
562 

Health Information Behavior Research with Marginalized 

Populations 
 

Blake Hawkins  

University of British Columbia, Canada. 

blake.hawkins@alumni.ubc.ca 

 

Kaitlin Costello  

Rutgers University, USA. k.costello@rutgers.edu 

 

Tiffany Veinot  

University of Michigan, USA. tveinot@umich.edu 

Amelia Gibson  

University of North Carolina, USA. 

angibson@email.unc.edu 

 

Devon Greyson  

Children's Hospital Research Institute, USA. 

dgreyson@bcchr.ubc.ca 

ABSTRACT 

As part of an increasingly vibrant area of research, infor-

mation behavior scholars have shown that traditionally 

marginalized populations (e.g., older adults, LGBTQ peo-

ple, people of color, low-income people and people with 

chronic diseases or disabilities) may have distinct health 

information needs and information behaviors. These dif-

ferences may arise from unique patterns in marginalized 

groups’ life experiences, health risks and burdens, social 

networks and available resources, as well as dynamics 

of social marginalization and exclusionary service de-

sign. This subfield of information studies challenges es-

tablished notions of health information-seeking behav-

iours to further develop theories and models, as well as 

propose new models for information services and tech-

nologies. The unique characteristics of marginalized 

populations have necessitated the development of novel 

research approaches and methods, as well as interdisci-

plinary collaborations and community-based partner-

ships. This panel invites audience members to think crit-

ically about what it means to engage marginalized popu-

lations in research and the methods and approaches 

needed to do so in a health context. It will also allow par-

ticipants to broaden their understanding about the health 

information-seeking behaviors of marginalized popula-

tions. Panelists will introduce and contextualize margin-

alized populations’ health information-seeking behav-

iours and explore potential or existing connections be-

tween themes from a variety of disciplines. Following a 

brief introduction and presentations from five panelists 

(who are themselves exploring marginalized popula-

tions’ health information-seeking behaviours), there will 

be an open discussion session with the audience in a 

World Café format.  
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INTRODUCTION 

This panel focuses on the panelists’ health information be-

havior research among different marginalized populations. 

We focus on marginalized populations for three reasons: 

1. In recent years, the health sciences and medical practi-

tioners have placed increasing importance on patient em-

powerment, individualized and contextualized care, and 

informed medical decision-making. All of these trends 

are predicated on by successful health information seek-

ing. 

2. Marginalized patient populations experience greater bar-

riers to empowerment and medical decision-making. 

3. Research in health information behavior is often disease-

oriented, not population-oriented. 

The panelists will discuss their health information behavior 

research with a wide variety of marginalized populations, in-

cluding men who have sex with men, LGBTQ youth, young 

parents, parents of trans and gender creative youth, vaccine-

hesitant parents, low-income families managing chronic ill-

ness, parents of individuals with Down syndrome and Autism 

Spectrum disorder, young Black women, adults on dialysis 

and women with chronic pain. 

BACKGROUND 

Traditionally, research in health information behavior fo-

cuses on information seeking, often among groups of people 

who share a specific diagnosis (Lambert & Loiselle, 2007). 

This work emphasizes the motivations for and outcomes of 

information seeking behavior in health. These studies indi-

cate that the motivations for seeking out health information 

are multifaceted and change over time; they include making 

choices about treatments, determining whether to modify a 

health-related behavior, learning what questions to ask the 

doctor, feeling in control of an illness, coping with the emo-

tional impact of chronic disease, constructing a positive iden-

tity and satisfying curiosity (Barbarin, Klasnja & Veinot, 

2016). Participants in these studies have a preference for get-

ting health information from healthcare providers, but they 

typically consult multiple sources when they are experienc-

ing health information needs. Source selection is impacted by 

 

80th Annual Meeting of the Association for Information Science 

& Technology, Washington, DC, VA | Oct. 27-Nov. 1, 2017 

Authors Retain Copyright 



563 

factors related to the source, to the patient, the relationship 

between patients and sources, characteristics of the infor-

mation need and social norms (Zhang, 2014). Health infor-

mation seeking is linked to positive and negative health out-

comes, including sense making, decision making, uncertainty 

management, confusion, avoidance and fear (Johnson & 

Case, 2012). Often, factors related to the patient (e.g., capac-

ity for understanding health information, demographic char-

acteristics) or to the information (e.g., quality of health infor-

mation, presentation or format of information) are the focus 

of studies in this domain. We argue that conducting research 

with marginalized populations allows for a more comprehen-

sive picture of the causes, conditions and consequences of 

health information behavior. Focusing on marginalized pop-

ulations highlights central issues in information behavior that 

are otherwise overlooked, including the social costs of infor-

mation seeking, information access and the ways in which 

social structures enable, enhance or prevent information be-

haviors within and among communities.  

