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Abstract

Background
Caregivers of mental illness play crucial roles in taking care of people diagnosed with mental illness
especially those who are rehabilitated in the community. The further understanding of burden and needs
of caregivers should be emphasized. This study aimed to further investigate perception on burdens and
needs of caregivers in China as perceived by mental health workers.

Methods
A total of 80 mental health workers were involved in our study. An electronic data collection questionnaire
with open ended question was given to mental health workers in different hospitals. Questions were
designed to explore mental health workers’ perceptive on burdens, needed support for improvements.

Results
Immersed themes indicated that caregivers of mental illness are suffering from sorts of burdens. They
emphasized that they would require more supports.

Conclusions
Caregivers of mental illness suffer from sorts of burdens and they lack knowledge and enough supports.
political will in support of them should be improved.

Introduction
From early 2000s the World Health Organization (WHO) has called member countries to strengthen the
rehabilitation system for psychiatric patients(World Health Organization, 2001). The WHO call came in
support of the de-initialization movement that has started in in western countries in 1970s where
psychiatric patients started to be rehabilitated in their families instead of long hospitalization in
psychiatric institutions (Bassuk & Gerson, 1978). Later in 2010s in its world’ mental health plan, the WHO
has reupdated its recommendation on psychiatric rehabilitation (Saxena et al., 2013). The engagement in
deinstitutionalization of psychiatric illness has impacted the wellbeing and recovery of psychiatric
patients. However, it has also contributed to the increase in caregivers responsibilities and associated
challenges among them (B. W. Y. Chan & O’Brien, 2011). Various studies show that caregiving psychiatric
illness has a direct impact to both physical and psychological well-being of informal caregivers of
psychiatric patients. the most reported problems are for instance, the Quality of Life, the care burden, the
depression and anxiety, the distress, and in some instances these problems are associated with
mortality(Pinquart & Sörensen, 2007)(Gupta et al., 2015)(Schulz & Beach, 1999).(Ran et al., 2016). In
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many studies conducted on caregivers of psychiatric illness, the caregiver burdens were the most
dominantly reported especially for those who are careering for psychosis such as
schizophrenia(Kokurcan et al., 2015)(Asher et al., 2018)(S. W. Chan, 2011). The reported burden would
manifest in caregivers in different forms but mostly it appears either as subjective or objective. (Chen et
al., 2019a). Summarily, the care burden among caregivers of mental illness encompasses their physical
psychological life which would affect the different domain such as �nancial, the physical discomfort,
social or psychosocial, the disturbed routine habits, tension, the violence, enormous stigma, career
di�culties, the chronic sorrow, and mostly these occur with lack of enough resources and low supports
(K.-J. Chang et al., 2018)(Hasui et al., 2002)(S. W. Chan, 2011). When the burdens and other related
problems become persistent and unmanaged among caregivers it may cause them to give up or to be
unable to take the caring responsibilities(S. W. Chan, 2011). Managing burden in caregivers will remain a
matter of concern for public health as the increase of mental illness is becoming the global issue.
Meanwhile globally 1 in four families has a family member with any sort of mental illness and 90% of
these patients live at home with their family members (Saxena et al., 2013). In addition, it is crucial to
understand burdens for the development of interventions measures (Xiang et al., 2008). Like in other
many societies in China psychiatric patients are treated in general and psychiatric hospitals when their
condition become stable they are cared by their families at their homes, they are followed up and get
other treatment from the community health services centers. (XIONG & PHILLIPS, 2016). (National Health
Commission of PRC, 2017). China has made a remarkable progress in mental healthcare in which the
recognition of caregivers of mental illness has its place. For instance, in 2004 china has launched non
previously 686 mental health projected with which by the end of 2010, a total of 200,000 follow-up visits
were completed among 280,000 registered people with severe mental illnesses, free medication and
treatment were provided 94,000 and 2400 times, respectively(LIU et al., 2011). (Ma, 2012). Later in
support of the 686 project the Chinese government has implemented the National mental health work
plan with the main aim of increasing the public awareness of mental illness, strengthening the prevention
and treatment of severe mental illness, increasing the mental health services network, training more
professionals of mental health, decreasing the societal and economic costs of disruptive behaviours by
individuals with mental ill- ness, and standardizing management of mental health service.(Liang et al.,
2018b). Generally, many measures and policies to support mental illness and other disabled people have
been implemented in different parts of china. (Chen et al., 2019a). Despite the effort being made by
Chinese authorities in managing mental illness, studies on burdens and needed support for caregivers
still relatively few in number. The known studies so far have mainly involved caregivers as respondents.
To our knowledge few studies or not even a single study has directly considered experts in mental health
work as respondents regarding caring burdens. This qualitative study aimed to investigate the view of
mental health workers who are experienced in serving mentally ill patients and usually work with
caregivers of these patients. further, we aimed to understand burdens, the possible needed support and
experts’ recommendations in order to guide mental health workers to recommend the general public, the
policy makers and other concerned parties the evidence-based measure for interventions for mentally ill
patients and their respective caregivers.
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Methods
Study design 

This study used an explorative phenomenological qualitative approach(Abalos et al., 2016). Information
was obtained from individuals mental health workers regarding their perception on burdens, the remarks
for the community perception on mental illness and impact on caregivers of mental illness,
recommendation for interventions to all concerned parties. 

Settings 

The study was conducted mainly in Chongqing city, which is the 4th largest city in China. Professionals of
mental health that work in different parts of Chongqing were called to participate. The mostly called
professionals were from three main hospital in Chongqing and have a direct corroboration.  The three
main hospitals are the �rst a�liated hospital of Chongqing medical university, the University town’s
Hospital and the �rst branch of the �rst a�liated hospital of Chongqing medical university. All of these
hospitals have psychiatry department and have the capacity to hospitalize psychiatric patients in
addition they are all public hospitals.

