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Abstract: Objective: To use meta’s analytical method to evaluate the impact of burdens on patients with chronic
diseases in China. Methods: Search the PubMed, EBSCO, EMBase, CINAHL, and Cochrane databases with the
keywords of “chronic disease caregiver/carer quality of life/China”; search in CNKI, Wanfang database and VIP
database with the keywords of “chronic disease” and “caregiver/tender/carer”, “quality of life”, “qualitative
research” and “China”; the search date is up to 1 July 2018. The analysis data of all relevant qualitative research of
income is based on the qualitative research quality evaluation (2016) of the JBI Evidence-Based Health Care Centre
in Australia, and the results were integrated and analyzed using the meta integration method. Results: A total of 12
related literatures were found out; 40 results were refined and classified into 5 genera, and 2 integration results
were synthesized. Integration results 1: adverse effects will be brought to family members’ life due to stress and
overburden in the process of care. But slowly they have accepted the disease and tried to cope with it over time;
finally they get a sense of achivement; integration results 2: due to the fact that patients lack self-care ability, the
caregivers are short of professional care skills and facing enormous economic pressures. They are looking forward
to helping from local governments and health systems. Conclusion: In the process of care for patients with chronic
diseases, support, guidance and encouragement should be given to establish and improve the hospital-community-
family-society continuity nursing service system.
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Introduction

Chronic diseases usually refer to non-infectious
diseases, which is a general term of diseases
caused by long-term accumulation of various
factors. It incudes cardiovascular and cere-
brovascular diseases, diabetes, malignant tu-
mors, chronic obstructive pulmonary disease,
mental disorders and mental illness. Patients’
self-care ability will be limited by these
diseases. Some patients need to rely on the
care of others [1]. The life expectancy of human
beings has been increased year by year with
the improvement of living standards, and the
population aging has become the focus of
global attention [2].

With the increase of age, the elderly’s function
of various organs has obviously declined.
According to the relevant survey results, each
elderly has an average of 2-3 chronic diseases

[3], and the service demand of the caregiver
increases. Based on the fact that the medical
security system in China is not yet sound, and
that Confucian traditional cultural has far-
reaching influence on Chinses, family support is
still common in China [3]. It requires family
members (including children, spouses, etc.) to
provide careful attention and long-lasting care
services to patients. The physical and mental
health of the caregiver has been greatly
affected by the long-term and heavy care. As
the closest families to the patient, the caregiver
not only has to bear the pressure of the pa-
tient’s illness, but also is responsible for the
long-term care [3]. The stress and burden of
illness on relatives has also become the focus
of more and more researchers. In recent years,
in addition to the publication of more relevant
quantitative researches, some researchers
have used qualitative research methods to
study the care and care experience of chronic
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disease caregivers during the nursing process
[4]. Unlike quantitative research, qualitative
research is more focused on specific situations
and people in specific situations. The purpose
of this research is to understand the process
of events, situations, experiences and actions
and their impact on caregivers [5]. Through
qualitative research, we can further explore the
feelings and experiences of relatives when they
care the patients [6]. The purpose of this paper
is to comprehensively analyze and explain the
specific care experience of chronic diseases
relatives by collecting relevant qualitative
findings and combining meta-integration
methods.

Method
Research purposes

The burden of Chinese relatives of patients
with chronic diseases during the care process.

Search strategy

Search the PubMed, EBSCO, EMBase, CINAHL,
and Cochrane databases with the keywords
of “Chronic disease caregiver/carer quality of
life/China”; search in CNKI, Wanfang database
and VIP database with the keywords of “ch-
ronic disease” and “caregiver/tender/carer”,
“quality of life”, “qualitative research” and
“China”; the search date is up to 1 July 2018.

Inclusion standards of literature

Type of study: the type of literature included is
qualitative.

Subjects: The primary caregiver of patients
with chronic diseases is an adult, and is the
main family member of the patient (such as
husband or wife, parents, children, mother-in-
law, etc.). They have been taking care of the
patient for more than 3 months.

Research content: the burden of caregivers.
Excluding standards of the literature

Although the term “qualitative study” is used in
the literature, it is fundamentally different from
qualitative research.

