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Abstract 

 

Background: The global trend of stroke incidence is gradually increasing, causing 

permanent physical, cognitive and emotional barriers to stroke survivors. As the main 

role of family caregivers, it is bound to be worthy of everyone's attention. In the long-

term care of stroke survivors, paying attention to the burden and lifestyle changes will 

have a positive impact. Paying attention to the caregiver's experience can help to better 

reduce the burden and improve the happiness value. 

 

Aim: To describe the experiences of family caregivers in caring for stroke survivors. 

Methods: To solve the research problems, ten qualitative studies on the experiences of 

family caregivers in caring for stroke survivors were systematically searched in Pub 

Med and Cinahl. 

 

Results: This review summarizes all aspects of the care experiences of family 

caregivers of stroke survivors, and identifies three themes: negative experiences of 

family caregivers of stroke survivors; positive experiences of family caregivers of 

stroke survivors; coping strategies of family caregivers of stroke survivors. 

 

Conclusions: Family caregivers are facing huge challenges in all aspects, which have a 

significant impact on their physical and mental health and social living standards. 

Companions and family members provide emotional and economic support, and all 

sectors of society provide social service resources. Medical workers can reduce the 

burden of caregivers through comprehensive understanding and experience, improve 

the positive emotions of caregivers, and carry out comprehensive and multi-angle 

interventions to improve the quality of care. Improve the well-being of stroke families. 

Keywords：Experience, family caregivers, survivors, stroke. 

 

  



 

 
 

摘要 

背景：全球中风发病率的趋势是在逐渐上升的，给中风幸存者造成永久性的身

体、认知和情绪障碍，家庭照顾者作为照顾的主要角色，必然值得大家重视。在

对中风幸存者长期照顾过程中，关注产生的负担以及生活方式改变，会有积极方

面的影响。关注照顾者的体验有助于更好地减轻负担，提高幸福值。 

目标：描述家庭照顾者照顾中风幸存者的经验。 

方法：在 Pub Med和 Cinahl中检索了 10篇关于家庭照顾者照顾中风幸存者检检

的定性研究文献，以解决研究检检。 

结果：本综述总结了中风幸存者家庭照顾者的照顾体验，并确定了三个主题:中

风幸存者家庭照顾者的负面经历; 中风幸存者家庭照顾者的积极经验; 中风幸存

者家庭照顾者的应对策略。 

结论：家属照顾者在各个方面都面临着巨大的挑战，对其身心健康水平和社会生

活水平都产生了不可忽视的影响。同伴和家庭成员提供情感和经济支持，社会各

界提供社会服务资源。医务工作者可以通过全方位了解体验来减轻照顾者的负

担，提高照顾者的积极情绪，进行全方位、多角度的干预，提高护理质量。改善

中风家庭的福祉。 

关键词：体检，中检，幸存者，家庭照检者。 
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1. Introduction 
 
1.1 Background 
Around the world, cardiovascular diseases account for a large proportion of the deaths 

and morbidity caused by diseases, and many people are suffered from cardiovascular 

diseases every year (Roth et al., 2017).  Statistics from the World Health Organization 

indicate that stroke ranks second in diseases causing death, only behind ischemic heart 

disease (World Health Organization, 2012), especially in Latin America where most 

countries are developing countries. Compared with developed countries, developing 

countries have lower levels of economic and medical development and higher levels of 

ageing, and therefore a higher risk of death caused by stroke (Avezum, Costa-Filho, 

Pieri, Martins & Marin-Neto, 2015).  Besides hospital nurses, family caregivers also 

need to take on their responsibility of care in their families. Previous studies have 

focused more on the disease itself and the experiences of the patients. However, 

researches on family caregivers’ related experiences has been relatively few. This 

article provides an analysis and summary of relevant experiences of family caregivers 

caring for stroke survivors. Roy's adaptation theory is used to describe and summarize 

these four concepts—nursing, people, health, and environment.  

 

1.2 Stroke - Definition 
Stroke, also known as the cerebrovascular accident, is an acute cerebrovascular disease. 

It is characterized by sudden and non-convulsive neurological loss caused by cerebral 

ischemia or intracranial hemorrhage (Adams, Victor & Ropper, 1998). Symptoms of 

cerebral hemorrhage and hemorrhagic injury are the main clinical manifestations of 

stroke. These symptoms can be classified according to the type of tissue necrosis, and 

also in terms of anatomical location, involved vessels and etiology, patient age, and 

hemorrhagic and non-hemorrhagic aspects (Adams et al., 1998). Stroke is characterized 

by high morbidity, high morbidity, high disability, high recurrence rates and high 

mortality (Katan & Luft, 2018). The causes of stroke are complex and varied. Cerebral 

stroke is caused by the dysfunction of blood circulation in the brain and the localized 

loss of neurological function (Yew & Cheng, 2015). Many causes can lead to stroke, 

including hypertension, transient ischemic attack (TIA), heart disease, diabetes, 

obesity, elevated blood lipids, high platelet aggregation, and adverse life habits (staying 

up late, smoking, drinking, and salt intake) (Katan & Luft, 2018). Symptoms of stroke 
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include headache, vomiting, dizziness, paraesthesia on one side of the body and face, 

salivation (drooling), sudden vision disturbance, sudden aphasia and choking cough, 

and impaired consciousness (Yew & Cheng, 2015).  

 

1.3 Family caregivers - Definition 
Family caregivers refer to those who take care of patients free of charge. Those patients 

are often family members or relatives or friends of family caregivers. They mainly 

carry out life care, helping patients with daily routines and providing them with 

physical and emotional support. (Morelli, Barello, Mayan & Graffigna, 

2019;Bijnsdorp, Pasman, Boot, van Hooft, van Staa & Francke, 2020) Family 

caregivers usually need to actively understand their responsibilities, effectively control 

their own body and mind, and efficiently maintain a positive attitude towards life. 

Family caregivers should improve their care-giving skills and focus on the adjustment 

of the patients and themselves. Meanwhile, family caregivers can help their care 

recipients gain independence and form positive and constructive relationships with the 

people around them. What’s more, family caregivers include spouses, siblings, 

children, and parents of patients. (Sakanashi & Fujita, 2017) 

 

1.4 Nurses’ role 
The four basic duties of nurses include health promotion, disease prevention, health 

recovery, and pain relief (International Council of Nurse, 2012). As stroke mortality 

increases,  the role and responsibilities of nurses have become even more important in 

the process of hospitalization and discharge of stroke patients to recuperate at home. 

The caring for patients can be a huge burden to family caregivers due to a variety of 

factors. What’s worse, caregivers' burden often lead to their physical and mental health 

impairment. It is the nurse's responsibility to assess the patients’ situation, suggest 

nursing interventions, and provide health education and guidance to the patient and 

family caregivers. This will enable family caregivers to understand the importance of 

their role and prepare them to assume the caregiver role. Regular communication with 

patients and family caregivers, a critical assessment of their needs, and a targeted 

approach to understanding and meeting the physical, psychological, social and 

educational needs of family caregivers can help to reduce the daily burden on 

caregivers. (Camak, 2015) 
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1.5 Roy’s theory 
In this literature review, Roy's adaptation theory is used as the theoretical framework 

for reference. Roy's adaptation model makes an in-depth discussion on the adaptive 

mechanism, adaptive mode and adaptive process of human beings. Roy argues that the 

human being is a holistic adaptive system and that the relevant definitions of nursing, 

individual, health and environment are all related to the core concepts of adaptation that 

people are the focus of care (Frederickson , 2000). The process of human life is a 

continuous adaptation to various stimuli of the inner and outer environments. The goal 

of nursing is to promote and improve human fitness, thereby promoting human health 

(Frederickson , 2000). Stroke is a sudden and catastrophic event for patients and family 

caregivers. Patients and family caregivers are stimulated, and need to adapt and accept 

the situation for eventual return to society. In order to increase patients' adaptability, 

family caregivers should take measures to help them resume a normal social and family 

life. These difficulties may lead to inefficient or ineffective coping mechanisms. 

Patients and family caregivers enable stimuli to work within the scope of adaptation, 

improve their level of adaptation, enhance tolerance to stimuli, use coping mechanisms 

creatively, and successfully cope with stimuli to avoid ineffective responses. Roy's 

adaptive model promotes patient recovery and maintains the health of family 

caregivers. 

 

1.6 Literature review 
Parkinson's disease can easily leads to patient disability. It not only causes damage to 

patients in all aspects, but also has many negative effects on the physical, mental and 

social aspects of the family caregivers, leading to a serious decline  in the life quality of 

family caregivers (Theed,  Eccles & Simpson, 2017). The decline of life quality is 

manifested in many aspects, with various factors affecting each other. There are some 

unhealthy psychological problems that make it  difficult to maintain a good mental 

state. The inequality of income and expenditure leads to the aggravation of economic 

burden, and the living condition has changed a lot compared with what they were 

before. Patients have blocked social contact, have reduced possibilities to participate in 

social activities, and feel socially isolated.  Family caregivers are often lack of 

experience and information to deal with patients' daily life, and do not know how to 

access any external support services. However, the relationship between family 

caregivers and patients may become closer, the ability of mutual adaptation  will be 



 

 
 

 4 

improved, and a new harmonious living mode will be formed. (Martinez-Martin, 

Rodriguez-Blazquez & Forjaz, 2012) 

 

1.7 Problem statement 
Stroke is an acute cardiovascular disease. Globally, it is characterized by high 

mortality, high disability, and high morbidity. However,  studies tend to focus on the 

disease itself and the experiences of stroke patients and nurses, while ignoring the 

experience of family caregivers of stroke patients. Focusing on family caregiver 

experiences, guiding and educating caregivers’ work, meeting caregivers’ needs, and 

getting social support and coping skills can help mitigate and address the impact of the 

burden of care, promote the rehabilitation of stroke patients, and reduce mortality. 

