






Copies of this monograph or any other publications
from this project may be obtained by contacting :

National Centre in HIV Social Research
Level 2,  Webster Building
The University of New South Wales
Sydney  NSW  2052  AUSTRALIA
Telephone (61 2) 9385 6776
Fax (61 2) 9385 6455
Email: nchsr@unsw.edu.au
Website: nchsr.arts.unsw.edu.au

© National Centre in HIV Social Research 2003
ISBN 1 875978 64 X

The National Centre in HIV Social Research is funded
by the Commonwealth Department of Health and Ageing
and is affiliated with the Faculty of Arts and Social











5

Thank you to Erica Southgate for designing the study.

Thank you to the following individuals and organisations for their contribution to the 3D Project:

Clive Aspin, Melissa Bagatella, Loren Brener, Maude Frances, Suzanne Fraser, Paul Harvey,
Sue Kippax, Limin Mao, Grant Mistler, Dean Murphy, Gabrielle Murphy, Tamo Nakamura,
Patrick Rawstorne, Deb Woodbridge.

The Australian Hepatitis Council

The Hepatitis C Council of New South Wales (staff and volunteers)

The Resource and Education Programme for Injecting Drug Users (REPIDU)

Bigge Park Centre

Foley House

HepLink

New South Wales Users and AIDS Association (NUAA)

Sex Workers’ Outreach Project (SWOP)

Transfusion-Related Acquired Infectious Disease Support (TRAIDS)

Many thanks to the survey participants and interviewees for their time and energy.

ACKNOWLEDGEMENTS

















13  The 3D Project: Diagnosis, disclosure, discrimination & living with hepatitis C

with an approximate 6-7% chance of transmitting
the virus from mother to child during delivery
when the possibility of blood being intermixed is
greatest (Kaldor et al., 2000; Everson and
Weinberg, 1999). Some studies indicate that a
number of people report no known vector of
transmission to explain their infection (Abraham
et al., 1999; Sladden et al., 1997). Hepatitis C is
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treatment for hepatitis C reveals major depression,
suicidal thoughts, lack of confidence in work,
self-blame for contracting the virus, fatigue and
amotivation, anorexia, anxiety and paranoia
(Dieperink et al., 2000; Kraus et al., 2000;
Clemensen et al., 1999; Miyaoka et al., 1999;
Maunder et al., 1998; Sasaki et al., 1997).
Interferon therapy has long been associated with
increased emotional reactions as well as an
accentuation of previous symptoms such as
phobias, obsessional thoughts and rituals
(Maunder et al., 1998). Monji et al. (1998) claim
that the most common reason for discontinuing
interferon treatment in chronic hepatitis C
patients has to do with adverse psychiatric effects
for those either on low or high doses of interferon.
These symptoms usually disappear soon after
cessation of interferon therapy although reports
of persistent neuro-toxicity exist (Monji et al.,
1998). Clemensen et al. (1999) suggest that
assisting patients with managing the behavioural
side effects of interferon could improve
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to shrug it off as unimportant. He suggests that
this has wider ramifications for people with
unhealthy lifestyles (for example, in relation to
the use of alcohol and other drugs, diet and
exercising) than for people with healthy
lifestyles. Bayliss et al. (1998) also claim that
some doctors have probably under-estimated the
impact of hepatitis C infection on the health and
well being of their patients. Similarly, Krug (1995)
writes that it is common for people with hepatitis
C infection to express concern that most
physicians, scientists and the state under-estimate
the severity of the virus.

Conversely, Owens (1998) writes that doctors
may sometimes perceive their patients to be more
ill than patients perceive themselves to be.
Consequently, some doctors may recommend
treatments that patients do not need. The tests
that are normally used to assess the impact of
symptoms on hepatitis C infected patients' quality
of life, such as the SF36 Health Survey, focus on
a patient's physical and mental functioning.
While these tests show good reliability and
validity, Owens calls for a complementary study
of people with hepatitis C to assess how bothered
patients are by the symptoms that they
experience. This would enable people to express
how their symptoms impact on their daily life.

