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Technologists are often motivated to do good in the world, laying out grand visions for how to
optimize systems, automate tedious tasks, and expand what is possible. However, these
innovations can create or exacerbate inequities, foregoing the needs of marginalized people in
favor of novelty for those who already enjoy certain advantages. This tradeoff between
innovation and fairness, however, is a false dichotomy. Through this dissertation, | argue how
technology designers can carefully consider the impacts on marginalized people and the harms
that can occur when systems are poorly designed, built, and evaluated and that, in turn, this
attention can actually drive innovation. To this end, this dissertation compiles together
queerness, health, and computing to develop a framework for designing health systems that
counters structural oppression. As | witness, a queer praxis expands the domains of health and
computing by confronting their respective and overlapping histories of mistreatment of

marginalized people, opening up new paths for co-development in research.

My investigation to accomplish this consists of two parts. First and more broadly, | outline an
approach to working with marginalized people in Human-Computer Interaction (HCI) research
by identifying four inherent tensions that researchers must attend to—exploitation, membership,

disclosure, and allyship. By discussing what makes each tension difficult as well as actions that



researchers can take to mitigate harms, | underscore the value of working with marginalization
in the face of complexity. | then apply these lessons of conducting HCI research with
marginalized people into a specific case study of co-designing a health technology for and with
trans and queer youth, known as Project Online Interactive Sex Education Tool (OISET). Here, |
report on two studies that uncover crucial needs of this tool: first, high-level design needs
related to inclusion and safety, and second, privacy and security concerns and requisite design-

based mitigation strategies.

By connecting these two sections across multiple chapters, | exemplify how HCI researchers
can integrate intersectionally holistic conceptualizations, community-based participatory
values, and systems-level thinking into their own approaches and research contexts. Grounded
in this analysis, | build up to six commitments for HCI researchers invested in designing
sociotechnical systems for health equity. With these commitments in mind, | illuminate a path
forward and demonstrate that an equitable and liberatory future of technology development is

not only possible but within our reach.
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Chapter 1. Introduction

Health technologies provide an extensive range of services, tools, and resources for people who
can vary in their somatic, cultural, and sociotechnical needs. Ranging from pacemakers to
meditation mobile apps to artificial intelligence-based cancer screenings, these systems have
vastly improved our ability to diagnose, treat, and care for people’s health (Oudshoorn, 2020;
Savage, 2020). However, not all experiences with health are created equal. Health inequities
have been defined as “the systematic, avoidable and unfair differences in health outcomes" that
exist between people of different social groups and social positions, and pursuing health equity

means working to eliminate such disparities (Braveman, 2006; McCartney et al., 2019).

Technology design provides one pathway towards health equity, however researchers have
pointed out that sometimes these systems can do more harm than good if they are developed
recklessly (Benjamin, 2020; Veinot et al., 2018). In human-computer interaction (HCI) research,
scholars have pursued health equity through system design in various ways. Much work has
focused upon the equitable and enjoyable delivery of care for marginalized people (e.g., Khan et
al., 2023). For instance, Sabin et al. are developing a patient-provider tool that detects any
hidden provider biases and gives feedback on how to improve clinical interactions to improve
the healthcare experiences of Black, Indigenous People of Color and LGBTQ+ folks (Sabin et et
al., 2021). Further work has focused on community engagement for health activism. For
instance, Parker et al. have created tools for promoting healthy eating behaviors through
community relationality and empowering Black community members to be advocates for
change in their neighborhoods (Parker et al., 2012; Grimes et al., 2008). Dillahunt and colleagues
have additionally envisioned online tools to support disadvantaged job seekers (Dillahunt et al.,

2016; Dillahunt et al., 2019). These examples demonstrate the diverse ways that HCI



researchers have operationalized health equity, ranging from patient experiences to community
health, and the last example highlights the fact that employment, particularly in the United
States, is crucial in order to maintain one’s health. With this in mind, it is necessary when
working towards health equity to consider factors outside of clinical settings and consider the

widespread conditions that influence people’s experiences with their health.

Existing frameworks, such as the social determinants of health, reveal how inequities in health
experiences stem from conditions in a person’s context including their social and community
context, economic stability, access to and quality of education, access to and quality of
healthcare, and their neighborhood and built environment (Healthy People, 2030). In addition,
these models demonstrate how evaluating and providing the best healthcare requires an
expansion of how interventionists think of the patient, towards a comprehensive understanding
of both who they are as people and how they experience the world around them. Acknowledging
and accounting for social identities such as race, class, gender, sexuality, place, ability, and
more is one key component to this process, and doing so can help providers and researchers

recognize unique health needs.

Despite these revelations and health technology’s potential for impactful outcomes, research in
health and technology have long histories of exploiting and mistreating marginalized people.
Numerous examples uncover a dark lineage of research on marginalized people. In the Syphilis
Study at Tuskegee, for example, the Centers for Disease Control and Prevention and the United
States Public Health Service deceptively administered syphilis to and knowingly withheld
treatment from Black men of low socioeconomic status to understand how the disease affects
the body when left untreated (U.S. Centers for Disease Control and Prevention, 2019; Brandt,

1978). This experiment occurred for forty years and is widely considered to be one of the most



shameful examples of research misconduct (Katz et al., 2008). As a further example in
computing research, scholars have raised numerous ethical flags in the development of
automated facial recognition systems specifically used for gender- and sexuality-based
detection, raising concerns about outing trans and queer people and threats to their safety and
well-being (Wang & Kosinski, 2018; Keyes, 2018). Further, these harmful research practices for
research involving marginalized people are still ever-present. A recent study misgendered trans
women as “men who have sex with men”, thus overlooking a crucial detail that PrEP was less
effective for women in the trial who were using estrogen (Deutsch et al., 2015). As this example
demonstrates, researchers who fail to fully understand the complexity of people’s needs and
conditions—in this case, how trans women differ from men who have sex with men—can go on

to make inaccurate and dangerous claims.

In response, scholars have specifically called for greater involvement of trans communities in
research about trans people (Scheim et al., 2019; Minalga et al., 2022). As Minalga and their co-
authors write, “transgender people urgently need research that results in meaningful progress for
our communities. We declare that research on transgender people must benefit transgender
people” (Minalga et al., 2022). To this end, design-based methods offer a counter-strategy to
research on, for, and about those who face disparities in their health experiences due to social
positions, including trans and queer people. In particular, community-based participatory
research (CBPR) and participatory design (PD) transform research paradigms towards working
with those who are directly affected by these health interventions (Israel et al., 2001; Weinstein
et al., 2023). Community-based efforts have led to the creation of resources that serve to
advance the state of trans health research. Specifically, Appenroth, Davids, Feuer, Kgositau, and
Mugo developed a data manifesto for HIV prevention research with trans and gender-diverse

(TGD) people (Appenroth et al., 2021). In doing so, they point out that “the historic failure to



conduct meaningful HIV prevention research with TGD populations is yet another act of
systemic and institutionalized violence against TGD people. It exacerbates the very health
disparities that the HIV field has committed to addressing.” In HCI, researchers have taken up
calls to integrate community-collaborative approaches into their own practices (Cooper et al.,
2022; Harrington et al., 2019). Similar to health research, partnering with communities who are
marginalized and commonly left out of research has robust benefits to technology design,

particularly by building systems that avoid reinforcing stigma, bias, and systemic oppression.

United by the advantages of integrating these community-based approaches, this dissertation
brings together these two domains to explore how to work towards strengthening equity
through the co-development of health technologies. While there are opportunities to extrapolate
the lessons developed through this work more widely, | specifically explore trans and queer
health and how designers can develop health technologies for trans and queer health justice

through community-based systems design.

1.1 Trans and Queer Health Equity

There has been a recent push to investigate the health experiences and needs specific to
LGBTQIA+ people (Dean et al., 2000; Healthy People, 2010; Mayer et al., 2008). Due to stigma,
discrimination, violence, and other community and structural factors, transgender (trans) and
queer people experience critical sexual health disparities (Crosby et al., 2018; Reisnet et al.,
2016; McCann et al., 2018; Clark et al., 2017; Reisner et al., 2015; Baral et al., 2013; Garofalo et
al., 2006; Turner et al., 2017; Wilson et al., 2010; Veale et al., 2016; Kussin-Shoptaw et al., 2017).
Trans and queer youth across the gender spectrum report high rates of sexual risk factors
including inconsistent or non-condom use with vaginal and anal sex, and sex under the

influence of drugs or alcohol. As a consequence trans and queer people can experience



disproportionately high rates of sexually transmitted infections (STIs) compared to cisgender
people (Crosby et al., 2018; Clark et al., 2017; Reisner et al., 2015; Baral et al., 2013; Garofalo et
al., 2006; Turner et al., 2017; Wilson et al., 2010). These risks are highly affected by social and
environmental factors. Trans and queer youth also experience nine forms of violence more
often than cisgender peers including intimate partner violence and unwanted sexual contact
(Dank et al., 2014; Whitton et al., 2016; Grant et al., 2011; Griner et al., 2020; Reuter et al., 2017,
Sterzing et al., 2017). Violence exposures contribute to STl and other sexual risks and to critical
mental health outcomes such as depression, anxiety, post-traumatic stress, and suicidality
(Reisner et al., 2017; Chakrapani et al., 2017; Smith et al., 2017; Kussin-Shoptaw et al., 2017).
Compounding these factors, trans and queer youth also experience gaps in care that can create
long-lasting negative effects from adolescent sexual health and relational outcomes. Trans and
queer people are less likely to be tested or receive standard-of-care treatments for STls
compared with peers due to transphobia/discrimination, stigma, and mistrust of healthcare
systems (Grant et al., 2011; Sharma et al., 2019; Gridley et al., 2016; Dowshen et al., 2017; Fisher
et al., 2017; Scheim et al., 2017). This increases the risk of serious health repercussions (e.g.,
life-threatening infections, infertility, adult mental health sequelae) and increases the likelihood
of acquisition of other STls (Reisner et al., 2016; Smith et al., 2017; Kussin-Shoptaw et al., 2017,

Chakrapani et al., 2017; Reuter et al., 2017; Whitton et al., 2016)."

In the face of such health inequities, sex education is one form of preventative healthcare that
provides an array of short-term and long-term benefits. A review of three decades of research
involving the efficacy of comprehensive sex-education identified several positive outcomes,

including an “appreciation of sexual diversity, dating and intimate partner violence prevention,

1 This paragraph was written as a collaborative effort with researchers from Seattle Children’s Research
Institute, UW Nursing, and SU Nursing.



development of healthy relationships, prevention of child sex abuse, improved social/emotional
learning, and increased media literacy” (Goldfarb & Lieberman, 2021). However, these potential
benefits of sex education can be entirely undermined by the quality of and barriers to access for
a comprehensive sex education. Many students across the United States lack access to
evidence-based sex education and instead receive a curriculum centered around abstinence,
which has been proven insufficient at reducing the negative health outcomes it purports to
address (Bleakley et al., 2006; Stanger-Hall & Hall, 2011). Furthermore, current educational and
clinical structures largely ignore trans and queer youths’ experiences (Elia & Eliason, 2010).
Trans and queer people have different needs than their cis-gender peers and have previously
characterized school-based sex education as inadequate and, at times, harmful (Haley et al.,
2019). As a consequence of this lack of information, they are at higher risk of several negative
health outcomes such as sexually transmitted infections (STIs) and experiencing violence in
romantic and sexual relationships (Brennan et al., 2012; Griner et al., 2017; Reuter et al., 2017).
Trans and queer youth deserve effective, assets-based, gender affirming sex education;
however, how to tailor and deliver this content through a human-centered approach is still an

open question.

1.2 Assembling health, queerness, and technology together

The usage and impacts of technology are interconnected with this holistic construction of queer
people’s health experiences. Given its prevalence in the contexts of both health and everyday
life, technology provides an effective mechanism for reaching more queer people, providing
personalized care, and addressing health inequities (Haimson et al., 2020; Beare & Stone, 2021).
Similar to care provisions, technology can be tailored to meet LGBTQIA+ people’s needs. For
example, Starks et al. explored how wearables can increase safety for trans people in the

physical world (Starks et al., 2019) and Haimson and colleagues identified how pre-2018 Tumblr



supported trans users by providing community and allowing for identity exploration (Haimson et
al., 2021). As these scholars have demonstrated, technologies that are built with queer

communities in mind are powerful tools for providing support and meaning.

Looking across the body of LGBTQIA+-centered research in CSCW and HCI, scholars have
focused on the social consequences of being queer online; however, there are opportunities to
examine technology’s impacts beyond the individual level and toward more communal and
structural contributions around health. Maestre et al. model this well by expanding the
traditional approach to designing technology for HIV that focuses on treatment management
and medical adherence to also account for the broader social landscape, public HIV-related
stigma, in design (Maestre et al., 2021). Emerging critical perspectives guide technologists in
considering health issues on several levels organized by “downstream” to “upstream” effects:
micro (e.g., psychosocial, behavioral, and biological factors), meso (e.g., living and working
conditions and social and community networks), and macro (e.g., socioeconomic and political
contexts and social hierarchies) (Veinot et al., 2019). Embracing social, economic, and cultural
factors when building technology for queer people’s health is a step in the right direction,
especially considering how technology can also be weaponized against queer people. For
instance, many LGBTQ+ people have reported instances of police luring Grindr users into in-
person meetups, only to arrest them upon arrival. Furthermore, Veinot et al.’s depiction of the
downstream to upstream health disparity ecosystem emphasizes the need for multiple
approaches for intervention. Maestre et al.’s findings support the need to supplement HIV
medication adherence with social services for people living with HIV so that they are better
prepared to handle stigma and social forces impressed upon them. As a result, this dissertation
positions “systems design” as an expansive approach that draws from not just information or

technological design but also design of policies, services, and organizations.



When thinking about providing healthcare to LGBTQ+ patients and addressing these existing
inequities, Mayer and colleagues recommend an examination of the histories of stigmatization,
cultural influences on healthcare experiences, and existing barriers that queer people face
(Mayer et al., 2008). Researchers can begin to establish queer-specific insights into these areas
by engaging in relational work with LGBTQIA+ communities, through participatory and/or
community-based methods (e.g., Delmonaco et al., 2020). These approaches can be especially
generative when working with youth by accounting for power imbalances through direct
engagement with a population that adults can too often speak on behalf of. One notable
example of this comes from Ghosh and colleagues, where youth shared how they felt about
their parents monitoring their online activity, revealing poor experiences with both the
surveillance tech and their parental relationships (Ghosh et al., 2018). Insights like these that
are derived directly from youth themselves can guide designers to create better experiences for

child users.

Recent work, however, has shown how researchers are capable of disrupting the equitable goals
inherent to both community-based participatory research (CBPR) and participatory design (PD)
by prioritizing their own needs over those of the participants, failing to account for power
differentials, and more (Harrington et al., 2019; Green, 2021). This leaves room for more
discussion on how to mindfully balance researchers' interests and positionalities in these

community engagements without perpetuating harms toward research participants.

1.3 Research Questions
Following a holistic approach, there are many opportunities to explore how queerness, health,

and technology come together. On their own, each area is rich with specific dilemmas and



demands, and combining them together can yield new, complex, and entangled lessons for how
researchers build systems for health equity. This dissertation is situated among emerging work
to accomplish just that as | delve into Project Online Interactive Sex Education Tool (OISET), a
series of studies centered around designing sex education resources for/with transgender and
queer youth. Through engagements with this work, | explore the following questions in this

dissertation:

RQ1: How can the design of an online interactive sex education tool support (or not

support) trans and queer youth with their health needs?

RQ2: What might we learn about designing sociotechnical systems for health equity

from designing a sex education tool for/with trans and queer youth?

To address RQ1, | report lessons from applying a human-centered design process to an OISET
for and with transgender and queer youth that outline the system'’s design needs, privacy and
security needs, and overlaps between the two. To address RQ2, | connect four tensions inherent

to HCI research with marginalized people that | previously developed to Project OISET.

1.4 Dissertation Contributions

My dissertation makes the following claims:
Designing technological interventions that promote trans and queer health equity
requires: 1) an understanding of how queer people’s holistic needs converge and diverge
among a range of experiences with marginalization and power, 2) intentional reflections

regarding researcher’'s own positionality and impact, and 3) recognition that



technological artifacts alone are insufficient at advancing structural change without

additional social support, systems thinking, and community engagement.

Through a study of HCI scholars’ approaches to research with marginalized people and a multi-
year project to design an online sex education resource for trans youth, | reflect on approaches
for designing health equity technologies that embrace reflexivity, counteract exploitation, and
build towards a more equitable future. This dissertation also contributes specific
considerations for the design of health equity technologies for trans and queer people, which
include designing safe and inclusive online experiences and proactively embedding privacy and
security protections. These considerations make up a holistic approach to health equity
systems design that engages participation of people directly impacted by these design
decisions, positions design as a component rather than a panacea for liberation, and looks

across multiple levels of power, domination, and resistance.

The following table summarizes each study’s research questions, methods, and contributions,
and how they relate to the dissertation’s greater claims. In particular, Chapter 3 provides a
theoretical framework and ethically-oriented methods for the following chapters. Chapter 4
identifies a range of design needs that trans and queer youth have for the development of a sex
education online tool, and Chapter 5 draws from participatory threat modeling to expand an

existing privacy-by-design framework for this context.

Study

Chapter 3: Embracing Four | Chapter 4: Designing an Chapter 5: Understanding
Tensions in HCI Research Online Sex Education Tool the Privacy and Security
with Marginalized People for Transgender and Queer | Needs of an OISET for
Youth Transgender and Queer
Youth

10




RQs 3a. How do HCl researchers [ 4a. How can the design of an | 5a. What are existing threats
engage in and reflect on online interactive sex that trans and queer youth
research with marginalized | education tool support (or face today? What
people? not support) tr'ans and queer constraints exist that limit

youth with their health - )
3b. How do HCl researchers | needs? our abilities to intervene?
see their research affecting What are current mitigation
participants, and how do 4b. How do trans and queer? | strategies that people use
they reflect youth prefer to receive sex to address these threats
on and adjust their practices | education-related and constraints?
as a result? information?
3c. How do HCl researchers | 4c. What role can design and 3b. What current design
engage in and reflect on technology play in patterns for trans/queer
research with marginalized | developing effective sex technologies exist that
people as it education resources for protect privacy and
affects researchers? trans and queer youth? security?
3d. How do the norms of the | 4d. How can we adapt
field of HCI affect current participatory design
marginalized people as methods to gain insight into
researchers and, further, difficult-to-discuss topics like
those researchers’ sexual health?
interactions with
participants?

Methods Qualitative surveys, Qualitative series of Qualitative focus groups
interviews, or both with 24 participatory focus groups, and interviews with people
HCI researchers, asynchronous remote who work at or volunteer at
located primarily in the communities (ARC), and co- | organizations that provide
United States design with trans and queer | services to trans and queer

youth youth
Co-Design sessions with
community advisory board
made up of trans and queer
youth ages 15-25
Contributions C3.1 Empirically, | show how | C4.7 Empirically, C5.1 Establishes holistic

current HCl researchers
navigate ethical
considerations when doing
research with marginalized
people.

identification of preferences
for how trans and queer
youth would like to receive
different sexual health-
related

privacy and security needs
of an online interactive sex
education tool by identifying
existing threats, constraints,
and mitigation strategies for

2 We have since updated our language to trans and queer to reflect the non-normative and open nature of
these identities, rather than solely highlighting the range of gender identities.
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C3.2 Theoretical
contributions involving four
tensions inherent to HCI
research with marginalized
people: exploitation,
membership, disclosure, and
allyship.

information and design
needs for an online sex
education resource for trans
and queer youth, and

C4.2 Novel methodological
approaches that can be used
to explore sensitive topics
with teens, including
combining in-person focus
groups with an online ARC
study, flexibility,
transparency, and co-design
principles

C4.3 Wireframes for an
OISET to support trans and
queer youth's sexual health
needs

protecting trans and queer
youth'’s privacy and security

C5.2 Connects HCI methods
with privacy-by-design
framework by extending
participatory threat-
modeling with trans and
queer youth and their
network and thereby
detailing elements of a
queer approach to privacy-
by-design

C5.3 Reviews current design
patterns for protecting trans
and queer youth privacy and
security and provides
wireframes for an OISET's
privacy and security settings

C5.4 Methodologically
extends participatory threat-
modeling with a trans and
queer youth community
advisory board and their
support network towards a
holistic understanding of
needs

Relation to
Dissertation

Establishes ethical
considerations and
theoretical framing around
four tensions for methods,
analysis, and study
decisions in future studies

Initializes an exploration into
the holistic sexual health
needs of trans and queer
youth by identifying both
design requirements and
additional considerations

Demonstrates how to
engage marginalized people
in the development of future
technologies through
participatory threat-
modeling with trans and
queer youth

Table 1. Three studies contributing to my dissertation.

1.5 Author Positionality

My epistemological stance towards research has evolved over time. | have sought to move

away from my positivist training and now follow an interpretivist form of inquiry that builds

knowledge, rather than one that sets out to prove it (Orlikowski & Baroudi, 1991). | value the co-

construction of knowledge with participants and emphasize the importance of sharing lived
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experiences as a conduit of knowledge. This is shown through our research questions that are
meant to explain a current variety of approaches to work with marginalized people in HCI
(summative) and inform the future of such research (formative) (Palen, 2014). | also have first-
hand experience with discrimination and harm based on my identities and my experiences with
technology. | also am made up of various, interweaving identities, some marginalized and
others that have granted me privileges that | cannot ignore. It is through this unique
combination of identities and understanding as both the oppressed and the oppressor that they

have pursued and carried out this work.

1.6 Dissertation Overview

My dissertation is organized in 6 chapters.

In Chapter 2, Related Work, | describe the theories, methods, and related literature that guide
this dissertation. | first situate my dissertation among existing bodies of work involving sex
education needs for trans people, LGBTQ youth online, and designing with youth through
participatory methods. Following this, | outline how Queer Theory, Design Justice, and

Intersectionality inform the methods and ethos of this dissertation.

In Chapter 3, | present a study focused on considerations for researchers who engage in HCI
research with marginalized people. In this study, we explored how HCI researchers reflected on
their work with marginalized people on three interactional axes: researcher to researcher,
researcher to participant, and HCI as a field to researchers to participants. Constructed through
qualitative engagements with 24 HCI researchers, | introduce four tensions inherent to this form
of research—exploitation, membership, disclosure, and allyship. | discuss ways to navigate and

embrace the paradoxical nature of each towards a more justice-oriented future of HCI research.
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This chapter establishes ethical considerations and theoretical framing around four tensions for

methods, analysis, and study decisions for the next two chapters.

Chapters 4 and 5 outline two studies from Project OISET, or Online Interactive Sex Education
Tool. In Chapter 4, Designing an Online Sex Education Tool for Transgender and Queer Youth,
| first describe an initial participatory design needs-assessment of an OISET with 19 youth in the
greater Seattle area. | report on the design-related findings specific to an OISET for trans and
gueer youth specifically around designing for safety and designing for inclusion. This study
initializes an exploration into the holistic sexual health needs of trans and queer youth by

identifying both design requirements and additional considerations for future systems design.

Next in Chapter 5, Understanding the Privacy and Security Needs of an OISET for Trans and
Queer Youth, | detail findings pertaining to a study focused on the privacy and security needs of
the OISET through participatory threat-modeling. By engaging with people who serve trans and
gueer youth in a variety of ways, | identify existing threats, constraints, and mitigation strategies
for protecting trans and queer youths’ data and subsequent safety. | further validate these
findings with a community advisory board made up of trans and queer youth from across the
United States. With this community advisory board, we co-designed wireframes to envision how
an OISET can address the needs presented throughout this study. Here, | demonstrate how to
engage marginalized people in the development of future technologies through participatory

threat-modeling with trans and queer youth.

In Chapter 6, Discussion, | connect the four tensions outlined in Chapter 3 to Project OISET.
Through this reflection, | demonstrate how | have taken these tensions into consideration and
integrated them into my research practices. In addition, | identify several commitments for

researchers and practitioners looking to engage in health equity research through community-
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based participatory research (CBPR), including commitments to intersectional inclusion, privacy
and security, systems thinking for health equity, reflexivity and positionality, impact, and

queerness.
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Chapter 2. Related Work

In this chapter, | summarize related work in three areas as well as theoretical foundations that
inspire my research. | first outline previous findings related to sex education needs for trans
youth. Next, | discuss scholarship on the online experiences of LGBTQ youth. Third, | review
participatory methods when designing with youth including participatory design and
community-based participatory research. | then summarize theories that | draw upon to

understand social power dynamics: queer theory, systems of oppression, and intersectionality.

2.1 Sex Education Needs for Transgender Youth

Trans youth—people ages 12 to 21 years old who do not feel like their sex assigned at birth
accurately captures who they are—have unique sexual health needs (Olson-Kennedy et al.,
2016). As others have noted, sexual health for trans youth is more than just sexual behavior; it
encompasses internal and social dynamics such as challenges with body image, sexual
anatomy, gender dysphoria, disclosing gender to a partner, and communicating with a sexual

and/or romantic partner (Olson-Kennedy et al., 2016).

Despite the clear need for tailored, gender-affirming sex education resources for trans youth,
only a few studies have explored the specific sexual health requirements of this group. In a
2019 study, Haley et al. revealed two key insights in regard to what sexual health information
genderdiverse youth look for and where they get such knowledge (Haley et al., 2019). First, they
report that trans and non-binary youth commonly receive sexual health information from their
schools, healthcare providers, peers, romantic partners, and online sources, but the first two
sources are limited due to irrelevant curriculum and varying quality of interactions with
providers (including experiences that can be ignorant or even harmful). Second, they surfaced

eight sexual health content needs described by trans youth: puberty-related gender dysphoria,
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non-medical gender-affirming interventions, medical gender-affirming interventions, consent
and relationships, sex and desire, sexually transmitted infection prevention, fertility and
contraception, and healthcare access. Delmonaco and colleagues built upon these findings to
identify three health care topics that LGBTQ+ youth wanted in an online website, resources for
mental health, sexual health, and navigating services (e.g., health insurance, finding inclusive

providers) (Delmonaco et al., 2022).

Researchers have also identified several tensions in providing sexual and reproductive health
content for trans and queer youth (Andrzejewski et al., 2020). Uncovered through a review of
thirty-two existing sexual and reproductive health sites, the use of aggregate terms elides
important nuances of specific experiences. For instance, sexual and gender minority as a
category does not fully reveal the sexual and reproductive health needs of a female-to-male
trans person. Further, online platforms balance messaging based on risk versus affirmation,
revealing the tensions between highlighting the importance of practicing specific health
behaviors to reduce risk and normalizing actions to diminish shame. Sexual and reproductive
health platforms also face difficulty in presenting information for trans and queer youth
specifically compared to knowledge for anyone generally. These results indicate that designers
of sexual and reproductive health platforms for trans and queer youth must consider how to
frame content—as in risk and affirmative and specific and general—and avoid conflating

aggregated groups and needs within the trans and queer umbrella.

2.2 LGBTQ Youth Online
To understand the changes happening in their bodies and how to navigate developing
sexualities and their social implications, many trans and queer teens go online to find

information (Schimmel-Bristow & Ahrens, 2018; Fox & Ralston, 2016). While some online
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resources can provide relevant information, many are often unvalidated, unmoderated, and
some also spread misinformation (Haley et al., 2019). Participants in one particular study
described a shared experience of finding a new sexual health resource only to realize that it was
encouraging gender dysphoria and projecting many values parroted by trans-exclusionary

radical feminists (TERFS) and other transphobic ideologies (Liang et al., 2020).

Despite their potential dangers, online spaces are also useful testing grounds for many trans
and queer youth, allowing them to explore their identities, seek information, and connect with
others (Faulkner & Lannutti, 2016; Fox & Ralston, 2016; Gridley et al., 2016; Mitchell et al., 2014;
Schimmel-Bristow et al., 2018). Haimson argues that Tumblr was a queer and trans technology
because it brought together themes vital to the queer and trans experience: “temporality,
openness, change, separation, realness, intersectionality, and erotics” (Haimson et al., 2021, pg
354). Haimson et al. expands upon this further by stating that “a trans technology must
embrace the materiality, multiplicity, fluidity, and ambiguity that lie at the heart of transgender
experiences” while also pointing out that a technology can embody all these values and still not

be designed for trans people (Haimson et al., 2021, pg 357).

Given research demonstrating that trans youth tend to use online spaces as resources, there is
ample opportunity to identify the design needs of such technologies and specific ways trans
and queer youth can digitally engage with sexual health topics. However, one overarching
barrier to bringing more youth online to learn about sexual health are the organizational and
legal policies that can prevent queer users from ever accessing this content. At the platform
level, the policy changes to Tumblr's move towards “a better, more positive Tumblr” equated to
banning all “adult” content, a move that impacted sex workers, artists, and queer and trans

users (Craven, 2018; Haimson et al., 2021). Instagram has a similar history of censoring and
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suppressing any content that even suggests sexuality, a move that has impacted many queer
users and artists (Joseph, 2019; Noronha, 2019). There has also been a global governmental
push to restrict online content including the Digital Economy Act from the United Kingdom,
FOSTA-SESTA from the United States, and the Online Safety Bill in Australia (Badge, 2021;
Romano, 2018). A common thread throughout these legislations is the regulation of sexually
suggestive content through the guise of online safety, which calls for questioning who gets to
feel safe and who does not. Embedded across many of these calls for safety are paternalistic
urges to protect youth from ideas and impulses that can lead to “dangerous” outcomes.
However, in writing about the online, social lives of teens today, danah boyd points out how
these sheltering tactics can actually hinder youth from forming their own opinions about the
world around them and their own identities (boyd, 2014). Following this line of thinking, and as
other scholars have pointed out in the past, adults are quick to shield youth from the
complexities of the world, determining what is and is not appropriate for youth on their behalf.
And yet, boyd suggests that teenagers have and will continue to find a way to learn from the

online worlds, regardless of the barriers we place in front of them.

Furthermore, experts in youth and their online privacy actually frame navigating online safety as
part of the developmental and growth process. Similar to the arguments against abstinence-
based sex education, these scholars agree that a total prevention of “risky experiences” is both
unrealistic and can actually hinder the possibility of positive outcomes. In this case, Wisniewski
and colleagues have found that exposure to lower risk online experiences can “develop crucial
interpersonal skills, such as boundary setting, conflict resolution, and empathy” (Wisniewski et
al., 2016, pg 3919). Through this lens, designers of online experiences for youth should prioritize
resilience and guiding youth to be prepared for what they might encounter, rather than striving

for total control and prevention.
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Research examining the LGBTQ youth’s sexual health information needs have surfaced several
lessons and complications. In particular, Delmonaco and Haimson make a case for integrating
social media platforms into LGBTQ-specific sexual health information resources by showcasing
how social media sites, even those unrelated to sexual health, act as a starting point for sexual
health information seeking for LGBTQ youth (Delmonaco & Haimson, 2022). Passive encounters
with sexual health topics through platforms like YouTube, Tumblr, and fanfiction sites led to
more intentional online information seeking for sexual health guidance. The authors also point
out that social media is conducive to sharing lived experiences related to sexual health,
positioning it as an impactful lever towards current information seeking practices (Delmonaco &
Haimson, 2022). However, content moderation is an obstacle for social media-based sexual
health interventions. Online platforms have a long reported history of inequitable experiences
with content removal for marginalized people (Haimson et al., 2021; Haimson et al., 2021). Any
mention of trans experiences with sexual health can be marked as adult content and thus get
removed even if the subject matter is in accordance with platform guidelines (Haimson et al.,
2021). As such, new social media platforms must examine how they will handle moderation of

trans and queer content.

2.3 Designing with Youth through Participatory Methods

Given boyd’s point that youth are capable of forming their own opinions on their own, adults
should work with rather than against them. This concept can extend into the design of new
worlds; for example, through the technologies that youth interact with to the strategies for

addressing youth-specific health equity issues.
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Research with youth presents a unique set of challenges, such as access barriers and
communication struggles, but focus groups have proven to be one method for effectively
engaging with adolescents because they work to rebalance power dynamics, among other
reasons (Poole & Peyton, 2013). In both health and technology design, researchers have taken
up participatory and co-design methods (e.g., Metatla & Cullen, 2018; Pitt & Davis, 2017), with
some researchers developing and adapting their own techniques. For example, Walsh et al.
introduced Line Judging in which participants position themselves on a line drawn on the
ground to reflect their positive or negative preferences for an idea or topic (Walsh et al., 2013).
Line Judging allows participants to express opinions on a spectrum, spatially visualize their
choices, and explain to researchers their rationale for choosing their positions. Additionally,
Guha et al. presented the Mixing Ideas method for collaborative brainstorming (Guha et al.,
2004). These methods have been instrumental in developing insights into a wide array of topics
such as identity formation (Coenraad et al., 2019) and cyberbullying interventions (Ashktorab &

Vitak, 2016).

Researchers have also used participatory design methods to engage with marginalized youth
such as teens who are immigrants (Fisher et al., 2014), Syrian refugee youth (Fisher et al., 2016),
and Latina teens (Vacca, 2019). Participatory design methods are particularly impactful for the
ways they enrich the work and give youth a sense of belonging and empowerment through their
participation (Ryan et al., 2013). These methods have proven valuable in engaging with
marginalized youth because they highlight voices and perspectives typically left out of research
(Marcu et al., 2016). Scholars have further contextualized participatory design in youth-centered
design work. In particular, the Cooperative Inquiry method lays out four roles that children can
have in the design process—users, tester, informant, and design partner (Druin, 1999; Yip et al.,

2017). By contesting traditional roles between researcher/participant and adult/youth, everyone
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involved in the research and design process can then negotiate where and how they are
positioned. Through these values, researchers can have deeper engagements with youth

participants, opening up new funds of knowledge that stem directly from the youth themselves.

Community-based participatory research (CBPR) builds upon the practices and values found in
participatory design and works to transcend traditional participant-researcher power dynamics
towards a more collaborative and equitable partnership (Satcher, 2005; Rappaport et al., 2008;
Israel et al., 1998; Israel et al., 2003; Israel et al., 2017). Working as more than just a method and
more as a research orientation, Minkler defines CBPR as “a collaborative process that equitably
involves all partners in the research process and recognizes the unique strengths that each brings.
CBPR begins with a research topic of importance to the community with the aim of combining
knowledge and action for social change” (Minkler, 2004, pg 686; Wallerstein & Duran, 2006).
CBPR emphasizes mutuality in the research experience, which extends to how everyone
involved benefits, the relationships developed and sustained with communities, and the
embrace of co-learning together (Israel et al., 2010; Israel et sl., 2017). Because of this
intentional effort to work with communities towards generating solutions that work for them,
these methods elicit more sustainable, community-centered, and self-reliant outcomes
(Rappaport et al., 2008). Additionally, the method'’s investment in distributing power in the
research process is particularly important in addressing the academic research’s historically
exploitative relationship with other communities, including communities of color, low-income,
and trans and queer people (Minkler, 2004; Minker & Wallerstein, 2008; Gamble, 1997; Koster et
al., 2012). CBPR has been particularly successful in addressing health equity because of the
ways it works towards more systems-level interventions like policy changes (e.g., Freudenberg
et al., 2005; Minkler et al., 2008; Themba-Nixon et al., 2008; Vasquez et al., 2006; Vasquez et al.,

2007).
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However, CBPR is not without its own challenges, and despite a researcher’s best intentions to
be equitable in their methods, actually doing so is less clean and clear. To this end, Minkler
identifies a number of challenges to ethically carrying out CBPR methods: 1) actualizing a truly
“community-driven” agenda is difficult due to outside influences (e.g., a dissertation); 2) insider-
outsider tensions exist based on imbalances in benefits and resources; 3) internalized racism
and other forms of bias manifest despite a researchers’ best intentions; 4) unstable
conceptualizations of what “community” and “participation” entail; 5) unclear expectations for
the findings and outcomes (Minkler, 2004). An additional complexity to CBPR research is that
the needs of a community, project, and process are contextually-dependent; what might work in

one partnership might not uniformly transfer to another (Israel et al., 2017).

In HCI research, CBPR has become more widely adopted as researchers have taken up calls to
address equity and justice and shift focus from individuals to communities, leading to rich
insights into design-based community partnerships (Ogbonnaya-Ogburu et al., 2020;
Dombrowski et al., 2016; Cooper et al., 2022). In a systematic review of community-
collaborative approaches to computing research, Cooper and colleagues identified overlapping
tensions with those enumerated in the previous paragraph, namely around addressing mutual
benefits, sharing control of project directions, and establishing trustful and meaningful

relationships with community partners, among others (Cooper et al., 2022).

Building off traditions from PD and Action Research (Ghoshal & Bruckman, 2019; Hayes, 2011),
the conversation around participatory methods in HCI has recently undergone valuable
critiques. Focused on questions like “who gets to participate in design and computing research

and why?” scholars have highlighted the importance of better understanding communities that

23



HCI researchers partner with and how design might counter oppressive norms (Harrington et al.,
2019). In particular, Erete et al.’s “intersectional analysis of power” involves identifying a
community’s contextual histories of exploitation and violence and reforming how researchers
engage with communities accordingly (Erete et al., 2022). Doing so, as the authors point out,
challenges a design paradigm that values neutrality, whiteness, novelty, and capitalism (Erete et
al., 2022). Irani has uncovered how standardized design approaches, known as “design
thinking”, can actually uphold structures of oppression in the ways that it cherishes innovation
and profit (Irani, 2018). Harrington and coauthors have additionally distinguished how privilege
is engtangled in approaches to design thinking and call for deeper reflections on how

researchers can either continue and/or challenge cycles of oppression (Harrington et al., 2019).