Therefore, understanding the processes experienced by family caregivers of stroke 

patients is of vital importance. 

 

1.8 Aim and research questions 
The aim of the study is to describe family caregivers’ experiences for nursing stroke 

survivors.  

- What are the family caregivers’ experiences in caring for stroke survivors? 

 

2. Method 
 

2.1 Design 
This research is a descriptive literature review (Polit & Beck, 2017). 
 

2.2 Search strategy 
We used two databases for literature searches,  Pub Med and CINAHL. When using 

search terms, we used "AND" and "OR" to combine two or three search terms. We 

used “10 years”, “English” and “Full Text” as the restrictions on the results of the 

literature search. In Pub Med, we can search through Mesh. This document is available 

in Pub Med by searching for "Stroke"[Mesh] AND "Caregivers" [Mesh] AND 

"Family" [Mesh]. A combination of search words can be used in CINAHL database: 

Stroke [heading] AND Family caregivers AND Experience OR Feelings. In order to 

ensure that the search results meet our requirements, we conducted a manual search and 
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browsed through the titles and abstracts of the literature. Finally, we selected 17 articles 

that might be helpful in completing our literature review. 

Table1. Outcomes of database searches 

 
2.3 Selection criteria 
 
Exclusion criteria: 1. The literature focusing on the treatment and care of stroke 

patients was excluded. 2.  The Literature not conforming to our definition of family 

caregivers. 3. The literature reviews were excluded. 

Database 

and Date of 

search 

Limits  Search terms Number of 

hits 

Possible 

articles 

(excluding 

doubles)     

Pub Med 

2020-09-18 

10 years, 

English,  

Full Text 

"Caregivers"[Mesh] 19,665  

Pub Med 

2020-09-18 

10 years, 

English,  

Full Text 

"Stroke"[Mesh] 68,058  

Pub Med 

2020-09-18 

10 years, 

English,  

Full Text 

"Stroke"[Mesh] AND 

"Caregivers" [Mesh] 

544  

Pub Med 

2020-09-18 

10 years, 

English,  

Full Text 

"Stroke"[Mesh] AND 

"Caregivers" [Mesh] AND 

"Family" [Mesh] 

116 9 

Cinahl  

2020-09-18 

10 years, 

English,  

Full Text 

Stroke [heading] AND 

Family caregiver 

415  

Cinahl  

2020-09-18 

10 years, 

English,  

Full Text 

Stroke [heading] AND 

Family caregivers AND 

Experience OR Feelings 

126 8 

    Total 17 
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The inclusion criteria for the articles used were that they should be full-text and 

relevant to the purpose of the descriptive study (family caregivers’ experiences for 

nursing stroke patients). And the articles should be qualitative and empirical scientific 

articles. 

The article includes the nursing experiences and life experiences of family caregivers 

of stroke patients. Family caregivers include spouses, siblings, children, and parents of 

the patients.  Nurses provide nursing guidance and health education for family 

caregivers so that they can take good care of their family members who suffer from 

stroke. 

 

2.4 Selection process and outcome of potential articles 
 
We used search terms for selection in both databases. In the screening results, Keke 

skimmed through the titles and abstracts of the articles to have a general understanding 

of the literature and to determine  whether the article met the inclusion criteria we 

proposed. At this stage, Keke selected 17 articles that might be useful. Then, Keke 

shared these documents with Nancy, and together we screened the literature carefully to 

see if they could help us answer the research questions and achieve our goals. In the 

end, we selected 10 scientific articles to help us complete our research. 
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The selection process of articles 
 

 

 

 

 

 

 

 

 

 

 

 

  

Records identified through 
database searching (n =17) 
(Cinah1: 7; Pub Med: 10) 

Records excluded after screening:  
- Exclude literature that requires money 
to view the full text (n=3) 

 Records screened (n =14) 

The selection process of articles 
- Quantitative review articles were 
excluded (n =2) 

Records included after 
abstract screening (n =12) 

Records included after 
full-text screening  

(n =10) 

Records excluded after screening： 
- Articles describing changes in the 
marital status of stroke patients and their 
spouses were excluded (n =2) 
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2.5 Data analysis 
 
Based on the purpose and the research question, the author uses two tables for analysis 

to identify and filter out information in the literature that can be used to answer the 

research question, which is a good choice (Polit & Beck. 2017). The authors carefully 

read the full text of the 10 articles needed for the research and screened the 

information. Table 2 clearly shows the information obtained from the screening of 

these articles, such as the author, publication time, publication country, etc. In the 

results section of the 10 articles, the authors highlighted the parts related to the research 

question in yellow. The markup content was extracted and summarized to help answer 

the research questions. The authors presented their summaries in Table 3 and marked 

each article with lowercase letters like A, B, and C, and cited references to the different 

experiences of family caregivers with uppercase letters like A, B, and C. In order to 

avoid the omission of information, the author chose to classify the cited references. The 

authors show their classifications in Table 5, and the results of the classifications are 

shown in Table 4, with lowercase letters representing cited references and uppercase 

letters representing cited references. The results section of this article has been 

carefully read and processed to clarify the experiences of family caregivers and to 

provide a comprehensive description and categorization. 

 

2.6 Ethical considerations 

Read the selected text objectively and present the results fully with full understanding. 

There is no subjective intention to change anything (Polit & Beck. 2017). After sifting 

through the published literature, Keke downloaded the results and sent them to Nancy, 

who reviewed the literature and reconfirmed that the existing papers met the criteria set 

by the authors. This literature review summarizes the experience of home caregivers for 

stroke survivors. The authors presented the results of the paper in their own words, 

maintaining an objective and neutral attitude without plagiarism. (Polit & Beck, 2017). 

The authors also cite Roy's adaptation model. It was not created by the author and was 

used without violating the main idea of the model. 
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3. Result 
These articles are based on 10 qualitative articles on the experiences of caregivers of 

stroke patients. 

These 10 articles are from six countries: The United States (Lutz, Young, Cox, Martz, 

& Creasy, 2011; Pierce, Thompson, Govoni, & Steiner, 2012), China (Chow, & Tiwari, 

2014; Lu, Mårtensson, Zhao, & Johansson, 2019; Wagachchige Muthucumarana, 

Samarasinghe, & Elgán, 2018;Qiu, Sit, & Koo, 2018), Malawi (Kalavina, Chisati, 

Mlenzana, & Wazakili, 2019), Great Britain(Mei, Lin, Zhang, Yang, Wang, Zhang, & 

Cheung, 2020), Sweden(Sundin, Pusa, Jonsson, Saveman, & Östlund, 2018), Brazil 

(López-Espuela, González-Gil, Amarilla-Donoso, Cordovilla-Guardia, Portilla-Cuenca, 

& Casado-Naranjo, 2018). 

In all selected articles, interviews were recorded and transcribed verbatim (Lutz et al., 

2011; Chow, & Tiwari, 2014; Kalavina et al., 2019; Mei et al., 2020; Sundin et al., 

2018; Lu et al., 2019; Pierce et al., 2012; López-Espuela et al., 2018; Qiu, Sit, & Koo, 

2018; Wagachchige Muthucumarana et al., 2018). 

 

Table 5 Themes and categories  

Themes Categories 

Negative experiences of family 

caregivers of stroke survivors 

Family caregivers develop physical health 

problems 

Family caregivers experience social and 

life difficulties  

Family caregivers are under cultural 

pressure 

Positive experiences of family 

caregivers of stroke survivors 

Acquire knowledge, skills, value, sense of 

achievement, have a positive attitude. 

Get social support, family growth. 

Coping strategies used by family 

caregivers of stroke survivors 

On the material side, survivors receive 

rehabilitation training and receive 

adequate funding and support services 
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3.1 Negative experiences of family caregivers of stroke survivors 

3.1.1 Family caregivers develop physical health problems 

In the process of daily care, family caregivers cannot avoid doing some heavy physical 

work, resulting in some huge physiological burdens, pain and injury. For example, 

family caregivers need to lift and push wheelchairs to escort  stroke patients to another 

place. When assisting in moving or changing the posture of a survivor, all parts of the 

family caregiver's body will be strained and sore. This requires them to have a strong 

physique and high physical fitness. Family caregivers often feel tired and lack rest. Not 

only at work, but also in daily life, there are many trivial things and household chores, 

such as cooking, feeding and cleaning the room that wear them out. (Chow & Tiwari, 

2014) Alertness to accidents, concern for survivors and fear of not being able to do 

things well can lead to poor sleep and rapid weight loss in family caregivers (Lu et al., 

2019). In addition to the need to make the right decisions and face the sudden death of 

patients. It is also important to pay attention to the sleep condition of stroke patients 

every day. In case the patient wakes up in the night and they need help, this can leave 

family caregivers tired and sleepless, even requiring medication support to help them 

sleep. (Pierce et al., 2012) Due to the needs of meeting the survivors’ needs , family 

caregivers should take on a great deal of work and responsibility (Lutz et al., 2011). 

