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Executive
Summary
The need to combat HIV stigma has long been
acknowledged in Australia’s domestic response
to HIV/AIDS.
This report presents findings on the first Australian study to investigate HIV stigma.
It did so by focusing on the experiences of the stigmatised – people living with HIV.
Results confirm the experience of HIV stigma among the sample, although this
could be described as moderate rather than severe. On the whole, women and
heterosexual men tended to report higher levels of stigma than gay men. The
entire sample reported higher levels of felt stigma than enacted stigma. This may
reflect the effectiveness of Australia’s culture of anti-discrimination and the socially
unacceptable nature of discriminatory attitudes, but it also points to the difficulty in
challenging deeply ingrained cultural beliefs about HIV as a taint to identity.
People with HIV have two key ways in which they mitigate the effects of stigma.
The first is through the careful control of the process of HIV disclosure. HIV status
is not usually immediately apparent. This gives people with HIV an advantage in
choosing the circumstances in which they disclose. The people who fare best are
those who strike a balance between revealing their status to supportive individuals
while keeping it confidential in relation to the broader world. For these people, HIV
is regarded as personal but not secret.
The second is by developing a set of skills and characteristics that offer resilience
in the face of stigma and other setbacks in life. These include: seeking social
support when needed, including from the HIV community; minimising the extent to
which HIV is regarded as a key aspect of identity; and cultivating the capacity to
bounce back from, or not take to heart perceived slights.
Both these strategies are underpinned by the idea that people with HIV(PLHIV) are
not passive receptors of stigma. Rather, PLHIV are overwhelmingly resilient in the
face of what remains a significant life challenge.
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Recommendations

1

5

An initiative that aims to build
resilience among people with HIV
should be developed. This should
include cultivating specific skills for
combating HIV stigma and a broader
set of life-enhancing skills that improve
wellbeing.

As HIV prevention evolves to include a
range of risk-reduction strategies that
may or may not include condom use,
all such efforts should be reviewed
to assess their effects on PLHIV. This
includes strategies that encourage
disclosure of HIV status and which
may reinforce the sero-divide.
Consideration should also be given to
the different effects on PLHIV of such
prevention efforts in settings outside
large gay cities such as Sydney and
Melbourne, where sizeable PLHIV
communities reside.

2
Opportunities for promoting resilience
should be explored and exploited in
the current body of education work
occurring in the community-based
response to HIV.

3
Anti-stigma work, including campaigns
and events, should avoid the idea that
people with HIV are passive receptors
of stigma or require sympathy. Such
work should promote strong and
positive responses that work to
enhance wellbeing.

4
The national HIV strategy should
evolve to promote a more complex
idea of PLHIV quality of life. The
goal of improving quality of life is
laudable and the strategy endorses a
holistic approach to wellbeing. There
remains, however, an emphasis on
physical illness. Overcoming stigma
and building resilience should be
regarded as key activities in enhancing
wellbeing. While anti-discrimination
legislation is an essential element in
our efforts to fight stigma, stigma is
not an issue that is entirely dealt with
under the heading of human rights and
anti-discrimination.

2
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As disclosure in sexual settings is
highly fraught, legal requirements that
require PLHIV to disclose their status
in sexual settings (such as exists under
NSW Public Health law) should be
reviewed. A requirement for a person
with HIV to take reasonable measures
to avoid infecting another person
should be sufficient.

Introduction
Stigma has long been recognised as a serious and
debilitating feature of the HIV epidemic. There may
be a number of reasons why HIV is stigmatised,
including the fact that it is a serious communicable
disease, it disproportionately affects groups who
are already marginal in society and it is linked with
taboo behaviours such as drug use or homosexual
sex (Herek 1999; Herek and Capitanio 1999).
There have been numerous studies of HIV stigma
internationally and many attempts to combat it, yet
it stubbornly persists (UNAIDS 2007).
Researchers and theorists working in the area emphasise the conceptual
complexity of stigma. Some of this arises from the fact that there are two broad
traditions of studying stigma, one based in psychology and the other in sociology.
While both traditions trace their origins back to the work of Erving Goffman
(1963), they subsequently diverted into an examination of the emotional and
psychological processes that generate stigma and its impacts on the mental
wellbeing of individuals (psychology) and the social effects, meanings and the
workings of power and hierarchy in society (sociology). This report is based on
a research project that sought to incorporate insights from both approaches:
methodologically, analytically and conceptually. Thus we regard stigma as both a
social and individual phenomenon in its causes and effects.
Psychological research on stigma has generated a great deal of evidence about
the impact of HIV-related stigma on the physical health and psychological
wellbeing of people living with HIV/AIDS (PLHIV). These include feelings of despair
(Buseh & Stevens 2006), depression (Berger et al. 2001; Vanable et al. 2006;
Wright, Naar-King, Lam, Templin & Frey 2007), decreased self-esteem (Berger
et al. 2001; Bunn, et al. 2007), and increased mental health problems (Mak et al.
2007). Logie & Gadalla (2009), in a study of HIV-related stigma and a range of
demographic, social, physical and health characteristics, found that higher levels
of stigma were consistently associated with low social support, poor physical
health and poor mental health, and concluded that the association between
HIV-related stigma and physical health has potential implications for treatment,
care and support for people at different stages of HIV infection. Furthermore, the
experience of stigma or discrimination within a healthcare setting has been found
to adversely affect the health behaviours of PLHIV such as accessing testing and
treatment for HIV, and adhering to medical regimens (Butt 2008; Fortenberry et al.
2002; Pascoe & Smart Richman 2009).
Non-disclosure of a stigmatised status allows for the short-term protection of an
individual identity, but continuing to hide the illness may be stressful and mentally
taxing (Smart & Wegner 1999; Frable, Blackstone & Scherbaum 1990). Not only
does concealment of the stigma limit opportunities available for support and
treatment and place a further burden on the physical and mental wellbeing of the
individual (Frable, Platt & Hoey 1998), it also comes with a cost of not being able
to receive support for the illness from others (Glacken, Kernohan & Coates 2001).
Psychological research on disclosure of stigma suggests that there are both benefits
and drawbacks to either disclosing or concealing a stigma (Pachanakis 2007;
Paxton 2002; Wegner & Lane 1995). For many PLHIV, disclosure or concealment of
their HIV status may be a matter of personal choice. However, for PLHIV with visible
symptoms of their illness, disclosure may be involuntary and no longer a choice.
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This is particularly so with advanced disease or as a result of the side effects of
antiretroviral treatment, most notably lipodystrophy (Reynolds et al. 2006). While
it has been suggested that even involuntary disclosure of a stigma may ultimately
be better than ongoing concealment (Pachanakis 2007), a recent study has found
otherwise. Stutterheim and colleagues (2011) addressed the consequences of
stigma in three groups of PLHIV: a group who had visible stigma and could not
conceal their stigma; a group who were termed limited disclosers and were selective
about who they disclosed to; and full disclosers consisting of a group of people
who could conceal their stigma but chose to be fully open about it. They found that
people with a visible stigma who could not conceal their illness experienced more
psychological distress and lower self-esteem and reported less social support than
the other two groups. Findings from this study suggest that personal control (ie
being able to disclose or conceal a stigma at will) may be important in understanding
the impact of stigma.
In contrast to psychology, sociologists have tended to prioritise the social or at
least emphasise the social origins of individual experience. Link and Phelan (2001)
describe stigma as a social process with both social and individual consequences
that consists of the following features: distinguishing and labelling differences;
negative stereotyping; separation between ‘us’ and ‘them’; discrimination in a
context of power. Scambler (2009) makes a further distinction between enacted
and felt stigma. Enacted stigma consists of overt discriminatory actions, whereas
felt stigma is something that stigmatised persons feel. This may take the form of
feeling ashamed or it may be a fear or expectation of experiencing enacted stigma.
Researchers in the United States have shed further light on this distinction
through an investigation of general community attitudes towards HIV (Herek,
Capitanio &Widaman 2002). They suggest a disconnection between broader
community attitudes towards HIV, which they found were often supportive or at
least not overtly negative, and the experiences and feelings of PLHIV, which are
often negative. Thus felt stigma may not arise in relation to any easily identifiable
process or act of stigmatisation specific to HIV but may in fact relate to much
deeper cultural issues to do with fear of death and disease, ambivalence about
sexuality, race and gender, and taboos surrounding drug use (Herek 1999). PLHIV
may internalise these ambivalences in ways that lead to a diminishment of physical
health and psychological wellbeing (Berger 2001; Vanable et al. 2006).
The fact that not all PLHIV experience stigma suggests that some people may be
more resilient than others in the face of cultural stereotypes. Parker and Aggleton
(2003) point to the importance of different social identities that resist or rebel
against stigma. This suggests that PLHIV are not simply passive receptors of
stigma but to some extent actively engage in resisting it – an important point if we
are to develop effective strategies to counter HIV stigma.
Australian research has detected some issues associated with HIV stigma. For
example, Futures 6 reports that almost two-thirds (65.8%) of PLHIV respondents
agreed with the statement “Few people would want a relationship with someone
who has HIV” and over half (57.1%) reported they were afraid to reveal their HIV
status to their sexual partners for fear of rejection. One quarter (26.4%) of the
sample reported receiving less favourable treatment at a medical service as a
result of having HIV and one sixth (16.3%) reported less favourable treatment in
the workplace. This is coupled with indicative information that suggests high levels
of depression and anxiety among the sample (Grierson et al. 2009).

