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Stigma is Social Death :: Executive Summary

Forty-six people were interviewed to determine their views on the topic of 
stigmatizing aspects of mental health programs. Of the forty-six, thirty-four 
identified themselves as current or former consumers/survivors. Some of 
these individuals were also mental health practitioners or professional 
advocates. Ten participants were family members or professionals who did 
not identify themselves as consumers/survivors.

People described a number of sources of stigma. Major sources included 
family, friends and intimates, the job market and co-workers, neighbors, 
people at church and in school. They also described the practices of the 
housing market, insurance companies and the social security system as 
being stigmatizing.

While respondents cited a variety of sources of stigma, most frequently 
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mentioned were the attitudes and practices of the mental health system 
and its workforce. Following are attitudes, beliefs and practices within the 
mental health system thought to be stigmatizing.

Issues relating to power and control were most often mentioned. These 
included the practice of forced treatment as well as threats of forced 
treatment or of no treatment. People also cited lack of involvement in 
treatment planning or other aspects of decision-making about their lives. 
In addition, restrictions on the freedom to come and go; being "placed" in 
a house or apartment, and other examples were given.

The experience of having lower status than staff within the mental health 
system was commonly mentioned. Many examples were given, including 
cues within the physical environment such as separate staff-client 
bathrooms and eating areas, demeaning and infantilizing interactions 
between staff and consumers/survivors, differences in status embedded in 
program policies, and discriminatory treatment in employment of people 
with psychiatric disabilities as mental health workers.

Regimented and deindividualizing practices of both institutional and 
community programs were described as stigmatizing. Specifically, 
respondents mentioned dehumanizing admitting procedures, regimented 
activities, having to wait for appointments, and being forced to accept the 
psychiatric label.

A number of respondents described the practice of separating people with 
psychiatric disabilities from ordinary community life as stigmatizing. Several 
people also commented on the practice of grouping people with similar 
labels.

The absence of challenge or orientation to growth within the mental health 
system was also commonly described as stigmatizing.

The lack of respect for privacy was seen by a number of respondents as 
stigmatizing. Combined with the experience of always being observed by 
staff was the sense that one's behavior was "overinterpreted" - in other 
words, that any normal feelings or behavior were interpreted as pathology 
or symptoms of one's illness.

Some respondents indicated that they felt inadequate access to 
information was stigmatizing both to people with psychiatric disabilities 
and their families.

Other stigmatizing attitudes, beliefs and practices included: Lack of 
attention to potentially stigmatizing personal characteristics such as effects 
of medication and personal appearance; stigmatizing language; "second 
hand services"; and cues in the physical environment from the asylum era 
such as locked cabinets, bars on windows, etc.

Respondents then described the effects of these stigmatizing attitudes, 
beliefs and practices. Their comments focused especially upon 
"internalized stigma" and its consequent effects on behavior and self-
esteem: low motivation, anger, depression, heightened sense of 
vulnerability, social isolation, and stifling of growth and productivity.

Participants had many suggestions about responding to experiences of 
stigma. Some of the suggestions focused on strategies which might be 
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employed by the stigmatized d person him or herself, while others 
identified responses for staff and others to pursue. Interestingly, while a 
number of the participants identified stigma as a systemic issue, very few 
responses were offered at that level. Most focused on individual and 
personal responses, either initiated by the stigmatized person or by mental 
health workers. Suggestions for the person him/herself included: staying 
away from the system entirely, self-help and peer support, taking 
responsibility for oneself through attitude adjustment and behavioral 
strategies, hiding one's history and not hiding one's history.

Major responses which staff and others could initiate included 
understanding the dynamics of stigma, building rapport with people 
served, cultivating a sense of mutuality, accentuating the positive, offering 
chances to exercise responsibility, affording more choices and more 
control, and creating natural supports.

The inquiry concluded with suggestions for further work, including 
additional research on each of the areas addressed, as well as a variety of 
educational and service delivery vehicles to reduce the stigmatizing aspects 
of mental health programs. The establishment of a Center for the Study of 
Stigma was proposed. This center could be a valuable focal point for 
research, education, and promotion of effective program practices. Such a 
center would be consumer/survivor governed, although it could involve 
collaboration with supportive researchers, educators and advocates 
without direct experience as service recipients.

 

  
 © 2004 SOhopeful International. All rights reserved
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Stigma is Social Death :: Background

In 1963, Erving Goffman published his landmark volume Stigma: Notes 
on the Management of Spoiled Identity. In it, he explored the phenomena 
of stigma, which he defined as, "...an attribute that is deeply discrediting..." 
(p.3). Such attributes included physical deformities, "blemishes of 
individual character," or "tribal stigma of race, nation, and religion" (p.4). 
Goffman was especially interested in the effects of stigma on interactions 
between stigmatized persons and those he termed "normals." The 
consequence of possessing a stigmatizing attribute, he wrote, was that 
"...an individual who might have been received easily in ordinary social 
intercourse possesses a trait that can obtrude itself upon attention and turn 
those of us whom he meets away from him, breaking the claim that his 
other attributes have on us" (p.5). In other words, persons with stigmatizing 
characteristics might be denied acceptance, respect and regard from 
others whom they encountered.
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Since that time, in the field of mental health alone, numerous books, 
articles, and research projects have continued the exploration of stigma. 
Scholars in a number of disciplines - sociology, psychology, history, 
anthropology - have contributed to an understanding of the causes and 
effects of stigma. For example, Link and others 1982, 1983, 1986, 
1987a, 1987b, 1989,1991) have done considerable research in the area 
of public attitudes and the effects of labeling. Wahl (1976, 1982, 1987, 
1989) has also focused on public attitudes and, in particular, on the 
impact of television on public attitudes. Fabrega (1990, 1991) has done 
extensive reviews of the literature on psychiatric stigma from the classical 
to the modern period in western societies. Deegan (1992) has written on 
the environmental barriers confronting people with psychiatric disabilities - 
stigma being one of those - and on the impact of such barriers on people's 
lives. Herman (1985) followed 285 former psychiatric patients living in 
Canadian society in order to understand how they made sense of their 
experiences with stigma and what coping strategies they developed.

