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ABSTRACT
Objectives  The caregiving experience includes both 
caregiver burdens and benefits finding. However, 
the benefits obtained by family caregivers of stroke 
survivors in Chinese community dwellings are unknown. 
The objective of this study was to explore the benefits 
experienced by family caregivers of stroke survivors in 
Chinese community dwellings.
Design  A qualitative descriptive design was used, fulfilling 
the consolidated criteria for the Standards for Reporting 
Qualitative Research reporting guidelines. Semi-structured 
interviews were conducted with 20 family caregivers 
of stroke survivors. The interviews were audiotaped, 
transcribed and analysed. Thematic analysis was 
performed to analyse the interview transcripts.
Setting and participants  Home interviews were 
conducted with family caregivers of stroke survivors in two 
communities in Zhengzhou, China.
Results  The family caregivers of stroke survivors 
experienced various benefits from caregiving. There were 
both internal benefits (increases in knowledge and skills, 
the development of positive attitudes, and the development 
of a sense of worthiness and achievement) and external 
benefits (family growth and gains in social support), which 
interact to create a healthy lifestyle.
Conclusion  Our findings provide a comprehensive 
perspective in understanding the benefits perceived by 
family caregivers of stroke survivors. This study provides 
insights into interventions focused on identifying benefits 
finding in six domains that may help reduce negative 
emotions and promote the mental health of caregivers.

INTRODUCTION
Stroke is the leading cause of disability in 
China.1 There are 130 million stroke survi-
vors in China, and 60% of them are disabled 
and need continuous support from family 
members.2 Performing caregiving tasks can 
cause family caregivers to experience negative 
impacts such as emotional burden, anxiety 
and depression.3–5 Due to the traditional 
Chinese culture of respecting the elderly, 
survivors prefer to receive care and support 
from their spouses and children, who often 
lack professional caregiving skills.6 In addi-
tion, the Chinese government encourages 

their people to take the initiative to care of 
their loved ones who need support.7 As a 
result, the caregivers are expected to provide 
more support, which places a heavy caregiving 
burden on them8; moreover, unlike in other 
developed countries, there is no government 
or community social service assistance, which 
leads to a greater burden on caregivers.9

Researchers have tried different ways to 
reduce these negative impacts, but the results 
have been critiqued as less than satisfactory.10 
However, a high level of burden or anxiety 
and depression not only contributes to inad-
equacies in the physical and mental health 
of caregivers but also reduces the quality of 
the care provided to stroke survivors and the 
quality of life of both stroke survivors and 
caregivers.11–13 Focusing only on the negative 
part of caregiving may limit researchers and 
practitioners from understanding the holistic 
experience of caregivers.

However, family caregivers also experi-
ence benefits by performing caregiving tasks. 
Researchers have shown that caregivers may 
perceive benefits from caregiving, including 
creating a better relationship with stroke survi-
vors, learning how to cope with stress and 
mastering new skills.14 15 Identifying the bene-
fits perceived by caregivers not only contrib-
utes to better physical and mental health but 
also promotes quality of life.16 17 Previous 

Strengths and limitations of this study

►► Most studies focus on the negative aspects of stroke 
caregiving. A strength of this study is its focus on the 
perceived benefits of caregiving which have impli-
cations for rehabilitation research and practice.

►► The use of semistructured interviews provided an 
opportunity to elicit detailed information about fam-
ily caregivers’ various benefits they perceived from 
caregiving.

►► This study is limited by the lack of geographical di-
versity of the caregiver sample.
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researchers have shown that the greater the level of benefit 
perceived by caregivers is, the lower the level of caregiver 
burden and depression; thus, identifying these benefits 
finding could play a moderating or mediating role in the 
relationship between caregiver burden and depression.18–20 
In addition, the perception among caregivers of a higher 
level of benefits would also help care recipients.21 Hence, 
identifying these benefits finding may provide a new direc-
tion for providing psychological care for caregivers of stroke 
survivors from the positive view.

