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ABSTRACT

Increasingly, ethical issues in health research that focus on people engaged in sex work
(PESW) are highlighted as a growing concern. The purpose of my thesis was to analyze research
participants’ experiences of data collection and consent processes among PESW. Utilizing
qualitative data drawn from the Ethics Project, I conducted a secondary analysis of 15
interviews. Data were analysed using thematic analysis informed by a relational ethics
framework. Findings illustrate interrelated ethical concerns situated within the power dynamics
and relationships between researchers and participants. Participants have several strategies to
navigate and mitigate harms associated with data collection and consent, and had important
recommendations concerning what constitutes ethical research. The harms identified by
participants were largely preventable and are unacceptable in the context of research. Prevalent
ideologies of deviance impacted how research was conducted in data collection, contributing to
omissions in relational engagement, and the perpetuation of stigma and discrimination towards
PESW. Recommendations for research, education, and ethical practice include: encouraging
mental health supports in research, trauma- and violence-informed care education for researchers,
and increased reflexivity and community-based research methods to address power dynamics
between researchers and participants.
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LAY SUMMARY
Ethical issues in health research focused on people engaged in sex work (PESW) have
been highlighted as a growing concern. More research is needed to understand how PESW
experience research, and what ethical concerns participants as PESW may have. With a focus on
ethical concerns, this study explores the experiences of PESW in data collection. Study findings
demonstrate that power dynamics between researchers and participants impact and influence
ethical concerns in research. Participants experience harms in research in areas of consent,
autonomy, respect and engagement. Participants expressed many ways in which they navigated
and reduced the harms of their engagement. Additionally, participants had many
recommendations for ways in research could be safer and more ethical in practice. Study findings
illustrate that more support is needed to improve research, education and practice for researchers
in order to improve participant safety and dignity when participating in research.
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CHAPTER ONE: SITUATING THE ISSUE
Introduction
Ethical concerns within health research focused on people engaged in sex work (PESW)
have been highlighted as a growing concern. In particular, there is growing interest in
understanding how research participants experience research engagement and the effectiveness
of ethical guidelines in practice (Cox & McDonald, 2013). Ethical issues in research pertaining
to sex work, including methodological challenges in research design, have been identified in the
literature. Some of the ethical concerns include: a lack of representativeness, sample biases, bias
in research focus, concerns with maintaining privacy and confidentiality, and concern for the
welfare of participants, especially regarding safety and incentives (Allman, Ditmore & Kaplan,
2014; Bell & Salmon, 2011; Bowen & Bungay, 2016; Bowen & O’Doherty, 2014; Bungay,
Oliffe & Atchinson, 2016; Lyons, Krusi, Pierre, Kerr, Small & Shannon, 2017; Shaver, 2005;
Socias, 2015). With the multiplicity of ethical concerns, little is understood about PESW
experiences of research engagement. In this study, I explored the ethical dimensions of research
participation during data collection and consent processes, with a focus on how the social and
structural conditions interplay within the research-participant relationship.
Research Ethics
Research ethics are integral to ensuring the protection of human participants through
guiding research conduct (Tri-Council Policy Statement [TCPS], 2014). Through ethical
frameworks, such as the Tri-Council Policy Statement (2014), research ethics provide moral
guidance informing how participants are to be respected, how research is to be conducted and the
ethical standards intended to uphold the integrity of research as an institution and thus, promote
public trust (TCPS, 2014). Research ethics are informed by social norms, significant historical
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events such as the Tuskegee Syphilis Study, and through dominant ethical paradigms (Sherwin,
1992). Thus, research ethics are integral in shaping research and research conduct.
Principle-based ethics (PBE) inform the major principles of the TCPS. Three
interdependent ethical principles make up the TCPS research ethics framework: respect for
persons, concern for welfare, and justice (TCPS, 2014). Respect for persons includes the
concepts of autonomy and consent. Autonomy is defined in the TCPS (2014) as: “the ability to
deliberate about a decision and to act based on that deliberation (p.2).” Further, it includes the
person’s right to exercise choice without interference in their research participation (TCPS,
2014). Informed consent is constructed as free, ongoing and meaningful. That is, participation in
research is maintained as a choice, and in order to be meaningful, participants are given the
opportunity to understand the full breadth of research involvement (TCPS, 2014). Concern for
welfare is described as balancing the risk and benefits of research for potential participants. At an
individual level, the TCPS (2014) states that researchers should consider the impact of the
research on the participants’ holistic well-being, including their social and economic
circumstance. Beyond the individual, the TCPS recommends consultation with communities who
may be impacted by the research, to understand the impact and potential unintended
consequences of the research (TCPS, 2014).
Lastly, the principle of justice encompasses the interrelated concepts of fairness and
equity. In the TCPS (2014), the application of justice extends to participants being treated
equitably, with researchers needing to account for power relations and participant vulnerability,
which when abused, can result in participant harm. The TCPS (2014) suggests that people who
may experience marginalization as a result of their social locations may require special attention
in order to receive just treatment in research, as an effort to prevent harms that have been
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perpetuated in the past. Ultimately, these principles are intended to serve as broad moral
guidance for researchers.
Relational ethics extends our understanding of PBE through the expansion of ethics
beyond the individual, to a conceptualization that includes the social, political and structural
conditions which shape ethics at a structural and interpersonal level (Sherwin, 1992, 1998;
Kenny, Sherwin & Baylis, 2010). Further, Sherwin (1998) argues that principles such as
autonomy are enacted within the relational space, rather than being an individualistic experience.
Thus, social, structural, and relational circumstances can constrain and expand a person’s
agency, as well as construct the opportunities and choices people are presented (Sherwin &
Winsby, 2011). In attending to the welfare of participants, Sherwin (1992, 1998) argues that
researchers have a duty to attend to the larger structural conditions of participants’ lives in order
to relieve the constraints which impact participant oppression, including autonomy and choice.
Bergum and Dossetor (2005) describe relational ethics as comprised of four main concepts:
embodiment, environment, respect and engagement. Rather than a transactional experience,
relational ethics involve attending to the whole person, with presence, and ethics enacted within
the relational space. Overall, relational ethics contribute greater depth to an ethical analysis
through the inclusion of structural and relational lenses to how PESW experience research
engagement in data collection and consent. In this study, both PBE and relational ethics informed
my analysis of participants’ experience in data collection and consent, in how ethics in practice
occurred both relationally and mediated by broader social-structural conditions.
State of the Research: PESW and Research Ethics
PESW are frequently characterized as vulnerable in research; yet, little data exists
evaluating their engagement in research, particularly within an ethical framework. Anecdotally,
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there have been concerns voiced regarding PESW welfare in participating in research (Agustin,
2004; Bowen & O’Doherty, 2014; Jeffreys, 2007; Maggies Toronto, N.D ). In studies
investigating sex workers’ experience in research, participants expressed concerns with
confidentiality and privacy, particularly with having their identity disclosed to the public
(Goldenberg et al., 2015; Reed, Khoshnood, Blankenship & Fisher, 2014; Reed, Fisher,
Blankenship, West & Khoshnood, 2017; Urada & Simmons, 2014). Further, some participants
feared violence if their involvement in sex work was exposed (Reed et al., 2014; Reed et al.,
2017). Relatedly, participants described trust as a key factor in deciding whether or not to
participate in research (Brown, Davtyan & Fisher, 2015; Ditmore & Allman, 2011; Urada &
Simmons, 2014). Gaps remain in understanding the ethical concerns of participants in greater
depth.
In research exploring other communities characterized as ‘vulnerable’ and who experience
significant marginalization1 (Andrighetti, Semaka, & Austin, 2017; Guillemin et al., 2016;
Newman et al., 2011), including people who use drugs (PWUD) (Barratt, Norman & Fry, 2007;
Bell & Salmon, 2011; Boyd & Association of Naomi Patients [ANP], 2013; Fry, & Dwyer,
2001; Singer et al., 2008); and people with mental health conditions (Roberts, Warner & Brody,
2000; Taylor et al., 2010); participants’ shared ethical concerns similar to those expressed by
PESW. The main ethical concerns included themes of trust and respect, experiences of consent,
and privacy and confidentiality. The core principles of trust and respect played a significant role

1

Marginalization: “involves systematic limitations on access to institutions, resources, and privileges within a group or society that often leads to

feelings of alienation, disenfranchisement, and isolation.” Hayes, 2017
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in their decision making to participate in research, and how they felt about their research
engagement.
Likewise, researchers’ experiences of undertaking sex work focused research shared
similar themes of concern regarding privacy and confidentiality and trust, as well as, issues of
representativeness in research design (Agustin, 2004; Bungay, Oliffe & Atchinson, 2016;
Jeffreys, 2009; Sanders, 2006; Shaver, 2005; Sinha, 2017). However, these analyses were
retrospective in design and did not include participants’ perspectives on their research
engagement. Additionally, the studies did not use an explicit ethical analysis in their research
design, highlighting the need for a purposeful analysis of research participants’ experience of
research, how ethics are enacted – including the impact of structural and relational influences in
research and the research-participant relationships.
In recent years, PESW and not-for-profit sex work advocacy organizations’ involvement in
research and knowledge production in community-based research and participatory research
methods has grown (Bowen & O’Doherty, 2014; Jeffreys, 2006; Sanders, 2006; Sex Work
Exiting and Transitioning Consortium [SWETC], 2014; Shaver, 2005; The SPACES Team,
2016). This involvement has also developed from grassroots advocacy, as organizations have
critiqued researchers and academia for over-researching sex worker communities, a lack of
inclusion throughout the research process, a bio-medical focus which has ignored PESW
priorities related to occupational health and safety, and a lack of research results returning to the
community (Bungay, Oliffe, & Atchinson, 2016; Jeffreys, 2006; SPACES Team, 2016; SWETC,
2014; Van der Meulen, Durisin, Love, & Elya, 2013). In response, several sex worker not-forprofit organizations have created materials to support PESW in research engagement, for
example: outlining their rights in terms of informed consent, incentives, knowledge sharing, and
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questions to ask prior to participation (Bowen, Davis, Kiselbach, & Broden, 2006). This
discordance is further identified by researcher critiques of research ethics boards for institutional
discrimination including ignorance towards PESW and their diverse realities (Sanders, 2007;
Sanders & Campbell, 2007; Sinha, 2016). Thus, the work addressed in my thesis can contribute
to understanding how researchers and ethics review boards can improve their research design,
ethics applications, and support and engagement of research participants.
Because some of the main aims of research ethics are to ensure the safety and voluntariness
of research participants, inquiry into participants’ experiences of ethical engagement is crucial to
understanding how ethics in practice occur, especially within populations who experience
varying levels of oppression and marginalization. Through this inquiry, research ethics in
practice can be informed, thus improving the experiences of PESW who participate in research,
and hopefully, extend to the improvement of their overall health and well-being
Study Purpose
Through an investigation of the accounts of PESW about their experiences with data
collection and consent processes during research participation, I sought to unpack the ethical
issues embedded in their research engagement; including inquiry into the social-structural
contexts and ethics within the researcher-participant relationship. This research attends to gaps in
the literature concerning how PESW experience research participation and how ethics are
enacted in the day-to-day research setting.
Research Question
The research question guiding the analysis was: “What are research participants’
experiences throughout data collection and consent processes in studies concerned with sex work
and health?”
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Thesis Overview
In this chapter, I presented the need for the research by introducing the current state of
inquiry into research ethics in health research involving PESW. Additionally, I described the
research purpose, question and aims. In Chapter 2, I present the current literature on PESW
perspectives on research engagement and research ethics, researchers’ perspectives on research
ethics in sex work related research, and lastly, literature exploring the perspectives of research
ethics and research participation from participants who experience marginalization as a result of
their social location. In Chapter 3, I describe my analytical framework and research methods, and
their relation to the research aim and purpose. Further, I describe the ethical considerations and
limitations of my research approach. In Chapter 4, I impart the research findings from my
analysis. First, I provide an overview of the participants and their research engagement.
Following this, I present themes identified from data analysis, which include how participants’
ethical issues in data collection are impacted by power dynamics, including experiences with
consent, respect and justice. I then share the harms of participants’ research engagement, and
how participants navigated and mitigated research harms. Lastly, I share participants’
recommendations for ethical data collection. In chapter 5, the findings are contextualized within
the current literature on PESW and research ethics, and I discuss their implications and make
recommendations for future research.
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CHAPTER TWO: LITERATURE REVIEW
Introduction
In this chapter, I present a review of the current state of research literature on PESWs’
experience of data collection, research ethics, and research participation. In addition to
addressing the primary research question, literature concerning researchers’ perspectives on
research ethics in sex worker related research is included, and literature exploring the
perspectives of research participants who may have experienced marginalization as a result of
their social location(s), on research ethics in research participation. To begin, I describe my
process in conducting the literature review. Next, I describe the major themes of how research
participants experience research engagement, including the benefits of research participation,
structural constraints and consent, trust and respect, and confidentiality and privacy. I then
describe the literature on researchers’ perspectives regarding ethical and methodological
challenges in research with PESW. Lastly, I discuss the literature on research participants’
experiences of research, focusing on their experiences in research engagement and research
ethics. As a whole, this review situates my study in the literature on what is understood regarding
PESWs’ experience of research and research ethics.
To develop a comprehensive understanding of the current state of research on PESW
experience research and research ethics, I conducted a thorough search of Medline, Pubmed,
CINAHL, and Web of Science. To address my overarching research question and understand a
wide perspective of participants’ experiences of research engagement from an ethical lens, I
conducted three different literature searches: 1) investigating PESW perspectives on research
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engagement and research ethics, 2) researchers’ perspectives on research ethics involved in
conducting health and social research with PESW, and 3) investigating the perspectives of
people who may experience marginalization as a result of their social location, on research
participation and research ethics. In conducting my first literature search, my key words
included “sex workers,” “perspectives,” “research ethics,” “ethics,” “experience,” and “sex
work.” In conducting the second search, my additional terms included “researcher” and
“method*.” Lastly, in searching question number three, my keywords included: “perspectives,”
“research ethics,” “ethics,” “experience,” “human subjects,” “research subjects,” “marginal*,”
“vulnerable,” “mental health,” “African American,” “racialized,” “women,” and “Indigenous.”
The literature included for review in this chapter was primarily conducted outside of North
America. I could locate very little literature within a Canadian context that investigated the
application of research ethics in research inquiring on PESW. As adult experiences were the
focus of my thesis, my review of the literature focuses on adult research participants.
Following this process, the review of the literature is divided into three sections. The first
section discusses what is known about PESW experiences of research ethics and research
participation. The second includes the perspectives of researchers on ethical challenges in health
and social research involving PESW. Lastly, literature including the perspectives of research
participants who may experience marginalization as a result of their social location on research
ethics and research engagement is discussed.
PESW Experiences of Research Engagement
There is a dearth of research exploring PESW experiences of research participation and
research ethics, especially specific to data collection. In review of the literature, six studies were
located; these all were retrospective and qualitative in nature. Five of the six studies focused on
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female sex workers’ (FSW) experience engaging in HIV prevention research, while the sixth was
a retrospective design inquiring about participants’ experience participating in an HPV vaccine
study (Brown et al., 2015; Ditmore & Allman, 2011; Goldenberg et al., 2015; Reed et al., 2014;
Reed et al., 2017, Urada & Simmons, 2014). Additionally, the research was primarily conducted
outside of North America, taking place in the Philippines, Guatemala, Peru and India (Brown et
al., 2015; Goldenberg et al., 2015; Reed et al., 2014; Reed et al., 2017; Urada & Simmons, 2014)
with the exception of an online survey, open to PESW globally with 54% of participants
responding from North America (Ditmore & Allman, 2011). Demographically, the research
participants were mostly FSW, migrant workers, and managers of brothels, with small sample
sizes (n=16-74) (Brown et al., 2015; Ditmore & Allman, 2011; Goldenberg et al., 2015; Reed et
al., 2017; Reed et al., 2017; Urada & Simmons, 2014). The primary data collection methods
ranged from semi-structured 1:1 interviews, surveys (online and in person), and focus groups.
None of the studies utilized an explicit ethical theory or framework in their data analysis. The
results were primarily contextualized in a principle based ethics (PBE) approach, prioritizing
ethical principles of autonomy, beneficence and justice. A number of the studies also engaged
community advisory boards in the development of research questions, recruitment, and
validating the research results (Brown et al., 2015; Urada & Simmons, 2014).
The research aims of the studies reviewed were quite variable. Three of the studies
explored ethics in research engagement with FSW (Goldenberg et al., 2015; Reed et al., 2014;
Urada & Simmons, 2014). Reed et al. (2014) explored the motivations of FSW in research
participation while also investigating the rights of participants in HIV prevention-focused
research in Andra Pradesh, a state in India. In contrast, Urada and Simmons (2014) explored
structural and contextual factors influencing FSW research participation in the Philippines. The
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researchers were interested in understanding research participation in HIV prevention research,
including condom use and education related to sexual health. Urada and Simmons (2014) also
explored the role of managers of FSW worksites, in how they influenced and facilitated research
participation of PESW. Their methods included sharing detailed vignettes with participants to
explore their feelings about research engagement with the intention of facilitating participant
sharing without explicit disclosure of personal experiences (Urada & Simmons, 2014). The
vignettes highlighted ethical issues such as the lack of knowledge of ethics review boards, issues
of consent and respect for persons. In Brown et al.’s (2015) Sunflower Study, 16 past
participants of an HPV vaccine study in Peru were interviewed regarding their intentions for
participating, levels of trust throughout the research engagement, consent, privacy and
confidentiality, and incentives. Lastly, Ditmore and Allman (2011) sought the perspectives of
PESW on improving communication in HIV prevention studies. As a whole, the studies sought
research participant experiences, with diverse research purposes.
Benefits of Research Participation
Reflecting on past research involvement, participants described numerous benefits to
research engagement. Participants expressed enjoying learning about the research process,
gaining more knowledge about their health, the financial compensation, and found interviews
therapeutic (Brown et al., 2015; Reed et al., 2014; Reed et al., 2017). Other benefits included
access to health care services, developing relationships with participants and research team
members, feeling heard, and being able to give back to their communities (Brown et al., 2015;
Goldenberg et al., 2015; Reed et al., 2014). Overall, most participants described research as a
social good; that is, a process valued by the public and intended to benefit the public. This theme
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of research as a social good was further reflected in participants’ beliefs that their research
contributions were intended to improve the health and well-being of their communities.