Sociologists, psychologists and other scholars have also examined stigma 
from a cross-disciplinary perspective and have added to the body of 
knowledge on this complex topic. Recent developments along these lines 
will be summarized in the next section.

In addition to the research and theoretical work on stigma, consumer/ 
survivor, family, and professional advocates have mounted campaigns to 
"stamp out stigma." Task forces, public forums and conferences have been 
convened on the topic of stigma.

Despite the many efforts to explore this phenomenon, conversations with 
consumers/survivors within the mental health field indicate that certain 
aspects of the topic have not been sufficiently addressed. Stories from 
stigmatized persons tell of painful experiences of being excluded, rejected 
and discriminated against, often through hundreds of subtle day-to-day 
interactions and experiences. Further, people's experiences indicate that 
many stigmatizing occurrences are related to attitudes and practices 
occurring within the mental health system itself. While people talk about 
being stigmatized by family, neighbors, friends, employers, and others, 
many of their stories point to the mental health service system as a primary 
source of stigma. Yet little appears in the literature on this topic and 
virtually no work is being done in the field regarding the subjective 
experience of stigma and stigmatizing practices in mental health services.

This paper is an attempt to generate thought and discussion on the topic 
of stigmatizing aspects of mental health programs, largely from the 
perspective of current and former service users. Its purposes are twofold:

1. To stimulate discussion on the issue.

2. To produce a document which identifies current thinking on the topic 
and outlines issues for further investigation and action.

It is not intended as a definitive work. Instead, it is a thematic inquiry, an 
exploration into a topic which has received insufficient scrutiny and yet 
which often dramatically affects the lives of people involved. It is 
unabashedly written from the point of view of people who have received or 
been associated with mental health services. Consequently, the views 
presented may not seem "objective," if that is defined as without a point of 
view. In fact, the themes which emerged definitely present a point of view 
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which, at times, may be challenging to absorb. They do not necessarily 
represent a dispassionate, balanced perspective. But they do represent the 
experience of a variety of people who, by virtue of their experience, have 
developed strong views on stigma and on the role of the mental health 
system and other social services in creating and perpetuating stigma.

Undoubtedly, there are many consumers/survivors who, if asked, would 
say they are entirely pleased with the services they receive. Some of the 
people interviewed did have very positive service experiences to relate. But 
the same people who felt they had benefitted from services also 
commented on the ways in which those services contributed to their 
feelings of stigma.

Forty-six people were interviewed. Most interviews were conducted over the 
telephone and lasted from thirty minutes to one hour. There were several 
group interviews and one conference call. Participants were selected from 
lists forwarded by people on the advisory committee1, and included 
people from all over the United States. No systematic attempt was made to 
secure a representative sample, although there was an effort to target 
varied geographic areas, people from varied racial and ethnic 
backgrounds, people who were current as well as former service users, 
and people with a mix of political/ideological orientations.

Of the forty-six people interviewed, thirty-four identified themselves as 
current or former consumers/survivors. Some of these individuals were 
also mental health practitioners or professional advocates. Ten 
participants were family members or professionals who did not identify 
themselves as consumers/survivors. This second group was interviewed in 
order to gain additional perspectives on the topic. All interviews with 
consumers/survivors were completed before interviewing the remaining 
participants. The themes generated by the first group were used to 
stimulate discussion with the second group.

The interviews were open-ended. A small number of probe questions were 
used to generate responses2. All participants were very willing to be 
interviewed. Conversations, as indicated, were quite lengthy. Some 
participants even called a second time or sent articles, letters, and cassette 
tapes. A number of people noted that no one had ever asked them about 
stigma. While some respondents initially found it difficult to articulate their 
thoughts, once they started talking about their experiences it was 
sometimes difficult to end the conversation. The interviews generated a 
great deal of material, only some of which will be included in this report.

Whenever possible, direct quotes are used. Many respondents were willing 
to have their names used, while others preferred anonymity. For ease of 
reading, only personal descriptions relevant to respondents' comments will 
be provided.

The remainder of this report will address the following topics: First, a brief 
discussion of the dynamics of stigmatization will establish a theoretical 
framework for the findings of the inquiry. Next, respondents' comments on 
the sources of stigma in their lives will be described. Then, the attitudes, 
beliefs, and practices people found to be stigmatizing within mental health 
services will be discussed at length. Participants' views on the effects of 
stigma will then be described, followed by responses to stigma that people 
have found helpful. The report will conclude with recommendations for 
further work on this topic.
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