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Abstract
Carers and caregivers are professionals and family members that care for the dementia patient. The adverse of PCC approach can be in any form of the care settings. The objective of this project is to conduct a literature review to understand the current research on the experience of UK carers and caregivers that has previously been conducted. The methodology techniques from inclusion, exclusion, snowballing, and eyeballing were used to explore different search engines and databases for current literature within the UK for last 6 years. Different studies were examined, including qualitative, quantitative, mixed method and systematic reviews. The literature will be explored thoroughly to identify problematic experiences of carers and caregivers. The impact of caring is very complex, and the experience often reflects on their personal and family lives. The findings chapter identifies three main themes, theme one identifies issues on mental health and wellbeing and explains that the burden of care increases when the health condition of the dementia patient deteriorates. This then has adverse effects on carers and caregivers from physiological, psychological, quality of life and relationship. Theme two identifies the lifestyle of carers and caregivers who are affected from social economic status, benefits, jobs prospects, cultural factors, employment, and life expectations. Theme three is support network which, is available for carers through workplace settings. However, lack of support in practice for caregivers means they face difficulties in getting help and support. The concerns are cultural driven for some and long waiting times for others. Some limitations and drawback indicate that there are gaps within the research that have not fully been explored. More research is required to determine the true impact that caring for an individual with dementia can have on carers and caregivers. Better awareness and investment in the health and social sector is required. The responsibility of the government will help to address these matters by excluding difficult periods of economic, political, fiscal austerities and budget cuts.
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Chapter 1: Introduction and Background
[bookmark: _Hlk98083648]The purpose of this dissertation is to look at the impact of dementia on carers, caregivers and person-centred care (PCC). The project may touch on the different types of dementia but will focus on 3 main types of dementia from Alzheimer’s, Cerebrovascular, and Lewy body. The project will explain some physiological and psychological aspects of caring on the service user. The different needs that are required by the service user. The research will help to explore different roles of people connected to the service user. The project will examine, explain and have examples of practice needs that must be implemented in the professional care industry. The project research will explore different care settings available for the service user for PCC. The project will state, explain and have examples of different care providers paid and unpaid for the service user and the quality-of-service delivery for the patient. The different chapters used will breakdown the project into literature review, methods and search strategy, findings, conclusion, recommendations, reference list, abbreviations and appendices. To complete the project, it will be important to research, explore, and have different sources of information gathered from discussions, lecturers, UWTSD library, search engines, newspaper articles, books and written material. 
Definitions for carers, caregivers and person-centred care
Carers and caregivers are more a less the same. The differences between the two is one is a professional worker, and the other is associated friend or family member. The professional carer will be paid to carry out duties to support the patient from household chores to medical assistance. In contrast a caregiver is not paid to carry out the same duties, since this is a personal choice to look after the patient. Although the duties entailed can be similar, but the only payment that a caregiver can claim is carers allowance. Caregivers can be more than one person looking after the patient but only one person is eligible to claim carers allowance. According to GOV.UK (2022) the rate for carers allowance is £69.70 a week and they must care for someone for at least 35 hours a week.
PCC approach is tailored to meet the needs of the individual person from treatment and support provided. This means by having their involvement, personal preferences, building trust, values, dignity and respect. The PCC can be used in many different setting for the patient in residential care, nursing homes and domiciliary care (Coulter and Oldham, 2016; CDC, 2019).


Definitions and classification codes
Alzheimer (6D80)
Alzheimer disease is the most common type of dementia. The initial cause of this disease affects the brain. The onset signs that are reported are memory loss. This disease slowly declines the cognitive function and memory function causing impairment. The affects can range from communicating, level of thinking, judgement, and other mental capabilities. This disease also effects the behavioural patterns such as hostility, unhappy, psychotic, disorganised, mobility abnormalities and convulsions. Alzheimer disease is suggested to have some connections to biological family history. Hence why the exact reasons are unknown, and no methods of cure is available (WHO, 2022a).  
Cerebrovascular (6D81)	
Cerebrovascular disease is suggested to affect the brain and other vascular parts of the internal body functioning system such as the veins and arteries. This disease restricts the blood supply to the human body making the internal organs least effective and declines the functioning of the brain. The blood flow that is restricted may be caused by stenosis (narrow vessels), thrombosis (blood clot), embolism (blocked veins or arteries) or hemorrhage (damaged vessels). With the blood supply becoming insufficient to the brain cells, a possible stroke is highly likely.  If oxygen is not supplied to the brain, to allow the blood to flow, the cells will die. This will be extremely dangerous and leaving a long-term effect on physical, cognitive and mental disabilities (WHO, 2022b).
Lewy body (6D82)
This disease is the second common type of dementia. This mainly occurs after one year of having Parkinson’s disease. The clusters of protein called alpha-synuclein build up causing the brain to disfunction, the deposits are then called Lewy bodies. This causes problems of the brain cognitive interlingual functioning from behaviors, social interaction, psychological, physiological, and visual hallucinations conditions. The symptoms from hallucinations and delusions may persist significantly differently over several days (WHO, 2022c). 



Current Context
Dementia is quite common with different types and forms of problematic experiences. This disease can be incurable, and the condition worsens over a period. The early signs that seem noticeable are memory problems affecting the brain. These can range from thinking capabilities, daily tasks, confused, moods swings and behavioral issues. However, these concerns require support and assistance (Budson, Solomon and Britton, 2016). The current topic is very important because the patient is reliant on others who take the time into looking after them. Many dementia patients are either placed in care settings from domiciliary, residential and nursing care homes. According to Alzheimer’s Society (2022) there are currently 900,000 dementia patients within the UK. The care and roles occupied by the caregivers vary from different experience, pay and support provided to the service user. A PCC can be put in place to help the service user. Although the care and caregivers often can be carers, spouse, children, elderly family members, relatives and friends. The experience one may have will be different to another (Wilson, 2017). The impact of looking after a dementia patient can bring uncertainties and other personal and financial problems for the carer or caregiver. Therefore, it is very important to understand that dementia is increasing and that a solution must be found to help and support those that are in the position of trust to look after their loved ones (Francis and Hanna, 2022).
Rationale for research or problem statement
The chosen topic intends to look closely on the impact of cares, caregivers and PCC approach. The topic will address to measures the different level of burden placed on the service provider. The personal experience which may impact their health, wellbeing, lifestyle and financial situation. The carer may present signs of anxiety and depression symptoms. Cognitive and behavioral challenges of the patient which, may be a problematic for those involved. The severity of the patient’s dementia measured by social dependence; strategies applied by caregivers to manage the care being provided (Barbosa et al., 2015). The drawbacks and limitations to this research is that the research may present biased information due to when, where and how it was taken. This may be due to different types of disease suffered by the patient and the service provided by the carers or caregivers. Therefore, the PCC will have different ways of impacting, and the experience one may have, may slightly vary from another. Also depending on the relationship to the patient, ethical consideration may suggest that a loved one has a duty of  responsibility to another loved one and they should not be complaining (Badana, Marino and Haley, 2019).

