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ABSTRACT

Introduction: The stigma in families who are caring for patients who
experience mental illness in the modern era is high. Some of the experiences
of patients with mental illness reveal that they are still stigmatized. This is
not just the patients but also the families that care for them. The aim of this
study was to conduct a systematic review relating to the stigma felt by the
families of the patients experiencing mental illness.

Methods: The database used to identify the potential articles was Scopus.
The articles were limited to a range of 5 years from 2014 through to 2018.
The keywords used in the literature review were "Stigma Family" And
"Mental illness".

Results: Fifteen articles from eight countries were evaluated. The families
were confirmed as experiencing stigma: labeling, stereotyping, separation
and discrimination. Stigma means that the families face psychological, social
and intrapersonal consequences which can reduce the family quality of life
and family functioning.

Conclusion: There are opportunities for negative outcomes related to the
family resilience. One of the results of the study revealed that psycho-
education programs using education interventions can be an alternative
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INTRODUCTION

Schizophrenia is one type of mental health disorder
that is still a complicated problem. The prevalence of
severe mental illnesses, including schizophrenia,
based on Riskesdas 2013 is present in 1.7 per 1000
people, which means that more than 400,000 people
suffer from severe mental disorders in Indonesia. The
incidence of schizophrenia is difficult to decrease due
to the high recurrence rates. The recurrence rate of
schizophrenia patients in Indonesia was 50%e 80%,
57% within 3 years and 70%e82% over the first five
year (Rizki Fitryasari, Yusuf, Nursalam, Tristiana, &
Nihayati, 2018). Mental health stigma may have a
detrimental effect on people due to their hesitation to
disclose their psychiatric diagnoses, as well as
decreased help-seeking attitudes and treatment
compliance, potentially worsening prognosis (Ndetei
et al,, 2015). Stigma has been linked to adversity for
people with a mental disorder as it acts as a barrier to
help-seeking and it can affect all aspects of a person's
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life. Stigma is referred to as a social construct
comprised of four interrelated components that
include: 1) people distinguish and label human
differences as a knowledge problem; 2) labeled
people incur damage through negative stereotypes as
an attitude problem; 3) labeled people are placed in
exclusion; and 4) labeled people lost their status and
are discriminated against.

A stigmatized attitude was related to the reason
people consider mental disorder itself. The stigma of
mental health has a detrimental effect on people
because they tend to hesitant to reveal a psychiatric
diagnosis, display a decrease in mental health-
seeking attitude, and a decreased medication
adherence potentially worsens the disease prognosis.
Stigma and discrimination related to mental health
not only affects the people living with schizophrenia
but also their entire family. Reducing stigma and
discrimination is the key to responding to the unmet
needs of people with mental illness. Local contexts
are very important in this effort because their stigma
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and manifestations depends on the specific
conditions of the target population and across
cultures and settings (Krupchanka et al., 2018).

Stigma modulates what is revealed in the
disclosure of depression, the life experiences of
people who experience psychiatric disorders after the
disclosure, and how striving for health services
becomes stigmatized (Brijnath & Antoniades, 2018).
Stigma basically hides the mental illness from the
community and puts pressure on the families to
provide support who may not have the expert
knowledge needed by the clinical consumers. The
caring and continuous nature of caring can cause the
caregivers to develop stigmatic attitudes and
attitudes (Sawrikar & Muir, 2018). Shame focuses on
stigma as a form of social responsibility and it is a
socio-psychological consequence of mental illness
(Subandi & Good, 2018).

Affiliate stigma often refers to the stigma that is
internalized among the family members of
stigmatized individuals (Zhang et al, 2018). The
stigma associated with mental illness, which
permeated the context of Chinese culture, had a good
effect on people with schizophrenia and their family
caregivers (Wong, Kong, Tu, & Frasso, 2018).
Internalized stigma is a barrier to mental health care
in China, and stigma reduction is expected to
encourage the use of treatment, especially for mood
disorders and schizophrenia (Smith et al, 2018).
Some people with mental illness in China do not
receive treatment. This proves how stigma and family
obligations affect the accessibility of social support
for patients with depression in China and the
potential acceptance of peer support programs (Yu,
Kowitt, Fisher, & Li, 2018). Generally, people blame
the family members for the development of their
mental illness and they may expect them to assume
the responsibility of caring for their sick relatives. For
example, parents can be accused of causing illness;
siblings and spouses are blamed for ignorance (Chang
etal, 2018).