In addition to constructing individual
identities, medical and scientific discourses
inform government policy. Governments have a
strong tendency to privilege scientific and
medical models of disease in their formulation
of policy and implementation strategies to the
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Some research findings show that healthcare
professionals cannot be relied on to provide
information about hepatitis C (Gupta et al., 2000;
Smyth et al., 1999; Crossen et al., 1999, August;
Crofts, Louie et al., 1997; Krug, 1995). In a study
of five thousand caller records to a community
based hepatitis C telephone information and
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(n=2), New Zealand (n=2), Canada (n=1),
Holland (n=1), Cambodia (n=1) and Uruguay
(n=1). A majority of participants were employed
(n=9), 6 were unemployed, one described her
employment as unpaid and three were retirees
(Table 2). This arm of the study did not enquire
into the sexual identity. Among the 19 interview
participants, 11 reported that they did not live
with a partner and 12 reported that they lived in
a household with children. Four participants had
attended university, two reported that they had
left school before Year 10, five reported leaving
school after Year 10 and one participant left
school after completing Year 12. The remaining
interview participants either did not recall their
education or were educated overseas and could
not give a clear indication of educational
achievement equivalent to the NSW system.
None had attended university. Most (n=12) had
not been treated for their infection (Table 2). Six
had either completed treatment or were
undergoing treatment at the time of interview.
Finally, almost half of the interview participants
had acquired their infection through injecting
drug use (n=8), six had medically acquired
infections and five were unsure of the source of
their infection (Table 2).

Table 1: Characteristics of survey sample (N=504)a 

Characteristic n % 

Gender (n=499)   
Male 
Female 
Transgender 

254 
244 

1 

50.4 
48.4 

0.2 
Age (n=472)   
18–30 years 
31–50 years 
51–77 years 

65 
334 

73 

12.9 
66.3 
14.5 

Education (n=495)   
Up to and including Year 12 
Diploma/degree 
Postgraduate 

269 
183 

43 

53.4 
36.2 

8.5 
Self-reported source of infection (n=494)  
Injecting drug use 
Medical blood products 
Tattooing 
Sex 
Body piercing 
Other 
Multiple responses 

290 
74 
20 
15 

5 
44 
46 

57.5 
14.7 

4.0 
3.0 
1.0 
8.7 
9.1 

Characteristic n % 

Self-reported time since infection (n=490)  
Within the last year 
Between 1and 5 yrs ago 
Between 6 and 10 yrs ago 
Between 11 and 20 yrs ago 
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CHAPTER 4
DIAGNOSIS

Most survey participants were diagnosed with
hepatitis C infection between 1992 and 1999
(mode=1995). A total of 71 (14.9%) were
diagnosed with non-A non-B hepatitis before 1988
(i.e. prior to the virus being identified as hepatitis
C). For the purposes of analyses of quantitative
data conducted throughout this chapter, only
those participants (n=417) who received a
hepatitis C positive diagnosis (i.e. those
diagnosed since 1988) have been included.
Because of a cumulative increase in medical
knowledge about hepatitis C throughout the
1990s, and the establishment of state and national
hepatitis C councils by 1997 — thus enabling
doctors to refer patients for information and
support — the experience of participants
diagnosed from 1989 to 1996 is compared with
those diagnosed from 1997 to 2001.

Of participants diagnosed from 1989 to 2001,
a majority (78.2%, n=326) first learnt of their
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Participants were often concerned about
healthcare workers’ assumptions. Some
participants reported that doctors assumed that
their hepatitis C infection was the result of
injecting drug use. Conversely, as illustrated
below, one specialist assumed that his patient
was not an injecting drug user. The participant
felt that it was an inappropriate judgement for a
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drug use. These results are in keeping with the
findings of the Anti-Discrimination Board of
NSW’s enquiry (2001), and may partially be
explicated by recent research in naturalistic
settings into discrimination against people in
stigmatised roles, which demonstrates that while
overt or formal discrimination may not transpire,
stigmatised people are responded to significantly
more negatively in interpersonal ways (Hebl et
al., 2002). Some of these ways include shorter
interpersonal interactions, less words spoken
during interactions and less adherence to common
courtesies. In the present study, some participants
who acquired their hepatitis C infection from
injecting drug use, or were currently injecting,
may have received no explanation or information
about their infection from their doctor because
of a tendency for some doctors to shorten
consultation times and engage less with these
patients. This form of interpersonal discrimination
may be enacted to communicate a doctor’s
disdain regarding the source of a patient’s
infection and/or their current injecting, and in
some cases to discourage the patient from
returning for further treatment. More research into
clinical interactions is required.

