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The Impact of Stigma on Service Access and Participation

Research has shown that the psychiatric symptoms, psychological distress, and life
disabilities caused by many mental illnesses are significantly remedied by a variety of evidence-
based practices (EBPs). Central to the success of these treatments is an obvious rule: people
with psychiatric disorders must participate in treatment to enjoy its benefits. Unfortunately,
research suggests many people who meet criteria for treatment, and who are likely to improve
after participation, either opt not to access services or fail to fully adhere to treatments once they
are prescribed. Health belief theorists have shown that a rational consideration of the costs and
benefits of participating in specific treatments will directly impact whether a certain route of
intervention is pursued. A significant cost to engaging in mental health treatment is the stigma
associated with it. Many people choose to not pursue mental health services because they do not
want to be labeled a “mental patient” nor do they wish to suffer the prejudice and discrimination
this label entails.'

The purpose of these BHRM guidelines is to review the research literature that outlines
the relationship between mental illness stigma and participation in care. We begin with a review
of the nature of the problem showing that many people who might potentially benefit from
treatment either never access services or fail to adhere fully to treatments once they are begun.
After describing this problem, we present stigma as a putative reason why treatment options are
not pursued by many and present strategies for addressing the stigma of mental illness, thereby

enhancing access to care.

"It is important to note that health beliefs are not the only possible barriers to treatment participation or access to
care (financial constraints and availability of services are also essential factors). Moreover, stigma is not the only
social element effecting health beliefs (knowledge about illness and treatments are potent factors that also affect
health beliefs).



This initial discussion is meant to provide a brief conceptual base for understanding the
phenomena of stigma, prejudice, and discrimination that lead to incomplete treatment
participation. The subsequent sections will summarize specific strategies for dealing with the
stigma of mental illness thereby enhancing access to care. The strategies are more thoroughly
discussed in our recent book, Don’t Call Me Nuts: Coping with the Stigma of Mental IlIness
(Corrigan & Lundin, 2001) published by Recovery Press, which can be obtained by using the
order form in appendix A or through Amazon.com.

The Nature of the Problem

Those concerned with services research are familiar with two significant problems: many
people with mental illness never access treatment while others begin treatment but fail to adhere
to services as prescribed. Research from the Epidemiological Catchment Area (ECA) study
illustrates the first. Results from this study showed that less than 30% of people with psychiatric
disorders seek treatment (Regier et al., 1993). One might think that this ratio represents those
with relatively minor adjustment disorders who choose to withstand relatively brief psychiatric
discomfort rather than be immersed in mental health treatment. However, findings from the
ECA study showed that only 60% of people with schizophrenia participated in treatment (Regier
et al., 1993) and that people with serious mental illness were no more likely to participate in
treatment than those with relatively minor disorders (Narrow et al., 2000). Equal difficulties are
found on the substance abuse side with many who might benefit from treatment choosing not to
participate (Sturm & Sherbourne, 2000).

These problems are further compounded by the number of people who access mental health

services but fail to fully adhere to component prescriptions (Corrigan et al., 1990). A recent

review of 34 studies of compliance with psychiatric medication regimens found that, on average,



more than 40% of persons receiving anti-psychotic medication failed to fully comply with
prescribed regimens (Cramer & Rosenbeck, 1998). Failure to adhere to anti-psychotic regimens
increased rehospitalization by three fold, accounting for an 800 million dollar increase in hospital
costs world wide (Weiden & Olfson, 1995). Noncompliance may also emerge as failure to
attend outpatient appointments. About half of outpatient appointments following discharge are
not attended by persons with serious mental illness (Chameides & Yamamoto, 1975). In
addition, many persons drop out of psychosocial interventions before they are complete (Falloon
et al., 1977; Jaffe & Carlson 1976; Tarrier et al., 1998).

Health belief models are frequently used to explain poor access to, participation in, and
adherence to mental health services (Corrigan, in press; Fenton et al., 1997, Ruesch & Corrigan,
in press). Health belief models originally developed out of public health theories from the 1950s
(Rosenstock, 1975) to examine value expectancies related to health. These models view humans
as rational beings that behave in ways that diminish perceived threats (disease symptoms) and
enhance perceived benefits (e.g., diminished symptoms and psychological distress after
treatment). A key component in the rational equations that make up health beliefs are the
deleterious effects of treatment. These might include medication side effects (Aquila et al.,
1999) and the over-stimulation that results from some psychosocial treatments (Drake et al.,
1986). We argue that a third type of unintended and negative effect that results from treatment is
stigma.