Family caregivers put the patient's needs and health first and self-care last, even to the 

extent of neglecting and sacrificing their own health (Qiu et al., 2018). 

 

3.1.2 Family caregivers experience social and life difficulties  

If stroke patients used to be the main source of family income and now the patients is 

unable to provide income due to stroke, and family caregivers may need to resign to 

take care of the survivors. Thus, the whole family income will decrease. Caregivers not 

only need to pay high medical costs, but also need to buy wheelchairs or other assistive 

equipment for patients, resulting in increasing costs, a shortage of funds and financial 

difficulties. In addition to the economic difficulties of families, the existing services 

provided by society for caregivers and survivors are insufficient to meet their needs. 

On the spiritual level, caregivers use their 

own flexibility, peer support activities, 

religious beliefs and filial piety culture 
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Family caregivers bear the high cost of home visit services and rehabilitation courses, 

and some provisions of services are unreasonable. (Chow & Tiwari, 2014) There are 

few specific training for the nursing of stroke patients. It can be said that the lack of 

nursing knowledge of family caregivers also increases their family care burden 

(Wagachchige Muthukumarana et al., 2018). The basic nursing facilities are 

insufficient, and the space and wards of the rehabilitation center are too poor 

(Kalavina et al., 2019). Caregivers feel that the process of accessing formal services 

(nursing homes or government-funded or community service support) is difficult and 

complex. Often the government support services are limited and of low quality, so 

family caregivers are frustrated that these services do not meet their needs.. Therefore, 

it is hoped that the government can support daily community care services and 

affordable rehabilitation services (Lu et al., 2019). More sadly,  the real social 

environment is not friendly to stroke patients (Chow & Tiwari, 2014). Family 

caregivers expect stroke survivors to have access to the outdoor activities they need for 

a normal life (Chow & Tiwari, 2014). However, caregivers are frustrated by the relative 

lack of accessibility in cities, inconvenient public transport, public unfriendliness 

towards stoke patients, and even rejection or bad treatment by drivers (Chow & Tiwari, 

2014). In fact, since there has been no support and help from family, friends and all 

sectors of society, family caregivers will feel isolated and think that only they can take 

care of the patients themselves, thus increasing the burden (Lu et al., 2019). In addition 

to the economic and social pressure they face, family caregivers’ lives are also deeply 

affected. Family caregivers focus their lives on stroke survivors (López-Espuela et al., 

2018). Often, they choose to be self-reliant, don't want to disturb other people's feelings 

and daily life or waste other people's time and resources (Lu et al., 2019). After a 

patient has had a stroke, caregivers need to sacrifice personal time and energy to take 

care of the stroke survivor (Pierce et al., 2012). They can't freely choose and have the 

life they want, can't do what they like, can't meet friends, can't work, and can't even be 

alone. They lose the fun of life. Elderly caregivers cannot enjoy retired life, while 

young caregivers lose passion and vitality. This kind of life makes caregivers trapped in 

the emotional shackles of envision, anxiety, sadness and depression.(Lu et al., 2019) 

 

3.1.3 Family caregivers are under cultural pressure  

Female family caregivers are under pressure from traditional culture and are criticized 

if they fail to perform well. Women need to abide by the "three obedience and four 
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virtues" and comply with duties required caring for family members. One female home 

caregiver shared her experience of feeling guilty for not being able to provide good 

care. Her brother blamed her for her mother’s fall, and no one understood her. (Chow 

& Tiwari, 2014) Male family caregivers also feel the pressure of cultural expectations. 

They are the head of the household and are expected to act positively and strongly. As 

the saying goes, " men don't cry", they are afraid of being found crying, so they bear 

the pain alone. Male family caregivers were either horrified to be informed that a 

family member had suffered a stroke, or felt they had to be strong and optimistic in a 

difficult situation, thereby unable to share or vent their grief. (Chow & Tiwari, 2014) It 

is the duty and responsibility of children to take care of their parents (Chow & Tiwari, 

2014). It is their genuine duty to care for survivors. And the motivation for care is 

varied; they are motivated by love of family, moral obligation or social pressure 

(Lopez-Espuela et al., 2018). Family caregivers have a lot of responsibility, not only to 

be fully responsible for the survivors' daily life, but also to strike a balance between life 

and work. Spouse caregivers, in particular, find it difficult to handle the increasing 

daily tasks. At the same time, reducing the time spent caring for parents and children 

brings guilt to spousal caregivers. (Lu et al., 2019) 

 

3.2 Positive experiences of family caregivers of stroke survivors 

3.2.1 Acquire knowledge, skills, value, sense of achievement, and have a positive 

attitude. 

Family caregivers also have many positive experiences, such as learning to care for 

stroke survivors, and gaining knowledge about stroke and health and many nursing 

skills. Some home caregivers say the experience of caring for stroke survivors has 

made them cautious and capable to cope with stress and problems. Some family 

caregivers take a positive attitude, volunteering to care for a family member who has 

had a stroke. They cherish the people they love and the things they have. (Mei et al., 

2020) Family caregivers want to stay healthy, to develop good habits, and to help 

stroke survivors overcome some bad habits. Moreover, some family caregivers 

appreciate the opportunity to care for their loved ones. Family caregivers find their own 

value while taking care of their families. (Mei et al., 2020) Some family caregivers 

even stress that taking care of their families brings them a sense of accomplishment 

(Mei et al., 2020). Family caregivers believe that the memory of caring for a family 

member can help them overcome obstacles in future situations. Memory is a hidden 
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treasure. They discussed how to adjust and adapt to new situations when the previous 

strategies no longer work. It is also discussed that old dreams may not come true, but 

can be transformed into new dreams. (Sundin et al., 2018) With a passion for the future 

in mind, they discussed how to adjust and innovate, such as adjusting when strategies 

fail,trying to adapt to new situations, and giving up old dreams that won't come true 

and achieving new ones (Sundin et al., 2018). 

 

3.2.2 Get social support, family growth. 

Family caregivers say that caring for survivors has helped families grow and made their 

relationships with survivors better. Family members, especially children, become more 

reliable, and they care for survivors and learn how to provide care for survivors. 

Family caregivers believe that they have inherited good traditions, especially traditional 

Chinese virtues such as caring for the elderly and respecting relatives. They feel that it 

can make a contrition to both their family and the society which supports their actions.. 

Caregivers believe they are setting a positive example for the next generation and 

promoting filial piety. And they feel it is their duty to take care of their families and do 

not want to burden the country. (Mei et al., 2020) 

 

3.3 Coping strategies for family caregivers of stroke survivors 

3.3.1On the material level, the survivors were given rehabilitation training and 

were provided with sufficient funds and support services 

Despite the pain and distress caused by a family member's stroke, family caregivers 

have adopted positive coping strategies. Family caregivers support survivors with 

tailored rehabilitation training which can improve or maintain the health of stroke 

survivors. They believe that rehabilitation training is important and that they can be 

given a short break from their care responsibilities, after which they can return to 

difficult care tasks, rather than choosing to place the frail elderly person in a institution. 

(Chow & Tiwari, 2014) Family members make an effort to provide support to 

survivors, and help stroke patients recover (Sundin et al., 2018). Caregivers with 

adequate funds or help from others are less overworked than those who are alone. 

Tailor-made support services for caregivers include rehabilitation services, day respite 

services for meals, transportation or field trips, and the installation of equipment to help 

stroke survivors return home safely. (Chow & Tiwari, 2014) 
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3.3.2 On the spiritual level, through the flexibility of caregivers, peer support 

activities, religious beliefs, and filial piety culture 

The emotional responses of family caregivers reflect their resilience and lifestyle.  

Personal responses of caregivers are related to family support or support services. Help 

from family members, a sense of control over life, strong family relationships, and a 

calm and collected approach to dealing with situations  enhance the resilience of family 

caregivers and enable them to cope effectively even under stressful conditions. 

Therefore, during the nursing process, they could develop efficient strategies to actively 

cope with stress and turn it into motivation. (Chow & Tiwari, 2014) 

 Caregivers who face challenges in caring for patients with cognitive impairments say 

that caring for a stroke patient requires perseverance (Kalavina et al., 2019).  Family 

caregivers are supported by family members who help them with care-giving, 

accompany them to medical appointments, help them with daily activities, and help 

them with household chores and provide transportation. Family caregivers also receive 

emotional support from family members, such as comfort and emotional counseling 

provided by family members as confidants. In family relationships, caring is a duty and 

obligation, usually undertaken by female caregivers. Confucian filial piety inspires  

caregivers to respond positively to the challenges and competitive demands of caring in 

life, but shame, regret, and avoidance may also occur. Caring for each other is love, and 

the caregiver receives care and love from the survivor and reciprocates with  his or her 

own care and love.  Family members express love through practical care and support 

during difficult times. (Qiu et al., 2018) 

Getting support from other family caregivers reduces caregivers' feelings of isolation.  

Peer groups can be developed through skills classes, social activities, volunteer groups, 

and networking activities. Caregivers are eager to engage in activities to meet their 

diverse or specific educational needs, to meet peers, to share life experiences and to 

release stress. They can get emotional support and practical advice from their peers. 

