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ABSTRACT

My research explores how individuals with mental illness express themselves online and off.
Through digital ethnography, including interviews with Instagram users and manual collection of
public content on Instagram, | have holistically examined the experience of mental illness as
expressed through social media. This user-centric approach reveals and addresses the limitations
of computational techniques, which my dissertation work will address by combining qualitative
methods with generative algorithms to explore new ‘ways of seeing’ mental illness. | will create
new tools enabling users to generate representations from their own posts in support of creating
new representations of mental illness, advancing algorithmic fairness, and confronting
technological forms of oppression online.
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Table 1: Research Questions

RQ1: How do individuals express their
subjective experience of living with mental
illness online?

RQ2: What role do researchers, designers,
and technological platforms play in the
oppression and further marginalization of
individuals with mental illness?

RQ3: How might we engage with
individuals with mental illness to design
anti-oppressive technology and create safe
and supportive spaces for sharing about
mental illness online?
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1 INTRODUCTION

Mental illness is a complex and varied component of everyday life for a significant number of
individuals. However, stigma against mental illness is prevalent in contemporary society and
impacts how people with mental illness document and share their personal experiences. The
increased societal use of Instagram and other social media platforms has created a rich space for
enabling the sharing of content related to mental illness. For example, many individuals use
Instagram to share personal experiences with mental illness, raise awareness, and seek community
support and belonging [13]. Instagram presents scholars opportunities to understand the practices,
attitudes, and everyday experiences of living with mental illness.

Prior work has addressed a broad range of topics, including self-disclosure [1], content
moderation [6], and content classification and behavioral prediction [7]. Oftentimes, this research
adopts a clinical stance toward mental illness, positioning those with mental illness as deviant or
otherwise divergent from societal norms, and perpetuating power dynamics traditionally grounded
in the patient-physician relationship. Findings from existing research are often used to inform
technological solutions aimed at restricting certain expressive practices (i.e., platform-level content
moderation practices that remove posts or user accounts) or predicting future user behaviors.
Though these solutions are ‘good’ for some, they may be unintentionally oppressive and harmful
for others.

In my research, | incorporate work examining the ethics of studying marginalized communities
[2]. Despite the potential of social media and online communities for empowerment and activism
[4], research suggests that marginalized communities face additional oppression and
marginalization online [11]. In my dissertation work, | examine and address the ways in which
social media platforms restrict expression and act as oppressive, controlling forces on individuals
with mental illness.

2 RESEARCH APPROACH AND METHODS

My approach involves foregrounding the online experience of living with mental illness. | draw
upon a variety of disciplines, including cultural studies, narrative research, and visual sociology, to
critically analyze data collected during digital ethnography (e.g., interviews and Instagram
content). Through qualitative examination of these data, | address the theoretical and cultural
underpinnings implicated in how scholars of human-computer interaction study and design for
mental illness. By calling upon social justice and design [10] and the anti-oppressive design
framework [12], | also approach research and design for good “as that which strives to end one or
more forms of oppression” [12], and attend to the ways in which marginalized communities
negotiate socially oppressive forces online.
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3 WORK TO DATE

My work has examined how individuals with mental illnesses [9], as well as individuals from other
marginalized groups (e.g., individuals with invisible disabilities [8]), share and express aspects of
their subjective experience online and off. The following studies address RQ1 and RQ2.

3.1 Study 1: Social ‘Recovery’ after Brain Injury

Traumatic brain injury (TBI) can lead to chronic health conditions that persist across the lifespan
and impact all facets of life. Recovery in this context implies a return to pre-injury levels of
functioning, many of which are assessed through clinically-defined outcome measures reliant on
life before injury as a baseline. Through interviews with survivors of TBI, as well as caretakers and
other social contacts, | found that a comparative pre-injury baseline neglects the complex, dynamic
process of social re-emergence [8]. Further, certain features of social media, such as Facebook’s
‘Memories’!, while good-intentioned, propagate comparative practices between pre- and post-
injury realities and identities that may be harmful or undesirable for survivors.

3.2 Study 2: Everyday Experiences with Mental IlIness

Drawing on digital ethnography, | examined how individuals express mental illness on Instagram. |
found that mental illness arises in the context of everyday life and that individuals must negotiate
how they share their experience online due to the ways that platform features and other users
exert control over content and modes of expression. These findings re-center the user by
prioritizing their interactional experience online over population-level approaches that generalize
findings at the expense of the individual. Technological designs (or ‘solutions’) to online
expressions of mental illness require this nuanced understanding of how individuals express
experiences with mental illness, react to the ways others interact with their content, and perceive
the impact of certain social and platform interactions.

3.3 Study 3: Computational Limitations to Mental Iliness

Drawing on the coded gaze [5], this study addresses theoretical assumptions underlying current
computational practices in data collection and analysis [9]. My findings demonstrate that different
aspects of mental illness (e.g., relapse, recovery) are difficult to distinguish for human analysts and
algorithms. The advantage of human analysts, however, lies in examining how meaning emerges
over time and is dependent on multiple interpretations of content. For example, posts do not
necessarily reflect an objective record of reality or truth. A post depicting self-injury may indicate
a user’s reflection on a past experience, rather than a current relationship to self-harm. Automated
content removal may be ineffective and dismissive of individual experience in these situations.

1 Previously called ‘On This Day’.
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4 FUTURE DISSERTATION WORK

In future work, | will combine qualitative methods with generative algorithms to explore new
‘ways of seeing’ mental illness [3]. Studies 4 and 5 explore RQ3.

4.1 Study 4: New ‘Ways of Seeing’ Mental llIness

By using generative machine learning techniques, the coded gaze can be transformed into a
mechanism for data exploration, rather than data prediction or classification. In this study, | will
use generative text and image algorithms to create new Instagram posts from content (e.g.,
thousands of posts) previously collected during digital ethnography. Combining this approach
with qualitative analysis, | will examine how these generated artifacts can reveal decisions that
may be taken for granted or hidden in computational analysis and inform new ways of
understanding mental illness.

4.2 Study 5: Personal Representations of Mental lliness

In this study, | will support individuals in creating new representations of themselves and their
experiences with mental illness by inputting their own social media content into the same
algorithms used in Study 4. Rather than using these novel self-representations as health metrics,
this study facilitates the creation of new forms of self-expression to extend work on algorithmic
transparency and to provide an opportunity to explore meaning-making and communicating the
lived experience of mental illness to others.

5 CURRENT AND EXPECTED CONTRIBUTIONS

My work makes two primary contributions. First, my dissertation research contributes to new
ways of representing mental illness for both researchers and users. Artifacts generated by
individuals with mental illness can provide new insights that inform future work, technology
design, and community participation. Second, my work contributes to algorithmic fairness and
transparency by exploring how generative algorithms can reveal biases and decisions in
computational techniques. By aligning notions of ‘good’ with anti-oppressive design, my work
invites conversations with researchers and designers regarding how technology platforms can
better provide safe and supportive spaces for those with mental illness.
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