
Figure 1: My Research Area.

Conducting HCI Research on Stigma

Juan F. Maestre
Indiana University
Bloomington, IN, USA
jmaestre@indiana.edu

ABSTRACT
My research area lies at the intersection of stigma, technology, and HCI research methods. In the
case of HIV, design of technology has focused on medication adherence and treatment management
and less on exploring how people living with HIV can cope with HIV-related stigma more directly
via the use of technology. Additionally, HCI research on HIV has relied on face-to-face studies. My
dissertation work thus focuses on two aspects: (1) HCI research conducted remotely via the Internet;
and (2) the design of technology that could help individuals cope with HIV-related stigma. My prior
work has already explored the first aspect. At the moment, I am planning a study that would involve
remote asynchronous and synchronous co-design workshops. There are several contributions of my
dissertation work. First, it provides insights, lessons, and best practices to conduct HCI research with
a stigmatized population remotely. Second, it explores the use of current technology to cope with
public HIV-related stigma; and, third, it explores the speculative design of technology that could help
people cope with HIV-related stigma more directly.
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OVERVIEW
Stigma is a social construct based on perceptions of visible or invisible marks or traits that discredit
or devalue individuals [6]. Yet, in order for stigma to occur, it is necessary that a particular trait
or condition be deemed as undesirable and/or discreditable within a particular social group [4, 12].
For example, people can be stigmatized – and thus be considered of less value than others – due to
differences in physical appearance (e.g., body disfigurement), disability (e.g., use of a wheelchair for
mobility), or occupation (e.g., trash collectors or sex workers). Other personal traits can be the target
of stigma as well such as sexual orientation, ethnicity, health conditions, professional status, etc.

Table 1: Aims of Dissertation Research

Aim 1: Identify how to conduct HCI researchwith
people living with HIV remotely. Most HCI re-
search conducted with people living with HIV has been
done in face-to-face settings. Access, rapport and re-
cruitment of people living with HIV has been done
mostly with the help of clinics, charities, and commu-
nity groups. These strategies have allowed researchers
to recruit a rather limited number of participants as it
is often more difficult to recruit people for an in-person
study due to the stigmatizing nature of HIV. Conse-
quently, researchers from the social sciences have been
recruiting and collecting data from a higher number of
participants on the Internet via the use of web-based in-
struments such as anonymous online surveys. It would
be important then to explore methods to conduct HCI
research with people living with HIV in online settings
while protecting their confidentiality and privacy.

Aim 2: Identify the use of current technology
to cope with public HIV-related stigma. Self-
disclosure or non-disclosure of HIV status as well as
peer support are common coping strategies against
public HIV-related stigma. HCI research on HIV has
already reported on the benefits of the use of technol-
ogy to aid with medication adherence. Yet, the use of
existing technologies to aid with coping strategies for
public HIV-related stigma at the individual level has
been less explored.

Aim 3: Design customized technology for public
HIV-related stigma. Technological interventions for
HIVmanagement are yielding promising results and are
already showing that they could potentially improve
the health and well-being of people living with HIV. Yet,
these interventions have focused mainly on medication
adherence and treatment management rather than on
helping people cope with public HIV-related stigma.

My research area lies at the intersection of stigma, technology, and HCI research methods (Fig. 1).
In particular, I have been exploring the impact of the stigma related to living with the Human Immun-
odeficiency Virus (HIV) -known as HIV-related stigma- in marginalized and vulnerable populations in
both the LGBTQ+ community as well as in the general public. Public or societal HIV-related stigma
can have a detrimental impact on an individual’s physical and psychological health in the forms
of isolation, depression, discrimination, and violence [4, 15]. Furthermore, it can hinder prevention
efforts as well as access and adherence to proper HIV care and treatment [3, 13].