Quality evaluation of the included studies
Two researchers independently evaluated the

quality of the included research literature
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based on the relevant evaluation principles
developed by the JBI Evidence-Based Health
Care Center for qualitative research. Then they
compare the evaluation results of the two
parties. When they have different opinions, the
two parties fully discuss and analyze until the
opinions are consistent.

Data extraction

Carefully read the full text of the included
studies and extract key data from the research,
such as research purposes, research methods,
and topics, research year, research location,
research case, research data collection, and
research main result.

Data analysis methods

Repeately read, understand, and analyze the
research results using a manual integration
method to combine similar results. New
categories are formed, and finally the new
categories are summarized as the final
integration results, which in turn form new
concepts and explanations.

Results
Inclusion of research literature

According to the established search strategy
and the screening results of the literature
search, a total of 1032 articles were detected
in the initial inspection. After reading the text, a
total of 33 articles related to the subject and
research purposes were screened out. After
reading the full text of those 33 articles, based
on the inclusion criteria and exclusion criteria
selected in this study, 12 articles were selec-
ted. 8 of them were in Chinese and 4 of them
were in English. After the quality evaluation, 12
articles were finally included (Chan WC [7],
Zeng L [8], Zhao XP [9], Liu XY, 2015 [10], Qin Y,
2009 [11], Bai JJ, 2006 [12], Zhang R, 2008
[13], Mu FJ, 2012 [14], Wei BY, 2016 [15], Wu
YF [16], 2012, Mei YX, 2014 [17], and He J
[18]). The basic characteristics of the literature
included are shown in Table 1.

Quality results of the literature

The quality of the selected literature was
evaluated based on the relevant evaluation
principles developed by the JBI Evidence-Based
Health Care Center for qualitative research
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Table 1. Baseline data of the included studies

Study Year Location Case Methods Data collection Main result
Chan WC [4] 2010 HongKong 27  Phenomenology Focus group interview 1 Difficulties in care: bathing, defecation

2 Physical overdraft

3 Self-blame, sad

4 Economic burden heavy
Zeng L [5] 2014 Shang Hai 12 Phenomenology Semi-structured interview 1 Heavy financial burden

2 Avoid troublesome others

Zhao XP [6] 2012 Jiangsu 18 Phenomenology Semi-structured interview 1 Insufficient care capacity: lack of rehabilitation
knowledge, blindness of medication, lack of basic
nursing skills, unmet need for health information

2 Physical and mental exhaustion: physical exhaus-
tion, life rhythm disruption, heavy economic pressure,
helplessness, weak social support system

Liu XY [7] 2015 Shanxi 10 Phenomenology Semi-structured interview 1 Lack of knowledge
2 Lack of communication
3 Inner worry
4 Physical strength is not supported
5 Economic pressure

Qin Y [8] 2009  Guizhou 20  Phenomenology  Unstructured interview 1 Emotional response
2 The body burden is aggravated
3 Economic burden is too heavy
4 Separation from groups and society
5 Facing the problem of nursing problems
6 Marriage life satisfaction is reduced

Bai JJ [9] 2006 Guangzhou 12  Phenomenology Semi-structured interview 1 The mind is overburdened (fear of anxiety, self-
blame, sadness, frustration, fear of inferiority)

2 Careful tasks (excessive physical overdraft/social
activities are affected)

3 Economic burden is too heavy
4 Lack of care skills

5 The patient’s care problem is difficult (patient dif-
ficulty in bowel movement, patient bathing problem,
violence)

Zhang R [10] 2008 Beijing 10  Phenomenology Semi-structured interview 1 The character of the loved one changes and loses
the intimacy of the past

2 Care items are cumbersome
3 Physical fatigue

4 Emotional frustration

5 Uncertainty about the future

6 Individual time is limited, personal career is frus-
trated/family. Reduced friend communication

7 Patient needs to bring satisfaction
Mu FJ [11] 2012 Shanghai 10 Not clear Semi-structured interview 1 Fear, worry

2 On the verge of collapse

3 Economic burden is too heavy

4 Lack of private time

Wei BY [12] 2016 Shandong 9 Phenomenology  Unstructured interview 1 The pressure on the patient’s family after facing the
patient’s illness