Constraints on Autonomy and Consent
Participants shared numerous structural and interpersonal constraints impacting their
autonomy and consent within research participation. Structural factors such as perceived
government involvement, immigrant or migrant status, criminalization, and poverty including
financial need provided a backdrop of participants’ livelihood, mediating their autonomy and
involvement in research (Goldenberg et al., 2015, Reed et al., 2014; Reed et al., 2017; Urada &
Simmons, 2014). Within the study by Reed et al. (2014), several participants reported feeling the
consent process was rushed, with researchers focused on recruiting more survey participants
versus a detailed informed consent process. In Brown et al. (2015) and Urada and Simmons
(2014), participants expressed they appreciated the informed consent process, stating it was
helpful in understanding their rights, but noted that they did not necessarily establish trust with
the person collecting the data. Alternatively, Reed et al. (2017) found participants expressed
personal challenges with consenting to research, including being coerced to participate in studies
by senior PESW and their managers, in order to split the research incentive. Overall, participants
experienced multi-level challenges with consent in research.
Similarly, participants expressed constraints on consent when describing their experiences
of research engagement. In Reed et al.’s (2017) study of FSW motivations to engage in research,
participants shared that they would not decline answering intrusive questions as they felt it would
be perceived as disrespectful, stating it was their duty to follow through with the study regardless
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of the difficulty endured. Intertwined with this experience, participants feared a loss of resources
if they declined to participate, specifically, a loss of income. Similarly, Ditmore and Allman
(2011) reported participants felt they did not have the resources to self-advocate when they felt
the research was conducted poorly. Thus, participants experienced a number of constraints,
impacting their ability to self-advocate, negotiate consent, and share authentically with
researchers.
Trust and Respect
Concepts of trust and respect were also significant themes in participants’ reporting on
research engagement (Goldenberg et al., 2015; Urada & Simmons, 2014). Trust was viewed as a
necessity for participants to share authentically during interviews, especially with questions
pertaining to sex, sexual health, substance use and experiences of violence (Brown et al., 2015;
Ditmore & Allman, 2011; Reed et al., 2017; Urada & Simmons, 2014). With a more developed
understanding of the study and established rapport, some participants shared they would be more
inclined to be detailed and authentic in their responses (Urada & Simmons, 2014; Reed et al.,
2014). Establishing trust and maintaining confidentiality were key factors in addressing fears
surrounding research engagement, which were interrelated with participants’ concerns regarding
maintaining their privacy in research (Reed et al., 2014). In Reed et al. (2014), participants
described intimate partner violence as moderating their involvement and disclosure in research.
Some participants described their partners as suspicious of their research engagement and felt
their partners were concerned about what they as participants might share with the research team
(Reed et al., 2014).
In Tecum Ulum, Guatemala, the socio-structural context of migration, deportation, and
criminalization of FSW contributed to participants fear and reluctance to engage in HIV-focused
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research. The risk of deportation as a result of a positive HIV status contributed to distrust with
researchers, including the perception that researchers may be colluding with government
organizations (Goldenberg et al., 2015). Thus, confidentiality, trust, and privacy were
interrelated priorities for the participants to engage with research.
Establishing trust and rapport was crucial in establishing relationships between researchers
and participants (Reed et al. 2014; Urada & Simmons, 2014). Participants described a number of
occasions when the interviewers avoided eye contact, laughed when asking questions, or asked
intrusive questions regarding their motivations to engage in sex work, condom use, and sexual
health practices (Reed et al., 2014; Urada & Simmons, 2014). Participants from the Philippines
noted distrust as a barrier to engagement and disclosing personal information (Urada &
Simmons, 2014). Further, some participants did not believe the results of the research would
positively impact their livelihood (Urada & Simmons, 2014). Alternatively, participants stated
having an existing relationship and trust was a mediating factor in lessening the negative impact
of personal questions (Urada & Simmons, 2014). Thus, trust played an integral role in the
research process, mediating what was shared, how people engaged in research, and thus,
impacting the authenticity of the research data.
Confidentiality and Privacy
Even with the variety of the research contexts and locales, ethical concerns regarding
privacy and confidentiality by research participants were commonplace. Fear of being outed, that
is, having their involvement in the sex industry made public to family, police or others - was a
primary concern (Brown et al., 2015, Goldenberg et al., 2015; Reed et al., 2014, Reed et al.,
2017; Urada & Simmons, 2014). As a result, participants feared a loss of work, jail time,
potential deportation, shame, violence, and a loss of family support (Goldenberg et al., 2015;
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Reed et al., 2017; Reed et al., 2014; Urada & Simmons, 2014). In some studies, participants
described being approached by researchers in their “hotspots”, specifically places where they
would be solicited for work. This action would draw attention to their space, potentially putting
the person at risk of being outed – that is, they feared their involvement in the sex industry being
made public, or that participation may deter potential customers, resulting in a potential jail time
and a loss of income (Goldenberg et al., 2015; Reed et al., 2017).
In Reed et al. (2014), some participants shared that their husbands were suspicious
regarding the amount of time spent with the research team, and were not aware the participants
were engaged in sex work – thus, interviews for participants needed to be discrete and brief in
order to preserve their privacy and safety. Additional privacy concerns arose in being visible
while accessing health, research or community-based buildings thereby increasing their risk of
being outed through research activities (Reed et al., 2014; Reed et al., 2017). As a whole,
structural and social contexts were crucial in mediating research participation, and presented a
significant concern and challenge for research participants who were engaged in sex work.
Summary
The studies reviewed provide insight into the current state of the research; however,
several areas require attention. Firstly, there is a need for an analysis in a Canadian context, as
the selected studies reflect a diverse geography of settings. Secondly, further knowledge is
needed to understand participants’ experience of data collection, as the research primarily
focused on participants’ motivations for engaging in research. Further, we do not know how
effective ethical safeguards are in practice with PESW. Relatedly, the studies reviewed utilized a
PBE framework for analysis; while valuable, this framework lacks an analysis of the larger
social-structural context, which is integral for understanding ethics in practice. Lastly, the
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literature review reflected safety concerns in research participation, however, little is known
about what participants need to feel safe in research and how effective the current ethical
guidelines are at ensuring their rights and dignity are respected. To address these gaps, I
analyzed Canadian data with a relational ethics analytical framework, investigating participants’
experiences engaging in data collection to unpack the ethical dimensions of their research
engagement.
Researchers’ Perspectives Regarding Ethical and Methodological Challenges
A number of researchers who have conducted research with PESW have written about their
reflections on ethical and methodological challenges related to research on PESW. This literature
provided an important framing of larger academic ethical issues, which impact how both
researchers and participants experience research engagement and research ethics. In this review,
the geographical contexts were diverse, including locations in India, the United States (US),
Canada, the United Kingdom (UK), and Australia (Agustin, 2004; Bungay et al., 2016; Jeffreys,
2009; Sinha, 2017; Shaver, 2005; Sanders, 2006). The primary foci of the studies were
retrospective reflections of qualitative methods in sex work-related research and the associated
ethical challenges. Most authors discussed their research within the ethical context of PBE. The
participant samples focused on FSW who are street involved. Within this body of literature, the
common ethical themes were privacy and confidentiality, trust and developing relationships,
ethical guidance, sampling strategies to increase the representativeness, and developing
community-based research methods to improve relationships with communities involving PESW
(Agustin, 2004; Bungay et al., 2016; Jeffreys, 2009; Sinha, 2017; Shaver, 2005; Sanders, 2006).
In addition to the themes above, Agustin (2004) and Jeffreys (2009) argued for greater
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meaningful involvement of PESW in the development of research, and improved attunement to
power dynamics between researchers and participants.
Privacy and Confidentiality
Similar to the literature concerned with the perspectives of PESW regarding research
participation, researchers also identified privacy and confidentiality as primary ethical concerns
(Agustin, 2004, Bungay et al., 2016; Jeffreys, 2009; Sanders, 2006; Shaver, 2005; Sinha, 2017).
Developing research designs that protect participant privacy and confidentiality were considered
particularly important. The authors discussed specific strategies as going beyond typical
participant protections, to prevent ‘outing’ participants, thereby working to ensure participants’
safety (Bungay et al., 2016; Jeffreys, 2009; Sanders, 2006; Shaver, 2005; Sinha, 2017).
Strategies included keeping participants’ identities and work locales confidential, undertaking
field work in spaces and times set by the participants, and offering choice in whether participants
want to be interviewed by a peer or research assistant (Bungay et al., 2016; Shaver, 2005).
Further strategies included being respectful of the neighborhoods that PESW frequent, including
how and when researchers approach potential participants, consulting with and providing
training on research and research ethics for not-for-profit sex work support and advocacy
organizations when developing research, and spending significant time in the field to ensure
rapport with community gatekeepers is maintained to reinforce trust between the researcher and
community (Sanders, 2006; Shaver, 2005; Sinha, 2017).
In a narrative on conducting ethnographic research in India, Sinha (2017) shared
challenges in maintaining participant privacy when working with the local not-for-profit sex
work support and advocacy organizations. During Sinha’s research, community workers asked
for the participant identities and often spoke about the participants with each other. This
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presented a number of ethical concerns in compromising participant privacy and confidentiality,
was disrespectful to the clients and indicated a need for ethics education for the community
workers. Sinha (2017) also highlighted the consequences for participants in being outed, with
women being disowned, at risk for violence and homelessness, and arrest in India. Through her
engagement with participants, Sinha (2017) shared that participants were fearful of being
reported in the media and were reluctant to engage. Thus, participants shared with Sinha that
creating a private space for an interview was important for the participants to feel safe to share
their experiences. Thus, researchers recognized that designing studies with privacy and
confidentiality in mind was paramount to ensure not only that recruitment occurs, but also to
ensure participant safety, and that the methods are contextualized to the participants’
environment and livelihood.
Trust and Relational Engagement
Researchers articulated trust as an important principle and method in designing and
engaging in research. In discussions regarding improving the veracity of research data on PESW,
Agustin (2004) and Jeffreys (2009) reinforced the importance of rapport and relationship
building with communities involving PESW. Trust and relational engagement were argued as
integral in developing research relationships to access participants, understand potential research
priorities, and also, ensure that data is meaningful and representative of the communities’ needs
(Sanders, 2006; Shaver, 2005; Sinha, 2017). Agustin’s (2004) analysis emphasized that the
different motives between researchers and participants can result in discordant ethics and
motivations. In particular, Agustin (2004) argued that some participants might not be truthful in
what they disclose for fear of judgment or for fear of being viewed as distrustful if their answer
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does not align with the assumptions the researchers may hold regarding participants’
involvement in sex work.
Similar to Agustin’s (2004) narrative that participants may share what they perceive the
researcher wants to hear, Sinha (2017) observed that participants’ narratives changed as the trust
in their relationship grew. During several interviews, participants initially described being forced
to work in the sex industry. However, as the research-participant relationship developed in
parallel with increased contact, participants described their work as autonomous and self-driven,
sharing how sex work benefitted their livelihood. In another observation, Sinha (2017) observed
participants’ discomfort when being interviewed in the not-for-profit sex worker support space.
As the participants received referrals from the not-for-profit to access research and thus, the
related resources – Sinha (2017) suggested that participants may be catering their responses to
appease the not-for-profit, highlighting the power differentials in different research spaces and
how it may impact the veracity of the data. As a whole, trust was viewed as critical throughout
the research process, including the inter-personal, at the community level, and within the
academic – researcher space.
Representativeness
Researchers also discussed how ethical issues and research methodologies presented
challenges for sample representativeness. In a study discussing sampling methods in conducting
research on sex work, Bungay et al. (2016) argued that sampling strategies needed to be
intentional to develop inclusive recruitment methods. In doing so, the diverse needs of PESW
could be better represented, particularly for men, transgender persons, and people who work
indoors. Without intentional sampling methods, Bungay et al. (2016) argued that the results
become skewed towards particular populations, primarily street-involved FSW, thus, potentially
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producing policy and health promotion strategies that overlook the diversity of sex workers
needs and issues and thereby potentially harmful to PESW.
Jeffrey’s (2009) articulated a similar argument, who stated that, a lack of
representativeness and inclusion of PESW in the development of research had contributed to
harmful policy development and outcomes, which reinforced narratives supporting the
criminalization and victimization of PESW. Further, research has highlighted the over-focus on
HIV/STI in research as contributing to the stigma of PESW as ‘vectors of disease’ (Bungay et
al., 2016; Jeffreys, 2009). Lastly, Jeffreys (2009) argued that greater meaningful involvement of
PESW throughout the research process to center their lived experience would improve policy,
and overall, improve health and social outcomes for PESW.
Researchers also discussed the emotional burdens of designing and implementing research
(Sanders, 2006; Sinha, 2017). Some of the hurdles included navigating ethical challenges with
research ethics boards, community organizations, and with participants. Sanders (2006) reflected
that sex work has been characterized as a “problematic area of inquiry”’ with “stereotypes and
misunderstandings about the research setting exacerbate these generic concerns about the
methods often employed when studying the sex work field (P.452).” As such, both Sanders
(2006) and Sinha (2017) argued that guidance from research ethics boards has been limited in
addressing nuanced ethical situations in practice. In summary, researchers articulated a diverse
set of ethical challenges in developing social and health research.
Summary
As a whole, the limited literature available revealed a broad set of ethical challenges for
researchers when conducting research on sex work. The majority of the literature was based on
researchers’ experience, and focused on research design and methodology and related ethical
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challenges. Additionally, these reflections were framed within a PBE framework, rather than a
relational ethics framework, leaving a gap in understanding how the social- structural conditions
shape research ethics within the researcher and participant relationship, and the impact on ethics
in practice. The ethical issues identified in the literature by the researchers highlight a need for
understanding PESW experience of research engagement. In this thesis, I will provide an in
depth analysis of these processes.
Experiences of Participants who Experience Marginalization
With the limited research available in understanding PESW experiences in data collection
and on research ethics, I expanded my review to include literature investigating research
participants whose social location may result in them experiencing marginalization, to
understand if there are similar or diverging ethical issues in their research experiences, and what
the gaps are in this research. As there was little research available within each subgroup, this
review represents a broad sample of participants with a variety of research topics. The research
selected includes samples from Australian Indigenous communities; people at risk for HIV,
including bisexual and gay participants; women with post partum disorder (PPD); two studies of
people with schizophrenia, and five studies that included people who use drugs (PWUD)
(Andrighetti et al., 2017; Barrett, 2011; Bell & Salmon, 2011; Fry & Dwyer, 2001; Guillemin et
al., 2016; Newman et al., 2011; Roberts et al., 2000; Taylor et al., 2010; Singer et al., 2008). The
majority of the research designs were qualitative, with two studies utilizing mixed methods in
their study design (Newman et al., 2011; Roberts et al., 2000). Similar to research with PESW,
the studies investigated participants’ experiences and motivations to engage with research. Data
collection methods included surveys, focus groups, and one to one interviews. The studies did
not utilize any explicit ethical frameworks or approaches, with the qualitative studies using
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grounded theory, content or thematic analysis and contextualizing the results with an implicit
PBE approach.
Motivations to Participate
Reflecting perceptions of research as a social good, research participants expressed
altruistic motivations to engage with research. Most participants expressed feeling motivated to
give back to their communities, wished to help others, and see research as an opportunity to learn
about their health or develop different skills (Fry & Dwyer, 2001; Barrett, 2011; Bell & Salmon,
2011; Guillemin et al., 2016; Newman et al., 2011; Roberts et al., 2000; Taylor et al., 2010). For
example, participants in an experimental HIV vaccine trial described feeling helpless when their
friends died during the HIV epidemic, and saw participation as an action and opportunity to
prevent future harms (Newman et al., 2011). For Australian Indigenous participants, the
opportunity to improve research experiences and the health of their communities was a
significant motivator (Guillemin et al., 2016). On a personal level, many participants described
being curious about clinical trials and the opportunity for participation, or sought out research as
a means to access health care and engage in their own self care (Boyd & ANP, 2013; Fry &
Dwyer, 2001; Newman et al., 2011; Singer et al. 2008).
A number of participants were motivated by incentives, reflecting a need for additional
income (Barratt et al., 2007; Bell & Salmon, 2011; Fry & Dwyer, 2001; Singer et al., 2008). In
Fry and Dwyer’s (2001) study, 22% of participants reported solely engaging in research for the
incentive. However, this also reflected the needs of their participants, with 40% under the age of
25, and most of the participants homeless. In contrast, participants in Bell and Salmon’s (2011)
study described engaging for the incentives while also describing an interest in giving back to the
community and improving the health of women and PWUD, reflecting nuanced motivations for
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research engagement. Similar to participants with mental health conditions, PWUD equally
shared hope that their contributions would be meaningful and improve the well being of others
(Andrighetti et al., 2017; Barratt et al., 2007; Bell & Salmon, 2011; Boyd & ANP, 2013; Dwyer
& Fry, 2001; Singer et al., 2008; Taylor et al., 2010).

