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Abstract

Aim: To further develop Earnshaw and Chaudoir's HIV stigma framework by describ-
ing the experiences of HIV-related stigma among people living with viral suppression
in a context where HIV is well controlled and to investigate how these experiences
correspond to the stigma mechanisms of the framework.

Design: Qualitative study using interviews and a framework approach to analysis.
Methods: People living with virally suppressed HIV in Sweden were recruited through
an outpatient clinic and interviewed about their experiences of social aspects of liv-
ing with HIV. The interviews were audio recorded, transcribed and analysed using a
framework approach.

Results: Fifteen participants (eight women and seven men, aged 30-64 years) were
interviewed from March to September 2017. They described stigma around HIV as
a barrier in many situations. Anticipated and enacted stigma were found to be more
complex than is described in the existing literature. Being labelled as a person with
HIV was found to be an important and persistent part of the stigma experience.
Disclosure was found to be context-related and a result of a process of negotiating
and weighing the relevance of disclosing HIV, perceiving HIV as a private matter and
feeling a responsibility to disclose one's HIV status to others. An important reason for
nondisclosure was to avoid being labelled with HIV, which would then become their
most defining feature.

Conclusions: The HIV stigma framework could benefit from revision for people living
with virally suppressed HIV.

Implications: The present findings, which indicate the role of health professionals in
relation to disclosure and labelling, may guide nurses and other healthcare personnel
in providing counselling and support for people who live with virally suppressed HIV

and experience stigma.
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1 | INTRODUCTION AND AIM

Thanks to the development of antiretroviral treatment (ART)
in the mid-90s, and its subsequently increased access, efficacy
and efficiency, HIV has been reframed in global health policy as
a manageable chronic disease (McGrath et al., 2014). There is
an ongoing, mainly biomedical, discursive ‘normalization’ of HIV
as being a chronic infectious disease like any other (Moyer &
Hardon, 2014; Rodger et al., 2019). However, it has been shown
that the biomedical progress is not always aligned with the re-
alities and experiences of individuals living with HIV (Moyer &
Hardon, 2014; Persson, 2013; Smith et al., 2017). HIV-related
stigma has been shown to be a barrier to treatment and pre-
vention (Langebeek et al., 2014; Rao et al., 2012) and to have a
negative impact on both the physical and emotional aspects of
quality of life (Andersson et al., 2019; Logie et al., 2011; Rueda
et al.,, 2016; Rydstrom et al. (2016), Zeluf-Andersson et al., 2019)
for people living with HIV.

In the present paper, we aim to describe the experiences of
HIV-related stigma among people living with virally suppressed
HIV in Sweden and investigate how these experiences correspond
to the stigma mechanisms of Earnshaw and Chaudoir’s (2009) HIV
stigma framework, to further develop the framework.

2 | BACKGROUND

2.1 | The HIV stigma framework

In 2009, Earnshaw and Chaudoir called for clarity about how
HIV-related stigma can be conceptualized and measured on
an individual level. They presented the HIV stigma framework
where the individual stigma mechanisms enacted, anticipated
and internalized stigma are hypothesized to be related to a re-
duction in affective, behavioural and physical health and well-
being for people living with HIV (Earnshaw & Chaudoir, 2009).
Enacted stigma has been defined by Earnshaw and Chaudoir
(2009) as referring to the degree that people living with HIV ex-
perience prejudice and discrimination, anticipated stigma refers
to the degree that people living with HIV anticipate prejudice
and discrimination from others and internalized stigma has been
defined as when people living with HIV endorse negative beliefs
and feelings about themselves associated with HIV/AIDS. The
theoretical framework has been empirically confirmed in a North
American context in a sample of people living with HIV where
only a small proportion had effective treatment (Earnshaw
et al., 2013).