Caregivers who feel helpless in the face of difficulties invoke some illusory power to 

cope with and ease the emotional burden. For example, Chinese caregivers believe in 

fatalism, and they believe that it is fate that makes you take care of them, so they are 

willing to face heavy burdens and harsh conditions. (Qiu et al., 2018) Family caregivers 

believe that their social network can help manage their lives and future, make difficult 

days easier, listen to their voices, and give them hope for the future and strength to 

keep going (Sundin et al., 2018). 
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4. Discussion 
4.1 Main result 

This paper summarizes the life experience of family caregivers of stroke survivors, and 

divides it into three themes: negative experiences of family caregivers of stroke 

survivors; positive experiences of family caregivers of stroke survivors; coping 

strategies of family caregivers of stroke survivors. The impact of stroke on the family is 

huge. When they become family caregivers, there will be some changes in the aspects 

of physiology, psychology and social life. Through the analysis of the results, the 

author found that family caregivers have positive and negative care experiences. At the 

same time, family caregivers are seriously influenced by cultural pressure. In the 

process of care, there will be many negative emotions. Family caregivers are also 

taking measures to adapt to the new life and try their best to turn a negative attitude into 

a positive one. They have all kinds of support in this process. In the constantly 

changing adversity, family caregivers keep growing,  learn new knowledge and skills, 

and get their own value and sense of achievement. No matter how difficult it may be, 

they face the future with hope, believing the dawn is close at hand. 

 

4.2 Results Discussion  

Family caregivers bear a huge physiological burden. In this review, the results show 

that it is necessary to do some heavy physical work to help stroke survivors, and the 

damage to the body of caregivers is cumulative (Chow & Tiwari, 2014). Under the dual 

pressure of work and life, caregivers feel more tired, have less rest time, and have 

poorer sleep (Chow & Tiwari, 2014； Lu et al., 2019；Pierce et al., 2012). Even 

knowing that self-health level is declining, family caregivers still choose to sacrifice 

themselves to meet the needs of survivors (Lutz et al., 2011；Qiu et al., 2018). This 

finding is similar to a previous review. It is mentioned in the article that the family 

caregivers of stroke survivors bear the burden of decreased physical health, physical 

fatigue, and overwhelming physical stress (Camak, 2015). In Roy's adaptation model, 

stimuli activate defense mechanisms and lead to the generation of behaviors. Internal or 

external behaviors are generated in specific situations, and reflect the degree of 
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individual's adaptation to stimulation and the ability to cope with the changing 

environment. Behavior can be effective or ineffective. Effective behaviors help to 

achieve adaptation and promote human integrity. (Jennings, 2017) When family 

caregivers suffer physical injuries, these injuries may cause irritation to them. In view 

of these stimuli, the authors believe that registered nurses can share relevant knowledge 

and experience, make family caregivers realize the importance of maintaining physical 

health, guide them to use effective methods to avoid physical injury, develop regular 

rest, moderate exercise, work-off combination and other good living habits, as well as 

appropriate diet. It is important to prevent the virus circulation and turn it into a 

positive force to improve physical fitness. For nursing students, stroke and health-

related knowledge can be reasonably applied in clinical practice. 

 

The social life of family carers is changing dramatically. In this review, the results 

show that traditional culture puts pressure on life, and the decrease of income and the 

increase of expenditure lead to economic difficulties, the lack of services, policies and 

facilities for social caregivers, the unfriendly social environment for them, the isolated 

society, and the loss of fun in life (Chow & Tiwari, 2014; Lu et al., 2019 ; Pierce et al., 

2012; Qiu et al., 2018). This finding is similar to a previous review.It is mentioned in 

this paper that taking care of stroke survivors at home is stressful, with heavy financial 

burden, psychological problems, loss of social interaction and social support (Camak, 

2015). However, the report of Camak (2015) also stated that caregivers need to obtain 

extensive information and educational guidance from medical staff on drug 

management, physical care, diet, and transfer safety. However, caregivers often lack 

communication with medical staff (Camak, 2015). Care stress may cause poor 

cognitive function and memory loss (Camak, 2015). In Roy's model of adaptation, 

based on interdependent patterns, accepting others is the core, and social integration is 

important for adaptation to meet needs in feelings and development of individuals 

(Jennings, 2017). Good social relations and effective social assistance can help family 

caregivers reduce the burden and better adapt to a series of challenges brought by 

stroke. The authors believe that registered nurses should communicate effectively with 

family caregivers, understand family needs and help them obtain social support. The 

authors believe that it is necessary to help family caregivers change their isolated and 

unreasonable ideas and encourage them to play a guiding role in interacting with people 

from all walks of life, actively participating in society and promoting social integration. 
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There is an ongoing focus on social support to help with nursing interventions. As 

nursing students, they should understand the information of social support 

organizations and the process of obtaining social assistance, so as to help those in need 

in clinical work. 

 

 

Family caregivers face significant physical and life challenges in caring for stroke 

survivors. When stroke survivors and their family caregivers learn that a survivor has 

had a stroke, they need to adapt by maintaining a positive attitude and seeking 

appropriate treatment options. In contrast, some stroke survivors or family caregivers 

may resort to negative and ineffective treatment, and they are unable to cope with 

stress, feel tired and hopeless, and suffer from emotional distress, which can seriously 

affect their quality of life. The results of this study suggest that family caregivers 

should actively respond to their family members’ strokes and improve their lives by 

arranging rehabilitation training, using money to seek help, and seeking support 

services. Concurrently, they should increase their resilience. More precisely, they can 

increase their knowledge and skills through learning, seek advice and support from 

peers and family members, and gain strength through religious beliefs and or a culture 

of filial piety. (Mei et al., 2020) This finding is similar to that of Gholamzadeh, Tengku 

Aizan, Sharif, Hamidon and Rahimah (2015). Gholamzadeh et al. (2015) mentioned 

that family caregivers adopted religious beliefs as coping methods by seeking positive 

meanings of events, emotional and social support, self-control, and emotional 

expression. The environment is described as a kind of stimulus, and responding to the 

stimulus contributes to adaptation (Jennings, 2017). Roy's model of adaptation also 

mentions that adaptation is a positive response to environmental changes, and people 

can improve their adaptability through training (Phillips & Harris, 2014). Some family 

caregivers adopt the right and appropriate coping strategies, so that they can grow in 

care, increase their own flexibility, and improve their family relationships. After the 

stroke survivors return home, some family caregivers are unable to adapt to life, fail to 

seek help and support in difficult care tasks, and are overwhelmed with the burden , and 

finally choose to give up (Chow & Tiwari, 2014). Therefore, the registered nurses need 

to assess the caregivers’ burden, step in to assist the caregivers, and help them to find 

appropriate coping strategies. Students majoring in nursing can encourage and support 
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family caregivers, strengthen the communication between family caregivers and nurses, 

listen to their ideas patiently, and help them find appropriate coping strategies. 

 

4.3 Method discussion 

Polit & Beck (2017) revealed that a literature review is the evaluation and summary of 

previous studies. The authors searched the CINAHL and Pub Med databases to select 

the articles they wanted. This retrieval method is very convenient, accurate and reliable. 

In order to search enough articles related to this theme, the authors chose "stroke, 

caregivers, family" as the search terms in CINAHL and Pub Med, and formulated clear 

selection criteria to help us quickly and accurately select articles that fit the topic (Polit 

& Beck, 2017). One of the most important aspects of our inclusion criteria was the 

selection of qualitative articles, which could help us better understand the feelings of 

family caregivers of stroke survivors. Another inclusion criterion is to select articles 

published between 2010 and 2020 to ensure that authors have access to updated results. 

However, when the authors read English literature, they met some sentences that are 

difficult to understand. For the purpose of dealing with the reading difficulty, the 

authors first tried to understand and discussed these sentences, and then found some 

relevant information to help reading and understanding. Sometimes, they choose 

translation software to help them to roughly translate the paper. After two discussions 

on the literature, the author communicated with their teacher for help. The authors 

finally selected 10 articles through screening. The authors used a matrix to conclude the 

paper, and they integrated the information from the research literature and classified the 

different topics according to their own understanding of the paper. They used different 

tables to categorize and summarize the different contents of the research literature. 

However, the authors encountered difficulties in integrating the information in the 

article. Due to the complexity of the content, the authors experienced difficulty in 

classifying some of the main points. Therefore, the authors read and examined the 

article many times, discussed and finally classified it. The authors respect the opinions 

of the original authors, and analyze and use these studies objectively. 

 

4.4 Clinical Implications 

This study is of great significance to clinical practice, especially for China. Due to the 

lack of formal community care services, family caregivers must take on their 

responsibilities. The results of this study may help healthcare professionals understand 
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the personalized needs of Chinese caregivers in order to provide appropriate coping 

strategies. Through reviewing these literature, the authors found that family caregivers 

of stroke survivors have many negative experiences, and often need the help of others 

at this time. The registered nurses not only have the responsibility to provide care in the 

hospital, but they should also  act as the mentor, effectively communicating with family 

caregivers, getting some information about their needs, and then putting forward coping 

strategies through nursing experience. Nurses can guide them to take care of survivors 

more reasonably, and popularize disease-related knowledge and health education. In 

addition, nurses advise family caregivers to  seek help from other family members and 

friends around them, or apply for social service support. The most important thing is to 

maintain a positive attitude towards the current life, such as having a proper diet, 

exercising, getting enough sleep, finding interesting things to do in life, etc. However, 

it is still a great challenge for nurses in China. In China, nurses pay more attention to 

the nursing work of patients in hospitals, and tend to ignore the physical and mental 

health of family caregivers, because nurses think it is not their responsibility. 