Different kinds of benefits perceived by caregivers have 
been reported in the literature, but those perceived by 
caregivers of stroke survivors have been less studied. An 
integrative review22 indicated that the benefits perceived by 
caregivers of patients with dementia included four domains, 
namely, a sense of personal accomplishment and gratifi-
cation, feelings of mutuality in a dyadic relationship, and 
increases in family cohesion and functionality. An examina-
tion of the caregiving benefits perceived by the caregivers 
of patients with cancer suggested that they accepted that 
things could not be controlled, learnt effective skills to cope 
with stress, and found meaning in their own distress.23 Simi-
larly, the caregivers of stroke survivors in Australia reported 
that they came to have better relationships with others 
and appreciated life more,14 those in the USA developed a 
positive attitude towards the disease24 and those in the UK 
strengthened their sense of meaning and received compli-
ments from care recipients.25

Chinese culture may have a significant impact on the 
caregiving experience, as caregivers see caring as natural 
due to filial piety.26 Adult Chinese children who take 
care of their parents are proud to be role models and 
set the standards of care for their next generation, and 
they possess a great sense of contentment thanks to the 
recognition of their family and society.27 Chinese care-
givers of stroke survivors in hospitals located in Nanjing 
City, China, experienced reciprocal love and enhanced 
inner strength28; these findings may not capture the expe-
riences of caregivers in other regions of China. Despite 
the increasing focus on this subject, research on the 
benefits perceived by caregivers of stroke survivors is still 
scant,29 especially for those who take care of their loved 
ones in a community-dwelling context common to tradi-
tional Chinese culture. Thus, this study aims to explore 
the benefits perceived by Chinese family caregivers of 
stroke survivors. The findings will provide insights to 

help professionals provide better support caregivers 
throughout their caregiving journey.

METHODS
Design
Qualitative and descriptive research was implemented 
to obtain first-hand information on the benefits that the 
family caregivers experienced. The consolidated criteria 
for the Standards for Reporting Qualitative Research 
were used to guide the reporting.30

Sampling and participants
Caregivers of stroke survivors discharged from two 
communities in Zhengzhou, China, at least 3 months 
prior were invited to participate by purposive sampling. 
The inclusion criteria for caregivers were as follows: (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 (Barthel Index <100),31 (2) provided 
care for at least 4 hours each day in the most recent 
4 weeks and (3) was able to communicate in Mandarin 
and willing to take part in the interviews.

Patient and public involvement
The caregivers were only invited to affirm that the 
interview transcripts reflected their feelings and experi-
ence after the data analysis, but they were not invited to 
comment on the study design or contribute to the writing 
or editing of this document for readability or accuracy.

Data collection
Individual interviews were performed between November 
2015 and January 2016 in the caregivers’ homes without 
the presence of the stroke survivor. The interviews were 
semi-structured, and a written topic guide (figure 1) was 
used by the primary investigator, who is a psychiatrist with 
rich experience in interviews in Mandarin. The interviews 
were audio-recorded with the consent of the participants. 
Data collection was stopped after 20 participants were 
interviewed, as data saturation was reached (the primary 
investigator perceived that the content of the interviews 
was becoming repetitive and that no new information was 
emerging when she conducted the interviews).32 Data 
were coded concurrently with study recruitment and 
data collection. Moreover, the interview transcripts were 
also checked by our research team to make sure that no 
new content was emerging. The characteristics of stroke 
survivors and their family caregivers were collected by a 
community nurse who worked together with us.

Data analysis
The interviews were transcribed verbatim within 24 hours 
of the interview. Thematic analysis was conducted to 
identify, analyse and report themes within the data, 
including data familiarisation, coding and the develop-
ment of themes and subthemes.33 The first and second 
authors (Y-XM and BL) read the transcribed interviews 

Figure 1  The written topic guide used in the interviews.
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independently and highlighted and coded the text; 
the other two authors (WZ and D-BY) compared the 
codes, and minor disagreements were resolved through 
discussion. The codes were read several times and 
compared with the text. We collated similar codes and 
sub-categories into themes. Our team continued inte-
grating data until no new categories could be generated 
and until any disagreements concerning the categories 
were resolved. We also checked the sub-categories for 
accuracy. Although the interviews were conducted in 
Chinese, the quotes were confirmed by family caregivers 
and were translated into English by Y-XM and S-SW and 
checked for accuracy by research team discussion in the 
stage of dissemination of the findings.34

Trust worthiness
We considered the aspects of credibility, transferability, 
conformability, dependability, and authenticity.35 To 
ensure the credibility, we chose various family caregivers 
participants from different sociodemographic back-
grounds (different age stages, education levels, rela-
tionships with patients, durations of care and so on). 
We determined that the content of the data covered all 
the significant variations. We ensured the transferability 
of the data through an accurate and rich description of 
the context and culture; we provided the characteris-
tics of participants, data collection, the process of the 
analysis and sufficient quotes. To facilitate conforma-
bility, all of the authors were trained to be qualified at 
qualitative research. Moreover, a qualitative research 
expert with experience in stroke care was invited to 
provide comments on the data analysis. We facilitated 
the dependability of the data through the researchers’ 
training in interview skills, a clear data analysis process 
and a constant comparative analysis. We ensured the 
authenticity by means of the process we used as a team 
to generate the codes and the data analysis.

