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Making sense of changing and evolving health information: 

Exploring uncertainty in an ‘evidence-based’ world

Introduction

Much has been written about evidence-based practice (EBP) within health fields, and the challenges encountered when striving to translate medical knowledge into practice; however, little attention is paid to (1) the provisional, emergent and incomplete nature of medical evidence (Upshur 2001) and (2) knowledge translation (KT) as an on-going process of social construction (Gherardi 2006). The dilemma presented by emergent or evolving health information is magnified for consumers making health decisions within the context of everyday life. Within this context individuals are frequently assimilating and responding to health information mediated by a wide range of formal and informal sources including health professionals, the media, internet sources, advertising, and personal contacts. While there are studies focusing on health information behavior (IB) in situations of acute medical need (cf. Ariail, Watts, and Bowen 2006; Lieberman and Goldstein 2005), studies do not investigate the day-to-day experiences of individuals as they interact with and integrate health information from a variety of sources and in situations of uncertain and evolving medical evidence. Using a semi-structured narrative approach and ‘in the moment’ elicitation, this study explores how people respond to, make sense of, and use (or do not use) health information within the context of a specific illustrative medical case where medical evidence is explicitly evolving. Since health professionals are most likely to involve patients in shared decision-making in situations where health evidence is uncertain (Salkovskis and Rees 2004) QUOTE "(Salkovskis and Rees 2004)" 

, it is critical to gain insight into the IB of individuals as they navigate evolving health information, and to explore how consumers translate the health knowledge available to them into personal practice.

This research proposal begins with a brief literature review which outlines the illustrative medical case framing this exploration, highlights women’s health IB, examines KT, and presents theoretical considerations. Research methods are then detailed. The proposal concludes with discussion of research quality and significance.

Literature review


Illustrative medical case

Once viewed as optimum therapy for the prevention of long-term disease in healthy menopausal and postmenopausal women, the routine use of hormone therapy (HT) was irrefutably altered when results from the largest randomized clinical trial of HT, the Women’s Health Initiative (WHI) study, indicated that risks exceeded benefits for healthy postmenopausal women using combined estrogen plus progestin 


(Rossouw et al. 2002; Peterson et al. 2004) ADDIN EN.CITE . This information, which was communicated, discussed and debated in literally hundreds of articles and editorials published in the scientific and popular press (Naughton, Jones, and Shumaker 2005), engendered profound uncertainty as women sought to understand and make use of HT-related information 


(cf. Barber et al. 2004; Rigby, Ma, and Stafford 2007; Sawka et al. 2004) ADDIN EN.CITE  QUOTE "" 

 QUOTE ""  ADDIN PROCITE ÿ\11\05‘\19\02\00\00\00\00\01\00\00\05\00\00\00;C:\5CProgram Files\5CProCite5\5CDatabase\5CDissertationProposal.pdt\1BSawka, Huh, et al. 2004 #60\01\04\00\05\00àà\00\00\00¿H\00@I\15\00\14\00\00\00\01\00\00\00\00\00\00\00\00\00\00\00\10\00\00\00\00\00\00\00\02\00\00\00\00\00\00\00\00\00,\00\00\00\01\00\00\00Lô\13\00=\11J\00,\00\00\00xô\13\00Lô\13\00\03\00àà\00\00\00¿H\00@I\15\00\14\00\00\00\01\00\00\00\00\00\00\00\00\00\00\00\10\00\00\00\00\00\00\00\11\00\00\00\00\00\00ÿÿÿÎÃÂwçÃÂw,\00\00\00Dò\13\00.ÄÂw,\00\00\00\00\00\00\00 
. Because of (1) the widespread coverage of the WHI in the medical and consumer press (Genuis 2006), (2) the dramatic impact of the WHI on HT use and on the medical management of women experiencing the menopause transition 


(cf. Blumel et al. 2004; Hersh, Stefanick, and Stafford 2004; Buist et al. 2004) ADDIN EN.CITE  QUOTE "(Blumel et al. 2004; Buist et al. 2004; Hersh, Stefanick, and Stafford 2004a)" 

, and (3) ongoing uncertainty about how to translate these new findings into practice 
 ADDIN EN.CITE 
(cf. Hersh, Stefanick, and Stafford 2004; Wathen 2004, 2006)
, this illustrative case provides a strong basis from which to explore the experiences of women as they respond to, make sense of and use (or do not use) changing and evolving health information. 