Decision Making
Another theme identified in the literature was participants’ decision making concerning
the risk-benefit to determine if the research was safe to participate in. For example, Singer et al.
(2008) found that participants balanced the risks of potential confidentiality and privacy concerns
with the benefit of incentives and access to health care, when deciding to participate in research.
In contrast, participants in the Guillemin et al. (2016) study wanted to know more about the
researchers, their commitment to Indigenous communities, including past research and how
researchers planned to utilize the data collected before agreeing to participate. Within
Andrighetti et al.’s (2017) study, people were open to sharing if they felt the impetus of the
research would benefit the greater community.
Similar to research participants who engaged in sex work, trust was key in people’s
decision-making processes for research participation (Andrighetti et al., 2017; Bell & Salmon,
2011; Boyd & ANP, 2013; Guillemin et al., 2016; Singer et al., 2008; Taylor et al., 2010).
Participants with PPD shared that their established relationships with the research centre as
patients and knowledge of the research institution as reputable, increased their confidence in
deciding to engage. In comparison to non-Indigenous participants, Guillemin et al. (2016)
described Indigenous participants as more deliberate in their assessment of the pros and cons of
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research, before agreeing to participate in research. Indigenous participants shared that their trust
of particular Indigenous agencies and researchers was a key factor in deciding if they would
participate in the research. In comparison, Non-Indigenous participants were more inclined to
trust the researcher rather than feel that the researcher needed to earn their trust (Guillemin et al.,
2016). In another study which evaluated the efficacy of an HIV vaccine trial, participants
described initially having high levels of trust with the study; however, at the unblinding stage,
where participants found out if they had received the placebo or the actual vaccine, participants
predominantly expressed being left vulnerable and feeling distrust with the study, citing sporadic
communication by the research team regarding the termination of the trial and the risks involved
with receiving the vaccine (Newman et al., 2011). Following participation, participants described
feeling reluctant to engage in future studies (Newman et al., 2011).
Trust was also integral to participants’ ability to consent to research, and to feeling
confident that their confidentiality and privacy would be respected. Bell and Salmon (2011)
reported that participants described researchers as “talking down and being condescending” in
their research engagement (p.7). Participants described feeling “pigeon-holed”, being asked the
same questions repeatedly, and being treated as a “guinea pig” because they had a substance use
disorder (Bell & Salmon, 2011, p.7). Participants shared preferring to be interviewed by
someone “who understands you…is on your level (p.7).” Underlying both sentiments was a
desire to be treated with respect, in which the participants preferred community-based research
methods as they were provided with a greater opportunity to be heard and participate, and felt
that the results would be utilized to improve their communities well being (Bell & Salmon,
2011). Similar to research with PESW, PWUD often feared being outed as a result of research
participation (Singer et al., 2008). Fear of stigma and discrimination, particularly among family
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members was a significant concern (Singer et al., 2008). When people felt they could trust that
their privacy would be maintained, they were more inclined to participate (Barratt et al., 2007;
Bell & Salmon, 2011; Singer et al., 2008).
Several studies explored the impact of the cessation of research within an ethical context.
In a study by Boyd and ANP (2013), the research team examined research participation in a
clinical trial investigating the impact of injectable opioid therapy. In their findings, some
participants described feeling misled by the researchers when their medication was discontinued
upon completion of the study (Boyd & ANP, 2013). Participants reported feelings of being used
and having mistrust with research, as they were informed in the beginning of the trial that studies
were usually successful in having continuation of the clinical trial medication, following the
conclusion of the study (Boyd & ANP, 2013). Similarly, participants in an HIV Vaccine trial felt
poorly prepared for an early closure of their study. Participants were informed that the vaccine
was not only ineffective, but those who received the actual vaccine were now at more risk of
becoming HIV positive (Newman et al., 2011). Some participants expressed they felt that they
were not adequately informed of the potentially adverse outcomes, stating in hindsight they felt
they put their health and sexual partners health at risk (Newman et al., 2011). In both situations,
participants felt they were oversold the benefits of the research and unprepared for the potential
adverse effects, which had significant impact on their well-being (Boyd & ANP, 2013; Newman
et al., 2011).
Benefits of Research Engagement
In reflection of motivations to participate in research, some participants described research
engagement as a therapeutic activity (Andrighetti et al., 2017; Roberts et al., 2000; Taylor et al.,
2010). Research engagement provided a place to explore meaning of their illness, developing
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relationships, social connection, and to feel like a member of the team or a part of something
potentially innovative (Andrighetti et al., 2017; Barratt et al., 2007; Bell & Salmon, 2011; Boyd
& ANP, 2013; Newman et al., 2011; Taylor et al., 2010). It was also seen as a place to share
personal stories they may not share otherwise feel comfortable sharing (Andrighetti et al. 2017;
Taylor et al., 2010). Research also provided important financial resources for women who use
drugs (Bell & Salmon, 2011). In some cases, participants described that research participation
provided a sense of hope for participants, with possibility for new treatments or improved care
(Newman et al., 2011; Roberts et al., 2000) As a whole, research engagement provided the
possibility of a therapeutic engagement, a space to reflect and share about their life.
Challenges within Data Collection
In addition to participants’ articulating benefits of research participation, some studies
exploring participants’ experiences with research reported challenges with research engagement,
particularly with interview questions (Bell & Salmon, 2011; Barratt et al., 2007; Dwyer & Fry;
Singer et al., 2008; Taylor et al., 2010). Some difficulties in research engagement included:
questions that were too personal, repetitive questions, describing interviews as embarrassing or
inconvenient or being ‘triggered’ by the questions –that is, experiencing a negative emotionalphysical response, potentially resulting in a fight or flight nervous system response (Bell &
Salmon, 2011; Barratt et al., 2007; Dwyer & Fry, 2001; Singer et al., 2008.). In one study,
participants described questions regarding their psychosis and suicidality resulted in triggering
difficult feelings; however, this was not a deterrent for them to participate in future research
(Taylor et al., 2010). As such, participants shared finding research participation difficult at times,
with numerous challenges during the research process, yet most participants expressed interest in
future participation.

26

Summary
To develop a greater understanding of participants’ experience of research, particularly
from communities who may experience marginalization, this literature review provided insight
into ethical challenges experienced during the research process. With the exception of PWUD,
limited analysis was provided on the impact of research questions and data collection methods on
research participants. PWUD shared some similar themes with PESW in regards to trust, privacy
and confidentiality and data collection. Further research is needed to understand how these
ethical principles are enacted within the research-participant relationship and impacted by larger
socio-structural constructs. Overall, there is limited research available investigating how
participants experience research, with the limited literature available focusing on their
motivations and decision making when participating in research.
Chapter Summary
In this review of the current literature, several key gaps have been identified. First, there is
a dearth of Canadian literature exploring research participants’ experiences of research and
research ethics, particularly PESW. This is important as PESW are routinely engaged in
research, and yet, we have limited data exploring the efficacy of ethical safeguards for
participants. Key ethical themes of trust, privacy and confidentiality, and consent were identified
in the literature review, and pointed to some safety and ethical concerns in participant
engagement. These ethical themes were largely analyzed within a bioethical framework, which
related ethical concerns as largely individualistic and localized to their specific research
experience. Thus, the larger socio-structural conditions of participants’ lives and how they shape
and influence their experiences in research were often absent in the discussion. To add more
depth to the analyses, a relational ethics framework will provide greater insight into how the
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larger context and relational engagement with the research team influenced their experiences of
research participation and research ethics. Lastly, in understanding what participants’
experiences of research ethics and engagement, this study seeks to include recommendations on
what would improve ethics in practice for research participants, informing researchers and
research ethics boards on how to support PESW in research.
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CHAPTER THREE: RESEARCH DESIGN AND APPROACH
Introduction
As noted previously my research question was: “What are research participants’
experiences throughout data collection and consent processes in studies concerned with sex work
and health?”
My aim was to analyze participants’ experience of data collection and consent processes from an
ethical perspective, to unpack the ethical issues embedded in research engagement. This analysis
focused on the social-structural conditions impacting participant engagement, and the ethical
issues experienced within the research-participant relationship.
To address this research question and aim, I used secondary analysis as my research
approach, drawing on a subset of data from a larger project examining the ethical and
methodological challenges within health research on PESW. To guide my analysis, I utilized
relational ethics as analytical framework. In undertaking this approach, I sought to deepen my
ethical analysis of the participants’ experiences of data collection and consent processes. In this
chapter, I detail my research design, elaborating on the larger study and methods of sampling for
my project and locate myself specifically within this work. I provide an overview of relational
ethics as a conceptual framework to guide analysis and discuss how the analytic approach was
applied during analysis. Finally, I conclude with a discussion of the ethical considerations for
this project and how I maintained ethical integrity throughout.
Situating the Study
As noted previously, my project involved secondary analysis of a sub-set of data that was
collected as part of a larger, Canadian Institutes of Health Research (CIHR) funded, 3-year
empirical inquiry into the ethical context of health research that included PESW as research
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participants. This project, known as the Ethics Project, received ethics approval from the
University of British Columbia (UBC) Behavioral Ethics Research Board. Informed by the
guidance of experiential experts in roles as co-investigators and advisors, the project included an
analysis of current CIHR funding for research concerned with PESW health, content analysis of
research guidance materials used by not for profit sex worker support and advocacy
organizations, and qualitative interviews with 53 people with current or previous sex work
experience who reported being a research participant in the previous 10 years; 16 people who
work for not-for-profit sex work service community organizations who regularly participated in
research activities including as partner organizations and/or sites of recruitment, and 17
researchers identified in the analysis of CIHR funding data base as being a primary or coinvestigator on research funded between 2008-2013 that included sex work as a topic of interest
in the study design. The study utilized critical ethical inquiry (CEQ) as an analytical framework,
applying concepts of social justice and equity in the analysis.
Within the larger project, research participants were eligible to participate if they were 18
years of age or older; had participated in research that included them acknowledging their sex
work participation within the past 15 years; were able to communicate in English; and were
geographically were located in Canada. The interviews were conversationally oriented and
explored with the participants the types of research methods they had engaged with, their
decision making to participate in research, the focus of the studies, and the actual experience of
being involved in research as a participant. Probes specific to consent, incentives for
participation, and recommendations to improve research with PESW were included. Based on
the guidance of the advisors, structured demographic questions were not asked and instead
people were offered the opportunity to share information about themselves that they felt

