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Abstract
Alzheimer’s disease is a form of dementia which has a vast effect on a patient’s life which eventually becomes unbearable, it effects their everyday life, and they will need help from care homes or caregivers. Family members often play a big part in the caregiving role and this experience can have a large influence on their lives which can include them missing work, experiencing high levels of stress and mental health problems. 

The aim of this literature review is to educate the reader on the effects that the family experience as they are not well known. Many people could find themselves in this position of having to care for a family member and not understand the roles and responsibilities. It will look at a few effects the family experience and what can be improved for the role of family caregiver.

This literature review was performed using articles from Google Scholar, Pub Med and JSTOR, the papers all relate to the research question and include keywords. The papers were then researched and analysed to select common themes. 

Seven articles were analysed to find information about the topic and four themes were finalised to research, Mental Health, Stress, Money and Support were all themes which occurred, it was found that all these themes effected the lives of the families. The families are paying out of pocket to pay for different forms of care, they are becoming ill due to the stress, their mental health is taking a huge toll and there is only some support accessible to them.

This review ultimately shows how taxing it can be having a family member who has been diagnosed with Alzheimer’s disease, it has shown how impacting the effects can be and how long they can go on for, for the family.





Section 1: Introduction and Rationale 
This literature review will focus on the effect an Alzheimer’s diagnosis has on a patient’s family. It will compare seven journal articles which all display effects on the family and will evaluate them. 

Breijyeh & Karaman (2020) define Alzheimer’s disease as a brain disorder which causes the cells in the brain to decline and regress. Amyloid plaques are present in the brain alongside a loss of neurons, as a result, basic thinking and activities start to get very difficult. This leaves the patient very confused and unable to perform simple tasks, it can also alter their personality traits. Bjorklof et al (2019) teaches that Alzheimer’s disease comes under the umbrella of dementia. 

Arvanitakis, Shah & Benett (2020) define dementia as a decline of brain function which is the cause of a disease or damage to the brain, Alzheimer’s is the most seen form of dementia. Alzheimer patients suffer a huge amount with their symptoms, which gradually increase over time and make the patient more and more vulnerable, they can start off with losing items or forgetting names of places, they then eventually get to a stage where they may have trouble eating and swallowing (NHS 2021). 

Although the patients suffer a considerable list of symptoms, the family also suffer tremendously because of the patient’s diagnosis. Santulli & Blandin (2015) express that family members can regularly suffer more than the patient themselves, as they are under immense pressure and emotional hardship trying to keep the patient’s wellbeing at a consistent level. White et al (2018) makes evident that the family will have lots of duties to keep up with the needs of the patients, such as helping with daily activities. The family also need to help with the care patients receive from health services; they may need help with planning these services. 

Another thing the family will need to assist with is patients’ finances, everything that goes in or out of the patient’s bank account needs to be documented as Lichtenberg (2016) exhibits that people diagnosed with Alzheimer’s are at greater risk of being financially abused. Although there are many negative effects that the family may experience, there can also be positives. Pulsford & Thompson (2012) helps to describe that there are positive effects and explains that it can bring family members closer to the patient and help them develop a better relationship through caring for them.

This topic was chosen as Alzheimer’s is a common disease and the public may not realise the impact a diagnosis can have on the surrounding family of the patient, therefore, this suggests that awareness needs to be raised surrounding the effects of an Alzheimer’s diagnosis, Brai et al (2021) explains that even though there are millions of people who are diagnosed, there is not enough awareness or understanding based around Alzheimer’s, as they may find themselves in the same scenario at any point in their life. 

Whilst completing a college diploma in Health and Social Care, I accepted an opportunity to complete hours of an NHS placement, this was completed in the dementia ward of Withybush Hospital. This placement gave me an insight of the effects of dementia diagnosis. This showed a side of Alzheimer’s that affected families which is not shown or talked about enough. 

The boundaries were put in place whilst researching the general topic idea and funnelling it down to finalize my research question, the research consists of the effects that the family experience when a family member is diagnosed, including positive and negative effects. 

There were no location boundaries placed on this literature review as the effects are very similar everywhere in the world. Literature reviews have boundaries so that it does not become too broad and focus on a wide range of things rather than a specific research question. 