Therefore, we should not only pay attention to the awareness of family caregivers, but 

also raise the importance of family caregivers among medical workers, at the same 

time, the support of families and the community is also essential.  

 

4.5 Suggestions for future research 

This paper is a summary of previous studies. The research scope is relatively limited, 

and  the data in this paper is not the first-hand data. The authors believes that in the 

future, more comprehensive and systematic interviews can be conducted on the 

experiences of family caregivers of stroke survivors. Future research can provide more 

insight into the thoughts and needs of family caregivers. It is hoped that the experiences 

of family caregivers can be studied from a wider perspective so that the physical and 

mental health of family caregivers can be improved and they can be supported by all 

sectors of society. 

 

4.6 Conclusion 

Through the comparison of 10 articles, this paper analyzes the experiences of family 

caregivers of stroke survivors, which provides an important basis for humanistic care 

and burden reduction. Family caregivers bear excessive burden and stress, their 

physical and mental health level drops sharply, they are unable to deal with the 
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relationship between life and work, they lack peer and social support, they are confused 

about the future development, and they are under the pressure of traditional culture. In 

response to stimuli, family caregivers will make some positive or negative behavioral 

reactions. Through the analysis, we need to understand the source of negative 

experiences and solve various problems. To help family caregivers reduce the burden, 

we need to encourage them to be positive, so that the stroke survivors and their families 

could live a healthy and happy life. This requires not only the firm belief and 

determination of family caregivers to overcome difficulties, but also the company and 

support of other family members, peers, medical workers and all sectors of society. The 

easiest way is to seek help from family members and peers, which helps to reduce the 

economic and psychological burden. Medical workers can provide professional help to 

treat the health problems of stroke survivors and caregivers. All sectors of society can 

help to access social resources, so that family caregivers can solve complicated 

problems through the application of social resources. 
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Table 2 Authors, title, design, participants, data collection methods and data analysis methods  
Author(s) 

year/country of 

publication  

Study 

code 

Title  Design 

(possibly 

approach) 

Participants  Data collection 

method(s) 

Data analysis 

method(s) 

Chow, C. 

Tiwari, A. 

 

Year of 

 publication: 2014 

 

Country: Hong 

Kong, China 

a Experiences of 

family caregivers 

of 

community-

dwelling stroke 

survivors and 

risk of elder 

abuse: a 

qualitative study 

A qualitative 

approach. 

Number: 29 

Age: 42-87 

Gender: 21 female, 8 male.  

Relationship:  

Children and spouses of stroke 

survivors 

Inclusion criteria: 

(1)Family caregivers who 

participated in three stroke 

rehabilitation programs at the local 

community center. 

 

Interview structure:  

Semi-structured 

interviews and focus 

group interviews 

 

Interview time:  

each interview lasted 

60 to 90 minutes 

Qualitative 

analysis 

Kalavina, R. 

Chisati, E. 

Mlenzana, N. 

Wazakili, M. 

   b The challenges 

and experiences 

of stroke patients 

and  

A qualitative 

approach.  

Number: 18  

Age: unknown 

Gender: 9 male, 9 female 

Relationship: Stroke survivors and 

Interview structure: 

Semi-structured in-

depth interviews and 

focus group 

Manually 

analyze data 

using topic 

content, that 
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Year of 

publication: 2019 

 

Country: Malawi 

 

their spouses in 

Blantyre, Malawi 

their spouses 

Inclusion criteria:  

(1)Based on marriage (only married 

couples who were living together at 

the time the stroke occurred were 

recruited) 

(2)Stage of illness (only sub-acute 

and chronic stages were enrolled) 

(3)Setting (enrolled both rural and 

urban dwellers)  

(4)Social economic status (both 

paying and non-paying) 

(5)Severity of disability due to 

stroke (inpatient and outpatients) 

 

discussions  

 

Interview time:  

In-depth interviews 

averaged 30 to 45 

minutes, and group 

discussions averaged 

an hour and a half 

is, 

systematically 

analyze and 

extract 

meaning from 

data by 

specifying 

code, topic, or 

schema 

Lopez-Espuela,F. 

Gonzalez-Gil,T. 

Amarilla-

Donoso,J. 

Cordovilla-

c Critical points in 

the experience of 

spouse caregivers 

of patients who 

have suffered 

A qualitative 

approach. 

Number: 18 

Age:average age of 55 years 

Gender: 13female, 5male.  

Relationship: spouse 

Inclusion criteria:  

Interview structure:  

Individual, semi-

structured, in-depth 

interviews 

 

Thematic 

content 

analysis 
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Guardia, S. 

Portilla-Cuenca, J. 

C. 

Casado-Naranjo, 

I. 

 

Year of 

publication: 2018 

Country: Brazil 

 

 

from a stroke. A 

phenomenological 

interpretive study. 

(1)Spouses of stroke patients and 

surviving spouses 

(2)Spouse who has been a primary 

caregiver for more than 6 months 

after discharge 

(3)Spouses of caregivers who 

voluntarily agreed to participate in 

the study 

Interview time:  

unknown 

 

Lu, Q. 

Mårtensson, J. 

Zhao, Y. 

Johansson, L.  

 

Year of 

publication: 2019 

Country: China 

 

d Living on the 

edge: Family 

caregivers' 

experiences of 

caring for post-

stroke family 

members in 

China: A 

qualitative study. 

A qualitative 

approach. 

Number: 26 

Age: 44-82 

Gender: 20 female, 6 male.  

Relationship: Family  

caregivers 

Inclusion criteria:  

(1) The caregiver is 18 years old or 

older 

Interview structure: 

semi-structured 

interview   

Interview time:  

Median interview 

times were 50 (range 

28–136) minutes. 

Thematic 

analysis 

 



 

 
 

28 

 

 

 

(2 Caregivers can understand and 

speak Mandarin, 

(3)Caregivers have blood 

relationship or marriage relationship 

with stroke patients, and are mainly 

responsible for care 

(4)Carers take care of stroke patients 

free of charge 

 

Lutz, B. J. 

Young, M. E. 

Cox, K. J. 

Martz, C. 

Creasy, K. R.  

 

Year of  

publication: 2011 

 

Country: The 

United States 

e The Crisis of 

Stroke: 

Experiences of 

Patients and Their 

Family 

Caregivers 

A qualitative 

approach. 

Number: 38 

Age: unknown 

Gender: stroke patient 11 male, 8 

female, others unknown 

Relationship: Stroke patients and 

their family caregivers 

Inclusion criteria:  

(1) The subjects were patients who 

experiencing their first stroke and 

their family caregivers  

 

Interview structure:   

unknown 

 

Interview time:  

unknown 

 

Dimensional 

and 

comparative 

analysis 
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Mei, Y. X. 

 Lin, B.  

Zhang, W. 

Yang, D. B. 

Wang, S. S. 

Zhang, Z. X. 

Cheung, D. 

 

Year of 

publication: 2020 

 

Country: Britain 

 

f Benefits finding 

among Chinese 

family caregivers 

of stroke 

survivors: a 

qualitative 

descriptive study 

A qualitative 

descriptive 

design 

Number: 20 

Age: unknown 

Gender: unknown 

Relationship: Family caregiver 

Inclusion criteria:  

(1) was a primary family caregiver 

(non-professional and unpaid) for a 

stroke survivor aged 18 or older 

who had a formal diagnosis of 

cerebrovascular disease and had a 

functional disability (Bethel Index 

<100) 

(2) provided care for at least 4hours 

each day in the most recent 4weeks 

and 

(3) Was able to communicate in 

Mandarin and willing to take part in 

the interviews. 

Interview structure:   

Semi-structured 

interviews 

 

Interview time:  

unknown 

 

unknown 
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Pierce, L. L. 

Thompson, T. L. 

Govoni, A. L. 

Steiner, V. 

 

Year of 

publication: 2012 

Country:      the 

United States 

 

 

 

 

g Caregivers' 

incongruence: 

emotional strain 

in caring for 

persons with 

stroke. 

A qualitative 

approach. 

Number: 73 

Age: unknown 

Gender: unknown 

Relationship: Family caregivers 

Inclusion criteria: 

(1) After the stroke patients go 

home, family caregivers take care of 

them at home 

(2) Caregivers mainly take care of 

stroke patients 

(3) Caregivers can read, write and 

understand English 

(4) Caregivers are not good at using 

the Internet 

Interview structure: 

telephone interview 

 

Interview time: 

unknown 

Secondary 

data analysis 

guided by 

Friedemann’s 

framework. 

Rigorous 

content 

analysis was 

applied to 

these data.  

 

Qiu, X. 

Sit, J. 

Koo, F. K.  

 

Year of 

publication: 2018 

h The influence of 

Chinese culture 

on family 

caregivers of 

stroke survivors: 

A qualitative 

An 

descriptive 

design/ 

A qualitative 

approach. 