Women’s health information behavior

Women are active information agents who gather, seek and store health information for both themselves and others (cf. Macias, Lewis, and Shankar 2004; Wathen and Harris 2006). Increasingly engaged in health IB “either before, instead of, or unrelated to a visit to a doctor” (Warner and Procaccino 2004, 714), women interact with a complex array of formal and informal sources 
 ADDIN EN.CITE 
(cf. Castelo-Branco et al. 2006; Hoffmann et al. 2005; MacLennan, Taylor, and Wilson 2004)
. QUOTE "" 

 QUOTE ""  ADDIN PROCITE ÿ\11\05‘\19\02\00\00\00\00\01\00\00\16\00\00\002C:\5CProgram Files\5CProCite5\5CDatabase\5C661 Nrsg HT.pdt#MacLennan, Taylor, et al. 2004 #230\01\04\00\09\00àà\00\00\00¿H\00ð:\15\00\14\00\00\00\01\00\00\00\00\00\00\00\00\00\00\00\10\00\00\00\00\00\00\00\02\00\00\00\00\00\00\00\00\00,\00\00\00\01\00\00\00Lô\13\00=\11J\00,\00\00\00xô\13\00Lô\13\00\06\00àà\00\00\00¿H\00ð:\15\00\14\00\00\00\01\00\00\00\00\00\00\00\00\00\00\00\10\00\00\00\00\00\00\00\12\00\00\00\00\00\00ÿÿÿÎÃÂwçÃÂw,\00\00\00Dò\13\00.ÄÂw,\00\00\00\00\00\00\00 
 They are thus faced with the challenge of integrating multiple perspectives when navigating health information. Because women are more involved in gathering health information and in health-related decision-making than are men (cf. Kahn 2001; Macias, Lewis, and Shankar 2004) QUOTE "" 
, the illustrative case chosen for this investigation provides a credible foundation for exploring IB in situations where health information is evolving.

Knowledge translation 

Despite overwhelming support within health fields for EBP, the gap between evidence and practice remains one of the most consistent findings in health research (Grol and Grimshaw 2003). Consequentially, knowledge translation, a process whereby research knowledge is integrated into local contexts and made useful to decision-makers (Choi 2005), has emerged as a critical focus for researchers, funders and administrators. While decision-makers are commonly viewed as health professionals, a growing emphasis on shared decision-making, particularly in areas of medical uncertainty 


(Salkovskis and Rees 2004; Walter et al. 2004) ADDIN EN.CITE , raises questions about KT within the context of consumers. 

Although the gap between evidence and practice is more complex where evidence is evolving, scholars point out that even established medical ‘fact’ represents only “a transient moment in an indeterminate process of stabilization and destabilization” (Wood, Ferlie, and Fitzgerald 1998, 1730). This understanding of health information as inherently provisional and emergent (Upsur 2001) draws attention to KT as a constructed process that is based on research and experiential knowledge, as well as on reflection, negotiation of meaning, situational factors and material artifacts (Gherardi 2006). This constructionist approach also highlights social factors: knowledge is translated into use through a process of interpretation, social influence, and debate (Fitzgerald et al. 2005). From this perspective, the translation of knowledge coincides with notions found within the Library and Information Science (LIS) literature: it is an active process in which new understanding is constructed from encountered information, existing knowledge structures, personal experience and socio-cultural environments (Talja, Tuominen, and Savolainen 2005). 
Theoretical considerations