This topic is relevant to health and social care as it is a disease which causes health concerns with the patients involved, Giebel (2020) clarifies that dementia is a concern to public health and is only becoming a bigger concern due to the lack of care after a diagnosis.

The aim of this literature review is to educate readers about Alzheimer’s disease, it also aims to show the positive and negative effects that Alzheimer’s disease can have on family members, the final aim is to make recommendations on what can be improved to make the family members experience more positive and smoother. 

To achieve these aims, I will research Alzheimer’s and its effects by using a variety of sources and search engines to find multiple articles to compare and build on ideas.

Section 2: Methodology and Methods
Throughout this Literature review, a narrative review methodology was used. This was chosen as it seemed the best option for the topic being researched, as narrative reviews focus on evaluating and analysing the data on a certain topic. Baethge, Wood & Mertens (2019) helps to explain that a narrative review aims to summarise the literature that is being evaluated, it follows a specific question and reviews many studies.

Narrowing down a title was key to begin the process, Tullu (2019) expresses that time should be spent wisely choosing a title as readers will be drawn to that specific article. Time was spent researching dementia as that was the initial topic, before being condensed into a specific research question. 

Table 1 has been attached into the appendices to showcase the initial research that was partaken. This table shows that three search engines were used: Google, NHS website and Google books. Bramer et al (2017) teaches that when completing a search, multiple search engines should be used as then all literature can be shown giving more information surrounding the topic. These searches were not to select the final journal articles; therefore, they have not been searched on scholarly search engines. Many of these searches were helpful as they gave the information to start researching and gathering the title. 

Table 2 has been attached to the appendices which shows the search strategy used to find the articles for this review, the search strategy will be explained bellow in correspondence to this table. 

To gather the journals that were needed for this literature review, different databases were used as this ensured that a wide variety of literature was being selected, Zhao (2014) reveals that a large problem surrounding literature reviews is the improper searches being used. Using one database can cause bias, does not show all pieces of information and can give faulty results. The three databases used for this journal article were, Google Scholar, Pub Med and JSTOR. These databases were reliable and showed a vast variety of articles which could be used for this review. 

Each specific search put into these databases were very similar as they all had to be related to the question. As the question is surrounding Alzheimer’s and the effects on families, all the searches included at least one of these words. The keywords that were used were, Dementia, Alzheimer’s, Family and Effects. Using these keywords ensured relevant searches were being used. 

Alzheimer’s is the biggest cause of dementia and the most investigated, Karantzoulis & Galvin (2012), therefore, using the word dementia in my searches would also bring up relevant articles. Alzheimer’s was used as this is what the review is based around, it means that the articles that arose were all based around that specific disease. Family was used as a keyword as the question relates to the effects on the family rather than the effects on strangers, friends, or colleagues. Effects was used as a keyword as the review is focussing primarily on the effects an Alzheimer’s diagnosis has, although it looks at the symptoms and causes it is more focussed directly on the effects. 

The articles that were chosen had a wide range of years of publication, starting as early as 1985 then working through 1987, 2002, 2008, 2009, 2018 and finally 2022. There were no barriers of years that were used for these articles as although Alzheimer’s research has grown over the years, Alzheimer’s has always affected the families involved and therefore the different effects can be compared and evaluated. 

Yang et al (2016) outlines that the phrase Alzheimer’s Disease has been recognised since 1910, which is over 100 years ago. This displays that as the disease has been recognised for all this time, there isn’t a need for date boundaries to be put in place as the effects would have always been there, therefore the review is then able to compare effects from different periods of time and any statistics will be found from additional research with current data.
Throughout researching and gathering journal articles, the search was focussed on Alzheimer’s effects, it did not need to be expanded into anything other than the title as the title was broad enough to include enough relevant data, but also not too broad that it couldn’t be narrowed down to just the research question. The searches were all focused on the effects that the family members may experience due to a family member being diagnosed with Alzheimer’s, this can include financial issues, mental health issues, physical health and more. These were included in the journal articles that were found which will be used in the review by researching the key terms surrounding the title.

After reviewing the articles that had been searched and sieving through the different searches, seven journal articles were selected to evaluate and compare for this review. These will all be referred to as a letter to keep the review simple and easy to read so that it flows for the reader, citations are below with full references in the reference list.

Article A, this article is by Grabher (2018) ‘Effects of Alzheimer’s Disease on Patients and Their Family’. 

