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Scholar were searched with a limit of 10 years and published in the English or Chinese language. The
paper adopted the framework by Walker and Avant. The attributes, antecedents, consequences and uses

gi{g’:;ds' of the concept were identified.
Caregivers Results: At total of 33 articles were included. The three attributes of caregiver burden were identified as
Cost of illness self-perception, multifaceted strain, and over time. The antecedents included insufficient financial re-
Home nursing sources, multiple responsibility conflict, lack of social activities. The consequences of caregiver burden
Mental health resulted in negative change which included decreased care provision, decrease in quality of life, physical
Quality of life and psychological health deterioration.
Conclusion: A definition of caregiver burden was developed. Tools to measure caregiver burden were
identified. The findings from this analysis can be used in nursing practice, nursing education, research
and administration.
© 2020 The authors. Published by Elsevier B.V. on behalf of the Chinese Nursing Association. This is an
open access article under the CC BY-NC-ND license (http://creativecommons.org/licenses/by-nc-nd/4.0/).
What’s known? e Healthcare organizations have significant roles in improving

support structures for caregivers.
e Globally, caregivers are instrumental in caring for family
members and loved ones.
Caregivers experience burden when caring for family members
and loved ones.
e There are many different interpretations of caregiver burden in
the literature.

1. Introduction

With an aging population that continues to grow and the
number of people living with chronic disease increasing, health
care is shifting from hospital to community and family [1,2]. Family
members are key to the delivery of long-term care for patients and
loved ones [3,4]. An abundance of research notes that family
caregivers experience a significant burden in providing care to
patients with specific illness such as mental health illness [5],

What'’s new?

Caregiver burden is the level of multifaceted strain perceived by
the caregiver from caring for a family member and/or loved one

over time. . . . .
e The consequences of caregiver burden include negative parkinson disease [6], dementia [7] and terminal cancer [8].
consequences Although the concept of caregiver burden is not uncommon in the

field of nursing research, a clear definition of “caregiver burden” is
lacking [6,7]. Tamizi et al. [9] undertook a systematic review on the
concept of caregiver burden in relation to schizophrenia and Mulud
Corresponding author. [10] conducted a concept analysis on caregiver burden in mental
E-mail address: 281623035@qq.com (J. Tan). illness. Little is known about caregiver burden when caring for an
Peer review under responsibility of Chinese Nursing Association. individual with Alzheimer’s disease. The concept caregiver is often
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used interchangeably with terms such as “stress, problem and
negative effects” [7] (p. 20), leading to a clear lack of understanding
of the concept. Therefore, the aim of this paper is to clarify the
concept of caregiver burden by reviewing the most recent and
relevant literature and undertaking a concept analysis. The paper
will be guided by the Walker and Avant’s framework [11].

2. Methods
2.1. Concept analysis method

This study was conducted using the Walker and Avant's
framework [11]. Walker and Avant state that the analysis of concept
helps to reduce any ambiguity of the concept and thus clarify its
definition, so as to avoid the inaccurate use of the concept in
nursing theory and research [11]. This framework was used because
of its step by step approach making it a user-friendly guide. Ac-
cording to McCarthy and Fitzpatrick [10] the framework by Walker
and Avant is used most often in nursing. The eight steps include: 1)
Selecting the concept; 2) Determining the aim of the analysis; 3)
Identifying all the uses of the concept; 4) Identifying the defining
attributes; 5) Constructing a model case; 6) Constructing cases such
as borderline, related and contrary cases; 7) Identifying anteced-
ents and consequences and 8) Determining empirical references
[11].

2.2. Selecting the concept

The concept of caregiver burden is significant in nursing science
and practice. Pearlin and Skaff [12] believe that caregiver burden is
similar to being exposed to a severe, long term chronic stressor. The
lack of awareness around caregiver burden can have huge impli-
cations for the healthcare system globally. Due to the ambiguities in
the literature surrounding the concept of caregiver burden, this
concept was selected for analysis.

