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ABSTRACT

The word'stigma’means a form of disgrace associated with a particular situation or person. Stigma has a significant detrimental effect on access
to mental health care. It is wellknown that people with mental illness and their families experience stigma and discrimination. Studying stigma
can aid in planning appropriate anti-stigma programs for patients, family members and for the community. A narrative literature review of
research publications on stigma experienced by people with severe mental disorders and their caregivers was conducted by searching PubMed,
ProQuest and Google Scholar databases. Both original research and review articles were included. A total of 114 papers were included. All papers
presented some information regarding the various aspects of stigma and its impact among persons with mental illness and their caregivers.
The level of intensity of stigmma among mentally ill individuals and their caregivers ranges from moderate to high, and is greatly influenced by
various sociodemographic and illness variables. Research literature implies the need for the alleviation of stigma to improve the overall mental

health of the community.
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INTRODUCTION

The World Health Organization (WHO) says that one in four people
suffer from mental disorders at some point in their lifetime.! The
global burden of severe mental disorders was estimated to be 381
million (depression—300 million, bipolar affective disorder—60
million, and schizophrenia—21 million).? According to the National
Mental Health Survey of India “Every sixth person in India needs
mental help.” A multicentric study reported that the overall
weighted prevalence of mental morbidity in India was 13.7% and
the current mental morbidity is 10.6%.> The WHO estimates that
“the burden of mental health problems (in India) is of the tune of
2,443 DALYs per 100,000 population, and the age-adjusted suicide
rate is 21.1 per 100,000 population.”

Alarge proportion of people with mentaliliness do not receive
adequate care.’ Stigma toward, and discrimination against, people
with mental disorders is an important barrier to mental health
service utilization in India. It contributes to delay in seeking care;
impedes timely diagnosis, treatment, recovery, and rehabilitation;
and ultimately reduces the opportunity for fuller participation in
life.% Prospective studies provide evidence that stigma may have a
negative impact on service use.” Stigma remains the main obstacle
to a better life for the many hundreds of millions of people suffering
from mental disorders.®

The word “stigma” means a form of disgrace associated with a
particular situation or person.® Goffmann described stigma as “an
attribute thatis deeply discrediting” that reduces someone “from a
whole and usual person to a tainted, discounted one.” Stigmatized
individuals are perceived as having a “spoiled identity.”"° It is well-
known that people with mentalillness and their families experience
stigma and discrimination. Stigma in relation to mental iliness leads
others tojudge an individual as not having legitimacy to participate
in social interaction.” This can lead to social exclusion, low self-
esteem, and eventually poor quality of life. Eventually, stigma can
lead to discrimination which may be distinct and direct, like making
a negative comment about one’sillness or treatment, or be subtle,
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such as avoidance of mentally ill individuals, conceiving them to
be violent or dangerous. Such experiences of stigmatization can
make one judge oneself.”?

Stigma in relation to patients can be classified as (a) perceived
stigma, which is the belief that the public hold negative attitudes
toward them, (b) experienced stigma, which is unfair treatment or
discrimination due to having a mental illness, and (c) self-stigma,
which is a stigmatized view of oneself.'®

Stigma experienced by caregivers of patients with mental
iliness is called associative/courtesy/affiliate stigma. Affiliate stigma
occurs when the people affiliated with a stigmatized individual such
as caregivers (usually family members) are personally affected by
public stigma.* Studies suggest that caregiver stigma results in
avoidance and frustration toward the patients, self-experiences of
depressed mood, emotional burnout, and anxiety.”>'® Caregiver
stigma has a critical role to play in patient’s treatment adherence
and recovery.”

Though many studies have addressed stigma worldwide,
only a few Indian studies have been published to date to the
best of the authors’ knowledge.#?> Further, studies in Southern
India are sparse in comparison to Northern and Central India.?%?’
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Also, stigma has been studied individually either on patients or
in caregivers, whereas simultaneous evaluation of both groups is
scarce. Hence, it is imperative to review the studies about stigma
toward individuals with severe mental illness and their caregivers
which can aid in planning appropriate antistigma programs for
patients, family members, and the community.