Article B, this article is by Corven et al (2022) ‘Family caregivers’ perspectives on their interaction and relationship with people living with dementia in a nursing home: a qualitative study’ .

Article C, this article is by Pratt et al (1985) ‘Burden and Coping Strategies of Caregivers to Alzheimer’s Patients’.

Article D, this article is by Glaser (1987) ‘Chronic Stress and Immunity in Family Caregivers of Alzheimer’s Disease Victims’. 

Article E, this article is by Whitlatch (2008) ‘Informal Caregivers: Communication and Decision Making’.

Article F, this article is by Brodaty & Donkin (2009) ‘Family Caregivers of people with dementia’.

Article G, this article is by Mittelman (2002) ‘Family Caregiving for People with Alzheimer’s Disease’

To analyse these articles, a thematic analysis approach will be used. Similarities and differences will be looked which will compare the papers, doing this will ensure that the whole of the papers will be looked at, to see which of the papers agree with certain aspects of the questions and which of the papers disagree with certain aspects of the papers. 

Castleberry & Nolen (2018) demonstrates that using a thematic approach ensures that the review includes appealing descriptive practices with explanations which is needed for an effective review. Different themes will be explored and evaluated, these themes will include items such as, the effects of interaction between a patient and family, the cost effects, the mental health effects, and the physical health effects. Other methods of analysis were taken into consideration, but as the data was not quantifiable enough, for this reason, a thematic analysis was deemed the best option.


Section 3: Main Body and Findings
All the articles passed the CRAAP test[footnoteRef:1], this test studies the credibility of an article or resource, Kalidas (2021) discusses the CRAAP test and explains that it helps students to improve their work skills as it gives help and structure to check resources. The analysis of the articles have all been placed in a table in the appendices labelled table 3.  [1:  CRAAP Test- Currency, Relevance, Authority, Accuracy and Purpose. ] 


The articles all have reoccurring themes which match with one another. They all give the same idea of what effects the family experience, although articles G and B give a more positive outlook which was an anomaly, Foorthuis (2021) teaches than an anomaly is a part of research data that does not follow a general pattern. Having a positive outlook was different as the other articles focussed on the negatives.

The ideas that were the most frequent were, Mental health, Stress, Money, Support and Burden. These are the themes that will be evaluated and can be shown in table 4 in the appendices. The articles related to each other as they were found using specific key terms and Booleans, this meant that they could relate to the research question and as Karimi et al (2010) conveys, Booleans can help speed up the process of retrieving articles which was helpful as it gave more time to analyse the articles. 

All the articles chosen had sufficient research and content, there were no articles that needed extra information. The articles give different types of studies, there are results from research, there is first-hand information which has come from research and there are pieces of regular literature too, this was helpful as it gave different ways of looking at the research.

There is a lot known about the effects on Alzheimer’s disease for the patient, Haque & Levey (2019) describes what it can entail and explain that by investigating the mechanisms within the amyloid plaques, more can be understood surrounding the disease. Even though this is the case, there are still no treatments available that can stop Alzheimer’s disease. This topic should be further studied as it educated the public on how an Alzheimer’s diagnosis does not only affect the patient but effects the family surrounding the patient as well. 

This literature review will contribute to existing knowledge, this is because it is evaluating the effects and further describing them which expands people’s knowledge further and can help them to understand it clearer. 

It has been shown throughout the articles that finance issues are an effect that family’s experience whilst caring for a family member with Alzheimer’s. This isn’t surprising as Duncan et al (2020) displays that carers are spending money from their own earnings which is landing almost 1 in 5 carers in financial hardship. Articles A, E and F all highlight the effects of the cost of caring. 

Article A suggests that the family members pay money out of pocket which is taking money from their savings and bank accounts, putting their financial state at risk. Article E displays that the state fund programs which help the caregivers but there are no programmes that help the carers enough, however, in the UK, there are benefits such as the carers allowance which helps the carers to gain funds (Alzheimer’s Society), although this does not cover all costs involved. 

Article F exhibits that the costs of caring can arise indirectly. This is because the carer may have to reduce hours of work to find time to care for their family member, it also shows that 60% of family caregivers in the USA are employed, consequently a high number of carers experience the effect of having to cut down work hours to care, which leaves them with a lower income. 

