Int J Clin Exp Med 2014;7(7):1818-1828
www.ijcem.com /ISSN:1940-5901/1JCEM0000872

Original Article

Responsibility and burden from the perspective of
seniors’ family caregivers: a qualitative study in
Shanghai, China

Li Zeng'*, Xiaoping Zhu'", Xianmei Meng?, Yafen Mao?, Qian Wu?, Yan Shi*, Lanshu Zhou®

1Department of Nursing, Shanghai Tenth People’s Hospital, Tongji University, 301 Yanchang Road, Shanghai, Peo-
ple’s Republic of China; ?HOPE School of Nursing, Wuhan University, 115 Donghu Road, Wuhan, Hubei, People’s
Republic of China; 3School of Nursing, Second Military Medical University, 800 Xiangyin Road, Shanghai, People’s
Republic of China. "Equal contributors.

Received May 23, 2014; Accepted July 2, 2014; Epub July 15, 2014; Published July 30, 2014

Abstract: Objectives: This study aimed to explore the experience of seniors’ family caregivers with regarding the re-
sponsibility, burden and support needs during caregiving in Shanghai, China. Materials and methods: An explorato-
ry, descriptive, qualitative design was used and a semi-structure interview was conducted. A convenience sample of
11 participants in two community service centers in Shanghai was recruited. Data saturation guided the size of the
sample. The Colaizzi method of empirical phenomenology was used for interviewing and analyzing data obtained
from 11 caregivers. Results: Three major themes were found: It is a hard work; It is my responsibility; Social support
is not enough. Conclusion: The findings of the study are practical and helpful for health care providers to develop
appropriate caregiver support services, to balance the responsibility and burden of caregivers, and to consider the

factors influencing the utility of support services.
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Introduction

China is the world’s most populous country in
old age. The current pace of population aging in
China ranks first in the world, and the popula-
tion 60 years old and over will be more than
400 million at the middle of this century. As the
population ages, family caregivers play an
increasingly important role.

Currently, more than 90% of the elderly in China
prefer home care rather than nursing home.
There are three reasons accounting for this:
first and foremost, home care is consistent with
traditional Chinese culture. Different from the
western seniors, the senior in China pays more
attention to the sense of security, family love,
and belonging, which only can be gained from
home. Secondly, it is well known that Chinese
specially advocate loyalty and filial piety for
thousands of years, traditional behaviors and
social interaction are strongly influenced by
Confucianism [1]. As a result, when one of the

family members gets old or sick, both the soci-
ety and the family expect family members to
undertake the responsibility [2]. Thirdly, the
pace of aging in China exceeds the speed of
economic growth; therefore, the government
can not afford completely the cost of institu-
tional care for such a large senior population. At
present, only 1.16% of seniors can enjoy institu-
tional care, while the remaining 98.84% of
senior, whether willing or in desperation, are
bound to home care. Nevertheless, home care
is a cost-effective strategy to solve the problem
of aging, therefore. It was accorded great impor-
tance by the Chinese Government. In a word,
home care is the primary pattern of aged sup-
port. As a result, family caregiver became the
major strength of long-term care, and becoming
an urgent social problem need to be concerned
worldwide.

The health status of the senior in China can not
be optimistic. A nationwide survey [3] conduct-
ing around the health of seniors showed that
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the prevalence of chronic diseases is 67.1%-
81.6%, with 2 or more chronic diseases as high
as 20.5%. Therefore, a considerable number of
seniors would be taken care, long-term care
and health care services for the elderly would
be significantly demanded. Due to long-term,
challenging, heavy care work, family caregivers
suffer from heavy burden, which affect the
caregiver’s physical, mental, social life and
quality of life [4-7] seriously. Therefore provid-
ing appropriate and sensitive support services
for family caregivers who provide the bulk of
care to home-dwelling elderly is becoming a
public issue. Some countries implemented a
series of caregiver support services, however,
some studies [8-11] indicate that there are
some gaps between services provided and ser-
vice utilization, which means that some care-
giver support services can not meet caregivers’
needs and have a low utilization. Therefore, it is
essential and urgent to understand family care-
givers’ experiences from their perspectives in
order to explore the potential support needs.

Recently, numerous studies have been con-
ducted to explore the experiences of family
caregivers in western countries. Some studies
have reported the experiences of Chinese fam-
ily caregivers of seniors with special diseases,
and most of them were conducted not in main-
land China but in Taiwan, Hong Kong, and other
regions. However, these studies mainly focused
on the caregivers who take care of person with
some special disease, such as dementia [12-
14], stroke [15], dialysis [16], schizophrenia
[17], cancer [18] and so on, and most of them
were conducted not in mainland China but in
Taiwan, Hong Kong, and other regions. To our
knowledge, little is known about the experienc-
es of family caregivers in mainland China, espe-
cially the experience of family caregiver of
seniors under the specific Chinese cultural
background, Therefore, there is a need to bet-
ter understand. In this study, 11 caregivers
were interviewed and the purpose was to draw
public attention to the issues of family caregiv-
ers and provide information to the community
health service providers, further to better meet
the needs of caregivers.

