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Abstract 

Background: Caring for dementia patients was very challenging. Most caregivers 

increased the pressure included physical, psychological, social and economic aspects. 

Methods: The study was a descriptive review. Articles were searched in the 

databases PubMed with some limits. 10 articles was used in the result section in all. 

Aim: The aim of the study was to describe the experience of family caregivers 

caring for person with dementia. 

Results: There are three aspects in the result. 

(1) Causes of stress in caring for dementia patients. ①Caregivers knew little about 

dementia and they did not know how to deal with it ②The variety of dementia patient’s 

emotions and behaviors was a big obstacle to the caregivers ③Lack of professional health 

care made care process more difficult ④Responsibility might be a burden on caregivers 

(2) Influence on caregivers in the care process. ①Their health status was affected, 

sleep quality decreased ②Their social or personal activities were  limited ③Their family 

conflicts and pressure were increased 

(3) Coping approach of caregivers in the process of care. 

Conclusion: Family caregivers were stressed and negatively affected by Caring 

for people with dementia. But they found a variety of coping strategies, such as taking 

breaks, pursuing their hobbies, talking to others. Nurses, doctors, the government and 

other family members should also help them. 

Keywords: dementia, experience, family caregivers 

  



 

 

摘要 

       背景：照顾痴呆症患者是非常具有挑战性的，这会大多数照顾者的压

力，这些压力包括身体，心理，社会和经济方面。 

目的：这项研究的目的是描述照顾痴呆症患者的家庭照顾者的经历。 

方法：这是一项描述性综述。文献在 PubMed 数据库中使用一些限制条件来

检索。最终由 10 篇文献被采用。 

结果：结果部分有三个方面的内容。 

(1)老年痴呆症患者护理过程中产生压力的原因。①对痴呆照顾者知道甚

少，他们不知道如何处理它②各种痴呆病人的情绪和行为对照顾着来说是一个大

障碍③缺乏专业医疗使护理过程更加困难④责任可能是一个照顾者的负担  

(2)护理过程中对照顾者的影响。①他们的健康状况受到影响，睡眠质量下

降②他们的社会或个人活动受到限制③家庭矛盾和压力增加 

(3)照顾者在护理过程中的应对方式。 

结论：照顾痴呆患者对家庭照顾者造成压力和负面影响。但他们也找到了各

种应对策略，比如休息、追求自己的爱好、与他人交谈。护士、医生、政府和其

他家庭成员也应该帮助他们。 

关键词：痴呆，经验，家庭照顾者
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1. Introduction 

 

1.1 Description of dementia 

Dementia was a challenging disease. It was a progressive brain disorder which affected 

the individual cognitive function and daily activities (Kim et al., 2016). It could cause 

dementia patients’ behavior, insight and judgment to be abnormal, and even cause anxiety 

and depression (Farina et al., 2017). With the development of the disease, the dementia 

patient’s self-care ability gradually decreased, and could finally lead to inconvenient 

action (Kim et al., 2016).  

There were a growing number of people with dementia all over the world nowadays. 

According to statistics, there were 46.8 million people with dementia worldwide in 2015, 

and an estimated 131.5 million people would be living with dementia by 2050 (Prince et 

al., 2015). It was estimated that 75 per cent of dementia patients live at home, and by 

2030 about 27 million dementia patients would be living at home and receiving care from 

family caregivers (Moore et al., 2013).  

  

1.2 Definition of family caregiver 

The term “family caregivers” in this article meant “who provide assistance related to an 

underlying physical or mental disability but who are unpaid for those services” 

(Committee on the Future Health Care Workforce for older Americans, 2008). For this 

reason, parents, spouses, and children could be family caregivers. 

 

1.3 Registered nurses’ role and experiences in dementia care 

According to ICN (International Council of Nurse), the registered nurses played a major 

role in identifying and implementing acceptable clinical nursing practice, management, 

research, and education standards (ICN, 2000). Caring for patients with dementia, 

registered nurses assumed the role to give the family caregivers sufficient information 

and support. They provide high quality nursing care for patients and also provide 
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professional nursing guidance for families. For example, to guide family nurses to 

understand the efficacy and side effects of drugs and to deal with abnormal behavior of 

patients (Monthaisong, 2018).  

 

1.4 Previous study 

The England National Dementia Strategy considered family caregivers to be the most 

valuable resource for people with dementia (Farina et al., 2017). Family caregivers had a 

positive effect on people with dementia (Farina et al., 2017). For example, the abnormal 

behaviors of patients with dementia could be detected at an early stage by their family 

caregivers and the probability of accidents could be reduced finally.  

As more and more people suffering from dementia around the world, behavioral and 

psychological symptoms of dementia (BPSD) became more and more common as well 

(Moore et al., 2013). When family caregivers encountered too many of these situations, 

they experienced a lot of stress or negative emotions, but they also adopted appropriate 

strategies to address it, such as maintaining humor and patience, listening to music, using 

faith, offering guidance and comfort (Moore et al., 2013). 

Although the form of family caregivers had became common, the number of family 

caregivers was decreasing. (Committee on the Future Health Care Workforce for older 

Americans, 2008). It was a difficult task because patients and family caregivers did not 

have enough knowledge and skills about the disease (Committee on the Future Health 

Care Workforce for older Americans, 2008). In addition, due to their own defects, such 

as inaudible, both parties cannot communicate normally (Committee on the Future Health 

Care Workforce for older Americans, 2008). These all greatly increased the burden on 

family caregivers. 

 

1.5 Theories 

Coping theory and family-centered theory were chosen for the present literature. Stress 

and coping theory was a framework of psychological stress research. It was used to 

understand the patients’ thoughts and behaviors and how their relatives manage the 
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internal and external demands of stressful events (Folkman, 2010). Caring for patients 

used to bring hopelessness to their family members. Hope had a cognitive base that 

contains information and goals; it generated an energy, often described as ‘will’, that has 

a motivational quality (Folkman, 2010). It can meet the expectations of caregivers when 

caring patients. There were four types of coping processes related to positive 

psychological states and these coping styles attached great importance to positive 

attitudes (Folkman, 2010).  

“Family-centered care” which admitted the important role of the family or other loved 

ones in the patient’s life (Lopez et al., 2013). A better comprehension of these theories 

might lead to improved care to provide better quality of family-centered care to this 

population (Lopez et al., 2013). Family-centered theory suggests that although family 

caregivers may be limited in emergency care settings, close communication with patients 

may help prevent dementia progression by early detection of abnormal behavior or 

emotions of dementia patients and use appropriate coping strategies to prevent 

unnecessary use of antipsychotics and relieve stress.Marie Boltz’s research found that, 

combining family-centered care with a function-focused care approach could improve 

patient care and health and reduce costs for persons with dementia (Boltz et al., 2015). 

 

1.6 Problem statement 

The term “family caregivers” meant parents, spouses, children, friends, even neighbors. 

With the increasing number of dementia patients worldwide, most of them lived at 

home and were cared for by family caregivers, so that family caregivers were becoming 

more and more important nowadays. Therefore, it seems important to understand the 

family caregivers’ experiences of caring for patients with dementia. Paying attention to 

the psychological and physical condition of the family caregivers would not only help to 

reduce their burden, improve the quality of life of the people with dementia, but also 

promote the harmony of the whole family and society. 

 



 

 

 

4 

 

1.7 Aim 

The aim of the study was to describe the experience of family caregivers caring for person 

with dementia.  

 

2. Methods 

 

2.1 Design 

The study was a descriptive literature review (Polit & Beck 2012).  