Aim and objectives
The aim of this topic is to address the impact that one may be experiencing, due to the role they are involved in by looking after the individual with dementia. The experience of each carer and caregiver will be subjective and variable, therefore it is important to look at different themes from quality of life, impact, approach, relationship, and physiological aspects. The objectives are clear to establish the current research available and identify gaps within the research. This is important  so that the government can address issues and implement new policies.


Chapter 2: Literature Review 
In this chapter a literature review will be conducted looking at the carers in their role within the professional settings of domiciliary, nursing and residential care homes. Including the impact that affects the carers for looking after the individual with dementia. In addition to this, research will be reviewed relating to the caregivers role and the impact upon them. The literature review will also look at what support is available for both carers and caregivers to manage the difficulties from their workload and mental health issues. Attempts will be made to make comparisons within this field.
Professional settings, carers role and impact
A professional carer or care assistant work in different settings from domiciliary, residential and nursing care homes. Domiciliary care is often provided within the patient’s own residential familiar surrounding i.e. flat, house, or bungalow. The care provided is often short periods and scheduled throughout the day. Also the carer that attends to see the patient generally is not the regular carer (Age UK, 2022b). Residential care homes and nursing care homes are similar where the patients care is provided at the care homes. This allows regular attendance of carers to be on site to attend the needs of the patient. The care will vary depending on the stage and type of illness the dementia patient has (NHS, 2019).
The role can vary depending on the need of the patients and the onset stage of the illness. The role of the carer is often to support social and physical needs of the dementia patient. These may include feeding, attending medical appointments, recreational, personal care, and administering medication. This list is not exhaustive and additional support can be provided. Some caring roles are shared, and often can be distinctive and personalised (Age UK, 2022a).
[bookmark: _Hlk101271293]According to Houghton et al., (2016) the framework of policy development is the key. The report used qualitative methods to explore the experiences and perceptions of staff looking after dementia patients in acute settings. They managed twelve studies and nine of those studies where synthesis based on social, psychological, perception, ethics and principles being conducted by 2 researchers. They used the following tools to do their research from Critical Appraisal Skills Programme (CASP) and Nviro facilitated analysis. The results suggested that inadequate staffing, knowledge of staff, poor pathways of care and policy practice impacted on the carers service delivery on dementia patients. Further studies also report the same by (Booth and Carroll, 2015; Hanley, 2017).
[bookmark: _Hlk103511686]According to Costello et al., (2019) his report investigated staff burnout and staff turnover within residential care home, aiming to understanding the reason why patients with dementia end up receiving poor quality of care. The report focused on staff within a 12-month period of staff turnover and those leaving due to burnout. The researchers managed to get 97 care homes to participate with 2062 care staff. The reason for this is because it increases the validity of the findings. They measured using these criteria’s from Emotional Exhaustion (EE), Depersonalisation (DP) and Personal Accomplishment (PA). During data collection it was recorded that the staff turnover and staff burnout was low to median which, was normal and no links were associated with turnover or burnout. However, associated links indicated that younger carers had a higher ratio of burnout due to (EE). They also found that those young carers that spoke English as their second language showed signs of higher burnout from (EE). The male carers had a higher (DP). With those staff that worked only night shifts had a low (PA). It was also highlighted that female carers where more attracted to this profession at (86.2%) and only 30.4% spoke English as their second language. While only 8% of female solely worked night shifts. With 14.7% of carers or nurses carried a valid or equivalent qualification for this profession. Costello et al., (2019) and Houghton et al., (2016) also recognise the limitations with systematic and qualitative approach methods. Both articles present strength and weaknesses within the systematic and qualitative approach. 
Herron, Priest and Read (2020) used a semi-structured interview process formed of 23 people including 8 paid carers, 8 professional health workers and others. The purpose for this study was to understand the involvements and provision needed for carers that looked after intellectual disability and dementia. It was highlighted that the support and the care provision increased, and further demands were put on the carers once the dementia patients dependency changed. It was also mentioned that the challenges of the carers PCC approach was also in further need of training and a holistic support plan is required for the carers. This finding is supported by further studies (Cleary and Doodly, 2017; NICE, 2018). 
A secondary data analysis was conducted by Adams, Verbeek and Zwakhalen (2017) on a nursing home on staff perceptions. According to their report it states that only few previous studies have been done based on staff perception. So they decided to explore staff perception in two different environments from traditional settings and towards PCC tasks. The study was to focus on the differences between job satisfaction, inspiration, and job characteristics. The method used for the above task for data collection was a questionnaire. They used a descriptive statistic for analysing. While the three areas of job satisfaction, inspiration and job characteristics were based using a multinear regression analysis. The evidence presented showed that job satisfaction and inspiration among staff was higher in small-scale PCC than traditional settings. They also found that independence and social support was also higher in PCC, but job demand was lower compared to traditional settings. In both settings it was necessary to understand that job satisfaction and inspiration was the important predictor in which, they required social support. It was also concerning that most staff expressed moving towards small-scale PCC. Adams, Verbeek and Zwakhalen (2017) has a small scale of data collection. This potentially limits the how reliably their findings can be generalised to other settings. 
A systematic review was carried out on behavior of staff with dementia patients in a PCC environment by Blake, Berry and Brown (2020). They used a systematic review and quantitative data collection tool. A total of 33 studies and 4367 records where examined. They used eight different categories with seven showing signs of increasing staff behaviour in a PCC approach. It was suggested that a better outcome and a more rigorous interventions needs must be put in place to support a more versatile arrangement. These can be by supporting the staff, the nursing facilities, and enhancing the PCC approach. 
A literature review search was conducted through a range of databases by Harrad and Sulla (2018). Using a search strategy of relevant keywords from burnout, turnover, staff, education etc. They examined different materials and the search indicated that several factors from staff burnout, care settings, perception, managing strategies, education, knowledge and training had an impact on care and service delivery. It was suggested that burnout within these settings is prevalent among staff looking after the elderly patient. It was also a concern that due to these factors there is an implication not only for the staff, but also for patients, and the care home providers. The implications that lead to staff burnout tend to be job stress, progression, and types of coping strategies that the staff apply. It was also mentioned how the staff cope with death of a patient, staff perception, coping with illness or being off sick and the health care provision related factors leading to support of staff burnout. Harrad and Sulla (2018) used literature review based on other studies that generated knowledge and reflected on the professional health carers. The purpose was to get information on the perception of carers within a professional setting and understand the causes and effects upon them. However, due to small sample sizes this limits the ability to generalise the findings. The aim of  qualitative method is to produce a statistical analysis on experience of carers and caregivers on their physiological issues. Despite the small number of data collection the results are still very positive. The professional approach and well explained studies can be transferred and applied to other health settings. These methods can be adapted and constructed to be used locally and nationally. Similar studies have the same outcome from (Gray et al., 2021; Law, Patterson and Muers, 2019; Mansfield et al., 2022).
A longitudinal study by Van der Lee et al., (2017) suggest that psychological effects have long lasting effects on dementia caregivers. The objective of their study was to see the short and long-term burden of caring. The data was collected three times for general emotional and burden distress. The process was conducted at the end of nine months and at the end of the treatment. These were carried out in different sites from psychiatric skilled nursing units, home care, day care, assisted living arrangements, and nursing care homes. The findings suggested that there was an increase in burden and emotional distress, due to the patients neuropsychiatric symptoms worsening. Further study that indicates that psychological effects and burden increase overtime by Lethin et al., (2017).
Caregivers role and impacts
In this section of the literature review we shall look at what caregivers must go through and the impact upon them looking after their loved ones.
A systematic review of qualitative evidence conducted by Woodman, Baillie and Sivell (2016). The qualitative literature review was focused on two themes preference and perspective of caregivers. They reviewed eighteen studies of high quality up to year ending 2014. It was suggested that homecare is the preferred choice of caring for loved ones especially towards end of life. While less evidence was available to suggest preferred choice of location. Additionally, caregivers at times indicated that they were obliged to look after their loved ones and maybe felt it was their duty. However, it seemed more research was required to establish this. The report did state that more should be done to support caregivers for patients that may be affected by disease and have this choice taken away from them. The caregivers can go through conflicting emotions on how to deal with the patient and help should be available for home caring. 
[bookmark: _Hlk103510398][bookmark: _Hlk100660317]A cross-sectional study conducted by Brini et al., (2020) compared caregivers living with dementia patient and those that lived elsewhere. The sample size was conducted on 240 caregivers living with dementia patients and 255 living elsewhere. However, the result showed that those that lived with the dementia patients had a higher level of burden due to depression. This also indicated that they had a greater chance of experiencing psychological issues, but due to the sample size it was not adequate to focus on the psychological wellbeing. Although, no differences were found between the two groups for anxiety. The evidence suggested that strategies must be put in place to provide better support to take the burden of caregivers psychological wellbeing and living standards. Similar concerns were raised by (Alzheimer’s Association, 2022; The British Psychological Society, 2018). 
According to Alzheimer’s Society (2018) a large research trial was conducted on caregivers support looking after dementia patients. They found that nine out of ten caregivers experienced feeling stressed or anxiety symptoms several times a week. It was also stated that 80% of caregivers found it hard to speak about emotional effects of caring. Almost 40% of caregivers provide 24 hours of care and support and find it extremely difficult to have the time to talk, express, and approach for support, this is because of long waiting times. It was also mentioned that 60% of caregivers felt that if the caregivers approached for support it will assume that the caregiver is putting their needs first. The caregivers believe this will assume as guilt on their part. As previously mentioned by Woodman, Baillie and Sivell (2016) that caregivers are obliged to look after the loved ones. This report called the caregivers a silent army with over 700,000 caregivers looking after dementia patients and saving the taxpayers 11.6 billion pounds a year. The report goes on to explain that with an ageing population the demands will increase. Therefore, the support needs to be in place to accommodate this by having an online therapy which, may provide the answers. The therapy mentioned was cognitive behaviour therapy (CBT). This therapy has been around for a long time through NHS, and other public and private sectors. The Alzheimer’s Society and Oxford Health NHS Foundation believe that this is an online based CBT therapy and can be better accessed to deal with mental health issues. However, the issues is that not all caregivers have access to computers, broadband and ease of use. Further studies by (Scott et al., 2016; Verreault et al., 2021) suggest CBT is an ongoing process and more research is required to help support caregivers from psychological symptoms and neurocognitive disorders.
A systematic review conducted by Wiegelmann et al., (2021) on caregivers with dementia patients at home. The purpose of their study was to see the adverse effect on mental health in subgroup social demographic categories. The focus of the study was on mental health within family caregivers. The following inclusion criteria’s from burden, depression and quality of life were investigated within 46 programmes. The outcomes showed positive results of 46.2% subjective burden. The study found that caregivers are informal unpaid family or friends. They are predominantly performed by women (71%) and contributing to majority of the care duties. The report also explains that caregivers motives of looking after dementia patients are influenced, cultural, diverse, gender roles, relationship, housing, and financial. The report also gives other reasons of becoming a caregiver to promote the wellbeing of the patient, repay the debt, obligation as a children or personal relationship. The report also insists that there is positive outcomes by personal accomplishments, family cohesion, and purpose of life. However, the reports raises concerns that caregivers face mental health problems, and this is likely to increase. The domain of these issues are physical, social, financial, and the strains of illness. The risk associated with caregivers often tend to be depression and anxiety which, increases daily due to stress, and the burden of care increases, while the quality-of-life decreases for the caregivers. 
According to Dementia Support (2021) a young caregiver does not see themselves as a caregiver. The caregiver sees this as an obligation or a duty to look after the elderly. This is because the elderly would have been looking after them while they were young. The article explains that over 700,000 young caregivers are looking after the elderly. Spending up to 50 hours of unpaid chores and providing support. This is on top of their personal and employment hours which leaves the young caregivers limited access to social activities and the charity is calling out for further support to help and support the young caregivers.
A mixed method approach of self-completing questionnaire and an in-depth follow up interview conducted by Brimblecombe et al., (2022). The article explains that a large majority of unpaid caregivers include young adults. The report goes on to explain that potential impact on education, job prospects, health and wellbeing is a major factor. The report states that some support is available for young adult caregivers contrary to previous research. However, this was not found when they conducted their survey. The report suggest that not enough services meet the care needs, hence this alleviates young caregivers that provide a better service. The report explains that this survey was conducted during a difficult period of economic, political, fiscal austerity and budget cuts. Therefore, the information provided by the young adult caregivers may have different explanation if conducted under different circumstances. Brimblecombe et al., (2022) has used a mixed method approach using questionnaires and interviews the result from these data collection and analysis are missing, the article however states that some of this information can be biased based on the current situation, due to cutbacks and fiscal austerity. This gives further opportunities to identify other factors that contribute to health and wellbeing.
According to Giebel et al., (2021) a similar report of qualitative study conducted of 50 semi structured interviews over the phone due to covid-19. They had found that unpaid caregivers where increasing, due to effects of social care support and closures. The report also highlighted that caregiver where extremely concerned of these issues and where worried of the closures. This was having a psychological effect with prolonged isolation. 
According to The Guardian (2017) it was highlighted that carers will face problems such as stress, anxiety, depression, loneliness, low self-esteem, financial worries, poor eating habits, consuming alcohol, and smoking. The Guardian newspaper lacks academic credibility and rigour in addition to being politically bias. However, it was important to mention this since some authors will be reluctant from acknowledging this type of information as there is no evidence to support what has been said. The reason for highlighting this is because the press is a voice that brings ideas to the public view on mass media via many different platforms. Thus, this might give some authors including the government ideas to investigate this and may find gaps within the research that was not available to explore previously for whatever reason. 
In another study Feast et al., (2016b) explains instability, emotional, and destructive behaviour that impacts carers which, correlates into problems of health, wellbeing and physiological issues. In addition to these further studies also report that burden of physiological issues are very difficult when dealing with dementia patients (Dickinson et al., 2017; Feast et al., 2016a; Liu et al., 2018).



