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Review Article

Challenges of Family Caregivers of Patients with Mental Disorders in Iran:

A Narrative Review

Abstract

Background: Family caregivers of patients with mental disorders play the most important role in the
care of psychiatric patients (PPs) and preventing their readmission. These caregivers face different
challenges in different cultures. We conducted this study to determine the challenges of caregivers of
patients with mental disorders in Iran. Materials and Methods: This study is a narrative review with
a matrix approach conducted by searching electronic databases, SID, IRANMEDEX, MAGIRAN,
PUBMED, SCOPUS, Web of Sciences, from February 2000 to 2017. Searched keywords include
challenges, family caregivers of psychiatric patient, family caregivers and psychiatric patient, mental
illness, families of psychiatric patient, and Iran. One thousand two hundred articles were found
in English and Farsi, and considering inclusion and exclusion criteria, 39 articles were examined.
Results: The results of the studies show that not meeting the needs of caregivers, burnout and high
burden of care, high social stigma, low social support for caregivers, and low quality of life of
caregivers were among the most important challenges faced by caregivers. Conclusions: Despite the
efforts of authorities in Iran, family caregivers of patients with mental disorders still face challenges.
Therefore, the need for all-inclusive support for family caregivers of patients with mental health

problems is necessary.
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Introduction

Among medical diseases, psychiatric
disorders have a high prevalence and are a
significant burden. According to the most
recent meta-analysis, the average prevalence
of mental disorders in the world is 13.4%,!
and 30-50% of psychiatric patients (PPs)
experience relapse of symptoms in the first
6 months and 50-70% in the first 5 years
after discharge from the hospital.>* Due to
deinstitutionalization of the treatment and
care of PPs, the role of family caregivers of
these patients is important in reducing the
number of hospital admissions.”) Family
caregivers of PPs while being able to
manage and control the patient and their
disease play a vital role in maintenance and
rehabilitation of patients.) Thus, family
caregivers of PPs suffer great pressure
physically, mentally, and socially in the
course of care and control of the sick
members of the family.!"$

In fact, patients and their families are
constantly affected by the changes resulting
from the disease and its treatment. These
changes gradually reduce the levels of
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performance and the ability of family
members, destruction of emotional system
and communication structures of family,
ineffective relationships among members,
emergence of financial and economic
problems, reduced social interactions of
the family, changes in roles, reduced life
expectancy, and emergence of symptoms
such as anger, feeling guilty, grief, and
even denial.%!

Overall, mental burden of care for a
PP while reducing the quality of life of
caregivers can jeopardize their physical
and mental health, and ultimately lead to
poor care, leaving the treatment, or violent
behavior with patients and these problems
can exacerbate disorder in patients.>!!
Thus, if caregivers are left without adequate
social support, they can also be considered
as hidden patients.['?!

Studies show that the status of caregivers
of patients with mental disorders has
been neglected in in some countries.
Although some of the needs and challenges
for caregivers and family members of
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patients may be common with the patients, they have
unique needs with many uncertainties."¥ On the other
hand, many doctors and health care workers, particularly
psychiatric nurses, often focus their care more on the
patient and ignore the family and main caregivers of the
patient. These doctors and nurses exclude them from the
disease, treatment, and decision-making processes and do
not consider their needs; hence, families do not have a
chance to express their concerns and needs and are at a
risk of serious problems.!'¥! By identifying the problems
and challenges of the caregivers of the patient’s admission
to hospital, psychiatric nurses can plan for their issues and
problems.

Although numerous studies have been conducted on family
caregivers of mentally ill patients in Iran, a comprehensive
overview and scientific study has not been conducted
to determine their challenges. Therefore, in this study,
scientific evidences and other relevant documents were
reviewed to capture the challenges of caregivers of patients
with mental health problems in the Iranian context.

Materials and Methods

This is a narrative review study using a matrix approach
in 2017. A review study includes a summary of previous
findings in the literature review of research on a particular
topic.l' The existence of a wealth of information is both an
opportunity and a challenge. A systematic method of review
is needed for these texts to be used with full performance
to overcome this challenge. Therefore, we used the matrix
method™ to achieve the study objectives.