Sample size and sampling procedure 

Eighty respondents were recruited using purposive sampling. First, the study questionnaire was shared to
participants at the psychiatry department of the �rst a�liated hospital of Chongqing Medical university.
we preferred to involve a co-author from psychiatry department in other hospitals. The main purpose was
to involve all a�liated hospitals in the study and help the rest of participants to understand the aim of the
study. Each participant was requested to participate after �lling the consent form and checking whether
he/she meet the criteria for participation. We aimed to maximize approximately 20 participants in each
community of mental health workers. During the study data collection, we have identi�ed 6 who could not
respond all questions and these were removed in the list of those who participate, afterwards we have
considered 80 participants to the study. 

Selection criteria 

Participants were selected based on the following criteria; 1. Mental health worker not aged less than 20
years old. 2. Mental health worker who has a working experience of at least 6 months in mental health
work.   3.  Mental health worker who has worked with Chinese community and has a working license as a
mental health worker in china. 

Ethical approval 

The ethical clearance was provided by the ethical committee of the �rst Clinical college at the �rst
A�liated Hospital of Chongqing medical University. 
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Before data collection a brief explanation was given to participants. A Chinese version of questionnaire
was clear and oversee the professional background of the target group. Explanations were easier and in
some cases suggestions for study quality improvement were given by some participants. Each
participant was fully informed and understood the nature of study and voluntarily agreed to participate.  
The participation consent was read, understood and electronically signed before participation. 

Data collection 

An electronic study questionnaire mainly composed with open-ended questions, less dichotomous
questions, social demographic questions and questions related to work experience and related issues on
caregivers of mental health were given to participants who meet the study criteria. Each question was
prepared in English and translated in Chinese. The majority of respondents are Chinese native.
Meanwhile questions were given in Chinese and answers were in Chinese language. All questions were
coded in QR code, and an electronic link. Respondents were asked to scan and follow the procedure. All
questions were mandatory and participants could not move to next step unless she/he provide answer to
the previous one. Participant could �nish to respond in approximately ten minutes; however, the electronic
data collection could allow participants to save and respond later. In such case we have set a reminder in
the system so that answer could be given in two days after the responses are completed. All considered
data were available in the period of 34 days. Data collection was mainly composed by questions aiming
to understand all sorts of burdens such as psychological health situation, the social living status and the
suggested recommendations for intervention for caregivers of mental illness. The main questions were
like: 

1. What do you think could contribute to the increase of psychological challenges within caregivers of
mental illness? 

2. What can you say about caregivers ‘role and the general community perception?

3. Could you tell what psychological symptoms you often recognize in caregivers of mental illness?

4. What would you be your suggestion in improving caregivers’ psychological health? 

These main open-ended questions were among other questions that give the more clari�cations on social
and psychological health of caregivers. 

Data analysis 

A descriptive data analysis model was used to get an insight of social demographic parameters of
respondents, their experience in mental healthcare and related informative variable in caregivers of
mental illness.  

Based on data collection tools and approach used, all responses were immediately available and
recorded as written by respondents.  In the process of transcription, the respondent’s words in text were
well captured as deep as possible. To make sure of a non-biased work, on this step a discussion between
a Chinese native speakers and English speakers were agreed on the transcript content.  
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The unity of analysis was themes expressed in the text about any sort of burden such as; social,
psychosocial problems, �nancial, mental and suggestions for intervention or improvement of health and
psychological health of caregivers of mental illness. We performed the iterative reading of the responses
of asked questions to expert respondents, highlights and memo were used during analysis except on
recommendation part where we coted the highly occurring and more signi�cant responses. Manually, we
colored highlights in the text which correspond to the preconceived category delivered from study
objective.  Further, the condensed meaning in both hard copies were transferred to different sheets of
paper for further analysis. Blind examination for both �rst author and co-authors were performed. In the
further procedure, Memos were used to summarize the patterns of the condensed meaning before
transferring to main copy. Each copy was coded carefully and was given a number following the source
of data in excel sheet.  By moving to this step, the �rst author performed the coding schemes with the
abstracted categories and themes. Thus, different categories, summarized meaning units, or codes were
compared for underlying meanings and relationship at the interpretation level which formed the further
used themes. Depends on the nature of data and data collection methods, the study data were limited
only on the transcripts and available details. Therefore, to avoid bias each word in category and theme
went through cross-examination, the meaning of the word in the text needed a real or deep meaning in
Chinese language, the culture context and sociological linkage with the interested domain of research
objective. 

Results
Characteristics of respondents 

A total number of participants were N= 80 aged between 20 to above 60 years old. A descriptive model
shows that the majority of participants were female n= 62/77.5% while male scored 22.5%. the majority
of participants were young aged 20 to30 years old 55% with older aged between 51 to 60 years counting
2.5%. The majority were psychiatric nurses n=41counting 51% while social workers 2.5% and
psychologists 10% were minority with bachelor’s degree n=47/58.8%. 11.3 with educational level less that
Bachelors’ while those with PhD were 3.8% of total participants. Most of participants were experienced in
mental health work in between 1 to 5 years 52.5% while those experience with more than 20 years were 6
counting 7.5%. the majority of participants were working in general hospital in psychiatry department
n=60/ 75% with few 2.5% working in other none speci�ed institution while 22.5% work in special
psychiatric hospitals. And all respondents work for public or government institution n=80/ 100%. The
majority could serve in both available departments of psychiatry inpatient and outpatient counting 46.3%.
respondents were also in majority working in institutions located in city n=67/83.8% while 8.8% are in
rural areas. In terms of numbers of patients served a day most of respondents serve between 1 to 10
patients n= 40/50% and 28.7% serve above 40 patients per day. The majority of respondents 78.8% again
show that their institutions held regular activities with patients and caregivers. With 21.3% who proved
that there is. No regular activity. 62.5% of respondents proved that they have ever recognize the presence
of psychological problems in caregivers. While 37.5% have never recognized any psychological
symptoms. The age(P>0.003), the number of patients received per day (P>0.006) negatively correlated
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caregivers psychological symptoms recognition by mental health workers. Details about demographic
characteristics and mental health work is seen on table 1.  

