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ABSTRACT

The consequences of stigma are preventable. We arque that individual attention
should be provided to patients when dealing with stigma. Also, in order to deal with the
impact of stigma on an individual basis, it needs to be assessed during routine clinical
examinations, quantified and followed up to observe whether or not treatment can
reduce its impact. A patient-centric anti-stigma programme that delivers the above is
urgently needed. To this end, this review explores the experiences, treatment barriers
and consequences due to stigma. We also offer putative solutions to this problem.
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Introduction

In part one of this two-part review (see this issue) we explored the causes of
stigma and how they impact those with psychiatric illnesses, especially patients
with psychosis. We illustrated that there are significant clinical consequences
in which the mentally ill are discriminated against making it more likely that
they will not seek treatment. Thus, there is obvious clinical risk associated
with stigma.

*MD. The University of Western Ontario. Regional Mental health Care, 467, Sunset Drive,
St.Thomas, Ontario, Canada, N6H3V9. **MD. Dept. of Psychology, University of Toronto, 100
St. George St., Toronto, ON M5S 3G3, Canada. **PhD. Lawson Health Research Institute,
268 Grosvenor Street, Room E5-136 London, Ontario, Canada N6A . 4V2, Assistant Professor
(Psychology), The University of Western Ontario.

Address correspondence to: Dr. Amresh Shrivastava, The University of Western Ontario. Regional Mental
health Care, 467, Sunset Drive, St.Thomas, Ontario, Canada, N6H3V9. E-mail: dr.amresh@gmail.com

Received 11 Aug 2011. Revised 12 Sept, 3, 15, 28 Oct, 22 Nov 2011. Final acceptance 23 Nov 2011.

MSM : www.msmonographs.org
DOI: 10.4103/0973-1229.90276



86 Mens Sana Monographs, Vol. 10(1), Jan - Dec 2012

In part two we continue to discuss stigma but emphasise non-compliance
issues. We then suggest ways of combating stigma, first by dealing with stigma
in the age old way of education, but we will follow that up by suggesting a new
and novel client-centric approach in which the client is assessed with respect to
the impact of stigma before and after stigma related intervention. We propose that
the impact in terms of perception of stigma by the client should be addressed and
assessed in the clinic. With specific interventions, the impact could be reduced
leading to better compliance to treatment.

Non-compliance

Self-stigma is defined as a devaluation of the self by internalising negative
stereotypes they attribute to themselves or/and attributed to them from external
sources (Fung et al., 2007). A study by Fung et al., (2008°) has found that self-
stigma is one of the contributing factors in undermining treatment adherence.
Individuals with schizophrenia often endorse a feeling of self-disregard and
incompetence (Lysaker et al., 2008al'”, 2008b!")). It may be possible that their
self-stigmatised thoughts might, therefore, reduce their motivation and thus
readiness for seeking therapy [Figure 1].

Throughout history and in practically every culture, groups of persons,
including mental patients, have been stigmatised. The reasons for such
stigmatisation and its maintenance remain obscure. Its association to non
adherence to treatment is common but unfortunately difficult to detect in patients
with schizoaffective disorder and schizophrenia, of whom almost half take less
than 70% of prescribed doses (Goff et al., 2010%)). Like patients in all areas of
medicine, patients with schizoaffective disorder weigh the perceived benefits
of medications against perceived disadvantages; but this process is complicated
by their impaired insight, the stigma of the diagnosis, and the often troubling
side effects of antipsychotic medication. Interventions to improve adherence
include encouraging acceptance of the illness, drawing analogies with treatment
for chronic medical disease, and involving the patient in decision-making.
Clinicians are required to remain non-judgemental, encouraging patients
to disclose problems with adherence and anticipating that improvement in
adherence may require a prolonged effort. Selection of antipsychotic medication
is critical to avoid adverse side effects, and some medications may provide a
sense of well-being, such as improvement in insomnia, anxiety, or depression
(Goff et al., 201011,

Research suggests that the stigma of mental illness can impair treatment
utilization in two ways:
e Through perceived public stigma, individuals with mental illness may seek
to avoid the public label and stigmatisation of mental illness by choosing not
to seek treatment or to discontinue treatment prematurely, and,
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Figure 1: Circle of cause and effect from stigma. From this figure we suggest that stigma is interrelated
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with many other factors such as discrimination, isolation, and finally outcome.