Initially, a team consisting of nursing faculty members of
Isfahan University of Medical Sciences, Iran and a librarian
were arranged. Literature search was carried out by the
principal author (M.A). The extracted documents were
reviewed by other researchers independently to include
relevant and appropriate documents in the study.

The search took place in electronic databases SID,
IRANMEDEX, MAGIRAN, Google scholar, PUBMED
SCOPUS, Web of Sciences, in English and Persian, from
2000 to 2017 with the following keywords — family
caregivers of PPs, family caregivers and PPs, family of
PPs, and Iran. A librarian helped in literature search.
Finally, 1200 published documents (i.e., 1100 papers, 45
theses, and 55 books) related to the challenges of family
caregivers of PPs in Iran were retrieved.

Relevant MeSH terms and keywords were used to
ensure selected articles included search terms pertaining
to (a) family caregiver and/or mental health disorders;
(b) challenge and/or problem; (c) caregivers with psychiatric
patient; and (d) Iran. Results were combined using the
“AND” Boolean operator to ensure inclusion of at least one
search terms from each of the four categories. Retrieved
articles were screened based on the inclusion and exclusion
criteria. Inclusion criteria in this study included national

studies exploring the challenges of family caregivers of
patients with mental health disorders. Participants were
family caregivers of patients with mental health disorders
of all ages. Both quantitative and qualitative studies were
included in the study. Exclusion criteria included editorial
and review articles, book chapters, preliminary or pilot
studies, and studies with the primary focus on the patient
and not family caregivers.

Studies with relevant titles and abstracts were included
in the analysis. Relevant articles were then subjected to
critical appraisal which involved assessing the methods
and results sections to find their strengths and weaknesses
as well as their relevance to the review question. After
applying inclusion and exclusion criteria, the reference
lists of the selected articles were hand searched for
related records, yielding a total of 39 articles for the final
review [Figure 1].

All retrieved articles were read several times by one
author and reviewed by the second author to gain a deeper
understanding of the studies. Data were extracted based on
the date of publication and sample setting. Core features
of analysis were (a) whether the study focused specifically
on the challenge or problem in Iranian family caregiver of
mental health disorders; (b) whether the study was aimed
at the family caregiver or family or both; (c) outcome
measures; (d) methods; (e) content; and (f); results. Then,
based on common meanings and central issues of these
findings, they were organized and integrated as categories
and themes.

Ethical considerations

Ethical approval for this study was obtained from Isfahan
University of Medical Sciences, Isfahan Iran (ethical
approval code: IR.MUILREC.1395.3.250). The included
studies were checked to ensure respecting the participants'
consent.

Results

Of the 39 included studies, 3 were conducted before 2005,
10 from 2005 to 2010, and 26 from 2010 to February 2017.
Of these, 21 studies were conducted in a cross-sectional
manner in 12 provinces of Iran using convenience sampling
with 4582 samples. Ten articles were conducted using an
interventional mode with 512 participants and 8 adopted
a qualitative approach with 170 caregivers; their findings
could explain the conditions of caregivers of patients with
mental disorders. These studies used a variety of standard
and researcher-developed tools.

After completing the review process, the data were
extracted as codes of topics relevant to the review question
and were qualitatively categorized by the research team
members to find main themes. The challenges of family
caregivers of PPs in Iran were specified as (a) not meeting
the needs of caregivers, (b) burnout and high burden of
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Figure 1: Matrix pattern of step by step review

care, (c) high social stigma, (d) low social support for
caregivers, and (e) low quality of life of caregivers.

Not meeting the needs of caregivers

One of the main challenges for family caregivers of PPs
is not meeting their needs. Shamsaei et al. studied the
needs of family caregivers of PPs in the cultural context of
Iran in a qualitative study. One hundred six contents were
extracted from the statements of family caregivers of PPs
and classified in five main themes — illness management,
consulting, economic needs, continuous care, and attention
and understanding of the society. Thus, educational,
economic, and moral supports were among the most
important unmet needs of these caregivers.') In another
qualitative study by Shamsaei et al., the need of caregivers
to information was one of the main challenges.!'”