Subjects and methods
Design

The design of this study was based on empiri-
cal phenomenology conducting through inter-
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views with 11 family caregivers of the elderly.
Empirical phenomenology is useful to describe
the commonality of a phenomenon across
experiences, which are caregivers’ experiences
in this case. The commonality is regarded as
the essential structure of the experience, there-
fore the key factors common across caregivers
are elaborated. Face-to-face interviews involv-
ing interaction between the interviewer and the
caregiver was used to understand the caregiv-
er’s situation as expressed in his or her own
words. The interview outline was developed as
guideline to the interview in order to avoid the
omission of some important question and
ensure the completeness and accuracy of data
collection. A research question was formulated
as follows in this study: What are responsibility,
burden, and support needs of caregivers of
senior in Shanghai, China? The study was
approved by the corresponding ethics commit-
tees of the institutions involved (Second
Military Medical University and the two commu-
nity health service centers), and written
informed consents were obtained from all care-
givers before interviews. The participants were
informed that the interview would last for about
an hour, and that the whole interview process
would be tape recorded. Participants were
assured of the confidentiality of their communi-
cation and could withdraw from the interview
anytime.

Sample

The population for this study composed of
senior’'s caregivers in two communities, in
Shanghai, China. The convenience sample of
11 family caregivers of seniors were recruited,
the in-depth nature of the phenomenological
interview method lends itself well to small sam-
ple size [19]. In order to determine the sample
size for this study, we used the criterion of
redundancy, which is met when themes identi-
fied during the ongoing data analysis are
repeated and no new themes emerge.
Participants selected for this study met the fol-
lowing inclusion criteria: over 18 years of age,
taking primary responsibility for the care of
senior aged 60 or over at home, the care work
is unpaid, continuous care of not less than 3
months and 40 hours per week. The caregivers
included had to be willing and able to describe
his or her care experiences. The researchers
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Table 1. Characteristics of participants

Interview Gender of Age of par-

Relationship to Time since

Education status

Employa Family monthly

No. participant  ticipant the elderly admission nanny income (RMB)
1 Female 66 Wife 1years  Senior high school No 1000~3000
2 Male 82 Wife 10 years Primary school Yes 3000~5000
3 Female 81 Husband 10 years  Senior high school Yes >10000

4 Female 72 Wife 10 years  Senior high school No 1000~3000
5 Male 82 Husband 5 years Primary school Yes 3000~5000
6 Female 70 Wife 20 years College/university No 1000~3000
7 Female 64 Daughter-in-law  1years  College/university Yes 3000~5000
8 Female 73 Wife 14 years  Junior high school No 1000~3000
9 Female 76 Wife 40 years Primary school No 3000~5000
10 Female 52 Daughter 16 years  Senior high school No 3000~5000
11 Female 57 Daughter 1years  Junior high school No 3000~5000

personally conducted the semi-structured
interviews at a home setting.

Data collection

The advertisement of the study was posted in
the Community Health Center, and residents’
committees also help researchers introduce
this study to family caregivers. A convenience
sampling was used to recruited participants,
and an informed consent was obtained prior to
each interview. The participants were made
aware of the purpose of the study and their
right to refuse to answer questions or opt out of
the study at any time [20]. No participants
dropped out during the interview. The inter-
views were undertaken in the caregivers’ own
homes or some convenient place for the care-
giver by taking into account their availability so
that they could confidentially answer the
questions. After obtaining the informed con-
sent, the researchers began with “As a family
caregiver, what is your experience?” and audio
taped thoroughly. Each semi-structured inter-
view lasted 45-80 minutes and was conducted
by two researchers, a researcher is primarily
responsible for asking questions, and the other
researcher is mainly responsible for observing
and recording. Efforts were made to avoid dis-
tractions or interruptions during the interviews.
Caregivers were clearly eager to tell their sto-
ries, and the interviews were not finished until
they felt they had provided enough information
of their experiences. During the interview, the
expressions and behaviors were observed and
noted to help researchers understand their
care experiences comprehensively. The real
names of the caregivers were replaced by the
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code number to protect the privacy of partici-
pants. After each interview, the researchers
would promptly write their own experience and
reflection in order to align the next interview.

Reliability

Various strategies were used to ensure credibil-
ity of the data collection and analysis process.
Prior to data collection, the interviewer con-
ducted a pilot study to ensure a consistent
approach to the interview process. The tape
recordings were transcribed verbatim solely by
the researchers within 48 hours in order to
assist interpretation and ensure accurate anal-
ysis. Notes and memos were written after each
interview to record initial ideas as a memory
aide [20]. The thematic content analysis was
undertaken by the researchers solely, therefore
the consistency between interpreters was not
an issue. The derived list of categories was dis-
cussed with informants who could check the
validity of the identified themes and their mean-
ings. Using the input of informants at this stage
helped ensure that the results were valid and
applicable to the research population [21]. The
researchers kept the copies of the complete
interview transcripts and the original tape
recordings to refer back to during the writing-up
stage of the study in order to stay close to their
original meaning.