Participatory methods, including PD and CBPR, have been impactful in involving young people in
the design of new youth-centered technologies, and these forms of engagements have led to
valuable insights into how young people want to experience technology. Ghosh and colleagues
have taken this up in their approach to understand childrens’ perceptions of parental control
apps, finding that teens valued having agency in their own online safety (Ghosh et al., 2018). As
scholars like Ghosh and Wisniewski have shown, engaging young people in the design process
can lead to more effective and relevant ways of addressing important matters like online safety
(Wisniewski et al., 2016; Wisniewski et al., 2017). There has additionally been recent work to
involve youth to develop online tools for mental health and minority stress (Bhattacharya et al.,
2019; Bauermeister et al., 2022). To this end, this previous body of work calls for more youth-
centered approaches that redistribute power towards youth in the design of their technological

futures, a challenge | take up in this dissertation.
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2.4 Theoretical Foundations

This work draws from three overlapping areas: queer theory, systems of oppression, and
intersectionality. Working from these theoretical foundations has shaped my overall
understanding of power and resistance from three different levels—individual, communal, and
structural (Collins, 2022; Combahee River Collective, 1983). My own theoretical stance stems
from a legacy of scholars of Black women, queer and trans people, people with disabilities, and

others with commitments to justice in both their research and activism.

2.4.1 Queer Theory

Queer Theory is grounded in foundations of queerness and sexuality, but it also provides insight
into social power dynamics at large. It is perhaps the ouroboros of theories, a snake swallowing
its own tail, in its paradoxical nature. Queer theory defies a clear definition, but being able to

reason through such complexity is what helps shed light upon the intricacies of social power.

Previous scholars have described queerness both as an identity category and a political stance
towards subjugation and resistance. Halperin characterizes queerness as “whatever is at odds
with the normal, the legimate, the dominant. There is nothing in particular to which it necessarily
refers. It is an identity without an essence” while Kemp adds that “Queer, if it names anything,
names a critical impulse that can never, must never, settle (Halperin, 1997; Kemp, 2009).
Building off of these conceptualizations, two principles that | have derived from the canon of
Queer Theory guide this dissertation as they help to reshape design practices: challenging and

expanding norms and promoting personal autonomy towards liberation.
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Principle 1: Challenging and Expanding Norms

Previous work has explored how challenging norms through a Queer Theory approach can
inform enactments of design thinking (Cox, 2018; Moeggenberg & Walton, 2019). Cox describes
a shift in pedagogical norms to embrace experiences that are culturally thought of as failures,
as he writes that "chaos, failure, and disruption are not only productive; they are desirable as a
permanent state” (Cox, 2018, pg 291). Here, Cox’s assertion about the productivity of failure is
reminiscent of Judith Halberstam’s own thesis on failure where she writes that “under certain
circumstances failing, losing, forgetting, unmaking, undoing, unbecoming, not knowing may in
fact offer more creative, more cooperative, more surprising ways of being in the world”
(Halberstam, 2011, pg 2-3). Moeggenberg and Walton additionally challenge the notion of time
by pointing out that common design thinking practices put forward time constraints that
designers do not have to be bound by (Moeggenberg & Walton, 2019). By reconsidering why
these time constraints exist, the authors argue that “one benefit to interrupting the typical
temporal performances of design thinking is that it helps us continue to maintain design goals
in service to the user” (Moeggenberg & Walton, 2019, pg 7). This way of thinking elucidates that
time constraints in design thinking are human-made and thus can be adjusted to fit the needs of

a specific project or community partner.

The principle of challenging norms can also lead to more expansive, fuller understandings of
human experiences which allows for more practical and effective design interventions. For
instance, there have been debates in CBPR work revolving around the question of what defines
a community? In an ideal sense, community signals political, experiential commonality, or a
sense of ‘home’. However, this line of thought makes assumptions of communal uniformity that
often does not exist in a way that can be counteractive. As Queer Theory scholar Nikki Sullivan

writes, “such a notion of community cannot tolerate difference” (Sullivan, 2003). Reorienting an
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understanding of community around what makes a group different from each other, rather than
identical, means that community is never a given or a guarantee. Instead, community is

something that is built and sustained with intention to work through differences.

As | wield the concept of community in my dissertation, | understand it from this Queer Theory
lens that shifts the focus onto difference and how the negotiation of such difference can
reshape community boundaries. This act of communal mediation aligns with the values
emphasized in an CBPR approach. Sullivan also writes that “community, in this sense, rather
than denying or covering over differences in the service of unity, is the experience of the
impossibility of communion, the experience of radical difference. [...] it is an unworking which
fractures the humanist myth of oneness and allows for the recognition of irreconcilable but
productive differences, and the debates generated in and through these” (Sullivan, 2003). Put
into design practice, researchers cannot assume that any community (e.g., trans and queer
people) coexist as one, fixed grouping with the same set of needs and design preferences. In
addition, Halberstam outlines how an expansive mindset “allows us to escape the punishing
norms that discipline behavior and manage human development” (Halberstam, 2011, pg 3).
Challenging norms calls for researchers to remain attentive to and explore nuance and allows
designers to be more accepting of and attuned to the messy and varied nature that make us

human.

Principle 2: Promoting Personal Autonomy Towards Liberation

Queer Theory is not limited to sexuality and sexual practices; it extends outwards into the social
dimensions of everyday life (Sullivan, 2003). As a whole, the project of Queer Theory works by
interrogating the political nature of sexuality to provide a gateway into wider conversations

around networks of power. Berlant and Warner write that a queer commentary on sexuality
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“sees intimate sex practices and affects as related not just to family, romance, or friendship but
also to the public world governing both policy and everyday life. [...] Queer commentary has tried
to challenge some major conditions of privacy, so that shame and the closet would be
understood no longer as isolation chambers but as the architecture of common culture”

(Berlant & Warner, 1995).

As such, a large body of work has focused on the fight for personal autonomy, taking on the
divisions between public and private spaces and what is socially permissible (Foucault, 1990;
Anderson, 2012; Berlant & Warner, 1998). Within this exchange there are debates over who has
power to govern, punish, and set standards for people. Here, bodies are both a site for political
power struggle and a place of resistance (Foucault et al., 2008). Jeffrey Weeks writes that “the
history of sexuality is inextricably intertwined with structures of power. [...] There are patterns of
domination, hierarchy, regulation, and multiple subjectivities and forms of agency — individual
and collective. Which is why sexuality, and its history, are always necessarily political” (Weeks,
2016, pg 3-4). Agency, then, is complicated by “the existence of multiple narratives” because
such variability makes governance difficult; thus, Weeks goes on to write that “sexuality is
inevitably and always enmeshed in the coils of power relations, but rejects overarching

determinants, and stresses the vivacity of collective and personal agency” (Weeks, 2016, pg 8).

In this dissertation, queerness is a destablizing concept used for identifying any norms and
assumptions found in the design process that prevent individual autonomy and impede paths
towards liberation. Much like Moeggenberg and Walton have questioned and pushed back on
time constraints of traditional design thinking, my dissertation works to first recognize
counterproductive norms and false binaries and then reform the conditions to better support

situational needs.
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2.4.2 Systems of Oppression and Design Justice

To first situate marginalization more broadly, we provide a brief overview of three
conceptualizations of systems of power. Each shows how a greater system of oppression is
made up of numerous, interlocking, hegemonic components (e.g., racism, homophobia,
transphobia). They further demonstrate that an individual’s power is uniquely made up of their
different identities and experiences that afford them privilege and/or discrimination and differ

from context to context.

Coloniality of Power. Introduced by decolonial scholar Anibal Quijano, the coloniality of power is
the basis for social classifications and social discriminations in modern Western society
(Quijano, 2000). While initially used to describe European colonialism in Latin America, the
concept has been applied to colonialism more globally. Scholars like Catherine Walsh have
explored social classifications based on differences of race, sex, gender, and who is considered
human versus non-human, among others (Lugones, 2007; Mignolo, 2016). As Mignolo points
out, this classification system can be understood as a matrix, as each category interweaves
social determinants of an individual’s place in society and how they are treated (Mignolo, 2016).
Like modern systems of oppression, the coloniality of power is not a natural occurrence, but a
human-made system of control and domination based on socially constructed categories. It is

also the basis for white supremacist social cultures and norms of today.

Axes of Oppression. In reflecting on their experience as an educator, Morgan created a grid to
visually represent a person’s intersecting axes of privilege, domination, and oppression. In this
grid, Morgan labels “domination” on the horizontal axis, “privilege” above, and “oppression/
resistance” below (Morgan, 1996, p.107). According to Morgan, each person (specifically, each

North American person) is positioned along specific axes that cross two quadrants, which
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include young to old, heterosexual to LGBTQ+, white to Black Minority Ethnic people,
Anglophones to English as additional language, and more. Morgan writes that “this point is
simultaneously a locus of our agency, power, disempowerment, oppression, and resistance”
and highlights the necessity for “both awareness and honesty with respect to our own

positioning on the various axes of this grid” (Morgan, 1996, p.107).

Matrix of Domination. Black feminist scholar Patricia Hill Collins introduced the matrix of
domination to describe how systems of race, class, and gender have worked together to shape
the lived experiences of Black women, while also noting that there are additional dimensions for
others (Collins, 2002). At the same time, individuals can face oppression and/or receive
benefits depending on their position in the matrix. Collins also identified three levels “as sites of
domination and as potential sites of resistance”: the personal, community, and institutional
levels (Collins, 2002, p. 557). In Design Justice: Community-Led Practices to Build the Worlds
we Need, Costanza-Chock contextualizes each level in design and different opportunities for
domination and/or resistance within design justice (Costanza-Chock, 2018). The personal level
in design justice, which refers to individual experiences that can be both freeing and controlling,
might manifest in how design decisions affect different people. The community level refers to
identifying groups of people who have shared experiences, and one instance is how platform
design can support some communities while putting down others. As an example, Costanza-
Chock cites Gillespie as she brings up Facebook’s inaction to take down “white nationalist”
posts, thereby assisting white nationalist groups at the expense of targets of the hate group
(Costanza-Chock, 2018; Gillespie, 2018). Costanza-Chock also identifies design institutions for
Hill’s third, institutional level, including funding agencies like the National Science Foundation or
the Department of Defense, academic institutions that teach designers, and companies like

Google, Apple, or Microsoft. These three frameworks—coloniality of power, the axes of
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oppression, and the matrix of domination—help to characterize how an individual’s position of
oppressor and oppressed can reproduce a larger system of domination. Hill suggests two ways
to resist domination: through individuals identifying how they reproduced domination
themselves based on their position on the matrix and by rejecting beliefs that further

oppression (Collins, 2002).

2.4.3 Intersectionality

Kimberlé Crenshaw has been historically recognized as the first to document intersectionality,
highlighting how people face additional dimensions of structural oppression specific to the
multiplicity of their marginalized identities (Crenshaw, 1991). Crenshaw described how a
system with a singular focus on race or gender erases those who have identities that intersect
between the two—Black women specifically—and excludes their experiences of oppression in
common pursuits of justice (Crenshaw, 1989). In HCI, intersectionality has become an
increasingly popular analytical tool for better understanding complex identities (Rankin &
Thomas, 2019). In particular, Schlesinger et al.’s introduction of Intersectional HCI calls for the
HCI community to collectively better attend to the array of identities both participants and
authors may hold (Schlesinger et al., 2017). Since its publication, several scholars have both
extended and critiqued HCI’s relationship with and use of intersectionality as an analytical lens.
Wong-Villacres et al. recommended extending the scope of intersectionality to go beyond
individual user identities and instead focus on “interacting processes” to better understand how
an individual’s identities are socially manifested (Wong-Villacres et al., 2018, p. 48). Further,
Rankin and Thomas call for “a cultural shift within the HCI community, one that goes beyond
intersectionality as a buzzword to instead embrace equity, inclusion, and social justice as the
new standard” (Rankin & Thomas, 2019, p. 64). Collins and Bilge challenge researchers to use

intersectionality as a way of understanding intersectional-minded awareness and practice,
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rather than getting entirely stopped by identity politics (Collins & Bilge, 2016). They write that
HCI's co-option of intersectionality is not only ahistorical in the ways it ignores how
conversations around intersectionality have long been about, for, and by Black and Brown
women, but also continues to ignore and discredit the role that Black women have played in
research. Finally, Erete et al. offered another approach to intersectional HCI research: adapting
research methods to better meet the needs of underserved communities and calling for better
attending to contextual differences, self-reflection, and embracing dissent in the research
process (Erete et al., 2018). Keeping these points in mind, we scoped this study through an
intersectional lens: examining HCI researcher’s relationships with many forms of

marginalization, without prioritizing any one specific axis of oppression.
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Chapter 3. Embracing Four Tensions in HCI Research with Marginalized
People

In the early stages of my doctoral research, | came to the conclusion that working with
marginalized people was important to me. Seeking out guidance for the best practices of
working with marginalized people, | hoped that if someone had written a checklist or a how-to
guide, then | could guarantee that | was doing my work as equitably as possible. | considered
the role that identity plays in research with marginalized people, questioning “can someone
from a non-marginalized population do research on marginalized people?” and “how can we
know if we are making the “right” decision in research, versus a “good” or well-intentioned one?”
Through this questioning, | set out on an exploratory study into how marginalization and HCI
intersect and develop a theoretical framework to inform my future methods. This manuscript
was written in collaboration with Dr. Sean Munson and Dr. Julie Kientz, and as such, | use we
through this chapter. However, | acted as lead author and writing is most reflective of my own

analysis and position (Liang et al., 2021).

3.1 Introduction

The world is going through a sociotechnical reckoning. The injustices that are embedded in the
frameworks of our society and how they disproportionately harm groups of people who society
has long pushed to the margins are finally becoming centered in Human-Computer Interaction
(HCI). In 2019, Ruha Benjamin introduced “the New Jim Code” which describes how new
technologies can perpetuate the very social inequities they promise to solve, demonstrating that
computing, design, and academic spaces are not exempt from this critical conversation
(Benjamin, 2020). Indeed, there are numerous examples of these extensions of oppression and
control into computing, and several scholars have shown how racism, sexism, ableism,

homophobia, transphobia, and countless other systems of oppression are and have been
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integrated into our technical systems and cultures (e.g., Hankerson et al., 2016; Hoffman, 2019;
Keyes, 2018; Waller, 2020; To et al., 2020). Google Photos algorithmically labeling images of
Black people as “ape” and “gorilla” provides just one example, though there are many more
instances of technology supporting policing, discrimination, and violence (Hankerson et al.,
2016). As a result, the debate whether artifacts do in fact have politics or whether technology is

neutral should be closed for good (Winner, 1985).

Within the field of HCI, scholars are coming to an agreement that deeper engagement with
marginalized people should be a serious priority for researchers (Bardzell & Bardzell, 2011;
Cahill, 2007; Harding, 1992; Harding, 2004; Muller, 2003). As a result, HCI scholarship has
increasingly shifted its efforts to working with these groups. HCI researchers have centered
groups of people who have faced (and constantly face) racism (e.g., Grimes & Grinter, 2007;
Harrington et al., 2019; Harrington & Piper, 2018; O’Leary et al., 2019; To et al., 2020), ageism
(e.g., Brewer, 2017; Cornejo et al., 2016), sexism (e.g., Haimson et al., 2020; Scheuerman et al.,
2018), ableism (e.g., Bennett et al., 2018; Brulé & Spiel, 2019), classism (e.g., Le Dantec &
Edwards, 2008; Dillahunt & Veinot, 2018; Siek et al., 2009; Strohmayer et al., 2015), and
colonialism (e.g., Smith et al., 2020; Dye et al., 2017). Further, matters of ethics and inclusion in
research also affect fellow researchers, as there are people in the HCI research community that
both experience marginalization and are surrounded by research that involves marginalized
people (Erete et al., 2020; Ymous et al., 2020). Given the complexity of interweaving personal
identity and science, there is still much work to be done. While some scholars have carved out
research agendas like Social Justice HCI, Feminist HCI, and Intersectional Computing (Thomas
et al., 2018; Dombrowski et al., 2016; Bardzell & Bardzell, 2011), many researchers working with

marginalized people or collaborators who experience marginalization themselves may be left
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wondering if and how to proceed and face difficulties in actively reflecting on their role in such

research.

At a high level, marginalization refers to how a person experiences the world around them
based on their identity and how others perceive them. For those who experience
marginalization, there are different contexts in which they are marginalized and/or privileged,
and their experiences can change over the course of a day, a year, or a lifetime?. Marginalization
can range from everyday microaggressions to matters of life and death to the development of
systems that keep entire groups of people down. Understanding how marginalization works
also requires identifying the structural powers that do the actual marginalizing (Veinot et al.,
2019). The oppression that marginalized people face is not a natural or individual occurrence
but, rather, an active operation through various, intertwining processes. For those who do
research with marginalized people, Sara Ahmed points out that treating these groups as “Other”
without awareness of the powers that have done the actual suppressing is ethically

irresponsible (Ahmed, 2012).

In talking about marginalization, we wish to be intentional with our language. Terms often
associated with marginalized people like underserved, underrepresented, or minorities all
denote themes of being forgotten and left out by larger society (Dutt-Ballerstadt, 2020; Vines et
al., 2013). Others have described marginalized people as vulnerable; however, there are issues
with framing groups of people as weak, in need of help, and burdensome (Vines et al., 2014;
Waycott et al., 2015). In considering these phrases, we align ourselves with previous criticisms
of these terms and view marginalization as a failing of society, rather than a failing of any

individual person. Further, when talking about researchers who experience marginalization

3 We thank Dr. Alexandra To for helping us craft this understanding of marginalization.
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throughout this paper, we interchangeably use “researchers who experience marginalization”
and “marginalized researchers” to discuss one part of a person’s identity without framing it as
their entire experience. This specific nuance speaks to a broader tension in this paper of
focusing on marginalization without simplifying a person’s identity down to the oppression they

face.

An intersectional approach to research means that social justice efforts cannot operate as
either/or decisions in who gets centered. In our alignment with an intersectional research
paradigm, we approached our research question with the following understanding of Hancock’s
“categories of difference:” that we should address more than one category, single categories
should not be compared and prioritized without the consideration of others, and both individual
and institutional factors influence these groups (Hancock, 2007). Looking across these
categories of difference and marginalization, we set out to answer the primary research
question of: RQ 3a. How do HClI researchers engage in and reflect on research with
marginalized people? As research progressed, we also identified three interaction-based

research questions to examine individual and institutional influences:

RQ 3b. How do HCI researchers see their research affecting participants, and how do they

reflect on and adjust their practices as a result?

RQ 3c. How do HCI researchers engage in and reflect on research with marginalized people

as it affects researchers?

RQ 3d. How do the norms of the field of HCI affect marginalized people as researchers and,

further, those researchers’ interactions with participants?
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As attention to research with marginalized groups grows, we pursued this work to learn how we
might avoid interest convergence in HCI, defined by Ogbonnaya-Ogburu and colleagues as a
selfishly-motivated, surface-level form of inclusion that ultimately benefits those in power
(Ogbonnaya-Ogburu et al., 2020). More specifically, we sought to understand what current HCI
researchers do to carry out research with marginalized people, rather than for and only for
researchers and institutions. We draw upon the stories, lessons, and concerns from 24 HCI
researchers through survey responses and interviews so that the HCI community might build
collective knowledge, learn from their reflections, and recognize whether and how to best move
forward. Notably, participants in this study were predominantly based in the United States,

despite our efforts to recruit more broadly.

We offer a critical, reflective resource for HCI researchers who wish to better their own
practices: researchers who engage with marginalized people in their work and researchers who
do not want to exclude marginalized people in their work. Our research outlines four tensions
which our audience must embrace: exploitation, membership, disclosure, and allyship. These
tensions are interlinked and look across marginalization as a whole. Positioning these as
tensions, we highlight that a complete resolution may not be possible in this form of work, and
yet there is value in continuing forward. As Haraway demonstrated, it is critical to think through
issues even where there can be no clear path to a resolution (Haraway, 2016). These tensions
relate to Rittel and Webber’s “wicked problems” in the ways that they are circular social issues,
are technical approaches constrained by legal and social policies, and lack a definitive end
(Rittel & Webber, 1973). Our hope is that everyone can benefit from reflecting upon these four

tensions, even those already taking steps to avoid unethical practices. For example, researchers
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using participatory or human-centered design methods does not mean they have guaranteed

equity (Harrington et al., 2019).

Our motivation in this chapter is not to say who can do what research but, rather, to highlight
that if researchers choose to engage with marginalized people in their work, there are several
key questions around each tension that require reflection and discussion. In addition, we
describe researcher- and field-level influences on research involving marginalized people and
reflect on how HCI needs to evaluate how it structurally disfavors marginalized participants and

researchers alike.

In this paper, we make the following contributions:
1. We provide an empirical account of the lived experiences of researchers in HCI. Most of
the participants of this study self-identified as having one or more marginalized identities,
so we also prioritize and center their experiences in conversations about research with

marginalized people in HCI.

2. We lay out four tension areas that we urge researchers to consider, discuss, and
personalize based on their own specific work, describing the complexity involved in each

and what steps researchers can take to embrace each one.

3. Drawing upon the lived experiences of these HCI researchers and literature from activists,

we put forth an allyship-oriented approach to navigating these tensions in research with

marginalized people, providing a call-to-action for the HCI community.
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4. We leave room for and encourage further exploration into this topic, as this work is not

meant to be—nor can it be—an instruction manual to research with marginalized people.

3.2 Related Work — HCI and Marginalized People

Our work builds upon HCI research’s historical involvement with marginalized people, one that
has more recently engaged in deeper ethical discussions about how to best conduct research.
We present an overview of such discourse and describe several concepts close to the heart of
this work—intersectionality, reflexivity and positionality, membership, equity and justice, and

impact.

HCI has seen a growing body of work both in building tools, services, and knowledge for the
perceived benefit of marginalized people and in the meta-discourse of doing this kind of
research. A review of over thirty years of HCI research showed how HCI scholars have
historically neglected users who might have multiple marginalized identities, but recent years
have seen an upward trend towards greater awareness (Schlesinger et al., 2017). As many
scholars have demonstrated, design and HCI are inherently political, and both have the ability to
rework social power imbalances (Keyes et al., 2019; Costanza-Chock, 2018). As a result, HCI
researchers have made many efforts using their skills and expertise to promote social justice
efforts. The agenda of HCI research involving marginalized people is extensive, including
building tools that attempt to help people. Examples of this include Le Dantec et al.’s system
that better connected staff and residents at a shelter for homeless mothers and exposing the
potential dangers of technology, such as the ways that facial recognition systems can bring
harm to transgender and non-binary people (Le Dantec et al., 2011; Keyes, 2018; Scheuerman et
al., 2018). Others have contributed commentary on the ways in which scholars do HCI research.

As Baumer & Silberman wrote, “when we do build things, we should engage in a critical,
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reflective dialog about how and why these things are built” (Baumer & Silberman, 2011, p.2274).
Waycott et al. identified challenges such as protecting the privacy of participants and
considering how technology might have adverse consequences for those we design for
(Waycott et al., 2015). Researchers have also developed frameworks in thinking about when not
to turn to technology (Baumer & Silberman, 2011), social justice-oriented commitments for
researchers (Dombrowski et al., 2016), and how we conceptualize and design for “vulnerable”

populations (Vines et al., 2013).

3.2.1 Marginalization in the Context of HCI

As part of the “third wave” of HCI, many researchers have explored how HCI can learn from
feminist values (D’lgnazio et al., 2016; Fiesler et al., 2016), drawing from a key characteristic of
resisting oppressive power structures through individual and collective action (Thompson &
Reinharz, 1992). Many have taken up calls to include those marginalized by these systems and
explored how such expanded involvement can actually improve HCI knowledge. As Bardzell &
Bardzell wrote, “turning to the experiences of the marginal is not only ethical, in the sense that it
empowers a comparatively powerless population to participate in processes of social control,
but it is also good science, because it introduces the potential for empirically derived insights

harder to acquire by other means” (Bardzell & Bardzell, 2011, p.678).

Further, the growing area of action research directly interfaces with the political by working to
rebalance power dynamics (Williamson & Prosser, 2002). In particular, Hayes outlined how
action research and HCI are related, emphasizing research with people, not for or about or
focused on, transferability rather than generalizability of findings, and that researchers avoid
abruptly leaving study sites without helping participants become self-sustaining (Hayes, 2011).
Action research, however, is still an imperfect solution. Williamson & Prosser have raised that

the goals of action research (e.g., creating a space for open disclosures) sometimes compete
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with common ethical research practices, because they do not maintain confidentiality and
anonymity, make informed consent difficult, and/or do not protect participants from harm

(Williamson & Prosser, 2002).

Over the years, HCI researchers have strived to understand what to design, whether to design,
why (and why not) we design, and who we are designing for. Discourse around work that
involves marginalized people is rich and healthy in the ways it has benefitted from a constant
cycle of self-reflection and critique as a collective field. Below we outline several common
themes across research involving marginalized people: intersectionality, reflexivity and
positionality, membership, equity and justice, and impact. With the final three, we borrow
lessons from within HCI and from fields adjacent to HCI that have engaged in meta-critiques of
their own work that provide ample inspiration for the greater HCI community to follow. While we
review a range of fields—Disability Studies, Community-Based Participatory Research (CBPR)
and Participatory Design (PD), and Information and Communication Technologies for

Development (ICTD)—we depict only slivers of a much greater body of knowledge.

3.2.2 Intersectionality

Kimberlé Crenshaw has been historically recognized as the first to document intersectionality,
highlighting how people face additional dimensions of structural oppression specific to the
multiplicity of their marginalized identities (Crenshaw, 1991). Crenshaw described how a
system with a singular focus on race or gender erases those who have identities that intersect
between the two—Black women specifically—and excludes their experiences of oppression in

common pursuits of justice (Crenshaw, 1989).

In HCI, intersectionality has become an increasingly popular analytical tool for better

understanding complex identities (Rankin & Thomas, 2019). In particular, Schlesinger et al.’s
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introduction of Intersectional HCI calls for the HClI community to collectively better attend to the
array of identities both participants and authors may hold (Schlesinger et al., 2017). Since its
publication, several scholars have both extended and critiqued HCI's relationship with and use
of intersectionality as an analytical lens. Wong-Villacres et al. recommended extending the
scope of intersectionality to go beyond individual user identities and instead focus on
“interacting processes” to better understand how an individual’s identities are socially
manifested (Wong-Villacres et al., 2018, p.48). Further, Rankin and Thomas call for “a cultural
shift within the HCI community, one that goes beyond intersectionality as a buzzword to instead
embrace equity, inclusion, and social justice as the new standard” (Rankin & Thomas, 2019,
p.64). Collins and Bilge challenge researchers to use intersectionality as a way of understanding
intersectional-minded awareness and practice, rather than getting entirely stopped by identity
politics (Collins & Bilge, 2016). They write that HCI's cooption of intersectionality is not only
ahistorical in the ways it ignores how conversations around intersectionality have long been
about, for, and by Black and Brown women, but also continues to ignore and discredit the role
that Black women have played in research. Finally, Erete et al. offered another approach to
intersectional HCI research: adapting research methods to better meet the needs of
underserved communities and calling for better attending to contextual differences, self-
reflection, and embracing dissent in the research process (Erete et al., 2018). Keeping these
points in mind, we scoped this study through an intersectional lens: examining HCI researcher’s
relationships with many forms of marginalization, without prioritizing any one specific axis of

oppression.

3.2.3 Reflexivity and Positionality

One popular belief in Western Feminism is Standpoint Theory, which acknowledges that an
individual's experiences and background make up a unique perspective on the world (Franks,

2002; Harding, 2004). Because of this, a researcher's identity influences how they interact with
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participants (Harding, 2004; Brulé & Spiel, 2019), and so it is an important consideration in work
that involves marginalized people, especially in the ways we share findings. In research,
reflexivity and positionality work to oppose a dominant claim in science of objectivity by
acknowledging and, at times, identifying potential researcher bias. Reflexivity calls upon
researchers to self-reflect and understand their own possible biases, their role in power
relations, and how these factors might manifest in their work (Moss et al., 1999). Positionality is
only slightly different in that it addresses how a researcher’s perspective compares to others’
perspectives (Franks, 2002). In practice, positionality has led researchers to openly discuss how
their own positions based on their race, class, gender, and other social/power categories may
influence their work (England, 1994; Hopkins, 2009). In HCI, many scholars have called for
improved reflexivity practices, specifically researchers evaluating the ways in which their
identities influence their work (Dombrowski et al., 2016; Malinverni & Pares, 2017; Schlesinger et
al., 2017). Taylor stressed the importance of researchers first reflecting on their own positions
and how they might influence the solutions they are pushing forth before analyzing participants

and what is “out there” (Taylor, 2011).

Positionality, or perceived positionality, can also affect how readers receive researchers and
their work, and some scholars have pointed out that knowledge from marginalized people is
unfairly judged. Fricker's epistemic injustice, specifically testimonial injustice, occurs when
people question or diminish knowledge because of the identity or identities of the person it
came from (Fricker, 2007). Berenstain built on this by defining epistemic exploitation as putting
the responsibility to educate the majority on the marginalized people themselves, a process that
places an emotional burden on them, is often taken for granted, and goes uncompensated

(Berenstain, 2016). These perspectives are crucial in calling out the double standard for
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knowledge production by marginalized people—the responsibility to do so is theirs to bear while

simultaneously undervalued.

Additionally, it is important to distinguish what previous scholars have meant when suggesting
author reflexivity. For some, reflexivity refers to self-disclosure of the authors’ identities and/or
epistemological backgrounds to create more transparency in the presentation of the work
(Bardzell & Bardzell, 2011; Erete et al., 2018; Schlesinger et al., 2017). Others use reflexivity as a
passive tool for authors to critically reflect (Moon & Blackman, 2014; Peshkin, 1988). While both
practices have their place, the first is especially important to contest under the pretense of
epistemic injustice and exploitation. We drew upon this understanding of reflexive and
positionality practices to shape our interview and survey protocols, with the intent of examining

if, how, and what authors choose to disclose about themselves.

3.2.4 Understanding Membership through Disability Studies

Membership in a group typically entails that those within the group have shared or similar
experiences or goals (Harris, 1995; Tanis & Postmes, 2005). In Disability Studies, researchers
have long sought to understand the social divisions around the social construction of disability
and its political impacts (Linton, 1998). Discourse around insider-outsider tensions is one
particularly relevant example: scholars have debated who gets to claim membership as a
disabled person, who does not, and, further, who gets to study disability. These debates are
complicated by the fact that not all disabilities are obvious, referred to as “invisible,” or that
some might be considered “not disabled enough” (Schalk, 2013; Lightman et al., 2009; Caldwell,
2010). One example that demonstrates the various, contested facets of disability is chronic
illness; the disability community has had a tepid relationship being associated with medicalized
illnesses while many people are disabled by their chronic illnesses (Wendell, 2016). Additionally,

disability as a cultural phenomenon has allowed those who are not disabled yet marginalized in
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other ways to identify with and derive empowerment from the movement (Schalk, 2013).
Because of these nuances, Disability Studies provides a lens into the contestability of
membership and highlights the difficulty in universally labeling who is a member and who is not.
In this work, we examined the complexity of membership, as we saw different examples of how

researchers shared and did not share membership with those they work with.

3.2.5 Understanding Equity and Justice through Community-Based Practice Research (CBPR) and
Participatory Design (PD)

A large body of work already exists that focuses on social equity and justice to address social
imbalances. CBPR and PD prioritize giving opportunities to those in research who may not have
initially had access to them. Both fields work to shift the research paradigm from studying
people to learning from and with them. By doing so, this shift serves as a way to provide equity

and justice in relationships of research.

CBPRis collaborative in nature and prioritizes social change (Minkler, 2004). The field has a
long history of its researchers avoiding exploiting different groups of marginalized people
through equal partnerships, critical discussions of power, and engagements with policy
(Cochran et al., 2008; Israel et al., 2005; Israel et al., 2010; Wallerstein & Duran, 2006). CPBR has
embraced and contributed to many social justice-oriented topics and has played a strong role in
health research, specifically addressing disparities in healthcare (Israel et al., 2010; Unertl et al.,
2016; Wallerstein & Duran, 2006) and involving the voices of marginalized people who often are
not represented in research (De Leeuw et al., 2012; Koster et al., 2012; Castleden et al., 2008).
CPBR researchers have also discussed the ethics of their practices, raising several issues.
Minkler outlines examples, including insider-outsider tensions (i.e., differences, often identity-
based, between the researcher and participant) and challenges from translating findings into

actions for change (Minkler, 2004). Last, member checking is a common practice in CBPR, and
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it involves sharing findings and analyses back to participants (Grieb et al., 2015). These efforts,
among many others, grapple with the uneven distribution of benefits in research and attempt to

rebalance this exchange.

Participatory design (PD) can be understood separately from CBPR, but we choose to frame
them together to highlight their similar efforts to restore equity and justice in research practice.
This has been especially clear in research that involves adolescents (Poole & Peyton, 2013).
Using PD with children and adolescents can embolden youth with a sense of belonging and
empowerment, but despite its best efforts, even PD is imperfect (Ryan et al., 2013). As Erete et
al. described, “we find that traditional research design methods [..] even those participatory in
nature, at times do not match the needs of our participants, leading to questions regarding the
effectiveness of these methods among certain populations. Many of these methods do not
account for the challenges faced by communities that have systematically experienced
discrimination due to unfair policies and social practices” (Erete et al., 2018, p.66). Furthermore,
attempts to rebalance power are complicated; for one, we may not know if our attempts are
working and, second, concepts of power are nuanced and difficult to ever fully account for
(Gallagher, 2008). However, in PD and CBPR, power is ultimately shared and situated through
negotiation between researcher and participant (Bratteteig & Wagner, 2012). From these two
areas of work, we integrated values of care into our methods and our relationships with
participants in this research. We also drew from collective lessons and criticisms to understand
how to address equity and justice in research with the understanding that these efforts will

never be perfect.
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3.2.6 Understanding Impact through Information and Communication Technology for Development

(ICTD)

ICTD’s ethos underscores the importance of providing services and resources to developing
areas, and more generally, those often left out of research (Dell & Kumar, 2016; Shrinivasan et
al., 2013). This work is often interventional in nature, with careful consideration around the
impact of such research through a focus on sustainability and equitable access (Wyche et al.,
2015; Vashistha et al., 2018; Heimerl et al., 2013). Researchers in this field have raised
questions around technological determinism and active consideration of how technologies may
not always be the most appropriate solutions (Heeks, 2002; Wyche et al., 2015; Wyche &
Murphy, 2012). Researchers in HCI4D, a subfield of ICTD, have also wrestled with what it means
to work “for development,” a concept entirely entangled with questions of impact (Dell & Kumar,
2016). Understanding the researcher’s roles in these communities and how their inventions fit in
socially, practically, and sustainably are imperatives for these researchers to think through. As
one example, researchers have identified ways that technology can reinforce patriarchal social
systems (Tanis & Postmes, 2005; Vashistha et al., 2019). Through a deep awareness of how to
have actual impact, Sultana et al. recommended designing within the patriarchal system,
despite wanting to subvert it (Tanis & Postmes, 2005). They go on by saying, “To be clear, we
certainly might want to directly fight against the patriarchy. [...] However, if we want to work
within this community, we have to work within the situation as it is. It is not helpful or realistic to
expect to change a deeply patriarchal society or for us as powerful outsiders to insist on some
of its most subjugated members that they should want a different life. Instead we have to work
within this system if we want to have a chance at creating some meaningful change” (Tanis &
Postmes, 2005, p.9). Through this illustration, we can see how ICTD research has wrestled with
recognizing its direct effects on their participants and how to sustainably have an impact. This

understanding informed our own wariness of technological solutions and helped us to
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contextualize concerns researchers in this study shared about their own work and work by

others.

3.2.7 Allyship

We initially approached this work with allyship, a common framework for countering
marginalization, in mind. While many definitions exist, some scholars have defined allyship as
defending and working toward the betterment of an oppressed group (lyer & Leach, 2009;
Brooks & Edwards, 2009). Across the literature, there are four common components to allyship:
1) the ally is a part of a dominant group working to help an oppressed one (Evans & Wall, 1991),
2) the ally has a privileged power as a result of belonging to the majority (Broido, 2010), 3) the
ally challenges those within their own group(s) (Tatum, 1994), and 4) the ally participates in
“political solidarity” in which they use their majority power to challenge authorities (Subasi¢ et
al., 2008). Some have criticized allyship and conceptions of being an ally for ignoring that
people can hold multiple identities at once (Mizock & Page, 2016), reinforcing the social
hierarchy by prioritizing the act of allyship over the groups they are trying to help (Russell, 2011),
supporting a “hero-victim narrative” in which the ally acts as though they are saviors, and
actually being “pseudo-allies” with ulterior motives (i.e., elevating their own social status (Evans
et al., 2005) or expecting praise (Rodopoulos, 2004)). Large concerns of allyship center around
saviorism and tokenization, in which people use others for their marginalized experiences (e.g.,
asking someone to collaborate solely because they speak a certain language and the project
needs translation services) (Russell & Bohan, 2016; Laws, 1975). Russel identified different
motivators for allies; they can be selfless, such as pursuing social justice, or self-serving, such

as acting as an ally only to absolve their own guilt (Russell, 2011).

Across these concepts of intersectionality, reflexivity and positionality, membership, equity and

justice, impact, and allyship, there are shared values of prioritizing the well-being of researchers
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and participants while also striking a careful balance between the two; however, doing so may
only be possible in the most idealized sense. Researchers may find difficulty in navigating these
various theories in practice. What does it mean to embody such beliefs in one’s approach to
research? In order to examine our research questions, we set out to document and analyze the
lived experiences of current HCI researchers and how they manage such entangled and

sometimes competing concerns.

3.3 Methods

3.3.71 Recruitment

We recruited researchers who considered themselves to be HCI researchers and who currently
or have previously worked with marginalized people to participate in a survey and/or interview.

We openly defined marginalized people as anyone who is oppressed by a system of power.