4
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This study
This project took as its focus the experiences of
people with HIV – the stigmatised – because there
was a lack of Australian research specifically
investigating this aspect of the lives of PLHIV.
The study employed mixed methods, including a survey and in-depth face-to-face
interviews. It had a number of goals not limited to generating research outcomes.
These were:
•

 enerate an evidence base for combating HIV-related stigma so as to improve
G
health outcomes for PLHIV and support ongoing prevention efforts.

•

 uild awareness about stigma and social research among PLHIV using a
B
participatory model of research.

•

 ranslate the research findings into useful recommendations for communityT
based HIV/AIDS organisations, policymakers, government advisory groups and
relevant health services.

•

 rovide a rigorous measure of HIV stigma that will inform the implementation
P
of the sixth National HIV Strategy and provide evidence for the development of
future national strategies.

The narrower research aims of the project were:
•

Measure the experience of stigma among PLHIV.

•

Identify and quantify the factors that contribute to stigma among PLHIV.

•

Explore the relationship between stigma and health.

•

Identify factors associated with resilience and social inclusion among PLHIV
and identify strategies for strengthening these.

Importantly, this study was a community-based research project using a peerbased approach that was established differently to most other social research
studies in HIV in Australia. Conventionally, social research has been funded and
located within the university sector, and community-based organisations have
been involved in a consultative manner. The HIV Stigma Audit was funded through
a community-based organisation, the National Association of People Living with
HIV/AIDS (NAPWA) and initiated by a qualified researcher, Sean Slavin, employed
from within the organisation. After the project was funded, NAPWA brokered
collaboration with the National Centre in HIV Social Research (NCHSR) at the
University of New South Wales in order to gain expert input into the quantitative
component of the study.
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Survey
Participants
Individuals who were HIV positive, over the age of 18 and currently living in
Australia were eligible to participate in the study. A total of 849 people began
the survey, while 697 people completed it, indicating a completion rate of 82%.
The sample consisted of 662 men, 32 women and 3 participants who identified
as transgender; and the ages ranged from 18 to 77 (M = 43.76, SD = 10.27). The
demographics of the sample are reported in Table 1.

Table 1.
Sample demographics
n (%)
Age (Range)

18 – 77 (M = 43.76, SD = 10.27)

Gender
Male

662 (95.0)

Female

32 (4.6)

Transgender

3 (0.4)

Sexuality
Gay/Lesbian

611 (87.7)

Straight

49 (7.0)

Bisexual

25 (3.6)

Other

12 (1.7)

Relationship status
Long-term partnership

250 (35.9)

Single/widowed/divorced

411 (59.0)

Other

36 (5.2)

Country of birth
Australia

524 (75.2)

Other

173 (24.8)

Aboriginal or Torres Strait Islander
Yes

16

(2.3)

No

681 (97.7)

Education
< Year 10

37 (5.3)

Completed Year 10

76 (10.9)

Year 12

89 (12.8)

Diploma/trade certificate

218 (31.3)

Undergraduate degree

140 (20.1)

Postgraduate degree

137 (19.7)

Employment

6
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Full-time

354 (50.8)

Part-time

95 (13.6)

Self-funded retiree

19 (2.7)

Pension

156 (22.4)

Benefits (the dole)

36 (5.2)

Other

37 (5.3)

Procedures
Data were collected between April and June 2011 as part of a self-administered
online survey of individuals living with HIV in Australia. Participants were recruited
through online advertisements at gay male internet sites and on Facebook, and
in community-based publications targeting the gay community or specifically for
PLHIV. They were informed that the study was about stigma related to living with
HIV. Participants were directed to an online Information Sheet after which the
survey was self-completed. Items were programmed to be presented in a random
order. The study has ethics approval from the Human Research Ethics Committee
at the University of New South Wales.

Measures
Stigma and disclosure measures
A 40-item stigma scale was developed for the purposes of this study based on
a scale by Berger et al (2001) and modified by Bunn et al (2007) including new 5
items focusing on stigma related to HIV treatment (“I worry that people might see
me collect my HIV medications from the pharmacy” alpha =.96). A comprehensive
measure of disclosure to a range of different people with varied closeness to the
individual was developed. Individuals were asked who they had informed of their
HIV (“To what extent have you told the following people about your illness?”) with
7 options ranging from friends, family, sexual partners, people in the workplace,
people where they live and other people in the community. Responses were given
on a 5-point scale from none of them to all of them, higher number indicative of
greater disclosure. An overall disclosure scale score was obtained by summing
responses to the 7 options. A similar method was used to establish whether they
felt others blamed them for their illness, whether they felt ashamed of their illness,
whether they felt rejected because of their illness and whether they felt awkward
as a result of their illness.

Mental and physical
health measures
Self-esteem was measuring using the 10-item Rosenberg (1965) self-esteem
scale (alpha = .91) scored on a 5-point scale, with higher scores indicating greater
self-esteem. Mental health was measured using the DASS 21 (Lovibond &
Lovibond 1995), which consists of three subscales measuring depression (alpha
=.95), anxiety (alpha=.89) and stress (alpha =.93). The DASS 21 is also scored on
a 5-point scale, higher scores reflecting greater depression, anxiety and stress.
Based on previous findings which identified the importance of social support in
buffering the negative effects of stigma, a 10-item measure of social support was
included, with higher scores on the 5-point scale indicating greater perceived
social support (Zimet et al 1988, alpha = .91). Participants were asked one
question on health satisfaction (“How satisfied are you with your health?”) scored
on a 5-point scale from very dissatisfied to very satisfied, with higher scores
indicative of greater satisfaction. They were also asked the length of time since
their HIV diagnosis, whether they were currently on HIV treatment and if so, length
of time on treatment.
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Resilience was a key focus of this study and was measured using the ConnorDavidson Resilience Scale (CD-RISC; Connor & Davidson 2003) which consists
of 10 items (ie “I believe I can achieve my goals” and “I can deal with whatever
comes my way”, alpha=.94) scored on a 5-point scale ranging from “Not true at
all” to ‘True nearly all of the time”.

HIV centrality and HIV
community attachment
To assess the centrality of HIV to identity, participants were asked about the role of
HIV in their lives and then asked to consider the statement – “HIV is a key aspect
of me as a person”. Responses were scored on a 5-point scale from strongly
disagree to strongly agree, with higher numbers suggesting greater agreement
with this statement. Attachment to an HIV community was measured using three
questions, “How much do you feel a part of an HIV positive community?”, “How
many of your friends are HIV positive?” and “How much of your free time do you
spend with HIV positive people?”.Responses to all of these items were scored on
a 5-point scale and summed (alpha =.82) with higher overall scores indicative of
greater involvement in an HIV community.

Visibility of stigma
Stigma visibility was assessed with a question which asked whether participants
currently had any visible symptoms as a result of their HIV infection (“Do you
currently have any noticeable symptoms resulting from your HIV infection?”), with
a binary response option (yes/no).