Caregivers’ profiles

Key characteristics of participants in this study
are shown in Table 1. All the participants were
Chinese-speaking adults, not surprisingly 9
female and 2 male. The age ranged from 52 to
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Table 2. Overview of the themes and sub-themes emerged in the analysis

Themes

Sub-themes

Itis so hard

It is my responsibility

There are gaps in caregiver support service

o 0O T O o0 0 T 9 o 0 T

. Declining physical healthy status

. Sustained mental and emotional confusion

. No freedom any more

. Heavy economic pressure

. Husbands and wives are accompanied till they are old
. Learn to be filial from Confucius

. Avoid bothering other family members as less as possible
. This is my destiny

The information of support service is not smooth

. Some support service is limited
. Some support service is not accessible
. Reluctance of caregivers and resistance of senior

82, with mean and median ages of 70.5 and 72
years respectively. The average length of time
spent on caregiving ranged from 1 year to 40
years, with a mean of 11.6 years. All partici-
pants were married except one. The education
status of the participants included 3 at primary
school level, 2 at junior high school level, 4 at
high school level, and 2 at colleges/university
level, which indicated that lower educational
level of caregivers. All participants were retired
excepting one on job. All caregivers had no reli-
gious affiliation.

Results

Three themes are extracted as following: (a) It
is a hard work; (b) It is my responsibility; (c)
Support is never enough. Table 2 shows the
resulting three major themes categories and
corresponding sub-themes.

It is so hard

Most caregivers described that the most impor-
tant experience is that they suffer heavy bur-
den, physical, psychological, social, economic,
are subject to different degrees affected, and
sometime they felt powerless. First and fore-
most, most caregivers complained that they
felt run down, most of the seniors in this study
have no ability to self-care, and therefore the
care work is heavy and seriously affected the
health of caregivers. Secondly, Caregivers
always worried about the safety of senior and
had difficult to communicate with them, thus,
most caregivers experienced ongoing mental
and emotional confusion. Thirdly, caregivers
generally accompanied the senior 24 h a day
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and 7 days a week and have no freedom at all.
Fourthly, most caregiver usually paid for the
high medical expenses of the elderly, together
with the reduction of income due to the care
work; as a result, economic pressure is heavy,
too. Above in all, the care work itself is a hard
work.

Declining physical healthy status

There are several reasons accounting for the
healthy status declined. Firstly, most caregivers
who are interviewed are old, it is worth noting
that 9 were 60 years old or over, and two were
over 80 years old. This phenomenon is consis-
tent with the fact that the aging of the popula-
tion leads to the elderly taking care of the elder-
ly. Secondly, most of them had 2 or more
chronic diseases themselves and need to be
taken care. However, they had no choices but
to take the responsibility of caring senior.
Thirdly, the work of taking care seniors is cum-
bersome and complex, caregivers assume
great physical labor. Therefore, the healthy sta-
tus of caregivers declined. Although they would
like to take good care of the elderly, but some-
times feel their strength does not match their
wishes. “I’'m old too, my health status is declin-
ing, supposedly | should be taken care by oth-
ers at this age, but he needs to be cared more
than me, sometimes | felt tired, powerless...I
am too old to provided better care to him.” (#1).

Sustained mental and emotional confusion

With aging, people’s cognitive function declines,
chances of accidents increase, and a variety of
diseases appear; therefore caregivers always
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look over their shoulders, difficult to feel at
ease. In addition, taking care of seniors is long-
term, cumbersome, complex, together with
caregivers’ strong sense of duty of providing
better care to the elderly, however sometimes
the caregivers had difficulty on managing well,
therefore the caregivers were prone to worried,
stuffy, powerless, sulking and other negative
emotions, caregivers often suffered sustained
mental and emotional confusion.

As the motor function, cognitive function and
linguistic function of the elderly decline, the
security of elderly faces a great threat. As a
result, the caregiver worried about the security
of elderly on the whole day. One caregiver
expressed: “Since he has been sick, | have not
slept well for only one night, always worried
about that some accident would happen, and
often waked up with a nightmare.” (#2)//*...just
afraid that he would have a fall or knock things
over at home...while my heart always hunting.”
(#3).

Because the seniors always have a number of
behavioral problems, such as bizarre behavior,
obsessional characteristics, memory impair-
ments, hearing impairment and other issues,
sometimes caregivers had an obstacle to com-
municating with the elderly. When the elderly
insisted on doing things in their own way, the
caregivers did not know how to deal with it,
although they would like to provide good care to
the elderly, sometime they felt that they were
incompetent. “I have a obstacle to communi-
cating with her because she could not hear
clearly. When | tell her something, she would
misunderstand and stick stubbornly to her
opinion...” (#7)//“After he was diagnosed as
cancer, he was suspicious of something fre-
quently...I have no way but to tolerate.” (#3).