The inability of the family to control emotions, and
the existence of stressful family life problems, means
that continuous criticism from the family is the cause
of the recurrence of patients with mental disorders.
This phenomenon shows that the family has not been
able to care for the family members who have
schizophrenia. There is the inability to be influenced
by various stressors. Stressors involve many types of
care burden, negative perceptions or stigma and a
lack of support from the surrounding environment.
The stressors experienced by the families may be
mediated by resilience, the family's ability to survive
and rise to determine what they will do, and the
ability to care for family members who suffer from
schizophrenia (R. Fitryasari, Yusuf, Nursalam,
Tristiana, & Nihayati, 2018).

Family plays an important role in the way that an
individual manages the emotions of psychiatric
disorders experienced by individuals. Families play a
role in providing social support through family
communication (Flood-Grady & Koenig Kellas, 2018).
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Family communication around the sufferers suffering
from mental illness is not uniformly positive. Family
interactions precede, and sometimes worsen, the
members' experiences with mental illness, and their
relationship with members who experience
psychiatric disorders can expose them to stigma
(Flood-grady, Kellas, & Flood-grady, 2018).

The families of people with mental illness are
considered to be important resources rather than as
contributors to their mental illness. However, these
families not only experience the burden of care but
also the social stigma and discrimination in various
aspects of their lives. Their psychosocial needs tend
to be neglected (Hyun, Nam, & Kim, 2018). One study
showed that one of the interventions to reduce
stigma, namely using the family psycho-education
program, showed a reduction in post-intervention
stigma by wusing contact interventions and
educational interventions which had a small-medium
direct effect on stigma (Morgan, Reavley, Ross, Too, &
Jorm, 2018). The purpose of this systematic review
must be considered to reduce and prevent stigma in
clients with mental disorders.

MATERIALS AND METHODS

The database search focused on the Scopus online
journal database and the publication media therein.
The keywords included were "Family Stigma" and
"Mental illness"; 989 related articles were found.
From the related articles, 15 articles were taken that
met the inclusion criteria. The articles included in the
summary of this literature were (1) articles published
in Scopus indexed journals, (2) articles focusing on
the assessment of stigma in adults or children whose
children are concerned with health and change, (3)
quantitative or qualitative research methods related
to stigma in general, self-stigma, and stigma on the
families, (4) articles within the last 5 years from
2014-2018 and (5) articles written in English. The
initial Search Results totaled 989 articles, abstracts
and the full texts n = 55 Articles. The issuance of the
selected articles (Main article selected) after the
abstracttitles and collections n = 934 Articles, Articles
that do not comply with the inclusion criteria n = 40
Articles; 34 were entered under the general stigma in
6 criteria, focused on the stigma of mental illness.
Publication according to the inclusion criteria articles
n = 15 articles, while the publications that included
systematic reviews n-15.

RESULTS

Stigma in people who experience psychiatric
disorders is not only attached to the sufferer but to
their whole family. This sometimes becomes an
obstacle to improving the quality of life of people who
experience psychiatric disorders, whereas we know
that families play an important role as a support
system for their quality of life. Stigma and emotional
expression are the factors that exacerbate social
interaction in both the family and society, in the form
of family communication in meeting the psychological
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needs of the patients and their families as support
systems through interaction (Khoirunnisa, Syuhaimie
Hamid, & Catharina Daulima, 2018). Patients with
mental illness report barriers that prevent them from
(a) receiving treatment and (b) relying on informal
social support from family members, including
stigma, somatization, and community norms. Peer
support (support from others with depression) is
seen by the patients as an acceptable means of
exchanging information and relying on others for
support (Yu et al., 2018). In this literature study, the
family experiences of the patients experiencing
psychiatric disorders will be discussed.

The burden of care felt by the family is related to
confusion about the illness, emotional burden,
physical problems, time constraints, and financial and
social problems, which cause a decrease in the quality
of family life. Families also experience stigma through
labeling, stereotyping, separation and discrimination.
Stigma means that families face psychological, social
and intrapersonal consequences. This decreases the
family quality of life and family functioning, and there
are opportunities for negative outcomes related to
family resilience. Health workers, especially
psychiatric nurses, must review the burden of care
and stigma to develop nursing interventions so then
the families can achieve resilience (R. Fitryasari et al.,
2018). The experience of stigma of 25 different family
members related to people living with schizophrenia
included four levels of the respondents’ lives (macro,
micro, and intro-level). The overall issues were (1) a
lack of general understanding and
misunderstandings about mental illness; (2)
structural discrimination and a lack of government
and public support systems; (3) the burden of
"pervasive and unlimited" care and an inability to live
independently (Krupchanka et al.,, 2018) .