2.3. Data sources

The following electronic databases MEDLINE, CINAHL, Health
Source Nursing/Academic Edition and Academic Search Complete
(ASC) of EBSCO, China National Knowledge Infrastructure (CNKI),
and Google Scholar were searched. The author combined keywords
in different ways, including “caregiver burden”, “carer burden”,
“carer or caregiver or family member or relatives or informal
caregivers”, and “burden, stress, fatigue, strain or burnout”. The
Boolean operator ‘AND’ was used to combine search results. The
limitations imposed included literature published (a) in the English
or Chinese language, (b) between 2010 and 2020, (c) peer-
reviewed, and (d) full text. A manual search was also carried out
by examining the reference lists to identify additional literature
that could be included. Subsequently 33 studies in the area of
health care sciences were included and analyzed (Fig. 1).

3. Results
3.1. Uses of the concept

Caregiver burden can be defined as the strain or load borne by a
person who cares for a chronically ill, disabled, or elderly family
member [13]. Caregiver burden is related to the well-being of both
the individual and caregiver; therefore, understanding the attri-
butes associated with caregiver burden is important.

Hoenig and Hamilton [14] first proposed the concept of burden
and believed that burden could be divided into subjective and
objective burden. Subjective burden primarily involves the

personal feelings of carers generated while performing the caring
function, while objective burden is defined as events or activities
related to negative caring experiences [14]. Zarit, Reever, and Bach-
Peterson [15] delineated burden as “the extent to which caregivers
perceived their emotional, physical health, social life, and financial
status as a result of caring for their relative” (p. 261). In addition,
these authors considered burden to arise from a particular, non-
objective, explanatory procedure [15]. Collins et al. [16] proposed
that caregiver burden refers to psychological pain, physical health
issues, financial and social strains, impaired family relationships, a
sense of hopelessness and other negative outcomes of care tasks. In
1999, Nijboer et al. [17] argued that caregiver burden was a
multidimensional concept that included both optimistic and
pessimistic aspects of providing care. In the dictionary [18], burden
is defined as “a duty, responsibility, etc., that causes worry, diffi-
culty or hard work” (p. 196). To date, literature supports the notion
that caregiver burden is a complicated concept due to its multidi-
mensional construction [19—21].

3.2. Relevant concepts

Related concepts are usually terms that are used interchange-
ably with a concept and have similar meanings which can be
distinguished by conceptual analysis [11]. There is a lack of clarity
around the concept of caregiver burden and the alternate usage of
terms such as stress, distress, tension, and burnout instead of
burden [10,22]. Stress is the most common synonym used by re-
searchers to represent caregiver burden in the literature.

Caregiver stress: Caregiver stress is considered both subjective
and objective. Subjective stress refers to the emotional or cognitive
responses of the caregiver, such as fatigue, inequality, or the
perception of the current state of caregiving. Objective stress
mainly reflects the care responsibility assumed by the caregiver,
which is a measurement based on the need of care-recipients
[23,24].

3.3. The defining attributes of caregiver burden

The key aspect of a concept analysis is to determine the defining
attributes. Attributes are the features that appear repeatedly in the
literature and are the critical attributes of the concept according to
Walker and Avant [11]. The three key attributes of caregiver burden
identified from the literature are self-perception, multifaceted
strain, and over time.

3.3.1. Self-perception (perceived by an individual)

Self-perception is about the caregiver reflecting on personal
experience during the caregiving process. Even though the litera-
ture alludes to subjective and objective perception, the author of
this article believes that caregiver burden can be subsumed into
self-perception. According to Bhattacharjee et al. [25], caregiver
burden refers to “the positive or negative feelings and perceptions
of the caregiver associated with providing caregiving functions” (p.
114). 1t is logical that among caregivers in the same nursing context,
the level of perceived burden varies. A mixed approach study on
caregiver burden conducted by De Korte-Verhoef et al. [26] re-
ported that more than half of family carers experienced a high level
of burden; however, only a quarter of the caregivers expressed that
their burden negatively affected their daily life.