We position our understanding of marginalized populations 

using a conceptual framework of access to health care, con-

sidering approachability of healthcare resources, acceptabil-

ity of seeking out and availing one’s self of healthcare re-

sources, availability and accessibility of health care, afforda-

bility of care and appropriate fit between the services offered 

and the populations who will access those services 

(Levesque, Harris & Russell, 2013). This dynamic perspec-

tive on access allows us to better define marginalization not 

as a static quality that can be easily quantified (e.g., “income 

below 200% of the poverty level”), but as interwoven pro-

cesses that relate both to individual characteristics (e.g., in-

come level, social capital) and to the characteristics of 

healthcare services (e.g., their location and cost). We include 

both individuals with chronic diagnoses who must manage 

their illnesses over the course of their lifetimes and individu-

als who experience population-specific health information 

needs.  

PANEL AGENDA 

The purpose of this panel is to (1) examine issues surrounding 

health information behavior research with marginalized pop-

ulations and (2) consider the intersection of multiple disci-

plines in health information behavior research (e.g., public 

health). We will address the following topics: 

• Why is health information behavior research with margin-

alized populations necessary?  

• What are some useful methods for this research?  

• How can researchers build relationships with marginalized 

populations?  

• When and how should other disciplinary approaches be in-

corporated into this work?  

The organization of our panel is as follows: 

1. A brief introduction to marginalized populations and 

health information behavior research will be presented 

by the panel moderator, Blake Hawkins (5 minutes). 

2. Five examples of health information behavior research 

with marginalized populations will be presented by the 

panelists Blake Hawkins, Amelia Gibson, Kaitlin Cos-

tello, Tiffany Veinot and Devon Greyson (50 minutes).  

3. Brief closing remarks and additional discussion of mar-

ginalized populations research will be presented by 

Blake Hawkins (5 minutes). 

4. World Café discussions in small groups, with each pan-

elist acting as a facilitator for discussions about the top-

ics discussed in panel, giving participants the oppor-

tunity to share perspectives and discuss future research 

(Carson, 2011) (30 minutes). 

To structure the World Café discussions, the following ques-

tions will be used as a starting point: 

1. How do you work with marginalized populations in your 

research? 

2. How can we address some of the challenges of working 

with marginalized populations? 

3. Are there additional approaches to consider when study-

ing marginalized populations? What kinds of methods 

have you used, either successfully or unsuccessfully? 

4. How do researchers move beyond deficit-based frame-

works when working with marginalized populations? 

PANEL DISCUSSIONS 

Building Relationships with Participants 

Blake Hawkins, MLIS, moderator/panelist, is a doctoral stu-

dent from the University of British Columbia iSchool and 

School of Population and Public Health interested in commu-

nity-based research with LGBTQ youth and sex workers. 

Over the last four years he has had a variety of opportunities 

to collaborate with community groups in different capacities 

(as a researcher and community engagement roles with aca-

demia). As an academic and community member, he has 

completed research on information behavior, online interac-

tions, knowledge mobilization and public policy impact on 

accessing health services. As a panelist he will discuss some 

of his master’s research on LGBTQ health information-seek-

ing behaviours. This work involved a year of building part-

nerships and engaging with the community to understand 

their needs and what would be appropriate for a research pro-

ject. He will briefly reflect on his experiences building rela-

tionships with community partners – this includes the power 

dynamics, managing expectations and some myths both re-

searchers and community partners may have about these re-

lationships. Additionally, Blake will discuss the importance 

of being aware about the community context (e.g., location) 

and how this may impact the engagement process with com-

munity partners. In the case of his research project, Blake had 

to deal with some gendered obstacles when recruiting young 

gay, bisexual and other men who have sex with men due to 

the legacy of masculinity in the community. By sharing his 

academic and professional experiences, in the context of this 

one project, he hopes to emphasize the importance of context 
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with information researchers who are interested in building 

partnerships and complete research with marginalized popu-

lations. 

Amelia Gibson, PhD, is an assistant professor at the Univer-

sity of North Carolina at Chapel Hill where she studies health 

information behavior and local communities and places as in-

formation systems. Her current work focuses on information 

poverty and how intersections of identity, place, space and 

social and economic power/privilege influence information 

access and information behavior. She will discuss her work 

in information poverty, information access and geographies 

of health-related information seeking among parents of peo-

ple with disabilities and young Black women, as examined in 

two projects - Healthy Girls Know and the Disability LINES 

project. Healthy Girls Know is a youth participatory action 

study that engages a pilot cohort of 6 Black teen girls (ages 

12-15). The Disability LINES project examines the infor-

mation needs and information worlds of parents of individu-

als with Down syndrome and Autism Spectrum Disorder. 