KT theories articulate a range of factors which, in addition to research evidence, critically influence people as they strive to make use of health information (Grol, Wensing, and Hulscher 2005). The Promoting Action on Research Implementation in Health Services (PARIHS) framework, which suggests that successful implementation of change is “a function of the relation between the nature of the evidence, the context in which the proposed change is to be implemented, and the mechanism by which the change is facilitated” (Kitson, Harvey, and McCormack 1998, 150), elucidates core elements which coincide with concepts found within IB research and which highlight KT as a contextually situated and socially constructed process. The view that evidence, context and facilitation each make critical contribution to KT provides a holistic theoretical schema for investigating how women make sense of evolving health information (Genuis 2008) and a useful framework for shaping semi-structured interviews and data analysis (Alkema and Frey 2006). 

Research methods


The objective of this study is to better understand, from the patient’s perspective, how evolving health information is experienced and to explore how that experience influences health IB and the translation of knowledge into practice within women’s lives. 


Theoretical framework


The PARIHS framework will be used as a schema for exploring the interplay between evidence, context and facilitation as women translate the health information available to them into practice within their own lives. In addition, social positioning theory (Davies and Harre 1990; Van Largenhove and Harré 1994) will facilitate exploration of the dynamic aspects of information encounters, particularly interpersonal interactions experienced by women while seeking to navigate evolving health information. This research study is, furthermore, based on a social constructionist approach that aims at identifying  “general sense-making practices on the basis of which people orientate themselves in their everyday and working lives” (Talja, Keso, and Pietilainen 1999, 761), and notions of meaning-making that incorporate an active, process-oriented view of IB (Dervin 1992).
Research questions

Qualitative research methods will be used to explore the guiding question: What sense-making and information behaviors are elicited by uncertain and/or evolving health information? This overarching question will be explored through the following specific research questions: 

1. What are the experiences of women (including emotional, cognitive, and action-related elements) as they respond to, make sense of, and use uncertain and/or evolving information about health management during the menopause transition?

2. How does the construction of this uncertain and/or evolving health information encountered via diverse mediums and within various contexts influence health IB (including decision-making), KT, and encounters with health professionals?

3. How do women position themselves (e.g. as consumer, as co-decision maker, or as patient) when encountering/seeking/exchanging health information, and how does that positioning influence health IB?

4. In what ways do information sources (including health professionals, informal interpersonal interactions, and the media) facilitate women’s varying responses to uncertain/evolving health knowledge? And what are the tensions experienced by women as they make sense of information that is facilitated in different ways by formal and informal information sources?
Research design

Qualitative interviewing complements a social constructionist approach to research and provides rich data which facilitate exploration of the research questions posed in this study. As noted by Warren (2002), the “epistemology of the qualitative interview tends to be more constructionist than positivist” since participants are viewed “not as passive conduits for retrieving information” (83) but as actively involved in constructing meaning from various perspectives. Furthermore, the “topic of qualitative interviews is the everyday lived world of the interviewee” (Kvale 1996, 30). Thus, qualitative interviewing, which accepts “people’s knowledge, views, understandings, interpretations, experiences, and interactions” as meaningful properties of the reality being researched (Mason 2002, 63), is an apposite research method for exploring women’s experiences with personal health management in situations where health information is evolving. 

In this study samples from two populations will be interviewed: (1) women who have been or are currently engaged in health IB or decision-making related to menopause or HT; and (2) health professional providing care or information to women who are navigating menopause. Detailed field notes relating to contact with participants and interviews will be kept. Recruitment will occur in the community (e.g. physician’s offices, health food stores) as well as at the ‘Women’s Wellness Program,’ a program functioning within the public health care system and providing support to a cross-section of women in the menopause transition. Theoretical sampling, which is guided by the literature and research questions, as well as purposive sampling to achieve maximum variation, will be used to select participants. In addition, snowball sampling may be used and the sample will be, in part, a sample of convenience with participation limited by geographical proximity. 

