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SUMMARY. Efforts to increase the number of people having
hepatitis C virus (HCV) treatment require understanding
how to best deliver services to meet consumers’ needs. The
general health literature has examined the role that part-
ners can play in supporting health outcomes. This study
examines the experiences of couples who inject drugs in
relation to knowledge of, decisions about and management
of HCV treatment. This is a qualitative interview study of
people who inject drugs in couples. Participants were
recruited from harm reduction services in two major Aus-
tralian cities. Couples were interviewed separately. Data
were examined using the couple as the unit of analysis
and to identify patterns of experience related to the HCV
serostatus of couples. Knowledge of HCV and HCV treat-
ment was low and variable but showed some relationship

to serostatus. Decisions about HCV treatment were deeply
informed by concerns regarding treatment side effects. Pos-
itive concordant couples considered ‘staging’ treatment to
ensure that each partner could (in turn) care for the other.
People with HCV in serodiscordant relationships may need
specific support regarding HCV treatment information.
Within positive concordant partnerships, our data indi-
cated the need to support the HCV-positive ‘carer’ during
their partner’'s treatment. Changing treatment regimens,
and their anticipated lower side effect profiles, will need to
be actively promoted to ensure that couples understand
how these changes affect their treatment options.

Keywords: couples, hepatitis C treatment, injecting drug
use, qualitative research, relationships.

INTRODUCTION

Continuing efforts to increase the rates of hepatitis C virus
(HCV) treatment in Australia and other countries necessi-
tate the examination of various models of care to identify
how these can be best delivered or tailored to people living
with HCV to meet their needs [1]. Some attention has been
paid in the HIV field to tailoring interventions to couples
both in terms of prevention of transmission [2-4] and in
relation to strategies to support adherence to treatment
[5,6]. This article’s focus on couples draws on the wider
literature acknowledging the importance of social relation-
ships as mediators of health and healthcare seeking [7,8]
and calls for greater attention to be paid to families or
couples in efforts to better the management of chronic
disease [9].

Services for people at risk of or living with chronic
health conditions benefit from including partners/spouses
within their models of care [10]. However, research in this
area has paid little attention to people experiencing high
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levels of social exclusion, such as people who inject drugs
[11], the group that represents the majority of HCV
infections [12]. The literature has tended to portray rela-
tionships between couples who inject drugs as inauthentic,
unhealthy and dominated by the presence of a third potent
force, that is the drug [13-16]. Hence, couples are either
ignored [17], with injecting drug use portrayed as a lone
activity [18], or cast as detrimental: as a cause of relapse
or further harm [19]. The negative aspects of some
relationships on health and well-being cannot be
overlooked. However, we risk missing important under-
standings of decision-making about HCV treatment if we
dismiss partnerships or ignore the unique issues that
emerge for people living in partnerships.

Research on couples who inject drugs has focused
primarily on risk of transmission of blood-borne viruses,
including HCV [3, 20-25]. Specifically, sharing of injecting
equipment by couples has been described as imbued with
meanings of intimacy and trust and as equivalent in per-
ceived risk to unprotected sex [13, 26]. There has been
only very limited research focusing on the experience of
living with HCV among couples who inject drugs and the
impact of the relationship on decisions about treatment for
HCV [27]. Additional gaps in the literature include ques-
tions regarding the ways in which couples who inject
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drugs negotiate decisions about HCV treatment and how
these decisions may be influenced by other relationship
dynamics such as whether the couple is new or well
established, whether both partners have HCV or are
serodiscordant, whether HCV was acquired by one partner
during the life of the relationship or infection occurred
prior to the relationship.

This study examines the accounts of individuals who
inject drugs in couples (CWID) in relation to their
knowledge of, decisions about and management of HCV
treatment. This study is novel in the emphasis given to the
moderating effect of the relationship on these factors and
how this then produces insights different from those
already described in the literature focusing only on individ-
uals. Knowledge, decisions and HCV treatment manage-
ment are also examined in relation to various patterns of
HCV serostatus within these relationships (i.e. HCV concor-
dant and discordant couples).

METHODS

Purposive sampling was used to recruit heterosexual
couples in which both partners identified as people who
inject drugs. Participants were recruited from inner city,
harm reduction services such as needle and syringe pro-
grams and primary care services for people who inject
drugs. Staff directed clients to fliers advertising the study
and, with individual’s consent, facilitated contact with the
researchers. While no specific eligibility criteria were
required regarding participants’ drug use (such as current
or previous injecting), all participants indicated current
drug use.

