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Abstract

Despite the fact that HIV can be controlled with medication to undetectable levels where it cannot be passed on, stigmatization of
women living with HIV persists. Such stigmatization pivots on stereotypes around sex and sexism and has force in women’s lives.
Our aim was to create an inspirational resource for women living with HIV regarding sex, relationships, and sexuality: www.lifea
ndlovewithhiv.ca (launched in July 2018). This paper describes the development and mixed-method evaluation of our first year
and a half activities. We situated our work within a participatory arts-based knowledge translation planning framework and used
multiple data sources (Google Analytics, stories and comments on the website, team reflections over multiple meetings) to report on
interim outcomes and impacts. In our first 1.5 years, we recruited and mentored 12 women living with HIV from around the world
(Canada, Australia, New Zealand, Kenya, South Africa, Spain, Nigeria, and the U.S.) to write their own stories, with the support
of a mentor/editor, as a way of regaining control of HIV narratives and asserting their right to have pleasurable, fulfilling, and safer
sexual lives. Writers published 43 stories about pleasure, orgasm, bodies, identities, trauma, resilience, dating, disclosure, self-love,
and motherhood. Our social media community grew to 1600, and our website received approximately 300 visits per month, most by
women (70%) and people aged 2544 years (65%), from more than 50 cities globally, with shifts in use and demographics over time.
Qualitative data indicated the power of feminist digital storytelling for opportunity, access, validation, and healing, though not without
risks. We offer recommendations to others interested in using arts-based digital methods to advance social equity in sexual health.

Keywords Women - Sexuality - Relationships - Feminism - Knowledge translation - HIV

Introduction of Toronto, Canada during the weeks leading up to Decem-
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Art as Activism provoke dialog around women, sexuality, and HIV (Whit-
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FUCK POSITIVE WOMEN), but at the same time are fucked
by an oppressive, patriarchal system. From the early days
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through to the current framing of HIV as a non-infectious
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homophobic discourses (Mykhalovskiy, Hastings, Sanders,
Hayman, & Bisaillon, 2016; Persson & Newman, 2008).

As Patton (1994) wrote soon after the identification of HIV
in the 1980s, these narratives fixed and fractured women liv-
ing with HIV along a good versus bad continuum, with the
heterosexual population at one end and sex workers, women
who use drugs, and other “women-who-do-not-count-as-
women” at the other (p. 2). Women living with HIV were seen
as having polluted bodies (Gillman, 1988) and were regarded
as vectors of disease, failing in their “womanly duty” and
constituting a “public health risk” to babies and men (Gurev-
ich, Mathieson, Bower, & Dhayanandhan, 2007). It is not
surprising then, that “this representation has contributed to
widespread discrimination, with women being positioned
as ‘dirty, diseased, and undeserving’” (Lawless, Kippax, &
Crawford, 1996b, p. 1371), or as vulnerable victims (Persson
& Newman, 2008).

Nearly 40 years into the HIV pandemic, the pervasive
stigma against women living with HIV at individual, inter-
personal, and structural levels has not changed much, regard-
less of country of origin (Arrey, Bilsen, Lacor, & Deschepper,
2015; Colombini, Mutemwa, Kivunaga, Stackpool Moore, &
Mayhew, 2014; Halli et al., 2017; Lekas, Siegel, & Schrim-
shaw, 2006; Logie, James, Tharao, & Loutfy, 2011; Rouleau,
Coté, & Cara, 2012; Sangaramoorthy, Jamison, & Dyer, 2017;
Wessman et al., 2017). Because women are living with a com-
municable disease, the most extreme examples of HIV-status
discrimination have been (and continue to be) in relation to
reproduction and sexuality, apparent in the forced sterilization
of women living with HIV (Rowlands & Amy, 2018) and the
criminalization of HIV non-disclosure (International Com-
munity of Women Living with HIV/AIDS, 2015). Canada,
for example, has one of the most aggressive approaches to
criminalizing HIV non-disclosure, with the most commonly
laid charge being aggravated sexual assault (Canadian HIV/
AIDS Legal Network, 2017).

While HIV stigma against men persists, women’s experi-
ences of intersecting oppressions are quite different (Brener,
Wilson, Slavin, & de Wit, 2013). Women living with HIV face
incredibly high rates of violence and trauma (especially Black
trans women) (Machtinger, Wilson, Haberer, & Weiss, 2012),
fueled by the interconnectivity of patriarchy, racism, transpho-
bia, and social inequality (Logie et al., 2011). Additionally,
religions that prescribe moral behavior have worked to increase
stigma against HIV and sex for women in many societies,
despite it also serving as a source of strength and well-being
(Agadjanian & Menjivar, 2011; Takyi, 2003). Until intersec-
tionality is used as a tool to shape anti-oppressive social poli-
cies, healthcare systems, and funding, women living with HIV
will continue to suffer significant inequities in many important
parts of their lives.

Despite tremendous trauma and adversity, empowered nar-
ratives about sexuality, both inside and outside the context
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of risk prevention, have emerged—written by, with, and for
women and other communities who are living with HIV, often
by merging the worlds of art, activism, and (more recently)
online technologies (AIDES, 2016; Becker, 2014; Caballero,
2016; Fratti, 2017; McClelland & Whitbread, 2016; Prevention
Access Campaign, 2017; Whitbread, 2017; Whitbread, 2016).
Using social media platforms like Facebook and Twitter, a
global collective of HIV artist—activists have created new spaces
for dialog to both challenge and inspire, urging social change
through hashtags such as #Révélation, #LovePositiveWomen,
#InvisibleNoMore, #HIVisNotaCrime, and #UequalsU. With
bold graphic posters and deliberately provocative messages (see
Fig. 1 for an example), these movements are telling new stories
and creating new realities for people living with HIV, enabling
communities to find a way to express themselves within struc-
tures of stigma and shame that still exist.

The #UequalsU campaign is perhaps an exemplar in terms
of impact and reach, which aims to challenge traditional per-
ceptions of HIV risk among the general public, all around the
world (Prevention Access Campaign, 2017). Since the early
2000s, accumulating research has shown that HIV treatment
has a substantial effect on HIV prevention (Montaner et al.,
2006). In fact, in the last 10 years, several major studies have
demonstrated that people living with HIV who are on treat-
ment and who have an undetectable viral load cannot sexually
transmit HIV (Eisinger, Dieffenbach, & Fauci, 2019; Rodger
et al., 2016, 2019; Vernazza & Bernard, 2016; Vernazza,
Hirschel, Bernasconi, & Flepp, 2008). To ensure accurate
reporting about the current realities of HIV, the Prevention
Access Campaign collaborated with researchers to issue the
Undetectable = Untransmittable (U =U) statement in Febru-
ary 2016 (Prevention Access Campaign, 2017). As of January
27, 2020, over 965 organizations from nearly 100 countries
have endorsed this statement, standing up for the rights of
people living with HIV to live and love without fear of HIV
transmission.

Emerging empirical evidence suggests the #UequalsU cam-
paign has made it possible for some people living with HIV to
reimagine stigmatized identities and sexualities (Tan, Lim, &
Chan, 2020), even before this breakthrough finding became
a hashtag (Persson, 2016). However, as we have previously
argued (Carter et al., 2020; Roche, 2018b), advances in biomed-
icine do not serve women in the same way they do men, as their
situations are often more vulnerable due to the disproportion-
ate impact of socioeconomic inequities on women'’s sexualities
(Carter et al., 2017). Moreover, women’s voices are frequently
muted, sidelined, and ignored in HIV-related public policy
and discourse, unless under the label of “women’s interests,”
particularly in countries in the Global North where women
constitute a minority of those affected by HIV. Women living
with HIV deserve to tell their stories and an increasing num-
ber are doing so through creative means such as blogs, media
campaigns, books, and public art (Becker, 2014; Caballero,
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Pauline,
monitrice de plongée

Les séropositifs sous traitement
ont beaucoup de choses

a nous transmettre.

Mais pas le virus du sida.

aides.org

Fig. 1 Révélation campaign by the French Organization AIDES, tagline: ‘HIV positive people on treatment have a lot to pass on. But not HIV.’