2.2 | The framework in relation to virally
suppressed individuals

The individual stigma mechanisms (enacted, anticipated and inter-
nalized stigma) have repeatedly been used as a theoretical frame-
work in studies about stigma experience in people living with HIV
(Turan et al., 2017, Vaughan et al., 2020). However, in the current era
of treatment, viral suppression is increasingly common in parts of
the world where treatment is generally available. There is a dearth of
research investigating whether persons who are virally suppressed
in a context where HIV treatments are easily accessed and free of
charge experience stigma in the same way as described in the HIV
stigma framework. Sweden is a low endemic country which in 2015
became the first country to achieve WHQO’s 90-90-90 target (Gisslen
etal., 2016). In February 2020, 8,021 persons (39% female) were liv-
ing with diagnosed HIV in Sweden and 98% of those on antiretroviral
treatment had a viral load <150 copies/ml (InfCare HIV, 2020). We,
therefore, suggest that Sweden is an appropriate setting to explore
the experience(s) of people living with virally suppressed HIV. We
recently performed an empirical test of the HIV stigma framework
in a Swedish context using quantitative survey data from people liv-
ing with HIV (Reinius et al., 2018). In the Swedish context, although
it was common for people to have disclosure concerns, we showed
that a majority of people living with HIV reported limited experi-
ences of enacted stigma. In addition, when modelling the data ac-
cording to the HIV stigma framework, only relationships between
internalized stigma and emotional health, and to some extent rela-
tionships between anticipated stigma and physical health, could be
confirmed (Reinius et al., 2018). With this empirical test in mind, we
carried out the study presented below.

3 | THE STUDY

3.1 | Study design
This was a qualitative study using semi-structured interviews ana-

lysed with a framework approach.

3.2 | Participants

Participants were recruited at the outpatient clinic for infectious dis-
eases at Karolinska University Hospital in Sweden using purposeful
sampling (Patton, 2002). Research nurses recruited a group of virally
suppressed persons living with HIV that was heterogeneous with re-
gard to age, gender and country of birth. People living with HIV who
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had been aware of their HIV status for 21 year, were durably virally
suppressed (viral load <150 copies/ml at three time points during
the last three years), and could speak and understand Swedish and/
or English proficiently enough to participate in an interview were
eligible for participation. Neither the recruiting research nurse nor
the interviewing researchers had a clinical relationship with the

participants.

3.3 | Data collection

Individual face-to-face semi-structured interviews in conversa-
tional form were conducted by a registered nurse and PhD stu-
dent trained in interview techniques (female, born in Sweden) and
a social scientist and PhD student experienced in qualitative in-
terviewing (female, born outside Europe). The participants were
able to choose the interview location, but all chose to be inter-
viewed at their HIV outpatient clinic. A schematic interview pro-
tocol guided the conversation, with topics aimed to frame the
experience of HIV-related stigma. After an initial question about
how HIV affected their life, most participants began to describe
experiences around the social aspects of having HIV. Follow-up
questions such as ‘can you tell me more about that’ and ‘how did
you feel about that?’ were asked to probe further. Interviews were
audio-recorded and lasted between 23 and 129 min. We asked all
participants to report sociodemographic data in the interview (age,
gender, country of origin) and some participants also self-disclosed
that they were gay, but we did not ask about sexual orientation or
ethnicity in a systematic way.

3.4 | Ethical considerations

The participants received written and verbal information about the
study with the opportunity to ask questions. They were also in-
formed that they could withdraw at any time and that confidentiality
was guaranteed. Written consent was obtained at the time of the
interview. This study was performed in line with the principles of
the Declaration of Helsinki. The Regional Ethical Review Board of

Stockholm granted approval for the study.

3.5 | Data analysis

A framework approach, as described by Ritchie et al. (2003;1994)
was used for analysis. Data analysis began with the first two authors
listening to all interviews while reading and correcting transcripts
to become familiar with the content. All co-authors read several
transcripts and wrote down their initial understanding of the con-
tent. In the beginning of the process, this was done with open cod-
ing and emerging ideas and themes were noted and discussed in the
research team. The process of analysis started by discussing how
the content corresponded to each individual stigma mechanism

whereafter the material was coded as either related to enacted,
anticipated or internalized stigma. If the content was not appropri-
ate for the stigma mechanisms proposed by Earnshaw and Chaudoir
(2009), new codes were inductively determined. This process gener-
ated a preliminary code index (Ritchie & Lewis, 2003) used to code
14 of the 15 transcripts in the data analysis software Nvivo version
11. The first and second author coded the same transcripts in a par-
allel process, comparing coding at weekly meetings and adjusting
the index until agreement on coding was reached for all transcripts.
The ongoing analysis was also presented and discussed at regular
meetings including all co-authors.

