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“You’d be in bed, you’d have... lesions and, and fever, and you’d be dying”: 
Challenging stigmatisation and misinformation about HIV through the arts
“Estaria na cama, teria... lesões e, e febre, e estaria a morrer”: Desafiar a
 estigmatização e a desinformação sobre o HIV através das artes 
“Estarías en la cama, tendrías... lesiones y, y fiebre, y te estarías muriendo”:
Desafiar la estigmatización y la desinformación sobre el VIH a través de las artes
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ABSTRACT

 This article studies how an academic research team, a creative entity, an NGO 
and a group of participants living with HIV in Malta each contributed to the creation of 
a theatre production and study aimed at challenging stigmatisation and misinformation 
about HIV. While the complete study integrated qualitative, arts-based and quantitative 
research methods, this article focuses only on qualitative aspects associated with 
interviewing participants in order to extract narratives that fed into the creative 
development of the play’s script. It shows how persons living with HIV with little or no 
access to a ‘public’ can still have their voices heard through a creative script that is heavily 
informed by their ideas. The study forms part of an international Horizon 2020-funded 
research and innovation project called ‘Acting on the Margins: Arts as Social Sculpture’ 
(Grant agreement ID: 870621). As a result of changes made in the context of COVID-19 
restrictions, the production will pass through various successive iterations. This article 
discusses the initial stages of the study prior to any public performance in front of a 
general audience.

Keywords: HIV, stigmatisation, socially engaged arts, theatre

RESUMO

 Este artigo estuda como uma equipe de pesquisa acadêmica, uma entidade 
criativa, uma ONG e um grupo de participantes vivendo com VIH em Malta contribuíram, 
cada um, para a criação de uma produção teatral e um estudo que visa desafiar a 
estigmatização e a desinformação sobre o VIH. Enquanto o estudo completo integrou 
métodos de pesquisa qualitativos, baseados em artes e quantitativos, este artigo enfoca 
apenas os aspectos qualitativos associados à entrevista de participantes, a fim de extrair 
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Introduction

This article focuses on an arts-based project dealing with 
the stigma and discrimination experienced by persons 
living with HIV in Malta. The concept of stigma has been 
studied in many fields, ranging from medicine to sociology 
and psychology. In one of the most influential and early 
studies on the subject, stigma was defined as an undesired 
physical, mental, religious or other attribute that discredits 
that person in others’ eyes by setting him or her apart from 
whatever is considered to be the norm, to the extent that 
“the person with a stigma is not quite human” (Goffman, 
1986, p.5). In Malta, the effects of stigma on affected 
individuals and their families can be particularly strong, 
especially with certain attributes like mental illnesses (Agius, 
Falzon Aquilina, Pace & Grech, 2016).

The arts project was the pilot study in a series of creative 
experiments led by our research team at the Faculty of 
Education, University of Malta (UM), and forms part of a 
much broader, international Horizon 2020-funded research 
and innovation project called ‘Acting on the Margins: Arts 

as Social Sculpture’ (AMASS). AMASS is an arts-based action 
research project which uses multidisciplinary approaches 
to using the arts to mitigate societal challenges in different 
parts of Europe. For the pilot study, UM was supported 
by a creative enterprise called Culture Venture (CV) led by 
Toni Attard, a theatre director, actor, cultural and creative 
industry specialist, and a socio-political organisation 
called MGRM, the Malta LGBTIQ Rights Movement. Initial 
discussions with MGRM showed that a project like this 
could be very significant for people living with HIV because 
of persistent misinformation and prejudices about the 
virus and those who are affected by it. MGRM served as 
research partners for both UM and CV, helping out with 
advice about HIV, recruitment, ethical issues and even the 
interviewing process. This study, along with the creative 
team and MGRM, were approved by the University of Malta 
Faculty of Education Research Ethics Committee (FREC) that 
is responsible for institutional research and adherence of 
research studies to the national Research Code of Practice. 
Both MGRM and FREC’s reviewers demanded that the 
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narrativas que alimentaram o desenvolvimento criativo do roteiro da peça. Mostra como 
as pessoas que vivem com VIH com pouco ou nenhum acesso ao “público” ainda podem 
ter suas vozes ouvidas por meio de um script criativo fortemente informado pelas suas 
ideias. O estudo faz parte de um projeto internacional de pesquisa e inovação financiado 
pelo Horizonte 2020 denominado ‘Agindo nas Margens: Artes como Escultura Social’ (ID 
do contrato de subvenção: 870621). Como resultado das alterações feitas no contexto 
das restrições do COVID-19, a produção passará por várias iterações sucessivas. Este 
artigo discute os estágios iniciais do estudo antes de qualquer apresentação pública para 
o público em geral.