Table 1:Participant demographic and professional characteristics 
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Variable  Category  n/80 %

Gender  Male  18 22.5

  Female  62 77.5

Age  20 -30 years old  44 55.5

  31-40 years old  28 35

  41-50 years old  6 7.7

  51 -60 years old  2 2.5

       

Educational Level   Less than Bachelor’s  9 11.3

  Bachelor’s  57 58.8

  Masters 21 26.3

  PhD Level 3 3.8

Work experience  1-5 years  42 52.5 

  6 -10 years 22 27.5

  11-15 years  8 10.0

  16-20 years 2 2.5

  Above 20 years 6 7.5

Title or quali�cation  Psychiatrist MD 29 36.3

  Psychiatric Nurse 41 51.2

  Psychologist  8 10.0

  Social worker  2 2.5

Institution working for  General hospital/psychiatry
Department 

60 75

  Special psychiatric
Hospital 

18 22.5

  Other institution  2 2.5

Frequent Department  Out Patient  4 5

  In patient  35 43.8

  Work in both department  37 46.3

  Other  4 5
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Location of institution  City Area 67 83.8

  Rural Area 7 8.8

  Town ship  6 7.7

Type of institution  Public  80 100

  Private  0 0.0

Ever recognized a psychological problem in a
caregiver 

Yes  50 62.5

  No  30 37.5

Whether institution has regular activities with
patients and respective caregivers

Yes  63 78.8

  No  17 21.3

Number of patients served per day  1-10 patients  40 50.0

  11-20 patients  11 13.8

  21-30 patients 2 2.5

  31-40 patients  4 5.0

  Above 40 patients  23 28.7

 

Identi�ed themes 

After analysis �ve main themes emerged from data, 1. Less knowledge of mental illness, 2. the high
stigma in caring mental illness 3. High distress and burnout 4. Less social    in addition to that four
similar main suggestions were added with critical input. 

Less knowledge of Mental Illness 

The less knowledge of mental illness or mental illness was an issue of concern as frequently pointed out
by most of mental health workers respondents. Most of them shown that the less knowledge of mental
illness in caregivers and in the general community is a big matter as this one would play a great role on
the rest of other challenges that are affecting caregivers of mental illness as well as patients. Mental
illness could occur in families suddenly and none has never pretended that its quite an ordinary illness
that would affect anyone anytime. In addition, the community perception of mental illness may affect
patients and their respective caregivers. Thus, less awareness of mental illness was shown in the
following category:

-Need of Mental health education 
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Most of respondents shown that there is a need of mental health education not only in caregivers of
psychiatric patients but also for the general community. the respondents based on their experience have
shown that despite the effort made by the Chinese government in healthcare and mental healthcare in
particular, mental health education must be improved for the particular cause of preventing,
management, and promotion of mental wellbeing in caregivers, patients and the community.  Mental
health education would not be implemented when the disease is present. It would be done even before its
occurring in the family and the community the lack of the awareness play a great role in increasing the
burden and sorts of stigma. A respondent said: 

‘’The mental pressure and psychological pressure of caregivers are enormous. The community including
families with mentally patients have too little knowledge and understanding of mental illness. It is
necessary to strengthen the knowledge of health education so that more people can learn about mental
illness and prevent it early.’’

High stigma in caring mental illness 

The lack of knowledge which brings the stigma in caring mental illness was stated by most of
participants, the stigma, that is expressed as feel of shame of caring for such a disease was recognized
in most of respected caregivers. Well, in the same instances this issue has become commonly frequent.
Caregivers manage to hide it. However, mental health professionals could recognize it even though they
could take no further intervention the stigma may occur as one of other more psychosocial challenges
that a single caregiver is experiencing. A respondent said:  

Sometimes I used to listen and talk to caregivers, they have many challenges as resulted to their daily
caregiving demand. They are stigmatized and they experience sorts of burden. Once a caregiver told me:
“I am fragile and helpless. I don’t know how to help the patient. I am under great pressure. I am afraid that
others will know that I have such a disease in my family. (a psychologist with 6-10 years of experience). 

The stigma being frequent is commonly manageable especially if the disease is well explained to
community and concerned caregiver.  The respondents instated on mental health education in
overcoming the stigma and related challenges one says: 

“Caregivers provide important support for patients’ recovery from illness, and community residents’
attitudes towards patients with mental illness have an important impact on patients’ recovery. Caregiver
are often stigmatized they lack knowledge on the illness that they are caring for. we need to introduce and
strengthen mental disease education for community and caregivers as possible as we can”

Similarly, on mental education and stigma reduction, main respondents have proven that this issue need
to be addressed and should be for urgent plan for authority policy makers. However others show that the
good policies regarding mental health education has started and would need to be improved 

Caregivers provide important support for patients’ recovery from illness, and community residents’
attitudes towards patients with mental illness have an important impact on patients’ recovery and
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caregivers psychological health I would suggest Provide more disease-related knowledge, provide more
convenience in treatment of diseases, so that the society has a correct understanding of such patients,
and provide more fair work opportunities and convenience in life ( a psychiatrist nurse with more than ten
years of experience). 