In the study by Zeinalian et al. (2011), four problems
and needs that most caregivers considered serious
included lack of sufficient information for the
rehabilitation of patients (98%), despair and suffering of
caregivers due to chronic disease (94%), communication
problems with patients (92%), and not enough time of
caregivers (88%).!"8!

Duplication N=35

Excluded N=307

no related to research
question N=240

Primary focus on patient not
family caregivers N=60
Editorial N=5

Book chapter N=1

Non English or Persian
language papers N=1

Excluded N=18

Pilot study N=5
Literature review N=6
Not original research N=7

Behpajuh et al. showed that the most critical need of
caregiver mothers was information about the training process
and participation in educational programs and the treatment
of their children. Most problems of autistic children were
in the areas of speech, social interaction and emotional
problems, attention and focus, issues of family, and career.!'”!

Currently, the efforts of health authorities in Iran are
towards caring for PPs at home beside family members and
continuing treatment and care in the family environment.
Therefore, identifying and meeting the needs of the family
caregivers of PPs help the mental health care team apply
proper care interventions to help caregivers and help them
in their care.

Burnout and high care burden

Another important challenge of family caregivers of PPs
in Iran is burnout and high care burden. In the study by
Navidian et al., 26.4% of the caregivers had mild, 60.8%
moderate, and 12.8% high mental pressure, i.e., a total of
73.6% of family caregivers had moderate-to-high mental
pressure.l’ Cheemeh er al. showed that the average
burnout of caregivers of male patients was significantly
higher than the burnout of caregivers of female patients
(24.31 versus 20.25). General health score of caregivers of
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single patients was lower than the score of caregivers of
married patients, and caregivers of employed patients had
better mental health (28.69 versus. 21.28).12

In the study by Sharif et al., the score of burden of
care of caregivers was 18.66 and reached 11.44 after
psychological intervention.?! In a study Shamsaei et al.
examined the meaning of health from the perspective of
family caregivers of patients with bipolar disorder. In
data analysis, six main themes —living hell, psychological
burnout, self-neglect, need for support, condemned to
isolation, and shame — were extracted. All participants
reported feelings of sadness, internal suffering, lack of joy,
despair, and emptiness in their experiences.??

Saleh ef al. (2014) obtained a moderate score of social
health of caregivers of veterans, 12.59. Moreover, 18.8% of
these caregivers have had very high social health — 22.6%
high, 17.6% moderate, 21.6% low, and 15.5% very low.!**

Abdollahpour et al. obtained the average care burden of
family caregivers caring for patients with dementia (55.2),
implying that the burden of care providers in more than
50% of the caregivers of these patients (score of burden of
care 58—116) was moderate to severe.l**!

In their study, Navidian ef al. mentioned the burden of
caring of 73.6% of caregivers of PPs as moderate to
severe.””! In another study, Shamsaei et al. examined
the burden of caring of caregivers of patients with
schizophrenia in Iran; 7.6% of the caregivers had no
burden of care or had very mild form of it, 23.5% had mild
to moderate, 41.8% moderate to severe, and 27.1% had
severe burden of care.”! Hosseini et al. found that 35% of
caregivers had a score of GHQ >23.12"

As studies showed care pressure of caregivers of mentally
ill patients is high, and it is possible that these pressures
reduce the level of patient care and jeopardize the physical
and mental health of the caregiver.

High social stigma

Stigma is considered as one of the major challenges of
caregivers. Vagei et al. (2015) obtained the mean (SD)
score of stigma in families of patients with schizophrenia
42.6 (9.2) (out of 68), where the highest mean was for
withdrawal from society 12.4 (3.3) and the lowest was for
loneliness 9.8 (3).2% In the qualitative study of Shamsaei
et al., experiences of family caregivers of mentally ill
patients in Iran were in three main themes — negative
judgment, shame, stigma and social isolation.*”
Sadeghi et al. (2004) showed that 49% of caregivers for
schizophrenia, 30% of people from major depressive
disorder (MDD) group, and 50.5% of bipolar group were
complaining about discrimination and ridicule because of
PPs in the family."