3.3.2. Multifaceted strain

The fact that caregiver burden is multidimensional has been
extensively demonstrated in the literature. Due to the long-term
care [27], the caregivers of patients with end-stage cancer pay
limited attention to their own state of health [4] and often suffer
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Fig. 1. PRISMA flow diagram.

from health problems, such as weight loss [28], fatigue [28,29] and
sleep disturbances [30,31]. Emotional distress [32] and psycho-
logical stress [30] are also common among carers. In terms of family
function, numerous studies [30,33,34] have illustrated that care-
giver burden often causes alienation or deteriorates of family re-
lationships. Furthermore, providing long-term care [35] can disrupt
the caregiver’s schedule [27,28,31] and lifestyle [34], thereby
limiting social activities [27,30] and, resulting in the feeling of being
socially isolated [29,33,36]. Varying degrees of economic problems
faced by caregivers have also been frequently reported
[27,28,30,34,37,38].

3.3.3. Over time

Caregiver burden, in essence, is not always static [28,35,39,40].
Many published studies suggest that the longevity of caregiving,
social/family support, and the trajectory of disease are all factors that
significantly affect the level of burden on caregivers [28,35,39,40]. A
longitudinal study conducted in Taiwan indicated that the overall
burden levels perceived by caregivers changed dynamically over
time and that having another family member in need of care or no
one who could share the care task was significantly correlated with
change in the caregiver burden [28]. On the other hand, a cross-

sectional investigation from Malaysia was conducted among fam-
ily caregivers of chemotherapy patients, and a scaled assessment
illustrated that the burden on caregivers decreased over time. Ac-
cording to the stress adaptation theory, caregivers master various
nursing skills step by step over time and gradually adapt to the
pressure brought by caring tasks [35]. The results of a quantitative
study of the informal caregivers’ burden of breast cancer patients
showed that the external support can help caregivers adapt to
changing roles, thereby reducing the burden [39].

3.4. Cases

According to Walker and Avant the description of cases includes
the facilitation of and in-depth understanding of the concept under
study. Generally, model cases, related cases, borderline cases, and
contrary cases are the most common used cases [41].

3.4.1. Model case

A model case is a real-life example containing all the defining
attributes in the clinical scenario [41]. A model case is the best
example of using a concept because it illustrates all of the defining
attributes of the concept [41].
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Mei was diagnosed with Alzheimer’s disease following the
death of her husband. Her two sons live in another city. Lily, her
daughter, is her primary caregiver and takes care of her daily life,
while her two sons can call only once a month to say hello. In
addition to daily chores, such as laundry and cooking, Lily also
manages the medication regime and accompanies her mother on
hospital visits. Lily does not participate in activities with her friends
as she is preoccupied with her mother. Lily is feeling stressed and
burdened (self-perception) which is causing insomnia, irritability,
and a loss of appetite (multifaceted strain). Lately, her mother’s
condition is getting worse, and sometimes she does not even
recognize Lily. More often than not, Mei forgets to turn off the gas
or take her medicine. Therefore, Lily leaves her job and cares for her
mother full time. Her mother is unsafe to be left alone. With
insufficient family support and no institutions to provide day-to-
day care in the community, Lily feels more burdened than before.
Recently, she suffered from weight loss, depression, and other
health related problems (over time).

This case includes all the attributes of caregiver burden which
are highlighted in bold. Lily was well aware of the burden of caring
for her mother. When Lily left her job to care for her mother full-
time, it led to financial presure. Lily began to show signs of strain.
Lily had no family or community support. Over a period of time,
Lily’s health deteriorated even more.

3.4.2. Related case

Related cases refer to the examples that are related to a concept,
but do not contain all of the attributes of the concept [41].

Mei was diagnosed with Alzheimer’s disease following the
death of her husband. Lily, her daughter, is her primary caregiver
and takes care of her daily life. In addition to daily chores, such as
laundry and cooking, Lily also manages the medication regime and
accompanies her mother on hospital visits. Lily does not participate
in activities with her friends as she is preoccupied with her mother.
However, this is causing insomnia, irritability, and a loss of appetite
(multifaceted strain). Lily loves her mother very much and seems
to readily accept that the stresses are part of caregiving. Besides,
Lily’s brother often visits or calls to make sure that Lily is coping.
With her brother’s care and support, Lily accepts this way of life.