Translated quotes from participants (in italics) are used to illus-
trate the findings. Irrelevant information and repetitions were re-
moved from the quotes and indicated by (...) to facilitate readability,
but with efforts to maintain the meaning. The quotes were translated
from Swedish to English by a native English speaking researcher flu-
ent in Swedish and external to the project group. Third-person plural
pronouns are consistently used as gender-neutral nouns (singular) in
the reporting of findings.

3.6 | Rigour

While two authors collaboratively conducted most of the analysis
in cooperation, all co-authors were involved in the analytic pro-
cess to some extent, which enhances trustworthiness (Lincoln &
Guba, 1985) of the results. Credibility of the analysis was enhanced
through peer debriefing (Lincoln & Guba, 1985), where the analysis
was presented for research colleagues not involved in the project,
people living with HIV and non-governmental organizations for peo-
ple living with HIV who asked critical questions, making us aware of
our preconceived biases. Analysis of one interview was postponed
until the analysis of the remaining interviews was finalized for refer-
ential adequacy (Lincoln & Guba, 1985). The last interview was then
analysed and the findings deemed stable.

4 | FINDINGS

First, background information about the participants is presented
followed by their descriptions of the social aspects they have ex-
perienced of living with HIV, which are then discussed in relation to
Earnshaw and Chaudoir's individual stigma mechanisms for people

living with HIV: enacted, anticipated and internalized stigma.

4.1 | Background information about participants

Eight women and seven men (aged 30-64) were interviewed from
March to September 2017. They all had Swedish residency, but
were born in different countries: Eritrea, Gambia, Germany, Kenya,
the Philippines, Uganda, Sweden and Thailand. Four participants
received their HIV diagnosis before 1996, when antiretroviral
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treatment was first introduced, and 11 participants were diagnosed
between 1996 and 2015.

4.2 | Enacted stigma

In the present study, the data relating to these categories were found
to be more complex than that described by Earnshaw and Chaudoir
(2009), primarily because the stigma that participants described had
not always been enacted towards them, but enacted towards other
people living with HIV. Those who worked in healthcare settings, for
example described how colleagues talked badly about patients with
infections and how that affected them.

When you work with your colleagues and maybe
someone comes in with an infection, maybe MRSA or
ESBL, and they just say "oh that's disgusting”, “Why
do they come here?”, “I don't want to go in there”.
People... make me feel sick when | hear that they be-

come... disgusted by infections. (Participant #5)

In addition to describing situations they experienced directly, par-
ticipants often incorporated other peoples’ encounters with stigma as
part of their own stigma experience. One participant, whose closest
community consisted of fellow countrymen, said that they and their
friends often talked about those who they knew had HIV; my friend
said to me, he drew the joker, that's how we say it... people talk behind your
back, not to your face... (Participant #3). This participant had not told
anyone about their HIV.

The stigma experienced was not always enacted by other indi-
viduals. Participants also expressed how laws and regulations re-
stricted their lives. One participant, for example, talked about not
having access to fertility treatment in Sweden when wanting to have
a baby. A recurring comment in several interviews related to differ-
ent types of travel restrictions for people living with HIV.

The obligation to tell a sexual partner about one's HIV was
brought up in negative terms by some participants. All partic-
ipants had been informed by their physician in Sweden that, if
they used a condom, they were exempted from the obligation to
tell sexual partners about their HIV. Participants described how,
despite this, they felt a responsibility to disclose their serosta-
tus to sexual partners, as they would have wanted to know if
someone they had sex with had HIV. Others reasoned differently,
thinking that it was unnecessary to disclose to occasional sexual

partners.

As long as | use protection, | don't have to disclose it,
and ... | define it for myself, what is it for me? Is it...a
sexual contact that's just going to be a sexual contact
and it's just this time, because | want to and he wants
to? Yeah, well then that's it...then we use protection
and then | figure | don't have to inform the other per-
son about it. (Participant #2).

Since Earnshaw and Chaudoir (2009) defined enacted stigma
as acts of prejudice and discrimination, it was interesting to note
that participants described being labelled as sick, or other people
spreading that they have HIV, was perceived as negative actions
performed by other people towards them. Although the partici-
pants described themselves as healthy, with HIV being a relatively
small part of their lives, people around them sometimes categorized
them as sick and told others about their HIV status without their
permission. One participant said that a former spouse used the par-
ticipant's HIV in conflicts, repeating what they considered to be an
accusation: you have HIV, you have HIV (Participant #14). This partic-
ipant talked about their child custody battle, saying their ex-spouse
reported them to the Swedish social welfare authorities as being a
bad parent because of their HIV status. The social welfare author-
ities made a home visit and wrote about their HIV in a report that
was then shared with them and their present partner, who had not
known about their HIV.