Our recruitment plan, using word-of-mouth and snowball sampling, was based on that of
previous research examining experiences of HCI researchers (Smith et al., 2018). We began
recruitment using social media, taking advantage of the vast networks from our own Twitter
accounts. According to Twitter’s analytics, our recruitment tweet reached 12,269 users, 222
people interacted with the tweet, and was retweeted 28 times. At the CHI 2019 conference in
Glasgow, we approached researchers whose work we saw as meeting the above definition, and
we distributed recruitment flyers at related CHI workshops and sessions (e.g., the Queer(ing)
HCI: Moving Forward in Theory and Practice Special Interest Group (Spiel et al., 2019)). In our
recruitment interactions, we also asked people to forward our study to researchers whose
perspectives might help speak to HCI research with marginalized people. With this recruitment

approach, we sought to include perspectives from researchers who self-identified—or were
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identified by others in the HCI community—as conducting research that engages with

marginalized people. Recruitment lasted three months, from April to June 2019.

Based on participants who chose to disclose their identity in the survey or participate in the
interviews, we know that researchers who responded to our calls represented primarily Western,
and especially United States-based, perspectives. Despite our efforts to recruit broadly by
reaching out to non-US based researchers directly, the majority of the participants in this study
are US-based, and beyond that, based in the Global North. Most likely due to our own biases,
focus of our professional networks, and language used in the recruiting call, we might have
missed recruiting researchers based outside of the Global North. The language in our
recruitment calls may also have contributed to this bias; for instance, there are cultural
differences in how people understand the term “marginalized people.” It is also important to
note that our sample of participants, and thus our resulting themes, may not be broadly
representative of the HCl community’s views and values. Further, any recruitment of academic
researchers is susceptible to “privilege hazard,” defined by D’lgnazio and Klein as “the
phenomenon that makes those who occupy the most privileged positions among us—those with
good educations, respected credentials, and professional accolades—so poorly equipped to
recognize instances of oppression in the world. [..] The privilege hazard occurs at the level of
the individual—in the interpersonal domain of the matrix of domination—but it is much more
harmful in aggregate because it reaches the hegemonic, disciplinary and structural domains as
well” (D’lgnazio & Klein, 2020, p. 29). The small aggregation of ours and participants’
experiences presented in this work risks reifying what is or is not oppression in ways that miss
key instances of oppression, particularly when those instances have caused people to leave the

field or not have the time or the security to volunteer for a study such as ours.
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Because surveys allowed for anonymity and interviews provided more depth, we gave
participants the option to take an online survey, participate in an interview, or both. Our
university’s Institutional Review Board determined this study to be exempt. Participants
reviewed consent materials before the survey and interviews, and we provided interview

participants with a $25 USD gift card as an appreciation for their time.

We estimated that the survey would take 15 minutes to complete. The survey asked
participants to reflect on a previous, specific project of theirs and around publication practices
such as providing a reflexive or position statement and any potential criticism or praise that
resulted from the work. Further, the first author conducted semi-structured interviews either in-
person or virtually. We also asked participants to reflect on a previous, specific project of theirs
that worked with marginalized people, discussed allyship in research and more broadly, and had
conversations around the research ethics involved in their work. Please see Appendices A and B

for the full survey and interview protocols.

We used Dey’s concept of theoretical sufficiency (Costanza-Chock, 2018) and Fusch and Ness's
rich and thick metrics (Fusch & Ness, 2015) to determine when to stop data collection. As we
moved forward in our analysis, the research team agreed that our data were both extensive and
contained rich, complex discourse, and we decided that we had built enough understanding to
construct a theoretical contribution. However, we recognize the possibility of further theme

development beyond this stopping point as a limitation (Braun & Clarke, 2019).

To try to minimize power dynamics with interview participants, the first author, a first year PhD

student at the time, conducted all interviews alone; however, we still could not completely

detach ourselves from the influences of power, especially with the more senior researchers
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connected to the study. We took additional steps to make it easier for people to participate
without judgement from the senior researchers on our team or the greater community. First, we
made it difficult to link surveys with specific people by allowing for anonymity and not linking
survey responses to potentially identifiable information about demographics, information about
membership, or groups studied. We also integrated member checking into our analysis process
to validate our understanding of participant responses with participants, documented in Section

3.3.3.

3.3.2 Participants

A total of 24 participants participated in this study: 10 only took the survey, 5 only did an
interview, and 9 participated in both. Interviews ranged from 55 to 92 minutes (mean: 65
minutes), after which they were fully transcribed. Of our interview participants, 1 self-reported
that they had been in their field 1-2 years, 11 for 3-6 years, 6 for 7-10 years, and 6 for 10+ years.
Table 2 shows a further breakdown of our survey and interview participants, presented in

aggregate to preserve anonymity.

Do you consider 14 yes; 3 no; 2 prefer not to say

yourself as
someone with
one or more
marginalized
identities?
Represented  HCI (n=17), CSCW (n=14), STS (n=4), Education, Public Health, Disability
fields Studies, ICTD, Communications, Psychology, and Design Studies
*only list n when >= 3
'Primary ‘Qualitative (n=10), Quantitative (n=3), Ethnography (n=4), Design
methods Research (n=3), Mixed Methods, Implementation Science, Policy

Research, Political Economy, Critical Theory, Infrastructure Studies,
Contextual Inquiry, Participatory Design, Computational

*only list n when >= 3
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Keywords Assistive technology, games, disability, marginalized communities, queer,
social computing, CSCW, marginality, wellbeing, ethics, social media,
health, software, collaborative teams, community formation, usability,
privacy, implementation science, disparity reduction, rural, participatory
design, innovation, work studies, social innovation, marginalized
communities, accessibility, design, disability studies, children, play,
inclusion, neurodiversity, child-computer interaction, HCI, ICTD, Global
South, voice, inclusion, political economy, accessibility, social computing,
economic development

Table 2. Self-reported demographic follow-up table
3.3.3 Analysis
Through Braun and Clarke’s reflexive thematic analysis approach, we used a mix of inductive
and critical realist frameworks to guide our analysis (Braun & Clarke, 2019). Using such
frameworks allowed the research team to derive meaning from the data and to reflect on the
data from both localized and broader perspectives, valuing lived experiences and situating them
in their socially constructed contexts. Additionally, reflexive thematic analysis calls for
researchers to reflect upon their own assumptions. In this work, we initially set out to
understand the relationship between HCI research and allyship, as we saw this as a valuable
framework to analyze such a topic. We were surprised to find that allyship is just one dimension
in thinking through research that involves marginalized people, and our generated themes

reflect a wider array of considerations.

To familiarize ourselves with the data, the three authors reviewed survey responses and
transcripts of interviews. Next, the three authors applied a modified open coding approach to
analyze the data. Authors reviewed half of the interview transcripts and survey responses,
identifying quotes relevant to our research questions, grouping them, and describing groupings
with short phrases. We conducted this grouping and coding activity concurrently, contesting
and discussing each other’s interpretations of the data. Following this, the first author coded all

interview and survey data while consulting with the rest of the research team, building upon our
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initial groupings to construct themes. We then organized the themes according to our research
questions about the kinds of interactions and people involved in research (researcher,
participant, HCI as a whole, see Table 3), and we present the themes accordingly. While we
present themes from both survey and interview results, we illustrate them with quotes from the

interviews, as the interviews were richer and more illustrative than the survey responses.

Finally, we reached out to interview participants to member-check themes and data presented.
We first presented participants with their quotes and our analysis to validate our interpretation
of their data. Participants were given the option to omit entire quotes or any specific details that
they felt were more revealing than they were comfortable, but they could not otherwise edit the
content of quotes (Lee & Hume-Pratuch, 2013). We made changes to quotes and built upon or
clarified analyses with their direction, and all but one interview participant completed the
member check. We reached out to participants a second time for more demographic
information to provide Table 2. Last, to recognize the work behind the perspectives that
participants shared with us, we gave participants the option of being identified with their quotes
and examples. After data collection ended, 5 participants were interested in identification in the
publication. After a final round of member checking with these participants, 3 still wished to be
identified. Similar to previous meta-HCI studies (Smith et al., 2018), the close-knit nature of our
community presents a challenge in protecting anonymity. To address this, we do not present

personally identifiable demographic information.

3.4 Findings

Responses from our surveys and interviews introduced tensions for different relationships in
research: researcher to participant and researcher to researcher. When discussing the latter,
participants also surfaced how HCI as a field played a larger role in influencing these dynamics,

identifying a third, higher-level relationship in research, HCI to researchers to participant. For
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each, we describe resulting harms and, when applicable, considerations that participants make

to address them; however, we did not find a one-to-one relationship between the two. Please

see Table 3 for a full breakdown of our themes. Additionally, we refer to participants of this

study as HCI Researchers (HCIR) to better differentiate them from participants who took part in

the HCI researchers’ studies.

Resulting Harms

Mitigating Harms

|
Researcher to

Participant

Researcher to
Researcher

HCI to Researcher to
Participant

Participant costs of doing
research

Encountering “empty”
allyship

Tokenization and asking
invisible labor of
researchers with
marginalized identities

Tensions of reflexivity and
positionality among
researchers

Effects of membership on
marginalized researchers
and how their work is
perceived

Technological solutionism
and expectations
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Acknowledging limitations as a
researcher

Shared membership with
participants

Taking steps to reduce
exploitation through personal
work, compensation, maintaining
relationships, member checking,
and study accommodations

Critical reflections when asking
for labor

Balancing harms and benefits of
reflexivity and positionality
statements



Impacts on marginalized
researchers in HCI

Table 3. Constructed themes grouped by interactional relationships

3.4.1 Researcher to Participant

To address the first research question—how HCI researchers engage in and reflect on research
with marginalized people as it affects participants (from researchers’ perspectives)—we
examine responses that illustrate harms that can result from this interaction and considerations

to account for them.

3.4.1.1 Resulting harms of the researcher to participant relationship

The HCI researchers who participated in our study emphasized two ways their work affects
participants of marginalized backgrounds: the unequal give and take when people participate in

research and how allyship can extend towards participant identities and experiences.

Participant costs of doing research

The 24 HCl researchers characterized their work to extract data from participants in their
studies as exploitative, because their work requires learning about marginalized people’s
experiences and perspective. The guilt of giving little back to participants was a shared
sentiment among the researchers in our study. HCI researchers experience considerable
professional benefit from this work but feel they are returning fewer benefits to the participants
in their studies. HCIR20 recognized the unbalanced giving and taking of doing research with
marginalized people: “there is so much you're learning from them, which you are putting out, but
the knowledge which you have inherited, the papers you're writing, the awards and fellowships you

are receiving. There are a lot of things which you are taking from them, including their time,
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including their resources. And we are giving very little to them.” While it is important to
acknowledge what researchers are taking from participants of their studies, it is possible that
participants do not perceive this to the extent a researcher might fear. To answer such
questions, researchers might develop ways to check in with the people with whom they are
working about whether and what they are getting from participation. Through this, researchers
might better understand how participants are experiencing their engagement in the research:
sometimes this might lead researchers to change their practices, and at other times, it might

reduce their guilt.

In the United States and many other regions, a human subjects review process is nominally
charged with examining benefits relative to risks. However, the ways an institutional review
board conceives of risks and benefits may not align with participant experiences and is mostly
prospective: other than reporting of adverse events, there is no during study or post-study
assessment of how participants experienced the risks and benefits. Participants in our study
noted deficiencies with this process. In thinking about risks, HCIR15* called for the “need to
think more about this violence as it's defined by social justice groups.” As they pointed out, harm
from a study can be more than what we traditionally conceptualize as risky (i.e., physical harm),
and so there is a need to reframe the definition of risk to account for microaggressions and
actions that further marginalize others. HCIR16 discussed how unbalanced costs and benefits
contribute to the marginalization of the people with whom we work: “too many times, folks do
the research, they leave, they don't say anything and never come back. And then these

marginalized folks have been used, further marginalized by folks writing about marginalization.”

4 Cynthia L. Bennett's research sits at the intersection of Human-Computer Interaction, accessibility, and
Disability Studies. Her work spans from the critique and development of HCI theory and methods to
designing emergent accessible interactions with technology.
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Encountering “empty” allyship

The HCI researchers in our study emphasized the need to go beyond performative allyship to
more meaningful forms of allyship. They offered definitions of this more meaningful allyship, as
some emphasized that allyship should involve leveraging one’s privilege to “further the cause
together” (HCIR2). HCIR6 discussed how allyship cannot be self-serving, while HCIR8 explained
that allyship is not something you can “step in and out of.” HCIR14 additionally talked about the
importance of taking risks in allyship, emphasizing that there needs to be something at stake

for actions to be effective.

The HCI researchers in our study also noted that current allyship practices in the HCI
community often falls short of these ideals. Some questioned whom allyship actually serves.
HCIR5® described that “it's become a word that anybody can attach themselves to.” HCIR8 talked
about his stance on “empty” allyship: “I think people distrust that term [ally] now because the
people who purposely adopt the term ally then don't do the work. [...] when it comes down to it,
even when it comes down to a conflict that they're having with someone in their personal lives,
they actually don't step up and defend that community in any way.” HCIR15 underscored an
important distinction in defining allyship: “I think the biggest thing is process, not product;
ongoing versus achievement. It's hard because when we do things like allyship trainings or
buttons, the good that it does should also be held with the [harmful] message that it sends, that it's
an achievable task.” Additionally, HCIR16 raised a concern that gets at the heart of empty

allyship: “allyship is another way of centering folks who aren't impacted, to make them feel

® Jean Hardy is an ethnographer who uses community-based participatory research methods, including
participatory design, to better understand the technological needs and futures of rural LGBTQ
communities.
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included when they're already included.” These accounts of the potential failings of allyship

efforts highlight both dangers of such actions and opportunities for improvement.

3.4.1.2 Mitigating harms of the researcher to participant relationship

The 24 HCl researchers shared how they work to avoid and mitigate harms that participants
experience as a result of involvement in research. This includes personal work as a researcher

as well as care in research design and execution.

Acknowledging limitations as a researcher

Many of the 24 HCI researchers described the limits on what they can accomplish with a sense
of guilt and frustration. HCIR20 explained that “you are going to make mistakes. And the question
is that you don't make massive blunders, but you make whatever the mistakes you're making can
easily be corrected.” As many of 24 HCI researchers emphasized, researchers should not let this
acknowledgement of their limitations stop them from doing vital work. HCIR14 described the
importance of knowing that they might make mistakes: “I couldn't let this fear and worry and guilt
stop me because this is what's important to me. think too in a lot of these conversations is, and
when we’re ready, we have to do it. We just have to do it and put ourselves out there and try it and
be willing to recognize that you're wrong and ask if you're wrong.” HCIR16 also talked about the
importance of embracing the associated discomfort as a way of managing the guilt, concern,
and frustration that might result from noting these limitations: “if you're feeling uncomfortable in
this sort of instance, don't hide that. Don't try to solve that. You're not going to solve that
discomfort, because that discomfort is structural.” HCIR16 encourages us to ask what and how
structural forces cause researchers to feel badly and to then accept those feelings as part of

the research process.
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What about the way HCI research is done makes some mistakes acceptable and others not? Do
we agree with that evaluation? Harm can result when individuals and the field accept that some
avoidable harms are unavoidable. Harm can also result when the guilt about the imperfection of
any research process prevents someone from doing good work or causes them to carry so
much guilt that it affects their own wellbeing. How do researchers know—as HCIR14
describes—when they are “ready” and “just have to do it” and when they are not? Having better
ways to reason about how to assess one’s own limitations and whether and how they should
proceed with research could lead to research that does less harm—to both participants and to

researchers who otherwise carry guilt or shame about their work.

Shared membership with participants

A common theme throughout our data centered around how membership—having shared
identity or identities with participants—affected how the HCI researchers in our study thought

about their work.

Several participants discussed their non-membership, in which they did not feel that they shared
identities with the people they chose to study. For some, nhon-membership was a source of
questioning of whether they were the right person to do the work and/or whether their analyses
accurately captured the voices of those they worked with. Others expressed that non-
membership should not limit involvement in work that involves marginalized people. To this
end, HCIR8 explained that there are several things researchers with no shared identity can do,
including being open to learning from others: “/ don't really believe that you have to be a part of a
group to do valuable and beneficial and not harmful research on that group. It's just an amount of
A, trying to educate yourself beforehand and to really learn about those things and challenge your
own assumptions about it and then B, to accept criticism if it doesn't go well.” HCIR2 discussed

how they grappled with taking up space within the research community as a non-member: “if
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there aren't white allies doing the work and trying to do it with an equitable framework and it is just
everybody only focuses on their own groups, then that can really continue to perpetuate ignoring
populations, and | would rather be doing the work and trying to do it better than not do it at all.”
HCIR2 lays out what might happen if allied researchers only work with groups with which they
feel membership, explaining how HCI research might continue to ignore specific marginalized
groups. They also present a question worth considering: is it better to conduct HCI research
with marginalized people, with potential for harm or positive impact, or to not do it at all? One
way of thinking through this concern is to compare the potential for harm from carrying out the
research or not doing it. At the same time, this sense of “white allies” needing to do the
research—or no one else will—should also remind the HCI community of the urgent need to
dismantle barriers to participation in our community that result from a long legacy of racism,

sexism, ableism, and many more forms of oppression.

Some of the 24 HCI researchers also had shared identity with the participants they worked with,
and they talked about how they experienced this as both an advantage and a limitation. HCIRS
explained how shared identity had benefited them: “My position as an LGBT person and
somebody who has lived in rural communities allows me to identify with the people that I'm doing
my research with and build bonds with them. That makes the research that allows for more depth
more quickly.” They also recognized how this shared identity still did not mean they could speak
for or relate to the experiences of everyone with that identity. As HCIR5 summarized, “/ am
thinking a lot about what other people's experiences of similar identities and geographies are to
me and how they're different from mine. [...] I'm drawing from my own experiences, but then I'm
also constructing my subject position in a way that understands that my experiences aren't
everybody's experiences.” HCIR16 reiterated this: “maybe someone in the exact same sort of

constellation of identities has a complete different experience. Both could be marginalizing, but
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both might see and experience marginalization in different ways and the ways in which possible
solutions emerge could be different.” They underscored that researchers who have membership
with their participants should still be “frank with the limitations of [their] perspective.” When
researchers consider their identities through an intersectional lens in this way, they may better

understand, mitigate, and communicate the limits of their research approach and claims.

Taking steps to reduce exploitation through personal work, compensation, maintaining

relationships, member checking, and study accommodations

As noted earlier, the HCI researchers in our study described grappling with what they
experienced as an uneven exchange between researcher and participant. They also described

the steps they take to make that exchange more balanced and less exploitative.

One of the most common recommendations they made for scholars working with marginalized
people was to learn and draw upon previous research, especially when it can be done in place of
asking marginalized people. This can lessen what researchers ask of marginalized people in
educating others—an often invisible and unrewarded form of labor—and also elevate scholars
who are already doing this important work. Others talked about the value in doing “personal
work” (HCIR9) in preparation as in working through personal biases. Additionally, HCI
researchers have worked to lessen the burden of what scholars ask of participants and
rebalance what participants receive in return. HCIR8 asked himself, “what is the work that they've
already done? What are they constantly asked to do anyway that then doing an interview with me is
just going to make this more painful?” HCIR14 shared how it is the researcher’s responsibility to
protect their participants, such as by anticipating how their work might have unintended
consequences: “where could this go wrong? | can't let myself get overwhelmed by that, | realized,

because it is my responsibility and | have to do the participants justice by making sure that I think
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about the possible ways this research could be misappropriated or misquoted. | have to put in that
time and I will and I do. But then there's also some things that are out of my reach and | just did not
think about that possibility.” Here, HCIR14 emphasizes how listening to their doubts pushes
them to do the research as well as they can, while also needing to accept that the research may
not ever be perfect so they can move ahead. This does not resolve, however, when to move

forward or not.

The HCI researchers we heard from pointed to several, specific ways they reduce exploitation:
expanding definitions of compensation, maintaining relationships with participants after a
study, teaming up with community partners, member-checking data, and making participants

feel comfortable in studies, described in further detail below.

Many of the 24 HCI researchers talked about the importance of compensating participants
fairly. Recognizing the experiences of their participants—expensive health conditions or greater
difficulty finding employment, for instance—researchers strongly prioritized payment. HCIR15
considered how appropriate payment is crucial, yet under-practiced, and valued giving back
beyond or in addition to the monetary, traditional approach to compensation. For instance,

HCIR14 suggested providing a job reference after long-term study engagement.

Some HCI researchers in our study talked about how they approach their relationships with
study participants, past and present. HCIR7® pushed for researchers to “be transparent and be
open about your intentions and maintain contact” and added, “don’t disappear on them.” P6

expressed: “I'm not just going to like suck all this out of you and disappear.” Many researchers

6 Kate Ringland is a critical disability scholar who studies how games and play support sociality.
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shared this concern about abrupt exits after studies and how that would affect participants.
Transferring research systems to community partners, for ongoing support and development,

was one technique participants suggest for better managing the end of studies.

Many of the 24 HCI researchers discussed their experiences working with community partners
more broadly. HCIR5 explained that “if you want to generate novel insights, you really need to be
either embedded in those communities or you need to be very intentionally partnering with
people in those communities.” HCIR16 recommended that researchers not “invent the needs of
the community, [...] but go to the people who are doing the work and ask, ‘what can | do?"”
Partnership also enhances work, as HCIRS stated that they “believe personally and ethically that
the best kind of research that is done with marginalized people involves those people explicitly

in some form or fashion.”

Member checking helps assure both readers and authors that they are accurately interpreting
their participants’ experiences. HCIR9 described that they “hear about whether they [the
participants] think we've got it right or not.” HCIR18 also brought up that member checking helps
participants feel comfortable with the work that researchers are putting out. HCIR5
acknowledged that member checking requires additional organizational labor (e.g., keeping
track of people and their contact information) and labor for participants but also stated “it
usually makes my research stronger because then when | start talking about the themes of the
research and how | interpreted what people were saying, they are like, wow I didn't think of it that
way. And all of a sudden, we can have an additional conversation about the findings and | can
gather even more insight from them. So | actually treat member checking as secondary data

collection.”
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The 24 HCl researchers discussed how they thought about making participants comfortable in
their studies. They mentioned several examples of this including letting participants choose the
location of where to meet, avoiding language that participants expressed discomfort over, and
allowing participants to take breaks on their own time. Several participants mentioned that they
thought about ways participating in the study might burden participants, so they sought to
accommodate them by providing food, transportation to and from the study, and
accommodating accessibility needs. As HCIR15 stated, “space is just so political, and hard to get

right.”

As the HCI researchers in this study laid out what they have done to address exploitation in their
research, they also discussed that doing so can be difficult and take extra work to have a
meaningful impact while doing as little harm as possible. However, they underscored the

importance of making this effort.

3.4.2 Researcher to Researcher

HCI researchers in this study with marginalized backgrounds experienced strained relationships
with other researchers, and some described ways they navigate these tensions, while also

noting ways other researchers could reduce them.

3.4.2.1 Harms resulting from the researcher to researcher relationship

Tokenization and asking for invisible labor of researchers with marginalized identities

For the HCI researchers in our study with marginalized identities, an invitation or request to
participate in a research project engaging people with shared identities could be simultaneously
welcome and a cause for concern. Were they being asked to participate for their expertise as

scholars, who also bring added perspectives from of their identity? Or tokenized, regarded as a

necessary box to check to be able to do the research?
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HCIR8 reflected on how difficult it can be to discern colleagues’ true motives for including him
in a project, noted, “at some level though, you kind of want to be tokenized, which is weird.” This
was a shared sentiment among other marginalized HCI researchers in this study: being
tokenized by other researchers can be disrespectful and exploitative, but it is also sometimes a
starting point to meaningful engagement and better research. For an HCI researcher with a
marginalized identity, declining to participate in such a study may leave them wondering if the
other researchers will make mistakes and cause harms that could have been avoided if they
had contributed. Consequently, many join out of a sense of responsibility: “so often I feel like if |
don'’t do this, somebody is going to mess it up” (HCIR15). In this way, many people with
marginalized identities in the HCI community take on additional—and often unrecognized—labor

to further equity and justice in specific projects.

Other researchers from our study shared their experience being on the other side of a request
as they sought to involve collaborators who had shared experiences with their study
participants. HCIR13 explained their reasons for doing so: they “really tried to not just involve
community members in the research process, but also engage with other researchers who are also
sharing this identity.” HCIR8 laid out the tension of wanting to check his work was not going to
be harmful and not wanting to ask for too much invisible labor, while also rightly pointing out
that there are institutional reasons involved:
| like to get input on the kinds of questions I'm asking or the approach I'm taking with other
people in the research community who might either identify with the group that I'm
conducting research with, but also might just work also heavily with that group. But I think
there are limitations. On one hand there are limitations where | don't want to bombard

specific researchers who are already a minority in our community with more labor, for
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having to answer questions about their own identity all the time. And then on the other
hand, there's the fact that | might not have connections with those people in our
community or there might not be those people. For example, | don't think | know anyone
who's a trans black woman in HCI. And that just speaks to the fact that our community is
not as diverse as it could be. Then on top of that, if there was one person, | wouldn't want
to be that person who's just reaching out to ask for effort. So I think there are kind of
barriers to that approach. But, ideally | would want to make sure that I'm not acting as if I'm

the expert on someone else’s identity.

Tensions of reflexivity and positionality among researchers

The HCIR researchers in our study contested the appropriateness of asking for reflexive
statements, finding value but also potential harms in them. Focusing on the potential benefits,
HCIR15 described that they “would love reflexive statements if they do the work that needs to be
done, which is saying we, by having these connections, were suited to work in this space.” They
want on to say that reflexive statements also help researchers with “being really clear about the

lenses [they are] using.”

Despite these benefits, many of the 24 HCI researchers pushed back against suggestions that
reflexive statements should be a norm. Some expressed that requests for these statements can
be akin to asking researchers to disclose their identity to the research community, and that this
can disproportionately and negatively affect researchers who experience marginalization.
HCIR8 shared his own approach to disclosure and reflexivity:
There's a level of danger to constantly self-disclosing. This is actually something that |
purposely generally choose not to do in my research. | will self-disclose to my participants

when I'm recruiting them and talking to them. But | will not do so in papers because | just
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have a level of paranoia that might be tied to all of the background research that | read, the
literature reviews I've done about how, for example, documenting identity in classification
systems can lead to really bad things if you live in a country where your government
suddenly changes and directly attacks those people. So | think that self-disclosure as an
expectation is something that we shouldn't be doing and | would encourage other
marginalized researchers to push back a little bit if they feel like they should. They're forced
to do that because it can be dangerous. And it could lead to professional harm, because
there are people in our community who have biases and maybe we just don't know about

them.

HCI researchers in this study cited reasons for not wanting to disclose their identities in their
work, such as HCIR13 saying “/ didn't want to out myself in print forever.” HCIR8 explained that
the current dialogue “is limited in perspective and embraces this universality of experiences, that
disclosing that you are a woman or disclosing that you are white is much different than disclosing
that you are a trans person or a trans woman or disclosing that you are black. The types of
retaliation you might face for doing that are much different." HCIR13 explained how the current
ways in which the HCI community asks for reflexivity “assume that the person is not a member of
the group” and how this is “really dangerous, especially when the implications of disclosing can be
much more severe for marginalized people than for others.” As HCIR15 put it, “it should be my
choice” whether to disclose or not, and HCI should be conscious of the power dynamics
involved in asking for reflexivity. They explained that a culture of reflexivity can also do more
harm to researchers with marginalized identities, as the pressure to disclose one’s identity or
identities may take away from their agency. They also noted that, while getting work published

or progressing in one’s career is usually not contingent upon including reflexive statements,
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researchers should be aware of the ways that setting this expectation could end up outing

marginalized people.

Effects of membership on marginalized researchers and how their work is perceived

There were different perspectives on how membership can both add to and take away from the
research process and how other researchers perceive the published work. For instance, HCI
researchers we heard from discussed how their shared identity benefited their work (e.g.,
providing a source of confidence in carrying out the work). While membership can provide many
benefits to work that involves marginalized people, some of the 24 HCI researchers pointed out
the ways that membership does not and cannot solve everything. HCIRS pointed out, “I will also
say that | don't think that having an LGBTQ person on your research team [...] | don't think that's a
fail-safe. So that doesn't mean that you are guaranteed your research isn't going to be [messed]
up. You could still do [messed] up research [with queer people] as a queer person.” HCIR15 talked
about how their identity gave them more authority in the research community, but only so long
as they worked in areas related to their identity:

Unfortunately, people with disabilities doing disability things is a little bit more palatable

than people with disabilities doing not disability things. | also knew that | have a platform

where | get to say things because I'm disabled and so | have chosen to use that. But in

other ways, I'm also putting forward a very white and cis and straight and also academic

part of that. | know that that is wrong and it's harmful to the people who are producing

knowledge that | could not live without but has become integral to my existence.

HCIR15 also noted that this added authority is not always a positive: “I do need to question just
because someone is disabled, doesn’t mean that they’re doing good work, right? [...] So people are
going to read that some researchers are disabled in my paper and you're probably not going to

question the work in the same way. And | don't think that that's fair. | think that maybe I'd
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appreciate if they didn't question statements like ‘people with disabilities are disadvantaged,’ but |
think that it's very, very important that people do question the work.” HCIR15’s stance captures

the careful balance of giving authority based on membership.

HCIRS5 echoed this tension around perceptions of who can (or should) do research with
marginalized people. “You don't want people doing the research that are going to do it in a way
that's disrespectful or don't understand [what is] actually happening. But at the same time,
pigeon-holing all [marginalized] people into doing [marginalized] research is also not the
answer. So in that way, it gets a lot more complicated because if somebody showed up to a
conference [and were not a part of the marginalized people they were presenting on], | might
question their expertise on the issue. So that's one thing that I'm struggling with. | don't
necessarily know how we don't place the burden on the people that are already burdened.” Here,
HCIRS5 identified a tension of gatekeeping based who does what research based on
membership or identity. If anyone can work with marginalized people, then they may be more
likely to do the work poorly. If only marginalized people can do research within their own groups,

then they must carry the burden of pushing knowledge contributions themselves.

HCIR15 also emphasized overall cultural issues of academia. HCIR15's research builds from
scholars who are queer, trans, disabled, Black, indigenous, and/or people of color, whose
contributions are too often under-recognized and exploited. Unfortunately, discrimination and
hostility from other academics have pushed many of these researchers out of their fields

despite their production of crucial knowledge.

3.4.2.2 Mitigating harms from the researcher to researcher relationship

Despite the challenge of navigating harms created by other researchers, the HCI researchers in

this study suggested some techniques for reducing them.
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Critical reflections when asking for labor

HCIR14 offered a set of questions for researchers who wish to seek out collaborators because
of their experiences as a marginalized person: 1) why am | asking this specific person? 2) what
am | asking them to do? 3a) am | asking them because it is the easiest option? 3b) could | ask
someone else or look it up? 4) is what | am asking them to do appropriate, and further,
appropriate for myself or them? 5) how am | going to compensate them? Is the request
reciprocal? HCIR14 noted that it is important for faculty, primary investigators, or the person
with the most power to actively consider these questions. They emphasized that the

responsibility to account for these questions should not fall solely on junior researchers.

Balancing harms and benefits of reflexivity and positionality statements

HCI researchers in this study discussed how self-disclosure can either bolster their work or

detract from it. HCIR8 outlines the tension:
There's a level of encouraging self-disclosure because it can actually encourage further
trust in the research. So you say from my perspective, | am, for example, maybe I'm a queer
woman, so [...] | bring these new perspectives to this research that are really beneficial. But
then there's also the problem where not everyone reading that paper actually thinks that's a
benefit [...] there is that potential again of people who are just biased and then they
immediately think this paper is garbage because they think the researchers are too close to

the problem, which historically super positivist research has always been like that.

Neither authors nor reviewers can always anticipate the outcomes of disclosure; they can be
positive and/or negative, beneficial and/or detrimental. HCIR15 added to this idea by describing
how they sometimes reacted to disclosure: “when I read papers and on the rare occasion,

someone discloses that they are a part of this group, | do tend to take it more seriously.”
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Requiring reflexivity and positionality may also contribute to gatekeeping of research that
involves marginalized people. HCIR20 explained that with an expectation to disclose one’s
identity, “there are preconceived notions about who could do certain kinds of research.” HCIR16
talked about how “there’s also then a pressure of ‘do we have to all out ourselves at the beginning
of every paper in order to justify writing about something?” HCIR19 echoed this by saying that
they “don’t think someone who does research in [...] anything that deals with anything
marginalization-related has to feel like they have to disclose that about themselves for their work
to be legitimate, to be perceived as legitimate.” HCIR13, however, points out that perhaps this
gatekeeping device might be beneficial especially for researchers with non-membership: “/ do
like to see that people who are not part of the population they are studying are reflective and
thinking about their position.” HCIR13 went on to note, though that using membership as a
guideline for when to ask about reflexivity also requires making too many assumptions: “It's
really hard and | think about this a lot, the ingroup versus outgroup, what is and is not okay to ask.
Because if it's someone who is cisgender, | do feel like we have the right to ask them why [they

”

study trans populations]. But then you can never assume that someone's cisgender, you just can't.

Across these experiences and reactions, the researchers in this study noted the potential of
positionality and reflexivity statements to support both researchers and their audience in
understanding the perspectives, strengths, and limitations of the work. At the same time,
careless requests for such statements or using them in absolutist ways that control who can
and cannot do the work can cause some of the very same harms that those who request them
are hoping to mitigate. We return to constructive approaches reflexivity and positionality in the

discussion.

72



3.4.3 How expectations from the field of HCI affect researchers

The HCI researchers in our study described a cascade of influence: norms and incentives in the
HCI field affect how researchers treat both themselves and other researchers, and this then

influences how those researchers interact with participants in their research.

Technological solutionism and expectations.

HCI research, in its pursuit of novelty and innovation, can sometimes miss how the solutions
that we put forth might actually affect the people we are hoping to help. HCIR9 discussed how
“a lot of HCI things that | see don't necessarily get into broad availability. They're more kind of
investigative, so some things might not be quite as important or come up as often because things

are earlier in the development cycle, but | think we need to systematically think about it.”

Also in this drive to push forward, the HCI field can create a falsely positive narrative around
research: that it is a clean, straightforward process when it is actually a messy one. HCIR20
explained that “as a field, we are also motivated or could talk about positive things, not as much
as the negative things or the negative experiences. And there is a lot of value in doing so as well.”
Involved with this is the pressure to produce work and do so quickly. HCIR20 went on to explain:
“we are also in one way or the other are incentivized to write quickly, do work quickly talk about
positives” and that this makes it more difficult to “find the right literature, find the right best
practices, to find the negative experiences” which are “really important for a new person who's

coming and joining in the field and trying to change the world.”

Additionally, HCI researchers we heard from described how other researchers should be mindful
of what solutions we push forth. As HCIR16 explained we as researchers “shouldn't be the
people driving the solution, it's about how it is that we drive conversations around possible

solutions.” HCIR20 called for researchers to not get overly optimistic with the power of a
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technological solution. While they can have great impact, it is rare for these solutions to lead to
revolutionary change. They went on to recommend that researchers “recognize that this is just
incredibly complex space where technology is a very, very small piece and where exactly it's going
to fit and how well it's going to work.” Finally, HCIR20 talked about how researchers should think
about how technology fits in systematically:

There is a lot of enthusiasm about technology and when new people who are coming into

the research with a technology background or wanting to use technology for societal work,

that gets [...] really enthusiastic about how technology can change the world. [...] Only with

experience, you really feel that technology is not going to be the main player.

In other words, HCI researchers should not overestimate their work’s impact and must
remember that technology is just one component for systemic change. For all HCI researchers,
understanding and communicating the limits of technological interventions is a crucial part of
doing the research. For those who want to be allies, that understanding is also crucial for

knowing when technology is or is not the appropriate solution.

Impacts on marginalized researchers in HCI.

The 24 HCI researchers talked about improving the publication review process by not asking for
author disclosure. As they suggested, reviewers should recognize that their power, especially
over junior researchers who are increasingly pressured to publish, can have great
consequences. HCIR13 reflected on an experience in which they felt pressured to choose
between disclosing parts of their identity and publicly outing themselves:
At the time | really needed to publish, really wanted to publish. | feel when you're very junior,
there's this pressure to get things published. And so if the reviewers at that point had told

me, yes, you need to do this [including a reflexive statement], | would have done it and |
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would have regretted that. So it's really kind of dangerous because I think there's a lot of

reviewers nowadays who are pushing people to include these [reflexive] statements.

Further, HCIR8 outlined a burden that other researchers place on researchers who experience

marginalization:
| feel like there's an expectation of justification put on research with marginalized
communities that's not put on more general populations. What | mean by that is being
constantly asked to define, for example, what transgender is in your introductions [...]. | get
wanting to inform the reader, but at some level, when we're talking about people who exist
in the world, there should be an expectation that researchers can inform themselves about
that without the researcher to constantly redefine the same terms over and over again
because not enough people actually research this community. Then on the other hand,
there's constantly justifying why you chose to research with this community, which | feel in

some ways re-marginalizes that community.

These different accounts of experiences around disclosure highlight what is potentially at stake
for researchers. For researchers who experience marginalization, there are additional, unfair
pressures to continually out, define, and defend themselves to the HCI community. Here, we see
opportunities for the field to develop guidelines for HCI authors about how to describe their
positionality and for reviewers about how and when to ask for reflexivity. Recent efforts like the
community-sourced guide for CHI 2021 reviewing are important steps toward this for the field

(Kumar & Bardzell, 2020).
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3.5 Discussion — Embracing Tensions

For the two interactions, researcher to participant and researcher to researcher, our findings
reveal potential harms and how the 24 HCI researchers we heard from have addressed them.
The HCI to researcher to participant relationship additionally uncovers the structural influences
of HCI's norms and expectations and how they influence such harms. In the following section,
we discuss four tensions salient across these interactions—exploitation, membership,

disclosure, and allyship.

These four tensions are complex; even if researchers take all the precautions they can, follow
any prescribed best practices, and make an honest effort to not make any mistakes, they still
may not be able to resolve each tension. Resolution, however, is not the point, and to borrow an
expression from HCIRS5, there are no “fail-safes” in this line of work. As HCI researchers, we
must come to terms with the possible harms that are tied to doing research, especially with
marginalized people, and ready ourselves so that we are still able to make progress, minimize

the potential for those harms, and have plans in place if they do occur.