Couples were included in the study on the condition that
both partners agreed to be interviewed. Partners were
interviewed separately by the same researcher. The impor-
tance of anonymity and confidentiality was reiterated to all
participants, including reassurances that in this context
the researcher would not disclose any information to the
participant’s partner.

Recruitment focused on generating a sample with a
balance of HCV serostatus (negative concordant, positive
concordant and discordant) and a range of ages. To facili-
tate recruitment of younger CWID, ‘single’ participants
under 30 years of age were included where they reported
current or previous relationships where injecting drug use
had occurred.

Semi-structured interview schedules were organized
around the core themes of injecting drug use, HCV and
romantic partnership. Participants were asked to describe
the nature of their current relationship (including other
sexual partners), their knowledge of HCV and its relevance
to the relationship, their experiences injecting with partner
(s) and with friends, their experience accessing harm
reduction services and their knowledge of and decisions
about HCV treatment. Interviews took between 30 and

60 min. In accordance with convention, each participant
was reimbursed $30 for their time and travel expenses.

Digitally recorded interviews were transcribed verbatim
and de-identified to ensure participants’ anonymity. A
coding frame was developed and informed by our previ-
ous couples-related pilot study [13] and by the existing
literature. The transcripts were then entered into a quali-
tative data management program, NVivo 9 (QSR Interna-
tional, Doncaster, Victoria, Australia). Summaries of
coded data were produced by one of the authors (JR) and
then reviewed by other authors to assist in identifying
concepts and support emerging hypotheses. The analysis
process necessitated a shift in the unit of analysis from
the individual to the couple [28]. In practice, all tran-
scripts were organized, labelled and analysed in a way
that identified both the participant and their partner.
Each transcript was assigned a unique pseudonym, an
interview number (shared by both partners) and a code
that identified the recruitment site, age and HCV stats of
the participant and their partner. Coded data relevant to
HCV treatment were included for analysis, data from part-
ners were examined together, and then, themes across
couples were explored in three categories: HCV-negative
seroconcordant, discordant and HCV-positive concordant.
Three main areas emerged as important to couples’ expe-
riences: knowledge of, decisions about and management
of HCV treatment.

The study was approved by the Human Research Ethics
Committee of The University of New South Wales and from
the relevant human research ethics committees at each
site. Written, informed consent was obtained from all
participants.

RESULTS

A total of 80 semi-structured interviews were conducted.
This sample comprised 34 couples and 12 ‘single’ partici-
pants. The data set included 75 accounts of people who
were injecting drugs with a partner at the time of the
interview (involving accounts from 41 current couples: 34
where both members of the partnership were interviewed
and seven where only one partner participated) along with
a further five accounts from sole participants (either single
or in a relationship with someone who did not inject drugs
at the time of the interview) who reflected on prior experi-
ences of partnerships where injecting drug use had
occurred. Men and women were equally represented
(n=40) and participants ranged in age from 19 to
61 years. Nine participants were in part- or full-time
employment, with nearly all receiving some form of social
welfare (n = 71). Nearly a quarter of participants identified
as Aboriginal or Torres Strait Islander (n = 17). Serostatus
was determined by self-report only, and in several cases,
couples offered conflicting accounts. There were also
cases where participants reported that their serostatus had
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changed during the course of the relationship — through
treatment, spontaneous clearance or seroconversion.
Hence, we have classified participants by serostatus as
reported at the time of interview. Where participants’
changing serostatus is important to the interpretation of
accounts, these details will be provided. HCV serostatus
was almost equally shared among participants, with 35
reporting to be HCV negative and 45 HCV positive. Of the
sample’s 41 couples, 24 were HCV concordant (11 HCV
negative and 13 HCV positive) and 17 HCV discordant (10
HCV-positive men and 7 HCV-positive women). Data
collection did not yield sufficient detail regarding partici-
pants’ attendance for HCV screening or assessment to
include this information in analysis.

Creating knowledge together

To examine attitudes towards and decisions about
treatment, we first examined participants’ knowledge of
HCV natural history and treatment. Typically, participants
were aware that a treatment existed which was potentially
curative and that this treatment produced significant and
difficult side effects. Participants were also typically aware
that better treatments (particularly in relation to side
effects and efficacy) would be available in the future. Some
participants, typically those with HCV and those in positive
concordant relationships, demonstrated detailed knowledge
of HCV natural history and treatment. However, discussion
of detailed knowledge regarding genotype and its impact
on treatment was limited. Participants’ understandings of
genotype were usually connected with the length of treat-
ment: ‘depends on the strain you have too, though
because some strains can’t be treated with that and some
require 6 months, some require 12 months ... so we have
the one which is 6 months treatment’ (Shelley, 34 years,
HCV positive; Steve, 33 years, HCV negative following
treatment).