Chapter 3: Methods / Search Strategy
Introduction to chapter 
The purpose of methodology is to capture and plan the research for the research question to be answered. Using the techniques learnt it will be appropriate to adopt the research. Having the research question and topic in mind, this is when the initial preliminary research starts.
What is a search strategy?
A strategy of the research is organised to structure key terms, develop search terms, free text used to access a database or search engine. The strategy combined of the key concepts of the topic question will provide some accurate results.
Searching for information
Having access to information and being able to investigate a variety of search engines and databases like Google Scholar, Pub Med, GOV.UK, and UWTSD library. To obtain and gather information about the topic, it was important to use certain key words. Hence, this allowed me to expand my research from the secondary data available. The key words that were used are “carers and caregivers”; “impact”; “care homes and home care”; “young carers”; “paid and unpaid”; “dementia patients”; “domestic care”; “person centred care”; “families and relatives”; “psychological”; “mental health”; “burden”. To get the best results rotation of the key words used was very important and combination of the key words by using AND/OR used to retrieve the results back. The above key words used on all the search engines gave a considerable amount of hits. The return hits would be in the region of 800-1000 of books and journal articles. Each key word would return with approximately 40-50 searches. These search techniques are very extensive and exhaustive to the search results. As the information from the research was secondary data the option of all research types i.e. mixed methods, qualitative, quantitative, where allowed to be available.
Validating Research
Validating the research will allow the search engine to limit the amount of hits or searches available. During validating three different areas of the searches were used to narrow the search down to the necessary requirements. Each search engine has a section located towards the left, right and middle, section to customise the search. These customise categories are year; range; authors; citations and country. This will allow a better breakdown and limit or narrow the searches. The material of research preferred is during the last ten years and then limiting it to six years for current literature. So, the period of interest was 2012-2022 and 2016-2022. Another technique used was to select high or low on the citations tabs. The result would indicate the amount of interest by other researchers. This was another way of identifying the popular literature. With these techniques used the search had narrowed down even further to 100 articles on the relevant search engines. The inclusion and exclusion strategy was applied and will be highlighted further down this paragraph. The literature which, was mostly cited was placed in a folder. The eyeballing technique was used to read the title and abstract and handpicked the literature most credible for my purpose. However, another technique of snowballing was used to identify further literature from the references list of the article for further reading. Having used the authority, accuracy and purpose strategy the search was narrowed down even further to 50 sources.
Inclusion 
· UK based sources
· Authors with high citations
· Current literature dated within the last six years
· Must include dementia patients
· Must include carers and caregivers 
· Person Centred Care
· Any research type / method
· Secondary data
· Credible sources
· Charites
· .org
Exclusion
· Foreign countries 
· Literature over six years
· Other health conditions
· Non-English wording
· CO.UK


Analysing Research
The chosen literature will help for the findings chapter. Within the literature review the themes need to be identified so, the findings chapter can be written. Therefore a CASP tool will be used on six / seven articles. The CASP tool will help to critique the articles chosen for a better outcome for the findings chapter. There are different CASP tools available and with the assistance of my supervisors the correct CASP tools will be used. All the information will be analysed and paraphrased. The information presented within this report will be citied and a full reference list will also be available at end of the report.  
Ethical Considerations Considered
Ethical consideration has been very important during the research and placed within the fore front of this project. During the research credible material of literature has been chosen using the techniques, methods and strategies outlined above. It was also important to discredit literature material from sources like Wikipedia and internet sites. By doing this the code of conduct can properly be applied. Exploring the information and knowledge from the authors selected allows me to present the information accurately. During this project I also have a duty and responsibility to minimise any conflict of interest. The principles and values will help me not to cause alarm and distress to others, while writing this project. Although no permission was requested from anyone, or documents signed during this project. The ethics, confidentiality, wellbeing, and communication are imperative to supporting this project. The information presented is clear, concise and accurately described and best of my ability. 