High Distress and burnout 

The expressed distress and burnout as recognized by mental health workers was one of frequent
 reported in data of respondents. Measuring burden and burnout could be expressed in presenting more
arguments that prove that the issue of burden and burnout is highly prevalent in caregivers of mental
illness. Respondents have proven that having the burden and burnout is immediately associated with the
patient’s illness and caregiving role and this affects the diseases' recovery and psychological health of
caregiver. A participant said 

“Caregivers �nd it di�cult to accept the fact that the patient is sick, worry about the future, there should
still be discrimination in the community at present, and look at it with colored glasses” ( Psychiatrist with
10-15 years of experience in mental health work)  as similar to this statement other respondents have
also shown the high burden and non-recognition of problem by caregivers the proposed solution to
overcome it : 

The caregiver’ role is very hard, but sometimes we recognize psychological symptoms among them and
they denied it. There are still many stigmatized prejudices and discriminations against mental illness in
the  society. And we found this to increase distress, burnout and burden in caregivers we also recognize
other causes of disease related distress. (psychiatric nurse of 1-5 years of experience).

Having the burden would be avoided when both the caregiver, patients and the general community have
insight on mental illness therefore, by stating the distress burden and burnout respondents in most of
cases have mentioned the matter of mental health awareness in the general community and the other
concerned parties in particular. A respondent stated“ Caregivers generally have a relatively high burden of
care, they also present other different psychological conditions and in sometimes the distress is
expressed in di�cult forms, we hope to succeed in managing this matter by increasing the mental health
knowledge and maximize the support provided to caregivers and their families.  now Chinese
communities are actively spreading knowledge about mental illness among residents”

The need of social support 

The lack of social support is one of the main issues raised by participants. The social support would be
expressed by how the family caregivers are perceived in the community, how the community is trying to
help patients and their caregivers to cope with the illness. Mental health workers could also play a role in
providing the social support at their level. The lack of social support as shown by participants is
associated with causing factors high burdens in caring for illness and di�cult in disease recovery and
rehabilitation 
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A participant said: 

The caregivers are very important to the patient’s recovery, and play  a very supportive role. The
community’s understanding of mental illness is not comprehensive enough, and community
rehabilitation is rarely carried out. This lack of integration affects the social support and could be
associated to disease complication and effect on caregivers’ daily life. (a Psychiatrist PhD holder with 16-
20 years of experience in mental health work.)

On the hand respondents mentioned the issue of social support as a call for assisting both the patient
and caregivers, they have raised this matter based on their experience in mental health work within the
community that they understand well. A participant said: 

“The community should pay more attention to families with mental illness patients, pay more attention to
the emotional state of family members and patients, and intervene in a timely manner. Not only patients,
but family members also need it. our community should be taught that their support is with great
importance when a neighbor is having a relative with mental illness.” ( a social worker with 6-10 years of
experience in mental health work). 

The frequent associated factors to challenges in caring Mental illness 

In additional to themes that exposed problems of caregivers another issue of concern was studied in
separate. Respondents were asked to point what they have recognized as dominant factors that would
in�uence problems in caregivers as based on their experience in mental health work and the fact that they
understand the Chinese culture. The more frequent challenges as pointed out by participants are issues
related to family factors. Issues related to disease and patient themselves, and issues related to the
community. 

Issues of family and the patient. 

Family factors are mostly economic and related issues. The family acceptance of the disease and how
family cope with the disease. In this case most of respondents have pointed out economic issues within
the family. The family’s spending, family incomes and the cost of illness. In most of cases mental ill
patients become a burden especially when they could not work and some of caregivers may lose their
previous employments for providing care to the patient.  One participant said: 

“the economic situation is a major problem that increase problems and burdens in caring mental ill
patient we have many examples of families that faced these challenges. Spouse or one parent could lose
their jobs or stop it for taking care of a relative, what can we say on the disease cost? When the disease
takes long period, the situation in the family becomes worsen I recommend concern parties to think about
this matter.” (a MD psychiatrist. PhD holder with more than 20 years of experience in mental health work)

In addition to the economic matter within the family, respondents have also shown that when there is
mental illness in the family. Some families would end-up in poor family relation even family separation or
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divorce can occur and this increases the caregiving burden and related challenges.  Another participant
said: 

“The family relations cause a big problem when caring mental illness some families couldn’t cope as the
used in previous. We had cases of poor relation and those who have leave their families because of the
illness. This comes especially with schizophrenia cases and other psychotic conditions.”(a psychiatrist
nurse with 16-20 years of experience in mental health work). 

A part from the family relation issues, the other issues that increases the problems among caregivers is
the disease acceptance and coping strategies. It was seen that many caregivers would deny the disease
and sometimes have problems in trusting the treatments provided by professionals this may manifest
not only in caregivers but also patients when this becomes frequent caregivers become vulnerable
multiple caregiving associated challenges.  As most of respondents pointed out, the disease acceptance
coping strategies poses an issue of concern when educating families with mental illness patients and
patients themselves. one said:

The disease acceptance is one of the main issues that increases chance in fails of treatments and
worsen the burden of caregivers. Some families cannot understand mental illness as it occurs suddenly
and may take longer depends on case. They seek many unwanted treatments with no good results (A
psychologist Masters holder with more than 5 years of experience in mental health). 