.. they came to us and of course checked up with one
of those social service ladies. [...]JAnd then X [new
partner] was also there, and they came for a home
visit and brought papers with them and X got to read
about my background. Because Y [previous partner]
had already said he would tell X | have HIV, so we
wouldn't be able to live together because he could
become [infected] too. Well, when | read it, | just saw
how X'’s face was totally...well | knew, now it's over.
(Participant #14)

Reflecting on the end of the relationship, the participant said:
it's kind of private, if anyone should disclose this it should be me, |
should be the one telling. They have nothing to do with it. One par-
ticipant who used gay dating apps said that Swedish app culture
was tough and judgmental when it came to HIV. Men commonly
wrote ‘100% healthy’ in their profile and requested that others
state if they were healthy or not. The participant understood
that the question really meant ‘do you have HIV?' and they said
that it made them angry since they deemed themselves to be
in very good health. The participant described responding in an
effort to make the other person reflect about what they were
asking:

. that question always comes. It always comes,
whether you like it or not, sort of "are you healthy"?
And then | usually write yes, if it's in that context. But
then | usually try to make it sort of more clear, or you
can be a little clever, sort of, then and say something
like "yeah, well | don't have a cold if that's what you
mean" and then actually, well the other person has to
explain then, what do you mean with this question,
and it gets the person to start to think, what is it
you are really saying and what do you want to know.
(Participant #2).
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4.3 | Anticipated stigma

Participants in the present study said that they anticipated being
treated badly or that their children would be treated badly if oth-
ers knew about their HIV. Although many elements in the narratives
reflected anticipated stigma similar to that defined by Earnshaw and
Chaudoir (2009), we also found elements that added more complex-
ity to the concept.

Participants described anticipating prejudice not only from
other specific individuals, but that they also found prejudice among
the general public. Since it was common that other people did not
know about the participant's HIV status, prejudice had not been en-
acted towards them directly but they described being aware of its
existence.

One participant reflected over what Swedish people in general
thought about HIV and said: ...it's everything from the early 80s and
the gay plague and all that. That you can see from looking at some-
one if he has HIV or she does...It's seems you should be able to see it
(Participant #7).

Participants who had been diagnosed both before and after
the introduction of effective treatment had memories of how HIV
and AIDS were reported in Swedish newspapers and campaigns in
the 1980s. One participant spoke of a Swedish campaign from the
1980s with advertisements in the subway trains, Such really big
letters, one single drop of saliva and the whole subway is [infected]
(Participant #7). The participants talked about these images as
something that might still be present in people's minds today and
that HIV may still be associated with death, AIDS, and the African
epidemic with women and children dying. However, most partici-
pants said that peoples’ negative opinions about HIV were chang-
ing, albeit slowly, and that HIV was less taboo and more accepted
today.

Recurring themes in the participants’ interviews were being
unwillingly labelled as a person with HIV, losing control over who
was informed about one's HIV and losing control over how you
were perceived as a person. Participants said that it was import-
ant for them to have control over who knew about their HIV.
They described thinking about how people would react and es-
timated the risk of people telling others about their HIV without
their permission. As one participant said: | really want to keep it to
myself...I don't want to see how the person reacts...they'll feel sorry
for me or 'you disgust me'. | just want to be left in peace (Participant
#14). Participants reported that in every new encounter or rela-
tionship they made decisions about whether to disclose and if so,
about how and when to disclose. But it's that a lot of people have a
hard time with it, you sort of have to...you might say come out every
time to someone new if you have a new relationship (Participant
#7). Participants commonly expressed that HIV was not a secret,
but at the same time not something that you told people about.
Some participants described HIV as a private issue or something
that other people were not interested in hearing about. One par-
ticipant described themself as gradually becoming more open
but said:

I'm really so torn because...it shouldn't matter...I'm
first and foremost [name] and I'm also a whole lot of
other things before I'm HIV, sort of. That's where it
gets hard. Then | become HIV-[participant’s name] ...
and that's the question, do | want that? The dream
is just to be simply [participant’s name], that's my
dream, that you are accepted for who you are and
aren't categorized by...which socks you have or what
job or how much money you make or if you have HIV.
(Participant #2)

In the interviews, it was common for participants to describe an-
ticipating stigma in some specific settings but not in others. One par-
ticipant anticipated stigma only in what they called the ‘homosexual
world’. Everybody in ‘the heterosexual world’ knew about their HIV,
but in the ‘homosexual world’ they expected to be judged and cate-
gorized as sick.