Results
The following table presents further details on the characteristics of the
respondents. This shows the sample was largely representative of the Australian
HIV epidemic and the population of PLHIV. It was largely one of gay men and the
average time since diagnosis was 12 years. Worth noting here is that despite a
relatively high number of people agreeing or strongly agreeing with the idea that
HIV is a key aspect of their identity (44%), this does not seem to translate into
social action, with 82% of people having either none or only some friends with
HIV, and a similar proportion (85%) saying they spent none or only some of their
free time with other PLHIV. Also worth noting is that while 56% of respondents
expressed satisfaction or strong satisfaction with their health, 67% described their
quality of life as either good or very good. This may reflect that quality of life is
about more than just health status.

8
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Table 2.
Descriptive factors related to life with and
related to HIV (n = 697).
n (%)
Year of diagnosis (range)

1981 – 2011 (M = 1999, SD = 8.29)

First year of treatment (range)

1985 – 2011 (M = 2002, SD =6.57)

Present treatment for HIV
Yes

573 (82.2)

No

124 (17.8)

Present noticeable symptoms
Yes

206 (29.6)

No

491 (70.4)

Infection cause
Sex with a man

590 (84.6)

Sex with a woman

10 (1.4)

Injecting drug use

13 (1.9)

Sexual assault/rape

7 (1.0)

Not sure

59 (8.4)

Other

18 (2.6)

Friends who have HIV
None

143 (20.5)

Some

431 (61.8)

About half

90 (12.9)

Almost all

32 (4.6)

All

1 (0.1)

Free time with people who have HIV
None

220 (31.6)

Some

371 (53.2)

About half

73 (10.5)

Almost all

30 (4.3)

All

3 (0.4)

HIV is a key aspect of me as a person
Strongly disagree

91 (13.1)

Disagree

124 (17.8)

Neither agree nor disagree

179 (25.7)

Agree

213 (30.6)

Strongly agree

90 (12.9)

Quality of life
Very poor

28 (4.0)

Poor

74 (10.6)

Neither poor nor good

127 (18.2)

Good

301 (43.2)

Very good

167 (24.0)

Satisfied with health
Very dissatisfied

59 (8.5)

Dissatisfied

137 (19.7)

Neither dissatisfied nor satisfied

112 (16.1)

Satisfied

310 (44.5)

Very satisfied

79 (11.3)
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Stigmatising
feelings and
experiences
This section reports on experiences relating to shame, blame, rejection, avoidance,
exclusion and disclosure among participants in various contexts.
The following graph shows rates of disclosure among PLHIV across seven
domains of life. It is to be expected that disclosure occurs most often in
healthcare settings, as HIV is directly relevant to many health-care interactions.
Other domains where disclosure occurs most commonly are intimate areas of
life including sexual partners, friends and family. Comparably, disclosure is less
common in public or impersonal spheres of life.

Disclosure
100%
90%
80%
70%
60%
50%
40%
30%
20%
10%
0%

none
some or half
almost all together

When asking about the areas of life in which stigma occurred, we distinguished

100%
never/almost never
between internalised stigma, which was framed as ‘feeling ashamed’, feelings
occassionally
of90%
enacted stigma which we framed as ‘feeling blamed for having HIV’,
and
80%
experiences
of enacted stigma framed as ‘being avoided, rejected oralways/almost
excluded’. always
In70%
addition to the seven domains discussed above, we added ‘media’ in relation
to60%
feelings of shame and blame. As can be seen from the following two graphs,
the areas of sex partners, friends and media were all problematic to roughly equal
50%
degrees.
40%
30%
20%
10%
0%
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100%
90%
80%
70%

never/almost never
occassionally
always/almost always

50%
20%
40%
10%
30%
0%
20%
10%
0%

Feeling ashamed
100%
90%
80%
100%
70%
90%
60%
80%
50%
70%
40%
60%
30%
50%
20%
40%
10%
30%
0%
20%
10%
0%

Feeling blamed

100%
90%
80%
100%
70%
90%
60%
80%
50%
70%
40%
60%
30%
50%
20%
40%
10%
30%
0%
20%
10%
0%

never/almost never
occassionally
always/almost
always
never/almost never
occassionally
always/almost always

never/almost never
occassionally
always/almost
always
never/almost never
occassionally
always/almost always

100%
never/almost never
90% looking at feelings of avoidance, exclusion or rejection, occassionally
When
what emerges as
most
problematic
are
sex
partners
and
community.
This
trend
persists, particularly
80%
always/almost
always
100%
never/almost
for
sex
partners,
when
asking
about
awkward
interactions.
The
distinctionnever
is
70%
90%
designed
to
differentiate
between
feelings
(it
is
not
always
possible
to
discern
the
occassionally
60%
80% of feelings) and experiences (which are often more concrete). Given that this
cause
always/almost always
50%
is70%
largely a sample of gay men, then it appears that gay community and gay sex
40%
partners
60% can be significant sites of stigma.
30%
50%
20%
40%
10%
30%
0%
20%
10%
0%

100%
90%
80%
100%
70%
90%
60%
80%
50%
70%
40%
60%

never/almost never
occassionally
always/almost
always
never/almost never
occassionally
always/almost always
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50%
0%
40%
30%
20%
10%
0%

Felt avoided, rejected or excluded
100%
90%
80%
70%
60%
100%
50%
90%
40%
80%
30%
70%
20%
60%
10%
50%
0%
40%

never/almost never
occassionally
always/almost always
never/almost never
occassionally
always/almost always

30%
20%
10%
0%

Had
awkward interactions
90%

100%
80%

70%
100%
60%
90%
50%
80%
40%
70%
30%
60%
20%
50%
10%
40%
0%
30%
20%
10%
0%
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never/almost never
occassionally
always/almost always
never/almost never
occassionally
always/almost always

Measuring
stigma
The HIV Stigma Scale was developed for this study and is a composite measure of
stigma that consists of the following 40 items which are scored on a scale from 1
to 5 (strongly disagree, disagree, neither agree nor disagree, agree, strongly agree)
(Berger et al. 2001; Bunn et al. 2007). This scale includes within the 40 items 5
items which relate specifically to stigma associated with HIV treatment.

1

In many areas of my life, no
one knows that I have HIV.

15

Some people who know I have
HIV have grown more distant.

2

I feel guilty because I have HIV.

16

Most people are uncomfortable
around someone with HIV.

3

People's attitudes about HIV
make me feel worse about
myself.

17

I never feel the need to hide the
fact that I have HIV.

4

Telling someone I have HIV is
risky.

18

I worry that people may judge
me when they learn I have HIV.

5

People with HIV lose their jobs
when their employers find out.

19

Having HIV in my body is
disgusting to me.

6

I work hard to keep my HIV a
secret.

20

Having HIV is just a matter of
bad luck.

7

I feel I am not as good a
person as others because I
have HIV.

21

Most people with HIV are
rejected when others find out.

8

I never feel ashamed of having
HIV.

22

HIV does not prevent me from
doing anything in life.

9

People with HIV are treated like
outcasts.

23

I have been hurt by how people
reacted to learning I have HIV.

10

Most people believe that a
person who has HIV is dirty.

24

I worry that people who know I
have HIV will tell others.

11

Having HIV makes me feel
unclean.

25

I regret having told some
people that I have HIV.

12

Most people think that a
person with HIV is disgusting.

26

Some people avoid touching
me once they know I have HIV.

13

Having HIV makes me feel that
I'm a bad person.

27

People I care about stopped
calling after learning I have HIV.

14

There’s no reason to feel
ashamed of having HIV.

28

People don't want me around
their children once they know I
have HIV.
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29

People have physically backed
away from me when they learn
I have HIV.

34

People seem afraid of me once
they learn I have HIV.

30

I have stopped socialising with
some people because of their
reactions to my having HIV.

35

When people learn you have
HIV, they look for flaws in your
character.

29

People have physically backed
away from me when they learn
I have HIV.

36

If I go to an HIV clinic I am
concerned that someone might
see me.

30

I have stopped socialising with
some people because of their
reactions to my having HIV.

37

I am concerned if I have
physical changes from HIV
medications people will know I
have HIV.

31

I have lost friends by telling
them I have HIV.

38

I avoid taking my HIV
medications in public.

32

I have told people close to me
to keep the fact that I have HIV
a secret.

39

I worry that treatment side
effects can make my HIV
status apparent to others.