2016; Fratti, 2017; Hoffman, 2009; McClelland & Whitbread,
2016; Petretti, 2017; Roche, 2018a, 2019; Welbourn, 2013;
Whitbread, 2016, 2017).

Science as Activism

While strong, sex-positive activism is flourishing outside aca-
demic circles, negative, risk-focused approaches dominate
published research about the sexuality of women who are
living with HIV, particularly in quantitative work (see Carter
et al. [2017] for a review). These studies frequently adopt a
biomedical lens to scrutinize physical aspects of sex in the con-
text of HIV—namely, “inactive,” “unsafe,” or “dysfunctional”
sexuality (defined by a lack of vaginal intercourse, non-use of
condoms, or low levels of desire, arousal, and orgasm). These
discourses have mostly portrayed women’s experiences in a
negative manner, and a medicalized and pathologized model
of sexuality has been established, which centers largely on the
virus in women’s bodies rather than women’s embodiment of
structural injustice.

In contrast, qualitative studies have explored women’s sex-
uality in social and relational contexts, reporting a variety of
challenges to sexual expression due to HIV stigmatization and
criminalization in society, which complicate HIV status disclo-
sure (Greene et al., 2019), and compromise self-esteem (Siegel,
Schrimshaw, & Lekas, 2006), sexual interest (Lawless, Craw-
ford, Kippax, & Spongberg, 1996a; Siegel et al., 2006), sexual
enjoyment (Closson et al., 2015; Keegan, Lambert, & Petrak,
2005), and sexual freedom and power (Gurevich et al., 2007)
(see Carlsson-Lalloo, Rusner, Mellgren, and Berg [2016] for a
review). While these studies provide important, multilayered
insights into women'’s changing experiences of sexuality in the
context of HIV, positive, empowering narratives remain rela-
tively rare (Taylor et al., 2016).

The historical, pathologized portrayal of women living
with HIV is a dangerous story that diminishes women and
regulates sexuality in numerous ways. It is in this context
that our sex-positive, rights-based, and community-driven
approach to research emerged. The Canadian HIV Women’s
Sexual and Reproductive Health Cohort Study (CHIWOS) is
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one of the largest community-based cohorts of women liv-
ing with HIV in the world, with more than 1400 participants
contributing three time-points of data about their experiences
(Loutfy et al., 2016, 2017). Grounded in a critical feminist
theoretical framework that acknowledges women’s multiple,
overlapping identities within a context of connected systems
of power (Crenshaw, 1989; Hooks, 1984), we have conducted
research on women’s sexual activity and satisfaction (Kaida
et al., 2015), sexual pleasure (Carter et al., 2018a), sexual
importance (Carter et al., 2018b), (lack of) sexual anxiety
(Carter et al., 2020), new agentic forms of safer sex (Patterson
etal., 2017), the multidimensional nature of love and relation-
ships (Carter et al., 2019), and acts of resilience and resistance
to the criminalization of HIV non-disclosure (Kaida et al.,
2019b).

Among the central themes in our research are several
positive counter-stories that disrupt the master narrative
of women living with HIV as broken or dysfunction. For
example, 49% of sexually inactive women in CHIWOS and
79% of sexually active women are satisfied with their sexual
lives (Kaida et al., 2015), 25% of all women are in long-
term happy and loving sexually active relationships (typi-
cally with HIV-negative partners) (Carter et al., 2019), and
among women having partnered sex (vaginal, anal, or oral),
60% report no anxiety or inhibition during sexual activity
and 41% “always” experience pleasure (Carter et al., 2018a).
Representations such as these matter, because if women who
believe their bodies are “different,” “damaged,” or “diseased”
can see others taking pleasure in their sexuality after an HIV
diagnosis, they can begin to imagine how sex and sexuality
could likewise bring them joy. In discovering and illuminat-
ing pleasure, however, our work also brought attention to the
urgent need to tackle the many obstacles women continue to
face in achieving sexual health and rights, such as stigma,
violence, poverty, imbalances in power, and historical, legal,
and political factors.

Although HIV viral load undetectability is seemingly
positioned as the panacea, we believe it is impossible to
discuss sexual freedom for women living with HIV in iso-
lation from gender, patriarchy, and power, as if bodies had
impermeable boundaries. On the contrary, almost everything
about women’s sexuality and their experiences of living with
HIV is shaped by the social world in which they live. Thus,
our research is a challenge to the medical establishment: By
focusing less on the virus itself and more on the systemic
issues that shape how sexuality is lived, we can better under-
stand and address the social and cultural barriers to women’s
sexual happiness and pleasure. One important task in this
regard is ensuring that research findings about sexuality and
relationships are reaching communities, and that community
leadership, advocacy, and priority setting about these top-
ics is incorporated into dissemination. Given the historically
fraught terrain constraining discussions about HIV, sexuality,
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and pleasure among women, we knew we needed a new way
forward.

Knowledge Translation Activity: Life and Love
with HIV

The idea for Life and Love with HIV emerged in September
2015, after discovering relatively few online resources dedicated
to supporting women and couples living with HIV in having ful-
filling sex lives, relative to those living with other kinds of health
conditions such as cancer. With several notable exceptions that
include blogs (e.g., A Girl Like Me, HIVE), YouTube chan-
nels (e.g., Jennifer Vaughan, Positively Dee), dating websites
(e.g., PosDate, PozPersonals), social media campaigns (e.g.,
#LovePositiveWomen), and books (e.g., by Regan Hoffman,
Marvelyn Brown, Jamie E Gentille, Paige Rawl, and others),
the vast majority of existing online resources have centered
on treatment, prevention, and general aspects of life with HIV
(e.g., nutrition, emotional health). Further, there has been little
to no empirical evidence of the impact of these online resources.
We envisioned a collection regarding sexuality and relation-
ships that drew together stories and blog posts from around the
world as well as research and guidance for women and cou-
ples living with HIV, and that was a tool that could empower
and educate. Whether people were having sex or not, single
or in relationship(s), wanting to learn more about sexuality, or
just curious, we wanted to create a space that was safe, inclu-
sive, and accessible to all and supported by the latest scientific
evidence. We secured a domain name (lifeandlovewithhiv.ca)
and embarked upon nearly three years of formative work and
community-building until we launched in July 2018.

The Canadian Institutes of Health Research defines Knowl-
edge Translation (KT) as “a dynamic and iterative process that
includes the synthesis, dissemination, exchange, and ethically
sound application of knowledge to improve the health of Cana-
dians, provide more effective health services and products, and
strengthen the healthcare system” (Canadian Institutes of Health
Research, 2014). We envisioned our KT activity to include wider
ways of knowing and to facilitate change in knowledge, atti-
tudes, and society, in addition to policy and practice (Boydell,
Gladstone, Volpe, Allemang, & Stasiulis, 2012a). Our approach
to KT was collaborative and participatory. We felt that using
community-led digital storytelling (through blogging and more
recently, filmmaking) could connect with audiences on an intel-
lectual and emotional level, allowing them to engage with the
information more fully. Our overarching goal in creating Life
and Love with HIV was to change the narrative from one of
risk to one of pleasure. We also saw the process of writing and
sharing stories as a tool for community leadership, mentorship,
and capacity building.

We envisioned the website as a meaningful space for
expressing both historical and contemporary lived experi-
ences, and the wisdom gained from it, as well as sharing the
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latest science and building a global community. Given the
need for de-stigmatization of HIV in the general public, we
also saw it as a creative tool (combining art, science, and
activism) to disrupt embodied prejudices and dismantle ste-
reotypical understandings of women, sexuality, and HIV. The
voices of women living with HIV around the world are at the
heart of this storytelling process, including women who write
and see themselves as writers. This is an important break away
from the idea of women’s work being an emotive outpouring.
We organized. We wrote. We edited. We published. And we
promoted women’s voices. This was a deep and meaning-
ful part of the process. We also felt inspired. The initial idea
of creating the project was exciting, affirming, hopeful, and
refreshing. For those of us who are women living with HIV,
we felt like we were reclaiming our power, that our sex lives
and pleasure matter, and that Life and Love with HIV was
going to make a difference to women living with HIV—indi-
vidually but also collectively.