Twenty to 25 women will participate in a single, audio-recorded interview (45 to 60 minutes). Two contrasting strategies will be used during the interviews with women participants. 

(1) A semi-structured and narrative approach will be taken for the primary portion of the interview in order to allow participants “scope to articulate their experiences in their own terms” (Petersen 2006, 34). This approach will facilitate participants’ constructive processes as they relate, interpret and draw together their health related experiences (Becker 1997; Petersen 2006). The PARIHS framework will provide a schema which will theoretically guide semi-structured interviews. This will facilitate insight into information sources (evidence), the inter- and intra-personal circumstances of the individual woman (context) and the impact of different means of information delivery and exchange (facilitation). Reflection on the interaction between different information sources and women’s approach to finding or receiving information will provide insight into how women position themselves in relation to health professionals and information sources.
(2) While a Cochrane systematic review found that “mass media are the leading source of information about important health issues” and that media influences health behaviors and practices (Grilli, Ramsay, and Minozzi 2002, 2), this same review notes that the specific impact of media is difficult to determine. ‘In the moment’ elicitation technique (Johnson and Weller 2002) will therefore be used to elicit response to and reflection about health information encountered on a day-to-day basis in the media. Guided by readership statistics provided in Media Digest (Canadian Media Directors' Council 2007-2008), articles from the media have been selected which present conflicting health information related to a topic relevant to women participants. These articles will be presented and discussed sequentially in order to elicit reaction to and reflection on health information in the media, and response to the presentation of conflicting health information. 

A smaller sample of health professionals (a purposive sample of approximately ten individuals representing a range of health professions including traditional and natural medicine, nursing, pharmacy, and nutrition) will participate in a semi-structured interview lasting approximately 30 minutes. The purpose of these interviews is to gain health professionals’ perspectives on women’s health IB and on interactions between women and health professionals. In addition, these interviews will provide insight into the roles professionals play in facilitating the translation of knowledge into practice. Creswell (1998) notes that when using theoretical sampling, data from initial interviews with a primary homogeneous sample (women who are navigating changing information related to HT and/or menopause) can be illuminated by subsequent interviews with a heterogeneous sample (health professionals). This second set of semi-structured qualitative interviews will, therefore, also focus on data arising from the first series of interviews with women.

Data analysis

Qualitative data analysis will involve “taking things apart and identifying their constituent parts,” locating patterns, and reassembling data “in ways that begin to resemble a coherent explanation or description” (LeCompte 2000, 150). Analysis will be guided by phases that progress from data collection to explanation, and that involve data organization, immersion in the data and identifying items of interest, generating categories or sets of interest, data coding and interpretation, and meaningful representation of data and interpretation (cf. Creswell 1998; Marshall and Rossman 2006; Seidman 1998) QUOTE "" 

 QUOTE ""  ADDIN PROCITE ÿ\11\05‘\19\02\00\00\00\00\01\00\00\0C\00\00\00;C:\5CProgram Files\5CProCite5\5CDatabase\5CHPS603, QualResearch.pdt\1CMarshall & Rossman 2006 #130\01\04\00\08\00àà\00\00\00¿H\00\087\15\00\14\00\00\00\01\00\00\00\00\00\00\00\00\00\00\00\10\00\00\00\00\00\00\00\03\00\00\00\00\00\00ÃÂw\00\00\00\00ÿÿÿÿ\07ÄÂwÞÂÂw\00\00\03\00üñ\13\00ãÂÂw\07\00àà\00\00\00¿H\00\087\15\00\14\00\00\00\01\00\00\00\00\00\00\00\00\00\00\00\10\00\00\00\00\00\00\00\0A\00\00\00\00\00\00ºI_ ýÎ\00\01\00\00\00\01\00\00\00\00\00\00\00tò\13\000¬W\00ÿÿÿÿ 