Patients and other disease related factors 

The issues associated to patients and the disease were explained in two main points: the patient’s
behavior toward the his /her family her/him self and the community or the severity of symptoms.
Secondly the illness course, relapse, frequency of hospital admission, and the patient compliance with
treatment. According to most of participants the patient and disease related factors were associated to
the challenges in caregiving. Each single issue in these stated would contribute in the increase and
severity in problems faced by caregivers in some instances all many or most of the factors may be
present to a patient and the caregiver will live a situation of dealing with the routinely frequent matters.
An argument in these combined was shown by most participant. For instance, one said: 

The medication compliance is a challenging situation for family caregivers. Some patients mostly resist
in taking medication and other resist the proposed therapy, in cases that we have mostly known, family
caregivers could not sleep, they always stay home for assisting the patient. We often receive night calls
from caregivers. We always think how we may improve the assistance at caregivers’ level because we
know caregivers of mental illness are suffering. (a MD psychiatrist, Masters holder with experience of 11-
5 years in mental health work).

Other participants have mentioned the similar argument. The main raised issue has been seen in many
other previous studies however this being said by professionals has been an added value to our current
knowledge. 
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The severity of disease, the disease recurrence and family strategies to cope with the disease some of
dominant issues in increasing burden in caregivers. 

Recommendations
Apart from other guiding questions, participants were asked to provide their recommendation on issues
related to improvement of health or mental health of caregivers of mental illness. A total of 80
recommendations were given by mental health workers based on their experience in mental health work
and the understanding of mental health system in China. All provided suggestions were narratively
combined in four main points: thus, we summarized the main recommendations as follow; 1.
recommendation for mental health workers 2. Recommendations for local authorities (policy makers) 3.
Recommendations for the general community and 4. Recommendation for caregivers.

Recommendations for mental health workers 

Most of participants have pointed out the role of mental health workers in managing conditions of
caregivers. These recommendations were given either as detailed points for suggestion or including the
recommendation in other given suggestions. Mental health professionals then believe that when
including care for caregiver in the treatment protocol, it would bring a solution in both disease treatment
for patients and decrease probable challenges that are associated to caring role among caregivers.
Therefore, mental health workers recognized the systemic approach in treatment of mental illness. A
respondent said: “for the better overcoming caregiving associated problem among caregivers, I would
request  my fellows professionals of mental health to strengthen disease education and pay attention to
the problems of the entire family of patients with mental illness instead of just focusing on the patients
themselves” (A psychiatric nurse of 6-10 years of experience with Masters level of education).  In others
instances the role of mental health workers as recommended by some among them, should need the
others parties support such us professionals in other medical domains and the social life in particular.
For instance, another participant said: 

“Medical institutions can further strengthen their understanding of the patient’s entire support system,
conduct targeted and supportive psychological interventions for their caregivers, and strengthen the
propaganda of disease knowledge.” This shows that not only mental health workers should contribute
but also, they need support in perfoming this task. However, the main role is for mental health workers to
intervene. The caring responsibility and good will of mental health workers should also be supported by
the management of their institutions. This is said by a respondent who said: 

“Specialty hospitals can hold regular mental health lectures and related activities, and the community can
organize professionals to enter the home or organize caring activities in the community” this prove the
call for mental health worker to intervene for caregivers from the hospital to the community level.
However, mental health worker would need the hospital support and other sort of motivation for the
courage of mental health workers. 
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Recommendation for local authorities (policy makers). 

The prevention and management of burden distress and other sorts of psychological health that affect
caregivers of mental illness needs the entire collaboration of many parties. In terms of health the policy
makers play a crucial role as they facilitate the implementation of strategies that will promote healthcare.
participants in this study had recommendations for policy makers as they recognize their role for health
promotion. Most of participants called policymakers for this main single intervention or multiple tasks.
The dominant recommendation was to increase the investment and to participate in otherwise neglected
issues of mental healthcare and where possible make mental health a priority and try to understand it as
an issue of community. they further believe that this can improve mental health of the community
including caregivers or families of with mental illness.  A respondent said:

“The government should help mental health workers in implementing activities of Providing more
disease-related knowledge, provide more convenience in treatment of diseases, so that the society has a
correct understanding of such patients, and provide more fair work opportunities and convenience in life”
(a psychologist, master holder with 11-15 years of experience). 

Again, most of participants when recommending policy makers, they have pointed out the issue of
sensitization or investing in mental health education. The used word is propaganda. They do believe that
mental health should be told to people in the community. increasing the community awareness of mental
illness and when possible the �rst aid for mental illness in the community should be implemented.  A
respondent said “The government should help in increase of  Propaganda about mental illness to let
them understand the illness, strengthen communication in the community, talk more about it, and be
guided when it is di�cult, and psychotherapy is needed when necessary” ( a psychiatrist nurse masters
holder with 20+ years of experience in mental health. )

Similar to the aware ness, participants have recommended the authorities to strengthen the social
security system for mental illness which may include the medical insurance or other kind of supports
from the government policy for the bene�t of mentally ill patients and their respective caregivers. A
participant mentioned “Increase the general population’s awareness of mental illness, improve the social
security system, and reduce patient pressure and care pressure.”