Knowledge Translation Planning Framework

We situated our project within a participatory arts-based KT
planning framework, framed within an intersectional lens (Kuk-
konen & Cooper, 2019). A central principle of participatory
research in the context of HIV is the Meaningful Involvement
of Women living with HIV/AIDS (MIWA) (Carter et al., 2015).
This principle articulates the rights of women living with HIV
to self-determination and participation in decision-making pro-
cesses that affect their lives, including in the development of
innovative approaches to create and disseminate research and
to translate knowledge beyond academia. Life and Love with
HIV was developed as one outcome of a larger community-
based quantitative research project (Kaida et al., 2019a; Loutfy
etal., 2016) and has involved women living with HIV as equal
partners in all phases.

While arts-based KT is relatively new to sex research, espe-
cially quantitative sex research, it has a long history in other
fields, including health, education, and social sciences (Fraser
& Al Sayah, 2011; Guse et al., 2013). Various art forms have
been utilized to communicate knowledge, such as theater,
dance, photography, poetry, video, and blogging, and these
methods are often (though not always) grounded in a social
justice activist approach (Keifer-Boyd, 2011). Arts-based KT,
enacted through a feminist lens, involves centering the voices
of communities that are struggling against oppression and
working toward change. As Keifer-Boyd (2011) asserts, this
approach “examines gender inequalities manifested in differ-
ent forms of privilege and oppression, and exposes the perva-
siveness of gender entangled with race and class in structuring
social life” (p. 4). Thus, in supporting women to share their
stories of life and love with HIV, we sought to destabilize the
stigmatized narrative and representation of women living with
HIV globally and to show how women’s sexual health is part

of the larger social, economic, cultural, and political context
of women’s lives.

Given the rise in digitally presented information, stemming
from expanded technology and access, we chose to use online
storytelling as a tool for women to understand and represent
their experiences and knowledge in their own way. The phrase
“digital storytelling” in research traditionally refers to the crea-
tion of short, multimedia videos (De Vecchi, Kenny, Dickson-
Swift, & Kidd, 2016). However, there are multiple ways of tell-
ing stories digitally, including through photo voice, blogging,
and cellphilm (MacEntee, Burkholder, & Schwab-Cartas, 2016;
Petko et al., 2015). We saw this as opportunity for women to
not only share inner thoughts and feelings but also for online
solidarity and social connectedness. As with other arts-based
methods, we wanted participants to be become active agents
instead of passive objects of science. We also wanted to support
critical consciousness raising of health issues in the community.

Overall, six feminist values guided our KT project: pleasure,
anti-oppressiveness, diversity, intersectionality, social change,
and MIWA. A description of each of these principles can be
found in Table 1. Other principles that we followed that are
common to qualitative research and arts-based KT (less so
quantitative research) included positionality, reflexivity, com-
munity, voice, and reciprocity (Lincoln, 1995). These princi-
ples, which were discussed and deliberately chosen at the outset
of our collaborative work, enabled us to foster conversations
aimed at honoring our diverse, dynamic, and beautiful commu-
nity of women living with HIV and challenge the assumptions
and “danger of a single story” (Ngozi Adichie, 2009).

Study Objectives

This paper describes the development and evaluation of our
first year and a half activities with Life and Love with HIV. The
objectives were to describe our interim outcomes and impacts;
to engage in critical analysis of the ethical issues, challenges,
and benefits of personal-public storytelling for political change;
and to offer recommendations to others interested in using arts-
based digital methods to disseminate sexual health knowledge.

Method
Population

While our research was primarily conducted in Canada, we
saw this project as an issue of global significance. More than
19 million girls and women are living with HIV worldwide
(UNAIDS, 2019). While all groups of women are affected by
HIV, some may experience heightened sexual health inequity
due to a range of intersecting factors, such as poverty (Rod-
rigo & Rajapakse, 2010), violence (Li et al., 2014), racism
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Table 1 Six feminist principles we live by in our work

1. Pleasure

When it comes to sex and HIV, research and support tends to focus on risk. We aim to counterbalance this narrative in our work by talking
about and studying the positive aspects of sexuality and relationships

2. Anti-oppressiveness

Focusing on the positives doesn’t mean ignoring injustices. In discovering and illuminating pleasure, we also remain attentive to and highly
critical of the social and political forces that constrain its expression

3. Diversity
People—and their bodies, sexualities, desires, relationships, perspectives, and choices—are profoundly diverse. We believe in honoring and

sharing people’s experiences in their real-life fullness
4. Intersectionality

True diversity is intersectional. Our work acknowledges people’s multiple, overlapping identities that create richness in experience, as well as
various forms of oppression, stigma, and violence that work together to influence lives

5. Social change

This project was born out of one simple desire—to make a difference in the quality of our lives. Through it, we aim to amplify community
efforts to de-stigmatize HIV, de-criminalize non-disclosure, and de-pathologize and de-marginalize sexuality and relationships

6. GIPA/MIPA

We value the greater and meaningful involvement of people living with HIV/AIDS (GIPA/MIPA) as we are the experts of our own lives. As
such, we are leaders and partners in all stages of this work, along with our key allies

(Mykhalovskiy et al., 2016), stigma (International Community
of Women Living with HIV/AIDS, 2015), and unequal gender
and power relations (Robinson et al., 2017). As such, some
communities are disproportionately impacted by HIV, includ-
ing young women, trans women, Black and Indigenous women,
women who are living in poverty, women who use drugs, and
women who engage in sex work (with the exception of some
regions such as Australia where sex work is decriminalized,
Callander et al., 2018), with many intersections between and
among these groups. Despite accounting for more than half the
number of people living with HIV, women exist on the margins
and still face considerable and significant barriers to having
their needs met (Terrence Higgins Trust, 2019). The structural
shutdown of women’s voices by male-dominated spaces has
meant women have had to create their own resources, by and
for themselves.

Project Team

Our project team included women living with HIV alongside
academic researchers and trainees who practice allyship toward
women living with HIV. We had a long history of research col-
laboration and worked together on this project from inception
to implementation, as investigators, knowledge creators/users,
bloggers, and editors, all of us diverse in age, race, gender, sexu-
ality, nationality, and expertise. A full list of our community,
including the institutions that helped support us, can be found
on our website: www.lifeandlovewithhiv.ca/our-community/.

Ethical and Legal Considerations

We spent a great deal of time considering the ethics of our
work, both individually and as a team (Barry, Britten, Barber,
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Bradley, & Stevenson, 1999; Sultana, 2007), throughout the
initiation, planning, and execution phases, especially how to
mitigate harms. Prior to commencement of the work, we were
informed that building a blog was exempt from ethical review
requirements. Though, ethical approval would be required to
collect data through focus groups, for example. In consulta-
tion with our Institutional Research Ethics board, we received
ethical approval for a process evaluation of the traffic to the
website and included the following statement to the Terms of
Conditions on our website: “Please be aware that the Life and
Love with HIV team may use Google Analytics and other data
(e.g., surveys collecting feedback about website impressions)
for research purposes.”

Our institution also outlined several legal procedures to fol-
low. For instance, a lawyer, a privacy officer, a risk manager,
and our Dean had to review and approve the website, including
a page called “Legal Information and Terms of Conditions,”
which acts as a legally binding contract between our institu-
tion and the website users. Users must agree to these Terms
(which include a set of community guidelines and a legal dis-
claimer) in order to access the site content. While many blogs
and health websites have some form of legal agreement, click-
wraps such as ours are relatively rare and we could not help
but wonder whether this recommended approach was related
to our focus on sex and pleasure among women living with
HIV. The other legal obstacle we faced was with regard to who
owns the intellectual property rights. Initially, these Terms
stated that everything produced for the website was owned by
our institution. After further discussion about the purpose of
our project, which is distinct from other institution-affiliated
websites, we reached the agreement that ownership lies with
the community: the women living with HIV who create stories
on the platform.
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In addition to these macro issues, we also spent a lot of time
thinking about the everyday micro-ethical issues that could arise
during the project (Boydell et al., 2012b; Yassi et al., 2016). We
developed several ethically sensitive policies and procedures to
guide our work and to promote the safety, rights, and well-being
of women living with HIV who were to use and contribute to
the site. Prior to launching (and after), we regularly engaged in
reflexive discussions about why women wanted to share their
story, the risks involved, and any implications, in the event that
their feelings about publicly sharing their stories might change
in the future. The team also worked together with writers to
develop wellness guidelines to help navigate the vulnerability
and tensions of digital storytelling, as well as to guide writers on
ways they could support each other across continents. Each team
member was asked to sign a contract, which included agreements
about privacy, confidentiality, and releasing articles to the public.
Participation was 100% voluntary, and writers could remove an
article at any time, although we all recognized that once stories
were online, they could never be truly deleted. Power and choice
on how to present oneself and interact online was available for all
the women. Some chose to use their real name and photo, while
others contributed anonymously and used a graphic to represent
themselves. Other women used a mix of approaches, depending
on the topic. We continue to revisit and update our guidelines to
protect the writers so that we can continue holding space online to
talk about difficult yet necessary topics. In addition to these strat-
egies for protecting ourselves online, we also developed several
documents to support the writing process and enhance the quality
of our work, including editorial and blogging guidelines. This is
important. The stories women wrote were brave and radical but
also, they were well-written.