Examples of incorrect knowledge included Sandra’s
statement that her partner did not have a ‘high dose’ of
HCV as he had ‘only shared [injecting equipment]| once’
(Sandra, 40 years, HCV positive; Sean, 41 years, HCV
positive). Although Tanya reported that she was ‘not eligi-
ble’ for HCV treatment as her other health conditions were
not ‘stable enough’, she also incorrectly indicated that she
had ‘the strain that can’t be fixed’ (Tanya, 23 years, HCV
positive; Tim, 39 years, HCV negative).

Participants with HCV and in positive concordant
relationships did not always demonstrate high levels of
knowledge regarding HCV treatment. Mandy (45 years,
HCV positive) described her sister’'s experience of HCV
treatment, saying that it was ‘really hard’ and ‘made her
go a bit crazy or something’, but was not aware of what
treatment entailed. Her partner Mike was similarly
unaware of the details of HCV treatment except for some
aspects of side effects.

© 2015 John Wiley & Sons Ltd
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Some treatment where they cleanse your body of,
something like that. I can’t remember what the name
is. All I know is that it’s sort of, towards the end it’s like
the flu. You get sick, you get drained, feel crappy.
That's what I know about, I've seen people have the
treatment and they hate it. But they do it to make
themselves better. (Mike, 37 years, HCV positive).

The experiences of Sandra and Sean and Mike and
Mandy demonstrate that incorrect knowledge, or misinter-
pretation of information, is not in general corrected within
couples, even when both partners are living with HCV.
This may be because talking about HCV and HCV
treatment was difficult for some couples. One older positive
concordant couple, Cliff (58 years) and Clare (46 years),
explained that HCV was not discussed very often or in very
much detail. Cliff noted that Clare had undertaken a
transient elastography liver scan (‘fibroscan’) and that he
had not. He added that he found HCV a ‘touchy subject’ as
he had witnessed friends who had ‘suffered’ on treatment.
Angie (36 years, HCV negative) attended a service for
PWID and brought home HCV information material
regularly for her HCV-positive partner Andy (38 years) but
was not able to engage him in more than ‘very quick’ dis-
cussions about HCV and treatment. Indeed, one of her
motivations for participating in the research project was to
engage Andy in more detailed discussion.

I've talked about [Andy]| behind his back to people. ...
he reads the magazines, I can see he’s very interested
but he won't talk to me about it. When we do talk
about it, it's a very quick conversation. So I was hoping
that this [research interview] would make him come
home this afternoon and chat to me about it. This is
what I was hoping to get out of it. ... I want him to
start talking about it because it's now been years and
years. And he needs to think about when he gets that
treatment. And the older he gets, the harder it will be. I
just want to have the conversation, we might not have
it unless we did this [research interview| (Angie).

Andy was relatively knowledgeable about HCV treat-
ments, noted that he and Angie discussed HCV ‘sometimes’
and acknowledged the information Angie passed along and
her interest in the results of his HCV-monitoring tests. He
did not, however, acknowledge Angie’s heightened level of
concern for his health, instead forecasting his treatment
decisions over a possible 5-year time frame.

She gets the [HCV information magazine] for me every
month you know and we might discuss an article in
there, “oh there’s a new treatment coming out, they're
doing a trial” ... Treatments and triple combo, that’s
out now and it's meant to be a lot better. So yeah we
do talk about that. I need to get a fibroscan. We've
talked about that a few times and I get blood tests now
and again to check my PCR levels and she’s always
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interested about that. I need the fibroscan to see if I can
delay the treatment, I'm hoping to delay it because
I've got the genotype 1 which is very hard to beat.
There’s a lot of new treatments coming out in another
5 years.

Couples coming to decisions about HCV treatment

Concern about the side effects of treatment was a primary
theme across all groups, one about which there was gen-
eral consensus between partners. Participants had wit-
nessed friends or family members undertake treatment or
had heard of side effects from health workers. Concern
about side effects was the primary barrier to treatment,
especially when participants did not feel unwell. Within
couples, these concerns may have a feedback effect, rein-
forcing each partner’'s view on HCV treatment. If so, this
may require approaches that provide new information for
couples and actively address the concerns of each partner.