Chapter 4: Findings
[bookmark: _Hlk102915538][bookmark: _Hlk102916589][bookmark: _Hlk102915424][bookmark: _Hlk102917830][bookmark: _Hlk102918716]In this chapter the articles have been examined using the CASP tool and these seven have been identified to give the answer to the research question outlined for this topic. The seven peer reviewed articles are (Adams, Verbeek and Zwakhalen, 2017; Brimblecombe et al., 2022; Brini et al., 2020; Costello et al., 2019; Harrad and Sulla, 2018; Houghton et al., 2016; Wiegelmann et al., 2021). 
A thematic analysis approach has been adapted to simplify the articles from the literature review conducted outlined in the table below.
	Authors

	Type of study
	Research Method
	Type of Analysis
	Sample Size
	Main Findings

	Costello et al., 2019
	Systematic 
review
	Questionnaires
	Meta
	97 care homes, 2062 care staff participated
	Staff turnover, staff burnout, language barriers, staff experiencing abuse

	Harrad and Sulla, 2018
	Systematic 
Review
Thematically Synthesised

	Qualitative
Online Databases
	
	search conducted on range of databases to examine different material
	Staff burnout, job stress, progression, coping strategies

	Wiegelmann et al., 2021
	Systematic 
review
	Online Databases
	Meta
	46 programmes investigated
	Burden, depression, QOL, 

	Adams, Verbeek and Zwakhalen, 2017
	
	Qualitative
Questionnaires
	Descriptive Statistic
	Two different settings, traditional and towards PCC tasks
	Staff perceptions, job satisfaction, job inspiration 

	Houghton et al., 2016
	Systematic 
review
	Qualitative
Online Databases
	CASP and Nviro
	12 studies
9 syntheses based

	Inadequate staffing, knowledge of staff, poor pathways of care, impact on delivery of service

	[bookmark: _Hlk102919075]Brimblecombe et al., 2022
	
	Mixed
Questionnaires
In-depth interviews
	No tools
	
	Impact of life, health and wellbeing, education, jobs

	Brini et al., 2020
	Cross-Sectional
	
	No tools
	240 caregivers living with dementia patients and 255 living elsewhere
	Burden, depression, anxiety