Website Development

The website was designed over a three-year period
(2015-2018). As part of developing the content, we hosted
workshops with women living with HIV in Vancouver,
Canada, to understand their information and resource
needs concerning sexuality and relationships (Nicholson,
Sanchez, Webster, & Carter, 2016; Sanchez et al., 2018;
Sanchez, Webster, Salters, Kaida, & Carter, 2017). We also
consulted with community organizations globally engaged
in KT that support women living with HIV and/or have
experience with online magazines and blogs including
CATIE.ca, PositiveLite.com, HIVEquals.org, TheWellPro-
ject.org and their ‘A Girl Like Me’ Blog, GUTSMagazine.
ca, HIVEonline.org, PositivelyUK.org, ViVA Women of
PositiveLivingBC.org, and the International Community
of Women Living with HIV. After these meetings, we for-
mally partnered with ViVA Women and the International
Community of Women Living with HIV to develop and
implement the project. At the same time, we began col-
lecting and preserving writings on sexuality, relationships,

and HIV in existence from the 1980s to today to help us
document the rich activism worldwide. These materials
were eventually archived on our website, along with other
blogs, resource brochures, dating websites, books written
by or for women living with HIV, research articles about
sexuality and HIV, and other resources. The website was
built with the help of a consultant familiar with HIV topics
(Fernando Prado). This involved an extensive collabora-
tion process over several months to decide on the website’s
tone and feel, colors and fonts, functionality, and logo. As
shown in Fig. 2, we chose the imagery of ‘lips’ to represent
our vision of creating an online space for new, sex-positive
conversations about sexuality by, with, and for women liv-
ing with HIV.

Recruitment, Renumeration, and the Process
of Writing and Mentoring

We recruited writers with the help of social media and grass-
roots networks (Fig. 3). Consistent with our community-based
research practices (Kaida et al., 2019a), we used a low-barrier
online application form with questions such as “Please tell us
a little bit about yourself” and “Please tell us why you would
like to contribute to Life and Love with HIV. For example, what
sorts of stories do you have to share or want to write about?”” In
the application, we also provided prospective applicants with:
“Six Questions to Ask Yourself Before Sharing Your Story
Online: (1) Why do you want to share it? (2) What might hap-
pentoit? (3) Who might see it? (4) How would you feel if your
family, friends, partners, or colleagues read it? (5) Could it hurt
you now or in the future? 6. How will you feel about having
shared itin a day? A year? 10 years?” In order to select writers
that represented the diverse community of women living with
HIV globally, we also asked women to identify which countries

with HIV

Fig.2 The Life and Love with HIV logo
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with HIV

IS LOOKING FOR WRITERS

We are an online space for women living with HIV,
partners, and couples to share stories and

experiences about love, romance, and sexuality

We're tired of discourse that focuses only on stigma
and risk. We want to talk about the beauty, messiness,

happiness, and challenges of life & love with HIV.

Are you a woman living with HIV? Interested in

becoming one of our feature writers?

Apply online here tinyurl.com/y682apbr
& visit us at  www.lifeandlovewithHIV.ca

ALL SELF-IDENTIFYING WOMEN LIVING WITH HIV ARE WELCOME

fOY

facebook.com/lifeandlovewithHIV | instagram.com/lifeandlovewithhiv | twitter.com/LifeLoveHIV

Fig.3 The Life and Love with HIV recruitment poster

they were living in and with which communities they identified
(e.g., trans women, young women, Indigenous women, Black
women, heterosexual women, queer women, single women,
partnered women, women with disabilities, women who do or
have done sex work, women who use or have used substances,
women who were born with HI'V, women who were economic
or political migrants, etc.). Professional writing experience was
not necessary, as writing mentorship and editorial support was
offered. However, due to resourcing constrains, women had to
be comfortable with writing and publishing in English and had
to have access to a computer and the Internet, either at home or
through a community organization.

In our first year and prior to launching, we had 30 applicants
from nine countries. Three team members from Canada and
Kenya (AC, FA, MS) reviewed all applications and short-listed
nine applicants based on our recruitment principles to foster
community diversity, representation, and capacity building.
The interviews were conducted over Skype using a two-way
conversational interviewing style. The interview process cre-
ated an early opportunity to talk with women before getting
involved about their comfort with HIV disclosure, the team
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support that we had in place, and any concerns or questions
they had regarding the process, the risks, and ways to protect
themselves online. We also discussed renumeration.

Prior to arriving at a decision around payment, we discussed
the ethical tensions and logistical challenges of renumera-
tion at length, such as the potential for coercion, the desire to
share stories for self-healing and to help others rather than for
money, the importance of acknowledging women’s expertise
and resourcing them for their work, the different writing skills
on the team (e.g., some women might write a blog in 2 h, while
others might take 8 h), the inequities in currency value between
countries, whether to donate this money to a global organiza-
tion for women living with HIV versus provide to individual
writers, and how to send money from Canada to sites around
the world and whether our institution would cover the transac-
tion fees. Ultimately, we wanted to honor women for their time
and expertise and considered it important to have equal pay
for the same work across countries. Therefore, we decided to
provide each writer with a $50 CAD honorarium per original
article (up to a maximum of 10 articles for the year), which was
consistent with other blogs (e.g., www.hiveonline.org/hive-
blog) and published recommendations on PRA compensation
(Pacific AIDS Network, 2014). We also provided each woman
living with HIV (including those contributing as writers and
editors/mentors) with a $25 honorarium to participate in bi-
monthly team meetings, as connecting and learning from each
other across continents was an important part of the process.
Editors/mentors who were living with HIV were also remuner-
ated for their time across the life of the project, from designing
the website to interviewing participants to providing editorial
support.

After selecting writers and finalizing our processes, we
hosted two launch events on 23-27 July 2018 at the Women’s
Networking Zone and the Sexual and Reproductive Health Net-
working Zone in the Global Village at the International AIDS
Conference in Amsterdam, Netherlands (Fig. 4). We also circu-
lated postcards at conferences and support groups, sent emails to
our networks and publicized our website through social media
and one targeted banner ad on Facebook ($250 provided pro-
bono by Facebook). Women living with HIV played a key role
in dissemination, which relied on grassroots community organ-
izing, in-person and online activities. Writers were paired with
a mentor (either another woman living with HIV or an allied
researcher) who helped with editing, style, and fact-checking
where necessary, and to support writing capacity building and
to ensure that any HIV or sexual health-related information was
evidence-based (e.g., the science of HIV transmission or the
regional legal requirements for disclosing HIV status). More
importantly, engaging mentors was about community capacity
building. The team met regularly via Skype to debrief and sup-
port one another across continents. Year two involved recruiting
and mentoring additional writers, including from new countries
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Fig.4 The Life and Love with HIV launch poster

such as Nigeria and Australia, with some original writers serv-
ing as mentors.