I think treatment scares me, you know what I mean,
like T think it scares me, just like knowing that it's so
intense on the side effects, that's what scares me the
most. (Samantha, 39 years, HCV positive; Simon, 42
HCV positive).

Nabh, interferon, no thanks ... I'd rather live me, like,
I've had it for like, God, what is it, 20 years, now, and
I don't really feel the effects of it (Simon, 42, HCV posi-

tive; Samantha, 39 years, HCV positive).

Mental health concerns were emphasized in discussions
regarding the side effects of HCV treatment. Some partici-
pants did not consider treatment due to previous experi-
ences of mental illness. Mental health issues were also a
factor in participants’ concerns for their partners’ well-be-
ing. In one case, a seronegative participant actively
dissuaded his partner from undertaking treatment, despite
her own high levels of motivation to rid herself of a condi-
tion that carried negative social and personal meanings.

Like I would do it tomorrow, I don't want to have
[HCV]. And it makes me feel dirty that I have got it. ...
[Terry] just worries ...like I wanted to get [HCV treat-
ment]| straight away. But at the time, I was in a bad
way, like very depressed and down and that. And he
was like “no, you're not doing it yet, no way”. Because
I am weak minded in a way, I probably would have sui-
cide ... But I want to get rid of [HCV] too, so if there’s
other treatment that didn't have that side effect, T
would do it tomorrow. (Tegan, 38 years, HCV positive;
Terry, 37 years, HCV negative).

[HCV treatment] makes you depressed. My mate was
real suicidal, he was real depressed on it. So why would
you do it? (Terry, 37 years, HCV negative; Tegan,
38 years, HCV positive).

There were other elements of incongruence between
couples’ decisions about HCV treatment. In two couples,
the female partner said that both members would ‘love’
(Fran) or were ‘really keen’ (Rachel) to start HCV
treatment. Their partners were, however, much more
equivocal. While motivated, Fred described agreeing to
have treatment only if his health markedly deteriorated.
Robert was concerned about the side effects of treatment
(‘getting crook’ or being very unwell) and had decided to
undertake this research interview instead of attending an
appointment about HCV treatment.

Yeah, if it was something I had to do and it would ben-
efit me and I could get rid of it, yeah ... because
nobody wants hepatitis at the end of the day. Yeah, if I
was in a situation where that was something I had to
do, yeah for sure. (Fred, 34, HCV positive; Fran, 31,
HCV positive).

The only thing we really have discussed was about
doing the Interferon ... We've done everything, all we
have to do is go get our liver fibroscan ... to see where
we are at and then there is a decision whether we are
going to go ahead and do it or not ... We don’t talk a
lot about it with each other ... I wasn't really sure
about doing it to start with because I heard about peo-
ple getting crook on it, rah rah rah, and yeah, I just
didn't go ahead with it. (Robert 42, HCV positive;
Rachel, 41, HCV positive).

Managing treatment together

A small number of participants had experienced treatment
themselves or witnessed their partner go through it, and
this had influenced their decisions about treatment. Mac
began HCV treatment soon after he and Mindy began their
relationship. Directly witnessing Mac's experience of treat-
ment had deterred Mindy even though she reported being
extremely upset about being diagnosed with HCV while
pregnant (during a previous relationship). Mac was very
grateful for the support Mindy provided, saying that this
was instrumental to his completion of treatment.

To be honest if it wasn’t for her I don’t think I would’ve
got through it ... She put up with me fucking out, you
know, going off me head some. Not at her but just
myself, just the frustration was going through me head
... Like there was times I felt like jumping off the bal-
cony and, you know? Cause deadset like, if you've ever
been through heroin withdrawals, it’s like that. Maybe
not so intense but the same sort of feeling constantly.
(Mac, 35 years, awaiting results of treatment; Mindy
39 years, HCV positive).

Other couples described ways in which they had consid-
ered managing if they were to undertake HCV treatment.
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These plans centred on ensuring that they could care for
each other through what was anticipated to be a demand-
ing period. Staging treatment, where partners undergo
treatment consecutively rather than concurrently, provided
couples with a means to take it in turns to support each
other while coping with treatment side effects — that is
while feeling ‘crook’ or very unwell. Understandings of
genotype figured in only a limited way in these plans.

We know we've got it and we just kind of talked about
it me and Fred, and said, “look we'd both love to do
treatment, but we've heard it's very full on” ... and he
was like “what about one of us do it and the other one
looks after that one” ... so we look after each other
(Fran, 31, HCV positive; Fred, 34, HCV positive).

