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1.0 Introduction 
Young Onset Dementia (YOD) is a neurological syndrome that affect people cognition and behaviour and is mainly present in people who are of the age between 45-65 years. It is a new term that has replace Presenile Dementia and Early Onset Dementia which can be mistaken to mean that the dementia is mild or early (Draper and Withall, 2016). The main symptoms of this are the changing of someone’s behaviour, their psychiatric manifestations and the cognitive decline which will potentially lead to them deteriorating on a daily basis (Kuruppu and Matthews, 2013). This condition is becoming widely recognised as a social and clinical problem that is very important because it’s a disease that is frequently causing devasting consequences for both the sufferers and those who care for them (Sampson, et al., 2004).
YOD is a condition that is not widely researched, and many people are not aware of this type of disease. It is an important area to research to find out what information is available and possibly provide a better understanding of the disease and who it will mainly affect. People will most commonly associate dementia to an individual who is older not realising that even people below the age of 65 years can be diagnosis with the disease. Research shows that approximately 67-98 per 100,00 people who are age between 45-64 years carry a diagnosis of YOD (Kuruppu and Matthews, 2013).
Research identifies that over the past decade there have been an increase in public concern about YOD, however this review will focus on the causes, effects and management of YOD. Alongside the literature review there would be a methodology on how the literature review was carried out and the findings and a discussion on what was found on the research question and then summing it up with a conclusion.







2.0 Literature Review 
2.1 Causes of Young Onset Dementia (YOD)
In a research carried out by Vieira et al. (2013) states that there are many diseases and conditions that has been identify as causes of YOD such as Alzheimer Disease (AD), Vascular Dementia (VaD), Frontotemporal Labor Degeneration (FTLD), Dementia with Lewy Bodies (DLB), Traumatic Brain Injury (TBI), Alcohol-associated Dementia (AAD), Huntington’s Disease (HD) and Parkinson’s Disease Dementia PDD). They found that patients with YOD will have different dementia other than AD. However, their study shows that AD is the most common diagnosis of dementia even among the young adults with rates ranging from 1% up to 66.7%.  
In a research carried out by McMurtray et al. (2006) on 1,683 participants shows that 948 of them met the criteria of having dementia. The research showed a comparison of causes between YOD and LOD and found that the YOD group had a significant more cognitive impairment from traumatic brain injury, alcohol abuse, HIV and frontotemporal dementia. This study however shows that vascular dementia was the most frequent cause of YOD and was presented in 28.8% of the participants. “Vascular Dementia, a heterogeneous group of brain disorder in which cognitive impairment is attributable to cerebrovascular pathologies, is responsible for at least 20% of cases of dementia, being second only to Alzheimer Disease” (Iadecola, 2013, p.844). Research carried out by Korczyn et al. (2012) see that vascular dementia is a disease that relates to the brain and are diverse, which leads to a variety of cognitive deficits. The research also state that VD is mostly present in younger people when there is an unexpected cognitive decline associated with focal signs.
In a research carried out by Draper and Withall (2016) they found that AD is the most cause of YOD, which rapidly affects short-term memory impairment, finding words difficult and disorientation in young people. According to Alzheimer Society (2021) a young person, in this instant someone below the age of 65 tend to have different symptoms even when it is caused by the same disease in people who are older. They found that Alzheimer disease is the most common cause of YOD and possibly can affect 1 in every 3 younger people with dementia. What was identify is that Alzheimer’s disease causes the protein in the brain to build up which form a structured called plaques and tangles which causes the brain cells to die which resulted in the functions that controlled the brain to be affected. In another research carried out by Sampson et al. (2004) Alzheimer’s disease is also found to be the main cause of YOD which are estimated around 3000 cases in the UK alone. AD which researchers Pawlowski et al. (2020) studied found that it is the main cause of YOD and presents itself just has how typical variants such as Posterior Cortical Atrophy which see the damage in the back of the brain and Primary Progressive Aphasia which affects communication in about two third of cases.
A research by Harvey et al. (2003) was conducted among 227 people suspected of having YOD in the catchment area of London. In 168 of the cases, the causes of YOD were identify by using a diagnostic algorithm which showed that 19 cases (10%) were caused by alcohol related dementia, which was the fourth most common causes in the study that they carried out in younger people. Researchers Sampson et al. (2004) found that there are approximately 10,000 patients who suffer with YOD in the UK. They found that drugs and other toxic exposure should always be considered as a cause of YOD in the younger adults. The research state that approximately 10% of YOD cases are caused by chronic alcohol abuse. This type of dementia affects the progression of the brain and plays a major part in social burden. It was found that alcohol related dementia raised many difficulties in medicine that deals with those disease and many of the patients have clinical feature of Wernicke-Korsakoff syndrome and other nutritional deficiencies. Around 20% of secondary dementia are common in YOD patients and they are caused by alcohol related dementia which is around 5-10%, traumatic brain injury and dementia in multiple sclerosis (Draper and Withall, 2016). In another research carried out by Ahmed et al. (2016) found that alcohol and neurodegenerative condition are the main causes of YOD and does also mention Alzheimer followed by Vascular dementia.