There is vast work in the HCI and CSCW fields that have worked with people living with chronic
conditions or under conditions that are stigmatized. For instance, researchers have worked with people
living with eating disorders, depression, homelessness, etc. Yet, most of this work has not focused
on helping individuals cope with stigma specifically. Recent work, however, has been paying more
attention on the role of technology can have in helping people cope with the negative effects of stigma
more directly. For example, [14] looked at how a technology to report violent clients can help address
sex-work related stigma by empowering women and by changing negative perceptions towards sex
work at a public level. [1, 2] looked at how mutual self-disclosure on social media allow women who
have experienced pregnancy loss cope with the associated stigma via sharing their experiences that
would normalize pregnancy loss and thus minimize the associated stigma.

In the case of HIV, design of technology has focused on medication adherence (e.g., alarms or
reminders to take medication) and treatment management (e.g., viral load, appointments) and less on
helping people cope with HIV-related stigma more directly. In addition, most of the work has relied
on face-to-face studies in order to conduct research using methods that are commonly used in HCI
research like photo elicitation, vignettes, and co-design workshops.

AIMS AND RESEARCH QUESTIONS
Consequently, during my research I have been addressing two key aspects regarding the study and
design of technological interventions for people living with HIV. The first aspect involves the reliance
of in-person instrumentation to access and collect data for the design of technological interventions.



Table 2: Aims and ResearchQuestions

AIM 1: Identify how to conduct HCI research with people living with HIV remotely

R.Q.1 How do we gain access and build rapport with people living with HIV for HCI research conducted in-person and online?
R.Q.2. What are the differences/similarities of gaining access and rapport with people living with HIV between in-person and online settings?
R.Q.3. How can we conduct HCI research with people living with HIV in an online setting?
R.Q.4. What are HCI methods that are conducive to more participation and engagement in an online setting?
R.Q.5. What are the ethical considerations when conducting HCI research with people living with HIV in online settings?

AIM 2: Identify the use of current technology to cope with public HIV-related stigma

R.Q.6 How is existing technology currently being adapted to cope with public HIV-related stigma?
R.Q.7. What are the limitations of current technology in order to help people cope with public HIV-related stigma?

AIM 3: Design customized technology for public HIV-related stigma

R.Q.8 How can we design technological interventions to aid coping strategies for public HIV-related stigma at the individual level?
R.Q.9. How can we co-design technological interventions with people living with HIV remotely?
R.Q.10. What are the differences/similarities between synchronous and asynchronous remote co-design with people living with HIV?

The second aspect derives from a lack of research on the design of technological interventions that
address public HIV-related stigma in a more direct way. In this sense, my dissertation work focuses on
exploring (1) the remote access to a stigmatized population and use of remote HCI methods for data
collection; and (2) the design of technology that could help people cope with HIV-related stigma more
directly. Table 1 provides more detail about the research aims that have been moving my research
forward based on the key aspects mentioned above. Table 2 shows the research questions under each
of these aims.

In the following section of ’Prior Work’, I describe the work that I have completed in order to answer
the research questions under aims 1 and 2. In the section of ’Work in Progress’, I describe a research
study that I plan to conduct to complete my dissertation research and that would address research
questions under aim 3.

PRIORWORK
In order to address the questions under research aims 1 and 2, I have completed studies [10] and
[9] on how to access and conduct HCI research with people living with HIV remotely. I employed
the Asynchronous Remote Communities (ARC) method [7] (Fig. 2). In this work we found that the
ARC method proved helpful at recruiting and encouraging participation and engagement [9, 10]. We



deployed a series of activities that could be completed asynchronously on a weekly basis. The activities
ranged from filling out online surveys, to giving feedback to an interactive prototype, to engaging
in discussions around researcher-generated vignettes as well as photographs shared by participants.
We could identify that the activities that encouraged more engagement and participation were those
which included artifacts that could elicit discussion among participants [9, 10]. We also provided a
series of lessons and best practices when conducting remote research with a stigmatized population
that range from informed consent to data collection in [9].

Figure 2: The ARC method consists of
weekly activities completed remotely in
an online group.