2 Self-adjustment and support of the patient’s family

3 Face the decision and significance of signing pa-
tients DNR (rejecting cardiopulmonary resuscitation)

4 The feelings of the family members of the patients
during the accompanying process

Wu YF [13] 2012 Shanghai 7 Phenomenology In-depth interview 1 Overburdened
2 Lose self
3 Eager to help
4 Achieve value

Mei YX [14] 2014 Henan 8 Phenomenology In-depth interview 1 Care for the burden: exhausted, worried
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2 Different attitudes: bad fate, responsibility, role
adaptation, belief

3 Positive experience: mother and child are intimate,
mother and child are companionship, fullness

4 Need support: family support, medical help, social
support

He J [15] 2016 Beijing 10 Phenomenology Semi-structured interview 1 Individual time is limited, personal career is frus-

trated, reduced friend communication
2 Self-adjustment and support of the patient’s family
3 Economic burden is too heavy

4 The feelings of the family members of the patients
during the accompanying process

(Table 2). According to the results of the qua-
lity evaluation, only 12 studies indicated that
they have adopted the method of qualitative
research, and have not elaborated the relevant
philosophical basis of the research. So it is
still not clear whether the philosophical
foundations and methodologies selected by
the 12 studies are consistent. In the process of
qualitative research, researchers played an
important role in the research process. But
the 12 studies did not describe the cultural
background and personal value of the
researchers, nor did they describe the mutual
influence between researchers and research.
So the above research lacks detailed
introduction to the researchers. In addition to
the philosophical foundations and researchers,
these studies were well evaluated in other
areas. Therefore, all of these 12 studies were
eventually included.

Meta-integration results

New categories: By repeatedly reading, under-
standing, analyzing and interpreting the 12
studies included, the researchers extracted 40
clear and accurate results, classified the similar
items of the results, and then obtained 5 new
categories (Figure 1). Category 1: Caregiver’s
great physical and mental stress; Category 2:
Trouble in caring and caring ability; Category
3: Economic pressure; Category 4: Self-
adjustment and social assistance; Category
5: A sense of accomplishment. Through the
continuous analysis and understanding of the
included research results, the classification are
reintroduced and re-integrated (Figures 2-6).

New integration results: After integrating sev-
eral studies, the meta-integration results of
this study indicate that the caregiver experience
of patients with chronic diseases presented a
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dynamic changing process, which can be
divided into three stages: despair-adaptation-
sense of accomplishment (Figure 7). Despair:
In the long-term care for patients, the caregiver
bears a huge burden on the body, mind and
economy. They aslo suffer reduced life
satisfaction, lack of care knowledge and skills,
enhanced sense of guilt and fear of death. They
desire for professional help. Adaptation: with
the increase of care time, the caregiver
gradually learns to authorize and effectively
adjust the psychological balance. Physical and
mental exhaustion are reduced. Sense of
accomplishment: The caregiver gradually es-
tablishes a relationship of attachment to the
patient. Effective care can give the caregiver a
sense of satisfaction and happiness.

In the caring process of patients with chronic
diseases, caregivers bear enormous economic
pressures and the are short of professional
skills. They expect care and support from the
family, community, society and government
(Figure 8).

Discussion
The scientific significance of meta-integration

The production of scientific evidence needs to
be evaluated, integrated and re-evaluated,
which is based on evidence-based nursing. And
we are now in the physiological-psychological-
social medical model. In order to promote
the development of holistic nursing, nursing
decision makers and researchers must pay full
attention to the physical, psychological, social
and moral health of human beings [19, 20].
This also means that evidence-based nursing
should incorporate both quantitative and
qualitative research results. Meta-integration,
as a research system method to fully explain
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Table 2. Quality evaluation results of the included studies

Is the Is the Whether the Does it explain ~ Whether to explain Is the sub- Does the Does the
philosophical Is the methodology the situation of the influence of ject typical? study conclusion
. methodolo- ) ) )
foundation gy and data methodology is consistent the researcher the researcheron Whetherit fully  comply come from

Evaluation principle  consistent )c/ollection consistent with the from the per- the research, or  represents the with the analysis

with the method with data interpreta- spective of cul-  the impact of the research object current and interpre-

methodol- . analysis? tion of the tural background research on the and its view- ethical  tation of the

consistent? .
ogy? results? and values? researcher? point? norms? data?