2.2 Effects/Impacts of Young Onset Dementia 
Young Onset Dementia tend to have a more significant impact on a younger person wellbeing than an older person with dementia. This may be due to the fact that a younger person may have additional commitments such as dependent children, employment and financial aspects (Svanberg et al., 2011). In a research carried out by Mayrhofer et al. (2021) states that financial impacts of YOD can result in premature loss of income which can be a major issue within a family dynamics, which can see someone pension be deferred or even be reduced. YOD has a major financial impact on a person that suffers with this disease and has limited amount of help to fill in those financial gap compared to other people who suffer from Parkinson and Huntington disease. There is support across the health and social care system that is available to these people, however this support is not available to people living with YOD, this disease is irreversible and progressive just as Parkinson and Huntington disease. Research that was carried out by Bayly et al. (2021) found that the cost of care such as paying for residence, moving them in or even spending money on their activities was found to be more on the child compared to the spouse. The research also showed that most spouses retired after their partner is diagnose, however the adult children is unable to ease their work and therefore have to be juggling tension between employment and providing care for their parent. 
According to researcher Aslett et al. (2017) children who has a parent with YOD can have an impact on their lives on different levels such as experiencing stress which may link with guilt and loss. Children may feel the burden when the role and responsibilities are suddenly reverse, relationship may change and may have an impact of living with their own potential risk of dementia. It is stated by researchers Kaiser and Panegyres (2007) that dementia is not well studied in young adults and very little is known about the effects on spouses and caregivers. However, they found that “YOD has a significant impact on spouses, characterised by concern of dependency, fear, and increased depression, especially in the spouses of patients with frontotemporal lobar degeneration.” A research carried out on four families which one was Puerto Rican and the other three was white were the fathers suffer from YOD. According to the mother and children drastic changes was made in terms of the roles, structure and relationship within the family. These impacted on the children position in the family structure along with their relationships with other family members and the role they play. All four mothers had no choice but to take on the role and responsibilities meanwhile dealing with the fact they have lost that dependency, support and decision making assistance from their partner. The study shows that while the mother has now become the  breadwinner and balancing work and caring for the children and husbands, the children have to step in to take on the role of carer to their father and also contribute to the family finance (Gelman and Rhames, 2018).
In a research carried out in Singapore by Lee et al. (2013) with a random sample size of patient who is below the age of 65 and have YOD, is to determine the psychosocial effect that this disease has on them and their care givers. The study showed that some care givers verbalised frustration, relief when they receive the diagnosis because this explains patient’s behaviour change and others express that they feel helpless with the loss of a functional family member. For the patients, the study shows that emotional responses were seen in the pre diagnosis, diagnosis and post-diagnosis and the future. The effects of YOD can have a negative impact on the well-being of the caregivers which may result in physical and psychological outcomes (Millenaar et al., 2014). Research that was carried out by Millenaar et al. (2014) was about the difference between the impact that YOD has compared to Late Onset Dementia (LOD) which is dementia in people over 65 years old. The study was done on 208 YOD and 108 LOD patient-caregiver and shows that both YOD and LOD caregivers suffers from mild depressive symptoms, decrease feelings of social competence and increase levels of physical and psychological complaints.