In their study, Shah et al. concluded that 45% of the
caregivers of schizophrenic patients and 32.5% of

depression group were ridiculed and discriminated

against.P!

Families and those without mental illness (especially at
an early age, particularly at the school level) should be
aware of how compassionate kindness leads to stigma and
discrimination and pose obstacles among caregivers and
family of PPs.

Low social support for caregivers

Social support for caregivers of patients with mental
disorders can be evaluated in four areas, including social
support, information support, moral support, and support
for family caregivers of war veterans.

Social support

One of the very important issues and important
responsibilities of all members of society is social support
of these caregivers because studies show that the social
support for this group is low. Saleh ef al. (2014) showed
that 6.8% of these caregivers have very high social
protection, 38.5% high, 21.5% moderate, 18.5% low, and
15% very low.*

Beirami et al (2014) showed that social support score
in women taking care of their spouses with post
traumatic stress disorder (PTSD) (28.16) is than normal
people (33.28).5%

Information support

Other studies in Iran show information support for
these caregivers. In other words, these caregivers have
insufficient information about self-care and patients.
Mami et al. carried out a program of psycho-education
support for families of PPs, which led to increased mental
health, social functioning, reduced anxiety, and depressive
symptoms; however, the program had no significant effect
on decreasing the physical symptoms of caregivers.>

The results of Sheikh al-Islami et al. illustrates that the
average score of psychological well-being before training
was 224 and after training was 373, i.e. training the skills
of dealing with stress affects the familial mental health of
families of people with mental disorder.**

In two studies, Karamlou et al. (2010) showed that
psycho-education of families of people with severe
mental disorders has no positive effects on their family
environment. Family  psycho-education increases
expressiveness, mental state, and family solidarity, but it
does not change the conflict component.’!

In a study, Sharif et al. reported that psychological training
program for families of PPs has a significant impact on
psychological symptoms (score 4.78 versus. 3.13) and
care burden (score 18.66 versus. 11.45).5¢ Studies by
Pahlavanzadeh, Mottaghipour, and Koolaee reported similar
results.7-3
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In the study by Omranifard et al., average score of the
pressure imposed on family in the intervention and control
groups in none of the three periods, at the beginning of the
intervention, 3 months after the intervention, and 6 months
after the intervention, had no significant differences.
Nevertheless, the quality of life in the intervention
group 6 months after the intervention had significantly
increased.””

According to these studies, low information of family
caregivers of patients with mental disorders in Iran is
evident. Comprehensive support of caregivers is one of the
requirements and one of the main tasks of all individuals
and organizations in Iran.

Spiritual support

Another aspect of the protection of these caregivers is
spiritual support and some texts have referred to them.
Sharifi ef al. studied the relationship between the religious
commitment of family caregivers of Iranian context and
consequences of care. Positive religious coping (tendency to
religion), indicating a sense of spirituality, safe relationship
with God, belief meaningfulness of life, and spiritual
relationship with others, has positive outcomes such as
higher self-esteem, better quality of life, psychological
adjustment, and more spiritual growth in relation to
tension. However, negative religious coping (turning away
from religion) represents less safe relationship with God
and an uncertain and pessimistic view of the world and
has negative consequences such as depression, emotional
distress, and lack of physical health, low quality of life,
and weak problem solving.!!!

Although Iranian society has entered industrialization,
along with these changes, religious beliefs and values have
preserved their character. Thus, caregivers with greater
moral support have higher mental health that should be
considered by authorities in support of caregivers.

Support for family caregivers of mental veterans of war

Some studies have been conducted on caregivers of
mental veterans in Iran. Noghani et al. (2016) conducted
a study on PTSD veterans’ wives and found perceived
social support, severity of PTSD of the spouse, and family
economic status as factors affecting (64%) the quality of
life of the caregivers.**

Saleh et al. obtained the average score of social support for
caregivers of veterans (21.2); the most important sources of
social support were family members followed by relatives
and friends. Of these caregivers, 6.8% have very high social
support, 38.5% high, 21.2% moderate, 18.5% low, and 15%
very low.[?¥] Beirami et al. showed that social support score
in the women taking care of husbands with PTSD (28.16)
was less than that of normal people (33.28).5%

However, family caregivers of mental veterans still have
problems and challenges because the sanctity and culture

of sacrifice are supported more than other caregivers by
both official and nonofficial sources.