33

People who know I have HIV
tend to ignore my good points.

40

I worry that people might see
me collect my HIV medications
from the pharmacy.

In addition to the stigma scale, a number of other standardised psychological
scales were included. These measured: social support (Zimet et al. 1988),
self-esteem (Rosenberg, 1965), resilience (Connor & Davidson 2003), stress,
depression and anxiety (Lovibond & Lovibond, 1995). All scales were found to have
good internal consistency in this study; see below for reliability, response scale
and mean response for each scale.

Reliability
(a)

Potential
Range

Observed
Range

M

SD

Participant response and scale information
(n = 697)

HIV stigma (35 item)

.954

5-175

5-175

109.01

26.26

HIV treatment stigma (5
item)

0.88

5-25

5-25

16.17

5.30

0.93

0-28

0-28

12.49

6.93

Measure

DASS 21
Stress
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Depression

0.95

0-28

0-28

11.45

8.04

Anxiety

0.89

0-28

0-28

8.63

6.51

Resilience Scale

0.94

10-50

10-50

35.15

9.43

Self-Esteem (RSE)

0.91

10-50

10-50

35.24

8.50

Social Support

0.91

10-50

10-50

33.72

9.53

The following section gives an overview of the relationships between these
psychological measures and demographic characteristics of respondents.
The results on the HIV stigma scale were encouraging. When scaled to a possible
score out of 100, less than 50 represents a tendency to a lack of stigma, 50 is a
neutral response and more than 50 represents a tendency to presence of stigma.
Overall, our sample recorded a moderate experience of stigma (62/100 with a
standard deviation of 12.4.). Within the sample we found that greater levels of
stigma were associated with being single (52/100 versus 56/100), being bisexual
(61/100) or being heterosexual (58/100). Lower levels of stigma were found among
those identifying as homosexual (54/100). Although this is a small subsample
of the total sample, Aboriginal and Torres Strait Islanders had significantly
higher scores than other participants. Other factors that correlated with higher
experiences of stigma related to socioeconomic status, notably economic
independence (employment, self-funded retirees) and higher levels of education
were associated with less stigma, whereas being on welfare was associated with
more stigma. Finally, having noticeable symptoms of HIV was associated with
higher levels of stigma.
As this is one of the first studies to specifically address stigma associated with
treatment, when separating out these 5 items it is worth noting that anxiety around
treatment was specifically associated with stress, depression, time since diagnosis
and negatively correlated with resilience, self-esteem, health satisfaction and
quality of life.
Social support and resilience are two variables known to reduce the negative
effects associated with a stigmatised illness. They are also variables that are
correlated and are likely to work together to buffer the individual from the negative
effects of stigma. When looking at the factors associated with social support and
resilience we found that participants in long-term relationships had higher scores
than those who were single. Of significance is the finding that both social support
and resilience were positively correlated with higher quality of life, greater levels
of resilience, higher self-esteem and greater engagement with an HIV community.
On the other hand, lower levels of both were associated with greater experience of
HIV-related stigma, increased risk of stress, depression and anxiety.
The range of measures that looked at psychological wellbeing, including selfesteem, depression, anxiety and stress, all broadly aligned with socio-economic
status including education, income and employment. Thus people with a higher
socio-economic status had better self-esteem and less depression, anxiety and
stress. However, it is also important to bear in mind that those who had fewer
social supports and less resilience were likely to have poorer mental health
outcomes, regardless of their social status. Additionally, further multivariate logistic
regression analyses indicated that all mental health and wellbeing outcomes are
negatively associated with HIV stigma and positively associated with resilience.
Resilience partly mediates associations between stigma and mental health
outcomes. Findings underscore the role of psychological resilience in mitigating
the adverse impacts of HIV stigma. But HIV stigma can also deplete resilience and
affect the mental health and wellbeing of PLHIV.
In order to try and gauge the extent to which HIV, as opposed to other variables,
was influencing health outcomes, we asked participants to what extent did they
regard HIV to be a key aspect of their lives and to what extent did they feel a part
of an HIV community. The responses to these questions provided some interesting
correlations. Feeling that HIV was a key aspect of identity was associated with
poorer outcomes in terms of lower self-esteem and higher levels of depression,
anxiety and stress. Yet the reverse was true for engagement in HIV community,
which seemed to offer some protection from negative mental states and stigma
overall. This finding will be explored further in the analysis of the qualitative data.
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Qualitative
interviews
Interviews were conducted by a team of HIV-positive peer interviewers drawn
from PLHIV organisations across the country. This participatory research model
has been used previously with success, resulting in skills development for the
interviewers and a scientific outcome in the form of a peer-reviewed journal article
(Slavin 2009).
In 2010 we invited expressions of interest through the NAPWA networks and its
member organisations in each state and territory to attend training to become a
peer interviewer. Seven people came from around the country to Sydney for two
days of training provided by Sean Slavin from NAPWA and another qualitative
researcher, Jeanne Ellard, from NCHSR. Training covered interview logistics,
recruitment, confidentiality, informed consent, and questioning and probing
techniques. There were multiple opportunities to practise these techniques among
the group and to receive feedback from the trainers.
Purposive sampling aimed to recruit a diverse group of people, with a particular
effort being made to include women and people from culturally and linguistically
diverse backgrounds. These groups only appear in small numbers in the survey
and are thus difficult to analyse statistically. The sample also sought to reflect the
geographic diversity of the interviewers, with participants recruited from across the
country. This sampling strategy aimed to gather as much diversity of experience
as possible. The average age of the sample was 46 years (range 25 – 71 years);
there were 21 men and 11 women, (15 gay men, 2 bisexual men, 11 heterosexual
women and 4 heterosexual men). Their average income was A$28,000 per annum,
with half currently working and half retired or on social security. The average time
since diagnosis was 15 years.
Interviewers took six months to complete several interviews each. These
were recorded on digital audio recorders that were mailed to Sean Slavin for
transcription. Thirty-one interviews were conducted in the first half of 2011.
Due to the relative inexperience of the interviewers, we used a semi-structured
schedule of questions to help ensure that a core set of topics were covered in all
interviews. These topics were: negative experiences in connection with HIV in the
domains of friends, family, sexual partners, the workplace, healthcare, housing and
the community; issues of disclosure; feelings about oneself; and ways of coping
with stigma.
Interviews were coded in NVIVO in order to identify themes. These themes were
then analysed with an intent to understand the contexts in which stigma arises, the
signifiers of stigma, the effects of stigma on interpersonal and social relationships,
strategies for resisting or managing stigma and the influence of social structure.
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Results
Experiences of disclosure
A person’s HIV status is not usually apparent; it only becomes so as a result of
disclosure, usually on the part of the person with HIV and sometimes as a result of
a breakdown in confidentiality, either among professionals or peers. That HIV is not
usually visible is more likely to be the case in the current era of effective treatment
when fewer PLHIV have visible signs of disease progression and the drugs that
once caused body shape changes are rarely used. Thus, for participants, the act
of disclosure was pivotal in potentially producing and defining the stigma of HIV.
The stigma may be enacted (depending on the reaction of the person disclosed to)
and/or felt.
The following quote reveals the ambiguity of living with a stigma that isn’t visible
but also shows how this can manifest as felt stigma, either in the form of being
overly sensitive to perceived slights or being fearful or expecting to be a target of
stigma.

“

Yeah, when I was diagnosed I found it difficult because it’s something that’s
not visible. It’s not like I walk around without a leg where people could
see I have a ‘disability’. Nobody can see that I deal with this thing that I
have. I remember when I’d been diagnosed, and I was working. I was very
sensitive to every comment and I was really going through a lot, internally,
with it all. It made me think, “My God, who knows what that person’s just
had to deal with.” Appearances can be so deceptive. And I guess in that
way I was very afraid of discrimination. And being outcast.
(heterosexual woman)

Despite the presence of stigma, this woman manages to depersonalise the
experience to some extent and develop a general insight that all people have
difficulties in their lives, yet we are mostly ignorant of the suffering of our fellow
humans. This allows her to conclude that she is not an outcast or even especially
different, rather she is much like everyone else.
Stories of enacted stigma in response to disclosure were common. For gay men
this often occurred in sexual contexts. The following man described a potentially
violent response to disclosure.