Table 1: Summary table of literature review
[bookmark: _Hlk102923054][bookmark: _Hlk102923070][bookmark: _Hlk102923327][bookmark: _Hlk102923456]The authors mentioned in the above table used UK based articles that have already been conducted or researched by the cited authors using primary or secondary data for analysing. The period of these studies have been chosen from current literature dated from 2016 – 2022. Four studies chosen are for carers, paid or professionals (Adams, Verbeek and Zwakhalen, 2017; Costello et al., 2019; Harrad and Sulla, 2018; Houghton et al., 2016). Three studies chosen are for caregivers, unpaid or formal (Brimblecombe et al., 2022; Brini et al., 2020; Wiegelmann et al., 2021). All the seven studies reviewed, and the data gathered with the following information available. 
These are the results.
· Staff burnout, staff turnover and poor care practice (Adams, Verbeek and Zwakhalen, 2017; Costello et al., 2019; Harrad and Sulla, 2018; Houghton et al., 2016). 
· [bookmark: _Hlk103423792][bookmark: _Hlk102923410][bookmark: _Hlk102923641]Physiological impact, quality of life, job stress, anxiety and depression (Adams, Verbeek and Zwakhalen, 2017;  Brimblecombe et al., 2022; Brini et al., 2020; Costello et al., 2019; Harrad and Sulla, 2018; Houghton et al., 2016). 
· Language, training, help and support (Brimblecombe et al., 2022; Brini et al., 2020; Wiegelmann et al., 2021). 
· Economic, income and wages (Brimblecombe et al., 2022; Costello et al., 2019; Houghton et al., 2016; Wiegelmann et al., 2021). 
The analysis review shows patterns, repeat behaviors, characteristics, and regularities from these emerging themes which, will be selected. To discover the themes a practical guide by Aveyard (2019) was adopted for better interpretation and a more practice focus on the selected themes. The themes chosen are impact of caring on mental health and wellbeing, quality of lifestyle, and support network. The three chosen themes will be critically discussed. 
Theme one: Impact of caring on mental health and wellbeing
[bookmark: _Hlk103435967]The following articles have been chosen for this theme (Adams, Verbeek and Zwakhalen, 2017; Brimblecombe et al., 2022; Costello et al., 2019; Harrad and Sulla, 2018; Houghton et al., 2016). The mentioned articles have explored impact of caring on mental health and wellbeing within work and home settings. These systematic and qualitative methods of studies completed by the researchers indicate the level of measurements towards the topic. The instrument measured show burnout of carers, subjective health and experience of carers, existence of depressing and stress symptoms, cognitive and behavioral patterns, the severity of the patients illness of dementia measured by their social needs, and strategies approached to manage with the anxiety and depression of care.
[bookmark: _Hlk103432574]Adams, Verbeek and Zwakhalen (2017) emphasis that unpaid carers including young carers who look after the dementia patient experience potential impact on health and wellbeing. There is evidence of correlation among physiological exposure within carers burden of care on declining health conditions of the patient, reduction in quality of living, and psychiatric illness (Costello et al., 2019; Houghton et al., 2016). Caring can be demanding, and the satisfaction of caring brings other issues from physical, emotional and mental hindrance. These stressful situations is often referred to as burden of care (Costello et al., 2019; Harrad and Sulla, 2018). Suffering from mental health can result in poor care practice, neglect and abuse of the patient in domiciliary and other care settings (Costello et al., 2019; Harrad and Sulla, 2018; Houghton et al., 2016). The cross-sectional data and no longitudinal analyses from Brini et al., (2020) made it quite difficult to provide full justification on the impact of caring for the dementia patient. Some carers have better approach, and the demands of need are managed differently. The exploration strategies used by some carers demonstrate that the experience can vary and therefore the burden of care is better understood. However, further work is required to identify how best to support, enhance and improve resilience of the carers (Brimblecombe et al., 2022; Costello et al., 2019; Harrad and Sulla, 2018). These findings are in similar agreement to studies that have reported of stressful and demanding burden of care (Cleary and Doodly, 2017; Lethin et al., 2017).
[bookmark: _Hlk103441112]The findings are consistent to suggest that carers burnout are a stressful situation due to the consequence of burden of care (Adams, Verbeek and Zwakhalen, 2017; Brimblecombe et al., 2022; Costello et al., 2019; Harrad and Sulla, 2018; Houghton et al., 2016). Costello et al., (2019) further indicates that female carers are attracted to this profession at (86.2%) and suggest that (8%) of female carers only work night shifts. This may be due to other factors of family life that the female carers must do i.e. looking after children, parents and house chores. Therefore, responsibility of burden on female carers may weight heavier than a male counterpart. Although this information is less highlighted or investigated. 
[bookmark: _Hlk103518572]The authors (Costello et al., 2019; Harrad and Sulla, 2018; Houghton et al., 2016) show that the risk of mental health and wellbeing requires improvement, although the experience of stress, anxiety and depression are elements of the work practice. Costello et al., (2019) reports experience of mental health is a problematic concern of racial abuse being experienced by the carers. This behaviour is mostly targeted to those who speak English as their second language which is (30.4%). The patients behaviour can have a significant impact on carers within their roles from verbal abuse, racial abuse, physical abuse and aggression which, can great tension for the carers to be able to perform their duties (Adams, Verbeek and Zwakhalen, 2017; Harrad and Sulla, 2018; Houghton et al., 2016).
The use of CASP tool does however show that some drawbacks and limitations are presented in the articles chosen for this theme.
The findings reveal that there is a gap within the research that requires further investigation. The above findings suggest that the background information is already available and the awareness about mental health is present. There are relevant policies and procedures in place within workplace settings and familiar environments. The findings somehow do present that some impact upon carers is directly linked to looking after the dementia patient. The research indicates that the carers are mainly affected by their personal lives and other issues. This complex situation then reflects on the carers wellbeing and mental health. Not only does this affect the carers but also can have devasting implications upon the patient and mistakes within their care may arise, from neglect, abuse and poor care practice.
However, these findings may indicate that the demographic of male and female who suffer mental health and burnout need to be explored. Which, demographic present more signs as a risk factor. Do the factors of work hindrance have a prevalent effect. Do policies and procedure require change. If these changes were implemented then the problem would be reduced by having better workplace environment and mental health could easily be managed. Having a better and safe place to work could reduce the cost of managing care homes from turnover and burnout. Thus, this will show excellence in care being provided for the patient. This is something that might be presented to the government and something that they may address to help and support carers. 
The caregivers appear to be forgotten despite going through similar problems as carers. Although, they have a channel within the workplace if they suffer from mental health conditions. 
Theme two: Quality of lifestyle
[bookmark: _Hlk103513797][bookmark: _Hlk103511855][bookmark: _Hlk103520162]The synthesis for theme two is quality of lifestyle experienced by carers and caregivers. Although it is not definitive to find an accurate explanation for quality of lifestyle, but several terms used by the researchers are common within the literature chosen. Several studies (Brimblecombe et al., 2022; Brini et al., 2020; Houghton et al., 2016; Wiegelmann et al., 2021) conducted consider social economic status, salary, benefits, physical functionality, support network, jobs prospects, employment, education, capacity to work, life expectations, attitudes, housing, inspiration, culture factors, and many more as the list is not exhaustive, these all factors have some sort of element on the bearing of quality of lifestyle. Wiegelmann et al., (2021) finds that caregivers are influenced due to social economic status, relationship, housing and cultural influences. The report goes on to explain that the demographic for caregivers male (33%) and female (39%) have a sense of obligation by the caregivers to repay the generosity received as a child. Brimblecombe et al., (2022) finds that the wider economic and political issues have an implication on the quality of life from health, education and employment. These studies (Brini et al., 2020; Houghton et al., 2016; Wiegelmann et al., 2021) explain that quality of life for carers and caregivers are affected by financial, health and wellbeing, psychological, physiological and living standards. 
Brini et al., (2020) cross-sectional study conducted found that caregivers that live with the dementia patients are highly likely to suffer from burden and psychological issues. The patient is more likely to be in a domiciliary setting with PCC compared to those caregivers that live away from dementia patient. This may explain that the needs or demands of the patients can vary depending on the onset of the illness. 
Wiegelmann et al., (2021) finds that over a more comprehensive period the progressive care needs increase. This  relates to an increase of problems due to health concerns for the caregivers. Many caregivers face multiple domains of challenges ranging from different aspects of physical, social, financial and wellbeing strains. These factors increase the chances of poor quality of life with anxiety and depression due to everyday stress. While the health is at risk and will deteriorate the longer the caregivers carry the burden. The negative effects and guilty sense of approach will see them suffer with poor quality of life. 