Palavras-chave: HIV, estigmatização, artes para a transformação social, teatro

RESUMEN

 Este artículo estudia cómo un equipo de investigación académico, una entidad 
creativa, una ONG y un grupo de participantes que viven con el VIH en Malta contribuyeron 
cada uno a la creación de una producción teatral y un estudio destinado a desafiar la 
estigmatización y la desinformación sobre el VIH. Si bien el estudio completo integró 
métodos de investigación cualitativos, basados   en las artes y cuantitativos, este artículo 
se enfoca solo en los aspectos cualitativos asociados con las entrevistas a los participantes 
para extraer narrativas que alimentaron el desarrollo creativo del guión de la obra. Muestra 
cómo las personas que viven con el VIH y tienen poco o ningún acceso a un “público” aún 
pueden hacer oír su voz a través de un guión creativo que está fuertemente informado 
por sus ideas. El estudio forma parte de un proyecto internacional de investigación e 
innovación financiado por Horizonte 2020 llamado “Actuar en los márgenes: las artes 
como escultura social” (ID del acuerdo de subvención: 870621). Como resultado de los 
cambios realizados en el contexto de las restricciones de COVID-19, la producción pasará 
por varias iteraciones sucesivas. Este artículo analiza las etapas iniciales del estudio antes 
de cualquier actuación pública frente a una audiencia general.

Keywords: VIH, estigmatización, artes socialmente comprometidas, teatro
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vulnerability of this group of participants required a very cautious approach that 
would not reveal the interviewees’ identity.

Some international research, particularly in contexts with a high prevalence rate like 
South Africa, shows that participatory, arts-based methodologies can strengthen 
one’s sense of self-efficacy, contributing to the development of peer education 
interventions that could lead to HIV prevention (Wood, 2012). Besides, artists working 
in photography, community art activism and other visual strategies can help to raise 
awareness, obtain international support and challenge prejudices surrounding HIV 
(Coombes, 2019). In the United States, photovoice has been used as a method of 
inquiry to study issues of identity and community and help to raise awareness and 
initiate policy change in relation to persons living with HIV (Rhodes, Hergenrather, 
Wilkin & Jolly, 2008) and to explore ethical challenges related to photography 
experienced by women living with HIV/AIDS (Teti, Murray, Johnson & Binson, 2012). 
In yet another research pilot study that used interactive theatre to educate young 
people about sexual health, adapted for testing in the Southern USA, Lightfoot, 
Taboada, Taggart, Tran, & Burtaine (2015) found that adolescents lacked information 
about STIs. At post-test, the researchers found statistically significant increases in 
participants’ HIV knowledge as well as changes in attitudes and awareness.

In Malta, while studies of people’s perceptions about HIV infection have existed 
since at least the 1990s, there has been no known research about socially engaged 
artistic practices, HIV and stigmatisation. The pilot study conducted by UM and CV, 
therefore, appears to be the first of its kind in the country.

In view of this, one of the main objectives of the pilot study was to create a 
theatrical production directed by CV that would serve to challenge stigmatisation 
and misinformation about HIV through the arts. The global pandemic in 2020 led to 
some changes in plans, and it was decided that an online rehearsed reading would 
replace a planned public performance in November 2020. Nevertheless, a public 
performance with a modified script is still planned for 2021, and the central research 
question remains unchanged. Specifically, the study explores the following research 
questions: How can theatre advocate for the rights of persons living with HIV? 