As a result of taking care of sick seniors year
after year, physically tired, health declined,
together with the loss of personal social life,
caregivers often felt that their life was stuffy.
“My life is bitter, stuffy, damned hard, my per-
sonal life was completely paralyzed...l living a
life of bondage, | can’t go anywhere...life is just
like this day by day, | we didn’t have any fun...we
are suffering.” (#4).

| have no freedom anymore

Another outstanding experience of caregivers
is the loss of freedom, performance as strong
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sense of time limited. Most of the care recipi-
ents were the elderly stroked, and they cannot
manage the daily life activities by themselves.
Therefore the caregivers must always accom-
pany along and arrange the time according to
the elderly, their own schedule are subject to
different restrictions. “I have no freedom
because | was banded, and can’t remove
another way...” (#6). This led to a series conse-
quences, including social life was restricted,
interests was given up, role conflict and even
personal marriage was hampered. “I almost
had no chance to visit my old friend...even if
there is a party, | neither have time to attend.”
// “l danced, traveled before, since he was ill, |
had to given up...” (#2) // “...I should take care
of my mother who paralyzed in bed for my
whole life, because my boyfriend can’t accept
this condition, so | was not married...” (#9).
Because caregivers are often the spouses or
children, they were not just caregivers, were
also husband, wife, daughter, father, grandfa-
ther, grandmother and other multiple roles,
should assume different obligations and
responsibilities, would inevitably lead to role
conflicts. “We are sandwich, now | look after my
mother in law, but my own mother need to take
cared too, as a daughter, | should went to visit
frequently but | have no time...Now my grand-
daughter was born, | have no opportunity to
see her.” (#7).

Economic pressure is heavy

In this study, the medical expenses of care
recipient is large, the elderly at least had been
two diseases, taking two or more drugs, and
most of them need regular services by commu-
nity doctors (average cost is about RMB 500
yuan a month). Generally, the monthly medical
cost about RMB 1,000 yuan, together with the
income of caregivers reduced as the result of
the care work, therefore caregivers experi-
enced heavy financial pressure. “..We both
have to take medicine and need a doctor’s reg-
ular onsite services, all these need money...his
pension ran out every month, and sometimes it
is not enough...so we had to pinch and screw,
save as much as possible...” (#9).

It is my responsibility

Another major experience of caregivers is
strong sense of responsibility. For spouse care-
givers, it is accepted that the husbands and
wives to take care of each other, which was
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influenced by the culture of loyalty. For children
caregivers, it is taken as a naturally given obli-
gation to show filial piety to their parents, which
was affected by the deep-rooted culture of
Confucianism. Therefore, they avoided trouble
other family member. However, some caregiver
regarded caring the senior was their destiny
and the only thing they can do was to accept
the fact.

Husbands and wives, be accompanied till they
are old

Among the caregivers, most of them are spous-
es because of two reasons: On the one hand,
the marriage affection between them is deep,
and they depend on each other. On the other
hand, it is a cultural tradition in China that hus-
band and wife take care of each other when
they are old. Among the caregivers, almost all
the spouse caregivers mentioned that, because
they are couples, it is should be accompanied
by each other till they are old. The spouses’
mutual care is the best approach. This phe-
nomenon is the inevitable result of Chinese
loyal culture [22]. “My greatest experience is
that he should be dedicated to take care of, he
deserved it.” (#1). “...We are a couple, It is sup-
posed to accompany each other...The elderly
take care of each other is the best approach.”
(#2).

Learning to be filial from Confucius

In addition to spouse caregivers, children are
the other major source of caregivers. China is a
country that specially advocates loyalty and fil-
ial piety [23-27]. Learning to be filial from
Confucius, this is Chinese deep-rooted cultural
tradition for thousands of years. As children, it
is taken as a naturally given obligation to show
filial piety to their parents. It is Chinese obliga-
tory responsibility regardless of the health of
themselves. “I went to visit my father when he
was in hospital, otherwise | was uncomforted
regardless my poor health...Then it is so selfish
to consider myself...we should be worthy of our
own conscience. After all, our parents gave
birth to us.” (#11).

Avoiding trouble other family member as less
as possible

Some spouse caregivers are reluctant to both-
er their child. There are two reasons: First and
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foremost, the modern society is competitive,
children have their own life and work, spouse
caregivers love their children so much that they
avoid delaying their work, affecting their lives,
hampering their development, and adding their
burden. Second, the spouse caregivers had
strong sense of duty; they are not at ease but
taking care of the elderly personally. As long as
their health conditions permit, they will try to
take care of the elderly personally without com-
plaint. “I will not tell these to my children to
affect their work...they would be in low mood if
they remind that their father is ill at home.” (#3)
// “l can not be ease as long as my husband
was cared by other person...” (#4).

This is my destiny

Some participants believe in fate, which means
that people doing everything was decided in
fate, so they couldn’t against the destiny but to
accept the fact. “I have no alternative but let
my personal society life pass...This is my fate...
so | can’t do against it..” (#6). In addition,
Chinese people believe in Karma, there is jus-
tice in this world, one good return deserves
another. It advises people to perform good
deeds, and believes that will be published if do
ill deeds. “It is important to teach child by per-
sonal example as well as word and deed, now |
honor and show filial obedience to my parents,
my son will treat me just like these....I think
dedicated to look after parents is accumulated
virtue and treasure for ourselves.” (#7).