Houghton et al., (2016) identified key issues related to policy practice to improve pathway of care for carers. Some findings from environment, resources, staffing, education and training will help to develop policy to improve the framework within the settings. This will help to deliver a more focused based improvement that will help and support better engagement and have significant relationship upon the quality of life. 
Further literature explains similar findings in a wider concept (Julie, Alex and Dinuka, 2018; The Kings Fund, 2018). However the above literature in theme two has failed to address some of these findings included in this paragraph. Like many working people the stress from workplace has a bearing on personal and family life. The issues from work can have a burden on health and financial implications that affect every person differently. The carers / caregivers go through a lot in life, they start using recreational drugs, drink alcohol, smoke heavily and other range of problems which, will affect how they perform. The strain on carers / caregivers then starts to affect how the carers / caregivers family live their life’s. Carers / caregivers with young children, older family members find that they are not able to provide time at home which, can lead to many issues and worries that will affect the quality of life (Bailey et al., 2019; Unison, 2022).
[bookmark: _Hlk104044174]The literature chosen for theme two show more of a positive aspect and strength in depth in the topic covered. The overall information is well structed, formatted and thoroughly implemented. The studies show a wider concept of understanding of quality of life. These methods can be adapted and constructed to be used locally and nationally. 
The quality of life seems to have been addressed, however some mains issues within the research  show gaps which, could be investigated further. The findings reveal that If the carers go through these issues within their life’s, it will be extremely difficult how they can focus on their job. It is highly likely that the carers will not be in the right frame of mind and therefore it is possible that they will leave this job. If they continue doing it for the sake of getting an income. There is also a great risk that they will fail within the care practice provided to the patient and risk the chance of gross misconduct within the workplace.
During the research it has been challenging to find much information on the caregivers. Although the findings do suggest that the caregivers will be in a difficult position. The caregivers may not even let any professional know that their health condition is deteriorating because they are unpaid caregivers and have an obligation to look after their loved ones. It may also be cultural driven where they feel requesting for help and support is not adequate. While some cultures feel at ease in asking for help and support. Having a multi-cultural society and diverse communities within the United Kingdom these barriers need to be targeted and broken down. So that all caregivers feel that they are valued and that it is not a shame if they are struggling, and that help is available if they cannot manage. If caregivers are already struggling in their personal life’s having this burden can make the situation more difficult and raise further questions about the system in place for mental health. As the silent army is increasing daily help and support for caregivers is vital.
Theme three: Support network
[bookmark: _Hlk104031251][bookmark: _Hlk104037286]Theme three is support network and is mentioned in the chosen articles (Adams, Verbeek and Zwakhalen, 2017; Brimblecombe et al., 2022; Costello et al., 2019; Houghton et al., 2016; Wiegelmann et al., 2021). The chosen word may refer to functions of different types of help or assistance required or received, it was therefore appropriate to use support network as the theme.
[bookmark: _Hlk104037301]Brimblecombe et al., (2022) suggest that supporting unpaid carers especially in education, health and employment to improve long term care practice. Houghton et al., (2016) refers to a term “dementia champion” which, was identified to promote good practice by enabling to help and support staff to be educated. According to Wiegelmann et al., (2021) the article mentions that support programmes for caregivers can have a positive effect on mental health outcomes. Adams, Verbeek and Zwakhalen (2017) findings showed that support in terms of job satisfaction and social support was significantly greater in small scale nursing homes. However, this was opposite in traditional nursing or care homes. The article also mentioned that social support is a good predictor to monitor job motivation and job satisfaction. Social support is a key contributor to support staff to benefit from work ethics and the care environment. Costello et al., (2019) mentions that support from management and leadership is worse in care homes. This finding was measured by using the Care Quality Commission (CQC) standard rating. The CQC is an independent regulator in England for Health and Social Care. 
Adams, Verbeek and Zwakhalen (2017) finds that managers should focus on support as a daily task. Costello et al., (2019) mentioned that staff burnout is due to sociodemographic profile, and that further support intervention is needed. Wiegelmann et al., (2021) suggest that when a support intervention is provided for the effects of mental health, after six months a further review should take place. The review should then be investigated for any long-term effects or improvements. Brimblecombe et al., (2022) finds not enough services meet the care needs for unpaid caregivers, this may be due to leveling up or compatible outcomes provided. Houghton et al., (2016) mentioned that positive support development within staff will boost confidence and morale. This will give added benefits to carers who will feel more involved in care activities and provide the dementia patients more dignity and respect.
The articles chosen all share the same outcomes and indicate that support or further interventions is required. The literature finds that the carers and caregivers acknowledge that support is a vital element in providing help and assistance. The opportunities are far greater, and the benefits of support go a long way. Many carers and caregivers feel appreciated, emotional and valued. The support network provided by managers, staff, carers and caregivers provide a break in the demand of care required. This may help reduce some burden on carers and caregivers on the workload in carrying out the daily tasks. If resources are well managed then the support provided allows carers and caregivers the opportunity to talk and discuss of any issues and concerns. Therefore, the network of support must be available in any form of communication and be accessible. Further reading support the findings of the chosen theme three by (Almeida et al., 2020; Mind, 2022). 
Some limitations according to Costello et al., (2019) the findings suggest that although CQC is an independent regulator, the tool used to validate the outcome of suggesting that care homes are poorly managed is not justified, as they only use a national standard and that can be unfair on some care homes. Some support could be better reiterated to empower the support network available. The articles mention further intervention and support, but there is no clear direction of awareness or sign posting to help carers and caregivers. 
According to NHS (2022) and Samaritans (2022) support may be available to them within their workplace settings. They can manage any mental health issues by speaking with their line manager who will try to arrange meetings through occupational health. Otherwise mental health can be challenged within work through one-to-one counselling, focused groups, online reporting forums, external bodies (GP’s and NHS) or referred to charities. 
Houghton et al., (2016) suggest further policy development and research may hold the key. Some very important terms have been used to address support network. The professional approach and well explained studies can be transferred and applied to other health settings. These methods can be adapted and constructed to be used locally and nationally.
Most employers do have support available, and they also must follow the Health and Safety at Work Act 1974, 1999, 2014, 2015, and 2020 within the workplace. So employees do have rights and can raise their voice through a union representative.
It is also important to look at why other issues have been so highly researched and impacted the carers. Care sector is very important to cater, support and be financially viable for the care industry. The carers play a vital role in keeping the chain of the industry going. The carers work extremely hard, doing long hours, low paid, zero-hour contracts, no sick or holiday pay. These types of working conditions set a very difficult platform in trying to retain the staff for a long period of time. As the staff find themselves being treated differently to another workforce. This then brings along other issues that affect the carers personal life’s. This type of gap within the research may give the opportunity to other researchers. Who will be able to focus and explore the failings and support that is not available to carers. The employment rights within the gig economy may need addressing.
Due to the lack of information and recognition of caregivers, it is no wonder that no suggestion have been made to improve the support network for caregivers. Caregivers seen to have no voice and the support available is very limited with only general referrals available and long waiting times on waiting list. This may prompt some not to bother for support. Education is very important, for carers and caregivers and they may be missing out. This is due to lack of engagement, limited training courses and funding not available. If this gap is researched and addressed accordingly, this will erase may difficulties for carers and caregivers. It is also important to make the government realises that the support network needs to be strong and accessible. Leaving carers and caregivers isolated in a sector that is growing will have damaging implications. 