Research Methods and Ethical Issues

Data collection tools developed by the UM team combined arts-based and qualitative 
or participatory methods in combination with additional quantitative methods. 
While we acknowledged that this mixed approach could make the research process 
and data integration more complex, the intention behind using mixed methods was 
to draw on the strengths of different perspectives and explore issues related to 
HIV and the effectiveness of social engagement in the arts. Moreover, we believe 
that the layering of data emerging from different strategies is a more effective way 
of understanding the sense of otherness faced by some groups; hence, studying 
participation in the arts through different lenses allows researchers to better 
understand why “vulnerable and marginalised people are treated as if they inhabit a 
separate space in society” (Arts Council England, 2010, p.15).

Nevertheless, given the stigma associated with the subject and accompanying difficulty 
of accessing persons living with HIV, qualitative and arts-based methods were primary 
data collection methods for this study and will provide us with the focus of this article. 
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In preparation for the research, the UM research team had 
several meetings with MGRM, who stressed that it they 
should administer the interviews themselves and forward 
the data after anonymising it. While persons living with 
HIV in Malta contacted by MGRM also requested complete 
anonymity due to the stigma associated with their condition, 
they wanted their story to be told in a positive way, to portray 
the reality of living a normal life with their medications. They 
wanted the public to understand that their condition was 
under control, and to ultimately treat them as human beings 
worthy of respect. 

The data was collected from a small sample of persons 
living with HIV recruited by MGRM and the interviews were 
conducted by professional counsellors since the potential 
vulnerability of the participants required a cautious 
approach to the collection of sensitive data. The counsellors 
were employed in order to protect the identities of 
participants, so UM team members and artists did not meet 
the interviewees. Interviews were held with five members 
of HIV Malta within MGRM who are currently living with HIV 
and were then transcribed by the counsellors. The interviews 
were recorded with altered voices to ensure the anonymity 
of the participants. The interviewers also functioned as 
potential counsellors to the participants, ready to assist 
should any participant require it. MGRM’s Rainbow Support 
Service was also available to them as a further safety net.

While the co-creative process was determined by the 
ethical requirements of anonymity and confidentiality, the 
mixed research methods allowed for the integration of 
interviewees’ stories in the script and their participation in 
the post-assessment survey. This strategy was developed to 
avoid superficial forms of citizen participation as outlined 
in Arnstein’s two lower groups of rungs in her ‘Ladder of 
Participation’, defined as nonparticipation and tokenism 
(1969). The level of involvement in UM’s project with 
persons living with HIV corresponds roughly with that of 
‘active engagement’ in Tiller’s spectrum of participatory 
performing arts practice, exemplified by performances that 
draw “on stories/lives of a particular group but performed 
by professionals” (Tiller, 2014, p.8). 

While this participatory approach is milder than more direct 
processes in which participants take their own decisions 
and implement them creatively, it should be noted that 
ethical considerations were particularly challenging in this 
pilot study due to the sensitivity of the topic. According 
to the previously agreed and approved research plan, all 
participants were informed that the interviews would 
serve as a base for the development of an anonymized 
theatrical production related to the stigma of people living 

with HIV in order to present factual information about HIV 
and in this way promote social inclusion of people affected 
by this condition. The participants were also informed 
that anonymized results of this study would be published 
in the form of a research report and journal articles to 
increase awareness of HIV -related issues and, in this way, 
additionally support people affected with this condition. 
In order to allow for further participation in the creative 
process, the participants were included in the evaluation of 
the draft script, held during a rehearsal.

In a very real way, the insistence on anonymity highlights 
the fact that living with HIV in Malta is still a very personal 
matter, with little, if any, open communication between 
different persons living with this condition. This problem 
has also been underlined by Checkpoint Malta, an NGO 
launched in 2019 to raise awareness and address the 
stigma surrounding HIV (Arena, 2019). The NGO’s president, 
Christian Jung, a Danish HIV activist and also an actor by 
profession, was the only person living with HIV who was 
eager to take part in the whole process and actually perform 
in the play. Christian was also an important source of 
information throughout the creative process and confirmed 
many stories collected from interviewees.

From interview transcripts to script

The interviews served as a research base for the creative 
development of the play’s script. Questions used in 
the interview protocol requested information about 
participants’ experience of living with HIV and how this 
affected their social relations, daily activities, education 
and work. The interviews also provided the creative team 
with information about support groups and stigma that 
interviewees experienced, as well as their views on artistic 
works that deal with HIV. 