Recommendation for the general community 

Apart from recommendations for the policy makers mental health workers had some additional
recommendations for the general community. These recommendations if applied may help caregivers in
living normal life as they may decrease problems such as stigma, less social support or other kinds of
burden among caregivers. Recommendations include what the community should know about mental
illness, how they should act toward mental illness and what support they can provide to psychiatric
patients and their families.  A respondent has said: “The community must participate in more lectures on
psychiatric related science knowledge, understand the occurrence and development of diseases, and help
patients from the power of family society.”
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Recommendation for the caregivers 

Participants as refer to their experience have shown interest in providing recommendation to caregivers
for the bene�t of themselves and patients as well. The recommendations are mainly to help them cope
with the disease and help the patient to live the normal life despite the presence of the illness. For
instance, one participant recommended the following: 

“When there is a mental disorder in the family, the whole family may suffer from high pressure when the
pressure is too great, the pressure should be properly released, and the caregiver should be regularly
involved in activities to release emotions.” (A psychologist Master holder with 11-16 years of working
experience in mental health). This recommendation suggested the importance of encouraging caregivers
or patients to participate in stress management activities one may say sport activities, collective dance,
and other activities that are applicable in Chinese culture. Similarly, another respondent has mentioned
the physical exercises as a recommended activity to manage possible presence of distress when caring
for mental illness: “Caregivers of mental illness must Strengthen physical exercises, strengthen self-
psychological adjustment and cognition of patients' diseases” (Psychiatric nurse Bachelors holder with
16-20 years of experience in mental health work)

The routine physical exercises are one of much important for healthy and ill persons in both physical and
mental illness. According to this recommendation respondent �nd good to focus on the psychological
adjustment and the cognition of patient’s diseases this would help in the prevention of severity of
symptoms and the on-time care and symptoms acceptance. Participants also called caregivers to
cooperate with care providers. In some instances, caregivers of mental illness can be resistant to care
acceptance. With this regard they were recommended to facilitate the care or intervention for patients as
it helps the illness management and decrease of psychological symptoms to them as caregivers:  A
participant said : “caregivers must learn to be more patient and learn to communicate, be sensible and
calm, believe in science, and believe in hospitals’ care and services ” the issue of non-bereavement in
science when there is a presence of mental illness is common in different cultures considering this
recommendation would help in  up the treatment, prevent unwanted relapses of illness and prevent high
burden and other challenges of caregiver and mentally ill patients. 

Discussion
This study has brought insight into burdens regarding, psychological, social �nancially burdens of
caregivers of mental illness and recommendations to be considered by different parties for the bene�t of
caregivers of mental illness and their patients in particular. Previous studies have more focused on
similar problems and participants were mainly caregivers of mental illness instead of mental health
workers. The study found that the main challenges faced by caregivers of mentally ill person are the high
care burden, the stigma the lack of social support and challenges related to lack of illness awareness.
The study has also revealed factors associated to dominant challenges among caregivers who are
mainly relatives or family members of mentally ill person. Similar �ndings have reported the similar
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�ndings in china and abroad.  For instance, a very recent hospital-based study in Beijing has reported
different sorts of care burden and lack of social support among caregivers of schizophrenia although this
study included (N=20) participants family caregivers. The same study recommended the general public
and concerned parties to increase the support and care to families with mental ill patient  (Chen et al.,
2019b). The care burden itself was also reported in previous studies that involved all parties of Chinese
community which include the mainland china, Hong Kong and Taiwan (Hsiao & Van Riper, 2010). In
addition to the burden respondents in this study have pointed the burnout in caregivers. Presenting
burnout in caregivers would manifest in in different forms which include decreased physical abilities,
decreased enjoyment of previous enjoyable events and presence of others physical symptoms such as
headache, and lack of achieving other daily tasks. In some studies, the burnout in caregivers was mainly
reported in those caregivers of early psychosis. However, it is reported that this one is present in any
phase of the illness. (Onwumere et al., 2017)(Onwumere, Sirykaite, et al., 2018). The burnout like other
symptoms in caring affects the psychological health and the disease outcome. It is recommended to
manage the burnout in caregivers for their better life and illness recovery. Previous studies recommended
to apply the stress management technics, increase the disorder awareness, early assessment of
caregivers in need of intervention, use of coping strategies, balanced recovery focused information
mental illness especially psychosis. (Onwumere et al., 2017)(Kokurcan et al., 2015)(Onwumere, Glover, et
al., 2018). Apart from the burden and burnout reported in this study, the other main raised issue is the less
or lack of knowledge about mental illness. Mental illness as occurs suddenly in the family causes
multiple challenges including lack of interest in learning about it. In different societies, mental illness has
negative perception and prejudice. Therefore, when it occurs people would keep it miss conception or its
traditional briefs. In this study, respondents show interest to think about the bene�t of increasing mental
health awareness in general community. Previous studies have shown that the lack of knowledge and
preparation for mental illness can affect the long term outcome   of people experiencing mental illness in
both clinical social and economic terms which would increase the care burden and this becomes much
critical when the illness is psychotic such as schizophrenia (Ran et al., 2016). The caregivers should learn
the disease name and classi�cation, the management plan and possible impact on themselves, for
further awareness caregivers should be involved in a routinely mental health public or  speci�c lecturer
preferably organized by health intuitions (Kane et al., 2019)(Yoo et al., 2018)(Trachsel et al., 2016). On the
previously recommended measure for increasing the knowledge and awareness the previous mentioned
recommendation from the participants can also be taken in consideration. This study has also reported
stigma as one of many challenges that are present among caregivers of psychiatry illness in China.
Caregivers are stigmatized and experience self-discrimination either them and patients, they prevent
themselves to enjoy normal life such as attending social activities with patients and have shame to be
known as caring for mental illness in the family. In previous study it was seen that the same issue is
much prevalent in Chinese culture and this brings many challenges for caregivers (Guan et al., 2020).
(Yeung et al., 2017). In previous studies, the stigma in caregivers and patients were suggested to be
managed by using different interventions which mainly include  increasing knowledge about the disease
and mental illness in general, and seek mental health care from experts when needed,  (Wong et al.,
2018). Additionally, the stigma management in caregivers would include measures such as informative
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and psychosocial interventions based on education and contact of caregiver, cognitive therapies and
group psychoeducation and other measure that would provide a better understanding of mental illness
and promote hope, active coping and social support. (Guan et al., 2020). (Abojabel & Werner, 2019)(C.-C.
Chang et al., 2017)(Bonsu & Salifu Yendork, 2019). The stigma was reported together with the critical or
lack of social support among caregivers. Generally, the social support played a role in preventing
challenges in caregivers and patients the social support includes but not limited to any sorts of support
from close friends, neighbors, colleagues and the general community. In terms of mental health, the
perception and emotional comfort support from your surroundings brings a needed social support for the
patient and his/her caregiver. Other organs such as the government may play its part on social support at
 large for instance, in its strategy for support and strengthening mental healthcare, from 2004 the Chinese
government has launched the 686 project in which supports including social support for severe mental
illness.(Ma, 2012) This was a largest model project in mental healthcare in China that aimed to
strengthen the management of mental illness in the Chinese community. After six years of its
implementation, a total of 200000followup visit was completed among 280000 registered cases with
severe mental illnesses free medication and treatment were provided in selected cases. A few years later,
in 2015 the central government released a �ve years(2015-2020) mental health work plan in which
caregiving mental  illness could have consideration (Liang et al., 2018a). The similar studies have
reported the role of providing the social support for patient and respective caregivers. the lack of social
support is associated with the increase of other psychological symptoms in caregivers where it presence
in�uence the increase in quality of life and disease positive coping (Sun et al., 2019). (Xian & Xu, 2020)
(Leng et al., 2019). 

