease by sex and single year of age, England and Wales, 2002 to 2015"2345

Footnotes:
" Figures are based on deaths registered, rather than deaths occurring in each calendar year between 2002 and 2015

2 Figures for England and Wales include deaths of non-residents

* The underlying cause of death was defined using the International Classification of Diseases, Tenth Revision (ICD-10) codes FO1, F03 and G30

*In January 2011 ONS updated the software used for cause of death coding from the Intemational Classification of Diseases, Tenth Revision (ICD-10) version 20012 to version 2010. Overall,
the impact of this change was small, although some cause groups were aflected more than others. One of the biggest changes affected deaths from mental and behavioural disorders (mainly
dementia). For further information can be found on the ONS website:

Results of the ICD-10 v2010 bridge coding study. England and Wales. 2009
% In addtion, in January 2014 ONS changed the software used to code cause of death to a package called IRIS (version 2013). There was an increase in the number of deaths coded to

‘dementia following the implementation of this software. Further information can be found on the ONS website:
Impact of the Implementation of IRIS Software for ICD-10 Cause of Death Coding on Mortality Statistics. England and Wales

Source: Office for National Statistics

Sex _ Year ®5 8 87 88 89 90 91 92 93 94 95 95 97 98 99 100 101 102 103 104 105+

[Female2002000601 665 741 825 803 766 678 679 588 496 394 331 224 128 106 62 28 22 5 6
2003 603 716 699 83 878 784 780 678 625 496 394 36 262 200 110 70 3B 24 A0 2
2004 866 551 646 727 810 791 766 682 529 491 392 308 236 167 95 58 39 19 16 4
2005 775 583 620 697 762 789 715 669 641 546 439 318 294 191 14 77 40 26 12 8
2006 774 819 659 629 734 725 824 698 667 589 430 387 277 198 131 58 58 25 10 9
2007 816 955 970 719 646 772 788 782 752 658 653 447 346 251 164 78 58 34 22 10
2008 916 938 1100 1194 768 772 849 876 842 772 629 521 365 281 191 12 T3 2 13
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lumber of deaths with underlying cause of dementia and Alzheimer disease by sex and single year of age, England and Wales, 2002 to 2015"2345

Footnotes:
" Figures are based on deaths registered, rather than deaths occurring in each calendar year between 2002 and 2015

2 Figures for England and Wales include deaths of non-residents

* The underlying cause of death was defined using the International Classification of Diseases, Tenth Revision (ICD-10) codes FO1, F03 and G30

*In January 2011 ONS updated the software used for cause of death coding from the Intemational Classification of Diseases, Tenth Revision (ICD-10) version 20012 to version 2010. Overall,
the impact of this change was small, although some cause groups were aflected more than others. One of the biggest changes affected deaths from mental and behavioural disorders (mainly
dementia). For further information can be found on the ONS website:

Results of the ICD-10 v2010 bridge coding study. England and Wales. 2009
% In addtion, in January 2014 ONS changed the software used to code cause of death to a package called IRIS (version 2013). There was an increase in the number of deaths coded to

‘dementia following the implementation of this software. Further information can be found on the ONS website:
Impact of the Implementation of IRIS Software for ICD-10 Cause of Death Coding on Mortality Statistics. England and Wales

Source: Office for National Statistics

Number of deaths

Sex _ Year B 87 88 89 90 91 92 93 94 95 9 97 98 99 100 101 102 103 104 105+
2009 856 979 1105 1100 79 724 856 764 714 650 516 390 271 1% 132 80 53 18 17 8

2010 983 1026 1195 1240 1275 867 827 795 780 677 59 471 362 262 138 92 62 40 12 20

2011 1405 1564 1633 1709 1837 1835 1270 1079 1072 985 858 676 495 330 189 129 72 40 17 2

2012 1680 1724 1921 2063 2009 2135 2059 1367 1116 1040 884 749 600 425 221 126 92 55 28 22

2013 1635 1907 2015 2150 2072 2179 2033 2039 1250 977 995 767 627 452 257 161 91 47T 3 25
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733 4
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