 QUOTE ""  ADDIN PROCITE ÿ\11\05‘\19\02\00\00\00\00\01\00\00#\00\00\00;C:\5CProgram Files\5CProCite5\5CDatabase\5CHPS603, QualResearch.pdt\10Seidman 1998 #10\01\02\00\07\00àà\00\00\00¿H\00À7\15\00\14\00\00\00\01\00\00\00\00\00\00\00\00\00\00\00\10\00\00\00\00\00\00\00\09\00\00\00\00\00\00ºI_ ýÎ\00\01\00\00\00\01\00\00\00\00\00\00\00tò\13\000¬W\00ÿÿÿÿ 
. In keeping with the nature of the guiding questions, descriptive, interpretive and discursive approaches, which will involve several interpretations of the text, will be incorporated in data analysis. Liamputtong and Ezzy (2005) identify theory building as “an ongoing dialogue between pre-existing theory and new insights” (266); therefore, understanding of themes and patterns will develop as this dialogue takes place during the analysis process. 

Transcribed interviews and field notes will be analyzed using NVivo software, a qualitative data analysis program which also allows data to be ‘sliced’ according to identified characteristics (demographic or qualitative). This tool enhances credibility because of its powerful assistance with data organization, coding, memoing, data analysis, and data presentation. Credibility is also enhanced by the extensive and accessible audit trail NVivo produces (Seale 2002).  

Research quality

In their historic work Lincoln and Guba (1985) identify credibility, transferability, dependability, and confirmability as the four critical criteria for judging the soundness of interpretive qualitative research. For this investigation, credibility will be established through in-depth description of the complexities of processes. The following measures will be taken to strengthen credibility: (1) triangulation of interview approaches and data sources; (2) data interpretation from descriptive, interpretive and discursive perspectives; (3) identification and exploration of negative instances; (4) discussion and debriefing with peers; and (5) careful documentation at all research stages. Although in qualitative research the burden of proof for the application of findings from one context to another rests with subsequent researchers (Marshall and Rossman 2006) QUOTE "(Marshall and Rossman 2006a)" 

, transferability will be facilitated by providing thick description of the topic, research methods, research context, data, and interpretations. Logical and conceptual links between data, interpretation and theoretical frameworks will be clearly communicated. Dependability and confirmability will be established through detailed and descriptive research notes recording the following: any modifying changes occurring during the research process and the influence of these changes, coding decisions, emerging themes and interpretations, and conceptual linkage to theory. The integration of qualitative data within research results will improve confirmability by allowing interpretations and conclusions to be traced to source material.
Significance of research

With increasing interest in the IB of “ordinary people in everyday life situations and health contexts” (Fisher and Julien 2009, 317) and significant focus on KT within health fields, this study will contribute both theoretically and practically to knowledge in LIS and health care fields. Understanding the health IB of women as they deal with uncertain and/or evolving health information will provide valuable insights regarding patient experience and the context in which medical change occurs, ingredients that Rycroft-Malone et al. (2002) identify as critical for change within medical systems. This research will also contribute to knowledge of how context influences health IB and what forms of facilitation are favored or perceived as useful when making sense of uncertain/evolving evidence related to HT and menopause. Scholars of KT note the “need for those involved in affecting clinical behavior change to move beyond unilinear models of information gathering and dissemination, and towards research strategies that address the local ideas, practices, and attitudes” (Wood, Ferlie, and Fitzgerald 1998, 1737). Study of the evolving nature of health information therefore challenges health librarians and information professionals to move beyond a focus on research evidence (Shipman 2004), and consider: (1) the role of context in information use; and (2) the variety of facilitating roles that information professionals might adopt as they contribute to KT within health settings (Harvey et al. 2002; MacIntosh-Murray and Choo 2005). This research also makes significant contribution to the study of women’s health, and to the study of media impact in situations where health information is evolving and thus application to personal health management is uncertain. 
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