Evaluation Methods

Learning from the work of Treloar, Pienaar, Dilkes-
Frayne, and Fraser (2019), we conducted our evaluation
naturalistically, using multiple data collection strategies,
including Google Analytics (which tracks and reports
website traffic and linked social media profiles), a short
online survey of the value and usefulness of the website
asked to website visitors, qualitative comments on blog
posts (which we analyzed via conventional content analy-
sis), and team reflections and discussions that occurred
over multiple meetings including a formal debriefing ses-
sion with feature writers at the close of their one-year
commitment. This reflection illustrates our collective
and iterative process of digital storytelling and how we
navigated the unique ethical challenges and opportunities
of engaging in this work. Importantly, we saw capacity
building (raising and developing the quality of writing)
and peer support as essential indicators of the impact of
our website and, thus, we reported on these findings as
well.

Results
Putting Pen to Paper

In our first 18 months, we mentored and supported 12 feature
writers (six annually) and four guest writers from around the
world, including women living with HIV from Kenya, South
Africa, Nigeria, Canada, the U.S., the United Kingdom, Aus-
tralia, and New Zealand. Feature writers were nurtured in an
ongoing process over the course of 1 year to become better,
more confident writers. They were supported to publish about
one post a month (which was paid), and they were integrated
into our team through regular emails and Skype meetings.
Guest writers, on the other hand, submitted one-off articles
(which were volunteer). These submissions came from mem-
bers of our wider community of readers who wanted to share
their stories. While editing support was provided, these writers
did not become involved at the level of feature contributors.

The women engaged as feature writers reflected the diversity
of the global HIV community, including women who: were
younger, were older, were cis, were trans, were heterosexual,
were lesbian or bisexual, were Indigenous and Black, were
White, were single, were in monogamous and polyamorous
relationships, were sexually active, were not sexually active
(and also satisfied and happy with their lives), used drugs,
did sex work, had incarceration experience, had experienced
homelessness, and had experienced stigma and violence, each
of them representing a unique perspective and courageously
sharing with us their personal challenges and triumphs of life
and love with HIV. Each article they wrote was published on
our website and disseminated through our linked Facebook,
Instagram, and Twitter accounts and a monthly MailChimp
newsletter to subscribers. We also regularly promoted relevant
research, news articles, and blogs from organizations support-
ing women living with HIV around the world.

In total, women wrote 43 blogs (Fig. 5), sharing stories
on a wide range of topics related to sexual health and social
justice, such as pleasure, orgasm, bodies, identities, trauma,
resilience, dating, disclosure, self-love, and motherhood. The
pieces included personal narratives, short fiction, reflections on
recent scientific findings, and advice created by and for women
living with HIV. For example, ‘My First Date With HIV’ by
Just Stash chronicled the fears and thrills of a young women
coming of age with HIV in Nairobi, Kenya. In ‘Dilation Into
Masturbation,” Juno Roche wrote about the struggles of finding
pleasure after vaginoplasty and shares one gem of advice that
turned vaginal dilation from medical pain to sexual exploration:
masturbation. ‘A Contract To Get Into Bed’ by S. T. Wynne
reads like science fiction but draws on lived reality, involving a
date situation when sex suddenly becomes imminent in the mix
and a heroine must decide whether or not to follow the letter of
the (HIV non-disclosure) law. Other titles include: ‘Can I Still
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Fig.5 Screenshot of the Life and Love with HIV website

Have A Child?’, ‘No Bad Whores, Only Bad Laws,” “Zee Rub-
ber,” “The Empowerment Of Forgiveness,” “The First Time She
Kissed Me,” ‘Life As A Single Mom Trying To Date Again,’
‘My Happy Place Vol. 1: How I Found Love Online,” “The
Power Of The Tongue: Talking Dirty After Diagnosis,” and
‘A Fat Girl’s Guide To Living And Loving With HIV.” It takes
courage to put pen to paper; in their art, as in their lives, these
writers were, and continue to be, fearless.

Reach and Engagement
Between July 2018 and October 2019, the website had more

than 3800 unique visitors of all ages from more than 50 cites
around the world (Fig. 6), mostly in the U.S., Canada, the
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United Kingdom, Kenya, Australia, South Africa, Germany,
Nigeria, India, and Pakistan. Our readership is diverse and
evolving. In February 2019, Google Analytics showed that the
majority of website visitors were women (70%) and people
aged 25-44 years (65%). In October 2019, these proportions
reduced to 54% and 45%, respectively, suggesting that more
men and diverse age groups were visiting the website over time.
Over these time-points, the average number of users increased
(over 300 visits per month to over 500 visits per month), but
so did the bounce rate or the percentage of single pageview
visits to our website (61-72%); while the number of sessions
per user (1.50-1.27) and mean length of session per visit
(3:25-1:57 min) decreased.
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Age 34.36% of total users

1 I 139

Fig.6 The age, gender, and location of website users. October 2019

These changing statistics likely reflect the fact that we did
not publish regular articles for several weeks between Febru-
ary and September 2019 and reduced our frequency of social
media posts. This change in activity may have also affected how
users accessed our website. For instance, our top three sources
of website traffic were social media (41% in February 2019
vs. 16% in October 2019), direct searches that result from typ-
ing the URL directly into the browser (40% in February 2019
vs. 27% in October 2019), and organic traffic such as through
search engines (15% in February 2019 vs. 56% in October
2019). Most users accessed our website through their mobile
phone (61%) and desktop computer (37%) and among those
visiting via social media outlets, most came through Facebook
(68%) and Twitter (32%). Very few people accessed Life and
Love with HIV through Instagram, which is an image-based
platform. Our project also generated national and international
interest and was published by 12 media organizations, mostly
in Canada and the USA, such as the National Observer, Rav-
ishly, She Knows, and Vancouver Is Awesome, highlighting
how these kinds of digital projects can connect with mainstream
media. We also shared information directly with the general

Gender 35.03% of total users

M female M male

public and stakeholders in the HIV community, via Huffington
Post and The Conversation, The CATIE Blog and The Positive
Side, and engaged with grassroots media organizations and
young student journalists interested in media for social change.

Impact, Opportunities, and Benefits

Of 83 readers responding to a non-advertised pop-up survey
on our website, most rated the content quality (75%), ease of
use (79%), and first impression of the platform (80%) as “out-
standing.” Every survey respondent said they would recom-
mend us to a friend or colleague and almost all (99%) felt that it
was “very important” to talk about sex, love, and relationships
beyond HIV transmission risk as a community. As one person
noted, “Tam a Health Educator at a STBBI focused Community
Health Centre. I love to tell people about your blog. Some are
very intrigued, some are resistant. But I love resources that
people can browse in the privacy of their own device.”

We received 39 comments from readers (mostly those liv-
ing with HIV) on articles published on the website, in addition
to engagement on social media. Across articles, comments
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highlighted the power of community storytelling: to connect
emotionally to readers: “This was a beautiful empowering story
that gave me chills and goosebumps;” to validate what women
are feeling: “I felt that...100%. ..thank you for vocalizing what
I feel;” to change attitudes toward dating and relationships: “As
someone currently thinking of trying online dating again, this
was timely;” to impact women’s lives: “I think stories like these
are going to have a huge impact on a lot of people and bring
a positive change that is long overdue;” and to share informa-
tion cross-culturally: “I love the story, the motivation and the
three-date rule, but will it work in Nigeria? The stigmatization
is too much, even educated people and medical officials are still
ignorant of it. I do wish I can try this but I’'m too scared to.”

Comments also revealed how blogs provide a source of
dialog and emotional connection across physical distances, as
seen in this response from a writer in Canada to a reader in
Nigeria: “It must be hard where there is so much stigma in
Nigeria. I just had to not take it to heart, the rejection, and to
love myself. I wish the three-date rule would be easier for you
in Nigeria. Us women are strong and can deal with whatever
comes our way. [ wish you luck in finding a partner. Trust me,
it takes a lot of bad apples before you find the right one.” This
exchange of empathy and support was also reciprocated to our
writers. For instance, on the blog “Who And Why Should I
Tell?’, areader wrote: “You went through so much trying time
but talking it out was a good way of letting the lies go. May our
heavenly father see you through this because I know ARVs
work. U=U.” Our writer in the UK responded: “Thank you so
much for your kind words. They mean so much to me.”