The articles display that stress is a big effect that family caregivers must deal with, articles, F, D and G all discuss the stress effects. Article F presents that the family caregivers have a bigger risk of developing stress, it explains that there are several factors that can increase this stress, these can include the support they are getting, family life effects which can have a big effect as the whole family are trying to do what is best for the patient, the feeling of being a carer rather than a daughter, son or spouse and finally, exhaustion due to the physical demands of caring for the patient. 

Article D builds on the last statement as it explains that when humans are subject to chronic stress, their immune systems take a huge toll, this then adds to the exhaustion which begins a cycle of being stressed and exhausted due to the low immune system. Article G gives a more positive outlook on the stress effects as not all effects are negative, it demonstrates that the family’s caregiving stress effects can be lessened when other family members show their support and help the family rather than leaving one person to complete all the tasks.

Mental health has been a common theme throughout the articles. Articles A, F and G all highlight the effects of mental health on the family. Articles A and G both suggest that the members of the family involved can experience depression, Huang (2022) explains that depression can come from frustration and disappointment. When a family member has Alzheimer’s, the family may experience these feelings as it can be tough to get through to them or help them, it can also be a disappointment to them when the family member starts to lose their everyday functions. 

Article F, however, considers that whilst mental health rates are higher for the family involved, there are multiple factors that can exacerbate these mental health issues rather than the effects of the Alzheimer’s patient. These include history of mental health in the family, being a caregiver to a spouse and the relationship that the caregiver and patient have together. Blieszner & Shifflett (1990) expresses that the effects of Alzheimer’s can totally dissolve the relationship that the patient and family member have, this means that the risk of developing a mental health disorder is higher due to the additional factors involved on top of the usual stressors.

Another theme that arose often was the support available and how that can affect the family involved. Articles B, C and G discussed what support is useful for the families involved. 

Article B indicated that to help family and family caregivers, more understanding needs to be given to the public, this way the public will empathize with the struggles the family experience so they will be able to support them better. Alzheimer’s Society (2022) gives recourses to help the public to learn more about symptoms, diagnosis, and risks so that they can gain more understanding around the disease. 

Article C discussed that there are groups available to join such as self-help groups which has been shown to be effective to help family caregivers emotionally, it also agreed with article B as it explained that help groups can also help to gain understanding, which in turn supports the family. 

Article G was a response to a study which looked at how support in the form of counselling can have a positive effect on family caregivers. For the caregivers to get support, they need to know when they need help, they may believe that everyone feels as stressed as them and feel as though they don’t need help. The article suggests that the counselling will need to continue for the whole length that the disease is affecting the family member, Mayo Clinic (2021) shows that this varies from patient to patient as after being diagnosed patients can survive between three and twenty years, therefore the length of counselling can be a long process. The article concluded that in the long-term, counselling was an effective form of support.

Throughout the literature, there were positive and negative points made about each theme, this meant that there was controversy. For example, article B talked about the interactions between the family and the patient, it used both positive and negative examples, it mentioned that family caregivers had reported that the interaction and the relationship with the patient has improved but also mentioned that others had said the interaction and relationship had decreased. 

This shows that there were positive and negative aspects throughout, Mlinaric, Horvat & Smolcic (2017) teaches that positive study results are usually published rather than negative results which can show bias, that is why it is important for the articles to display both negative and positive points to avoid bias and give more than one perspective.

There were minimal gaps in the literature and a lot of information was covered throughout, there could be more positives shown to highlight that there can be positive sides to being a family caregiver rather than filling most of the content with negatives. Another gap could be that support could be shown in more articles, it is helpful for the reader to know that there is support out there for family if ever they need it.

Section 4: Conclusion and Recommendations 
What effect does an Alzheimer’s diagnosis have on a patient’s family? This literature review has shown that there are many effects that the family of an Alzheimer’s patient may experience, which range from mental to physical and positive to negative. It has shown how these effects arise and how they affect the family members and family caregivers involved. 

This review has evaluated seven articles and discussed four themes from the articles which were mental health, stress, money and support. These themes were all important and were common experiences that families of Alzheimer’s patients are aware of. It has been shown that there are ways that the family can access support to help them which then helps the patient receive more efficient, greater care. 
The articles that were reviewed were reliable and relevant, they included different important titles which spoke about different aspects of the title. They were clear and concise and did not include bias opinions. They were backed up with relevant references.