Stigma and the Goals of Evidence-Based Practice

We describe the psychology of stigma, before describing the relationship between it and

treatment access/participation/adherence. Researchers distinguish between public stigma (ways

in which the general public reacts to a group based on stigma about that group) and self-stigma



(the reactions which individuals turn against themselves because they are members of a
stigmatized group). As outlined in Figure 1 on the next page, social psychologists have
identified various cognitive and behavioral structures that comprise stigma; understanding these
theoretical structures is important for designing strategies to reduce stigma and improve access to
care. Stereotypes are efficient knowledge structures that govern understanding of a social group
(Augoustinos & Ahrens, 1994; Esses, Haddock, & Zanna, 1994; Hamilton & Sherman, 1994;
Hilton & von Hippel, 1996; Judd & Park, 1993; Krueger, 1996; Mullen, Rozell, & Johnson,
1996); e.g., all police officers are good people to seek out when you are in trouble. Research has
identified four sets of stereotypes that are especially problematic for mental illness (Brockington
et al., 1993; Taylor & Dear, 1980). (1) People with mental illness are dangerous and should be
avoided. (2) People with mental illness are to blame for their disabilities that arise from weak
character. (3) They are incompetent and require authority figures to make decisions for them.
(4) They are viewed as childlike and profit from parental figures to care for them. This last one
is called the “benevolence stereotype” and parallels the third view that arises from perceptions
about people with mental illness as incompetent.

Prejudice is agreement with negative stereotypes (“That’s right; all people with mental

"’

illness are dangerous!”) that leads to an emotional reaction (“I am afraid of all the dangerous
mentally ill people!”) (Devine, 1988, 1989, 1995; Hilton & von Hippel, 1996; Krueger, 1996).
Discrimination is the behavioral consequence of prejudice (Crocker, Major, & Steele, 1998); for
example, “I am going to avoid dangerous mentally ill people because they scare me!” The range
of contemporary behavioral responses to the pubic stigma of mental illness has been categorized

into four groups: withholding help (choosing not to assist a person with mental illness because he

or she is believed to be responsible for their lot in life); avoidance (common examples of social



Figurel. Threelevelsof psychological structuresthat comprise public and self-stigma.
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avoidance include landlords who do not lease to people with mental illness or employers who do
not hire them); segregation (actions that promote moving people away from their community
into institutions where they can be better treated or controlled); and coercion (mandatory
treatment or criminal justice behaviors based on the belief that people with mental illness are not
able to make competent life decisions ) (Corrigan et al., 2001; Corrigan & Watson, in press b).

In terms of self-stigma, many people with mental illness are aware of the stigma about
their group (Bowden, Schoenfield, & Adams, 1980; Kahn, Obstfeld, & Heiman, 1979; Shurka,
1983; Wright, Gronfein, & Owens, 2000). Like the public, some of these individuals will agree
with the stigma (Hayward & Bright, 1997) and apply it against themselves suffering diminished
self-esteem and self-efficacy as a result (Corrigan & Watson, in press a). People with
diminished self-efficacy due to self-stigma are less likely to apply for jobs or apartments
(“Someone who is mentally ill like me can’t handle a regular job!™).

The public typically cannot tell that a person is mentally ill by interacting with him or
her. Potential consumers may be labeled mentally ill as the result of several social processes;
dominant among these is participating in psychiatric services. Hence, potential consumers may
opt to not access care as a way to avoid this label and the resulting discrimination. Our model
suggests several targets for diminishing stigma and increasing a person’s comfort with
participation in treatment.

Strategies for Diminishing Stigma to Improve Access/Adherence

Strategies for diminishing the impact of stigma have been grouped according to their
relevance to public or self-stigma. These are briefly reviewed here with a special emphasis on
how they might be relevant to changing stereotypes and prejudices so that the potential consumer

adopts health beliefs that support participation in and ongoing adherence to psychiatric services.