Itis also likely that researchers will experience each tension and how the tensions relate to one
another in different ways. Drawing from Morgan'’s axes of oppression, a person can be placed
somewhere along each axis, reflecting how much privilege and/or oppression they experience
from that axis category (Morgan, 1996). So, researchers who face similar oppression along the
same axis as their participants will have to confront a different set of questions and challenges
compared to a researcher who has privilege on the same study-specific axis. This
understanding of axis-specific marginalization compared to the people with whom a researcher

works is key to avoiding a binary categorization in which a researcher is considered
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marginalized or not marginalized. In the following sections, we outline how each tension has

competing, yet entangled priorities and then discuss what can and should be done about them.

3.5.1 The Tension of Exploitation

Participants in our study talked about exploitation on two broader levels: extracting experiences
from participants and tokenizing the identities of fellow researchers. These forms of
exploitation are complex to work through as both place unfair burdens on participants and
researchers but are seemingly unavoidable in the current research paradigm. The HCI
researchers in this study reflected upon how researchers treat participants, as many felt that
they offer little back to participants compared to what they receive. They also flagged a tension
at the researcher level, where it is unethical to involve researchers solely for their marginalized
experiences, while some marginalized researchers spoke of being left with no other choice but

to be tokenized to ensure that work is done with care.

Previous scholars have also emphasized the need for more equitable engagement with
participants. In 2010, Irani et al. laid out “postcolonial computing” that rethinks practices of
engagement in computing research (Irani et al., 2010). In this framework, the authors articulate
an alternate research paradigm that acknowledges the power dynamics involved in research
and views researchers and participants as equal partners in the knowledge-building process.
Our findings extend Irani et al.’s call for a paradigm shift of exploitative research practices by
identifying specific actions that researchers should consider. While these actions are certainly
not enough to completely shift toward an equal give and take, they may provide short-term

reprieve from an inherently exploitative process.

Participants in our study made several recommendations to better support those who

participate in HCI research, which we summarize and discuss further below. First, working with
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community partners may prevent researchers from furthering their own agendas ahead of those
of their participants. These partnerships work to balance the interests of researchers and
participants alike. Next, getting involved in research should not come at a cost to the
participant, and so researchers need to make appropriate accommodations such as access
needs, transportation to and from the study site, and proper compensation. Researchers should
also expand their definition of compensation and what they are actually giving back to their
participants. Previous literature points out that is not as simple as paying participants as much
money as possible; doing so might incentivize participants to take significant risks for more
compensation (Williams & Walter, 2015). However, another study has shown that low-income
individuals will ask for more payment if they feel that their compensation is unfair (Walter et al.,
2013). Considering these points, we suggest that researchers pay more when participants ask
for more compensation and search for ways in addition to monetary compensation that could
benefit participants (e.g., learning how to design and create prototypes, recommendation
letters, making connections to others they would not have met otherwise). Research can
provide better ways to give back to participants more directly in the short-term in addition to
longer-term benefits. Finally, researchers need to think about both the effects of their presence
at a site and the short and long-term effects of leaving that research site once the study is
complete, which directly aligns with principles in action research (Hayes, 2011). Taking time at
the recruitment stage and the beginning of the study to explain what will happen when the study
ends may reduce or prevent future discomfort (e.g., Will researchers take any interventions with
them as they exit? Will they try to transition them to community partners if desired?). Last,
individual-level reflection may also clarify whose priorities are being promoted, the researchers’
or the participants’. In addition to the researchers of this study’s call to do so, scholars of
decolonial studies and indigenous studies provide further guidance for self-reflexivity (Smith,

2012). In Decolonizing Methodologies, Smith poses the following questions to researchers to

78



self-reflect: “Whose research is it? Who owns it? Whose interests does it serve? Who will benefit
from it? Who has designed its questions and framed its scope? Who will carry it out? Who will
write it up? How will its results be disseminated?” (Smith, 2012, p. 10). Research teams might
think through and discuss their responses to these questions at the beginning, throughout, and

end of a study.

In addition to considering how we compensate and engage with participants, we must also
continue to evolve how HCI as an interventional field evaluates ethics and risk. With recent
criticisms of the Institutional Review Board in the US and a push for situational ethics (Howard
& Irani, 2019; Munteanu et al., 2015), we see how current structures filter too broadly. As a
result, risks that are not physically damaging but harmful nonetheless are inadequately
recognized and poorly addressed. For example, a now retracted article examined young

|ll

vascular surgeons’ public social media profiles for “unprofessional” content and unfairly
focused their critique on women surgeons for how they dressed in their photos (Hardouin et al.,
2020; Shaprio, 2020). Despite its sexist focus with problematic methods, the study was
approved by an institutional review board. Further, our findings in Section 3.4.1.1 point out how
current HCI researchers are reflecting on the shortcomings of standard risk evaluations. They
also highlight suggestions for amending our understanding of risk to account for possibilities of
increasing marginalization. Therefore, research ethics evaluations at local levels and collective
attitudes in HCI must have stronger protections of marginalized people. One noteworthy
example in HCl is the “Feminist Data Manifest-No,” a document that rejects dangerous data
practices and makes commitments to a non-exploitative paradigm of data usage (Cifor et al.,
2019). The authors of the Manifest-no initially crafted the list through an institution-hosted

workshop, and so we call for expanded organizational support to host, fund, and celebrate local

labor pushing for stronger institutional ethics.
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As we heard from current HCI researchers, participants are not the only group at risk of
exploitation in research: researchers may also exploit other researchers. In recognizing that
researchers with marginalized identities should not be responsible for protecting their own
communities from harm, our findings and other work provide guidance on how to reduce this
form of exploitation. In Crippling Emotional Labor: A Field Guide, Amy Gaeta, who at the time of
this study was a PhD candidate in English focusing on feminist disability approaches to
Science, Technology and Society (STS), makes recommendations for researchers of
marginalized identities: “We must analyze when we are being valued as a person or valued as
resource and recognize it's not always either/or” (Gaeta, 2019). From there, Gaeta makes
suggestions for researchers who experience marginalization on how to handle possible
exploitation, such as distinguishing emotional labor from emotional support, setting boundaries,
and not feeling guilty for saying no. For those who want to ask for emotional labor from others,
Gaeta recommends asking early and being transparent about not wanting to exploit their help.
Part of mitigating the exploitation of researchers involves removing as much burden as possible
from a request. In line with HCIR14's recommended questions for reducing exploitation in
Section 3.4.2.1, researchers should ultimately distinguish between what the requester can learn
on their own—e.g., through searching for past conversations or resources online or reading

literature—and what information must come from the requestee.

It is also important to note that technological innovation does not always have to lead to
exploitation; there is opportunity for novelty in HCI while not taking advantage of other
researchers and participants. Participant responses in Section 3.4.3 provide some guidance for
how to do this, by openly talking about the messiness of research and understanding the limits

of what technology can accomplish. This second piece of advice is particularly crucial for those
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seeking both novelty and impact. Advances in technology can and have had great benefits for
users who experience marginalization, but there is real danger in believing that these
achievements will “fix” the problem. So, we hope that HCI researchers continue to push

technological boundaries while also understanding the limits of their real impact.

While researchers can and should find ways to make their practices less exploitative, efforts to
resist exploitation in HCI research must also happen at a structural level. It is unfair to place
sole responsibility onto individual researchers to change behaviors that have been conditioned
by the norms of the field. As shown in Section 3.4.3, this influence places much burden on
marginalized researchers especially and can govern how researchers interact with participants.
While efforts such as the SIGCHI Social Impact Award incentivize research that values equity
and not just technology innovation, there are problems when our governing institutions stop at
these rewards without looking at the deeper impact. Researchers are led to believe that only
individuals at the height of their careers can achieve this status, and further, only one to two
people in the expansive field of HCI receive such awards each year. As a result, recognition for
equity and justice driven research is scarce, further isolating those already making efforts to
transform the field. We should celebrate and continue to recognize individuals who are doing
good work, but we are just not doing nearly enough to ensure that more people can do this work

and be rewarded for it throughout their careers.

There are various dimensions to the tension of exploitation, not only in terms of who is
exploited but also regarding what can be done to address such unfair burdening. The
experiences of the HCI researchers in our study illustrate how this plays out in HCI, including the
work these researchers do to mitigate that exploitation. Even as they do this work, pursuits of

impact through novelty can work against aspirations of equity and justice. This can result in
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short-term harms to participant or researcher well-being. Further, when HCI research claims a
technical solution based on a shallow understanding of a complex societal problem, our
research community risks misappropriating resources to ourselves and away from the very
community and grassroots organizations that are most able to address them. To mitigate this,
our field must learn to be more honest about the limitations of our understanding and solutions.
We can learn to be better partners to the communities involved in our research from current
members of our community who are modeling this kind of work (e.g., Erete, 2015; Ghoshal &

Bruckman, 2019; Hui et al., 2020).

Finally, one common approach to preventing researchers from exploiting participants with
marginalized identities is gatekeeping or preventing researchers from working with participants
with different identities. In the next section, we explore the difficulty and complexity in doing so

and how it contributes to further marginalization.

3.5.2 The Tension of Membership

The debate over what a person’s identity allows and/or prohibits them from doing has been long
discussed in non-HCI spaces by scholars of color. Our membership related findings link to “A
Black Feminist Statement” created by the Combahee River Collective, a group of Black
Feminists that comes from a history of survival and liberation of Black women, centers the
rights and oppression that Black women face specifically, and is dedicated to fighting injustices
that are responsible for the oppression of marginalized people (Combahee River Collective,
1977). In their statement, they write about how membership grants a uniquely powerful
perspective on how that individual is systematically oppressed: “We believe that the most
profound and potentially most radical politics come directly out of our own identity, as opposed
to working to end somebody else’s oppression” (Combahee River Collective, 1977, p.212). While

holding this as true, we add that this does not inherently mean that non-members of a
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marginalized group cannot help with their fight against injustice. It is through this lens that we
understand and explore the tension of membership: supporting those on more oppressed
points along specific axes of oppression without overstepping our bounds. Specifically, we
extend membership conversations in HCI by discussing 1) the limits of what marginalized
researchers can make claims about and opportunities for reflection, 2) why HCI researchers
should not prevent researchers from working with marginalized group solely based on a
person’s identity, 3) what is needed for researchers who do not experience marginalization in
that given context to engage in such work, and 4) structural recommendations for HCI to move

beyond identity politics without erasing marginalized experiences.

In our findings, the HCI researchers we heard from identified different levels of membership in
their own work: some felt they shared identities and experiences while others did not. They
indicated the difficulty of varying levels of membership in two ways. First, participants said that
membership is helpful to research by providing insight only possible through shared experience,
but it is also not a guarantee that that work will be done with care. Second, they pointed out that
non-membership should not be the sole reason that researchers cannot work with marginalized
groups, but it should come with extra reflection over the researchers’ possible impact and the

space they take up as guests.

As a majority of the HCI researchers we heard from in this study self-identified as having one or
more marginalized identities, many of our results raise recommendations for researchers who
experience marginalization. Commonalities between researcher and participant can be helpful
as HClI researchers in our study experienced many benefits of shared membership with
participants such as helping them establish trust and rapport. However, those researchers,

others engaged in the research, and their audience must also be aware of their limits. For
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example, in Section 3.4.2.2, some HCI researchers discussed how they could never fully
connect with the varied makeup of their participants’ identities, and so they avoided claiming
that they could completely and accurately represent the experiences of participants in their
studies. Membership also does not guarantee that a researcher cannot make harmful
decisions. HCIR15 pointed out in Section 3.4.2.1 that they were concerned that readers would
be less willing to criticize their work because of the membership make-up of their research
team. In addition, members of marginalized groups can do and have done harm to their own
communities. The concept of homonormativity provides one example of this form of harm and
inter-community gatekeeping. In short, homonormativity manifests as valuing, conforming to,
aspiring to, and politicizing the ideals of a heteronormative way of living and thinking (Duggan,
2002; Halperin, 2012). As a result, homonormativity has created a commonly accepted monolith
of what it means to act as and look like an LGBTQ+ person, and those who fit the mold

discriminate against any deviations from the norm.

Similar to some HCI researchers in this study, readers with marginalized identities might face
discomfort over how much to use their identity as an asset in their work versus how much to
question what it allows them. We emphasize here that these recommendations to reflect on
individual limits are not meant to diminish their lived experiences in any way, but rather to ask
these researchers to identify personal boundaries given their positionalities to protect other
marginalized people. To better understand the unique experience of researching with
communities with shared marginalized identity, we draw from Villenas’ discussion of her own
position as a researcher working with a community that she shares membership:

“Here is my own dilemma: as a Chicana graduate student in a White institution and an

educational ethnographer of Latino communities, | am both, as well as in between the

two. | am the colonized in relation to the greater society, to the institution of higher
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learning, and to the dominant majority culture in the research setting. | am the colonizer
because | am the educated, ‘marginalized’ researcher, recruited and sanctioned by
privileged dominant institutions to write for and about Latino communities. | am a
walking contradiction with a foot in both worlds — in the dominant privileged institutions
and in the marginalized communities. Yet, | possess my own agency and will to promote
my own and the collective agendas of particular Latino communities.” (Villenas, 1996, p.

714)

Villenas' “foot in both worlds” will likely resonate with other marginalized researchers, and she
provides further guidance for those who might feel uneasy. In her reflections over this position,
she discusses how researchers can further act as colonizers. She warns against two possible
ways that researchers can be colonizers: first, leveraging a researcher’s authority and position
to make definitive claims about participants without their input, and second, when researchers
fail to reflect on their own privileges in the process. Villenas provides her own approach to
reflecting upon her position:
“I needed first to ask myself, How am |, as a Chicana researcher, damaged by my own
marginality? Furthermore, how am | complicit in the manipulation of my identities such
that | participate in my own colonization and marginalization and, by extension, that of
my own people — those with whom | feel a cultural and collective connectedness and
commitment? For these reasons, researchers must examine how their subjectivities and
perceptions are negotiated and changed, not only in relation to the disenfranchised
community as research participants, but also through interactions with the majority

culture.” (Villenas, 1996, p. 721-722)
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In this way, researchers who work with people they share experiences of marginalization with
must balance their own simultaneous positions as colonizers and colonized. Villenas leaves the
reader with this: there is power and strength in the middle, in the both/and where these
identities as colonizers and colonized are intertwined, or, as Fine describes it, working the “Self-
Other hyphen” (Fine, 1994). Villenas’ conclusion might resonate with readers who experience
marginalization:
“My answer to the ethnographer-as-colonizer dilemma is that | will not stop at being the
public translator and facilitator for my communities, but that | am my own voice, an
activist seeking liberation from my own historical oppression in relation to my
communities” (Villenas, 1996, p.730).
Villenas’ account provides an example of how one researcher has unpacked their identities,
and we push marginalized researchers in HCI to take it as inspiration to critically explore

their own identities.

HCI researchers in this study also described the roles that various kinds of gatekeeping have in
research with marginalized people, specifically focusing on the gatekeeping that researchers do
to other researchers. Based on the experiences of participants in this study, we argue that
membership should not be used as a gatekeeping device. Determining who can do what
research stifles the production of knowledge that marginalized people already lack and deserve.
Limiting research with marginalized people to only those who have some form of membership
is ultimately harmful. Doing so would only make HCI’s focus on Western, Educated,
Industrialized, Rich, and Democratic (WEIRD) participants even worse, given that our community
is also not yet as diverse as we hope to be (Sturm et al., 2015). Additionally, leaving the
responsibility to do work with marginalized groups on researchers who experience

marginalization is not only a form of epistemic exploitation, but it may ultimately pigeon-hole
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marginalized researchers into focusing solely on marginalization if no one else will do the work.
We must be particularly attentive to this second piece because a continual cycle of asking
marginalized researchers to carry the weight of entire research agendas while simultaneously
undervaluing that work would inevitably increase inequities in academia, including burnout and
low levels of retention among marginalized academics, even further (Aguirre, 2000; Daley et al.,

2006; Lloyd-Jones, 2014).

Recommendations for HCI

Ultimately, we take issue with assumptions that members of a marginalized group can do no
harm, while non-members only do harm. Neither can necessarily hold true. Rather than using a
researcher’s identity as the metric for the appropriateness and validity of their work, readers and
reviewers should evaluate what considerations the researcher made throughout their research
process in addition to remaining attentive to the author’s positionality in the study context. Did
the researcher note if and how they made ethical considerations? What steps did they take to
ensure they protected participants from both high-level and smaller-scale harms? Membership
can provide expertise that supports researchers in making appropriate choices, but it is not the
only way to make those choices, and the entire research community benefits when publications

document the choices made.

As we heard from participants in this study, researchers who experience marginalization are
often asked to do more, such as educating readers about “what transgender is” from Section
3.4.2.2. So, we find it important to call out the relationship of membership and invisible,
uncompensated labor. While we call for researchers to share the ethical considerations they
took in their work, this must also not become a justification for requiring marginalized

researchers to do more work to teach other HCI researchers how to make such choices.
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Ignoring work that is often asked or required of researchers who experience marginalization and
not others would only further contribute to epistemic exploitation in HCI, a practice already
present and documented today (Grady et al., 2020). As it stands, our current structures make it
so that the work required to build more inclusive, equitable research environments and
dismantle systemic barriers to research fall unevenly on marginalized researchers. Even more
condemning, these efforts to improve our field for everyone are taken for granted and ignored.
Too many Black scholars have documented the discrimination and isolation that Black
researchers, and especially Black women, in computing face for such behavior to continue (
Black in Computing and Our Allies for Equity and Fairness, 2020; Rankin et al., 2020). Because
of this, our recommendations for the HClI community must occur in tandem with changes that
better recognize marginalized scholars for their work and/or decrease the burden of labor of

what we currently ask of them.

Part of the process to lessen or share additional labor must involve action from HCI researchers
with privilege, and there are many opportunities to reflect upon their levels of membership and
take action. Thus, we position this work alongside previous literature calling for better, more
intentionally intersectional HCI research, specifically the Intersectional Computing framework
introduced by Thomas et al. (Rankin et al., 2020; Thomas et al., 2018). Serious work needs to
get done, ranging from individual-level attention to the inequalities that people unlike them are
facing today and the larger structures responsible for such injustices to an understanding of
micro-level interactions with those around them. This means more than just an awareness but a
deep, probably uncomfortable journey toward learning about what their membership has
granted them and their relationships with systemic racism, capitalism, patriarchal society,

ableism, homophobia, transphobia, and many more.
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There are clear and practical ways for HCI as a research community to make more space for
thoughtful documentation of research processes. To support full discussion of the ethics
considerations in research, organizers of publication venues might consider expanding or
eliminating page limits or not counting sections of papers that discuss ethical or inclusion
aspects toward page limits. This would allow for more detailed discussions of the processes
and care that were taken to protect marginalized participants, without sacrificing space for
results or research contributions. The Interaction Design & Children conference (IDC) already
requires a “Selection and Participation of Children” section’ that does not count toward its page
limits; this could be a model that venues wishing to retain page limits could follow. Such
feasible changes would go a long way in prioritizing work that engages in thoughtful reflection.
In addition, authors will not be placed in the difficult position of choosing between documenting

their ethical considerations and other crucial parts of their work.

The tension of membership contests beliefs about researchers who share identities and
experiences with participants they work with. Researchers with shared marginalized identities
deserve to have some authority over their collective experiences with participants, as
membership can support expertise in making choices; additionally, they must also recognize the
limits of what they can claim to understand. However, recognizing the benefits and limits of
membership should not automatically lead to rejecting, ignoring, or taking marginalized voices

for granted. Even if membership cannot be constructed as a monolithic, all-encompassing

" From the IDC 2020’s submission page on why they require such a section, “Designing with and for
children comes with challenges and responsibilities. The IDC community is keen to include children
voices as well as to protect their rights and promote the ethical inclusion of their perspectives in
research. Papers must include a section “Selection and Participation of Children” in which the authors of
the paper should describe how children were selected (if there were no children simply write — no children
participated in this work), what consent processes were followed (i.e. did they consent and if so what
they were told), how they were treated, how data sharing was communicated, and especially any
additional ethical considerations.”
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experience for all, there is opportunity to learn from the collective wisdom of people with shared
experiences (Rankin & Thomas, 2019). Further, such uses of a researcher’s identity to diminish
the knowledge they contribute is testimonial injustice (Fricker, 2007). As some HCI scholars
have documented, such an experience is in fact violence against fellow researchers and reflects
a shameful history of practices in our field (Ymous et al., 2020). Considering all of this, there
needs to be a careful balance between respecting researcher experiences and following their
lead without question, assuming that anyone is exempt from doing harm to marginalized

people.

In presenting this tension, we emphasize the need for researchers to further interrogate
identities and the roles they play in research. For researchers, the partial membership they may
have with research participants can be an important consideration—but far from the only one—
in whether and how to proceed. We recommend that HCI researchers understand membership
as a spectrum of shared experiences, while also avoiding conceptions that full membership is
even attainable when considering intersectionality. As part of this process, researchers must
work to understand their own identities and how they have shaped their experiences and

approaches to research — something we ourselves have struggled with in revisions of this

paper.
3.5.3 The Tension of Disclosure

Experiences of the HClI researchers in this study indicate confusion around when it is
appropriate to ask authors to be reflexive and what authors should include in positionality
statements. While we asked participants to talk about their experiences with reflexive or
positionality statements, many spoke about requests for identity disclosure. These experiences
indicate that while there is a theoretical difference between reflexivity and positionality, this

distinction does not reliably carry over to current practices.
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The tensions of membership and disclosure are closely related. Reflexivity and positionality
statements can help people understand the strengths and limitations of the work, which
clarifies the author’s position, but they can also open up researchers to discrimination or harm.
Basing judgements and decisions on an author's membership might help communicate
researcher motives for doing work with marginalized people, but it would also require
researchers to disclose their identities publicly. If the HCI community chooses to govern who
can or cannot do certain kinds of research, asking for this information without continuing to

marginalize researchers presents a major dilemma that requires a deeper engagement.

In the past, HCI researchers have made calls for expanded reflexivity and self-disclosure
practices. For instance, Bardzell & Bardzell describe reflexivity as a key component of their
Feminist HCI and define it as an “ongoing self-questioning about whether the research is
delivering on its ambitions to be feminist, improve human quality of life, and undermine rather
than reinforce oppressive social structures, etc” (Bardzell & Bardzell, 2011, p. 683). Schlesinger
et al. provide more guidance, calling for statements not necessarily rooted in author identities
and “would help the community better interpret a publication, like a privilege, ethics, or values
disclosure” (Schlesinger et al., 2017, p. 5421). The tension of reflexivity and positionality builds
upon previous calls by providing more granular reflection tools for researchers and reviewers
through Table 4. Here, we further explore the nuances of disclosure requests, emphasizing that
reviewers who may ask for information about the authors should be explicit about what they are

looking for and why.

In Sections 4.2.1.2,4.2.2.2, and 4.2.3.2, we highlight different dimensions that must be

considered in calls for reflexivity and positionality. First, disclosing certain identities or
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experiences can have a range of social consequences, and positionality practices within HCI
cannot ignore these repercussions. Next, setting an expectation for positionality statements
might end up outing people who are not comfortable being outed, under threat of barriers to
publication, career advancement, or conflict in their lives outside of work. Third, the HCI
research community may consider positionality statements that describe author identities
collectively rather than individually, though this of course creates challenges in solo-authored
papers. Further, to reiterate a point discussed in the tension of membership: the community
should take care not to rely on positionality statements and membership as a shortcut for

validating (or invalidating) work with marginalized people.

Additionally, our results point out benefits and disadvantages to identity disclosure. Some
participants in this study discussed how disclosing their identities helped to establish greater
trust of the researcher and in the research process, benefitting marginalized people who
participate in research. Disclosing one’s identity to participants, though, is a personal choice
and fellow research team members, collaborators, and reviewers should not pressure others to
out themselves. For authors, choosing whether to include a positionality statement is difficult,
as they cannot fully anticipate how audiences might respond to them. Further, because
disclosure of a marginalized identity can open researchers to unconscious biases or more overt
discrimination, pressuring marginalized researchers to include a positionality statement comes
with potentially severe repercussions. These benefits and potential costs of disclosure cause
researchers to face a tension in choosing whether to and how to discuss the ways their
identities have influenced their work. As seen in Section 3.4.2.1, participants of our study have
experienced expectations of disclosure under the pretense of being reflexive, to out themselves
for their work to seem legitimate. Asking researchers to choose between disclosing—increasing

the chance of publication but also increasing the chances of judgment or backlash—or not
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disclosing—decreasing the chances of publication but reducing the risk of backlash—can further
abuse the already marginalized. As our results point out, researchers experience discrimination

not so much for the inclusion of a reflexive statement but more for the content.

However, we cannot assume that a lack of reflexivity or positionality protects authors from
these biases. As seen in the experiences of participants in our study, a lack of a reflexive
statement can lead to reviewers and other researchers making assumptions about researchers’
identity and membership (or lack of membership), often to frustrating effect. We encourage
reviewers and others not to make any such assumptions; doing so may force a researcher to

out their identities just to defend their work.

Highlighting this tension of disclosure does not mean that authors cannot include positionality
statements that disclose their identities; rather, we push back against a culture of reflexivity
statements as a norm. The decision to disclose should be up to the individual researcher, and
not a consequence of an expectation or request from a reviewer or research team. However,
some of the HCI researchers in our study have experienced these outside pressures to disclose,
and they report that such requests are increasing in prevalence. As a result, we hope that
individual researchers who might want to disclose their identities and reviewers who might want

such information consider the questions in Table 4, influenced by themes in this work.

Researchers Considering Disclosure Reviewers Requesting Disclosure
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Why do you wish to disclose? Why are you asking for disclosure?

Is it only to satisfy someone’s curiosity? How might it influence your perceptions of

) o the work? For what reasons?
Is it to promote social justice or act as a

role-model for other researchers? What assumptions are you making about

) the authors’ identities?
Is it to help share what you see as the

strengths and limitations of your work? How might the authors be harmed through

. ' . such a request?
Is it to provide legitimacy to your work?

Is there other information that could address
these needs? (e.g., can you instead look to
the authors’ ethical considerations to
provide what you are looking for?)

Are there mechanisms in place that would
allow you to reverse your decision? Have
you considered disclosing to reviewers
only rather than permanent disclosure in
print? How might this knowledge affect how you

) ) ) perceive their contributions?
How might your disclosure influence how

readers perceive your work?

What are the potential outcomes of
disclosing your identity?

Table 4. Reflective questions for authors and reviewers considering disclosure

Individuals should be able to decide whether or not they want to disclose their own identities,
but it is hard to disentangle whether they are doing it for themselves, to please a reviewer, or
because they have seen similar statements elsewhere. In HCI, there is little work that explores
the nuance of reflexivity and positionality or documents the real-world consequences that many
researchers who experience marginalization face when they disclose their identities. We hope
that these guiding questions can help both researchers thinking about disclosure through a
positionality statement and reviewers considering asking for one to reflect on the nature and

potential impacts of such a decision.

3.5.4 The Tension of Allyship

Across our interviews, survey responses, and our own hopes of supporting marginalized people

in research, we see parallels with the goals of allyship. Allyship efforts in and out of academic
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contexts leverage power for social progress, and we can use allyship as a way to understand
how we as HClI researchers can do better and what barriers to avoid. In the following section,
we outline key components of allyship, and we propose an allyship-oriented approach to
research with marginalized people, one that is explicitly in opposition to systems of oppression

and asks individual researchers to engage in a constant cycle of critical self-reflection.

Especially in HCI, research has the power to help groups of people by building and designing
systems, tools, and knowledge. However, sometimes what we as a field create ends up—
regardless of our intentions—furthering marginalization, harming those that we try to help,
and/or prioritizing researcher agendas ahead of the priorities of marginalized people. In
research and beyond, allyship provides one framework for working with marginalized people.
Scholarship on allyship has explored the nuance involved in being an ally, revealing that this
form of work cannot be done haphazardly (Powell & Kelly, 2018; Leonard & Misumi, 2016; Kluttz
et al., 2019). In the following section, we draw upon criticisms of allyship from previous
scholarship and the 24 HCI researchers in this study to demonstrate the tension of allyship: not
all research that claims to be allyship is allyship and, simultaneously, all research should be
allyship. The tension of allyship encompasses many of the concerns in each of the previous
tensions; addressing issues of exploitation, membership, and disclosure are all involved in

confronting the tension as a whole.

There are actions that researchers can take to address the potential “empty” allyship in research
the HClI researchers in this study were wary of. In addition to the suggestions we discuss in the
sections above, researchers should avoid pushing potentially beneficial, but potentially
unsustainable, technologies onto people without the researcher’s ongoing support or a plan to

develop sustainable practices around their use. To address this, researchers should consider
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the long-term effects of their presence and mediate any harms that might occur from their
departure. For example, researchers could communicate when and how they will leave at the
beginning of a study to set clear expectations for participants. In this way, researchers might

consider integrating reflections on their impact into their research processes.

Further, we draw from the work of Boaventura de Sousa Santos, who has written extensively
about embracing and working with alternative ways of knowing, specifically epistemologies that
are not centered around the Global North. While de Sousa Santos challenges a singular,
Western way of knowing, he explains that these ideas should not be dismissed altogether (de
Sousa Santos, 2014). Instead, Santos calls for the “expansion of the present,” an approach that
embraces other forms of knowledge in addition to how the majority deems what is knowledge
and what is not. Drawing from these ideas, our vision of equitable allyship does not mean the
absolute rejection of researchers with privilege, but instead the expansion of what it means to
include marginalized people in research. We believe that as a community, we should not
exclude others from doing certain kinds of research and solely use membership as a metric for
good or bad work. Not using the power of allies to elevate marginalized people would be a
waste in the pursuit of justice. Rather, the entire HCI community should strive to better involve

and fairly interact with marginalized people in research, both as participants and researchers.

Our results resonate with discourse in other fields, demonstrating overlaps with HCI and
opportunities to further learn from them. Challenging the notion of universalism is deeply rooted
in Disability Studies (Imrie, 2012) and Feminism (Franks, 2002), and similarly, we found that
matters of allyship and marginalization require an acknowledgment that there are no blanket
solutions (or even possible solutions, for that matter). As researchers, however, we cannot let

these barriers become restrictions. Also, consistent with CBPR, PD, and ICTD views on equity,
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justice, and impact, HCI researchers can strive to build systems and knowledge that are acts of
allyship; however, we must be certain that what we push on people has been well thought
through and done with the knowledge that these are what they want. Researchers should also
be wary of overclaiming their power or impact on their participants; just because they might be
building knowledge or tools intended for their benefit does not guarantee that their

contributions are warranted or socially progressive.

Our work further builds upon a growing effort to think critically about how researchers engage
with marginalized people. To highlight one example, Antle identified five questions for
researchers to ask when working with vulnerable populations: 1) “How can we feel relatively
certain that we are providing benefits to the population we are working with?”; 2) “Given the
requirements of many university ethics boards, how can we work with children who may most
need help but are least able to give assent?”; 3) “How do we find a balance between conducting
rigorous research and ensuring that our research does not harm the children we work with?”; 4)
“How do we manage children’s expectations and attachment with the research team in ways
that will minimize any emotional damage to the children?”; 5) “What will we leave behind when
the research ends?” (Antle, 2017, p.75-77). While Antle’s questions are specific to child-
computer interaction, they also illuminate transferable and relevant questions around
understanding impact, accounting for ethics under existing structures, and reevaluating harm

and justice as a part of our research processes.

Finally, an understanding of allyship and working with marginalized people would be incomplete
without acknowledging the labor and knowledge from many activists, a movement already
present in HCI (e.g., Benjamin, 2020; Bennett & Keyes, 2019; Dillahunt & Veinot, 2018; Muller,

2003; Parker et al., 2012). There are numerous opportunities and lessons to learn from. For one,
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definitions of allyship that come from some of the most oppressed voices in society can be the
most revealing and must be centered in these conversations. To address why this might be the
case, we again turn to the Combahee River Collective’s A Black Feminist Statement as they
stated “We might use our position at the bottom, however, to make a clear leap into
revolutionary action. If Black women were free, it would mean that everyone else would have to
be free since our freedom would necessitate the destruction of all the systems of oppression”
(Combahee River Collective, 1977, p. 215). Roxane Gay, a writer, activist, and social
commentator, built upon this point to describe the potential empty promise of allyship with
Black people (Gay, 2016):
“Black people do not need allies. We need people to stand up and take on the problems
borne of oppression as their own, without remove or distance. We need people to do this
even if they cannot fully understand what it's like to be oppressed for their race or ethnicity,
gender, sexuality, ability, class, religion, or other marker of identity. We need people to use
common sense to figure out how to participate in social justice.
Don't tell us about your racist uncle or grandfather or sister or cousin. Don't try to unburden
yourself of guilt that isn't yours to carry. Actively listen when marginalized people tell you
about their oppression—don't offer your pity (which only helps you) and don't apologize.
Listen and do your best to understand what it feels like to live with oppression as a
constant. Speak up when you hear people making racist jokes. Speak up when you see
injustice in action. Inform yourself about your local law enforcement and how they treat
people of color. Vote. Take a stand instead of waiting for absolution from people of color.

We don't have that kind of time. We're fighting for our lives.”

Gay'’s writing highlights crucial ideas and criticisms of allyship, such as ensuring that the focus

is on the experiences of marginalized people and investing in issues that might not be our own.
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The piece is clear in its call for action as opposed to passive, tacit support, and it also displays
an exhaustion with empty allyship as Gay lists off the many ways that allies can try and have
tried to refocus attention onto themselves. In addition to these learnings, several organizations
outside of academic circles have put forth allyship-oriented guides that provide opportunities to
learn from. While we provide short summaries, we urge readers to seek these resources
directly:

Design Justice Network Principles: Design Justice Network centers marginalized voices in

the design process and puts forth ten principles. Among others, they call for designers to

o«

“prioritize design’s impact on the community over the intentions of the designer,” “view
change as emergent from an accountable, accessible, and collaborative process, rather than
as a point at the end of a process”, and “look for what is already working at the community

level [... and] honor and uplift traditional, indigenous, and local knowledge and practices”

before pursuing novelty (Design Justice Network, 2018).

Accomplices not Allies: Indigenous Action Media criticizes the model of allyship for the
ways that some people are more caught up with being identified as an ally than the deep,
meaningful, and ongoing engagement that is needed. In response, they turn to accomplices
instead and recommend that accomplices do research before reaching out to communities
of marginalized people, not do work to absolve oneself from guilt or shame, be ready to be
held accountable for one’s actions, and not to pursue accomplices as an identity

(Indigenous Action, 2014).
#TalkAboutTrayvon: A toolkit for white people on the fifth anniversary of Trayvon’'s Death:
Black Lives Matter created this toolkit that calls for white allies to speak out against racism

on their platforms (social media, personal, etc.), engage with other white or non-oppressed
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people, and take action (e.g., give money, educate themselves, and actively advocate for the

rights and equal treatment of others) (Black Lives Matter, 2017).

Ethical Guidelines for Research Involving Transgender People & Communities: The
Canadian Professional Association for Transgender Health (CPATH) created procedures for
researchers to take when doing trans-specific research. In particular, they advocate for
researchers to actively consider possible impact (both positive and negative) of their work,
account for concerns over privacy and revisiting trauma, involve trans people in all phases
of the research process, and help trans people become sustainable in becoming

researchers (Bauer et al., 2019).

Looking across our results, critical discussions of allyship, and recommendations put out by
activist groups, there are commonalities that contribute to an allyship-oriented approach to HCI
research, summarized in Table 5. Our work both echoes recommendations from current
literature and activist guides and translates them into lessons for HCI as a field. Specifically, we
make two additions to understanding research as allyship. First, we provide examples of
actions and considerations researchers can take to balance equity and justice with impact,
discussed through the tension of exploitation. Next, we call for an approach to research that
avoids unproductive conversations about identity politics. As Collins and Bilge wrote on
intersectionality, bringing up matters of identity cannot mean an immediate end to conversation,
but instead act as a traversal point for further inquiry (Collins & Bilge, 2016). Situating these
ideas into this work, this manifests as gatekeeping research agendas and requiring identity
disclosures, shown through the tensions of reflexivity and positionality and membership.
Moving past identity politics does not mean a complete denial of the historically rooted

oppressions that some people face; rather, this approach challenges over-simplifying groupings
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by membership status while still understanding how different experiences shape and reshape
us. As mentioned before, this is a both/and approach rather than an either/or one. For
researchers who have privilege in any number of axes of oppression, this means considering
identity-based experiences as an important point, but not the sole factor for deciding whether
and how to proceed with research. These researchers also have the responsibility of pushing

through difficult conversations especially when it comes to identity.

Allyship in...
Our Results Previous Allyship Activist Guides

Literature
Works towards equity Redistributes power Understands and prioritizes
and justice in addressing | from those with it to impacts on marginalized people
exploitation of both those without (lyer & (Design Justice Network, 2018)
participants and Leach, 2009; Brooks & _
researchers Edwards, 2009) Embraces the ongoing process

and lack of endpoint (Design
Moves past identity Avoids tokenizing Justice Network, 2018)
politics both in terms of | marginalized people
gatekeeping who can do | (Russell & Bohan, 2016)
what research and
asking for identity
disclosure

Avoids pursuing novelty for
novelty sake (Design Justice
The majority challenges | Network, 2018)

the status quo (Subasi¢
et al., 2008; Tatum, Fills real gaps, not ones created by

1994) researchers for researchers
(Design Justice Network, 2018)
Centers the agendas of
marginalized people
(Russell, 2011; Evans et
al., 2005)

Rejects ally as an identity
(Indigenous Action, 2014)

Prioritizes taking direct,
meaningful action (Indigenous
Action, 2014)

Leverages privilege and power
(Black Lives Matter, 2017)

Accounts for and anticipates
potential harms beyond traditional
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conceptions of harm (Black Lives
Matter, 2017)

Works with actual target
communities (Bauer et al., 2019)

Considers sustainability of
research within the communities
(Bauer et al., 2019)

Table 5. Summarizing across our results, previous literature, and activist guides

While we have described various recommendations for individual-level change, allyship cannot
rest solely on each researcher. The HCI community requires a larger-scale transformation to be
sustainable. Allyship requires a comprehensive effort to dismantle systems of oppression,

structurally and collectively.