It's a totally different situation in the homosexual
world. There you're still labeled. We're so tough. We
judge everyone really hard, we gay men, terribly hard.
It's ...It's happened to me and | know people whose...
conversations are deleted on those mobile apps, you
get labeled as sick, in quotes, and all that kind of stuff,
and it's really tough. ... so a lot of people are hesitant
about being open. (Participant #2)

They anticipated being blocked and judged on dating apps by po-
tential partners before they got a chance to know them. Similar narra-
tives were shared by some participants who had migrated to Sweden
from sub-Saharan countries, but in such situations, fellow country-
men living in Sweden were said to be those participants anticipated
being stigmatized by. One participant predicted that if one of their
fellow countrymen knew, everybody in that community would know
in a week, and they would have to leave the country because every-
body would be talking about them. | can't be here, they said, I'm going
to move to another country. | can't live here...you know, everyone will talk
about me...so | just can't be comfortable here...I'm going to move tomor-
row, | can't stay here (Participant #3). This participant continued, saying
people would treat them badly even if knowledgeable about effective
antiretroviral treatments, Most people, they know but they don't want
to...They don't have it in their heart to accept those kind of people. The
similarity between these participants’ stories lies in the description of
communities close to them (the ‘homosexual world’ and fellow coun-
trymen) where information is thought to spread quickly and people risk
being rejected.

Other participants anticipated stigma only when disclosing to
a potential partner, which could be said to be the only situation in
which they disclosed their HIV to others. One participant said that
HIV only affected their life when it came to relationships: Yeah, when
it comes to relationships, there's a lot about relationships. Just that,
otherwise it's perfect, my life is perfect (Participant #13). This partic-
ipant emphasized that they had only positive experiences of telling
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a partner about their HIV: It takes a bit of doing, before you have told
them, before you know how they're going to deal with it. Otherwise it's
nothing. Nothing strange. Because | would use a condom in any case to
protect myself, so there's nothing weird about it, | think.

Another specific setting where participants described anticipat-
ing stigma was their workplace. While participants did not speak
directly of the risk of losing a job, descriptions were more centred
on whether people in their workplace would react negatively. One
participant, who worked with children in a Swedish daycare facility,
spoke of how the parents would react if they knew about their HIV.
If they knew, | think it would be horrible, they'll look at you differently
(Participant #14).

On a structural level, some participants anticipated that it might
be hard to travel to certain countries. Some participants did not
seem concerned about this and said that they would lie about hav-
ing HIV if they, for example, had to fill out an application for a visa.
Other participants had stopped travelling because of the potential
risk of having to show their medications in customs with the risk of

being denied entry into the country.

4.4 | Internalized stigma

Most participants did not describe feelings of guilt and shame, say-
ing instead that their HIV had no impact on how they viewed them-
selves. It's hasn't affected my self-image at all, one participant said,
I've never gotten into self-hatred or become self-destructive, more the
opposite (Participant #2).

However, some participants described, in line with Earnshaw and
Chaudoir’s (2009) definition of internalized stigma, a variety of nega-
tive feelings and beliefs about themselves. While the content of such
narratives reflecting internalized stigma could differ by participants,
descriptions seemed to remain similar to those found by Earnshaw
and colleagues (2009; 2013) before the full implementation of effec-
tive antiretroviral treatment.

One participant reported that they would be embarrassed if other
people knew about their HIV. It feels...embarrassing, shameful. That's
how it feels (Participant #14). Another described having had negative
feelings towards people living with HIV before receiving their own
diagnosis. When reporting that their fellow countrymen would treat
them badly if they knew about their HIV, this participant said: There's
no room for someone HIV-positive...and if you tell me you're positive and I'm
negative...almost worse. | won't say hello to you. We're like that (Participant
#3). Most descriptions categorized as internalized stigma contained
ideas about being contagious that were not aligned with existing medi-
cal knowledge. Some participants had restricted their love life, avoiding
finding new partners or preferring partners who also have HIV. Even
though the participants were well-informed about their undetectable
virus levels and the extremely low risk of transmitting HIV to others,

some took their own precautions to protect others.