Our study has shown the perceptive of the highly associated risks of burdens and sorts of distress
among caregivers. understanding of the sources of high burdens, distress and other multiple challenges
among caregivers has a signi�cant impact on improving intervention programmes for caregivers, patient
outcomes and family function. The availability of services, resources, and support for patients and their
caregivers can relieve the burdens of the all individuals  who are taking care of the mentally ill patient
especially when the care is given at home (S. W. Chan, 2011). Public health personals emphasize on
making a great attention on prevention and control of the disease. As pointed previously, applicable
interventions such as programs against stigma and other support should be provided. Previous study has
shown that dealing with emotional stability of caregiver because the stability of emotion of caregiver is
crucial, as it helps in maintaining the quality of care that they provide to their patients, it may reduce
medical expenses by decreasing possible rehospitalization rates for the patient. (Zou et al., 2014).
Globally, measure have been implemented to �ght mental diseases and the rehabilitation of mentally ill
patients. Currently, the World Health Organization issued a Mental Health Action Plan that started in 2013
and ends 2020. The objectives recognized the primary mental healthcare within them the role and mental
stability of general community including caregivers of mental illness has been considered. The objectives
are as follow; strengthen effective leadership and governance for mental health; provide comprehensive,
integrated and responsive mental health and social care services in community-based settings;
implement strategies for promotion and prevention in mental health; and strengthen information systems,
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evidence and research for mental health. (Saxena et al., 2013). Many of these majors including other
local based have started in China. By 2011Chinese government disseminated the National Standards for
Basic Public Health Services. In 2017 this plan was updated by the National Health and Family Planning
commission of the People Republic of China (PRC). It was later renamed National Health Commission of
PRC. As per these standards, medical professionals at Community Health Centers are required to provide
free services to patients with severe mental disorders. The services are but not limited to the following;
electronic health record establishment; follow-up and evaluation of the patients’ conditions four times a
year; treatment of patients with various conditions with pharmacological interventions; symptom and
illness management; and physical examination once a year. When following-up patients, medical
professionals also are requested to provide psychological support and help for caregivers. For the same
objectives in 2012 the National Health and Family Planning Commission of the PRC, has provided the
regular training for prevention and Treatment of severe mental illness, the aim was to improve basic
knowledge and skills of mental health professionals for prevention and treatment of mental illness and
enhance the services capacity of psychiatric specialist institutions.(National Health Commission of PRC,
2017). Further, the Chinese government in its effort to manage mental illness has provided multiple
channel, resources for people experiencing mental illness and their families. At present these resources
are still limited and need to be increased. However, despite the availability of the resources the utilization
rates of these resources, the use of mental health services as well as the help-seeking behaviors have
critically seen grown slowly in China. Which would prove that mental health education still need to be
improved in the general community. (Xiang et al., 2008). In additional to the above said challenges, some
evidence show that  in last few years the majority of patients with severe mental illness such as
schizophrenia did not receive treatment or could not receive proper treatment (Ran et al., 2016). This
would also affect the disease outcome the longevity and a serious impact on caregivers. This may be
associated with other demographic �ndings that were found in this study where 28% of mental health
workers receive more than 40 patients a day. This may prove the insu�ciency of mental health workers in
some health facilities in china. Similarly, 100% of respondents work for government hospitals. This may
show a lack of investment in mental health by the private sector in china. Previous recommendations
argue that when the private sector invests in mental healthcare it makes it easy for treatment and
rehabilitation which in turn facilitate caregivers of mental illness in living in a normal life despite the
illness that they are caring(Saxena & Setoya, 2014)(Mcdaid & Park, 2011)(Blue & Harpham, 1998).
Further, having the majority of psychiatrist nurses in this study could show the good political will of
Chinese government in raising up the number of mental health workers which would strengthen the
mental healthcare as detailed in mental healthcare project(National Health Commission of PRC,
2017). (Que et al., 2019){Citation}. Further, previous studies and reports in last few years in china have
given a clear image on factors associated to mental healthcare as directly associated to caregivers of
mental illness. These challenges would be summarized as follow: the funding allocated for support of
mental healthcare from national, local and social institutions and organizations for mental illness were
limited, the psycho-education provided by psychiatrist and other mental health workers was limited to
clinical aspects of mental illness with no focus to disease development recovery and rehabilitation.
Similarly, at the time, the work-force of rehabilitation and social care professionals were not enough in
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China. (Li et al., 2014).(Chen et al., 2019b). Back to study �ndings and previously reported challenges the
stigma and discrimination from the public and even mental health workers. The mental health knowledge
and perceived need, the low insurance coverage with high treatment fees all have created barriers to
mental health services utilization thereby affecting all domain of caregivers’ life.(Yin et al.,
2014) Similarly, to the study �ndings, the number of social workers and psychologist is quite low. This
supports the previous �ndings were the support of caregivers was extremely lacking due to shortage of
such kind of professionals which in turn affects the lack of needed assistance such the mutual support
groups and needed psychological or counselling support. (Ran et al., 2016)(Yin et al., 2014). 