In this case, Lily is feeling the strain but is aware of it. Despite
caring for her mother causing insomnia and irritability, Lily accepts
that this is part of her life style and a way of showing love. This
strain is likened to the concept of stress. Lily accepts her brothers’
support, and he visits regularly. There are many resources that Lily
has implemented to make caring for her mother easier. Lily is able
to cope with this and does acknowledge that it is stressful.

3.4.3. Borderline case

According to Walker and Avant [41], the borderline case in-
cludes the majority of the defining attributes of the concept.

Mei was diagnosed with Alzheimer’s disease following the
death of her husband. Lily, her daughter, is her primary caregiver
and takes care of her daily life. In addition to daily chores, such as
laundry and cooking, Lily also manages the medication regime and
accompanies her mother on hospital visits. Lily does not participate
in activities with her friends as she is preoccupied with her mother.
Lily is feeling stressed and burdened (self-perception) which is
causing insomnia. One day, Lily told her brother about the care-
giving experience. Then Lily’s brother started to visit and spend
time with his mother so that Lily could take a break. With the care
and support of her brother, Lily readily accepts this way of life and
does not feel the burden (over time).

In this example, only two of the attributes are demonstrated,
self-perception and over time. Lily felt the burden because of the
major change in her life, which meant she had to be the primary

caregiver for her mother. However, she shared her feelings with her
brother and got help. Consequently, Lily no longer felt the strain of
looking after her mother.

3.4.4. Contrary case

Contrary case, as opposed to the model case, does not contain
any of the defining attributes of the concept [41].

Mei was diagnosed with Alzheimer’s disease following the
death of her husband. Lily, her daughter, is her primary caregiver
and takes care of her daily life. In addition to daily chores, such as
laundry and cooking, Lily also manages the medication regime and
accompanies her mother on hospital visits. Lily loves her mother
very much and seems to readily accept caring for her. However, she
does not do it alone. Her brother visits daily so that Lily can go for a
walk with her dog. Every Friday Lily arranges for her mother to visit
a day centre so that Lily can spend time with her friends on a Friday.

This is a very good example of a full-time carer who will not
experience caregiver burden. Lily did not display any of the defining
attributes of caregiver burden.

3.5. Antecedents of caregiver burden

Antecedents are events that take place before the occurrence of
the concept [41]. The reviewed studies show that the antecedents
of caregiver burden are insufficient financial resources, multiple
responsibility conflict and lack of social activities.

3.5.1. Insufficient financial resources

The cost of care is one of the key indicators of caregiver burden
[42]. Carers often leave full time employment in order to care for
loved ones which in turn can have an effect on the financial re-
sources of carers. It has been reported that eighteen percent of
caregivers report financial stress due to the provision of care [43].

3.5.2. Multiple responsibility conflict

The majority of caregivers are spouses, children, or relatives
who perform multiple roles. They often struggle to balance these
roles and fulfil caring responsibilities. Caregiving not only involves
physical, psychological and spiritual support but also assumes
many other forms [44]. Caregiving covers a wide range of re-
sponsibilities, such as, direct care, assistance in daily activities,
emotional encouragement and medication monitoring [3]. More
specifically, medication intake, follow-up visits, taking a bath, using
the toilet, changing clothing, transportation, shopping are all
included in care delivery tasks [44,45].

3.5.3. Lack of social activities

Caregiver burden is usually experienced by those who provide
long-term care to others [37]. Goldstein et al. [46] described care-
givers with restricted social networks are more prone to feeling
burdened, which is consistent with the finding reported in previous
studies [15,47].

3.6. Consequences of caregiver burden

Consequences are the factors derived from the literature that
result from the concept [41]. The consequences of caregiver burden
include negative consequences; decreased care provision, decrease
in quality of life, physical and psychological health deterioration.
The consequences of caregiver burden include consequences
related to the caregiver and care recipient.