Low quality of life

Aali et al. showed that the mean scores of developmental
functioning of families of autistic children is less than
that of normal children (67.06 versus 80.65). In addition,
regarding interest and attraction to human relationships,
solving common social problem, logical thinking, and
discipline, their findings showed significant differences
between developmental functioning of the family of autistic
children and developmental functioning of the family of
healthy children.**!

Toubaei et al. showed that the families of depressed people
have more satisfaction, physical health, and mental health
than families with other psychiatric disorders.**

The study by Peyman et al. showed that 23.9% of
households have a great tendency to accept their patients at
home, 53.8 have a moderate tendency, and 22.3% have no
tendency.[®!

Keigobadi ef al. showed that the average score of quality of
life of caregivers was 4.49 out of 10. Overall, in this study,
the quality of life for caregivers was 17% unfavorable,
76.5% somewhat favorable, and 5.9% favorable. From the
economic viewpoint, 41.7% were weak, 50% average, and
8.3% good."’! Noghani et al. showed that the quality of life
of these caregivers in all aspects is lower than the others.*”

Finally, Sharif showed that weak quality of life in women
shows the need for more attention to treatment interventions
of and social support for promoting well-being and quality
of life in this group of caregivers.[*”]

As seen from the results of this study, carers of mental
patients in Iran have several challenges. Authorities must
resolve these challenges with the proper management of
caregivers.

Discussion

We conducted this study to examine the challenges of
family caregivers of mentally ill patients in Iran. The results
indicated that the challenges faced by family caregivers of
mentally ill patients in Iran include not meeting the needs
of caregivers, burnout and high care burden, high social
stigma, low social support of caregivers, and quality of life.

The results of the included studies with others conducted
outside Iran show similarities and differences in the
needs of family caregivers of these patients in Iran and
other countries. Ploeg er al. in Canada concluded that
caregivers of PPs need social life, tool support, emotional
support, information support, and telephone access to the
professional treatment team as well as access to experienced
counterparts.*®) Wancata et al. in Austria showed that
relieving social isolation is among the components with a
high percentage among caregivers’ needs, and the fear of
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labeling and discrimination has the lowest percentage,!
which is justified by cultural differences. Altruism is
considered one of the ancient Persian cultures. Iranians are
not indifferent to the family and their neighbors and social
view is dominant in Iran. Thus, social isolation has no
place in Iran. Another point is that expression of the needs
and problems and caring for PPs are under the influence
of culture. In Asian countries, unlike European countries,
due to issues such as honor, people refrain from expressing
these problems and hide them that eventually leads to loss
of social support.B”

In terms of perceived stigma, families of PPs have medium
and higher levels of stigma.’351 In the study by Yin
et al., majority of family caregivers were hiding the disease
of their family members suffering schizophrenia and did
not have support of their friends.’? In the study by Sanden
et al., families of patients with social problems had limited
their social relationships with friends due to stigma.(
The study of stigma in patients with mental disorders in
Iran and Sweden showed that Iranians, in comparison with
Swedish, had fewer stigmas in loneliness that can be due to
the Islamic beliefs of the Iranians.’*

In connection with the burden of caring for PPs, many
studies showed that not only in Iran but also in other
countries the burden of caring for PPs is significant, and
the psychological and mental health of these caregivers
have many challenges and they often experience a high
percentage of anxiety and depression.’>*! In a study
on Jamaican Africans, Alexander et al. showed that the
burden of family caregiving is moderate in patients with
schizophrenia.F” Caregivers of PPs in Zimbabwe experience
significant burden of care,*® while this is moderate to
severe in Iran. Chien showed that in China care burden of
caregivers of patients with schizophrenia is high."”!