There are several recommendations for this topic as there were not enough recommendations for future change. Firstly, there should be more money available for family caregivers to access if they have had to leave or drop hours in work. Nadash (2022) explains that family caregivers are seeking compensation as the loss of finance, due to caring, is relentless. This supports that it is unfair not to provide family caregivers with financial support as they are unable to work and gain their usual wages as they are caring for a family member. 

Another recommendation is more efficient help for mental health issues caused by being a family caregiver, Schluz & Sherwood (2009) lectures that caring for someone with dementia results in a higher chance of having depression compared to caring for someone who does not have dementia. This indicates that the rates of a mental health illness such as depression are high. Waiting lists have been reported to be as lengthy as 18 weeks, this means that a different approach or better services need to be in place to help these family members (Punton, Dodd & McNeill 2022).

Furthermore, it has been shown that there are improvements to be made to help ensure the wellbeing of a family member of an Alzheimer’s patient is kept as well as it can be, to help keep both parties health, interaction and relationship in a good state which can help make living with Alzheimer’s as comfortable as possible.
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Appendices 

TABLE 1
	Date of Search
	Databases Searched
	Specific Search Terms
	Results
	Any Limits I have applied- Date, types of literature journals books etc?
	Notes or comments 
Were they effective or a waste of time?

	13th December
	Google Search
	What is Dementia?
	Symptoms
Causes
Recovery
Explanations
Not a specific disease
	NONE
Just finding basic facts so no narrowing needed.
	Effective, multiple answers back, lots of different websites shown.

	13th December
	Google Search
	Are dementia and Alzheimer’s the same?
	Alzheimer’s is the specific type of dementia
Affects parts of the brain that links to learning, memory, thinking, reasoning. 
	NONE
Still only finding out basic terminology no narrowing needed.
	Effective, showed me facts and the difference between dementia and Alzheimer’s. 

	13th December
	Google Search
	Alzheimer’s Disease
	What it is, support pages, charities, symptoms, dementia UK page. 
	NONE
Gathering more information, no journals needed yet.
	Effective, I was able to read about Alzheimer’s and find out more about it, there were many websites available to help. 

	13th December
	Google Books
	Alzheimer’s Disease
	Alzheimer’s Disease: Problems, Prospects, and Perspectives
Some patients can be paying upwards of $220,000 to live in a care home for 10 years due to the annual cost of $22,000.
	Books
	Effective, I found statistics 

	15th December 
	Google Search
	Alzheimer’s statistics
	Too many websites, not enough journals 
	None- I should have made this narrower
	Waste of time

	
	
	How common is Alzheimer’s Journal Article
	Multiple journal articles helping me to find what I needed
	Journal Articles
	Effective search, found multiple statistics from reliable resources.

	15th December
	Google Search
	What is Alzheimer’s journal article
	Many helpful journal articles for a definition
	Journal Articles
	Effective search, found the correct definition and cause.

	16th December
	Google search
	What is dementia? journal article
	Narrowed down my search therefore had a lot of journals pop up, very helpful.
	Journal Articles
	Effective search found a statistic and a definition. 

	16th December 
	NHS Website 
	Alzheimer’s 
	A lot of information, too broad, too many options
	NONE
	Not effective, too many options, needs narrowing down. 

	16th December 
	NHS Website 
	Alzheimers Symptoms
	Perfect for what I needed, narrowed down my search to symptoms
	Symptoms
	Effective, not too broad, narrow enough for me to find the symptoms, reliable website.

	19th December 
	Google Search
	Alzheimers and Family
	Helping families, effects on families, websites for research
	AND (Boolean)
	Effective use of Boolean to link Alzheimers and families

	19th December
	Google Books
	Alzheimers and Family
	Good results, books including what I need
	Books
	Effective, gave me plenty of choice

	19th December
	Google search
	Family responsibilities and Alzheimer’s Journal article
	Good results from this narrow search effects on caregivers.
	Journal article
	Effective search lots of journal articles

	21st December
	Google Search
	Dementia care within health and social care journal article
	Results were good, search could have been better 
	Journal Article
	Effective, found an article I needed




TABLE 2
	Date searched
	Databases Searched
	Specific search terms
	Hits
	Any limits date, journal, book etc or Booleans used?
	Notes or comments were they effective or a waste of time?

