Dementia

Introduction
Published in 2019, the eleventh International Classification of Diseases (ICD-11) provides a clinically relevant classification system for the identification, reporting and interpretation of health issues around the world, as well as the comparison of mortality and morbidity rates.  Dementia falls under the neurocognitive disorder category of the ICD-11 and has been chosen for the purpose of this assignment.  Dementia is an irreversible, organic mental health disorder and is the umbrella term used for a range of progressive conditions affecting the cognitive functions of a person, such as memory, language, comprehension, judgement and problem-solving.  The deterioration of cognitive functions is also typically accompanied by changes in behaviour, mood, and emotions, affecting most aspects of a person and their daily life.  All these changes can cause significant upset, anger, and confusion for the individuals living with dementia, as well as their loved ones and/or carers.  An in-depth examination into the history of the disorder, its demographics, its development, the available treatments, any media attitude and stigmas, and research into dementia will be provided for this assignment, followed by recommendations on ways to improve the quality of life of those living with the disorder.  

The history of dementia
[bookmark: _Hlk122125201]Although yet to be given its name, the symptoms of dementia can be recognised as far back as 2000 BC, with Chui et al (2008) revealing that ancient Egyptians observed a connection between old age and a major memory disorder.  At the end of the second century, the distinction between psychiatric disorders and acute/chronic neurological disorders was introduced by an ancient Greek physician named Aretaeus of Cappadocia, who described acute disorders as reversible and called these ‘delirium’ - as opposed to chronic disorders, like dementia, that were characterised by irreversible impairment of higher cognitive functions (Boller and Forbes, 1998).  In 1797, around the same time William Tuke revolutionised humane treatment for the mentally ill, a significant recognition of dementia occurred when French physician Philippe Pinel expanded the general understanding of mental illness by categorising the illnesses into five groups - melancholia, idiocy, delirium, non-delirious furor and dementia (Vatanabe, Manzine and Cominetti, 2020).  Institutional responses to social and economic issues popularised greatly in the nineteenth century, resulting in the elderly individuals with dementia being admitted to workhouses and mental asylums.  As clarified by Andrews (2017), the County Asylums Act introduced in 1808 authorised the construction of asylums for the individuals who were certified as ‘insane’ but who could not afford their own care, with it becoming a mandatory provision in the County Asylums Act 1845.  Frontotemporal dementia was first recognised and described by a Czech neurologist named Arnold Pick in the year 1892, who portrayed a patient with accelerating speech deterioration and showed its association with left temporal lobe atrophy, and as clarified by Olney, Spina and Miller (2018) the condition was originally referred to as Pick’s disease.  In 1894, Swiss psychiatrist and neurologist Otto Binswanger and Dr Alois Alzheimer, a German psychiatrist, collectively studied neurosyphilis and they reported several forms of vascular dementia, with the first publishing of the term ‘presenile dementia’ (Yang et al, 2016).  A few years later came one of the biggest breakthroughs within dementia history.  In 1901, a fifty-one-year-old female who was displaying memory problems and gradually becoming more aggressive, paranoid, and fearful, got admitted to a psychiatric hospital and was under the care of Dr Alzheimer.  As elaborated by Hippius and Neundörfer (2003) the patient, Auguste Deter, passed away only five years later - leaving her brain to be histologically and morphologically investigated by Alzheimer, who subsequently combined his findings with his four years of clinical record keeping on Auguste to deliver a presentation to his peers, but it was unfortunately met with very limited interest and enthusiasm.  In 1909, a colleague of Alois - Emil Kraepelin, paid recognition to the significant findings of Alzheimer by including his work in his textbook and referring to the disorder documented by Alois as ‘Alzheimer’s disease’ (Eratne et al, 2018).  Engelhardt and Gomes (2017) reveal that a few years later in 1912, German-born American neurologist Frederic Lewy was the first to identify the abnormal deposits of protein in the neurons of certain brain nuclei, later named Lewy bodies, which is a characteristic found in Parkinson’s disease and dementia with Lewy bodies.  By 1930, the workhouses where many elderly people resided were demolished, being slowly replaced by nursing and care homes.  These care and nursing homes, which have staff that has been specially trained to care for people with dementia, began to emerge as the new form of care for older people and those diagnosed with dementia.  A new era in dementia care began in 1948 with the creation of the National Health Service by the Welsh Minister of Health Aneurin Bevan.  Those living with dementia benefit from the added support, services, advice, and medical intervention provided by the NHS and its trained medical professionals.  The National Institute for Health and Care Excellence (2022a) claim that one in four hospital beds at any one time are occupied by those living with dementia, with these individuals often experiencing slightly longer hospital stays and discharging delays, which can often trigger confusion, distress and even delirium for those patients.  The longer hospital stays experienced by those with dementia can lead to a decline in functioning and a decreased ability to return home and live independently. The National Dementia Action Alliance and the Dementia Friendly Hospitals Charter are two recent initiatives aimed at improving the experience and outcomes of hospital care for people with dementia (National Institute for Health and Care Excellence, 2022b)