There are gaps in caregiver support service

There are gaps in caregiver support service
was another experience that frequently men-
tioned. The structure of a Chinese family is
becoming smaller since the implementation of
birth control, function of the traditional pension
weakening, so available resources within the
family are short; caregivers often do not have
alternatives to share the responsibility. On the
other hand, community support services are
not well to meet the needs of caregivers. There
are four reasons accounting for this: Firstly, the
information of support service is not smooth,
thus some caregiver knew little about some
existed support services. Secondly, some sup-
port service is seriously limited; Thirdly,
because of the time is not convenience, distant
is far away and money is lacked, some support
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service is not accessible for part of caregivers.
The last but not least, caregivers were reluctant
and seniors are resistant to use support
services.

The information of support service is not
smooth

Currently, the community has undertaken a
number of caregiver support services such as
day care centers, community meals delivery
and so on. The article takes Shanghai as exam-
ple, the government led by the Ministry of Civil
Affairs had carried out “six aid of home care
services” including food aid, cleaning aid,
urgency aid, bath aid, walk aid, doctors aid.
Services form including in home services and
day care centers. It is a practical project of
Shanghai government. However, there are
some seniors and caregivers never used or
even heard of, trace it to its cause, on the one
hand, these support services is short relatively,
the coverage is small; one the other hand the
information is not smooth, some caregivers
never understand or heard of support services
which had been carried out, this is a factors
should not overlooked. “l wonder whether there
are some institutes that can look after my hus-
band temporally, just for a few hours...l learned
that some support service is very good in the
TV, such as volunteer services and day care
centers, but these are not existed in our com-
munity” (#3). But actually, day care centers and
volunteer services had carried out in the com-
munity of Shanghai. It can be seen that caregiv-
ers have a strong demand for support services,
but because the information is not smooth, the
utilization of support services is affected.

Some support service is limited

The limitations of existing support services
mainly reflected in two aspects. On the one
hand, clients of the existing support services
are limited. For example, government subsidies
for home care services limit the age, income,
census register of clients, it is undoubtedly
removed the eligibility of some seniors. Such as
one caregiver, although she is urgently demand-
ed health care service for aged but was refused
just because her husband was not eligible for
the criteria of minimum living. She complained:
“We are also very difficult, but we are not enti-
tled to those services (home care service)”.
Nursing home and day care centers usually
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refused some seniors who had serious disease
and had no ability to self-care. One caregiver
complained: “No day care center would admit
my husband, much less than day care center,
even nursing home refuses, because he could
not move, bowel and voiding must be helped...”
(#4). Thus the requirements of support servic-
es including age, income, living capacity exc-
lude some people who had strong need in some
extent.

On the other hand, Some senior and caregivers
had a high quality requirements about some
support service, they thought some support
service was inconvenient, thus can not meet
the individual needs the elderly and caregivers.
Some caregivers said it is not free in nursing
home and day care center. “My wife had no
freedom in nursing home and it is not conve-
nience comparing to home...” (#2). Some care-
givers thought the quality of support service is
poor. “I won’t go to volunteer service, although
it is free, because its condition is poor and ser-
vice quality is low” (#3). There also some care-
givers used some support service but quitted
because the quality of service”. “We had used
meals delivery, but because it is not delicious
and some times it is cold, so now | do not use it
any more” (#7). Thus, many caregivers worried
about the quality of service and coupled with a
lot of inconvenience, therefore affect the usag-
es of support services.

Some support service is not accessible

The accessibility or convenience should be a
notable feature of the community support ser-
vices. The accessibility mainly reflected in dis-
tance, time and money, this is a factor hamper-
ing caregiver to use the caregiver support
service. The inaccessibility of distance mainly
means the site where support service is pro-
vided is far away from the resident of caregiv-
ers and seniors distance, but sometime the
caregivers and seniors have difficult to move.
“The nursing home is far away, it is conve-
nience for us to look after him, especially in the
rainy day.” (#3)//“If adult day care centers are
close to my home, we would like to attend.” (#2)
The inaccessibility of time mainly means that
caregiver usually company the senior all day
along and have no time to enjoy the support
service. “I have no time to take participate in
the programmer which can teach us some care
skill” (#4). 1t was no doubt that inaccessibility of
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money is a frequently issue that mentioned by
the caregiver. As expected, most caregivers
concerned about the cost of support services,
because it was a sufficient barrier to keep them
from using services; Economic status often
determines support resources of a family.
Some caregivers thought that they would have
enough support if they have enough money.
“Now my main pressure is economic stress...
economic decides everything..We have no
money to pay nursing home.” (#3).

The resistance of the elderly and the reluc-
tance of caregivers

The resistance of the elderly is the most fre-
quently mentioned reason for caregivers not
using community support services, second is
the reluctance of caregivers. The reasons for
the resistance of the elderly include the elderly
would not accept care outside home, they were
fearful or embarrassed, and refused or resisted
in help from service providers. For these care-
givers, the resistance of the care receivers was
sufficient to discourage use of a series of sup-
port services. “He refused to go to nursing
homes...in the nursing home, he ate and drunk
nothing for two days...He was afraid...” (#9) //
“When | or my husband asked if she wished to
go to nursing home, she shook her head, she
preferred at home and take care by her own
children.” (#7).