 

2.2 Search strategy 

Articles were searched in the databases PubMed with some limits (Polit & Beck, 2012). 

See table 1. “Experience”, “dementia”, “family caregivers” were used as the present 

literature review’s search terms one by one and in different combinations with each other. 

The Boolean term “AND” and “MeSH” used when combining the search terms. 
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Table 1. Results of preliminary database searches. 

Database Limits and 

search date 

Search terms Number of 

hits 

Possible 

articles(excl

uding 

doubles) 

Medline via 

PubMed 

University of 

Gävle, 5 years, 

English, 2018-8-

30 

Experience 

 

152427 - 

Medline via 

PubMed 

University of 

Gävle, 5 years, 

English, 2018-8-

30 

Dementia 

(MeSH) 

30649 - 

Medline via 

PubMed 

University of 

Gävle, 5 years, 

English, 2018-8-

30 

family caregivers 

 

20146 - 

Medline via 

PubMed 

University of 

Gävle, 5 years, 

English, 2018-8-

30 

Dementia[MeSH] 

AND family 

caregivers 

2002 - 

Medline via 

PubMed 

University of 

Gävle, 5 years, 

English, 2018-8-

30 

Dementia[MeSH] 

AND experience 

818 - 

Medline via 

PubMed 

University of 

Gävle, 5 years, 

English, 2018-8-

30 

Dementia[MeSH] 

AND family 

caregivers AND 

experience 

275 28 

    Total：28 

 

 

2.3 Selection criteria 

Exclusion criteria were related to articles describing the experiences of formal caregivers 

in the hospital, and some review articles and quantitative articles. Formal caregivers 

included professional caregivers such as doctors, registered nurses, etc. 
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The inclusion criteria for these articles were that they should be relevant to the purpose 

of our review (describing the relevant experiences of family caregivers at home). These 

articles should be qualitative articles. The subjects included spouses (including second 

marriage), children and parents. 

 

2.4 Selection process and outcome of potential articles 

In the first selection process, a total of 275 articles were generated by the selected 

database. In the latter selection process, the title of the article was browsed and the article 

which was relevant to this purpose was selected. Although the title of many articles was 

about caregivers, after careful reading, we found that the subject of the study was the 

family caregivers. So abstract, aim and research subject of the article should be read 

carefully in order to screen out the required articles (Polit & Beck, 2012). These articles 

were examined more cautiously to see if they were relevant to this research. Then 28 

articles were remained. In these articles, 6 articles were quantitative, 1 article described 

the role of blogs in caregivers, the participants in 3 articles were not covered by our 

definition, 5 articles were studied in hospitals, 3 articles described the experience of the 

caregiver after the patient died (See Figure 1). 
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Figure 1: Exclusion process of articles. 

 

2.5 Data analysis 

Selected articles related to the present literature’s topic were read carefully in order to 

obtain effective information. The aim and results of selected articles were read and 

analyzed in detail to produce results. Phrases and sentences related to the aim were 

divided into different parts according to similarities and differences (Polit & Beck, 2012). 

Two tables were used (Appendix 1 and Appendix 2) to summarize all the articles 

concisely and clearly. Appendix 1 summarized the articles’ authors, titles, designs and 

approaches, samples, data collection methods and methods of data analysis. Appendix 2 

summarized the articles’ aims and results. Then the result was obtained by analyzing the 

results section of all articles (See Appendix 3). Ten articles are sorted alphabetically by 

the author’s first name, from a to j. Then each article was classified and summarized with 

a different number (e.g. 1,2,3... ; A, B, C... ). Finally, all the information could be 

extracted directly, such as aA1, eA1. 
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2.6 Ethical considerations  

The articles used in the present literature review were objectively analyzed, without 

changing the authors’ intention. Since the articles used were published materials, they 

have been reviewed and ethically recognized. Therefore, the authors believed that the risk 

of ethical dilemmas in the present review was low. Make sure there is no plagiarism of 

materials in this research. On the basis of respecting the existing materials, the authors 

objectively analyzed and treated the results, and used appropriate referencing to indicate 

the sources of the materials, which was helpful to verify the objective results. (Polit & 

Beck, 2012) 

 

3. Result 

The authors analyzed and compared the results of ten articles, and summarize these 

contents to obtain the result of this study. There are three main categories of the result. 

For more information, see Table 2. 

The authors of the following three articles identified the only study population in which 

Day et al. (2014) studied adult daughters, McDonnell et al. (2014) focused on sons, and 

Tuomola et al. (2016) did the research on female spouses. Other authors looked at a wide 

range of subjects, including multiple populations. Among several articles describing the 

causes of stress, Day et al. (2014)’ s article mainly focused on the problems of caregivers 

themselves, while McDonnell et al. (2014), Narayan et al. (2015), Sadak et al. (2014), 

Tuomola et al. (2016), etc. were carried out from various aspects, such as caregivers, 

patients, external causes and so on. In several articles describing the solution strategy, 

Huis In Het Veldet et al. (2014) and Sun (2014) focused on how caregivers can solve 

their own difficulties. Sadak et al. (2014) described some of the help that medical 

professionals can provide.  

In the present literature, more attention was paid to family-centered. The scope of the 

study was not only limited the location(it should be at home), but also limited the 

population, only the experience of family caregivers (it should be spouses, children and 

parents ). From this point of view, the authors studied the causes of stress in the process 

of experience, the impact of care on caregivers and the corresponding measures. 
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Table 2. Categories and sub-categories 

Sub-Categories Categories 

Caregivers knew little about dementia 

and they did not know how to deal with 

it 

Caring for relatives with dementia 

caused stress 

The variety of dementia patient’ s 

emotions and behaviors was a big 

obstacle to the caregivers 

Lack of professional health care made 

care process more difficult 

Responsibility might be a burden on 

caregivers 

Their health status was affected, sleep 

quality decreased 

It had negative impact on caregivers’ 

life 

Their social or personal activities were  

limited 

Their family conflicts and pressure 

increased 

 Caregivers could manage difficult 

situation 

 

3.1 Caring for relatives with dementia caused stress 

 

3.1.1 Caregivers knew little about dementia and they did not know how to 

deal with it 

Many of the caregivers’ own problems were an important source of stress. First, although 

family members understood the term "caregiver", no one could identify the word in their 

own language (Narayan et al., 2015). Caregivers had little knowledge about dementia 

(Narayan et al., 2015). Sometimes caregivers might know what is wrong with the patient, 

but they did not know how to deal with it (Sadak et al., 2017). Adult daughter caregivers 

were uncertain about what's going to happen when they take care of demented parents. 

They did not know what their parents will do or react to. They did not know how to deal 
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with it. So they often felt useless because they could not make their parents feel better 

and happier (Day et al., 2014). Patients could only rely on caregivers, but caregivers were 

also unable to take care of them or meet their needs at any time because of personal illness, 

physical constraints or distance (Sadak et al., 2017).  

 

3.1.2 The variety of dementia patient’s emotions and behaviors was a big 

obstacle to the caregivers 

Patient problems were the second source of stress for caregivers. The biggest difficulties 

to caregivers were unpredictable and disruptive/violent behaviors (Narayan et al., 2015). 

The patient’s mood and behavior could easily get out of control, so it was difficult for the 

caregiver to manage the patient with dementia in their daily life (Sadak et al., 2017). In 

addition, the patient would not tell the caregivers what had happened, so the caregiver 

could only guess what they did (Sadak et al., 2017). The caregivers feared that dementia 

patients would say embarrassing things in public (Tuomola et al., 2016). 