Older participants in the survey phase of our
study were more likely to be referred to a
specialist following diagnosis. Older participants
in the interview phase of our study reported being
referred to a specialist often because the
diagnosing doctor knew little about hepatitis C
infection. The lack of information provided by
some doctors at diagnosis was a concern for
several older interviewees, and caused distress,
frustration and uncertainty about their prognosis,
often prompting a referral.

It is encouraging to find in our survey data
that participants diagnosed from 1997 to 2001
were more likely to receive an explanation about
hepatitis C infection from their doctor, and be
given pamphlets about hepatitis C, advice

regarding natural therapies and information about
treatments. However, doctors’ provision of
information about support groups, information
about how hepatitis C might affect their patients’
health, post-test counselling and referral to
specialists appears to have not changed from the
reported low rates from 1989 to 2001. Having
access to a range of information from an agency
like a state hepatitis C council, or support group,
can help people learn how to cope with their
infection; especially when doctors may be
unable, or unwilling, to provide it.

In summary, these results regarding diagnosis
of hepatitis C infection are consistent with
findings outlined in the literature. These results
have a range of implications for hepatitis C
patients. Evidence presented here suggests that
since the latter part of the 1990s, hepatitis C
patients received more information about their
infection at diagnosis than in previous years.

However, patchy and inconsistent provision
of comprehensive and detailed information about
hepatitis C infection and support services, as
reported by our participants, appear at odds with
the diagnostic procedures recommended by the
National Health and Medical Research Council
guidelines (NHMRC, 1997) and the practices
recommended in the general literature on clinical
interactional skills (Smith and Norton, 1999;
Enelow et al., 1996; Gordon, 1995). In recent
years, efforts have been made to ameliorate
hepatitis C patients’ negative experiences of
healthcare in NSW. The NSW Hepatitis C Strategy
2000-2003 recognises that education and training
of healthcare workers is necessary to improve
the quality of health services for people with
hepatitis C infection, to improve the effectiveness
of prevention programs and to reduce hepatitis
C-related discrimination within the health sector
(2000). These strategies have been designed to
achieve an increase in the quality of medical



35  The 3D Project: Diagnosis, disclosure, discrimination & living with hepatitis C

Australasian Society of HIV Medicine (ASHM)
(n.d.), with a similar aim, has developed a HIV
and hepatitis C continuing medical education
program for general practitioners.

Similarly, there has been a steady increase
over the last decade in the availability of
information and support for people with hepatitis
C infection in Australia. Throughout the early to
mid 1990s, state hepatitis C councils began to
emerge and in 1997 the Australian Hepatitis
Council was incorporated as the national body
of hepatitis C organisations. Ever since, these
councils have been working to inform affected
people and the community about hepatitis C
infection. Publications from these organisations
include magazines and information pamphlets
aimed at keeping people affected by the
epidemic abreast of research related to new
treatments, the prevention of transmission and a
range of social issues. Doctors need to be aware
of the key agencies that provide information and
support to hepatitis C patients and refer their
newly diagnosed patients to them.

All health professionals urgently need to be
informed about hepatitis C infection, as
inadequate provision of information to patients,
disengagement with patients and a lack of referral
to relevant support services for hepatitis C
infection at the point of diagnosis will obstruct
efforts to prevent the further spread of the virus
among the community.
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CHAPTER 5
DISCLOSURE

Disclosure of hepatitis C infection can result in
unpredictable reactions, and confusion about the
implications of being close to a person with
hepatitis C has led to acts of discrimination (ADB
of NSW, 2001). The widespread confounding of
injecting drug use with hepatitis C and a lack of
accurate information circulating in the
community concerning the virus has contributed
to the stigma associated with hepatitis C
infection. A majority (52.0%, n=262) of
participants in the study reported that they had
encountered a ‘bad’ reaction to disclosure of their
hepatitis C diagnosis.