Number: 25 

Age: 66 years old (range 45–82 

years) 

Gender: unknown 

Relationship: Family caregivers 

Inclusion criteria: 

Interview structure: 

In-depth, semi 

structured interviews 

 

Interview time:  

unknown 

Content 

analysis 
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Country:China 

 

 

 

 

 

study. (1)Caregivers take care of patients 

with ischemic disease or 

hemorrhagic stroke after discharge 

(< 1 year) 

(2) Caregivers take care of patients 

with functional disability after 

stroke and support their activities of 

daily living 

(3) Main family caregivers, 

providing maximum daily nursing 

time and performing main nursing 

tasks 

(4)Family relations with stroke 

patients 

Sundin, K. 

Pusa, S. 

Jonsson, C. 

Saveman, B. I. 

Östlund, U. 

 

i Envisioning the 

future as 

expressed within 

family health 

conversations by 

families of 

A qualitative 

approach. 

Number: 17 

Age: 58 (49–64) 

Gender: 10 male , 7 female  

Relationship: Stroke survivors and 

family caregivers 

Inclusion criteria: 

Interview structure:   

unknown 

 

Interview time: 

unknown 

 

Inductive 

qualitative 

content 

analysis 
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Year of 

publication: 2018 

 

Country: Sweden 
 

 

persons suffering 

from stroke 

(1) Recruit at a rehabilitation center 

(2) Stroke survivors under the age of 

65 

Exclusion criteria:  

did not speak and read Swedish 

 

Wagachchige 

Muthucumarana, 

M. 

Samarasinghe, K. 

Elgán, C.  

 

Year of 

publication: 2018 

Country:      Sri 

Lanka 

 

j Caring for stroke 

survivors: 

experiences of 

family caregivers 

in Sri Lanka - a 

qualitative study. 

A qualitative 

approach. 

Number: 10 

Age: 33-69 

Gender: 8female, 2male 

Relationship: Family caregivers 

Inclusion criteria: 

(1) Informal caregivers (spouse, 

blood relatives and in laws) aged 18 

and above 

(2) Family caregivers spend most of 

their time caring for stroke patients 

with hemiplegia 

 

Interview structure:  

in-depth interviews 

 

Interview time: 

unknown 

Conventional 

content 

analysis. 
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Table 3 Aims and results of selected articles 

Authors  Study 

code 

Aim  Results  

Chow, C. 

 Tiwari, A. 

a To explore the 

following 

questions. First, 

what are the 

experiences of 

family 

caregivers in 

caring for 

community-

dwelling stroke 

survivors? 

Second, what 

services helps 

or do not help 

the caregivers 

in managing 

A. Factors contributing to caregiver stress 

1.Adverse impact on physical health 

Heavy physical labor, chronic pain, and tiredness and exhaustion. 

2.Adverse impact on psychological health 

Anxiety, loneliness, depression, social isolation, feelings of helplessness and psychological stress 

3.Financial hardship 

Households spend more and earn less 

4.Pressure created by cultural expectation 

Responses to cultural expectations and experiences cultural pressure 

5.Environment is not friendly to the disabled 

Difficulty in dealing with adverse circumstances in the environment and in maintaining a normal 

life 

B. Factors that have a buffering effect on caregiver stress 

1.Tailor-made programmes 

Survivor rehabilitation exercise is important because it gives caregivers the opportunity to rest so 

that they can resume their care tasks without having to send a frail elderly person to an institution. 
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their care-

giving role? 

And rehabilitation training tailored to the needs of the survivors can improve or maintain the 

health of stroke survivors. Targeted support is provided in the form of rehabilitation services, 

catering services, transport or outings, day care respite services, and home equipment to help 

stroke survivors move around safely. 

2.Peer support 

Get support from other family caregivers 

3.Resilience 

Personal coping strategy of caregivers, turning stress into motivation 

C. Unmet needs identified from caregivers’ experiences 

1.Need to improve on existing services 

The services are expensive  

2.Need to provide education and training on how to care for the patient (especially in the 

beginning) 

The training places are far away 

3.Need to have an environment that is friendly to the disabled  

Hopefully policy makers and public transport will create a disability-friendly environment. 

Transport facilities are relatively inadequate. 

4.Need to improve on the general public’ s attitudes toward the disabled 

Stroke survivors are rejected or treated badly by drivers or other citizens, and they get little help. 
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Kalavina, R. 

Chisati,E. 

Mlenzana, 

N. 

Wazakili, 

M. 

b To explore the 

challenges and 

experiences of 

stroke patients 

and their 

spouses during 

and after 

rehabilitation at 

the 

Rehabilitation 

Centre in 

Blantyre, 

Malawi. 

A. Spouses’ experiences of caring for a disability due to stroke 

1.Challenges of care-giving 

The demand for care is tremendous, especially for patients who need self-care, or have language 

problems and incontinence. Caring for survivors affects caregivers' daily lives. 

2.Dealing with cognitive problems and anger 

Caring for people with cognitive disabilities, such as confusion, emotional tendencies, and anger, 

can be challenging, and caregivers need stamina. Survivors' anger is seen as excessive anddifficult 

to control. 

B. Experiences of participants with rehabilitation 

At the Rehabilitation Centre there is insufficient space, poor wards and treatment rooms, and 

inadequate toilets and bathrooms. 

López-

Espuela,F. 

González-

Gil,T. 

Amarilla-

Donoso,J. 

c To explore and 

document the 

experiences and 

values of 

spouse 

caregivers of 

stroke 

A: Nurses only pay attention to the life of patients. Giving up a normal life is a life without 

dignity. Caring for stroke survivors is central to their lives. 

B: Caregivers may have different motivations, which come from love for others, moral obligation 

and social pressure. But they all think it's their duty to take care of them. 

C: Caregivers worry that future care will not be available. 

D: Husband and wife must reestablish a new role relationship. They need to rebuild the couple's 

life, deepen mutual understanding and develop emotional communication. 
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Cordovilla-

Guardia, S. 

Portilla-

Cuenca, J. 

C. 

Casado-

Naranjo, I.  

survivors. To 

gain more in-

depth 

knowledge of 

how the act of 

caring and the 

adaption 

process affects 

the caregiving. 

E: Family caregivers lose their independence, expectation and motivation for the future. They feel 

lonely and lost, because their lives are limited, and they are unable to enjoy a rich life and share 

the burden with patients or other people. 

 

 

Lu, Q. 

Mårtensson, 

J. 

Zhao,Y. 

Johansson,L

. 

 

d To explore the 

experiences of 

family 

caregivers 

through caring 

for stroke 

patients in 

China. 

A. Full responsibility: 

Stroke and its consequences have a huge impact on the whole family. Family nurses are 

responsible for the daily life management and work of stroke patients. Spouse caregivers are faced 

with new tasks. Besides daily life, caregivers feel guilty about not taking care of other family 

members. This can affect the lives of parents and children and make caregivers feel overwhelmed 

by responsibility in all aspects. 

B: Alone 

1. Lack of family, friends and social support, family caregivers feel isolated. There's no one to 

help care for stroke patients, and it's hard for others to understand them. 

2. Some family caregivers are fully supported and helped by a wider range of family members, 

friends, health care professionals, society and other caregivers. 
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C: Nursing training 

1. Family caregivers bear a great physiological burden in the process of care.  Assisting and 

moving a stroke patient can cause pain in body parts. 

2. Nursing and worrying about sudden death of patients, resulting in rapid weight loss and poor 

sleep quality. 

3. Family caregivers have great psychological burden and emotional pressure in caring. Their 

emotional states become volatile and sensitive, and they become more prone to anger or sadness. 

Facing the new situation and lack of enough knowledge of patients with death threats lead to 

mental distress. 

D: Become a prisoner of life 

Family caregivers are not free to choose the life they want, in other word, they lose the fun of life. 

They have to look after survivors all the time. They are trapped inthe emotional bondage of 

evision, anxiety, sadness and depression. Elderly nurses can't enjoy retirement, while young 

nurses lose passion and vitality. 

E: Uncertainty about the future 

People who are uncertain about the future tend to have a negative view of the future, not knowing 

when and whether stroke survivors will recover, and how long the care and support will last. 

Lutz, B. J. 

Young, M. 

E. 

e To explore the 

needs of stroke 

patients and 

A．Discharge home was typically a highly anticipated event for stroke survivors and 

caregivers. 



 

 
 

38 

Cox, K. J. 

Martz, C. 

Creasy, K. 

R.  

their family 

caregiversalong 

the continuum 

from acute care 

to inpatient 

rehabilitation 

and back home. 

1. Caregivers are waking up to the difficulty of the task. They have to provide care around the 

clock. 

2. Caregivers not only provide routine care for stroke survivors, but must also take over work that 

the stroke survivor completed before the stroke. 

3. Survivors wake up at night to seek help, or try to get up without help, and caregivers worry 

about safety, often leading to insomnia and exhaustion. 

4. Financial difficulties add to the growing burden. Loss of income and depletion of savings are 

worrying. 

5. Caregivers find themselves taking on more and more responsibilities and paying less and less 

attention to their own health. They feel overwhelmed, abandoned and isolated. 

Mei, Y. X. 

Lin, B. 

Zhang, W. 

Yang, D. B. 

Wang, S. S. 

Zhang, Z. X. 

Cheung, D. 