I don’'t know if we'll do it together because they were
saying you get sick. So I want to be there if he gets sick
and then he can be there if I get sick (Rachel, 41, HCV
positive; Robert 42, HCV positive).

But it wasn’t so much “right I'm doing it, you're doing
it”, it was decisions ... if [my partner| wants to do it by
all means, go for it, I'll support you. If I want to do it
too with her, well we’ll both support each other,
because I wasn't too sure about the sickness. You do
get crook from it ... and if it was bad, I would hate to
have two of us bang crook at the same time, so yeah. It
would've had to be something we talked about more I
suppose. She sounds more determined of doing it. Her
hep C apparently is a bit worse than mine. She’s got
A1l strain and mine was whatever something four, so
yeah. Hers needed a bit more treatment than what
mine did, so we were told. (Robert 42, HCV positive;
Rachel, 41, HCV positive).

DISCUSSION

A recent meta-analysis concluded that couples-oriented
interventions for chronic illness hold promise for improving
health outcomes [10]. However, the experience of HCV in
couples has received scant attention in the clinical or
associated literatures. The data presented here show some
of the ways in which HCV knowledge, decisions and
treatment experiences can be produced and shaped within
couples.

Knowledge of HCV natural history and treatment was
highly variable in this sample, which supports results from
HCV knowledge surveys [29,30]. Participants’ level of HCV
knowledge was somewhat associated with serostatus:
people in HCV-negative seroconcordant partnerships
showed lowest knowledge, followed by people in HCV
serodiscordant partnerships, while people in HCV-positive
seroconcordant partnerships demonstrated the most
complete knowledge. While this pattern was not neat or
linear, it does suggest that people in HCV discordant rela-
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tionships may require specific targeting to support their
knowledge of HCV treatment. This follows our finding that
many positive concordant couples reported sharing what
they had learnt (or information sources that they had
acquired). Awareness of and emphasis on HCV genotype, a
key factor in determining treatment options, was low
across the sample.

Anticipation of side effects was a major concern for par-
ticipants and shaped decisions about whether to have
treatment and how treatment could be staged within a
couple to maximize available support. Interferon-based
HCV treatments can place additional burdens on the care-
giver. For people living with HCV, the effort of caring for a
partner struggling with interferon-related side effects may
strain or undermine the positive and supportive elements
of this relationship. This cyclical effect is especially
concerning given the demonstrated association between
relationship quality and health status [31,32]. If treatment
is ‘staged’ within a positive seroconcordant couple, then
providing the carer with additional support may also
positively impact on the outcomes of the partner undergo-
ing treatment.

The staging of treatment by couples is also relevant
when considering HCV treatment-as-prevention trials [33]
which aim to simultaneously treat large numbers of peo-
ple in order to substantially lower prevalence and hence
prevent future infections. Although these trials may
employ interferon-free regimens with fewer side effects
[34], concern about side effects so profoundly shapes
understandings of HCV treatment that couples may be
reticent to embark on HCV treatment at the same time
until the claims of diminished side effects are validated by
‘on the ground’ experience. Augmenting clinical services
with HCV education programmes conducted by peer
workers may be necessary and more effective in changing
normative understandings of HCV treatment [35-39].

The data presented here also reflect the well-docu-
mented stigma associated with HCV [40-42]. Wanting to
rid oneself of a stigmatized identity marker may con-
tribute to decisions about treatment. As these data
showed, this drive may be moderated within a couple in
relation to concerns about management of side effects or
may be felt differently by each partner. Gender differences
in the use of health care are well established [43], with
women reporting higher healthcare seeking across a
range of conditions. Our data also demonstrated higher
interest in HCV treatment among women than their male
partners. How differing levels of interest in HCV treatment
is negotiated within couples remains a fertile area for
future research.

This paper draws upon qualitative interviews with a
sample of 80 people living in Sydney and Melbourne,
Australia. These data may not be applicable to people
living in nonmetropolitan areas or where access to services
is more limited. These interviews could not scope the entire
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range of possible concerns or decisions about HCV treat-
ment. However, our method of interviewing both partners
of a couple and keeping their data connected during analy-
sis is a key methodological strength and innovation in this
area.

This paper adds to the small but growing literature on
the need for couples-oriented approaches to talking about
or providing HCV treatment but, as has been called for pre-
viously, such interventions require clear articulation of the
conceptual framework on which they are based [10,44].
Interventions targeting couples who live with HCV and
who have a history of injecting drug use should account
for the stigma and discrimination that can be a potent
force in everyday life and in health decision-making
[45] while also generating concomitant distrust in health
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