30

comfortable providing. Recruitment and sampling were purposeful. The research team travelled
to cities across Canada in which researchers held the largest number of CIHR funded grants
identified in the analysis of the CIHR funding history. Consequently, the bulk of recruitment
occurred in British Columbia, Ontario, and Manitoba, with participants from dense urban and
less urban centres participating.
Situating Myself
As a nurse working in community health and a volunteer with several not-for-profit
agencies, I have worked with PESW over the past 10 years. While this has provided me with
some knowledge as an outsider, I do not make any claim to being an expert on PESW
experiences in research or otherwise. As part of the Ethics Project, I worked as a research
assistant from September 2016 to June 2017. During this time, I reviewed transcripts from
multiple participant interviews to check for accuracy of the transcript and to remove any
identifying information from the text. Following the transcription review work, my
responsibilities included the coding of interview data, using QSR NVIVO 11 and the established
codebook to organize data, first with broad thematic categories and following with coding for
sub-categories within each category. Through this work, I spent many hours immersed in the
data, developing familiarity with participant narratives and the emerging ethical themes. During
this time, I took notes, and wrote down questions for further discussion with the research team.
In discussions with the research team, I explored how certain data should be coded or if
particular information needed to be removed for confidentiality purposes. As a whole, this
experience provided a strong foundation for initiating my secondary analysis.
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Research Design
Secondary Analysis
Over the past twenty years, secondary analysis has grown as research method in
qualitative research (Heaton, 2008). However, consensus is lacking on a common approach to
conduct a secondary analysis on qualitative data (Heaton, 2008; Thorne, 2008). Debates persist
on what a rigorous approach might look like, as numerous approaches exist. As others have
identified in the literature, a secondary analysis provides an opportunity to explore and utilize
existing data (Heaton, 2008). Thus, researchers seeing increased benefit and efficiency in
knowledge production, to ask additional research questions and share data with other research
members (Thorne, 2008). This has also been echoed as an alternative methodology for
researching hard to research and hidden populations (Heaton, 2008). In this circumstance,
secondary analysis provided the opportunity to conduct an ethical analysis on the experiences of
PESW during data collection. I utilized existing data that had not been analyzed, and was
collected by other researchers. Additional benefits from this approach include accessing data
from communities who may be hidden, or preventing participants from being asked the same
questions asked multiple times, which has been a frequent criticism of research from some sex
worker community members (Bell & Salmon, 2011; Urada & Simmons, 2014).
Theoretical Perspectives
Introduction
The ethical analysis of the experiences of PESW participating in data collection was
significantly informed by the guiding principles of the TCPS (2014): autonomy, justice and
respect for persons, as well as, the theoretical approach of relational ethics. The TCPS (2014)
provides ethical guidance for research conducted on human subjects and informs research ethics
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boards (REB) practice. Understanding the ethical underpinnings of the TCPS is integral to
understanding how these principles shape participants experiences of research engagement. To
provide a deeper analysis, the addition of a relational ethics framework facilitated inquiry into
how social, political and environmental conditions shape ethics in practice, including ethics
within a relational space, and how core relational concepts influence ethical decision making in
day to day to research engagement (Bergum & Dossetor, 2005; Sherwin, 1998).
Relational Ethics
Relational ethics are well suited for analyzing the experiences of PESW in data
collection. Relational ethics situate ethics within the relationship, expanding on PBE to include
the relational and socio-structural context in ethical analysis (Bergum & Dossetor, 2005; Pollard,
2015). Bergum and Dossetor (2005) articulate several interdependent tenets of relational ethics:
mutual respect, engagement, embodiment and environment. Bergum and Dossetor (2005) argue
that mutual respect is integral to relational ethics and described as a reciprocal relationship
demonstrating care and regard for each-other, including acceptance of difference. In describing
engagement, relational ethics includes manifesting elements of presence with the participant,
through demonstrating responsiveness and empathy. Underlying engagement is the impetus for
authentic connection, which is exhibited through respect, sensitivity to the participant, and the
aforementioned presence (Bergum & Dossettor, 2005).
Furthermore, Bergum and Dossetor (2005) described embodiment and environment as
two major tenets central to relational ethics. Embodiment refers to the mind-body connection.
Where attention to feeling and emotional domains in relation to ethics are given equal privilege
to scientific knowledge, thus decision making is an amalgamation of different ways of knowing,
rather than limited to rational decision making, excluded from context (Bergum & Dossetor,
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2005; Pollard, 2015). Lastly, environment is defined as where the social environment and
personal identity are intrinsically connected, where values, beliefs and perceptions are socially
constructed and mediated (Bergum & Dossetor, 2005). This is discussed further by Sherwin and
Winsby (2011), who argues: “Rather than theorizing about abstract individuals, conceived of
simply as rational deliberators, we recognize that persons are essentially social beings, whose
distinct identities are developed and maintained within a complex web of social relations
(p.184).” Thus, ethics in practice are conceived as relational and enacted on structural,
environmental and relational levels (Bergum & Dossetor, 2005; Sherwin, 1998; Sherwin &
Winsby, 2011).
Further, I expand on this definition of relational ethics to include the analysis and impact
of social and structural contexts, including oppression and its impact on relational autonomy
(Baylis, Kenny & Sherwin, 2008; Sherwin & Winsby, 2011). As PESW are a diverse group of
people, relational ethics as an analytical framework highlight how ethical principles such as
autonomy and consent are enacted through layered experiences of social, political and
interpersonal contexts (McLeod & Sherwin, 2000; Sherwin, 1998). Thus, members of oppressed
groups are not homogenous and do not experience the same vulnerabilities. Rather, people have
variable oppressions and privileges, influencing their self-capacity and self-trust, influencing
their ability to express agency and autonomy (Mcleod & Sherwin, 2000; Sherwin, 1992).
Sherwin (1998) argues that participants are not to be denied access to research as a result of their
perceived vulnerability; rather, researchers are challenged to address structural barriers and
oppressions that impede participant autonomy and choice. Thus, in this paper, ethics in practice
are not conceptualized within a series of individualized experiences; they are seen within
dynamic processes, structurally mediated, layered, and relational (Baylis et al., 2008; Sherwin,
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1998). Lastly, how the relational ethics approach was applied during analysis is discussed in the
Data Analysis section below.
Methods
Data Collection: Developing the Sample
Drawing in the central tenets of secondary analysis and the overarching aim of my study,
I selected a total of 15 transcripts as the study sample (Heaton, 2008). Because of the focus on
the experiences of PESW as research participants, all community organization members and
researchers were excluded from the possible list. Using NVivo 11TM I created a subset of all data
that had been coded for the broad analytic categories of experiences of data collection and
consent within the context of the larger study as a starting point for transcription selection.
Although all of the 53 possible data sources had some mention of consent and/or data collection
experiences, 25 had detailed descriptions of their experiences of both data collection and consent
to warrant further review. Sufficient data was determined by the breadth and depth of the content
of text within the transcripts, including for example, discussion of consent process, explanation
of how they experienced data collection and their interpretations of these experiences. With the
guidance of my supervisor, I selected transcripts from 14 individual, one-on-one interviews and
one focus group. These 15 data sources permitted diversity from each province where data had
been collected in the original study, provided consistency in the level of street-level sex work as
the majority of CIHR funded research has emphasized street-based marketplaces, and included
primarily women, who based on the analysis of funding within the larger project (see Appendix
A for coding structure in the larger Ethics Project), represent the majority of participants in
health research concerned with sex work funded in Canada (Bungay, 2017).
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A number of participants were street involved during their research participation. Streetinvolved is defined as being involved in street life; being homeless, couch surfing or living on
the street; or precariously housed, including living in a motel or single room occupancy (SRO)
(McCreary Report, 2015).
Data Analysis
Thematic Analysis
For the data analysis, I utilized thematic analysis. Thematic analysis “is a form of pattern
recognition within the data, where emerging themes become the categories for analysis,” (MuirCochrane & Fereday, p. 82, 2006). Paired with a theoretical framework, this method of analysis
involves breaking down the text into smaller parts, analyzing for patterns and themes, and then
co-constructing meaning of the themes from larger categories (Sparker, 2005). Thematic analysis
also provides a methodology in which theoretical frameworks can function, providing a larger
context for analysis. Thus, I utilized relational ethics as my analytical framework with a thematic
analysis to facilitate a critical and nuanced analysis of participant experiences in data collection.
During each transcript review, I documented potential codes and took notes on patterns I
identified and observations I made. The initial descriptive themes included respect within
relationships, informed consent, and disrespectful questions and the impact on participants.
Moving from descriptive coding into a theoretical approach, I closely analyzed the data
from a relational ethics perspective, with an incorporation of the TCPS guidelines into my
analysis. Furthermore, I analyzed participants’ relational, social and environmental context when
coding. In consideration of the interrelated nature of the themes, I created a thematic map to
chart the patterns and emerging themes (Braun & Clarke, 2006). This was conducted with a
reflexive intention that research participants’ perspectives were represented as authentically as
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possible in their experience of ethical research engagement in data collection (Thorne, 2008).
With informed consent identified as an early theme, I delved deeper into the relational
ethics analysis to understand how consent was enacted as a relational process. As such, relational
engagement and research related harms were noted as later themes. Furthermore, following rereading and comparison of the codes and memos, themes of the physical environment as a space
for consent were identified. Following further analysis, subthemes included managing harms and
lapses in relational engagement.
However, with further discussion of the major themes with my supervisor and committee,
the major themes were revised into four main categories: power dynamics and consent processes
in data collection, the harms of research, how the harms of research were navigated and
mitigated, and lastly, participant recommendations on what ethical research could like.
Ethical Considerations/ Limitations of Study
In designing this study, a number of ethical considerations were made. First, I employed
guidelines and protocols from the Tri-Council Policy Statement (TCPS, 2014), following
completion of the TCPS 2 online course. My study application was reviewed and approved by
the Ethics Project advisory board for research. In a secondary analysis, this is particularly
significant, as the advisory board is comprised of members of the community who were engaged
in sex work and provided oversight on the Ethics Project study. In review of my study proposal,
they consented to the re-use of data for purposes beyond the original study, including sharing
data with people outside of the original study and ensuring study fit within the parameters of the
original study aims (Heaton, 2008). I also received ethics approval from UBC to conduct the
study. Further, to protect client confidentiality in conducting the data analysis, the data analyzed
was de-identified data, thus protecting client privacy.
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Rigour
This study sought to provide an ethical analysis on the experiences of PESW during data
collection in research. In conducting the research, I established methods to ensure rigour
throughout my research process. Rigour is established as a method to ensure trustworthiness of
the data and encompasses principles of credibility, transferability, dependability and
confirmability (Lincoln & Guba, 1985; Sandelowski, 1993). To address trustworthiness, my
sampling strategy involved identifying transcripts that had good data fit – demonstrating
relevance to my research question and maintaining close relevance to the original research
(Thorne, 2008). Additionally, the transcripts included were full of thick, rich description of the
phenomena of study (Heaton, 2008). Thus, these strategies supported confirmability and
dependability of the research. In addition to credibility, I focused on strategies such as reflexivity
to improve the trustworthiness of my analysis and thus, ensure the descriptions of participants’
experiences were as genuine as possible.
Reflexivity
In addressing the subjective nature of qualitative research, reflexivity has increasingly been
recognized as a critical activity in qualitative knowledge production (Berger, 2013). Reflexivity
is defined as a continuous, iterative practice of critical self-reflection, including the researchers’
positionality in acknowledgement that the self may impact the research process (Berger, 2013;
Guillemin & Gillam, 2004). Further, Guillemin & Gillam (2004) argue that reflexivity can be
used “for understanding both the nature of ethics in qualitative research and how ethical practice
in research can be achieved (p. 263, 2004).” Thus, as researchers in the qualitative tradition are
active in the process of constructing interpretations of knowledge, it is critical to reflect on how
the knowledge is both produced and generated (Guillemin & Gillam, 2004).
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To begin my process of reflexivity, including the active process of critical reflection of my
own positionality – my values, beliefs and biases and how they have impacted my research
process. My critical reflection began as I started my journey in developing my research question,
and throughout my research design process. I documented my reflections, reactions, and inquiry
into certain assumptions and positions on my research. I acknowledge that I have my own lens
and bias that require constant reflection and thoughtfulness in drawing forward themes and
patterns. For example, acknowledging my role as a nurse who has worked with PESW and my
current role as a researcher, and how those positions and experiences can influence my
interpretation and understanding of the data. Journaling and discussions with my supervisor were
spaces where I was able to actively reflect on how these orientations influenced my data analysis,
writing process and ongoing thinking. Another example includes deciding which excerpts to
include and exclude in the findings section, and what impact that may have on the interpretation
of the participants’ experience in research. Privileging narratives over others has implications on
what issues are prioritized and intertwines with my own values, beliefs and orientation (cite). As
a whole, these results add value to the limited knowledge available on the experiences of PESW
during research engagement, within an ethical context.
Representativeness
In conducting a qualitative secondary analysis, representativeness presents several
challenges. In this secondary data analysis, there is a risk of misrepresentation of the data. To
address the lack of representativeness, immersion in the data was critical, including close
reflection on how the data was analyzed and interpreted (Thorne, 2008). Additionally, I
frequently consulted with my supervisor, the principal investigator of the original study, on my
interpretation to facilitate my reflexivity and analysis. Critical reflection of how my own
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positionality impacted the research was pivotal to ensuring the research remains relevant to the
interests and perspectives of the original data sources (Thorne, 2008). However, I acknowledge
that as a person who did not collect the data, and who is not a part of the community of study,
there remains a risk of misrepresentation of the data.
Chapter Summary
This study sought to understand how PESW experienced data collection through a
relational ethics framework. With a qualitative secondary analysis research design, ethics in
practice were analyzed with a particular interest in how systems of power related to and
influenced participants’ ethical concerns and experiences in research. Analyzing rich participant
narratives, using a thematic analysis and relational ethics approach provided a descriptive and
interpretive approach to understand the major themes of participants. Ultimately, 15 interviews
with participants were sampled from the original Ethics Project data. The findings of this
analysis are articulated in Chapter Four.
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CHAPTER FOUR: FINDINGS
Introduction
In this section, I detail the study findings following the ethical analyses of PESW
experiences as research participants in data collection and consent processes. First, I describe the
participants and provide a general overview of the types of data collection that they have been
involved in. Then, I describe the context in which the research occurred. Afterwards, I present
four major interrelated themes concerning ethics and participants’ research experience. The first
is a theme of how power dynamics mediated participants’ experience of consent and methods
within data collection. The second theme was the experience of research related harms,
particularly, from a lack of shared knowledge and expectations regarding research participation.
The third theme is how participants navigated and mitigated the harms of research. In the last
theme, I illustrate participants’ recommendations for more ethical research. Within these themes
are illustrations of ethical concerns within the researcher – participant relationship, but also
encompassed in the broader context participants’ lives.
Participants
In this study, there were 15 data sources (i.e., transcripts) including 22 people’s
experiences as a research participant. Of the 22 participants, 19 identified as female, 1 as a trans
female, 1 as gender fluid, and 1 as male. The predominance of female participants is reflective of
my literature review, where FSW were the predominant sample of participants. Most of the
participants had significant experience with a wide variety of research and data collection
methods; however, the most common methods were qualitative interviews, surveys, and research
involving blood and/or tissue sample collection for HIV and sexually transmitted infection
testing.
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Participant Experiences of Data Collection: Consent and Methods
Participants described experiencing multiple ethical concerns during research engagement
including violations of consent, trust and respect. The harms they experienced in research
participation were harms perpetuated by power dynamics related to socio-structural conditions
such as gender, class and race. While participants described their experiences of research
engagement primarily in the context of the research-participant relationship, the larger social
context of both the researcher and participant shaped their interpersonal dynamics in research,
and thus, the ethical concerns brought forward in this data. Space and social environments also
contributed to oppressive relational contexts, perpetuating participant harms in research through
omissions in consent and power relations. In what follows, I illustrate the complexity of the
participants’ experiences and the interrelationship between the social context of their lives and
the inequitable relations of power situated within the research process.
Ethical issues pertaining to consent were reflected in the disconnect between what
participants experienced in research and what they initially agreed upon, with personal, intrusive
interview questions being the most common concern among the participants. A resounding issue
within the interviews was how surprised participants felt by the nature of the questions, sharing
they felt assumptions were made about what topics they might be comfortable discussing. The
following excerpts from two participants demonstrate for example, how they felt after being
asked about their experience of personal trauma:
“And how some of us are blaming ourselves for what happened and stuff. And there was a
lot of anger around those issues and… it was a really touchy subject because some of us
didn’t know how to handle the reaction that we’d be getting from these certain questions.”
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“Like with the testing thing, they didn’t explain… Well, and I’ve been diagnosed now for
almost 15 years, but they didn’t explain to me any of the reasons why they needed to know
how many partners I had been with, unprotected sex within a month. They didn’t explain
none of that to me.”
The common types of questions participants were asked reflected dominant ideologies of
sex workers as social deviants, victims, and lacking personal agency. Participants described
feeling unprepared for the types of interview questions asked, consistently describing the
questions as ‘invasive,’ ‘personal,’ or ‘intrusive.’
“I think questions are very triggering and intrusive; like asking people how much money
they’re making, what [sex work] are they doing for that money, that amount of money. It’s
sickening a little bit, and I don’t see, like after being on the other side of it and doing and
participating in the research with [name] I don’t see how those questions are very valid,
you know to their research”
Additional questions considered to be intrusive included: the types of sexual acts they engaged
in; if the types of sexual acts changed if they were high or were paid more; condom use; and
drug use.
“Okay. Well, how many blowjobs did you do today? And how many condoms did you
use? And out of those 10 blowjobs, how many of them spoofed in your mouth?”
Additionally, participants were often asked about their histories of violence, sexual and partner
abuse, sexual assault and work related violence. Participants frequently expressed not being
emotionally or mentally prepared for such interview questions as a direct result of not being fully
informed about the types of questions they were expected to answer prior to the onset of data
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collection. Participants found some interview questions irrelevant to the nature of the research,
and suggested the questions were asked because the participant was engaged in sex work.
“It was, and even sex they asked about how much sex people were having and if they were
having unprotected sex and it was like why would you, what does this have to do with
taking vitamins?”
Some participants found the questions reinforced prejudice towards PESWs, identifying they felt
they were treated differently from other social groups during the research process.
“It’s almost like this, yeah we’re sex workers but it’s like asking, go and take that question
and ask some very wealthy lady who lives in the West End, somewhere in North Van, ask
her that question and ask her how she feels; how offended and how holy cow how could
you ask that question?”
Omissions in informed consent on the potential harms of personal questions during data
collection contributed to mistrust, feelings of disrespect and were described as harmful.
Consequently, a number of ethical issues intersected in participants’ experiences of data
collection, including voluntariness; consent, autonomy and the overarching power dynamics,
which mediated their research engagement. Overall, participants felt researchers should have not
only informed participants of the risk of harm from the interview questions, but also have been
aware of the potential harmful impact on the participant, reflecting the larger social and
environmental conditions that impact PESW on a regular basis.