 

f To explore the 

benefits 

experienced by 

family 

caregivers of 

stroke survivors 

in Chinese 

community 

dwellings 

A. Increases in knowledge and skills  

Family caregivers have gained knowledge about stroke disease and health, as well as many skills 

in caring for stroke survivors. 

B. Coping with stress much more easily 

Some family caregivers said they found it easier to cope with the stress and problems of caring for 

loved ones after providing services. 

C. Being more careful and cautious 

Some participants revealed that caring for stroke survivors made them do things more carefully. 

D. Development of positive attitudes 
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1. Family caregivers accept the fact that their family members are ill and that caring for them is a 

normal part of life. 

2. Some family caregivers begin to value the people they love and the things they have. 

3. Some caregivers expressed their gratitude that they still had the opportunity to care for their 

loved ones. 

E. Development of a sense of worthiness and achievements 

1. Some caregivers point out that they find value in themselves and that they can also take care of 

their families. 

2. Some participants said that caring for others gave them a sense of accomplishment. 

F. Family growth 

1. Some caregivers say their relationships with their family members are better because of their 

concern. 

2. Some caregivers say their family members have become more sensible and responsible. 

G. Gains in social support 

Some caregivers say they have made new friends and received a lot of support. 

H. Social benefits 

1. Some caregivers believe they carry on good traditions, such as supporting the elderly and 

respecting relatives. 

2. It's not just about their families, it's about what they contribute to society, and society will 

support them. 
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I. Taking up a healthy lifestyle 

Most caregivers want to stay healthy, and they develop good habits and help stroke survivors kick 

some bad habits. 

Pierce, L. L. 

Thompson, 

T. L. 

Govoni, A. 

L. 

Steiner, V. 

g To explore the 

emotional 

tension or 

discordance of 

caregivers, and 

to provide 

guidance for 

supportive 

sexual 

interaction 

A: Worry 

1. Family caregivers are concerned about the health status of themselves and stroke patients. No 

one will take care of them if they are not in good health. They are worried about the deterioration 

of the patient's condition, uncontrollable symptoms, not knowing how long to recover, loss of self-

care ability, etc 

2. Worry that this kind of mood is considered valuable and helps to grow up and return to normal. 

This kind of worry makes their life more ritualized and attaches importance to their relationship in 

life. 

B: Physical and mental exhaustion 

1. It is exhausting to make good decisions and face the death of relatives. Caregivers are often 

tired in life and work. Unable to sleep at ease, usually by taking antidepressants or sleeping pills 

to help sleep. 

2. Emotional fatigue, worry about everything. Worrying about the past, the present and the future 

is a painful process. 

C: Loss of self 
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Compared with "pre stroke" life, the experience of family caregivers becomes very different. The 

time of the caregiver is controlled by the patient. In addition to supporting and finding time for 

themselves, nurses also need to acquire some nursing experience. 

Qiu, X. 

Sit, J. W. H. 

Koo, F. K.   

 

h To explore and 

describe the 

experience of 

stroke care 

under the 

influence of 

Chinese culture 

A: Focus on role cognition 

1.Caring is a naturally occurring concept, which is correct, appropriate, valuable and deeply 

rooted in Chinese culture. 

2.Caring is a kind of responsibility and obligation in the family relationship. Female caregivers are 

usually responsible for caring in the marriage relationship. Under the influence of Chinese family 

culture, caregivers actively respond to the challenges and competitive needs in the process of 

caring. 

3. Mutual care is the embodiment of love, which is to thank the caregivers for the care they 

received from other caregivers, and give them corresponding love and compensation. Tangible 

care and support is a way for family members to express their love for each other. 

B: Coping strategies 

1. Family resources: caregivers use the support of family members to provide care directly or 

indirectly to help solve other problems. At the same time, close friends are also included in family 

members, which not only provide tangible support to the whole family, but also provide intangible 

emotional support 

2. Personal resources: caregivers gain the strength to deal with difficulties through religious belief, 

and face difficulties and helplessness by praying for unrealistic strength to cope with and reduce 



 

 
 

42 

emotional burden. Chinese caregivers believe that fate makes you care about patients, so they 

naturally bear heavy burden and severe conditions. 

C: Sacrifice yourself 

1. Caregivers sacrifice time and energy. Although they have family resources, caregivers are not 

willing to bring trouble to others and do not want to disturb their time, resources and daily life. 

2. Caregivers prefer informal care (family assistance) to formal services (nursing home or 

government funding or community service support). Obstacles and requirements for access to 

support services have not been resolved. Due to the complexity of bureaucracy and procedures, 

caregivers are reluctant to seek limited government funding and are disappointed. 

3. In the process of nursing, patients are put in the first place, the caregivers sacrifice or ignore 

their health problems, and the nursing task of Chinese family caregivers leads to the decline of 

self-care ability. 

Sundin, K. 

Pusa, S. 

Jonsson, C. 

Saveman, B. 

I. 

 Östlund, U. 

i To illuminate 

what persons 

with stroke and 

their family 

members talk 

about in Family 

Health 

Conversations 

A. Worries about the future 

1.Belonging family members’ own poor health worry 

How challenging do they talk about their own health issues when focusing on their family's shared 

future, but find it difficult to focus on their health and illness needs when finding a stroke survivor 

needing their care. 

2. Family caregivers worry that they may not be able to support the family financially 
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with focus on 

the future and 

how nurses 

leading these 

conversations 

apprehended the 

families’ future 

shown in 

closing letters 

based on these 

conversations. 

Family caregivers cited the burden and frustration of coping with financial challenges, such as 

long-term unemployment or part-time work, and battles with the National Health Insurance 

Office. This affects their daily lives and plans for the future. 

3. Communication difficulties within the family 

Family caregivers talk about having difficulty communicating with stroke survivors. This day-to-

day struggle leads people to worry that communication in the future will not be as smooth as it 

used to be. Problems in language communication may lead to misunderstandings. Family 

caregivers worry that they may communicate with stroke survivors differently in the future. 

B. Creating a positive future 

1.Discovering hidden strengths 

Family caregivers see memory as a hidden resource that can help them cope with difficulties in 

new situations and in the future. They discussed how to adjust and adapt to new situations when 

previous strategies no longer work. They also discussed how old dreams may not come true, but 

can be transformed into new dreams.  

2. Having a reliable network 

Family caregivers acknowledge that their social networks are an important part of their ability to 

manage their lives and their future. A reliable social network can make difficult days easier, listen 

to their voices, help lift their hopes for the future, and give them the strength to move on and look 

to the future. Family caregivers say they also need to talk to a professional familiar with their 

situation. 
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C. Highlighting family strengths 

1. Support within the family. 

The support provided by family members helps stroke patients recover and moves them forward. 

2. Different ways to manage situations. 

Families learn from their experiences and are praised for leading and supporting their families in 

developing strategies that will help them cope with current and future difficulties. They are 

encouraged to find solutions or new ways to implement the old management. 

1. Careful family relations 

The family is full of their love and respect for each other. The confidence and optimism of family 

members, the positive attitude of looking at things, and the humor among family members make 

good together. 

Wagachchig

e 

Muthucumar

ana, M. 

Samarasingh

e, K.  

Elgán, C.  

 

j To study the 

experience of 

family 

caregivers in 

caring for 

stroke victims 

through 

informal care 

A: Lack of resources 

1. High medical expenses and income loss lead to insufficient funds. 

2. Lack of basic nursing facilities, poor family conditions, lack of corresponding facilities, unable 

to provide comfortable care. 

3. Lack of relevant stroke nursing knowledge, unable to take care of patients. 

B: Coping strategies 

1. Nurses are determined to help stroke care and recovery through heart 
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Table 4 Themes, Categories and study findings of selected articles’ result 
Themes Categories Study findings 

Negative 

experiences of 

family 

caregivers of 

stroke survivors 

Family caregivers 

develop physical 

health problems 

 

1.Heavy physical activity causes pain and injury to caregivers 

aA1.  Adverse impact on physical health: Heavy physical labor, chronic pain, and tiredness 

and exhaustion. 

dC1. Family caregivers bear a great physiological burden in the process of care. When helping 

and moving stroke patients, they can cause pain in body parts. 

eA2. Caregivers not only provide routine care for stroke survivors, but must also take over 

work that the stroke survivor completed before the stroke. 

2.Caregivers feel physically tired and lack rest 

aA1. Adverse impact on physical health: Heavy physical labor, chronic pain, and tiredness 

and exhaustion. 

dC2. Nursing and worrying about sudden death of patients, resulting in rapid weight loss and 

poor sleep quality. 

eA1.  Caregivers are waking up to the difficulty of the task. They have to provide care around 

the clock. 

eA3.  Survivors wake up at night to seek help, or try to get up without help, and caregivers 

worry about safety, often leading to insomnia and exhaustion. 

gB1. It is exhausting to make good decisions and face the death of relatives. Caregivers are 

often tired in life and work. Unable to sleep at ease, usually by taking antidepressants or 
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sleeping pills to help sleep. 

3.Caregivers ignore their own health conditions, leading to ill health 

eA5. Caregivers find themselves taking on more and more responsibilities and paying less and 

less attention to their own health. They feel overwhelmed, abandoned and isolated. 

hC3. In the process of nursing, patients are put in the first place, the caregivers sacrifice or 

ignore their health problems, and the nursing task of Chinese family caregivers leads to the 

decline of self-care ability. 

iA1.  Belonging family members’ own poor health worry: How challenging do they talk 

about their own health issues when focusing on their family's shared future, but find it difficult 

to focus on their health and illness needs when finding a stroke survivor needing their care. 