 

3.1.3 Lack of professional health care made care process more difficult 

Some family caregivers were under pressure because of limited care and lack of consistent 

information. (McDonnell et al., 2014). Caregivers could not alleviate their stress without 

the help of professionals, because they did not receive enough formal help from 

healthcare providers (Simpson & Carter, 2013). And the doctors or other social care 

professionals did not give them any information, which made them feel more helplessness 

during the care process (Sadak et al., 2017).  

 

3.1.4 Responsibility might be a burden on caregivers 

The relationship between caregivers and patients with dementia also gave them a sense 

of responsibility to take care of them. Children thought that as their parents raised them, 

they had attachment to their parents and should be willing to take care of them (Day et 

al., 2014). Sons believed that it was the best behaviour to accompany parents at home 

instead of sending them to a nursing home (McDonnell et al., 2014). Caregivers, as wives 

of dementia patients, considered it were their duty to take care of their husbands, and they 
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were willing to take care of their husbands. They also said they were very worried about 

the unwillingness of other family members to take care of their husband after their death 

(Tuomola et al., 2016). 

 

3.2 It had negative impact on caregivers’ life 

 

3.2.1 Their health status was affected, sleep quality decreased 

The sons (one of the relations of caregivers) realized that the pressure to take care of their 

parents would affect their health (McDonnell et al., 2014).  

Caregivers experienced a personal crisis about sleep disturbance during their caring of 

patients with dementia (Sadak et al., 2017). The caregiver’s sleep could change with the 

progression of the patient’s disease. At night, vigilance was needed to protect patient’s 

safety. It was because caregivers needed to monitor the situation of the patient, vigilance 

kept them from getting quality sleep. Another cause was worry. Worries and thoughts 

about the tasks of caregiving current and the future were causes of poor sleep quality as 

well. (Simpson & Carter, 2013) 

 

3.2.2 Their social or personal activities were limited 

Caregivers lacked their own time by taking care of the patient. They did not have enough 

time to rest and relax (Sadak et al., 2017). Caregivers identified barriers to health 

promotion activities, including lack of time, decreased energy, and additional costs for 

providing care for the patients with dementia (Simpson & Carter, 2013). 

Caring for dementia patients affected caregivers social or personal activities and even led 

to violence (Narayan et al., 2015). Due to their responsibility to care, caregivers always 

felt overwhelmed, depressed and frustrated when they cared for patients with dementia 

(Narayan et al., 2015). Because of the need to take care of their parents with dementia, 

sons’ travel plans and activities were often limited (McDonnell et al., 2014). Caring for 

dementia husband also affected the wife’s work, social and personal lives. They did not 
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have enough time to rest and enjoy life. Family caregivers always talk about the past, 

which showed that they miss the easy life of the past (Tuomola et al., 2016).  

 

3.2.3 Their family conflicts and pressure increased 

Direct stressors such as burden due to care recipient limitations in physical, cognitive, or 

behavioral functions related to caregiving demands, other stressors such as role strains, 

family conflicts, and pressure from the social environment were also existed and 

correspond one by one with coping approach (Sun, 2014). Nurses experienced complex 

tasks and assumed more responsibilities and new tasks during their caring. And they 

always had challenges in emotional and relational, and they may had a feeling of guilty, 

sorry and constrained. (Tretteteig et al., 2017) One of the reasons was competing life 

demands. There were many things that daughter caregivers need to do, husband, children, 

work, etc, all these kind of things made them very tired. (Day et al., 2014)  

According to Tuomola et al. (2016), female caregivers in the process of care assumed 

more pressure. When they took care of their demented husbands, they neglect their 

children. The relationship between husband and child were broken because children often 

failed to understand their father’s behavior. Caregivers thought they should improve their 

relationship to face the siuation. (Tuomola et al., 2016)  

 

3.3 Caregivers could manage difficult situation 

 

Patients vent their emotions through anger. When they ate, they acted like children, 

seeking attention through behaviors like refusing to eat, pushing food on the floor, and so 

on (Hsiao et al., 2013). In response to these phenomena, nurses changed their attitudes 

towards patients, identified their needs, actively communicated with them and 

accompanied with them(Hsiao et al., 2013).For family caregivers, care roles could bring 

positive experiences sometimes, such as acceptance and adaptation, support and help 

between them and dementia patients, and positive changes in their relationships(Tretteteig 

et al., 2017). Caregivers responded to various pressures in different ways, including 

personal experience, family, technology and information, religion, and governmental 
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support. (Sun, 2014) Some of them used self-management strategies to manage the own 

stress, they looked for things they were interested in doing, such as pursuing their hobbies, 

meeting friends or taking vacations, to relieve stress and relax. Rest was also a good 

strategy for managing stress and maintaining energy, because caregivers needed enough 

energy to take care of patients. Talking was also a great way to relieve stress. Caregivers 

could talk with other family or friends about their experiences, discussing their feelings 

or changes in the patient’s condition. As for patients of dementia, their attention was 

difficult to divert, so caregivers were often unable to pursue their hobbies. To this end, 

family caregivers tried to find ways to distract patients, and continually kept themselves 

occupied and diverted. (Huis In Het Veld et al., 2016) During the process of caring for 

patients with dementia, some caregivers would attribute their situation to fate. They 

accepted that everything was arranged by God beforehand or because of karma, or try to 

bargain with God about what has happened. No matter how caregivers explain it, this 

belief seems to bring comfort and peace to their hearts (Sun, 2014). The doctors had been 

of great help to them. They listened to the patients’ feelings and condition, and acted fast 

(Sadak et al., 2017). Policy formulation and program design were also needed importantly 

to build on caregiver strengths to support and empower families caring for relatives with 

dementia patients (Sun, 2014). In addition, the role of sons in caregivers, in order to 

participate more smoothly in the care process, they needed the support of other family 

members to a higher degree ( McDonnell et al., 2014).  

 

4. Discussion  

 

4.1 Main results 

There are three aspects in the result. (1) Causes of stress in caring for dementia patients 

(2) Influence on caregivers in the care process (3) Coping approach of caregivers in the 

process of care 

In caring for dementia patients, family caregivers created a lot of stress. These pressures 

arose from the fact that family caregivers know little about dementia. Secondly, the 

unpredictable behavior of dementia patients made it impossible for family caregivers to 
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deal with it in time. Moreover, there was a lack of guidance from relevant professionals. 

Love and responsibility between family caregivers and dementia patients could 

sometimes become a burden for caregivers. These burdens had brought many negative 

impacts to caregivers, such as their worrying health condition, the decline of sleep quality, 

the limitation of their personal life and entertainment time, and the increase of family 

conflicts. But this was not an unsolvable problem. It could be improved by a series of 

strategies. 

 

4.2 Results Discussion 

 

4.2.1 Transforming Love and Responsibility into Motivation 

Day et al. (2014) found that family caregivers and dementia patients have love and 

responsibility for each other, especially children, who were more aware that caring for 

their sick elders is a filial piety and was also used to repay their nurturing grace. This 

invisibly increased their pressure. One aspect of this love and responsibility could be 

transformed by Folkman’s coping theory, One point of view in Folkman’s coping theory 

was that it was a strategy to evaluate a stressful situation from a positive point of view 

(Folkman, 1997). Dementia caregivers could review their experiences at any time when 

they are under stress. Maintaining a positive attitude in the review process could greatly 

help them turn this love and care into a motivation to continue caring for patients. They 

could imagine that while taking care of the patients, they would have a closer relationship 

with the patients and a more emotional enrichment. 