2.3 How to manage Young Onset Dementia 
It is vital that long-term support is in place to help manage the diagnosis of YOD and must incorporate pharmacological and non-pharmacological strategies. Psychoeducation, drug therapies and cognitive strategies such as mental exercises, physical therapy and dietary treatment are all non-pharmacological management that can be beneficial to slowing or reducing YOD. Pharmacological management to YOD can be in the form of anti-dementia drugs which are donepezil, rivastigmine, galantamine and memantine. Also, medication may be needed for hallucinations, symptoms of depression, delusion and behaviour changes which may cause serious distress or harm (Jefferies and Agrawal, 2009). 
In a research carried out by Clemerson et al. (2013) participants were recruited through the NHS services and because they needed sufficient similarity in experiences, were under the age of 65, was medical diagnosis with Alzheimer diseases and was British. The research found that how these people cope with YOD strongly resonates with the person life-cycle and social context. YOD is a disease that when develop in middles age can eventually limit someone’s ability to fulfil roles in their life which automatically disrupt their hopes, expectations and life-cycle. The research shows that these patients manage this disease by having some coping strategies in place, such as reconnecting with others, re-stabling their self and regaining control and reviewing their life, which may allow them to gain a sense of competency over simple, mild life tasks. The ability that someone has to look after themselves and be independent will gradually decrease among people who have dementia. In a study carried out by Thorsen et al. (2018) they researched if and how seven themes that is concern with the quality of life and well-being is beneficial for understanding dementia in a person that is single and going about their everyday life. The themes are identified as connectedness, security, autonomy, meaning and growth. The study identifies that with individualise treatment, services and support for someone who develop YOD will allow them to manage their identity, mastering their resources and capacity and also to maintain a healthy well-being. Johannessen and Moller (2011) carried out a research on 20 participants in the South of Norway to determine how patients with YOD manage within their everyday life. They found that most of the participants could state that they are able to manage and cope with everyday life and be able to come to terms with the fact of living with a dementia disorder months after being diagnosed. For the participants not going to work was a big transition for them, however many of them was relief of not having to go work. They state that they enjoy work in other aspect such as doing various things around the home but at the same time avoiding stress and state that it is important to focus on one thing at a time because they believe that stress will affect how they are coping. For some of these participants they found that YOD affected their friendship and active lifestyle and feel a bit of guilt as they become unable to maintain contact with friends. However, they state that they try and keep fit by going for walks, doing exercises and keeping active. The research also shows that the participants are able to cope by helping out family member with their repairs or looking after their dogs but state that their everyday life sometimes feel long and wished they had something to do.
















3.0 Methodology 
For this literature review there was extensive research that was carried out using the internet. The search strategy that I have used is searching different data bases and scoping literature that was relevant to my research topic. When these literature was found I saved them in a folder on my desktop so that I can make comparison. A preliminary search was done prior so that I was aware of different literatures that was available and to help me finalise my research topic. The search was conducted online, and I tend to use journals that was relevant to my topic and ones that are most cited.
The inclusion strategy used is not having any limitation on the publication dates because I wanted to compare the findings from years ago and now, however a lot of literature that is dated in the 2000s have been used. I have used literature that is older than 10 years old because YOD is an area that is not quite known. Whenever I found journals that was below the year 2000s I tend to exclude them from the research because I feel those were a bit too old as we are in a changing society. Journals was mostly use instead of websites as I found these to be more credible and understandable when read and could be used to back up my points in the literature review. In some of the literature that was found the topic was relatable however when reading through the literature I found it very difficult to understand and could not follow how they have arrived at their conclusion which is why I have excluded those literature. When I carried out my search on Alzheimer and Vascular dementia plenty of research was found on this, however many was not in the content of YOD which is why I have excluded them. 
The search engines that were used to carry out the searches was Google Scholar and University of Wales Trinity Saint David’s library, I have tried accessing data bases such as Scopus and Web of science and they was asking for login in details to have access, which when I went through with my institutional login it still wasn’t given me a straightforward way for me to do my search. The keywords that were used are causes of YOD, effects of YOD, managing YOD, Alzheimer plus YOD and impacts of YOD. When results came up for these searches I was then able to acquire different key words which was used such a financial impacts of YOD, alcohol related dementia, family impacts and coping with YOD. 
This literature review showcased participants that is between the age of 45-65 who suffers from YOD, and ethical issues are needed to be consider in these types of research. The most important ethics that needs to be considered is gaining informed consent. This can be done by typing up a form on what will be included in the research, which the participants will sign giving their consent before any research commences. Another aspect to consider is confidentiality, this will be carried out by ensuring that all information about participants is kept safe by not discussing the research to people who is not of relevance and only be shared when necessary to protect the participants. Data protection is another ethical consideration and must be used to protect the participants privacy, all the participants information will be stored on a computer that is password protected and also encrypted. Also, in the case of paper files these will be kept in lockable cabinets in rooms that are only accessible by the relevant person. The research that is being carried out as to be non-discriminatory by ensuring that there is no use of discriminate terminology or act in the research. By keeping the participants anonymous is another ethical issue that needs to be consider, this will be done by not including any personal information about them in the research.