* Through internalised stigma, individuals with mental illness may seek to
avoid the negative feelings of shame and guilt about themselves by choosing
not to seek treatment. These two constructs, public and internalised stigma,
are manifest differently within individuals, but they clearly influence each
other in their impact on the stigmatised individual. If an individual with
mental illness perceives public stigma to be high, they may be more likely
to internalise these negative stereotypes than if they perceive public stigma
about mental illness to be low (Corrigan, 20045).

Studies also show that interpersonal, economic, and policy factors also
mitigate service use. For instance, patients with schizophrenia are less likely
to perceive benefits of medications, due to their impaired insight, the stigma of
the diagnosis, and the often troubling side effects of antipsychotic medication.
Interventions to improve adherence include encouraging acceptance of the
illness, drawing analogies with treatments for chronic medical diseases, and
involving the patient in decision-making. Pandya et al., (20100"") reported that
stigma must be understood through individual experience in specific contexts
rather than as a unitary experience. They studied whether diagnosis disclosure
can be beneficial. A convenience sample of 258 adults with schizophrenia
recruited via the Internet and e-mail lists completed an online survey.
Although reactions to disclosure varied, many report worse treatment by police
(Patch et al., 1999™!) and better treatment by parents after disclosure (Pandya,
et al., 20100"). Many also experience worse treatment for medical problems after
disclosing their schizophrenia diagnosis. These results emphasise the support
for targeted anti-stigma interventions.

In a one-year cross-sectional study with 105 participants face-to-face
interviews were conducted to assess participants’ level of self-stigma, readiness
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for change, insight, and general self-efficacy. The corresponding case therapists in
this study reported participants’ level of treatment adherence, psychopathology,
and global functioning. The study found that better readiness for action, and
lower levels of self-stigma were associated with better treatment participation.
Individuals with lesser severity of psychiatric symptoms and female participants
had better treatment attendance. The results of a discriminant function analysis
showed the combined scores of self-stigma, stages of change, and global
functioning measures correctly classified 76.2% participants into adherent/non
adherent group membership. Suggestions for further studies and development of
self-stigma reduction programme to facilitate recovery and treatment adherence
were made (Tsang et al., 2010).

A critical component of stigma in schizophrenia is the perception that
patients are extremely dangerous. The assessment of this concept in the
general population by the use of reliable and valid instruments will allow
the development of programmes aimed to reduce it. In one study designed to
develop an assessment instrument of the public conception of aggressiveness
in schizophrenia and to determine its reliability and validity in a community,
they reported that more than 40% of the sample of Mexico City authors
considered that a patient with schizophrenia was aggressive and dangerous.
The CAQ had an adequate internal consistency (alpha=0.74). The results of
the factorial analysis showed that two factors explained 61% of the variance.
The items of CAQ showed two major areas to evaluate: a) perception of the
presentation of aggressive behaviours; and, b) mental illness recognition and
social aspects of the stigma of dangerousness. The CAQ is an instrument
with adequate psychometric properties that could be useful to evaluate the
perception of aggressiveness in schizophrenia among the general population
(Fresan et al., 201081,

Combating Stigma

Experiments in dealing with stigma

Dealing with stigma is the first step in treatment and prevention of mental
illness. There has been a strong focus on combating stigma from national and
international psychiatric organisations, community leaders, mental health
professionals and advocacy groups. Despite volumes of literature on stigma it
is not completely understood and making specific standardised intervention is
difficult to implement.