Several caregivers were found to be reluctant
to accept help from support service providers.
There are two reasons for this reluctance: one
is that caregivers’ feeling of responsibility, guilt,
shame, and worrying about their elderly’ safety,
they can only be ease when taking care of the
elderly by themselves. On the other hand, some
caregivers worried about the quality of support
services, the existed service providers can not
provide high quality services and they were
unwilling to accept “strangers” (service provid-
ers) to take care of elderly. “There is not conve-
nience in nursing home, sleep is not well too...
food is not tasty...but she is free at home, so we
would not let her go there.” (#2) // “We worried
and distrust if someone else takes care of
him...” (#11).

Discussion

One finding of the study is that the work of tak-
ing care of seniors is a hard work, there are sev-
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eral reasons accounting for this: (1) The care
work itself is long-term, cumbersome, complex
and challenging, which was found in the previ-
ous studies [28-30]. (2) Most caregivers are
old, had reached the standard of senior in
developed countries [31]. It is a common phe-
nomenon that the elderly take care of each
other in China. Moreover, most caregivers had
chronic diseases. (3) The majority is female
caregivers, consisted of spouses and children.
This finding is consistent with many studies
[32, 33], most caregivers are women world-
wide. In the context of feudal culture of male-
dominant for thousand years in China, women
are subject to vulnerable groups. For these rea-
sons, the experience of caregiver is hard and
burdensome.

Another finding is that most caregivers regard-
ing caring the seniors is their own responsibili-
ty. It is an inevitable result of advocated loyalty
and filial piety for thousands of years. In these
context, when a family member become old or
have disease, it is accepted to live at home and
be cared by family members, caregivers had
strong sense of responsibility. The burden
experience of caregiver was documented in the
previous study frequently [34, 35], the respon-
sibility experience was rare reported.
Furthermore, it is controversial whether caring
the elderly is a responsibility or a burden for the
family caregiver in different studies. The finding
in this study indicated that the relationship
between responsibility and burden are two
aspects. For some caregivers, filial obligation
was found to be positively associated with care-
giver’'s burden, the finding was supported by
Foster [36]. It can be explained that when the
sense of responsibility of caregiver is stronger,
the wish of providing perfect care is corre-
sponding more intense, therefore tremendous
pressure and feeling of self-blame, guilt emerge
and produce more suffering, especially when
the caregiver can’t achieve the initial wish for
some reason. Gonzalez LA [37] pointed out the
similar point. Nevertheless, filial obligation was
found to be positively associated with caregiv-
er’'s burden for some caregivers. It is natural for
these caregivers to show filial piety to parents
and it is a enjoyable thing rather than a
burden.

However, the sense of responsibility affected
the expectation of support service and support
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seeking behaviors, which are barriers of health
care services utilization. It is identified in the
previous study [10, 14, 26, 33, 38]. Most care-
givers in this study dedicated to care the elderly
at home personally rather that sending the
senior to some health care institutions, even at
the sacrifice of their own lives. Most partici-
pants would take care the beloved personally
as long as their health and energy permitted,
usually had low aware and expectation of social
support services, as a result, the utilization of
support services is low. In addition, some par-
ticipants believe in fate, and it is also a barrier
of utilization of support services. The finding
above provides direction for community nurses
and other health professionals in targeting
caregiver support service should regard the tra-
ditional cultural factors to meet the expressed
need of caregivers.

In this study, the support is never enough. In
addition to cultural factors as mentioned above,
other factors of low perceived of social support
were identified in this study, including some
support that urgently needed is not available,
Some support service is not accessible, Some
support service was not be afford. This finding
involved the availability, accessibility, and
affordability of caregiver support service and
indicated that there is a gap existed between
support service provided and utilization. It is
similar to the finding of Whittier et al [9] also
was identified by Chen [11]. These findings are
practical and helpful for future caregiver ser-
vices and program development that should
consider the availability, accessibility, afford-
ability of the support services. Firstly, services
needed by family caregivers must be available
in their community. Secondly, these services
must be accessible. Support services must be
located conveniently within a reasonable
amount of time. Service accessibility applies
not only to physical location of services, but to
the structure of service delivery as well and
working hours must be considered. Thirdly, ser-
vices must be affordable to caregivers.
Caregiver consideration of the affordability of
services will not only include financial costs,
but also costs in terms of time, effort, potential
loss of confidentiality, and potential family con-
flict. These suggested that there is a need for
support service providers to enhance efforts to
improve the service network for supporting
family caregivers.
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In this study, the experience of family caregiv-
ers suggested that the whole society should
pay more attention to the issues of caregivers
and appropriate support should be provided.
The support should include material support,
emotional support, informational support, eco-
nomic and policy support. The support which
urgently needed should be given priority. The
results indicated that, among burden experi-
ence of caregivers, emotional pressure is less
mentioned than physical pressure. Therefore
most participants identified that they need
physical support more urgently than emotional
support. It can be explained by the theory of
Maslow’s needs [39]. Physical demand is at the
lowest level of demand, when it is not met, psy-
chological needs will not arise. China is still a
developing country, the health care system is
not perfect, therefore, the need of caregivers
still focuses on physical part, and emotional
needs are relatively low. For caregivers, health
declining and feel powerless is the most promi-
nent experience. Another outstanding experi-
ence is loss freedom, this finding was consisted
with several qualitative studies [40-43]. This
suggests that health service providers should
first take measures to help caregivers ease the
physical stress and burden. In addition, larger
economic pressure is another outstanding
experience that most caregivers mentioned,
but the finding of Winslow [26] mentioned that
the issue of economic is talked less. This shows
that the health care system in China is not
sound enough, so the appropriate policy and
financial support are urgently needed under the
present conditions. In some western countries,
there are some policy supports including care-
giver subsidies, tax exemptions and caregivers
paid leave policies, but are rare in China, there-
fore, there is an urgent need for Chinese gov-
ernment to develop relevant policies.