3.6.1. Decreased care provision
One of the consequences of caregiver burden is reduction in care
provision. Caregivers experiencing caregiver burden without
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adequate support or resources, leads to a reduction in the quality of
care provided [19]. A study by Given et al. [48] claims that the
quality of care is reduced when a care giver is experiencing burden.
It may be manifested due to a decreased coping ability, and lack of
emotional support for the care-recipient. Furthermore, a child’s
state of health (including physical and mental) is influenced by the
physical and mental state of the parent (caregiver) and his/her
perception of the child’s condition [21].

3.6.2. Decrease in quality of life

Several studies investigating the quality of life of caregivers
show that caregivers’ quality of life is significantly related to care-
giver burden [49—51] and that reducing caregivers’ burden can
improve their quality of life [52]. As caregivers spend periods of
time caring for patients every day, their daily activities are limited,
and they have limited time to attend their own needs [27]. Overall,
carers experience caregiver burden and have a reduced quality of
life [53,54]. According to research of Weitzner et al. [55], the effect
of caregiver burden on quality of life differs according to the phase
of illness the recipient is experiencing at any given time.

3.6.3. Physical and psychological health deterioration

Caregivers devote a large amount of time and energy to caring
for their loved ones while seldom caring about themselves. Because
of the lack of rest time, caregivers often neglect to take care of
themselves, even when sick, and rarely seek medical help [59].
More than 50% of family carers report chronic health issues such as
heart problems and hypertension [56,57]. Additionally, caregivers
experienced varying degrees of physical fatigue and decreased
health after long-term care are also well documented in the liter-
ature [56,57]. On the other hand, researchers at home and abroad
[49,58] have described that caregivers experience’ psychological
problems and primarily feel depressed, angry, worried, guilty, and
anxious. Family caregivers helping during the late stage of cancer
had significantly more anxiety/depression than the general popu-
lation and were more susceptible to mental impairment [59].

3.7. Empirical referents
Identifying empirical referents is an essential step in conceptual

analyses used to show how concepts are measured or quantified in
reality. In the review of the literature, 24 out of the 33 studies

Table 1
The tools used to measure caregiver burden.

utilized a variety of tools to measure caregiver burden (Table 1). The
most commonly used measurement tools in the literature are The
Zarit Burden Interview (ZBI) [20,36,38,39,60—63] and The Care-
giver Reaction Assessment Scale (CRA) [2,28,29,35,37,64—66].

In 1980, Zarit, Reever, and Bach-Peterson developed the first
ever scale to assess the effect of care on caregivers known as the
Zarit Caregiver Burden Interview (ZBI). This scale has been modified
and revised over the years [15]. Currently, the Lite versions of the
tool, such as the ZBI-22 [36], ZBI-12 [63], ZBI-7 [20], are widely used
to measure caregiver burden. The Caregiver Reaction Assessment
Scale (CRA) [68] measures the multidimensional aspects of care-
givers’ suffering. It is a self-reported questionnaire containing 24
items. The 24 items are subsumed into five subscales [65].

Although both scales can measure the subjective and objective
burden of caregiver, the CRA cannot measure caregiver burden in
the spiritual realm [69]. The ZBI has been translated into various
languages such as Japanese [36] and Korean [62] and has received
attention due to the addition of the spirituality aspect within the
scale. However, due to the increasing complexity of the concept, it
is recommended that new tools are developed to measure the
concept of caregiver burden from the caregiver perspective and the
care recipient perspective.

3.8. Definition of the concept

Based on the analysis, caregiver burden can be defined as “the
level of multifaceted strain perceived by the caregiver from caring
for a family member and/or loved one over time”. Fig. 2 show
presents the conceptual model of caregiver burden developed
based on the findings of this analysis.