To provide an example of the dangers in having a singular focus on one issue or one axis of
oppression, we return to the concept of homonormativity from Section 3.5.2, where we
demonstrated how homonormativity influences individual LGBTQ+ behavior and thinking.
Homonormativity shapes institutions as well. For example, after the United States Supreme
Court decision enacted marriage equality, policymakers and administrators made changes that
helped homonormative individuals at the expense of those who do not fit into a normative ideal
(Daum, 2020). Daum writes: “the focus on sexual orientation operationalized as a single axis
characteristic (heterosexual or homosexual)... led many policymakers and administrators to
homogenize LGBTQ individuals thereby rendering poor, queer, and trans people of color illegible
in the marriage equality context. In addition, once marriage was legalized, most policymakers

and administrators moved to treat LGBTQ individuals the same as heterosexuals and gender-
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conforming individuals without recognizing that promoting homonormativity marginalizes
LGBTQ individuals who are unable or unwilling to conform to these expectations. Thus, while
opening the institution of marriage may advance equality, it also facilitates the ongoing
marginalization and illegibility of uniquely vulnerable intersectional individuals within LGBTQ
communities” (emphasis added Daum, 2020, p. 118). There was nothing wrong with fighting for
marriage equality; the issue arose when marriage equality became the sole focal point and
made sweeping characterizations about how LGBTQ people achieve equality based on a single,
normative understanding. We highlight this example to act as a cautionary tale of what can
happen when well-intentioned allies, or even members of a community, focus on one group or

issue without considering the expansiveness within identity.

Simultaneously, the HCI community cannot ignore specific injustices either. It is essential that
we interrogate systemic racism, for example, especially with HCI's insufficient history failing to
recognize the value of contributions about race or ethnicity (Schlesinger et al., 2017). As
Ogbonnaya-Ogburu et al. point out, “As we become concerned with new dimensions of diversity
and inclusion, we cannot dilute efforts to address race. All too often, panels and committees
pass as “diverse” because they contain non-males. Race is overlooked as a category of
diversity” (Ogbonnaya-Ogburu, 2020, p. 265). In light of this, we raise perhaps the most
important limitation of our work: where we look across marginalization in the macro, we
overlook specific instances of injustice. While we maintain that each of the tensions that we
have identified affects researchers who experience marginalization in some way, we cannot
make definitive claims about to what extent. Our failure to probe further in our surveys and
interviews about how the specific nuances of individual identity and experience change how a
researcher experiences each tension differently serves as a major oversight that we hope

researchers consider when reading our work. From this, our final challenge to the HCI
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community, both as a group of individual researchers and a group of institutions with great
power, is to avoid treating the tensions laid out in this paper as monolithic experiences and to
think about how the effects of each are specific to your own identity, research project, career,
institution, epistemologies, values, and more. For instance, while everyone is culpable of
exploiting researchers, are some researchers more susceptible to tokenization if their identities
are more readily visible (e.g., BIPOC, women)? How are our practices informed by our own
racisms? How might people with identities whose public disclosure would put them at risk of
physical and emotional abuse react to a request for expanded positionality? And further, what

can we do about this? What can you, as an individual HCI researcher, do in response?

While concepts of reflexivity, membership, and exploitation are significant considerations for
research in their own right, they also all contribute to an overall commitment and approach to
doing research with marginalized people. Thinking in this way is both just and imperative,
especially if HCI researchers continue to choose to engage with marginalized people in their
work. We hope that researchers who do make this choice consider how their work might or
might not act as allyship and, on a larger scale, contribute to social justice. Many of these ideas
are not new, in fact many have been long discussed and often by authors of color. However,
little work has situated these conversations with the context of HCI, where we design, develop,

and/or influence systems that have the power to hurt and/or heal.

3.5.5 Limitations & Future Work

The suggestions we highlight for improving the experiences for participants come from the
perspectives of HCI researchers of both marginalized and privileged identities. Our results offer

insights into the steps researchers take to engage more equitably and justly with participants,
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how researchers affect other researchers, and how they are affected by the field. However, that
focus also decenters the experiences of marginalized participants in HCI research. Our reliance
on researcher experiences likely biases our recommendations in ways we do not know, and
suggestions directly from participants in HCI research might highlight other strategies. Future
work should focus on marginalized participants’ experiences with HCI research and HCI
researchers, prioritizing engagement with participants directly. One opportunity to explore this is
through a concern raised by some researchers in this study about giving little back to
participants. While this paper describes some researchers’ perspectives, we wondered whether
participants would agree and, further, whether researcher beliefs about what participants want
from studies align with what participants actually seek to get from their participation. Further
work should examine what participants in HCI research perceive they are getting out of the
research process (e.g., Kolovson et al., 2020). Researchers might add questions to interview or
survey protocols asking what participants took away or learned from participation or their

reasons for taking part in the study.

We also acknowledge that, like most HCI work, the United States and Global North are
contextual points of focus throughout this paper. Because some survey responses were
anonymous, we cannot make definitive claims about the researchers who participated in our
study; however, we did not make strong enough efforts to recruit and engage with participants
outside of the contexts we were familiar with and non-WEIRD participants. We invite future work
to explore HCI research with marginalization in locations outside of the Global North and how

cultural differences might lead to a similar or even different set of tensions.

Additionally, this work addresses engagement with marginalized people at a macro-level and

does not address the specifics of how different contexts of marginalization call for different
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considerations. While we reject a universalizing, blanket approach to HCI research involving
marginalized people, we hope researchers can draw on this work as a starting point for
understanding the nuances of their specific research settings. More recent work that blends
research with activism has examined much-needed, more precise areas of HCI research such
as how HCI handles race and systemic racism (Ogbonnaya-Ogburu, 2020), a critique of ableism
in HCI (Ymous et al., 2020), trans competent interaction design (Ahmed, 2018), and guidelines
for gender inclusivity (Scheuerman et al., 2019). In addition, our discussion of the four tensions
is by no means conclusive; there is much room for further understanding and development of
better practices. For example, our work did not directly examine invisible versus visible

identities.

Finally, as we reflect upon the journey this paper has taken us on, we wish to share the
messiness involved in our process. With hindsight, we have seen how overly ambitious our
goals for this project were. To take on the topic of marginalization as a whole requires extensive
engagement with all facets of oppression, and we were not prepared enough for this at the
beginning of the study. Because of this, our results are in no way definitive or exhaustive; the
work fighting for marginalized people in HCI is far from over. Research, as we have
demonstrated, is an ongoing process, one that participants, researchers, and the HCI field

should collectively engage in together.

3.6 Conclusion

Researchers interested in working with marginalized people may be dismayed by the tensions
of exploitation, membership, disclosure, and allyship. As a reader, you may wish that this paper
could tell you exactly what steps to take to ensure ethical research. However, the overarching
theme across the study participants’ experiences is that there is no one, perfect way to do this

kind of research, and so we refrain from suggesting that there is or even could be such a set of
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steps. Rather than prescribing a checklist for doing research the “right” way, we hope that you
will consider the situational needs of the project, potential participants, and others affected by

the work, including the research team.

As our findings detail, there are several possible actions that researchers can take, from

consulting with community partners to recognizing personal limitations to unburdening other
researchers, but not all of these considerations will be relevant for every research setting nor
will completing every one guarantee a project is ethically sound. As we think about ethics, we
must also accept the nuance of ethics in research. It is hard to navigate a purely ethical path;

mistakes are inevitable but doing nothing can be equally or even more harmful.

So, where do we go from here? We hope to highlight what makes engaging with marginalized
people in research difficult, but also that it is important to not let these complexities prevent
good research from being done. While we cannot solve the exploitative nature of research, we
point out that the power that comes with being a researcher can be used for the promotion of
others. However, when researchers overestimate the benefits of their work and underestimate

the risks, this will inevitably lead to exploitation.

As we position these topics as tensions, one might ask that given all the potential for harm, why
do research at all? It is important to highlight here that researchers are often motivated by the
desire to help others or to give back to the world in some way. While we cannot ignore the real
evils of how marginalized people have historically been included in research, researchers can
and have had meaningful, direct impacts on society, attempting to counterbalance researcher’s
inherent potential for harm. For example, increased research attention toward people

historically left out of scholarship has led to improvement in various dimensions of many
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peoples’ lives. Bennett and Keyes pointed out that while assistive technology has not always
been thoughtful of people with disabilities, they have also improved quality of life for many
(Bennett & Keyes, 2019). Several research projects such as Kane et al.’s Slide Rule (Kane et al.,
2008), Dimond et al.'s work on collective storytelling for a social movement (Dimond et al.,
2013), and Dillahunt et al.’s efforts to help renters negotiate energy bills with their landlords
(Dillahunt et al., 2010) have contributed to forward movement for different groups of

marginalized people.

Reflecting on approaches to research is not an easy task. Doing so requires great awareness
and, at times, willingness to admit that you have made a mistake, but we hope that readers
continue to question their work to decide whether they are moving forward in the best, most
equitable way possible. We hope that the future of HCI research that engages with marginalized
people is one that builds and values relationships with communities, addresses inequities in
how the field treats marginalized researchers, and positions itself as a space for progress rather

than stagnation.

These lessons that highlight the importance of researcher reflexivity, undoing traditional
exploitative practices, and allyship across all interactions in research provide a foundation that
has influenced my analytical orientation, methodological decisions, and epistemologcal stance
in future work. The impact of my own embrace of these four tensions has most manifested in
Project OISET, a series of studies that work towards designing an online, interactive sex

education tool for and with trans and queer youth, which | describe in Chapters 4 and 5.
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Chapter 4. Designing an Online Sex Education Tool for Transgender and
Queer Youth?®

Project OISET involves a series of studies that work towards a broader goal of designing sex ed
resources for and with trans and queer youth. With the lessons that | developed in the previous
chapter in mind, | initially set out to investigate the foundational design needs of such a tool
through qualitative engagements with trans and queer youth. Trans and queer youth have and
are historically oppressed by systematic cisheteronormativity, capitalism, ageism, and
classism. In addition, trans and queer people of color, disabled trans and queer people, and
additional intersecting marginalized identities face further oppression through racism, ableism,
and more. As such, | have taken up the previously depicted findings in this study by examining
the design priorities of trans and queer youth through an intersectional and holistic lens. As |
have learned—and continue to comprehend—trans and queer people have a unique perspective
of marginalization particularly in the United States, warranting the need for a deep exploration
into the exact contours of these experiences and analysis into how technology can support their

ambitions.

While many students across the United States lack access to evidence-based sex education
(Bleakley et al., 2006; Stanger-Hall & Hall, 2011), what is taught largely disregards the
experiences of trans and queer youth (Elia & Eliason, 2010). Trans and queer individuals have
different needs than their cis-gender peers and have previously characterized school-based sex
education as inadequate and, at times, harmful (Haley et al., 2019). As a consequence of this

lack of information, they are at higher risk of several negative health outcomes such as sexually

8 This chapter was written in collaboration with Katie Albertson, Florence Williams, David Inwards-Breland,
Sean A. Munson, Julie A. Kientz, and Kym Ahrens and was published in Interaction Design and Children
2020 (Liang et al., 2020).
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transmitted infections (STIs) and experiencing violence in romantic and sexual relationships

(Brennan et al., 2012; Griner et al., 2017; Reuter et al., 2017).

Building upon previous research on what information trans and queer youth seek in sex
education, we sought to understand the format in which these youth prefer to receive sexual
health information and to understand design considerations for a potential online, trans and
queer specific sex education resource. In this study, we address the following research

questions

RQ4a: How can the design of an online interactive sex education tool support (or not

support) trans and queer youth with their health needs?

RQ4b: How do trans and queer youth prefer to receive sex education-related

information?

RQ4c: What role can design and technology play in developing effective sex education
resources for trans and queer youth?
RQ4d: How can we adapt current participatory design methods to gain insight into

difficult-to-discuss topics like sexual health?

To address these questions, we engaged with 19 trans and queer youth in two focus groups, a
three-week Asynchronous Remote Community (ARC) study, and a final co-design session to
understand design requirements of an online sex education resource. Our research makes three

contributions:

1. Identification of preferences for how trans and queer youth would like to receive different

sexual health-related information,
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2. Empirical findings for design needs for an online sex education resource for trans and
queer youth, and

3. Novel methodological approaches that can be used to explore sensitive topics with teens,
including a) a new “Four Corners” design exercise that builds on the line judging method

(Walsh et al., 2013), and b) combining in-person focus groups with an online ARC study.

4.1 Related Work

4.1.1 Sexual Health Needs of trans and queer Youth

Trans and queer youth —people ages 12 to 21 years old whose sex assigned at birth does not
accurately capture who they are— have unique sexual health needs (Olson-Kennedy et al.,
2016). As others have noted, sexual health for trans and queer youth is more than just sexual
behavior; it encompasses internal and social dynamics such as challenges with body image,
sexual anatomy, gender dysphoria, disclosing gender to a partner, and communicating with a

sexual and/or romantic partner (Olson-Kennedy et al., 2016).

Despite the clear need for tailored, gender-affirming sex education resources for trans and
queer youth, only a few studies have explored the specific sexual health requirements of this
group. In a 2019 study, Haley et al. revealed two key insights in regard to what sexual health
information trans and queer youth look for and where they get such knowledge (Haley et al.,
2019). First, they report that trans and non-binary youth commonly receive sexual health
information from their schools, healthcare providers, peers, romantic partners, and online
sources, but the first two sources are limited due to irrelevant curriculum and varying quality of
interactions with providers (including experiences that can be ignorant or even harmful).
Second, they surfaced eight sexual health content needs described by trans and queer youth:

puberty-related gender dysphoria, non-medical gender-affirming interventions, medical gender-
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affirming interventions, consent and relationships, sex and desire, sexually transmitted infection

prevention, fertility and contraception, and healthcare access (Haley et al., 2019).

To understand the changes happening in their bodies and how to navigate developing
sexualities and their social implications, many trans and queer teens go online to find
information (Fox & Ralston, 2016; Schimmel-Bristow & Ahrens, 2018). While some online
resources can provide relevant information, many are often unvalidated, unmoderated, and
some also spread misinformation (Haley et al., 2019). Online spaces are also useful testing
grounds for many trans and queer youth, allowing them to explore their identities, seek
information, and connect with others (Faulkner & Lannutti, 2016; Fox & Ralston, 2016; Gridley et
al., 2016; Mitchell et al., 2014; Schimmel-Bristow et al., 2018). Given research demonstrating
that trans and queer youth tend to use online spaces as resources, there is ample opportunity to
identify the design needs of such technologies and specific ways trans and queer youth can

digitally engage with sexual health topics.

4.1.2 Designing for and with Youth

Research with youth presents a unique set of challenges, such as access barriers and
communication struggles, but focus groups have proven to be one method for effectively
engaging with adolescents because they work to rebalance power dynamics, among other
reasons (Poole & Peyton, 2013). As a result, Interaction Design for Children (IDC) research has
taken up participatory and co-design methods (e.g., Pitt & Davis, 2017; Metatla & Cullen, 2018),
with some researchers developing and adapting their own techniques. For example, Walsh et al.
introduced Line Judging in which participants position themselves on a line drawn on the
ground to reflect their positive or negative preferences for an idea or topic (Walsh et al., 2013).
Line Judging allows participants to express opinions on a spectrum, spatially visualize their

choices, and explain to researchers their rationale for choosing their positions. Additionally,
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Guha et al. presented the Mixing Ideas method for collaborative brainstorming (Guha et al.,
2004). Mixing Ideas occurs in three stages: individual idea generation, sharing ideas in a small
group, and sharing ideas with the whole group. This breakup into three steps helped individual

participants express and share their ideas more freely.

These methods have been instrumental in developing insights into a wide array of topics such
as identity formation (Coenraad et al., 2019) and cyberbullying interventions (Ashktorab & Vitak,
2016). Researchers have also used participatory design methods to engage with marginalized
youth such as immigrant teens (Fisher et al., 2014), Syrian refugee youth (Fisher et al., 2016),
and Latina teens (Vacca, 2019). Participatory design methods are particularly impactful for the
ways they enrich the work and give youth a sense of belonging and empowerment through their
participation (Ryan et al., 2013). These methods have proven useful in engaging with
marginalized youth because they highlight voices and perspectives typically left out of research
(Marcu et al., 2016). However, there is a large gap in addressing design needs for trans and
queer youth both in IDC and Human-Computer Interaction more broadly; at the time of this
study, there were no studies focusing on trans or trans and queer youth in the ACM Digital

Library.

For studying people who are difficult to access, the Asynchronous Remote Communities (ARC)
method is useful for studying and bringing together participants who might normally be
separated by large geographical distances and might struggle to find community in their
immediate areas, such as people with rare diseases (MacLeod et al., 2016) and people living
with HIV (Maestre et al., 2018). ARC is well-suited to studying adolescents: given their
preference for online interventions, it also makes sense to incorporate such preferences into

research methods (Poole & Peyton, 2013). From the IDC community, Bhattacharya et al. used
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the ARC method to engage teens in designing new stress management tools (Bhattacharya et

al., 2019).

4.1.3 Policies for Trans and Queer Youth

Within the US, there has been overall support for comprehensive sex education in schools, yet a
2016 report showed that only 38% of schools covered 19 critical sex education topics set by the
Centers for Disease Control and Prevention (Brener et al., 2017). While conversations about the
state of sex education in the US have historically forgotten about trans and queer youth, signs
of change have begun to emerge. For instance, Healthy People 2020 Adolescent Health's AH-9
specifically addresses sexual orientation and/or gender identity-based harassment (Healthy

People, 2020).

Policy is an important consideration alongside practice and design (Jackson et al., 2014).
Policies, both governmental and private, can have tremendous influence on groups, such as
trans and queer people, who face systematic prejudice. For example, several states have
introduced bills restricting public school participation in interscholastic athletic events at which
athletes of different biological genders are allowed to participate in competition against each
other, unless the event specifically includes both biological genders (Cason, 2020). Such
policies can limit the participation of and opportunities for trans youth in athletics, and they also

further normalize discrimination.

In addition to government policies, platform policies can also result in promoting health of trans
and queer individuals and discrimination. For example, Haimson et al. described Tumblr as a
“trans technology” for the ways it allowed community building among trans users and
information sharing. However, new policies in December 2018 banned “adult” content, which
ended up erasing much trans-related content, thus removing an important resource for its trans

users (Haimson et al., 2019). Policy implementations—whether they are governmental or from
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platforms—the everyday experiences of trans and queer youth, and designs must be considered

alongside the policies that shape their use.

4.2 Methods

4.2.1 Recruitment

We employed maximum variation purposive sampling (Etikan et al., 2016) with the goal of
recruiting a diverse sample with a wide variety of gender identities across the trans gender
spectrum. We additionally sought out a range of youths’ age to strike a balance of experiences
with sexual health. Participants were recruited from Seattle Children’s Gender Clinic and three
community-based organizations in the Greater Seattle area that serve local trans and queer
youth. The community organizations assisted the study team with recruitment by providing
study information to youth, referring interested youth, or allowing research team staff to recruit

directly during existing support groups and events.

4.2.2 Participants

A total of 19 youth participated in at least one session who ranged from 15 to 21 years old
(M=17, stdev=2). Similar to a study by Ahrens et al., we included both current adolescents and
young adults who are just beyond adolescence to allow for reflection on both concurrent and
more retrospective effects of design considerations (Ahrens et al., 2016). Because of this age
range, we hereafter refer to participants as youth. Of the participants, 5 identified as
transgender female, 9 as transgender male, 5 as non-binary, 2 as gender fluid, 5 as male, 2 as
female, and 1 as agender (the total exceeds 19 because some participants have more than one
gender identity). Our demographics survey mistakenly conflated gender and sex and should
have allowed participants to identify with a gender rather than a sex (e.g., trans woman instead

of trans female).
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4.2.3 Initial Focus Groups

During the first phase of the research study, members of the research team facilitated two initial
focus groups (n=7 and n=12). Each focus group occurred in-person, prior to the COVID-19
pandemic, and lasted approximately two hours. The study team obtained written consent prior
to each focus group and youth were asked to complete a brief survey consisting of questions
about demographics and their current sources for sexual health information. After reviewing the
objective of the research study, the study team used a semi-structured focus group script to
facilitate discussion around the youths’ conceptions of sexual health and how they access
sexual health information. Please see Appendix A for the full protocol and prompts. The focus

group sessions were video recorded with participant consent.

Following the semi-structured interview script, we employed a new participatory design
technique called the Four Corners Exercise, which builds upon the line judging technique (Walsh
et at., 2013). Four Corners adds an additional dimension to Line Judging as well as allows
participants to make different kinds of decisions (i.e., preferences among choices rather than
positive versus negative reactions). Also similar to Line Judging, Four Corners generates insight
into the youth’s preferences as they share their reasoning for choosing a specific position and, if

relevant, why they chose to move.

In this exercise, researchers labeled each corner of the room with different modes of receiving
sexual health information: in-person, written, question and answer (Q&A), and videos, with the
understanding that aspects of these formats may overlap or co-exist. These formats or
methods of delivering sexual health information were decided upon by the research team prior
to the focus groups based on an extensive exploration of existing sexual health resources and
prior qualitative work (Haley et al., 2019). We defined each category as follows: written

(information that is read, online articles or fact sheets, pamphlets, or written articles or
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factsheets), in-person (1-on-1 interaction, doctor or provider visit, talking with partner, teacher
presenting curriculum, or phone hotline), Q&A (text chat, FAQ format curated by resource
creator or doctor, ask-me-anything format, panel with experts or lived trans and queer
experience), and video (YouTube, other video platforms, videos embedded in articles, or
film/TV). Participants were also instructed that they could remain in the middle of the room if

they felt that none of the corners represented their format preference.

The research team generated a list of content area requirements based on a prior qualitative
study with trans and queer youth (Haley et al., 2019). The topic areas included: 1) STI
prevention, 2) fertility and contraception, 3) puberty and dysphoria, 4) sex and desire, 5)
relationships (consent, boundaries, and disclosure). In the first focus group, we asked the youth
to place themselves in a position in relation to the four formats that reflected their preferences
for receiving information on each sexual health-related topic. In the second group, we iterated
on our protocol by providing a hypothetical scenario for each sexual health topic and asked that
they place themselves in response to that scenario to better help ground the discussion around

sexual health.

The Four Corners exercise provided a way for the youth to express multiple preferences; for
instance, some went directly to a particular corner while others positioned themselves in
between two or more corners. Additionally, once all youth had chosen a spot to reflect their
preferences, we asked each person to explain their reasoning. Why did they choose this
particular spot? As each individual gave their opinion, some of the others would move too. The
Four Corners exercise allowed the research team insight into rationale for the youth’s
preferences not only from their initial positions in the room but also from where and why they
moved. The youth’s positions were documented after discussion and we formed “heat maps”

indicative of participant preferences. Heat maps were then summarized and converted into
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Table 6. Focus groups were video-recorded, and notes were taken during the focus group

sessions by study personnel.

4.2.4 ARC Prompts

Focus group participants were offered the option to participate in a follow-up Asynchronous
Remote Communities (ARC) group on Discord® for 1 month following the focus groups.
Previous ARC studies have used Facebook (MacLeod et al., 2016) and Slack (Bhattacharya et
al., 2019), but we used Discord because it similarly allows for communication in private online
channels and because of its popularity among this age group and among trans and queer youth.
We set up separate “servers” for each focus group cohort, and there were 6 youths in the first
group and 10 in the second. We asked participants to work on a weekly activity for three weeks,
and we estimated each would take 20 minutes to finish. Participants were givsysen $10 per

weekly activity.

We designed a mix of divergent and convergent thinking prompts to either generate new ideas
or choose and refine existing ideas respectively. Convergent and divergent thinking strategies
are both necessary for creative thinking and for socially meaningful solutions (Woodman et al.,
1993), and thus we included activities that worked in both forms. Appendix A includes further

details about each activity. The three activities were:

1. Posting drawings or descriptions of their ideal sexual health resources, with or without
the use of technology (divergent thinking prompt),

2. Evaluating three existing sexual health or health resources chosen by the study team
because of their representation of a variety of formats and designs: Transgender Teen

Survival Guide Tumblr, the Clue Sex Blog, and they2ze (convergent thinking prompt), and

9 https://discordapp.com
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3. Designing their ideas for a technology-based sexual health resource (prompts included

both divergent and convergent thinking components).

4.2.5 Co-Design Session

Approximately 6 weeks after the final ARC group concluded, the authors met with 4 participants
who had also been involved with the focus groups and ARC study for an in-person co-design
session of an online sexual health platform. All previous focus group participants were invited,
but we sought a smaller group, and thus the design session was held once we had a sufficient
number of participants, representing a diversity of gender identities, enrolled. The co-design
session was video recorded with participant consent. Using the Mixing Ideas method (Guha et
al., 2004), participants first sketched wireframes individually. Afterward, they paired up to share
their sketches and ideas and develop a joint design together. Finally, each pair worked together,
shared their designs, and created a final prototype. The goal of this co-design session was to a)
create wireframes of an online sexual health resource for trans and queer youth and b)
understand design rationale for each component of their resources. Appendix B presents

wireframes from our co-design session.

4.2.6 Data Analysis

We conducted a thematic analysis (Braun & Clarke, 2006) of transcribed video data from the
focus groups and co-design session, the text and design data pulled from the Discord groups,
and the wireframes created in the co-design session. To build on focus group results during the
ARC, we accelerated focus group analysis by using a modified transcription process. Two
members of the research team noted key themes from each 5-minute increment in the group
videos. They transcribed quotes around key discussion points (such as the summary of a
discussion around preferred format for a specific content area) on a templated note-taking

document and discussed when disagreements occurred. An initial codebook of themes was
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created a priori based on the key goals of the study. Three authors reviewed and coded the
focus group transcripts and ARC postings for key themes, iterating on codes and resolving
disagreements via discussion. We developed codes generally around format, content, and
design preferences. Finally, two investigators re-read all notes, code summaries, and primary
data sources and re-summarized main themes in memo form. We compared all memos

generated to iterate upon emergent themes.

The research team confirmed themes and analysis of their data with the participants
throughout the study, once during the ARC portion and again during the co-design session. At
those points, the research team generated and presented interim summaries of participant
ideas and requirements and asked participants for feedback and clarifications. This allowed us

to ensure that we were not misinterpreting data and helped ground our analysis.

Considering the four tensions outlined in Chapter 3, my entanglements with my shared
membership affected the analysis of our engagements with trans and queer youth in this study.
As | reflected on my own queer identity, | made careful methodological choices so that
participants felt as comfortable as possible as we discussed their sexual health information
preferences. For instance, | scoped out whether our study space had gender-neutral bathrooms,
conveyed through my clothing and appearance that | was queer myself, and conscientious

about protecting and deleting personally identifiable data after we finished data analysis.

4.2.7 Ethical Considerations

The research team prioritized creating a gender-affirming, safe environment. Study staff used
youth’s chosen names (as opposed to legal names) and their pronouns. Focus groups were
conducted in a private room where many participants attended support groups for trans and
queer youth. Due to the vulnerable nature of this population, we created protocols in the event

that a youth expressed emotional distress or thoughts of harm to self or others. For full protocol
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for disclosure of self-harm, please see Appendix C. The research team moderated ARC

discussion threads and encouraged the youth to create anonymous usernames that protected
their privacy. At least one member of the research team monitored online discussions daily for

concerns of safety or emotional distress, though no such posts occurred. To protect privacy, the

research team pulled data from each Discord group, anonymized content, then deleted each

server at the conclusion of the study. Finally, all sessions and protocols were approved by

Seattle Children’s Institutional Review Board.

4.3 Results

In this section, we present themes in three main categories: 1) preferred formats and sources,

2) design needs of trans and queer youth, and 3) other considerations beyond sexual health.

4.3.1 Preferred Formats and Sources

Other Relationship Topics

Written Q&A [n-Person | Video Indeterminate/
Material Middle
Sexually Transmitted 11 5 5 0 2
Infections

Contraception and Fertility 6 3 8 4 4
Sex and Desire 5 1 11 3 5
Puberty and Dysphoria 1 5 8 4 5
Consent, Disclosure, and 3 6 9 6 2

Table 6. Final Format Preferences Based on the Four Corners Exercise

Preferred formats for receiving information varied by the type of information. For each

previously identified content area, we tracked the relative preferences for the four format

options given in the Four Corners exercise (see Table 6). If a participant finished the exercise
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between two or more categories, they were counted as preferring both categories. If a
participant expressed that multiple formats would be acceptable but did not identify specific
preferences, they were placed in the indeterminate/middle category. In Table 6, we note that
although contraception and fertility were combined when we presented the topics, participants
tended to describe a preference for written basic information on contraception and in person for
discussions about fertility. Additionally, if a participant described multiple preferred formats for
a specific content area, they were counted in all preferred categories (i.e., categories are not
mutually exclusive). If a participant expressed that multiple formats would be acceptable but
did not indicate specific preferences, or did not describe a specific preference, they were placed

in the indeterminate/middle category.

Participants expressed that their format preferences depended on the type of information they
were seeking. They highlighted three themes of information types: 1) universal, fact-based
sexual health content (i.e., information about STIs and contraception) and 2) content that
requires personalization to an individual's specific gender and/or medical transition, and 3)
relational topics (e.g., consent, disclosure of gender). Additionally, the source of information is

also an important consideration regardless of format.

Fact-Based Sexual Health Information

The majority of participants preferred a written format for receiving universal, fact-based
information on STls or contraception. Participants expressed that written formats, including
print and online text, are useful for having an initial base of knowledge they could refer back to
at any time. Some participants also said written information allowed for discrete access to
information, which was helpful to avoid social anxiety. One participant from Focus Group 2
expressed: “I think written information is really good [...] because it eliminates a lot of the shame

because it’s hard to get up and find someone and be like, hey, can | just talk to you about a sex
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question? And it’s also something you have access to if it's online, at all times. It’s really useful.”
Further, no consistent preference was expressed for paper versus online written information or

vice versa.

Some participants expressed the value of receiving information via an in-person interaction,
particularly with medical providers. In Focus Group 1, one perceived benefit of having an in-
person discussion with providers that emerged was the idea that STI testing or contraception
could be immediately integrated into the visit if desired by the participant. Other participants
expressed that having in-person conversations could be de-stigmatizing. Another youth said
they would prefer the online Q&A format for STl and contraception information because it would

allow them to gather multiple perspectives and build an online social community.

Some participants expressed reservations about in-person or Q&A formats. Reasons given
included social anxiety, a lack of anonymity, and potential for stigmatizing responses if a
provider or facilitator responded in a non-affirming way. An additional concern related to Q&A
format was that, without moderation by experts, answers could potentially be posted by sources

that did not have accurate information or were speaking only from anecdotal experience.

Finally, after a discussion about the relative merits of each of these formats, participants in both
focus groups reached a consensus that a combination of formats might increase accessibility
for youth. Specifically, youth most often suggested a combination of written with in-person or
Q&A, as this would facilitate reading the information beforehand and/or referring back to it
easily afterwards. A participant from Focus Group 1 stated, “birth control is such a specific thing
that eventually you will need to talk to your doctor, but written [information] is a good place to
start.” Adding to this, a participant during Focus Group 2 expressed: “if | had a conversation in
person...and they give a whole bunch of different information and | remember very little or none of

it. But if | had it written down then it is like, this is the thing...does that make sense?” Another
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participant from Focus Group 2 explained their split decision and placement during the Four
Corners Exercise: “I'm mostly standing down the center because...l know a lot of people who only

tend to retain memory through writing and people who retain through experience.”

Sexual Health Topics Requiring Personalized Information

Participant preferences changed when it came to sexual health topics that called for
information to be more personalized to each individual’s experience or transition. For these
content areas, youth in this study preferred in-person, Q&A, and, to a lesser extent, video formats
over written information. Some participants again recommended offering the information in
multiple or integrated formats to accommodate those with different learning styles, social

anxiety, or those who were not yet ready to come out.

When discussing specific STl treatments or contraception options, many participants preferred
in-person or interactive discussions, as they felt that this method afforded them the ability to
receive information tailored to their specific needs, gender, medications/treatments, and/or
behaviors in which they were engaging. Some preferred to get information in-person specifically
from a gender-affirming provider or via an interactive Q&A format moderated by an expert
because it would allow them to pose personalized questions that could not be included in a
written article or fact sheet. As a participant wrote during the ARC, “I think everyone can see the
benefit of having this information literally coming out of a certified person's mouth. Specifically,
someone who may or may be a doctor/nurse but who is trained in medicine when it comes to

preconception along with birth control and menstruation.”

Similarly, when learning about the effects of gender-affirming treatments on fertility, sex, desire,
and dysphoria, participants emphasized in-person or Q&A formats for personalizing information
to a person’s specific needs, particularly with regard to effects of hormone therapy. As one

participant from Focus Group 2 stated, “everyone’s puberty is different and everybody’s transition
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is different so that’s why Q&A can be helpful.” Similarly, another participant from Focus Group 1
said, “when you start hormones, you're kind of going through that 2nd puberty...there’s a lot of stuff
online, generally puberty is different from person to person and it can’t really be generalized...it's

not something everyone can feel the same about, especially with dysphoria.”

Relationship-Oriented Topics

When approaching relational topics such as navigating consent with a partner, setting and
maintaining boundaries with partners, and deciding when and how to disclose transgender
and/or trans and queer status to a prospective partner, participants expressed a desire for
formats that provided youth with scripting for how to handle fluid situations, allowing them to
observe body language, facial expressions, tone of voice, and specific language. Thus,
participants primarily preferred both in-person and video formats for these topics. A participant
from Focus Group 1 weighed the pros and cons of in-person versus videos: “Doing stuff in
person always prevents misunderstandings, which I've had my fair share of, and it’s definitely a lot
easier to get your point across. But also videos are really good for learning how to go about
bringing up the topic, whether you are asking someone about their identity or coming out about
your own identity.” Another participant from Focus Group 1 debated the same question: “With
videos when you see someone talking about their own experiences you can see more how they
feel... you can relate more and it also emphasizes the importance when they talk about stuff that

they've experienced.”

Preferences for Information Sources

In considering the source of fact-based information, participants almost universally stated that
they preferred that content be developed by a medical provider with experience in gender
affirming care. One youth from the second ARC group wrote about the limitations of Q&A or the

lived experience: “For the most part, | am all in support of the ‘made by trans people, for trans
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people’ idea. But | think some of this information would also be helpful if it came directly, not only
from a trans person, but perhaps a therapist or a doctor who have worked with trans people and

their experiences.”

Similar to general, fact-based information, participants tended to prefer to receive personalized
information from a medical provider with expertise in gender care and knowledge of their
specific treatments and desired treatment outcomes. One participant from Focus Group 1
elaborated: “having in-person a doctor saying ‘this is completely normal,’ things like that because
some people don’t know how to relieve all of their sexual tension because as a trans person it's
kind of hard to do that when you don't have all the resources to learn about how to do that.” Video
or written materials were seen as beneficial by a minority of participants for tailored
information. One participant from Focus Group 2 described receiving detailed written
information at a conference for gender diverse people and said that that “written material
helped me understand that there are ways I can fix how I'm feeling, and there are ways that | can
feel better about, and I've been pretty happy since then.” However, it was also described by some
as impersonal and potentially harmful to those who may be undergoing transitions or journeys

that do not fit what static materials might describe.

For relational topics, there was an emphasis by youth on the lived experience: participants
expressed a desire for content to be created by transgender and/or trans and queer people. As
a participant from the first ARC group noted, “/ think it might be good to show (in addition to the
info regarding sex, std, puberty, etc.) LGBTQ+ video creators. Many who do content that I've

watched go into some part of their stories on the info mentioned.”

In design practice, participants discussed how clarity of an information’s source is important,
and they shared that they view citations, author profiles, date published, and links to external

resources to establish credibility. While reviewing an existing resource, one participant in the co-
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design session appreciated the sources: “the citations support their reliability and accuracy.”
Another participant from Focus Group 2 conveyed that “when you don’t get information from a
really trustworthy source it can be really easy to believe something for many years that turns out to

be absolutely not true...false information...a lot, a lot of misinformation.”

4.3.2 Design Needs of Gender Diverse Youth

Discreet and Non-Triggering

While many of the youth recognized the value in having a trans-specific information resource,
they also emphasized the importance that it be discreet over concerns that it might out
someone if accessed publicly. Many focused on the logo and landing pages in particular. For
instance, a participant from the co-design session suggested a more generic logo rather than
one displaying a logo or symbol associated with the transgender community. Another co-design
participant suggested a logo that could be recognizable within the community, but not obvious
to others. They pointed out that the use of male/female symbols and colors from the trans flag
(white, pink, and blue) could immediately out a person. The co-design participants agreed that
whatever color the trans-friendly resource used, that it should not immediately be obvious that it

is meant for trans users yet is easily identifiable by community members.

Many participants advocated for the use of visuals for an online sex education resource but
warned that some content might be triggering to some users. Participants discussed the
importance of presenting non-triggering information and visuals as a part of an online sex
education resource. Some participants debated the use of cartoon images for things like
anatomy, as some sex educational resources have used, versus real ones. They suggested two
possible features for this: hideability of visuals and blacklisting of topics. In the first Discord
group, a participant wrote “on the actual website, | think there should be some pictures, but that

are not actively visible to prevent discomfort (i.e., a picture of a uterus).” From the same group,
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one wrote “I'd like more emphasis on images too, but the images should be hidden under a
‘spoiler’ system. This is to prevent triggering.” In our co-design session, a participant introduced a
feature where visual content would be hidden by default, obscuring potentially triggering visual

content where the person could click to show or hide content.