When asked to whom did survey participants
first disclose their hepatitis C infection, the most
common response was ‘wife/husband/partner’
(45.4%, n=229), ‘family’ (18.3%, n=92) and
‘friends’ (15.1%, n=76). Participants were asked
to nominate to whom they had ever disclosed
their infection from a list of social categories
(Table 12). Many had disclosed their infection to
their doctor (76.0%, n=383), partner (73.2%,
n=369), family (71.2%, n=359), friends (69.0%,
n=348) and another healthcare worker (65.7%).
Women were more likely than men to have
disclosed their hepatitis C infection to their
partner (Table 10) (79.8% vs 67.9%, p<.01) and
doctor (Table 11) (80.7% vs 72.2%, p<.05),
however, no other gender differences in relation
to disclosure were found.

Table 10: Disclosure of hepatitis C infection to 
partnera 

 Yes 
n (%) 

No 
n (%) 
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So what about telling people that you
have hep C?

Oh, I only told my family. I actually
don’t go telling everyone, just in case
I do get discriminated against.

Your wife and children, or your brothers
and sisters?

Brothers and sisters ...

And how have they been with it?

Yeah, they’ve been OK about it;
they’re quite good. But you’ve got to
watch who you’re telling. You’ve got
to tell them at the same time not to tell
everyone else, because you tell
someone and they tell someone else
and they tell someone else. So you
have to tell them before you say
anything and say ‘Keep this to
yourself. Don’t tell anyone else that
I’ve got hep C because they’ll spread
it around to people you don’t even
know!’

But so far you don’t think that’s
happened?

No. Maybe a couple of close
friends but ... Oh, I’ve told one or
two. They weren’t very worried about
it either, I don’t think.

Below, Deb, 40, highlights people’s responses
to an unfamiliar epidemic. She briefly charts her
initial approach to disclosure and how this has
changed over the course of the epidemic:

I would like to move on to disclosure,
like who you tell, why you tell people and
what their reactions are like?

OK. When I first found out, back in
probably ‘89 or whenever, I did tell
work in ‘89 or ‘90 and they didn’t
understand the disease either and
they got me to get a letter from my GP
saying that I wasn’t going to
contaminate people at work ... With
medical profession, I always believed
that I should disclose my history with
them ... I told most of my family.
Initially I didn’t because I didn’t
understand it myself but, in time, they
all came to know. Mum had the
classic mum-reaction ... With friends,
there were some people whom I had
told who were really concerned about
it, who had probably heard negative
media. So I got a mixed reaction ... I
used to be pretty open about it and I
felt if they had a reason why they
would need to know or … sorry, if
they were friends or whatever, I
wouldn’t hesitate, but nowadays I’m
much more selective about who I
would disclose that to and I would
only do it if I felt I was putting them
at risk or … that would be it, I
suppose.

Gloria, 45, reported that during her twenties
she was continually discriminated against by
healthcare workers and others while on a
methadone programme. That experience has
affected her profoundly and now she sees no
reason to disclose her hepatitis C infection to
anyone:
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So that brings us up to disclosure.  Who
do you tell?

Nobody, tell nobody.  Often I would
change doctors as often as I could to
avoid telling them that I had hepatitis
C ...

And what about [disclosing] to other
people?

No, it’s so no. It’s often a topic of
conversation and I’ve got lots of
friends that I’ve known for ten years
and that I wouldn’t tell.

Some participants reported that they had only
disclosed their infection to very select people,
and some expressed relief at being able to talk
about hepatitis C in the context of an interview.
Justine, 31, only discloses her infection to other
people with hepatitis C. She highlights the nexus
between injecting drug use and hepatitis C in
her refusal to disclose to her family, the impact
of disclosure on close relationships and the denial
of infection she sees among her drug-using
network:

Well I haven’t told many people,
and the people I do tell is people that
have it themselves and I probably
only told three or four people, and I
wouldn’t tell my family because they
don’t know anything about my drug
use. I wouldn’t tell anyone I met
unless I started seeing them so yeah
bit of a taboo subject and I don’t like
to tell people if I can avoid it ... it’s
good to talk about it with someone
else ... a lot of people even if they do
have it pretend that they don’t have it.