Padierna showed a very high burden of care for patients
with eating disorders in Spain,®! but the burden of care for
schizophrenic patients in Iran is more than other patients’
care burden. The findings of this study show low level of
education of family caregivers of patients was associated
with an increased burden of care. Zahid and Pahlavanzadeh
showed a significant relationship between high level
of education and burden of care. It is likely that rising
educational levels leads to increased accountability and
understanding of the complexity of their patient care.[®!62
Gafari et al. showed that education is insufficient for
informal caregivers’ of multiple sclerosis patients.

In the field of social support of family caregivers of PPs,
it should be stated that Iranian society is sensitive to the
problems of their fellow and has a great desire to overcome
them, and people unofficially support these caregivers.
However, officially, the Deputy of Department of Medical
University nationwide covers acute patients, and welfare
organization covers the treatment of chronic PPs, and
Foundation of Martyrs and Veterans covers PTSD veterans

and their family caregivers. These organizations are mostly
responsible for economic and health care support.

Another type of support in Iran is spiritual support.
Perception of caregivers of their care responsibility as
punishment from God or the feeling that God has abandoned
them is associated with higher levels of symptoms of
depression, whereas feeling God’s presence in the lives and
preserving religious beliefs and faith could increase their
adaptability by changing caregivers’ perception of care
burden.’Y In general, religion and spirituality can affect
people’s adaptability to stressful situations by providing
a framework for understanding the meaning and cause of
negative events as well as providing a hopeful vision of
life. In fact, religious commitment acts as a buffer against
stress and moderates negative effects of care on health of
caregivers.

Studies in Iran showed that families with PPs have lower
quality of life. This finding is consistent with other studies
on the significant effects of patient care, especially those
with mental disorders. Boyer et al. showed that the selected
samples from Chile and France were of poor quality of
life." In this regard, Wong et al. concluded that the
stress of caring for a relative with a mental illness could
reduce their quality of life.[ Hayes et al. considered
the quality of life of caregivers in Australia low as well.
Boyer et al. consider the reason of low quality of family
life in what these families do today for their patients that
was the responsibility of psychiatric centers in the past.
Thus, social services available do not supply these changes
sufficiently.[*

Overall, caregivers of patients with mental disorders not
only in Iran but also in most countries have many problems
and challenges in coping with mental illness. The objective
and subjective burnout of family increases in cases where
patients with mental disorders are unable to function, are
dependent, or have not learned social skills. Thus, family
members, especially caregivers, due to using energy and
time to provide the care needed, are in danger of reduced
quality of life. They experience great emotional stress
associated with supporting patient, lack of enjoyable
activities, housckeeping problems, feeling of being
unwanted, participation in care, uncertain prognosis, and
lack of access to social support needed. Nurses can offer
training needed such as identifying sources of support,
self-efficacy techniques, and empowerment to the family,
especially the main caregivers.

A literature review in Iran and this study have some
limitations, especially in using standard search terms in
national databases that provide the majority of citations
in national prevalence studies. To overcome this problem,
we used all synonyms of search terms separately in both
Persian and English languages. Another major limitation
was the lack of good coverage in searching universities
research projects and student’s thesis.
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Conclusion

Results of this study showed that family caregivers of PPs
face many challenges in Iran. Uncertainties in meeting the
needs of caregivers and the lack of their provision, burnout
and high care burden, high social stigma, low social support
from caregivers, and low quality of their life were the most
important challenges in the literature. Three key elements
in relation to these families should never be forgotten: first,
every member of society should respect and pay attention
to the vital role caregivers play, and this can reduce a lot
of stress these caregivers experience. Second, members of
professional health team should provide more opportunities
to train proper care, support resources in society, and proper
communication skills not only for caregivers but also for
members of the community by improving interprofessional
approach. Third, officials and policymakers can consider
the problems and challenges of these caregivers and by
adopting appropriate legislation facilitate the path of
solving the problems of these caregivers. Therefore, the
need for all-inclusive support of family caregivers of
patients with mental health problems seems necessary.
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