 

4.2.2 Solutions among family members 

Caregivers’ own lives were affected by caring for people with dementia. Simpson and 

Carter (2013) found that caregivers feared that patients would engage in risky behaviors 

at night and worried about the future, which made them unable to sleep peacefully at night. 

Long-term care for patients also made them have no time for their own activities and 

could not pursue their hobbies (Sadak et al., 2017; Narayan et al., 2015; McDonnell et 

al., 2014; Tuomola et al., 2016). The possibility of family conflict under great pressure 
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was greatly increased (Sun, 2014). In this regard, it was a good idea to have other family 

members who also can take care of the patient on a regular basis, and the caregivers could 

release the pressure appropriately. Lopez et al. (2013) found that communicating with 

family members before conflict occurred can effectively avoid the risk of conflict, and 

regular communication with family members could make everyone feel a sense of 

security.  

4.2.3 Both professionals and family caregivers need to learn 

Sadak et al. (2017) and McDonnell et al. (2014) found that professionals or doctors 

provided little care information so that family caregivers lack of suffient help during the 

caring process. This is for one reason, and for another, Pfeiper et al. (2018) said that 

registered nurses provided care as a team approach might lack the skills and knowledge 

to provide care and manage unexpected behavior of dementia patients. Team formats 

sometimes overlook the importance of individuals. These two factors may contributed to 

the lack of help for family caregivers. The present research was shown that patients’ 

problems and caregivers’ own problems are all important sources. For one thing was the 

patient's mood and behavior could easily get out of control, for another the patient would 

not tell the family caregiver what happened, the caregiver could only guess what they did 

(Sadak et al., 2017). This phenomenon led to the family caregiver knew little about 

dementia patients, too (Narayan et al., 2015). 

Sun (2014) said that family caregivers could respond to varies pressure in different ways, 

such as personal experience,family,religion and so on. It had similarities with  Farina et 

al. (2017), they thought self-efficacy is the individual’s belief that they can successfully 

influence areas that affect their lives. For the family caregivers of dementia patients, self-

efficacy may mainly depend on the individual’s confidence in effectively coping with 

different tasks. A study found that coping skills were positively correlated with the quality 

of life of family caregivers. These two articles both thought family caregivers have ability 

and confidence to address the difficulties.Nevertheless, some family caregivers have 

limited strategies although they experenced a lot of situation. There is a clear need to 

educate and support nurses in identifying incentives, understanding the dementia 

patients’symptoms and learning to cope with these symptoms (Moore et al., 2013). 

In addition, some family caregivers believed that their quality of life can be improved if 

they have their own time and stay away from those who need to be cared for (Farina et 
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al., 2017). It sometimes relieved their pressure, but in the long run, it destroyed the 

relationship between family caregivers and dementia patients. Family-centered theory 

could be used to solve this problem in some ways. It emphasized the importance of family 

members in the recovery process of dementia patients. Once lack of their care, it was 

difficult to detect the changes of dementia patients’ condition, and the regularity of 

medication was not monitored, which was not conducive to their rehabilitation. 

By compared Pfeiper et al. (2018) and Sadak et al. (2017), it could find that the 

similariities that accident behavior of dementia patients was a challenge for both 

professionals and family caregivers. Family caregivers, in particular, were more likely to 

be dispirited and depressed, and they did not have to blame themselves excessively for 

their actions because both professionals and non-professionals needed to improve their 

skills through learning and training. 

 

4.3 Method Discussion 

 

For the Design, according to Polit & Beck (2012), literature review was an excellent way 

to summarize and evaluate previous research. But its disadvantage was, when reading 

other articles to understand the situation, there might not be very intuitive, not face-to-

face through conversation, interviews to obtain first-hand materials. 

 

In the Search strategy, “experience”, “dementia”, “family caregivers” were used for 

search terms one by one and in different combinations with each other, which could 

exactly found out what the research wanted.  

 

Clear and specific inclusion and exclusion criteria had been used, which strengthened the 

reproducability of the study (Polit & Beck, 2012). It restricted being at home and not in 

hospitals, and must be family caregivers rather than professionals. This may lead to 

incomplete but more appropriate results for our research question.And during searching, 

reading and comparing many articles, the disadvantage was that these articles were all 

described in English as the first language, but English was not the authors’ first language, 
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coupled with cultural background differences, might make the authors unable to 

understand and grasp all objective information in detail and accurately, and might lead to 

some deviations in reading comprehension. 

 

It was a good method to use different tables to classify and summarize different contents 

of the research literature. It could find the information easily and quickly. However, since 

the table was a summary of the content, not all the information about the research could 

be expressed totally, some important ideas might be ignored, which would affect people’s 

understanding and analysis. 

 

All references were reviewed by the ethics committee and all references were analyzed 

and used objectively. 

 

4.4 Clinical Significance 

 

Previous studies showed that the number of people with dementia in the world was 

gradually increased, and it took a lot of time and energy to care for them (Prince et al., 

2015). There were also many clinical cases showed that it was unrealistic for such a large 

group of people to receive the care of professional medical staff in hospitals, for example, 

after admission, the nurse would give them wearing striking vest and hand ring to 

supervise them. But there were still patients with dementia who left the ward alone 

because the nurses had a lot of work to do, they couldn’t take care of patients with 

dementia all the time or in the later stage of dementia, patients’ memory deterioration was 

easy to lead to loss. Therefore, it was necessary for dementia patients to receive treatment 

at home, which could relieve the pressure of clinical staff and reduce the loss rate of 

dementia patients. In addition, with the increasing number of dementia patients, public 

attention should also gradually increase. Social attention to family caregivers with 

dementia was not enough, thus it was important for people to know about family 

caregivers’ experience, understand the problems they have in the process of care so as to 

arise people’s care and love to them, give them more help to get them out of  difficulties. 
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4.5 Suggestions for future research   

We know that in the process of caring for dementia patients, family caregivers encounter 

many difficulties and lack the help of professionals. For professional nurses, the help 

provided to family caregivers is also to reduce their workload. They can keep contact 

information of family caregivers, such as telephone or mailbox, communicate with them 

regularly, understand the patient’s condition and give corresponding advice. When family 

caregivers are unable to deal with emergencies, they can be taught to take appropriate 

measures to deal with them. At the same time, they can provide similar successful cases 

to help them build confidence and reduce fatigue in the nursing process. Being friends is 

more suitable for family caregivers and professional nurses. After all, caring for dementia 

patients is a long process. It is hoped that future research will further explore the 

relationship between family caregivers and professional nurses, so that both of them can 

promote the continuous improvement of the quality of life of dementia patients. 

 

 

4.6 Conclusion 

Caring for people with dementia was a difficult task. And family caregivers were stressed 

and negatively affected by this difficult task. But they also found a variety of coping 

strategies, such as taking breaks, pursuing their hobbies, talking to others, seeking the 

help of professional caregivers and so on. Nurses, doctors, the government and other 

family members should also offer them help so as to improve the quality of life. To sum 

up, it was difficult for family caregivers to solve their plight by themselves, so they 

needed help from others. 
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Appendix 1. Authors, titles, designs and approaches, samples, data collection methods and methods of data analysis 

Author(s) Study code Title  Design(possibly 

approach) 

Participants  Data collection 

method(s) 

Data analysis 

method(s) 

Day J R.  

Anderson R A. 

Davis L L.  

Year of 

publication: 2014 

Country: USA 

a Compassion 

Fatigue in Adult 

Daughter 

Caregivers of a 

Parent 

with Dementia  

qualitative study  Number: 12 

Age: 47–65  

Gender: all female 

Relationship: 

daughters 

Inclusion criteria: 

Random selection 

based on their 

number of years of 

care. 