Participants came to a general consensus around the ability to blacklist or mute tags (i.e.,
controlling what content they see). In the co-design session, one participant designed the
blacklisting feature, pointing out that articles and resources on the site should have tags that
described the larger topics covered, which would make it easier to find relevant information and,
crucially, obscure anything that might be triggering to a person. A participant from the second
Discord group wrote ‘“I]'d really like that idea to feature blacklisted informational tags as well,
assuming there's an account registration alongside this feature to also save worthwhile articles.
basically, to hit all bases in removing and avoiding certain topics as much as it helps search and
gather information.” Some participants also asked for an additional feature that involved
personalizing the resource through quizzes. The co-design session participants voiced a need
for a “triggers quiz & types of info interested in to tailor results” or a “short quiz or bio to filter out

triggering information.”

The Importance of Incorporating Lived Experience

Participants emphasized the importance of both incorporating lived experience perspectives
that represented different viewpoints, and of making it prominent on the website that content
was at least partially written by trans and queer persons. For instance, one participant from the
first Discord group said, “/ think it's really important to have multiple experiences shared by non-
binary people, especially of all ages. | feel like society has been telling non-binary people that their
identities are just phases, so they don't really have an idea of what they will look like when they're

older. It's a wise idea to have an older non-binary person who can say, ‘Hey, | did it. And I'm still

128



non-binary.” From the same session, another mentioned that people who might engage in
hormone therapy might start it at different times, thus making second puberty difficult to
generalize. Additionally, a participant from the second Discord group talked about how “it's
useful to have resources sorted by if they are more aimed at transfem people vs transmasc

people, because it can help with people who don’t know what terms mean.”

Building Credibility through Security and Relevance

Many youths wished for a sex education resource to be professional, which carried a range of
definitions. For some, a professional site meant that it was credible and certain information was
linked to trustworthy sources (e.g., medical journals). Participants from Focus Group 1 also
expressed the difficulty of assessing whether information they came across online was credible
or not. Some participants referenced sites created by TERFs (Trans Exclusionary Radical
Feminists) that initially come across as well-intentioned but, after closer review, actually spread

misinformation and harmfully encouraged dysphoria.

Data privacy and security was another significant theme that participants brought up in
considering an online sex education resource. As one participant from the second Discord
group wrote, “lllegally, confidentiality should be the topmost priority for a sensitive topic such as
sexual health.” Some thought it was important for such a resource to be transparent about who
is publishing the resource, whether cookies are being used, and how data are tracked (or not
tracked). Many participants strongly suggested that their ideal resource would not track their

data.

Relatedly, there were discussions around how to integrate a safe and secure, yet optional, log-in
system. As some co-design participants discussed, logins could allow for personalized trigger
warnings, as mentioned in the non-triggering section, and for saving articles to reference later.

However, others pointed out that accessing information while using an account also could
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mean that their data might be tracked. Youth also noted that accounts and logins could be
anonymous (usernames or auto-generated, such as a number and a color) and that people

should not be forced to use their real names.

To improve relevance, participants highlighted the need for orientation towards local resources,
and this theme was particularly salient when participants during the ARC were asked to review
existing resources. From the second Discord group, one youth pointed out “I'd also like to be
able to specify search by network (like if | want to stay within the Seattle Children’s Clinic as much
as possible, | can contain my search results to there first) or within a zip code or city limit.”
Another from the same server wrote, “I think having a mobile app serving as a link between youth
and provider is an innovative and reliable technique. with more and more trans and queer youth
scouring the internet for answers safe places, where else would be a better resource than the one
sitting in your pocket? it feels like a google maps for the transgender community, and that's really
comforting.” In the co-design session, participants highlighted the inclusion of “location-based
info” and even drew out a map that would display local medical teams, doctors, and other

resources.

A few participants made it clear that having poorly updated information about local resources
would be worse than having no local resources section. For example, They2ze, a youth-designed
app with a database of health and life resources vetted by the trans community, drew criticism
for not being updated, as one participant wrote “they2ze has so much potential, it is unbearably

disappointing that the last time it was updated was two years ago.”

4.3.3 Other Considerations Beyond Sexual Health

Although activities focused on sexual health, participants consistently brought up several
related themes. First, they talked about other aspects pertaining to their health, such as their

hormone levels, side effects, expected pace of physical changes, interactions with birth control
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and other medications, and mental health resources. For instance, a participant from the first
Discord group wrote, “I feel a scientific and medical help section would be great and help people

understand the health side of being trans.”

Several participants also described non-sexual/reproductive health situations in which they had
to deal with coming out and/or answering questions about their gender. A participant from
Focus Group 1 expressed: “I go to the same school I've gone to my entire life, so for the most part
| don’t have to deal with [coming out]. But also, when | get out and I'm ‘stealth’ | feel like I'm alive
for the first time, but then | don’t want to tell anyone anything so I'm terrified. I'm living but | am
terrified.” Additionally, participants emphasized that basic information, such as etiquette for
how to treat a trans person with respect, needed to be taught to everyone regardless of gender

identity to reduce stigma and dysphoria.

Our design sessions also surfaced aspects of designing for better sexual health distinct from
technological solutions. Particularly, the participants called for a redesign of sexual health
curriculum to include trans and queer topics. When discussing their own experiences with sex
education in formal, American educational settings, participants revealed several failings. For
instance, curriculum might treat sexual health as a taboo subject by either excluding the topic
altogether or shallowly covering it. As one Focus Group 2 participant expressed: “My school has
history of treating gender in sex education like poison oak, you will touch it and then never touch it
again.” A youth from Focus Group 1 called out that “schools have created ignorance around trans
people by not talking about their issues; there should be education for everyone on trans issues
and trans etiquette.” Neglecting these topics can have adverse developmental effects. One
participant from Focus Group 1 shared that they transitioned later than they preferred to

because information on their identity was not available through their sex education.

4.3.4 Reflection on Method
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Although combining in-person methods with the ARC is counter-intuitive for an ARC and not
possible in many cases, we found there were benefits to doing so. For example, after our
second focus group concluded, many participants had congregated to one corner of the room
next to the table of food. We were pleasantly surprised to find that they were sharing their
Discord usernames and connecting with each other online without having been prompted to do
so. One exclaimed that they had never been in a room of other trans and trans and queer youth
before. The Discord server consisting of participants from the second focus group had many
interactions. Participants built on each other’s ideas and had debates, appearing to have
established trust and rapport perhaps in part due to the connections they made from meeting
in-person. However, we did not conduct a network analysis, nor did we interview participants to
reflect on our methods, so we cannot make definitive claims about the effect of this

combination.

The Four Corners Exercise that we introduced is just a slight modification to Walsh et al.’s line
judging technique (Walsh et al., 2013), but adding an additional dimension for participants to
choose from led to added insight into the nuances of their preferences. Having an expanded
range of options allowed the research team to identify the situational nature of the questions
we were posing, as outlined in our findings. Additionally, the process of having each youth share
their rationale for their placement, then watching others move based on this reasoning and in

turn express why they moved, generated valuable feedback.

4.4 Discussion

Our results inform design choices about the formats and sources for sex education resources
for trans and queer youth (RQ4a), as well as the role of design and technology in the creation of
those resources (RQ4b). While our research focused on design, the results also point to policy

implications of equal importance to those for design, and we discuss those as well. Finally, our
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results inform future research, particularly participatory research addressing difficult-to-discuss

topics like sexual health (RQ4c).

4.4.1 Implications for Design of Sex education Resources for Trans and Queer Youth

Designers of a sex education resource for trans and gender diverse youth should consider 1)
which formats and sources to present information and 2) two themes that cut across the
design needs described above, considering safety and the range of trans and queer

experiences.

The participants of our study preferred certain formats based on the nature of a specific sexual
health topic. They favored written content or reference materials from a credible source for fact-
based information and interactive and/or multimedia approaches for more relational content.
Thus, a hybrid of in-person and online content may be the best strategy for designing resources
to serve trans and queer youth as they navigate a multiplicity of experiences. Additionally,
bringing together interactive, online Q&A with either a gender specialist provider or person with
lived experience with written and video resources might allow for broader reach to more
disenfranchised youth. This would help reach those who would not normally have access to in-
person sex education resources due to a lack of parental support, logistical or geographic
limitations, or access to gender-specific care (Gridley et al., 2016). Finally, sexual health
information is intimately linked with other aspects of the trans and queer experience, thus
effective sex education resources will likely include content addressing other aspects of trans
health, such as transition, hormones, or pubertal blockers. This may also increase the appeal of
the resource to trans and queer individuals, as well as make it less stigmatizing or

embarrassing to access content.

Our results suggest that technology can play an important role in the sex education of trans and

queer youth, including both physical and social development. An online resource has the
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potential to provide important information that may help individuals form their identities faster
or seek help when necessary. However, designers of such an online tool should consider two
design implications salient across the design needs raised in our findings: designing for safety

and designing for inclusion.

Considering safety should involve protecting youths from emotional distress by avoiding
triggering dysphoria and from others who might try to harm them by not outing users to the
public and securing their data. Youth in this study created ways to account for each such as
blacklisting and toggling hideability features, employing discreet design, and non-mandatory
login capabilities. The option to have privacy and anonymity and the ability to block out
dysphoria-producing content is paramount for this group; if resources are not designed with
care, they could inadvertently contribute to dysphoria or stigma for this population. More
recently, researchers have emphasized safety for online trans and queer users as a design
priority (Haimson et al., 2020). Scheuerman et al. called for technology designers to attend to
subtle forms of violence perpetrated online in addition to prominent ones (Scheuerman et al.,
2018). In addition to Scheuerman et al.’s “insider harm” (Scheuerman et al., 2018), or harm from
within an individual’s social networks, designers should also consider harms that are
experienced internally such as dysphoria, triggering content, or social comparison. In regard to
data privacy, some have offered solutions such as allowing internet users under 18 to opt-in to
data tracking and stronger mechanisms to erase youth’s personal information (Smith, 2013). In
our extension of these ideas, we also draw from Pinter et al.’s call for giving youth more agency
in their data privacy and security. We recommend that technology designers consider this by
being transparent about their privacy policies and letting youth choose what happens with their

data.
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Designers should also account for the range in developmental and social experiences of trans
and queer youth. Designing for inclusion requires designers to recognize that even within the
category of trans and queer youth, individuals encounter very different experiences on very
different timelines. For instance, two youths of the same age may respond to hormone therapy
differently or may take different doses or combinations of medications. Accounting for such
variety is not an easy task, but it is important not to frame any one experience as a norm to
avoid unnecessary and potentially harmful comparisons. Additionally, designers should
consider that potential users may also have a spectrum of access to resources. An online tool
can help extend access to care, but it is crucial that such a resource does not solely center the
urban experience (Hardy & Vargas, 2019). Finally, if technology designers provide local
resources for their users, it is crucial to regularly update such a database so that it is relevant
and usable. As participants’ reactions to they2ze demonstrate, it may be better to have no

resource than an outdated one.

4.4.2 Implications for Policy

IDC researchers are faced with the difficult challenge of bringing youth online while also
protecting them from potential danger. As such, IDC research needs to continue to expand its
understanding of how we can shape future policy. Examining how policy and design are
entangled is especially important in the context of this study, because online resources will
have limited utility if current education policies prevent them from reaching the youths who
need their content most. Therefore, technology designers cannot take on this problem space
alone; they must advocate for policy that guarantees access to education content and

resources for all youth.

Youths in this study highlighted structural changes that technology design cannot accomplish

on its own. In conceptualizing an ideal sex education resource, many brainstormed solutions
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beyond artifact design and emphasized that education cannot ignore the experiences of trans
and queer youth. Several in this study asked for inclusion of content about gender-diversity in
sex education curricula for all youth as well as a way to address discrimination and ignorance.
Policymakers should consider how to incorporate content that covers trans and queer
experiences (i.e., definitions, basic etiquette for addressing a person who identifies as
transgender, non-binary, or elsewhere on the gender diversity spectrum) into curriculum.
Curricula should also take advantage of multiple modes of conveying certain kinds of
information. In addition to school policy, we highlight participants’ concerns over data privacy to
push policymakers to modernize their conceptions of data (e.g., personal health data from
wearables) and how to more effectively protect them. Finally, we challenge social media
platforms to reconsider what counts as “adult” content when choosing what to ban. Algorithms
need to be refined so that they do not alienate trans and queer users and the educational
experience that their platforms can provide. Likewise, schools may need to consider whether
content filters in place on school computers may inadvertently exclude youths from accessing

necessary health content.

4.4.3 Implications for Research

Being able to collaborate with trans and queer youths on a resource for trans and queer youths
was a valuable and rewarding opportunity, and so we reflect on the benefits and limitations of
our methods and possible future directions. Participatory design proved effective for engaging
with this group. As previous scholars have detailed, participatory design can help youth analyze
and enact their identities through design (Coenraad et al., 2019) and surface and address
systemic change (Booker & Goldman, 2016). Booker and Goldman additionally note that
participatory design research is strengthened in the ways it allows for open dialogue and
challenges traditional researcher/participant roles and who counts as learners versus who

counts as an authority (Booker & Goldman, 2016). Our approach in this study embraced these
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principles as we made clear that the learning process and space was one that was co-created
by researchers and participants alike. Doing so allowed for honest dialogues about traditionally
difficult-to-discuss topics like sex education, sexual health, and their respective lived
experiences. Previous research to understand how youth cope with and talk about other difficult
and sometimes vulnerable experiences has yielded similar results. For example, Hong et al. also
explored the need for an outlet to discuss a sensitive topic like managing a complex chronic
iliness as an adolescent (Hong et al., 2016), and we extend their findings by providing additional

methods.

This study identifies individual support through the use of an online resource, and so future
work might consider examining how to integrate social support into sex education. Additionally,
other work might consider how to provide sex education through multiple channels, rather than
through a singular, trans and queer-specific resource. Next, this study is rooted in Western,
hegemonic views of what it means to be transgender and/or trans and queer, and we note that
our findings merely represent a part of the trans experience. The participants of our study
tended to consist of youth located close to urban areas with access to gender-affirming care or
support, making our results difficult to transfer to all gender diverse youth. Finally, the size of
our samples in each part of the study and the age range of participants might have concealed

more specific needs than those surfaced in this study.

4.5 Relation to Dissertation

Trans and gender diverse youths deserve access to thorough and affirming sex education.
Given the absence of sex education that encompasses the trans and queer experience, the
online world has great potential in providing support to many trans and queer youth. We imagine
our results inspiring the creation of an ecosystem of integrated resources, with coherent links

among them, that are designed for privacy, safety, and inclusion. Designing such resources will
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not be enough, however, so we also discuss policy needs to promote access to those resources
and gender-inclusive sex education. We also hope that researchers working with marginalized
youth or studying difficult topics can benefit from our description of the Four Corners Exercise

and our successes combining in-person focus groups with an ARC study.

Chapter 5. Understanding the Privacy and Security Needs of an OISET for
Trans and Queer Youth

As participants in the initial design needs assessment study pointed out, designers of an online
sex education tool for trans and queer youth must prioritize privacy and security. Thus, | set out
to understand these needs more in-depth and how they overlap and intersect with the previously

identified design needs.

Against the backdrop of this work and as of March 2022, there has been recent legislation that
has been either introduced or passed that threatens trans young people’s access to gender-
affirming care and, more generally, their ability to grow and develop on their own. This rise in
anti-trans legislation accentuates the need to protect young people’s privacy and security. As of
March 2022, the Idaho house of representatives has passed a bill that would “criminalize
gender-affirming medical procedures for transgender youth and make it a felony punishable by
life imprisonment for anyone who helps a child travel across state lines to gender-affirming
healthcare” (Yang, 2022). Idaho’s house of representatives are not alone in these efforts either.
22 states have introduced bills to “ban best practice medical care for transgender young people
" in 2021 alone (Movement Advancement Project, 2021). In the face of such legislation, this
study explores the role that design can play in countering these oppressive limitations so that

trans and queer youth can live happily and be free to be themselves.
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Data privacy is focused on ensuring that a user has control over and access to their personal
information while security focuses on protecting data from external, malicious threats. To
explore how social and technical dimensions of privacy and security come together for trans

young people, | explored the following research questions:

RQ 5a: What are existing threats that trans and non binary youth face today? What
constraints exist that limit our abilities to intervene? What are current mitigation

strategies that people use to address these threats and constraints?

RQ 5b: What current design patterns for trans/queer technologies exist that protect

privacy and security?

To explore these research questions, | engaged with people who work at or volunteer at
organizations that provide social support, legal services, and health-related services to trans
youth. First, | led a series of three focus groups with 16 people, followed by 7 more in-depth,
semi-structured, and qualitative interviews. Qualitative data revealed how privacy and security
play out in the context of participants’ work experiences. | describe how participants account for
the privacy and security needs of trans and queer youth in their own work practices. We then
analyze these practices to suggest considerations and potential techniques for the design of
online sex ed resources for trans and queer youth. Discussions led us to identify existing threats
to the online privacy and security of trans and queer youth and better understand how to enact
privacy and security protections in various design practices including account creation, default
privacy settings, and the minimum necessary information to access the resource’s features. In
addition, these findings were then validated and further explored with members of a community

advisory board, known as the Queer Trans Advisory Board, through online focus groups.
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As a result, this work makes two high-level contributions. First, | advance a greater
understanding of the current privacy and security practices and the privacy and security needs
for an online sex education resource for trans and queer youth. By co-developing a threat model
consisting of existing threats, constraints, and mitigation strategies, | additionally outline the
landscape of privacy and security in this context for future designers and privacy researchers.
Next, | propose a queer approach to the privacy-by-design framework that is better tailored to
the needs and priorities found in the context of an online sex ed resource for trans and queer
youth. By revealing gaps left behind by a more general privacy-by-design framework, |
demonstrate how researchers can better situate this approach within contexts of
marginalization and technology design. These findings are meant to guide two distinct
audiences. First, privacy and security researchers can take away lessons developed around
participatory threat-modeling and adapting the privacy-by-design framework into specific
contexts. Next, health-focused researchers can also apply this privacy and security orientation

into the development of health technologies.

5.2 Related Work
This research builds upon bodies of work related to the privacy-by-design framework and

privacy and security research in HCI.

5.2.1 Privacy by Design Framework

The privacy-by-design (PbD) framework guides systems designers to account for privacy and
security concerns throughout the design process, as opposed to an afterthought (Cavoukian,
2013). PbD consists of seven principles, shown in Table 7. Previous work has uncovered

challenges to putting PbD in practice such as the difficulty to design for trust, privacy laws and
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regulations, financial costs, and more (Alkhatib et al., 2020; Stark et. al., 2016). This study,

however, questions how the existing PbD framework aligns with queer-specific privacy needs.

1 Proactive not Reactive; Preventative not Remedial — anticipating and preventing
privacy invasive events before they happen.

2 | Privacy as the Default Setting — privacy is protected without the individual having to
take action. It is automatically protected.

3 | Privacy Embedded into Design — privacy is an essential part of the tool’s functionality,
not an add-on

4 Full Functionality — Positive-Sum, not Zero-Sum — avoiding false dichotomies in
decision making. It is not privacy vs. security; we can have both.

5 | End-to-End Security — Full Lifecycle Protection — security measures are put in place,
from when data are collected, retained, and destroyed, from start to finish.

6 | Visibility and Transparency — Keep it Open — assuring people involved that we are held
to our promises and can independently verify if needed.

7 | Respect for User Privacy — Keep it User-Centric — “to keep the interests of the
individual uppermost by offering such measures as strong privacy defaults,
appropriate notice, and empowering user-friendly options.

Table 7. Privacy-by-Design Principles

Privacy-by-design is gaining traction in HCI, especially when considering the technological
needs of marginalized people. Wong & Mulligan specifically call for the integration of HCI
methods, like participatory design and speculative and critical design, to develop a
“sociotechnical stance on privacy” (Wong & Mulligan, 2019). As they write, “design thus is not
just a tool for solving privacy problems, but also a tool to broaden our understanding and
stretch our imagination about what privacy might entail, and encourage forward-looking,
sociotechnical, and reflexive thinking about privacy” (Wong & Mulligan, 2019, pg 10). From a
review of the HCI literature, the authors identified various dimensions of the intersection
between privacy and design. Researchers have used design to address privacy for four main
purposes: 1) to solve a privacy problem; 2) to inform or support privacy; 3) to explore people

and situations; and 4) to critique, speculate, or present critical alternatives (Wong & Mulligan,
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2019). The authors also outline who is doing the design work and who benefits as a result: 1) by
design authorities, for stakeholders; 2) by stakeholders, for stakeholders; 3) by design
authorities, for design authorities; and 4) by stakeholders, for design authorities. This work has
been influential on this study in pursuing the co-development of privacy needs with trans and

queer youth.

Participatory threat modeling is one example of integrating participatory HClI methods with
privacy and security research. Threat modeling is a common first stage in cybersecurity
research that works to predict potential threats to a computing system (Shostack, 2014). Veseli
et al. have also applied the privacy-by-design framework to threat modeling and highlighted the
iterative nature of this process. In the design of an identity wallet platform, they identified
threats, mitigation strategies, barriers, and adjusted mitigation for each possible feature (Veseli

etal., 2019).

In line with previous critiques that privacy and security research practices ignore the role that
bias plays, scholarship has initiated conversations about how the positionality of those
performing threat modeling informs the kinds of conclusions that are made (Benenson et al.,
2015; Slupska et al., 2021). To this end, Pierce et al. have outlined the concept of differential
vulnerabilities in cybersecurity as “an understanding of security that recognizes safety as
socially contingent, adversaries as unstable figures, and risk as differentially applied based on
markers of relational position (e.g. class, race, religion, gender, geography, experience)” (Pierce
et al., 2018). Taking into account who determines what counts as a threat, Slupska and
colleagues have led participatory threat modeling sessions in which end-users outline their own
cybersecurity threats (Slupska et al., 2021; Slupska et al., 2022). By centering those who are

directly affected by cybersecurity breaches in the threat modeling process, researchers and
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designers can provide more realistic measures and protections. This participatory approach is
reminiscent of the concept of “personalization from below” in the context of digital data and
health services (Suman et al., 2023). Shifting power towards people affected by health services
has several benefits: it leads to more practical knowledge about health issues, holds politically
significant weight, and “can help making visible the issues, concerns, needs and health priorities

of neglected groups” (Suman et al., 2023, pg 4).

Furthermore, prefigurative design provides a conceptual bridge between privacy-by-design and
design justice research. Critical sociotechnical scholar Mariam Asad outlines prefigurative
design as “a tool to articulate a vision with community partners to better identify opportunities to
leverage existing justice work through research intervention” (Asad, 2019, pg 10). In this
framework, Asad poses five questions around potential harms, who or what is doing harm, and
mechanisms for healing in the face of such harms (Asad, 2019). By remaining accountable to
possible harms of flimsy privacy and security measures, this study pursues healing and

research justice through design.

5.2.2 Privacy and Security in HCI

HCI researchers have incorporated these sociotechnical values to pursue a more practical,
effective understanding of privacy and security needs. Previous privacy and security scholars in
HCI have advocated for moving away from a one-size-fits-all model of designing for safety (e.g.,
Tseng et al., 2021; Geeng et al., 2022). Chris Geeng has written about the privacy nuances
required to account for queer experiences (Geeng, 2022). They identify in their work that a
standard set of safety practices may not be pertinent, realistic, or even desirable for everyone;
therefore, approaches to privacy, security, and safety must too be malleable and able to adapt

to different users’ ever-changing needs. As an example, queer intimate platform users reject
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security and privacy-related advice because this guidance commonly conflicts with their joy and
potential for creating relationships (Geeng et al., 2022). Through an investigation into sexting,
Geeng and their colleagues demonstrate how people who sext use both technical and social
strategies to preserve their privacy and security (Geeng et al., 2020). Through this work, Geeng
identifies the divide between ideal, standard privacy and security practices and real human
behavior. By attending to this gap, researchers have called for providing security advice that is
specific, rather than consistent and more contextually situated (Geeng et al., 2022; Redmiles et

al., 2020).

Additional HCI work in privacy and security has gone beyond individual responsibilities towards
community and systemic levels of protections. For instance, Liang et al. have outlined how state
surveillance efforts are reinforced in intimate platform design of sensitive data disclosures like
HIV status (Liang et al., 2020). Tseng et al. take on an infrastructural approach to privacy and
security measures by reframing orientations around the idea of care work (Tseng et al., 2022).
In this shift, privacy and security are concepts that fall under a wider sociotechnical
understanding of safety, embracing a holistic approach to technology design that takes
complex, social factors into consideration. Additionally, Pyrrho et al. have written about how
individuals can challenge larger entities in regards to their privacy: “the asymmetry of power
derives from a contrast between the total transparency of users and the almost complete opacity
with which large corporations are protected. In order for them to be held responsible for unfair and
discriminatory applications of data (the objective of regulation), it is necessary that citizens can
demand information and data from those who use it, and that the origin and flow of that data be
made known. The citizens’ right to information regarding their data must oblige every entity, public

or private, which has used them” (Pyrrho et al., 2022, pg 8). There are evergrowing ways that
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corporations perpetuate surveillance of marginalized people through data, calling forth the

importance of resistance from multiple levels (Zuboff, 2019).

5.3 Methods

This study occurred in two stages. | first led a series of focus groups and follow-up interviews
with people who provide support services for trans and queer youth. Afterwards, | held co-
design sessions with members of a previously formed community advisory board, known as the
Queer Trans Advisory Board (QTAB). In both stages, | presented and validated previous findings
so that each group could provide feedback based on their expertise and knowledge of the
experiences of trans and queer youth today. We also contextualized privacy and security in the

greater project to design online interactive sex education tools.

Focus Groups and Semi-Structured Interviews with Support Network Members

We conducted three focus groups with 16 participants and seven individual follow-up interviews
with people that work or volunteer at organizations that provide social support, legal services,
and health-related services to transgender and queer youth. We used snowball sampling for
recruitment by inviting national non-profits and those in our personal networks via email. Focus
group discussions were broadly centered around validating findings from previous studies. The
research team presented previous findings around content, design needs, and strategies for
future recruitment. Follow-up interviews focused on how to handle trans and queer youth’s
privacy and security in an online sex education tool’s design. We discussed what privacy and
security concerns participants hear about or encounter for trans and queer youth, how they have
navigated institutional policies (e.g., COPPA, HIPAA, school-level policies, organizational

policies, cultural norms within organizations), among other topics.
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Participants consisted of public health policy makers, service providers for trans youth, school-
based care workers, privacy and security legal experts, and sexual health platform designers
who have experience with a range of direct interactions with trans youth, their peers, parents,
educators, and healthcare providers. Approaching our recruitment in this broad sense allowed
us to understand privacy and security concerns at a more comprehensive level with multiple
perspectives in a trans young person’s support network. This decision was intentionally meant
to steer solutions away from individual responsibility to manage one’s privacy and security and

towards an infrastructure of care (Tseng et al., 2022).

Co-Design with Community Advisory Board

Alongside this work, | have cultivated relationships with national partners from LGBTQ+
community-based organizations to elicit feedback on our approach. These relationships have
also provided the opportunity to connect with an extensive network of trans young people
across the United States and elicit feedback on our recruitment techniques, previously

generated insights, and plans for future engagements with youth.

Due in large part to our established connections, we have assembled 20 trans young people
ages 16-25 to form a community advisory board (CAB) for upcoming co-design sessions. This
CAB was intentionally designed to center the perspectives of Black, Latine, and Asian-American
youth; transfeminine and non-binary people; young people living in rural areas and/or localities
where legislation is actively attempting to remove their healthcare access; and people who are
new to experiences with research. There are increasingly more social support groups for trans
young people today, but this group is unique by positioning CAB members as experts of their

own lives and drivers of research that affects their own health related issues.
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In addition to the aforementioned focus groups and interviews with people within trans and
queer youths’ support network, | validated previously generated findings with members of the
community advisory board. Through an online co-design session, we discussed their own
conceptions of privacy and security, their perceived current threats to trans youths'’ privacy and
security, and their ideal way of handling privacy and security in the tool that we are co-
developing. Through co-design, CAB members were able to make direct design adjustments to
wireframes. A team of student-designers experienced in user experience design and online
prototyping provided support to translate CAB members’ design ideas into modifications to the

wireframes.

Data Analysis

| analyzed this data through reflexive thematic analysis (Braun and Clarke, 2019), guided by
several values that | shared with participants in each session. First, trans and queer youth
deserve access to tools that can help them learn how to have healthy sexual and romantic
relationships, which entails thinking about care work through developing awareness and
emphasizing bodily autonomy, among many other important aspects. Next, our methods involve
partnerships with trans and queer youth in the development process of the tool, and we are
working towards this by involving youth on various levels: as design partners, as community
advisory board members, and as research team members. Last, it is difficult and unrealistic to
cleanly separate online and offline experiences. Online activity can have implications for offline
experiences, and so we hope to understand the holistic lived experiences of trans and queer
youth as they relate to privacy and security. Acting as a form of member-checking, the
validation of previous findings was an additional analytical method in this study as we fielded
responses with both groups of support network members and community advisory board

members.
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The four tensions—exploitation, membership, disclosure, and allyship—continued to play a role
in the methodological decisions | made throughout this study. Considerations for mitigating
exploitation was a large motivating factor for forming and involving the community advisory
board, as | saw this as an effort to create more participatory involvement. We attempted to
distribute power among the research team and community advisory board members and embed
multiple ways to shape the direction of the project goals and design specifications. Thinking
about exploitation and allyship also pushed us to create additional benefits to participants
beyond just monetary compensation. In our interviews to form the community advisory board
with trans and queer individuals, we inquired about what they wanted to get out of this
experience. There were a variety of interests including pursuing higher education which led us
to invite community advisory board members to get involved in further research opportunities.
However, one of the biggest goals for those we spoke to was to find comfort in community.
Many community advisory board members are isolated as one of the few queer and/or trans
people at their schools, for instance, and were most excited to spend time in a space full of
young people like them. Thus, it has been vital to help members establish bonds with each other

in co-design sessions.

5.4 Findings

We constructed themes from our data around three high-level categories. First, what threats
currently exist and from whom? Second, what constraints exist that limit our abilities to
intervene? And then third, what are current mitigation strategies that people use to address
these threats and constraints? A summary of these findings are presented in Table 8 and Table
9. I refer to findings from the first series of focus groups with support network members as FG1

and findings from engagements with the community advisory board as CAB.
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Threats

Parents, guardians, and family members

Peers and classmates

Data brokers

The State

Trans youth themselves

Table 8. Current threats to trans youth privacy and security

5.4.1 Contextualizing Privacy and Security

| initially sought to understand the importance of centering privacy and security when working
with trans and queer youth. A CAB member discussed why doing so was valuable: “privacy
means the ability to share information that we feel safe and comfortable with sharing, without a
pressure to give out more. It means there is a protected space where we can share our stories
with confidence they will not be shared widely or we will be subject to hate.” FG1 participants
spoke about privacy and security in the context of working with trans and queer youth.
Participants from FG1 identified three values and practices that are key to this work—disclosure,

agency, and safety.

First, privacy and security are intertwined with disclosure practices. One FG1 participant
indicated that “being secure, feeling secure, often depends on people knowing or not knowing, and
what that means”. They also pointed out that what makes disclosure tricky to deal with is the
fact that once that information is out there, you very often cannot take it back. As this

participant said, “you can’t unring a bell”.

Second, there is a strong emphasis placed on user agency, referring to having control over who

knows what information. One CAB member wrote that privacy and security meant “Knowing
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where my data is going/how it is being used and why!". Especially when considering the threats
that are discussed in the next section, participants identified the importance of having control

over one’s information.

Third, safety is an outcome of privacy and security from both a physical and emotional
standpoint. One CAB member said that “more than anything | just want assurance that a
transphobe isn’t going to dox me and then mail me a pipe bomb” which was received with solemn
agreement. Another CAB member called out the feeling of betrayal when privacy and security
are compromised specifically when dealing with a sensitive topic like sexual health: “Privacy and
security is safety. There is a lot of shame that can come with sex-ed topics, that some would like

to keep private. Minimize the feeling of betrayal.”

One member from FG1, a privacy and security legal expert, outlined the interconnectedness and

importance of privacy and security in a trans young person’s development:

“I think privacy is instrumental to safety. If you don't have privacy and you're a queer
youth or trans youth who's already at so much risk of violence, being ignored by a
medical system, being neglected by your own family and loved ones, your privacy is kind
of the lynchpin holding all of that together. If it collapses, then you're at so much risk,

and so it's critical.

It's foundational to expression as well. So not just your ability to keep safe physically in

your relationships, but also your ability to have freedom in terms of what you're looking

for, what you're interested in, growing when you're a young person, being able to access
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information without feeling chilled is critical to your own growth and who you are and

who you want to be.

And | think for trans youth, that's so important because you are in a system where you're
going to school and you're maybe subject to school surveillance, you're on a computer
that is surveilled by your teachers, your librarians, or administrators. You go home
maybe to an unsupportive household, and maybe you're using internet services, maybe
you're just reading a book, right? We know that books that have been historically banned
in prisons and schools, they're often banned because they're about LGBTQ materials. So
it's not just about being online. It's about accessing any information overall. It's about
your safety, your physical safety, your relationships, your ability to express yourself, and
your ability to learn and grow, which is, to me, everything that kids are doing every single

day.” FG1, P6

Participants identified two main forms of privacy and security violations: data breaches and
unwanted disclosures. With the design of the OISET in mind, one CAB member wrote that
“privacy and security is important for this tool as to not out those who use this resource and may
not ready to be out yet”. Many CAB members cited being doxxed as a fear and direct
consequence of these privacy and security violations. One CAB member summarized the
concern well: “specifically outing their [a trans youth’s] identity on the platform and leading to
bullying at school, being outed to their parents, and potentially getting into legal trouble

depending on the state they reside in.”

5.4.2 Current Threats

From there, participants identified five main groups of people that are potential threats to trans

young people’s privacy and security. First, parents, guardians, and family members. In school
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settings, FG1 participants who worked in schools discussed how some students used different
names and/or pronouns at school than they did at home. They had to keep track of what
information parents or guardians were aware of so that they did not accidentally out someone.
One public health policy maker described that “sometimes they're [the students] just very clear,
up-front like, ‘This is my identity at school, but | have a different identity at home.”" One CAB
member added that privacy and security for the OISET came down to “safety in situations where

a person would be in danger if their family discovered their identity or orientation”.

FG1 members who worked in school settings had to also manage classmates and peers so that
they also would not out anyone. One school-based public health policy maker described their
experience of preventing classmates from outing each other:
“A fourth grader wanted to come out as trans in their class or identify as trans in their
class. So they were doing this activity in the beginning of the year, and another
classmate was introducing them. And the first thing | said was, ‘What does the other

m

classmate think of this?” And she was like, ‘l hadn't even thought about that.

A third group that people talked about were data brokers, or third party groups that threatened
reputational harm to trans young people if they were to ever bypass security systems of
personal information. One legal expert from FG1 pointed out the “reputational harms for a child
who's been outed” by expressing that “if a data broker wanted to leak this or a hyper conservative
news outlet who goes where, that sort of thing can actually cause a huge amount of problems.”
Furthermore, a CAB member elaborated on their concern around what outside entities might do
with their data: “it is dangerous for strangers, corporations, or governments to have access to
trans youth'’s information, where they could use the data to single people out, or twist words/the

truth to suit their own needs.” CAB members were additionally conscious of how platforms,
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particularly Meta and Instagram, facilitate unsafe online experiences. They speculated around
what these platforms could do with their power. One CAB member worried about targeted,
harmful ads: “Meta has before allowed ads to target very specific demographics, and it would be
possible to, for example, make an ad that was targeted only to trans youth and would direct them
to something nefarious.” Another CAB member raised flags regarding tracked data: “similar to
how states are using instagram messages as evidence for someone planning an abortion, wouldn't
doubt they want to use them as evidence of trans youth planning healthcare etc. where it's now

illegal. Meta has no ethical/moral issue with sharing the data with law enforcement.”

There were also concerns of governmental intervention especially in states that are introducing
legislation to ban or limit access to gender-affirming care. One FG1 participant spoke about
their experience after a government official in their state commented that any kind of
affirmative healthcare or mental healthcare for trans youth was amount to child abuse. In the
aftermath, this participant said their organization “had families from all over the state reaching
out to us asking, "What do we do? My kid tells me that he's my son, and [...] I'm not going to force
him to keep his hair long. Am | going to be in trouble with the state?" With the ever-growing
number of bills being introduced and passed in numerous states in the US, these concerns are

becoming more common.

Members of the CAB identified an additional threat to trans and queer youths' privacy and
security: themselves. They warned against trans and queer youth providing information about
themselves that others might use maliciously. They discussed an example of a trans young
person posting to social media that reveals where they go to school, which evil actors could
then use to dox and harass them. Here, CAB members emphasized the importance of educating

trans and queer youth to be conscious of what information they are making public. Through the
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addition of this category, it is important to point out that each poses different levels of threats.
These threats map onto individual, communal, and structural levels that call for different kinds
of interventions. Trans youth involuntarily revealing their personal information points to a need
to educate online users and platform-mediated prevention of such disclosures. Threats from
family members, peers, educators, and other people in trans and queer youths' networks call for
trauma-informed protocols that care for trans and queer youths’ wellbeing. State surveillance
and punishment motivates organizational policies and laws that, for instance, prevent the
collection and merchandising of personally identifiable information for marginalized people.
Across these five pieces, however, there are underlying power relations between and among
each threat that requires further interrogation. Threat modeling, then, requires a deeper
questioning of the outcomes of this process towards thinking about how different levels of

threats call for distinct constraints and approaches for mitigation.

5.4.3 Social and Technical Constraints

| outlined a number of constraints that inhibit designers’ ability to fully cover privacy and

security threats, categorized into social constraints and technical constraints.