The process of digital storytelling was also transformative
for our team. Notably, during one of our debriefing sessions,
Juno Roche (a professional writer and author) explained how
she, like many others, was frustrated with navigating margin-
alizing spaces and found autonomy, ownership, and freedom
through writing on the site:

I found Life and Love with HIV by chance and bloody
frustration. We live in a sexist world. Trying to write from
atrans fem perspective about sex, my body, surgery...it’s
virtually impossible. You get told the same thing again
and again—"no one is going to be interested in reading
it.” As soon as I saw the group, and what we wanted to
do, I saw a sense of freedom to write what I want. It was
almost self-indulgent. I found the first three or four pieces
to be so bloody liberating. I was supported in writing this
stuff that was completely about us, about trans women
living with HIV...that I’'m only allowed to do on World
AIDS Day, Trans Day.

Other women also noted that the platform inspired them to
write and believe they had a voice that was worthy of other
people listening to, as reflected in this comment from S. T.
Wynne, who lives in Vancouver, Canada, where all medically
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eligible persons at risk of and living with HIV have access to
antiretroviral therapy at no cost:

I had written about HIV before and my status, but I felt
I didn’t truly use my voice, or tell my story from a gut,
heart-centered place. With Life and Love with HIV, I
felt like I had a platform to write from and contribute as
a global voice, to write personally but also from a global
perspective. As much as [ was writing my story, I wanted
it to be relatable to a global audience...I was reminded
how much privilege I had, as a white cis gender woman,
having won that cosmic geographic lottery, with incred-
ible medical care and support systems. So, a lot of my
writing was influenced by those realties, and a desire to
speak out against the injustices that we, as a global col-
lective of women, face.

For other contributors, the opportunity to share personal sto-
ries in a collective way stood out as a highlight, underscoring
the ways social media and technology can blend with art and
life to conjure up new ways of being with each other:

I thought it was a great platform to share the experience
of young girls living with HIV. I felt it was therapeutic
looking back, it was a great feeling knowing that my sto-
ries could be read and related to by so many young girls.
(Just Stash)

I loved developing relationships with women globally,
reading the other pieces that tell me about someone else,
somewhere else. It was a complete honor to link up with
brilliant women who talked honestly, crudely, fiercely.
(Juno Roche)

Writers also spoke of the positive impacts the project had on
their lives, including how writing for the site helped them build
skills and confidence as a writer as well as unpack some of their
thoughts and feelings about past experiences and future goals:

Before joining the team, I was writing for fun. I wasn’t a
professional. And I wasn’t that great at it. Having mentors
guide me, edit my work, and ask questions from a reader’s
perspective was great. Being open to see that other side
(the reader’s perspective) and the support we had as a
team. . .that helped my writing skills. Personally, I've also
had moments of reflection about sex and my personal life.
How I discovered HIV, my mother dying, growing up.
How its ok to talk about how I want to have my pleasure.
Being able to look back and have discussion and share
stories, it was good for me. Writing made me patch things
up and heal from the wounds that I had. (Just Stash)

I discovered that I'm really determined to carry on writ-
ing more stuff. I’'m writing a new thing now, a book
of essays about my life, “Fourteen Minutes of Trying
to Love You.” What I've gained over the last year, is a
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tenacity to continue to write the stuff I need to write about
my trans identity, HIV, previous sex work. And do that
with a sense of honesty. I've grown up as a writer. I am
tenacious. I'm more tenacious than I was before. I feel
like I am tenaciously writing essential ground in a space
that we’re told we’re not allowed to have a ground. I need
more space to write. (Juno Roche)

It impacted my confidence and self-esteem in a far more
meaningful way than the journaling [ had done for years.
When I would look back on my articles for the blog, I
would feel a sense of relief that I was brutally honest in
my reflections, regardless of how people would receive
them. There was a degree of self-honesty that [ hadn’t
found in my journaling. By publishing on Life and Love
with HIV and sharing with a global audience, I could look
back at my articles, multiple times and understand what
it was that I also needed to learn from my writing. Self-
esteem, confidence, self-reflection. Maybe 6 months from
now, it won’t read the same way. (S. T. Wynne)

Such narratives, while positive, also highlight how telling per-
sonal stories, in a potentially immortal, digital form, may have
consequences (positive and negative) that cannot be foreseen.

Challenges, Ethical Tensions, and Potential Pitfalls

Our process of conducting community-led arts-based KT on topics
of sexuality was not without its challenges. For instance, adverts
for our website disseminated through Facebook were blocked for
violating guidelines, leading us to question how we could meaning-
fully decrease HIV-related stigma if our conversations about sex
and pleasure were censored. As Florence, a mentor/editor who
lives and works between Kenya and South Africa, shared:

In many cultures, it is difficult for people to be open to the
idea of a woman talking openly about sex. It’s important
for us to think about these cultural sides to the work we
do and to reflect on how to share our stories in a way that
feels comfortable to us personally and also encourages
open, positive, and welcoming dialog among our readers.

At the same time, the team felt that we should not have to cen-
sor writing considered offensive by some; that we needed to
address the structures of sexism and misogyny that label topics
of sexuality sensitive or controversial to talk about, especially
for the most marginalized in society; and that we needed to
create an enabling environment that makes women feel safe.
Just Stash reflected:

I was afraid to be part of Life and Love with HIV and
write about my experiences and my journey in life. I
was scared that I would be judged. I have not disclosed
my HIV status to the world. I didn’t want my articles to
expose myself. So, I was scared. The fact that we could

write anonymously gave me a boost. But writing anony-
mously was also a challenge for me because I was like,
if the world had embraced the fact that we have HIV and
live life like anyone else, I shouldn’t have written anony-
mously. If I were to write as [real name], it’s up to others
to accept and move on with it. But again, there’s a fear.
Is my family ok with it? What about my boyfriend? Is
he ok? Is his family ok? What if we get married, have
children? The internet never goes away. I wish we could
change that in the world and let people express them-
selves, live freely, say the truth. Writing was quite a chal-
lenge because its associated with sex.

This was a persistent tension throughout our project: protect-
ing anonymity, confidentiality, and privacy to guard against
stigma, versus speaking publicly to overcome and undo stigma.
Women set their own boundaries during the writing process,
with some like Just Stash opting to remain anonymous or
semi-anonymous in their writing. Still, anonymity did not stop
feelings from entering into the work. In fact, team members
expressed different, often conflicting, emotions about their
experience (fear, shame, courage, confidence), revealing the
unpredictable nature of sharing stories about the most intimate
aspects of ourselves with others. As S. T. Wynne reflected:

My biggest fear about writing publicly about sexuality
and relationships was what if people know I am not hav-
ing sex. How do I write about sex if [ am not having any?
Over time and several articles, I realized it was as valu-
able an insight as having sex all the time, and not nearly
as uncommon as [ thought. By building my courage
and baring my soul, with each article, it in turn became
another reflection and insight about my sexuality person-
ally. Whether or not [ was having sex wasn’t the biggest
takeaway. There were scary moments, depending on the
topic and article. But as each article was published, I
became more confident—it didn’t matter as much what
people thought, it mattered how I felt about sharing. The
shame and self-consciousness became less and less, and
I realized I had the support of a global community of
women supporting me telling my story.

And, as Just Stash added:

My experience was a mix of all that—liberating, fearful,
exciting. I was writing anonymously. I did not want my
status to be out there for everyone to know. [ wanted to
decide that myself. The challenge came in when I would
tell my friends who know my status to read the articles.
I didn’t know how they would take me. I'm exposing
myself, my sexual life, what I've gone through. I had that
fear of being judged. When my writing slowed down, I
had friends say, “Now, we don’t see your stories. Why
don’t you write? We were encouraged by your stories.”
Yes, I was afraid. But I was encouraged. They wanted
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to read, learn, and know more. Writing anonymously
helped. And I only shared it with close friends.

Others who wrote professionally around gender and sexuality
wanted to be publicly identifiable and chose to do so knowing
the risks that this might entail and taking comfort in belong-
ing to a group of women sharing their stories. As Juno Roche
shared:

Writing often feels very risky. I do it as a single person.
I write about sex for my books and the news. What was
really nice about this is that, as a group, it didn’t feel
risky. There was this kind of unspoken support. We were
a group of women all doing the same thing. The thing is,
if you're a woman with HIV and writing openly, you're
going to be attacked. It was really nice to feel supported.
I'was really experimental and wrote a lot about self-pleas-
ure. I think I felt braver to write. When I write about sex,
it feels incredibly calm. If someone had been abused on
Twitter, | would have leapt to their defence. “We will have
your back.” The support was silent but definitely there
and it was lovely.