Findings
A total of 20 caregivers participated in this study. They 
were aged between 35 and 79 years, with a mean age of 
58.6 years. The detailed characteristics of caregivers and 
stroke survivors are presented in tables 1 and 2.

The audio-recorded interviews lasted between 30 
and 60 min, with an average of approximately 42 min. 
Six main themes and 14 subthemes, shown in table 3, 
were identified from the analysis of the interviews. The 
following section presents the themes and subthemes 
and the related quotes. The symbol (P1–P20) indicates 
the interview from which the quotations originated.

Increases in knowledge and skills
Acquiring knowledge
All participants reported that they had acquired knowl-
edge on stroke diseases and health.

I had read lots of books about stroke, and I knew the 
importance of how to prevent the recurrence since 
my father had a stroke. (P1)

We were aware of the importance of having knowl-
edge about how to eat, how to exercise, and how to 
sleep healthily. (P5)

Mastering caring skills
Most participants mentioned that they had mastered 
many skills with respect to taking care of stroke  
survivors.

I am good at changing his clothes and sheets 
easily; you know, everything has its own tactics.  
(P7)

You have no choice, but you have to solve all the 
caring tasks in a better way; that is why I can now 
transfer him from the bed to the chair easily.  
(P6)

Table 1  Characteristics of stroke survivors (n=20)

n %

Age (years)

 � <60 5 25.0

 � ≥60 to <70 4 20.0

 � ≥70 11 55.0

Gender

 � Male 12 60.0

 � Female 8 40.0

Highest education level

 � Primary 7 35.0

 � Secondary 7 35.0

 � Tertiary 6 30.0

Duration of disease

 � ≤1 7 35.0

 � >1 to ≤3 6 30.0

 � >3 7 35.0

Household income per month (¥)

 � ≤2000 4 20.0

 � >2000 to ≤3000 7 35.0

 � >3000 9 45.0

Type of stroke

 � Ischaemic 10 50.0

 � Haemorrhagic 4 20.0

 � Mixed 6 30.0

Stroke number

 � 1 12 60.0

 � 2 3 15.0

 � ≥3 5 25.0

Severity of disability

 � Slight dependence 3 15.0

 � Moderate dependence 10 50.0

 � Severe dependence 7 35.0
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Coping with stress much more easily
Some participants noted that they could cope with stress 
more easily after providing and could handle the prob-
lems they faced when taking care of their loved ones.

I struggled for a long time, but now I am ready to risk 
everything; there is nothing that cannot be resolved. 
(P6)

I can’t change anything, so I choose to face it; I like to 
sing when I am stressed. (P12)

Being more careful and cautious
Some participants revealed that caring for a stroke 
survivor made them more careful and cautious.

I am more careful than before; I check the medicine 
several time; I have to take care of everything. (P9)

I used to be careless, but after my mother was sick, I 
have to care about everything; I have to be careful. 
(P10)

Development of positive attitudes
Accepting reality
Some participants accepted the reality of the sickness of 
their loved ones, and they look at caregiving as a normal 
part of life now.

It is my turn now; I tried my best to take good care of 
her and accept the reality. (P9)

A fact is a fact. You have the option to live a life 
happily or sadly. Why not stay with your loved ones 
and live a happy life? (P20)

Cherishing what they have
Some participants stated that they began to cherish the 
people they love and the things that they do have.

We have each other, and we live together; that is what 
I cherish a lot. (P2)

When you go home, there is still someone you love 
waiting for you; this is home, so I treasure what I have. 
(P20)

Having a new goal to achieve
Some participants reported that their new goal 
was to take care of their loved ones as long as  
possible.

All I need to do is care for him well, and I believe he 
will get better with my help. (P17)

The biggest goal of my life now is taking good care of 
her. (P19)

Being grateful
Some participants expressed their thankfulness for their 
destiny, which allowed them the chance to take care of 
their loved one.