Review METHODOLOGY

We aimed to review the research publications on stigma
experienced by people with severe mental disorders and their
caregivers. PubMed, ProQuest, and Google Scholar databases
were searched using the key words “stigma” and “mental illness”
and “caregivers of mentally ill.” No restriction was set concerning
the year of publication. The search strategy initially focused on
the presence of these key words in the titles of papers and was
expanded to include relevant articles suggested by the database,
based on our search. The reference lists of these papers were
reviewed to locate more references. Both original research and
review articles were included in the study. A total of 129 papers were
reviewed by the authors, 14 articles were excluded and finally 115
articles were included. The articles which do not measure stigma
associated with mental illness directly and those in languages other
than English were excluded.

STIGMA AND MENTAL ILLNESS

The perspectives of people regarding mentally ill patients and the
iliness per se have been studied in various instances. Following
a diagnosis with a psychiatric disorder, a sense of devaluation
and a fear of being rejected ensues.?® Stigmatization may result
from the indiscriminate use of diagnostic labels, which are often
misinterpreted by the general population.® Another consistent and
major contributor toward stigmatization is the inaccurate portrayal
by the media.?*

Misconceptions regarding mental illnesses have been
extensively studied.?° In a recent survey conducted in India,
regarding public attitudes toward mentally ill individuals, the
majority of the respondents said that one should keep a safe
distance from those who are depressed. Around 26% of them
reported being afraid. More their awareness about mental health
concerns, more was their likelihood of demonstrating stigmatizing
attitudes. Only 27% of the surveyed individuals were supportive
of people with mental illnesses—these were young adults,
having lower educational levels and from lower socioeconomic
backgrounds. The majority of them attributed to a lack of self-
discipline and willpower as reasons for mental illness, while some
believed that mental illness can only happen to people who are
“mentally weak.”" According to a study by Lauber and Rossler,
stigmatizing attitudes among the Asian population are quite
common.3? An increase in social distancing was directly related
to their perception of mentally ill individuals as dangerous.3%33 In
a German study, majority of the respondents expressed a belief
that individuals diagnosed with schizophrenia are often involved
in criminal activities and are unpredictable.>*

Depiction of dangerousness, unpredictability, and criminality
among the mentallyillindividuals induces negative reactionsamong
people, such as fear, rejection, and ridicule. The consequences are
deep, leading to impairment in the domains of self-esteem, help-
seeking behaviors, medication adherence, and the overall recovery
of patients.? Besides, stigma may induce social awkwardness,

demoralization, and unemployment. Link et al. had assessed
whether patients can minimize the labeling effects by keeping
their treatment history confidential, making others aware of their
predicament, or avoiding participation in situations in which
rejection is likely to occur. None of these coping strategies were
effective in diminishing negative labeling effects and, in fact, did
more harm than good.**®

The stigma associated with mental illness is suggested to be
caused by misconceptions among the public which are the products
of indiscriminate use of diagnostic labels and incorrect portrayal
by the media, leading to detrimental effects on one’s self-esteem.

FAcTorRs CONTRIBUTING TO THE STIGMA
AssocIATED WITH MENTAL ILLNESS

Multiple factors ranging from physical, emotional, financial, and
sociocultural considerably influence the stigma associated with
mentalillness. Inastudy by Graves et al., reactions such asincreased
brow tension and heart rate were observed, while participants were
asked toimagine having a conversation with schizophrenia patients.
These findings suggest undesirable physiological experiences
as a probable reason for avoidance toward people with mental
disorders.3¢

Various studies have established that a lack of qualified
personnel and financial resources plays a vital role in help-seeking
behavior. Most centers are located in urban locations, an inadequate
number of psychiatrists, and low funding toward mental health by
many low-income countries have been cited as reasons for poor
help seeking.3"3%% It is well-known that stigma has a negative
impact on help seeking behavior. However, it can be postulated
that poor help-seeking may also indirectly contribute to stigma by
being associated with a more adverse clinical course.

A few studies have shown lower educational attainment to be
associated with higher stigma.?®38 A significant number of people
believe in the role of supernatural, religious, and magical forces in
the causation of mental illness.3? Research has suggested stronger
religious devotion to be associated with lower levels of stigma.3®

Higher levels of stigma are observed among people belonging
to the higher socioeconomic class and urban regions, with the
commonly attributed reason being their concern regarding status
and reputation.?”3? In contrast, another study reported that rural
Indians possess more stigmatizing attitudes, and it is associated
with their more authoritarian and socially restrictive views.?
Influence of gender on stigma has not been studied extensively,
though studies have noted higher stigma among female subjects.
Differences in the expected societal and gender roles have been
accounted for as the primary reason.?’40

STiIGMA EXPERIENCED BY PATIENTS WITH
PsycHiIATRIC ILLNESS

Although perspectives about mental iliness and socioeconomic
factors contribute greatly toward stigma, better understanding
and depth of stigmatization comes from the secondary actions,
especially on those suffering from mental illness. Stigma
experienced by psychiatrically ill patients starts from one’s
view about self and associating the illness with their identity.
A Norwegian study explored the process and state of being
reclassified as a stigmatized “other” by psychiatric patients, and
its effects on one’s self-esteem revealing that isolation, loneliness,
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and the danger of becoming visible as mentally ill as the major
consequences.”!