The project encompassed two studies – an interview study 

that examined health information access and behavior among 

41 parents of individuals with developmental disabilities and 

a survey (n=935) of the information needs and information 

source choices of parents of individuals with Autism Spec-

trum Disorders (ASD) in the state of North Carolina. To-

gether, the two studies informed an expanded understanding 

of information poverty as experienced by parents and care-

takers who rely on medical data and research (available on 

the internet), as well as local procedural and institutional 

knowledge. 

Methods and Approaches 

Kaitlin Costello will discuss some of the methodological 

challenges in health information behavior research with mar-

ginalized populations by presenting the methods from her 

current study. This study employs a qualitative approach to 

interactive information retrieval research and employs home 

visits, semi-structured interviews and retrospective think-

alouds to uncover the causes and consequences of online 

health information seeking in the context of chronic pain. Alt-

hough many studies evaluate how people use the internet to 

interact with information, most of the research in this area 

cannot be generalized to adults diagnosed with chronic dis-

eases for several reasons: interactive information retrieval 

studies have not typically targeted health information needs; 

the studies are primarily conducted with college-aged stu-

dents, who interact with the internet differently than older 

adults diagnosed with chronic illnesses; and the studies usu-

ally impose search tasks on participants rather than allowing 

them to search for information that meets their own infor-

mation needs. Previous research, which has been largely con-

cerned with interactions during information seeking, also 

generally does not examine information use, a central com-

ponent of information behavior. The current study aims to 

understand how real patients diagnosed with chronic condi-

tions search the internet for health information, what infor-

mation they are interested in finding, how they understand 

and evaluate that information and how it is used after the 

search sessions are concluded. Costello is an assistant profes-

sor at the School of Communication and Information at Rut-

gers, the State University of New Jersey. She studies health 

information behavior with a focus on how patients diagnosed 

with chronic conditions use social websites, such as Twitter, 

Facebook, online support groups and other social websites, to 

communicate with other patients about their health. She has 

conducted multiple qualitative studies in this domain, inter-

acting directly with participants with various health infor-

mation needs and often diagnosed with chronic health condi-

tions.  

Tiffany Veinot, MLS, PhD, is an associate professor at the 

Schools of Information and Public Health at the University of 

Michigan. Veinot will argue that health information behavior 

research with marginalized populations should incorporate 

study of the networks, families and communities in which in-

dividuals are embedded. To do so, she contends that infor-

mation behavior researchers should “make the ‘meso’ visi-

ble” in their research. The “meso” level of society includes 

small scale collectivities that fall between the micro level of 

individuals and the macro level of nation states, including en-

tities such as families and communities. Research conducted 

at a meso level of analysis permits identification of emergent 

informational phenomena that are not reducible to individual 

behavior, such as differential patterns of access to infor-

mation and connections between collective information be-

havior. Furthermore, multilevel analyses can permit rigorous 

modeling of the relationships between individuals and their 

meso-level contexts. This talk describes methods used in a 

longitudinal study of the information activities and networks 

of low-income families in which at least one member has a 

chronic illness. In this study, the family was taken as the cen-

tral unit of analysis, and individual participants were sampled 

by family group. This mixed methods study involved five 

contacts with 25 families (with two-six members each) over 

two years. The study used two family-centered interviewing 

methods: 1) individual interviews conducted using a whole 

family methodology; and 2) family group interviews, which 

adapt the focus group method for people who know one an-

other. Individual surveys, including family network items, 

were completed at each contact, and a home tour was con-

ducted once. All data analyses were conducted at both the in-

dividual and group levels. The value of these methods will be 

illustrated with examples of analyses of both individual and 

group-level information phenomena. 

Incorporating Multidisciplinarity 

Devon Greyson, PhD MLIS, is a postdoctoral research fellow 

at the British Columbia Children’s Hospital Research Insti-

tute and the University of British Columbia Department of 

Pediatrics and instructor of women’s and gender studies at 

Capilano University. Greyson’s research focuses on health-

related information practices of youth and parents and on the 

ethics and effectiveness of health information interventions. 

Greyson’s work includes ethnographic research with young 

parents and vaccine hesitant populations; health services and 
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policy survey research with parents of trans and gender crea-

tive youth, healthcare providers and the general population; 

and normative-empirical analyses of population health infor-

mation interventions with a particular eye to the distributive 

justice implications for marginalized populations. On this 

panel, Greyson will discuss adapting dimensions of 

healthcare access to apply to health information access, as 

well as the strategy of conducting interdisciplinary research 

in order to flexibly and appropriately give back to participant 

populations by co-creating research outputs that matter to 

their communities. 
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