Social constraints for FGT members revolved around protecting privacy and security while also
navigating through different contexts. School-based care workers discussed using consistent
pronouns and names under different contexts. One FG1 participant shared that it felt like they
were often “walking this tight rope of which pronouns they use at school, which pronouns they use
at home, which names so kind of juggling a lot of different spheres and trying to maintain
confidentiality while I'm doing that.” In addition to this, another FG1 participant pointed out that
language evolves and thus, their ability to maintain confidentiality shifts as well. They pointed
out that “when a trans young person is talking about their identity and talking about being out or

not, it's not always clear that those words are being used the same way by any two trans kids, let
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alone by the adults in their life.” Additional social constraints revolved around parental or
guardian involvement. A participant from FG1 indicated that providing services for trans and
queer youth is difficult when they live in a home where their identity is a secret, which is more
common for youth under 18. School-based members of FG1 also experienced trouble when they
had to keep information from parents at the request of the students. Guardians, parents, and
other adults can also impose their own beliefs about privacy and security onto youth. One FG1
participant expressed that “there are trans kids who might be fully comfortable with being out and
open about being trans. And it's the adults in their life who are more concerned about privacy or

security.”

An additional social constraint is that there are legal and organizational barriers to access that
present major challenges to protecting people’s privacy and security. A FG1 participant laid out
a possible scenario given the political climate in some states:
“So if you're in an unsympathetic environment, in a state that has passed laws that are
penalizing trans youth, and you are seen as violating the law because you're facilitating
their access to necessary healthcare services and the law enforcement comes to you with
a warrant and they say, ‘We see this child here is getting those services. We know they visit

m

your clinic. We're going to give you a warrant just for their data.

A legal expert in FG1 also called out the individual responsibility of maintaining and protecting
one’s own data. As they discuss, “the more we talk about, 'You need to do all these things to keep
yourself safe,’ the more we put the onus on the individual to protect themselves when really, that's
not what's happening here. Every time | go somewhere, I'm not going to turn off my phone. Every
time I need to figure out directions on how to get there, I'm not going to use a specific browser,

right? It's not possible to expect people to hold this heavy of a burden. And so what | would say
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instead is we need to be able to put the onus on the entity that could do the most harm and that's
organizations, it's law enforcement, it's legislators, right? And so burden shifting, | think, in that way

is really important.”

Participants also identified eight reasons that make privacy and security protections difficult
from a technical standpoint. First, a participant who is sexual health platform designer talked
about the time and effort it takes to oversee content moderation. This is especially important to
keep in mind when platforms are introducing interactive elements where people are coming into
contact with other people. Another FG1 member raised concerns around consent fatigue,
questioning: “How do we make it so that we're not feeding into consent fatigue? So if you're a user
going through-- you're not reading privacy policy. You're just clicking through, right? How do we
make sure that [we get consent] when we actually need your consent”. In addition, an FG1
participant discussed how people have different thresholds and preferences for their privacy.
Where there are people who are not concerned about their privacy, there are other people who
might not be out and thus the importance of maintaining that control over their information is
heightened. Furthermore, traceable data can be useful to online experiences in some instances,
with one participant using email and password resets as an example. Another FG1 participant
connected technical protections with potential shame as they described a potential solution like
an exit button might “automatically bring some type of taboo to the site”. Next, participants
pointed out that platform policies that are meant to maintain privacy and user data can only go
so far in their protections. Finally, one participant discussed even the best privacy and security
measures in place cannot ever fully protect trans and queer youth. As they described: “in a world
where these laws are being passed and in a world where there are parents who are trying to make

their kids not trans, there isn't one good option”.
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5.4.4 Social and Technical Mitigation Strategies

Next, | outline a number of mitigation strategies to account for threats to privacy and security
but also must contend with the previously mentioned constraints. These have also been

separated into social and technical categories.

In regards to social strategies, participants from FG1 suggested practicing language to maintain
consistency across contexts and when engaging with youth. For those who interact with trans
and queer youth and others in their network, this kind of preparation is key to preventing any
unwanted disclosures. Participants additionally considered repair work in response to times
when harm has occurred by directly addressing harmful behavior. Doing so, as participants
pointed out, is important to creating an environment of safety and privacy. FG1 participants also
suggested involving youth when making decisions about what information is being kept private.
A member of FG1 that designs sexual health platforms also recommended establishing
ongoing consent practices. They described their own consent processes for generating content
based on interviews with youth on their platform:
“We take great care to [...] make sure they understand consent, that they are allowed to
revoke this interview. They're allowed to stop the interview at any time. We explicitly say
how the interview will be featured on the website. They have the permission to remove
their name at any time, to remove the interview. And so it was one way for us to create
that community and to create those stories, those first-person stories that are so
important to our understanding of our health and identity but recognizing that with that
comes some risks and that we do everything in our power to share what those risks
potentially could be and also allow people to remove, stop, or opt out at any time.”
In this instance, designers value agency, transparency, and consent throughout youth

involvement in platform experiences. Perhaps most important to highlight in regards to social
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mitigation strategies revolves around thinking about who should be held accountable to keep

users and their data protected. One FG1 participant made the case for a shift away from the

current paradigm that forces individuals to carry the burden of protecting themselves and their

data, without any assistance from platforms, organizations, or other entities with power. As they

stated:
“The more we talk about, ‘you need to do all these things to keep yourself safe,’ the more
we put the onus on the individual to protect themselves when really, that's not what's
happening here. Every time | go somewhere, I'm not going to turn off my phone. Every
time | need to figure out directions on how to get there, I'm not going to use a specific
browser, right? It's not possible to expect people to hold this heavy of a burden. And so
what | would say instead is we need to be able to put the onus on the entity that could do
the most harm and that's organizations, it's law enforcement, it's legislators. And so
burden shifting in that way is really important.”

With this quote in mind, platform designers should plan privacy and security policies such that

users are not alone when managing their own online risks.

Participants also identified six forms of technical mitigation strategies. First, one method for
protecting users from harm is to simply not allow spaces where harm can occur to exist in the
first place. One sexual health platform designer we spoke with said that their platform does not
have a discussion board, even though it is a common feature, for this reason. Participants also
suggested combining online and offline support for trans and queer youth as well as educating
online users about privacy policies and how to securely manage their personal data. The sexual
health platform designer in FG1 also discussed prioritizing user agency over their platform
experience. On their platform, users “can come in and take a proactive approach. So if someone

wants to search sexuality and pleasure, they can do that without being bombarded with

158



potentially other resources that may be triggering.” Data management played a large role in the
suggested technical mitigation strategies, leading to being intentional about what data are
being tracked and why. The last technical mitigation strategy that participants identified
involves moving away from blanket approaches to using and/or prohibiting data usage. One
participant from FG1 highlighted that tracked data, especially in aggregate form, can provide
utility for community efforts. As they put it:
“It's so important to keep a lot of these data because it benefits the community. Not just all
those things that we like to do but in the ways that we are harmed uniquely. It's important
to keep information about the rate of COVID deaths for LGBTQ people. It's important to
keep information about where prep is available in certain communities, who gets it first,
and how expensive it is, right? There are certain data sets, especially around research, that
I would argue if you just say we just delete them or we imposed data minimization, that

would actively harm the community.”

With this quote in mind, blanket protections for user data might not always be the best decision,
motivating further inquiry into what data are useful and how. A mitigation strategy to protect
users can still involve the collection of data, as long as there are intentional ways we can draw

from this data to make informed decisions and interventions.

Social Factors Technical Factors
Constraints | Difficulty maintaining consistency Data that are traceable can also be
across multiple situations helpful

Language evolves, making it difficult to [ Content moderation is hard
stay consistent
Providing services for people differs Mitigation strategies can create taboo
for those under and over 18
Consent fatigue
Balancing adult opinions when
providing services to minors Policies are insufficient at providing
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Legal infrastructures that work against
privacy

Solely focusing on individualized
approaches are impractical and
unsustainable

protections

Navigating different preferences for
privacy

Lack of consistency across systems

There is not perfect solution

Mitigation Practicing language prior to
Strategies engagements with youth

Consistent support/language

Repair work to respond to when harm
has occurred

Involving youth input into how to
respond

Establishing ongoing consent
practices

Burden shifting away from the
individual

Combining offline and online support

Not providing spaces where harm can
occur

User agency over platform experience

Being intentional about what data are
being tracked

Intentional uses of data, away from
blanket approaches to
using/prohibiting data use

Education about privacy policies and
managing personal data

Table 9. Summary of social and technical constraints and mitigation strategies for trans youth
privacy and security.

5.4.5 Current Design Patterns for Privacy and Security

After identifying these threats, constraints, and mitigation strategies, | also conducted a content

analysis (Hsieh and Shannon, 2005) of 13 existing sexual health resources and platforms to

understand how current technologies handle privacy and security, shown through Table 10.

Through an app walkthrough method (Light et al., 2018), | tracked what features each resource

offered and if they had any specific privacy features.

Sexual Health Resource Features Offered Privacy Features
Queering Sexual Health blog posts with resources, Quick Hide, data education
Education self-assessment quizzes,

definitions, information,
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linkage to services in local
area, chatbot, text and phone
lines

Asexual Visibility and
Education Network

definitions, information, FAQ,
forums, videos, links to other
asexual communities/pages
online, question support via
email

n/a

Accord Alliance

FAQ, support groups, models
of care for DSD

Sex, etc.

Chat with Planned
Parenthood, blog posts, FAQ,
videos, definitions,
information, polls, clinic
finder

Privacy policy

Scarleteen

message boards, sms
service, live chat, definitions,
information, personal
experiences, tag system

Privacy policy, data
education

Advocates for Youth

facts sheets, information,
message boards

Privacy policy, data
education

UCSF Trans Care

HRT facts sheets,
information

n/a

Seattle Children's Gender
Clinic

information, facts sheets,
videos

Privacy policy, data
education

Trans Care BC

information, print resources,
contact form, linkage to
resources in local area

Privacy policy, data
education

WEAVE

live chat, information, email
list, facts sheets

Exit site button, privacy
policy

LGBTQIA+ Safer Sex Guide

information, links to other
articles/resources

Privacy policy, data
education

safersex

information, definitions, blog
posts

Privacy policy, data
education

Trans Tracks

Transition tracking

“deep cover mode”
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Table 10. Features and privacy settings for thirteen existing sexual health platforms.

At a high level, there are three current design patterns for protecting privacy and security on
trans/queer health resources and platforms. First is through education, primarily through
privacy policies. Eight out of thirteen platforms had privacy policies that at minimum laid out
how they handled user data. Many of them did mention that they only sold particular sets of
user data to third-party analytics services. Of the thirteen, seven platforms listed dedicated
sections that explained the implications of providing personal data to the site, emphasizing that
no site is ever truly secure. However, the overall approach was to leave it to the individual
person to decide how much information to provide and thus how much risk they were willing to

tolerate.

Another design pattern was a “quick exit” button found on two websites. Here, users can click a
readily available button that will take them off the page and onto somewhere more innocuous.
Please see Figure 1 for an example. One participant debated whether this kind of feature
instilled a sense of shame or taboo to the user experience of being on that site. Having it so
readily available might be a constant reminder that what a user is looking at is something they
need to hide. Members of CAB enjoyed quick exit options and suggested that a future online
interactive sex education tool for trans and queer youth utilize this feature. They noted, however,

that users should be able to control whether the quick exit option appears or not.
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Quick Exit

Press the ESC button three times to quickly

Figure 1. Quick Exit feature from The Trevor Project’® website.

The third design pattern is “camouflaging”. A specific mobile app called Trans Tracks, a
platform where users can track the progress of their transitions, has two modes. In one mode,
called “deep cover mode”, the login page and app icon change from the blue and pink trans
colors to a more covert design. Additionally in this mode, the login page becomes what appears
to be a place to check train schedules. When the user enters their password, they are then
brought to the original transition tracking page. One CAB member had direct experience using
Trans Tracks but was unaware of the camouflage feature until discussed in a codesign session.
Reflecting on this, they suggested greater visibility towards these features, stating “i use
transtracks! but also i didn't know that feature (camouflage mode) existed so maybe more visibility
regarding these features so people know about them. Maybe when you first open the app you get

the choice with a message stating (you can change this at any time in settings)”.

10 https://www.thetrevorproject.org/
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Save big in store with Prime o

Figure 2. Camouflaging on Trans Tracks™'.

5.4.6 Envisioning Privacy and Security Settings for an OISET

When asked about their ideal ways of handling privacy and security in a future, online, sex
education tool for trans and queer youth, members of the CAB named several design values—
protection, personalization, and transparency. One CAB member wrote that they wanted to see
“protection of personally identifying information, account data, search history, articles viewed, etc.
Should never be shared or accessed outside the tool”. CAB members also wanted control over
their settings, with one person wanting to be able to opt in or out of data tracking and another
wanting users to be able to change their names easily. Another sought out “personalized
security preferences like ability to have your post/comment history (if we even have those) public
or private.” Another CAB member called for an OISET platform to be transparent about its

privacy and security settings by providing descriptions and reasoning for various features.

1 https://transtracks.app/
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Figure 3 and 4 depict wireframes developed by Andy Moon, a part of the student-designer team.
Working off of feedback from CAB members, Andy drafted the following screens to
demonstrate how the OISET might handle privacy and security settings. There are several
features including options to camouflage website visuals, automatically exit the site after a set
time, hide trigger content through a platform-wide tagging system, quick exit options, and the
option to delete all stored user data. In co-design sessions, Andy and the student-design team
collected feedback from CAB members to validate their interpretations of previous feedback.
CAB members were positive about these privacy and security features, though they raised
concerns about whether a user must have an account created to access these features. They
suggested that privacy and security features should be available to anyone who visits the
platform, which led to the development of Figure 5 which prompts users who are new to the site
to configure their privacy and security settings. CAB members provided further feedback on
how to hide triggering content. While they felt positive about filtering out content that users do
not wish to see, they recommended that the platform should be transparent about why it is
filtering certain content. Figure 4 illustrates an example of this by conveying to the user that

content is being blocked due to the user’s specific trigger warning settings.
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WEBSITE

Basic Settings

Privacy / Security

Lorem Ipsum

Lorem Ipsum

Privacy & Security

Browsing Safety

[] camouflage Website Visuals

amauflage pride and LGET

+ graphics 1o be more incognito

Automatically Exit Website

Set a timer to automatically exit out of a website after an inactive period

Hide Trigger Contents

Set rigger words or contents that youwould not like to see on your feec

Enable Accessible Quick Exit

Seta command to quickly exit out of a website

Data Deletion

Delete all my information immediately

ACCOUNT RESOURCES

Figure 3. Envisioned privacy and security settings on an OISET
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Figure 4. Envisioned privacy and security settings on an OISET
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ACCOUNT RESOURCES ABOUT

Hey there!

New here? Check out
settings for safe browsi

Figure 5. Envisioned privacy and security onboarding for new OISET users

5.5 Discussion

Through engagements with trans youth and those who support them, | have identified current
threats, constraints, and mitigation strategies for privacy and security. As such, this study
makes several contributions to privacy and security literature as well as further develops design

needs for an online, interactive sex education tool for trans and queer youth.

First, | outline a current threat model for the privacy and security of trans youth. | identify five
threats: parents, guardians, and family members; peers and classmates; data brokers; the State;
and themselves. We also outline social constraints (e.g., difficulty maintaining consistency
across multiple situations, evolving language, balancing adult opinions when providing services
to minors, legal infrastructures that work against privacy, and the impracticality of solely
focusing on individualized approaches) and technical constraints (e.g., data that are traceable
can also be helpful, content moderation is hard, consent fatigue, different preferences for
privacy). Third, we identify social mitigation strategies (e.g., providing consistent
support/language, involving youth input into how to respond to harm, establishing ongoing

consent practices, burden shifting away from the individual) and technical mitigation strategies
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(e.g., combining offline and online support, not providing spaces where harm can occur,
prioritizing user agency over platform experience, educating about privacy policies and

managing personal data).

Next, we review design patterns and offer speculative features to address user agency in
controlling how their data are managed through an online interactive sex education tool. We
distinguish three existing design patterns to maintain privacy and security: education via privacy
policies, quick tools for exiting, and camouflaging. Co-design sessions surfaced various
features for the OISET: personalizable website visuals, automatic website exit, hiding triggering

content, quick exit hotkeys, and overall data deletion.

Third, | make a methodological contribution to participatory threat modeling towards a
community approach to privacy and security for trans and queer youth. Through this community
orientation, | work towards an infrastructure of care by involving members of a marginalized
group’s support network in brainstorming privacy and security protections (Tseng et al., 2022).
Previous work has shown how participatory engagements with marginalized people can actually
reinforce harm by reminding them of the difficulties they face (Harrington et al., 2019), and so a
community-collaborative approach to threat modeling may be able to mitigate any undue
distress. This study’s methodological extension also includes a sociotechnical approach to
threat modeling to include social threats, constraints, and mitigation strategies. Here, we call for
cybersecurity researchers to account for non-technical dimensions. As we demonstrate,
protecting privacy and security is not solely an online experience; care must involve social,
community, and structural support as well. Understanding how offline and online experiences
are interlinked and influence each other can only come from participation of those who are

directly affected.
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By providing the sociotechnical landscape of privacy and security concerns for an online
interactive sex education tool for trans and queer youth, | draw from these findings to outline

elements of a queer privacy-by-design framework in the following section.

5.5.1 Queering Privacy-by-Design

While privacy-by-design acts as an overall protection framework, critics have raised concerns
over its generalizability. Previous scholarship has pointed out that privacy-by-design is an
idealized approach that is less equipped to identify and navigate situational needs. PbD falls
short when it has to consider more complex social factors such as establishing trust in a
system required for users to be fully protected and structural barriers like laws and regulations
(Alkhatib et al., 2020; Stark et. al., 2016). As such, this study works to incorporate sociotechnical
principles into privacy-by-design standards for queer users constructed through the qualitative

data from this study and supporting literature.

Principle 1: Weighing the tradeoffs of data storage

Our findings suggest that there are advantages and disadvantages to user-provided data in
shaping their platform experience. One feature surfaced through codesign sessions was
creating a bank of trigger tags to hide any content that a user does want to see. However, this
feature hinges upon the user providing information about themselves and what they find
triggering. Future features that community advisory board members have suggested include
databases of trans and queer-friendly healthcare providers in a user’s area, but this also relies
upon user data that could leave them vulnerable to being doxxed and additional losses of
privacy and security. It is possible, however, to collect data, use it to meet user needs, and then
delete them without storage. Therefore, this principle elicits designers to reflect upon the

tradeoff between personalization and privacy and security. There will certainly be features that
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can optimize the user experience, but designers must weigh potential benefits with possible

risks.

Calling back to a technical constraint described in Section 4.4.3, data that are traceable can
also be useful. Participants raised the value of collective, anonymized data for similar reasons
for contact-tracing for COVID-19. Kevin Guyan discusses this tradeoff of data collection in his
book Queer Data: Using Gender, Sex and Sexuality Data for Action by describing the
representational value of considering who counts (Guyan, 2022). Data is entrenched in critiques
around who gets to decide who or what counts but, importantly, can lend legitimacy to social
movements and LGBTQ people. Data can be structurally prescriptive; as Guyan characterizes it,
“data enables us to know how many people identify with a particular identity group, this group’s
experience of services such as healthcare and education, and relative levels of advantage and
disadvantage (which involves comparing data for one group against another group or a defined
benchmark). Data can expose the effects of patriarchy, misogyny, homophobia, biphobia and
transphobia on the systems and structures we rely upon to navigate our everyday lives. Whether
it’s differences in the use of transport networks, perceptions of crime or success in education, data
is central to the diagnosis of a problem and decisions made about how to respond” (Guyan, 2022,
pg 16). In contrast, Foucault warns against the trap of visibility, making connections to
surveillance and subjugation. Drawing from a present example, researchers have come under
fire for amassing a dataset of 1 million images of trans people through various stages of
transitioning, extracted involuntarily from Youtube for training a facial recognition algorithm
(Gault, 2022). Even more damning, the dataset was left unprotected and publicly accessible

through an algorithmic audit (Keyes & Austin, 2022).
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As such, privacy and security researchers and practitioners might consider the following
questions when designing online tools for trans and queer users: What is the minimum amount
of data or information necessary to access different features? Are there ways to provide
different experiences for features based on how willing a user is to share their data? To what

extent can designers provide a useful experience by collecting but not storing user data?

Principle 2: Remaining attentive to state surveillance

One looming threat to security and privacy is state surveillance, which participants in this study
notably named as one of five current threats to trans and queer youths' privacy and security.
This form of surveillance is a significant tradeoff for platform-mediated data storage, and the
history of platforms selling sensitive information makes these fears certainly feel extant (e.g.,
Grindr selling HIV status data to third-party entities) (Singer, 2018). Along with Jevan Hutson
and Os Keyes, | previously identified the role that design can play in assisting and/or
circumventing state surveillance, particularly of HIV data on intimate platforms like Grindr
(Liang et al., 2020). This particular structural orientation is especially necessary for
cybersecurity researchers because of the growing power that local and state governments are
amassing to surveil and punish trans and queer people in the United States. Platform designers,
then, should consider what protections can be set in place, either design-based or policy-based,

that prevent the exploitation of sensitive user data?

Principle 3: Designing to obscure data

Evidenced through current design trends to camouflage or enable options for quick exits, one
principle for a queer PbD framework involves designing to obscure data. This principle works
alongside two design needs identified in Chapter 4, designing for safety and designing for

inclusion. As our findings suggest, there are an array of privacy and security threats that trans
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and queer youth face today. These online threats extend into everyday life; for instance, a trans
young person who has been unwillingly outed to their families may get forced out of their
homes and into a period of houselessness. The consequences of privacy and security breaches
can range from mild to severe and, as such, platform designers should consider scenarios that

pose the greatest harm.

In some cases, this may mean working around what is legal or permissible, especially in the
current political climate where a growing number of state governing bodies are attempting to
pass legislation that would prohibit access to gender-affirming care and more. As of March
2022, the Idaho house of representatives has passed a bill that would “criminalize gender-
affirming medical procedures for transgender youth and make it a felony punishable by life
imprisonment for anyone who helps a child travel across state lines to gender-affirming
healthcare” (Yang, 2022). Idaho’s house of representatives are not alone in these efforts either.
22 states have introduced bills to “ban best practice medical care for transgender young people
" in 2021 alone (Movement Advancement Project, 2021). In the face of such legislation, |
question what role design can play in countering these oppressive limitations, either through
data obfuscation or by other means. Through an integration of Asad’s notion of prefigurative
design, a queer PbD approach can provide paths to political resistance and trans and queer
justice. Designers may consider the question of “How can PbD principle embedded into a

system'’s design help users circumvent policies?”

How to do this exactly is still an open question, but drawing from how people in this study
characterized privacy and security in the context of working with trans and queer youth,
designing to obscure data should involve disclosure, agency, and safety. Considering agency, in

particular, points to giving users control over what data is public, to what extent, and to whom.
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Findings in Section 4.4.6 support this principle as well, where CAB members suggest abilities to

opt in and out and transparency around what data are tracked and why.

This principle of designing to obscure, however, is not a blanket approach; it also entails careful
consideration of what not to hide and instead make transparent. As | have learned from
participants in this study, transparency and explaining to users why certain features appear the
way they do establishes trust in a platform. For example, CAB members discussed a feature
where users can filter out content on the platform that they might find triggering or they just do
not wish to see. While the design team interpreted this feedback and created a blur effect on
anything the user wanted to exclude, CAB members suggested that users should be able to
know why the platform was obscuring specific content. As a result, the design team added text
to communicate to the user reasons for this decision, emphasizing user agency based on their

preselected filters.

This design principle is not contained to just considering how we build technologies for trans
and queer youth either. Given recent calls to stop using menstrual tracking apps, for example,
the need to account for multiple levels of covertness is one that the design community needs to
be prepared for. Because the stakes are high now, not just for people who are trans or for
people who menstruate, and how we go about navigating this question is a matter of survival

for many.

5.6 Relation to Dissertation
In this chapter, | demonstrate that while a traditional privacy-by-design framework is beneficial
for being proactive about privacy and security in technology design, there are gaps in such an

approach when it comes to designing an online interactive sex education tool for trans and
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queer youth. To address the space left behind, | make a methodological contribution to
cybersecurity threat modeling by first, integrating participatory methods involving those who are
directly affected (i.e., trans and queer youth) and second, extending threat modeling to consider
sociotechnical dimensions. This chapter continues to support this dissertation’s thesis
statement of: designing health technology interventions that shape the life experiences of queer
people requires an understanding of how their holistic needs converge and diverge from other
groups. Existing design paradigms fall short when designing with/for queer people, which
necessitates alternative techniques for designing for health equity. By bridging the
sociotechnical divide in privacy and security research through participatory methods, this
study’s contributions work towards a broader infrastructure of care for trans and queer youth.
When considering how to design technologies for social movements, Ghoshal and Bruckman
have similarly highlighted how privacy and security are key components in establishing trust in

computing systems (Ghoshal & Bruckman, 2019).

To underscore the importance of privacy in sex education, privacy scholars Charles Fried and
Danielle Citron link privacy and security to our capacity for love and meaningful relationships.
Fried writes that “to make clear the necessity of privacy as a context for respect, love, friendship
and trust is to bring out also why a threat to privacy seems to threaten our very integrity as
persons. To respect, love, trust, feel affection for others and to regard ourselves as objects of
love, trust and affection is at the heart of our notion of ourselves as persons among persons,
and privacy is the necessary atmosphere for these attitudes and actions, as oxygen is for

combustion” (Fried, 1968, pg 475, emphasis added; Fried, 2013; Citron, 2022).
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Chapter 6. Discussion

This chapter consists of two parts. In the first—Connections—I link the four tensions outlined in
Chapter 3 to the studies depicted in Chapters 4 and 5. Here, | demonstrate how | have situated
exploitation, membership, disclosure, and allyship into the broader context of Project OISET. By
doing so, | provide an example of how to translate these values and questions into practice for
future HCI researchers who are invested in engaging marginalized people in their research. The
second part of this chapter—Reflections—looks across themes from Chapters 3, 4, and 5 to
develop commitments for those invested in designing health technologies with marginalized

people.

6.1 Four Tensions in Project OISET

Given its prevalence throughout my doctoral research, the lessons from the study depicted in
Chapter 3 have and continue to influence my position and methods in Project OISET. In the
spirit of reflexivity, | discuss below how each tension manifests in this dissertation and how |
look to address a range of ethical concerns. By outlining my own reflections, | exhibit for other
researchers looking to navigate these tensions in their own work how to think through each

without the expectation of a clean resolution.

Exploitation: This tension pertains to two kinds of exploitation, an unequal give and take that
sees researchers benefitting while participants get little in return and tokenization of research
team members. Regarding the former, | take up strategies that HCI researchers | interviewed
identified, including expanding our definitions of compensation; maintaining relationships with
participants after a study; setting expectations for relationships before, during, and after the
study; teaming up with community partners; member-checking data; and making participants

feel comfortable in studies. In terms of the latter, | am cognizant of how others might tokenize
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me and how | might tokenize collaborators. | have been particularly aware of this as | reflect on

how our team would benefit from additional perspectives from people of color.

| have focused on my own role in a pursuit to mitigate the harms enacted through exploitative
research practices, but there are limitations to this perspective. First, one person alone cannot
completely take on the full effort required to shift burdens away from marginalized people in
research. Collective action from a research team, towards a culture of care, is better suited to
making a meaningful impact. Reflecting upon power dynamics even within the research teams |
have partnered with, efforts from junior scholars with less power can only go so far. Structural
barriers (e.g., Institutional Review Boards, publishing norms of a field) are more easily navigable
when researchers with more power step in. An additional limitation to addressing exploitative
norms in research is time and resource constraints. In my engagements with trans and queer
youth, | am conscious of their busy schedules and lives and thus have had to adjust
programming accordingly, at times running out of time to lead a discussion on the community
advisory board'’s leadership structure, for instance. Members of the CAB have joined meetings
during their school’s lunch hour, on the weekends, and in between their work schedules, and so |
have had to make concessions in running co-design sessions. For instance, our initial meetings
lasted for two hours that occurred once a month, and | have since adapted to offer one-hour
sessions twice a month to accommodate QTAB members’ school and work schedules. This
decision to shorten our meeting times comes with significant trade-offs such as being unable to
dive deeply into topics and having limited time to maintain rapport with each other. | have also
made all research materials available after meetings so that anyone who was unable to attend
could add their perspectives asynchronously. Over the holidays, | did not schedule a
synchronous meeting time and there was little engagement with asynchronous activities during

this time, which helped me learn to not fully rely on a fully remote approach.
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| additionally examine questions from Decolonial Studies scholar Linda Tuhiwai Smith to think
critically about partnerships, costs, and benefits: “Whose research is it? Who owns it? Whose
interests does it serve? Who will benefit from it? Who has designed its questions and framed its
scope? Who will carry it out? Who will write it up? How will its results be disseminated?” (Smith,
1999). In a similar vein, Minkler provides a set of ethical challenges in CBPR: “Did the impetus
for the research come from the community? Is attention given to barriers to participation, with
consideration of those who have been underrepresented in the past? Can the research facilitate
collaboration between community participants and resources external to the community? Do
community participants benefit from the research outcomes? Is there attention to, or an explicit
agreement between, researchers and community participants with respect to ownership and
dissemination of the research findings?” (Minkler, 2004). Thinking across both sets of
questions, | have sought out design partnerships with trans and queer youth in Project OISET
that bring together expertise of the research team with the knowledge of trans and queer youth
partners. Combining my own training in methods with students’ user experience design and
research skills and trans and queer youths’ lived experiences has been a careful, intentional
effort to distribute responsibility and influence over the project’s direction. In pursuit of inclusive
and equitable participation in co-design, | have been intentional about how members of the
community advisory board benefit from being a part of this study. In addition to being paid for
each meeting, we have responded to CAB members’ interest in further research opportunities.
Currently, 3 CAB members are involved in a systematic review study looking at the diversity of
representation in studies of trans youth, led by one of our colleagues. We have further plans for
a series of career panels, networking with trans and queer people, and attending a conference
together. Additional benefits to engaging with the QTAB include a heightened attention to power

differentials in the research process and support for our future recruitment efforts. Additionally,
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we connect youth with other trans and queer youth across the US which can be especially

important for those who are isolated or lack a sense of belonging or community.

In theory, | learned how entanglements with exploitation are never fully resolved, and in practice,
| have felt both the inherent need to work out every ethical problem and the acceptance that this
is a never-ending pursuit. As part of this messy embrace, | have had to divest from and
interrogate my own pride and idealized dreams for the impact of my research to understand
that the contributions of this dissertation alone will not eradicate the pain and harm that stems
from transphobia, homophobia, racism, capitalism, and more. As | can attest, working through
this particular tension of exploitation is uncomfortable and humbling, yet | argue that this exact

quality is what makes such a pursuit ultimately worth the trouble.

Membership: In this tension, we lay out how having shared experiences and/or identities with
participants can enrich the research process through stronger rapport, participants not having
to explain everything, and more. We also discuss how membership has its limitations, given
intersectionality and the multiple axes of oppression. This tension of membership is particularly
pertinent for me to consider as | have shared membership with the trans and queer youth. This
grants me some insight into the lives of trans and queer young people in that | can understand
what it feels to be different from the norm. Simultaneously, there are many ways that my life
experience diverges from those | work with, and so | cannot ever fully know what it is like to be
them. In this regard, | have struggled over the course of this project with my place in this
research project, waging a longstanding internal debate of whether or not | was the best person
to do this work. And yet, despite feeling unsettled with my own limitations, | have chosen to

move through research activities while consistently reflecting upon this conflict. To hold myself
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accountable, | have also committed to documenting the ethical considerations made in my work

to strengthen my contributions.

In addition, Rosenberg & Tilley identify a staircase of insider/outsider research involving trans
people that consists of four levels: a ground level with no inclusion of trans experiences, a
consultancy step where trans people supply their experiences with researchers who are
outsiders, an employment step where outsider researchers compensate trans people for their
labor in research, and finally a leadership step where trans people trans people are in charge of
a research study (Rosenberg & Tilley, 2021). | have strived towards the upper levels of this
model where trans and queer youth are both drivers of the research and compensated for their
labor, shown through the considerations outlined in the discussion of exploitation above.
However, the trans and queer youth we partner with have their own lives and priorities outside
of the study parameters, and thus | must respect their boundaries as | work towards higher
levels of involvement. A final parameter to consider is the bounds of the grant that supports my
design partnerships with trans and queer participants. While | work to establish roles for trans
and queer youth to drive the research, we must still adhere to our grant’s aims. Thus, there are
ways for trans and queer youth to steer the research’s direciton with limitations, demonstrating

that true design partnerships are difficult to uphold within existing research funding structures.

Disclosure: The tension of disclosure primarily manifests through requests for positionality
statements that are just thinly veiled demands for identity-based disclosures. In understanding
that disclosure of my identities can be both advantageous and detrimental, | often choose to
not disclose specifics about myself in publications. Findings in Chapter 3 around disclosure
show the consequences of certain identity-based disclosures can range from harmless to

significant. | myself do not enjoy opening myself up to hate, perhaps because | feel like | have
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experienced enough when | was around the same age as members of the community advisory
board. Instead, | value collective positionality statements that identify values, biases,
discussions about power dynamics, and identity-based disclosures, if relevant and with consent

from everyone involved.

Allyship: The last tension pulls from lessons across the previous three to propose an allyship-
oriented approach to doing research with marginalized people in HCI. | view my work as
allyship-aspirational, meaning that | would not label the work nor myself as allyship but values
of justice, leveraging power structures, and liberation are embedded across this dissertation.
My methods in this dissertation work towards redistributing power as | have engaged with trans
and queer youth as partners in the design process. In addition, part of my own allyship-oriented
HCI research praxis addresses multiple levels of domination and sites for resistance (Collins,
1990). Primarily thinking about community-levels of influence, the benefit of bringing trans and
queer youth together at this specific moment in trans history holds more value than ever.
Establishing relationships and a sense of belonging across the community advisory board and
future engagements with trans and queer youth is a priority that will shape my methods to

come.

Furthermore, my own understanding of allyship takes into consideration several critiques.
Proposing instead the model of an accomplice, activist organizations have pointed out that
allyship has been taken up for selfish purposes. They point out that rather than promoting the
needs and priorities of marginalized people, allies commonly put themselves first. Sponsorship
is an additional spin on allyship, highlighting active advocacy. Chow outlines several tenets of
sponsorship: amplifying, boosting, connecting, and defending (Chow, 2021). | incorporate these

criticisms of allyship to distinguish from a performative allyship done for purely self-serving
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reasons. To do so, | have established infrastructures for participants to validate data, alter the
course of the methods, and give feedback on hopeful benefits of participation. In my experience
with the QTAB, for example, | am in constant dialogue with members to ensure that there is

agreement about the direction of the project and our co-design work.

These tensions are not a checklist where completion of each step and every consideration
guarantees equity in HCI. Despite my efforts, | have not extinguished exploitation in my
practices completely, because as | argue in Chapter 3, all four tensions of exploitation,
membership, disclosure, and allyship are inherent to HCI research with marginalized people.
Regarding exploitation, researchers cannot ever know for certain if their attempts to achieve
more parity in research experiences for marginalized people is successful. Future work focusing
on these experiences is necessary to develop more effective research techniques for equitable
and inclusive design partnerships. Additional work is needed to guide researchers in reflecting
upon their own membership and disclosure practices and expectations. This form of
introspective work is not as simple as it seems, particularly in an academic field that prides
itself on solutionism. Shifting towards a paradigm that embraces the convoluted mess
associated with mixing social identities with research can work towards a culture of equity in

HCI research.

6.2 Commitments in Designing Trans and Queer Health Equity Technologies

Information scholar Oliver Haimson and colleagues have previously described trans
technologies as systems that support values of temporality, openness, change separation,
realness, intersectionality, and erotics (Haimson et al., 2021). These themes play out in
technologies to support aspects specific to the trans experience. For instance, Haimson et al.

write that in their earliest instantiations, homepages were “highly malleable (due to HTML),
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allowing users to delete and remake sites as their identities and genders shifted” (Haimson et al.,
2021). They additional discuss the connection between intersectionality and erotics and their
representational importance, calling for trans technologies to include policies and economic
models that support erotic content (Haimson et al., 2021). Defining the phrase, Haimson
describes that “a trans technology must embrace the materiality, multiplicity, fluidity, and

ambiguity that lie at the heart of transgender experiences” (Haimson et al., 2021).

This dissertation’s focus on Project OISET falls under the category of trans technology in that
the sex education resource manifests the values that Haimson and colleagues identify, is led by
community partnerships with trans young people, and addresses trans people’s various and
unique health needs. Taking inspiration from these values in trans based technology design and
commitments outlined in the Intersectionality Research for Transgender Health Justice
Framework, | argue that designing trans and queer health equity technologies should involve the
following commitments: a commitment to inclusion, a commitment to privacy and security, a
commitment to systems thinking, a commitment to reflexivity and positionality, and a
commitment to impact. These commitments serve to hold designers and researchers

accountable in the pursuit of justice for trans and queer people.

6.2.1 Committing to Intersectional Inclusion

Aligned with the third action towards trans health justice of centering embodied knowledge
(Wesp et al., 2019), inclusion was a theme that spans this entire dissertation especially as it
relates to equity both in the development of the OISET technological artifact and in research
methods. Design-based findings in Chapter 4 demonstrated the importance of creating
inclusive online experiences for users no matter their identity, experience, or conditions as well

as the consequences of failing to account for the diversity of what it means to be trans. As
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participants in that study highlighted, a poor or singular framing of the trans experience can
unintentionally invalidate the identities of those who fall outside of what is represented. In
relation to privacy and security in Chapter 5, inclusion came out through the personalization of
user settings, which controlled everything from how data are stored, managed, and deleted to
the platform’s aesthetic. As those we engaged with in this study pointed out, ensuring that trans
youth can determine their online experience themselves is crucial to protecting them.
Discussions with QTAB members explored whether it was possible to have too much control
over one’s data and how this might overwhelm users or instill a sense of fear. However, we
identified that users deserve to have the tools and information they need to make informed
decisions. Whether they want to access the privacy and security settings, for instance, should
be left up to the user to decide, but the platform’s design can at the very least inform the user
that that is available for them to use at any time. Having agency in this way also nods towards
the value of separation in trans technologies (Haimson et al., 2021). The authors reference how
Tumblr users could divide their online audiences in a way that made them more comfortable

being themselves, enabling freedom of expression and identity exploration.