Overall, it was found that their 'stories' were very
different from each other, which caused high stigma
in the family. In short, the widespread stigma
associated with mental illness in society affects the
people from gaining in-depth knowledge about it and
therefore the ability to recognize the initial symptoms
and to provide the empathy needed. It also impacts on
the capacity of the health professionals to provide
holistic care and not only to depend on 'medical
models'. Providing adequate funding to ensure that a
formal mental health system has the right
infrastructure to meet consumer needs. Stigma
basically hides the mental illness from the community
and puts pressure on the families to provide support,
who may not have the expert knowledge needed by
clinical consumers. The continuous and stressful
nature of caring can cause the caregivers to develop
stigmatic attitudes. This is intensified by the
misperceptions of consumer control related to their
mental illness, the uneven distribution of attention in
the household, and low consumer insight into the
caregiver experiences. This can also lead to the
development of their own trauma which requires
formal assistance. To overcome these complex
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problems, stigma is a major problem that requires
improvement (Sawrikar & Muir, 2018).

Most caregivers of individuals with mental illness
experience affiliate stigma in Singapore. The four QOL
domains are significantly related to affiliate stigma
(Zhang et al., 2018). The thematic analysis of the data
showed that the participants experienced shame in
three different ways. First, is as a cultural index of
disease and recovery. The family members identify
their family member’s illness when they lose their
shame. If the patient shows an attitude that shows the
reappearance of shame, the family sees this as an
indication of recovery. Second, is as an indication of
recurrence. Third, is as a barrier to recovery (Subandi
& Good, 2018). People with schizophrenia and their
caregivers have both internalized negative judgments
from their social networks and reduced their
involvement in society. The participants with
schizophrenia expressed shame and inferiority,
talked about being a burden to their family, and
expressed self-disappointment as a result of their
psychiatric diagnosis. The caregivers reveal a high
level of emotional stress due to mental illness in the
family. The family figures vary as far as internal
stigma experienced by patients and caregivers goes.
The family plays a central role in treating people with
mental illness in China (Wong et al.,, 2018).

DISCUSSION

Family stigma is low in the early stages of a psychotic
disorder, with the families endorsing many
supportive statements. For example, the patients are
often encouraged to vote and the patients want to
work. The family members express a belief that
mental illness should be protected legally as a
disability and that parity should exist in insurance
coverage. One characteristic of family stigma is social
isolation. The members of the families keep to
themselves and they usually do not invite others into
the home or tell them what is happening (Khoirunnisa
et al,, 2018). The implementation of family duties
requires the skill and ability of all members of the
family to achieve the highest degree of health.
Establishing and maintaining good relationships with
the patients is an important aspect of the treatment
and healing process (Khoirunnisa et al, 2018). In
order to better identify which aspects of the
interventions are associated with effectiveness, the
studies should aim to report the intervention
characteristics in more detail. These include
implementation characteristics (e.g. dose and
fidelity) as well as the characteristics drawn from the
intergroup contact theory that have been proposed as
important (e.g. for contact interventions, the type of
interaction and comparative status of participants
and the person with lived experience; for education
interventions, the type of information including
experiences of recovery, stigma, and how to provide
support). A greater emphasis on how interventions
reduce stigma, such as the role of knowledge, anxiety
and empathy, would also advance the literature.



The results of one study on a family psycho-
education program showed a reduction in stigma
after the intervention, namely by using combination
interventions; contact interventions and educational
interventions have a small-medium direct effect on
stigma (Morgan et al,, 2018). In addition, this can be
utilized by peer support communication (i.e., support
from fellow mental illness patients). It is seen by the
patients as an acceptable means to exchange
information and to support each other in the process
of undergoing treatment therapy (Yu et al,, 2018). In
addition, a therapeutic communication approach is
made in an effort to motivate the patient's family in a
joint effort to reduce fear, shame, burden, and
emotional stress and to develop a culture of respect
and attention to people with psychiatric disorders.

CONCLUSION

The family is an internal support system that plays an
important role in achieving the expected quality of
life, especially in patients who experience psychiatric
disorders. However, even in this modern global era,
there are still many people who stigmatize not only
the patients with psychiatric disorders but also their
families. This is a serious obstacle to the successful
improvement of the positive quality of life expected in
mental illness patients because of the loss of
important internal supporting factors, namely their
family. This can increase the recurrence in patients;
therefore, it is necessary to design an effective and
efficient therapeutic communication intervention
method to minimize the stigmatization in mental
illness in order to improve the quality of life of mental
illness patients by involving their families. The family
psychoeducation program shows a reduction in
stigma after the intervention, namely by using a
combination of interventions; contact interventions
and educational interventions have small-medium
direct effects on stigma, but further research is
needed to investigate how to sustain the benefits in
thelong term and how to support the interventions to
maximize their effectiveness (Morgan et al., 2018). In
addition, peer support (support from fellow mental
illness patients) is seen by the patients as an
acceptable means to exchange information and to
support each other in the process of undergoing
treatment therapy (Yu et al.,, 2018).
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