Figure 3: A series of co-design workshops
would allow broad ideation at the begin-
ning (1), iterations on a more flushed-out
prototype with the aid of customized en-
visioning cards [5] in the middle (2), and
an evaluation of the final prototype at the
end (3).

Data collected from these studies has allowed me to address the research questions under aim 2
that ask about the way people living with HIV use current technology to cope with HIV-related stigma
in their lives. In addition, I led and organized a CSCW workshop in 2018 [8] and helped organize
another workshop for PervasiveHealth in the same year [11]. During these workshops, colleagues and
fellow researchers engaged in discussion on the ethical considerations of working with stigmatized,
vulnerable and marginalized populations. My stand is that people living with HIV deserve respect
and social justice. Ultimately, my research would raise the voice of participants and challenge the
status quo.

WORK IN PROGRESS
In order to address the research questions under aim 3, my current dissertation research explores the
design of technology that could help people cope with the deleterious impact of HIV-related stigma
in their lives. I plan on using the ARC method again to conduct the co-design workshops remotely.
At the moment, I am designing and preparing the protocols and instrumentation for the workshops
based on findings from my prior work regarding the use of current technology to cope with public
HIV-related stigma.
The co-design study would involve a series of workshops that will allow the co-creation of design

concepts following a funnel model (Fig. 3). There would be three stages in the co-design process: (1)
the generative stage is focused on idea generation or brainstorming, (2) the iterative stage comprises
the design iteration applied to outcomes from the initial generative stage; and (3), the evaluative stage
involves the evaluation of a final researcher-generated prototype that would capture and reflect the
ideas and design iterations from the previous stages. In other words, the first stage of the workshop
would explore ideas broadly via brainstorming and imagining future technologies that could aid in
addressing public HIV-related stigma. The salient ideas and concepts generated in the first stage
would be iterated on during the following iterative stage until a final design is evaluated during the
third and last stage of the co-design process.

I plan on conducting these workshops remotely both synchronously via the ARC method (using a
secret Facebook group) and asynchronously via the use of a videoconference platform (i.e., Zoom).
Participants would be recruited via social media and online communities and assigned to either of



the synchronous or asynchronous formats. The ARC-based asynchronous workshop format would
last about 9 weeks, whereas the video-mediated synchronous workshop format may comprise three
2-hour workshops carried out a week apart from each other during a 5-week period. Both formats
would have the same stages mentioned earlier and would deploy the same activities. In both formats
a virtual whiteboard (i.e., Miro and/or Mural) would be used to brainstorm and give feedback to
prototype sketches.

EXPECTED CONTRIBUTIONS
• Lessons and best practices on how to conduct HCI research with people living with
HIV remotely. Addressing the research questions under aims 1 and 3 contributes to an ongoing
research on the challenges, lessons, and best practices of conducting HCI research with people
living with HIV remotely in an ethical way. They also allow to contrast the differences of con-
ducting research between in-person and online settings for the purposes of access, recruitment,
and data collection.

• Use of technology to cope with public HIV-related stigma. Addressing the research ques-
tions under aim 2 contributes to identifying how people living with HIV cope with public
HIV-related stigma via the use of current technology. Insights derived from these aims propose
design implications for current and future technology.

• Co-design methodology for remote settings. Addressing the research questions under aim
3, contributes to the exploration of a methodology for co-design workshops to be conducted
remotely. These insights will further inform about the protocols, artifacts, and tools that re-
searchers could conduct HCI research in situations when face-to-face interaction is challenging
or even impossible (e.g., when working with other stigmatized populations, or in the event of
a pandemic that requires social distancing measures!) Additionally, the findings and insights
from this analysis could further validate and generate lessons and best practices for using the
ARC method for co-design purposes.

• Prototypes of technology that could help people cope with public HIV-related stigma
at the individual level. Addressing the research questions under aim 3 will contribute with a
collection of design concepts and prototypes for technologies that could help people cope with
public HIV-related stigma if implemented. These concepts would also forward the discussion
on the role of technology in lessening the negative impact of stigma in people’s lives.
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