During data collection, participants shared experiences of direct consent violations that
contributed to re-traumatization, feelings of disrespect, and damage to trust. Participants
expressed feeling a lack of agency in these processes, often in economic situations where they
felt they needed the cash research incentive, and at times, expressed that they were unsure of
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their rights during research participation. In one example, a participant shared how the focus
group participants were not informed that they could leave the study at any time, violating
informed consent in the TCPS guidelines (2014).
“They didn’t leave us an option to say, okay, you can drop out at any time. You can
withdraw at any time. It was, once you say this, it’s being archived… and it really hit me
like a ton of bricks. I was, like, oh, my god…”
Nor was this participant aware of the nature of the questions to be asked in the research, which
had a significant impact once the research started.
“Well, I think that would have been a little bit more respectful on their part to kind of
prepare us better for what was coming. Not just say, oh, here’s some money. We’re going
to ask you some questions. It’s going to be short and sweet. That was all bullshit.”
Overall, issues of respect, concern for participant well-being and informed and ongoing consent
were key issues – with participants being considerably triggered by the questions, and some may
have felt as though they were required to stay in the research.
“I said, “Do you guys not realize you’ve just opened a new can of worms for these
participants?” And they’re, like, “Oh, well, we’ve been to other places and it didn’t seem to
affect anybody like this.” And I’m, like, “Well, come on, how can you sit there and say
that?” I said, “You guys are dealing with street people. How can you sit there and say it
didn’t affect any of them the way it affected us?” Because if it affects us like this, then
there’s got to be others that were affected the same way but didn’t want to show it.”
This participant drew attention to the interplay of the socio-economic status of the group, the
social locations of participants and the potential vulnerability of participants as being streetinvolved. The participant also highlighted how silence does not necessarily reflect a lack of harm
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for participants – but may have been missed by the researchers. The participant also alluded to
the shame produced by bringing forward traumatic experiences and the impact on participant
welfare. Without explicit and ongoing consent processes, participants’ expressed a belief that
researchers downplayed the significance of the everyday exposure to violence, stigma and
discrimination participants experienced.
Poverty was an important aspect of voluntariness and ultimately consent for research
participation. Participants expressed feeling internal and external pressures to engage with
research in which they may not otherwise participate exacerbating the potential for undue
influence. For example, some participants shared how their economic need (external pressure)
trumped their self-protection from research harms (internal pressure). Several participants
shared participating in research primarily to obtain the research incentive. As one participant
expressed: “I was just thinking about the ten bucks. I didn’t even care.”
Cash incentives also played out in the amount of information participants’ received about
expectations for research participation. A number of participants shared “being told to come in
for a few bucks and a quick interview.” At times, participants were later asked to be involved in
in-depth research, with having little time to ask questions and truly understand and prepare for
the research. Some participants remarked not remembering their engagement, not being sure of
the research purpose, or of the possible risks of the research. This resulted in feelings of
confusion, distress and at times, harm related to participation. This was a particularly important
issue for participants who were street-involved and experiencing multiple and competing
demands for survival.
In some instances, participants relied on relationships and trust with not-for-profit sex
worker support service agencies to gauge whether or not the research was safe or worthwhile.
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Participants described learning about research by engaging with a sex worker space (i.e, agency)
to participate in a study. This sometimes backfired however in that participants were told the
study would be good for them (i.e., they would receive money) and enrolled without really
knowing what the study was about. They ended up participating without a clear sense of what
they were doing, thereby negating a fully informed consent process. Consequently, social
environments and trust were important factors for participants in deciding to participate in
research.
Participants who were street-involved frequently discussed the socio-structural conditions
that were external to their research participation including homelessness or being under-housed,
mental health and substance use, interpersonal and structural violence, transitions from recovery
centres or jail, and experiences with acute and chronic illness. Research engagement was often
focused on income generation in exchange for the participants’ story. Thus, some street-involved
participants described exchanging significant amounts of personal information without adequate
informed consent regarding the nature of the study, how the data would be used, or the required
supports to cope with the potential harms of engagement. Participant voluntariness was notably
compromised by the social locations of participants and the urgent nature of their poverty was a
key determinant in decision-making. As a whole, the context of participants’ lives is integral to
their involvement in research, their decision-making, and welfare.
In addition to the socio-structural conditions mentioned above, social and physical
environments were ethical spaces mediating relational engagement. Consent and respect were
negotiated in the context of the actual methods for data collection and the social milieu where
data collection occurred. For example, participants shared feeling respected when given the
opportunity to choose the interview location. In being given greater control over their physical
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environment, participants felt seen for their value of privacy and confidentiality, as well as,
personal safety.
“Okay, with [name], yeah. With [name], it was always choice. She’d come right to your
home. I don’t know if she’s allowed to do that anymore, but she would always give me the
choice. I could go meet her any place in the city and she would come. For me, I’m most
comfortable in my home, and if interviewer or surveyor is allowed to come to my home,
then I’d sooner have them come to my home because I’m in my comfortable zone.”
In a broader social context, the home also provides safety and confidentiality from the larger
criminalized and stigmatized social environment for PESW. When researchers prioritized the
participants’ choice, they supported agency, and facilitated safer engagement in research. At
home, participants shared feeling in charge of their own space.
Fears of compromised confidentiality and privacy by being outed were amplified by
research contact in public spaces. Participants were interviewed on the street, in shelters, in tent
encampments, and in cafes. In one example, a participant described the shame and fear
associated with being exposed during an interview in a café:
“I was waiting for her to be done and we were meeting at a coffee shop that she’s meeting
other women there and she’s asking these women questions about sex work and the
woman’s got her head down and she’s just like yeah and she’s got her sunglasses on and
she’s got her head down. She’s not even looking at her or anybody. Then when she finally
gets up she looks around and everyone in the coffee shop was looking at her. When she
got up and looked at everybody finally everyone looks at her at that point with their
judgmental, moral eyes. ”
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The social dynamics interplayed with the lack of privacy, feelings of shame, impacted
participants’ abilities to suggest a private space or cease the interview. While participants may
agree to meet in a public space, ethical concerns remain for the consequences of violating
participant privacy and confidentiality.
The intersections of public vulnerability, precarious housing, incentives, substance use, and
the participants’ experiences of being street-involved contributed to a lack of voluntariness in
research engagement. People who had lived in tents during a time of intense media coverage
about homelessness and tents as a source of housing recounted stories of being approached with
incentives to engage in research or media interviews with no sense of what they were actually
participating in. The publicized nature of tents and/or other living spaces raised the visibility of
the participant and thus, compromised their privacy and safety and contributed to a sense of
being on display. Yet the participants’ need for the incentives trumped their privacy and
discomfort. Ultimately, participants who were street involved raised numerous ethical concerns
for research participation, with complex layers of structural and social conditions mediating their
research involvement
Harms of Research Engagement
As a result of research engagement, participants expressed experiencing multiple ethical
violations within respect for personhood, consent in terms of the research process and within the
relationship, and in denial of participants’ opportunities to participate in decision-making in data
collection processes. As a result, the harms within research perpetuated oppressive circumstances
within the relationship. Participant experienced harms through ethical violations of their
confidentiality, privacy and safety – resulting in triggering experiences, feelings of shame, and a
loss of trust.
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In response to feeling re-traumatized by interview questions, participants described
themselves as bring ‘triggered,’ dissociating, feeling depressed and isolating themselves.
‘Triggered’ refers to eliciting a negative emotional response, which is often paired with
flashbacks, sadness, panic and in many cases, physical manifestations such as shaking, fainting
and fatigue (Friedman, Keane & Resick, 2014). The symptoms and severity can vary – but this
experience is common in survivors of trauma – however, people do not need to experience
trauma to be triggered (Friedman, Keane & Resick, 2014).
“It was more wicked questions and questions you wouldn’t want to answer. Taking it
home and no one to talk about after, because it brings back all the memories.”
In response to interview questions, participants conveyed triggering experiences during data
collection as a mental and physical phenomenon. As one participant shared,
“The questions were so triggering and harsh that afterwards I needed the money. Even
now just thinking about it and talking about it I’m getting a sensation a little bit.”
In addition to the emotional experience and labour involved in being re-traumatized, participants
described bodily responses as: feeling tingles throughout their limbs, heart pounding sensations,
dissociating from their body, feeling faint, and “sobbing uncontrollably.” A participant within a
focus group for example, described members being triggered collectively, with the research
“opening old wounds.”
“A lot of the participants, by the middle of it, they were crying, because it touched a nerve
that hasn’t been touched in so many years, that some may have thought they had forgotten
about up until that point in time. You know, and then all of a sudden it’s, like, okay, here’s
a scab, let’s rip it off and start it all over again. That’s not fair to anybody.”
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The visceral language used to describe the triggering experience is indicative of the depth of the
trauma and pain invoked during data collection.
Following research engagement, participants described being left to manage their trauma
on their own, whether without emotional support or formal counseling resources. Some
participants felt there was little concern by researchers for their overall welfare. Numerous
participants recognized their own histories of trauma and clearly articulated the need for mental
health supports during research engagement. Several participants shared having mental health
issues, and that the research exacerbated their symptoms. As a result of their poor experiences,
participants shared disengaging from research, or being more discerning in their future research
participation.
In experiencing harms during research, participants expressed feeling “stressed out”,
“hurt”, “violated”, “humiliated”, and “betrayed” following data collection. These descriptors
reflect participants feeling a violation of their relationship with the researcher, including a lack of
compassion and sensitivity to their well-being. As one of the participants described:
“I also notice an insensitivity to the questions that are asked. And I’m not talking
everyone, right. I’m just talking the negative things that I have experienced, which
unfortunately have sort of dominated it right.”
Additionally, participants discussed accepting a degree of vulnerability in research engagement;
however, it was important that their feelings and daily realities were not minimized in
participation.
“I know now why they need to know, but had they explained it, maybe I could have
answered their questions more specifically instead of just wanting to get the questionnaire
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part over and done with and get the hell out of there. Because it’s hard enough… And this
is totally irrelevant to what we’re discussing now, it’s hard enough to take in the fact that I
just found out I’m positive and then I got to deal with all these humiliating kind of
questions, you know what I’m saying?”
Considering the broader context of participants’ lives, these violations were deeply felt.
Research engagement was described as something happening to them, rather than a reciprocal,
engaged relational process. Some participants described this power dynamic as feeling
extractive, where they felt a part of them was taken, with little benefit in return.
“That should be like… Way heads up, because a lot of research… I’m not discriminating
or whatever. You’re just doing this research on us. You don’t first-hand know what it’s
like to be a sex trade worker on the street, in-house, you know? So you don’t know what
kind of stuff, feelings and emotions you’re inflicting on us by asking us these questions.
Do you know [what]I mean? Do you understand?... “You’re just textbook. We are the
book.”
Participants illustrated the impact of power dynamics inherent in research being conducted on
them – rather than with them. To mediate the power imbalances, participants emphasized being
recognized and respected for their experience, resilience and contributions to the research
community.
In another example of harms, participants’ described clinical and cubicle spaces as sterile
and uncomfortable for interviews. Participants shared feeling as outsiders in the sterile spaces,
where power differentials between the researcher and participant were amplified. In contrast,
some participants described feeling comfortable being interviewed in not-for-profit sex worker
support agencies; however, some spaces were critiqued for lacking privacy and confidentiality as
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a result of interviews being conducted in shared spaces as reflected in the following excerpt:
“There was no confidential space to talk in; it made it a huge issue for me.”
While the use of community agencies facilitated greater access to participants by
researchers and helped participants learn about research opportunities, some participants felt they
over-shared when a trusted community member was present in the interview. Thus, being
interviewed in participant based locations provided both a sense of safety through leveling power
dynamics, but also presented risk for participants in how it affected their sense of agency,
confidentiality, privacy and safety.
Navigation and Mitigation of Research Harms
Participants expressed a variety of approaches to navigating and mitigating the harms of
research. Some participants self-advocated by informing the researcher of the harmful questions,
whereas others removed themselves either emotionally or physically from the context in order to
cope with their feelings. Moreover, participants demonstrated skillfulness in learning from past
experiences and requesting more information up front prior to consenting to research
participation, for example, during an interview one participant shared: “That’s why I asked you
[for more information]. I don’t feel like crying today.”
In managing their emotions, some participants expressed suppressing their own feelings
to maintain the researchers comfort, prioritizing the researchers’ needs over the participants’. In
addition, some participants responded in what they thought the researcher wanted to hear,
adjusting their responses to quickly end the interview. In some circumstances when participants
attempted to address disrespectful behavior by the research team, they were met with resistance.
This resistance was described as a lack of presence and emotional attunement, or outright
dismissal of the participant’s concerns. These experiences were underscored by the existing
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power dynamics and broader social context, shaping how participants perceived their feedback
would be received:
“The first research I have ever been through is about using and whatnot, and I just felt like
the lady had no, she wasn’t really listening to the words that were coming out my mouth
and she was texting on her cellphone. It seemed like she wasn’t listening …She asked me
to turn off my cell or mute it or whatever, and she kept interrupting me and she’s like oh
this is very important. I’m like well you’re here to talk to people that are on the streets and
whatnot. Is my input, the questions you’re asking, does that not matter?”
In another case, a participant overheard a researcher talking behind her back with an employee,
compromising mutual respect through a lack of confidentiality and trust. However, the
participant felt nothing would be done if she complained, so she disengaged from the research
project, impacting her trust with future research studies. At times, participants described
instances of internalizing the relational slight, and feeling undervalued, that their contribution did
not matter.
Participants also described feeling afraid of consequences of self- advocating or not
knowing if there were mechanisms in place for complaints. To highlight the difficulties
participants experienced in navigating power in their relational dynamic with a researcher one
participant described a scenario of over sharing personal details. Initially, the participant felt very
comfortable with the researcher and in hindsight, attributed their comfort to over-sharing. When
they asked to retract specific data, the researcher declined, citing that the participant consented to
giving this data for the book purposes and “knew what she was getting into.” In order to
successfully have the data retracted, the participant required significant personal ability, self-trust
and confidence. However, the researcher resisted, using their power and privilege, to challenge
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the participants request; as they felt they did their due diligence in gaining the participants
informed consent. This extended to the participants request to have the writing shared with the
participant, which was perceived as a challenge.
Mirroring other examples, the personal interests of the researcher overshadowed the
participants’ emotional and personal integrity and potentially, the safety and well-being of the
participant. While the researcher may have clearly articulated how the data was to be used and
owned in advance, this interaction highlights how informed consent can be insufficient in
supporting research participants to fully understand the implications of research and the power
dynamics intertwined in their research engagement.
In addition to navigating the relational landscape of their research engagement,
participants utilized a variety of strategies to cope with being triggered by interview questions.
One approach was disengagement, which included leaving the interview, dissociation, or passing
on particular questions or increasing the brevity of their responses to complete the interview as
quickly as possible.
“I went and they paid me $150 for a two hour long session... I walked out an hour and a
half into it because I just couldn't handle the questioning anymore.”
In some circumstances, participants attended the interview intoxicated, which functioned as a
buffer to the personal nature of the questions. Several participants discussed needing
psychoactive substances following interviews in order to manage the activation of deep
emotional pain and distress. Moreover, using substances interplayed with how participants
negotiated the harms of research, where they acknowledged they were willing to share difficult
experiences and potentially be triggered in order to obtain the much-needed incentives.
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In other cases, participants utilized internal and external resources to manage the impact
of research engagement. During one focus group, participants relied on each other for support,
providing safe touch and active listening to support each other. The active sharing of each other’s
pain was critical to processing their experience. Several participants shared spending several
days alone in their own space, isolating from others in order to recuperate. Participants also
utilized grounding techniques, engaged with friends, or a counselor provided in the study.
“You got to try and re-ground yourself and that’s what I have to do after I’m done here.”
In order to be safe for support, participants required counselors to be trustworthy and understand
the unique realities of sex work, or were able to engage in a culturally safe manner. Thus,
research participation involves significant emotional preparation, personal and social resources,
for participants to feel safe and be able to sufficiently cope with emotional expenditure.
For a few research participants, past negative research experiences socialized them to
inquire further about the potential harms and benefits. Thus, suggesting that under different
circumstances, and in past experiences, the participants would have engaged in research with less
discernment. In contrast, other participants shared that the incentive was not worth invoking past
traumas or that they were unable to cope if they did engage with the research. However, a few
participants managed engagement by leaving the research as soon as they received the incentive.
As a whole, participants demonstrated varying levels of agency when navigating the harms and
challenges within in data collection and in the research-participant relationship.
Participant Recommendations for Ethical Data Collection
Many participants shared recommendations on how to improve data collection and
consent processes with the aim of preventing harm and improving the research experience of
participants. The participants frequently voiced how the context of their lives impacted their
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research engagement, especially their experiences of trauma and day-to-day street involvement.
The priority recommendation was to increase transparency to improve informed and ongoing
consent, and thus reduce the potential harms of data collection. Suggestions included using plain
language and facilitating longer informed consent sessions, or having a couple of visits to discuss
the research. As one participant shared:
“But I think right at the get go, if you’re going a survey on that kind of stuff, you should
make the participant well aware. Like “I’m going to be asking you some very graphic
questions, and they may be triggering or traumatizing, and you need to know this right up
front. Don’t just throw it out at me halfway through the interview. You’re going to
traumatize me and bring back all these bad memories.”
Having a transparent and more comprehensive explanation was described as facilitating a better
understanding of the rationale behind the interview question selection, including the value added
to their community well-being. Participants shared that having a longer and detailed informed
consent session, provides a space of comfort and trust, and also demonstrates respect through
ensuring the client’s choice and safety. Another strategy was improving the frequency of checkins; as a check-in provides an opportunity for genuine feedback and support, validating the
participant’s time, emotions, and expertise in the research topic. A check-in would also facilitate
opportunities for renegotiating consent, an imperative in research engagement. As one
participant shared, asking: “Well, what did you think about that? How did it affect you?”
following an interview provides space for ethical engagement.
Through having more time and a safe space to ask questions, one participant saw the
consent process as a place to also provide education to the researchers, to understand who they
are and what has shaped their interest in sex work research. Through an understanding of the
57