There are three important targets for combating stigma:
* Interventions for the general public;
e Intervention for improving image of psychiatry; and,
e Interventions for dealing with stigmatising by psychiatrists.
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It is best to deal with stigma on a one-to-one basis that allows for superior
communication between the mental health professional and the patient. Only
then can the mental health professional assess for qualitative change in the
patient’s life. A common approach at reducing stigma has been to target the
sources themselves. In general these initiatives have been based upon public
education and awareness with the assumption that flooding the public with more
information about mental illness may decrease stigma and in turn improve the
lives of patients and family members alike. In fact there is some evidence that
improving people’s knowledge about mental disorders during a “mental health
first aid course” improves concordance with generally recommended therapies
(Kitchener et al., 2004™). There is also some evidence that attitudes towards
community-based facilities could be improved by providing information (Wolff
et al., 199652, It has been addressed at the level of: 1) People at large; 2) Patients
and relatives; 3) Psychiatry as a discipline; and, 4) Mental health professionals
and general health professionals. Accordingly, interventional studies have
focused on all of the above targets.

Important methods used in combating stigma are focused on changing the
public stigma of mental illnesses utilising models of protest, education and
public contact, all targeted at local stigma change. These experiments have
tried to make anti-stigma programmes a compelling agenda. Education, both
conventional and web-based, has been successful. It has also been proposed to
change the label of ‘mental illness” under the presumption that the label itself
is a source of stigma. School based programmes, for example, Battaglia et al.
(1990M) found that a presentation given by a psychiatrist on mental health issues
for high school students not only improved knowledge about mental health, but
also improved help-seeking attitudes and appreciation of psychiatrists, possibly
due to greater familiarity.

Imparting education that mental illnesses are biological is a double edge
sword. On one side it generates hope that the aetiology has been known while one
the other side people compare it with brain diseases with no answer and hope of
recovery e.g. mental retardation. This approach has been criticized. More visible
presence of psychiatry and psychiatric treatment is the present need (Stuart,
20061). A series of recommendations have been made for national psychiatric
societies and for individual psychiatrists. It has been a hope that psychiatrists
can play a central role in the prevention of stigmatisation of psychiatry by
stressing the need to develop a respectful relationship with patients, to strictly
observe ethical rules in the practice of psychiatry, and to maintain professional
competence. Further, the need for patients and clinicians to speak to a wider
audience about the positive contributions of psychiatry is an important means
of reducing stigma and should be a priority (Singh, 2007124).

More interventions aimed at modifying medical students” and health
professionals are required (McParland et al., 20031""}; Singh et al., 1998); Baxter et
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al., 2001%; Lambert et al., 20060'¥). They argue that tackling the negative image of
psychiatry should start in medical school and continue in junior doctor training,
in order to retain psychiatrists at their jobs. In the interest of reducing stigma
within the medical profession, it is recommended to address stigma in the
psychiatric education process (Cutler et al., 2009"). This would provide medical
students with a more accurate picture of psychiatry as a discipline and offer
positive role models. Waggoner et al. (1983P") and Spiessl et al. (2000 suggest
an easily accessible psychiatric liaison service for family physicians in order to
reduce delays in referrals. Moreover, they suggest practice-oriented seminars
for family physicians, informing them not only about mental illness but also
about psychiatric facilities, as well as continuing education in the context of the
psychiatric liaison service.

Need for a “client-centric” approach

Treatment can reduce consequences of stigma

Even though there has been much discussion on the issue of stigma, we
believe that there is room for expansion on the concept. Specifically, that
stigma should be seen at the level of the individual. From this vantage point
we are confident that stigma can be effectively managed. Thus, we believe that
consequences of stigma are preventable. We argue that in order to deal with the
impact of stigma on an individual basis, it needs to be assessed during routine
clinical examination, assessed for quantification in order to obtain measurable
objective deliverables and examined if treatment can reduce stigma and its
impact. Public health measures have so far been effective in initiating anti-
stigma programmes, but only at a higher level; at the health care provider levels,
they lack focus, and fail to recognise, assess and deal with stigma in systems of
patient care. A patient-centric anti-stigma programme is needed without delay,
which can successfully measure, quantify and bring evidence of success in this
approach. Furthermore, it needs to be brought into routine clinical practice. New
and innovative anti-stigma programmes are required that need to be clinically
driven to see the change in life of an individual by removing potential risks.