Now that | work with children, | worry so much.
Darn, can |l infect the kids? Every time | use...gloves.

If they fall or something. When | clean or wash the
sore, | have to have gloves. Not for my sake, it's for
their sake. If | see blood or anything, | run, lift up the
child, and immediately put on gloves. (Participant
#14)

5 | DISCUSSION

In this study, we sought to explore the experiences of HIV-related
stigma among persons currently living with suppressed HIV and
examine how these experiences fit with the HIV stigma framework
by Earnshaw and Chaudoir (2009), developed prior to the advances
in HIV treatment. Through framework analysis of interviews with
persons who are virally suppressed, we suggest additional con-
tent and nuance in the individual stigma mechanisms (Earnshaw &
Chaudoir, 2009), particularly with regard to enacted and anticipated
stigma. The stigma mechanisms for people living with HIV are, ac-
cording to Earnshaw and Chaudoir (2009), individual processes
of stigmatization elicited by the existence of HIV as a stigmatized
‘mark’. Analysis of our data suggests that it may not always be pos-
sible or desirable to limit stigma mechanisms to the experiences of
discrete individuals without recognizing the strength and impact of
relationships with other people. Several participants reported that
the most immediate risk of stigma and rejection came from their
own close community; for example, friends and family with the same
country of origin, or from friends in the gay community. Although
the stigma experience can differ between communities other stud-
ies have also shown that experiences of community stigma may lead
to social rejection and isolation and in general have a very negative
impact on persons’ health and wellbeing (Fletcher et al., 2016, Turan
et al., 2017).

Although the individual stigma mechanisms (Earnshaw &
Chaudoir, 2009) build on Link and Phelan’s (2001) definition of
stigma, where the concept of labelling plays a central part, labelling
is not included in mechanisms described by Earnshaw and Chaudoir
(2009). The HIV stigma framework recognizes prejudice, stereo-
types and discrimination as separate processes that may affect
different types of outcomes (Earnshaw & Chaudoir, 2009) and we
suggest that labelling be included as a fourth process. In the pres-
ent study, labelling was central in the narratives categorized as both
enacted and anticipated stigma and appears to be an intrinsic part
of the individual level of HIV stigma conceptualization. In Link and
Phelan’s (2001) conceptualization of stigma, labelling, that is when
other people distinguish and label a person as different, is the first
component. We regard it as probably that, in the process of HIV be-
coming normalized, labelling will be the last persistent component of
stigma. When people with HIV are no longer discriminated against
or subjected to prejudice, the single act of labelling keeps them from
feeling they are what Goffman (1963) referred to as a ‘whole and
usual person’.

The general experience of participants was that the biomedi-
cal realities of living with HIV today—taking medication once a day
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and having unquantifiable viral levels—are not facts that are widely
known in society. Participants often described how the old images of
HIV as a deadly disease still shape many people's images of HIV. This
is in line with other studies acknowledging several HIV discourses
that seem to exist simultaneously in the contemporary era, creating
tensions between the image of the hyper-infectious ‘AIDS body’ and
images of the ordinary non-infectious body (McGrath et al., 2014;
Persson, 2013; Rai et al., 2018). We want to highlight that most par-
ticipants said that they felt healthy and that HIV was not a big part
of their life. We consider such statements to be expressions of resil-
ience, a feature of significance to protect the health of people living
with HIV (Dulin et al., 2018).

While the issue of disclosure was central for study participants,
it did not appear to be a prerequisite for participants to accept their
HIV status or to live fulfilling lives. It was important for participants
to control who knew about their HIV, partly to avoid being treated
badly, but also to pursue that others perceived them as they per-
ceived themselves. Some also said that HIV was private and that
they did not think they would disclose it to everyone, even if HIV
was totally accepted. Earlier literature has highlighted both poten-
tial costs of disclosure (Feigin et al., 2013; Murphy et al., 2016) and
disclosure being beneficial to both the individual and the commu-
nity (Paxton, 2002). Disclosure has been said to play a significant
role in accepting and coping with HIV (Medley et al., 2004) and is
considered an important step in receiving HIV-related social sup-
port. However, disclosure may be a risk factor for stigmatization
(Chaudoir et al., 2011) and several key concepts about disclosure
(e.g. that untold secrets are harmful and that the experience of tell-
ing secrets can be healing) have been questioned and discussed in
recent research on HIV counselling (Mazanderani & Paparini, 2015;
Nguyen, 2013). The present study indicates that people who are vi-
rally suppressed might have multiple, complex reasons for not dis-
closing their HIV. Our findings suggest that nondisclosure may be
an action taken to prevent stigmatization, but also that disclosure
is context-related and a result of negotiating and weighing the rele-
vance of disclosing HIV, perceiving HIV as a private matter and the
perceived responsibility of disclosure. Another significant reason for
nondisclosure was, as mentioned earlier, to prevent being labelled