Changing public stigma

We have argued that people may not access or adhere to mental health treatments because
of perceived costs that relate to stigma. They do not wish to be labeled with identifiers that
suggest they are incompetent, have weak moral character, or are potentially dangerous. Hence,
broadly changing public attitudes about mental illness will diminish perceived costs to mental
health treatment. The various approaches to changing public stigma have been grouped into
three change processes: protest, education, and contact (Corrigan & Penn, 1999). Protest
strategies highlight the injustice of specific stigmas and lead to a moral appeal for people to stop
thinking that way: “shame on us for holding such disrespectful ideas about mental illness!”
Anecdotal evidence suggests that this approach may prove successful in getting stigmatizing
images of mental illness removed from the advertisements, television, film and other media
outlets (Wahl, 1995). However, this kind of attitude suppression has been found to lead to a
rebound effect so that prejudices about a group remain unchanged or actually become worse
(MacRae, et al., 1994 ; Corrigan, River et al., 2001). Hence, while protest may be effective in
getting media outlets to stop portraying stigmatizing images of mental illness, which further
reinforce public stigma, it should be used judiciously.

There are a variety of avenues available for protesting public stigma:

Writing Campaigns. Frequently, members of the entertainment industry, news media and other

groups stigmatize mental illness without considering its implications. In these cases, a letter
specifically addressing the problem and indicating a remedy may be sufficient to derail the
practice. Several of the advocacy groups listed in the resources section have anti-stigma

campaigns which sponsor letter writing campaigns.



Phone calls. If letter writing is not effective, phone calls may get more immediate attention. The
same guidelines apply: be prepared to specifically address the problem and suggest a solution.

Public denunciation. Making a public expression of disapproval of a stigmatizing practice can

be effective when private letters and phone calls have failed. One method of “going public” is to
write a letter to the editor of the local newspaper. Agencies, advocacy groups and professional
associations seeking a broader impact might send out a press release detailing the issue and the
group’s stance. Press releases can be sent to print, television, and radio media outlets. Be
prepared to provide more information if the story gets covered.

Marches and Sit-ins. Many of us remember the sit-ins and marches of the 1960s and 1970s.

They were tremendously effective in shaping attitudes about racial inequality and the Vietnam
War. Both require good organization and a committed group of protesters. Be sure to notify
police of your plans and obtain a permit if required.

Boycotts. Boycotting the products of companies that produce stigmatizing products, their
advertisers and the media source that carries their ads can send a particularly painful economic
message. Do not boycott a single product; boycotting all products that the offending company
produces sends a stronger message. Be sure to notify the company that you are engaged in a
boycott, and let them know it will continue until your requests are addressed. Be sure to
publicize your boycott via press releases, newsletters, and phone calls to your constituency.

Education Programs and Sigma

In contrast to protest strategies, education and contact have led to significant
improvement in public attitudes about mental illness (Corrigan & Penn, 1999). Results of
research on adult education strategies have shown that relatively brief education programs can

lead to significantly improved attitudes about mental illness (Corrigan & Penn, 1999). Education



programs help people identify the inaccurate stereotypes about mental illness and replace these
stereotypes with factual information. This can be accomplished by providing basic facts about
mental illness to an audience, or by contrasting myths and facts about mental illness. The goal is
not to make the audience experts on mental illness, but rather to provide simple facts so that
many of the myths about mental illness crumble.

A factual presentation about mental illness should address what the experience of mental
illness is like, and describe how it is diagnosed and effectively treated. The following
information should be covered.

The experience of severe mental illness

1.Defining severe mental illness. The three diagnoses commonly associated with severe

mental illness are schizophrenia, major depressive disorder, and manic depression.

Breadth and length of disability resulting from mental illness should be discussed.

2. Prevalence of diagnosis: schizophrenia (1 in 100), manic—depression (3 in 200) and

depression (25% of women and 12% of men have a depressive episode at some point in

their lives).

3. Examples of key symptoms. Describe psychotic, negative, depressive, manic, and

anxiety symptoms.

4. Development and course of mental illness. Describe illness acquisition, onset, course

and long-term outcome or prognosis.

5.The biology of severe mental illness. Discuss brain chemistry and nerve cell

communication.
Assessment and Treatment

1. Diagnosing the disorder. Describe the DSM-IV and how diagnoses are made.
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