Interview structure: 

semi-structured interviews 

Interview time: 

Interviews were conducted 

at baseline, 6 months, and 

12 months.  

Content analysis 

of baseline 

interviews  

Hsiao H C. 

Chao H C. 

Wang J J 

Year of 

publication: 2013 

Country: Taiwan 

b Features of 

problematic 

eating behaviors 

among 

community-

dwelling older 

adults with 

dementia: 

Family 

An exploratory 

qualitative study  

Number: 13 

Age: 34 - 81 years 

old 

Gender: 9 female, 

4 male 

Relationship: 

spouse or child or 

daughter-in-law 

Interview structure: 

semi-structured interview  

Interview time: Each 

interview lasted from one 

to one and a half hours.  

 

The data analysis 

process was based 

on the content 

analysis 

techniques 

presented in Hsieh 

and Shannon and 

Graneheim and 

Lundman.  
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caregivers’ 

experience  

Inclusion criteria: 

Over 18 years of 

age and at least six 

months' care 

experience. 

Huis In Het Veld 

J. Verkaik R. 

van Meijel B. 

Verkade P J. 

Werkman W. 

Hertogh C. 

Francke A. 

Year of 

publication: 2016 

Country: 

Netherlands 

c Self-

management by 

family 

caregivers 

to manage 

changes in the 

behavior and 

mood of their 

relative with 

dementia: an 

online focus 

group study  

A online 

qualitative focus 

group study  

Number: 36   

Age: The average 

age was 61. 

Gender: 32 

female, 4 male 

Relationship: 

partner, child or 

child-in-law 

Inclusion criteria: 

①the patient's 

family member 

②contact with 

patients at least 

once a week  

③must live at 

home 

④must go online 

every day 

Interview structure: four 

online focus groups  

Interview time: For two 

weeks, participants can log 

in the website at any time 

to answer questions. 

Thematic analysis. 

The analysis 

started with 

familiarization 

with data, 

through reading 

and rereading the 

transcripts of the 

online focus 

groups. Following 

that, relevant 

excerpts within the 

transcripts were 

marked and tagged 

with 

keywords (codes). 

Initially, keywords 

were chosen that 

were close to the 

wording used by 

the participants. 

Then related codes 
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⑤ over eighteen were grouped as a 

way of identifying 

themes. After that, 

themes were 

named, and 

relationships 

between themes 

were studied and 

analyzed.  

McDonnell E. 

Ryan A.A. 

Year of 

publication: 2014 

Country: Northern 

Ireland 

d The experience 

of sons caring 

for a parent with 

dementia 

A semi-

structured 

interview with a 

qualitative 

approach 

 

Number:13 

Age: mean age 

48(range 32-60)   

Gender: male 

Relationship: sons 

Inclusion criteria 

:  

①Participants 

were primary carer 

or sons who were 

actively involved 

with other family 

members in a 

caregiving role.  

Interview structure: 

semi-structured interview 

Interview time: an hour 

 

An analysis 

Framework: 

Colaizzi’s seven-

stage process  
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②Both co-habiting 

and non-cohabiting 

sons were 

included.  

③twelve provided 

care to a mother 

and one to a father 

with dementia.  

④The duration of 

the caregiving role 

ranged between 2 

and 5 years. 

Narayan S.M. 

Varghese M. 

Hepburn K. 

Lewis M. 

Paul I. 

Bhimani R. 

Year of 

publication: 2015 

Country: USA 

e Caregiving 

Experiences of 

Family 

Members 

of Persons With 

Dementia in 

South India 

Qualitative 

apporach 

Number: 30 

Age: mean age 

was 51.3 

Gender: 2/3 were 

female 

Relationship:  

spouses, adult 

children, 

daughters-in-law 

and niece. 

Inclusion criteria:  

Interview structure: 

semi-structured interview 

Interview time: 30 to 40 

minutes 

 

 

A constant 

comparative 

analysis 
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 ①90%CGs  were 

married. Most CGs 

were spouses or 

children.  

②70% CGs had 

attained a high 

school education. 

③Half of the CGs 

were classified as 

middle income, a 

third as low 

income, and 16.7% 

as upper income. 

④The vast 

majority (83.3%) 

of CGs resided 

with the CR. 2/3of 

the CGs lived in 

urban settings, 

while 1/3 lived in 

rural areas. 

Sadak T . 

Zdon S F. 

Ishado E. 

f Potentially 

preventable 

hospitalizations 

in dementia: 

family 

A qualitative 

study 

Number: 20 

Age: mean age of 

62.9 

Interview structure: 

semi-structured interview 

Interview time: lasted 60 

minutes 

Interpretive 

phenomenological 

analysis  
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Zaslavsky O. 

Borson S. 

Year of 

publication: 2017 

Country: USA 

 

caregiver 

experiences  

Gender: 14 

female, 6 male 

Relationship: 

spouses, daughters 

and sisters. 

Inclusion criteria: 

①speak English 

②non-paid 

③provide handson 

care at home 

Simpson C. 

Carter P. 

Year of 

publication: 2013 

Country: USA 

 

g Dementia 

caregivers’ lived 

experience of 

sleep 

A 

phenomenologic

al study with a 

qualitative 

approach 

Number: 15 

Age: mean age 

58.3 (range 27-81) 

Gender:10 female 

5 male 

Relationship: 

spouse and adult 

child 

Inclusion criteria:  

purposive informal 

caregivers of 

Interview structure: 

individual focus group 

interviews 

Interview time: unknown 

 

 

A qualitative 

analysis by 

description and 

comparison. 
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communitydwellin

g PWDs  

Sun F. 

Year of 

publication:2014  

Country: USA 

 

h Caregiving 

stress and 

coping:A 

thematic 

analysis of 

Chinese family 

caregivers of 

persons with 

dementia 

Semi-structured 

face-to-face 

Interviews with a 

qualitative 

approach 

Number: 18 

Age: 53-82, 

12 were 60 or 

older. 

Gender:11 were 

female 

Relationship:  

wife,husband,daug

hter and daughter-

in- law 

Inclusion criteria:  

①age 18 or above 

and currently 

providing care for 

a family member 

with dementia.  

②15 were 

providing care for 

CRs with 

Alzheimer’s-

Interview structure: 

Semi-structured Interview 

Interview time:  

9 interviews, which ranged 

from 50 min to one and a 

half hours.  

 

A thematic 

analysis approach 
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related dementia 

and 3 were 

providing care for 

CRs with vascular 

dementia.  

③15 provided care 

at home.  

④The majority of 

CGs  were retired 

and did not engage 

in any paid work. 

Tretteteig S. 

Vatne S. 

Rokstad A M. 

Year of 

publication: 2017 

Country: Norway 

 

i The influence of 

day care centres 

designed for 

people with 

dementia on 

family 

caregiver–a 

qualitative study  

A qualitative 

study  

Number: 17 

Age: 46 -86  

Gender: 5 male, 

12 female 

Relationship: 

spouse, parents, 

mother-in-law 

Inclusion criteria:  

①family 

caregivers to a 

person with 

dementia attending 

Interview structure: 

semi-structured interviews 

Interview time: 30 - 90 

minutes 

 

 

Systematic text 

condensation  
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a DCC designed 

for people with 

dementia  

②have face-to-

face contact with 

patient a minimum 

of once a week. 

Tuomola J.  

Soon J.   

Fisher P.  

Yap P. 