The participants were inclined toward concealing their
disorders and worried about critical treatment from others in a
nationwide survey assessing patients’ experience of stigma from
their families, mental healthcare providers, and at workplace.*?
Being looked down on people admitted in a psychiatric hospital,
reluctance from women to marry and refusal to being friends with
aperson with mentalillness were found in a study by Guttikonda et
al., assessing the attitudes of rural population toward people with
serious mental disorders.?

According to the Mental Health Commission of Canada,
discrimination by healthcare professionals serves as a major barrier
to quality of care, treatment, and recovery of individuals with mental
illness. This includes negativity about a patient’s chance of recovery,
attribution of unrelated complaints to a patient’s mental illness,
and refusal to treat psychiatric symptoms in a medical setting.**

A study done among the population of Western Australia®*
presented mentally ill patients to be a stigmatized group with
extremely poor health outcomes, who deserve a higher level of
care of their physical health compared to the general community.
According to the study, they have greater healthcare needs in
comparison to the general population, while in reality are receiving
less.*

Therefore, it is demonstrated from the above studies that
stigmatizing experiences of the mentally ill arise from various
sources ranging from one’s viewpoint to unfair treatment by others,
including certain healthcare professionals.

STiGMA EXPERIENCED BY CAREGIVERS OF
PATIENTS WITH PsYcHIATRIC ILLNESS

Any illness that affects an individual also affects the close members
related to the individual. In cases of psychiatricillness, the impactis
however deep-seated extending to aspects such as finance, coping,
and psychological status of the caregivers. A study done in New York
on caregivers of the mentally ill suggests that stigmatization makes
lives tougher for the patients, caregivers, and their families.*> An
Ethiopian study revealed the majority of caregivers are experiencing
stigma because of mental illness in the family.*® According to a
study by Trani et al.,, negative attitudes about mental illness are
reflected in the denial of employment, leading to anincrease in the
financial burden of the family.*’ A study by Zhang et al. established
affiliate stigma among caregivers having notable associations
with quality of life.*® Similarly, a study in Jordan revealed that the
perceived quality of life among caregivers was low to moderate
as assessed by the self-administered questionnaires.** A review
article by Greenwood et al. discussed the role of social exclusion
as an important part of discrimination toward caregivers.>* Stigma
was found to have negative effects on the levels of empowerment
and functioning, serving as a source of distress for families with
mentally ill individuals.”’

Lower educational levels, being divorced/separated, and
unemployment of caregivers were linked with low quality of life.>
Few other studies have also established similar findings of gender,
marital status, and area of domicile having paramount associations
with higher levels of caregiver stigma by using validated scales
and structured interviews.>>** In a study published by Ergetie
et al., higher perceived stigma among caregivers was associated
with factors such as the female gender, rural area of domicile, poor
societal support, and longer duration of the relationship with the
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patient.> Greater levels of caregiver’s insight about illness are

shown to be associated with higher stigma levels.?* A meta-analysis
published by Shi et al. had suggested attribution of the disease,
amount of time spent in caregiving per day, and the psychosocial
variables such as face concern, stress, and support from others as
significant factors associated with affiliate stigma.>®

Blaming parents of the individuals, accusing them of being
irresponsible and caring less for the mentally ill and having a
tendency to look down on families with mentally ill individuals
are the common attitudes among the public.?%” The majority of
caregivers had worries over being treated differently and therefore
wanted to hide the fact of having a mentally ill person in the
family.*¢ Parents of people with mental illness reported more stigma
and expressed difficulties in making other people understand
their burden as a caregiver.*® Dadson et al. had investigated
the experiences and coping strategies of psychiatric nurses and
family caregivers.>® Regarding the stigmatizing experiences, the
family members experienced it from the public, especially their
neighbors, whereas the psychiatric nurses experienced it from their
fellow health workers. While psychiatric nurses adopted humor as
a coping strategy, family members resorted to emotion-focused
coping strategies.”® Psychological problems such as depression,
anxiety, and suicidal thoughts among caregivers of people with
mental disorders have been demonstrated by various studies.>>%>°