Simon Bartolo, a full-time writer and director, wrote the 
script for the play, and it was decided that the play would 
be called ‘NSFW’ (Not Safe For Work). The research data 
(interview transcripts and audio recordings) allowed 
Bartolo to listen to the concerns, wishes and stories of the 
interviewees. He had to work within certain parameters; 
there could only be 6 actors due to budget restrictions but 
he felt this actually helped his creative process. Bartolo 
decided to have 6 characters only as he did not want actors 
to play multiple roles. Originally, the director and writer had 
considered creating a verbatim theatre piece. The Verbatim 
theatre genre, a subcategory of documentary theatre, is 
similar to documentary theatre, where the theatre maker 
explores events and themes through the words of the actual 
protagonists in life. Bartolo decided to discard the idea of 
making it a totally verbatim piece because this would have 
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limited the characters in the plot to only HIV infected characters. The genre he used 
was more like massaged verbatim (Valentine, 2009) as opposed to pure verbatim, that 
is, using verbatim techniques to create fiction and moulding the data around and into 
an invented narrative structure (Garcon, 2015).

Most of the interviewees were men, except for one woman, who was sixty years 
old and straight. Bartolo was struck by her extremely positive attitude to life and he 
loosely based Susan, one of the characters, on her interview. The characters created 
were not all people living with HIV; other characters were brought in to reflect the 
misinformation that still exists about this issue. The characters were written with the 
interviewees in mind and there are instances, even anecdotes, taken verbatim from 
the interviews even though most characters are fictitious. The cast for the play was 
selected by Toni Attard, who also directed it, and the group of six actors included a 
person living in Malta with HIV, Christian Jung. 

As has already been stated, Christian Jung and the interviewees’ most prominent 
wish was that the performance would portray their situation as positive. They 
were not after pity but wanted to show that one can live with HIV, that it is not 
all gloom and doom. Jung also advised on the use of the correct language to give 
the right information and perception of living with this condition. According to him, 
misconceptions about HIV are not only common among the general public, but of 
more concern is the fact that even young gay men are misinformed. This is what led 
Simon to create two young gay male characters, David and Axel, both of whom are 
promiscuous but are totally ignorant of the real consequences of HIV. At one point, 
Axel tells Marcus, who is HIV undetectable, that he could not possibly be infected 
because “You’d be in bed, you’d have... lesions and, and fever, and you’d be dying.”

The plot factors in most of the interview findings and information given by the 
interviewees about how they were infected. It presents the audience with themes like 
chemsex parties, drugs used, society’s misconceptions about persons living with HIV 
and the lack of information about treatment. The information that comes through the 
different characters in the theatre piece helps debunk common misconceptions and 
discusses how, by consistently taking their medication, people living with HIV are able 
to lower the amount of HIV in their bodies to undetectable levels. This means that, 
while undetectable, a person living with HIV can lead a normal life, is healthy and it 
is virtually impossible for him/her to transmit the virus during sexual relationships. It 
highlights the fact that it is not only society in general that has certain prejudices and 
misconceptions; the audience witnesses the misconceptions and fears that young 
gay people have even as they are engaged in high-risk behaviours experimenting 
with drugs and sex. 

The plot structures action and emotion to make the audience go through a variety of 
emotions like tension, fear, frustration and balances these with comic relief mainly 
through Susan’s character. As the story unfolds, emotion adds dimension, and 
the audience empathises with the characters. Theatre is shown to be a means of 
penetrating through the shell of the audience’s ease, engaging the audience through 
emotion or critical reflection or both (Gatt, 2020).
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Listening to the audience

After a change in plans caused by the pandemic, the play was 
piloted as a rehearsed reading on Zoom with an audience 
of around 40 persons. The audience consisted of a mixture 
of theatre practitioners, academics, MGRM members and 
other participants involved in the research study. The 
reading was followed by a discussion, during which several 
members of the audience debated various artistic and HIV-
related aspects of the script. During the discussion most of 
the people in the audience said they felt highly emotional. 
There were some who spoke positively about it, especially 
the sudden twist at the end. However, the main feedback, 
especially from the activists, was an insistence that the 
ending had to be changed. In the last scene of the play’s first 
version, David and Edwin, an older man he met on Grindr, 
find out, much to their distress, that they are father and 
son. Several activists argued that this shed a negative light 
on gay men, perpetrating harmful stereotypical notions 
about homosexuals being paedophiles or that they would 
be involved in incest. 