Year of 

publication: 2016 

Country: New 

York 

j Lived 

Experience of 

Caregivers of 

Persons with 

Dementia 

and the Impact 

on their Sense of 

Self: A 

Qualitative 

Study in 

Singapore  

A qualitative 

approach  

Number: 6  

Age: The average 

age  was 61.83 

(±7.28).  

Gender: all female 

Relationship: 

spouses 

Inclusion criteria:  

husband with 

dementia 

Interview structure: 

semi-structured 

Interview time: The 

interviews lasted between 

45 to 60 min. 

The data were 

analyzed using 

Interpretative 

phenomenological 

analysis (Smith et 

al. 2009).  
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Appendix 2. Aims and results 

Authors  Study code Aim  Results  

Day J R.  

Anderson R A. 

Davis L L.  

a This study attempts to 

identify and explore risk 

factors for compassion 

fatigue in adult daughter 

caregivers and to 

substantiate further 

study of compassion 

fatigue in family 

caregivers.  

A. Uncertainty 

    Adult daughter caregivers are uncertain about what's going to happen when 

they take care of demented parents. They do not know what their parents will 

do or react to. They do not know how to deal with it. 

B. Doubt 

    Daughter caregivers want to take care of their demented parents, but they 

doubt their abilities. They feel useless because they can't make their parents 

feel better and happier. 

C. Attachment 

    Because their parents raised them, so they have attachment to their parents 

and are willing to take care of them. 

D. Strain 

    Competing life demands. There are many things that daughter caregivers 

need to do, husband, children, work, etc. All kinds of things make them very 

tired. 

Hsiao H C. 

Chao H C. 

Wang J J 

b This study aimed to 

explore family 

caregivers’ experience 

of the problematic 

eating behaviors among 

community-dwelling 

A. Fundamental deviations of eating behaviors 

1. Forgetting: Patients often forget that they have eaten food, and even if 

reminded many times, they still ask for food. 
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 older adults with 

dementia, and how these 

caregivers cope with 

these problems. 

2. Unable to distinguish internal or external dietary cues:  ①They lack the 

ability to feel full. ②They do not have the ability to discern food, including the 

inability to determine whether something is edible or not. 

3. Unsightly eating behaviors: Gobble up, eat loudly, grab food with their 

hands, grab what they want, chew it but do not swallow it... 

4. Food preferences: Dietary preferences change. 

5. Caregivers’ coping with fundamental deviations: Caregivers react 

differently to a patient's eating behavior, such as managing, reminding, 

communicating, angry, criticizing, giving up... 

B. Expressing needs through eating behaviors 

1. Venting emotions: Patients often vent their emotions through anger. 

2. Seeking attention: When they eat, they like a child and often seek attention 

through some behaviors, such as refusing to eat, pushing food to the ground, 

and so on. 

3. Caregivers’ coping with the care recipients expressing needs through 

eating behavior: Caregivers change their attitudes towards patients, identify 

their needs, actively communicate with them and accompany them. 

C. Loss of eating ability: They're losing their ability to find food and they won't 

use tableware. 

 1. Caregivers’ coping with loss of ability: They will spend more and more 

time caring for the patients and guiding their diet.  
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Huis In Het Veld J. 

Verkaik R. 

van Meijel B. 

Verkade P J. 

Werkman W. 

Hertogh C. 

Francke A. 

 

c The aim of this study is 

to give insight into why 

these changes in 

behavior and mood are 

stressful for family 

caregivers, what self-

management strategies 

family caregivers use 

when managing these 

changes and the stress 

they experience.  

Three self-management strategies: 

A. Stressful aspects for the family caregiver 

1. Continual switching: Patients' attitudes are constantly changing, so 

caregivers also need to constantly change their self-management strategies 

and respond differently to different needs. 

2. Continually keeping the relative with dementia occupied and diverted: 

Patients' attention is difficult to divert, so caregivers are often unable to 

pursue their hobbies. To this end, family caregivers try to find ways to 

distract patients. 

3. Others see a different side to their relative: Patients sometimes behave 

normally in front of others, so others think they're not that bad. They do not see 

the real side of the patient. To that end, caregivers must be able to cope with 

changes in the patient's behavior and mood.  

4. Knowing how to respond in theory, but being unable to put in practice: 

Family caregivers often know how to cope with changes in mood and 

behavior, but it is difficult to put them into practice. Caregivers need to know 

about dementia and learn to handle things.  

B. Self-management strategies of family caregiver to manage the changes in 

behavior and mood 

1. Calming down: When the patient is out of control, the caregiver must first 

remain calm and patient. And then try to adapt to the patient and reduce their 

anxiety. 

2. Stimulation: Caregivers try to change a patient's negative mood by some 

positive things, such as telling stories, walking or shopping. 
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C. Self-management strategies to manage the own stress 

1. Looking for distractions: Caregivers look for things they are interested in 

doing, such as pursuing their hobbies, meeting friends or taking vacations, to 

relieve stress and relax. 

    2. Getting rest: Rest is also a good strategy for managing stress and 

maintaining energy. Caregivers need enough energy to take care of patients. 

3. Discussing their feelings and experiences: Talking is a great way to relieve 

stress. Caregivers can talk to other family or friends about their experiences or 

changes in the patient's condition.  

McDonnell E. 

Ryan A.A. 

 

d The aim of the study 

was to explore the 

experiences of sons 

caring for a parent with 

dementia. 

A.Parental bond:  

1. The sons acknowledge their parents' commitment to them, and think that 

they take care of patients’ with dementia out of love.  

2.Sons believe that it is the best behavior to accompany parents at home instead 

of sending them to a nursing home. 

 B.A binding role:  

1. Because of the close relationship between parents and sons and the natural 

concern of sons for their parents, sons are uncontrolled in their care. 

2. Because of the need to take care of their parents, sons' travel plans and 

activities are often limited. 

3.In order to be able to engage in such activities, sons needed support from 

other family members. This support was rare. 

 C.Coordinating care and support:  
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1. Sibling relationship affects nursing coordination.sons really hope their 

siblings for helping doing more when they care for parents with dementia. 

2. Sons are stressed by limited care and a lack of consistent information from 

health and social care professionals. 

4. Professional services enable the sons to be concerned. 

D.Getting on with it:  

1. Sons can see their caregiving roles and jobs rationally and recognize their 

limitations as caregivers. 

The sons realized that the pressure to take care of their parents would affect 

their health, and they consciously responded. 

Narayan S.M. 

Varghese M. 

Hepburn K. 

Lewis M. 

Paul I. 

Bhimani R. 

e This study reports on the 

first phase of an 

investigation aimed at 

adapting The Savvy 

Caregiver program, a 

successful family 

caregiving curriculum 

developed in the United 

States, for application in 

South India. 

A.Dementia knowledge 

1.Caregivers know little about dementia knowledge.  

B.Caregiving activities 

1. Most family caregivers assist Alzheimer's patients in activities of daily 

living. 

C.Caregiving difficulties 

1. Caregivers always feeling overwhelmed, depressed and frustrated when they 

care for patients with dementia. Because of their responsibility to care, their 

social or personal activities are restricted, and even lead to violence.  

2.The most noteworthy difficulties to caregivers are unpredictable and 

disruptive/violent behaviors. 
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D.Caregiver as a concept 

1. Although family members understand the term "caregiver", no one can 

identify a word in their own language. 

E.What caregivers want to know 

1. Family caregivers are interested in educational programs, but many have 

unrealistic expectations of what they want to learn. 

Sadak T . 

Zdon S F. 

Ishado E. 

Zaslavsky O. 

Borson S. 

f The focus of this study 

is to describe the lived 

experience of dementia 

family caregivers whose 

care recipients had a 

recent unplanned 

admission, and to 

identify potential 

opportunities for 

developing preventive 

interventions.  

