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INTRODUCTION

Certainly in my own research, I have thought about the
ethics surrounding consent, privacy, and determining user
needs. My current work focuses on women with eating
disorders. Because of the sensitivity around eating
disorders, it is important to consider the ethics around
conducting research with this population [9]. In this
workshop paper, I will describe ethical questions and/or
challenges I have faced in my own research.
Consent and Privacy

Consent and privacy are two major ethical topics, which
have come up in my own research. My colleagues and I
conducted a study exploring how women discuss eating
disorders within an online weight loss community. The
company that owns and operates the community gave us
permission to conduct the research and provided deidentified data, including forum posts and portions of users’
profile data. Anyone can create an account for free and read
posts on the forums. Because the data was anonymized
before we received it, we were unable to obtain consent
from individual participants.
We did our best to maintain user privacy. First, the name of
the community was changed to protect users’ privacy. Also,
we changed the wording of the quotations to ensure users
could remain anonymous while still maintaining the tone
and theme of the quotations. Examining users’ posts helped
us understand users’ perceptions of how the technology
they use and community they participate in impact their
eating disorders.
•
•
•

How do ensure our research is ethical if we cannot
obtain consent from participants?
What about in cases where the researcher’s
presence could interfere with the data?
How do we think about users’ privacy when
conducting research (especially when we are
dealing with vulnerable populations and sensitive
topics)?

Determining “Needs”

When we think about studying and designing technology
and permitting certain types of content, we need to think
about what happens when what a user wants is not
necessarily in his/her best interest at least from the
researcher’s (or someone’s perspective) and who gets to
decide what is “best”. Because I study eating disorders,

there are times when I encounter users who wish to
maintain their eating disorder.
•

•

When thinking about what is “ethical”, do we
design technology for what users want or what is
“best” for the user?
Who decides what is “best” for the user?

This is not a new challenge. A prime example of this is
pro-eating disorder communities. Many researchers have
found that pro-eating disorder communities have negative
effects on their users. Some researchers believe that these
sites are a façade of “support” but actually are anti-helpseeking and anti-recovery [6]. While users report an
increase in perceived support, these communities actually
exacerbate their symptoms [2, 6] and perpetuate unhealthy
habits [5].
Since pro-eating disorder content is controversial, some
have called for censorship of these sites and their content
in order to do what is in the “best” for the users. However,
some have cautioned that censorship may actually be
harmful [1, 3, 8]. For one, banning pro-eating disorder sites
and content will make it more difficult for clinicians,
researchers, families, and charities to reach out to proeating disorder communities [1] and limit people from
creating their own online communities [7]. Additionally,
some argue that pro-eating disorder communities may
actually have positive effects on their users also. Some
researchers have found that pro-eating disorder
communities and sites offer support, a sense of community,
and a coping mechanism for users with a stigmatizing
condition [2, 4, 8].
My view has always been to advocate for the user.
Especially when it comes to health and behavioral changes,
we cannot force someone to do seek help, change their
diet, etc., but we can provide them with resources.
However, the best way to deal with these challenges is not
really known.
I hope to discuss privacy, consent, needs, and other ethical
issues further during the workshop.
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