researcher’s personhood, the participant felt more at ease in participation – cultivating respect
and thus, building a relationship. As well articulated here:
“Probably what I’ve sort of mentioned before and how I tend to do it now, which is get a
lot of information from them, ask them about their advisory, like how that’s working, how
the questions were picked, and why they’re doing the research? Why are they doing this
particular research? Because some research benefits our community more than others.
Some research, as you know, can be shaped in different ways as well, which is important to
recognize I think too. That’s what I would say… with that answer, would be… just finding
out more information from them in that exchange, try to also educate in a way, which is not
usually what research participants would do.”
As a whole, these recommendations focus on not only having knowledge and comprehension of
the research study, but also attending to the relationship and personhood of the research
participants.
Another recommendation was for PESW to be engaged throughout the research process
to improve the safety, relevance and quality of research. One participant shared that they were
more likely to participate in research knowing that PESW were part of the development of
interview questions, as they trust that the research question would be less triggering, as they have
insider knowledge. Participants recognized the value of their insider knowledge and how their
contributions are integral to developing meaningful research.
Many participants identified the need for mental health support due to the triggering
nature of the questions, to prevent and ameliorate harms. Some participants suggested having
counselors, psychologists and/or elders to be available for support. Debriefing was considered an
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important strategy and participants noted that researchers could help participants debrief after
interviews or surveys. As one participant noted:
“So you make sure that you have a back-up when you’re done and to debrief and then
smudge. Go home and light a candle and that can make you feel relaxed… Yeah, and
really try to ground yourself after.”
Activities such as having a person to walk them to the bus, providing coffee and food, and
having private spaces for research were also concrete actions reported to demonstrate relational
engagement. Additionally, participants’ noted that people doing data collection need to attend to
the individual in the moment and not ignore the discomfort felt in the relational space between
the participant and researcher. Participants described attending to the individual and the
relationship between the researcher and participant as being present.
Participants highlighted the value of acknowledging discomfort in the moment and
attuning to communication basics of eye contact, body language, social support and active
listening. “Be mindful of the person. Look at them, be mindful of their body language,” were
shared as methods to address perceived stigma and judgment within the interviews. Additional
suggestions focused on participant safety such as having familiar outreach workers present,
providing crisis line phone numbers, follow up calls post research, and the creation of a safety
plans for triggered participants.
However, underlying this engagement is the moral impetus to truly understand the lived
realities of the participants, to be present in their pain, and to be active in addressing the power
dynamics present in their research engagement, and daily lives. It is integral that researchers are
emotionally and mentally engaged to be well prepared in their interviews to ensure participant
dignity is upheld and even further, the greater community benefits from research engagement.
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Chapter Summary
Participants described multiple ethical concerns shaped by structural and interpersonal
power dynamics in their research engagement. Participants illustrated how power dynamics were
inherent in their navigation of interrelated ethical issues of problematic consent and
voluntariness, in expressing numerous violations of respectful engagement. Furthermore,
participants’ stories within the research context demonstrated how, at times, their research
engagement reproduced oppressive social and structural conditions, contributing to personal
harms. Moreover, participants were impacted by research harms on physical and emotional
levels, particularly for street-involved participants – where the impact of structural oppressions
mediated their research engagement, raising significant ethical concerns. Participants’
demonstrated agency and skillfulness in navigating and mediating the research related harms, by
sharing the nuances of their decision-making in how and what their participation looked like.
Further, participants shared numerous recommendations on what ethical research could look like
in practice. Ultimately, participants requested greater psychological and social support, and
shared knowledge regarding research expectations and ongoing respect from researchers,
honoring the wealth of knowledge and experience they bring to research participation.
In the next chapter, I situate my findings in the context of current research on the ethical
dimensions of PESW in research. This includes discussing the contributions of my thesis
research, the significance of the findings, and comment on the strengths and limitations of my
research. I then describe my recommendations for further research, practice and education.