“

Some people became abusive after I’d disclose my status to them. There
was one instance that I can remember where we’d actually had sex but we
had safe sex and then I decided to disclose. I was testing the water, so to
speak. And they just lost it. Went completely crazy. And I was quite worried
that I was gonna be assaulted. (gay male)

The effects of such reactions are significant. Some participants talked of
withdrawing from the possibility of sexual relationships in order to avoid a situation
in which they would have to disclose. Others said that they chose not to disclose
but felt guilty about keeping this secret from their partners.

“

I do sometimes feel I’m a bad person if I don’t tell someone. I feel a little
bit of guilt if they ask me and I lie. In a perfect world, if I knew it’d be
acceptable, I would be completely open and honest about it. But there are
times and places where I just have to lie. It’s a matter of survival. It’s that or
I just don’t have sex. (gay male)

Sometimes sex became fraught because of HIV, in the absence of disclosure. For
some HIV- negative gay men who want to negotiate unprotected sex there are
indirect codes that are used to try and ascertain whether a potential partner is also
HIV negative. These codes can work to exclude HIV-positive men, as in the following
example, because a wish to use condoms can be read as a cipher for HIV.
The HIV Stigma Audit Community Report
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“

I went [to the sauna] to get fucked one day and I was in such a mood; I
just wanted to get fucked. And so I got my bag of condoms ‘cause they
only give you one there. And there’s a couple of people. We’re all sort of
playing around. And this particular one wanted to fuck me and I thought,
“Yes!”
So I handed him a condom and he said, “I’m clean.”
“Yeah, still, put it on,” I said.
“No, I’m clean mate, I’m clean!”
I said, “Put it on.”
And he said, “I don’t need to.”
“You fucking do! You’re not fucking me unless you do.”
“But I’m okay. Are you okay?”
“Yeah, I’m clean but you’re still puttin’ a condom on mate.”
But he didn’t trust me now. I just wanted him to put a condom on. I wasn’t
having it any other way because then I would have to say, “I’m HIV. Take
your chance.” But he just completely lost interest and walked out. I never
told him I was HIV but I think he assumed I was HIV ‘cause it got really
awkward. (gay male)

‘Serosorting’ or unprotected sex with partners of the same HIV status has
become widespread among gay men in the past decade. It is worth noting that
this quote comes from a man in Perth, where there is a much smaller community
of HIV-positive men than in a city such as Sydney. In Sydney, many HIV-positive
men serosort in order to find other HIV- positive sex partners with whom to have
unprotected sex. In Perth, however, the pool of potential HIV-positive partners
is much smaller. It is therefore more difficult for positive men to serosort and a
lower expectation among HIV-negative men that they will encounter someone with
HIV in sexual situations. In instances where there is a large community of PLHIV,
serosorting may work to reduce risk and enhance a subculture of HIV-positive sex.
However, in other contexts, the practice may work to strengthen the serodivide in
the gay community in a way that disadvantages men with HIV.
The following quote, from a heterosexual man, underlines the fact that negotiating
status and sex is tricky regardless of sexuality, partly because HIV is sexually
transmitted but also because physical intimacy is troubled by the presence of a
stigma.

“

She started pashin’ and coppin’ a feel. But I said, “I wanna take it all easy.”
We’d only known each other then for a week – not even that. I just told her
I wanna take it easy. Then the next day I just told her [about my HIV] and
said, “Look, this is the situation. If you want to follow through, sure. If not,
whatever.” Then she left, never to be seen again. I called up her parents’
house. “No, no, she doesn’t wanna talk to you.” (heterosexual male)

It is worth remembering that while HIV may be uncommon among gay men in
smaller communities, it is extremely uncommon among heterosexuals, regardless
of geographic location. Heterosexuals disclosing to sexual partners could have
no expectation that the person they were telling would have even rudimentary
knowledge of the disease.

Positive reactions
Not all participants described negative reactions to disclosure in sexual
circumstances. The following woman’s experience is instructive, as she persists
with her partner, despite an initially negative reaction.

“
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No actually, I have told them all [sexual partners]. I am engaged now. I’ve
never been with a partner who is positive. All negative. This is my third
partner; the first two did not react at all. In one ear and out the other. The
third partner, who I am going to marry, different reaction. The others did not
want to talk about it. If it wasn’t talked about it wasn’t there. The guy that
I am marrying totally freaked out, we talked all night. How it is transmitted,
the risks. But it was good. We had been seeing each other for a while and it

was getting to the next stage of the relationship, so I had to tell him. But it
was good; it was a reaction. (heterosexual female)
There’s perhaps a lesson to be gleaned here about distinguishing between a
stigmatising response and normal reactions of surprise, fear or concern. The
experience of this participant shows that such reactions should not automatically
be condemned and that in many cases these might be processed and a
different level of understanding reached. Facing such reactions, no matter how
understandable they may be, is no doubt challenging. However, the experience of
the following two participants, the first a heterosexual women and the second a
heterosexual man, attests to the importance of not withdrawing from the possibility
of relationships because of fear. Such withdrawal is an example of felt stigma.

“
“

I think the biggest realisation for me was probably meeting my current
partner, I did not ever think I would ever find a proper loving relationship
and someone would accept me 100 percent and not see me as.. it is hard
to explain. (heterosexual female)
I’ve been separated for a year and then entering the dating scene, on
dating sites I put straight up on my profile, “I’m HIV positive,” so people
make their decision there and then. [Yep] And I think it’s the easiest way
around it. And if people want to be bigoted and … they certainly can or
they can take me at face value and work with me. And I’ve had amazing,
amazing interactions with women and men [Yep] supporting and engaging.
(heterosexual male)

While it is not possible to always predict how sexual partners will react to a
disclosure of HIV status, the capacity to not take negative responses personally
seems important. It also seems this skill enables the possibility that disclosure
might lead to some positive or supportive reactions. Bouncing back from negative
reactions is an aspect of resilience, which will be discussed further below.

Friends
While disclosure in sexual contexts was frequently fraught and met with negative
responses, disclosure in social or friendship contexts was also sometimes difficult.
For the following woman there was a dramatic effect of social distancing after
disclosure.

“

When I found out I pretty much lost my circle of friends. No one really
wanted to be associated. Even though they were people I had known for
12 to 13 years. So they knew me and who I was and knew all about me
but unfortunately the typical characterisations that are attached to HIV
obviously stuck in their head. So I don’t have any of those friends from that
circle anymore. (heterosexual female)

The theme of drifting away was more common in relation to friends than it was
with sexual partners. This is because friendships usually precede and pre-exist
disclosure, sometimes for many years. More extensive relationships take longer
to end. It may also indicate that overt HIV stigma is socially unacceptable to some
extent and this may be more the case in social contexts than sexual. Thus social
distancing is done indirectly. The following quote provides a good example of this.

“

I think friends drifted away too. A couple of people that I told, they seemed
supportive at the time but then, you know, it’s hard to know whether they
were just drifting away anyway as friends – that would have been the
natural course – or if they definitely had that in their mind, they couldn’t see
past the disease, you know. (gay male)

The importance of maintaining social decorum in some contexts despite stigma
begs the question of why this is less the case in sexual contexts. In considering
why HIV might be different to other diseases, the following participant explores the
question of why stigma might be more explicit in sexual contexts.
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“
“

I think if I had have been able to talk openly about it with people. If I
had cancer I could have told anybody who would listen. If I wanted to
elicit sympathy… Which I guess I did, at the time. That was part of the
motivation, of coming to terms with it. But when you’ve got HIV you enter
into murky waters.
Why? Why do you think it’s different?
Partly because it involves sex. Partly because there’s media memory. They
only remember the headlines. And they think ‘nasty, bad, I can catch it’,
as opposed to, everyone knows you can’t catch cancer. And as I said,
because it involves sexuality. Suddenly you’re thinking about what that
person probably did to get it. Maybe that’s why people feel uncomfortable.
(gay male)

This quote provides a succinct summary of the things that make HIV different:
it is communicable and it involves sex and sexuality, particularly homosexuality.
Stigma may thus be more explicit in sexual contexts because it is at the heart of
why HIV is stigmatised. A further explanation may be that sexual situations are
less regulated by social ritual and decorum. The other thing to note in this quote
is the acknowledgement that sometimes disclosure is about soliciting support
–an important thing to do, in the right contexts. The data presented here would
suggest that sexual contexts are probably unlikely to ever be the right context.
The desire to share and thus lessen the burden of the knowledge of HIV status is
perfectly normal, as is the desire to receive support. The importance of carefully
considering how HIV might be seen differently to other illnesses is underlined
by the following woman as she talks of the social ostracism she suffered after
disclosing to someone she thought may be sympathetic.