Another challenge that all of our writers grappled with was
“how to talk positively about sex when trauma is at the core of
so many experiences,” as S. T. Wynne shared during our team
discussions. We felt it was critical to explore the roots of trauma
(e.g., patriarchy, colonialism) and how institutions and attitudes
established by these structures continue to shape women’s lives
(e.g., intergenerational trauma, family violence, mental health,
addictions). Add the stigma of living with HI'V and distressing
experiences can intensify, producing a lasting effect on sexual
life. The pieces women wrote, with unflinching honesty (for
example, ‘U="U=Love’), also forged a path of hope. As Flor-
ence reflected:

The safe space we created, the structure within which we
all sat it, it provided us an opportunity to look at things
that are normalized and challenge them, like coercion and
violence against women living with HIV. Across genera-
tions and continents, we were both challenging things
that hold women down and finding positive narrative to
lift ourselves up.

Writers also expressed a range of expectations of contributing
to the website, including a desire to make connections with
other women, change social attitudes, and/or empower others
through the content of their work. As Just Stash revealed:

My expectation was that my articles would reach as many
people as possible and that they would realize that we are
normal people, we are allowed to have sex, to not be seen
as outcasts when it comes to relationships, to be able to
live our lives.
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However, this raised another challenge: What if women’s
expectations and hope for the project were not met? Indeed,
some contributors described unexpected negative responses
from acquaintances to their writing and “...scary moments,
depending on the topic and article.” Some articles, for example,
touched on legally sensitive topics. In these instances, we had
careful discussions about the legal and social implications of
sharing this information digitally, and the degree of anonymity
offered by these communications.

Writing about topics deemed shameful or dangerous by
society meant it was also really important for women to care
for and nurture themselves. Women felt that having the sup-
port of a community of writers and mentors empowered them
with the confidence and resilience to share their stories within a
misogynistic and homophobic culture. As S. T. Wynne shared:

I'had a bit of back lash from men. Three direct comments
on Twitter. I blocked them. I had no desire to engage in
that debate. I didn’t feel it was necessary to set bounda-
ries, not in terms of writing online. I did have moments
of “What are people going to think of me? Are they going
to think less of me? Are they going to understand?” On
Twitter, you can see people being ruthless and cruel,
especially for LGBTQ people. But as each article was
published, I got more confident. It didn’t matter what
people thought. I felt I had the support I needed. I wasn’t
going to be on Twitterland alone without support. I would
have a group of women supporting me.

Yet, even with the support we provided, important gaps and
challenges remained around how to stay motivated over our
year of writing together and how to maintain connection and
communication after the experience ended. As Just Stash
reflected:

Every writer, even the greatest writers, lose motivation or
inspiration to write. What keeps them going is the men-
tors they have, and the people involved from inception to
push them to write, give them new ideas and stories from
which to write. I wish we had more time to write and be
part of the team. The magazine brought us together. As
soon as the project ended, I felt like everyone got back to
what they were doing. If we had more funds as a team to
meet in person or a system to stay connected, this would
have great impact, longevity, and sustainability. And it
would grow our friendship along the way.

Discussion

Extending the impact of sex research beyond the academic
knowledge base to women living with HIV, service provid-
ers, policymakers, and the general public is important to help
reduce HIV stigma and advance social equity in sexual health.
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Over the past 5 years, we published a number of research papers
concerning the sexual rights of women living with HIV in
Canada (Carter et al., 2017, 2018a, 2018b, 2019, 2020; Kaida
et al., 2015; Patterson et al., 2017, 2019; Salters et al., 2017).
Given the lack of sex-positive resources for this community,
we created Life and Love with HIV to disrupt narratives of
danger and disease, and to ensure women'’s stories of love,
romance, and sexuality—which have deep historic, economic,
and political roots—were heard. In collaborating as research-
ers and women living with HIV, our goal was to enhance our
impact and to support our community in reclaiming their right
to have pleasurable, fulfilling, and safer sexual lives. Data from
the current evaluation indicate success in challenging stigmatiz-
ing representations of HIV and de-marginalizing relationships
and sexualities. We were also successful in creating a structure
containing safety, support, and mentorship that enabled a group
of women from across the globe with completely different lives
to come together and form an identity in writing about sex,
pleasure, and living with HIV. Their stories were powerful and
fiercely profound. Despite the opportunities and benefits that
our project afforded, we also identified several challenges, ethi-
cal tensions, and potential pitfalls. Here, we offer some reflec-
tions on this work in the context of the broader literature on
arts-based research and KT, as well as some recommendations.

Consistent with other projects employing creative methods
(Boydell et al., 2016), this project challenged us to rethink what
counts as knowledge and how we might measure benefits. In
traditional academia, researchers create and hold knowledge
and everyone else is either a “subject” or “user” of research.
Even with participatory research and integrated KT, in which
communities are engaged throughout the process of creating
and sharing knowledge (Jull, Giles, & Graham, 2017), papers
written by academics are considered superior evidence. How-
ever, what we hope others can take from this project is that
research documents are not the only type of text from which
knowledge and critical development in society can come. In
research concerned with social justice and sexual health, where
marginalized groups are often the focus of study, recognizing
the knowledge and expertise gained through lived experience
is paramount. We found blogging to be an accessible way for
women living with HIV to share their voices and experiences,
and for their peers to take up this knowledge. But we do not
wish to underplay the difficulties of this work. It is hard to write
and put yourself out there with your writing for people to read.
Indeed, many of our writers spoke of having to move past the
fear of judgment; this is vulnerability at its essence. From day
one, we viewed women’s stories as sacred and felt it was of
great significance to design an intimate, safe space to hold these
stories. By involving researchers and women living with HIV
as story editors/mentors and holding regular team meetings,
we were able to offer guidance to women, promote information
sharing and support, and help ensure scientific accuracy of the
content, particularly blogs that addressed complicated issues

such as HIV disclosure and the law. This safe space enabled
women to write engaging, creative, and diverse stories in order
to help women living with HIV realize that their sexuality and
well-being matters. The sentiment among our team was that
this endeavor was bold and should not be.

In this paper, we highlighted some of the more nuanced ben-
efits of our participatory digital storytelling process, as well
as some of its potential costs through comments from women
engaging with and contributing to the website. These find-
ings add to the work of others (Boydell et al., 2012a, 2012b)
in highlighting the varied benefits of using arts in KT, such
as the ownership and control women had in the process and
transformative capacity of writing for their communities, the
capacity-building model that helped women become better
practitioners of writing, and the facilitation of self-transfor-
mation and healing through reflection and expressive arts.
We also highlighted the many ethical challenges of this work,
including the emotional burden the experience may exert and
the issues of anonymity, privacy, and security in the online
world. While there is a growing body of evaluation methods
for Internet-delivered interventions on sexual health, measuring
impact can be difficult (Newman, Ziebland, & Barker, 2009;
Rozmovits & Ziebland, 2004; Sillence, Briggs, & Herxheimer,
2019; Treloar et al., 2019). Impact is not just about supporting
a change in policy or health service delivery. Sharing positive
and empowering HIV narratives may contribute to changing
world views, cultures, and human understanding of sexuality
and relationships, including how individual vulnerabilities are
linked to social structures. From the comments of readers to the
reflections of writers, the stories produced through this project
were perceived to increase women'’s self-esteem, self-confi-
dence, and overall well-being. We did not, however, examine
the impact of this novel KT approach on the wider community.
Publishing women’s stories were like dropping a pebble in a
pond; it creates ripple effects that might not be able to see. It
would be useful to consider how to observe these ripples and
capture audience impacts more carefully in future research,
including how digital arts can be used to change public atti-
tudes toward sexuality, as shown in other health fields (Larsen,
Vaughan, Bennett, & Boydell, 2018). Perhaps by employing
creative KT methods, we can inspire more empathy toward
women living with HIV among the general public, a necessary
step toward creating more enabling environments to support
equitable rights to sexual health. These impacts are challeng-
ing to measure and require the development of new models and
frameworks for assessment (Lafreniere & Cox, 2012).