However, the following limitations were identi-
fied in this study: Firstly, The sample was conve-
nient and small, and qualitative research meth-
od was used, therefore, the generalization
cannot be gained. A larger sample size and
quantitative research methods need to be con-
sidered in further studies. Secondly, this study
is conducted in two communities in Shanghai,
and the research regjon is limited. Future stud-
ies should be conducted in a broader region
even nationwide.

Int J Clin Exp Med 2014;7(7):1818-1828



Responsibility and burden from caregivers’ perspective

Acknowledgments

The study was supported by National Natural
Science Foundation of China (No. 71373177).
The authors thank the Staff of two community
service centers and residents’ committees,
and all caregivers who participated.

Disclosure of conflict of interest
None.

Address correspondence to: Dr. Lanshu Zhou,
School of Nursing, Second Military Medical
University, No0.800, Xiangyin Road, Shanghai,
People’s Republic of China. E-mail: zhoulans-
hudd@163.com; Dr. Yan Shi, Department of Nursing,
Shanghai Tenth People’s Hospital, Tongji University,
No.301 Yanchang Road, Shanghai, People’s
Republic of China. E-mail: shiyandoc@126.com

References

[1]  Zhou Q and Liu CH. [The impact of the study of
contemporary and Confucian comments on
the classic Neijing (Internal Classic) and its
commentary and subcommentary]. Zhonghua
Yi Shi Za Zhi 2010; 40: 121-124.

[2] Shih FJ. Concepts related to Chinese patients’
perceptions of health, illness and person: is-
sues of conceptual clarity. Accid Emerg Nurs
1996; 4: 208-215.

[3] Peng Q. Long-term care: the future develop-
ment point of China’s health insurance mar-
ket. Shanghai Insurance 2004; 31-32.

[4] Schulz R and Beach SR. Caregiving as a risk
factor for mortality: the Caregiver Health Ef-
fects Study. JAMA 1999; 282: 2215-2219.

[5] Flaskerud JH, Carter PA and Lee P. Distressing
emotions in female caregivers of people with
AIDS, age-related dementias, and advanced-
stage cancers. Perspect Psychiatr Care 2000;
36: 121-130.

[6] Coristine M, Crooks D, Grunfeld E, Stonebridge
C and Christie A. Caregiving for women with ad-
vanced breast cancer. Psychooncology 2003;
12: 709-719.

[71 Haley WE. Family caregivers of elderly patients
with cancer: understanding and minimizing
the burden of care. J Support Oncol 2003; 1:
25-29.

[8] Magnusson L and Hanson E. Supporting frail
older people and their family carers at home
using information and communication technol-
ogy: cost analysis. J Adv Nurs 2005; 51: 645-
657.

1827

)

(10]

(11]

[12]

[13]

(14]

[20]

(21]

[22]

(23]

(24]

Whittier S, Scharlach AE and Dal Santo TS.
Availability of caregiver support services: impli-
cations for implementation of the National
Family Caregiver Support Program. J Aging Soc
Policy 2005; 17: 45-62.

Ng GT. Support for family caregivers: what do
service providers say about accessibility, avail-
ability and affordability of services? Health Soc
Care Community 2009; 17: 590-598.

Chen YM, Hedrick SC and Young HM. A pilot
evaluation of the Family Caregiver Support
Program. Eval Program Plann 2010; 33: 113-
1109.

Shyu YI, Yip PK and Chen RC. Caregiving expe-
riences of family caregivers of elderly persons
with dementia in northern Taiwan. Kaohsiung J
Med Sci 1996; 12: 50-61.

Kwok T, Twinn S and Yan E. The attitudes of
Chinese family caregivers of older people with
dementia towards life sustaining treatments. J
Adv Nurs 2007; 58: 256-262.

Chiu T, Marziali E, Colantonio A, Carswell A,
Gruneir M, Tang M and Eysenbach G. Internet-
based caregiver support for Chinese Canadi-
ans taking care of a family member with al-
zheimer disease and related dementia. Can J
Aging 2009; 28: 323-336.

Chow SK, Wong FK and Poon CY. Coping and
caring: support for family caregivers of stroke
survivors. J Clin Nurs 2007; 16: 133-143.

Luk WS. The home care experience as per-
ceived by the caregivers of Chinese dialysis
patients. Int J Nurs Stud 2002; 39: 269-277.
Huang XY, Sun FK, Yen WJ and Fu CM. The cop-
ing experiences of carers who live with some-
one who has schizophrenia. J Clin Nurs 2008;
17: 817-826.