and HIV becoming the prime factor defining them as persons.

5.1 | Limitations

We chose to work with framework approach since the method is
suitable for thematic analysis of interview data and allows for build-
ing further on, adapting, refuting and expanding on existing knowl-
edge while maintaining an explorative component (Gale et al., 2013).
The use of predetermined codes in a framework approach may lead
to confirmation bias. However, we did not only have a critical ap-
proach to the predetermined stigma mechanisms, but also coded
inductively. It should be remembered that our aim was to use the
material to critically examine and revise the stigma mechanisms. We

found this critical use of the stigma mechanisms as predetermined

categories in a framework approach analysis beneficial, since exist-
ing evidence could be incorporated into the analysis thus preventing
‘reinvention of the wheel’.

The present study focuses on experiences of HIV-related stigma.
It is, however, common that people may also experience other
stigma, for example related to gender, origin, sexuality, etc. This
can lead to an experience of layered stigma, grounded in the inter-
sections of stigmatized characteristics (Henrickson & Fisher, 2016).
It is interesting to note that while layered stigma was occasionally
alluded to, albeit in different words, participants maintained their
focus on the experience of HIV-related stigma, despite some prob-
ing. Further specific investigation of layered stigma is a compelling

issue for further study.

5.2 | Implications for care

It is known from earlier studies that internalizing stigma may be re-
lated to experiences of emotional distress and impaired quality of
life, even for people who are virally suppressed (Reinius et al., 2018).
It is therefore desirable that people experiencing internalized stigma
related to living with HIV receive support and counselling from
healthcare professionals; the findings from the present study may
be helpful in identifying patients with internalized stigma. For ex-
ample, patients may have prejudice about other people with HIV
or take precautions that are not necessary from the perspective of
communicable disease control. The healthcare system often has a
central role in the mechanisms of disclosure and labelling about HIV.
People living with HIV in Sweden were, up until 2013, obliged to
disclose their HIV to sexual partners, but now they may be exempted
from this obligation. This exemption is still, however, a decision for
physicians to make based on the patient's adherence to treatment
and treatment results (The Public Health Agency of Sweden, 2018).
Indeed, earlier research has shown that healthcare providers work-
ing in non-HIV specific medical environments are more likely to
enact stigma and uphold HIV-related stigma than are professionals
more familiar with HIV care (Fisher & Henrickson, 2019). Swedish
medical records are still being marked with warning labels for people
living with HIV and, although this procedure is under evaluation, it is
worth noting that this is a distinct act of labelling. We find it counter-
productive to offer counselling to support people who experience
negative consequences of stigma, and at the same time label people
living with HIV through a distinguishing mark in the medical record,
which, according to stigma theory, may constitute the very founda-
tion of that stigma (Link & Phelan, 2001).

6 | CONCLUSIONS

The HIV stigma framework could benefit from revision for people liv-
ing with virally suppressed HIV in a context where HIV treatment is
easily accessed and free of charge. While internalized stigma seemed
to remain similar to that described earlier by Earnshaw and colleagues
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(2009), enacted and anticipated stigma were found to be more com-
plex, primarily for two reasons. First, participants often incorporated
other peoples’ encounters with stigma into their own experience of
stigma. Second, labelling was identified as an element of stigma that
could exist independently to prejudice and discrimination. Disclosure
was found to be context-related and a result of negotiating and weigh-
ing up the relevance of disclosing HIV, perceiving HIV as a private mat-
ter, and feeling a responsibility to disclose one's HIV status to others.
An important reason for nondisclosure was to avoid being labelled and

HIV becoming the prime factor defining them as persons.
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