Appreciating inclusion in research methods necessitates participatory engagements with
people who are directly affected by the research topic. As a principle, inclusive research
practices evokes the notion of “Nothing About Us Without Us” that has emerged from critical
scholarship around Disability Studies and sex work (Charlton, 1998; Healthwrights, 1998; Best
Practices Policy Project And Desiree Alliance, 2010). As Haimson and colleagues advocate for,
involving trans people and communities is necessary for designing trans technologies

(Haimson et al., 2023).
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Working towards intersectional inclusion requires more intentional steps of involvement. It is
not simply a checklist item nor a post-hoc consideration, but an active operation that goes
beyond theorization towards praxis (Collins & Bilge, 2020; Rankin & Thomas, 2019). Being
intentional about intersectional inclusion in research methods extends across a number of
practices, from how data are collected and presented in publications (Ruberg & Ruelos, 2020;
Chen et al., 2023) to attend to participants’ various needs to engage in research (e.g., safe
access to bathrooms, transportation to and from study site). However, | have witnessed two
obstacles when pursuing methodological intersectionality. First, when working to navigate
diverse needs, researchers also must be prepared to handle situations where participants have
different requirements. To address this, researchers can work with participants to understand
how everyone might work through these conflicts together. For instance, one standout
interaction happened in one of Chapter 4’s focus groups where one participant who was older
was unsure of how much detail to share about their sexual health experiences because they
wanted to be considerate of the younger people in the room. After they asked the research team
what to do, we opened that question up for the room to discuss, intentionally so that we could
negotiate our collective boundaries together, instead of simply having the researchers dictate
what to do and how to behave. There is additional difficulty in conceptualizing intersectionality
as an operation where the whole is greater than the sum of its parts. While it can be easy to fall
into traps of adding up single axes of privilege and/or oppression, scholars have called for HCI
research to go beyond individual user identities and instead attend to “interacting processes” of

people’s experiences (Schlesinger et al., 2017; Wong-Villacres et al., 2018).

Keeping in line with the participatory ethos of this dissertation, | argue that a key part of

attending to intersectionality is through participation and understanding nuances of people’s

lived experience. This approach specifically works to counter any notions that participants’
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experiences can be understood as individual pieces of identity. As | have witnessed, enacting
participatory values with a diverse set of participants, much like the community advisory board
that has supported Project OISET, holds researchers accountable to intersectional
methodological decisions and analyses, pushing the work forward to greater levels of equity

and inclusion.

6.2.2 Committing to Privacy and Security

Chapter 5’s focus on privacy and security clarified intersections with design, but my reflections
on working with trans and queer youth through the QTAB also demonstrate the researcher’s role
in maintaining protections. Harkening back to the value of separation in designing trans
technologies, intentionally designed privacy and security settings allow users to manage who
has access to what information (Haimson et al., 2021). As a result, users may feel more
freedom to be themselves. Current design trends rely upon education and ad-hoc mechanisms
like a quick exit button, but a queer privacy-by-design orientation to designing safe online
experiences calls for designers to create better protections by default so that harm does not

even take place at all.

Researchers must additionally work to maintain privacy and security of those who are involved
in studies. In my own coordination of the QTAB and those who have participated in the studies
that form this dissertation, | utilized member-checking, anonymity, and data deletion after a
study was completed. In Chapter 3, due to the close-knit nature of HCI researcher circles,
participants raised concerns about being identified through their data. For instance, there are
only a handful of out non-binary HCI researchers, and so participants discussing this aspect of
their identity could be discovered and face repercussions. | made use of member-checking

throughout the study in Chapter 3 by relaying how | interpreted and presented data in the
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manuscript to their respective participants. In most cases, participants engaged in member
checking by confirming how their data were represented but some also made clarifications to

my analysis, which helped strengthen the overall argument.

Given this dissertation’s focus on justice and equity for both trans and queer people and those
who experience systematic oppression, foregrounding privacy and security in both design and
research praxis has been a vital lesson. Previous work has linked privacy protections to social
justice movements such as grassroots movement building and protest organizers (Hirsch &
Henry, 2005; Ghoshal & Bruckman, 2019). As Ghoshal and Bruckman reveal, privacy is
necessary for collective action because people must feel secure enough to engage in
democratic participation (Ghoshal & Bruckman, 2019). In this way, privacy and security
protections must be baked into a greater infrastructure of care (Tseng et al., 2022). The queer
privacy-by-design framework presented in Chapter 5 provides headway into how technology

designers might preemptively account for threats and harms for trans and queer users.

6.2.3 Committing to Systems Thinking for Health Equity

Across the studies presented in this dissertation, each investigation revealed connections to a
broader ecosystem of needs and power dynamics. To this end, systems thinking is a particular
framework that helps clarify and conceptualize such systems as networks of power and levers
for social change, referring to a system as an organization of interconnected elements that
ultimately achieves something (Meadows, 2008; Stroh, 2015). Systems-level thinking, then, is
made up of several elements: it prioritizes long-term efficacy over short-term fixes; understands
that solutions are complex and not always directly connected to their problems; identifies that

we have the power to change the elements of the system,; invests in the relationships between
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parts of the system; and adapts to complex sets of stakeholders, obstacles, and conditions. As
opposed to a binaristic perspective, systems-thinking embraces messiness towards solutions

that are more effective, sustainable, and, | would argue, human-centered.

In this dissertation, | have explored how a systems-level approach can more effectively address
the health needs of queer and trans youth. My work on OISET (chapter 3) and trans and queer
youth’s privacy needs and environment (chapter 4) show how technical artifacts are often
overcoming systems-challenges, such as the design of school based curricula or other artifacts
as well as laws that undermine youth privacy. Chapter 3 additionally examines HCI research
involving marginalized people through a broad theoretical perspective, like Collin’s matrix of
domination (Collins, 1990). In particular, the study’s third sub-research question focused on
HCI's field-level norms affect on researcher behavior and participant experience is
representative of the holistic stance necessary to more deeply understand why systematic
oppression occurs. A systems-level approach has led me to envision pathways forward beyond
just technological solutions. For instance, in Chapter 4 we advocate for policy changes for
inclusive, gender-affirming sex education curricula for all students and discuss the

disadvantages of privacy blockers implemented in school computers.

Drawing from Collin’s theory of systematic oppression also elucidates possible sites for
resistance, specifically around three levels: the individual, communal, and structural (Collins,
1990). Drawing from a public health metaphor, designing and implementing upstream
interventions means to address more widespread conditions, rather than solely focusing on
changing individual behaviors. Veinot et al. outline how addressing communal and structural
contexts leads to more equity in health experiences (Veinot et al., 2019). Previous work has

shown that interventions that prioritize individual behavior and psychosocial changes can
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reinforce health disparities because they are less effective for marginalized people (Boelsen-
Robinson et al., 2015; Hillier-Brown et al., 2014). Wesp et al.’s Intersectionality Research for
Trans Health Justice Framework similarly connects power imbalances stemming from
oppressive structures, institutional systems, and socio-structural processes to trans health
inequities (Wesp et al., 2019). The framework also calls for a commitment to naming
intersecting power relations by identifying the specific structural forces across all three layers
of the framework and how they operate to create experiences of privilege and/or oppression
(Wesp et al,, 2019). In the context of Project OISET, | have identified that cisheteronormativity,
racism, ableism, capitalism, and more unite to lead to negative health consequences as well as
unfeasible technological interventions for trans and queer people. These systems affect both
trans people’s experiences with health and researcher and designer biases that can actually

reinforce health inequities, rather than repair them (Veinot et al., 2018).

Given the importance of addressing upstream conditions that determine health disparities,
collaboration with communities is an effective way of identifying needs and priorities for
intervention. As an example, Haimson et al. led participatory workshops with trans communities
to outline four types of technologies that support trans people’s needs, which include
technologies for changing bodies, technologies for changing appearances / gender
expressions, technologies for safety, and technologies for finding resources (Haimson et al.,
2020). The authors underscore the importance of community-based partnerships, “many of
these technologies looked beyond individual solutions to involve other community members,
signaling a need to focus on community when designing for trans populations. We advocate for
a community-based intersectional approach to designing trans technologies to impact positive

change for trans people” (Haimson et al., 2020, pg 10).
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As such, a commitment to systems thinking when designing trans and queer health equity
technologies involves a holistic, intersectional approach to intervention design, integration of

community collaborations, and focus on the upstream conditions that affect health disparities.

6.2.4 Committing to Reflexivity and Positionality

In Chapter 3, | discuss the contours and complexities of reflexive and positionality practices in
HCI research with marginalized people. In line with previous scholars who have written about
involving marginalized people in research, engaging in reflexivity and positionality is not only
ethical but it also produces better science (Bardzell & Bardzell, 2011, p. 678). Reflexivity and
positionality are also influential in addressing intersectional trans health justice, shown through
the framework’s last commitment to disrupt the status quo through self-reflexivity (Wesp et al.,

2019).

HCI research has seen an evolution in what the field means when people call for reflexivity.
Bardzell and Bardzell name researcher/practitioner self-disclosure and reflexivity as part of their
feminist HCI methodology, Schlesinger et al. recommend author disclosure as part of their
Intersectional HCI, and Erete et al. include self-reflection as part of their intersectional approach
(Bardzell and Bardzell, 2011; Schlesinger et al., 2017, Erete et al., 2018). While the practice is
gaining popularity, this dissertation makes the case that engaging in reflexivity and positionality
is complicated and often uncomfortable. Sweet captures this well by writing that “questions of
reflexivity ask us to consider who we should listen to and why, how to place actors’ ideas in a
larger field of power, questions about our own relationship to actors’ theories of the world.
Reflexivity asks us to approach our work with epistemological unease because we are always at
risk of reproducing categories that reify power” (Sweet, 2020, pg 924). As | have witnessed and

experienced, navigating this “epistemological unease” is an experience filled with self-doubt. As
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HCI researchers move towards engaging in reflexivity and positionality on a wider scale, it is
important to clarify the messy and psychological nature of this experience. A commitment to
this practice, however, provides another step towards achieving equity and justice in HCI

researchers’ methods and the knowledge and artifacts that follow.

6.2.5 Committing to Positive Impact

People who take part in research, especially for those who have marginalized identities, deserve
to not experience harm through their participation and to experience the benefits that
researchers promise them. In Chapter 3, | discussed how exploitative research practices create
unfair consequences for participants, which led to ethical considerations in Project OISET to
mitigate trans and queer youths’ potential risk of participation. For instance, | deleted all data
traces including the discord servers after the ARC component in Chapter 4 was completed. For
the trans and queer youth | have worked with across these studies, maintaining their privacy has
been a large priority to avoid potential harm of being nonconsensually identified. As discussed
in the section above, reflexivity and positionality is one way to steer researchers away from any
potential negative outcomes and risks in their work, though doing so will not necessarily

guarantee a study is ethically spotless.

Despite the importance of addressing risks and harms that participants face, this dissertation
makes the case that researchers and reviewers must avoid deficit thinking that is solely
concerned with potential harms. In considering the impact on participants, researchers should
think beyond just mitigating exploitation and towards strengthening what might already exist
while still centering equity and justice. This kind of mindset shift can then counteract common
research narratives that people that researchers are designing for are vulnerable (Vines et al.,

2014; Waycott et al., 2015). Moving away from viewing design and computing interventions
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through a savior complex, as discussed in Chapter 3, can help HCI researchers refocus on
whether the systems that we are building meet actual human needs or have meaningful impact
on people we are designing for. In this reframe, designers are not overtly powerful beings who
can alter oppressive conditions as their will; instead, they are another component in a greater

liberatory system.

Previous HCI scholarship has highlighted the rewards of an assets-based approach (Wong-
Villacres et al., 2020; Wong-Villacres et al., 2021; Wong-Villacres et al., 2022). In a reflection
across two assets-based research contexts, Wong-Villacres and Gautam identified their own
commitments to enacting this kind of work including infrastructuring trust-building throughout a
study’s method, establishing an interdependent collective among participants, and taking
smaller, incremental steps forward (Wong-Villacres et al., 2021). The authors then discussed
the value of evaluating assets prior to design work, rethinking the role that technology plays as
an intermediary rather than an endpoint, and “embrace impact in the shape of slow incremental
transformation” (Wong-Villacres et al., 2021, pg 1). Grounded in my experience with Project
OISET, integrating community-based participatory research values can complement this assets-
based approach. Similar to the contributions from Wong-Villacres and Gautam, Cooper et al.
have recommended greater involvement of communities in the formation of a research problem
and vision statement (Cooper et al., 2022). Both sets of authors suggest reconsidering when in
a study researchers consider participants’ needs and strengths (i.e., before intervention versus
after intervention) so that outcomes of research are more human-centered and thus more

impactful.

Additionally, in order to have a deeply felt impact, systems design also does not always have to

equate to technological intervention. The design of inclusive policies, for example, are a
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component of challenging inequities caused by inadequate sex education, and | am encouraged
by efforts like Washington state’s Referendum 90 that requires public schools to provide age-
appropriate, inclusive, and comprehensive sexual health education. However, while it is
encouraging that more states are designing better sex ed experiences, these efforts are still
unavailable to a large number of youth across the US and the world. With an increasing number
of states actively removing trans people’s access to healthcare, there is still much work to be

done and that liberation must be achieved for all, not just any one group.

Finally, in Chapter 3, | explored the question of how HCI's norms as a field contribute to
exploitative research practices and outcomes for participants. Following this inquiry, | call for a
greater examination of how HCI conceptualizes and evaluates impact, particularly for
marginalized people. Part of this involves researchers taking greater responsibility in their role
as catalysts in systems of oppression, possibly through reflexivity and positionality. To this
point, Lett and colleagues warn against “health equity tourism” in which researchers who are
new to health equity research swoop into these contexts without proper preparation or
knowledge (Lett et al., 2022). They identify two consequences of health equity tourism:
pollution, in which tourists “mischaracterize root causes of health inequities and obfuscate
potential solutions” and dilution where too many proposals and interventions can hinder
decision making (Lett et al., 2022, pg 2). These concepts extend into HCI research involving
health equity, especially as researchers continue to seek out community partners. Lett and their
coauthors establish four value principles for researchers: equity, positionality, collaboration, and
sustainability. Across these efforts, HCI researchers need to be more intentional about how we

design for social change.
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6.2.6 Committing to Deconstruction in Systems Design

Deconstruction is a theoretical practice close to the heart of Queer Theory, emerging directly
from a Foucauldian genealogical analysis of power (Foucault, 1990). In a turn towards
embracing multiple ways of knowing, viewing, and experiencing the world, it works to identify
how people’s assumptions can be harmful and unnecessary—as is the case when thinking
about gender as a man/woman binary. As Nikki Sullivan writes, deconstruction “enables us also
to ask why it is that in particular cultural contexts being is divided up in this (arbitrary) way, and
who it is that benefits from the cultural logic that (re)produces these kinds of divisions”
(Sullivan, 2003, p 51). In brief, deconstructing is a process that involves understanding the
significance of a concept’s historical and cultural meaning. This discovery process provides an
opportunity to challenge social and political hierarchies, understand the complexity of people’s
lived experiences with both privilege and oppression, and find alternative paths of thinking and

living (Sullivan, 2003).

| applied this analytical orientation towards social power throughout this dissertation research,
specifically in the ways that | have worked to both recognize and open up assumptions | carry
as a researcher. For example, my initial approach to the study in Chapter 3 was heavily focused
on allyship, but upon review of our findings, | realized how allyship could only account for a
subset of the data. Had | been singularly concentrated on allyship, | would have missed the rich
themes that led to the formation of the additional tensions. | also have found that participatory
methods are a valuable tool in intercepting assumptions and biases. In my involvement in
Project OISET, | have held many assumptions about working with youth, and verifying with the
trans and queer youth | have worked with so far has confirmed, overwritten, and furthered my

understanding of their needs and experiences.
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Deconstruction also echoes previous calls to action toward liberation from oppressive
structures. For instance, Harrington et al. demonstrate how an “analysis of the historical context
of the research” led to a deeper understanding of research injustices their participatory design
workshop participants have witnessed. This knowledge then allowed the research team to
make more informed choices regarding gaining access to this group of people, how to structure
study materials and activities, and potential barriers that might hinder participants from sharing
their authentic stories (Harrington et al., 2019). Erete et al. extend this idea further by outlining
intersectional analysis of power as “a method that enables HCI researchers, designers, and
practitioners to identify and situate saturated sites of violence in a historical context and to
transform the ways in which they engage with populations that have been historically
oppressed” (Erete et al., 2023). This concept draws from a lineage of Black feminist thought
and intersectionality scholarship. The authors carry out this approach by identifying sites of
historical and extant violence; intersecting power networks at play; how hierarchies are upheld
and through what assumptions; the effects of subjugation and oppression on Black people; and
paths for resistance (Erete et al., 2023). Deconstruction also harkens to a commitment of
naming intersecting power relations outlined in the Intersectionality Research for Transgender
Health Justice (IRTHJ) Framework. As these examples advocate for, designing systems that
intervene power hierarchies should involve, first, establishing a deep understanding of situated
histories and cultures and, second, methodological adjustments that respond to these

ramifications and disrupt the harmful cycles of oppression.

In my own exercise in reflexivity and positionality, | have witnessed the rewards that come with
a queer outlook on systems design of health technologies. Within deconstruction, there exists a
particular orientation towards openness, freedom, and joy that make up queerness more wholly.

To this end, poet Ocean Vuong offers this stark portrayal, writing “queerness in a way saved my
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life [...] Often we see queerness as a deprivation, but when | look at my life, | saw that queerness
demanded an alternative innovation from me, | had to make alternative routes. It made me
curious, it made me ask this is not enough for me because there's nothing here for me.” Vuong
builds off common narratives that frame queerness as a source of pain by outlining how it also
leads to demanding for oneself more and better and creating divergent paths towards
happiness and success. Framing queerness as a catalyst like this resembles an approach to
design and engineering for social change and destabilizing structural oppression. Previous work
has explored the connection between queerness and design to provide lessons and
opportunities for the development of future health technologies. Researchers have
demonstrated the deconstructive principle of identifying and reassigning meaning behind
specific assumptions when going through the design process. For instance, Green further
provides an example of how to reframe assumptions by reconsidering resistance when working
with participants as a productive interaction, rather than a detraction (Green, 2021). Denz and
Eggink further call out the need to avoid assumptions about who the participant is, particularly
their gender, pronouns, and how they want to be treated (Denz & Eggink, 2019). Through a
review of queer health platforms, Beare and Stone call out design principles of centering
queerness, amplifying lived experiences, and focusing “less on individual access to care and
more on community support and celebration” (Beare & Stone, 2021, pg 1). Further work has
both reworked existing technology to adapt to queer and trans needs (e.qg., refitting Apple Face
ID algorithms to detect different faces of the same person) and new technologies as well, such
as a wearable device for protecting trans users’ safety (Starks et al., 2019; Baeza Argiiello et al.,

2021).

Queerness has so much to offer systems design including important values for meeting the

needs of trans and queer users and the process of how we build technologies with people.
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Deconstruction holds researchers accountable for our preconceived notions and provides a tool
for ensuring that a researchers’ bias does not end up punishing others. Embedded in this idea is
that research and design are not objective, neutral processes, but instead political in nature with
potential for liberation. Through this dissertation, | offer ways that queerness can benefit
technology design and conversely what technology design can offer queerness. With an
engineering approach comes a culture of taking action through iterative making, break, and
testing. This constant cycle of refinement can help provide systems that are highly equipped to
support people’s needs. Queerness, then, offers vital considerations for equity and care through
both the outcomes of design work and the process of engaging with people to develop
technologies. Combining these two forces together can lead to a future of health technology
design that delivers human-centered experiences without compromising the needs and well-

being of the very people these systems are meant to serve.

6.3 Reflection on Methods

As a key part of this dissertation’s claims, | call for adjustments to HCI methods that better suit
the needs of queer and trans people. In this section, | reflect upon two methods | have used
throughout this work—ARC and co-designing with a community advisory board—and offer what

has worked well and what might be improved in future enactments of these methods.

To resummarize, asynchronous remote communities allow for flexibility in how and when
participants contribute towards study activities (MacLeod et al., 2017). Previous work has used
this method to engage with populations who are typically hard to reach because of difficulties
traveling to physical locations; sociopolitical conditions that discourage large gatherings; or
researchers wanting to recruit outside of their local spaces (MacLeod et al., 2017), especially

when the researchers seek to engage longitudinally and the barriers to in-person research
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would compound for each successive interaction. The asynchronous nature of ARCs also
supports participants fitting the activities amid their other commitments. These discreet and
flexible qualities of the method have lended themselves to working with people living with HIV,
people with rare health conditions, and teens dealing with stress and anxiety (Bhattacharya et
al., 2019; Maestre et al., 2018; MacLeod et al., 2017). To determine the success of an ARC,
previous literature has outlined specific elements that include successful recruitment, data

collection, and engagement with study activities (Maestre et al., 2018).

In Study 4, | used an ARC to engage with trans and queer youth in between in-person study
components. In the following study, | assembled and partnered with a community advisory
board, known as the Queer Trans Advisory Board (QTAB), to co-design the future OISET. This
QTAB communicates through Discord, an online platform that many of the trans and queer
youth advocated for because they were already Discord users. The QTAB’s organization and
engagement worked as an extension of the ARC method, especially considering Maestre et al.’s
formal definition of an ARC. For instance, QTAB members met synchronously each month with
additional asynchronous activities and opportunities to contribute outside of concurrent

meetings.

There are several elements that make the particular instantiation of ARCs in Studies 4 and 5
distinct from previous work, offering further lessons for engagement with marginalized people in
HCI. First, both studies integrated synchronous and asynchronous activities. Previous work has
introduced synchronous components to an ARC, such as remote interviews (Prabhakar et al.,
2017), but there is little work that has combined co-design with traditional ARC activities in the
ways that | have in this work. Bringing these two methods together comes with advantages and
drawbacks. For example, study members are able to connect with each other when engaging in

activities synchronously, which can then improve how they work together asynchronously. In
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Study 4, despite all being from the greater Seattle area, trans and queer youth participants’
enthusiasm for meeting other trans and queer youth was clear, and many participants brought
up how this was the first time they had been in a room full of others like them. Following these
in-person focus groups, | noticed how online discussions in the ARC portion of the study were
lively and participants engaged with each others’ ideas. When it comes to determining success
of an ARC, previous work has focused on engagement with study activities, but there should be
more attention placed on the connection among ARC members. Future work is needed,
however, to validate whether combining synchronous and asynchronous activities with the same

group of study participants leads to greater engagement among the group.

Shifting towards a success metric focused on engagement among ARC members can be
particularly beneficial for people living through ongoing social, political, and legal strife, like trans
and queer youth. While few examples of engaging in ARCs amidst changing sociopolitical
conditions exist, one previous study focused on how parents manage their technology use in
their family lives during COVID-19 in the United States (Michelson et al., 2021). In this work,
QTAB activities have and continue to coincide with a dynamic, damaging climate when it comes
to trans and queer young people due to the introduction and passing of bills that ban access to
trans healthcare. QTAB members have come together for support through this time of
uncertainty, fear, and anxiety. As specific bills have been introduced and passed through
various government bodies, individual QTAB members in those states have voiced their
concerns about their ability to remain where they are. One QTAB member felt stuck, as they
wanted to move to a state with more inclusive laws but were inhibited by the cost of moving their
family, which would involve a costly breaking of their lease agreement as well as time and
energy that they did not have. In a Discord post, this member expressed their worries and fellow
QTAB members jumped in to offer their support. One member volunteered to review their lease

agreement to determine how much it would cost to break their contract. Others extended
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affirmations and concern for their well-being. | made efforts to set up a GoFundMe to collect
funds that would enable them to move if needed. This display of communal, on-demand support
has been a powerful suggestion of what ARCs can accomplish for populations that are actively

being targeted.

While traditional participatory design approaches emphasize relationships developed between
participants and researchers, | align myself with previous scholarship that explores relationality
more holistically (Pihkala & Karasti, 2018; Simonsen et al., 2019; Udoewa, 2022). The acts of
support and solidarity | have witnessed working with the QTAB represent the radical reframe of
relationality made possible through this method. However, future work is needed to better
understand the QTAB members' experience with the felt effects of such communal support.
Queer and trans relationality provides a window into understanding how social networks
established through the methods | have used in this dissertation operate. Tied closely to trans
relationality, which LeMaster refers to as “queer bonds that enact queer worlds through
exploring the dialectic tension between the individual and the institutional”, the relationships
within the QTAB are both socially informed and constructed (LeMaster, 2017). As a result, these
bonds that QTAB members and | have built together simultaneously challenge the

cisheteronormative norms pressed down upon us and reveal paths forward.

While there have been added benefits of the participatory methods used throughout this
dissertation, | have also encountered various barriers to engaging with trans and queer youth as
design partners in a meaningful way. For instance, while it has been fortunate for QTAB
members to be able to support each other, the present danger of anti-trans legislation has
hindered the group’s ability to connect with each other and participate in research. On top of
working through the latent stress of surviving this period of strife, QTAB members are having to

navigate changing, hostile environments at their schools, in their homes, and where they live,
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making participation in study activities less of a priority. In addition, the Institutional Review
Board (IRB) that we have been working with has created barriers to the kinds of partnerships
that | am hoping to develop with the members of the QTAB. The IRB is right to ask what
heightened protections are necessary for working with trans and queer minors in research, they
must also do so in ways that recognize that these youth can be partners in the research and
who have their own agency and goals. The IRB acts as an overall protective framework, but |
have experienced how such a system is ill-equipped to adapt to the dynamic conditions and
needs of action-oriented research with trans and queer youth today. The slowness of moving
through the IRB’s bureaucracy and being left in limbo for over a year has inhibited my ability to
meaningfully support trans and queer youth. In particular, | argued against classifying QTAB
members as traditional study participants because of how this categorization would undermine
the kind of relationship | hope to develop with them, as design partners. Casting QTAB
members as study participants reinforces a paradigm of doing research on them, rather than
with them, and | argued that it is possible to follow informed consent protocols, mitigate risks of
participation, and protect QTAB members from outside harm without an official designation as
research participants. Here, the IRB has defaulted to its view of seeing QTAB members as
children, needing additional protections in 45 CFR 46 part D, rather than seeing the full context
of their experiences: trans and queer youth who are being legally targeted, may lack supportive
loved ones, and are seeking to partner in research that can build a better future for other youth

like them.

A final reflection on our methods returns to the upstream to downstream levels of interventions
for health equity modeled by Veinot and colleagues (Veinot et al., 2019). The lessons about how
to design an OISET for and with trans and queer youth connect to multiple levels along this
intervention spectrum. For instance, the OISET sets out to meet individual-level sexual health

needs by providing sex education information. The OISET also strives towards more upstream
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levels of intervention as well, towards communal support, relationship development, and
navigating discriminatory social policies. As this demonstrates, systems design should work to
strike a balance of levels of interventions, rather than solely focused on one end or the other. As

long as upstream oppression exists, there is a need for downstream interventions.

6.4 Future Work

Queer Theory has played a pivotal role throughout my approach to the work presented in this
dissertation. For instance, | have applied the two principles of Queer Theory | outlined in Section
2.4.1, challenging and expanding norms and promoting personal autonomy towards liberation,
towards my methods. Challenging and expanding norms has led me to scale up my analytical
lens to reconsider traditional researcher-participant roles in multiple directions: within, by
rebalancing power dynamics, and beyond, towards researcher-researcher interactions and the
effects of field-level HCI norms. Using the ARC method in the research described in Chapters 4
and 5 has been a direct result of expanding norms of participation in HCI research, shifting
towards a method of involvement that caters towards participants’ needs, schedules, and
priorities. Furthermore, | have taken the principle of promoting personal autonomy towards
liberation into my personal analytical framework. This liberatory stance has informed my
diligence towards upstream structures and systems that result in health inequities for queer
and trans people, while also understanding that on an individual level, people must navigate
numerous experiential permutations that call for personalization in research approaches and

design futures.

There are also many ways that | have been less intentional about applying Queer Theory to

make decisions, leading to limitations in this work. In reviewing this work retrospectively, |

consider the unique contributions that Queer Theory adds complexity to my analysis for future
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considerations in work to come. First, | have reflected upon my interchangeable usage of the
terms queer, trans, and marginalized and recognize the lost nuance in doing so. These terms
share a tension of demarcating people’s specific experiences with marginalization and privilege,
but my usage of the terms can also frame them as people’s sole experience. Queer Theory
offers a way to see both/and, rather than an either/or. | have additionally found difficulty in fully
adhering to values of democratizing participation in research. In my experience with the QTAB, |
have sought to create a decentralized leadership structure that provides checks and balances to
who holds power in decision-making. However, QTAB members are busy and have their own
lives and priorities to attend to, meaning they have less time and capacity to take on the
responsibilities we would ideally share. As a result, | have taken up a larger leadership role than |
had hoped to, but | will continue to look for space to share decision making and give QTAB
members room to disagree and redirect the group’s direction. Finally, future work should
examine how participatory engagements with trans and queer youth like the QTAB modify the
construction of the queer child. Considering trans and queer youths' current politically targeted
status, there is much to learn about how methods can reconstruct dominant narratives that
frame trans and queer youth as threats to the State and hegemonic ideologies. Reinstating
power back into the hands of trans and queer youth over the design of their future worlds can
provide opportunities for liberation for all. Reflecting over these limitations, future work will
incorporate queer theory as well as further explore the cannon'’s inherent tensions between ideal

and practical applications.

Furthermore, much of this previous section’s focus on impact hinges upon participants’
experiences; however, there are few mechanisms that give researchers this kind of insight. HCI
researchers lack understanding of how realistic, useful, or even damaging design methods and

interventions are for participants. To this point, Harrington et al. raised concern around blue-sky
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ideation design methods by pointing out that not all participants might enjoy this kind of
idealistic futuring exercise (Harrington et al., 2019). Hirsch further examined the ethical
concerns of using qualitative methods to discuss sensitive topics with research participants
and called for more trauma-informed methods (Hirsch, 2020). Additional research is needed to
better understand participant experiences in HCI research, especially in cases where equity and
justice are priorities. This future work can build off existing member-checking techniques to
verify not just results from data analysis but also whether or not a study’s methods properly

took into account a participants’ lived experience and additional impact-focused dimensions.

Building from the Project OISET studies in this dissertation, future work will be focused upon the
transferability of findings, extending the analytical connection from the four tensions identified
in Chapter 3 to Project OISET | have demonstrated throughout this dissertation. Transferability
is held together by the belief that one cannot always assume that the results from one research
study will uniformly hold up in another, which makes it distinct from the concept of
generalizability. In health intervention contexts, researchers can seek out the transferability of
the outcome and/or the transferability of the process. To investigate this, future work might
take lessons from one health equity context and test their applicability in another, leading to the
question of how might the lessons about design and process from one health equity context

transfer to another?

An additional area for future research based on this dissertation work involves deployment and
evaluation of trans health equity technologies such as the one designated in Project OISET.
Haimson et al. point out a gap in research where trans equity projects often do not get fully
realized to meet the needs they originally set out to accomplish (Haimson et al., 2023). To

address this gap, they suggest the following: create programs to bring designs from
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classrooms and academic research to deployment, match trans tech designers and developers,
connect tech creators with community members, and make more space for publishing on
technology deployment and user studies (Haimson et al., 2023). As such, the future of Project
OISET involves deployment and evaluation by integrating these recommendations. | plan to
continue to connect with students, designers, and systems builders across universities, LGBTQ+
tech organizations, and more towards future iterations of the sex education tools we are

building with trans and queer youth.

While HCI overall struggles to bring research findings to practice, and research can also fail to
notice and incorporate needs and approaches developed in practice (Colusso et al., 2019).
However, my experiences show how trans equity projects are further held back by the same
structures of oppression and domination that they seek to reform, which manifest in who gets
to conduct or participate in trans equity research or in the design and building of sociotechnical

systems and are shaped by considerations like funding models and priorities.

With this work in mind, | hope that the future of trans and queer system design embraces
equitable and inclusive methods so that trans and queer people can enjoy the benefits of
innovation without the tradeoff of surveillance, harm, and additional risks. The current state of
trans technologies in particular has so much room for growth, and we are just at the beginning
of delivering human centered technological systems that promote not just survival but also joy,
connection, and love. Trans and queer people deserve to enjoy the bounty of novelty and
innovation without having to fear for their own lives. The future of systems design should not be
withheld from trans and queer people, but that gap exists because designers and technologists
cannot yet deliver these experiences without compromising safety. Even still, there is an

encouraging body of emerging work towards novel systems that are intersectionality inclusive
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and draw from participatory principles of community-based systems design (e.g., Ovalle et al.,

2023).

To get us there, | once again borrow from Collins’ Matrix of Oppression to consider how
researchers might work towards resistance at communal and structural levels. There is a great
need to develop more upstream protections, especially when it comes to systems design. A
trans and queer ethics review board that is community-led, financially supportive, and
institutionally independent could provide crucial oversight over the future of trans and queer
systems development. Studies and designs that focus on trans and queer people might then
require the approval of such a review board, much like an Institutional Review Board already
acts. Regardless of how we choose to get there, the future trans and queer research must

involve trans and queer people.
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Chapter 7. Conclusion

Despite the already existing barriers to healthcare that trans and queer people face in the United
States today, continued attacks and legislation banning access to gender-affirming care are
growing in number. A report from the Williams Institute shows that as of March 2023, 30 states
have restricted access to gender-affirming care or are currently considering laws that would do
so” (Redfield et al., 2023). Many of these bills additionally punish healthcare providers and
family members who assist trans and queer youth in getting gender-affirming care. Initial
restrictions sought to remove trans youths’ access to healthcare, but more recent bills are being
introduced that would limit access to care for trans people up to age 26 (Redfield et al., 2023).
One national survey reported that 94% of LGBTQ+ youth “reported that recent politics negatively
impacted their mental health” (The Trevor Project, 2021). It simply cannot be overstated; the
effects of these bills and the ensuing politically-charged landscape are detrimental to trans and

queer young people today.

Engaging in this dissertation work in the leadup to and precipitation of this rise in anti-trans
legislation has been both a source of hope and grief. | have been witness to the joyful magic of
trans youth coming together to build community and support each other. | have also seen the
direct impacts of destructive legislation, forcing people to choose between remaining where
they are and fighting for their right to exist or move to a supportive state at great costs. Trans
and queer youth deserve the space to explore who they are; live as their true, authentic selves;

and be free to enjoy the world around them without fear of being harmed.

My direct experience working with a community of trans and queer youth has had a profound
impact on the analytical decisions | have made throughout this dissertation. Most acutely, |

have been humbled as a technology designer to understand the shortcomings of systems
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design in making meaningful change. As | discussed with participants how a future online tool
might help their sex education, our conversations pointed to a need for safe environments such
as schools, clinics, and libraries where trans and queer young people could be themselves
throughout even the mundane events of everyday life. An online sex education tool could only
accomplish so much. As | have learned, trans and queer youth still have to go out in the world

and face harsh treatment via transphobia, homophobia, racism, and more.

Understanding the limits of technology design has informed my stance on holistic, systems-
thinking approaches to co-development and reframed how | think about the impacts of design.
While it cannot eradicate the evils of this world, this dissertation is grounded in a vision of hope
for trans and queer people and marginalized people more broadly, one that is supported but not
reconciled by technology design. Through an exploration into first, the ethical dimensions of
engaging with marginalized people in HCI research and second, an in-depth case study of
designing a sex education resource for and with trans and queer youth, this dissertation forges
a complex understanding of how to design health equity technologies with communities. To
achieve this second point, | carried out an exploratory design-needs assessment study to
identify key considerations for this future tool, particularly themes around designing for safety
and for inclusion. This exploration then informed the following study, which focused on the
privacy and security needs of an OISET and distinguished current threats, constraints,
mitigation strategies, and design patterns for protecting trans and queer youths' privacy and
security. Methodologically, these studies demonstrate how to diffuse power into the process of
designing novel systems through participatory design showcased in Chapter 4 and participatory

threat-modeling in Chapter 5.
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Furthermore, my approach throughout this dissertation draws from the four tensions of
exploitation, membership, disclosure, and allyship | developed in Chapter 3 and principles of
Community-Based Participatory Design, intersectionality, queer theory, and the human-centered
design process. | form theoretical contributions by applying existing frameworks, such as
privacy-by-design in Chapter 5, and unearthing opportunities for further refinement to better
meet the needs of trans and queer youth. In this way, this dissertation both proposes new
frameworks for thinking about marginalization in HCI through the tensions of exploitation,
membership, disclosure, and allyship and applies broad theories into the specific context of

designing a sex education tool for and with trans and queer youth.

Looking across themes from these studies, my analysis culminates in six commitments for
researchers and practitioners invested in co-designing trans health equity technologies around
inclusion, privacy and security, systems thinking, reflexivity and positionality, and impact. |
additionally provide reflections on how | have enacted the four tensions in Project OISET that
include decisions | am proud of and places where | have struggled. By presenting these
commitments and reflections, | demonstrate how entanglements with specific considerations in

HCI research with marginalized people is a perpetually messy yet powerfully rewarding process.

To achieve this more expansive, sociotechnically-oriented understanding of designing
technology for marginalized people, HCI researchers must adapt and tailor our approaches to
engagement based on contextual needs and priorities. A key component to this process
involves embracing four tensions inherent to HCI research with marginalized people—
exploitation, membership, disclosure, and allyship. Assembling the elements across this
dissertation of working with these four tensions, building a holistic understanding of needs and

experiences, and addressing downstream and upstream interventions will transform the way we

208



design technologies for social good. This dissertation carves out an agenda for future research
for marginalized people, grounded in a vision that draws from values of justice, equity, and, all

importantly, hope for a better future.
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