60

CHAPTER FIVE: DISCUSSION
Introduction
In this chapter, I discuss the findings of this study that undertook an ethical analysis of
PESW experiences of data collection in research. The primary aim of the research was to
examine how participants’ experienced data collection and consent processes to unpack the
ethical dimensions of their research engagement. During data analysis I utilized the TCPS and a
relational ethics framework to analyze participants’ experiences of data collection, while
situating their ethical concerns in a broader socio-structural and relational context. In this
chapter, I summarize the key findings shared in Chapter Four. Following this, I discuss the key
contributions of the study’s findings situated within the current literature. Finally, I conclude the
chapter with recommendations for future research, education and practice.
Summary of Key Findings
This study analyzed the ethical context of PESW experiences as research participants during
data collection and consent processes. Research participants articulated research engagement as
fraught with ethical concerns and harms, which were amplified and mediated by complex layers
of socio-structural conditions such as poverty, stigma and discrimination. Analysis of
participants’ narratives demonstrated how power differentials between by researchers with
participants perpetuated oppressive socio-structural harms, including stigma and discrimination.
Within the structural and relational contexts, ethical violations of privacy, consent, voluntariness,
justice and respect were described throughout participants’ engagement with research.
Participants demonstrated agency and strength through how they navigated and managed the
harms within their larger social context. Finally, participants shared important recommendations
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for improving the application of research ethics, involvement of PESW in research, and what
ethical research could look like.
In building upon PBE, the use of relational ethics as an analytical framework informed
my understanding of how ethics were enacted within broader social-structural relations of power
(Sherwin, 1998). PBE emphasizes ethical principles such as concern for welfare and respect for
persons, which reference relational concerns, which are often conceptualized as individual
concerns. In contrast, relational ethics situates our understanding of ethics within the research
relationship itself and the broader community, acknowledging that ethics are shaped and
mediated by relationships and social environments (Sherwin, 1992; TCPS, 2014). Relational
ethics provided a theoretical background to understand how these conditions shape participant
and researcher engagement, specifically with enacting power, expressing choice and agency. As
a whole, this theoretical framework was integral to providing a nuanced view of ethics in
participant engagement in research.
Contributions to the Literature
The study findings illustrated that much of the harms reported by participants’ in research
were preventable. Harms included a lack of voluntariness during consent processes, shame and
re-traumatization during the interview process (with participants being provided minimal support
during and after research engagement), participants' emotional disengagement and distancing
from the researchers as a way to protect themselves from re-traumatization, and violations of
privacy and confidentiality. Further, the harms experienced by participants were reinforced by
oppressive social and structural harms such as stigma and discrimination. These findings build
on recent literature exploring PESW experiences of research, where participants shared
discomfort with interview questions regarding sexual health practices (Bell & Salmon, 2011;
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Urada & Simmons, 2014). However, this research adds depth to our understanding of what types
of questions are harmful and how they impact participant welfare. Recent literature has shared
participants reporting experiences of stigma and exclusion in research participation (Bell &
Salmon, 2011; Bowen & O’Doherty, 2014). PESW and researchers have also identified privacy
and confidentiality as a significant ethical concern, especially regarding risk and the impact of
being outed (Bungay & Guta, 2018; Goldenberg et al., 2015; Sinha, 2017). Conversely, no
literature has reported the depth of ethical concerns in research participation for PESW. As a
whole, the harms experienced by participants in this research identify a need for further research
to understand this gap in ethical practice in research.
Ultimately, these harms occurring through research and identified in this study are
unacceptable in the context of research. Researchers have an ethical responsibility to attend to
the welfare and dignity of participants, expanding the often individualistic perspective of ethics
in practice to a systems view analyzing how power impacts the conditions of their research and
thus, participant well-being (Bergum & Dossetor, 2005; Sherwin, 1998; TCPS, 2014). In doing
so, researchers can work towards addressing oppressive conditions tied to social, legal and
economic contexts which impact participant livelihood (Sherwin, 1998; TCPS, 2014). As noted
in the TCPS (2014), researchers require knowledge of the communities they are investigating
and are encouraged to meet with them in advance of conducting research. In meeting,
communities can share their ideas for research, give feedback on research ideas, and is one
approach for researchers to demonstrate respect to the communities of interest. Further, through
consultation, communities can identify harmful discourse, language and give feedback on what
research methods have and have not worked in the past (Bowen & O’Doherty, 2014). In the
absence of this work, researchers risk perpetuating harmful ideologies and stereotypes regarding
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PESW as victims, deviants, or vectors of disease, which have significant influence on current
policy and research (Bowen & O’Doherty, 2014).
Community-based research and participatory action research are methods that have been
used to address power relations in research with PESW (Bungay et al., 2012, Bowen &
O’Doherty, 2014). Bowen and O’Doherty (2014) reported on the use of PAR with PESW as a
‘politic act’ and strategy to reduce power relations in research. Methods included employing
PESW in leadership positions and research roles throughout research design. Bowen and
O’Doherty (2014) described the intentional employment and involvement of PESW as a means
to improving the quality of knowledge production regarding PESW, challenging the dominant
discourse on sex workers as victims and deviants. Academic literature has been critiqued for
reinforcing these narratives, harmfully influencing social policy and the associated resources
made available to PESW (Bungay et al. 2016; Bowen & O’Doherty, 2014; Sanders, 2007;
Woffers, 2004). These suggestions echo participant recommendations to for greater inclusion of
PESW in research design, with the intention of reducing harmful questions and increasing the
relevance of the research. Further, participants’ experiences of power differentials in research
participation contributing to ethical violations in practice represent a need for research methods
and practice that decrease oppressive practices. To prevent further harms, researchers have an
obligation to attend to the context of participants and their community context in consideration of
research ethics.
The harms involved in PESW's research participation reflect a perpetuation of ideologies
of deviance in how the research is conducted with participants. Narratives of deviance, which
suggests moral culpability for their engagement in sex work (Scambler & Paoli, 2008) result in
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PESW being disrespected and treated as disposable, yet their sexual activities and traumas are
deemed appropriate for public consumption. For example, omissions in relational engagement
manifested in patterns of inquiry without appropriate informed consent for participants.
Participants shared feeling humiliated and disrespected in many of their research encounters
where they were asked questions about their sex work or trauma, without their consent or the
appropriate supports in place. These examples add to our understanding of how ideologies of
deviance reflect structurally embedded stigma and discrimination towards PESW in the research
context (Bowen & Bungay, 2015; Sanders & Campbell, 2007). In response to this treatment,
participants have reported answering interview questions with what they thought researchers
wanted to hear (Agustin, 2004; Sinha, 2017), or expressed feeling used by researchers for their
knowledge or treated like “guinea pigs” (Salmon & Bell, 2011, p.7). This research reinforces
participants’ concerns with how their experiences as sex workers are constructed in the literature,
particularly with a discourse of victimization (Jeffreys, 2009; Bowen & O’Doherty, 2014). As
the discourse of deviance and victimhood is widely entrenched, further knowledge is needed to
understand how to challenge this dominant discourse in research practice and ensure PESW are
treated with dignity and humanity.
Recommendations
Research
Study participants experienced multiple ethical violations throughout the course of their
participation in research. To date, little research exists investigating PESW research
participation, and thereby, there is minimal research investigating effective methods to support
ethical research practice with PESW. To address this gap, future research could explore PESW
experiences in research in different Canadian communities. Additionally, intervention based
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studies exploring the efficacy of advanced ethics education or trauma informed practice
education for researchers could benefit our understanding of effective supports. As there is
limited research utilizing a relational ethics lens, future research investigating these topics would
benefit from a structural lens to incorporate an analysis of power relations.
To prevent further harms to research participants, stakeholder engagement – that is,
engagement of PESW and related not for profit community agencies, throughout the research
process is crucial to preventing and understanding potential ethical concerns and research harms.
Involvement of stakeholders can highlight areas of research where stigma and prejudice have
influenced assumptions regarding PESW, and how the harms of research in relation to PESW
have been conceptualized (Bowen & O’Doherty, 2014; Sanders, 2006; Sanders & Campbell,
2007). In the findings, participants highlighted the importance of community consultation as a
means to increase ethical research and improve the quality of their experience as participants. In
taking up a relational ethics stance, strategies that aim to address power relations in research
include engaging with PESW from the beginning of research. In establishing early involvement,
PESW can inform research priorities, how the community would like to be involved, support
rapport building with community members and provide a space for capacity building. The hiring
of PESW in research positions, alongside education and training is another strategy to share
power, improve the quality of research data, and challenge harmful discourse in research and
policy (Bowen & O’Doherty, 2014; Sherwin, 1998; Sherwin & Winsby, 2011; SPACES Team,
2016). Importantly, community consultation is also a space where language and respectful
questions in research can be addressed, together with increasing the relevance and safety of
research.
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Practice
Further attention needs to be paid to increasing reflexivity of the researcher, such as
opportunities for reflection and feedback during research. Reflexivity is considered a core
process of qualitative research – however, more is needed to understand what the impact of
reflexivity as a research team is collectively (Tilley, 2016). Further, in research, areas to focus
reflexivity can extend to considerations on research purpose, biases, language, fears and
judgment (Tilley, 2016). How researchers conceptualize and operationalize vulnerability, risk
and deviance in relation to sex work also requires attention in practice.
Omissions in relational engagement in this study emphasize the need for greater
emotional attunement between researchers and participants. Attunement involves aspects of
respect, presence, and concern for the welfare of the participant demonstrated through check-ins,
follow-up, and appropriate resourcing in the research setting (Bergum & Dossetor, 2005; Tilley,
2016). This could be enacted in practice through scheduled or regular intervals for check-ins
with participants to discuss research engagement. Through applying these strategies, there is also
is the opportunity for authentic engagement and fulsome ongoing consent. Optimal conditions
for feedback include research members being open to learning, having established trust and
respect with participants, and working from an anti-oppression framework (Bergum & Dossetor,
2005; Sherwin, 1992; Sherwin, 1998; Tilley, 2016). This also includes recognition that
participant in research can require significant emotional capacity and strength, especially in
sharing personal information. Acknowledging researchers’ place of privilege and power and
working towards decreasing the power differential can create a space for authentic engagement
and safety for participants (Sherwin, 1992; Sherwin, 1998; Tilley, 2016).
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In addition to reflexive practice and emotional engagement, more resources are needed to
support participants’ mental health and well-being during and following research engagement.
Participants spoke of numerous occasions where they were re-traumatized during data collection
and were left to cope with their trauma on their own, or the support provided was not adequate
for the severity of their experience. Participants shared rushing through the research,
dissociating, passing on questions, and some participants chose not to return to continue
participating in the study. Some participants recommended having cultural and spirituallyrelevant supports in place, including a counsellor and/or elder available as needed during
interviews, with access following interviews. Additionally, REB and research institutions have
an important role supporting researchers in making considerations for the inclusion of mental
health supports when developing their research design.
The factors mentioned above could contribute to the quality of research provided and
raises questions about the value of the research to the greater community. The study findings also
suggest that feedback mechanisms may be inadequate during the research process, as many
participants did not share with the research team when they were triggered. While participants
demonstrated resiliency and skilfulness in navigating their experiences, these harms are
preventable. If harms do occur, supports should be provided through the research team.
More work is needed to facilitate understanding of the nuances of vulnerability of PESW
in the larger context of social, legal and economic contexts and how that relates to research
ethics. Additionally, as we don’t know why these lapses in ethical practice occurred, more
research is needed to understand the gaps in research ethics in practice in research conducted on
and with PESW. Furthermore, these research findings reflect the need for the concept of
participant vulnerability as a spectrum of considerations, rather than a binary concept of risk and
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harm (Sanders & Campbell, 2007; Bowen & Bungay, 2015).
Notions of procedural and ongoing consent need to be examined in practice. While the
TCPS (2014) defines consent as “free, voluntary, and ongoing” – in practice, consent appeared to
happen once and was over once the participant agreed to participate. Further concepts of
autonomy and consent need to be expanded to incorporate a relational ethics lens, to reflect how
systems of power impact individual experiences of ethics and participants ability to express
agency and choice (Sherwin, 1992; Sherwin, 1998; Sherwin & Winsby, 2012). Within the
researcher- participant relationship, consent needs to be explicit, ongoing and continuously
negotiated. Further examination of how consent is enacted in practice in research is needed to
understand where the gaps in practice are occurring and how to address the gaps.
Education
Trauma and violence informed care (TVIC) is an approach to safely working with people
who have experienced trauma and structural violence, acknowledging the impact of trauma on
their health (Browne et al., 2012; Levine, 2016). Through training of research staff, there is an
opportunity to improve relational engagement and reduce re-traumatization with participants,
and thus, preventing harm. TVIC can improve safety in relational engagement, through
preventing re-traumatization and supporting participants through recognizing their own physical
and mental responses for trauma. Additionally, this training supports self-awareness for vicarious
trauma and personal trauma responses, as it focuses on self-regulation of emotional responses.
As participants shared frequent experiences of re-traumatization, TVIC training for researchers
could be a valuable and effective strategy to prevent future harm.
Relatedly, education for researchers on power and privilege is an approach that could be
used to reflect on power relations in research practice. While the TCPS provides ethical guidance
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on protecting human subjects, facilitated training on examining relations of power and privilege
can provide a space for researchers to analyze and reflect on their own social location and
privileges and how they mediate their relationships and engagement with participants (Wood &
McActeer, 2017). Training on power and privilege focuses on how systems of power impact
different communities as well as impacts on the individual, while providing a reflective space for
a person to analyze their social location, their values, and how their privilege manifests in their
daily interactions. With reflection, engaged learners can become attuned to how their power and
privilege manifest in their interactions with participants, and think about what they can do
to actively mediate power in their interactions. As power plays a significant role in ethical
practice, this training could support skill development in navigating ethical issues as they arise.
Furthermore, it can develop researchers skillfulness in working with communities who
experience varying levels and intersecting forms of oppression.
Limitations
This study has a number of limitations related to the research design. First, this study uses
secondary data analysis; there were not primary interviews conducted with participants.
Secondly, this analysis is based on a small sample across multiple settings. However, qualitative
studies often include small sizes, with the intention of discovering the richness and nuances of
participants’ experiences. Moreover, the type of design used in this analysis is impacted by
sample bias; however, the sample reflects current research with a predominance of streetinvolved, female, urban participants engaged in sex work. Additionally, participants who have
more research experience or positive research experiences may have been more motivated to
participate.
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Conclusion
This study brings to light a number of ethical concerns regarding PESW experience of
research engagement in data collection. While this study includes a small number of participants,
the study addresses gaps in our understandings of how participants experience research, how
they navigate and manage harms in research, and showcases how participants have insight and
skillfulness in understanding ethical issues in research engagement. Many of the ethical issues
participants experienced could have been prevented through following ethical guidelines,
including recommendations focused on community engagement, consultation which are rooted
in PAR and CBR methods, and focused on preventing unintended harms to communities who
experience structural and social oppressions.
Furthermore, this study raises questions about how stereotypes regarding PESW
influence research design and ethical concerns in research, highlighting a need for changes in
how vulnerability, victimization and agency are conceptualized at the structural level of research
design and a need for greater involvement of PESW at all levels of research design and
knowledge production related to sex work.
Lastly, but importantly, PESW can experience significant violence, trauma and mental
health conditions – yet, little resources are available to support their mental health. From a
system perspective, there are opportunities to integrate training for researchers on traumainformed practice and power and privilege to reduce ethical violations in research practice.
Additional mental health supports for PESW when participating in research is an important
consideration. To demonstrate concern for welfare in research, researchers and REBs should
consider the provision of such supports prior to engaging with PESW as participants.