I am really grateful that I still have the chance 
to look after my mother and to do my filial duty.  
(P10)

Table 2  Characteristics of participants/family caregivers 
(n=20)

n %

Age (years)

 � <60 10 50.0

 � ≥60 to <70 4 20.0

 � ≥70 6 30.0

Gender

 � Male 7 35.0

 � Female 13 65.0

Highest education level

 � Primary 6 30.0

 � Secondary 8 40.0

 � Tertiary 6 30.0

Relationship

 � Spouse 12 60.0

 � Daughter/son 7 35.0

 � Parent 1 5.0

Duration of care (years)

 � ≤1 9 45.0

 � >1 to ≤3 4 20.0

 � >3 7 35.0

Duration of care hours per day

 � >4 to ≤8 6 30.0

 � >8 to ≤12 8 40.0

 � >12 6 30.0

Table 3  Overview of themes and subthemes

Themes Subthemes

Increases in knowledge and 
skills

Acquiring knowledge

Mastering caring skills

Coping with stress much 
more easily

Being more careful and 
cautious

Development of positive 
attitudes

Accepting reality

Cherishing what they have

Having a new goal to achieve

Being grateful

Development of a sense of 
worthiness and achievements

Worthiness

Achievements

Family growth Having a more intimate 
dyadic relationship

Growth of family members

Gains in social support Gains in friendships

Social benefits

Taking up a healthy lifestyle –



5Mei Y-X, et al. BMJ Open 2020;10:e038344. doi:10.1136/bmjopen-2020-038344

Open access

I want to thank destiny that we are still together; I am 
the lucky one compared to those who lost their loved 
ones. (P20)

Development of a sense of worthiness and achievements
Worthiness
Some participants noted that they found value in being 
a caregiver.

Although I am old, I am still useful, and I am the pil-
lar of our family. (P18)

I am willing to help new caregivers, and I am glad I 
have the ability to help. (P16)

Some participants perceived gratitude and praise from 
their loved ones and others.

He often holds my hands and smiles at me; I know he 
wants to thank me. (P12)

My relatives and neighbours respect me, and they 
think what I am doing is great. (P15)

Achievements
Some participants expressed that they perceived a sense 
of achievements from caring.

She is better and better. I perceive achievements. 
Every effort should be paid back. (P19)

You really have a sense of accomplishment when you 
see that she is well cared for. (P13)

Family growth
Having a more intimate dyadic relationship
Some participants reported that their relationships with 
their loved ones and their family members were better as 
a result of their caring.

I want to take care of her, stay with her and make her 
happy now. (P19)

Our family has become closer since he became sick, 
and our children often come back to visit us. (P7)

Growth of family members
Some participants noted that their family members had 
become more sensible and responsible.

My son became more sensible, and he would do some 
things for his grandfather; he really cares about his 
grandfather. (P1)

We count on each other; the sickness makes us grow, 
and we are becoming better people. (P18)

Gains in social support
Gains in friendships
Some participants stated that they made new friends and 
gained a great deal of support.

I know a friend whose father also had a stroke. We 
often call each other and have a walk together. We 
help each other. (P3)

A friend in need is a friend indeed; I really count on 
my friends now. (P4)

Social benefits
Some participants thought they had helped to perpetuate 
good traditions, which references good Chinese virtues, 
such as providing for the aged and respecting relatives. 
It is not only about their family, but also about the contri-
bution they made to their society, and their society will 
support them.

My son respects me, and he learns from me. When I 
am old, I will need him just like my father needs me. 
I hope we can carry forward our filial piety; it is really 
great. (P11)

I do not want to bring burden to our country; this is 
my responsibility to take care of my mother. I want to 
become a model for my children. (P8)

Taking up a healthy lifestyle
Most participants stated that they not only developed 
good habits but also helped stroke survivors quit some 
bad habits; the participants and their care recipients both 
wanted to stay healthy.

We began to pay more attention to our health since 
she had a stroke. I gave up smoking and took her to 
have a walk nearly every day. (P14)

I supervised my mother’s diet and exercise; also, for 
myself and other family members, health is the most 
important thing in our life, and we give priority to 
health. (P10)

Finally, we generated an affinity diagram, as shown in 
figure 2. Increases in knowledge and skills, the develop-
ment of positive attitudes, and the development of a sense 
of worthiness and achievement are internal perceptions 
of caregivers; family growth and gains in social support 
are external perceptions of caregivers, which interact to 
promote the maintenance of healthy behaviour.

DISCUSSION
Although taking care of stroke survivors caused stress 
for the caregivers, all participants reported benefits and 
growth from caregiving.