Dementia demographics
The World Health Organisation (2022a) claim that around 55 million people worldwide currently have dementia, with this figure estimated to rise to 78 million by the year 2030 and soaring to 139 million in 2050, with most of these individuals living in low-income and middle-income countries.  Those living in high income countries are believed to have easy access to available treatments and can use their financial status to ensure the best care is provided.  In the UK, it has been estimated that over one million people will be diagnosed with dementia by 2025, with most of the population knowing someone who lives with the condition (Dementia UK, 2021a), rising again by 2051 to over 2 million people.  Alzheimer’s Research UK (2015) have developed an interactive online map which shows the number of people living with dementia in each of the seven Local Health Boards in Wales, with data revealing there are 6,942 in the Hywel Dda University Health Board (UHB) region, 8,201 in Abertawe Bro Morgannwg UHB, 11,918 in Betsi Cadwaladr UHB, 2,656 in Powys Teaching UHB, 4,264 in Cwm Taf UHB, 8,800 in Aneurin Bevan Local Health Board, and 6,540 in Cardiff and Vale UHB.  Highlighting the statistics on dementia and women, the Social Care Institute for Excellence (2020a) emphasise that two thirds of the whole dementia population are female, with 600,000 women living with dementia in the UK, and the condition is the leading cause of female deaths in the UK.  Black, Asian and minority ethnic groups are more susceptible of developing certain subtypes of dementia, are less likely to get diagnosed and given support, and by 2051 the number of racial and minority ethnic people living with dementia is expected to increase seven times the current figure, in comparison to just over a double increase of people with dementia across the whole of the UK (Diverse Cymru, 2022).  People from minority ethnic groups living with dementia appear to be less likely to be diagnosed as a result of stigma or healthcare system barriers, and according to a report published by Mukadam et al (2022) individuals from minority ethnic groups who are diagnosed with dementia in secondary care in the UK are generally considered relatively young, and have more severe dementia symptoms at the time of diagnosis.  According to Social Care Institute for Excellence (2020b) there are currently over 25,000 Black and Minority Ethnic people living with some form of dementia in Wales and England.  The risk of developing dementia is also said to increases with age, and with the aging population accelerating across the world, the number of people living with dementia will undoubtably increase significantly in the coming decades.  Despite the rise in dementia cases, awareness of the condition is low, and there is an inadequate amount of funding available for research.  

The development of dementia
Doctors typically use the term ‘dementia’ to describe common symptoms – such as memory loss, confusion, problems with speech, and difficulty understanding – that get worse over time.  There are over two hundred subtypes of dementia with Alzheimer’s disease, vascular dementia, frontotemporal dementia, Lewy body dementia and mixed dementia being the most common forms (Dementia UK, 2021b).  Each subtype affects a person differently, but dementia on a whole prevents the correct function of cells in the brain, interfering with speech, cognitive functions and thoughts.  Dementia can affect a person at any age but is usually more common in people over the age of 65, with any diagnosis before the age of 65 classified as early-onset dementia.  As dementia is not a single disease, the causes of each subtype and their development can vary from one to another.  Clarified by the NHS (2021), Alzheimer’s disease is believed to be caused by an abnormal build-up of amyloid and tau proteins, vascular dementia is caused by a reduction in blood flow to the brain, Lewy body dementia arises due to protein clumps (the Lewy bodies) developing inside the brain cells, whilst frontotemporal dementia is caused by abnormal clumping of proteins specifically in the temporal and frontal lobes in the brain.  The most common indicators and symptoms of dementia include confusion, memory loss, changes in mood and personality, difficulty concentrating, impaired judgement and disorientation to surroundings and time.  All of the abnormal behaviours and symptoms that develop with dementia can make day-to-day life extremely difficult, not only for the individual diagnosed with dementia, but also for their families, friends, and care givers.  
In general, the symptoms of Alzheimer’s disease can be divided into three stages: early symptoms, middle-stage symptoms, and the later symptoms.  The NHS (2021b) claim early symptoms can include repetitive question asking, misplacing items, trouble thinking of the word they want to use, poor judgement, finding decision making difficult, more hesitant to do things, and forgetting names of objects, while the middle-stage symptoms usually include an increase in confusion, changes in mood and hallucinations, then later symptoms can include gradual loss of speech, weight loss, difficulty eating and swallowing, and urinary and bowel incontinence.  Symptoms of vascular dementia mainly include changes to mood or behaviour, trouble concentrating, slow thoughts, feeling disorientated, confusion, difficulty understanding, and a decline in the ability to walk and remain balanced (NHS 2020a).  Alongside the usual display of cognitive problems associated with most dementias, other symptoms can help to distinguish Lewy body dementia from others.  These characteristic Lewy body dementia symptoms include slow movements, tremors, stiff limbs, fainting, difficulty swallowing, unsteadiness often leading to falls, disturbed sleep, and depression (NHS 2019).  Frontotemporal dementia tends to develop slowly in individuals, with the NHS (2020b) confirm that symptoms can include impulsive behaviours, acting inappropriately, loss of motivation, neglecting personal hygiene, over-eating, using words incorrectly, appearing selfish, speaking slowly, and being easily distracted.  Memory problems, muscle weakness, incontinence, and difficulty swallowing usually occur at the later stages of frontotemporal dementia.  