A. Caregiver is uncertain how to interpret and act on the change 

1. Caregiver cannot identify symptomatic precursors to impending patient 

health crisis and does not know what to do: Caregivers know what's wrong with 

the patient, but they do not know how to deal with it. 

2. Uncertainty. Caregiver has to guess because the patient cannot report 

symptoms: The patient would not tell the caretaker what had happened, so the 

caregiver could only guess. 

3. Pressure to make urgent decisions: When the patient's condition suddenly 

deteriorates, the caregiver has to make a decision immediately.  

4. Outpatient clinicians did not offer enough help: The doctors did not give 

them any help, which made them even more difficult. 

B. Caregiver is unable to provide necessary care 

1. Caregiver is unable to meet patient’s need due to personal illness, physical 

limitations or distance: Patients can only rely on caregivers, so caregivers are 

afraid that they will not be able to meet their needs for their own reasons. 
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2. Caregiver has no or poor informal support: Other families do not want to 

help caregivers take care of patients together. 

3. Caregiver cannot manage care recipient’s behaviors: The patient's mood 

and behavior can easily get out of control, so it is difficult for the caregiver to 

manage. 

4. Caregiver is unable to prevent injury or exacerbation of ACSC 

(ambulatory care sensitive conditions): Patients are susceptible to illness 

because of their physical condition. 

C. Caregiver experiences a personal crisis in response to the patient’s health 

event 

1. Poor or disrupted caregiver self-care and routine: Caregivers lack their 

own time by taking care of the patient. They do not have enough time to rest 

and relax. 

2. Caregiver’s negative emotional states: The caregiver always feels 

exhausted. They're under a lot of physical and psychological stress. 

3. Caregiver sleep disturbance: The caregivers’ sleep was affected. 

D. Mitigating factors may prevent caregiver crises 

1. Caregiver is able to identify that something is wrong early on: Caregivers 

can quickly know what's wrong with the patient. 

2. Caregiver maintains self-care: Caregivers have the right to decide what to 

do. 
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3. Outpatient clinicians were helpful, listened, and acted fast: The doctors 

have been of great help to them. 

Simpson C. 

Carter P. 

 

g The aim was to 

investigate the dementia 

caregiver’s lived 

experience of sleep. The 

specific objectives were 

to (1) explore causes for 

poor sleep as identified 

by the caregiver,(2)gain 

knowledge about how 

the caregiver manages 

the sleep experience, 

and (3) gain an 

understanding of how 

caregivers perceive 

health promotion 

suggestions to improve 

sleep quality. 

A. Fluctuating sleep:  

1. The caregiver’s sleep could change with the progression of the PWD disease. 

Their sleep quality fluctuating with the status of the PWD. 

B.Vigilance： 

1. At night, vigilance is needed to protect patients’ safety. And because the 

caregivers needed to monitor the situation of PWD, vigilance kept them from 

getting quality sleep. 

C. Worry:  

1.Worries and thoughts about the tasks of caregiving current and the future 

were causes of poor sleep quality.  

D.Caregivers did not receive formal help from healthcare providers but did 

participate in activities that promote good sleep. 

E. Caregivers identified barriers to health promotion activities, including lack 

of time, decreased energy, and additional costs for providing care for the PWD. 

Sun F. 

 

h This study aims to 

identify caregiving 

stressors and coping 

strategies in a sample of 

family caregivers of 

persons with dementia 

A.Direct stressors related to caregiving demands (i.e., burden due to care 

recipient limitations in physical, cognitive, or behavioral functions), other 

stressors such as role strains, family conflicts, and pressure from the social 

environment were also existed and correspond one by one with coping 

approach. 
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living in Shanghai, 

China. 

B. Caregivers respond to various pressures in different ways, including 

personal experience, family, technology and information, religion, and 

governmental support.  

C. Due to family conflicts and pressure from the social environment, more 

attention should be pay to reduce caregivers’ stress. 

D.Policy formulation and program design needs to build on caregiver strengths 

to support them. 

Tretteteig S. 

Vatne S. 

Rokstad A M. 

 

i The aim of this study is 

to provide an extended 

understanding of the 

situation of family 

caregivers and to 

examine to what extent 

DCCs can meet their 

need for support and 

respite. 

A. The complex caring role of the family caregiver 

1. Caregivers experience complex tasks, take on more responsibilities and 

new tasks. 

2. Caregivers have emotional and relational challenges, they may feeling 

guilty, sorry for and being tied down. 

3.  Caregiving role leads to positive experiences, such as acceptance and 

adaptation, support and help, and positive changes in the relationship. 

B. The influence of the DCCs on the family caregiver situation 

1. Day care alleviates the burden on family caregivers by meeting the needs of 

dementia patients for social communities, nutrition, physical activity, the 

structure and diversity of daily life. 

2. DCCs (day care centres) have both advantages and disadvantages. The 

advantage is that it makes time quality better and cooperation easier. The 

disadvantage is that it produces some difficult feelings and challenging 

situations. DCC enables family caregivers to increase their available time to 

meet their needs. 
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Tuomola J.  

Soon J.   

Fisher P.  

Yap P. 

j To explore the lived 

experience of Chinese 

female spousal 

caregivers of dementia 

patients in Singapore, as 

well as to examine the 

impact of caring on the 

individual’s sense of 

self. 

A. Impact of caregiving 

1. Multiple responsibilities: Female caregivers take care of their demented 

husbands, so they neglect their children. The relationship between husband and 

child is broken because children often fail to understand their father's behavior. 

Caregivers think they should improve their relationship. 

2. Influence on lifestyle: Care for demented husbands affects their work, 

social and personal lives. They do not have enough time to rest and play. They 

also often talk about the past, which shows that they miss the easy life of the 

past. 

3. Emotional burden: They will be overwhelmed by heavy pressure. Because 

care is so exhausting and their husbands do not remember them, it's physical 

and psychological stress. They also fear that patients will say embarrassing 

things in public. 

B. Acceptance of destiny 

1. Resignation to fate: Some caregivers initially had trouble receiving their 

husbands' diagnosis, and over time they slowly accepted it. They used to dream 

of the future with their husbands, but it is no longer possible.  

2. Fulfillment of the duty of a wife: Caregivers consider it their duty to take 

care of their husbands, and they are happy to take care of their husbands. They 

also say they are very worried about the unwillingness of other family members 

to take care of their husbands after their death. 

C. Taking control 

1. Active coping: Caregivers believe that talking to friends about their lives 

motivates them. They also learn about dementia by participating in lectures and 
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so on. Everyone has a different way of dealing with it. Some will pursue their 

beliefs, others will choose sports to vent, others will focus on their work. 

2. A sense of empowerment: They are no longer controlled by their 

husbands. They can do what they want to do. 

3. Changing roles: They must assume the role of caregiver. 

D. View of self 

    Some caregivers think they have grown, others feel they have failed. 
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Appendix 3. Categories, sub-categories and study findings 

Categories Sub-Categories Study findings 

 

Caring for relatives with 

dementia causes stress 

Caregivers knew little about 

dementia and they did not 

know how to deal with it 

(aA) Uncertainty: Adult daughter caregivers are uncertain about what's going 

to happen when they take care of demented parents. They do not know what 

their parents will do or react to. They do not know how to deal with it. 

(aB) Doubt: Daughter caregivers want to take care of their demented parents, 

but they doubt their abilities. They feel useless because they can't make their 

parents feel better and happier. 

(eA1) Dementia knowledge: Caregivers know little about dementia 

knowledge. 