As refer to �ndings of this study, we would have a number of recommendations and these
recommendations are in support of previous studies and mental health professional’s recommendations
that were stated in this study. The recommendations are particularly in helping mental health patients
and their respective caregivers who are mainly relatives of psychiatric patients. We therefore give
recommendation by taking all parties and concerns that would be involved in healthcare, mental
healthcare the policy makers and the general community.  Our suggestions are as follow:  First the main
issues of concern must focus on �nancial issues of patients and caregivers. As previously recommended
by other authors, these would involve the coverage of health insurance for severe mental illness, reinforce
income supports and accessible �nancial protection for patients and caregivers. The income support and
�nancial protection should involve extending free medication, increase the immediate reimbursement for
hospitalization and rehabilitation, facilitate the procedure of application and acquisition of other kind of
needed �nancial support(Xiang et al., 2008)(Chadda, 2014)(Li et al., 2014). For the community
rehabilitation, The government should allocate more resources for community care, train more
community care workers and make referral process effective. Therefore, strengthening the existing
primary mental healthcare system would be a crucial measure for treating mental diseases in addition to
ameliorating medical insurance coverage for mental illness. Further concerned parties such the
authorities in the government and local leaders of healthcare should know that community-based
rehabilitation services are crucial in mental health management and are generally lower in cost than
hospitalization and allow for better geographical access. Therefore, as refer to the WHO
recommendations, strengthening the community based psychiatric rehabilitation promotes the quality of
life for both the patients, their caregivers (Saxena et al., 2013)(Tsui & Tsang, 2017). Again, the
government should focus on providing more sustainable resources to facilitate integrated individualized
care from hospitals, specialized institutions to community level (K.-J. Chang et al., 2018). The effort must
be sustained in training multidisciplinary community team composed by psychiatrists, psychiatric nurses,
psychologists, counsellors, psychotherapist, social workers, public health professionals all for
rehabilitation of people with mental illness especially psychosis. Previously, anti-discrimination policies
and mental health public education activities through all possible channels such as social media radios
and TVs have been recommended and additionally the implementation of policies that will encourage
patients and their caregivers to participate in various social and public activities were seen to be helpful
 (Chen et al., 2019b). Professionals of mental health and healthcare in general should recognize the role
of caregivers and should involve them in treatment protocol as recommended by participants in this
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study and  previously by (Ran et al., 2016). In furthering our recommendations we should support the idea
that medical professionals should assess the emotional status of caregivers who are considered
potential patients, professionals are called to provide them minimal services such as stress management
services and when needed encourage them to participate in support groups to reduce the caregiver
discomfort and enhance their well-being.(Tsang et al., 2013). In strengthening rehabilitation services,
affordable or free temporary day rehabilitation institutions for patients are recommended to be
constructed to facilitate caregivers to have time and opportunity to participate in support groups and
counselling. Furthermore, the social skills and supported employment should be strengthened for patients
and mental health professionals and policy makers  should allocate more and su�cient resources to
implement strategies identifying high-risk population, provide vocational training and supported
employment for patients and caregivers seeking for jobs. (Suijkerbuijk et al., 2017) 

This is one if not only in depth- study that exploring the insights regarding the burdens, challenges,
needed support and recommendation for caring for caregivers of mental illness in china as reported by
mental health workers in Mainland China. One of main limitation is that is lack of mixing results from
caregivers themselves and involve professionals as key informants. However, the study was signi�cantly
informative and its approach should be recognized in other future studies. Further studies such a
national-wide survey or a holistically approach study is recommended to explore important factors,
needs, and many other recommended approaches and policy to deal with burdens of caregivers and
heath of their respectful patients.

Conclusion
This qualitative study brought insight on burdens, daily life and needs of caregivers of mental illness in
Chinese community as stated by experienced mental health workers who are serving mentally ill patients
and many times have to deal with consequences of mental illness that are present among respective
caregivers. Burdens that are frequent among caregivers in china are similar to other found in rest of world
community. However, China having its’ autonomous and the good political will in improving mental
healthcare. It has implemented different plans and strategies in sustaining the well being of all citizens
including patients with mental illness and their caregivers who are generally family members of
psychiatric patients. The progress in mental healthcare in china is considering every single citizen
including caregivers of mental illness. The effort made by the government must be sustained and
improved.
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