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Abstract 
A feminist approach can enhance the ability to conduct 
patient-centered research among young adult cancer 
patients and survivors. Theoretical frameworks 
proposed in feminist literature, such as feminist 
approaches to disability studies, give researchers a 
language for engaging the whole patient in qualitative 
research, and prompt research questions that are 
allowed to discard gender and physiological norms.  
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Introduction 
I am interested in joining the Feminism and Feminist 
Approaches in Social Computing workshop at the CSCW 
2015 conference for its relevance to my work in 
researching information needs among cancer patients 
and survivors. I would characterize the population of 
cancer patients and survivors as a vulnerable one [1] 
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due to the social stigma and economic vulnerability of 
participating in qualitative research.  

Much of the research that exists in the cancer patient 
and survivor community focuses on what is left - the 
ravages of the body, and how what remains is 
“leftover” and “less” than the normal [2]. It is not 
appropriate to wholly dismiss this past research based 
on its point of view; arguably, this research has 
provided some kind of voice to the participants in 
qualitative research. However, one relevant criticism of 
cancer culture is that we have learned much about 
body image as it relates to norms of female self-
presentation, but little in building the cancer narrative 
outward from individual experience. For example, 
research questions are designed to ask, in effect: “how 
are your experiences less than, or different from, the 
norm?”, rather than: “how would you describe your 
experiences?”  

In addition to being a researcher, I am also a young 
adult cancer survivor. Much of what I do is ensuring 
that my role as a patient appropriately informs my 
research questions, methods, and representation of 
findings. Specifically, I study the information needs of 
cancer patients and survivors as they relate to self-
characterized disease phase.  

I embrace the ideas presented by Fine [3] in her 
depiction of disabled individuals. In her book, Fine 
separates the biological [disability] from the social 
[handicap]. Although this language evolves constantly, 
I believe it is important to precisely delineate the issues 
facing cancer patients in both the personal health and 
social interaction realms.  

I hope that I would be able to bring a valuable 
perspective to this workshop. I am eager to learn from 
other scholars employing the feminist perspective, 
particularly as I will be using feminist frameworks to 
inform my dissertation research design. 

Annotated references 
[1] Liamputtong, P. (2007). Researching the 
vulnerable: A guide to sensitive research 
methods. London: SAGE. 

This book examines various attributes of vulnerable 
populations and the conditions under which researchers 
may have to consider asking for participation from 
these populations. It is a helpful (general) guide to 
mapping out considerations of potential harm to such 
populations, and is one I have used to reduce such 
harms in research designs. In particular, since I am 
interested in self-expression post-cancer treatment, I 
must consider the identifiability of creative expression 
artifacts and details about diagnosis, treatment, and 
survivorship shared by participants in my research. 

[2] Ucok, O. (2007). The fashioned survivor: 
Institutionalized representations of women with 
breast cancer. Communication, 4(1), 67-78. 

An ethnographic/observational inquiry into the lives of 
women whose appearance is affected by cancer 
treatment (importantly, the treatment is what 
disfigures - not necessarily the cancer); the American 
Cancer Society is found to be underlining societal 
expectations related to female appearance. The “Look 
Good...Feel Better” campaign emphasizes proper hair 
grooming, such as eyebrow shape and use of wigs, to 
“assist” women in feeling confident about their cancer 



  

fight. As in reference [3], this representation of female 
cancer patients juxtaposes their appearance against the 
expectations of a “normal” physical appearance.  

[3] Fine, M. (1992). Disruptive voices: The 
possibilities of feminist research. University of 
Michigan Press. 

In this book, Fine presents a number of applications of 
feminist research perspectives, but the most interesting 
to me is her approach to disability studies. Disabled 
individuals, in the feminist tradition, are considered to 
have a “whole” perspective, one whose voice is 
important to capture authentically and with proper 
design for validation, rather than in contrast to the 
“typical” individual experience, be it masculine, healthy, 
or otherwise advantaged. I see this as a treatment of 
the “authentic voice” that should be applied to 
engagement with cancer patients and survivors - not as 
people who are “less than,” but as individuals whose 
lived experience affects their information needs and 
interactions with others, including clinicians, caregivers, 
friends, and family. 

Author biography 
Jordan Eschler is a PhD student at the University of 
Washington Information School. She is interested in the 
relationship between illness phase and emotional and 
informational needs as experienced by young adult 
oncology patients. She is currently working on the 
REMIND study, conducting interviews to understand 
personal information management around chronic 
health conditions managed day to day in the home.  