4. Discussion

The literature concluded that caregiver burden is a series of
negative responses that occur while undertaking the role of pri-
mary caregiver. The negative responses include both subjective and
objective outcomes. Thus, caregiver burden is a complex, multi-
dimensional concept [21]. While the present study indicated that
one of the attributes of caregiver burden is self-perception it differs
from earlier conceptual analyses papers on caregiver burden. Chou
[21] found that caregiver burden is an individual’s subjective
evaluation of the present caregiving situation and measurement of

Tool Number of items

Rating scale

Aspects Reliability (Cronbach’s o)

Zarit Burden Interview (ZBI) [36] 22

Caregiver Reaction Assessment Scale (CRA) [28] 24

Caregiver Burden Inventory (CBI) [67] 24

Caregiver Strain Index (CSI) [45] 13

Zarit Caregiver Burden Scale (ZBS) [51] 22

5-point Likert scale (0—4)

5-point Likert scale (1-5)

5-point Likert scale (0—4)

yes (=1), no (=0)

5-point Likert scale (0—4)

Personal stress 0.85-0.89
Role stress

Self-esteem

Inadequate family support
Effect on economics

Effect on schedule

Effect on health

Time dependence 0.90
Develop of mental issues

Physical effects

Social life impact

Emotional drain

Occupation 0.69
Effect on economics

Physical effects

Social life impact

Time domain

Negative emotions 0.91
Physical effects

Social life impact

Economic impact

0.70-0.76
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® Insufficient financial resources
®  Multiple responsibility conflict

®  Lack of social activities

Caregiver

Antecedents [—» burden

Attributes

Self-perception
Multifaceted strain

Over time

®  Decreased care provision

Consequences [— Decrease in quality of life

®  Physical and psychological
health deterioration

Fig. 2. Conceptual model of caregiver burden.

the degree of difficulties. However, caregiver burden includes both
subjective and objective aspects. Perception is seen as objective or
subjective since it is the ability of an individual to observe or listen
to things through their senses, or the way in which they regard,
understand and interpret them [70].

The present study showed that the antecedents of caregiver
burden are insufficient financial resources, multiple responsibility
conflict and lack of social activities. Financial and economic re-
straint is an important factor associated with caregiver burden [43].
Caregivers with financial and economic pressure may experience
more burden despite the government providing financial assistance
to patients with chronic illness to help the caregivers reduce the
burden [39]. Caregivers often provide long-term care for loved ones
in their roles as spouses, partners and children. Conflict between
career, caregiving responsibilities, and family needs place higher
levels of burden on the caregiver. Therefore, caregiver burden
needs to be understood so that healthcare professionals can pro-
vide the necessary supports. Studies demonstrated that caregivers
who perceive their social support to be high experienced decreased
levels of caregiver burden [39]. Family, community and social
support are important aspects of caregivers. Organizations that
offer emotional support and counseling, and community day care
centers can help ease the caregiver’s burden by allowing the care-
giver to take adequate rest [71].

5. Limitations of the study

Caregiver burden may vary across caregivers caring for patients
with different diseases or at different stages [61]. Therefore, it is
recommended that future studies focus on specific types of disease
or illness to obtain a more accurate understanding of the concept of
caregiver burden as it relates to disease and the status of patients’
conditions.

6. Conclusion

Clarifying the concept of caregiver burden is essential for helping
healthcare professionals and the general population to obtain a
better understanding of caregiver burden. This paper clearly clarifies
the meaning of caregiver burden. It is necessary for healthcare
professionals and caregivers to clearly understand the meaning of
caregiver burden from the perspective of the caregiver. Nurses can
now assess caregiver burden by using measurement tools and thus
develop interventions and support mechanisms to support care-
givers. This concept analysis provides information which can be
used in nursing practice, education, research and management.

7. Future implications in nursing research

Having a deep understanding of the concept of caregiver burden
is key to understanding caring from the perspective of the care-
giver. Healthcare organizations need to implement support struc-
tures to alleviate caregiver burden on caregivers. Caregivers play a
vital role in reducing costs and resources on the healthcare system
by caring for loved ones at home. Therefore, it is essential to take
care of caregivers to reduce the long-term effects of caregiver
burden.

Further studies are recommended to determine caregiver
burden from the perspective of the care recipient. Additionally,
developing new strategies for specific diseases and expanding the
research scope of caregiver burden are also critical.
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