Chapter 5: Conclusion 
The review has identified some important findings with key issues that need to be addressed. The concerns all relate back to health problems. The links between looking after the dementia patient and work commitments for carers show that the burden of care can have negative effects (Harrad and Sulla, 2018). This is clearly due to workplace environment settings. The burden at work is not managed properly which, then correlates into staff being overworked and higher turnover due to staff leaving or sickness concerns. If the staff are regularly replaced this then brings the care practice in disrepute. The staff numbers keep coming and going, which does not benefit the patient. This then causes further problems for the patients within their care needs (Costello et al., 2019). The dementia patient may show behaviours that challenge such as verbal or physical abuse which, clearly is not acceptable. The nature behind this can be due to staff regularly changing, language barrier, quality of care and the patient may be expressing their signs of frustration. In this type of situation there is a possibility that neglect, abuse and poor quality of care will be provided with a greater risk of gross misconduct happening (Adam, Verbeek and Zwakhalen, 2017). It appears that personal life issues can hinder the carers from being fully committed in the care. Having low morale, low wages, inadequate training and poor managing policies and procedures will bring problems in any workplace. The workplace culture needs to be addressed to eradicate problematic situations that should be dealt with. With home and workplace issues, mental health concerns increase and then becomes increasingly difficult. Although some help and support is available but there is no evidence to suggest that this is being taken up (Houghton et al., 2016).
To summarises the caregivers findings it would imply that the caregivers see looking after their loved ones as a duty and that this obligation must be fulfilled (Woodman, Baillie and Sivell, 2016). To a point that is correct within some cultures and not so in others. Some cultures feel that they will approach and get help and support wherever necessary. While others will stay quiet and deal with the patient best as possible. In this type of situation the caregivers that does not ask for help and support will be left behind, in welfare benefits, education, training, and medical support (Wiegelmann et al., 2021). This is not acceptable currently within multicultural society and diverse communities. Having this type of thinking and stigma needs to be bought to a stop as the impact of the patient is at risk (Brini et al. 2020). The caregivers cannot enjoy their lives, work progression, recreational and socialising. The implication for caregivers can be the same as carers with mental health issues. One of the main aims and objectives for this project was to explore literature and report back findings about culture concerns, education, training and wider impacts on caregivers (Brimblecombe et al., 2022). Unfortunately the research towards the silent army of caregivers has not fully been extended to answer all the questions. However, this does leave question marks and further research is recommended.
Recommendations
The recommendations are very important so that the positive changes can have a better reflection on the findings discussed above. Four recommendations will be discussed below for both cares and caregivers.
· Education / Training
The carers should have a level 3 within Health and Social care, or relevant fields to look after the dementia patient. If carers have this type of education as a basic level it will show greater understanding and wider depth of patient care. Once this is in place on the job training should be provided for 6-8 weeks with regular review on the progress. If further training is required this should be provided. The purpose of this is to have carers that are committed working in this field for a longer period and day releases, refresher courses, and online training should be available to enhance support and build knowledge (Costello et al., 2019; Houghton et al., 2016). 