Mentally ill patients need to play an active role in evaluations meant to inform
decisions about their care and treatment. Dealing with stigma is a large public
health priority that needs research to guide advocates to the best approaches.
Community-based participatory research (CBPR) is the research agenda that
includes consumers and other stakeholders to be full partners in all aspects of
the evaluation programme.

The basic requirement for dealing with an individual’s stigma perception/
experience is its proper assessment for origin, and impact, of stigma, in both a
qualitative and quantitative manner. We further argue that quantification would
allow its regular assessment and offer more effective intervention for patients.
It will also be helpful in identifying modifiable social factors to enhance quality
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of care plan for management in hospitals and communities. The objective of
quantification is to facilitate the development of an approach to bring assessment
of stigma in clinical work and formulate customised strategies to deal with stigma
at a patient’s level. It would be expected that the assessment of stigma would
become a part of routine clinical assessment to identify barriers to outcome.

Public and community based intervention

The availability of effective treatment was thought to be the most important
method of reducing stigma, which will certainly aid in the access of mental
health care for patients globally. The WPA ‘Programme to Reduce Stigma and
Discrimination Because of Schizophrenia” established projects to fight stigma in
20 countries, using social-marketing techniques to enhance their effectiveness
(Thompson, 19921%). First steps at each site were to establish an action committee
and conduct a survey of perceived stigma. Based on survey results, the action
committees selected a few homogeneous and accessible target groups, such as
employers and criminal justice personnel. Messages and media were selected,
tested, and refined. Guidelines were provided for setting up a consumer (service-
user) speakers’ bureau and for establishing a media-watch organisation, which
could lobby news and entertainment media to exclude negative portrayals of
people with mental illness. Improvements in knowledge about mental illness
were effected in high school students and criminal justice personnel. Positive
changes in attitude towards people with mental illness were achieved with high
school students, but were more difficult to achieve with police officers. Local anti-
stigma projects can be effective in reducing stigma and are relatively inexpensive.
The involvement of consumers is important in working with police officers.

Project organisers should be on the lookout for useful changes that can
become permanent (Warner, 2008"). The results do not support the utility of a
broad approach for an anti-stigma campaign, but rather suggest a more specific
focus, such as perceived dangerousness (Thompson et al., 2002). Results showed
that higher global functioning, better readiness for action, and lower self-esteem
decrement were significant predictors for better treatment participation. As for
treatment attendance, results showed that individuals with lesser severity of
psychiatric symptoms, and female participants, were more likely to have better
attendance.

Measures to reduce stigma have been developed on large scales and on an
individual level. Thompson's report (Thompson et al., 2002%) highlighted that
people who live with mental illnesses are among the most stigmatised groups
in society. In 1996, in recognition of the particularly harsh burden caused by
stigma associated with schizophrenia, the WPA initiated a global anti-stigma
programme, ‘Open-the-Doors’, with a broader mandate to reduce stigma and
discrimination caused by mental disabilities in general (Sartorius et al., 20101*))
. In order to evaluate the effectiveness of the WPA campaign “Open the Doors -
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against Stigma and Discrimination because of Schizophrenia”, five years upon
completion of the campaign, a comparative study was performed to assess the
possible changes in the general public’s attitudes towards schizophrenia. The
results of this study showed that 22.3 % of the population did not want to have
any associations with the term “schizophrenia,” 81.3 % did not want to be further
informed about the illness, and 64.1 % agreed with the statement that patients
suffering from schizophrenia are dangerous; there was a significant increase in
this category compared to the survey in 1998 (Grausgruber ef al., 2009).

Some research has shown that education videotapes can have some positive
effects; mostly in terms of improvement in responsibility (people with mental
illness are not to blame for their symptoms and disabilities). Watching videotaped
contact with individuals with mental illness led to significant improvement in
empathy, empowerment, coercion, and segregation.