Chan WC [4] Not mentioned Yes Yes Yes No Yes Yes Yes Yes
Zeng L [5] Not mentioned Yes Yes Yes No No Yes Yes Yes
Zhao XP [6] Not mentioned Yes Yes Yes No No Yes Yes Yes
Liu XY [7] Not mentioned Yes Yes Yes Yes No Yes Yes Yes
QinY [8] Not mentioned Yes Yes Yes No No Yes Yes Yes
Bai JJ [9] Not mentioned Yes Yes Yes No No Yes Yes Yes
Zhang R [10] Not mentioned Yes Yes Yes Yes Yes Yes Yes Yes
Mu FJ [12] Not mentioned Yes Yes Yes No No Yes Yes Yes
Wei BY [12] Not mentioned Yes Yes Yes No No Yes Yes Yes
Wu YF [13] Not mentioned Yes Yes Yes Yes No Yes Yes Yes
Mei YX [14] Not mentioned Yes Yes Yes No No Yes Yes Yes
He J [15] Not mentioned Yes Yes Yes No No Yes Yes Yes
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The burden of caregivers

1.Huge physical and

mental pressure

2.Difficulties in care

and lack of care

of chronically ill patients

Figure 1. The burden of caregivers of
chronically ill patients.

Huge physical
and mental

3.Economic pressure

4.Self-adjustment  to

achieve a sense of
accomplishment

5.Hope to get social

support

pressure

Figure 2. Category 1-huge physical
and mental pressure.

1. Manpower shortage

2. Excessive physical
overdraft

3. Caregiver matters are
heavy

4. Physical fatigue

5. The chaos of your own life
rhythm

6. Decreased quality of life
7. Physical condition goes
from bad to worse

8. fear

9. anxiety

10. Inferiority

12. Shame

12. Lonely, helpless

13. Emotional frustration
14. Repression

15. On the verge of collapse
16. Concerns about the
patient's condition

17. Lost for the future

research results and perfectly
interprets the definition of
care. It can make correspo-
nding judgments and trea-
tments on existing or poten-
tial human health problems
[22]. In this study, 12 studies
were obtained through rigo-
rous screening. They were
evaluated, understood, analy-
zed, summarized, integrated
into 40 results and formed
into 5 categories. And finally
2 integrated results were
obtained, hopping to further
provide ideas of care expe-
rience for caregivers of chro-
nic diseases.

Meta-integration results

Analysis of the research re-
sults of various researchers
shows that the psychological
pressure and huge sacrifice
of the patient’s relatives are
the most significant care
experience. Even if the ca-
regiver finally gets help and
support on the spiritual level,
it is just the ultimate subli-
mation of spiritual realm of
the caregiver after tremen-
dous efforts, huge sacrifices
and self-adjusting throughout
the care process. The chronic
diseases inherently require
high-load and long-term care
activities. If the patient care
activity is completely or mainly
responsible by relatives in the
family, the long-term care
activities are accompanied by
the deterioration of the
patient. The nursing relatives
will certainly bear tremendous
psychological pressure and
sacrifice experience during
the nursing process. After

the qualitative of phenomena, is based on the
premise of fully understanding the philosophi-
cal thoughts of each primitive qualitative
research and its methodology [21]. Meta-
integration deepens the connotation of
concepts, effectively promotes qualitative
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adjustment and change, the spiritual realm of
the nursing relatives has been gradually
sublimated. This is also the adaptation that the
nursing relatives can gradually present during
the care activities within the family. This change
is worthy of recognition and admirable.
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Difficulties in care

and lack of care

Figure 3. Difficulties in care and
lack of care.