“

Maybe more so with my kids. With another mother who was going through,
who’d been through the death of her husband and I thought she’d have
a bit of understanding of what my kids were going through because of
her situation with her and her husband, with cancer. But when, when I
mentioned the HIV word it was a whole different situation. Weren’t allowed
to associate. Didn’t want to know us. (heterosexual woman)

Implicit here is both the fear of contagion because HIV is transmissible, although
obviously not through normal social contact, and a moral judgement. The fear of
contagion could have been addressed through various precautions but it seems
there is a perceived moral threat that can only be averted by ostracism.

Family
Family relationships were often described as troubled, and for many their
HIV disclosure was simply another difficult moment in relationships with long
problematic histories. For the gay men this was particularly the case if their families
were homophobic or religious. The following example is not uncommon and
illustrates that it is more difficult to terminate family relationships, but that does not
prevent other forms of distancing.

“
“

And I made a decision to disclose that status to my parents. They could
not cope with it. We didn’t speak for several years…. (gay male)

The following account is startling because of the extreme reactions of family
members to the news of HIV.
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I decided to tell my elder brother first because I was closest to him, thinking
I would get a reasonable response. But from him and his wife it was
hysteria and blame, ‘how dare you endanger our lives’. I was godfather to
their first child and I was banned from ever seeing her again. My sister-inlaw was pregnant and they saw me as a threat to their unborn child. I was
given a letter, which was hurled at me, saying, “You’re my brother and I love
you, but I never want to see you again and you can’t come anywhere near

our children.” I thought, “Well that’s not love.” But I was dealing with my
own stuff, so as hurtful as that was, I was still trying to get through my own
illness and keep my relationship with my partner going. I had too many
other things that I had to deal with and I couldn’t deal with other people’s
reactions, no matter how hurtful they were.
The final person to be told was my father and I was so frightened of him
that I got a social worker to tell him. So I took him into the hospital or he
took me ‘cause I was very ill and we drove in, and the social worker came
out, and she said, “He asked very intelligent questions. He was very calm.
Very quiet.” And when she said all of those things I thought, “I’m in so much
trouble,” ‘cause my dad is not calm or quiet. At the time my parents were
looking after me and I knew he was a volcano waiting to erupt. So dead
silence on the trip home. I was carried into the house and put to bed and
then the explosion happened. And unlike my brother who disowned me
in writing, my father just simply disowned me and didn’t talk to me for six
years. So it was kind of difficult that during my convalescence my mother’s
looking after me in a house where my father’s not even acknowledging my
presence.
I couldn’t wait to get well enough to leave. I felt terrible for my mother
because she was the meat in the sandwich. She’s trying to be a wife to a
man who’s disowned her son. (gay male)
The reactions of the brother and the sister-in-law, although extreme, are intelligible
as classic stigmatising reactions to HIV. They contain both a fear of contagion
and a desire for physical distance that is nonetheless ambivalent, as shown in the
declaration of fraternal love despite HIV. The father’s reaction is different as there
was no fear of contagion or desire for physical distance, quite the opposite as
the father carried his son back to the house and continued to live with him. The
reaction is more focused on shame and blame, two other common features of
stigma and reactions to stigma. The father experiences a sense of social shame
that this has happened in his family and indeed there is no question that, for him,
HIV is shameful. He also blames his son for having brought this about. Living under
the same roof with him, while also ignoring him, is a particularly cruel punishment
to mete out for his transgression and was ultimately unbearable for the son. He left
the house as soon as he physically could. In a reflection of traditional gender roles,
the mother’s position is ambivalent—torn between love and sympathy for her ill
son and her structural allegiance to her husband.
The following quote makes explicit that shame can be a feature of HIV in families.

“

There was shock, horror, a bit aghast about it all and then ‘how are we
going to live with this?’ That was pretty typical of the whole situation and
my relationship with certain family members that all the time complained of
‘having to live with you and what you do. You’ve brought shame.’ (gay male)

The quote also points to the link between homosexuality, sex and HIV. What is
shameful in this family seems not only to be HIV but also homosexual sex, which
predates HIV but is also contiguous with it.

HIV disclosure and identity
Disclosure, almost regardless of context, is a highly personal and risky process in
which, whether intended or not, the act of disclosing came to be emblematic of
the HIV-positive self. None of the participants easily embraced HIV as an identity,
and many actively and critically resisted the idea. Nonetheless, the process of
disclosing was one in which a cultural script had been written and a role prepared.
The positive person finds it very difficult to sidestep this entirely.
Most participants sought to actively manage the process of disclosure in order to
avoid damage to themselves and their relationships. Nonetheless, however well
the process is managed and despite receiving positive, supportive responses, it is
almost impossible to control the information beyond that point. Some people will
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tell other people, often without malice, and quite quickly information that is held to
be private becomes public knowledge. The lack of control implied by this was of
deep concern to some participants such as the following man.

“

Not having control over them knowing something like that used to drive me
crazy. I used to get so frustrated over that. And then I used to get quite
paranoid as well because I’d be in social situations where I hadn’t seen
certain people for quite some time and the first thing they’d ask you, “How
are you? You’re looking well,” and it would become really uncomfortable.
And I used to get quite paranoid that everybody knew. (gay male)

In addition to concerns over privacy, this quote also raises the issue that oversolicitous comments, perhaps intended to convey sympathy, can be experienced
as stigmatising. This was common among participants, many of whom were highly
sensitive to this issue. So while others may think they are expressing concern, the
person with HIV experiences this as disempowering at worst, or at best drawing
unwanted attention to their condition.
The following quote speaks to our very modern desire to choose our social identity
and not have it thrust upon us. It also speaks to the cultural power that HIV has
in drowning out other aspects of a person’s social identity. In this instance, the
identity is a particularly disempowering one – the role of the sick person.
It’s the potential loss of control over your own privacy and that was the biggest
deal for me. I’ve always viewed that it’s not somebody else’s right to know. If it’s
something that I choose to disclose because that person has a role in my life
where it’s relevant, that’s one thing. I don’t have it tattooed on me. I don’t go
around with a red ribbon on my forehead. There are things that are essentially
private. But the potential for having to deal with people’s ignorant responses. Not
so much a secret as, as private in that it doesn’t colour my everyday life and I don’t
make my decisions for most of my life based on that. It’s just one little factor.
I think that’s partly self-protective ‘cause people can be nasty. You do have to
protect yourself, not just as somebody with HIV but you have to protect yourself
from people having information about you that they have no business having, that
could, by its disclosure, impact on you.
Are you thinking maliciously or unintentionally?

“

Both. Some of the worst things that people do, they do unintentionally.
People do terrible shit all the time because they don’t think. I’m not going to
provide them with stuff where they can fuck up. (gay male)

This quote reveals complex ideas about disclosure, privacy and identity. There is
an acknowledgement that disclosure and identity are closely linked, and a concern
that once information such as HIV status becomes grist for gossip the individual’s
capacity to define themselves as a particular person, an individual for whom HIV is
not defining, becomes increasingly difficult.
Other participants who tried to keep their status a secret spoke of the huge burden
this placed upon them. One woman said she made herself sick with panic attacks
and depression in her effort to keep the secret. Of course this begs the question
why HIV should be regarded as so personal or so private. Why does it have such
power over some people? The following quote speaks to the attempt by many
of the participants to compartmentalise HIV and thus try to keep it in proper
perspective.
I know who I am as a person and it’s a shame that somebody doesn’t want
to get to know me because of just one tiny little aspect of my life. Like I’ve
always said, HIV is a part of me: it’s not all of me, you know. It’s just a part
of who I am. (heterosexual female)
This effort to keep HIV in perspective is one strategy for managing the potential for
stigma that will be discussed further. It is worth acknowledging that this business
of managing may be better handled by some personalities than others. The
following man has little time for a carefully considered approach.
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“

Fuck it. Don’t bother telling people. There’s no point. Tell your friends.
Tell your family. Tell the people that you want to tell. Get it all out of your
system after six months then move on to a new network. That’s been my
tactic. I think it’s worked a charm. I don’t have the same kind of life issues
I’ve seen a lot of other people have. I’m not, you know, like a very shy, setback person. My advice would be very direct. If there’s a negative reaction
you can always move on to another group of friends. It doesn’t matter.
(heterosexual male)

Despite the offhand attitude, there is a certain strategy at work here. The obvious
problem is that it becomes harder to simply find new friends as one gets older and
certainly harder to just drop friends of long-standing acquaintance. Nonetheless,
the basis of the approach is that the reactions of others should not dictate how
you feel about yourself.