Liang HF. Understanding culture care practices
of caregivers of children with cancer in Taiwan.
J Pediatr Oncol Nurs 2002; 19: 205-217.

SMP G. Shanghai Municipal People’s Govern-
ment, the notice of publish the cause of aging
in Shanghai Tenth Five-Year Development
Plan. 2010.

Clarke CM. Children visiting family and friends
on adult intensive care units: the nurses’ per-
spective. J Adv Nurs 2000; 31: 330-338.
White Y and Grenyer BF. The biopsychosocial
impact of end-stage renal disease: the experi-
ence of dialysis patients and their partners. J
Adv Nurs 1999; 30: 1312-1320.

Lee YT. Perceived homogeneity and familial
loyalty between Chinese and Americans. Curr
Psyc 1993; 12: 260-267.

Raddock DM. Growing up in new China: a twist
in the circle of filial piety. Hist Child Q 1974; 2:
201-220.

Ho DY. Filial piety, authoritarian moralism, and
cognitive conservatism in Chinese societies.

Int J Clin Exp Med 2014;7(7):1818-1828


mailto:zhoulanshudd@163.com
mailto:zhoulanshudd@163.com
mailto:shiyandoc@126.com

[25]

[26]

[27]

(28]

[29]

[30]

[31]

[32]

[33]

[34]

[35]

Responsibility and burden from caregivers’ perspective

Genet Soc Gen Psychol Monogr 1994; 120:
349-365.

Dai YT and Dimond MF. Filial piety. A cross-
cultural comparison and its implications for
the well-being of older parents. J Gerontol Nurs
1998; 24: 13-18.

Winslow BW. Family caregivers’ experiences
with community services: a qualitative analy-
sis. Public Health Nurs 2003; 20: 341-348.
Chou RJ. Filial piety by contract? The emer-
gence, implementation, and implications of
the “family support agreement” in China. Ger-
ontologist 2011; 51: 3-16.

Chenier MC. Review and analysis of caregiver
burden and nursing home placement. Geriatr
Nurs 1997; 18: 121-126.

Teri L. Behavior and caregjver burden: behav-
ioral problems in patients with Alzheimer dis-
ease and its association with caregiver dis-
tress. Alzheimer Dis Assoc Disord 1997; 11
Suppl 4: S35-38.

Turner HA and Catania JA. Informal caregiving
to persons with AIDS in the United States: care-
giver burden among central cities residents
eighteen to forty-nine years old. Am J Commu-
nity Psychol 1997; 25: 35-59.

WHO. Definition of an older or elderly person.
2005.

Mackinnon ME, Gien L and Durst D. Chinese
elders speak out: implications for caregivers.
Clin Nurs Res 1996; 5: 326-342.

Kong EH. The influence of culture on the expe-
riences of Korean, Korean American, and Cau-
casian-American family caregivers of frail older
adults: a literature review. Taehan Kanho Hak-
hoe Chi 2007; 37: 213-220.

Ow R. Burden of care and childhood cancer:
experiences of parents in an Asian context.
Health Soc Work 2003; 28: 232-240.

van der Voort TY, Goossens PJ and van der Bijl
JJ. Alone together: A grounded theory study of
experienced burden, coping, and support
needs of spouses of persons with a bipolar dis-
order. Int J Ment Health Nurs 2009; 18: 434-
443.

1828

(36]

(37]

(38]

[39]

[40]

[42]

[43]

Foster M and Chaboyer W. Family carers of ICU
survivors: a survey of the burden they experi-
ence. Scand J Caring Sci 2003; 17: 205-214.
Gonzalez LA, Romero YM, Lopez MR, Ramirez
M and Stefanelli MC. [The experience of family
caregivers of older people with depression].
Rev Esc Enferm USP 2010; 44: 32-39.

Litwin H. Filial responsibility and informal sup-
port among family caregivers of the elderly in
Jerusalem: a path analysis. Int J Aging Hum
Dev 1994; 38: 137-151.

Nuttin J. Human motivation and Freud’s theory
of energy discharge. Can J Psychol 1956; 10:
167-178.

Atallah R, Nehme C, Seoud J, Yeretzian J, Zablit
C, Levesque L and Ducharme F. [Caregivers of
elderly people with loss of autonomy in Leba-
non: what is the context of their health care?].
Rech Soins Infirm 2005; 122-138.

Chan HM and Pang S. Long-term care: dignity,
autonomy, family integrity, and social sustain-
ability: the Hong Kong experience. J Med Phi-
los 2007; 32: 401-424.

Zhai X and Qiu RZ. Perceptions of long-term
care, autonomy, and dignity, by residents, fam-
ily and caregivers: the Beijing experience. J
Med Philos 2007; 32: 425-445.

Bocchi SC and Angelo M. Between freedom
and reclusion: social support as a quality-of-
life component in the family caregiver-depen-
dent person binomial. Rev Lat Am Enferma-
gem 2008; 16: 15-23.

Int J Clin Exp Med 2014;7(7):1818-1828