What we demonstrated in this paper is the potential of femi-
nist digital storytelling to reframe living and loving with HIV
as a collective rather an individual experience. With the help of
technology and social media, we were able to overcome geo-
graphical boundaries and unite women living with HIV within a
strong, diverse, and mutually supportive community. However,
running this project required a substantial investment of time
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and effort, as well as careful attention to, and mitigation of,
possible risks. “Dangerous emotional terrain” is a term used by
Gray et al. (2000) in their discussion of the potential negative
impact of using theater in dissemination of cancer research. In
our case, when groups are stigmatized and criminalized, and the
stories they share are personal and online, the potential negative
impacts are amplified, involving not just difficult feelings but
also potentially serious social and legal risks, both now and
in the future. The long-term consequences of this dangerous
emotional, socio-legal, and digital terrain remain uncertain.
This is something we continue to reflect on and grapple with
as a team. Additionally, our intended aims for this project were
challenged by the fact that websites are living, breathing, and
evolving. For instance, we regularly receive direct messages
from readers requesting help to find a romantic partner or to
deal with stigma or loneliness. While we are committed to
supporting our readers and have regularly written to them via
email, we are not therapists or matchmakers, and these requests
extend beyond the primary aims of our project. However, the
nature of these communications highlights the potential use
and usefulness of this platform in other areas: as a dating site,
to provide online peer support, and for education to healthcare
providers and community-based organizations in the area of
women’s sexual health.

Finally, we feel it is important to emphasize that maintaining
momentum for writing contributions over time was challeng-
ing. Having a writing buddy system could help, along with
reading groups, regular meetings, and a dedicated project coor-
dinator. In addition, given that stories are non-static, introduc-
ing a mentor editing scheme can appropriately and sensitively
challenge writers to go deeper and write about writing about sex
(e.g., What was it like to write about my vagina? Why did I get
the online result that meant I had to block men on Twitter?), so
that structures of patriarchy can be scrutinized and referenced
and so that women can reclaim comfort and safety. Finally,
although we envisioned the website within a mentorship model
that would recruit and support a new and diverse set of commu-
nity writers each year, we learned the importance of continuing
to foster existing relationships beyond the end of the mentorship
cycle. Moving forward, our team will have to answer difficult
questions about sustainability and scalability of our activities,
especially in a climate of limited financial resources and in a
system in which women living with HIV are largely excluded
from holding power and space in HIV discourses (Terrence
Higgins Trust, 2019). As Juno Roche reflected, “For years,
women living with HIV could not write about sex; they were
meant to apologize for it. This is the most writing of this kind by
women living with HIV that has ever been done.” It is for this
reason that our team feels a deep sense of pride and responsi-
bility, both for one another other, and for the words of empow-
erment that blossomed from the global partnerships that this
KT platform supported. How do we become good custodians
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of women’s stories? How do we ensure that they are heard by
others and used to reflect the community’s vision for social
change?

Limitations

There are at least three limitations to our evaluation. Firstly,
the challenges, opportunities, and lessons we identified may
not be universally true for our writers. While we developed
strong community relationships, women’s engagement in the
project varied, especially over time, owing to different needs
(e.g., major life changes) and challenges (e.g., the limits of
remote support). Secondly, we did not perform a large-scale
evaluation survey or focus group among our website audience.
Although doing so would have increased the validity of our
evaluation, we lacked the resources to engage in a more system-
atic assessment. Instead, we followed a ‘naturalistic’ approach
used by others to minimize disruption to the user experience
(Treloar et al., 2019). In the future, we plan to conduct further
evaluation of how women’s artistic creations impact specific
audiences. Thirdly, as others have noted (Kukkonen & Cooper,
2019), many outcomes of arts-based KT are intrinsically dif-
ficult to measure. For example, because of stigmatization, not
all website users leave a comment, and failure to comment does
not mean women’s articles are not having a positive impact.
Similarly, we were unable to measure any impact that extends
beyond those directly engaging with the website, such as any
change in awareness or attitudes in the wider community that
may diffuse through social networks. Such impacts may be
better detected by longer time periods of evaluation. Finally,
within feminist praxis, potential benefits such as empowerment,
peer support, and community capacity building (and resultant
impacts on well-being) are important outcomes, but are clas-
sically hard to quantify. Despite these limitations, our project
represents a significant advance in novelty and innovation in
relation to feminist forms of knowledge mobilization, informing
and expanding KT activities in sex research.

Recommendations

We offer five recommendations to other communities inter-
ested in using arts-based digital methods to tell narratives and
counter-narratives of sexuality while also avoiding potentially
difficult social and ethical consequences.

1. Forge strong equal partnerships with communities affected
by the topic under study in order to create, translate and
disseminate sexual health knowledge that is more relat-
able, relevant, and accessible to communities that need
it most, and increase accountability of research. This can
be initiated by developing community engagement plans
embedded within the research, identifying communities in
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their diversity (both in institutional and non-institutional
settings) to plan and implement participatory research
with, learning from these interactions, and building and
maintaining trust. This process must also involve a com-
mitment to securing funding to appropriately compensate
community members. There is a rich literature of how to
build equitable academic-community partnerships (Flicker
et al., 2014; Greene, 2013; Harris, 2006; Israel, Schulz,
Parker, & Becker, 1998), including specific guidelines and
principles outlined in Canada’s Strategy for Patient-Ori-
ented Research (Canadian Institutes of Health Research,
2011).

2. For any online platform that facilitates conversations about
sexuality, be aware of the social structures (e.g., misogyny,
racism, transphobia, and in our case, an environment that
has constantly looked at women living with HIV as vec-
tors of risk) that drive shame and fear and enables silence.
Discussing sexuality in this context invariably comes with
risks. We have a duty to have impact on the context we
exist in so women can speak freely, openly, honestly, and
safely. We also have a duty to protect the confidentiality
and safety of those contributing to the site, and to protect
their words. Women'’s choice and autonomy regarding the
level of anonymity they prefer is of paramount importance,
as is an ethics of care. This may include formal check-ins
and ongoing reflexive discussions of potential risks and
benefits.

3. Provide peer support and mentorship of contributors. Help
people to write from their own experiences. Some direc-
tion may be helpful, but do not restrict or constrain their
thinking—see how people present themselves and what
they foreground as important. A collaborative editorial
process, with both individual and group support, can help
professionalize everyone’s work, while letting diverse
voices shine through. Such supports strengthen connec-
tions within the writing team, foster mutual learning and
support and enable new writers to develop confidence and
grow in ability. Further, this adds a sense of collectivity to
individual storytelling and helps to avoid possible fragmen-
tation.

4. Practice diversity and equity. Educate yourself of the sys-
tems of power that surround different groups of people.
Build inclusive teams, where differences are celebrated,
and everyone feels valued and heard. Cultivate a mutual
responsibility among all team members to create a safe
environment that is non-judgmental, flexible, responsive,
respectful, reflexive, supportive, and fun. For blogs that
deal with racism, sexual violence, and other trauma-related
topics, forewarn readers of content that may activate emo-
tions. It is also important to ensure support is available for
those who may be adversely affected by writing or reading
stories.

5. Consider a structured approach to the process of writing
(e.g., buddy system, reading groups) and the use of diverse
art genres (e.g., poetry, video, a collection of drawings or
images). Writing is hard and has its own set of vulnerabili-
ties, regardless of the topic. Allowing contributors to share
their story in a language that feels comfortable to them
gives people far greater scope. Art can also be a potent way
of talking. Finally, when creating this structure for a writing
collective, look to the future. Think about how the project
and relationships can be sustained.

Conclusions

In this article, we describe a novel community-driven, arts-
based KT approach that united women living with HIV across
the globe to engage in conversations about living and loving
with HIV. It seems only right to conclude by returning to the
voices at the heart of this storytelling process.

I love the company of women. A lot of my life is being
part of different collectives, and different groups of
women. There is something magical about a group of
women coming to together, there is something intimate
about it. We discover and create boundaries very quickly.
Reading pieces from all over the place. We all have dif-
ferent experiences, but somehow, we all agree we need
to create this space. All online. I hope that it continues.
Women writing about sex and living with HIV, their
bodies and desires. It feels incredibly important. — Juno
Roche
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