Enacted stigma
Before looking at some of the psychological manifestations of stigma, which were
widespread among participants, it is important to acknowledge a small number of
stories of horrendous discrimination and threat. The following situation occurred
after the participant was given public housing in an estate on the suburban fringe
during a period of illness when he relied on welfare income.

“

Worried about my safety. Worried about my property. Waking up in the
morning with ‘die faggot, die’ spray-painted across the car, which was
ironic because we were dying. [Laughs] State the bloody obvious. We
didn’t like being there. But when we left to get away, we were worried
about what we’d find when we got back, you know. So we were worried
about our belongings. It was more verbal abuse and property damage. So
when you’re copping verbal abuse and property damage, what’s the next
step? Physical violence. And some of these people were quite violent. So
yeah, it was scary. (gay male)

Many people with HIV continue to rely on the disability support pension and
public housing to survive. Examples like this underline the importance of trying
to accommodate people with HIV in cultural settings that are likely to be less
antagonistic. For gay men this might include living in an area that is regarded as
‘gay friendly’. For PLHIV more generally it also includes proximity to communitybased HIV support services and PLHIV peers.

Internal stigma – feeling dirty
Disclosure was a complicated act that played a part in shaping identity and the
degree to which HIV is part of that. When people disclose, they are not doing so in
a neutral context. HIV carries meanings already circulating in the culture, and the
capacity of individuals to reshape that meaning in a particular instance is limited.
The most common evidence of the stigma of HIV arose when participants
described how they felt about themselves. The following three quotes are typical
and echo Goffman’s (1963) early definition of stigma as a mark of spoiled identity.

“
“

I still have moments where I feel a bit yucky. Sometimes I feel like a walking
germ. (heterosexual female)
...feeling dirty for some reason. Tainted I think is probably the word.
[Tainted?] Like I was tainted with this thing that I couldn’t get rid of. I felt
infectious to the world. (gay male)

I remember feeling disgusted with myself and feeling dirty. Like if you’ve ever had
head lice and you feel like your head is teeming with lice. Well I went through that
sort of thing, feeling like my body was teeming with the virus. (gay male)
The metaphor of dirty or unclean to describe how HIV made people feel is so
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strikingly common it begs the questions, why this metaphor and where does it
stem from?
The anthropologist Mary Douglas (1966) wrote a seminal book about the meaning
of dirt across cultures. In it, she de-naturalised assumptions we have about what
dirt is in order to argue that while the category of dirt exists across cultures, there
is little cross-cultural agreement about what is in the category. If the supermarket
aisles crammed with bleach-based cleaning products are any indication, in the
West we currently associate dirt with bacteria and other invisible nasties that lurk
in the kitchen and bathroom. For Douglas, there is no such thing as essential dirt,
only things that are classified as dirty.

“

Dirt is essentially disorder. There is no such thing as absolute dirt: it exists
in the eye of the beholder. If we shun dirt, it is not because of craven fear,
still less dread or holy terror. Nor do our ideas about disease account for
the range of our behaviour in cleaning or avoiding dirt. Dirt offends against
order. [...] For I believe that ideas about separating, purifying, demarcating
and punishing transgressions have as their main function to impose system
on an inherently untidy experience. (Douglas, 1966)

Feeling dirty arises because many of the behaviours that lead to HIV, especially
non-normative sex and drug use are taboo and are regarded as outside the norm.
Thus when PLHIV disclose their status they implicitly link their behaviour with
these taboos. The virus is a symbol of these practices. Even when heterosexual
people disclose their status they evoke these practices regardless of the actual
circumstances of their infections. Douglas’ insight also alerts us to the fact that
the classification of what is dirty and clean and the stigmatising of the latter is an
enactment of power. This aspect of stigma, feeling dirty, could then be regarded as
the effect of this process of classification and enforcement of boundaries. It is the
effect of the exercise of social power to exclude and devalue certain people who
don’t fit the norm. This supports Parker and Aggleton’s (2003) view that suggests
stigma needs to be addressed through a broader social agenda that challenges
the workings of power in society. Therefore, challenging the stigma of HIV must
also address the stigma that persists in relation to activities such as drug use and
homosexual sex.

Managing stigma
One of the ways in which participants sought to control the effects of stigma was
by managing the extent to which HIV was incorporated as an aspect of identity.
Some called this keeping HIV in proper perspective. Proper perspective means
that HIV, while important and serious, is nonetheless separate from core identity –
a part of them but not the sum of them.

“
“

I used to be angry at myself that I was ill-educated and had allowed myself
to contract this virus. But I never saw it as all of me, you know. I always saw
it as something that I’ve got. So no, it didn’t affect my opinion of myself.
(heterosexual female)
No. It’s a virus. It hasn’t changed the way I feel about myself. I’d rather
not have it but so many wonderful things have happened because of it.
(heterosexual female)

Examples of things that for many participants were more important aspects of
identity than HIV were sexuality, gender, ethnicity and parenthood. Even these
aspects of self are sometimes context dependent. This can be seen in the ways in
which we manage our identities at work, revealing something of who we are but
also presenting a ‘professional’ or competent persona that is usually impersonal.
Managing HIV need not be more complicated than this and should not be taken
to mean keeping the information secret. However, not making it a secret is quite
different from feeling as though it needs to be disclosed in all circumstances.
The following quote gives a slightly different viewpoint, where HIV is regarded as
an important part of identity and this is beneficial.
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“

I was diagnosed when I was still a teenager and being HIV positive has
been integral in shaping who I’ve become as a man. It’s a big part of my
identity. I would rather I didn’t have HIV. I would rather HIV just didn’t exist,
but that’s not the way it is. I sometimes feel a little worn down by it all. My
journey has been one thing but I’ve also been alongside my friends through
the years. They haven’t fared as well as me, so I feel a little jaded by the
experience as well. But, at the same time, HIV has given me an identity,
well I don’t know if I would have had another one, but it has given me that
identity. So in some way I belong to something. (gay male)

The impetus to construct and adopt HIV-positive identities was strong and
significant for many, particularly in the 1980s and 1990s. Considering Douglas’
structural approach to stigma, it becomes clear why this might have seemed an
effective political and anti-stigma strategy. If one can’t control the classificatory
systems in society, one can at least trouble the negative values that are attached
to HIV. Embracing a stigmatised identity and revaluing it as ‘positive’ has been a
very important and effective strategy at a certain stage in the epidemic. However,
many acknowledge that this has its limitations and is no longer appropriate. It
is an oppositional strategy and, as with many such approaches, it troubles the
meanings circulating within a social system but does little to change the system
itself. The striking idea in this quote is ‘integral’. If HIV can be integrated then there
is an opportunity to learn and grow from the experience and also resist stigma by
managing its effect on identity.
The following quote is also a good example of HIV integrated and in perspective.

“

Yeah, definitely. I mean … I don’t think, I don’t think you could not let it
affect you one way or another. So I’m totally cool with it, being positive. I
don’t love it. I wish I could just pluck ‘em out one-by-one from my body
and throw it away. But it doesn’t make me a lesser person. It’s given me
insight. It’s given me opportunities and it’s making me deal with issues.
(heterosexual male)

It is worth acknowledging there are some benefits from HIV. For instance, the
community response to HIV has strengthened action against homophobia,
challenged stigma about drug use and sex work and, at its best, has produced
a community of empowered individuals who have felt, at times, as though they
belong to something good – something progressive. The challenge is to hold on
to these positive attributes and values while also considering that the symbolic
importance of HIV for individuals and the community may be overblown and this
may work against people with HIV keeping the virus in perspective.