(eD1) Caregiver as a concept: Although family members understand the term 

"caregiver", no one can identify a word in their own language. 

(fA1) Caregiver is uncertain how to interpret and act on the change: 

Caregiver cannot identify symptomatic precursors to impending patient 

health crisis and does not know what to do: Caregivers know what's wrong 

with the patient, but they do not know how to deal with it. 
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(fB1) Caregiver is unable to provide necessary care: Caregiver is unable to 

meet patient’s need due to personal illness, physical limitations or distance: 

Patients can only rely on caregivers, so caregivers are afraid that they will not 

be able to meet their needs for their own reasons. 

(fB4) Caregiver is unable to provide necessary care: Caregiver is unable to 

prevent injury or exacerbation of ACSC (ambulatory care sensitive 

conditions): Patients are susceptible to illness because of their physical 

condition. 

The variety of dementia 

patient’s emotions and 

behaviors is a big obstacle to 

the caregivers 

(eC2) Caregiving difficulties: The most noteworthy difficulties to caregivers 

are unpredictable and disruptive/violent behaviors. 

(fA2) Caregiver is uncertain how to interpret and act on the change: 

Uncertainty. Caregiver has to guess because the patient cannot report 

symptoms: The patient would not tell the caretaker what had happened, so the 

caregiver could only guess. 

(fB3) Caregiver is unable to provide necessary care: Caregiver cannot 

manage care recipient’s behaviors: The patient's mood and behavior can 

easily get out of control, so it is difficult for the caregiver to manage. 
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(jA3) Impact of caregiving: Emotional burden: They will be overwhelmed by 

heavy pressure. Because care is so exhausting and their husbands do not 

remember them, it's physical and psychological stress. They also fear that 

patients will say embarrassing things in public. 

Lack of professional health 

care made care process more 

difficult 

(dC2) Sons are stressed by limited care and a lack of consistent information 

from health and social care professionals. 

(fA4) Outpatient clinicians did not offer enough help: The doctors did not 

give them any help, which made them even more difficult. 

(fB2) Caregiver has no or poor informal support: Other families do not want 

to help caregivers take care of patients together. 

(gD1) Caregivers did not receive formal help from healthcare providers but 

did participate in activities that promote good sleep. 

Responsibility might be a 

burden on caregivers 

(aC) Attachment: Because their parents raised them, so they have attachment 

to their parents and are willing to take care of them. 

(dA1) Parental bond: The sons acknowledge their parents' commitment to 

them, and think that they take care of patients’ with dementia out of love.  
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(dA2) Sons believe that it is the best behavior to accompany parents at home 

instead of sending them to a nursing home. 

(dB1) Because of the close relationship between parents and sons and the 

natural concern of sons for their parents, sons are uncontrolled in their care. 

(jB2) Fulfillment of the duty of a wife: Caregivers consider it their duty to 

take care of their husbands, and they are happy to take care of their husbands. 

They also say they are very worried about the unwillingness of other family 

members to take care of their husbands after their death. 

It have negative impact on 

caregivers’ life 

 

Their health status was 

affected, sleep quality 

decreased 

(dD2) Getting on with it: The sons realized that the pressure to take care of 

their parents would affect their health, and they consciously responded. 

(fC3) Caregiver experiences a personal crisis in response to the patient’s health 

event: Caregiver sleep disturbance: The caregivers' sleep was affected. 

(gA1) Fluctuating sleep: The caregiver’s sleep could change with the 

progression of the PWD disease. Their sleep quality fluctuating with the 

status of the PWD. 
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(gB1) Vigilance: At night, vigilance is needed to protect patients' safety. And 

because the caregivers needed to monitor the situation of PWD, vigilance 

kept them from getting quality sleep. 

(gC1) Worry: Worries and thoughts about the tasks of caregiving current and 

the future were causes of poor sleep quality.  

Their social or personal 

activities were limited 

(dB2) A binding role: Because of the need to take care of their parents, sons' 

travel plans and activities are often limited. 

(eC1) Caregiving difficulties: Caregivers always feeling overwhelmed, 

depressed and frustrated when they care for patients with dementia. Because 

of their responsibility to care, their social or personal activities are restricted, 

and even lead to violence.  

(fC1) Caregiver experiences a personal crisis in response to the patient’s 

health event: Poor or disrupted caregiver self-care and routine: Caregivers 

lack their own time by taking care of the patient. They do not have enough 

time to rest and relax. 

(gE) Caregivers identified barriers to health promotion activities, including 

lack of time, decreased energy, and additional costs for providing care for the 

PWD. 
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(jA2) Impact of caregiving: Influence on lifestyle: Care for demented 

husbands affects their work, social and personal lives. They do not have 

enough time to rest and play. They also often talk about the past, which 

shows that they miss the easy life of the past. 

Their family conflicts and 

pressure were increased 

(aD) Strain: Competing life demands. There are many things that daughter 

caregivers need to do, husband, children, work, etc. All kinds of things make 

them very tired. 

(hA) Direct stressors related to caregiving demands (i.e., burden due to care 

recipient limitations in physical, cognitive, or behavioral functions), other 

stressors such as role strains, family conflicts, and pressure from the social 

environment were also existed and correspond one by one with coping 

approach. 

(hC) Due to family conflicts and pressure from the social environment, more 

attention should be pay to reduce caregivers’ stress. 

(iA1) Caregivers experience complex tasks, take on more responsibilities and 

new tasks. 

(iA2) Caregivers have emotional and relational challenges, they may feeling 

guilty, sorry for and being tied down. 
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(jA1) Impact of caregiving: Multiple responsibilities: Female caregivers take 

care of their demented husbands, so they neglect their children. The 

relationship between husband and child is broken because children often fail 

to understand their father's behavior. Caregivers think they should improve 

their relationship. 

Caregivers can manage 

difficult situation 

 

 (bB1)Venting emotions: Patients often vent their emotions through anger. 

(bB2)Seeking attention: When they eat, they like a child and often seek 

attention through some behaviors, such as refusing to eat, pushing food to the 

ground, and so on. 
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(bB3)Caregivers’ coping with the care recipients expressing needs through 

eating behavior: Caregivers change their attitudes towards patients, identify 

their needs, actively communicate with them and accompany them. 

(cA2) Continually keeping the relative with dementia occupied and diverted: 

Patients' attention is difficult to divert, so caregivers are often unable to pursue 

their hobbies. To this end, family caregivers try to find ways to distract 

patients. 

(cC1) Self-management strategies to manage the own stress: Looking for 

distractions: Caregivers look for things they are interested in doing, such as 

pursuing their hobbies, meeting friends or taking vacations, to relieve stress 

and relax. 

(cC2) Getting rest: Rest is also a good strategy for managing stress and 

maintaining energy. Caregivers need enough energy to take care of patients. 

(cC3) Discussing their feelings and experiences: Talking is a great way to 

relieve stress. Caregivers can talk to other family or friends about their 

experiences or changes in the patient's condition. 

(eE1) Family caregivers are interested in educational programs, but many have 

unrealistic expectations of what they want to learn. 
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(fD1) Caregiver is able to identify that something is wrong early on: Caregivers 

can quickly know what's wrong with the patient. 

(fD3) Outpatient clinicians were helpful, listened, and acted fast: The doctors 

have been of great help to them. 

(hB) Caregivers respond to various pressures in different ways, including 

personal experience, family, technology and information, religion, and 

governmental support. 

(iA3)Caregiving role leads to positive experiences, such as acceptance and 

adaptation, support and help, and positive changes in the relationship. 
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