Taking care of their loved ones brought caregivers not 
only practical benefits such as an increase in knowledge 
and skills but also the internal perception of benefits, 
for example, gaining the ability to cope with stress and a 
more careful and cautious character. Moreover, caregivers 
were able to accept reality, cherish everything they have 
and appreciate life. This finding confirms the work of 
previous researchers,36 who reported that caregivers were 
more patient, more sensitive to others’ needs and more 
modest when communicating with others after beginning 
the caregiving experience. Our caregivers also confirmed 
the priorities in their lives and stated that they began to 
pay more attention to keeping in contact with others. 
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Thus, community nurses may try to help caregivers feel 
these benefits, which could help caregivers maintain a 
higher perception of these benefits.

Caregivers perceived values both internally (they felt 
more useful and sensed their achievements) and exter-
nally (they experienced gratitude from families and 
praise from relatives and neighbours). These values are 
important parts of benefit finding.22 Caregivers had to 
handle caring challenges and difficulties, which made 
them master new skills and strategies.37 Moreover, the 
improvements in the patients were also a source of 
achievement.38 Previous researchers have confirmed 
that more self-efficient skills help caregivers achieve 
more.39 Consequently, training caregivers to be capable 
of performing caregiving tasks and helping them to build 
their confidence can not only promote their benefit 
finding but also improve the quality of the rehabilitation 
of stroke survivors.

The relationship between caregivers and stroke survi-
vors improved, and the entire family supported each 
other. Previous research has indicated that the bene-
fits finding of caregivers and patients is mutual40 and 
that an improved relationship between caregivers and 
patients is an important benefit.22 One possible reason 
for the improved relationship may be that caregivers have 
enough time to communicate and talk with their loved 
ones.41 Sometimes caregivers thank their companions 
for the changes in their relationship.42 Another reason 
could be that caregivers want to care for their loved one 
as compensation. Support for the dyad process of psycho-
logical adaption in a well-timed manner after stroke 
should be focused on by rehabilitation interventions.43 
As a result, the experience of caregivers (especially 

family-related benefits) provides a clue for designing 
interventions by regarding the family as a unit.44

Caregivers perceived social benefits they received 
through caregiving, including finding new friends and 
support from existing friends as well as continuing positive 
traditional family behaviours by acting as role models for 
their offspring. We also confirmed the findings of previous 
researchers that the caregivers improved their interper-
sonal relationships.15 Support can come from peers who 
have experienced similar situations and can be an essen-
tial social benefit and resource for caregivers.45 However, 
other researchers have reported that Chinese caregivers 
focus only on the care recipient and have limited time to 
make friends.46 In Chinese culture, caregivers think it is 
their duty and responsibility to take care of their family 
members, and they hope they will be treated as well by 
their children as they treat their parents.26 It is essential 
to remind Chinese caregivers to care about themselves, 
make friends, and find peer support for themselves. 
Professionals may provide more chances for caregivers to 
care for themselves or build a peer support group. Care-
givers are essential in the rehabilitation of stroke survi-
vors; therefore, encouraging caregivers to take care of 
themselves first and providing multi-level social support 
to caregivers are also indispensable.43

Our finding of six benefits domains provides theoret-
ical and practical insights for the further study of the 
caregiver experience. Similar to other studies, our study 
is not without limitations. First, the participants were self-
selected and came from a relatively affluent region of 
China; thus, their experiences may not reflect those of 
other caregivers in less affluent or rural areas in China. 
Second, the participants were limited to caregivers who 

Figure 2  Affinity diagram showing six themes and subthemes concerning benefits finding of family caregivers of stroke 
survivors.
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were spouses, children or parents of stroke survivors; 
therefore, the finding may not reflect the perspectives of 
caregivers who are siblings or other relatives or caregivers 
from culturally and linguistically diverse backgrounds.

CONCLUSION
Our results add to the understanding of the benefits 
perceived by caregivers in community dwellings. The 
benefits and growth that come from caring include bene-
fits for the caregivers themselves, benefits for families and 
gains in social support. These findings may provide new 
insights for professionals and suggest that future studies 
can focus on benefits rather than on the negative impact 
of caregiving. This finding also supports the assessment 
of caregivers and provides a framework for the devel-
opment of a benefit-finding tool. Moreover, the study 
provides insights into benefit-focused interventions that 
may help promote the mental health of caregivers and 
stroke survivors.
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