Susie, 54, alludes to her changing perspective
on disclosure and her regrets about disclosing her
infection widely when she was younger. She also
briefly discusses her notion of obligation to
disclose to healthcare workers:

Who have you told that you have hep
C?

I think just about all my friends
know. Some people I work with know
but, if I were given my choices now,
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being out and proud and potentially
putting myself up against verbal
abuse and discrimination.

Several participants, like Helen, 44,
discussed their relatively positive experiences of
disclosing hepatitis C infection. As well, Helen
discusses a commonly reported reaction to
disclosure, that is, being judged as ‘guilty’ of her
infection because it was contracted via injecting
drug use. She also reveals her trepidation at
disclosing hepatitis C infection to her father
because of its association with injecting drug use:

I’ve told my mum and dad, my
brother, my husband, my step-kids,
and my step-kids have told the world!
Everyone at their school knew. But I
didn’t cop any flak from anyone ever.
Another girl in the country that I
knew had had it and she was quite
angry and felt that people had
discriminated towards her, so I was
expecting it but I didn’t have it ... The
only times I find discomfort is when
people talk about their health  –
they’ve got a cold or they might have
whatever it is and you can’t talk
about [hepatitis C]. And if I’ve
attempted it there’s just a cold
silence. That would be the worst ever
that I’ve found, nothing worse than
that.

What did you think caused that cold
silence?

It’s possible that it’s drug-related.
That they think ‘Well, you caused it.
It’s your problem, you silly bitch’,
something like that.
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want nothing to do with me?’ ... It’s
just a huge, huge kind of spanner in
the whole works. It’s just like some
huge complication … you might see
someone and like that person but
that’s as far as it goes because you
play the scenario in your head. It’s
only going to go to that point
anyway, when you have to disclose
that you’ve got hep C and you think
when will be the right time? At the
beginning of the relationship or
twelve months down the track when
you decide to take the relationship to
that next level, when you’ve got to
really tell them. Well, yeah, it’s like
what’s going to happen then? ... all
this kind of goes on in your head.

Do you feel very isolated as a result of
that?

Oh, yes, I think so. I mean, I have
friends and stuff but the quality of
the relationship, you know, intimate
relationships for me is just like … I
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(i.e. between 1970 and 1992), infected with
hepatitis C from injecting drug use, currently
injecting drugs, pessimistic about one’s future
health with hepatitis C infection, feeling tired
because of hepatitis C infection, unemployed,
identifying as non-heterosexual, and
experiencing negative reaction from partners and
family members following news of participants’
hepatitis C infection. Experiencing wider
discrimination was also associated with knowing
a greater number of people with hepatitis C and
reporting greater limitations in the time spent
with family, friends, neighbours and groups due
to participants’ hepatitis C infection.

The phrase ‘discrimination by wider
categories of people’ and ‘wider discrimination’
is used to refer to those people who scored higher
on this scale compared with those who scored
lower. A type 1 error rate of 0.05 was used to
determine statistical significance. A reduced
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Such practices have implications for
infection control within our healthcare services.
It appears that infection control procedures are
not applied universally, rather, many healthcare
workers rely on patients’ disclosing their infection
before the necessary procedures are
implemented.