Treatments & responses
[bookmark: _Hlk122115228]The WHO (2022b) clarify there is currently no cure for dementia and claim that to date, the developed medicines and therapies have had limited efficacy, generally being specifically aimed for Alzheimer’s disease.  The medication used for Alzheimer’s disease does not stop or slow down the progression of the disease, but eases the symptoms experienced by the individual.  In addition to medicinal intervention, non-pharmacological treatments are recommended to improve behaviours, function and overall quality of life.  These treatments can include art therapy, cognitive intervention, occupational therapy, massage and touch, music therapy, exercise and motor rehabilitation, aromatherapy, virtual reality, multidimensional strategies, and psychological therapy (Zucchella et al, 2018).  These interventions can help reduce stress, maximise cognitive function, promote independence, encourage positive behaviours, improve moods, reduce depression, help with pain management, and can ease overall dementia symptoms.  GP surgeries, social care workers and local councils can also help those living with dementia by providing information regarding local sources of support such as helplines, support groups, and inclusion activities.  In Wales, people living with dementia can often access charities and organisations offering their services, a variety of resources from specialists, information regarding local support groups, and access to telephone support and advice.  At the end of November 2022, data released from a phase three clinical trial of an Alzheimer’s drug revealed its success in slowing the rate of decline in the thinking, memory and function of the individuals involved in the trial.  Alzheimer’s Research UK (2022) confirm that the drug, lacanemab, clears the build-up of amyloid protein in the brain of those suffering with Alzheimer’s disease and although there were some significant side effects noted from the trial, this breakthrough marks the arrival of a much-needed treatment to slow the progress of the disease.  
Media attitue and stigmas
In today’s society, the media has a huge influence on how the public process information and form opinions/views.  The television, newspapers/magazines, social media, radio, blogs, online videos all contribute to the media coverage of global issues.  The mainstream portrayal and perception of dementia are unfortunately frequently negative with ‘apocalypse of the self’, ‘dementia tsunami’, ‘living death’ and ‘decreation’ being typical phrases and words adapted by the media and the public (Hughes and Williamson, 2019).  Elaborating on this, sm-Rahman, Lo and Jahan (2021) claim that the negative representations of dementia in the media can significantly prolong the stigma faced by those living with dementia and those around them, with some damaging headlines even comparing life with dementia as having the same health risks as having HIV or aids.  This type of negative media coverage can have a detrimental effect on those who are living with dementia, their families, carers, and the professionals who care for people with dementia.  With charities such as Dementia UK, Dementia Research, and Alzheimer’s Research UK providing some readily available and easily accessible information and advice regarding dementia, it is possible to reduce the negative attitudes surrounding the disorder.  There have been several television series and soap programmes that have included some very powerful segments or episodes on individuals with dementia, with the hope of diminishing the negativity surrounding the disorder.  Following these storylines, the actors and production teams have often been praised for raising awareness of dementia and demonstrating how it can affect the daily life of everyone involved.  
Stigmas against dementia include negative attitudes and behaviours deemed discriminatory against those living with dementia and others affected by the disorder.  Stigma can be categorised into three types - public stigma, which refers to the beliefs and attitudes of the general public, self/personal stigma which involves the individual internalising of the public stigma which leads to negative consequences, and stigma by association is the term used to describe the behaviour and attitude towards family members and those who are involved with the individual.  Harper et al (2019) report that increased dementia stigma was linked to raised anxiety levels, depression symptoms, compulsive behaviours, decreased self-esteem, refusing social support and activity participation, loss of personal control, and a decline in physical health.  Gender, ethnicity, location, living arrangements and education level are all personal characteristics that can influence dementia stigmas.  The stigmatisation of dementia can lead to stereotyping, labelling, status loss, isolation and separation, and discrimination (Kim et al, 2019).  Although stigma and attitudes towards dementia are deeply rooted, this can be changed through educational intervention and more publication around the awareness of the condition.  The Alzheimer Society (2022) recommend that people use person centred language, not make assumptions, learn the facts about dementia, stay informed, and just listening to those living with dementia can help fight the stigma faced by the millions of people worldwide.   