71

References
Agustín, L. M. (2004). Alternate ethics, or: Telling lies to researchers. Research for Sex Work,
7(June), 6-7.
Allman, D., Ditmore, M. H., & Kaplan, K. (2014). Improving ethical and participatory practice
for marginalized populations in biomedical HIV prevention trials: Lessons from Thailand.
PLoS One, 9(6) doi:10.1371/journal.pone.0100058
Andrighetti, H. J., Semaka, A., & Austin, J. C. (2017). Women's experiences of participating in a
prospective, longitudinal postpartum depression study: Insights for perinatal mental health
researchers. Archives of Women's Mental Health, 20(4), 547-559. doi:10.1007/s00737-0170744-7
Baylis, F., Kenny, N. P., & Sherwin, S. (2008). A relational account of public health
ethics. Public Health Ethics, 1(3), 196-209. doi:10.1093/phe/phn025
Bell K., Salmon A. (2011). What women who use drugs have to say about ethical research:
Findings of an exploratory qualitative study. Journal of Empirical Research on Human
Research Ethics 6(4): 84–98.
Berger, R. (2013). Now I see it, now I don't: Researcher's position and reflexivity in qualitative
research. Qualitative Research: QR, 15(2), 219-234.
Bergum, V., & Dossetor, J. B. (2005). Relational ethics: The full meaning of respect.
Hagerstown, MD: University Publishing Group.

72

Bowen, R., Davis, S., Kiselbach, S., & Broden, S. (2006). Research ethics: A guide for
community organization. Retrieved from: http://www.pace-society.org/wpcontent/uploads/2014/04/Community_Research_Guidelines.pdf
Bowen, R., & Bungay, V. (2016). Taint: An examination of the lived experiences of stigma and
its lingering effects for eight sex industry experts. Culture, Health & Sexuality, 18(2), 184197. doi:10.1080/13691058.2015.1072875
Bowen, R., & O’Doherty, T. (2014). Participant-Driven Action Research (PDAR) with Sex
Workers in Vancouver. In Showden C. & Majic S. (Eds.), Negotiating Sex Work:
Unintended Consequences of Policy and Activism (pp. 53-74). University of Minnesota
Press. Retrieved from http://www.jstor.org/stable/10.5749/j.ctt6wr77g.8
Boyd, S., & Association, N. P. (2013). Yet they failed to do so: Recommendations based on the
experiences of NAOMI research survivors and a call for action. Harm Reduction
Journal, 10, 6. doi:10.1186/1477-7517-10-6
Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology. Qualitative Research in
Psychology, 3(2), 77-101. doi:10.1191/1478088706qp063oa
Brown, B., Davtyan, M., & Fisher, C. B. (2015). Peruvian female sex workers' ethical
perspectives on their participation in an HPV vaccine clinical trial. Ethics &
Behavior, 25(2), 115-128. doi:10.1080/10508422.2014.950269
Browne, A. J., Varcoe, C. M., Wong, S. T., Smye, V. L., Lavoie, J., Littlejohn, D., . . . Lennox,

73

S. (2012). Closing the health equity gap: Evidence-based strategies for primary health
care organizations. International Journal for Equity in Health, 11. doi:10.1186/14759276-11-59
Bungay, V. (2017). Preliminary findings and next step for analysis. Presented at the National
Advisory for the Ethics Project Meeting, Winnipeg. Vancouver, BC.
Bungay, V., & Guta, A. (2018). Strategies and Challenges in Preventing Violence Against
Canadian Indoor Sex Workers. American journal of public health, (0), e1-e6.
Bungay, V., Oliffe, J., & Atchison, C. (2016). Addressing underrepresentation in sex work
research: Reflections on designing a purposeful sampling strategy. Qualitative Health
Research, 26(7), 966-978. doi:10.1177/1049732315613042
Canadian Institutes of Health Research, Natural Sciences and Engineering Research Council of
Canada, and Social Sciences and Humanities Research Council of Canada, Tri-Council
Policy Statement: Ethical Conduct for Research Involving Humans, December 2014.
Retrieved from http://www.pre.ethics.gc.ca/pdf/eng/tcps22014/TCPS_2_FINAL_Web.pdf
Cox, S. M., & McDonald, M. (2013). Ethics is for human subjects too: Participant perspectives
on responsibility in health research. Social Science & Medicine, 98, 224-231.
doi:10.1016/j.socscimed.2013.09.015
Ditmore, M., & Allman, D. (2011). 'Who is helsinki?' sex workers advise improving
communication for good participatory practice in clinical trials. Health Education
Research, 26(3), 466-475. doi:10.1093/her/cyq087

74

Friedman, M. J., Keane, T. M., Resick, P. A., & Ebooks Corporation. (2014). Handbook of
PTSD: Science and practice (Second; 2; ed.). New York: The Guilford Press.
Fry, C., & Dwyer, R. (2001). For love or money? an exploratory study of why injecting drug
users participate in research. Addiction, 96(9), 1319-1325. doi:10.1046/j.13600443.2001.969131911.x
Goldenberg, S. M., Rivera Mindt, M., Rocha Jimenez, T., Brouwer, K., Morales Miranda, S., &
Fisher, C. B. (2015). Structural and interpersonal benefits and risks of participation in HIV
research: Perspectives of female sex workers in guatemala. Ethics & Behavior, 25(2), 97114. doi:10.1080/10508422.2014.950270
Guillemin, M., & Gillam, L. (2004). Ethics, reflexivity and "ethically important moments" in
research. Qualitative Inquiry, 10(2), 261.
Guillemin, M., Gillam, L., Barnard, E., Stewart, P., Walker, H., & Rosenthal, D. (2016). "We're
checking them out": Indigenous and non-indigenous research participants' accounts of
deciding to be involved in research. International Journal for Equity in Health, 15, 8.
Hayes, S. W. (2017). Changing radicalization to resilience by understanding
marginalization. Peace Review, 29(2), 153. 10.1080/10402659.2017.1308190
Heaton, J. (2008). Secondary analysis of qualitative data: An overview. Historical Social
Research / Historische Sozialforschung, 33(3), 33-45. Retrieved
from http://www.jstor.org.ezproxy.library.ubc.ca/stable/20762299

75

Jeffreys, E. (2008). Scarlet alliance brings sex worker migration to canberra. Australian Feminist
Law Journal, 28(1), 195-205. doi:10.1080/13200968.2008.10854401
Kenny, N. P., Sherwin, S. B., & Baylis, F. E. (2010). Re-visioning public health ethics: A
relational perspective. Canadian Journal of Public Health / Revue Canadienne De Sante'e
Publique, 101(1), 9-11.
Levine, S. (2016). It changes their outlook on everything: Staff perspectives on the impacts of
trauma- and violence- informed care orientation and training in two primary care settings.
(Unpublished graduate dissertation). University of British Columbia, Vancouver, Canada.
Lincoln, Y. S. and Guba, E. (1985) Naturalistic Inquiry. Newbury Park, CA: SAGE.
Lyons, T., Krüsi, A., Pierre, L., Kerr, T., Small, W., & Shannon, K. (2017). Negotiating violence
in the context of transphobia and criminalization: The experiences of trans sex workers in
vancouver, canada. Qualitative Health Research, 27(2), 182-190.
doi:10.1177/1049732315613311
Maggie’s: Toronto Sex Workers Action Project (n.d.) A note to researchers. Retrieved from:
http://maggiestoronto.ca/uploads/File/A-note-to-researchers2.pdf
McLeod, C., & Sherwin, S. (2000). Relational autonomy, self-trust, and health care for patients
who are oppressed. Relational autonomy: Feminist perspectives on autonomy, agency,
and the social self, 259-79.

76

Muir-Cochrane, E. C., & Fereday, J. (2006). Demonstrating rigor using thematic analysis: A
hybrid approach of inductive and deductive coding and theme development. International
Journal of Qualitative Methods, 5(1), 80-92. doi:10.1177/160940690600500107
Newman, P. A., Yim, S., Daley, A., Walisser, R., Halpenny, R., Cunningham, W., & Loutfy, M.
(2011). "Once bitten, twice shy": Participant perspectives in the aftermath of an early HIV
vaccine trial termination. Vaccine, 29(3), 451. doi:10.1016/j.vaccine.2010.10.076
Pollard, C. L. (2015). What is the right thing to do: Use of a relational ethic framework to guide
clinical decision-making. International Journal of Caring Sciences, 8(2), 362.
Reed, E., Khoshnood, K., Blankenship, K. M., & Fisher, C. B. (2014). Confidentiality, privacy,
and respect: Experiences of female sex workers participating in HIV research in andhra
pradesh, india. Journal of Empirical Research on Human Research Ethics, 9(1), 19-28.
doi:10.1525/jer.2014.9.1.19
Reed, E., Fisher, C. B., Blankenship, K. M., West, B. S., & Khoshnood, K. (2017). Why female
sex workers participate in HIV research: The illusion of voluntariness. AIDS Care, 29(7),
914-918. doi:10.1080/09540121.2016.1271935
Roberts, L. W., Warner, T. D., & Brody, J. L. (2000). Perspectives of patients with schizophrenia
and psychiatrists regarding ethically important aspects of research participation. American
Journal of Psychiatry, 157(1), 67-74. doi:10.1176/ajp.157.1.67
Sandelowski, M. (1993). Rigor or rigor mortis: The problem of rigor in qualitative research
revisited. Advances in Nursing Science, 16(2), 1-8.

77

Sanders, T. (2006). Sexing up the subject: Methodological nuances in researching the female sex
industry. Sexualities, 9(4), 449-468. doi:10.1177/1363460706068044
Sanders, T., & Campbell, R. (2007). Designing out vulnerability, building in respect: Violence,
safety and sex work policy. The British Journal of Sociology, 58(1), 1-19.
doi:10.1111/j.1468-4446.2007.00136.x
Scambler, G., & Paoli, F. (2008). Health work, female sex workers and HIV/AIDS: Global and
local dimensions of stigma and deviance as barriers to effective interventions. Social science
& medicine, 66(8), 1848-1862.
Sex Work Exiting and Transitioning Consortium of the City of Vancouver (2014). Sex Work,
Transitioning and Exiting. Retrieved from: http://wish-vancouver.net/wpcontent/uploads/2012/03/SexWork-TRE-REPORT_MAY-6-2015.pdf
Shaver, F. M. (2005). Sex work research: Methodological and ethical challenges. Journal of
Interpersonal Violence, 20(3), 296-319. doi:10.1177/0886260504274340
Sherwin, S. (1992). No longer patient: Feminist ethics and health care. Philadelphia: Temple
University Press.
Sherwin, S., & Feminist Health Care Ethics Research Network. (1998). The politics of women's
health: Exploring agency and autonomy. Philadelphia: Temple University Press.
Sherwin, S., & Winsby, M. (2011). A relational perspective on autonomy for older adults
residing in nursing homes. Health Expectations, 14(2), 182-190. doi:10.1111/j.13697625.2010.00638.x
78

Singer, M., Mirhej, G., Hodge, D., Saleheen, H., Fisher, C. B., & Mahadevan, M. (2008). Ethical
issues in research with hispanic drug users: Participant perspectives on risks and
benefits. Journal of Drug Issues, 38(1), 351-372. doi:10.1177/002204260803800115
Sinha, S. (2017). Ethical and safety issues in doing sex work research: Reflections from a fieldbased ethnographic study in kolkata, india. Qualitative Health Research, 27(6), 893-908.
doi:10.1177/1049732316669338
Socías, M. E. (2015). Access to health care among women sex workers in vancouver, canada :
Universal health coverage in a criminalized sex work environment. (Unpublished graduate
dissertation). University of British Columbia, Vancouver, Canada.
SPACES Team. (2016). Recommendations from the Off-Street Sex Industry in Vancouver.
doi:http://dx.doi.org/10.14288/1.0340040
Sparker A. (2005) Narrative analysis: exploring the whats and hows of personal stories.
In: Holloway (ed.). Qualitative Research in Health Care (1st edn). Berkshire: Open
University Press, p191–208.
Taylor, P. J., Awenat, Y., Gooding, P., Johnson, J., Pratt, D., Wood, A., & Tarrier, N. (2010).
The subjective experience of participation in schizophrenia research: A practical and ethical
issue. The Journal of Nervous and Mental Disease, 198(5), 343-348.
doi:10.1097/NMD.0b013e3181da8545 [doi]
Thome, S. (2012; 1998). Ethical and representational issues in qualitative secondary analysis.
(pp. v4-1-555). London: SAGE Publications Ltd. doi:10.1177/104973239800800408

79

Tilley, S. A. (2016). Doing respectful research: Power, privilege and passion. Winnipeg;
Halifax; Fernwood Publishing. Xwi7xwa Collection.
Urada, L. A., & Simmons, J. (2014). Social and structural constraints on disclosure and informed
consent for HIV survey research involving female sex workers and their bar managers in the
philippines. Journal of Empirical Research on Human Research Ethics, 9(1), 29-40.
doi:10.1525/jer.2014.9.1.29
Van der Meulen, E., Durisin, E. M., Love, V. & Elya, E. (2013). Selling sex: Experience,
advocacy, and research on sex work in canada. Vancouver: UBC Press.
Woffers, I. (2004). Sex workers health, HIV/AIDS, and ethical issues in care & research.
Research for Sex Work,7,1-32.
Wood, L., & McAteer, M. (2017). Levelling the Playing Fields in PAR: The Intricacies of
Power, Privilege, and Participation in a University–Community–School
Partnership. Adult Education Quarterly, 67(4), 251-265.

80

Appendix A
Code Book
As part of the coding for the larger Ethics Project, the investigative team met to review
data and map their analytic questions across data. Each team member read six transcripts and
presented summaries to the team that included the main themes identified in the data. These
themes were then collectively grouped into broader analytic categories that captured key research
questions about ethical and methodological issues. A code book and coding instructions was
developed and `members of the research team, including research participants, uploaded the data
into QSR NVIVO 11, an unstructured data management software. All transcripts with the 91
participants were read and re-read by members of the team and coded according to broad
analytic categories and their respective sub-categories. The parent nodes of data collection and
consent were of primary concern to my secondary analysis.
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