1. Patient bathing problem

2. Patient's defecation problem
3. Facing violence

4. Feel the daily needs of the
care recipient

5. Difficult to deal with the
behavior of the care recipient

6. Insufficient emotional
support

7. The change of the character
of the loved one, lost the
intimacy of the past

8. Confusion about diagnosis

9. Lack of disease knowledge
and care skills

10. Lack of rehabilitation
knowledge

11. Drug blindness

12. Health information needs

recover, which is consistent
with the fact that the study’s
caregivers are facing with
“difficult disease care”. From
the related research results of
psychological burden status
and family care of chronic
disease caregivers, Cond [24],
Cil Akincil [25] and others
found that caregivers often
need to bear a moderate
psychological and stress bur-
den. Long-term care for the
patient every day eventually
leads great pressure to ca-
regiver’'s body and mind. This
result is highly consistent with
the results of the “physical
fatigue” and “psychological
stress” of the caregiver in this
study. However, the positive
results of “self-adjustment

are not met

and seeking for help” and
“psychological motivation and
acquisition” in this study did

Economic pressure ——| Heavy economic burden

not appear in the results of

Figure 4. Economic pressure.

previous quantitative studies.
We can see that qualitative
research plays great role in
analyzing the experience of
caregivers. Therefore, in the

1.Huge

The burden of
caregivers of
chronically ill

patients

Figure 5. Self-adjustment to achieve a
sense of accomplishment.

physical and
mental pressure
2.Difficulties in care and
lack of care

| 3.Economic pressure
4.Self-adjustment to
achieve
accomplishment

S.Hope to get social
support

later study of experience
process, it is recommended
that the qualitative research
method should be treated as
the main method or the
qualitative research should
be put in the quantitative

research.
sense of

Recommendations

Due to the limited human
resources and family econ-

Comparison with quantitative research results

The results of this study are basically consistent
with the results of quantitative studies by
comparison with quantitative research results.
By collecting, collating, and analyzing the
relevant care behaviors of the primary
caregivers for Alzheimer’s patients, Josep M
et al. [23] found that caregivers are not able to
fully guarantee patient’s safety. They are lack of
relevant nursing knowledge to help patients
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omic conditions of the hos-

pital, most patients choose to
go home or go to the community for post-
rehabilitation. From the literature retrieved, we
found that the utilization rate of community
health services is low, and most of the patients’
families do not understand the function of the
community. This often means that the patient’s
family will bear the full responsibility for taking
care of the patient alone [26]. Interviews with
caregivers show that lack of rehabilitation
knowledge and care skills is the common
problems of caregivers, and they are eager to

Int J Clin Exp Med 2019;12(8):9738-9746
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1.
support,

Hope to get
social support

is weak

the

Figure 6. Hope to get social support.

Need

by physical exertion, huge
support: family psychological pressure and
medical help, heavy economic burden. And

social support
2. The social support system

3. Establish and improve

hospital-community-family-
society continuity nursing

then through self-adaptation,
adjustment and seeking for
help from society and the
government, they were finally
sublimated to satisfaction.
The influence of patients with
chronic diseases on their
family members should be

highly valued by the gover-
nment, medical and health
institutions and the public. In

Facing difficulties in
disease care

Despair

(o H

Sense of achievement

the process of care, support,
guidance and encouragement

Figure 7. Meta-integration results 1.

Family support

Patients with chronic Hospital suppart

should be given to establish
an incorporated and conti-
nuous care model of hospital-
community-family. By incre-
asing the psychological quality
and ability to cope with

Form

diseases hope to get

Community support

social support

Figure 8. Meta-integration results 2. Note: This paper is a meta-integration
analysis of qualitative research. Since the included literatures are all qualita-
tive studies, the results of the included studies are the emotional experience

community, family and
society as a whole.

diseases, the physical and
mental health of patients with
chronic diseases and their

a hospital,

of the caregiver, so no data and related controls are involved.

get professional helps to improve their care
ability. It is recommended to establish a
incorporated and continuous care model of
hospital-community-family. The medical staff
can evaluate the willingness, knowledge and
skills of the primary caregiver during the
hospitalization. According to the assessment
results, the training guides the caregivers to
learnappropriate nursing skills, and significantly
reduces their care pressure and improves the
quality of care [27]. At the same time, the
government should increase the support for
chronic diseases and strengthen the role of the
community in the rehabilitation period of
patients [28].

Conclusion

During the care process of patients with chronic
diseases, the relatives of patients with chronic
diseases first need to face the strangeness
and difficulty of nursing. It is also accompanied
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families can be guaranteed.
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