How is dementia studied?
Dementia research is vital to fully understand the causes of dementia, develop treatments, and continually improve the care of those living with the disorder.  Progress in dementia research would be impossible without the contributions of volunteers who participate in research.  These volunteers significantly contribute to the scientific understanding of dementia by performing physical and cognitive tests, undertaking genetic tests, taking part in clinical drug trials, making lifestyle changes, answering questionnaires, undergoing brain scans, and participating in activities and talking therapies (Alzheimer’s Research UK, 2021).  The UK Dementia Research Institute (UK DRI), established in 2017, is the single largest investment in dementia made by the UK, thanks to founding funders the Medical Research Council (MRC), Alzheimer's Society, and Alzheimer's Research UK.  The UK DRI conducts vital research on all forms of dementias, including Alzheimer's disease, Parkinson's disease, frontotemporal dementia, vascular dementia, Huntington's disease, and several others (UK Dementia Research Institute, 2022).  Research into dementia usually includes biomedical research, clinical trials, epidemiological research and secondary research such as reviews and meta-analysis.  Both the Government and certain charities such as Alzheimer’s Research UK provide the funding for dementia research with the causes, detection, prevention, diagnosis, and treatment of dementia in the UK all being researched.  In 2019, a combined total of £122 million was put towards dementia research, with the Government contributing £82.9 million and UK dementia charities putting in £39.7 million, but staggeringly, dementia research received five times less funding than cancer research received in the same year (Dementia Statistics, 2022a).  Another statistic from Dementia Statistics (2022b) revealed a total funding commitment of £188 million from Alzheimer’s Research UK between the years 1998 and 2022.  
Unfortunately, dementia research is widely criticised for lacking in diversity, with Brijnath et al (2022) explaining that the under representation of Ethnic Minority groups within dementia research results in policy and medical decisions that are mostly based on data reflecting certain group needs, and not others.  The inclusion of Black, Asian, and Ethnic Minority groups in vital dementia research could improve the standard of available treatments, enable more dementia diagnosis within these groups, and help support those currently living with the disorder.  

Recommendations
With the correct support, advice and recommendations, those living with dementia can live well and have a good quality of life.  It is important that individuals with dementia take care of their physical and mental health by eating a balanced diet and consuming plenty of fluids, participate in regular physical activity, practice healthy sleep hygiene, and having regular health check-ups.  As memory loss and decline in cognitive function are the most common symptoms of dementia, the NHS (2021) advises that individuals living with dementia could help reduce the distress that comes along these symptoms by maintaining a regular daily routine, using labels and organisers for items such as medicines or food items, using weekly timetables to schedule activities, keeping a list of numbers - including emergency contacts - by the telephone for easy access, and ensuring the home is safe and dementia-friendly.  Most people with dementia will benefit from better lighting, safer flooring, a reduction in excess noise, and contrasting colours in their home and will find day-to-day life a little calmer.  There are also household items that have been designed specifically to help those with dementia such as telephones and television remote controls with big buttons, devices which give an audio prompt to assist individuals with remembering to take medications, and clocks with large LCD displays.  These modifications and improvements can ensure that individuals with dementia are as independent as possible and can stay in their homes, but as the time progresses and the symptoms of dementia develop further, several people ultimately require support from a nursing home or a residential care home.  

Conclusion
Although first discovered and acknowledged considerably early in history, dementia continues to be a complex mental health disorder.  The number of people living with dementia worldwide is estimated to rise sufficiently over the years, raising concern for adequate care and funding for further research.  As there are numerous subtypes of dementia, the cause for each one are mostly different to others.  The symptoms experienced by the individuals living with dementia varies, depending on the specific type of dementia they have been diagnosed with.  People over 65 are more susceptible to developing dementia, as are women and those from Ethnic Minority groups.  Current research is claimed to be under funded - especially in comparison to others such as cancer research and has long been severely criticised for the under representation of Black, Asian, and Minority Ethnic groups.  There is currently no cure for dementia and the medical treatment developed so far is generally aimed at Alzheimer’s disease and have limited efficacy.  The breakthrough at the end of November 2022 is an encouraging sign of the possible improvement and further development of dementia treatments in the future.  Unfortunately, much of the perception of dementia published through the media is based on negative comments, which subsequently moulds the opinions and views of the public.  There also continues to be stigmas surrounding dementia, even with information regarding dementia being easily accessible and available, which is constantly having a detrimental effect on those living with dementia and their families.  There are strategies in place to prevent stigma and discrimination towards those living with dementia, decreasing the negative impact it has.  Although dementia can cause upset for everyone involved, it is possible to live a good quality life with dementia by accepting the support of loved ones, acquiring advice from professionals, being given access to local support groups and services, ensuring the individual is leading a healthy lifestyle, and making minor adjustments such as house improvements when needed to ease the complications of living with dementia.  
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