Multiple factors including poor knowledge about mentalillness,
supernatural beliefs about mental illness, chronicity, financial
difficulties, and inadequate mental health services contribute
toward caregiver stigma.'”6%-%2 Society’s negative attitude toward
families of people with mental illness and self-stigma in these
individuals lead to social isolation and increased psychological
morbidity among caregivers.”>®' Such stigmatizing experiences
could lead to adverse effects on quality of life.*8>2

STIGMA AMONG PATIENTS WITH
SCHIZOPHRENIA

Any mental iliness has a profound impact on various domains of life
of anindividual. This holds greater critical value, specifically in cases
of persons suffering from psychoticillnesses such as schizophrenia.
Many studies have established higher levels of stigma associated
with lower levels of functioning in patients with schizophrenia,
as assessed by standard and validated scales for assessing illness
severity and mental illness stigma.5>%* A study by Lysaker et al.
found positive correlations between the positive symptoms of
schizophrenia and the level of social functioning.®® Higher stigma
levels during follow-up were associated with the initial level of
positive symptoms.5 Patients with schizophrenia cited symptoms
such as hallucinations, delusions, and suspiciousness as one of the
main reasons for their discrimination in family and workplace.®%%”

The influence of insight on stigma has been studied and
concluded that insight modulates stigma.’®~"! These studies have
shown that good insight could have negative effects like increased
self-stigma, low self-esteem, secondary depressed mood, and poor
quality of life. In contradiction to this, Singh et al. published a study
stating that better knowledge about the condition is linked with
lower stigma levels.®* A study in Switzerland stated that insight can
result in negative outcomes when the stereotyping experiences
are internalized by the individuals.”? Higher levels of self-stigma
among patients with schizophrenia were linked with levels of
empowerment and social contact.”® Chronic nature of the illness
affects perceived stigma of patients in the form of loss of positive
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societal participation and identity.”® Thus, the associations between
symptomatology and stigma among patients with schizophrenia
is well established by these studies

STIGMA AMONG PATIENTS WITH BiPOLAR
DisoRDER

Studies suggest that the level of stigmatization among patients with
bipolar disorderis higher when compared to people with depressive
disorders and lower than those diagnosed with schizophrenia.”*~7¢
Nevertheless, it cannot be ignored and the associated effects in
such individuals and their caregivers require attention. A study
donein Denmark using validated self-rated scales revealed patients’
levels of self-compassion to be seriously low and associated with
their overall satisfaction about life.”” A study in New York reported
levels of internalized stigma having a significant association with
the patient’s internalizing personality traits.”® The fear of rejection is
seen to be affecting close personal relationships and in forwardness
to seek treatment among patients with bipolar disorder.” In terms
of close and professional relationships, the stigmatization might
be exhibited in the form of distancing. A strong association with
stigma levels and fear of relationships has been demonstrated by
another study.®

Studies have demonstrated significant negative correlations
between stigma and the employment status among patients
with bipolar disorder.”>®! Stigmatizing views of the public
about hospitalization in a psychiatric care facility is also a critical
factor.®? Increased levels of expressed emotions among caregivers
contribute toward self-devaluation and stigma in patients with
bipolar disorder.®3 The subsyndromal depressive symptoms
during the interepisodic period cause severe functional decline,
contributing toward burden and stigma.?"3 The level of insight also
has an adverse impact on patients’ hopes of improvement and self-
worth.”® Self-stigma among patients with bipolar disorder serves
asamajor barrier to treatment adherence, better health outcomes,
and recovery rates.”*’>®1 These articles suggest that vital areas of
the normal functioning of these individuals are affected by both
self-stigma and experienced stigma.