Recommendation for dealing with stigma

The study we carried out in Mumbai (Shrivastava et al., 2011 highlighted
patients” opinions to be the most important focus in dealing with stigma. It
recommended investigating a number of issues: 1) relapse prevention (88%); 2)
complete treatment (85%); 3) Educating the community (83%) 4) Rehabilitation
(81%); 5) Early identification (77%); and 6) Social integration (65%).

The Mayo clinic (Mayo clinic staff, 2011") has developed guidelines in
dealing with stigma for patients and relatives. They suggest that dealing with
stigma will result in more favourable outcomes. In short, they provide guidelines
for reducing the impact of stigma and psychosis, paraphrased here:

*  Get treatment to provide relief from the symptoms that contribute to the
stigmatising behaviours.

e Don’tallow for stigma to create self-doubt and shame. Sometimes mistaken
beliefs can interfere with a proper evaluation of the condition.

e  Don’t isolate yourself. This will only produce more stigma as symptoms
would most likely be more poorly controlled.

e Don’tequate yourself with your illness. You are not defined by your illness.
You have an illness that requires management. This simple suggestion
prevents a patient from addressing himself as a schizophrenic first and a
person second.

*  Join support groups that can provide coping strategies for dealing with
stigma as they may actively fight against stigma.

*  Get help at school. Talk to teachers, professors or administrators about the
best approach and available resources. If a teacher doesn’t know about a
student’s disability, it can lead to discrimination, barriers to learning and
poor grades.

* Andfinally, speak out against stigma. Make the public aware of the injustices
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and misinformation about schizophrenia. This will help educate the public
and in turn reduce stigma (Mayo clinic staff, 20110%)

To combat stigma the highest priority should be given to efforts to unify
the profession and to increase psychiatry’s participation in organized medicine.
This theme also urges psychiatrists to limit self-revelation and self-exploration
in the media, to emphasize the broad range of knowledge and skills that makes
them uniquely suited to perform evaluative and triage functions, and to halt the
current practices of shunting whole classes of patients off to other disciplines for
care, and of educating other disciplines in psychiatric techniques

Concluding Remarks [See also Figure 2: Flowchart of Paper]

Stigma leads to discrimination, isolates people, and finally, reduces
opportunity and willingness to seek treatment. It is clearly known that stigma is
a clinical risk, causes barrier to treatment and also results in non-compliance. The
barriers are many. So far the approach has been only use of media, the medical
profession and familial support (Pandve et al., 2007%%).

Stigma does not have to be so ubiquitous and prevalent in the lives of those
with mental illnesses. We argue that, in order for this to change, there have to

It is possible that self-stigmatisation reduces a mentally ill person’s motivation and
readiness to seek therapy.

'

Through internalised stigma, individuals with mental illness may seek to avoid the
negative feelings of shame and guilt about themselves and thus not seek treatment.

'

Dealing with stigma is the first step in treatment and prevention of mental illness.

'

It is best to deal with Stigma on a one-to-one basis that allows for superior communication
between the mental health professional and the patient. Only then can the mental health
professional assess for qualitative change in the patient’s life.

'

The basic requirement for dealing with an individual’'s stigma perception/experience is proper
assessment of the origin, and impact, of stigma, in both a qualitative and quantitative manner.

Figure 2: Flowchart of paper
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be targeted client-centered anti-stigma campaigns and programmes. It needs to
be handled at the level of patients, which can directly improve their self-esteem
[Figure 2].

Take home message

1. Stigma prevents people from seeking treatment, causes non-compliance and
leads to poor outcome.

Stigma is recognized as a potential treatment barrier.
Stigma is a clinical risk.
Anti-stigma measures need to be client-centric.

SH I

Stigma needs to be assessed and treated in medical settings.
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Questions that this Paper Raises

1. What are the clinical consequences of stigma?
2. How best can anti-stigma programmes be made client-centric?
3. How do we quantify impact of stigma for clinical usage?

4. Will a client-centric approach be feasible?
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