· Job retention
It is important to keep your workforce, once the education and training is in place. The background knowledge criteria will be fulfilled and ongoing. It will then be important to award the carers and stop them from leaving. This can be managed by having a decent wage, holiday pay, rotation-based system that will attractive carers into this field. Once the carers work longer in this field they will have the experience and attributes to resolves issues and this will reduce turnover. Boosting morale and confidence within the workforce is important this will help to reduce, staff sickness, turnover and poor quality of care. The carers should have the opportunity of progression and if this incentive is available it will give carers something to focus on (Adams, Verbeek and Zwakhalen, 2017; Blake, Berry and Brown, 2020; Harrad and Sulla, 2018).



· Culture change
The caregivers are being left out and there needs to be a wider awareness to get this addressed. The obligation and duty for looking after the family member is important in some religions, faiths and beliefs. However, it is also important to get help and support. The stigma attached to cultural support needs to stop, while others get the attention and support required. It is therefore recommended that the government should make a mass media announcement for caregivers that they should not stay in silent and get help and support. This should also be tailored in during hospital visits, GP visit, religious gathering, education settings and leaflets distributed in different languages. The culture reform is required, and this will help to build better and greater understanding. This will allow the caregivers to participate more in society by giving, learning and adapting to changes (Brini et al., 2020; Dementia Support, 2021; Woodman, Baillie and Sivell, 2016). 
· Mental health
The support network is important and once the carers and caregivers request for support this should be available. The carers should have support available for mental health within workplace settings through occupational health, counselling, signposted to charities or helplines. For caregivers the support required for mental health is very long with long waiting times. This shows that they are reaching out but due to the length on the waiting list they drop out. It is therefore important to have separate availability through charities, helplines and counselling, education settings (Alzheimer’s Society, 2018; Wiegelmann et al., 2021).
To raise awareness this will require funding and money that needs investing in health and social care. This is something that needs to be addressed by the government and it does not help with difficult periods of economic, political, fiscal austerities and budget cuts (Brimblecombe et al., 2022).
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Abbreviation 

PCC – Person-Centred Care
CASP – Critical Appraisal Skills Programme
EE – Emotional Exhaustion
DP – Depersonalisation
PA – Personal Accomplishment
CBT – Cognitive Behaviour Therapy
CQC – Care Quality Commission
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