Resilience
The published literature offers a number of definitions of resilience using terms
including: ‘rebounding’, ‘successful adaptation’, ‘hardiness’, ‘positive functioning’,
‘competence’, ‘buoyancy’, ‘invulnerable’ and ‘invincible’. Authors variously
define resilience as the capacity to maintain healthy symptom-free functioning
following a potentially traumatic event (Bonanno 2005). Masten et al. (1990) define
resilience as ‘the process of, capacity for, or outcome of successful adaptation
despite challenging or threatening circumstances’. Resilience is the process
of overcoming the negative effects of risk exposure, coping successfully with
traumatic experiences, and avoiding the negative trajectories associated with risk
(Fergus & Zimmerman 2005). Resilience embodies the personal qualities that
enable one to thrive in the face of adversity and describes a process whereby
people bounce back from adversity and go on with their lives (Connor & Davidson
2003).
One of the aims of this research was to identify factors that might contribute to
resilient responses to HIV among participants. In order to try and explore this idea
we asked participants what their advice would be to someone who had recently
received an HIV diagnosis. The idea of managing the significance of HIV in one’s
life appears to be important, as in the following quote.
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“

I would try and personally empower them as an individual to say ‘this is my
disease now, it’s part of me. But it’s not all of me. How I deal with it is my
business, not anyone else’s.’ If people don’t like it then they’re not worth
having in your life. It sounds a little cold and blunt but life has taught me
over the last 17 years with living with HIV that that’s the way. If you think
about it too much, it will drive you insane. So that’s what I would say to that
person. ‘It’s going to be okay. Might not seem like it right now but it will be
okay.’ (gay male)

The other important feature of resilience is the capacity to turn the negative
experience of HIV diagnosis into something positive. For most participants this
was talked about as an opportunity to learn something about themselves or life.

“

Yeah, being positive has had a positive effect. I think it’s made me a
more caring person, more understanding. Because I’ve got that kind of
personality that I think if I didn’t have HIV, I’d be one of those wankers that
everyone hears and sees on the news or at the football game. One of those
loud-mouth larrikins. I’d no doubt be that kind of person. I think it’s made
me a better person. (heterosexual male)

For this heterosexual man, HIV has offered the possibility of a different way
of being in the world from that of his working-class peers. The capacity for
introspection and reflection is not highly prized among working-class Australian
men, but this participant acknowledges that gaining these skills has been
beneficial.
The following quote also emphasises the capacity to turn HIV into an advantage
but goes on to stress the importance of mental strength in overcoming this
significant challenge.
It was the best wake-up call in my whole life. I almost love my HIV. I don’t
recommend it but I’ve embraced this for a long time now. I wish I didn’t have it.
It’s a bore. But in some ways it made me feel that I don’t care what people think.
I’m going to live my life how I want to. Not letting them know about the HIV but
just this is my life and it’s important. So that made me feel strong, in some ways.
It also made me stronger to be able to say no to people and things in my life that
I didn’t want instead of being so beholden to other people. I think I’ve become
stronger. (gay male)
This is an excellent summary of what a resilient response to HIV looks like. It
combines the ability to accept the situation, use it for constructive ends that
include gaining insight and building strength, and not letting the situation become
overwhelming. Part of the latter is being in command of disclosure and not feeling
like status is something that needs to be discussed in every context.
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Conclusion
Notwithstanding some incidents of enacted stigma and discrimination, stigma
among participants in this study was most notably felt. This was either described
as a perception of others’ negative attitudes or as negative feelings participants
had about themselves.
Taking these two issues separately, the difficulty in addressing perceived slights
or negative attitudes of others is that it is difficult to always say whether these
perceptions arise in response to something real or not. Contemporary social
reality is such that most explicit stigma or discrimination is socially unacceptable.
Indeed, this fact may be a sign that previous attempts to combat HIV stigma have
had some degree of success. The fact that explicit discrimination is relatively rare
can certainly be counted as an accomplishment stemming from decades of effort
put into enacting anti-discrimination legislation and creating cultures of equal
opportunity. It is nonetheless doubtless that some individuals retain stigmatising
beliefs about HIV and related issues, and some people with HIV may have highly
attuned antenna for detecting such attitudes. Their subtle nature, though, makes
them almost impossible to question or challenge. While it may not be possible to
directly address these attitudes in others, it may be more realistic to consider how
these messages are received by people with HIV. This is why the idea of resilience
is appealing as it offers a way to abate the power of such stigma.
The second issue, negative feelings or attitudes that people with HIV hold
about themselves, is worth examining further. The metaphor of dirty or unclean
to describe how HIV made people feel was strikingly common and it begs the
questions, why this metaphor and where does it stem from? Using Douglas’
theory of dirt, it is important to understand these metaphors as having a social
significance. They work to diminish the self-respect of PLHIV and thus turn stigma
into a self-fulfilling prophecy. One aspect of building resilience must be about
challenging the thinking that enables this idea of spoiled or soiled identities. This is
partly a psychological question for individuals and groups but it is also social, so
efforts to portray PLHIV as fully human members of society and ‘normal’ are also
worthwhile.
The fact that some of the most stigmatising attitudes and beliefs about HIV are
held by people with HIV themselves means that mounting campaigns or other
efforts to influence the broader population are unlikely to address this problem.
Programs that aim to challenge negative beliefs that PLHIV hold about themselves
and build resilience would seem likely to be a more effective path to pursue.
Notwithstanding this, care should be taken not to convey the impression that
PLHIV are responsible for changing HIV stigma. Stigma is real and seems to
occur more commonly in the gay community where knowledge of HIV is likely to
be higher than in the general population. This calls into question the notion that
better or more information or exposure necessarily leads to less stigma. What are
more likely to be effective are campaigns that directly challenge attitudes about
PLHIV. Two current examples are the Australian Federation of AIDS Organisations’
campaign “Fear Less, Live More” http://www.fearlesslivemore.org.au/ and PLWHA
Victoria’s ENUF campaign http://www.enuf.org.au/. What is striking about both
these campaigns is that they avoid any notion that PLHIV are passive receptors of
stigma. Both campaigns present assertive and positive responses.
In conclusion, it is worth remembering the many positive things revealed by this
research. HIV remains a traumatic and life-changing event for most people who
receive a diagnosis. Many of these people encounter ongoing challenges in life
as a result; however, they also meet and overcome these in creative ways that
offer inspiration to others with HIV. Having HIV is something that can be managed
and managed on terms that offer people living with the virus control over the
circumstances and timing of its disclosure, if not entirely its meaning.
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Recommendations

1

5

An initiative that aims to build
resilience among people with HIV
should be developed. This should
include cultivating specific skills for
combating HIV stigma and a broader
set of life-enhancing skills that improve
wellbeing.

As HIV prevention evolves to include a
range of risk-reduction strategies that
may or may not include condom use,
all such efforts should be reviewed
to assess their effects on PLHIV. This
includes strategies that encourage
disclosure of HIV status and which
may reinforce the sero-divide.
Consideration should also be given to
the different effects on PLHIV of such
prevention efforts in settings outside
large gay cities such as Sydney and
Melbourne, where sizeable PLHIV
communities reside.

2
Opportunities for promoting resilience
should be explored and exploited in
the current body of education work
occurring in the community-based
response to HIV.

3
Anti-stigma work, including campaigns
and events, should avoid the idea that
people with HIV are passive receptors
of stigma or require sympathy. Such
work should promote strong and
positive responses that work to
enhance wellbeing.

4
The national HIV strategy should
evolve to promote a more complex
idea of PLHIV quality of life. The
goal of improving quality of life is
laudable and the strategy endorses a
holistic approach to wellbeing. There
remains, however, an emphasis on
physical illness. Overcoming stigma
and building resilience should be
regarded as key activities in enhancing
wellbeing. While anti-discrimination
legislation is an essential element in
our efforts to fight stigma, stigma is
not an issue that is entirely dealt with
under the heading of human rights and
anti-discrimination.
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6
As disclosure in sexual settings is
highly fraught, legal requirements that
require PLHIV to disclose their status
in sexual settings (such as exists under
NSW Public Health law) should be
reviewed. A requirement for a person
with HIV to take reasonable measures
to avoid infecting another person
should be sufficient.
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