Hepatitis C-related discrimination occurred
in contexts apart from healthcare. These included
government agencies, insurance companies,
family and friendship networks and within
intimate personal relationships. Helen, 44-years-
old, discusses her experience with an insurance
company after disclosing her infection:

I suppose where you notice
[hepatitis C-related discrimination] is
when you apply for life insurance.
My husband and I both applied for
life insurance and his was back in a
flick but mine has been months now
and they’re still going through
doctors and what-not and, you know,
you realise then that things are
different.
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Discriminating against people already
vulnerable due to illness can be a profoundly
negative experience and one that has material,
social and personal costs and effects. To be ill
yet considered unworthy of proper medical
treatment and care because your disease is
associated with a particular lifestyle practice can
isolate people who are already marginalised.
Disengagement with health services is a likely
outcome for some. Health problems may be
compounded by the fear that future interactions
with the health system will end in bad
experiences. Access to information regarding the
prevention of transmission is compromised when
people fear interaction with health services.
Several of our interview participants reported
their decision to withhold future disclosure of
infection in a variety of contexts, for fear of
experiencing further discrimination. Withholding
disclosure for fear of discrimination has
implications for the prevention of transmission,
future social and personal relationships as well
as access to medical services and the quality of
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that condoms should always be used during sex.
Participants whose sources of information about
hepatitis C infection include their doctor, were
more likely to report that people with hepatitis C
should always wear a condom for sex (67.7% vs
58.1%, p<.05) than those whose sources of
information do not include their doctor (Table
21). Conversely, participants who reported
knowing no one else with hepatitis C infection
were less likely to state that people with hepatitis
C infection should always wear a condom for
sex (50.7% vs 64.8%, p<.05) than those who
knew other people with the infection (Table 21).
Similarly, participants who earned more than
30,000 dollars per year were less likely to state
that people with hepatitis C infection should
always wear a condom for sex (45.8% vs 66.5%,
p<.001) than those who earned less than 30,000
dollars per year (Table 21). This item had the
second largest number of missing data, again
indicating that many participants were unsure
about committing to an answer.1

1 Findings from recent research recommend that people with hepatitis C infection use a condom to prevent sexual
transmission under certain conditions, for example: for those people who have short-term sexual partners or
multiple partners; when other sexually transmissable infections are present; if having sex during menses; or if
engaging in sexual practices that might traumatise the genital mucosa. People with hepatitis C who are in longer-
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Table 22: You can't catch hep C from kissinga 

 Correct 
n (%) 

Incorrect 
n (%) 

Total 
n (%) 

Sources of hep C info   
Includes friends* 45 (57.7) 33 (42.3) 78 (100) 
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Table 25: People can get hep C from sharing my 
toothbrusha 

 Correct 
n (%) 

Incorrect 
n (%) 
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participants’ descriptions of interactions with
healthcare workers, some believed that disclosing
a hepatitis C infection was appropriate and the
‘right’ thing to do. Susie, 54, reports:

I’m obliged to tell them [that I have
hepatitis C], I feel. You don’t expect
someone to treat you where there are
dangers involved without disclosing
those sorts of things.

In such cases, disclosure of hepatitis C
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Participant reports that healthcare workers
often assume that patients will disclose their
hepatitis C infection is disconcerting. This
assumption is flawed for two reasons: firstly, there
are no requirements for patients to disclose
infection; and secondly, such assumptions are
naive given the reported prevalence of hepatitis
C-related discrimination within healthcare
settings. Not only is there a risk of transmission
to healthcare workers who subscribe to these
assumptions, there is an increased risk of
nosocomial transmission. Such suppositions are
dangerous given that a large proportion of people
with hepatitis C remain unaware of their infection.

Similarly, placing patients last on the list for
surgical procedures because they have disclosed
their hepatitis C infection is a flawed practice.
Such practices act as a disincentive to further
health disclosures from patients. Making patients
wait for lengthy periods without food and often
without explanation is an inconvenience to
patients and the family and friends who care for
them. This practice can be a manifestation of
healthcare workers’ power to discriminate; it
provides them with an opportunity to express their
disapproval of patients with hepatitis C. Disrupting
a patient’s expected timetable for surgery
demarcates them as an out-group member, causes
physical and emotional discomfort and reinforces
the message that they are a danger to the health
of others.

In summary, our data provide evidence that
infection control procedures are sometimes used
as a tool to protect healthcare workers from the
risks of infection with little regard for risks to
patients. In addition, infection control procedures
are at times implemented to express disdain for
participants’ lifestyle choices and to discriminate
between social groups. In this way, the healthcare
worker demonstrates a differentiation between
acceptable patients and those who are considered
or assumed ‘dangerous’ to the health of others.
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