This reaction from the invited audience came as a surprise 
to the author and the director. The twist at the end was 
intentional; the idea was that there are worse things than 
HIV which one can live with when treated. Neither realised 
that a relatively young audience would perceive it as so 
shocking. This discussion about the plot led the scriptwriter 
and director to review the script, creating a different ending 
and even a different title. The play’s new title became  
Il-Pożittivi (The Positives), which brings together a literal 
reference to the condition of being HIV positive and the 
positivity that interviewees and Jung wanted to portray 
through the theatre production in order to challenge 
the stigma associated with HIV. In Malta, an additional 
meaning refers, with a measure of irony, to political rhetoric 
regularly bandied about by politicians in times of hardship, 
particularly during the COVID-19 saga.

The plan is to present this revised play to a larger audience 
during performances to be held at Valletta Campus Theatre 
(University of Malta) in 2021 and again in 2022, and conduct 
further research. Members of the audience will contribute 
with their views about the play and issues related to 
stigmatisation and misinformation in a paper and pencil 
survey. This involvement of the audience is in line with the 
co-creative philosophy of the project and with research 
conducted by the UM team (Vella & Pulè, 2021). 

A positive transformation?

This article is a brief commentary on an ongoing artistic 
action based on interviews, feedback received from the 
invited visitors and various creative processes. This data 
set represents only a small portion of the data that we aim 
to collect during this comprehensive mixed methods study 
which is conceptualized as a critical and dialogical mixed 
methods study that integrates qualitative and quantitative 
findings from mixed methods studies conducted by 
researchers with different methodological orientations 
(Taylor & Raykov, 2020). Such results will be presented in a 
final research report upon completion of the entire study. To 
date, collected survey data indicate that visitors are highly 
interested in contributing to the promotion of rights of 
persons affected by HIV, contributing to the community, and 
learning more about HIV-related issues. One of the main 
preliminary findings of this study is that most of those who 
attended online reading have high expectations of socially 
engaged art. Also, most participants evaluated this form 
of socially engaged art quite positively after attending the 
online reading. This could be explained by the fact that many 
members of the online audience were theatre practitioners.

The play was generally well-received on social media. 
On Facebook, it was publicized by different entities and 
individuals, including MGRM, Culture Venture and Spazju 
Kreattiv, and posts disseminating information about it were 
shared several times. Overall, the results from this pilot 
study demonstrate a very high level of expectations and 
significant potential of socially engaged arts to combat 
misinformation related to some issues that marginalized 
groups face. Experiences gained from this play and the 
sharing of the rehearsed readings with professionals in the 
field of theatre in Malta are also expected to help other 
actors develop artistic performances that advocate for the 
rights of persons living with HIV, which was one of this 
study’s objectives. 

It will be important to see how the actual performance of 
a revised script later in 2021 will affect people’s attitudes 
towards the topics under discussion as well as perceptions 
towards the transformative possibilities of socially engaged 
arts. Hopefully, the very open discussion of ‘taboo’ topics 
like HIV and homosexuality in NSFW can help audiences and 
artistic practitioners in Malta engage more strongly with 
the othering of specific groups through remedial actions 
and socially engaged art forms. Besides, the possibility of 
having an audience that is significantly broader during 
performances might also impact findings because most 
persons attending the online reading in 2020 were theatre 
practitioners and/or MGRM members. 
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Finally, it will be important to study how different types of participation affect the 
impact of the arts on various societal challenges. The pilot study’s target group 
(persons living with HIV) participated only partially in the build-up towards the play’s 
script: by providing stories and attitudes that were integrated by the scriptwriter in 
his script and characters. Other testbed experiments planned by UM will be more 
directly participatory, and this could lead to significant comparative results about 
participatory arts projects and programmes in Malta.
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