	22nd December
	Google Scholar
	Alzheimer’s and Family
	293,000
	AND (Boolean)
	Waste of time, only found one useful article, needs to be narrower.

	22nd December
	Google Scholar
	Effects of Alzheimer’s on the family
	1,520,000
	NONE
	Effective search, gave great articles, but the search was very broad. 

	22nd December
	Pub Med
	Family caregivers people dementia 
	32506
	NONE
	Effective, founded what I needed.

	22nd December 
	Pub Med
	Giving care to a family member with dementia
	190
	NONE
	Effective search, very narrow so I was able to find what I needed.

	22nd December
	JSTOR
	Alzheimer’s effects on families
	4,251
	NONE
	Effective search, multiple journals came up that were relevant 

	22nd December
	JSTOR
	Alzheimer’s diagnosis and family
	3,653
	Booleans ‘and’
	Effective search, Boolean helped to narrow it

	22nd December
	JSTOR
	Alzheimer’s caregivers not hospital
	1,093
	Booleans ‘not’
	Effective search, Boolean helped to narrow it down again to what I needed.





TABLE 3
	Article
	Currency
	Relevance
	Authority
	Accuracy
	Purpose

	A
	Published 2018, for this topic older sources work as well as newer ones. 
	This information relates to the topic, discusses the effects that family members of Alzheimer’s patients go through, lots of information and topics within.
	Author is credible, levels of higher education and titles available 

Email available-barbara.grabher@gmail.com

	All the information has been backed up by references, facts and figures all cited and referenced. Unbiased opinion. 
	The purpose of the information is to teach and inform the reader on the effects. No personal or religious bias. 

	B
	Published 2022, for this topic older sources work as well as newer ones.
	This information relates to the topic as it discusses a viewpoint from the family caregiver and their perspectives on family dementia patients. 
	All authors are credible, information on each given, all universities and institutes available.
	All information has been backed up, reference list provided with citations in text too.
	The purpose of this article is to show how family members with dementia interact and how their relationship with family can change. No personal or religious bias. 

	C
	Published 1985, for this topic older sources work as well as newer ones.
	This information relates to the topic as it contains information about the caregivers who look after Alzheimer’s patients, this includes family caregivers, it highlights the burdens they have and how they cope.
	All authors were credible, could be found online with their university and higher education titles available. 
	All information has been backed up via a reference list and citations, including research tables.
	The purpose of this article is to highlight the burdens that Alzheimer’s caregivers face and how they can cope with these burdens, there were no personal bias or religious bias.

	D
	Published 1987, for this topic older sources work as well as newer ones.
	This article is relevant as it highlights what factors affect the family including chronic stress and how that effects their health. 
	All authors were credible and their higher education titles can be seen on the article front page.
	All the information and statistics have been researched and put into citations and a reference page.
	The purpose of this article is to highlight how stress can affect health and how stressful family caregiving can be.

	E
	Published 2008, for this topic older sources work as well as newer ones.
	This article is relevant as it shows how informal caregivers e.g. family caregivers have to go through stress when communicating and making decisions 
	The author was credible, higher education titles are found on the front page. 
	All the information was backed up and showcased on the back page in references list and citations throughout.
	The purpose of the article is to show how the family must make decisions for the patients and must communicate with different recourses and family members to help the patient. 

	F
	Published 2009, for this topic older sources work as well as newer ones.
	This article is relevant as it includes a vast amount of information surrounding the family caregivers and what effects they experience.
	The author was credible, higher education titles are found on the front page. 
	All information was researched and backed up via citations and a reference list. 
	The purpose of this article is to make people aware of how much family caregivers must go through to look after a family member with dementia.

	G
	Published 2002, for this topic older sources work as well as newer ones.
	This article is relevant as it contains information’s based around the family caregiving to a family member with Alzheimer’s highlighting the effects that they face. 
	The author was credible, she is also very well known in the research world.
	All the information was fully researched and due to it being a paper based off a research study, references were not used, however, it states that the article was supported by another researcher, the article is still accurate.
	The purpose of this article is to explain how counselling and support can help family caregivers, also what effects they may experience. No bias or religious bias were found.





TABLE 4
	Articles
	Mental Health
	Stress
	Money
	Support

	A
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