 Family caregivers 

experience social 

and life difficulties 

1.Reduced revenues and increased spending have led to economic hardship 

aA3. Financial hardship: Households spend more and earn less 

eA4. Financial difficulties add to the growing burden. Loss of income and depletion of savings 

are worrying. 

iA2. Family caregivers worry that they may not be able to support the family financially 

Family caregivers cited the burden and frustration of coping with financial challenges, such 

as long-term unemployment or part-time work, and battles with the National Health Insurance 

Office. This affects their daily lives and plans for the future. 

jA1. High medical expenses and income loss lead to insufficient funds. 

2.Inadequate social support for caregivers in terms of services, policies, facilities, etc. 
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bB. Experience of participants with rehabilitation: The rehabilitation center has insufficient 

space, wards and treatment rooms are in poor condition, and toilets and bathrooms are 

inadequate  

hC2. Caregivers prefer informal care (family assistance) to formal services (nursing home or 

government funding or community service support). Obstacles and requirements for access to 

support services have not been resolved. Due to the complexity of bureaucracy and 

procedures, caregivers are reluctant to seek limited government funding and are disappointed. 

jA2. Lack of basic nursing facilities, poor home conditions, lack of corresponding facilities, 

unable to provide comfortable care. 

jA3. Lack of relevant stroke care knowledge and no ability to care for patients. 

3.A harsh social environment,  lack of support, social isolation 

aA5. Environment not friendly to disabled: Difficulty in dealing with adverse circumstances 

in the environment and in maintaining a normal life 

dB1. Lack of family, friends and social support, family caregivers feel isolated. There's no one 

to help care for stroke patients, and it's hard for others to understand them. 

4.Carers sacrifice their time, their independence and their enjoyment of life 

bA1. Challenges of care-giving: The demand for care is crushing, especially for patients who 

need self-care, have language problems and incontinence. Caring for survivors affects 

caregivers' daily lives. 

cA.  Caregivers only pay attention to the life of patients. Giving up a normal life is a life 
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without dignity. Caring for stroke survivors is central to their lives. 

cE.  Family caregivers lose their independence, expectation and motivation for the future. Feel 

great loneliness and strong loss, life is limited, unable to enjoy a rich life, unable to share the 

burden with patients or other people. 

dD. Be a prisoner in your life: Family caregivers are not free to choose the life they want and 

lose the fun of life. Looking after survivors all the time. In the emotional bondage of escape, 

anxiety, sadness and depression. Elderly caregivers can't enjoy retirement, while young 

caregivers lose passion and vitality. 

gC. Loss of self: compared with "pre stroke" life, the experience of family caregivers becomes 

very different. The time of the caregiver is controlled by the patient. In addition to supporting 

and finding time for themselves, nurses also need to acquire some nursing experience.hC1. 

Caregivers sacrifice time and energy, and although family resources are available, caregivers 

are reluctant to bring trouble to others, disturbing time, resources, and daily life. 

 Family caregivers 

are under cultural 

pressure 

1.Under pressure from traditional culture, the role of caregiver takes on a lot of 

responsibilities. 

aA4. Pressure created by cultural expectation: Responses to cultural expectations and 

experiences cultural pressure 

cB. Caregivers may have different motivations, which come from love for others, moral 

obligation and social pressure. But they all think it's their duty to take care of them. 

dA. Full responsibility: Stroke and its consequences make a difference for the whole family. 
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Family caregivers are responsible for the daily life management and work of stroke patients. 

Spouse caregivers are faced with new tasks. Besides daily life, caregivers feel guilty about not 

taking care of other family members. This can affect the lives of parents and children and 

make caregivers feel over responsible in all aspects. 

Positive 

experiences of 

family 

caregivers of 

stroke survivors 

Acquire 

knowledge, skills, 

value, sense of 

achievement, have 

a positive attitude 

 

 

1.Increases in knowledge and skills 

fA. Family caregivers have gained knowledge about stroke disease and health, as well as 

many skills in caring for stroke survivors. 

2.Coping with stress much more easily 

fB. Some family caregivers said they found it easier to cope with the stress and problems of 

caring for loved ones after providing services. 

3.Being more careful and cautious 

fC. Some participants revealed that caring for stroke survivors made them do things more 

carefully. 

4.Development of positive attitudes 

fD1. Family caregivers accept the fact that their family members are ill and that caring for 

them is a normal part of life. 

fD2. Some family caregivers begin to value the people they love and the things they have. 

fD3. Some caregivers expressed their gratitude that they still had the opportunity to care for 

their loved ones. 

5.Development of a sense of worthiness and achievements 
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fE1. Some caregivers point out that they find value in themselves and that they can also take 

care of their families. 

fE2. Some participants said that caring for others gave them a sense of accomplishment. 

6.Discovering hidden strengths 

iB1.  Family caregivers see memory as a hidden resource that can help them cope with 

difficulties in new situations and in the future. They discussed how to adjust and adapt to 

new situations when previous strategies no longer work. They also discussed how old 

dreams may not come true, but can be transformed into new dreams. 
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 Get social support, 

family growth 

1. Family growth 

fF1. Some caregivers say their relationships with their family members are better because of 

their concern. 

fF2. Some caregivers say their family members have become more sensible and responsible. 

2. Gains in social support 

fG. Some caregivers say they have made new friends and received a lot of support. 

3. Social benefits 

fH1. Some caregivers believe they carry on good traditions, such as supporting the elderly and 

respecting relatives. 

fH2. It's not just about their families, it's about what they contribute to society, and society 

will support them. 

4. Taking up a healthy lifestyle 

fI. Most caregivers want to stay healthy, and they develop good habits and help stroke 

survivors kick some bad habits. 

Coping 

strategies for 

family 

caregivers of 

stroke survivors 

On the material 

side, the survivors 

were given 

rehabilitation 

training and were 

1. Having enough money or family support can ease the burden on caregivers 

aB1. Tailor-made programmers: survivor rehabilitation exercise is important because it 

gives caregivers the opportunity to rest so that they can resume their care tasks without 

having to send a frail elderly person to an institution. And rehabilitation training tailored to 

the needs of the survivors can improve or maintain the health of stroke survivors. The 



 

 
 

52 

provided with 

sufficient funds and 

support services 

provision of rehabilitation services, catering services, transportation or outings, day care 

respite services, and home equipment to help stroke survivors move safely are tailored 

support. 

IC1. Support within the family: The support provided by family members helps stroke patients 

recover and moves them forward. 

On the spiritual 

level, through the 

flexibility of 

caregivers, peer 

support activities, 

religious beliefs, 

filial piety culture 

1.Resilience enables family caregivers to actively cope with stress during the care process 

and turn the stress they face into their own motivation. 

aB3. Resilience: Personal coping of caregivers, turning stress into motivation 

bA2. Dealing with cognitive problems and anger: Caring for people with cognitive disabilities, 

such as confusion, emotional tendencies, and anger, can be challenging, and caregivers need 

stamina. Survivors' anger is seen as excessive and far from contained. 

iC2. Different ways to manage situations: Families learn from their experiences and are 

praised for leading and supporting their families in developing strategies that will help them 

cope with current and future difficulties. They are encouraged to find solutions or new ways 

to implement the old management. 

iC3. Careful family relations: The family is full of their love and respect for each other. The 

confidence and optimism of family members, the positive attitude of looking at things, and 

the humor among family members make good together. 

2. Getting support from other family caregivers can help caregivers release stress and 

meet their own different or specific educational needs 
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aB2. Peer support: Get support from other family caregivers 

hB1. Family resources: caregivers utilize the support of family members, who provide care 

directly or indirectly to help with other matters. Meanwhile, close friends were classified as 

family members. Not only tangible support, but also intangible emotional support is available 

to the entire family 

3.Caregivers gain strength through their religious beliefs 

hB2. Personal resources: caregivers gain the power to deal with difficulties through religious 

beliefs. Caregivers, faced with difficulties and helplessness, naturally prayed for some unreal 

force to cope with and reduce emotional burden. Chinese caregivers believe that the fate lets 

you take care of the patients, so they naturally bear a heavy burden and bear harsh conditions. 

jB1.Caregivers are determined to help stroke care and recovery  through inner 

4. Filial piety affects caregivers and is reflected in their lifestyle 

hA1. Caring is a naturally occurring concept, which is correct, appropriate, valuable and 

deeply rooted in Chinese culture. 

hA2. Caring is a kind of responsibility and obligation in the family relationship. Female 

caregivers are usually responsible for caring in the marriage relationship. Under the influence 

of Chinese family culture, caregivers actively respond to the challenges and competitive needs 

in the process of caring. 

hA3. Mutual care is the embodiment of love, which is to thank the caregivers for the care they 

received from other caregivers, and give them corresponding love and compensation. Tangible 
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care and support is a way for family members to express their love for each other. 

5.Having a reliable network 

iB2.  Family caregivers acknowledge that their social networks are an important part of their 

ability to manage their lives and their future. A reliable social network can make difficult days 

easier, listen to their voices, help lift their hopes for the future, and give them the strength to 

move on and look to the future. Family caregivers say they also need to talk to a professional 

familiar with their situation. 
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