4.0  Findings and Discussion 
4.1 Two major causes of Young onset Dementia:
Alzheimer Disease:
There is plenty of research in the literature that shows that Alzheimer disease is a major cause of YOD. AD is a disorder that affects the short-term memory which affects the protein in the brin and causes the brain cells to die. Studies by Vieira et al. (2013) shows that AD is the most common cause of dementia with rates ranging from 1%-66% in young adults. Another study be Alzheimer Society (2021) found that it can affect 1 in every 3 younger people with dementia.
Vascular dementia 
There is abundance of research that state that Vascular Dementia (VD) is a major cause of YOD after Alzheimer disease. VD is a disease that affects the brain which causes cognitive impairment in young people. Studies by Korczyn et al. (2012) states that VD is major cause of YOD and is a diseases that relates to the brain, which leads to a variety of cognitive deficits. Another research by Iadecola (2013) indicates that VD is responsible for at least 20% cases of dementia and is a brain disorder that brings on cognitive impairment.
4.2 Two major effects/impacts of YOD 
Financial Impact of YOD:
In the literature review it was identified by different researchers that financial is one of the main impacts of YOD. The reason being is that a younger person may have additional commitments, such as work, children and bills. Studies by Mayrhofer et al. (2021) shows that financial impact can cause a person pension to be differed or drastically reduced. In another research by Bayly (2021) shows that family does experience financial consequences which comes from the loss of employment or early retirement of the person with YOD.



Impact on caregivers:
In the literature there is sufficient amount of research that shows that YOD has major impacts on caregivers. The diseases can have an effect on the caregiver well-being and their mental state and also going through a state of depression and concerns over the major shift in dependency. Studies by Millenaar et al. (2014) shows that people with YOD caregivers suffers from mild depressive symptoms, decrease feelings of social competence and increase levels of physical and psychological complaints. In another research by Lee et al. (2013) indicates that the impact that caregivers verbalised was from frustration, relief when they receive the diagnosis because it provides clarity and also express feelings of helplessness with the loss of a functional family member.
4.3 One way of managing YOD 
Life cycle and social context 
There is plenty of research that was carried out to show that a person life cycle and social context determine how they manage YOD. The way how thy approach their lifestyle and social life will contribute to how well a person would be able to manage the disease. Studies by Johannessen and Moller (2011) shows that most of the participants in South Norway stated that they are able to cope with everyday life cycle and be able to come to terms that they are going to be living with YOD. In another research carried out by Clemerson et al. (2013) indicates that life cycle and social context are able to be coped with by introducing some coping strategies such as reconnecting with others, re-stabling their self and regaining control and reviewing their life.






5.0 Conclusion 
This literature review has looked at the causes, effects and management of YOD and was researched extensively by looking at all the literature around YOD and reviewing the ones that look on these area of YOD. This is a disease that affects people between the age of 45-65 and can go unnoticed because many people will relate dementia to a more elderly person. Many research has found that the main cause of YOD is AD, and it affects the brain and causes cognitive impairment. Other causes of YOD were also identify such Vascular Dementia, alcohol associated dementia and traumatic brain injury, however AD was the one that always comes out on top and affects 1 in every 3 young people with dementia, by causing the protein in the brain to build up which form a structure called plaques and tangles.  The research also outlines the effects that YOD can have on a person and found that one of the main impact is financial problems where people lost their jobs, doesn’t have enough help and also have their pension reduce. It was found in most of the research that younger people with YOD will have the most effect on their lives because they will tend to have additional commitment such as children depending on them. YOD dementia was found to be manageable if taken on with the right approach. Some research found that many people are able to manage and cope with the disease by having in place strategies to help them however much research also shows that YOD may be manageable but not indefinitely. 
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