STIGMA AMONG PATIENTS WiTH DEPRESSIVE
DisoRDER

The most stigmatizing view regarding depression is that it is often
equated as a sign of weakness, failing to acknowledge the illness
or concealment especially in the American African population who
tend to have more depression severity as compared to the Caucasian
population.®* The relation between stigma and the presentation
of somatic symptoms has been established by various studies.84-%7
One of the possible reasons could be depressive symptoms being
considered as “socially disadvantageous” by the cultural influences,
especially among the Asian population.32%% India’s patriarchal
society has imbibed the idea in its population that “it's not OK to
not be OK,” forcing individuals to resort to concealment of their
depression and act normal.®® However, the overall level of public
stigma is relatively lower for depressive disorders, as revealed in a
study done in the Middle East.®

Personality features such as higher levels of psychoticism and
interpersonal sensitivity are exhibited by persons with depressive
disorder.2" Neuroticism was mainly linked to stigma aspects such
as secrecy, while extroversion showed strong correlations with
perceived, public, and self-stigma.’® Most people resort to hiding

their illness and treatment status to others, owing to the fear of
being shunned.”! Self-stigmatizing views of patients account
for the low quality of life®*®* and poor treatment adherence as
demonstrated by the application of validated instruments in these
individuals.®*

Studies have suggested a lack of social support as a contributor
to stigma in depressive disorder patients,?’ while some believe
it to be the cause of depression.?> Female gender and married
individuals have more discriminating experiences.”’® Both
anticipated and experienced discrimination is higher in terms of
employment and relationships, while experienced discrimination is
higherin persons with a history of hospitalization.”' Severity of the
iliness is associated with increased stigma levels, 27 while insight
about the iliness has no association with stigma/quality of life of
patients with depressive disorder.”?

The above literature review elucidates that stigma among
people with a depressive illness results mainly from the sociocultural
influences and personality traits of the individuals themselves.
Suffering from severe mental disorders often results in a cumulative
adverse impact on the lives of the individuals owing to the
stigmatization and the illness per se.

NEeD FOR ASSESSING STIGMA

Stigma as a risk factor has extensive impacts on the patient’s
treatment process and recovery. Stigma also increases the risk of
relapse which in turn can lead to dreadful events such as suicide,
violence, and harm to others.’® The root cause is the lack of
knowledge and awareness about the aspects of mental health
and treatment options.>**° Strong correlation between mental
health literacy and low stigma levels has been shown by various
studies.'®1%! Prior contact with mentally ill patients has also shown
to improve the acceptance level among people.!0%103

Certain researchers have suggested the need for assessment
of stigma as part of the routine clinical examination. Recognition
of the aspects of the stigma that are linked with the course of help
seekingis also crucial. A Norwegian study indicates that healthcare
professionals should be aware of stigma while conceptualizing the
services and care for patients with psychiatric illness.*' Assessing
the cultural aspects and the attitudes and involvement of the
family members which are considered to be additive to the self-
stigma of patients are vital.'* Studies suggest that identification
of changeable social factors, assessment of patient’s stigmatizing
views during the episodes, and spotting barriers to care can aid in
improving the quality of care.100.105

NEeeD FOR IMPLEMENTING ANTISTIGMA
MEASURES

The WHO about Mental Health inIndia has stated that “Interventions,
focusing on raising awareness of mental health issues and
mobilizing efforts in support of mental health, are necessary for
addressing the situation.”

People with mental illness insist on public education as
the channel for reducing stigma.*? Antistigma programs by
various international organizations have used strategies such as
social contact, education of the public, and protests to combat
stigma.!?71% Encouraging patients to discuss their stigmatizing
experiences is another way to deal with stigma.'””"'% Such
interventions can be employed in workplace settings to improve
supportive behavior.""!
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Specific educational programs need to be implemented to
reduce the public stigma toward the caregivers.*®>® Involvement
of caregivers in antistigma initiatives has been suggested as one of
the best practices to fight stigma.""? Providing counseling services
and psychoeducation about managing stigmatizing experiences
and adopting healthier coping strategies are the proposed methods
to combat caregiver stigma.

Many review articles have revealed observable changes in the
attitudes of people and an increase in their knowledge, following
antistigma programs. However, the benefits seem short-term
and their lasting impact is often questionable. Some group-level
antistigma measures have shown to have a positive impact.'%¢"3
The interventions to reduce self-stigma in mentally ill individuals
are minimal and their impact is less persuasive."*'"> Hence, it is
indicative that antistigma measures are indispensable in the road
toward better mental health.

CoNcLUSION

Individuals suffering from severe mental disorders and their
caregivers experience a cumulative adverse impact on their
lives owing to stigmatization apart from the illness per se. Both
sociodemographic and clinical variables contribute significantly to
stigma. Stigma has consequential effects on the sociooccupational
functioning, financial status, and quality of life in both patients and
their caregivers. Stigma and its correlates contribute significantly
toward mental health burden and hence there is a need for the
alleviation of stigma to improve the overall mental health of the
community.
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